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Peter Farrall writes

Welcome to the Summer edition of Link. Hopefully 
you'll read this issue as you relax in the summer 
sunshine - or perhaps as you escape the summer 
storms.

The Association for Spina Bifida and 
Hydrocephalus is there for people of all ages. We're 
aware that children and babies have featured heavily 
in recent issues, so we're hoping to even things out 
this time. On page 24 we look at ageing with spina 
bifida and hydrocephalus, with advice from Dr Gillian 
Hunt. We also meet two Link readers who are in their 
7o's, and talk of their experiences over the years.

See ASBAH's "Your Voice" group (page 16) 
enjoying their recent time in Birmingham and read 
how Cathy Lunn from Sheffield enjoyed her 'Fun in 
Brum'weekend.

If it's medical news you're particularly interested 
in, there's plenty of food for thought with articles 
about Arnold Chiari syndrome and an interview

«"h Wendy Simons, who has Normal Pressure 
drocephalus. We also catch up with Helen 

Fernandes, consultant neurosurgeon at Cambridge's 
Addenbrookes Hospital.

Added to all that is the usual mix of news, local 
association updates, and fund-raising stories 
- including a two-page special on how Danny Mills is 
helping ASBAH at two recent charity golf days.

So enjoy this issue and make the most of the 
summer months. As always, we are delighted to hear 
from Link readers, so do take the time to write in with 
your news and views.

Peter Farrall
Assistant Director
(Marketing and Communications)
peterf§asbah.org
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NEWS

New price 
for Link
The yearly iMsubscription cost has 
been increased by £2.00.

The annual cost for the four magazines 
produced each year has risen from £4.80 
to £6.80, existing subscriptions will be 
unaffected until renewal.

Peter Farrall, Assistant Director 
(Marketing and Communications) said: "Of 
course we don't like to increase the charge 
for Link, but we do need to cover our costs.

"This is the first price rise in many 
years and obviously the costs involved 
in producing the magazine have gone up 
during that time. Recently we have tried 
to make the magazine more appealing to 
everyone. To continue to do this we need 
to be realistic about the price. At £1.70 
per copy including home delivery, Link 
magazine offers great value."

New group 
helps families
A new family support group has 
been set up in the Huntingdon 
area for families affected by 
hydrocephalus.

Mothers Susan Tucker and 
Tamsin Olney launched the 
Huntingdon Hydrocephalus 
Families Support Group as 
they both have children with 
hydrocephalus.

Susan said: "Tamsin and I both 
felt very isolated having young 
babies with a potentially serious 
brain condition. We wanted to 
provide the time for other families 
to share experiences, exchange 
stories and offer each other 
support. We also wanted the 
children to meet other children 
with the same condition to 
know they are not the only ones 
affected."

"We had our first official

Model role for Sam
A young iM reader has starred in a book 
designed to help primary age children learn more 
about wheelchair users.

Sam Lawton, 13, who has spina bifida, was photographed in a series of real 
life situations for the Sam Uses a Wheelchair book.

It is part of the Like Me, Like You series which focuses on various disabilities 
and medical conditions.

The 32-page book by Jillian Powell shows Sam, from Tamworth, in a variety of 
everyday situations, at home and school.

meeting at the beginning of June, 
which 6 families attended. A 
further two families are hoping to 
join us at our next meeting in July 
and we are really keen to get more 
families to come along and join us 
for future meetings."

If you are interested in joining 
the Huntingdon Hydrocephalus 
Families Support Group, or 
if you would like to find out 
more, contact Susan Tucker on 
suetuckeremail@aol.com, or call 
her on 01480 434500, or Tamsin 
Olney on tamsin@theolneys.com 
or 01480 890179. The group 
meets on the first Saturday of 
every month at the creche at RAF 
Brampton, loam.

World Cup triumph
The inaugural Visa Paralympic World Cup has been 
hailed a great success by the British Paralympic 
Association and the International Paralympic 
Committee.

The four-day event staged in Manchester featured 
world-stars from athletics, swimming, track cycling and 
wheelchair basketball.

This new competition is the biggest international 
annual multi-sport event outside of the Paralympic 
Games and will be staged in Manchester for the first 
three years.

The event provides an annual platform for British 
Paralympic athletes to compete at the highest level in 
their own country. It also brings together many of the 
world's greatest sportsmen and women for a global 
celebration of their sport.

Phil Lane, Chief Executive of the British Paralympic 
Association, said: "The Visa Paralympic World Cup 
is a tremendous showpiece for the world's best elite 
athletes with a disability. The action over four days 
of intense competition has brought a new era in elite 
disability sport."

Read about a father and son's experiences as 
spectators at the Paralympic World Cup on page 15.

* Look out in the 
next issue of Link 
for the full story.
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Charter

The Charter Continence Care Roadshow, an 
ambitious initiative by Coloplast, kicked off 
in Peterborough on n April, visiting 46 UK 
towns and cities during its 12-week tour.

On board healthcare professionals were 
Ain hand to provide support and advice

Magazine celebrates 
50th issue
A small magazine which has supported 
disabled parents for 12 years is 
celebrating its 50* issue.

Disability, Pregnancy & Parenthood 
international (DPPi) is a small UK 
based registered charity which promotes 
better awareness and support for i 
disabled people during parenthood. t 
The DPPi Journal, first published in 1993, I! 
is free to disabled parents and aims to I 
share information and experience on all * 
aspects of pregnancy and parenting with

isability. It also provides a 'bridge' 
etween parents and the professionals 

who support them.
ASBAH's senior medical adviser, 

Rosemary Batchelor told Link: "ASBAH 
has been involved with DPPi for a long 
time and both organisations have grown 
and evolved.

"The DPPi is a resource that is 
invaluable, with all those special 
problems of practical everyday care that 
new, and not so new, 
parents experience."

DPPi can also be 
viewed online at 
www.dppi.org.uk

It is available in 
audiocassette and 
Braille formats.

about bladder and bowel management, 
and information about seven major 
charities, including ASBAH.

Visitors, estimated 
at more than 1,100, 
got the chance to see 
the latest Coloplast products, including a 
full range of catheters, sheaths and bags. 
Information about the company's support 
service, which includes the 'to your door' 
Charter service for all continence products, 
was also available.

Martin Beynon, Clinical Development 
Manager for Coloplast's Continence 
Division, told Link: "We hoped that the

Awareness 
boosts understanding
Parents broadened their understanding 
of hydrocephalus at the ASBAH 
Awareness Day in Bristol.

The event was part of ASBAH's on 
going study day programme, designed 
to help parents and professionals get 
more from ASBAH's new "Your Child and 
Hydrocephalus" book.

The twenty guests gave top marks 
when they completed the evaluation 
sheets handed out at the end of the day.

The Bristol event, which was held 
at the city's Clarke Willmott Solicitors 
offices, was chaired by the Chairman of 
the Bristol Local Association, Stephen 
James. It boasted a host of speakers 
including two of the authors of the book, 
Carole Sobkowiak and Hazel Bennett.

Also in the line-up were lan Pople, 
consultant neurosurgeon at Bristol's

Continence 
Roadshow 2005

roadshow would give people up-to- 
date information and advice about the 
continence products which are available. 

"We were very pleased 
to see so many people on 
board, and the feedback 

we have received has been excellent. Our 
visitors included healthcare professionals 
who wanted to see the latest range of 
products.

"It has been a very positive experience 
and we were very grateful for ASBAH's 
support and endorsement. Already we are 
talking about doing a similar roadshow 
next year."

Frenchay Hospital and Anthony Fairweather 
from Clarke Willmott Solicitors, who lent 
their city centre office for the event and 
generously provided lunch.

ASBAH's Paula Thompson, who 
organised the event told Link: "The day 
was a great success. We attracted parents 
from a wide area, including Cornwall, 
Devon and Gloucester.

"Their comments on the evaluation 
sheets were very positive. Everyone said 
how useful the talks were and they were 
pleased to meet up with other families. 
I'm sorry that more people didn't attend."

Forthcoming Awareness Days
Saturday i/th September 
Darlington

Friday 30th September 
Peterborough (creche available)

For more details contact: 
ASBAH 01733 555988
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InformationCD's
As part of the Hydrocephalus Action 
campaign, ASBAH is working on 
two information CDs to explain 
hydrocephalus and its implications.

The first CD rom - Living with Normal 
Pressure Hydrocephalus - is aimed at 
a wide target audience. Its content will 
be relevant to patients diagnosed with 
NPH, their families, and also healthcare 
professionals.

Three experts- including Professor 
Pickard, neurosurgeon at Cambridge's

Addenbrookes Hospital - talk about 
NPH, the symptoms, how a 
diagnosis is made and give 

in-depth explanations about the 
various tests for NPH.

The CD also introduces 
five people who talk about 
their experiences of NPH 
within their family. 
The second CD - Hello, 

I'm Benny Bear-mil be distributed 
by healthcare professionals, to parents of 
children with hydrocephalus.

It is presented by Conor Mallucci, 
neurosurgeon at Liverpool's Alder 
Hey Hospital and Helen Fernandes, 
a neurosurgeon at Cambridge's 
Addenbrooke's Hospital.

Together they talk about hydrocephalus 
and typical symptoms, before explaining 
what a shunt is and how it works - with a 
help of a Codman Benny Bear.

As well as the more serious medical 
information, Benny Bear helps to lighten 
the mood, with book downloads plus 
pictures and cards to print off and colour.

Viewers will also meet five families who 
have a child with hydrocephalus, who talk 
about the condition and its impact on their 
lives.

Both CDs conclude with details about 
ASBAH and its partnership with Codman in 
the Hydrocephalus Action campaign.

ASBAH thanks Codman for sponsoring 
the production of the CD's and everyone 
involved with the making of them.

ASBAH and leading international experts 
gathered in London in May to discuss 
the evidence of the health effects of folic 
acid.

Top of the agenda at the one-day 
Symposium on Folic Acid and Health was 
the case for and against mandatory flour 
fortification as a measure to help prevent 
neural tube defects (NTD).

Dr Joan Morris, of Queen Mary's 
Wolfston Institute of Preventitive 
Medicine, revealed that the fortification 
of flour could prevent 300 UK pregnancies 
each year from being affected by 
NTD. Currently an estimated 1,400 UK

Fortification 
debate hits

preganancies are affected by NTD each 
year, 90 per cent of which result in 
termination.

The scientific symposium, orgainsed 
by ASBAH and the Wolfson Institute of 
Preventive Medicine, attracted leading 
experts from the UK, Ireland and USA.

They presented a compelling case 
for mandatory flour fortification, 
recommending that folic acid is added to 
nutrients such as iron and calcium, which 
are already mixed into flour.

The USA and 38 other countries have 
introduced flour fortification and achieved 
significant health benefits including

The campaign to add folic acid to food 
received a welcome boost after being 
covered on the ITN news.

The story, which appeared on both the 
lunchtime and evening news bulletins on 
15 June, gave extra publicity to the ASBAH- 
backed campaign for food fortification.

Interviewed in the studio, Professor 
Nicholas Wald from the Wolfson Instituted 
described Britain's delay in adopting the 
measure as "like having a vaccine for polio 
and not using it".

The ITN reporting team visited ASBAH's 
Peterborough offices to interview 
Executive Director Andrew Russell 
and Salma Adam, mother of one-year- 
old Armina, who has spina bifida and 
hydrocephalus.

Salma said: "Armina won't be able to 
walk; she's incontinent and has a shunt. If 
I'd known about folic acid before I became 
pregnant, then Armina might not have 
these problems."

The report added that spina bifida 
affects around 1,400 pregnancies in the UK 
each year. Of these, approximately 90 per 
cent were terminated. It is believed that
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Left to right:
Professor Nicholas] Wald, 

Baroness Walmsley 
and Andrew Russell

reductions in heart disease and strokes. 
The latest country to propose fortification 
is the Republic of Ireland, which, along 
with the UK, has the highest rates of spina 
bifida in the world.

Andrew Russell, Executive Director 
of ASBAH said: "'The TV news coverage 
by ITN, who followed up the event, was 

^cellent for ASBAH, adding to public 
understanding of the case for fortification. 
It attracted notice from supportive health 
agencies and the flour industry around 
the world. Now we are awaiting the advice 
of government agencies such as the Food 
Standards Agency on whether to proceed

with flour fortification here in the UK.'
He added: "The Food Standards Agency 

in the UK at present is not recommending 
fortification because it has a fear over 
possible side effects.

"However, it was pointed out at the 
symposium that there was no evidence of 
harm from fortification. Moreover, since 
many Americans have taken high doses of 
folic acid for many years, there are over a 
billion person-years of experience of folic

acid supplements, with no evidence of any 
harm from the vitamin."

The UK's Scientific Advisory Committee 
on Nutrition, which had a representative 
at the Symposium, is currently considering 
fortification and will advise the 
government.

The report of the speakers from the 
symposium can be seen at ASBAH's 
website: www.asbah.org

food fortification could prevent 300 cases 
of spina bifida a year.

Andrew Russell told ITN: "The UK and
Ireland have among the 
highest rates of spina 
bifida in the world, so a 
measure like taking folic 
acid, or having it in the 
diet, is perhaps more 
important here in the UK 
than in other parts of the 
world."

Adding folic acid to grains became 
compulsory in America eight years ago, 
and since then 39 other countries have 
followed suit.

1 can scarcely think so 
something so simple, 
inexpensive, effective and 
safe that could improve 
the health of children.

But Britain's Food Standards Agency 
(FSA) rejected expert advice to fortify food 

five years ago, fearing a 
complication to people 
with Vitamin 612 
deficiency. The FSA's 
advisory committee 
is still examining the 
evidence.

Professor Nicholas 
Wald has long said it is an ethical and 
safe move.

He said: "I can scarcely think of 
something so simple, inexpensive, 
effective and safe that could improve the 
health of children that is not used. It is like

having a polio vaccine and not using it.
"It is so important to take folic acid 

before pregnancy. Once the woman finds 
out she is pregnant, then it is too late for 
folic acid to have a preventative effect."

It is thought that around half of UK 
pregnancies are unplanned, and it is unlikely 
that a woman would consume enough 
quantities of folic acid through an ordinary 
diet for it to have the necessary effect.

Professor Wald added: "There is not 
one jot of evidence that fortifying food 
with folic acid is harmful. Many of the 
countries in the Americas have done it 
with notable success and without a single 
report of any adverse effects."
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Sweet money spinner
A Norfolk confectioner dreamed up a sweet way to raise cash for ASBAH.

Paul Stothers, who owns the Chocolate Box in Sheringham, Norfolk, sold empty 
sweet jars to raise £125 towards the Helpline and Information Service Appeal.

Paul said: "I regularly sell off the jars and usually put the money in my holiday fund, 
but this year I thought I'd donate it to charity.

"My son is a Norwich City fan and was very keen on Danny Mills when he played 
there. A while ago I met an acquaintance of Danny's and heard about ASBAH's Helpline 
Appeal so it seemed fitting to donate the money I raised to ASBAH."

Cheeky Boys
Riding High

We don't hear from many people who 
do an average of 20 miles per hour on 
their bike to raise money for ASBAH, 

but Richard Tolley, 
and his team mates, 
Mike, Lee and 
Steve did just that.

Taking part 
in the Ultimate 
Challenge in 
France, under 
the team name 
of"The Cheeky 
Boys" the team 

of four cyclists, rode in relay 
over the three day course - covering a 
route over 520 miles long.

Starting in Vimoutiers, France, and 
finishing in Saint Cergue, Switzerland, 
each day involved cycling over 150 
miles...so the Cheeky Boys must have 
been in good shape to survive the 
gruelling journey!

This year they chose ASBAH as one 
of their nominated charities to benefit 
from their hard work and donated 
£750. We are very grateful to them for 
putting themselves through such a huge 
challenge in order to raise funds.

ASBAH's annual Megacycle powered its way to another fantastic financial boost.
The event, held on the first weekend in July, saw ten teams entering the 

marathon Peterborough cycle ride to raise cash for ASBAH funds.
David Proud, ASBAH service user and a County basketball player, started the 

Megacycle, which was along a safe, eight-mile circuit of cycle paths taking in long 
stretches of the River Nene and the beautiful Ferry Meadows Country Park.

lan Morley, who organises the event, now in its 13th year, told Link: "The 
Megacycle went very well. There was a great atmosphere and luckily the weather 
was perfect for the cyclists. A

"The ASBAH team raised more than £700 and money from the other teams is still 
coming in. We don't know what the final total will be at this stage, but hope to raise 
around £2,500."

The ASBAH team was made up of: lan Morley, Gill Winfield, Shelley Goffe- 
Caldeira, Chris Wheatley, Tony Nero and Margaret Black. They were accompanied 
by a selection of family and friends and a previous megacyclist, Phil Brewer was 
their nightrider covering the hours of darkness.

The Megacycle wouldn't take place without the voluntary help we receive, which 
includes:

• The kind donation of refreshments for the riders by ASDA,
• The help of George and Doreen Cant who provided First Aid cover for the first 

i2-hours of the ride free of charge.
• lan's parents who spent the whole 24-hours at the event, stamping lap cards, 

making copious amounts of tea, coffee and squash for the riders, and fetching 
and carrying things required during the ride, such as petrol for the generators, 
etc.

Many thanks to everyone involved.
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Access for All
Allied Vehicles are helping to make people 

more mobile throughout the country!

Nationwide delivery 
Excellent customer service

V Free no-obligation home 
demonstrations

SCOTLAND

Freedom for Bill and Tina
"My wife has MS so we 
needed a suitable vehicle. 
We wanted a car that 
would be easy to manage 
so the Freedom is ideal!"

Bill, Sussex

NORTHERN IRELAND

The Automatic Choice
"I wanted the convenience 
of automatic gears so I 
chose the Renault 
Autograph, It's great for us 
to get out and about." 
Jo, Edinburgh

from ony
110.895.

|[*'/ specialolympics 
glasgow2OO5
greatfoniaingames

WALES & 
WEST MIDLANDS

Happy to Help
"I love my job as I 
get to meet lots of 
interesting people 
and help them to 
find a car that best

suits their needs."
Allied Vehicles Mobility 

Adviser Simon with 
Margaret, Nottingham

SOUTH & WEST Motability
'h,lwc»ns<»Klwr«te.(B»W«dpwn'

0800 587 9608
www.alliedvehicles.co.uk

r Allied Vehicles
Driving For Perfection
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'>M

Helpline Appeal: 
Danny Mills update

Danny took time out of his hectic schedule 
to get back on the fundraising drive for the 
ASBAH Helpline and Information Service 
Appeal at two charity golf days.

The Danny Mills Golf Classic raised a 
massive £20,000 for the cause, thanks to 
Danny and a host of celebrity friends who 
took to the fairways on 12 April, including 
Robbie Fowler, Johnny Nelson, Alex Stepney 
and many more who all kindly gave up their 
time to help raise awareness and funds for 
the appeal.

The Golf Day, held at the Worsley Park 
Marriott Hotel and Country Club, Worsley 
Park, Manchester, received first class support 
from guests and the many companies who 
sponsored the event.

Money was raised from team entry fees 
and programme sponsorship, but the real 
cash came in at the evening auction.

Guests dug deep to bid for items including 
a two night break in Puerto Banus harbour 
on a Spft yacht for six people, food, drink and 
crew included, kindly donated by The Royal 
Group.

"It was a fantastic day," said Assistant 
Director (Fundraising) Donna Treanor. "The 
weather was glorious and everyone had a 
great time, and raised a huge amount of 
money for the Appeal as well."

Danny returned to the fairways on 10 May 
to lead the drive to raise funds at a charity 
golf day in Birmingham.

An impressive £5,000 was raised for 
the ASBAH Helpline Appeal at the i/th 
Touchstone Housing Association Annual Golf 
Day

The event, held at Kings Norton Golf Club, 
raised a total of £18,000 which was divided 
between ASBAH, Entrust Care and the Heart 
of England Community Foundation.

Martin Ellis, Chairman of Touchstone, 
thanked the 27 teams representing 
businesses from around the Midlands who 
competed for a host of prizes.

He said: "We all recognise the fantastic 
work of the chosen charities, on a local and 
national level, and how they improve the 
quality of life for many individuals who turn 
to them in times of need."
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"The weather 
was glorious and 
everyone had a 
great time, and 
raised a huge 
amount of money 
for the Appeal as 
well."

11
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Lewis is 
a local Hero
A young ASBAH fundraiser received an 
extra special award in recognition of all 
his hard work.

Lewis Mine, 4, scooped a prestigious 
'Local Hero' award from his local radio 
station, Ocean FM, at a star-studded 
ceremony. His family nominated him after 
hearing about the Young Person's category 
of the 'Local Heroes Awards'.

Lewis, who has hydrocephalus, has 
helped to raise over £5000 for ASBAH - 
coming up with the great idea of a bowling 
night to raise funds, and encouraging his 
sisters, Chloe and Jessica, to take part in 
the junior version of the Great South Run 
for sponsorship.

Mum Emma said: "We couldn't believe 
it when we heard that

Lewis had won. We are so proud ** 
of him - he has had a tough start 
to life so it was a real treat for 
him to receive this award."

The ceremony at 
Southampton's St Mary's 
stadium was packed with 
celebrities including Bryan 
McFadden, Delta Goodrem, 
Harry Redknapp, and ITN 
newsreader Alistair Stewart.

When Lewis collected his 
award from Bryan McFadden, he 
showed no signs of nerves - and 
received a standing ovation from 
the crowd.

Big-hearted Southampton 
manager Harry Redknapp was so 
impressed with the youngster's 
achievements, he gave Lewis an 
impromptu tour of the pitch.

There was another thrill for the Hines 
that night when a generous 
bidder at the charity auction 
won an all expenses paid trip to 
Disneyland Paris... and promptly 
presented it to Lewis. The family

cap*3* 1

plans to enjoy their three-day French br 
in November.

Emma revealed that one highlight of 
the trip for Benny Bear-fan Lewis will be 
the flight. His favourite Benny book is 
Benny Goes on Holiday, so he'll get the 
chance to jet off to France, just like his 
story-book hero.

Running up 
£200 for ASBAH
Keen joggers put their best feet forward to raise £200 
for ASBAH.

Andrew Wright, a member of the Yaxley Runners and 
Joggers, near Peterborough, nominated ASBAH to be one 
of five beneficiaries of the Folksworth 15, an annual local 
running event.

He became involved with ASBAH through daughter 
Katie, now 4, who has hydrocephalus and was fitted with a 
shunt when she was four weeks old.

The race, organised by Sharman Quinney, a 
Peterborough estate agent, collected around £1,000 for 
five local charities. ASBAH's lan Morley collected the 
donation at a presentation at the Sharman Quinney offices 
in Hampton Margate.

lan said: "We presented Yaxley Runners and joggers 
with a certificate marking their support of ASBAH and 
hope to be considered again in the future."

12

Tractors

North Cumbria Tractor Club had 
a fun Easter break raising money 
for ASBAH when a team of six 
tractors entered a soo-mile 
road run around the Cumbria 
Boundary.

The team left from Alston, 
calling in at Brough, Cufley, 
Ulverston, Barrow-in-Furness and 
Carlisle to name but a few of the 
locations en route.

The four-day expedition

involved cold, early morning starts, 
but it wasn't all hard work as the 
team managed to fit in some tea 
and ice cream stops along the way. 
The sun even managed to shine a 
little - helping to keep their spirits 
up along the way!

They were welcomed back to 
Alston and enjoyed a hearty meal 
to celebrate their efforts. The 
weekend run raised an impressive 
£700. Thank you.



The INDEPENDENCE 
IBOT™ 3000 Mobility 
System allows you to:
Safely, easily, comfortably

• Climb kerbs and stairs*

• Travel over grass, gravel, 
and sand

Look people in the eye

The iBOT™ Mobility 
System is:

• One of the most thoroughly 

tested mobility systems available

The result of years of development 
and input from wheelchair users

INDEPENDENCE
TECHNOLOGY

company

Kerbs: as high as 4 inches.
Stairs: 5- to 8-inch riser, 10- to 17-inch tread.

^independence Technoiogy, LL.C. 2005
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+ GO WHERE YOU WANT TO WITH 
THE iBOT™ MOBILITY SYSTEM!

CALL 08000 850 860 or visit our website 
at www.ibotnow.com for more information.
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Did you know that women can hear sounds at a higher 
frequency than men? I only mention this because over 
the summer I discovered the downside to this sexual 
superiority.

On those warm summer nights when you throw open 
all the windows, it sometimes sounded like the local 
gnat population had organised a celebratory flypast 
just above my head which, needless to say, stopped 
me from getting a wink of sleep. Andrew, on the other 
hand, could sleep quite happily through a plague of the 
things, however as chief dispatcher of insects this is not 
permitted, and he has been called into action on more 
than one occasion.

In fact, the warm weather brings out a whole range 
of menaces, and over the years Andrew has worked 
out what sort of multi-legged invader has manifested 
itself by the volume and urgency of the call to arms. For 
example, a prod in the night accompanied by the "are 
you awake?" routine is generally taken to mean low 
grade alert, usually small gnatty thing, whereas during 
the daytime shouts of "quick!" and "hurry up!" etc 
usually indicate something scuttling round in a spidery 
fashion.

However the real Grade i listed emergencies start 
occurring as we head into September and the daddy 
long legs season gets underway. I have a complete 
phobia about them, and the persistent little whatsits 
always seem to get into the house, no matter what level 
of security we have. Equally annoying are the pointless 
platitudes people trot out because they think it's helpful. 
Things like: "It won't hurt you" - no, but it could scare 
me to death thanks very much! Or that old favourite "Try 
not to panic" - yeah, that works a treat! (Not).

Luckily, Andrew's badminton skills come in handy 
here and a quick forehand smash does the trick, 
provided he can find the thing before it dodges into the 
lampshade or behind the telly. It's the closest we came 
to having a pre-nuptial agreement - basically anything 
in the house with more legs than the guinea pigs is dead 
in the water.

Well, by my reckoning, I still have a few more weeks 
of freedom before we have to batten down the hatches 
again and shut all the windows... then it's roll on 
Christmas!

Ageing with 
a
Christine Bigby
Reviewed by Keith Collins, 
Your Voice committee member

This book discusses various 
aspects of ageing whilst 
acknowledging that the prime 
focus is around ageing with 
an 'intellectual' disability 
- otherwise known as a 
(earning disability.

The author reflects on views 
from different theorists and the 
content is targeted towards 
social work or care-type 
professionals, and would be a 
useful tool for service planning 
in this area.

The author, 
who has 18 years 
experience in 
the social work 
field of disability, 
explores the use of 
a person-centred 
approach to 
planning for long-term needs.

She discusses how services 
are influenced by barriers and 
discrimination that restricts 
or influences people's lives, 
and explores the physical, 
psychological and social needs 
of older disabled people.

The writer discusses 
different views regarding 
dealing with ageing 
successfully. This includes the 
acceptance of one's life course, 
the importance of having a 
purpose and replacing old

The writer discusses 
different views 
regarding dealing 
with ageing
successfully.

roles with new ones, which is 
something that applies to us alL

The book highlights the 
importance of planning for 
services. It provides insight 
into how social policy may be 
influenced to meet needs, while 
acknowledging that Community 
Care services have little 
experience of providing services 
for older people.

As a former social worker I 
found the book very interesting, 
and think it would be a good 

asset to workers 
or students in 
the field of social 
work or social 
care.

But the book 
is also too broad 
to be of specific 

interest to people with spina 
bifida and/or hydrocephalus, 
as its prime focus is on people 
with learning disabilities.

There's a lot of good 
information in the book, but 
in my opinion it wouldn't be 
very useful for parents or 
people with spina bifida and/or 
hydrocephalus who are looking 
to find out more about the 
long term effects of ageing. 
My perception is that it is an 
academic book, not something 
to pick up and flick through.

14



LOCAL ASSOCIATIONS

All welcome at 
Leicester weekend
Leicester Local Association is hoping 
to see ASBAH faces from across the 
Midlands at a special information 
weekend this summer.

The association is holding a Recreation 
and Participation event on 13 and 14 
August to get ASBAH members together, 
and to give them a few ideas about 
various activities which are open to them.

A wide range of organisations will be 
on hand at the event at Cropston reservoir 
in Leicestershire, to advertise the facilities

they offer to disabled people.
Subject to final confirmation, they 

include:
Jubilee Sailing Trust
Disabled Bikers Club
Uphill Ski Club
Riding for the Disabled Association
Sportability
Flyability (paragliding in a wheelchair)
ASBAH Eastern Region
Your Voice

Representatives from other local clubs 
including angling and archery will also be 
on hand to offer help and advice about 
taking up a new hobby.

Carole Armour, LASBAH events co-

coordinator, said:" It is definitely not the 
intention of the weekend to turn all our 
visitors into elite sports people.

"It is aimed at prompting people to 
ask, "If I can do this, what else can I 
achieve?" and to provide a few pointers 
to what is available and accessible."

The Recreation and Participation 
event takes place on 13 and 14 
August in the scenic surrounding of 
the Waterworks, Cropston Reservoir, 
Leicestershire.

For more information contact Carole 
Armour on 0116 220 9146.

Paul Berney treated son Danny, 12, to two 
days in Manchester to cheer on British 
athletes competing in the Paralympic 
World Cup.

But the weekend away was planned to 
be much more than a father-son bonding 
experience.

Paul, from Leamington Spa, hoped 
that keen athlete Danny - who has 
hydrocephalus-would be inspired by what 
he saw on the track.

Here he describes their time at the 
World Cup.

The Visa Paralympic World 
Cup event held in Manchester 
over the last weekend gave 
people a great opportunity 
to see what the best disabled 
athletes could achieve in cycling, 
swimming, basketball and athletics.

Entry into every event was only £3 and 
each of them was held at modern sporting 
venues built for the Commonwealth Games 
in 2002.

The facilities and disabled access were 
very good compared to many sports venues 
I visited in the last few years (including the 
Olympic stadium in Athens).

What I wanted from the event was for

Danny to see athletes performing for their 
country, often having overcome much 
greater disabilities than he has to cope 
with. I hoped he would be inspired to 
believe that he could achieve this level in 
the future.

Sport has been a crucial way for 
Danny to find a sense of self worth and 
achievement. He's competed in a huge 
range of sports, always with the same level 
of determination and often with a good 

degree of success against more able- 
bodied boys of the same ages.

From the very first night 
in the Velodrome, we got 
exactly what we came for and 
more. The track cycling was 

both inspiring and entertaining. 
In a funny way I had expected the 

inspirational aspect.
If you've ever watched any paralympic 

sport, you cannot help but feel inspired by 
the efforts of the athletes. What surprised 
me though was how quickly I moved from 
being impressed at their efforts to watching 
the sport and caring about the results. 

At some point during the evening, 
Danny and I stopped being amazed that a 
blind woman could cycle so fast and started

to cheer her on to beat an Australian.
That has actually turned out to be a 

much bigger benefit of attending the events. 
Paralympics is starting to create its own 
sporting stars like Tanni Grey-Thompson and 
Oscar Pistorius. We were marvelling at their 
performances just because they were great, 
not because they were great 'in spite of.

What the best paralympic athletes have 
done is transcend their sport and their 
disabilities. Both disabled and able-bodied 
kids ran to meet Tanni Grey-Thompson at 
trackside to get her autograph. Whether 
naturally or through keen understanding, 
she took enormous time with every one 
of them. Each of them walked away with a 
smile on their faces having met a famous 
athlete, who happens to be in a wheelchair.

"Imagine if that was you, Danny, in 
London in 2012," I said on the way out of 
the stadium. "That would be wicked Dad," 
he replied. I can't ask for more than that.
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Members of the 
Your Voice user 
group converged 
in England's 
second city for the 
annual weekend 
get-together.

This years event, based at Birmingham's 
Jury's Inn Hotel, attracted over 30 
members from across the country, keen 
to join in the fun. As well as meeting old 
friends and making new ones, the group 
enjoyed a variety of activities including 
shopping, visits to art galleries and 
museums, cinema and ten pin bowling.

Here Cathy Lunn from Sheffield 
describes her Fun Weekend...
Arriving at the hotel at tea-time, a lot of 
people were already there, getting to know 
each other or catching up with old friends. 
After checking in I chose to wind down in 
my room for a while as I had worked in the 
morning and then caught a train, which I 
always find tiring. I was soon ready to join 
everyone for an excellent dinner.

Later, we all assembled to discuss the 
activities we would like to participate in. 
There was a choice of going shopping, 
visiting museums, a ride on the Big Wheel, 
a visit to the sea-life centre, or doing your

own thing. We also discussed our options 
for the evening time.

These activities included socialising 
in some of the local pubs, goingto the 
cinema or theatre, or bowling. We were 
given directions to these places and the 
approximate cost.

The organisers had 
thought of everything and 
had even arranged for 
a mini-bus to transport 
people to the shops and 
museums if they required 
it. We could do our own 
thing or go along in 
small groups. A fun quiz 
followed - many thanks to Lisa Cain for 
arranging this.

After breakfast on Saturday, Peter 
Farrall arrived with Carl the photographer 
to record the event. Soon, it was time 
to get down to the serious matter of 
SHOPPING. I had a marvellous time 
visiting the Bull Ring shopping centre with

I'm a sucker for a good 
museum! There was lots 
to see and I found the 
Buddhist ceremony that 
look place whilst I was 
there, fascinating.

a small group of friends. It was very busy 
and because of the queues at the check 
outs I didn't buy anything; never mind, it 
gives me a good excuse to return!

In the afternoon I visited the 
Birmingham Museum and Art Gallery 
where I chose to go around on my own 

instead of doing a guided 
tour with the others. 
I absolutely loved it; 
I'm a sucker for a good 
museum! There was 
lots to see and I found 
the Buddhist ceremony, 
that took place whilst I 
was there, fascinating. 

If anything, the museum was too big to 
get around and to take in all the exhibits 
within the two hours we were there. 
Nevertheless, I enjoyed every minute and 
would recommend it to anyone who likes 
museums.

After dinner on Saturday evening, I 
decided to go on the Big Wheel, situated
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quite near the hotel. This was a very gentle 
merry-go-round. Everyone who went on 
it was very pleased with themselves for 
being 'so brave'. We then returned to the 
hotel for a few drinks. 

Sunday morning saw the arrival 
Andrew Spencely. He was from 

Independence Technology of Johnson & 
Johnson. Andrew gave a very informative 
demonstration and talk about the 
Independent iBOT mobility system. This 
high-tech wheelchair can crawl up and 
down kerbs and stairways, balance on two 
wheels and it goes up and down (handy 
for having an eye-to-eye conversation, 
especially with the bar-tender!). It also 
crosses rough terrain, and has four wheel 
drive. After his demonstration, people 
were invited to ask questions about the 
wheelchair. Mary King thanked him for 
taking the time to come and speak to us. 

Mary then wound up the weekend with 
an excellent feed-back session and gave 
everyone the opportunity to say what

they had liked and disliked about the 
week-end. Suggestions from people were 
taken on board to be considered when 
arranging future events. A buffet 
lunch followed.

All things considered, I 
had a marvellous time 
and I'd like to thank 
the organisers 
who made it all 
happen.

Thumbs up for 
iBOT chair
Visitors to the Your Voice weekend got the 
chance to see a new high-tech all terrain 
wheelchair in action... and were most 
impressed by what they saw.

The Independence iBOT Mobility System 
is designed to operate indoors and out, 
like other power chairs on the market... but 
that's where the similarity ends.

This innovative chair, from Independence 
Technology, a Johnson & Johnson company, 
has a range of amazing features including 
stair-climbing mode and the ability to 
balance on just two wheels with on board 
self-stabilizing computers, including a back 
up safety system.

The balance function means the chair 
can lift up to balance on two wheels and 
still be fully mobile, making it easier for the 
user to reach high shelves in the kitchen or 
supermarket.

It also has a remote function, allowing 
the user to detach the joystick and drive 
the chair into the back of a vehicle for 
transporting. Its 4-wheel drive function 
enables it to climb kerbs and manage rough 
terrain - giving it an enviable cross-country 
capability. The iBOT system is also designed 
to climb stairs independently, either up 
or down, or with a helper if no handrail is 
available.

The iBOT Mobility System costs £17,000, 
which is inclusive of your initial assessment 
and driver training.

For more information see the website at 
www.independentliving.co.uk 
or call the customer services zone on 
08000 850 860.
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Teenage girls and their mothers rarely 
see eye-to-eye when it comes to suitable 
clothing.

But Therese Lawton and daughter Sam, 
13, are the exceptions to the rule - they 
both agree that disability clothing for the 
fashion conscious is generally dire.

And Therese is so fed up of seeing Sam 
wearing sports trousers and loose tops that 
she has decided to launch her own range of 
clothing especially for wheelchair users

Therese, who runs a small company 
selling incontinence swimwear, is 
determined to produce designs which will 
appeal to young people with an eye for 
fashion.

She explained: "Finding suitable 
clothing for Sam wasn't too much of a 
problem when she was younger, but now 
she's 13 she wants to wear trendy clothes 
like all the other girls. It's impossible to find 
a pair of jeans that fit, for example.

"It is also difficult when she sees her 
sister Kathryn, who is 17 months younger, 
wearing the sort of clothes that she would 
love to wear."

Therese added: "Sam's at a mainstream 
secondary school now, and finding suitable 
school uniform is a problem too. Trousers 
ride down and don't fit properly - they 
simply aren't designed for someone sitting 
in a wheelchair all day. Tops are usually too 
short, so she's forever pulling down her top 
and pulling up her trousers!"

Therese, from Tamworth, enrolled on a 
12-week business course run by EMTEX, 
the East Midlands Clothing and Textiles

Association, where she learnt a range of 
skills she'll need if her venture is to be a 
success.

"The course was brilliant," Therese 
enthused. "I gained a good background in 
areas such as fashion seasons, different 
ways to have products made, costings and 
how to present designs to manufacturers. 
We also receive ongoing support from 
EMTEX as we set our business up."

Now Therese has begun her research for a 
suitable and cost-effective range of fashions.

She hopes to interest a university in 
running a competition for fashion students, 
offering a cash prize for the winning entries.

Also top of Therese's "To Do" list 
is applying for funding to help get the 
business off the ground.

It may seem like a tall order for a lady who 
is clearly already busy running a home and 
the swimwear business... not to mention her 
work as a carer. But Therese is determined to 
make her latest project a success.

"I know it can be done," she said. "If 
my daughter is asking for "funky" clothes, 
then there must be a lot of other wheelchair 
users out there who feel the same."

Therese added: "The girls are really 
excited about the project, so I'm especially 
determined to make it work."

Can you .help?
Have you experienced the same feelings 
of despair when you're searching for 
wheelchair-friendly clothing that is 
fashionable? Would you like to bin your 
pull-up trousers for a pair of funky boot- 
cut jeans?

Therese would love to hear from Link 
readers - both boys and girls, men and 
women - about their clothing needs. 
Your thoughts and experiences will be a 
valuable asset to her research.

• What styles you are interested in
• What would make the clothes 

easier to get on and off
• Do you have problems finding 

clothes that fit
• Your age
• Your clothes size
Therese can be contacted at: 

samssolution@aol.com or via Link 
magazine.

A new continence swimwear collection 
is proving to be a surprise best seller 
with orders flooding in from around the 
country.

Hi Line, which has manufactured 
continence underwear for nearly a 
decade, branched out into swimwear in 
December.

Sales of the range, for children 
and adults, have been so high that 
the Peterborough-based company is 
fighting to keep up with demand.

Helen Gracey, sales and marketing 
manager, said: "We thought there was 
a market for swimwear and results 
from our trials backed this up... but we 
were still surprised by the phenomenal 
response.

"We have received several huge 
orders from special needs schools and 
recently had a large order from the 
States, through our internet site."

She explained that the swimwear is 
lined with a discreet waterproof (and 
rustle-free) fabric, with water-tight 
silicone seals on the inside, to contain 
any leaks whilst in the water.

Helen added: "The feedback has 
been fantastic, and we're thrilled that 
we are enabling so many adults and 
children to enjoy swimming without fear 
of leaks.

The only negative comments we have 
received are that the girl's swimsuits 
aren't girlie enough - so we're buying in 
more pink and lilac fabrics to satisfy our 
younger customers."

Call 0800 7313574 for a copy of the 
Hi Line brochure, or see the website at 
www.continence.co.uk
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MEET THE EXPERT

Hydrocephalus 
involves at 
least 50% of 
my paediatric 
practise. 4 •

Meet the expert
Helen Fernandes, Consultant Neurosurgeon 
with a special interest in paediatrics

' ssue Link meets Helen Fernandes, 
consultant neurosurgeon at Cambridge's 
Addenbrookes Hospital, who took time 
out of her hectic schedule to talk to Link 
about her work.

Helen is married with three children, 
Alex 11, Lauren 8, and Oliver, 4.

When and why did you become interested 
in neurosurgery?
My first interest in neurosurgery was 
sparked when I was a Senior House Officer 
back in 1992. 1 did the job for 6 months 
and then moved on to do other surgical 
specialities before sitting my exams. 
Having once done neurosurgery, I felt I had 
to return to it, and did so in 1994.

hat does your job involve?
I look after patients with neurosurgical 
disease - so head injuries, bleeds into the 
brain, infections, people who have brain 
tumours or spinal tumours, and pain from 
spinal degenerative disease.

I do lots of general neurosurgery, but 
I also sub-specialise in the treatment of 
paediatric problems - children that are 
born with congenital abnormalities that 
involve the central nervous system, or 
have hydrocephalus, and children that 
develop tumours. In my work with adults 
I look after patients with complex spinal 
problems.

How long have you been in your current 
post?
Nearly three years.

Where else have you worked and trained?
I trained in Newcastle upon Tyne, and 
rotated out to Middlesborough, where 
they have a big spinal neurosurgical unit. 
I also spent some time in the Maudsley 
Hospital in south London, which is now 
being amalgamated with Kings College 
Hospital.

Is there a typical day?
I don't think any day is typical in 
neurosurgery... which is actually what I 
quite like about it. You never know what's 
going to happen when you answer your 
phone, or pick up your bleep.

I spend about 2 -3 days a week 
operating and one afternoon a week in 
clinic. Two or three times a week I will do 
a big ward round with my team and we 
just deal with what comes at us.

How much contact do you have with 
people with hydrocephalus?
A large part. Hydrocephalus involves at 
least 50% of my paediatric practise.

What do you enjoy most about your job?
I love the patient contact and especially 
my work with children. I enjoy operating 
and being able to solve a clinical dilemma 
- finding out what's wrong with somebody 
and trying to fix it for them.

*—"db«B*£...

The downside to the job?
It's hard work - long hours and during my 
training, a lot of time out of my bed at 
night.

Sometimes, despite our best efforts, 
people don't respond very well to 
treatment. Patients can be neurologically 
damaged or die as a result of the diseases 
that I deal with, and that can be very hard, 
especially in children.

What is the most rewarding aspect of 
your job?
When a child I've treated or operated on 
will actually sit on my knee in Out Patients.

What are your hopes for the future 
managing and treating hydrocephalus?
I think I'd like to develop a shunt that 
doesn't block or doesn't get infected. I 
don't know if that's realistic, but it would 
be wonderful.

What do you do to relax?
Run, ride horses, play tennis, cook, and 
look after my three children.
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HYDROCEPHALUS ACTION

Codman - Working in partnership with ASBAH

hydroceotoalus ''VLsO? «'
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Loveable Benny Bear has hundreds of loyal 
fans around the world... and it's largely 
thanks to the appealing illustrations of 
talented artist, Charlotte Meyer.

Charlotte's detailed watercolour and 
gouache illustrations in the popular 
Benny Bear series of books have helped 

children worldwide 
understand more 
about hydrocephalus, 
and help allay any 
concerns they may 
have.

Before she was 
commissioned to 
work on the Benny 
books, Charlotte 

already had a good 
understanding of the condition, as mother 

Val Meyer-Hall is an ASBAH adviser for 
Norfolk and Suffolk, who helped to write the 
first book. Charlotte's younger sister Jessica 
also has hydrocephalus.

But as Charlotte explained: "There was 
still a lot of research I had to do to make 
sure my illustrations were accurate. Before 
I started work on the first book I visited 
King's College Hospital in London, taking 
photographs of hospital wards and beds, as 
well as scanning machines.

"It was also important to find out 
exactly what doctors, nurses and hospital 
porters wear these days as illustrations 
have to be as realistic as possible to help 
children going into hospital feel that their 
surroundings are familiar."

It is this attention to detail which has 
earned Charlotte, 30, so much praise for her 
work. Each illustration is packed with things 
to look at, many with background action to
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pull the child into the story.
"It's important to 

have a lot going on in 
each picture," Charlotte 
explained, "as it helps 
build a whole world for 
Benny. Children tend to 
look at books several
times, so hopefully there's plenty in them to 
capture their imagination.

"I like to have themes running through 
the books, such as Benny's toy giraffe, which 
is developing a personality of its own. When 
Benny's ill, the giraffe appears droopy, when 
he's well, the giraffe perks up."

It's clear that Charlotte is very fond of 
this character which she has helped to 
develop over the three books 
already published - and the 
fourth which is due out in the 
autumn.

Charlotte - and Senior Medical 
Adviser Rosemary Batchelor, who 
writes the Benny Bear books 
- has turned a toy bear into a 
personality, living in his own colourful world.

Charlotte admitted: "1 am quite attached 
to Benny and it's sad when he gets ill. I'm 
currently working on a picture of Benny 
being carried home by his Mum after being 
ill at school.

"The next book which is currently being 
written is called "Benny's Team Wins", and 
shows that children with hydrocephalus can 
take part in physical activities. It's a very 
positive read and I'm looking forward to 
working on it."

Charlotte was first approached to 
produce some sample sketches when she 
was at home following the birth of daughter

i am quite 
attached to 
Benny and it's
sad when he
gets II!

Lola, now three. 
When ASBAH 
saw her talents 
they signed her 
up to illustrate t 

series of books, 
calendar and 
Christmas cards. 

She explained 
that after being given a detailed brief, she 
has two weeks to produce sketches which 
are then discussed at an editorial meeting. 
After getting the go-ahead she turns her 
hand to the watercolour illustrations.

Now with a second daughter, Evie, who 
is five months old, Charlotte, like other 
busy mums, is finding work and home life a 

juggling act.
"It was quite easy to find the 

time to paint when I had just 
had Lola," she said, "but having 
a second child makes a huge 
difference. I have to work when I 
can - usually in the evenings when 
the girls have gone to bed." 

Charlotte is based at her home in the 
Suffolk village of Eye, and although she 
dreams of having her own studio, it is still 
very much a dream.

"I work where I can find a free space," 
Charlotte laughed. "At the moment I'm too 
busy with the children to sort out a studio, 
although it would be lovely.

"But I'm happy enough just to be 
involved with the Benny Bear project. I love 
the work and it's great to be able to focus 
my mind and concentrate on something 
else apart from the children and housework. 
Benny Bear gives me time to be me."
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But then I thought I was cured, I didn't 
realise up to then that NPH is a lifelong 
condition. I assumed that the shunt was a 

temporary thing, and that it would 
be taken out at a later stage.

Have you experienced any 
subsequent problems?
Yes I do have problems. Its stupid, 

,,««*i, silly little things like discomfort 
3 when I'm travelling, and learning to
* drink more, especially during the summer.
*I But they are small problems that don't 

really matter. I can put up with them 
because I'm still here, which is what really 
matters. I've got Bob, I've got the girls, 
I've got my grandchildren - I'm still here 
with my family so I won't complain about 
these little niggles.

When did you get in touch with ASBAH?
Two years ago. I found ASBAH on the 
internet and gave them a call. Now I know 
that if I've got any problems I only have to 
phone my adviser, Linda, for help.

ASBAH has been a wonderful source of 
information and I feel I can ask my adviser 
the frightening questions that I can't ask 
anyone else.

The first time we met I cried most of the 
time because it was such a relief to have 
some information and help.

What advice would you give anyone who 
has been recently diagnosed with NPH?
Don't panic. It can be sorted out and 
you will be able to get on with your life 
as normal. Having NPH has changed my 
attitude to life. I don't take things for 
granted, so in a way, my life is better.

How do you look back on your 
experience?
I always think that when something 
negative happens, you've got to turn it 
into a positive. I was ill, and yes it was 
awful, but the positive side is that the 
experience has helped me in my work with 
the elderly.

For those few months I was like an old 
person, I can probably understand them 
and help them a little bit more.

Wendy's NPH experience

Wendy Simons was diagnosed with 
normal pressure hydrocephalus in 2001. 
She suffered severe symptoms for several 
months before NPH was finally diagnosed 
and she was fitted with a shunt.

Wendy, from Burgh le Marsh, near 
Skegness, talked to Link about her 
experiences and how ASBAH has given 
some much-needed support.

What early symptoms did you 
experience?
The changes in my health were very 

gradual. The first symptom was bladder 
incontinence, then 1 began to lose my 
balance, and I'd fall over and be unable to 
get up.

But in the end the illness really took 
over and I could barely walk around the 
house. Then I suffered dementia, so 
nothing really mattered to me anyway. We 
can laugh about it now, but I was so ill that 
I thought every day was Sunday. It was 
very scary for my husband Bob.

My daughter was pregnant at the time. 
She later told me every time she used to 
visit me I told her, "you're putting on some 
weight, you need to go on a diet!"

At what stage did you see your GP?
I was seeing the GP right from the

beginning in February, because of the 
bladder incontinence and the muscle 
weakness.

By May I was so ill I had to give up 
work, but the doctors still didn't know 
why.

I eventually used Bob's private health 
cover and things started moving when I 
saw a specialist and had an MR I scan. I 
was fitted with a shunt in August 2001.

Did you recover from the operation quite 
quickly?
After the first operation I felt as though I 
was 75% back to normal, although I had 
been warned that because I had been so 
ill, it could take a long time. Then five 
weeks later the symptoms started to 
get worse again because my shunt had 
blocked.

Did you receive any follow-up care from 
the hospital?
No. This is the one thing that really shook 
us. After the stitches were out there was 
no further contact or information. I felt 
so lonely and isolated. We weren't given 
any information and it wasn't until a few 
months later when I saw Normal Pressure 
Hydrocephalus on my medical notes that I 
found out what I'd had.
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SOCIAL MODEL
OF DISABILITY

ASBAH has begun compiling a policy 
statement which will help 
its drive to dismantle the 
barriers faced by disabled 
people.

A discussion paper 
on The Social Model of 
Disability-which proposes 
society looks at disability 
in a whole new way - was 
presented by the Your Voice User Group at 
a recent meeting of the Board of Trustees.

The Social Model, which has already 
been adopted by many organisations 
worldwide, aims to encourage society to 
be truly inclusive by changing attitudes 
and removing barriers which prevent 
disabled people living their lives to the 
full.

It sees disability from the viewpoint 
that while an individual may have an 
impairment, the degree to which this 
is disabling depends on the man-made 
barriers and restraints placed upon that 
person.

For example, a wheelchair user may 
be capable of doing a certain job - but if 
the office where the job is based is on the 
first floor, with no lift, then the person is 
disabled because of the lack of a lift rather 
than the wheelchair.

The Social Model looks at disability 
from a different perspective, and moves us 
significantly forward from the traditional 
model of disability - often called the 
Medical Model - which sees the disability 
as being located in the individual and 
caused by the impairment.

ASBAH was approached by the 
Disabled Users Advisory Committee to 
create its own statement and promote it

through its work.
Paul Zickel (pictured left), from 

ASBAH's Your Voice user group, 
is one of those behind the draft 
document. He told Link: "ASBAH 
has always viewed disability 
through the Social Model, rather 
than the traditional medical 
model. But its beliefs have never 

been formalised. This is something we are 
working towards, although we have many 
stakeholder groups within the ASBAH 
family to consult with before the final 
document can be agreed."

Paul believes that ASBAH should 
produce its own version of the Social 
Model in the light of a report published in 
January by the Prime Minister's Strategy 
Unit, which looked into improving the life 
chances of disabled people by removing 
barriers and improving services.

The report, published in January, sets 
out an ambitious vision for improving 
the chances of disabled people. Its aim 
is that by 2025 disabled people will have 
full opportunities and choices to improve 
their quality of life and be respected and 
included as equal members of society.

The report concluded that although up 
to one in five British people are disabled, 
they are still experiencing disadvantage 
and discrimination. Barriers in the shape 
of attitudes, the design of buildings and 
policies.

Paul added: "The great objective of 
our society is to be truly inclusive, to give 
every citizen a decent life and productive 
role to play. The loss of one person's 
contribution is a loss to society as a 
whole, yet the overwhelming experience of 
those with disabilities is that of exclusion

and marginalisation.
"The government figures say that 

one in five of us are disabled, and if 
adjustments aren't made to include these 
people, then it will be a heavy financial 
burden on the taxpayer.

"Many of these people are capable of A) 
gaining employment and contributing to 
society through paying tax and national 
insurance. Yet because of the barriers they 
face, they are forced to live on benefits."

The draft document has been 
considered by ASBAH's trustees and will 
form part of ASBAH's forthcoming review 
of strategy due next year.

Paul said: "Your Voice prepared the 
Social Model paper as a discussion 
document, a starting point from which 
many other groups will be consulted. 
Many people - especially parents of young 
children with an impairment will probably 
never have thought of disability this 
way. They will have only seen it though 
the medical viewpoint. It will be very % 
interesting to hear everyone else's views."

• The full document, The Social 
Model of Disability, can be 
viewed on the ASBAH website 
www.asbah.org

• Further information about the 
government's Strategy Unit report, 
Improving the Life Chances of 
Disabled People, can be found at 
http://www.strategy.gov.uk/work_ 
areas/'disability'/index.asp

Your views on the Social model of 
disability are welcomed - please 
do write or email Link magazine 
and tell us what you think.
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Kirsten Michie
Star swimmer Kirsten Michie is training 
hard to achieve her Olympic dream... and 
has picked up a prestigious award for her 
efforts.

The 15 year old from Washington, near 
Sunderland, swims for up to two hours, 
six times a week... including two early 
morning sessions before school.

Weight training sessions and land 
training in a racing wheelchair 
also help Kirsten to work 
towards her ultimate goal - to 

ify for the Paralympics in 
2008...

Kirsten, who hasspina 
bifida and hydrocephalus, is 
paralysed below the knees and 
relies on a wheelchair to get 
around.

She missed out on a chance 
to travel with the swim GB 
Paraplegic Swim Team in 2004 
because she was out of action for two 
years after undergoing major back surgery.

Proud father Bill told Link: "Despite 
the pain, Kirsten's first question to the 
consultant surgeon and nurses was "when 
will I get into the pool?"

But Kirsten, who learnt to swim at

the age of 5, returned to training with a 
vengance, determined to make up for lost 
time.

She was recently presented with a City 
of Sunderland Young Achievers Award for 
her sporting achievements at a special 
ceremony at the Stadium of Light.

Her father Bill told Link: "We have 
never pushed Kirsten to compete, the

motivation comes from 
her. She has her mind 
set on getting chosen 
for the GB team."

He added: "Like any 
other teenager she lives 
a full and active life. 
But where Kirsten is 
different is her absolute 
determination to live 
life to the full, despite 
her disabilities. She has 
never questioned why 

she is disabled. Her attitude is simply, "I 
am who I am," and life should be enjoyed 
with a huge smile on your face."

Kirsten said: "I aim to train hard, realise 
my full potential and, most importantly, 
have fun."

She has never 
questioned why 
she is disabled. Her 
attitude is simply, 
"i am who I am," 
and life should be 
enjoyed with a huge 
smile on your face.

March 2004: Disability Sport England 
(DSE) National Junior Championships: 
one gold, four silver and five personal 
best times.

Novy, 2004: DSE National 
Championships: one silver and one 
bronze and seven personal best times.

Nov 28,2004: North East Counties 
Championships: three gold, three silver 
and six new personal best times.

Dec 2004: Welsh National 
Championships: one silver and two new 
personal best times.

March 2005: DSE National Junior 
Championships: six gold, three silver, one 
bronze and seven personal best times.

May 2005: DSE National 
Championships (22 countries 
competing): 3 new personal best times 
including a new Junior national record in 
5om backstroke and qualifying time for 
World Class Start program.
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em with
Spina Bifida and Hydrocepha 
IK a known .. .how you can help
fact that 
the general 
population 
is getting 
older and 
most people - | 
including those 
with spina 
bifida and/or 
hydrocephalus 
will enjoy a 
longer lifespan 
than previous 
generations.

As intensive treatment and studies of 
spina bifida and hydrocephalus did not 
really begin until the early 1960'$, it is 
only recently that relatively large numbers 
of people with these conditions have been 
assessed.

When young people leave education 
and leave paediatric services, they often 
find that much of the responsibility for 
monitoring their general health lies with 
themselves.

Dr Gillian Hunt, who has studied spina 
bifida and hydrocephalus 
for more than 35 years, 
told Link: "One of the 
main priorities in caring 
for yourself is to keep 
appointments with 
your GP or hospital 
consultants.

"Even if you are quite well it is important 
to check blood pressure, urine and eyesight 
every year. When you see your doctor - even 
if it's about a minor ailment - ask them to 
check your blood pressure, which is also an 
indicator for kidney problems."

One of the best ways to detect shunt 
problems is by having your eyesight 
checked by an optician. A squint is often 
symptomatic of intercranial pressure. The 
optician will also check the back of your 
eyes as well.

Dr Hunt added: "Don't ignore headaches 
or neck aches - they may well be caused 
by intercranial pressure. Similarly, 
frequent headaches and sickness could be 
symptoms of shunt problems."

By taking care of your 
health and making sure 
you seek support when you 
need it, will help you to live 
a full and active life.

People with spina bifida and 
hydrocephalus experience the same issues^ 
as anyone else as they age, but they can bw 
prone to a number of specific problems. 

The effects of ageing for people with 
spina bifida may be expected to include 
weight gain, more pressure sores, blood 
pressure problems and reduced mobility.

Weight gain can be one of the most 
debilitating problems and is a major 
threat to health. Dr Hunt advised: "If you 
use a wheelchair you use far less energy 

than someone who is 
mobile. It is important 
to stick to a healthy 
diet.

"Weight gain affects 
not only the patients, 
but the carers too, as A
they can be worn out 

by the stress and strain of lifting a heavy 
weight. So it could mean that the weight 
gain could cause the patient to go into a 
care home. If you can stay slim, you will be 
more active and independent, and you'll 
have more fun," she added.

Inactivity can lead to osteoporosis 
(brittle bones), so it's important to include 
foods rich in calcium and vitamin D in your 
diet. Skimmed milk and low-fat yoghurt are 
good sources of calcium, while exposure to 
sunlight provides us with an active form of 
vitamin D.

It is not uncommon for wheelchair 
users to report that their muscles tire more 
easily and they frequently experience 
significant bone and joint changes. They
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US...

yourself

may have used certain muscle groups to the 
ximum over the years - but this shouldn't 
ter anyone from doing physical exercise, 

which does help to build strong bones and 
muscles, and also boosts psychological 
well-being.

Jenny Green, ASBAH adviser in the 
Midlands, said: "I feel that it is vital 
for people with spina bifida and/or 
hydrocephalus to have holistic treatment, 
where they are looked at as a whole.

"Unfortunately this isn't available to the 
vast majority, and health care often means 
seeing different doctors or consultants 
at different clinics or hospitals. But for 
continuing good health people must make 
sure that they attend their appointments, 
even if they feel well."
A Jenny added: "Over the years I have seen 

many people who struggle with depression, 
which is something that can get worse as 
they get older, often because they fear what 
the future holds.

"My advice is to lead as active a life 
as possible, and try to get out and meet 
people. Many people I meet use relaxation 
tapes or CDs which can help. They should 
also access the support they need, which 
may mean talking to a counsellor or 
psychologist."

Jenny added: "Ageing can be difficult for 
everyone, not just people with spina bifida 
and/or hydrocephalus. But taking care of 
your health, and making sure you seek 
support when you need it, will help you to 
live a full and active life."

i was the clumsy, 
clever child, who 
couldn't dance or 
do gym, although 
I had no problems 
in running or 
climbing trees!

Name: Mary Woolman
Age: 77
Lives: Sheringham, north Norfolk

I I didn't find out that I had spina bifida until 
[ I was 60, although I later discovered that 

a Professor had written it on my medical 
notes when I was 40, and having problems 
in my pregnancy. That was during the 16 
years I spent in East Africa, working as a 
teacher.

When I found out that the 
problems I'd experienced all 
my life were caused by spina 
bifida, it was a huge relief. 
Just knowing what the cause 
was made me feel that a 
huge burden had been lifted 
from my shoulders.

When I was born in 1928 
no one knew anything about 
spina bifida. I had a bump 
just above my coccyx and 
slight curvature of the spine, 
but no name was ever given to my condition. 
My feet are also deformed which means I 
have always had poor balance.

Of course my parents were worried when 
I was born, but in those days you had to 
get on with life and cope as best you could. 
Children, however, can be very cruel and I 
was teased throughout my school years, 
which did have a big psychological effect on 
me.

I was also very bright, which was 
compensation, but again, made me stand 
out from the others. I was the clumsy, 
clever child, who couldn't dance or do gym, 
although I had no problems in running or 
climbing trees! But I did have a hard time 
and, like many people who are made to feel 
different, I coped by clowning around.

But despite the difficulties - and 
thankfully I had one of the less debilitating 
forms of spina bifida -1 feel I've achieved 
a great deal, and my life continues to be 
fascinating.

Life at university was easier for me in 
some ways and I used a bicycle for getting

around London. 
I became 
a biology 
teacher in 
London before 
heading for East Africa in 
1954.1 worked first in Uganda and then in 
Kenya, where I was made headmistress of 
a developing secondary school. I married 
in Kenya and then returned to Uganda as a 
University wife, finally returning to the UK 

in 1970.
Of course my health has 

deteriorated with age, and not 
everything is spina bifida-related. 
Incontinence and bowel problems 
are worse because I have shrunk 
by an inch in height, which means 
everything is squashed together.

I can still walk as far as I 
choose - but I sometimes find 
that I haven't got the energy to 
get back again. I have promised 
God and several others that I 

will take a walking stick out with me... but 
forgetfulness is another problem of old age 
and I sometimes forget to take it with me! My 
electric buggy is my main form of transport. 

Since the age of three when I ran out into 
the sea, I've been water mad. In the water 
I have no problems with balance and I'm a 
reasonable swimmer, which is a good way to 
keep fit.

I currently live in Sheringham, but I'm 
hoping to move into a bungalow in one of 
the villages, where there will be less traffic. 
I have lived an interesting life, and I hope 
that the next ten years will be as fascinating, 
although I'm sure they will be a little slower.

Name: Robert Bennett 
Age: 71
Lives: In Newmarket with wife 
Patricia who Palsy

I spent all my young life, until I was 22, in 
hospital. I was born in St Giles Hospital 
in South East London and when I was six

Continued overleaf... 25
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Case study continued...

Robert Bennett

weeks old I went to Great Ormond Street, 
when I had an operation on my spine. I was 
then transferred to Queen Mary's Hospital 
in Carshalton, Surrey, where I lived for 13 
years.

I did have a little schooling, but because 
my eyesight is poor, I didn't learn a lot.

At the age of 13 until 16 I went to a 
Shaftsbury Society School for very badly 
disabled boys in Northamptonshire. After 
school I went home for around six months 
before going back into hospital until I was 22.

In total I had 24 operations on my back, 
feet, stomach and hands. My spina bifida 
means that I have no feeling from the waist 
down, and I used a wheelchair until I was 16. 
Then I decided I was fed up of it so I learnt to 
walk behind it, pushing it along. I eventually 
progressed to walking with two sticks, then 
after a few years I walked without any aids. 
When I got older my back started to ache so I 
went back to using two sticks.

Considering my lack of education as 
a child I have done very well for myself. I 
worked at Remploy as a clerk/telephonist, 
which is where I met my wife, Patricia. I had 
promised myself that I would not get married, 
but Patricia changed that for me. She always 
had a smile while all around people had long 
faces. We met in 1959 and finally married on 
21 December 1963.

I then went to work for British European 
Airways - now called British Airways - where 
I stayed for many years.

Obviously physical problems do get worse 
as you get older. I've got arthritis in my spine 
and my neck and I'm in quite a lot of pain. 
I am prescribed painkillers, but they aren't 
much use really. I also have asthma.

I still keep busy and am Vice Chairman 
of the Gateopener charity, which is an 
information service for children and adults 
with disabilities and their families throughout 
Suffolk and East Cambridgeshire.

Looking back I have no complaints about 
my childhood. I think if you don't know any 
different you just get on with life.

I certainly never experienced any trouble 
from anyone either in the hospital or at 
school.

In those days anyone with spina bifida 
wasn't expected to live very long. I was told 
later on in my life that they thought I'd be 
lucky to survive my first year.

Then I was told 16, and then, when I 
reached 20, after that just get on with your 
life, which I have done.

I consider myself very lucky indeed 
especially to be living with such a lovely lady.

ormation
Chiari malformations - formerly known as 
Arnold-Chiari malformation - are various 
problems with the base of the skull and 
the hole in the base of the skull that the 
spinal cord exits through into the neck.

Here Neil Buxton, Consultant 
Paediatric Neurosurgeon at the Royal 
Liverpool Children's Hospital throws 
some light on the two main types 
of Chiari (pronounced key-ar-ee) 
malformations.

"There are four types of malformation, 
with types 1 and II, which are discussed 
here, being more common.

Type III is rare and is associated with 
a cyst containing some brain at the 
back/base of the skull with the descent 
of the cerebellum (area of the brain for 
co-ordination and balance) into the neck. 
Type IV is an abnormal development of the 
cerebellum without it's herniation into the 
neck.

Types I and II occur when the 
cerebellum is found herniated through the 
foramen magnum.

Type 1 can be acquired following a 
lumbo-peritoneal shunt, for example, with 
type II being associated with spina bifida.

These types of malformation can 
present at any age, but the average age 
seems to be in the late 30*5 - early 40*5. 
Often the symptoms may have been 
present for years prior to detection, 
although as MR I scans become more 
widely available, diagnosis times will 
shorten.

Patients may have hydrocephalus,

which can cause severe, even life- 
threatening problems. There can also be 
syringomyelia - a fluid, cyst-like build-up^ 
within the spinal cord itself. "

Symptoms
Patients experience symptoms including:

• Headaches - usually at the back 
of the neck causing the patient to 
extend the neck (look up)

• Upper limb weakness

• Sensory disturbance

• Electric shock-like pains

• Visual disturbance with double 
vision or 'jumping' eyes

• Swallowing problems

• Speech alterations ^

• Poor co-ordination when walking

Diagnosis
An MRI scan of the brain and whole spine 
is essential to make the diagnosis, as the 
brain and spinal cord may have additional 
abnormalities.

Treatment
Treatment, in those with symptoms, 
includes treating the hydrocephalus, 
which, if successful, may resolve the 
cerebellar herniation.

If there is no other cause demonstrated 
then an operation to open up the foramen
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magnum must be carried out to 
decompress the cerebellum and to

f tore the flow of cerebrospinal fluid. 
This treatment, if successful, 

resolves the symptoms. Pain/ 
headaches tend to respond best to the 
treatment, with weakness and sensory 
symptoms less likely to respond.

Most surgeons do warn patients that 
the surgery is to arrest the progression 
of the condition and any improvement 
should be considered a bonus.

Type II
As this form of Chiari malformation is 
associated with spina bifida and other 
brain abnormalities, there is thought 
to be a general disruption of the 
development of the brain and spinal 
•d.

Symptoms can be due to the Chiari 
malformation itself- as with type I - but 
can also be secondary to the spine. 
There can also be some vertebral (base 
of spine) abnormalities.

Diagnosis and Treatment
Investigation is a MRI scan and 
treatment includes untethering the 
spinal cord at the level of the spina 
bifida, allowing the tension in the cord 
to be released and the cerebellum 
to disimpact, or more commonly, a 
foramen magnum decompression.

Any hydrocephalus may also require 
treatment.

Jeff Lawrence was 
diagnosed with Chiari 
malformation Type 11 
five years ago, when his 
shunt failed.
Jeff, from Condover near Shrewsbury, found 
his health deteriorating in 2000, when he 
began suffering ongoing severe headaches, 
neck ache and disorientation.

His wife Lisa was caring for him 24 hours a 
day, too worried to leave him alone and bore 
the brunt of his uncharacteristic bad tempers.

It wasn't until Jeff underwent an MRI scan 
the following year that he was diagnosed with 
shunt failure and Chiari malformation.

After three operations his health finally 
began to improve. Here Jeff and wife Lisa tells 
their stories.

Jeff
"I'd had headaches for a while, which we 
thought might be shunt-related, but they 
usually went after a couple of days. But in 
20001 began to have a constant headache 
and neck ache that just wouldn't go.

I was eventually referred to a neurologist 
who checked the back of my eyes and said 
that there was no sign of any 
pressure build-up on the brain. 
The headaches got worse so we 
went back to the hospital and 
Lisa and myASBAH adviser, 
Elizabeth Miers, insisted that I 
was referred to a neurosurgeon.

Because my VA shunt had 
a tiny piece of metal in it I had 
to have a special MRI scan 
in Birmingham. When my neurosurgeon 
received the results it showed that the 
tube leading to my shunt had completely 
deteriorated and that I also had Chiari 
malformation, which only shows up on an 
MRI scan.

"I'd never heard of Chiari before. My first 
thought was 'What on earth have I got now', 
but it was a relief to be properly diagnosed.

The neurosurgeon said that the pressure 
on my brain was so great that they would 
have to fit a new shunt first, and deal with 
the Chiari later. I was in hospital within two 
weeks of the diagnosis.

Unfortunately the symptoms that 
had seemed to ease off came back with 
vengeance two months later and in

I'd never heard of 
Chiari before. My 
first thought was

on 
have I got now.

September 20011 had another shunt fitted. 
This one worked and the Chiari malformation 
was operated on in November 2001.

The neurosurgeon and his team were 
fantastic. They couldn't have done more. 
Everything was explained to me in simple 
terms.

Since those operations I have felt 100 
per cent better than I ever have. I still have 
problems with choking, which hasn't been 
improved by Bell's palsy, which I contracted 
as a result of the shunt failure. But I feel that 
I'm very lucky to be here at all. If it hadn't 
been for Lisa and Elizabeth insisting that I 
was referred, I wouldn't be here at all."

Lisa
"It was a very difficult time. Jeff's symptoms 
steadily got worse in 1999 and 2000, and 
still the neurologist insisted that there was 
nothing wrong.

As well as the permanent headaches, Jeff's 
whole personality changed. He was verbally 
abusive - although he didn't even realise it 
- and he was choking so much that I couldn't 
leave him alone. He also had no idea where he 
was. If we went into a shop he wouldn't have 
been able to find his way out again. 

It was a huge burden for me and I felt 
so alone, having to care for 
Jeff 24 hours a day. In the end 
I managed to get help from a 
charity called Headway who 
looked after Jeff two days a week 
to give me a break.

"It was so frustrating that 
no one seemed to be listening 
to us. I could see that his head 
was actually increasing in size, 

but still no-one did anything until our ASBAH 
advisor attended the consultation with 
the neurologist and insisted that Jeff was 
referred. We were very close to losing him. 

"Once Jeff had his operations in 2001 it 
was wonderful to see him return to normal. 
His ill health was terrible for both of us. It 
seemed like one long slog.

He still has problems with choking, 
particularly at night, and I still don't get much 
sleep because when he chokes he panics, 
and I need to calm him down.

He's been given the OK to drive although 
he hasn't got back behind the wheel because 
he's lost his confidence. That's something 
we're working on. But these are minor things. 
It is so good to have him back as he was."
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Feline muse
Link reader Justine Taylor enjoys writing 
poetry in her spare time and took time 
to send in an example of her work. We 
thought it would appeal to all you cat 
lovers out there.

Feline Therapy
My furry companion, the things you do,

Are such fun to watch,

Your face is such a warm delight

Eyes so bright and twinkling blue

Your coat, so soft and beautiful,

Gloriously bright and golden

Feels so warm and soothing

I will always love you greatly

No matter what you do

Though, without warning,

You may dig your claws in anger

As I hold and caress your angelic face

For I never want to let you go.

Leisure and Lifestyle 
Group Lunch
ASBAH adviser John Richards is 
organising a lunch as part of a project 
to encourage people to develop 
asociallifeoran independent 
lifestyle. The event will take place on 
Saturday, i October, at the Courtyard 
by Marriot Hotel, Milton Keynes - just 
a short drive from Junction 14 of the 
Mi. After lunch, it is hoped guest 
speakers will talk about the pleasures 
and pitfalls of living independently, 
advice about taking up new hobbies 
and interests with a view to developing 
an inclusive social life.The cost of the 
three-course meal will be £20.00. 
A deposit of £5.00 will secure a 
place. Anyone wishing to come along 
should telephone John Richards 
on Tel: 01908 610611 or email: 
johnr@asbah.org

Letters
We welcome tetters for publication, which should be sent to: Editor, 
Link, 42 Park Road, Peterborough, PEi 2UQ.
The editor reserves the right to edit letters, so please keep them short.

Thank you ASBAH - the information 
sheets on your website helped me 
understand what the diagnosis of spina 
bifida occulta in my partner, 29, actually 
means.

It has been really valuable in allowing 
us both to come to terms with what 
this could potentially mean, and also 
be aware of possible implications 
and complications - especially as we 
are likely to have to wait another 13 
weeks before an appointment with a 
neurosurgeon becomes available.

Thank you again for the fantastic 
service you provide as an organisation 
and for fully embracing the information 
superhighway as the resource that it 
can be.

Tammy Fevrier 
London

I was interested to read the letter from 
the 80 year old lady who was born with 
spina bifida (Link 212). It could well be 
that she is the oldest person in Britain 
with spina bifida, but I am not far behind 
her as I will be 80 years old next January.

All the years I have taken Link 
magazine I have never seen a letter or 
article regarding older people with SB. 
I would love to get in touch with Ms 
Nizankowski. Perhaps we can compare 
notes.

Gwyneth Bishop 
Mid Glamorgan

• Never let it be said that we don't 
listen to our readers! Turn to pages 
24 and 25 to read the feature on 
older people with spina bifida. We 
have also forwarded your details to 
Ms Nizankowski, so hopefully she'll 
be in touch soon. Ed.

I would just like to thank you for your 
excellent Link magazine and website, 
and thanks to those who write in.

It helps me to realise that I am not 
alone and there are many nineteen year 
old lads going through the same thing 
as me.

After contracting meningitis I 
developed hydrocephalous when I was 
only a few months old and had a VP 
shunt fitted (sounds like something a 
mechanic would say).

Nineteen years later, and after many 
shunt revisions, I am fairly healthy and 
studying to become a nurse - something 
I am extremely proud of.

One minute I'm fighting for life the 
next the futures so bright I've got to 
wear shades.

Thanks everyone for making me 
believe.

Dale Hotchkiss I

I read the letter from Ms J Nizankowski 
with interest. In June I was 79 and have 
been in a wheelchair for 57 years.

June Maw 
Leeds
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When booking, check to make 
sure the accommodation suits 
your particular needs.

ISLE OF WIGHT ASBAH - HOLIDAY BUNGALOW
Fully-furnished and equipped two-bedroomed 
bungalow. Beautiful area. Wheelchair-accessible. 
Site clubhouse, shop. Local indoor heated pool. 
Transport advisable. Excellent rates. Offers early/ 
late season. Details: Mrs S Griffiths, 3 Western 
Road, Shanklin, Isle of Wight P0377NF 
Tel: 01983 863658, www.iwasbah.co.uk

PAIGNTON, DEVON
Six Berth all electric wheelchair accessible caravan 
situated within a mile of the beach. Site facilities

«ude indoor and outdoor pools, sauna, steam 
n, children's play area, hire shop, amusements, 

licensed club and seasonal entertainment. All 
electricity & club passes are included at no 
extra cost. Tel: Devon ASBAH on 01803 522256, 
(www.dasbah.com)

PRESTATYN, NORTH WALES
Choice of two adapted caravans for disabled 
holiday makers. Each sleeps 6 people (2 
wheelchair accessible bedrooms), wheel-in shower 
with seat, open plan lounge, dining, kitchen area. 
Caravans have ramp access and are overlooking a 
children's play area in a site adjacent to the beach 
at Prestatyn - a small market town on the North 
Wales coast within easy travelling distance of 
Rhyl, Llandudno, and Snowdonia National Park.

«ts are between £95-1275 per week; for further 
rmation contact Leeds & Bradford ASBAH, c/o 

jo Baxter, 8 Staveley Court, Shipley, BDiS 4HF. 
Tel. 01274 591850, e-mail jo@baxterjo.freeserve.co.uk

£3.75 for 30 words max. 
£5.50 for 30-45 words 
£6.75 for 45-60 words
Cheques and postal orders should be made 
payable to 'ASBAH'. Classified adverts for 
the next issue of Link should be submitted 
by Friday i6th September 2005
Please send to: Editor, ASBAH
42 Park Road, Peterborough PEi 2UQ.
Tel: 01733 555988. Email: link@asbah.org

BERWICK COTTAGE, EAST HARLING, NORFOLK
Purpose-built, self-catering accommodation for 
people with disabilities, their families or carers. 
Sleeps 6 (2 with disabilities). Facilities include 
Scan 700 beds, Clos-o-Mat toilet, bedroom-to- 
bathroom hoist, wheelchair shower and much 
more. Awarded highest National Accessible 
Scheme ratings. Weekly rates £295-£645. Open 
all year. In pretty village with pub, shops and GP. 
For bookings tel/fax: 01787372343 (office hours) 
or email: info@thelinberwicktrust.org.uk 
website: www.thelinberwicktrust.org.uk

ORLANDO, FLORIDA
Home with a heart for disabled travellers! Spacious, 
luxury, adapted bungalow situated on 18 hole golf 
course. 3 double bedrooms-sleeps 6,2 bathrooms 
(Mangar bathlift installed). Custom furniture, patio 
& conservatory, cable TV. Telephone. Free Country 
Club membership. 24 hour 'on-call' management 
company. 15 minutes from Orlando Airport; 20 mins 
Disney. For current availability contact paraplegic 
owner. Sue Fisher, 5 Park Lane, Broughton Park, 
Salford M?4HT. Tel/Fax: 0161-792 3029 or 
email: rita.sue.fisher@ntlworld.com website: 
http:homepage.ntlworld.com/susan.fisher33

TRENERRY LODGE, CORNWALL
Farm bungalow, mobility level i accessible. Sleeps 
4, open all year. Short and long breaks. 
Details: Angela Parsons tel: 01872 553755 
www.babatrenerry.co.uk

ROPERS WALK BARNS, MOUNT HAWKE, 
CORNWALL
Opening August 2005, single storey accessible barn 
converted to a high standard by family of wheelchair 
user. Sleeps 4/5+cot. Short level walk to village, 
close north coast, 8 milesTruro. 
Details: Liz/Pete Pollard, tel: 01209 891632 
www.roperswalkbarns. co.uk

ASBAH offices

Diary dates
Contact your regional office for more 
details on the following dates:

Eastern Region
Saturday & Sunday, 13/14 August
Leicestershire ASBAH
Cropston Reservoir, Leicestershire
Recreation and participation event 
(see page 25 for more details)

Saturday, 30th September - Peterborough
Hydrocephalus Awareness Parents day
(based on the Your Child and Hydrocephalus book)
- creche available

Saturday ist October - Milton Keynes
Leisure and lifestyle group lunch 
(see page 28 for more details)

Northern Region
Saturday, 171(1 September - Darlington
Hydrocephalus Awareness Parents day
(based on the Your Child and Hydrocephalus book)

ASBAH AGM, Peterborough
Saturday, 24th September

Have you considered becoming a 
Trustee for ASBAH?

If you think you would like to join ASBAH's 
Board of Trustees, contact ASBAH's Company 
Secretary, Brian Deffee, to receive full details. 
Tel 01733 555988 or email: briand@asbah.org

Please e-mail the editor (link@asbah.org) dates 
of your events for the next issue of Link by Friday 
16 September 2005, giving the name of event, 
purpose, location, date, cost (if applicable), 
contact name, phone no. and email address.

ASBAH 
42 Park Road 
Peterborough PEi 2UQ 
Tel: 01733 555988 
Fax: 01733 555985 
Email: info@asbah.org

ASBAH EAST 
42 Park Road 
Peterborough PEi 2LJQ 
Tel: 01733 555988 
Fax: 01733 555985 
Email: ero@asaah.org

ASBAH NORTH 
64 Bagley Lane, 
Farsley, Leeds LS28 5LY 
Tel: 0113 2556767 
Fax: 0113 2363747 
Email: nro@asbah.org

ASBAH SOUTH EAST 
209 Crescent Road 
New Barnet, Herts EN4 8SB 
Tel: 020 84490475 
Fax: 020 84406168 
Email: sero@asbah.org

ASBAH IN WALES 
4 Llys y Fedwen, 
Pare Menai, Bangor, 
Gwynedd LL574BL 
Tel: 01248671345 
Fax: 01248 679141 
Email: wro@asbah.org

ASBAH N. IRELAND 
Graham House 
Knockbracken Healthcare 
Park, Saintfield Road, 
Belfast BT88BH 
Tel: 028 90798878 
Fax: 028 90797071 
Email: niro@osbah.org

Readers may reproduce any of the material in Link for their own purposes, except where permission has been expressly withheld. This will be indicated clearly when contributors 
wish to assert their own copyright. Opinions and view? expressed in l/n/care not necessarily those of The Association for Spina Blfida and Hydrocephalus. While every care is 
taken to ensure accuracy of information published in Link, the publisher can accept no liability.

29



DAYS IN THE LIFE OF..

•

erful

thoroughly enjoying
llv*"'" >•"''• ''i /* *\~

my life here.

Steven Bartholomew X -a*!'****. '_•_

Link reader Steven Bartholomew is 
halfway through a two-year stay in Japan 
where he is teaching English to school 
children.

Steven 23, was offered the position 
after achieving a 2:1 in Classics at St 
Andrew's University last year. Keen golfer, 
Steven, who has hydrocephalus, saw 
the teaching position advertised at St 
Andrews golf course which has strong links 
with a golf club in Ohtawara and applied 
immediately.

Steven, who flew out last August, has 
done so well in his new 
role that the education 
authority in Ohtawara 
asked him to stay on for a 
second year... an offer he 
was thrilled to accept.

Proud Mum Eileen 
explained: "Steven has 
always wanted to travel 
so in the final year of his 
degree course he studied 
to teach English language 
abroad.

"Working in Japan is a 
fascinating experience for him. He's based 
in a very rural area, teaching at five schools 
where many of the pupils are children of 
rice farmers."

Eileen, who has visited Steven twice 
since his move to Japan, added: "He has 
always had a great attitude about his 
hydrocephalus, and thankfully he has been 
unbelievably well. He had three shunt

i teach in five 
schools in the centre 
of Ohtawara, se 
If you are under 
the age of 16, it is 
certain that I will 
confuse you for at 
least part of your 
school life.

revisions at Great Ormond Street as a child, 
the last when he was eight years old. 

"Since then he has been very lucky 
healthwise. Of course he wasn't able 
to take part in contact sports, but he 
accepted that and found other things to do 
instead. He's never been one for moaning
- he just gets on with it."

Here Steven writes about some of 
his more unusual experiences teaching 
Japanese children.

Thirty pairs of eyes are staring at me. 
Their usually angelic looks are transformed 

with comic anticipation... they 
are mesmerised with evil 
glee.

As I sit, attempting but 
failing to reconcile my 
gangly 6ft lin self with a 
desk designed for Japanese 
schoolchildren, it is clear 
I am to be the object of 
amusement this lunchtime.

By now, the mob is getting 
impatient. One, mastering his 
sweetest smile, breaks away 
from the pack, imploring 

"Steven Sensei, Tabete Kudasai!" (Steven, 
please eat).

From the small tub next to the rice on 
my food tray sits the object of my revulsion
-Nalto.

Nalto for the uninitiated is fermented 
bean curd. The Japanese prize it as 
being good for the health. But it has the 
appearance of lentils that have been

repeatedly sneezed over. And the smell! It's 
like something that has died.

The chant continues. "Steven Sensei, 
Tabete Kudasai". Unwillingly I give in. I try a 
wee bit. My face contorts, my nose wrinkles 
up and I feel distinctly bilious. My audience 
collapses with laughter. I have proved to 
the highlight of their day, and predictably" 
was through my English teaching... despite 
the glove puppets!?? glove puppets??

Despite the Nalto, I love my job here. 
Everyone knows everyone and it is an 
incredibly friendly place. I teach in five 
schools in the centre of Ohtawara, so if you 
are under the age of 16, it is certain that 
I will confuse you for at least part of your 
school life.

Japan is a wonderful country and I am 
thoroughly enjoying my life here. There 
is one apology I have to make however. I 
had some friends staying with me recently 
and one of them agreed to try Nalto. The 
expression on his face when he sampled 
this delicacy was a wonder to behold.... 
Certainly worth risking a friendship for.
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Directory of independent local associations
AFFILIATED ASSOCIATIONS

BRISTOL & DISTRICT
Mr G Egan 
64 Rookery Road 
Knowle, Bristol BS4 2DT 
Tel: 0117-9777942

BUCKS & EAST BERKS
Mrs Karen McClean 
5 Candlemas Mead, 
Beaconsfield 
Bucks HP9 lAP

BOLTON & BURY
Mr David Clyne 
51 Cuckoo Lane, 
Whitefield
Manchester M45 6WD 
Tel: 0161-798 7804 
(after 4pm)

COVENTRY
Mrs N Newman 
11 The Earls Court 
Cheylesmere 
Coventry CV3 5ES

DUDLEYS.
LVERHAMPTON

Mrs Lorna J Wootton
14 Leveson Road
Wednesfield,
Wolverhampton
West Midlands
WV112HF
Tel: 01902-738724

GRANTHAM
Mrs J Asken 
88GoodliffRoad 
Grantham, Lines 
NG3i 7QB 
Tel: 01476-401643

GREENWICH & 
DISTRICT
Mrs M Wears 
34 Sweyn Place 
Blackheath 
London SE3 oEZ 
Tel: 0208-318 5936

HERTS AND SOUTH
BEDS
Mrs Jennifer Hammond
28 Gladeside
St Albans, Herts AL4 9)A

KENT
Office address: 
7 The Hive, Northfleet 
KentDAngDE 
Tel: 01474-536202

LEEDS & BRADFORD
Fiona Bryett
c/oASBAH North
64 Bagley Lane
Farsley
Leeds LS28 5LY
Tel: 0113-255 6767

LEICESTERSHIRE & 
RUTLAND
Mrs ATwomlow 
29 The Crescent 
Market Harborough 
Leicestershire LEi6 7]) 
Tel: 01858-432967

LINCOLN & MID LINCS
Mrs P Malson 
"Pinfold", Chapel Lane 
North Scarle 
Lincoln LN69EX 
Tel: 01522 778781

LINCOLNSHIRE SOUTH
Mrs P Mason 
67 Boston Road 
Heckington 
Sleaford, Lines 
Tel: 01529-460322 
(after 6pm)

LONDON NORTH WEST
Mrs H Prentice
37 Milton Road.Hanwell
London \A/7 iLQ
Tel: 0208-579 4685

NORTHAMPTONSHIRE
Mrs Maggie Nichols 
nA West Street, 
Weedon
NorthantsNN74QU 
Tel: 01327-340732

PRESTON & DISTRICT
MrsVeraDodd 'Roslea' 
Nixon Lane 
Leyland 
Nr Preston 
PR26 SLY

SHEFFIELD
Mrs Barbara Clark 
35WoodhouseLane 
Beighton, 
Sheffield 820 lAA 
Tel: 0114-269 9299

SOMERSET
Mr Peter Marling 
94 Winchester Road 
BurnhamonSea, 
Somerset TA8i]D 
Tel: 01278 780946 
peter.harling@tetco4u.net

SOUTH THAMES
Mr Peter Winterton 
35 Paynesfield Road 
Tatsfield, nearWesterham 
KentTNi62AT

SOUTHAMPTON & 
DISTRICT
Mr S) Fitzgerald 
32EllisRoad, Thornhill 
Southampton SOig 6GR 
Tel: 023 8040 2644

STAFFORDSHIRE
Mr Reay Pearman 
2 Spode Grove 
Westbury Park, Clayton 
Newcastie-under-Lyme 
ST54HF

STOCKPORT&TAMESIDE
MrsTracy Ryan
265 Adswood Road
Adswood
Stockport
S<5 6SJ
Tel: 01614741299

SUNDERLAND
Mr)Pounder 
42 Gowanburn 
Fatfield, Washington 
Tyne8.WearNE388SG 
Tel: 0191-415 1725

SURREY
Steve Wallace 
2 Carlton Crescent 
North Cheam 
Surrey SM39TS 
Tel: 0208 6417866

SUSSEX
5A Grand Avenue
Worthing
West Sussex BNn sAP
Tel: 01903-507000
sasbah.office@tiscali.co.uk

TRAFFORD&SALFORD
MrsTGaynor
Davis Court, Cyprus Street,
Stretford,
Manchester M32 SAX
Tel: 0161-865 0222
(am only)

WARRINGTON & 
DISTRICT
Mrs S Lawless 
4 Astley Close, Warrington 
Cheshire WA4 6RB 
Tel: 01925-573708

WIGAN, LEIGH & 
DISTRICTS
Mrs Pat Stridgeon 
24 Greendale Crescent 
Leigh WN? 2LQ 
Tel: 01942-676091

WIRRAL
MrsMAppleyard
13 The Row, Market Street,
Hoylake,WirralCH473BB
Tel: 01516321692

YORKSHIRE NORTH
Miss Faith Seward MBE BA 
45 The Paddock 
YorkYOa6AW 
Tel: 01904-798653

WALES

LLANELLI
Mrs Anthea lames 
61 Westland Close 
Loughor
Swansea SA4 2JT 
Tel: 01792-428004

MID WALES
Mrs Pat Edwards M.B.E
Llawrcoed Uchaf
Llanbrynmair
Powys
SYi6 7AF
Tel: 01650 521325

NORTH WALES
Mrs V Conway
10 Cae Clyd, Pare Clarence
Craigy Don, Llandudno,
Conwy
Tel: 01492-878225

SOUTH WALES
Mrs Brenda Sharp
4 Lakeside
Barry
South Glamorgan
CF62 6SS
Tel: 01446 735714

NORTHERN IRELAND
Mrs Elizabeth Graham
101 Coolreaghs Road
Cookstown
Co Tyrone BT8o 8QN

NON-AFFILIATED 
ASSOCIATIONS

BEDFORD
Mr RCSimmonds 
16 Parkstone Close 
Bedford MK418BD 
Tel: 01234-400068

CALDERDALE
MrALCrowther 
12 Elm View 
Huddersfield Road 
Halifax HX3 OAE 
Tel: 01422-341497

CANNOCK&WALSALL
Mr Ken Hall 
17 Wallhouse Street 
Cannock, Staffs 
Tel: 01543-504847

CORNWALL
Mrs Liz Pollard 
Ropers Walk Farm 
Mount Hawke 
Truro
Cornwall TR48DW 
Tel: 01209-891632

DERBYSHIRE
MrsAHewitt 
St Merryn, 20 Burley Hill 
Allestree, Derby DE22 2ET 
Tel: 01332-841893

DEVON
Mr Charles Harper 
48 Fernicombe Road 
Paignton 
Devon TQ3 3llX 
Tel. 01803-522256 
Mob. 07946018111. 
boxch@dasbah.info 
www.dasbah.com 
www.dasbah.co.uk

EASTANGLIA
Mrs L Turner 
7 Stow Gardens 
Wisbech
CambsPEi32HS 
Tel: 01945-466205

ESSEX
Mrs R McCarthy 
26 Brixham Gardens 
llford, Essex IG3 gAX 
Tel: 0208-5941852

ISLE OF WIGHT
Mr D J S Sprake
Springfield,
Town Lane
Chale Green, Ventnor
IWP0382)S
Tel: 01983-551234

LANCASTER, MORECAMBE 
& DISTRICT
Mrs M Dyson 
25 Royds Avenue, 
Heysham, Morecambe 
LA3 iPA

NOTTINGHAMSHIRE
Mr Allan Barratt 
127 Limetree Road 
Hucknall, 
Notts NGi5 6AW 
Tel: 0115-953 7291 
Fax: 0115-953 2081 
(8am - 6pm)

OXFORDSHIRE
Mrs Shirley Dale
14 South Row, Chilton,
Didcot, Oxon
OXn oRT
Tel: 01235 -834785

THAMES VALLEY
Mrs M Sawyer
62 Chestnut Crescent,
Shinfield,
Reading RG29EJ
TVasbah@aol.com

WESSEX
MrsA.EPoole 
123 Gerrards Green 
Beaminster, 
Dorset DT8 3EA 
Tel: 01308-862614

WHITCHURCH (Salop)
MrsECalder 
Southfork, Sedgeford, 
Whitchurch, 
Salop SYi3 lEX 
Tel: 01948-663627

OTHER ASSOCIATIONS

SCOTTISH SBA
Chief Executive: 
Mr Andrew Wynd 
190 Queensferry Road 
Edinburgh EH42BW 
Tel: 0131-332 0743

IRISH ASBAH
Mairead Graham 
Irish ASBAH 
Old Nangor Road 
Clondalkin, Dublin 22 
Tel: oo 3531457 2329

JERSEY
Channel Islands
Mrs Ursula Emmanuel
Priory Gardens
La Grande Route
de St Clement, St Clement
Jersey, IE26QQ
Tel: 01534-853019

Association secretaries requiring changes to this list should contact: 
LINK EDITOR, ASBAH, 42 PARK ROAD, PETERBOROUGH PEl zUQ Tel: 01733 555988 Fax: 01733 555985
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Coloplast
SpeediCath Compact - 
an innovation in catheters 
tailor-made for today's women

Safe ...
Non-touch grip handle and coated eyelets for 
hygienic and comfortable insertion

Easy and ready to use ...
Immersed in sterile saline solution for 
increased convenience

Discreet,..
No bigger than a lipstick

Tailor-made for women ...
At 7cm long SpeediCath Compact 
is the perfect solution for females

SpeediCath Compact
Winner of the Independent Living 
Design Awards 2004

Coloplast and SpeediCath are trademarks owned by Coloplast A/S, 
DK-3050 Humlebeek © Coloplast Ltd, Peterborough, UK. Ad0002

To try any of our catheters and accessories or to talk to someone about our range of innovative products, please call 
Coloplast Customer Care on 0800 220 622 or 1800 409 502 in the Republic of Ireland. Alternatively, please complete 
and return this coupon in an envelope (no stamp needed) to Coloplast Limited, FREEPOST ANG 3545, Unit 1, 
The Links, Orton Southgate, Peterborough PE2 6BR.

Title __________________First name ________________Please tick the relevant size box below if you would 
like a sample of the NEW ready-to-use SpeediCath 
Compact female intermittent catheter. 
DCH10 DCH12 DCH14 

D / can confirm I currently use an intermittent catheter.
H Please send me information on other Coloplast 

products
D Please send me information on Charter Healthcare 

(not available in the ROI) and product home delivery.
D I would like Coloplast to keep me updated with relevant 
information on products and services. To do this I understand 
that Coloplast will keep the necessary personal information 
on its database and I may ask to see this information. This 
information may be used for marketing purposes.

Surname

Date of birth

Address

.Postcode

Telephone number 

email address __

CD I am a healthcare professional and I would like 
a Coloplast sales specialist to call or visit me.

If you have had any reconstructive bladder surgery please contact your Healthcare Professional before use.
AD0002AB

Coloplast
www.coloplast.co.uk


