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This compliment from one of our many letters 
of appreciation is a typical response to Novacare's 
prescription delivery service throughout over nine 
years in this specialised healthcare field.

As a totally independent supplier we cater for 
all stoma and continence appliance needs including 
catheters, sheaths, leg and night drainage bags as 
well as the new anal plug, now available on 
prescription for the first time.

Our completely pee service also includes free 
extras to aid application, disposal and cleansing. 
Ask for details. 
For advice or ordering call us free on

0800 21 22 58
ask for Hilary or Chris

or write to Novacare, FREEPOST 
Newport, Shropshire, TF10 7BR
or you can E-mail us on: 
prescriptions@novacare.enta.net

Computer Sense now offers a 
highly-professional sales and 
advice service to firms which use 
PCs as well as Apple Macs.

The unique difference still is that 
all profits generated by Computer 
Sense go to ASBAH.

The success of Computer Sense, which is wholly-owned 
by ASBAH, directly benefits the charity.

NOW

PC/APPLE MAC SALES, SERVICE - 
MAKES MORE SENSE THAN EVER!

Computer Sense Ltd
Grovelands Business Centre, Boundary Way 

Hemel Hempstead, Herts HP2 7TE
Telephone 01442-292600 Facsimile 01442-219222

E-mail: csl@co-sense.demon.co.uk 
Applelink: comp.sense

INDIVIDUAL At Hereward we provide an environment where 

disabled and non-disabled students work and 

succeed together. As the National Integrated College 

we identify and meet a wide range of needs, using 

the latest enabling technology, human support and 

individual learning programmes to unlock 

every student's potential.

Residential and day students work alongside their 

non-disabled peers in an environment promising 

equal access to a broad curriculum of academic and 

vocational study - as well as independent living skills, 

therapies and conductive education, underpinned by 

24 hour medical and enabling services.

To leaf through our prospectus, arrange a visit or 

discuss our approach to integrated and inclusive 

learning, contact: Admissions, Hereward College, 

Bramston Crescent Tile Hill Lane, Coventry CV4 9SW.

Tel: 01203 461231 (fax: 694305). 

Minicom facility available.

e-mail enquiries@hereward.demon.uk

Visit our Website on: 

http://www.hereward.demon.co.uk

Hereward College exists to provide education &%$£ 

and training to its community of customers. j^s-l

HEREWAR VERYONE



Inventor of hydrocephalus shunt gains Honorary CBE
JOHN HOLTER, inventor of the 
Spitz-Holter valve which led to a 
revolution in the treatment of 
hydrocephalus in the 1950s, was 
awarded an Honorary CBE in the 
Queen's Birthday List.

In 1956, Dr Holter worked around 
the clock to develop a valve, and 
then searched for a suitable material 
to make it with, in order to save the 
life of his baby son, Casey, and 
other children like him at the Child­ 
ren's Hospital in Philadelphia, USA.

Dr Holter had been told by doctors 
there was no successful treatment 
for his son's hydrocephalus. But,

discussions with a surgeon, he 
set himself the task of developing a 

flfclog-free tube, which could stay in 
the body indefinitely and which 
would control the pressure in the 
brain with mechanical precision.

Dr Eugene Spitz told Dr Holter, an 
engineer by profession, that the 
tube would have to be a one-direct­ 
ional valve - allowing fluid to flow 
only way - which would open and 
shut automatically as the need 
arose.

His invention proved a triumph in 
controlling Casey's hydrocephalus, 
so Dr Holter gave up his job to

ASBAH'S

devote his time to making the 
valve full-time.

The valve was first used in Britain 
by Mr George McNab two years 
later.

By 1967, Dr Holter had made about 
75,000 valves which were in use in 
some 50 countries.

In tribute to Dr Holter, ASBAH's 
honorary consultant in hydroceph­ 
alus, Dr Roger Bayston, said: "The 
shunt revolutionized the treatment 
not only of hydrocephalus but also 
of spina bifida: orthopaedic, 
urological and other interventions 
seemed pointless in view of the 
hydrocephalus, but the availability 
of shunting stimulated the dev­ 
elopment of new treatments.

"The shunt has now been in use 
throughout the world for over 40 
years. Dr Holter has now invented 
over 40 medical devices, mainly 
concerned with hydrocephalus."

Dr Holter, now aged 81, was 
invested with his Honorary CBE - 
a very rare honour - by the British 
ambassador in Washington on 
May 1,1998, in the presence of 
family and friends.

In June, he was warmly congratul­ 
ated on gaining the prestigious

Dr John Holter (left) with the
ambassador at the British Embassy
in Washington DC, after receiving

his Honorary CBE

award at a meeting in Italy of the 
Research Society For Hydrocepha­ 
lus and Spina Bifida, of which he is 
an honorary member. Dr Holter has 
continued steadfastly to support 
this society, both financially 
through the Casey Holter Memorial 
Fund, and personally by attending 
and taking part in almost all the 
annual scientific meetings.
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STAFF NEWS .... ST4FF NEWS ....
  A FORMER 
Royal Mail 
customer ser­ 
vices mana­ 
ger has taken 
over as our 
new trusts 
and legacies 
officer
following the 

retirement of Elizabeth Glover.

Jane Ayres (pictured above) comes 
to ASBAH after a short gap in full- 
time employment, during which 
time she had two children.

Elizabeth, who retired after nearly 
eight years of service in our appeals 
department, said: "I have been fort­ 
unate in having such good people 
to work with. I will especially miss 
Donna Treanor (appeals manager) 
who started at ASBAH on the same 
day as me."

  THE LONDON Borough of Sutt- 
on is now included in the area cov­ 
ered by our adviser Diane Morgan.

Diane has increased her hours to 
cover Sutton, as well as her exist­ 
ing patch of Bromley, Bexley and 
Croydon.

Diane's number is 0181-659 3060.

  FIDELMA Murray, who has been 
with ASBAH Northern Ireland 
Region for more than seven years, 
has left due to ill health.

Replacement cover for Co London­ 
derry, North Tyrone and North 
Fermanagh is being worked out.

  JACKIE 
Cowl has 
become the 
adviser for 
Surrey. She 
is the first 
adviser we 
have had in 
Surrey for 
about five 
years.

A trained nurse for people with 
learning disabilities, Jackie prev­ 
iously worked in playgroups and 
did voluntary work for local organ­ 
isations, including visiting and 
driv-ing for the elderly.

She has lived in Surrey all her life so 
knows the county well. She current­ 
ly lives in Horley and has an 11- 
year-old son called Christopher.

She said: "The ASBAH position 
appealed to me because I love 
work-ing with people and the hours 
suited because of my son."

The part-time post is being funded 
by East Surrey Health Authority 
and ASBAH.

  Jackie can be reached on 01293- 
436164.

  SOMERSET 
adviser 
Shirley Hinde 
has left 
ASBAH after 
seven years to 
write a plan 
highlighting 
how the 
health of 
people living 

in Somerset can be improved.

Shirley's new role is to bring 
together the views of the health 
authority, social services, education 
and voluntary groups. She said: 
"The result will be a health 
improvement programme which 
outlines the priorities and major 
issues of health in Somerset."

The new job follows a two-year 
contract to write Somerset's Com- 
munity Care Plan for Social Ser- 
vices, which she had been doing in 
addition to her hours for ASBAH.

Although her new role is very 
different from that of an ASBAH 
adviser, Shirley is sure that she will 
carry the experience with her. She 
said: "I will miss my colleagues 
although I think we will still keep in 
touch, and I'll miss the people 
locally with spina bifida and hydro- 
cephalus. I am not sure how easy it 
will be to cut off as some have 
become friends."

  VALERIE Blackman comes to 
Kent ASBAH with many years' 
experience as an unqualified 
social worker and a nursery 
nurse, which included giving 
support to adults and children 
with special needs, and their 
families.

Valerie, who lives in Maidstone, 
has been appointed as part-time 
assistant adviser for Kent. She 
will be helping Lynda Atkins 
who covers the county full-time.

Enquiries from Kent should be 
directed initially to Lynda 
Atkins on 01474-812070.

  TIM Leech 
left in June to 
become mem­ 
bership ser­ 
vices director 
with the 
Greater Lon­ 
don Associat­ 
ion of Disa­ 
bled People 
(GLAD).

Thirty-year-old Tim joined as part- 
time specialist adviser (mobility) in 
November 1996 and built up a

reputation for tenacious casework, 
skill in pulling levers in the outside 
world to get results, and his know­ 
ledge of wheelchairs and the 
Wheelchair Voucher Scheme.

"At GLAD, I will be heavily involv­ 
ed in disability movement politics 
and responsible for providing ser­ 
vices to 80 disability organisations 
in the London area. I'll miss the 
friends I've made at ASBAH but I 
am looking forward immensely to 
my new challenge," he said.

Not a lot of people outside support 
staff at ASBAH House know that 
Tim's own disability is dyslexia - a 
condition which made him sensit­ 
ive to the needs of others strugg­ 
ling to achieve their potential in the 
education system.

But readers of ASBAH publications 
will be familiar with his extra-curr­ 
icular passions: his cultivation of 
rare varieties of vegetables, enjoy­ 
ment of fishing and good food and 
his encyclopaedic knowledge of 
archaeology.



Obituary: Mrs Sheila Wilkinson
IT is with deep regret that we report 
the death of Sheila Wilkinson at the 
beginning of July, after a short ill­ 
ness. A retired adviser for national 
ASBAH, Mrs Wilkinson was still 
working for Sussex ASBAH when 
she died.

Sheila was one of the first two 
ASBAH fieldworkers in the coun­ 
try. She started working part-time 
in Sussex in 1971 with just a few 
families. By the end, she had 140 
families with children under the age 
of 16 on her list, in East and West 
Sussex.

She worked part-time for Sussex 
ASBAH after retiring from national 
ASBAH in 1991.

' Margaret White, county organiser 
for Sussex ASBAH, said: "Sheila 
gave her total support to Sussex 
ASBAH. All of us in Sussex will 
miss her enormously, but we are 
very grateful for all she has done for 
us in the past 27 years."

Teresa Cole, national ASBAH's 
assistant director (services), added: 
"Sheila's knowledge and expertise 
was a great support to families and 
individuals. It was a privilege to 
know and work with Sheila until 
her retirement and she will be 
greatly missed."

Sheila leaves a husband, Charles, 
three sons, a daughter and seven 
grandchildren.

A thanksgiving service was held at 
Wadhurst Parish Church on 17 July.

Triumph born out of tragedy
A SCHOOL pulled out all the stops 
to raise money for charity after 
pupils and staff were affected by 
two personal tragedies within the 
space of a fortnight.

The Warwick School in Redhill, 
Surrey, handed over cheques totall­ 
ing well over £4,000 to ASBAH and 
the Royal Marsden Hospital child­ 
ren's cancer unit at a presentation in 
June. Our South East regional co­ 
ordinator, Jo Francis, received the 
money on behalf of ASBAH.

The death of eight-year-old Rachel 
Preston, of Wolverton Gardens, 
Horley, Surrey, in September last 
year was the first event which trigg­ 
ered a busy week of fundraising at 
the school in the Spring term.

Rachel, the daughter of school year 
one and department head Rod Pres­ 
ton, had hydrocephalus.

Two weeks later, the 12-year-old 
daughter of another teacher at the 
school died of cancer.

"It was an awful time, and not just 
for the families involved. The whole 
school was affected by the deaths 
and, in the run-up to Christmas, we 
decided to do something for the 
charities concerned," said Mr Pres­ 
ton.

Various sponsored events took 
place during a dedicated charity 
week and two teachers, who ran in 
the London Marathon this year,

Rachel Preston, seen here with John 
McManus

presented the money they raised to 
the school appeal. One marathon 
runner, John McManus (pictured 
above with Rachel) collected £700 
under his own steam.

The school has requested that the 
£2,393 passed to ASBAH should be 
spent on buying a lightweight 
wheelchair for a child living in the 
South East.

A suitable recipient is being identif­ 
ied by Mrs Francis, the regional co­ 
ordinator. A photo of the wheel- 
chair handover will be given to The 
Warwick School so pupils can see 
how their money was spent.
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Free course on
special educational
needs for parents

A WEEKEND, giving informat­ 
ion about the Code of Practice, 
assessment and statementing, 
with plenty of time for discuss­ 
ion and and practical work, is 
being held on 10-11 October.

The Befriender Training Course 
is being organised at the Forte 
Posthouse, Gloucester, by 
Network 81 - a national network 
of parents of children with 
special education needs and 
working towards properly 
resourced inclusive education. 
Free residential or day places are 
available.

Further details from: Val Rosier, 
on 01279-816108, fax: 01279- 
816438. ,:;)

The course is financially support­ 
ed by The National Lottery 
Charities Board.

MRSA: cause for concern
by Dr Roger Bayston 

MMedSci FRCPath

LORD MAYOR TRELOAR SCHOOL 
Froyle, Alton, Hampshire GU34 4LA

exists to provide

EDUCATION, INDEPENDENCE

TRAINING AND CARE IN A

RESIDENTIAL SETTING FOR

YOUNG PEOPLE AGED 5 -16 WITH

PHYSICAL AND LEARNING
DISABILITIES

• Full National Curriculum access
• Full range of subjects to GCSE level
• Modified curricula available for students with 

learning difficulties
• All staff have experience of working with 

students with Spina Bifida and Hydrocephalus
• On-site therapy and medical support, 

rehabilitation engineering and experienced 
care staff

• School Chaplain; counselling and careers 
advice services

For further information, please contact:
Admissions Officer

on 01420 547425

(Supported by The Treloar Trust, Registered Charity 
307103, which also supports a further education college)

MOST people have now heard the 
term 'superbug' used by the media 
to describe bacteria resistant to 
most antibiotics. MRSA stands for 
'methicillin-resistant Staphylococcus 
aureus.'

S aureus is the most common cause 
of hospital infections after surgery 
(though not of shunt infections). 
Methicillin was developed to cope 
with the problem of penicillin 
resistance in the early 1960s, but 
some strains of S aureus have since 
developed resistance to this and 
many other drugs, so that MRSA 
can now be taken to mean 'multi- 
resistant S aureus.

MRSA strains may be carried by 
health personnel in the nose and 
spread via the hands to patients. 
Handwashing is the most important 
control measure, and special anti­ 
septics can be applied to the nose to 

eradicate the 
bacteria. Elderly 
patients may 
pick up MRSA in 
a pressure sore 
and this can then
be spread by dis­ 
trict nurses who 
attend them.

MRSA infections 
usually have to 
be treated with 
intravenous 
drugs in hospi­ 
tal. These must 
be used with care 
if hearing or kid­ 
ney damage are 
to be avoided. 
They are also 
expensive. These 
are the reasons 
why MRSA 
causes concern; 
infections with 
other strains of 
S aureus which 
are susceptible to 
antibiotics are 
just as harmful, 
but are easier to

treat. MRSA now has other implic­ 
ations. Even if a patient is just 
carrying the bacterium on the skin 
or in the nose, rather than having an 
infection, some institutions may 
refuse admission. This is because 
MRSA can spread very quickly and 
there is fear of litigation if a patient 
'catches' the infection.

If a serious MRSA infection occurs, 
treatment should.consist of vanco- 
mycin, preferably combined with 
another drug such as rif ampicin or 
fucidin if the strain is susceptible. 
Unfortunately, strains of MRSA 
which have developed resistance 
even to vancomycin are now being 
reported from Japan and USA.

Resistance is generally thought to 
be due to over-exposure of the 
bacteria to antibiotics in health care. 
However, there are other factors, 
such as the common use of antibio­ 
tics in meat and poultry production, 
which has been recognised as a very 
important source of resistant bacter­ 
ia worldwide. In a recent survey of 
multi-resistant bacteria in hospital 
patients, we found that they were 
already present on patients before 
reaching hospital.

New drugs are being developed 
which might help, but history sugg­ 
ests that they will be short lived,   
and anyway this is probably not the 
answer. Prevention really is better 
than cure - or lack of it in this case. 
Professionals and carers must 
recognise the underlying risks 
which lead to infection in the first 
place, such as careless catheterisat- 
ion or development of pressure 
sores. If infection does develop, 
prompt aggressive treatment avoids 
the development of chronic situat­ 
ions which may lead to antibiotic 
resistance.

  Dr Bayston is Senior Research 
Fellow, University of Nottingham 
Medical School, and ASBAH's 
Honorary Consultant.

MRSA: cause for concern - see p 30 
for a letter from Mrs June Davies.



year-end profits eo to ASBAlT
 .»/;. ............... .. ................. ................ ; .... ; ... ; .... JL ; . :;: .. ; . : . ...... ;; .:;:-.;.. ....: .::   *L/...:;.:: .........:...,.....................,........... ... ; . ;:;!: .,v : . .: -.

COMPUTER Sense Ltd handed 
over its end-of-year profits of 
£34,153 to ASBAH in a special 
presentation at the company's 
Hemel Hempstead offices.

The company, which is wholly 
owned by ASBAH, passes all of its 
profits to us by way of an annual 
deed of covenant.

This arrangement has the approval 
of the Inland Revenue and means 
that ASBAH can reclaim the tax on 
the profit - which will swell

(
ASBAH's coffers by another 
£10,201.

)john D'Arcy, managing director of 
Computer Sense, said: "We're a 
commercial company, working in a 
highly competitive environment. 
But the charity connection works 
for us. Many customers are 
impressed not only by the service 
we give them but by the fact that

Help

ASBAH
chairman,

Godfrey
Bowles,(left),

receives the
profits from

Computer
Sense

chairman,
Brian Henley,

outside the
company's

offices in Hemel
Hempstead

they are directly helping a very 
good cause."

Computer Sense has been trading 
from the Grovelands Business 
Centre at Boundary Way, Hemel 
Hempstead, for five years.

It was set up by ASBAH in order to 
provide income stream diversity as

it faces tough competition for every 
pound from traditional sources.

Computer Sense employs 19 people 
and trades in all PC and Macintosh 
computers, offering highly compet­ 
itive prices for hardware and soft­ 
ware, complete system implement­ 
ation, networking and repairs to all 
brands of PC equipment.

Advice
Members seeking help and advice on any matters should make initial 
contact with ASBAH as follows: =-=

Greater London. Berks. Hants. Kent. Surrey, West and East Sussex

ASBAH South East, 209 Crescent Road, New Barnet, Herts EN4 8SB. 
Tel: (0181)449 0475. Fax: (0181)440 6168. Regional Co-ordinator: 
Jo Francis.
Bedfordshire, Cambridgeshire, Derbyshire. Essex, Hertfordshire, 
Lincolnshire, Leics. Northants. Nottinghamshire, Norfolk. Suffolk

ASBAH East, ASBAH House, 42 Park Road, Peterborough PE1 2UQ. 
Tel: (01733) 555988, Regional Co-ordinator: Mary Malcolm.

Northern Irefaft^ I"

ASBAH Northern Ireland, Graham House, Knockbracken Healthcare 
Park, Saintfield Road, Belfast BT8 8BH. Tel: (01232) 798878. 
Fax: (01232) 797071. Regional Co-ordinator: Margaret Young.

Cleveland, Cumbria, Durham. Greater Manchester, Humberside. 
Lanes, Merseyside, Northumberland, Tyne & Wear, North Yorks. 
South Yorks. West Yorks ^ = '^

ASBAH North, ASBAH House North, 64 Bagley Lane, Parsley LS28 5LY, 
Tel: (0113) 255 6767. Fax: (0113) 23JI3747. Regional Co-ordinator: J 
Pheasant NNC. 1 I 

Rest of England and Wales IS

ASBAH National Centre, 42 Park Road, 
Tel: (01733)555988. Fax: (01733)555985.

ASBAH welcomes and
appreciates the support of its

commercial partners.

Larkhall Natural Health
gives us lOpfrom the sale of

each container ofCantassium
Folic Acid tablets. These can
be obtained in chemists and

health food shops.

AlphaMed Ltd makes a
donation for every 

prescription order received, as
a result ofASBAH's 

introduction, for continence
and medical equipment 

supplies. Tel services floor,
01733-555988, for

introductory Freepost
envelope. Prescriptions for

drugs or medicines should not
be sent to AlphaMed.



Wide differences between 
Associations

LOCAL Associations range from 
those with just a handful of mem­ 
bers, running perhaps a holiday 
chalet or an annual meeting, to 
full-service organisations with 
their own paid Advisers and 
fundraisers. Most fall somewhere 
in between.

At local level, the need for points 
of contact and referral for people 
with spina bifida and/or hydro­ 
cephalus and their families cannot 
be satisfied by national ASBAH 
alone. Local Associations will 
continue to play a vital role in this 
area, and do a great deal to 
publicise themselves locally.

Common themes were rising age- 
profiles on committees and the 
difficulty of recruiting new mem­ 
bers - particularly disabled mem­ 
bers - to committees, or even to 
events laid on for them. Long dis­ 
tances between centres of popul­ 
ation accentuated difficulties in 
rural areas.

Fundraising was a major concern 
for most Associations, and there 
was a willingness to share details, 
both of successes and pitfalls. 
Lively debate arose, with no easy 
answers given, about whether or 
not to involve disabled people in 
fundraising events, such as street 
collections.

In the face of tough competition 
from other charities, some Assoc­ 
iations (including national) had 
achieved successful bids for pro­ 
ject funding from the National 
Lotteries Charities Board, resulting 
in the employment of additional 
project staff which we could not 
have otherwise afforded.

Local-National Communications

The meetings brought the need for 
regular, structured contacts 
between local and national Assoc­ 
iations into sharp focus. There 
were clear indications that local 
Associations would welcome more 
face-to-face contact, particularly in 
areas not served by a resident 
ASBAH Adviser.

Regional co-ordinators undertook

Regional meetings were a <
ATTENDANCES at regional 
meetings to discuss ASBAH's 
five-year strategy, 2002 in Pros­ 
pect, gave a good opportunity for 
dialogue between local and nat­ 
ional Associations, involving 
more participants than normally 
attend our Spring Council meet­ 
ing.

Instead of members from a hand­ 
ful of local Associations travell­ 
ing to Peterborough for the first 
of two Council meetings in the 
year, 19 local Associations were 
represented at the five mainland 
meetings held in May and June.

A total of 57 local Association 
members met Executive Director 
Andrew Russell and other staff at 
venues in Surrey, North York­ 
shire, Greater Manchester, Bris­ 
tol and Peterborough. Members

of the national Association's 
Executive Committee attended all 
the regional meetings.

In addition, Mr Russell travelled 
to Northern Ireland and to Corn­ 
wall to discuss the strategy with 
local Association members in 
those areas.

The meetings achieved their pur­ 
pose in communicating the strat­ 
egy. The discussions were cordial, 
frank and revealed highly differ­ 
ent concerns, interests and capa­ 
bilities between Associations.

Local Associations were reassur­ 
ed that the strategy allowed nat­ 
ional ASBAH to look with confid­ 
ence to a future in which the 
Association continued to develop 
and manage relevant services for 
everyone with spina bifida and/or 
hydrocephalus.

to facilitate such meetings, and 
where necessary to explore the most 
convenient venues for sub-regional 
meetings. In non-regionalised areas, 
national ASBAH should organise 
and facilitate such meetings.

The absence of a member of staff at 
national ASBAH with a specific 
remit to nurture relationships with 
local Associations was mentioned, 
and this will also be considered. The 
development of partnerships with 
national ASBAH on local lobbying 
issues could help inform national 
and add value to local campaigns on 
shortages in services and benefits 
provision, and there was a feeling 
that where possible these should be 
encouraged. However, many local 
Associations doubted whether they 
had the time or resources to run 
sustained local campaigns.

The work of the resident ASBAH 
adviser, where s/he existed, was 
much valued by local Associations. 
Joint local-national partnerships to 
secure funding from the NHS and 
local authorities for existing and

new posts will continue to be prom­ 
oted and, if local Associations have 
warm contacts in the statutory ser­ 
vices, we should make a joint 
approach.

There was clear evidence that many 
local Associations would be happy 
to accept a lead from national on 
meetings, communications and 
publicity.

National ASBAH welcomed feed­ 
back from members generally on the 
contents of its Link and Lift maga­ 
zines, and will include in its Bulletin 
to local Association secretaries mat­ 
erial relevant both to local service- 
providers and fundraisers. The role 
of the Hydrocephalus Network 
within ASBAH needs to be better 
known.

There was scope to develop 
ASBAH's Internet web site so it 
reflected activities in the regions.

External policy matters

There was a broad consensus that 
national ASBAH services should

8



chance to talk
continue to be geared towards a 
perceived growth in numbers of 
young people with hydrocephalus 
(although statistics on this trend are 
not available), as well as towards a 
more mature population of people 
with spina bifida, and indeed 
towards the concerns of more elder­ 
ly parents.

National ASBAH's services for new 
and prospective parents were held 
up as an example of good practice.

National ASBAH should continue to 
lobby to improve provision of state 

' ervices and benefits. Identified

«' ortages included adult clinics, 
nsultants in rehabilitation medic­ 

ine with specific interest in our field, 
inadequate educational provision, 
poor continence services and the 
NHS's failure to provide lightweight 
wheelchairs to all active wheelchair 
users.

The meetings again reminded all of 
us that there are many, many people 
with spina bifida and hydrocephal­ 
us who have grown up, and are 
living with parents on whom they 
are highly dependent for transport, 
a social life and many aspects of 
daily living. Families may be anx­ 
ious about the future and may need 
information and help to access ser- 

ices. Local Associations and 
 BAH Advisers do a great deal tor

help, but more information and 
publicity may be needed on this so 
that the individual, the family, the 
statutory services and ASBAH can 
work together for the best.

National ASBAH will provide as 
much independence training as 
possible, particularly for adults who 
need to become more independent 
as they get older. National ASBAH 
has long recognised the shortage of 
meaningful alternatives to work for 
a growing population of adults with 
the disabilities, an area with which 
both local Associations and Your 
Voice In ASBAH (national's disa­ 
bled member forum) were much 
concerned.

While ASBAH could not afford to 
duplicate the work of Government 
agencies and other charities in the 
provision of employment services 
and job placements, it will continue 
to network with these organisations 
in order to get the best services for 
members. Whenever possible, Nat­ 
ional will also lobby for improve­ 
ments in this area, for example in 
our recent response to the Govern­ 
ment Green Paper on Welfare 
Reform.

Several local Associations who have 
had no contact with the forum of 
disabled members, Your Voice In 
ASBAH, were sceptical about its 
potential to reverse a decline in 
membership. Those who had been 
involved with YVIA recognised it 
did attract disabled members and 
this was useful to them.

The EastEnders TV series, with its 
spina bifida pregnancy televised 
in November, was much discuss­ 
ed. The reaction was mixed: con­ 
gratulations to national ASBAH, 
for achieving a continuing spina 
bifida storyline on a TV soap 
watched by millions, and strong 
condemnation for failing to 
achieve a more positive portrayal 
of disability. We at national 
ASBAH have determined to learn 
from the experience and to con­ 
tinue to advocate a strong message 
about people with disabilities, 
their great contribution to society, 
and their right to participate to the 
full.

Summary

The meetings were generally well- 
attended and there were very con­ 
structive discussions, emphasising 
the need for regular exchanges 
between local Associations and 
national officers. The Spring meet­ 
ing of ASBAH's Council was sus­ 
pended by the Executive Comm­ 
ittee earlier this year, a decision to 
which two Associations objected. 
However, most felt that 'regional- 
ised' discussion is, for the moment 
anyway, a better alternative and 
that national ASBAH was right to 
put effort and resources into this 
format. The Executive Committee 
will be considering the outcome of 
these consultations, including the 
level of information and support 
given by national ASBAH to local 
Associations.

TTeprieve for Atkinson Morleys extend!?
A DELAY in completing the necess­ 
ary consultations over the future of 
the children's neurosurgical service 
at Atkinson Morleys Hospital means 
that a reprieve is likely to be extend­ 
ed beyond the end of September. 
But for exactly how long is not clear.

A spokeswoman for South Thames 
NHS Executive said their review 
group set up to consider where to 
base the region's paediatric neuro- 
science service had not finished its 
work.

The group is likely to make a 
recommendation at any time which 
will then be discussed widely with 
parents, doctors and other interest­ 
ed parties before being refined to 
become firm options - which will 
then be put out to formal consultat­ 
ion if any change is proposed.

The two trusts being considered to 
provide the service are St George's 
NHS (which runs Atkinson Morleys 
Hospital) and Kings Healthcare 
NHS, both in south London.

A decision to close the service earlier 
this year was withdrawn after the 
parent-led group Hospital Action 
Group threatened a High Court 
challenge.

Hospital Action group member 
Mrs Gill Farrington, whose daughter 
Kirsty has had 11 operations at 
Atkinson Morleys to revise her 
shunt, said parents were still hoping 
for a decision to keep the service 
based where it is.



  ANDREW Clark, who died 
when he was 11 years old, has 
inspired other members of his fam­ 
ily to raise thousands of pounds 
for ASBAH over 30 years.

Since Midland ASBAH sadly fold­ 
ed more than two years ago, the 
fruits of their fundraising gone to 
national ASBAH.

Mother, elder brother, sister and 
father have each, in turn, taken 
part in the Leamington Spa 
Mayor's Walk every year since 
1968, when Andrew, who had 
spina bifida, was three.

His father, Ted, a former vice pres­ 
ident of Midland ASBAH and a 
retired lecturer, has been joined by 
lan Locke, a colleague at Mid War­ 
wickshire College, in the Mayor's 
Walk in aid of ASBAH.

And his mother, Joan, raises about 
£250 for ASBAH by selling Webb 
Ivory Christmas cards and goods.

Elder brother, Jon - now married 
and living in Sheffield - has been 
continuing the family tradition by 
running the Sheffield Half Mara­ 
thon for ASBAH.

Jon (pict­ 
ured right) 
said: "I 
raised more 
than £300 
for ASBAH 
this year, 
which 
brings my 
total to 
almost 
£1,000 over 
the years."

Of the run itself, Jon commented: 
"I was quite happy with how I did 
this year -1 ran the 13 miles in one 
hour 39 minutes, which was 
within my psychological one hour 
40 minute time barrier."

OTHER entrants to this year's 
Flora London Marathon who 
offered to raise money for 
ASBAH were: Lucy Steven­ 
son, from London; Phil Robin­ 
son from Sleaford, Lines; Amir 
Bhati from llford, Essex and 
Mr J W MacLean from Glou­ 
cester.

  THIRTEEN-year-old Andrew 
Hunter ran the London Mini Mara­ 
thon for his baby sister Katie, who 
died with a severe form of hydro- 
cephalus 14 years ago.

It was his mum, Sally, who first 
came up with the idea of Andrew 
raising money for a charity which 
was close to the family's heart. 
Andrew thought it would be a great 
idea.

A member of the Havering Mayes- 
brook Athletics Club, who trains 
twice a week at a track in Barking, 
Essex, Andrew was selected in trials 
at Hornchurch to enter the highly 
competitive Mini Marathon.

Mrs Hunter said: "The day of the 
run was quite near Katie's anniver­

sary, so I thought it would be a nice 
thing to do for her but, obviously, it 
had to be Andrew's choice.

"I don't feel Katie should ever be 
forgotten and I thought it was lovely 
that we could do something for 
her."

At the time, the family were not 
aware of ASBAH so they tapped 
into Ceefax and then the Internet to 
track us down.

Once they had our phone number, 
they were able to gain the support of 
our appeals department and could 
begin to collect pledges of sponsor­ 
ship money in earnest.

When the big day arrived, Sally and 
her husband Paul travelled from 
their home, in Collier Row, near 
Romford, Essex, to see Andrew 
compete in the 11-13-year-old boys 
section of the Mini Marathon, which 
is held on the same day as the Flora 
London Marathon.

Mrs Hunter said: "It was a tremen­ 
dous event - the atmosphere was 
brilliant - and it was great for him to 
be a part of it. He got a lovely medal 
at the end."

His parents were justly proud when 
Andrew finished 75th out of 339, 
raising £268 for ASBAH.

  GILL Daly expects to raise £1,000 
by running the Flora London Mara­ 
thon after tapping people at work, 
friends and family for sponsorship.

It was the first time the 33-year-old 
BT human resources worker had 
ever run a marathon. She ran it 
with both her brothers, her sister 
and her boyfriend, though each of 
them finished at different times.

Gill, of Clapham, London, chose 
ASBAH to support as her cousin, 
John Wilkie, has spina bifida. She 
completed the distance in five and 
a half hours.

"I don't know that I will ever do a 
marathon again because the 
training required does take over 
your life. But it's a good feeling to 
be able to tell people you've done 
it."

  TONY McVaddy was 
spurred on to support ASBAH 
by running the London Mara­ 
thon by his young nephew, 
George, who has spina bifida.

ASBAH has given practical help 
to George, from Camberley, 
Guildford, in a number of ways.

This year's 26-miler through the 
capital was the first marathon 
Tony had entered and he took 
four and a half hours to com­ 
plete it.

"It was a very enjoyable event. I 
was determined not to make it 
gruelling so I went at a steady 
pace/' said Tony, aged 33, from 
Little Baddow, Chelmsford, 
Essex. "They look after you well 
with drinks etc along the route."

He raised £370 for ASBAH.
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Marathon 
thanks

APRIL 26, 1998 was a day 
of achievement for eight
men and women, and a 

teenager. For some, it was 
the first time in their lives

that they had run a 
marathon - a momentous
^6 miles. And they all 

atTeed to do it for ASBAH. 
Cawthorne reports

  MONTHS of self-motivation and 
hard work that went into training for 
the London Marathon certainly paid 
off for Louise Mackeson-Sandbach, 
who raised £1,300 for ASBAH.

Louise, who lives and works in Lon­ 
don, says she was pushed on by the 
enthusiasm and support of the 
crowd, in a day which she describes 
as 'brilliant.'

But, what with the long period of

Louise 
Mackeson- 

Sandbach 
raises her fists 

in triumph 
after

completing the
Flora London

Marathon. She
raised £1,300

for ASBAH

training required, and the necessity 
of motivating herself to go out for a 
run after work, often after dark, she 
doubts whether she will enter 
another marathon.

"It was a great day but I am not a 
runner by nature, so it was the enth­ 
usiasm of others that kept me going.

"When I was feeling tired, people in 
the crowd I didn't even know

would call out the nickname on my 
shirt and shout 'come on' and this 
would pick me up and start me 
running again."

'Louise, who works for a manage­ 
ment consultancy, chose to raise 
money for ASBAH because she had 
heard of the good work that we do.

She completed the 26-miler in 
about four and a half hours.

  REGULAR marathon runner Phil 
Spicer was inspired to raise money 
for ASBAH after hearing about the 
son of a friend at work.

Fourteen-year-old Martin Sandal, 
who has hydrocephalus, excels at 
swimming and athletics.

Martin has won trophies and medals

for swimming with his local club, 
the Swansea Otters, and by entering 
races as an individual. He also 
enjoys athletics, usually coming in 
the top three in school races at 
Olchfa Comprehensive in Swansea.

"Martin is very competitive," says 
his mum Carmella. "He loves 
sports, including football, but he 
knows his limits."

With 14 marathons already under 
his belt, Phil ran the Big Sur in 
California in April - which was 
voted as the top marathon in North 
America, due to the attractive route 
and the friendly organisers - all 
classical music buffs.

Despite the course being re-routed 
inland due to part of the usual route 
being washed away by El Nino, it 
was still very scenic and runners

were entertained by classical 
musicians along the way.

The start and finishing point was 
Carmel - whose claim to fame is 
that Clint Eastwood was once its 
mayor, and where the acting giant 
still owns a bar and restaurant.

Phil said: "I'd thought about doing 
the Big Sur for six years but I had 
to choose the year in which the 
road had disappeared! But the new 
route was still very scenic."

Phil's 16-year-old son, Gareth, 
accompanied him on a six-day trip 
to the States, which also included 
visits to San Francisco and Los 
Angeles.

Phil took four and a quarter hours 
to complete the run - with time to 
stop and take photos - and raised 
£301 for ASBAH.
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Elin
looks 
ahead 
with a

Plan

AT A GLANCE 
;. What is a LIFE DOCUMENT?
| It's a plan for your future when 
I your carer is unable to look after 
-you.
It tells people about your needs/ 
preferences in:

\ • housing • daily routine/diet 
i • medical treatments/services 
I • money • social life • transport 
; • any other information you want 
I to include.
[ You can write each of the above 
i! headings at the top of a separate 
I sheet of paper, giving you space 
:,to write as much as you like.
I Your Life Document can be kept 
] in a folder, so you can change 
I the details of eaqh page as your 
| needs change.
[ Find out more from ASBAH adviser, 

Elin Richards, on 01407-840927.

 % XDUNG people's fear of the 
^u future and their inability to

 M- voice their concerns with 
parents/ carers spurred an ASBAH 
adviser to find a solution.

Several young people had told 
North West Wales adviser, Elin 
Richards, they were worried about 
what was in store for them. Even 
worse, they dared not tell the 
people closest to them for fear of 
upsetting them. Carers, separately, 
also voiced similar anxieties.

Elin said: "It seemed very obvious 
that there had to be a way of break­ 
ing down these barriers and it 
seemed that an outside organis­ 
ation, such as North Wales ASBAH, 
could act as a bridge to initiate 
discussion."

A questionnaire was drawn up by 
Elin and a trained counsellor and 
carer, Doris Morris, to find out if 
these concerns were common to 
other members of the association. 
The response was overwhelming, 
revealing a real need for open 
discussion on issues that had 
previously been considered taboo.

So a discussion day was arranged, 
attended by 30 carers and profess­ 
ionals. The aim was to come up 
with some ideas for a written plan 
of each individual's needs and 
wishes for the future. This became 
known as a Life Document.

Why do we plan for the future?
Peace of mind to both carer and 
dependent were considered to be 
the bottom line by participants of 
the discussion day. Taking the 'bur­ 
den' of care away from other family 
members was another important 
reason for writing a personalised 
plan.

Concern was expressed about the 
fate of a young person if their carer 
became ill or died. Carers at the 
meeting felt that the dependent 
should have a say in their future - 
even if the choice was limited.

What should be covered by a 
Life Document?

The following areas were highlight­ 
ed during the discussion day:

  What are the choices available in 
the community for housing.

  How to handle financial affairs to 
the best advantage of the depen­ 
dent and siblings.

  Medical procedures.

  Who has a statutory responsib­ 
ility for care?

  What role does Social Services 
play in the provision of care? The 
discussion group felt that the 
needs and preferences of the dep­ 
endent should be spelt out, since 
both their health and welfare 
could be at risk if their new 
carers did not know the smallest 
details of daily routines.

Discussion group facilitator, 
Catherine Grimshaw - a solicitor 
specialising in disability rights 
issues in Lancashire - stressed the 
importance of a written plan, such 
as the Life Document. Whilst not 
legally binding, the British Medical 
Association considered that a 
written plan "would be considered 
with consideration and respect."

Difficulties in drawing up and 
implementing a Life Document

  Fear of acknowledging the future 
should the dependent outlive the 
carer.

  Not knowing how to start a 
discussion.

  Lack of time to deal with these 
issues.

  Lack of financial resources of 
Social Services departments and 
not knowing who to approach - 
this could be solved by lobbying 
the local authority to allocate 
more money for community care. 
If there is lack of choice in hous­ 
ing, you could present the need 
to your local authority.

  Fear of upsetting the dependent 
and, in some cases, other family 
members, even partners.

  Ignorance of how binding/ 
enforceable is a life document. A 
solution to this would be to try to 
make your Life Document legally 
binding.

Elin commented: "It was concluded 
that, however upsetting the process 
of making a written plan, it is 
important to tackle the issues in 
order to achieve the eventual goal - 
peace of mind."
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Link cover girl now dancing queen
IGHTEEN years after being 
written off by doctors 
because of her spina bifida 

and hydrocephalus, Ann-Karin 
Smith is winning gold medals in 
national competitions as a wheel- 
chair dancer.

When Ann-Karin was just four 
years old, she was pictured enjoy­ 
ing the Norwegian snow, with her 
parents and sister, on the Christmas 
1984 Link front cover. Inside that 
issue was reported Ann-Karin's 
remarkable progress during her 
first year of life, despite the fact that 
doctors had felt it kinder to leave 
untreated her hydrocephalus and 
spina bifida.

Ann-Karin's family moved to settle 
in her mother's native country of 
Norway when she was two months 
old.

Even in those first few months of 
life, Ann-Karin showed herself to be 
very tough and determined, and to 
have a delightful personality - traits 
which have continued to show 
themselves as she has grown up.

In June, she and her able-bodied 
partner Tor Erik won the Norweg­

ian wheelchair dancing national 
championships. The pair also 
clinched a gold medal at the Swed­ 
ish national championships and got 
through to the semi-finals of the 
European championships, which 
were held in Sweden in September.

Ann-Karin's grandfather, Tony 
Smith, from Huby, near Leeds, is 
extremely proud of his grand­ 
daughter and hopes her story will 
inspire other parents and young­ 
sters with spina bifida and hydro­ 
cephalus.

He said: "Ann-Karin is progressing 
well in her schooling, and she hopes 
eventually to take up a career assoc­ 
iated with medicine.

"Encouraged by the Norwegian 
Spina Bifida Association and fired 
by her own enthusiasm and ability, 
she enjoys a wide range of physical 
activities, winning medals for var­ 
ious sports including slalom, rifle- 
shooting and archery.

"She has developed a well-rounded 
personality, becoming increasingly 
independent and not afraid of tack­ 
ling any challenges which come her 
way.

Ann-Karin and her dancing partner 
Tor Erik

"We hope this article may provide 
encouragement for parents of other 
children with spina bifida, particul­ 
arly in view of the very gloomy 
prognosis given by the medical folk 
after her birth 18 years ago."

Problem Behaviour
ASBAH study day to explore 

practical strategies for real problems.

NSPCC Training Centre, 
Beaumont Leys, Leicester

Monday 26 October, 9.30-4pm
Speakers include: Jacky Lucas,

NSPCC Disability Worker,
Northampton; Bob Johnson,

Community Psychiatric Nurse,
Learning Disability Team; Mike
Dodd, ASBAH specialist adviser

(education).

Parents: £15; voluntary organis­ 
ations £25; professionals £35.

Booking forms (returnable by 21 
September) from: Rebecca Sewell, 
ASBAH Eastern Region, 42 Park 
Road, Peterborough, PE1 2UQ. 
Tel: 01733-555988.

ASBAH Information Day
The Silverthorne Building,

Bishop Road Primary 
School, Bishopston, Bristol

Saturday 26 September
Speakers include:

Mr lan Pople, consultant
neurosurgeon, Frenchay

Hospital, Bristol; Julie Llewelyn,
ASBAH specialist adviser

(medical/continence);
Lizzie Jenkins, Scope.

Attendance fee, including buffet 
lunch: £3 per family member/disa­ 
bled person; £6 professionals.
Details from: Julie Knight, 
ASBAH Adviser, 45 Nevil Road, 
Bishopston, Bristol BS7 9EG. 
Please confirm your place(s) by 
Friday 4 September. Cheques 
payable to ASBAH.

ASBAH Family Weekend
The Pioneer Centre, Cleobury

Mortimer, Kidderminster,
Worcestershire

Fri 30 Oct-Sun 1 Nov
Residential for families with a
child aged six and under with

hydrocephalus and / spina bifida,
and their brothers and sisters.

  A chance to learn more about 
your child's disability.

  What place has therapy in your 
life?   Children's programme - 
ASBAH staff will look after your

children;   Time to relax and meet 
other parents.

Cost: £50 per family.

Details: Lynn Thomas, ASBAH 
House, 42 Park Road, Peterbor­ 
ough PE1 2UQ, tel: 01733-555988. 
Please let Lynn know by 21 Sept if 
you wish to attend.
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SIXTEEN-year-old Tina Morgan 
(pictured above) is the envy of her 
school friends as she has a fluores­ 
cent pink Quickie wheelchair, with 
black and pink wheel trim, given 
to her by Whizz-Kidz.

Having her friends' approval has 
meant that Tina's self-esteem has 
rocketed and, on a more practical 
level, it has given her the freedom 
to wheel off around town and to 
play sports.

Tina gains the edge with her 
Whizz-Kidz wheelchair

Tina, from St Austell in Cornwall, 
has been lucky enough to have two 
wheelchairs from Whizz-Kidz since 
she started needing more help with 
her mobility eight years ago.

Her parents applied to Whizz-Kidz 
for the latest £1,300 chair, helped by 
their ASBAH adviser, Lynne Young.

Tina's mum, Lorraine, said: "It was 
reasonably easy to apply although 
we had to wait a while for the 
money to come in to Whizz-Kidz 
from the London Marathon.

"Tina's first chair was a Marshall 
Mark 4 and when she outgrew it, 
five or six years later, we applied to 
Whizz-Kidz for another one which 
best suited her needs.

"The chairs she has got from Whizz- 
Kidz are so much better than 
she would have received 
from the NHS. Tina plays 
basketball and has found

having a lighter chair really good for 
getting around school.

"The best she would have got from 
the NHS would have been a 
Remploy Roller. With NHS chairs, 
you can't modify the wheels to give 
better manoeuvrability and speed."

Tina's Quickie has been adjusted so 
that it is a good all-rounder - 
allowing Tina to play wheelchair 
basketball, go into town and be a 
productive member of the team as 
goal shoot in netball at school.

Other activities Tina has tried in h 
lighweight chair have been abseilin A 
at a local leisure centre, orienteering^ 
and river speed boating.

Mrs Morgan said: "It gives her an 
edge having a Quickie and has 
helped her self-esteem. Her friends 
really love it and are quite envious 
of her having such a flashy chair. It 
is something to be proud of rather 
than ashamed of."

THE MOVEMENT FOR NON-MOBILE CHILDREN

(

as co- 
ardinator 
of West 

Midlands 
Disability 
Arts Forum 
(WMDAF), 

have been running the National 
Disability Film and Video Project.

For the first time, since being set up 
by the Arts Council of England five 
years ago, this project was run by us 
at WMDAF. It is all about funding 
and developing disabled film and 
video artists who use the medium of 
film and/or video creatively in syn­ 
thesis with the subject matter of the 
experience of disability.

This year, the selection panel award­ 
ed three production awards ranging 
from £2,500 to £19,000, and five 
research and development awards 
of £2,000.

14

Funds for film-makers by Paul Darke

I
A surprising number of applications 
for R&D awards were from beginn­ 
ers and experienced film-makers.

Projects varied considerably - from 
original computer animations and 
creative videos on the history and 
experience of deafness, to a number 
of films using water as a metaphor 
to show how disability can be equal­ 
ised and to give contrast between 
calm and destruction (swimming/ 
the sea, etc).

Unfortunately, far too many applic­ 
ations were either outside the criter­ 
ia or somewhat speculative. Projects 
must be clear in their creative vision 
and proposed use of subject and 
medium. Even the R&D applications 
must have some idea of what the 
subject, form and content might be.

More work had to be done before 
some applicants even considered 
applying. This was especially true of

groups who applied with learning 
difficulties. The project is very 
keen to fund the right learning 
difficulty project and, hopefully, 
more work, advice and input will 
create it in the future.

The kind of impairments explored 
in applications was across the 
spectrum of disability: deafness; 
visual impairment; paralysis; men­ 
tal illness, etc. If the idea was good, 
the way it was to be explored creat­ 
ive, and if the use of the medium 
was original, it was funded.

Over the years, there have been 
hundreds of applications, yet only 
a single spina bifida specific 
project. I look forward to receiving 
one next year from you.

If the project runs again next year, 
as we hope it will, and you would 
like to receive an application pack, 
please write to me c/o Link.



Whizz-Kidz help
DUBBED the UK's fastest grow­ 
ing children's charity and the 
largest supplier of mobility aids 
for children outside the NHS, 
Whizz-Kidz is quite a success 
story.
In eight years, it has grown from 
two men raising £9,500 to buy a 
single wheelchair for one child, to 
a multi-million pound fundraising 
organisation, employing 25 peo­ 
ple.
In 1998, Whizz-Kidz aims to raise 
£4 million and buy mobility aids 
for 1,200 children aged from 0-18 
years.

lthough the charity helps child- 
n with a wide range of disabilit­ 

ies, last year 10% (41) of those 
assisted had spina bifida and/or 
hydrocephalus.
Communications director Sarah 
Molony said: "Whizz-Kidz 
receives applications for a variety 
of mobility aids, including trikes, 
buggies, walking aids, powered, 
lightweight and specialised 
wheelchairs.
"Every child who applies to 
Whizz-Kidz is assessed by occu­ 
pational therapists and physio­

therapists to ensure they receive 
the most appropriate equipment 
and there is emphasis, too, on 
providing a comprehensive after­ 
care service."
As the examples on these two 
pages show, the charity is able 
to provide the sort of wheel- 
chairs not available from the 
NHS to ASBAH families who 
could not afford to buy the same 
equipment themselves.
All the money spent by Whizz- 
Kidz comes from voluntary don­ 
ations - either from individuals 
or corporate giving from 
schools, universities, companies, 
associations and trusts. High 
profile sponsored events - like 
the London, New York and Dublin 
Marathons - are the most usual 
way that individuals raise money.
There are also special 'chall­ 
enges' organised by Whizz-Kidz.

In February, the Whizz-Kidz 
Himalayan Challenge raised 
£500,000 (see photo above). This 
summer, 150 adventurous 
trekkers will be taking part in the 
Whizz-Kidz Icelandic Challenge - 
a nine-day 100km trek through 
spectacular scenery.

• Any parent who would like to register their child for a Whizz-Kidz 
mobility aid is advised to ring first thing on the first Monday of 
the month on 0171-233 6600. Names are taken on a first come, 
first served basis. The first 50 children to be registered at this time 
are put in line for an assessment to find out which type of mobility 
aid will be most suitable for them, and then go on to receive it.

JShaun's a whizz around the court
TEENAGE basketball player Shaun 
Newitt's game has much improv­ 
ed since receiving a £1,350 sports 
chair from Whizz-Kidz.

The 18-year-old struggled to keep 
up with the rest of the team in his 
NHS chair until he was told about 
the charity by his basketball coach.

So he phoned up Whizz-Kidz for 
an application form and, after hav­ 
ing had an assessment, it was only 
a few weeks until he received his 
RGK Quatro chair.

Shaun, of Plymstock, Plymouth, 
Devon, said: "It was really good 
that Whizz-Kidz was able to help.

"It was harder to play basketball

using my existing chair. There's a 
big difference in handling - the new 
chair is much lighter and easier to 
turn so I can keep up with the rest."

Custom-built in his team's colours 
of purple and yellow, Shaun pract­ 
ices and competes in the chair with 
the Plymouth Buccaneers - who are 
currently second in the league, 
South-West division.

He also uses the chair to take part in 
a local annual half marathon.

For every-day activities, 
including work, Shaun uses 
his NHS chair. He is currently 
doing a one-year training 
scheme which involves 
servicing NHS wheelchairs. THE MOVEMENT FOR NON-MOBILE CHILDREN
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LINK COVER 
STORY

LUCKY Louise Hunt 
received a smashing new 
£1,800 sports chair from Sir 
Cliff Richard at Wimbledon.
The seven-year-old, from 
Wanborough, near Swindon in 
Wiltshire, was presented with 
the special chair by the singing 
star, on behalf of the charity, Get 
Kids Going. Sir Cliff is also a 
regular supporter of ASBAH.

As well as meeting Sir Cliff, 
Louise relaxed in the Members' 
Lounge and saw Pete Sampras 
and Monica Seles in action on 
Court One.

Louise, who has been playing 
tennis since she was five, said: 
"It was really exciting. I thought 
Cliff Richard was really nice."

Her mother, Linda, added: 
"Louise loves tennis but is not 
up to Wimbledon standard. 
She's very much at the learning 
stage. If she gets a three-shot 
rally, we're over the moon!"

Mrs Hunt contacted Get Kids 
Going after Louise attended a 
tennis convention where most of 
the children had sports chairs.

She said: "Many of the children 
had been loaned their chairs by 
charities and as soon as we got 
home I started writing letters."

Director of Get Kids Going, Jane 
Emmerson, said: "We were 
thrilled when Louise's mum 
wrote to us. We only formed the 
charity nine months ago and this 
is the first wheelchair we have 
ever bought."

Louise attends weekly coaching 
at the Delta Tennis Centre in 
Swindon and has entered two 
competitions in Nottingham, 
organised by the Lawn Tennis 
Association.

As well as playing tennis, she 
enjoys playing the piano, horse 
riding and swimming.
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Norton family, of Somerset;
top right - The main arena, 
seen through the Oblivion 
ride pit;
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her toddler;
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i and gave!
ASBAH members and staff 
Ives into a celebrity-studded 
ila on breakfast television. For
ly, ASBAH was one of five 
ies selected to be in the fourth 
Get Up and Give Appeal.

are quietly confident that they 
1 last year's total, when each 
ed £141,000. The total figure 
nnounced in September.

yone vJj3 helped - from David 
o trave^d to London from his 
>eth, tv ^ie telesales team who 
one morning to BT Tower.

ntion to the families of David 
Ira Howard, Ellemay Pittam, and 
>n and James Bottoms who took 
2als films.

ForT.5-year-old David Proud, who 
starred in one of the appeal films, and 
his older sister Dawn, the visit to 
Alton Towers was a day to remember.
They got to meet top boy band '911' 
(above) and the production team 
sneaked in an exclusive interview for 
David with his favourite telly 
presenter, Fiona Phillips.
"It was a brilliant day," said David 
(seen right with mum Wendy, dad 
Tony and Dawn).

Dawn and David 
meet boy band

A DAY
OF FUN
FOR
ASBAH
AT
ALTON
TOWERS

GetUp 
&Give
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'Charlie' exhibition takes off

Peter Kiddle and 'Charlie' - one of
the photos of Peter's work currently

touring the United States

A DISABILITY arts project, which 
features photographs of a flying 
cardboard skeleton called 
Charlie, attached to a pair of 
helium balloons, is now on tour 
in the United States.
Artist Peter Kiddle joined forces 
with his friend in the United States, 
Karen Watts, to put on their In/

Valid exhibitions on both sides of 
the Atlantic (Link No 172).

Peter received funding from his reg­ 
ional arts board to take the first 
stages of the project further - enabl­ 
ing him to improve the quality of 
the work already completed, and to 
embark on a couple of new pieces.

Peter, who has spina bifida, has 
now also secured a grant to glaze 
and frame work already completed, 
which is due to be exhibited in the 
next US tour.

Meanwhile, Peter and Karen are 
looking at the possibility of having 
two copies of everything, so that 
they can run two exhibitions at the 
same time in England and the US, 
as the project grows.

Peter commented: "The experience 
of being interviewed about grant 
applications, and the reactions from 
people looking at the work that 
Karen and I have done so far, has 
been a real eye-opener!

"I was really surprised at the way 
our work is viewed by some. The 
project has been seen as an act of 
'therapy', and there are so many 
connotations carried by that word, 
I've found.

"The kind of therapy our work is 
about is difficult to define as we are 
trying to work with words (comm­ 
unication) and visual imagery 
(expression). Using both words and 
visual imagery, we find ourselves in 
fierce debates about what is 'expres­ 
sion' and what is 'communication.'"

Peter wants to talk to other disabled 
artists about these two concepts and 
hopes to bring them into the project 
with a series of photo-interviews in 
dialogue with him and his ventrilo­ 
quist's doll - transposing faces 
between images, himself, the doll 
and the interviewee.

  To contribute to In/Valid, contact 
Peter Kiddle at Boreston Foot, 
Halwell, Totnes, Devon TQ9 7LD. 
Tel: 01548-821381.

Looking good, feeling great in North Wales
By Jill Bartlett

NINE ASBAH service-users came 
together to enjoy and experience 
different activities at the national 
watersports centre at Plas Menai, 
North Wales.

The first evening kicked off with 
some welcome ice-breaker sessions, 
so everyone learnt a little bit about 
each other. After the evening meal, 
we had an excellent talk about 
aromatherapy and its uses. Two 
people had a face massage, leaving 
us all suitably relaxed and looking 
forward to the next day's activities.

A lot of chatting was done in the 
bar that evening where we met the 
duty manager for the following 
day, who strove to put us at ease 
regarding the water sports!

After breakfast the next morning, 
we met the instructors who were to 
help us with the climbing and 
abseiling. A few worried faces were 
to be seen but most people enjoyed
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the experience and some even man­ 
aged to look down from the top of 
the climbing wall!

The Welsh weather smiled on us in 
the afternoon and we managed to 
sail and speedboat without getting 
too wet! Some members had the 
opportunity to drive the speed­ 
boats. Despite wanting to head off 
for Ireland, they were persuaded 
not to and made a safe return to 
shore!

After an exhausting day, a work­ 
shop was held on relationships and 
contraception and a discussion dev­ 
eloped on personal relationships.

Afterwards, we met in the bar and a 
pool tournament, lasting until the 
early hours, was a great source of 
entertainment to all!

There were a few bleary eyes on 
Sunday morning but, after break­ 
fast, Beverley Rowe, a member of 
Your Voice In ASBAH (YVIA), gave 
an interesting talk on her involve­ 
ment in YVIA and what it had done

for her. The seed has been sown 
and we'll be asking for more infor­ 
mation to see what it can do for us 
here in North Wales.

This session was followed by a A ~\ 
small taster on assertiveness train­ 
ing which opened up some lively £ t 
debates. This was a successful sess- ^-/ 
ion with everyone asking for more.

After lunch, we said our reluctant 
farewells with choruses of 'when 
can we do this again?' as we depart­ 
ed for our various destinations.

Without exception, we all enjoyed 
the weekend and were pleased it 
had been so successful.

We are very grateful to North 
Wales ASBAH for part-funding this 
weekend and to the very capable 
volunteers.

We are looking forward to holding 
a similar event again in the future.

  Jill Bartlett is ASBAH project 
worker for North Wales. Her three- 
year post is funded by Comic Relief.
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Children's behaviour - comparing 
mums' and teachers' views

IT WAS with great reluctance 
that I resigned from ASBAH 
in 1993 due to family commit­ 
ments.

I embarked on a psychology 
degree and when, in my final 
year, I was required to do an 
original piece of research, I 
had no problem deciding on 
the content.

My work at ASBAH gave me 
the interest, information and 
support to undertake a study 
of children with hydrocepha- 
lus. I am indebted to the 
families that agreed to take 
part and for their enthusiastic 
participation.

The title of my dissertation 
was Mother and Teacher 
Reports of Behaviour and 
Perceived Self Competence of 
Children with Hydrocephalus. 
I was interested to see if the 
teacher's view of the child's 
behaviour was different from 
that of the mother. Also, 
whether the children with 
hydrocephalus viewed them­ 
selves as different from their

classmates and, finally, 
whether the mothers saw 
themselves as in control of 
their lives. In addition, I 
asked the mothers questions 
about parenting issues related 
to hydrocephalus.

I interviewed 14 children with 
hydrocephalus and 14 child­ 
ren without hydrocephalus. 
This allowed me to do a 
statistical analysis comparing 
the two groups of children. 
This is what I found:

  Children with hydroceph­ 
alus did not have poorer 
self esteem than other 
children although they did 
rate themselves as less 
physically able.

continued on page 2

THE NEW MedicAlert 
bracelet (pictured above), 
has a fabric strap rather 
than a metal chain. It offers 
emergency identification 
for people with hidden 
medical conditions.

Having received a grant 
from the National Lottery 
Charities Board, 
MedicAlert is able to pro­ 
vide FREE membership 
and stainless steel emblems 
to those people receiving 
any form of limited 
income, eg any form of 
supplemented income, 
disability allowance or 
pension. This includes the 
sports bracelet pictured 
above. Usual lifetime mem­ 
bership is £30.

For more information, 
telephone FREEPHONE 
0800-581420.



HNN contacts

Network Co-ordinator:
Rosemary Batchelor 01733- 
555988.

Education (National):
Petrina Noyes 01733-555988.

Medical (National): Julie 
Llewelyn 01733-555988.

Medical/Continence, 
(Eastern Region): Paula 
Thompson 01733-555988.

Medical/Continence (South 
East Region): 0181-449 0475 
Caroline Berkley (Mon, Tues 
& Wed am). Gillian Yaz 
(Wed pm, Thur & Fri).

Education (North): Mike 
Dodd 01484-510202..

Medical (North):
Sue Ingham 0113-255 6767.

Education (Northern 
Ireland): Lorna Johnston 
012477-72191

Medical/Continence, 
(Northern Ireland): Marie 
McGonnell 016487-64748.

Hydrocephalus (Northern 
Ireland): Lorna Johnston 
012477-72191.

User-group forum co-ordin- 
ator (England & Wales):
Jon Burke 0113-255 6767.

User-group forum project 
worker (Northern Ireland):
Helen Clarke 01396-881898.

ASBAH's Hon C onsultant 
on Hydrocephalus:
Dr Roger Bayston MMedSci 
FRCPath, contact through 
ASBAH's Services Dept at 
ASBAH House.

Children's behaviour - comparing 
mums' and teachers' views, from page 1
  Children with hydroceph- 

alus were reported to show 
more behaviour problems 
compared to other child­ 
ren. In my study these 
were both internalising 
behaviour (eg withdrawn, 
feels she/he has to be 
perfect) and externalising 
behaviour (eg argues a lot, 
destroys things belonging 
to others).

  Mother and teacher reports 
of behaviour did not agree.

  Mothers of children with 
hydrocephalus were more 
likely to feel that life was 
out of their own control 
than the other mothers.

It should be remembered that 
my study involved only a 
small number of children and 
it is, therefore, difficult to 
draw conclusions.

However, there are a few 
points from this that it would 
be interesting to look into 
further.

Why do mothers and teachers 
report differently regarding 
the children's behaviour? This 
could be that there are differ­ 
ences in the attitude of the 
adults or that the child be­ 
haves differently at school or 
at home.

What are the nature of behav­ 
iour problems? In this study 
the children were said to have 
both internalising and exter­ 
nalising behaviours, although 
in previous studies behav­ 
iours have been said to be 
externalising.

Why do mothers of children 
with hydrocephalus feel they

have less control over their 
lives? Is this the result of rais­ 
ing a child with a disability?

Whilst doing my study, I was 
impressed by the feelings 
expressed by the mothers 
during the interviews. This is 
an area that previous research 
has sadly omitted due to the 
difficulty in quantifying data. 
However, there has more 
recently been an acceptance 
that such information is 
equally important as fact and % 
figures. A

I hope to develop this part of 
my study and present the 
findings at the next meeting 
of the Research Society for 
Hydrocephalus and Spina 
Bifida in Sheffield in 1999.

JANE Williams worked as 
a disabled living adviser 
with ASBAH until October 
1993 and then took a BSc 
Hons in Behavioural Sci­ 
ences, gaining a II (i) in 
1997. She is presently 
working as a nurse with 
men with learning disabili­ 
ties and challenging behav- 

pour.

Her study, Mother and 
Teacher Reports of Behav­ 
iour and Perceived Self 
Competence of Children 
with Hydrocephalus, was 
extremely well received 
when she presented it at 
the June meeting of the 
iftesearch Society for Hy­ 
drocephalus and Spina 
Bifida in Genoa, Italy.
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Why a statement could be 
important for your child

By Michael Imperato

THERE was a time when 
the term 'statementing' 
was synonymous with 
failure. A statemented 
child, it was widely 
believed, must be a prob­ 
lem child and unruly and 
stupid.
In fact, a statement is a pass- 
port to resources and help far 
beyond what a school could 
provide on its own. Parents 
should be looking to state­ 
ments if there is the slightest 
suspicion that their child is 
under-performing.

A statement has been com­ 
pared to a doctor's prescrip­ 
tion and diagnosis. It should 
identify what the child's edu­ 
cational needs are, and what 
steps and resources are need­ 
ed to meet them.

The local educational author­ 
ity (LEA) then provides extra 
resources to the school to 
comply with the statement. If 
the child needs extra teaching 
support or computer equip­ 
ment which the school cannot 
afford, this should be provid­ 
ed by the LEA if recommend­ 
ed in the statement.

There are five stages to go 
through before getting a 
statement - from a child 
being identified as having 
special educational needs 
(SEN) through to assessment 
by the LEA, to provision of a 
statement. Parents should be 
closely involved in all stages.

FOLLOWING his article in 
HNN last year, Michael 
Imperato (pictured right) 
received several telephone 
calls from parents who 
seemed surprised when he 
informed them that the first 
step in all educational 
matters with children with 
special educational needs is 
to obtain a statement, which 
means that they could set the ball rolling them­ 
selves.
This time around, Mr Imperato - a solicitor special­ 
ising in education in Cardiff - explains how and 
why you should obtain a statement for your child.

The trigger for invoking stage 
one is the expression of con­ 
cern that a child is showing 
signs of having SEN. The 
child then usually moves to 
other stages upon review. 
However, if it is felt that the 
need is very great, the child 
can go straight to the higher 
stages, such as assessment for 
a statement (stage four).

If nothing is being done, par­ 
ents may initiate the process 
themselves by requesting the 
LEA to carry out an assess­ 
ment for a statement. This 
sets in train a strict timetable, 
the first part of which is that 
the LEA has six weeks to dec­ 
ide whether to meet the par­ 
ents' request and undertake 
an assessment.

The timetable from start to 
completion of a statement

should take 26 weeks but, in 
practice, it usually takes 
much longer.

A child is never too young to 
have a statement. Parents 
may request an assessment 
for a child of less than two 
years of age. The problem at 
this age, though, would be 
that there is less evidence to 
fully identify the child's SEN, 
but there will always be 
exceptions.

Whilst a statement is being 
prepared, parents can express 
a preference for a particular 
school to be named for their 
child in the statement. If the 
LEA does not agree with the 
choice, the onus is on them to 
prove why it is not appropri­ 
ate. If the parents' preference

______continued on page 4
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Why a statement could be
important for your child, from page 3
is for a private school, then
the onus is on them to jus­
tify it and they would have
to ensure that they have
compared it with state 
schools and can fully justify
their preference.

If the LEA refuses to agree
to assess for a statement, or
has assessed and refused to
make a statement, or if there
is dispute over the contents
of the statement (including 
any named school), the dis­
pute can be resolved by tak­
ing the matter to the SEN
Tribunal (see article by
ASBAH's former specialist
adviser (education) Peter

Walker, Link No 269, April
1997).
Children only have one
'shot' at education. If you
believe that your child is not 
getting the support needed,
you can do something about
it by invoking the state-
menting procedure. It can be
the key which unlocks the
door to the resources that
your child needs.

  Michael Imperato is a 
solicitor at Russel Jones &
Walker, tel: 0117-9273098.
Although previously based
in Bristol, he is due to
move to the firm's new
office in Cardiff in August.

Foreign holiday-
makers beware

IF you are going on holiday
abroad, check your health
insurance to ensure that it has
a 'fly home' clause in it.

A Medivac flight from the 
continent will cost you about
£5,000, if you are not covered.
Note that an El 11 form only
covers you for medical treat­
ment in EC countries - it does
not cover repatriation.

If your insurance does not 
include a 'fly home' clause,
ASBAH's information officer,
Gill Winfield, will find an
insurance company that
should be able to help you.
Tel: 01733-555988.

Changes to the Benefit Integrity Project
A REVIEW to find out if 
people are receiving the 
correct amount of Disabil­ 
ity Living Allowance (DLA) 
will no longer include 
those aged 65 or over.
This change to the Benefits 
Integrity Project (BIP) was 
revealed in reply to a Parlia­ 
mentary Question, planted by 
the Voluntary Organisations 
Disability Group (VODG), of 
which ASBAH is a member.

The answer to a later question 
revealed that the Government 
will, in future, discuss BIP - 
along with other reviews of 
benefits for long-term sick­ 
ness or disability - with 
representatives of disability 

groups._______________

People being visited as a res­ 
ult of BIP are adults receiving 
the High Rate Mobility Com­ 
ponent & High Rate Care 
Component of DLA.

People being sent a detailed 
questionnaire are adults 
receiving the High Rate Mob­ 
ility Component & the Mid­ 
dle Rate Care Component of 
DLA.

The following groups of DLA 
recipients are excluded from 
BIP:

  People who are terminally 
ill and are receiving pay­ 
ments under special rules;

  People who are both deaf 
and blind;

9 Double amputees;______

  People who come within 
the Department's defini­ 
tion of severe mental 
impairment; W

  People who are quadriple- 
gic/paraplegic;

  People with an underlying 
entitlement but who are 
not being paid the benefit, 
that is, people in hospital 
or residential care.

  Children under 16.

  People aged 65 or over.

• For more on BIP, see 
article on page 7-8 of the 
June/July Link magazine. 
Send SAE to: Information, 
ASBAH, 42 Park Road, 
Peterborough PE1 2UQ.
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True story

M 12-year-old son 
as hydrocephalus 
id is severely vis­ 

ually impaired. ASBAH 
helped us when we thought 
everything we wanted for our 
son was slowly going wrong.

We always fought for Dan­ 
iel's rights when it came to 
medical or educational prob­ 
lems because we knew what 
Daniel could achieve.

One thing we have learnt is 
that you do have to question 
and fight for your child; 
people in authority are not 
always right.

In the past, Daniel has been in 
schools which did not meet 
his educational needs. In our 
area, which is Rotherham, our 
schools are poor for visually 
impaired children with learn­ 
ing difficulties.

If we had listened to the peo- 
pie who thought they knew 
Daniel - the child psycholo-

  gist and people in charge of 
visually impaired services - 
he would have been in a 
school which, yet again, did 
not meet his educational 
needs, but fell into budget!

We started six-monthly meet­ 
ings two years before Daniel 
was due to start secondary 
school. At the last meeting, 
eight months before Daniel 
was due to leave primary 
school, we were told there 
was no school in our area 
which met all of Daniel's 
needs. His hydrocephalus 
causes memory problems and 
lack of concentration, and his

by Julia Griffiths 
North Anston, Sheffield

visual disability requires the 
input of a braille teacher.

We were asked to go and try 
to find a school ourselves, but 
the LEA recommended a local 
special school, with a few 
hours possibly for braille.

We were left totally alone and 
had to find someone to help. 
Luckily, I contacted Mike 
Dodd, education adviser for 
ASBAH's Northern Region. 
We were worried and panick­ 
ing, not knowing what to do, 
but Mike talked through with 
us what we should look for in 
schools before we set about 
visiting them.

We worked down a list of 10 
schools, including boarding 
and comprehensives, and 
were sent information videos 
and prospectuses.

After visiting the schools over 
three months, we talked 
through with Mike what we 
had found out. We eventually 
settled on a school which suit­ 
ed Daniel 100% but, as it was 
a boarding school, we needed 
reassurance from Mike that 
leaving home need not be a 
bad thing for Daniel, al­ 
though it would be very hard 
for us, his parents. Indeed, 
going to Exhall Grange would 
greatly help him - not only 
would it give him a good 
education but also a better 
chance of independence.

Exhall Grange is a school for

Daniel Griffiths

visually impaired children 
with additional disabilities in 
Coventry. This was a school 
that we had been told was 
unsuitable for Daniel in the 
last meeting with educational 
officials.

We knew it would be costly 
for the LEA to send Daniel to 
Exhall Grange, and we went 
into the last meeting ready for 
a fight. Just knowing we had 
Mike on our side made us feel 
able to take on anyone. But 
the meeting went smoothly 
and our proposal was par­ 
tially agreed, and we came 
away very surprised. Our 
choice was later approved by 
a panel.

Daniel has been at Exhall 
Grange for a year and is 
doing exceptionally well. It 
has excellent facilities and 
qualified staff who fully 
understand hydrocephalus 
and can deal with it.

The school has changed Dan­ 
iel so much. He is more confi­ 
dent, independent and a true 
12-year-old with attitude. He 
loves all the different subjects, 
which he would not have 
been able to participate in if at 
another school.

A big thank-you to Mike 
Dodd - a very patient and 
understanding man. He has a 
way of keeping upset parents 
calm._______________
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ON standby at the sidelines, armed 
with a bucket and sponge, watching 
her son playing football, is where you 
will regularly find Sue Ingham at 
weekends.

The new specialist adviser (medical) 
for the Northern Region likes to sup­ 
port 14-year-old Michael's favourite 
pastime when she is not at work and 
he is not at school.

When Michael is playing for the Carverley Junior Team in 
hotly fought competitions, Sue is recognised by all the 
teams as the nurse who will sponge down kicked shins 
and scuffed knees.

And, after the matches, she will join the other mums in 
serving orange juice and making sure the boys listen to 
what the manager is telling them in his debrief.

Equal rights to goods and services
THE GOVERNMENT has at 
last announced the timetable 
for the full implementation of 
the third part of the 1995 
Disability Discrimination Act 
(DDA).

This part of the legislation 
provides a basic right to ser­ 
vice and makes it unlawful to 
refuse to serve a disabled per­ 
son, offer the service at a low­ 
er standard, or offer a disa­ 
bled customer less favourable 
terms.

From October 1999, service 
providers will have to ensure 
that they are not operating in 
a manner that could exclude a 
disabled person.

For example, a restaurant will 
not be allowed to refuse entry 
to a guide dog. At the same 
time, they will have to look at 
what assistance can be rea­ 
sonably provided to help a 
disabled person. This could 
include providing a sign lang- 
uage interpreter, or installing

an induction loop system to 
help someone with a hearing 
problem.

In cases where someone 
cannot physically access a ser­ 
vice, the provider will have to 
consider other options, such 
as a hairdresser making home 
visits to a customer. From 
2004, service providers will 
have to remove the physical 
barriers that prevent access.

As with other aspects of the 
DDA, people will only have 
to comply if it is reasonable 
for them to do so. For exam­ 
ple, a businessman may argue 
that, because of the cost to his 
business, it is not reasonable 
to expect him to install a lift 
in his premises.

Nevertheless, the Govern­ 
ment believes that once these 
new requirements are intro­ 
duced they will have a wide­ 
spread impact on the lives of 
disabled people.

[Source: Disability Scotland].
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ASBAH Family 
Weekend

A RESIDENTIAL opportunity 
for families with a young 
child with hydrocephalus 
and / or spina bifida is being 
organised by ASBAH.

The ASBAH Family Day will , 
run from Friday 30 October to   
Sunday 1 November at the 
Pioneer Centre, Cleobury 
Mortimer, Kidderminster, 
Worcestershire.

There will be three parallel 
programmes - one for par­ 
ents; one for all of the child­ 
ren, and a special programme 
for brothers and sisters.

The cost is £50 per family and 
is being sponsored by the 
BBC Children in Need 
Appeal.

For details, contact Lynn 
Thomas on 01733-555988. 
Tell Lynn by 21 September 
if you wish to attend.____
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AFTER being poorly 
and sick for some time, 

my 14-year-old daughter 
Sarah, who has hydroceph- 
alus due to a cyst on the 
brain, was found to have low 
pressure.

She had been hearing a buzz­ 
ing noise, on and off, for 
years and I wonder whether 
this had something to do with 
the low pressure.

At the time, the buzzing noise 
was linked to the times when 
fluid was building up in 
Sarah's body just before or 
during a period.

Due to repeated bouts of

HN NEWS 
letters

vomiting, she was taken into 
hospital in January and found 
to have an intermittent block­ 
age.

A new connector at the vent­ 
ricular end of Sarah's VP 
shunt was inserted and a 
Rickham's Reservoir put 
behind her ear, making it 
easier for the pressure to be 
tested, if needed, in future.

We would like to thank Mr 
Rang Shawis, consultant 
paediatric surgeon, at the 
Children's Hospital, Sheff­ 
ield, for doing the operation. 
His attitude to patients, and 
their parents, is lovely.

Sarah is much better and 
happier after her operation.

Shirley Wassell 
Upper Haugh, Rotherham

MY seven and a half- 
year-old daughter 

Emily has hydrocephalus and 
severe learning difficulties.

I would very much like to 
contact other parents of child­ 
ren with severe learning diff­

iculties who are about the 
same age as Emily or a bit 
older to get an idea of what 
we should expect.

Emily is now at a special 
school after moving from a 
mainstream school more than

12 months ago. She is now in 
a smaller sized class and 
doing a lot better.

Karen Royle
1 Mithril Close, Widnes

Cheshire WAS 3FH
Tel: 0151-424 1788

MY daughter Ellie is 
21 months old. Ellie 

was born two months prema-

  ture and on her second day of 
life, when the nurse tried to 
pass a naso-gastric tube, we 
found out Ellie had tracheo 
oesophageal fistula and 
oesophageal atresia, which 
basically means her food pipe 
went into her lung instead of 
her stomach.

Due to the trauma of the sur­ 
gery, she unfortunately had a 
bleed inside her head. Ellie 
had a VP shunt fitted and 
ended up having six opera­ 
tions as there were complica­ 
tions, such as the shunt not 
draining properly and block- 
ages, which meant Ellie had

several revisions. Since her 
shunt was fitted, Ellie stopp­ 
ed feeding even though she 
was never a great feeder any­ 
way.

It was not until Ellie was 10 
months old and she was 
admitted to hospital for tests 
as she was vomiting regularly 
and failing to put on weight, 
that we learned she had a 
gastric reflux.

Ellie has had a feeding tube 
fitted and is putting weight 
on but will not eat or drink 
even when starved and will 
not put anything near or in 
her mouth.

Her development is delayed 
and she is not yet crawling or

walking but is compensating 
in her speech.

I would be very interested to 
hear from other parents who 
are, or have been, in this 
position.

Cara Green
16 Broadhope Avenue

Stanford-le-Hope
Essex SS170SJ

'""""""Please send your

letters to: 
Mrs Rosemary Bachelor^

Co-ordinator, 
Hydrocephalus Network,

ASBAH,
42 Park Road,

Peterborough PE12UQ.
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True story
M son was diagnos- 

i with congenital 
:jueductal stenosis 

in June 1997, aged 18.

During his 'A' Levels, having 
had a sporty life, Jonathan 
developed constant head­ 
aches. As he was at boarding 
school, I was not aware of the 
frequency he was taking 
Paracetamol, nor how much.

In June, after his exams, he 
developed double vision and, 
being an ex-nurse, it was then 
that alarm bells rang.

Doctors had previously told 
Jonathan that the headaches 
were either migraine or stress 
related. I took him to an 
ophthalmologist who did not 
seem too concerned but, as 
we were going to America a 
week later, he requested a CT 
scan.

Within 24 hours, Jonathan 
was admitted to hospital and 
his ventricular pressure was 
measured. He had a diagnosis 
of congenital aqueductal 
stenosis. We were amazed. I 
had nursed at Great Ormond 
Street and had no idea it 
could lay dormant for so 
long. The consultant decided, 
after much deliberation, that 
the pressures were borderline 
and we could go on holiday.

Unfortunately, within 48 
hours of arriving in Florida, 
Jonathan became seriously ill 
with severe headache, photo­ 
phobia and was confused. He 
was admitted to a neurosurgi- 
cal unit and, after several calls 
to Britain, a VP shunt was

By Sally Harris RGN RSCN 
from New Maiden, Surrey

inserted. Within 24 hours, he 
had got rid of the severe 
headaches but had acute 
groin/abdominal pain.

When we returned home, we 
saw our consultant several 
times; a general surgeon - 
who said Jonathan was con­ 
stipated! - and our GP. None 
knew what was wrong and, 
after several weeks, he started 
getting headaches again.

After three months, I insisted 
mother's intuition was right - 
that the abdominal pain was 
related to the shunt, and we 
went to see a new neurologi­ 
cal/surgical team. They de­ 
cided, although it was very 
rare, Jonathan was reacting to 
the CSF in his peritoneum, so 
a new shunt was inserted into 
his atrium (a programmable 
shunt). During this time, the 
only person who had believ­ 
ed me was Dr Roger Bayston, 
ASBAH's honorary consult­ 
ant on hydrocephalus. I am so 
grateful for his help.

Jonathan continued to get 
headaches, first due to low 
pressure, then high pressure, 
and the shunt programme 
was changed to every con­ 
ceivable level and he had 26 
scans. According to the sur­ 
geons, Jonathan was 'unique'.

After an anti-syphon device 
was inserted with no im­ 
provement, we began to get 
very disillusioned with the

Jonathan Harris

shunt system. Jonathan was 
so sensitive to any pressure 
change, even the Medos prog­ 
rammable shunt was not 
accurate enough to leave him 
with no headaches.

Thankfully, Jonathan had 
finished his 'A' Levels and, 
despite the pain, got into 
university for this October. 
But he was on his 'gap year' 
and had planned to travel 
overseas. He has been so 
brave and calm during this 
time. I am so proud of him.

After trying all sorts of alter­ 
native therapies to erase the 
headaches, the surgeon dec­ 
ided the only option was the 
Torkeldson's Procedure - an 
internal shunt system avoid­ 
ing shunting the CSF outside 
the brain. Jonathan was very 
ill afterwards with non-stop 
vomiting.

In April, the headaches were 
very slowly easing although 
the eye pain continued, partly 
due to him having to stop 
taking analgesia: the codeine 
and the Paracetamol were 
themselves causing head­ 
aches and poor liver function, 
so he had to go 'Cold Turkey.'

In May, the scans looked 
good but Jonathan is still 
getting periods of severe eye 
pain and headaches. Does 
anyone have any clues as to 
the cause?
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fTTTHE
^concerns 

-M.of an 
ASBAH 
adviser 
influenced 
continence 
service 
provision for 
at least 30 
people with 

spina bifida in North East Wales.

ASBAH adviser Peter Bennett is 
convinced that his strong reaction 
against the effects of a continence 
service re-organisation, three years 
ago, was enough to sway the chief 
executive of the Clwydian Comm­ 
unity Care Trust (CCCT) into think­ 
ing again.

' Peter (pictured above) said:

> " Although he told me that I had no 
cause to worry, I am sure that my 
letter did have an impact because 
he knew then that ASBAH was 
aware of the proposed changes."

At the time, only one of three con­ 
tinence advisers was in post and it 
was feared that, if the situation 
were allowed to continue, the ser­ 
vice would be significantly affected. 
However, within a few weeks of his 
correspondence, a second contin­ 
ence adviser was appointed and the 
present level of service established.

Continence service manager for 
CCCT, Linda Winson, said: "It is

(
estimated that 8% of the population 
suffer from the symptom of incon­ 
tinence and that of this 70% is 

I curable."

"Consequently, it is the philosophy 
of the CCCT's continence service to 
ensure that everyone should have 
the opportunity to be continent, 
whatever their age or disability, and 
to contain incontinence with pads 
or appliances only if the condition 
cannot be cured or managed in 
other ways.

"Despite this, we supply incontin­ 
ence products to about 4,000 people 
in North East Wales, at a cost that 
exceeds our £250,000 budget.

"We believe that it is cost effective 
to provide high quality products 
and to manage their usage by policy 
and set criteria for supply. This

continued on page 28

REPORT ON AN EFFECTIVE CONTINENCE SERVICE

A service to be proud of
TWENTY-year-old Lee from 
Wrexham, and his mum Sue, 
say help from their local contin­ 
ence service in NE Wales is 
only a phone call away.

Since Christmas, Sue has often 
been in weekly telephone contact 
with continence manager, Linda 
Winson, to try and solve her son's 
problems.

Sue said: "I deal directly with 
Linda Winson. She is really 
supportive - we ring each other 
every week. She has been there, if 
things have got bad.

"Lee's problems have always been 
severe. He's tried everything, but 
nothing seems to work 100%.

"If one thing doesn't work, Linda 
will help Lee try something else. 
We were so desperate, Linda even 
offered to give us her home 
number, but I didn't want to take 
advantage like that."

Linda ensured that Lee received 
free supplies of the anal plug 
before it became available on pres­ 
cription after he had had some 
success with it in trials which 
involved ASBAH. When the trials

Linda Winson

finished, Lee had problems using 
the plug but these have become 
less common.

Lee says: "I now have a lot of con­ 
fidence to go out to college or the 
local PHAB Club."

The supply of pads from Clwyd­ 
ian Community Care Trust has 
been increased from 45 to 60 per 
month after Lee's mum asked for 
more at a recent annual assess­ 
ment. Their supply of sheets is 
also to increase.

Sue said: "I feel we are very lucky 
to have such a good service. If we 
are worried, Linda will even get 
in touch with Lee's GP to back up 
our concerns or wishes for treat­ 
ment."

Julie Llewelyn, ASBAH specialist adviser 
(medical), comments:
"Continence services vary consid­
erably throughout the country 
within various NHS trusts. I am 
very aware that people often con­ 
tact ASBAH when 'things go 
wrong' and when they require 
someone to fight their cause. This 
can result in ASBAH having a 
jaundiced view of continence ser­ 
vices generally.

"However, the services provided 
by Linda Winson and her team 
have consistently proved to be 
adaptable and positive for those 
of our service-users who are lucky 
enough to fall into her catchment 
area.

"Faecal
incontinence
is often not
regarded as a
priority and
consequently
not always
addressed. Linda has consistently
recognised the traumatic effect
faecal soiling can have on an
individual and she strives to find a
manageable treatment to alleviate
the problem.

"It is reassuring to know that full 
support and expert advice are 
readily available to our service- 
users in North East Wales."
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A service to be proud of,
ensures that treatment and cure is 
the priority, but that those people 
who need products get them."

Because of the numbers of people 
needing continence advice it has 
been necessary to structure the con­ 
tinence service to maximise the 
effectiveness of the two continence 
advisers and address the key funct­ 
ions of clinical services, training, 
management and research.

The continence advisers hold clinics 
in 15 locations throughout the area 
and see more than 100 new patients 
per month. However, it is not poss­ 
ible for them to see every person 
who has continence problems, nor 
is it always necessary, as primary 
health care teams can provide 
effective, appropriate treatment.

Traditional attitudes to incontin­ 
ence are usually negative and seem

om page 27
to be based on the assumption that 
the condition is not important or 
life-threatening.

This is a view that is not shared by 
the thousands of people who have 
their quality of life, relationships, 
self-esteem and prospects pro­ 
foundly affected by the condition.

To ensure that every person pres­ 
enting with incontinence receives 
an assessment by trained nurses 
who are knowledgeable in the treat­ 
ment and management of their con­ 
dition, a comprehensive training 
programme has been established in 
North East Wales. The programme 
also provides sessions for untrained 
staff and carers from the Health 
Service, Social Services and the 
private sector. In addition, various 
information leaflets are available for 
the public in Welsh and English.

DATES FOR YOUR DIARY
21-23 August
Parents in Focus, weekend for par­ 
ents with disabilities and their fam­ 
ilies, information and social activit­ 
ies, Valence School, Westerham, 
Kent. Adults £25, children under 14 
£10, children under 18 months free. 
Closing date for applications, 
31 July. ASBAH South East, 
209 Crescent Road, New Barnet, 
Herts EN4 8SB, tel: 0181-449 0475.

24-27 August
ASBAH's 'Summer Experience', a 
four-day activities and personal 
awareness course for 12-16-year- 
olds with SB AH, Nell Bank Centre, 
near Ilkley, West Yorkshire. 
Joan Pheasant, ASBAH North, 64 
Bagley Lane, Parsley, Leeds LS28 SLY, 
tel: 0113-255 6767, fax 0113-236 3747.

Monday 14 September
ASBAH South Beds Support Group, 
Disability Resource Centre, 
Poynters Road, Dunstable, l-3pm. 
Valeric Bottoms, 01582-605749.
Saturday 26 September
ASBAH Information Day, The 
Silverthorne Building, Bishop Road 
Primary School, Clevedon Road, 
Bishopston, Bristol. Speakers
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include: lan Pople (consultant neur- 
osurgeon, Frenchay Hospital); 
ASBAH specialist adviser Julie 
Llewelyn; Lizzie Jenkins (Scope). 
Cost, inc buffet lunch, £3 (family 
members/disabled people), £6 
(professionals). Julie Knight, 
ASBAH adviser, 45 Nevil Road, 
Bishopston, Bristol BS7 9EG.
Monday 26 October
ASBAH Study Day, 'Problem 
Behaviour in Children with Spina 
Bifida and Hydrocephalus,' NSPCC 
Training Centre, Beaumont Leys, 
Leicester, 9.30am-4pm. Speakers 
include: ASBAH education adviser 
Mike Dodd; Jacky Lucas (NSPCC); 
Bob Johnson (community psych­ 
iatric nurse). Cost, inc buffet lunch, 
parents £15, voluntary orgs £25, 
professionals £35. Rebecca Sewell, 
ASBAH East, 42 Park Road, Peter­ 
borough PE1 2UQ, tel: 01733-555988.
30 October - 1 November
ASBAH family weekend, for fam­ 
ilies with a child aged 6 years and 
under with SB AH, their brothers 
and sisters, Pioneer Centre, Kidder­ 
minster, Worcs. £50 per family. 
Closing date for applications, 
21 September. Lynn Thomas, 
ASBAH, tel: 01733-555988.

Continence services vary through­ 
out the country but North East 
Wales is fortunate to have managers 
who are prepared to invest in clin­ 
ical services and who have recently 
appointed two full-time and three 
part-time continence nurse practit­ 
ioners to enhance the level of ser­ 
vice to the local population.

This will allow the two continence 
advisers to develop a more compre­ 
hensive service to people with disa­ 
bilities and neurological disease, 
and to give more attention to health 
promotion and research.

In cases where the service-user has 
spina bifida, the continence prob­ 
lems are due to neurological dam­ 
age, so management is always long- 
term and a thorough assessment 
and a knowledge of available opt- 
ions are essential.

Linda Winson and her team are 
aware of the need and are keen to 
keep abreast of the latest develop­ 
ments in the treatment and manage­ 
ment of chronic bladder and bowel 
dysfunction.

They were pleased to be able to 
obtain supplies of the anal plug for 
individuals with profound bowel 
problems before they became avail­ 
able on prescription as trust mana­ 
gers agreed to fund their supply 
from locality budgets.

Co-operation between management 
and clinical services has made sign­ 
ificant changes to the quality and 
effectiveness of the continence ser­ 
vice in North East Wales.

Peter Bennett commented: "People 
referred to the service now enjoy a 
standard of service of which the 
trust can feel proud but we must 
not become complacent."

As well as writing to the chief exec­ 
utive when he was concerned about 
potential deteriorations in the ser­ 
vice, Peter wrote to him last year 
commending the current service, 
which was clearly appreciated by 
the chief executive.

"Reconfiguration of the trusts in 
North Wales next year will 
undoubtedly have an effect on con­ 
tinence services," says Linda Win- 
son, "but hopefully not to the detri­ 
ment of what has been established 
by the CCCT."



^T'S been weeks since my 30th 
m birthday and I'm still annoyed! 

^L Don't get me wrong, I had a 
great birthday. There were loads of 
drinking, eating of smoked salmon, 
Japanese food, cake and dinner 
with my family in London. I got 
loads of great presents - the mail 
order bride I was threatened with, if 
I reached 30 still single, didn't 
arrive. So I had a great time.

No, I'm annoyed because I'm 30. 
An Old Guy! I don't believe it! 
Actually, I'm surprised to have 
made it this far, given my lifestyle 
(zero exercise, maximum drinking 
and eating). I always thought some 
time well before 30, they'd find me 
face down in the wreckage of 'Ban­ 
quet For Six Persons' at the Chinese. 

I These days I can't eat or drink like I 
used to do without suffering.

PMy co-ordination has gone too. 
When we went for my birthday 
dinner at a posh London restaurant, 
they hadn't got a table for us, so 
kindly offered us a free drink. 
Typical me, I chose Champagne. I 
reached for my glass and knocked 
the whole thing down my front. 
That's what really annoyed me 
about my birthday: how many 
times in life do you get given free

Champagne? I was sorely tempted 
to suck my shirt dry!

OK, my co-ordination problem may 
not have been entirely due to old 
age, as I did have a glass or three of 
the wicked brew before dinner. But 
I am definitely losing my marbles. 
Whether it's Alzheimer's, old age, 
the hydrocephalus, eating dodgy 
beef burgers or what, I don't know, 
but my memory has totally gone.

I went into town to apply for a pass 
that lets me into the city's pedest­ 
rian areas, so I can get closer to the 
shop and run over a few more tour­ 
ists. I got one, put it in an envelope, 
went into two shops, got in the car 
and arrived home empty handed. In 
less than 20 minutes, I'd completely 
lost the envelope and had no mem­ 
ory of it leaving my grasp.

If I'm like this now, what will I be 
like in another 30 years? What will 
the world be like? I may go loopy 
but no matter how things change, 
some things always stay the same: 
I was aggravated to find recently 
that even wonderful privatised 
trains can be an hour late.

I'm also annoyed to find out the 
British nuclear test veterans, who 
have been campaigning for corn-

Swede Elite lightweight manual 
wheelchair, cost as new £1,400, 
will accept £300 ono. Tel: 01273- 
670140 after 5pm.

Lark Triumph 3-wheeled scooter 
complete with charger. Bought 
Sept '95 for £1,800. Excellent 
condition. Sell for £1,000 ono. 
Contact: 01939-251300 (evenings).

Complete aquatherapy spa 
system. Includes foot spa, warm 
air massage, brush and cup. Cost 
over £950. Little used. £500 ono. 
Ring 01278-732584 (Somerset).

Concern for Comfort massage 
bed, 39 inches wide, raises both 
ends. Bought new six months ago 
for £1,400, hardly used, asking 
£900. Mrs Browne, tel: 01268- 
682340 (Canvey Island).

Second-hand wheelchair hoist in 
good condition. Will fit any make 
of car. White in colour, but can be

painted. £800. For further inform­ 
ation, contact: 01606-883465.

Electric scooter Shoprider 
Sunrunner 3. Hardly used. £900 
ono. Tel: Mrs Nation, 0181-656 
9875 (Croydon).

Medicbath with pump, sliding seat 
for easy access and front-closing 
door. Hardly used. Cost over 
£2,000, asking £1,250. Contact Mrs 
Paterson, Kent, 01732-451135.

Okimat, powered, fully-adjustable, 
3ft bed with mattress (cream). 
Beautiful condition. Hardly used. 
£800. Tel: 01705-253423 (Ports­ 
mouth).

Sheltered accommodation in self- 
contained flats for single people 
with physical disabilities. If inter­ 
ested, contact: Miss Linda Patton, 
Head of Home, Cheshire House, 
Kinsale Park, Waterside, Co Derry, 
N Ireland. Tel: 01504-341861.

Dave's 
diary

pensation even longer than I've 
been living, had their recent court 
case blown out on some kind of 
technicality. They claim they and 
their children contracted illnesses 
after exposure to radiation from the 
tests. Some of the grandchildren 
had abnormal levels of SB. If they 
had got compensation, maybe one 
day I could have found some cause 
for SB and claimed compensation 
too. I could do with the money!

What's happening to our money? 
It's become unrecognisable since I 
was born and especially recently. 
Have you seen the two pound coin 
yet? It looks foreign and almost like 
a Euro. I hope (but doubt) the des­ 
igners checked old or visually 
impaired people could spot what 
it's worth. I couldn't, at first. I con­ 
fess I was afraid to hold it too long 
in my warm hands for fear the 
chocolate inside might melt!

Enough grumpiness. It gives me a 
warm melty feeling in my heart to 
hear from Diary readers. It 
reassures me I'm not alone in my 
frustrations with hammer-headed 
red tape merchants. Thanks Mr 
White for writing in recently with 
his experience of filling in forms.

  You can write to David do 
ASBAH, or email: 
david.fulford-brown@virgin.net
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Letters

MRSA: cause for concern

We invite letters for 
publication. Send them 

please to: Editor, ASBAH, 42 
Park Road, Peterborough PE1 
2UQ. The Editor reserves the 
right to edit letters for publi­ 
cation, so keep them as short 
as possible.

I feel other parents should 
be warned of the possible 

danger of excessive doses of anti­ 
biotics to clear the infections exper­ 
ienced by many of our friends with 
spina bifida and hydrocephalus.

My son Edward, aged 32, has spina 
bifida and hydrocephalus. He has 
had many sores and infections on 
his feet and legs over the last 10 or 
more years. He has no feeling 
whatsoever in the lower half of his 
body and, due to his hydrocepha­ 
lus, he has no memory retention 
and a learning age of eight.

Due to these problems, he has never 
understood the seriousness of

Good for Paul Darke!
THREE cheers for Paul 
Darke (Link, No 176). He 

is so right about the negative and 
missing portrayal of disabled 
people in the media.

The BBC does appear to be trying 
to redress the balance in widening 
its database to include a range of 
disabled people willing to con­ 
tribute to programmes. It remains 
to be seen whether this makes any 
real difference in practice. We 
shall see.

However, as Paul notes, given the 
current emphasis on termination,

infanticide and euthanasia, one 
cannot be optimistic.

Perhaps it is possible that if dis­ 
abled people living very full lives 
are to be featured on our screens, 
those who so dogmatically insist 
on our destruction may find that 
others begin to submit their 
views to closer scrutiny.

Mrs Diana Sanderson
BA (Admin), Dip App Soc Studs

Newton Hall
Durham

Fifty years of living with spina 
bifida and still not out!

HOW pleased I was to 
see the interesting media 

article, Bring me the head of Iron­ 
side, by Paul Darke in the last 
issue of Link.

In it, Mr Darke makes the seem­ 
ingly obvious, but seldom stated, 
point that it is unsurprising that 
the media has a negative or dis­ 
missive attitude towards disabled 
people, given the current enthus­ 
iasm for abortion, which ensures 
that they are never even allowed 
to be born.

So much is made these days of 
trying to provide adequate access, 
and reporting the activities of dis­ 
abled people in a non-sensational

way. It is, however, impossible to 
do this in any satisfactory way 
while pre-born babies with the 
very same disabling conditions 
are being described by doctors as 
'grossly malformed foetuses' and 
essentially regarded as 'better off 
dead.'

Congratulations to Paul Darke on 
pointing out the fact that it is act­ 
ually impossible to have a satis­ 
factorily positive attitude towards 
a group of people whose system­ 
atic destruction one is simultan­ 
eously advocating.

Alison Davis
Milborne St Andrew

Dorset

knocking his feet or legs. The skin is 
extremely poor and will rub off 
after a bath or with pressure.

Just after Christmas, he rubbed the 
skin off his heel whilst in bed and, 
in spite of treatment, it became very 
infectious and required treatment 
by antibiotics.After three or four 
weeks, our GP decided we needed 
daily visits by district nurses.

Then, in February, a sore erupted 
on the knee and this deteriorated so 
swiftly that in no time at all we 
could see the bone.

Swabs showed that he had two 
different infections so he was treat­ 
ed with two different forms of 
medication.

Further swabs in March showed 
one of the infections was MRSA - 
Methicillin Resistant Staphylococc- 
us aureus. This is the 'superbug' 
bacterial infection we have heard so 
much about through the media. It 
usually strikes in intensive care 
units where patients have had large 
doses of medication over long 
periods.

It can be carried by dry skin flakes, 
is transmitted easily and is resistant 
to all antibiotics except two, which 
have to be administered three hour­ 
ly by drip and are usually only 
given to hospital patients because 
the condition can be life-threaten- ( 
ing.

The bacterial infection colonised in ( 
Edward's knee bones, causing them 
to dislocate from one another, and 
there was large amounts of seepage 
every day.

There was great concern that the 
infection would spread, especially 
to his shunts, in which case this 
condition would be life-threatening 
to Edward. As a result, he has had 
to have his leg amputated, which he 
is finding very difficult to come to 
terms with.

Mrs June Davies 
Secretary, Staffordshire ASBAH

• Turn to page 6 an article on 
MRSA by Dr Bayston, 
ASBAH's Honorary Consult­ 
ant on Hydrocephalus.
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HOLIDAY ACCOMMODATION

ISLE OF WIGHT ASBAH -
Fully-equipped, wheelchair access­ 
ible, two-bedroom bungalow. 
Sleeps six. Clubhouse, indoor heat­ 
ed pool, shop etc. Lovely views, 
many interesting places to visit. 
Own transport advisable. Details: 
Mrs S Griffiths, 3 Western Road, 
Shanklin, Isle of Wight PO37 7NF, 
tel: 01983-863658.

WEYMOUTH BAY- Fully equip­ 
ped, wheelchair-accessible caravan 
- sleeps five; on Haven Holiday 
Park, full use of all facilities - heat­ 
ed indoor & outdoor pools, bars, 
children's club & full entertain­ 
ment programme. Three miles from 

IWeymouth. Details from: Margaret 
Humphreys, tel: 01494-714270 

k (Bucks & E Berks ASBAH).

FRANCE - lie d'Oleron, near 
La Rochelle - Mobile home for 
wheelchair users. Fully adapted 
(shower etc), sleeps six, near beach, 
disabled owner. Brochure from 
M Mardle, Fricourt, Filey Road, Old 
Heath Road, Southminster, Essex 
CMO 7BS. Tel. 01621-772447.

SELSEY, WEST SUSSEX 
(SASBAH) - Fully equipped, pur­ 
pose-designed for wheelchair 
access, mobile home. Sleeps six, 
ramp and large veranda, payphone, 
colour TV, midi stereo etc. Club­ 
house entertainment, heated swim- 

Iming pool, free site bus service. 
Nature reserves and places of 
interest nearby. Details from Mrs 
B Nunn, tel: 01903-763473.

NAISH HOLIDAY VILLAGE, 
NEW MILTON - Clifftop park 
with "excellent" status at New 
Milton, Hampshire. Excellent site 
facilities within 100 yards, with 
indoor/outdoor pools, restaur­ 
ant, bar, take-away. Fully-equip­ 
ped, two-bedroom, fully wheel- 
chair accessible log cabin accom­ 
modation, Sleeps six, well-furn­ 
ished. Free club membership.

GRANGE COURT 
HOLIDAY VILLAGE - Park 
with "good" status at Goodring- 
ton Sands, Devon. Excellent site 
facilities within short walk, with 
indoor/outdoor pools, restaur­ 
ant, bar, take-away. Fully equip­ 
ped, two-bedroom, fully wheel- 
chair accessible, mobile home. 
Sleeps 4-6, well appointed. Free 
club membership. (Purchased 
with funds from the National 
Lottery).     . ~, :lli

MILLENDREATH HOLIDAY 
VILLAGE - Excellent seaside 
site with good facilities, just out­ 
side Looe in Cornwall. Restaur­ 
ant, club-house, indoor pool. 
Fully-equipped, and fully wheel- 
chair accessible, two-bedroom 
chalet accommodation. Sleeps six 
- well-furnished and comfort­ 
able. Free club membership.

Details: Mr P Cash, tel: 01425- 
672055 - Bournemouth Spina 
Bifida Association, registered ::ga 
chanty number 261914. ill

LINK Rates

MAR Y SOL - TENERIFE-
Wheelchair accessible apartments. 
Heated pool with hoist. Restaurant, 
pool-side bar, equipment hire. Sun­ 
shine guaranteed all year round. 
Ring today for cheapest prices. 
Sue Abbott, 123 Coppermill Road, 
Wraysbury, Staines, Middx TW19 
5NX, tel: 01753-685718.

ALGARVE - PORTUGAL -
Wheelchair friendly luxury villas 
with swimming pools, or small 
friendly hotels with adapted rooms. 
Sue Abbott, 123 Coppermill Road, 
Wraysbury, Staines, Middx TW19 
5NX, tel: 01753-685718.

ORLANDO, FLORIDA-House
with a heart for disabled travellers! 
Spacious, luxury, adapted bunga­ 
low situated on golf course. Three 
double bedrooms, two bathrooms 
(Mangar bathlift installed), Cable 
TV, free local telephone calls, free 
Country Club membership. 24-hour 
'on-call' management company. 15 
mins Orlando Airport. 20 mins Dis­ 
ney. Paraplegic owner. Sue Fisher, 
5 Park Lane, Broughton Park, 
Salford M7 4HT, tell fax: 0161-792 
3029.

FRANCE - WESTERN 
DORDOGNE - Picturesque barn 
conversion in idyllic rural location. 
Ground floor fully wheelchair 
accessible, comprising living areas, 
large double bedroom and spacious 
bathroom. Level access to sun terr­ 
aces, garden and pool. Two further 
bedrooms and bathroom on first 
floor. English owners live locally. 
Phone for more information from 
Duncan Clifford on 00335 53 90 99 40.

Link ISSN 1360-323X
Editor: Liz Cawthorne

Published by ASBAH, 
ASBAH House, 
42 Park Road, 
Peterborough PE1 2UQ 
Telephone: 01733 555988. 
E-mail: lizc@asbah.demon.co.uk

LINK SUBSCRIPTION 
6 EDITIONS -12 MONTHS

UK............................................................. £4.80
Europe and Overseas Surface Mail...... £7.50
Air Mail.................................................. £15.00

All payments should be made in Sterling.

Classified Rates: £3.75 for 30 words max; 
£5.25 for 30-45 words; 
^.25 for 45-60 words. 

hgrues and postal orders should be 
"Se payable to 'ASBAH'.

Snail adverts for the next issue of LINK 
(October) should be submitted by 
Friday, 4 September. Please send them to 
the

Display Rates on application, from the 
Publicity Manager.
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AFFILIATED
ASSOCIATIONS

BARNSLEY
Mr Geof f Jenkinson
12 St Leonard's Way
Ardsley, Barnsley
S Yorks S71 5BS
Tel: 01226 292546 

BEDFORD
Mrs M Simmonds
16 Parkstone Close
Bedford MK41 8BD
Tel: 01234 400068

BOURNEMOUTH, 
CHRISTCHURCH &
DISTRICT
Mrs G Lanning 
23 Seaway Avenue 
Christchurch, Dorset 
Tel: 01425 273 255

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

BUCKS & EAST BERKS
Mrs Margaret Humphreys 
15 Brackley Road
Hazlemere, High Wycombe
Bucks HP15 TEW 
Tel: 01494 714270

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

CAMBRIDGE & DISTRICT
Mrs P Woodhead
111 Wingfield, Orton Goldhay 
Peterborough PE2 5TJ 
Tel: 01733-234304

CHESTER & DISTRICT
Mrs P Ithell 
34 King Edward Street 
Shotton, Deeside 
Clwyd CHS 1DW
Tel: 01244 811074

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

DERBYSHIRE
Mrs A Hewitt
St Merryn, 20 Burley Hill
Allestree, Derby DE3 2ET
Tel: 01332 841893

DUDLEY &
WOLVERHAMPTON
Mrs Lorna J Wootton
14 Leveson Road 
Wednesfield, Wolverhampton 
West Midlands WV11 2HF 
Tel: 01902 738724

GRANTHAM
Mrs J Asken
88 Goodliffe Road 
Grantham, Lines NG31 7QB
Tel: 01476 401643

GREENWICH & DISTRICT
Mrs M Mears
29 Wellmeadow Road
London SE1365Y
Tel: 0181 244 3526

HAMPSHIRE NORTH,
W SURREY & S BERKS
Miss Vicky Beken 
41 Lynchford Road 
Farnborough
Hants GU14 6AN
Tel: 01276 609135

HERTS AND SOUTH BEDS
Mrs Jennifer Hammond
28 Gladeside
St Albans
Herts
AL4 9JA

HUDDERSFIELD
Mr Stephen Bolton 
361 Bradley Road 
Huddersfield HD2 1PR
Tel: 01484-424479

KENT
Mrs S Stevens
6 Croftside 
Vigo Village 
Meopham
Kent DA13 OSH
Tel: 01732 822985

LEEDS & BRADFORD
Anna Waddington
Mullion Cottage
Main Street
Hawksworth
Guiseley
West Yorks LF20 8NX

LEICESTERSHIRE
Mrs A Twomlow 
29 The Crescent
Market Harborough
Leicestershire LE16 7JJ 
Tel: 01858 432967

LINCOLN & MID LINCS
Mrs P Malson
"Pinfold"
Chapel Lane 
North Scarle
Lincoln LN6 9EX
Tel: 01522 778781

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

LONDON N WEST
Mrs H Prentice
37 Milton Road
Hanwell
London W7 1LQ 
Tel: 0181 579 4685

LONDON SOUTH
Mrs S Cudd
15 Woodvale Walk
Elder Road
W Norwood
London SE27
Tel: 0181 761 2400

NORTHAMPTONSHIRE
Mrs Alison Walter 
12 Adam Avenue 
Northampton
NN1 4LQ
Tel: 01604 34419

OXFORDSHIRE
Mrs Shirley Dale
14 South Row 
Chilton
Didcot
Oxon OX11 ORT
Tel: 01235 834785

PRESTON
Mrs S Thompson
34 Beatty Road
Southport 
Merseyside 
PR8 6LB
Td:027045425S9

St HELENS & DISTRICT
Joanne Barrett
10 Halefield Street
St Helen's
WA10 2DE
Tel: 01744-612860

SHEFFIELD
Mrs Celia Nicholson 
36 Church Street 
Oughtibridge
Sheffield S35 OFW
Tel: 0114 286 2993

SOMERSET
Mrs J Eastley
46 Hamilton Road 
Taunton 
Somerset TA1 2ER

SOUTH THAMES
Mrs Margaret Holmes 
24 Hawthorn Road 
Dartford
Kent DA1 2SB
Tel: 01322 408876

SOUTHAMPTON &
DISTRICT
Mr S J Fitzgerald
32 Ellis Road
Thornhill 
Southampton SO2 6ER
Tel: 01703 402644

STAFFORDSHIRE
Mrs J Davies
8 Oakhill Avenue
Oakhill 
Stoke on Trent ST4 5NJ
Tel: 01782 845365

STAINES, HOUNSLOW &
DISTRICT
Mrs Pamela Page
237 Upper Halliford Road 
Shepperton 
Middx TW17 8SP 
Tel: 01932 783991

SUNDERLAND
Mr J Pounder 
42 Gowanburn 
Fatfield
Washington
Tyne & Wear NE38 8SG
Tel: 0191 415 1725

SURREY
Alan Twyford 
86 Tolworth Park Road
Tolworth
Surbiton
Surrey KT6 7RH

SUSSEX
Mrs M White
Averys, Rusper
Horsham
W Sussex RH12 4PR
Tel: 01293 871217

TRAFFORD & SALFORD
Mrs T Gaynor
Davis Court, Cyprus Street, 
Stretford
Manchester M32 SAX
Tel: 0161 865 0222 (am only) '

WARRINGTON & DISTRICT
Miss Nancy Gleave 
16 Hilltop Road
Woolston
Warrington
Cheshire WA1 4PD
Tel: 01925 819329

WESSEX
Mr T Poole
123 Gerrards Green 
Beaminster 
Dorset DT8 SEA
Tel: 01308 862614

WIGAN, LEIGH & DISTRICT Chesterfield
Mrs Pat Stridgeon Mrs K Tomlinson
24 Greendale Crescent 23 Hathern Close,
^eigh WN7 2LQ Brimington Common 
Tel: 01942 676091 Chesterfield, Derbys 

Tel: 01246 272724
WIRRAL
Vlrs M Appleyard Cornwall
28 Stavordale Road Helen Youngman
vloreton 13 St Perry, Gears Lane 
Wirral, Cheshire L46 9PR Goldsithney, Penzance
Tel: 01516 784409 Cornwall TR20 9LA 

Tel: 01736 710261
WORCESTERSHIRE
Mrs G Doleman East Anglia
9 Pelham Road Mrs L Turner 
Droitwich 7 Stow Gardens, Wisbech
WorcsWR98NT CambsPE132HS
Tel: 01905 775 862 Tel: 01945 466205

YORKSHIRE NORTH Essex
Miss Faith Seward MBE BA Mls R McCarthy
45 The Paddock 26 Brixham Gardens 
YorkY026AW Ilford, Essex IG3 9AX 
Tel: 01904 798653 Tel: 0181 594 1852

WALES Isle of Wight
Mr D J S Sprake

Llanelli Springfield, Town Lane 
Mrs Anthea James Chale Green, Ventnor 

eiWestlandClos* IWPO382JS
Loughor, Swansea SA4 2JT T<* °««3 551234

rrf:02792»95020
Lancaster, Morecambe 

Mid Wales & District
Mrs J Carter Mrs Dyson 
12 Lambeth Close, Craven Arms ^ Royds Avenue 
Shropshire SY7 9QY Heysham, Morecambe LAS 1PA

North Wales Nottinghamshire

Mrs V Conway ^ AUan Barratt J 
4EwloeDrive 127 Umetree Road

BodnanyRoad Notts NG156AW

TeToi4^°878225 Tel: 0115-953 7291

South Wales 
»* T> j c-\. Rochdale Vlrs Brenda Sharp , , , T 
. T , . , r, Mrs Anne Lawton 
4 Lakeside, Barry ^ ^ chadderton
S Glamorgan CF62 8SS _. J .   . -,.. ,-° __.,. Oldham, LanesTel: 01446 735714   fr-,,*o-,

Tel: 0161 6524487

NORTHERN IRELAND wfcudmrf, (Mop)

MrJR,ppey MrsECalder 
8 n aVeS   ., Southfork

24Tulleyw,gganRoad Sedgeford, Whitchurch 

C^ ro BT80 8SD &U°P SYB 1EX

OTHER ASSOCIATIONS NON AFFILIATED                 

ASSOCIATIONS SCOTTISH SBA
Executive Officer:

Blackpool &FyIde Mr Andrew Wynd 
MrsDianeOHagan 190 Queensferry Road 
83 Boothley Road Edinburgh EH4 2BW
BlackP°°' Tel: 0131 332 0743 
Lanes FY1 3RR

IRISH ASBAH 
Calderdale Ms Claire GUI
MrALCrowther Hon Secretary, Irish ASBAH 
12 Elm View Old Nangor Road 
Huddersfield Road Clondalkin, Dublin 22
Halifax HX3 OAE jei: 003531 4572326
Tel: 01422 341497

JERSEY, Channel Islands
Cannock & Walsall Mrs Mollie Buesnel
Mr Ken Hall VUla Acacia
17 Wallhouse Street Sunshine Avenue
Cannock, Staffs Five Oaks, St Saviours 
Tel: 01543 504847 Jersey JE2 7TS

Association secretaries requiring changes to this
list should contact: LINK EDITOR, ASBAH,
42 PARK ROAD, PETERBOROUGH
PE1 2UQ Tel: 01733 555988 Fax: 01733 555985.
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Copyright 1998. Reproduction of any material, in part or in whole, contained in LINK is strictly forbidden, either at home or abroad, without the prior 
consent of the publishers. Opinions and views expressed in this magazine are not necessarily those of The Association for Spina Bifida and 
Hydrocephalus. While every care is taken to ensure accuracy of information published in Link, the publisher can accept no liability.


