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To the handicapped 
it s a world of difference.

Simple-to-use electric appliances and controls 
can help disabled people enjoy easier, more 
independent lives.

The plug adaptor shown above, for example, 
enables arthritic hands to secure a grip more readily.

We can advise you on this and other aids for the 
disabled and the elderly, such as modified cooker 
controls, time switches for electric blankets and 
lights, and switches that can be operated by a walking 
stick or an elbow.

For the severely handicapped, electricity also 
contributes to a range of equipment

Address.

controlled by minimal movement, including air 
switches, operated by a light touch of finger or toe.

There are fuller details in our free "Making 
Life Easier for the Disabled" booklet.

Just send the coupon to Pat McNally and she'll 
be pleased to send you a copy.

| To: Pat McNally. Electricity Publications. PO Box 2. Fcltham. I 
Middlesex TWBOTG.

I Please send me your "Making Life Easier for the Disabled" booklet I 

Name____________________________________  

______________ Post Code_____________ I
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New President for ASBAH

Jeffrey Tate
Principal Conductor of The Royal 

Opera House

The Association for Spina 
Bifida and Hydrocephalus is 

proud to announce that Jeffrey 
Tate, Principal Conductor of the 
Royal Opera House has accepted 
an invitation to become their 
President. This appointment was 
announced at the Annual 
General Meeting of ASBAH on 
7th October.

"This post means a lot to me 
personally as I have spina bifida" 
explains Jeffrey Tate. His 
successful career takes him 
around the world having become 
the first ever Resident Conductor 
of the English Chamber Orchestra 
and the first ever Principal 
Conductor of the Royal Opera 
House. "This does not leave much 
time to get involved with an 
organisation like ASBAH. I am 
sure that I will get asked to do 
fundraising activities, like a 
Charity concert. On the other 
hand I very much look forward to 
talking and listening to young 
people who have had similar 
experiences to myself.

"I am not a formal person. My 
authority begins and ends on the 
podium. As President of ASBAH 
I hope that I can give something 
back to people who supported me 
in my youth. The Association for 
Spina Bifida and Hydrocephalus 
fulfils a remarkable role and I am 
proud to be associated with them" 
Jeffrey Tate said.

He was a doctor first and then 
came later to music, virtually as 
an amateur. "My parents were 
terribly worried that I might not 
become a self-sufficient human- 
being and therefore pushed me 
into the medical profession. You 
have to come to terms with your 
problems in life, weigh up your 
strengths and persevere to 
succeed. I would hate to be 
viewed as a hero. I have had my 
own doubts and problems but I 
believe that I have come to terms 
with my disability and therefore 
look forward to the opportunity of 
sharing with others."

Jeffrey Tale's appointment as 
President comes at a time when 
Sir Hugh Rossi MP has finished 
his term of office. Sir Hugh Rossi 
has always been interested in the 
work of ASBAH. He was 
Minister for the Disabled during 
the International Year of the 
Disabled People when ASBAH 
won first place and an award for 
their Independence Training for 
young people.

New Image for ASBAH
A great deal of thought, time 

xVand effort has been spent 
over the last few months in raising 
the profile of the Association for 
Spina Bifida and Hydrocephalus. 
This work culminated in the 
launch of a new corporate logo at 
the Annual General Meeting of 
ASBAH On 7th October.

The change of colour was chosen 
to heighten awareness. It is hoped 
that the new logo will symbolize 
the two disabilities that ASBAH 
represents. The double band around 
the circle illustrates hydrocephalus

and the column represents spina
bifida. The hands appeal out-
stretched. In its entirety the
logo should be seen as
a winning post, with
an ultimate goal for
people with spina
bifida and
hydrocephalus
to lead a
fulfilled
life.

HYDROCEPHALUS



Finding strength in adversity 
on a trip out of the spiral cage

When AlDavison was born with spina bifida, the doctor noted that he was a "hopeless case". The 
doctor's report continued: "His parents are adamant, however, to proceed, no matter what, against

my advice. So we must do what we can..."

Now, 29 years and 21 operations 
later, Davison is a martial arts 

expert, a practising Buddhist and 
may be on the verge of a successful 
writing and drawing career, with a 
remarkable semi-autobiographical 
comic book, The Spiral Cage, due 
to be published next spring.

Born on Tyneside, he spent the first 
two years of his life in almost total 
isolation. His only experience of his 
mother was a rubber-gloved hand 
touching him through the bars of his 
cot, her strained, masked face 
hovering overhead.

The doctors said that even if he 
survived, he would never walk, but 
his mother was determined. During 
those early years she carried him 
everywhere. She lost more than 
three stone, and still her efforts 
seemed as hopeless as the doctors 
had warned.

| The first breakthrough came after 
about four years. Al was playing with 
the other children while his mother 
talked, yet again, to the doctor. He 
pushed himself up to a standing 
position, using the wall as a support. 
"Mam, Mam!" he called. "In a 
minute pet", she said. "Won't be 
long". "But, look Mam". He took his 
first few faltering steps towards her. 
"Look, Mam! I can walk".

"I was so pleased with myself," he 
recalled last week. "But I couldn't 
understand why everyone was 
crying."

Davison lives in a small, two- 
roomed flat in one of the rougher 
parts of Newcastle. His flat is on the 
first floor, and he has to climb up and 
down the steep, winding stairs,

painfully swinging one leg after the 
other. He is determined not to use 
crutches.

"I was so pleased with
myself... but I couldn't

understand why everyone
was crying"

To start with, he went to a special 
school for disabled children. "That 
gave me a strange perspective on 
life", he says. "I thought that 
everyone was born disabled. All the 
children I knew had something 
wrong with them, so I thought that 
only adults could walk normally, and 
that that was something you learnt to 
do as you got older."

Although his book graphically 
portrays the grimness of his life,

there is an underlying sense of joy 
and self-discovery running through 
it, with dry, northern humour. He was 
a happy child, with a habit of going 
into phone boxes to change into his 
Superman costume. The local police 
got used to being called to help when 
his wheelchair became stuck.

It was when he went to the local 
comprehensive school that he had his 
first brushes with cruelty and 
victimisation. "I suppose it was 
because I was different and they felt 
I was a threat", he says.

Since he was 18, apart from a not 
very successful term at art school, he 
has mainly lived on his own, 
supported by various disablement 
and training grants, as well as one 
from ASBAH, and gradually 
teaching himself to express his ideas 
in words and pictures. Through 
Buddhism, he says, he has cured the 
curvature of his spine, grown by 
more than two inches, and succeeded 
in dispensing with the wheelchair 
and other mobility aids.

All this he describes matter- 
of-factly. But what excites him is his 
belief that his attitude to life has 
undergone a slow transformation.

He now sees it as a journey, and any 
adversity as an obstacle to be 
overcome. He believes our lives are 
already mapped out for us before 
birth, and has used his book as a 
cathartic exercise, hoping that by 
reliving his life in graphic form, it 
will help him to find the key to the 
spiral cage of his own destiny.

By Gill Hurley of 
The Sunday Times



ASBAH's new Headquarters 
in Peterborough

The Lord Lieutenant of Cambridge (Mr Bevan) centre accompanied by the Chairman of ASBAII, (Mr R R Mackenzie)
and the Executive Director of ASBAH (Miss Moyna P Gilbertson)

r I 'he Foundation stone of the new headquarters of 
J_ ASBAH was officially unveiled by The Lord 

Lieutenant of Cambridgeshire, Mr M G M Bevan on 30th 
August. The plaque had been generously donated by the 
builders Messrs F E Peacock and Son. The event was 
hosted by the Chairman of ASBAH, Mr Robin Mackenzie 
accompanied by Lady Jean Mackenzie. The stone was 
officially blessed by The Bishop of Peterborough, The 
Right Reverend William Westwood in the presence of 
Their Worships the Mayor and Mayoress of Peterborough, 
Councillor and Mrs Hedges. Also present was The High 
Sheriff of Cambridgeshire, Mr Odam and Mrs Odam, 
The Dean of Peterborough, The Very Reverend Randolph 
Wise and Dr Brian Mawhinney, MP.

Right: Mrs Bevan, wife of the Lord Lieutenant of 
Cambridge, receiving a bouquet from John Naude, 
Disabled Living Advisor, ASBAII



Mrs Hedges, the Worshipful Mayoress of Peterborough,
receiving a bouquet from Philip Watson, Disabled Living

Advisor Manager, ASBAH

Mrs Odam, wife of the High Sheriff of Peterborough,
receiving a bouquet from Mary Gilbert and her son,

Ben, aged 4

Lady Jean Mackenzie, the Chairman's wife, receiving a
bouquet from 5 year old GuLseppe Merola with the help

of his mother

Following the ceremony ASBAH was officially 
welcomed to Peterborough at a Civic Reception given by 
The Lord Mayor. Peterborough, as the Lord Mayor stated 
in his speech, has become a national centre for charitable 
organisations. This sentiment was very much echoed by 
the warmth of the local community.

ASBAH hopes to move its headquarters to 
Peterborough early in 1990. The relocation is part of an 
overall commitment to providing better services to people 
with spina bifida and/or hydrocephalus. The brand new 
building which is being leased by ASBAH, is adapted to 
make it fully accessible to people with disabilities. 
Peterborough was chosen as a mid point in order to 
maintain good communication with Parliament and the 
media in London, whilst also being within easy reach of 
Five Oaks in West Yorkshire.

Photographs by Chris Morton.

Local Association
News

London

The Lewisham Shopping Centre Public 
Awareness and Fundraising event in July 

organised by the Greenwich and District 
Branch was a great success and raised 
£2,766.26. Displays, song and dance with the 
involvement of children's bands and youth 
groups added to the spectacle along with 
balloons courtesy BOC.

Midland

Christopher Xifaroe, 15 years of age, and 
Richard Kilburn, 13 years of age, 

represented Great Britain in the World 
Wheelchair Games at Stoke Mandeville in 
July. Richard was the youngest member in 
the table-tennis team. Christopher won two 
gold medals in the swimming team. They 
both hope to be selected for future 
international events.



Life as a single father is not
easy...

.. Jieither is life after losing a child. Coping with both situations at once is very difficult, but possible.

In October 1985, my five-year-old 
son, Tristan, was admitted to 

hospital with hydrocephalus. At 
first, the diagnosis was vague. A 
form of brain tumour was 
suspected. However, all the CT 
scan showed was a lesion causing a 
narrowing at the end of the 
ventricles.

The death of a child is a very 
painful and totally bewildering 
experience for any parents, but I 
was alone. While Tristan was 
undergoing radiotherapy, I spent 
each day at the hospital with him. The 
other children in the ward had their 
mothers with them and for quite 
some time I felt the odd one out. 
Society is used to single mothers, not 
single fathers. I fell under scrutiny all 
the time. I worried constantly in case 
someone came to take the children 
from me.

During Tristan's treatment I 
travelled daily to the hospital (a 
70-mile round trip) as I had two other 
sons of nine and seven at home. My 
loyalties were very much divided. 
Both boys knew their younger 
brother was unwell, but they were not 
aware he was going to die. The task 
of telling them had yet to come.

While Tristan was ill, working was 
very difficult. Fortunately, my 
employers were extremely 
supportive and understanding and I 
used to work at the weekends when 
Tristan was home. My social life, 
however, was non-existent, and my 
mind was constantly in a fog. Yet I 
felt as if the whole situation was 
somehow my fault, but I couldn't 
explain why I felt responsible.

When Tristan was first admitted 
to hospital with hydrocephalus, 
seven-year-old Vernon asked if

Tristan could die, I answered yes. In 
fact, he was very concerned, and I 
found myself explaining what 
hydrocephalus was in terms that he 
could understand, and just what it 
was hoped a peritoneal shunt would 
achieve. As I recall, neither Gavin, 
my other son, nor Vernon asked any 
more questions after that initial 
explanation. Both visited Tristan in 
the Royal Preston Hospital and 
Christie's Hospital.

After the completion of 
radiotherapy, I felt that Tristan would 
not live until Easter. Call it a sixth 
sense, but I knew there was little 
hope.

"The other children in the
ward had their mothers with
them and for quite some time

I felt the odd one out"

After a heart-searching Christmas, 
I decided to open 1986 in complete 
honesty. Gavin was nine years old 
and quite sensible for his age. I 
remember putting Tristan and 
Vernon to bed, as they shared a room, 
and allowed Gavin to stay up. Once 
I knew the others were asleep, I sat 
Gavin on my knee and began to talk 
about Tristan and his illness. Words 
just flowed out of my mouth, then the 
tears began to run down my cheeks, 
as I told Gavin that very soon Tristan 
would be going to stay with Jesus. I 
didn't need to say any more, we 
shared our tears together.

I remember asking Gavin not to say 
anything to Vernon and he didn't. I 
delayed telling Vernon until four 
days before Tristan died, by which 
time it was obvious that his death was

imminent. I used a similar approach 
with Vernon as I had with Gavin. The 
language I used was more child-like, 
as Vernon was only seven years old, 
but again I told him that Tristan 
would soon be going to see Jesus. 
Vernon, like Gavin, responded with 
floods of tears. So did I. After a few 
minutes he wanted to go into the 
living room to see Tristan.

During Tristan's last three weeks 
of life, Gavin and Vernon went to 
stay with a friend of mine, and came 
to see Tristan every other day. Their 
last visit was on a Saturday evening. 
Tristan died the next morning.

I knew that during that day I would 
have to tell the children that Tristan 
had died. When I went to see them 
they asked, "Who is looking after 
Tristan, Dad," I replied simply, 
"Jesus". Silence was immediately 
followed by tears from all three of us. 
Our lives had finally been shattered.

I don't remember consciously^ 
deciding not to tell Tristan that he  
was dying. I did promise myself that 
I would not lie to him, but would 
answer questions as honestly as 
possible, in words that he could 
understand.

During a spell in Christie's 
Hospital, things Tristan said 
indicated he knew his fate. My father 
had died in 1968, and as a family we 
would visit his grave to place flowers 
on it. Tristan, like his brothers, 
referred to it as 'Grandad's grave', 
and he frequently asked if I would 
bury him near Grandad's grave when 
he died.

The help I received from medical 
and nursing staff during Tristan's 
illness was help that I requested. 
Perhaps because I am a nurse, I
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wanted to be the only one to look 
after him.

The day following Tristan's last 
CT scan, Bill (our GP and Tristan's 
godfather) and I realised that 
Tristan's life was nearing its end, and 
we decided that it was up to us to 
allow him to die with dignity. I 
decided that he would not develop 
pressure sores, conjunctivitis, thrush 
or any other problems associated 
with a terminally ill person. With the 
help of Bill, I succeeded.

I received visits from the nursing 
sister from the children's ward at 
Christie's Hospital, also their social 
worker. My own hospital kept me 
supplied with the necessary equip­ 
ment to carry out my nursing of 
Tristan.

"I became very rational and 
non-emotional, but perhaps if 
I hadn't been a nurse I might 
not have survived this period"

After almost three weeks of 
sleeping on the floor by the side of 
Tristan's bed, I reluctantly accepted 
help from a Macmillan nurse, who 
sat with him on alternate nights. 
The district nurses visited a few 
times but did not interfere with my 
routine. I also had two visits from 
the consultant paediatrician from 
the Royal Preston Hospital, who

( provided practical and, what 
appeared to be, unemotional advice.

My own parish vicar visited every 
day of the week. The hospital 
chaplains from my own hospital 
visited frequently. But what touched 
me most of all were the visits from 
the Roman Catholic priest whose 
church was next door to my house. 
Although I am not a Roman Catholic, 
the Father, who knew Tristan from 
when he played in the street, made 
frequent visits.

Being a nurse helped and still helps 
me. I found myself regarding Tristan 
as a patient when the situation began 
to hurt me. I discussed the progress 
of the tumour's growth with Bill, and 
pre-empted signs that would indicate 
the path of metastasis. But being a

nurse deprived me of the feelings a 
parent should have for his dying son. 
I became very rational and non- 
emotional, but perhaps if I hadn't 
been a nurse I might not have 
survived this period.

During the last few days of 
Tristan's life, when only a miracle 
could have saved him, I began to 
become obsessed with his funeral 
arrangements. The poor child was 
barely alive, yet I had to make sure 
everything was just right for his 
funeral. I knew that I would not be 
able to encourage him through 
school or university, all I had left was 
his funeral. After his death I felt very 
guilty about these thoughts and 
plans.

So, Tristan's funeral was my final 
act for him. I am a piper in a local pipe 
band and, as Tristan loved the sound 
of the pipes, I asked one of my friends 
to pipe Tristan's coffin into church. 
The stirring sound brought tears to 
the eyes of the congregation.

The one aspect of his funeral which 
I was pleased to arrange was his final 
resting place, a plot adjacent to his 
grandad's grave.

In those months after Tristan's 
death I relived the previous five 
months both when awake and asleep. 
I couldn't bear to be at home. I would 
wander the streets alone aimlessly, 
just to get out of the house. I threw 
myself into any activity that would 
keep me out of the house where he 
died. I took a second job, joined a 
local drama group and began to study 
at night school. I felt alone. People 
sympathised with me, but I had no 
one to share my grief with, no one to 
help comfort the children at night.

Finally I moved house, only a few 
miles away, but I think that helped 
more than anything else. The 
children and I had a new beginning.

We have now experienced two 
anniversaries, two birthdays and two 
Christmases without Tristan. I have 
disposed of all Tristan's belongings, 
but in the bathroom his toothbrush 
remains. It is my last link with him. 
I'll probably never discard it. I was 
told that as the years passed I would 
forget the pain I experienced, but I'm 
still waiting.

Reproduced by kind permission
of Nursing Times where

this article first appeared

Bereavement Support Groups
CRUSE - Bereavement Care, Cruse House, 126 Sheen Road, 
Richmond, Surrey TW9 1UR 01 940 4818. CRUSE helps in three 
ways: counselling, advice on practical issues and providing an 
opportunity for social contact. It also runs training courses for 
bereavement counsellors.

Still Birth and Neonatal Death Society, 28 Portland Place, 
London Wl 01436 5881. SANDS offers friendship and support to 
parents who have experienced a still birth or neonatal death.

The Foundation for the Study of Infant Deaths (Cot Death 
Research and Support), 15 Belgrave Square, London SW1X 9PS 01 
235 1721. The Foundation gives support and information to parents 
bereaved by a sudden infant death.

Compassionate Friends, 6 Denmark Street, Bristol, Avon BS1 
5DQ 0272 2927798. An international organisation of bereaved 
parents, offering friendship and understanding to other bereaved 
parents.

Support after Termination for Abnormality, 22-30 Soho 
Square, London W1V 6JB 01 439 6124.



Epilepsies: Spina Bifida and 
Hydrocephalus

by lan McKinlay, Paediatric Neurologist and Senior Lecturer in Community Child Health
Manchester University

The brain is made up of about 4 
million cylinders or brain cells 

known as modules. Each module 
contains 1000 to 3000 nerve cells, 
connected to about 500 modules on 
the same side and about 50 on the 
opposite side of the brain. Each 
nerve cell receives information 
from at least hundreds and often 
thousands of other nerve cells. It is 
the pattern and intensity of this 
information, carried as small 
electrical impulses along nerve 
fibres to the surface of the nerve 
cell, where the active fibre releases 
minute quantities of stimulating or 
inhibiting chemicals, which decide 
whether the cell should discharge or 
remain inactive. Such discharges 
can occur every thousandth of a 
second.

"AH children with epilepsy
should ensure that they
avoid over-tiredness and

take a good diet..."

Once a nerve cell has discharged 
(or depolarised) there is normally a 
recovery phase during which the cell 
is resting.

However in some psychiatric 
conditions and in epilepsy some 
nerve cells do not have a normal 
recovery phase. The nerve cells may 
discharge several times during what 
should be an inactive phase (known 
as paroxysmal depolarisation shift). 
When this happens within a group of 
nerve cells it interferes with the 
normal function of that part of the 
brain. If the activity spreads to other 
parts of the brain a more widespread 
disturbance of function occurs. For

example an episode may start with 
discharge leading to a twitching 
thumb followed by hand, arm, leg 
and face. If it spreads to central parts 
of the brain this leads to 
unconsciousness. Such episodes 
commonly take the form of seizures 
(fits, convulsions, attacks, 'do's', 
turns). The symptoms and signs 
depend on the part of the brain in 
which the discharges occur. If 
seizures recur over a period of 
months or years the condition is 
usually described as epilepsy but if 
they occur within a few minutes, 
hours or days in the course of an 
acute illness this is not counted as 
epilepsy.

When seizures are provoked by 
high fever in infants and toddlers 
these are described as febrile 
convulsions, by convention, on the 
grounds that only 1:40 go on to have 
epilepsy after the age of 5.

Anybody could have a seizure 
under certain circumstances. For 
example a large dose of stimulant 
drug or an electric shock across the 
head (as is used in electro-convulsive 
therapy for some adults with 
depression) will produce one. In 
practice one child in 200 has one or 
other form of epilepsy. The risk of 
epilepsy is not equal for all children. 
Among the high risk groups are 
children with severe mental 
retardation or cerebral palsy where 
the risk is 1:3. Children with 
hydrocephalus have a 1:4 risk, 
increased to 1:3 if a shunt is inserted. 
Meningitis and ventriculitis increase 
the risk. About five per cent of 
children who have had serious head 
injuries go on to have epilepsy. Two 
per cent of children with Down's 
Syndrome have epilepsy. All of

lan McKinlay

these conditions involve structural 
brain abnormalities. The risk reduces 
with age after puberty so only 1:10 
adults with cerebral palsy and 1:30 
adults with hydrocephalus have 
epilepsy. Why one person with 
hydrocephalus has epilepsy and 
another doesn't is not clear.

"An episode can start with
discharge leading to a

twitching thumb followed by
hand, arm, leg and face."

Not all blackouts and 'funny turns' 
are caused by epilepsy. Other causes 
include syncope (fainting), vertigo, 
breath-holding, nightmares and night 
terrors, and psychological events, 
including overbreathing with 
anxiety. Some epilepsies are the 
result of a reflex in special 
circumstances such as flicker or 
pattern sensitivity in the 5-15 year 
age range. One of the best ways of 
helping doctors to decide if episodes 
are the result of epilepsies is to record 
an accurate description of what
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happened and the circumstances in 
which they occurred.

The main test for epilepsy is the 
electro-encephalograph (EEG). The 
brain's electrical activity can be 
recorded from silver electrodes 
placed on the scalp in pads soaked in 
a salt solution (electrodes). The 
signals are weak and have to be 
amplified using quite expensive 
equipment. This is usually available 
in special centres with EEG 
laboratories and a recording will be 
made over 20 minutes or so with the 
patient sitting in a chair. Only 80 per 
cent of children with epilepsies will 
show abnormalities during the period 
of standard recording but the yield is 
improved if the patients take deep 
breaths for two or three minutes and 
if a flickering lamp or checked screen 
is used for part of the recording.

"If seizures are brief or
infrequent and the child is

under constant supervision at
home and school it may not be

necessary to give any
treatment"

Another technique for bringing out 
abnormalities is to record during 
sleep. The child may be given a 
sedative before the recording or may 
have been deprived of sleep for part 
of the previous night. Sometimes 
several recordings are required 
before an abnormality is found.

New technology has allowed 
miniaturisation of the amplifier 
which can, like the electrodes, be 
glued to the scalp and connected to a 
battery driven tape recorder worn on 
a belt while the child moves about 
normally. This can be worn in the 
paediatric ward, at home or even at 
school (ambulatory monitoring). 
When the child has an 'attack', the 
nurse, teacher, or the parent can press 
an even marker button on the tape 
recorder. When the tape is run on a 
play-back machine it stops when 
'events' occurred, allowing the 
reporter to study the brain-wave 
pattern in detail.

If seizures are brief or infrequent 
and the child is under constant

supervision at home and school it 
may not be necessary to give any 
treatment. Also if seizures have 
ceased for a period of 2 years or more 
it may be justified to stop treatment. 
Otherwise medication is considered. 
The anticonvulsant drugs in most 
common use are carbamazepine 
(Tegretol) and sodium valproate 
(Epilim). For most children these 
cause few side effects though skin 
rashes, nightmares, changes in eating 
habits and alteration of hair texture 
can occur. Phenytoin (Epanutin) is a 
powerful anticonvulsant but can 
cause hairiness, swelling of the 
gums, coarsening of the facial 
features and, in higher doses, blur­ 
ring of vision and unsteadiness. The 
other drugs used tend to have more 
sedative side effects or can cause 
hyperactivity. These include 
nitrazepam (Mogadon) clonazepam 
(Rivotril) phenobarbitone and 
primidone (Mysoline). They are all 
effective anticonvulsants in some 
children.

All children with epilepsy should 
ensure that they avoid over-tiredness 
and take a good diet (especially the 
vitamins folic acid and vitamin D as 
anticonvulsants can reduce their 
absorption or accelerate their 
breakdown in the body). 
Occasionally a special high fat 
(ketogenic) diet is used with a low 
carbohydrate intake as this can 
reduce seizures. Another treatment is 
to use high doses of Vitamin 
B6-pyridoxine. Very occasionally 
infants with severe seizures (infantile 
spasms) are given steroids (e.g. 
ACTH). Rectal diazepam (Stesolid) 
can be given as a 'mini-enema' to 
stop a prolonged seizure.

"Explanations for epilepsies
and their treatments are

important for parents and
children if full co-operation is

to be achieved."

It is better to use a single drug to its 
fullest capacity than to use mixtures 
of drugs if side-effects and drug- 
interactions are to be avoided. Some 
anticonvulsants speed up the rate of 
breakdown of others in the body,

making them less effective. Others 
slow down the breakdown of second 
drugs increasing the risk of side 
effects. Anticonvulsants also interact 
with antibiotics, contraceptives and 
other drugs so specialist advice is 
required.

Explanations of epilepsies and 
their treatments are important for 
parents and children if full co­ 
operation is to be achieved. It is too 
easy to discuss the problem with 
parents without engaging the child's 
interest. All too many adolescents 
with epilepsies have quite 
inadequate understanding of the 
problem or purpose of their 
treatment. The British Epilepsy 
Association provide helpful 
literature (New Wokingham Road, 
Wokingham, Berkshire, RG11 3AY).

Further Reading
1, Aicardi J., Chevrie J.J. 
(1986). Children with Epilepsies. 
In Gordon N.S., McKinlay, I .A. 
(Eds). Neurologically Handi­ 
capped Children: Treatment and 
Management. Oxford, Blackwcll.

2. Bcran R.G. Learning about 
Epilepsy, Medical Education 
Services Ltd, 36/37 Pembroke 
Street, Oxford OX1 1BL.

3. Jeavans, P.M., Aspinall A. 
(1985). The Epilepsy Reference 
Book. London, Harper and Row.

4. Minns R. (1986). Children with 
Spina Bifida and Hydrocephalus. 
In Gordon N. S., McKinlay I.A. 
(Eds). Neurologically Sick 
Children: Treatment and 
Management, Oxford, Blackwcll.

5. Stcllman G.R., Bannister C.M., 
Hillier V. (1986). Incidence of 
Seizure Disorder in Children with 
Acquired and Congenital 
Hydrocephalus. Zcitschrift fur 
Kinderchirurgic 41, Supplement 
1:38-41.

6. Young H. What difference does 
it make Danny? Andre Deutsch, 
105 Great Russell Street, London 
WG1. ^^^m^^^mi
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Five Oaks opening

From right to left: Chairman of Five Oaks Management Committee (Miss Daphne Steel), Chairman of Ilkiey Parish
Council and husband (Cllr Ann Hawksworth and Mr Hawksworth), Chairman of ASBA11 and wife (Mr Robin and

Lady Jean Mackenzie), Deputy Lord Mayor of Bradford and Deputy Lady Mayoress (Cllr and Mrs Deryk Conquest)
In the foreground: The Countess of Swinton, Baroness Masham of Ikon

Stephen Cooper entertaining The Countess of Swinton, 
Baroness Marsham of Ilton and the Deputy Lord Mayor 
of Bradford and Lady Mayoress in his Wharfedale flat

The two new buildings at Five Oaks - Denton 
View and Wharfedale - were officially opened 

by The Countess of Swinton, Baroness Masham of 
Ilton on 18th September. This most exciting 
development has been achieved with the co­ 
operation of Sanctuary Housing Association.

Five Oaks is a leader in the field of independence 
training. During a course at Five Oaks students 
progress through stages of independent living. They 
start in the main house with full care, moving on to 
Denton View with its four well-appointed bed-sits. 
Here they receive support and help from staff but are 
able to experience living alone whilst being given a 
chance to assess and develop their skills.

Wharfedale offers young adults an experience of 
greater independence in one of four flats.
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The Countess of Swinton, 
Baroness Masham of Ilton 
in conversation with 
residents at Five Oaks

Below
Back row from right to left:
ASBAH's Representative
to Sanctuary Spiral
(Mr Stuart Wroe),
Regional Chairman of
Sanctuary Housing
Association
(Mr Bob Holt), Regional
Director of Sanctuary
Housing Association
(Mr Stuart Whyte),
Previous Chairman of Five
Oaks (Mr Michael Booth).
Front row:
Miss Moyna Gilbertson
and Miss Daphne Steel

The Countess of Swinton, Baroness Masham of Ilton
sharing experiences with a resident of Denton View

(Melanie Howard) in the presence of Disabled Living
Advisor (Miss Mary Barton)

The tenancies are secure and Helen Charlton has 
been appointed as a Project Worker to offer support 
and advice.

Baroness Masham was highly, complimentary of 
what she called "a half-way house scheme". "I have 
three piles of letters from disabled people who have 
difficulty purchasing property. This project shows 
what can be achieved when a voluntary body and a 
Housing Association work together. We live in a 
competitive world and if disabled people are not 
given the facilities to progress they can so easily be 
left behind."

Mr Robin Mackenzie, Chairman of ASBAH, 
acknowledged with grateful thanks all those who 
have, and continue to, support Five Oaks.

Photographs by Philip Bambridge.

From right to left: Manager of Five Oaks
(Miss Joan Pheasant), Regional Director of Sanctuary

Housing Association (Mr Stuart Whyte), Deputy
Chairman of Sanctuary Housing Association

(Mr Roy Head), Chief Executive of Sanctuary Housing
Association (Mr Michael Annan)
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The Government's commitment to 
improve psychiatric services

In September, speaking at the first annual Charter Nightingale Lecture at the headquarters of the Medical
School in London, Roger Freeman, Parliamentary Secretary for Health, restated the Government's policy

for helping those who are mentally ill or mentally handicapped - or both. This article concentrates on
provisions for those with a mental handicap.

Mr Freeman stated that, in the field of mental 
handicap, the concept of care in the community 

was now widely accepted following the general lines 
established in 1971. The Government wishes to see 
health and local authorities, who have a statutory 
responsibility, co-operating together to develop a 
comprehensive range of co-ordinated health and social 
services for mentally handicapped people and their 
families.

Within the context of this overall policy the 
Government fully accepts that specialised residential 
health provision will continue to be necessary for people 
with special medical or nursing needs. However the 
Government takes the view that this is best provided in 
small homely units rather than in large mental handicap 
hospitals. He went on to say, "this is a consequence, not 
the main purpose, of the movement to community care".

Mr Freeman pointed out that people with a mental 
handicap whose management and treatment require 
special attention because of additional mental illness, 
behaviour disturbance, or because they offend, tend to get 
left behind in the planning process. "This" he said "only 
constitutes a small proportion of mentally handicapped 
people, but the particular difficulties posed by this group 
are a major factor influencing service provision".

A study team from the Department looked at a 
cross-section of services around the country for this group 
in a report in May Needs and Response which described 
service models, and basic principles behind service 
planning and provision. The report was intended to 
stimulate thinking and discussion especially in areas 
where plans and services are lacking, and thus lead to the 
provision of better services for the group.

Mr Freeman explained that he could not conclude his 
lecture without paying tribute to the vital role played by 
informal carers. He stated that the Government has 
consistently recognised the vital role played by carers in 
the community and acknowledged the importance of 
ensuring that information and support are provided to 
meet their special needs. "This commitment" he said "is 
demonstrated in the involvement of Ministers directly in 
the interests of carers' organisations between, and also in 
close and mutual beneficial contact with, the major 
organisations and the Department of Health."

He went on to point out that a great deal has been 
achieved in raising the profile of those organisations, both 
in Government and more widely, and that no significant 
policy decisions are taken without consideration of the 
role, contributions and needs of carers.

Mr Freeman reminded his audience that the i 
Government intends to publish a White Paper in the 
autumn which will set out proposals for the future organ­ 
isation and management of community care, and invited 
comments either before or after the publication date.

Linda Avery

A change for 
the better!
Next time you're travelling across London and need 
to get from one Main Line terminal to another, try 
Carelink. It's an hourly door-to-door bus service 
between stations with cheerful little red and yellow 
buses. They're wheelchair-accessible and they've got 
friendly, patient drivers.

Carelink is especially for people who find ordinary 
buses or the Underground difficult to manage (you 
might be carrying luggage, for example). And at 
Victoria and Euston, Carelink becomes an air link, 
meeting up with the frequent Airbus services to and 
from Heathrow. These buses, too, are now 
wheelchair-accessible.

For more information about these and other special 
facilities on London's buses. Underground and 
Docklands Light Railway, call London Transport's 
Unit for Disabled Passengers on 01-222 5600 Or write 
to the Unit at 55 Broadway, London SW1H OBD.
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'Only half a cake'

(Implementation of The Disabled Persons (Services, Consultation and Representation) Act 1986
by Linda Avery

On llth July members of several voluntary 
organisations gathered in Downing Street to 

demonstrate that after three years still only half the 
Sections of the DPA 1986 have been implemented.

So far, of the eleven Sections contained in the Act, 
only Sections 4 a-c, 5, 6, 8, 9 and 10 have been imple­ 
mented. Those still awaited are Sections 1, 2, 3,7 and 11. 
As is usual in most legislative measures, it is often the case 
that the operation of one Section depends largely on the 
operation of another. Hence, whilst some Sections have 
indeed been implemented, their actual effectiveness is 
held up because other Sections have still to be 
implemented.

• Section 1 relates to the appointment of various 
representatives of disabled people.

• Section 2 covers the roles of the various repre­ 
sentatives.

• Section 3 requires local authorities to allow a disabled 
person (or their representative) to make representations 
as to his or her needs, before the local authority itself 
makes an assessment of the person's needs.

>
  Section 4 confirms the duty of the local authority to

assess a person's needs for any of the services listed in 
Section 2 of the 1970 Act (CSDPA).

• Section 5 deals with disabled people leaving special 
education.

• Section 6 requires a local education authority to keep 
under review the expected leaving dates of disabled 
children identified under Section 5, both while they are 
in school and in further education.

• Section 7 deals with the need for hospital managers to 
notify various bodies when a person who has been 
treated for a mental illness or handicap and the 
expected discharge date of that person.

• Section 8 places a duty on local authorities to take into 
account the abilities of a person's carer when assessing 
a disabled person's need for any of the social services.

• Section 9 requires social services departments to 
inform disabled people receiving any services from 
them of relevant services provided by the local 
authority or any other authority or organisation 
of which the particulars are in the authority's 
possession.

• Section 10 provides for the co-option to committees of 
persons representing the interests of disabled people.

• Section 11 requires the Secretary of State to lay an 
annual report before Parliament on: the development 
of community services for mentally ill and 
handicapped people; the number of people receiving 
in-patient treatment for mental illness or mental 
handicap analysed by age and length of stay; and any 
other information he considers appropriate.

In 1987 the Government claimed that many of the most 
important measures of the Act, i.e. those Sections so far 
not implemented could not be implemented until extra 
resources were found. However, the Act's sponsors felt 
that the Government's estimate of £100,000,000 to 
implement the Act was exaggerated.

There are two forms of cost - that of directly 
implementing the Act and the estimated increase in 
demand for services already provided under other 
related legislation. As to the first, these costs are 
primarily to set up procedures for assessments and the 
training of staff. But these are only initial as opposed to 
annual costs. The extra costs because of increased 
demand are only based on estimates. Demand will take 
a number of years to increase. Any extra demand that 
does occur for services is simply to meet needs which 
already exist and results from services that people with 
disabilities are already entitled to be provided with in a 
more effective way.

The demonstrators tried to make their point in 
July by cutting a cake in half in front of 10 Downing 
Street and handing in one half. Their attempt to gain 
attention was met merely by a liveried doorman whose 
comment was "half a cake is better than none". The 
demonstrators did not agree, and will continue to 
demand the whole cake.
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New Counsellors and Workshops

The appointment of two senior counsellors toASBAH's Fieldwork team has paved the way for a series of
workshops. Here, in the second of two articles, we explore how important it is for teenagers to have an

opportunity to look at their own personal development with respect to relationships.

Kath Pickin

relationship as far as Kath 
kin is concerned is some­ 

thing we create with everyone with 
whom we come in contact - 
parents, siblings, teachers, and 
people of the opposite sex. Kath 
Pickin, an ASBAH counsellor, is 
also a trained Marriage Guidance 
Counsellor. She takes a lot of her 
own experience from watching her 
teenage children. "They learn so 
much from their peer group." Kath 
is convinced that young people with 
spina bifida and/or hydrocephalus 
are not always aware what a 
relationship really means. "They 
may get their role models by 
watching television. In a soap 
opera, people meet a few times and 
in the next episode they appear 
married. Due to lack of mobility it 
is not that easy for a disabled person 
to go out for a drink at the pub, they 
miss the courtship stage of a 
relationship."

Kath is also aware that as most 
disabled people have to rely on others 
for help with personal tasks, they do 
not necessarily realise that they have

a right to privacy in a relationship. In 
fact, quite the reverse. A lot of 
disabled people do not see the need 
to be alone. A relationship almost 
becomes public.

Kath is also concerned that 
teenagers develop false images of 
what a sexual relationship really 
means. "One young man informed 
me that sex was like rape. His lack of 
knowledge meant that his 
relationship with a young woman 
terminated. I am sure that this was 
due to fear. Sex education in most 
special schools is non-existent. 
Teachers are embarrassed and just 
cannot cope with questions. It is easy 
for a novice to imagine that because 
someone has no sensation from the 
waist downwards they will not gain 
any pleasure from a sexual 
relationship."

"Relationships in any home
are complex and those in a
household where there is a

disabled person are no
different."

Emotions as far as Kath is 
concerned are complex. Jealousy 
towards a brother or sister who can 
leave the house and socialize more 
freely with friends is common. "It is 
naturally easier for a sibling to accept 
their disabled brother or sister once 
they have grown up and have 
developed interests and friendships 
outside the home. It is quite common 
for an adult sibling to take on a 
maternal parental role. Relationships 
in any home are complex and those 
in a household where there is a 
disabled person are no different" 
concluded Kath.

D ebbie Simms is a confident 22 
year old. She recently attended 

Hebden Green School in Winsford, 
Cheshire, in order to give her views 
to a group of older pupils and their 
parents on 'What every parent 
should know'.

Debbie Simms

Parent/teenage relationships can 
be strained at the best of times. 
Debbie found that most of the 
disabled students present found it 
difficult to have a really good 
argument with their family. "How 
can you possibly storm out of a room 
and slam the door behind you when 
you're unsteady on your feet or 
confined to a wheelchair? It can also 
be difficult to stay angry with parents 
or family when in the middle of it all 
you need assistance to go to the 
toilet?" she explained.

"Although shouting and arguing is, 
perhaps, not the best way to work out 
problems, why should the disabled 
teenager be expected to ignore their 
own feelings and 'keep the peace', or 
the parent for that matter? Everyone 
has the right to their own feelings,
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whatever they may be. Parents can 
also find it difficult to express their 
feelings - particularly anger. I know 
of parents who feel so sorry for their 
child that they find it impossible to 
discipline them."

Debbie is very philosophical. "It is 
important for parents and teenagers 
to work together as a team. You have 
to talk things through. How else can 
you possibly know how each other 
feels? It is not good enough to have 
an idea, or think you know, you need 
to spell it out to each other. It may not 
be easy but it is the only way. It is 
surprising how many parents have 
absolutely no idea how their disabled 
teenager feels, or what they want 
from life. Although it is easier to 
work together, if you have not got the 
support you need you can still fight 
for the kind of life you want. If you 
fight hard enough, you can do just 
about anything.

"Leaving the secure environment 
of a Special School can be daunting 
if you are not prepared for the real 
world - and for many young people 
that is exactly the kind of shock they 
face. I feel that it is the responsibility 
of the parents and the school to 
prepare the young person for life as 
an adult. It is important to be strong 
and determined in whatever you do, 
whether you are the parent or the 
disabled person. The struggle to 
succeed may not be easy - but the 
rewards are well worth it", Debbie 
concludes whilst reclining in a 

I comfortable chair. "Although I need 
a wheelchair, I want everyone to 
remember me just as another 
ordinary person who is getting on 
with her life".

WORKSHOPS FOR 
m PARENTS I
On the 19th October at the! 
Gateshead Metro Centre, ASBAH 
will be holding a day for parents to 
explore their own hopes and fears 
:M their offspring step into; 
adulthood. For further inform-: 
ation contact Kath Pickin at Five 
Oaks, Ben Rhydding Drive; 
Hkley, West Yorkshire LS29 
8BD. Telephone (0943) 603013;! 

:All welcome. ::

Community Care

rT"'he long road to Care in the 
.L Community is still running. It 

started in 1971 with a White Paper 
Better Services for Mentally 
Handicapped People. Then, four 
years later, came Better Services for 
the Mentally III. For the next ten 
years the subject was debated, 
culminating in Sir Roy Griffiths' 
report Community Care: Agenda 
for Action. This deals not only with 
the above groups, but also with care 
for all people with disability and the 
dependent elderly.

The Government has, so far, 
agreed to the main thrust of the report 
which is that local councils should 
take responsibility for care in the 
community. However no additional 
funding is to be forthcoming - it is 
rumoured that, though some funding 
will be transferred from the Social 
Security budget, any additional costs 
may be met from the community 
charge.

From 1991 local authorities will 
have to meet the full care costs of 
those in council homes, but will not 
have to meet the hostel costs of those 
who rely on independent care.

People who now require residential 
care will, in future, be more likely to 
opt for domiciliary care within their 
own homes. It is likely that voluntary 
organisations will be under pressure 
to take on more responsibility for 
caring for physically and mentally 
disabled people, but will need the 
funding to do so.

Financially, social services 
departments will be penalised if they 
'provide' rather than 'enable'. This 
means that people currently caring 
for the elderly and other dependent 
people, such as social workers, 
occupational therapists etc, may well 
set up their own practices and bid for 
local authority - or voluntary organ­ 
isation - contracts. Already many 
local authorities are influencing how 
to contract out services.

However, the long debate is not over 
yet. At the time of going to press it is 
understood that a White Paper is to be 
published early in November, and 
there is to be a House of Commons 
debate on the issue on 17th October. 
There will be little time for consult­ 
ation however, since legislative plans 
are already being drafted to be laid 
before Parliament in November.

CHRISTMAS CARDS
The annual Christmas season is once again upon us. 
ASBAH have produced a series of seven Christmas 
cards, one for every taste from traditional to humorous. 
To receive a free catalogue contact ASBAH, 22 Upper 
Woburn Place, London WC1H OEP

NAIDEX
The Major Exhibition of Equipment and Services for 
the Disabled and Elderly is taking place at Alexandra 
Palace in London between the llth and 13th October. 
Visit ASBAH's stand where Disabled Living Advisors 
will be on hand to answer your questions.
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@ Attends Ultra

Attends
U LTR A

— The better way to manage incontinence Smd
________________________________________ 20—37'

(96 per case)

Attends

with its new 
Superabsorbent core 
really can help you 
deal with incont­ 
inence and provides 
improved dignity 
plus better all-round 
leakage protection 
than you ever thought 
possible.

Extra Small 16—28" 
(% per case)

48 per easel

Please send me a free sample pack of 
Attends Ultra Briefs or Midi Pads as indicated.
Please lick 1 box to indkdte size required:-

Send my Attends Ultrj to:

- For FREE SAMPLES
and further information, 
please complete the slip and 
return it to the address shown.

Now
Superabsorbent

for less Leaks.

rfb

D 
D

D

Name_ 

Address.

Attends 
Ultra Briefs

Extra Small:
16—28" hip or waist
Small:
20—32" hip or waist __
Medium: I I
32—44" hip or waisl I—I
Large: II
44—60" hip or waist I—I
Attends Midi Pads
Standard 
Size
Return completed form to the Attends Advisory Service,
Procter & Gamble Ltd., PO Box 1EE, Newcastle upon Tyne NE99 1EE.

Post Code _

The simple way 
toput you in touch with

me largest range of 
Ostomy& Incontinence Supplies

As one of the longest established 
companies to specialise in the supply of Ostomy 
and Incontinence appliances we are pleased to 
offer probably the largest range of products all 
under one roof.

All leading makes are stocked including
• Downs • Hollister • Coloplast • Clinimed*
• Simpla • Eschmann • Franklin • Bard
• Redland • Dansac-Combi • Thackray
• Salts • Birkbeck • Translet • Squibb- 
Surgicare. All types of barrier creams, plasters 
and deodorants. • Catheters, leg bags and night 
drainage bags.

We offer a friendly and professional 
service to private individuals, Pharmacists and 
Chemists.

All products are stored in temperature 
controlled conditions in our large modern 
warehouse. A permanent Display Showroom 
enables you to see the most up to date 
appliances and qualified staff are always 
available for expert advice and information.

National Health Service 
prescriptions dispensed.

Call in, write or telephone:

R 
North West HmiSf. 

•) 62 Oakhill Trading K.stati-. Vlorsle> Koail North. YUIkcl.-n. L 
Manchester. M28 5FT. Tel: Fanmorth (S'l'1) 02IHI 7()<»2:>.'i
rVii|irirliir: Maurrrn \. NulUll. SK\ KSO </N
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News Round-up
Mobility Road Show

Driving courses to come

HRH Princess Alexandra 
officially opened the Mobility 

Show in June at Crowthorne in 
Berkshire. This was the fourth and 
largest show staged in the extensive 
grounds of the Transport and Road 
Research Laboratories. ASBAH 
had a stand on this occasion which 
drew visitors old and new. It was 

.estimated that 20,000 people 
"visited the show. The theme of 
ASBAH's stand was transport, with 
the Driving Courses at Five Oaks as 
the focal point.

Organised by Banstead Mobility 
Centre is a one-day driving 
assessment course for young people 
who wish to explore the possibility of 
becoming a car driver despite their 
disability. A team of experts are on 
hand to provide a comprehensive 
assessment and draw up a 
recommended course of action for 
each individual. ASBAH offers a 
one-week driving course which is 
open to disabled people who already 
hold a provisional licence. It covers 
all aspects of driving including 

)wheelchair loading, car maintenance 
and road safety as well as driving 
tuition. Motorbility and finance is 
also included.

Leonie Holgate, Disabled Living
Advisor, ASBAH, with John Howell

and his parents. John now drives
and has his own car for getting to

and from work

The next Driving Course at Five 
Oaks, Ilkley, West Yorkshire takes 
place between the 5th and llth 
November and costs £302. For 
further details contact:
Lindsay Mitchell-Barnes, ASBAH, 
22 Upper Woburn Place, London 
WC1H OEP.

Creating medicine

The exhibition Creating 
Medicine was opened in the 

Senate House of the University of 
Cambridge by Professor Lord 
Adrian MD FRS on Thursday 7th 
September. This was preceded by 
most impressive presentations by 
Dr Max Perutzom CH FRS entitled 
'Determining the Structure of 
Living Matters: What use to 
Medicine'. Dr Herman Waldmann 
spoke on 'Designer Antibodies: 
New Vistas in Therapy' and 
Professor Sir Roy Calne FRS 
concluded with 'Transplantation 
Now, and its Prospects'.

The presentations jointly 
emphasised the importance of basic 
sciences and research and how - 
sometimes after many years - they 
lead to revolutionary changes in 
clinical medicine.

Both Professor Keith Peters, 
Regius Professor of Physics at 
Cambridge, and Lord Adrian empha­ 
sised the importance of the 
cooperation between medical 
research charities, industry and the 
Medical Research Council with the 
University and the NHS.

ASBAH was represented on this 
occasion by the Executive Director, 
Miss Moyna P Gilbertson.

Charities to advertise on television
The IBA has lifted the 34 year old 

ban which stopped charities 
advertising on television. The ban, 
in force since the beginning of 
commercial television, was lifted 
after the Government recom­ 
mended that charities should be 
able to solicit donations and 
promote their activities on air.

In an IBA survey 1,000 charities 
voted two-to-one in favour of 
broadcast advertising. This is already

common practice in the United 
States. Charities wishing to advertise 
will have to prove their status. Their 
advertisements must avoid 
comparisons with other charities. 
The Charities Aid Foundation has 
welcomed this move. It is naturally 
fair to say that by heightening 
awareness of voluntary bodies, all 
charitable organisations will benefit. 
However, smaller charities will only 
be able to afford to advertise with the 
help of corporate sponsorship. It will

be probably the more emotive 
images or disaster funds which will 
pull at the heart strings. This is 
clearly seen by the way children are 
portrayed each year during Children 
in Need or the Telethon.

Once branded like any other 
commercial product, one can only 
hope that the media will not refrain 
from offering the thousands of hours 
each year of free editorial time 
currently open to charities.
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Fashion success for 
Karen

Desborough is 22 years of 
. Having taken a B-Tec 

Fashion Course after 'A' levels, she 
was disappointed when she could 
not find employment. However, 
determination and a love of fashion 
and design made Karen decide to 
start her own business. With help 
from the Government and the 
placement of advertisements in 
shop windows, Karen has been kept 
busy. "Word of mouth seems to 
work best" she insists whilst 
making a wedding dress in her bed­ 
room, which has now become the 
headquarters of 'Pastiche Dress 
Designing'.

As well as alterations and making 
up people's designs, Karen also 
offers fashion advice. "Just because 
someone is disabled it does not mean 
that they cannot or should not wear 
fashionable clothes" she explains. 
Having spina bifida herself, Karen 
believes that the advice she is able to 
give comes from personal know­ 
ledge and experience. "I am not sure 
why some disabled people wear such 
unflattering clothing. Perhaps it is 
because restricted mobility means 
that they are reliant on parents or 
older carers shopping for them. I 
guess it is just not that easy to pop out

to the shops with a friend."
One of Karen's main aims is to go 

out to visit special schools, or clubs, 
where she can talk to young people. 
"I even take some clothes with me so 
that people can see what they look 
like wearing a different image. 
Sometimes, by just having elasti­ 
cated trousers, they can become 
much easier to get on and off. It is by 
making slight alterations that clothes 
can take on a new meaning".

Karen finds it most challenging 
when people present her with a 
design and she has to follow it. "It is 
all part of turning people's fantasies 
into wearable creations". Karen has 
also been known to make costumes 
for her local drama group, "anything 
from a mermaid's tail to a clown's 
outfit" she laughs.

With the help of the Small Firm 
Service, through which she is 
allowed three free consultations a 
year to help with accountancy and 
marketing, Karen is confident that 
her new business venture will 
succeed. "One of the hardest tasks is 
to become known. I try and keep 
prices competitive and am always 
willing to visit groups of people for 
the price of petrol", she concludes.

Your 
letters

Dear Sir,

We recently went to Bridlington for a 
week with our 3 children (aged 6,4, and 
21 months). The youngest has hydro- 
cephalus and cerebral palsy. We decided 
to have a day at Butlins in Skegness 
which turned out to be a disaster.

After paying £14 to go in we took the 
children to the fairground section, I went 
to one of the children's rides and said to 
the attendant "would it be possible for 
me to go on a ride with my son as he is 
disabled?" I felt that I had to make this 
approach as there was a sign which said 
'children only'. The reply was "no 
handicapped children, adults are not 
allowed on rides, apart for the dodgem 
cars". This was due to the fact that a 
disabled child broke his leg on an adults 
ride last week. I was very upset about this 
as my child was being singled out and 
discriminated against. How do you tell a 
child that he or she cannot go on a ride 
because they are disabled?

What annoyed me more was that there 
were no signs at the main gates, in the 
fairground or in the holiday brochure, 
stating that disabled people are not 
allowed on rides.

Surely parents should be allowed to 
decide if a ride is suitable. If an 
able-bodied child fell off a ride, would 
the Health and Safety ruling then change 
to 'No able-bodied children on rides'?

Could the ruling be changed if families 
campaigned together by signing a 
petition? It could state that all parents 
should be allowed to take disabled 
children on rides as long as they are 
accompanied and the rides are safe.

I would be interested to know other 
people's views.

Susan Bradford

Dear Sir,

I am looking for a pen-pal in the 
Liverpool area. I am 18 years of age and 
have spina bifida. My hobbies are 
football and my favourite teams are 
Celtic and Liverpool. I also enjoy 
fencing and archery. I would like to 
correspond with someone between the 
ages of 18 and 23.

Tracey Ayrshire
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"Help for customers 
with special needs 
—from British Gas"

At British Gas, we believe in looking after our 
customers - particularly those in special need 
of help.

We have many helpful services available to 
elderly or disabled customers, or those with 
other special needs. We also support and 
recommend the services of Neighbourhood 
Energy Action, which provides insulation and 
draught-proofing for low income households 
in the UK.

If you'd like to know more about any of our 
special services, tick your area(s) of special 
interest in the coupon below and send it to:

British Gas, FREEPOST TK901, Brentford, Middx, TW8 8BR.

Please send me more details about:
Gas Safety
Advice for senior citizens
Advice for disabled people
Energy saving tips
Practical help with energy saving from
your local NEA project
Information for the caring professions 
about British Gas services for those in need

D
D 
I—I

Name:

Address:

Postcode

British Gas

COMPETITION
Make us laugh - and 

win a Cruise
If you can write an incident which has happened 

to you in a humorous way here is your chance 
to win a mini-cruise in time to collect your duty 
free for Christmas.

Scandinavian Seaways (DFDS) have donated a 
mini two day trip for two persons between Harwich 
and Esbjerg or Hamburg. You will spend two 
nights on board ship and have a four hour shopping 
excursion at your destination.

You must be prepared to get yourself to Harwich, 
and purchase your own food and drink during the 
cruise.

If you would like to enter our competition, simply 
follow the entry rules and complete the form below.
1) Write 250 words telling your funniest or most 
moving experience.
2) Send entry form and story to Link by the closing 
date, 7th November 1989.
3) The editor's decision is final and no corres­ 
pondence can be entered into.
4) The cruise must be taken before 31st December 
1989.
5) The competition is not open to members of staff 
of ASBAH or their relatives.
6) You must agree to the rules of the competition 
by signing below. (Winner will be notified in the 
week of 14th November 1989)

Name .. 
Address

Daytime telephone no

I agree to abide by the rules above and that my 
story may be published in Link.

(Signature)
SEND THIS COUPON WITH YOUR ENTRY
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Marathon efforts are well
rewarded

/^orporal Philip Sandford, a member of the Royal 
V^xSignals stationed in Berlin, managed to raise 
£1152.78 for The Association for Spina Bifida and 
Hydrocephalus. This was achieved when he 
participated in the London Marathon. Through the 
pledges of friends and family his original estimated 
total of £400 was far surpassed.

28 years old Philip, originally from Thetford, chose 
ASBAH because he and his wife Carole lost an infant 
daughter to hydrocephalus, while a colleague's 
daughter has been born with spina bifida. He therefore 
wanted to help others in the same situation.
Right: Three times better than expected - 
Corporal Philip Sandford presents a cheque to the 
Commanding Officer of the 13 Signal Regiment, 
Lt ColJ II Roberts

Isn't It Time You Got Around To 
____Getting About?

:ARCHAIR LTD
HEAD OFFICE: / 

Car Chai/House, Station Rd. Ir/d. Est., Hail^ham,
/ E. Sussex BN27^ES

Tel:/0323) 84Q283 Serv|ce Asents T iroughout tl
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Advertising
FOR THE USE OF LOCAL ASSOCIATIONS 

AND OTHER READERS
Rates: £3 for 30 words max; £4.25 for 30-45 words;
£5.50 for 45-60 words.
Cheque or postal order payable to 'ASBAH'

Adverts for the next LINK (November/December) 
should be in by 27th October. Send to: The Editor, 
LINK, ASBAH, 22 Upper Wobum Place, London WC1.

HOLIDAY ACCOMMODATION

ISLE OF WIGHT. Very well equipped chalet with easy 
wheelchair access at Brambles Chine, Freshwater. 
Sleeps 6. Indoor heated pool, club, shop. Details: Ring 
or write: Mrs S. Gully, Old Princelett, Apse Heath 
Sandown, Isle of Wight. Tel: 0983863354.

SELSEY, Sussex. Six berth purpose built fully equipped 
mobile home. Ramp access. Site near sea. Pool, club, etc. 
Details: Mrs C. Bugden, 27 The Grove, Sholing, 
Southampton SO2 9LT. Tel: 0703 444921.

WESTWARD HO! North Devon. Holiday Chalet. 
Sleeps six. Excellent club. Swimming pool and shop on 
site. Near sandy beach. S.A.E. to Mr. Oakley:- 
12, Farleigh Road, Perton, Wolverhampton. Tel: 751484

BORTH, Nr Aberystwyth. 6-berth de luxe holiday
home. Licensed site. Suitable for wheelchair users who
live
independently. Details: Mrs J. Carter,
1, Meadow Road, Craven Arms, Shropshire.

MAR Y SOL, LOS CRISTIANOS, TENERIFE
Appartments and studios for rent or ownership in
wheelchair friendly complex. Two lovely pools, one with
pool hoist, restaurant /poolside bar.
Ring TODAY for cheapest prices on flights and
accommodation.
Sue Abbott Tel: 0753 685718.
123, Coppermill Road,
Wraysbury, Staines,
Middlesex TW195NX

SUNNY TENERIFE or scenic NORTH WALES? 
For the past ten years families have been holidaying at 
our specially adapted self-catering bungalow in Mold, 
Clwyd. Now in addition to our luxury home (sleeps 4/5) 
we are venturing further afield - to the beautiful "Mary 

I Sol Health and Fitness Resort' in Los Cristianos. 
"Brilliant, Amazing," say the BBC's Travel Show1 - and 
believe me they are right! The complex is fully wheel- 
chair accessible - even the swimming pools, saunas, 
gymnasium, bar and restaurant. Apartments/studios 
for holidays-or OWNERSHIP. 
Sound too good to be true ?

Don't believe it! If i t's a holiday in MOLD or TENERIFE 
you want send now for your brochures! Lyne James, 
7, Overpool Road, Ellesmere Port, LL661ZW . 
Tel: 051 339 5316.

RYE HARBOUR, Sussex. Fully equipped mobile home, 
adapted for wheelchair users. Sleeps 4. Continental bed­ 
ding, comfortably furnished, colour T.V., bath and 
shower. Close to picturesque and ancient town of Rye. 
Half-hour drive to seaside resort of Hastings. Clubhouse 
and entertainment on site. Details: Mr P. Borthwick, 
170, Hollington Old Lane,St. Leonards, East Sussex.

FOR SALE

FORD ESCORT 1.6 AUTO
B REG 32,000 miles, Hodge hand controls, good 
condition. £2,600. 
Tel: 0753 685718

RASCAL BATTERY WHEELCHAIR.
In good condition. 2 years old £650. 
Tel: 0634 251687

CONTRIBUTIONS and articles for Link are always 
welcomed. If you have a topic you wish to air, or you have 
photographs of interesting events, why not write to:-

The Editor,
Link Magazine,
ASBAH
22, UPPER WOBURN PLACE,
LONDON WC1H OEP
Closing date for next issue 27th October 1989.



DIRECTORY OF LOCAL ASSOCIATIONS
BARNSLEY
MrsMarleneHalgh, 
3a Birk Avenue, 
Kendray,
Bamsley, S. Yorks, S70 3AE

BEDFORD
Mrs Elsie Bennett
341 Bedford Road, 
Kempston, Beds. MK42 8PX

BOURNEMOUTH,
CIIRISTCHURCH at DISTICT 
MrsG. Lannlng, 
23 Seaway Avenue, 
Chrlstchurch, Dorset
Tel: Highclif fe 273 255

BRISTOL
MrGEgan, 
64 Rookery Road, 
Knowle, Bristol 4 
Tel: Bristol 777942

•ROMLEY
Mrs M Nat Ion,
13 Ash Road,
Green Street Green, 
Orpington, Kent.

BUCKS fc EBERKS
MrsG. Ayres, 
19 Park Lane,
Hazlemere, 
HlghWycombe,
Bucks HP15 THY

BURYk HOLTON
Mr David dyne, 
51 Cuckoo Lane,
WhtteflekL
Manchester M2S 5WQ
Tel: 061 798 7804 (after 4 pm)

CALDERDALE 
Mr A L Crowther, 
12 Elm View,
Huddersfield Road,
Halifax Tel: 0422 41497

CAMBRIDGESHIRE
Mrs Pauline Deaborough 
Summerlln Farm 
Boxworth Road
Elsworth, Cambs. CB38JQ
Tel: 09547 313

CHESTER * DISTRICT
MrsPIthell, 
34 King Edward Street, 
Shotton, Deeside
Tel: Deeside 811074

DUDLEY at WOLVERHAMP- 
TON
MrsLomaJWootton, 
U Leveson Road,
Wednesfleld, Wolverhampton, 
West Midlands, WVU 2HF
Tel: Worverhampton 738724

ESSEX
Mrs R McCarthy
26, Brixham Gardens
Word,
Essex 1G3 9AX
Telfll 594 1852

GLOUCESTERSHIRE
Mrs) A Wintle, 
54 Borough Close, 
Kings Stanley 
Stonehouse, Clos CLIO 3LJ
Tel: Stonehouse 2963

GRANTHAM
Miss Caroline MacCaUum,
58 Redcross Street,
Crantham, Lines. NG31 8BU 
Tel: 0476 66085

GREENWICH
Mrs M. Mean,
29 Well meadow Road,
London SE13 65 Y
Tel: 01 698 5567.

HAMPSHIRE NORTH,
W.SURREY* S.BERKS
MrsLrzSetby,
The Old Police Station,
Wood bridge Road
Cuildford. Tel: GuUdford 571736

HAMPSHIRE SOUTH
Mr SR Baker, 
12 Moorings Way, 
Southsea, Portsmouth, Hants,
POY8QW
Tel: 0705819075

HERTS * S.BEDS
Mrs S. Rlseborough, 
4 Sherbome Way, 
Croxley Green, RIckmansworth,
Herts. WD3 3PF.

HILUNCDON 
Mrs S. Bums, 

3 Goodwood Drive,
Northhok, Middlesex
Tel: 01 422 21 02

HUDDERSFIELD
Mrs JV Brook, 
11 Stand Worth Road, Datton 
Huddersfield
Tel: 04S4 21776

HULL * DISTRICT
Mrs CD Brown,
233 Cranbrook Avenue, 
Hull HU6 7TX
Tel: Hull 857165

JERSEY, Channel Islands 
MrsMoUleBuesnel,
Villa Acacia, 
Sunshine Avenue, Five Oaks,
St Saviour, Jersey, CI.

KENT
MrsHMcLeod, 
23 Harvest Ridge,
Leybourne,
NrMaldstone, MEN SLY
Tel: 0732 840868

LEEDS * BRADFORD
Mrs Jane Weston, 
28 West Busk Lane,
Otley, LS21 3LW
Tel: 0943 46S456

LEICESTERSHIRE
Ms Judith Bedford, 
34 Wilson Street, 
Highfields,Evington, Leics
Tel: 0533 531456

LINCOLN & MID UNCS
MrsPKeyes, 
Pinfold, Chapel Lane, 
North Scarle, Lincoln 
Tel:Spalford78l

LINCOLNSHIRE SOUTH
Mrs P Mason, 
67 Boston Road, 
Heckington, Sleaford, Lines

LONDON N.EAST 
Mrs B A Pierson,
18 Kingslcy Road, 
Forest Gate,
London E7 9PP 
Tel: 01 472 8605

LONDON N. WEST
Mrs H Prentice,
37 Milton Road, 
HanweU, London W7 ILQ

LONDON SOUTH
MrsSCudd, 
15 Woodvale Walk, 
Elder Road, W. Norwood,
London SE27 Tel: 01 761 2400

MANCHESTER CENTRAL
Mrs. Victoria Mart in.
23, Mirfleld Avenue,
Coppice, 
OldhamOLSlBW
Tel: 061 627 1819

MIDLAND
Mrs D Britt,
14 Court Road,
SparkhlH Birmingham 11
Tel: 021 771 0371

NORTH EAST
(Northumberland)
Mrs E Grant,
27RedwellRoad,
Prudhoe, Northumberland

NORTHAMPTONSHIRE
MrsJCocklngs, 
57 Little Street .Rushden, 
Northanta

OXFORDSHIRE
Mrs Shlrley Dale, 
14 South Row,
Chihon, Dldcot, 
Oxfordshire

PRESTON
Mrs S Thompson, 
34 Beatty Road, 
Southport, Merseyside, 
PR86LB

ROTHERHAM t DONCASTER
Mr and Mrs D Barrlnger,
21 Coppice Gardens, 
Broom Riddlngs, Greasbrough 
RotherhamS614RE 
Tel: Rotherham 560686

ST HELENS * DISTRICT
MrsNMaddocks,
236 Rainhilt,
Prescot, Merseyside L35 4LD 
Tel: 051 426 3921

SALISBURY * DISTRICT
MrsJRenshaw, 
1 Philip Court,
Coronation Road, 
Salisbury SP29DA

SHEFFIELD
MrsC Crofts,
46 Busheywood Road, 
Sheffield S173QB,
Tel: 0742 366033

SHROPSHIRE
MrsAAshfleld,
35 Trenleigh Gardens, Trench, 
Telford, TF26RN 
Tel: Telford 612542

SOMERSET
Miss June Roberta,
1 Dford Court,
Wiltshire Close, 
Taunt on

SOUTHAMPTON & DISTRICT
MissT. M.Joplin,
50, Westwood Road,
Southampton, SO2 1 DP 
Tel: 0703 585154

STAFFORDSHIRE
Mrs J Da vies.
8 OakhiU Avenue, Oakhlll,
Stoke-on-Trent ST4 5NJ 
Tel: Stoke 45365

STAINES, HOUNSLOW
* DISTRICT 
MrsG Paternoster,
12, Cordelia Road, 
Stanwell,
Nr. Stalnes, Mlddx. 
Tel: 0784 245606

STOCKPORT
Mrs S Silver,
1 Brookside Avenue, 
Offerton, Stockport, Lanes.

SUFFOLK
Mrs Lynne Wall, 
20, Townsend Road, 
Tiptree, Colchester,
Essex COS OND
Tel: 0621 871243

SUNDERLAND
Mrs Audrey Shepherd,
US Holborn Road, 
Sunderland
Tel: 091 528 3568

SURREY
MissT A Bush,
6, Chipstead Lane,
Lower Kingswood, Tadworth,
Surrey KT206RG

SUSSEX
Mrs M White,
Averys,
Rusper, Horsham, Sx
Tel: 029 384 217

SWINDON
Mrs SJ Trembling, 
3 Church Place, 
Swindon, Wilts

TRAFFORD aV SALFORD
MrsTGaynor, 
Davis Court,
Cyprus Street, 
Stretford, Manchester M32 SAX 
Tel: 061 865 0222 mornings only

WARRINGTON * DISTRICT 
Mr S.J.Charrton, 
18,Saffron Close, 
Padgate,
Warrington.
Tel: 0925 828767

WESSEX
MrTPoole, 
123 Gerrards Green, 
Beaminster,
Dorset DT83EA
Tel: 0308 862614

WHITCHURCH * DISTRICT
MrsDRCalder, 
3a Bridgewater Road,
Whttchurch Shropshire

WIGAN, LEIGH * DISTRICT
MrsPatStridgeeon,
24 Greendale Crescent, 
Leigh, WN72LQ
Tel: Leigh 676091

WIRRAL
Mrs M Hudson, 
28 Stavordale Road,
Moreton, Wlrral, Cheshire
L469PR

WORCESTERSHIRE
Mrs Frances Bourne, 
20 Grafson Place, 
DroKwich. WR9 8NQ
Tel: 0905 772971

YORKSHIRE NORTH
Miss Faith Seward.
45 The Paddock, 
YorkYO26AW 
Tel: 0904 798653

WALES
Uanelll 
Mrs). Da vies, 
40 Prospect Place, 
Llaneut,
Dyfed.

Mid Wales
Mrs J Carter, 
1 Meadow Road, 
Craven Arms,
Shropshire SY79QY

North Wales 
Mrs Barbara Meadow,
29 Sunnlngdale, 
Abergele, Clwyd
LL227UB
Tel: 0492 824851

South Wales 
Mrs Brenda Sharp,
38 Redbrink Crescent, 
Barry Island, 
& Glamorgan, 
Tel: Barry 73S714

NORTHERN IRELAND
MrJRippey,
Long Eaves, 
24 Tullcywiggan Road,
Cookstown,
Co Tyrone
Tel: Cookstown 62290

NON

ASSOCIATIONS

Blackpool * Fylde '
Mrs Heat her Pullin,
74. Newton Drive,
Blackpool FY38EP
Tel: 0253 36256

Becston
Mr SS Good fellow, 
6 Cyril Avenue, 
Beeston, Notts.

Cannock tWalsall
Mr Ken Hall, 
17 Wallhouse Street, 
Cannock, Staffs
Tel: Cannock 4847

Chesterfield 
Mrs K M Tomllnson,
23 Hat hem Close, 
Brimlngton Common, 
Chesterfield, Derbys

Cornwall 
Mrs Wendy James, 
17 Pergegon Pare, 
Cambome, Cornwall
Tel: 0209 712191

Consett * District
M Broadley, 
15 Girvan Close, 
Bumstde, E Stanley, 
Stanley, Co Durham

Derby * District
MrsAHewttt,
StMerryn,
20BurleyHiU, 
Allestree, Derby

EastAnglia
Mrs L. A. Turner, ^M 
22 Windsor Drive, ^H Wlsbech, Cambs ^*
Tel: Wlsbech 64483

Gainsborough fc District
MrsMHawkes,
10 Turpln Close, 
Gainsborough, Uncs , DN21 IP A 
Tel: 0427 616807

Isle of Wight
M _ r\ C..P-I, -r u aprake.
Springfield, Town Lane, 
Chile Green, Ventnor, 
I.O.W. Tel: Chale Green 234

Lancaster, Morecambe
* District
MrsJ Murphy,
Carsara, 
25 Hale Carr Lane, 
Heysham, Morecambe LA3 2AE

Rochdale 
Mrs Ann Lawton,
20 Spencer Street, 
Chadderton, Odham, Lanes 
Tel: 061 652487

Teesslde
MrJCray,
Marches! Centre, 
Tollesby Road, ^B 
Middlesbrough, Teesside ^1 
Tel: 0642 814458 ^

OTHER
ASSOCIATIONS
SCOTTISH
SPINA BIFIDA
ASSOCIATION
Executive Officer 
Mrs Audrey Smith, 
!90Queensferry Road, 
EdlnburghEH42BW
Tel: 031 332 0743

IRISH ASSOCIATION
The Secretary,
Irish ASB AH, 
Old Nangor Road,
Clondaltdn, Dublin 22
Tel: Dublin 01-572326

Any local eecretariee who require
changes please contact :-

LINK Editor et
ASBAH,
22, Upper Woburn Piece,
London WOH OEP
Tel: 01 388 1382


