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MUCH is known nowadays about the causes of diseases and their effects 
on the human body. Most of that knowledge, however, is tied up in a 
technical language, which this book attempts to simplify. The diseases and 
disabilities dealt with here account for the substantial numbers of people we 
loosely call 'the disabled population'. 

Knowing about the causes of disability is good. Our knowledge is 
expanded when we read about the various types of mental illness, the 
differing degrees of mental handicap, the pain of arthritis, the difficulty of 
getting about by wheelchair. But knowledge should not be an end in itself. 
We see such general information as being the first step to a realisation that 
disability means 'people'. Throughout your reading of this book, we would 
ask you to bear in mind that there is close by you at least one neighbour, 
friend or colleague with a first-hand experience of what you may be learning 
about through these pages. 

The scientific explanations of what diseases do to the many complicated 
systems of the body are the present state of truth so far. However, even as 
these words are being written, research is in progress leading to new dis
coveries capable of changing part of the picture of our present understanding. 

But while our knowledge of diseases and methods of treatment continue 
to advance, very little is known about the resilience of people with a dis
ability, and the courage they show in getting on with their lives in spite of 
their disability. Just when you would expect someone to be beaten by the 
cruel stroke of fate that has selected them for a particular disability, these 
people assume a new strength of purpose, a new dignity and prominence as 
people remarkably talented and resourceful. One of the most famous of such 
people is Helen Keller, but there are thousands more unknown disabled 
people who show unsung valour in their daily lives. Throughout these pages, 
you will learn about the resourcefulness that carves out a tolerable lifestyle 
against the odds of being disabled. You should also gather something of the 
sense of purpose and fulfilment which can exist, no matter how major the 
form of disability. 

We are not saying that disability brings its own consolations and that a 
kind God brings mixed blessings - ours is not a psychology or theology of 
disability. What we do know, however, is that the conquest of disability is 
not to be left solely as a private battle to the strengths of disabled people 
themselves. 

A network of statutory and voluntary services already plays an enormous 
part in creating or adapting skills to surmount the problems associated with 
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being disabled. But there is another factor of significant importance often 
overlooked. Your acceptance of disabled people as people, with the same 
needs as you, and the same right to have those needs recognised and res
ponded to is vital. 

It is very easy today to see the responsibility for meeting the expectations 
of disabled people to rest with the state, and the voluntary bodies working 
wiih specific categories of disabled people. Such a view of limited, specialist 
responsibility is unfortunate and inaccurate. How will you react when a 
person with a disability comes to live in your neighbourhood, enters your 
school, joins your workforce, or marries your son or daughter? Your manner 
of handling such situations will be governed largely by whether or not you 
accept disabled people as equals. 

Probably there will be no easy first meeting. There will be an embarrass
ment stemming from confusion on your part, a heightened anxiety, to do all 
the right things in all the right ways at all the right times. A disabled person 
will sense this awkwardness and may be hostile to it. How you succeed in 
that first meeting will be helped if you realise that he or she is not being 
protected by some huge, invisable machine of welfare, with the capacity to 
respond. to every human need. Disabled people need to talk to non-disabled 
people. They need to work and participate generally in the normal activities 
of a full life. In recognising these needs, you are taking the first step towards 
the acceptance of disabled people as people having a part to play in and a 
contribution to r1!.,!k.e tq society .. 

All of this means 'not getting in the way' of their aspirations, which is 
not as passive as it sounds. It includes making sure that nobody else presents 
obstacles to the acceptance of disabled people, and a creative assuming of 
responsibili ty. 

Some disabled people will need more because of the severity of their 
handicap. They will require an active understanding on our part to see that 
they get a quality of care and service to which we must insist they have a 
right. Residential homes should be regarded as 'bigger houses' in our com
munity, which have 'open-door' policies when it comes to giving and 
accepting offers of help. 

A correct community understa.nding of disability would mean that there 
would be no lack of babysitters for a neighbourhood disabled child, because 

·sufficient families would know the problems involved, and realise that they 
could indeed cope. 

To be concerned about other people imposes a sort of obligation on us 
that we go out and learn as much as we can about the conditions and life
style of those we elect to help. No book can tell you everything you wish to 
know on disability. What this book hopefully will do is to make you less 
frightened of" contact with disabled people. There is a pattern of sense and 
order in many situations which at first glance have all the characteristics of 
chaos and disorder. 

Finally, learning about disabilities also means learning to understand 
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the emotional consequences of being different. All disabled people, frrespec
tive of their disabilities, experience loneliness and require reassurance. They 
want recognition as individuals, and not as' categories such as the blind and 
handicapped. The quality of care for all must be of a uniformly high 
standard, whether for physically disabled, mentally ill, or mentally handi
capped people. 

It may be a need to know about one particular disability.that turns you 
to this book. If you read about other disabilities, and look at the profiles 
of the six disabled people we have identified, your understanding will be 
deepened. Disability is not· something that can be cured with a course of 
treatment. People live with permanent disabilities and achieve much, in spite 
of being what society labels as 'different' .. They can also be helped or 
hindered in the course of those achievements, depending on our degree of 
prejudice, indifference or over-attention. In fact the progress of disabled 
people in Irish society over the next fifty years depends at least as much on 
each of us, as it does on each of them. 

-. 
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AMPUTATION 

TOM is tall, good-looking with a relaxed and confident manner. He dances, 
plays squash, owns a motor bike and holds down a challenging job. Nobody 
would guess to look at him that he has two artificial legs. A congenital 
deformity which progressively interfered with his life, led him to undergo 
a double amputation a few years ago. Thanks to the great advances made in 
the design, manufacture, and fitting of artificial limbs today, Tom can now 
lead a fairly normal life. 

His was one of 200-300 amputations carried out in this country every 
year. The vast majority of these are due to vascular disease - anyone of 
several conditions affect the blood vessels, reducing the flow of blood 
through a limb and leading to gangerine, which means dead cells. Amputa
tions are carried out every year as a result of diabetes which also affects the 
blood vessels through a building up of sugar in the blood. Many of these 
occur in an older age group. 

Ten per cent of amputations are traumatic, the result of a road traffic 
or farming accident, and these can happen at any age. Another ten per cent 
are due to cancer affecting a limb, necessitating its amputation. Five per cent 
of amputations are caused by' a congenital deformity, and five per cent 
are as a result of infections and other isolated causes. Arm amputations are 
much rarer than leg amputations and they occur for the same kind of reasons. 

The operation itself is relatively simple. A muscular pad is formed over 
the end of the severed bone, and the whole stump is neatly encased in skin. 
Many people complain of pain after an amputation, and this has been des
cribed as a phantom pain which they experience in the limb they no longer 
have. One person described it as a feeling as if his foot was being crushed 
up inside his knee. Sometimes the pain is caused by infection in the stump. 
Whatever its cause, the pain is very real, and many people need both the 
physical help of pain-killing drugs, and the emotional support of being able 
to talk through their new situation. 

A firm programme of rehabilitation is also very important. Quite soon 
after the operation, each person will be encouraged to be out of bed, and 
exercising down in the hospital rehabilitation unit. The exercises and 
activities devised by the rehabilitation team, (physiotherapists, occupational 
therapists, and social workers) prevent the body stiffening up. Gradually 
the muscles surrounding the stump are strengthened, the skin is toughened, 
so that it can withstand the friction of the artificial limb. 

The fitting of a new limb is done with care and exactitude. Each artificial 
limb is uniquely made for each new recipient. First of all the hospital pro-
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sthesist takes a plaster cast of the stump," marking in joints, bones, muscles 
and stress points. From this cast, he makes a leather-lined fibreglass cup 
into which the stump will precisely fit, supp·orted round the top by a thin 
leather strap. . . 

The lower part of the leg is made and fitted with a wooden foot. It is 
the skill of the prosthesist to weight the new limb correctly, and to design 
it so that the weight-bearing points of the body can take the new limb 
correctly. Frequently a person will have several fittings, and it is through a 
proper partnership between fitted and fitter that a good result will be 
achieved. Walking training will also be done in order to achieve as normal 
a walking pattern as·possible. 

Learning to walk again on an artificial leg or legs can take weeks or 
months, depending on the level of amputation, and the age, commitment 
and attitude of each person. Tom learned quickly. He started between 
parallel bars in the hospital, and built up confidence. slowly. He wears cotton 
socks on his stumps, says hygiene is most important, and must wash his 
stumps every day to keep them infection-free. 

An artificial arm or part is fitted in the same way as a leg prosthesis. It 
is difficult, however, to produce a hand which looks similar to the human 
hand and is efficient in use. Many people compromise. Some settle for a 
cosmetic hand, which looks lifelike, but cannot be used. Others settle. for 
a hook type which, with training, they can learn to use very efficiently .. 
There is now on the market ·an electronically-op.e,.aJed_ hand, which. looks 
·lifelike ana can grip an-d work. Its (fisadvant~ge is that it is powered by 
batteries wh ich have a short lifespan. 

Many people with artificial limbs learn to adapt well to their new 
situation and get back to·the mainstream of· life. T·hey may have to change 
job type, if they were doing physically taxing, or advanced handwork. 
Many retrain and get new skills, and in many cases, homes too will need 
some adaptation. The amount of disability generally depends on the level 
of amputation, the suitability and condition of the stump to be fitted with 
an artificial limb, plus the recipient's general fitness and attitude towards the 
disability. 

, . 
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ASTHMA 

PEOPLE with asthma have a legitimate excuse to avoid housework. They are 
allergic to house dust, and are recommended to find someone else to do the 
vacuuming, bed-ma king and dusting on a regular basis. 

Asthma is a condition caused by a narrowing of the air passages of the 
lungs. It results in noisy, wheezy breathing, a feeling of breathlessness, 
tightness in the chest and, sometimes, a constant cough. The name is derived 
from a Greek word meaning panting, and asthmatic breathing is characterised 
by short, gasping breaths. A person can sound as if he has just completed the 
annual marathon. 

The causes of asthma are still unknown. It can be inherited, and there is 
often a history of asthma, hay fever or eczema in the family circle. What is 
known is that asthma can be provoked by numerous factors and situations. 

Dust, as we have said, is an important factor. Many people with asthma 
are allergic to household dust, and some are allergic to a little fellow called 
the House Dust Mite, found mainly in bedroom dust. Some find they are 
allergic to pollen, which consists of tiny, invisible particles given off by 
trees, plants and flowers. Grass pollen is the most common of all, and is 
in the air from mid-May to mid-July. 

So the summer time to which many of us look forward, is not a favourite 
season for many asthma sufferers. Their lives have been made easier in recent 
years with the introduction of the Pollen Count Forecast, which is broadcast 
nationally during the summer months. It enables people to know when the 
pollen count is higher than normal, and to respond by regulating their 
medicine accordingly. 

You will often find a family with an asthmatic member doesn't have a 
domestic pet, because hair, fur or fluff from Spot or Tabby can cause an 
allergic reaction. Feathers from pillows and down in eiderdowns can be 
irritants too. Sometimes a particular food will provoke an attack - some 
people with asthma must cut out cheese, chocolate, eggs or fish from their 
menu. 

There are many other non-allergic situations that can trigger off an 
asthma attack - such as running, laughing, anger, cigarette smoke, a damp 
atmosphere, flu, a heavy cold .... 

It might sound as if life isn't worth living if you have asthma, but that is 
not the case. People with asthma lead perfectly normal, happy lives. They 
learn to avoid as much as possible the situations that can spark off an attack, 
and to take the regular medicine that is necessary to control the situation. 

The medicines are of two types - preventitive drugs which must be 
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taken regularly because their aim is to prevent wheezing or breathlessness, 
and the immediate action drugs which give relief at the onset of an attack. 
The drugs are available only on doctor.'s prescription, and it is important 
to maintain regular medical supervision.' A major drawback concerning 
the drugs is their expense. They can cost anything from £20-£50 a month. 
Asthma sufferers get no financial relief towards their cost, however, asthma 
is not included on the list of long-term illnesses for which there is specific 
financial provision. A long-standing campaign is trying to change this 
situation. 

It is estimated that at least 100,000 people have asthma in Ireland, many 
more than we might realise. Asthma is, in fact, the commonest of all chronic 
illnesses in childhood. Between 2Y\ and 5 per cent of all children develop 

·asthma, and, about half of these will have grown out of it by the end of their 
teens. Adult asthma can occur for the first· time in adult life without it ever 
having been present in childhood. In many cases, it happens after a 
prolonged 'chest cold, which suggests that severe irritation of the lung 
produced' by infection can' bring asthma out in the open.' 

Can anything be done to prevent a child from becoming asthmatic? 
Yes, it is possible that breast-feeding your baby may reduce the risk. Breast
feeding is recommended for a baby borninto a family with a background of 
asthma. It is thought valuable because it does not expose the baby to foreign 
substances. Finally, parents of an asthmatic child should not smoke. It is 
well proven that children whose parents smoke have more chest and 
breathing problems than those -wh-o do nol. 
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BRI'flLE BONES 

PARENTS are often advised against overprotecting their children, and the 
phrase 'wrapping them in cotton wool' may be used to describe the over
zealous approach. For a minority of families, such a phrase has particular 
tragic significance. Two children are born in Ireland every year with a rare 
disease called Fragilitas ossium. The name means brittle bones, and the bones 
of these children are soft and brittle and break easily. For families, life is 
very difficult, as they try to give their children as normal a life as possible 
and at the same time, provide the necessary protection. 

The disease comes in two forms. About half the total are born with 
congenital fragilitas, and for these children even the womb has been too 
dangerous a place. They are born with numerous injuries and fractures, 
and usually live only a few weeks. If they do survive, they need intensive 
care all their lives. In hospital in the weeks after birth, they will lie on 
bean-bags rather than a potentially dangerous cot - "if the baby were to 
knock his arm against the side of the cot, it would break his arm" explains 
a doctor, demonstrating the utter fragility of the bones. These children 
usually grow very little, and the constant injuries can cause deformity, so 
that many of them are unable to walk, and get about only by wheelchair. 

At home, the families walk a knife edge, knowing the more protective 
the environment created, the longer their child will survive. In many cases, 
families compromise. Unable to give the 24-hour care that such children 
need, they send them to residential care or school during the week, and 
bring them home at weekends. But even with all the care in the world, 
all children with congenital fragilitas die, usually as a result of chest and 
respiratory complications arising out of their injuries. 

Children born with hereditary fragilitas have a much brighter future, 
though they too need constant watching in the early years. These children 
look normal at birth, but at the age of eighteen months or so, just as they are 
beginning to walk, they will have a fall. Instead of the cut or bruise that the 
parents may expect and kiss better, there will be a fracture and a break. 
The baby will have to have the bone reset, and go into plaster of paris. 
Within a few months, the same thing couid happen again. "Many of them 
spend their childhood in plaster" says a doctor, and the frequent hospital
isation and absenteeism from school and friends, can create extra social 
problems. 

Even so, parents are encouraged not to be excessively protective. The 
philosophy now is that a certain amount of falls and injuries is inevitable, 
and if the child is to grow up emotionally normal, he must be allowed out 
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and about. So contact. sports like rugby, soccer and hockey are usually 
forbidden, but swimming- is recommended, cycling and other sports. Modern 
science has provided another safeguard for the -child with brittle bones. 
Child·sized space suits are now available for protection. These are the same 

·as used by astranauts on space missions. They are made from air-filled cloth, 
and cushion the body against falls. A child must be encouraged to use the 
suits wisely. Overuse can make him careless when he is out of the suit, 
and, therefore, more prone to injury. 

The child who successfully negotiates childhood can begin to relax. At 
puberty the tendency for the bones to fracture decreases, and as the bones 
of the adolescent naturally strengthen and mature, things continue to 
improve. The adult with brittle bones can lead a normal life, while at the 
same time, he will have built up a lifestyle so as to avoid potentially 
da'ngerous situations. 

Fragilitas ossium is a disease passed through the genes with as yet no 
cu reo The bones break because for some reason they have less substance and 
are thinner than normal. Modern research now believes that this lack is 
connected with the protein and the collagen in the bone which does not 
properly mature. 
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CEREBRAL PAlSY 

IMAGINE a busy telephone exchange with lines and circuits constantly 
connecting and interacting. And imagine if a major fault developed on the 
line, how most of the action would cease, and how the lines affected would 
go dead. That is how one doctor describes cerebral palsy, a condition causing 
partial paralysis in children. 

Cerebral means of brain origin, and palsy means difficulty in movement. 
. Cerebral palsy is due to a disturbance of the normal development of the 
brain, before birth, or brain damage during birth, or illness or injury in early 
life. The 'fault' in the metaphor could be damage caused to the baby due to 
a mother's illness during pregnancy, or a difficult birth resulting in lack of 
oxygen for the baby, or a severe illness in childhood, or an accident. There 
are seven and a half thousand people with cerebral palsy in Ireland today, 
and a third of these are under fifteen. 

How do you know if the little boy down the road in a wheelchair has 
cerebral palsy? Well, it is not an easy handicap to identify, because it can 
take many forms. In a school for children with cerebral palsy, you will find 
some in wheelchairs, unable to walk, some walking with leg calipers, others 
walking unaided, but with difficulty, others waving their arms in 
unco-ordinated movements, others with difficulty in speaking. 

People with cerebral palsy are often called spastics, which means slow, 
stiff movement. 

In some cases the brain damage will have caused a degree of mental 
handicap, in others there will be mUltiple handicap, perhaps bad sight or 
bad hearing. So cerebral palsy is an umbrella name for a condition with 
many different forms. 

One hundred and seventy children are born with cerebral palsy in Ireland 
every year. If the condition is not diagnosed at birth, it will normally be 
picked up at the local clinic when the baby goes for a six month develop
mental check. Once identified, the family can be helped to come to terms 
with the situation, and learn how best to help and handle the baby. While 
a complete cure is not possible, almost all cases can be helped if diagnosed 
and treated early. The emphasis these days is on normalisation, working to 
ensure that the children lead normal, useful, independent lives as far as 
possible. But families often need a lot of help if this independence is to be 
achieved. The new baby will be different. He will need planned exercises, 
he will be slow to do many of the normal activities, and may need to be 
encouraged to play. 

It would be good to think that in due course, he could go along to the 
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local playgroup like the other pre-schoolers on the road. This happens in 
very few cases. The handicap may be too severe, or maybe the playgroup 
'could not cope, or perhaps the parents themselves cannot bring themselves 
to. allow this growing independence to take place. 

The majority of children with cerebral palsy go to special schools rather 
than the local primary school, because our schools are not generally geared 
for handicapped children. Such children need the back-up services of a 
physiotherapist, speech therapist, occupational therapist. They need small 
classes with lots of individual attention, and they need everything accessible 
to wheelchairs. While many people would be in favour of integrated 
education, they would not be prepared to accept an absence of the special 
facilities that handicapped children need. Special schools in Limerick, Cork, 
Galway, Baldoyle, Clontarf and Sandymount have these faCilities, plus a 
pre-school and a comprehensive medical back-up service. 

These special schools are fully recognised primary schools which follow 
the normal curriculum. They have extra aids, such as electric typewriters and 
calculators. They have social workers to provide an important link between 
school and family. There is career guidance also, and the options include 
going on to third level, training for open employment, training for sheltered 
employment, or leaving straight for ajob. 

Very few students with cerebal palsy go on to university. Some get 
jobs in offices, shops and the service industries, but the majority remain in . . 

sheltered employment, or do not work productively at all. A recent survey 
among - adults wi-th cerebral' palsy (with an average age of -twenty-five);
showed that only 22 out of 167 were in open employment, and only three 
were_married. 
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PROFILE 

PETER 
MOORE 

PETER MOORE says that before he was born, the wires in his brain some
how got twisted, which drastically affected his ability to speak, to move and 
to stand. It's as good a way as any to describe cerebral palsy, the condition 
that causes partial paralysis in children. Peter is not brain·damaged, in fact 
he is highly intelligent, but it is difficult for someone who does not know 
him well to understand what he is saying. He has little control or power in 
one arm, and gets around only on his knees: "Other people get corns on 
their feet" says his mother, "But Peter gets corns on his knees!" 

Peter lives in Raheny, north Dublin with his mother, and is the last memo 
ber of the family left at home. He is thirty·one, and it is good to be able to 
report that in the years since his birth, the medical profession has improved 
the early diagnosis of congenital handicap, and its sensitivity to the child's 
parents: 

"By the age of two, Peter was still unable to sit up by himself" says his 
mother. "He wasn't developing like the other children, I could see something 
was wrong. We got him into Temple Street Children's Hospital, and the first 
tests showed that his eyesight and intelligence were perfect. They were the 
days when parents could only visit once a week. I got the bus on the Sunday 
to see Peter, and there he was lying in the cot. I asked the nurse how he was, 
and she said: 'did they not tell you he is spastic. He will never walk". "I had 
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never heard the word spastic before. I had no idea what it meant. I cried the 
whole way home". 

Back home in the absence of medical directives, the family instinctively 
gave. Peter the care and stimulation he needed. Unable to go to school, he 
did 'homework' with his brothers and sisters, and had his own copybook 
and reader. At his first assessment, he was found to be exceptionally bright 
and, advanced for his age. 

At seven Peter went to school at the Marino Clinic, Bray, Co. Wicklow. 
He was one of the first pupils in the newly built residential unit, and though 
unhappy at school, he says now his parents were right to let him go. There 
he received an education, and was encouraged to be as independent as 
possible. His criticisms are that discipline was tough, that residential estab
lishments ghettoise the handicapped, and that for him at least, a negative 
self-image was promoted: "Looking back, I think the organisations have a 
vague idea of wanting to. help you towards fulfilment, but what this fulfil
ment might be, they haven't yet worked out". He duly moved from Bray 
to the day sc~ool at 5andymount, Dublin, run by the National Association 
for Cerebral Palsy. The best thing about the move he says was that he 
became a day pupil, and could go home every evening. He remembers 
learning to write at that time, holding the pencil, and managing only a few 
huge letters to the page. 

Peter left school at eighteen with no clear idea. of what was going to 
happen to him. A three-week assessment course at the Central Remedial 

'Clinic, Clontarf, Dublin showed-'tti;H 'he was not physically adept enough 
for sheltered employment: He says the attitude at the clinic was excellent: 
"Everyone was loved and respected. The calibre of the staff. is very 
important, as you are with these people so much of the time. It is important 
to treat a handicapped person with respect and with care". 

50 unable to work for anyone else, Peter decided to work for himself. 
He had romantic ideas about keeping bees and selling honey, but put them 
aside for a market garden. He got a grant to buy a greenhouse, which his 
father assembled. He went into the tomato business, wholesaling his produce 
to the Dublin city market. At the beginning, things went well. Peter worked 
hard, and began to save for his own car. But then came bad weather, 
difficulties which taxed his physical strength, and finally he learnt he would 
be unlikely to be able to drive a car: "The whole thing lost its meaning, I 
got very, frustrated, and gave up". 

But it was an ill-wind, because in his frustration, Peter turned to his real 
love, reading and writing. He had learned to type at school, and had bought 
his own special typewriter. He began to write for his own fulfilment, pouring 
out his thoughts and feelings: "I wanted to write the greatest novel ever". 

Today Peter is a working journalist. He has written articles for the Irish 
Times, Evening Press, Farmer's Journal, The Cross, and the newspaper of 
the Irish Wheelchair Association. He believes communicating with the public 
as a disabled person is very important: "though I don't believe that a few 
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articles from me are enough to change society": 
His interviewing methods are a triumph of the art of the possible over 

the very difficult. His room is equipped with tape recorder, telephone exten
sion, small reference library and typewriter. Unable to be understood by the 
average strangtr, Peter will write to interviewees and put his questions, or 
use his mother as telephone interviewer, while he records the answers on 

. tape at his extension. He types each article in rough draft form, corrects 
and then retypes the final copy. He posts off his work himself getting about 
by special bicycle. He still has a dream of owning and driving his own car 
someday. 

As Peter speaks, he jerks and grimaces, and it is difficult to listen without 
feeling that his great efforts to communicate are causing him strain. But no, 
not a bit: "I feel other people get more frustrated than I do, because I'm 
used to it. A good conversation is life to me". He gets on well with family 
?nd friends in his tightly-knit community: "I make a point of getting 
interested in what interests them - trade unionism, football ... I must 
admit I'm not terribly.keen on football, but I make the effort". In public, 
people stare, or avert their eyes: "I don't Ii ke people's attitude, but r don't 
think you can blame them. We are all conditioned by the society in which 
we live". He waxes philosophical: "It could be that I feel I should be treated 
as normal by right, that I accept myself as normal, but do I really?" 

Peter today seems relatively fulfilled. He has a good relationship with his 
family, particularly his mother, and he works'hard all day at his chosen 
career. But his adolescent years were a time of great frustration and 
depression: "He had black feelings" recalls his mother, "he used to lie on 
the floor and say that all cripples should be shot at birth". What brough't 
about his change of heart? 

"It was a meeting with a hippie" says Peter. "He was a great guitarist, 
and he didn't believe in organised ·societies. One day we were out for a walk 
together, and we got around to music, and he mentioned his stereo. I jumped 
at him and asked him how he could reconcile using a stereo, a manufactured 
item, with his rejection of organised ·societies. But he said:'''lf.1 hadn't got 
my.stereo, I could play my guitar, and if I couldn't do that, I could clap 
my hands, and if I couldn't clap my hands, I could whistle the tune." He said 
if you can't do a thing one way, don't get hung-up about it, try another way, 
and that was the statement that changed my life". 

Ever since, Peter has been trying many ways to break through his 
handicap - and succeeding more often than not. 
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CYSTIC FIBROSIS 

"A DIFFERENCE in my body chemistry makes my mucus thick instead 
of thin, makes it clog my lungs and digestive tract instead of lubricating 
them ". 

This is how sixteen year old Patricia describes her cystic fibrosis. It's a 
simplified explanation, but covers the essentials. 

Cystic fibrosis is a congenital disease which affects the lungs and 
digestive system. Thirty years ago, it was not recognised and babies died of 
pneumonia in infancy. Now antibiotics deal effectively with infections and 
we are learning more about cystic fibrosis all the time. 

Today the name cystic fibrosis is a bit of a misnomer. The full title, 
Cystic Fibrosis of the Pancreas was applied to the disease when first dis
covered, because of the small cysts found in the pancreas as a result of 
obstructions caused by the mucus. Today it is realised that the damage to 
the lungs is more important, but we are stuck with the name cystic fibrosis, 
or CF for short. 

The abnormal mucus causes trouble by blocking the bronchial tubes and 
by preventing the flow of digestive juices from the pancreas to the small 
intestine. If not properly treated this causes bronchitis, coughs, colds, failure 
to gain weight, even malnutrition. It can't yet be cured, but it can be treated. 
The flow of the mucus through the lungs is helped by physiotherapy, and by 
deep breathing exercises. Infection can be prevented by taking long-term 
antibiotics. Today the child with CF takes a tablet which contains the 
necessary pancrean extract before a meal, and so can digest food effectively. 
Good nourishing food and vitamin supplements also play their part, in con
junction with a low fat and high protein diet. 

CF is very unusual in that it is transmitted by a single regressive gene. 
One in twenty of us has such a single gene. This means statistically that 
about one in every five hundred marriages will be between two CF carriers. 
Every time a pair of carrier parents has a child, there is a one in four chance 
that the boy or girl will be born with cystic fibrosis. Thirty-five such babies 
are born here every year. There is as yet no way of detecting CF gene carriers 
before they have children, although research is going on in this direction. 

A baby with CF will wheeze and cough a lot, and may have breathing 
difficulty. His mother may realise Ihe tastes salty when kissed or hugged. His 
sweat will be unusually salty due to a failure of the body chemistry to re
absorb salt from the sweat into the sweat ducts. The baby may be slow to 
gain weight, despite eating well, and may produce unusually unpleasant 
dirty nappies. 
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Early diagnosis of CF is important so that action may be taken. The 
baby will need to begin taking the special tablet to aid digestion, should 
begin a high protein diet, and will begin to learn to breathe deeply and 
have home physiotherapy such as slapping or tapping on the chest to clear 
the lungs. 

Most children with CF will go to normal schools. The need to cough and 
to get rid of mucus should be made known to the teachers. Such coughing 
is non·infective, non-contageous. Parents should also discuss with the school 
what procedure should be adopted for their child in participating in school 
games, physical education classes, in out-of·door activities in bad weather. 
Teachers should know about the importance of the pupil's tablets and 
medicine, and the importance of a good nourishing school lunch. 

TodaY,cystic fibrosis is not the death sentence it once was. 
Thirty years ago, a large proportion of CF children died in early child

hood. But these days, early diagnosis and carefully planned treatment is 
saving the day. More and more children are now emerging into adult life, 
and research continues so that some day, they all will. 

22 



I
." : 0-: 
. - ,,', .. , " .. 

. DIABETES 

DIABETES is a Greek word meaning 'running through'. It is so called 
because in ancient times, people with diabetes grew progressively thinner, 
despite eating well. People came to think that the food and drink merely 
ran through the body, passing out in the urine. They weren't too far wrong 
in this conclusion, though the disease of diabetes is far more complex. 

If is a disorder of the pancreas which makes it unable to produce the 
hormone, insulin, which we need to convert sugars and carbohydrates into 
bodily energy. When we eat, the food is absorbed into the bloodstream, 
Our blood flows round our body rather like a railway line, distributing our 
digested food to where it is needed, brain, skin and body cells. Insulin· is 
the hormone which attracts the food out of our bloodstream into the cells. 
Without insulin, the food would stay in the blood, creating a dangerously 
high concentration of sugar, leading eventually to coma and possibly death. 
Up to this century, people did die with diabetes, but in the nineteen'twenties, 
two Canadian scientists Banting and Best learned to extract insulin from a 
dog's pancreas. Later insulin was obtained from pigs and cattle, and this is 
used today to replace what the human body does not have, 

There are an estimated 300,000 diabetes sufferers in Ireland today of 
all ages. About one-third control the disease with daily injections of insulin, 
a planned diet and exercise. For the majority, however, injections'of insulin 
are not required as their level of diabetes can be controlled through a correct 
balance in diet and exercise. 

How would you recognise the symptoms of diabetes? The tell-tale signs 
are a severe thirst, frequent passing of large amounts of urine, and irritation 
round the genital area, caused by the sugar passing through the body. 
Ancient Chinese writings record that ants were attracted to the urine of the 
diabetic person, because they thought it was honey. 

Most cases of diabetes today will be spotted by the family doctor. He 
will u~ually recommend a blood-sugar test to confirm the condition. This is 
done in it hospital outpatient department. A blood sample is analysed to 
"discover the amount of sugar present. If higher than normal, diabetes is con
firmed. If insulin injections are .considered necessary to control the 
condition, (with some people, a new low-sugar diet does the trick), he will 
normally go to hospital for a few days to start the injections correctly and 
to adjust the insulin intake. He will be given a new eating pl~n. 

Back home he will begin a new life of daily or regular injections, and 
frequent monitoring of his blood-sugar level, which is simply done. The 
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injections don't hurt, because the very fine needle goes just under the skin, 
rather than into the vein: 

The second strand in the successful management of diabetes is diet. Each 
person must strike a balance between taking suffiCient carbohydrate or 
starchy food, which the insulin will convert into energy, and not taking too 
much, which would create excess sugar in the blood. Most people manage 
the diet themselves, adjusting eating to suit work patterns and changing life· 
style. They must learn to forego cream cakes and other goodies, and settle 
for sugar·free biscuits, jams and artificial sweeteners made specially for them. 

Food must be adjusted to the amount of exercise. A boy or girl with 
diabetes can play football, hockey, or indeed any game, but must eat in 
advance to suit such exercise. 'Putting enough petrol in for the journey' as 
one man expressed it. 

But even in the best regulated lifestyles, things can go wrong. Diabetes is 
an unpredictable condition. One can get suddenly tired and low, due to in· 
sufficient sugar, and need to be perked up quickly by sweet glucose tablets, 
easily absorbed. A build up of too·much sugar is much more serious. In its 
chronic form, this may cause a reduced blood supply to a limb, which may 
develop ulceration a~d gangerine when cut or bruised. This could lead to am· 
putation. Diabetes can also damage the blood vessels i'n the eye, causing 
blindness. About three per cent of peo"ple with diabetes d'ie as a" result of the 
disease, but for the majority, there is a normal, or hear normal span of life . 

. Diabetes is one of the eidiest diseases we know, but as yet, there.is no 
- cwefor-it. Massive international rese-;;-~ch continues into its causes. Mean· 

while, many people manage to lead perfectly normal and happy lives, once 
itiey get the balance right. Funny man Stan Laurel had diabetes, as had 
authors Edgar Wallace and H G Wells, and so too has comedierine Elaine 
Stritch and film star J ~lT!es Cagney. 
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EPILE~Y. 

EPILEPSY is not a disease. It is a disorder of the nervous system of the brain 
caused by either an injury before, during or after birth, an illness or an 
accident. If the brain works like a highly mechanised computer, a person 
with epilepsy will switch, as it weie, out of circuit for a few seconds, and 
then switch on again. This temporary switch-off will be seen outwardly as 
a minor, or more rarely, a major attack. 

A minor epileptic attack will show itself in a variety of ways. The person 
may blink a little, or stare vacantly, or have a sudden jerky movement. He 
may seem to go out of contact with you for a second or two, lose the thread 
of conversation. His speech maY become slurred, or may not. Many people 
will get a warning of a minor attack, and after it, they will usually feel 
perfectly normal, and continue with what they have been doing. 

A major attack is rather more traumatic, especially for the onlooker. 
The person loses consciousness, stiffens, shakes or jerks convulsively. If he is 
standing up, or sitting down, he will fall. A major attack lasts usually about 
3-4 minutes. After it, a person may .feelirritable, tired, confused, sleepy to, 
a varying degree. 

How can you help someone who is having a major epilepsy attack? The 
first thing to remember is to keep calm and let the seizure run its course. Do 
not try to restrain movements, but do remove any sharp objects on which 
the person may injure himself. 

Loosen tight clothing round the neck, and turn the head to one side to 
make sure breathing is not obstructed. Place something soft under his head, 
do not force anything between the teeth, he will not choke. When the con
vulsive movements have stopped, turn the person on his side until he regains 
consciousness. 

There are an estimated twenty thousand Irish people with epilepsy, but 
despite the large numbers, it is a condition still misunderstood, shrouded still 
in mystery and fear. Some still believe that a person with epilepsy is 
mentally handicapped. A hundred years ago, it was treated as a form of 
madness, and many people with epilepsy were shut up in ayslums. 

The facts in the nineteen-eighties are that people with epilepsy are 
normal, intelligent, just like you and me. They go to school, get jobs, marry 
and have children. The only difference is that their brain cells need to take a 
rest every so often, to opt out momentarily for a breather. These days, 
eighty per cent of epileptic fits are controlled by medicines, and many people 
have their attacks totally under control. . 

Most people with epilepsy experience their first attack before the age of 
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twenty, typically about the age of eleven or twelve. This will usually be a 
minor attack. The correct family response is to consult the family doctor, 
who should recognise the symptoms of epilepsy and refer to a specialist. 

In order to discover the type of epilepsy and the pait of the brain 
affected, the specialist will usually recommend an electro-encephalograph 
(EEG) and a brain scan. The EEG consists of connecting wires to the brain, 
the scan is a strong form of X-ray. Both tests are painless and can be carried 
out in an ·out-patient hospital department. From ·the re~;ults of these tests, 
the specialist can identify the form of epilepsy and so prescribe the best type 
of medicine to control the attacks. 

The student with epilepsy is greatly helped if the teacher knows about 
it. He may still experience the occasional minor attack in class, while his 
medicine is being stabilised, and should not be punished for inattention. 
There is usually no need for him to go home, or for an} undue attention 
to be drawn to him. The family will help him best if they are open about 
epilepsy .. explain to him what it is, encourage him to tell his friends, so that 
they too will know there is nothing to be afraid of. A child with epilepsy can 
lead a perfectly normal life, though he should swim only where there is a 
lifeguard on duty; Equally he should not be treated differently when ii 
comes to school career guidance. There are jobs not open to him. He would 
not be a suitable candidate for an airline pilot or a train driver. Ideally he 
should not work on heights or work with dangerous machinery. Many people 
with epilepsy whose attacks are controlled, do work successfu!l)f .Y'ith 
·machinery, nowever, and-a-i;erson with epilepsy-may drive a car if he is free 
from attacks for 2/3 years. 

As a disability, ·epilepsy could be considered minor. The person is not 
ill, though he will be on tablets all his life, nor is he mentally handicapped. 
His greatest suffering is often caused by public ignorance. There are people 
at school and work who are made feel different because of their epilepsy. 
There are adults who cannot work because they have· epilepsy, and because 
prospective employers don't care enough to find out the facts about the 
condition. 
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PROFILE 

NORMAN 
CRABBE 

SITTING at his school desk one day when he was ten years old, Norman 
Crabbe began to feel strange and dizzy, and his head turned involuntarily to 
one side. This happened a few times a day. Several nights later, he began 
shaking allover in his sleep in a kind of convulsion. At first his parents 
thought he was having nightmares, but finally they brought him to the 
doctor, where he was referred to hospital for tests. Nobody explained any
thing to Norman, who still remembers his fears of that first hospitalisation. 
Epilepsy, a condition of the nervous system was diagosed, though Norman 
wasn't told so at the time. He was put on a course of tablets, and the attacks 
stopped. But when the tablets ran out, the attacks started again, and it was 
then only that the family realised that Norman would have to take tablets 
every day of his life. Regular daily doses of the correct medication is the key 
to the control of eplisepsy. 

Norman is in his mid-twenties now, married with two children, and he 
has to take nine tablets a day. He has a good job, a comfortable home, and 
a doctor he can trust. Getting his medication right has meant that it is over 
two years now since he has had a major attack, and there hasn't been a 
minor attack in months. 

But he is still suffering from the effects of public fear and ignorance of 
epilepsy, and the conspiracy of silence that the condition seems to create: 
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"My parents called my attacks nightmares, headaches, turns or dizzy 
spells, never epilepsy. They made me feel I had something to hide, part.icul· 
arly the word epilepsy. Although all my family knew. I had epilepsy, I never 
heard one of them use the word in front of me, until I started to use it my
self. Anytime I did, there would be a look of shock or shame among those 
present. This was very disturbing for me, and I began to feel there was far 
more wrong with me than there actually was. I needed somebody to explain 
to me what was wrong, but nobody wanted to talk about it. The doctor 
never seemed to see a need to take the time to explain anything to me at all. 
He talked to my mother, but this did me no good, as she never wanted to 
talk to me about it. I often cried myself to sleep because I was so confused. 
I was alone." 

At school, the minor attacks often caused .Norman to get caned for in
attention. They lasted only half a minute: "but I found them hard to 
explain, and actually I preferred to get caned than try". Later the fact that 
Norman had epilepsy became common knowledge in school: "I was very 
self-conscious, so when anyone called me headcase or nut, I retaliaied with 
a good right hook". 

Academically bright, Norman got his Intermediate Certificate with 
honours, and left school at fifteen to train as a fitter. He had.always been 
interested in cars and motor bikes, and knew he wanted a career connected 
with machinery. He married at eighteen, and at ·twenty, a fully-qualified 
fitter, began to look for his first job: "Soon I realised that job application 
forn-is asked -a· ·Iot ·of questions about health, and particularly-Iong-term
illness". 

At first Norman didn't reveal he had epilepsy, as he felt this would close 
many job opportunities to him. Over the years, his fears have proved correct. 
Despite his qualifications and work record, he has never been called for inter
view where he has shown on the application form that he has epilepsy. Also, 
he has been asked to leave several jobs once it becomes known that he has 
epilepsy, despite a trouble-free record at work: 

"My type of work is not normally that which would be suggested for 
someone with epilepsy. It involves working with some dangerous machinery, 
and sometimes at heights. But I have never had an accident during the course 
of my work. During a minor attack, I never lost consciousness, and so was 
able to minimise dangers. I feel I know myself and my limitations, and I feel 
confident that I can cope". 

It is a confidence that most employers and some doctors do not share. 
One doctor told a former employer that Norman was "permanently 
incapable of work". It took a year of unemployment, despair and trailing 
from specialist to specialist to get this arbitrary medical opinion altered. 
During this time, the Crabbes lived on reduced disability benefit of under 
£40 a week. Norman says he became despairing, defeatist and would 
probably be still unemployed were it not for the support of the Irish 
Epilepsy Association, who encouraged him to continue to search for another 
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medical OpInion. He was finally successful, and had a job within a week of 
receiving the medical all-clear. He is still there over three years later, with no 
industrial health problems. 

Norman says it is still difficult to tell people he has epilepsy, because of 
widespread public ignorance; "Sometimes when I have been out with a 
collection box fund-raising for the Irish Epilepsy Association, people act as 
if they are afraid to touch me! In general people are cautiousi you have to 
gain their acceptance. In spite of this, I do tell people that I have epilepsy, 
because I feel it is nothing to hide, and that people should know the facts". 

"Most of my friends make it their business to understand the problems 
that come with epilepsy and what it actually is. This is the greatest favour 
any friend can do for me, and I think I speak on behalf of many". 

Sadly Norman's condition has caused alienation between himself and his 
family. He has never got over the hurt and bitterness he suffered through the 
family. silence about the condition, and they have never been able to accept 
his need to be open about it. Today he says he sees parents coming to 
meetings to learn how to talk to their epileptic children, and he is delighted 
to see this new attitude. 

But lack of awareness on the part of employers is still a disturbing fact of 
life: "Most employers seem to have no idea what epilepsy actually is, only 
that it is something to be avoided. I think employers have a duty to inform 
themselves. If an employer discovers an employee has epilepsy, he should 
meet him, discuss the situation, examine his work record, find out the facts, 
rather than automatically asking him to leave". 

"People with epilepsy must be given a chance, and they can only get that 
chance th'rough changes in the employer's approach to the problem. People 
with epilepsy are disabled by lots of red tape, prejudice and false myths, 
rather than by epilepsy itself". 
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I HAEMOPHDJA 

QUEEN VICTORIA was probably the most famous carrier of haemophilia, 
a disorder of our blood-clotting mechanism. It is an hereditary condition 
affecting males and trasmitted through females who are themselves un
affected. Queen Victoria passed on the condition through her daughter to 
her grand-daughter, Princess Alexandra, who married Nicholas II, the Czar 
of Russia. Their son, Prince Alexis was born in 1904 was found to have 
haemophilia, a huge tragedy at the time for the heir to the throne. How he 
subsequently should have ruled nobody knows, because fate intervened in 
the form of the Russian revolution in 1917, and almost the entire royal 
family was killed. 

Haemo is from the Greek meaning blood, and philia means lover. In the 
past, people with the condition were described as lovers of blood, probably 
because they tended to lose so much precious blood if they did begin to 
bleed. In the normal way our blood clots through a chain reaction of many 
factors which collectively trigger off the coagulation mechanism. The person 
with haemophilia has a loop in the chain. He is missing one or more of the 
factors necessary for blood to clot. In the past, many people with 
haemophilia bled to death, because medical science knew of no way of 
stopping their bleeding. Today two of the main missing clotting factors 
known as Factor 8 and Factor 9 can be given to the person by injection, 
enabling their blood to clot. 

As has been said, haemophilia is a family disease with seventy per cent of 
all cases inherited through the female line. If a haemophiliac man marries, 
none of his sons will have haemophilia, nor can they pass on the disease. All 
his daughters, however, will be carriers, and if they have children, half of 
their sons may suffer from the disease, and half of their daughters may in 
turn be carriers. The sister of a haemophiliac man has a fifty per cent chance 
of being a carrier, and if so, there is a fifty per cent chance that half her sons 
may be haemophiliacs and half her daughters may be carriers. If she has not 
inherited the defect, then all her children will be normal. Girls can now have 
a medical test to find out if they are carriers, and its results are eighty per 
cent accurate. 

Three hundred Irish people have haemophilia in mild, moderate or severe 
form. But contrary to popular belief, they are not in danger of great blood 
loss if they suffer a minor injury such as cutting their finger. Pin pricks and 
small superficial wounds will bleed no more than anyone else's, and a plaster 
firmly applied will do the trick. This is because minor injuries open only the 
small blood vessels, and pressure closes them. Deep cuts also will bleed in the 
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same way, but if untreated the bleeding may continue. Immediate treatment 
consists of a dressing applied with sufficient pressure to stop the flow. _ . 

. The difficulties of a haemophiliac person are more subtle. Within our 
body;' tiny blood vessels are constantly rupturing as we play, work, bend, 
stretch, or knock against a piec~ of furniture. In the normal way, these clot 
and heal, and we never know. But with haemophilia present, clotting does 
not take place naturally, bleeding may continue and begin oozing out around 
the joints. The first sign that parents may have that their child has 
haemophilia may be the bruises and discolourations that begin appearing at 
knees·and elbows as' he crawls around. The condition will be confirmed by 
taking a sample of his blood, and examining how long it takes to clot. The 
treatment is to replace the missing factors by intravenous injection. 

We have haemophiliac clinics in the country, but today many families 
'manage the condition at home. The blood product-supplied is freeze-dried, 
kept in the family fridge, ready to be reconstituted and used when required. 

Usually an injection will be given to stop bleeding or to prevent bleeding 
starting. Frequentl}, the person learns to recognise warning signs - a stiff
ness and pain in the joints can signal the beginning of internal bleeding, 
which a'swift injection can stop at source. In this way, swelling, pain and 
joint damage is prevented. 

Having a child with haemophilia imposes a constant watchful brief on 
parents. They must strike a balance between caring for their child and not 
being over-protective. "To live at all, our children must live dangerously to 
some extent"-as'one'parent puts it. 'Scrums-on-the-rugby field'are'not recom
mended, but swimming is ideal for building up muscle tone, as does-cycling. 
Suitable· exercise generally develops an improved sense of balance and so 
helps a child avoid injury. Children with haemophilia go to school in the 
normal way, and while it is not common for an 'emergency to arise, most 
parcilnts come to a standing arrangement with the school to be contacted 
immediately in the case of an accident. 

Visits to the dentist have to be managed carefully so that an extraction 
would not cause excessive bleeding, and aspirin cannot be taken for head
ache as it can cause internal bleeding. -

In adulthood a person with haemophilia will have developed a fine 
sixth. sense in the way he moves, works and generally avoids potentially 
injurious situations. He will normally not choose a career involving heavy 
physical work, but can 'and does enter all the normal trades, professions 
and services. Irish people with haemophilia do experience discrimination in 
employment from time, to time, mainly because employers do not know 
what the condition really is. But any fear on the part of employers is un
founded. An employee with haemophilia, as is the case with many hidden 
disabilities, 'is more likely to be loyal and hard-working, precisely because 
he realises he may ex'perience diffi~~lty in finding work elsewhere. 
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I HEARING 

"DON'T SHOUT, I'm not deaf!" We say it to one another all the time. Well, 
about 120,000 people in this country are deaf to some degree or other, 
from mildly hard of hearing to profoundly deaf. 

Deafness might not seem like a huge handicap. After all, a deaf person 
can walk, run, see, travel, read. But the profoundly deaf person cannot hear 
at all, and unless taught language from an early age, he will not speak. Many 
severely deaf people, long ago, were described as deaf and dumb, not because 
they hadn't the physical ability tDspeak, but because they were not taught 
language. They communicated only by signs, identifying themselves as some
how quite different from the rest of us. 

Deafness is the largest single physical handicap we have. One in three 
people over seventy will be deaf, or hard of hearing, and at the other end of 
the scale, about 120 profoundly deaf children are born every year. Even 
with the most powerful hearing aid, a profoundly deaf person will hear only 
rhythmns and vibrations, never clear sounds or speech. If a mother comes 
into contact with german measles (rubella) during the first three months of 
her pregnancy, she can run the risk of her child being born deaf, blind, or 
multiply handicapped. In the past, deaf babies were the frequent results of 
such contact, but since the mid-seventies, girls at puberty are being innocul
ated against rubella. This is an important extension of the school health 
service. It will have long-term effects in cutting down -congenital handicap. 

But babies are still being born deaffor other congenital reasons, or going 
deaf during their early years. These days the fact is likely to be noticed by 
parents and picked up at the local developmental clinic. When deafness is 
diagnosed, a whole support team swings 'into action, so that the baby can 
begin to be helped from the very beginning. He will be assessed by an audi
ologist, and, depending on the degree of deafness, will be fitted with a body 
hearing aid. This looks like a little transistor, and works by magnifying all 
the sounds heard. The pre-school deaf child will be visited regularly at 
home by a visiting teacher from the Department of Education. Visits are 
normally every week within Dublin, once a fortnight outside Dublin, and 
compared to other countries, we have a proportionally high rate of visiting 
teachers. 

The teacher works ideally with all the family. She can act as facilitator 
between parents and child in giving practical help and instruction on the 
teaching of language. She will also help and support parents. Some teachers 
today are doing marriage guidance and counsell ing courses, because parents 
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of handicapped children need all kinds of help to come to terms with their 
sitlJation and ta,lk through their fears, 

A mother can 'teach her deaf child to lip-read effectively, and she can teach 
him ttie beginnings of speech. But it takes time, patience, dedication. One 
teacher describes it as a "taxing, slow and laborious process" to put ,language 
on the day to day experiences of a child, While the child can gradually get 
the key words, it takes longer to learn linking words, to put structure on a 
sentence, tater still, the child will have to begin to understand abstract con
cepts like 'if' and 'somebody'. 

Only a minodty of severely deaf children attend normal school. In many 
cases, our schools are not suitable for the very deaf child. Classes are too big, 
teachers not equipped or not willing to make the necessary adjustments to a 
deaf child in the class. For those who do attend normal school, the most 
suitable position in class is where the teacher's face can always be seen. The 
child will manage by lip-reading, so she must always be able to see the 
teacher's face, or the face of anyone else contributing to the class. A newer 
classroom aid is the radio aid, where the teacher and child both wear a 
transmitter and receiver. 

For most deaf children, it must be a special school, and there are one 
thousand deaf children attending special schools in Dublin, Cork and Limerick, 
They follow the normal primary and post primary curriculum with one 
exception - they don't learn Irish. Most pupils take Group Certificate, but 
o_nly a handful will sit for their Leaving Certificate. Every year one or two 
profoundly deaf young people makeii to university and -fake a aegree, but -
these are the exceptions . 
. Long ago, deaf people were tailors, cobblers, domestics, Today career 

opportunities have greatly improved, The new technological age suits deaf 
people. They don't mind a noisy environment, so they work ~ell in fact
ories w!th computers and with machines. 

Debate continues about whether or not deaf children should be taught 
sign language, In other countries, some experts feel we should all learn sign 
language so that we could all commuricate with deaf people. Others believe 
this attitude ghettoises deaf people, and makes them separate. In Ireland, 
eighty per cent of'the children in special s~hools learn speech and lip-reading 
rather than signi'ng as a way of communicating. And yet, our adult deaf 
people w,ill use sign language when they are 'together, because they find it 
quicker and more relaxing, Perhaps the answer is to teach speech to the child 
wtio will learn to sign as he grows older anyway. In this way he will be able 
to play it pait in the he'arilig world, When speaking to a deaf person, face 
them, spea,k clearly, and remember, you don't have to shout ... 
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PROFILE 

MAURA 
BUCKLEY 

MAURA BUCKLEY has more in common with her pupils than most teachers. 
She teaches deaf girls at the Dominican School for the Deaf, Cabra, Dublin, 
and -she can relate particularly well to her class, as she is herself profoundly 
deaf: 

"At fourteen months, I was diagnosed as profoundly deaf. My parents had 
thought at first that I was just being stubborn not responding, but I was found 
to be deaf, with no known cause. At that time my parents were given no 
help, and there were no guide-lines whatsoever". 

But Maura was lucky in the parents she had. They realised they must give 
her language if she were to learn to speak, and so they set about labelling and 
identifying her widening world: "My mother was a school teacher, and 
whenever she would teach me a new word, she would write it on a flash card, 
and also use pictures to get home the message. When we would be out for a 
walk and see animals in the field, my father would tell me what they were, 
and all about them. They knew if they did not talk to me, I would not speak, 
and so they told me everything. I learned to lip read before I could speak. I 
also learned to read very early, because with their system, I was learning to 
read and talk at the same time". 

She is from Clonmel, Co. Tipperary, the eldest in a family of three. When 
she was five, she went away to a small, private school in Co. Mayo where a 
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trained. teacher of the deaf taught speech, This was in the late nineteen
forties when the school for the deaf in Dublin was teaching only sign language 
to its deaf pupils. Maura was very sad at leaving h'ome, as were her parents. 
She said they all cried: "But they made the sacrifice for my sake, and 
during term time kept in touch with letters and parcels". 

In 1950 the Cabra School went oral, that is to say, they began to teach 
speech. Maura became a pupil there at eight, completing her primary and 
post-primary education. They followed the normal curriculum, ,but excluded 
Irish, believing one language was enough to cope with: 

"I was very happy at school. My friends were there and it was my world. 
There is no place like home, of course,' but it was difficult to comm~nicate 
with other girls of my own age. They had their own friends,.1 didn't fiUn, 
and I had little confidence then". 

"My parents were marvellous. They never over-protected or over-sheltered 
me. They never made me feel different, and I often forgot I ",:as deaf. From 
the age of six, I ran messages, remembering always to be very careful, be
cause as I couldn't hear the traffic, I had to take great care to looK". 

Without Irish which was then a compulsory exam subject, the girls at 
Cabra could not sit for Intermediate or Leaving Certificate. Maura mat
riculated, knowing what career she wanted to follow: "I always wanted to be 
a school teacher, but the university would not accept me, so I worked for 
two years at the Irish Sweepstakes offices in Ballsbridge. The firm was good, 
one of the first to accept deaf people, but I was fed up! ,. Fate intervened.in 

. the form of a'scholarship to a teacher training.college in Buffalo, New York. 
Maura was on her way: .- --

"The first two years in America were terrible. It was a hearing College, and 
I was the. only deaf person there. I felt very cut off from everybody, and it 
was then that I began. to realise that I had to reach out to people and make 
the first move. I grew more confident, and made friends. A student who was 
doing the same subjects as me became my note-taker.·She took all the notes 
for me at lectures, she always' said .it kept her awake, and she thanks me for 
her good marks". Maura did well too, gaining a B.A. in sociology. 

She married in America. Her husband is Irish, and he is also deaf. They 
have three children, Aidan, Declan and Ciaran, who have normal hearing. 

In 1972 the.Buckleys returned to Ireland. Maura applied to the Cabra 
school for a job, and her application was approved by the Department of 
Education. She took a diploma course at University College, Dublin, and 
became a recognised teacher of the deaf. 

She says attitudes and opportunities have improved a lot since she was a 
pupil. The abolition of compulsory Irish means that her students can sit the 
Leaving Certificate, and are, therefore, eligible for jobs in the public service, 
banks and for third level education. The opportunities in private industry are 
improving too: "But many employers still believe that because a person is 
deaf, she or he has some mental handicap, instead of a physical one". 

Maura does speak differently. She articulates her words precisely, and 
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because she can't hear herself, her speech lacks rythmn and cadence. She 
communicates through lip reading, so conversations must take place, face 
to face. She says despite many advances, there are still areas that need tac kl
ing. She is a founder member of the Deaf Action Group, formed to raise 
awaren'ess of the problems of deaf people, particularly in access to information. 
Deaf people can't use the telephone, can't watch television satisfactorily, and 
cannot participate in many public meetings and functions. 

The group has asked the Department of Posts and Telegraphs to provide 
telephones with visual screens for deaf subscribers so that they would be 
able to use the 'phone. They would like RTE to be more aware of its deaf 
viewing public, Maura says 'News for the Deaf' is not as complete <IS the 
main news that precedes it, and that an occasional title identifying a speaker 
or a topic during television discussion would be very helpful: "Another 
thing is that from time'to time, a programme is interrupted by a news flash. 
It will not be given a~ain for the deaf, and if we have missed it, we have to 
wait till we read the newspapers next morning to find out what has happened". 
Because, of course, if you're deaf, the radio is no good, either. 

Maura says public meetings pose great problems for deaf people. She 
dreads her own parent teacher meetings at school, and says there is a great 
need for more interpreters for the deaf to be available at public gatherings, 
She plans to compile a directory of interpreters, so that deaf people ,would 
know who to contact in their own locality. 

Maura Buckley presents as a happy, fulfilled woman, who is content with 
her lot. She says she gets sad sometimes when she realise' she has never heard 
music, or heard her sons cry as babies, or laugh - "but I can still see and 
walk". 

"Today I am between the two worlds, the world of the deaf and the 
hearing world" she says. "I grew up in the deaf world, but I'm glad I have 
not stayed in that world, because it is through contact with the hearing world 
that I can learn, I learn a lot from my sons. Their friends come and stay, and 
they accept me completely. I believe it is because their parents have ex
plained the handicap to them, When I was growing up, some children used to' 
jeer and pass remarks at me, because they were not told any better. But 
attitudes have improved a lot ". 
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KIDNEY 

FOR most of us, the routine visit to the toilet is something we don't think 
too much about. At best it is an interruption of activity, a necessary regular 
action. But what if our kidneys stopped working, if we no longer got the 
signal to use the toilet, if we couldn't spend that penny? That is what 
chronic .kidney failure is. It happens to about 140 young people in Ireland 
every year, and it is a disease that kills, unless urgent action is taken. Some 
of its causes are unknown, but many cases are due to chronic nephritis, in 
which scarring tissue builds up on the kidney. Nobody knows why this 
happens. In renal failure, the bowel and its functions are not affected. 

When we use the toilet to expel excess liquids from our body, we are also 
getting rid of poisons absorbed into the bloodstream in the normal course of 
living, breathing and eating. When we can no longer expel them, these poisons 
build up. The person who is unable to pass water in the normal way begins 
to feel very unwell. Soon he will become bloated, and if untreated, he will 
die, literally drowning in his own body fluids. 

Thirty years ago, people with chronic renal failure did die. Today many 
continue to live with the help of a kidney machine, or more recently, a 
kidney transplant. 

Today there are renal units in Dublin, Cork and Galway, equipped with 
kidney machines which are lifelines to 150 people. There are over fifty 
home kidney units also. 

The older kidney machines looked rather like a single tub washing mac
hine, and indeed the action of the kidney machine is to wash or cleanse the 
blood of all impurities. The user is connected to the machine by two tubes 
in his arm. One into a fistula, (an artery and vein connected) takes away the 
impure blood, the other into the vein returns the purified blood. The process 
of purifying is called dialysis. During dialysis the blood leaves the body and 
returns in a continuous cycle. The process takes five hours, and must be 
done three times a week. 

The kidney machine is a life-saver, but it is also a tyrant, particularly for 
people who live a long way from a hospital renal unit. Take John, a teacher 
from Monaghan. He lives alone and is unable to have a unit at home, as 
there would be nobody on hand if things went wrong. So he must drive 
down to Dublin three nights a week after his day's work, and after dialysis 
drive home again in the early hours of the morning. 

Brendan is luckier. He has a unit at home. His wife sets it up during the 
afternoon, and Brendan goes on the machine when he comes home from 
work. At the end of the night, the couple have to dismantle and clean the 
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machine, another lengthy job. They are grateful for their home kidney unit, 
but Brendan's dependence on the machine affects family life and leisure. 
They can never. go· on holiday. • 

A kidney machine costs £10,000 and maintaining it in hospital costs 
another £15,000 a year. In England two thousand people die each year due 
to lack of space on a kidney machine. In Ireland, nobody is refused treat
ment, but facilities are stretched to the limit. 

The only end to treatment is death, or a more positive response, a kidney 
transplant. Brian had his transplant five years ago, and now leads a normal, 
active healthy life. Today over sixty kidney transplant operations take place 
here every year, and there is a high success rate. The waiting list for trans
plants grows all the time, with some people waiting five or six years. Over six 
hundred people die on our roads every year, .and many of these could be 
posthumous donors. But doctors cannot use the kidneys, unless the accident 
victim is carrying a kidney donor's card. When this is the case, the relatives 
are approached, their formal permission to remove the kidneys is sought.and 
invariably given. 

Relatives usually feel pleased that at least some good can come out of 
their family tragedy. The kidney is then matched by comp'uter to a suitable 
patient on the waiting list, and the operation is speedily carried ou·t. Kidney 
donor cards are available, (from the Irish Kidney Association) and if more 
people carried these cards, they would be contributing to the fight against 
kidney disease. 
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· MENTAL HANDICAP 

A mentally handicapped person thinks slower than average, will never reach 
intellectual maturity, and will have difficulty in realising the consequences 
of his or her actions. Mental handicap is caused by the failure of the brain to 
develop normally, due to damage before birth, injury during or after birth, 
infection, a bio-chemical imbalance, or a body cell abnormality. 

The degree of handicap varies from mild to profound. A mildly handicapped 
person will probably be able to lead a relatively normal, independent life, 
with some support, while someone with a profound mental handicap is more 
likely to spend their life in long-term care, rather than with their own 
family. Between these two extremes, the lifestyle of a moderate or severely 
handicapped person will depend to an extent on the local services available, 
the family he or she is born into, the degree of handicap, and the personality 
of the person involved. For handicapped people are individuals like the 
rest of us, with their own particular strengths, preferences and needs. 

What is certain is that it is better to be born handicapped today than it 
would have been a hundred, or even thrity years ago. 

To have a handicapped child in ancient times was regarded as a sign of 
displeasure from the gods, and such children were frequently abandoned by 
their parents, being left to die from exposure, or from attacks by wild 
animals. Ancient Irish law recognised the existence of 'idiots, dotards and 
madmen' and protected them from exploitation. Our response was the Poor 
Law and Lunacy Act, which consigned mentally handicapped people into 
hospitals for the mentally ill. In the eighteen-sixties the first residential 
centre for handicapped people was built in Dublin, but more than half a 
century passed before we opened another. 

In the nineteen-twenties, various religious orders in Ireland began opening 
residential centres for handicapped people. These were usually situated in 
large, rambling country houses, difficult and costly to heat, maintain and 
renovate. They tended to be placed in remote country areas, reflecting an 
unenlightened approach which accepted the hiding of disabled people 
away from the general public. 

This attitude continued until well into this century. Families felt a shame 
and stigma at the presence of a handicapped child. Many parents were 
isolated, with nobody to turn to for advice or support. 

From 1930 onwards some educational provision was made for mildy 
handicapped pupils in special schools, and in the nineteen-fifties, attitudes 
began to improve. The first special day school for moderately handicapped. 
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children was recognised by the Department of Education in 1953, and the 
first child guidance clinic was opened in 1955. 

By 1956 the parents of handicapped children had begun to come together, 
to share experiences, help one another and voice common needs. A Com
mission of Enquiry into Mental Handicap in Ireland was published in 1965, 
and our current services still reflect the recommendations of that report. 
Today we have assessment faCilities, pre-school care, special day and residen
tial schools. for handicapped children, vocational training and day care 
centres, sheltered workshops, group homes and residential beds for all 
degrees of handicap. However, the emphasis now is on keeping our 
handicapped citizens in the community as far as possible, and improving 
local services. Facilities continue to improve, though the national picture is 
still far from perfect. 

We have approximately 30,000 handicapped people in Ireland today, and 
over half of these are mildy handicapped. We have an estimated six thousand 
moderately handicapped people, four thousand severely handicapped, and 
under two thousand profoundly handicapped. 

The majority of people live in the community with their families, and 
about ten thousand handicapped people live in residential care - in mental 
handicap homes, geriatric, psychiatric or paediatric hospitals, or in residential 
homes. 

These are the facts. Buta brief look at some of the human faces behind 
the statistics explains the picture best. Mary is a mil~y ha_l'!c:!ic2 Pp_eg girl 
living in Dublin. -Nobody knew she was handicapped until she went to 
school, and had difficulty in keeping up with the class. She was assessed and 
found to be mildly retarded. She now attends a special school and is doing 
well. She reads and writes a little, loves cooking, and is beginning to get 
about on her own. Mary, when she leaves school, may be able to get a job in 
open employment, but if not, she will be accepted for training and employ
ment in a sheltered workshop. -She is friendly and outgoing, and may marry. 
In this event; she will need support from her family and the local health 
services in bringing up her family. 

Matthew is a Down's Syndrome baby, one of 120 such born in Ireland, 
every year. The name comes from Doctor Langdon Down, who discovered in 
London in 1866 that certain handicapped children had mental and physical 
characteristics in common. In 1959 it was discovered that an extra chromo
som'e in each cell of the baby's body is the cause of Down's Syndrome. 

Matthew is moderately handicapped. He is also very lucky because he was 
born in Dubliri where facilities are- varied and numerous, and because his 
mother is a nurse, and knew the value of talking to him and playing with him 
to encourage his development. Matthew was very slow to sit up, to stand and 
to walk. At eight, he understands everything that is said to him, he can speak 
a little, he is toilet-trained, he can wash, dress and feed himself, and loves 
music and swimming. He went to a normal playgroup near his home, and 
froin there on to a special school which he loves. He may be able to learn to 
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read and write a little, and will probably progress to a training centre and 
sheltered employment, where he will work at a series of simple, repetitive 
jobs. Mathew will never be able to look after himself totally, and his parents 
worry about his future. His brothers and sisters love him, but may not be in 
a:position to take care of him in the years to come . 

. John is severely mentally handicapped, and could be described as a very 
slow version of Matthew. At six, he is still incontinent, cannot dress or feed 
himself. He has a loving relationship with his family, particularly his mother, 
but a question mark hangs over his future. Should he go into residential 
care now and adjust to it, or should he continue to live at home, needing 
progressively more care from his parents, themselves in their early forties? 
John goes to a special day centre, and may never be able for sheltered 
employment. 

Agnes is profoundly mentally handicapped. She can neither speak nor 
walk, and has to be lifted everywhere. She is emotionally disturbed, and 
spends a.lot of time sitting still or rocking to and fro. She was a disruptive 
influence at home, and is now in long·term care where the routine and 
structure seems to suit her. Agnes's parents visit frequently, and she seems 
glad to see them, but is not unduly upset when they leave. She will live out 
her days in care. 

When a baby is born and found to be handicapped, the correct procedure 
is for the doctor to tell the mother and father together as swiftly and com
passionately as possible. Medical students are now receiving tuition on 
mental handicap as part of their training. The baby should be left with the 
mother if medically possible, in order to start the bonding process which is 
important for the development of mutual love. Frequently parents have 
feelings of rejection towards a handicapped .child, and need a lot of help 
and support to talk through their feelings of grief, shock and anxiety for the 
future. It can be helpful for them to meet other parents of handicapped 
children who are coping with the situation, either while still in hospital or 
after they return home. Some organisations have such parents who will visit 
and counsel new couples in this situation. 

Bringing home a handicapped baby can be a daunting experience. The 
security of the hospital is no longer there, and the family is on its own. 
Frequently a baby will be difficult to feed, and need a lot of extra care and 
attention. Hie other children in the family have to be told, friends and 
neighbours must be faced. Often people don't call or contact the family due 
to embarrassement, and the new mother is left extremely isolated at a time 
when she most needs friends. A better approach is to get in touch, and allow 
her talk about the baby. If a mother lives in an urban area, she will probably 
be visited by the local health nurse, but this service is patchy, and many rural 
mothers lose out. 

New parents of a' handicapped child are encouraged to contact one of the 
voluntary organisations specialising in handicap care, or their local health 
board, to have the baby assessed, and to receive practical help and guide·lines. 
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They will invariably be told not to spoil the new baby. A common mistake 
that many families make is to spoil the handicapped member, instead of 
treating him or her the same as the other children as far as possible. Spoiling 
a handicapped child does him no' favours. It makes him bossy, tyrannical, 
unloving, resented by the other family members, and it may also interfere 
with his need for independence. 

Each baby is an individual, but many handicapped babies may seem like 
'good' babies in one sense. He may lie for hours without crying for atten
tion, tempting his mother to leave him be, and get on with her work. But 
though a handicapped baby may not demand attention like other children, 
he needs it just as much, if not more. Research is now showing that the 
ability of many such children is greater than was thought in the past, and the 

. early years provide an important foundation on which to build. So mothers 
are encouraged to bring the baby down to the sounds and sights of the living 
area, rather than leaving him upstairs to lie for hours in his cot. She can 
hang mobiles in his cot, and sing and talk to him, even if there is small 
response. The physiotherapist will often suggest simple leg and arm move
ments to strengthen muscles and improve circulation. These can be turned 
into a game, and an opportunity to name repeatedly the various parts of the 
body. Handicapped children need constant repetition in order to grasp many 
ideas and concepts. 

New parents may well be advised to allow the wider family to share in the 
baby, if they offer. Similarly, if friends and neighbours volunteer to mind 
the baby for short. periods, a mother should accept.ltgives_hera break,. it. 
widens her baby's world, and it.encourages a more enlightened understanding 
of mental handicap, a subject confined to the individual families·concerned 
for far too long. 

At school entry age, the handicapped child will.be assessed for entry into 
either normal school,a special class, a special school, or in the case of a severe 
handicap, a developmental day centre. A mildy handicapped child may be 
able to manage normal primary school, probably with some remedial teach
ing, which may be provided as part of the school service. A mildly handicapped 
person can hold down a job at a fairly mundane level, and indeed can be 
particularly suitable for routine repetitive work that other employees may 
find boring. 'But many handicapped people have great difficulty in finding 
work in the open market. A survey during the International Year of Disabled 
Persons showed that a majority of the public are unwilling to work beside a 
disabled person, and have a particular fear of mental handicap. 

We have special naiional, schools for moderately handicapped children 
with an entry age at 4 or 5 years, leaving at sixteen plus. The school curriculum 
is designed and set by the Department of Education, and lays special emphasis 
on flexibility, social adaptation, and the individual needs of each child. Acad
emically, students follow a simplified course, which concentrates on 
pre-reading, pre-number, basic literacy, arts and crafts. 

A special school puts a lot of emphasis on living skills. At school the 
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child-ren learn how to make beds,lay the table, cook, wash up, shop, travel 
on buses, and generally how to become as independent as possible, On leaving 
school, many will go on to a training centre. Here the social development 
theme is continued. They gain experience also in special work skills, like 
carpentry, industrial sewing, working with machinery in a programme 
tailored to individual ability. Trainees learn about working with other 
people, about punctuality and dependability. After the two year training 
course, some will go on to employment in a sheltered workshop. They will 
have the opportunity there for a variety of work, including toy and 
furniture-making, packaging, assembly, or more simple folding, collating 
and postal work. They will be paid a basic wage, plus a production bonus. 
Others may be-able to go on for further training to AnCO, or a Vocational 
Education course, or train for a service industry, such as hotel or catering 
work. 

Severely handicapped children between the ages of 3 and 12 years who are 
not able for special SChool, may attend a developmental day centre. Its graded 
program!Tle suits individual needs. They will be helped with speech, movement! 

toilet-training, self-feeding, and will enjoy arts, painting, crafts and learning 
throllgh play. 

So the lot of the handicapped person has improved greatly in the past 
twenty years. But most of the advances have been in the expansion of child
care services. Much work still needs to be done to give a better life to mentally 
handicapped adults, and to people of all ages in residential care. Improved 
health services mean that many handicapped people now have a normal, or 
near normal life-span. The latest report of a government working party on 
services needed, showed that there are several thousand mentally handicapped 
people in residential care, who could live in the community if suitable services 
were available. Equally, there are several thousand mentally retarded people 
living at home who need residential care. There are also about two thousand 
mentally handicapped people living in unsuitable psychiatric and geriatric 
hospitals. 

By suitabl.e community services we mean more small group homes, more 
day centres, more training places, more sheltered workshops. The group 
home provides a secure base for the adult able to live in the community, 
but still needing some support. A typical home would be an ordinary semi
detached house, in wh ich 5/6 adults would live, probably going to work 
durin'g the day, with the home care of a house mother. At present, we have 
very few such homes. If there were more, a greater number of people now in 
institutions would be able to take their rightful place in society. 

We need more training places and sheltered workshop opportunities, 
because current demand exceeds supply. Many-adults who could work in a 
protected environment, sit at home with nothing to do. A recent survey gave 
handicapped people an opportunity to voice their needs, and the most 
striking feature of the repo[t was the excruciating loneliness experienced by 
many mentally handicapped young people and adults. They voiced common 

45 



needs for work, which could give them a sense of worth and purpose, as well 
as some financial freedom, the need for friends, and the need for a meaning
ful relationship with another person. Many said they would like to marry. 

Indeed, many people now believe that we cannot talk about giving all 
disabled people their full .rights as citizens, unless we include the right to 
marry and have a family. For too long, mentally handicapped people were 
seen as asexual children, but it is now being increasingly realised that they 
are full adults, with normal sexual needs. It should also be said that hand
icapped people are neither aggressive nor dangerous, but rather tend to be 
very shy and sensitive. Facing up to the realisation of their full needs poses a 
new challenge. If mentally handicapped people are to marry, they must be in 
a position to support a family financially. They must have somewhere decent 
to live, and they need a comprehensive network of community care to help 
them with the various practical difficulties they will meet as married people, 
and as parents. 

How can we prevent mental handicap? In Ireland we have the highest 
birth rate in the EEC, and the highest incidence of handicap. There are a 
number of reasons for our high rate of abnormal births. The most obvious 
one is that other countries terminate abnormal pregnancies, thereby dis
posing of the problem, rather than working with it. As a race we are prone to 
genetic abnormalities. One possible reason is that in a closed, small pop
ulation, there is a greater chance of consanguinity, and defects are more 
easily passed around. 

The age .0Lthe mother is another important factor. Doctors suggest that 
the rate of abnormal births would be halved if women over thirty-five did 
not have children. Genetic counselling also plays a part. With some handicaps, 
where there is a family history of abnormality, it is possible to give a reason
ably accurate forecast for future children. 

But it is in the area of brain damage, not always apparent at birth that the 
medical profession are most hopeful of progress both in prevention and 
management. 

There are two stages during pregnancy where the foetus is at risk of brain 
damage - up to the twentieth week while the brain is developing, and during 
the last stages of pregnancy, where a diminished blood supply from the 
placenta could retard the baby's growth. 

One ofthe first indications that the vital blood flow may be affected is a 
rise in the mother's blood pressure. Observation and new technology can be 
used to check the baby's development. At-risk·babies may. also catch up 
after birth, and handicap factors can be lessened with special care units. This 
supports the view that a baby should be born in a maternity hospital, which 
has a fully developed neo-natal department and adequately skilled staff. 
Vulnerable mothers need support during pregnancy, and in the months 
immediately after the birth. 

So to provide the best possible chance of preventing and Iminimising the 
risk of perinatal handicap, maternity hospitals need full obstetric units, and 
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the backing of paediatric services. A comprehensive prevention policy also 
includes medical education, medical records and research, immunisation 
against maternal disease which causes handicap, such as german measles, 
(rubella). In other countries women are offered an incentive maternity· 
allowance and a bonus child welfare scheme. Such a .policy here could 
make sense, not only in terms of long·term financial cost, but also in the 
prevention and management of handicap, and the overall improvement in 
the quality of life. 
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MENTAL II J ,NESS 

WE all get fed up from time to time, lose out tempers and say things we 
don't mean. Most of us get depressed and anxious occasionally. We all over· 
react sometimes, become over-excitied or enraged to the point where we 
might fling something at the wall, or at our best friend! Most of us some· 
times experience the feeling that "everyone is out to get me, nobody under· 
stands me, the whole world is against me, and nothing matters anymore, 
anyway". All of these feelings are quite normal, acceptable, even healthy, if 
they teach us to work through a situation. In normal cases, we will cheer 
up, make up, face the worry, confide in a friend, or muddle through on our 
own. The crisis will pass, the cloud will lift, until next time. 

But people can slide over the thin line from normality into mental illness 
when they can no longer cope with the stresses and pressures in their lives. 
Every single human being has a point beyond which he or she cannot be 
pushed without losing emotional balance, and this emotional threshold varies 
from person to person. 

Mental illness is a physical and/or mental disability which interferes with 
our capacity to cope with everyday living. It is often only a temporary 
condition, and can be treated successfully in many cases. 

Mental health is far more than the absence of mental illness. It too has to 
do with everyday life, how we get along with ourselves, our families, at 
school, at work, at leisure. It has to do with the way we are able to balance 
our abilities, ambitions, needs, feelings and conscience, in order to meet the 
changing demands of our lives. Our relative ability to do this, determines our 
mental health, and f()r all of us, this will be a fluid, developing situation. 
Different crises will occur in our lives, and our success in learning new skills 
to deal with these will indicate how more or less mentally healthy we are. 

So there is no line that neatly divides the mentally healthy from the 
unhealthy. We are all involved. 

There are many different forms of mental illness, and different degrees of 
severity within types: 
Neurosis: is mainly a disturbance of feelings in emotions. A neurotic person 
remains in contact with reality, and reasoning powers stay intact, but he or 
she will behave in an exaggerated version of normality, and respond to s'it
uations with an inordinate amount of fear say, or anger, jealousy, 
Psychosis: is a much more serious illness than neurosis. Psychotic people 
suffer from disorders of thinking as well as feeling. Their judgment will be 
affected, they lose touch with reality, and are unable to grasp their real 
situation. 
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Schizophrenia: is an umbrella term covering a group of severe mental dis
orders. The main symptoms are loss of drive or ambition, inability to sustain 
family and social relationships. The person will often have delusions of 
grandeur, and believe he is Napoleon or Hitler, or some world·famous or 
notorious figure. He may hear voices, and feel he is being persecuted and 
unjustly treated by those around him. The word means 'splitting of mind' 
and is derived from two Greek words. While this doesn't mean the double 
personality as exemplified by the fictional Doctor Jekyll and Mr. Hyde, 
there are distortions in the thought processes, and withdrawal, another 
splitting from the world. 
Depression: in mental illness is far different from feeling a bit blue on a 
Monday morning. The illness of depression brings with it feelings of great 
misery and personal worthlessness, massive guilt, a dread of the future, 
sometimes suicidal tendencies, feelings of isolation, and being cut off and 
different from other people. 
Anxiety: is often associated with depression. It is characterised by great 
agitation and anxiety out of proportion to a particular situation. Someone 
mentally ill with anxiety will be constantly worried that something dreadful 
is about to happen. There will be no joy or peace in their life, instead there 
will be dread, fear, feelings of uselessness. 

This type of anxiety is a constant and greatly exaggerated form of the 
routine anxiety and worry we all experience from time to time. It has been 
said that normal anxiety keeps us alive, but abnormal anxiety can make us 
wish we were dead. 
Mania: is characterised by high, elated, overactive emotions. The person 
suffering from mania will have unreai'istic plans and ideas, he will be out of 
touch with reality, may be unable to sleep even when tired, and may often 
neglect to look after himself. 
Phobia: is a fear about something that does not cause most'people to be 
afraid. Many people have phobias about snakes or heights, so they don't climb 
ladders, and avoid the swamps of equ itorial Africa. But abnormal phobias 
can limit and even dominate a person's life. Our most common phobia is 
agoraphobia, which is fear of having a panic attack and losing control in the 
company of other people. People with agoraphobia become prisoners of 
their own bodies. Some have been housebound for up to thirty years, be
cause they are afraid to leave their homes. 
Obsession: many of us have minor obsessions such as being ultra-tidy, or a 
pet obsessive theory about education, or politics or parents. An obsession 
crosses over the boundary into abnormality when it begins to dominate a 
life, and generates thoughts and actions which are harmful to the person 
involved, and a hindrance to society. 
Psychopath: is someone who is unreliable to everyone. He does not seem to 
have a normal perception of right and wrong. He may lie, cheat, let you 
down, and return expecting to be believed and accepted. Psychopathic 
people seem unable to learn from experience, to take moral responsibility 
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for their actions, or to relate and respond meaningfully to other people. 
Paranoia: is a feeling of being persecuted. A paranoid person is someone 
who believes that everybody is out to get him or her. In this belief, he may be 
blaming others for his own sub-conscious feelings of self-hatred and inner 
hostility. 

Just as there is never a single, simple cause for normal behaviour, so there 
is never a single, simple cause for mental illness. As has been said, everyone 
has an emotional threshold over which they cannot be pushed without harm. 
Some people are more likely to become mentally ill than others, due to a 
combination of their' own make-up and personality, a tragedy or stress in 
their lives, or the environment in which they live. 

Some physical predispositions can be seen when searching for causes. 
People with an over-sensitive nervous system may become prone to emotional 
disturbance. Mental illness cannot be inherited as such, but people can 
inherit genetically a constitutional disposition towards illness which could lie 
latent for years, until some stress or crisis brings it to the open. 

Some forms of brain damage can affect mental illness, and our body 
chemistry and hormone levels can also affect our emotional balance. Old 
people become more prone to infection and degeneration of brain tissue, 
and may become mentally ill as a result. Senile dementia is a case in point, in 
which the brain cells atrophy, creating a serious and progressive loss"in mental 
capacity. 

Environmental factors can tip the scales towards mental illness. People 
who have had unloving and insecure childhoods may be more vulnerable to 
mental illness. A death in the family, a tragedy, constant stress - these will 
propel some people beyond their emotional threshold. Constant grinding 
poverty, bad housing, institutional living, unemploy~ent and other de
human ising. situations which do not satisfy people's basic needs for love, 
shelter and a goal in life will also affect our mental health'. 

In Ireland we have twelve thousand patients in psychiatric hospitals and 
thirty thousand people attending psychiatric outpatient clinics. More working 
days are lost through mental problems that through strikes, and one out of 
every three people consulting the family doctor has a psychiatric aspect to 
thejllness, though it may not be presented as such. 

In mental illness, as in physical, early detection is valuable. The family 
doctor is the first person to consult if a member of the family seems greatly 
depressed or anxious, or begins behaving in an unusual or bizarre way. All 
GP's now have to undergo a six month psychiatric course as part of their on
going training, so the doctor should be able to identify if something is 
seriously wrong, how best to treat it, and when to call in specialist hei'p. 

Long, and not so long ago, people with a mental illness were called lunatics 
and locked up, sometimes for life, behind high walls. Today the walls of 
many institutions have come" down and community contact need not be 
totally lost. Today many people can regard their mental illness as a period in 
their lives which is now past. Many people recover fully, others may still " 
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rieed support, and live in a group family home, working in open employment 
or a sheltered workshop situation. 

Modern treatment of mental illness is usually a combination of physical 
and pschological, in other words, drugs and therapy. In the past twenty 
years, there has been a great advance in the type and scope of drugs available 
to' people with mental illness. There are four main types of mind-affecting 
drugs: 
• hypnotic drugs 

• anti-depressants 

• tranquillisers 
• stimulants 

including barbiturates usually used to help people" 
to sl~ep 
used in the treatment of depression as they help 
people feel less anxious 
help people relax and feel more at ease 
these are used when people need help to become 
more energetic-and lively. 

But although drugs have been valuable in the treatment of mental illness, 
they are a two·edged sword. Some drugs are dangerous if used improperly, 
and others have unpleasant side·effects. Some may become dangerous if used 

. for a long time.· Barbituates are habit·forming, and can do a great deal of 
physical damage if used incorrectly. Possibly the correct approach to drugs 
lies in the realisation that they can lessen distress, but cannot provide a cure. 
Ideally they should not be used alone, but in conjunction with Some form 
of psychotheraphy. 

Another form of' physical treatment for mental·illness is -ECT, or"electro 
coniililsive thera"phY. "In ECT, the patient is given an anaesthetic and a muscle 
relaxant. Then a small current of electricity is passed through the brain so 
that an artificial convulsion is induced. ECT seems to relieve the symptoms 
of certain serious depressions. However, it is a controversial. treatment, 
because the long·term side effects are not" properly known, and because it 
does not deal directly with the major cause or causes of the depression. 

Psychotherapy is sometimes called 'talking' treatment. It includes a group 
of psychological treatments which will involve an individual or a group for a 
long or short period. 

In psychotherapy, people 'are encouraged to voice their own views and 
feelings, which in turn may give insights into their difficulties, leading to 
constructive 'discussion and possible future action. The theory behind 
psychotherapy is that when we talk about how we feel, we are making 

something conscious that up to then was unconscious. In so doing, we 
begin to understand more about ourselves, and so have a better chance of 
resolving the conflicts within us. A person undergoing individual therapy 
will have regular appointments with the psychotherapist alone. Someone in 
group therapy will meet with the psychotherapist in a group, which may 
include other mentally ill people, and members of the families involved. 

Behaviour therapy is to do with learning new ways of. behaving so as to 
relieve stress. It focuses on a person's pain and distress, teaches us ways of 
coping with, and finally overcoming the stress. For example, a person 
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suffering.from agoraphobia may be given her own desensitisation programme,' 
which will help her face the fear of a panic attack, teach relaxation skills to 
deal with it, and set out a gradual and planned return to the places formerly 
feared. 

Another type of behaviour therapy using aversion techniques is often' 
successful in counteracting alcoholism. This involves administering something 
unpleasant such as a mild shock each time a person drinks alcohol. 

There are many other approaches to therapy such as the use of art, music, . 
drama and role play. Occupational therapy is not a new concept, but its use 
has expanded and developed in recent years. Today we have a growing num
ber of day and residential therapeutic communities which offer their own 
specific and comprehensive recovery programmes. 

In discussing the treatment of mental illness, we musn't forgeUhe value of 
a good friend, a caring ear, and the insights and supports mutually shared in 
a self-help group run by and for people with nervous problems. Many doctors 
are now recommending patients to join a local self-help group, where they 
would learn coping skills to keep them on the road to recovery. It is also 
perfectly possible to get great help and support from someone who. is under
standing and sympathetic, but not necessarily knowledgeable about the 
medical or psychological approaches to mental illness. A listening .ear and an 
understanding response can be invaluable when you feel you have nobody to 
tal k to, and that nobody cares. 

How can we prevent mental illness, or at least reduce its volume and lessen 
the suffering involved? A comprehensive prevention programme would 
include continued research into many still unknown causes, more money 
allocated to psychiatric health services, and a public education campaign 
to change our attitudes towards mental illness. 

At present less than twenty per cent of health expenditure is allocated to 
psychiatry, despite the fact that fifty per cent of all hospital beds in the 
country are in psychiatric hospitals. 

More money for mental health would mean that more community psych
iatric nurses could be employed to work with people in their own families. 
More small group homes could be built, more sheltered workshops opened. 
Many people in psychiatric hospitals would be discharged immediately if 
they had somewhere to live. Many sitting at home with nothing to do would 
benefit greatly from working in a sheltered environment. 

Mental illness remains a largely hidden problem because people are ignor
ant ab.out it, and frightened by it. The consequences of such public silence 
are that people don't.seek help as soon as they should, their time in hospital 
may. be unnecessarily lonely, and reaction from family and friends on 
discharge may make them feel more isolated and alone. 

Forty per cent of people in psychiatric hospitals have no. relative or close 
friend to visit them. You don't see 'Get Well' cards in mental hospitals, 
~nd you never hear requests for mentally ill patients on the radio. If you 
know somebody who has been mentally ill, the correct approach is to treat· 
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them just the same as you would a physically ill friend. Ask them how they 
are, show an interest in their treatment, and accept as much as they want to 
rell. . 

Finally, don't let your tensions take over. Here are eleven things you can 
do to help you cope with the downs that come to us all> 
• talk it over - when something worries you, talk it over. Don't bottle it up. 

Confide your worry to someone you can tru·st. Talking things over helps 
to relieve the strain, enables you to see the worry in a clearer light, and 
often helps you to see what you can do about it. 

• escape for a while - when things go wrong, it often helps to get away 
from the 'problem for a while, to go to a film, read a book, change the 
scene long enough to recover breath and balance. But be prepared to come 
back and deaL with the difficulty when you are more composed both 
emotionally and intellectually to face it. 

• work off your anger - if you feel like lashing out at someone who has 
provoked you, try curbing the impulse. Let it wait until tomorrow. Mean
while do something constructive with the pent-up aggro: work it off in 
some physical activity, go for a run or a walk; do some gardening. 
Getting the anger out of your system will leave you much better prepared 
to handle the situation when it arises again. 

* give in occasionally - always allow for the possibility that you could turn 
out to be wrong. Even if you are right, it's much easier on your nervous 
system to give in occasionally. The result will be relief from tension and a 
'growthi" maturity. - -

* do something for someone else - if you find you are worrying about 
yourself all the time, try doing something for someone else. You will find 
this helps you forget your own worries,_ and better still, bathes you in a 
warm and virtuous glow! 

* take one thing at a time - when you're tense, an ordinary day's work may 
seem like too big a load. A good approach is to take the most urgent jobs, 
and pitch into them, one at a time, forgetting the rest for the time being. 
Once you have settled down and actually achieved something,;you'li find 
the rest of the work will go more easily. 

* don't be a perfectionist - some people expect too much of themselves, 
and get into a constant state of worry because they feel they are not 
achieving sufficiently. No one can be perfect in everything. Decide what 
you do well, and put your major effort into it. Then tackle the jobs or 
subjects you don't do well, and do your best. Give yourself a pat on the 
back every time you succeed, but don't set impossible targets for every
thing you attempt. 

* don't be too critical - some people expect too much of others, and then 
feel frustrated and let down when they do not measure up to the high 
standards set. Instead of being critical aboutanother's behaviour, search 
out his or her good points, and help to develop them. 

* give the other guy a chance - when people are under emotional tension, 
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they often feel they have to be first, to prove themselves. Competitionis 
contageous, but so is co-operation. When you give either people a chance, 
you often make things easier on yourself - if they no longer feel you are 
a threat to them, they stop being a threat to you! 

• make yourself available - many of us have the feeling we are being left 
out and rejected, and often, other people are only waiting on us to make 
the first move. It is more healthy, and more practical to sometimes make 
the first move in chat, helping, friendship, instead of waiting always to be 

·asked. 
• plan your leisure - many tense people find it hard to relax .. Planning 

leisure may help. Set definite hours for fun, find a hobby that you can 
throw yourself into, and forget all about your work when you're enjoying 
yourself. . 
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MULTIPLE SCLEROSIS 

MULTIPLE SCLEROSIS is a disease of the brain and spinal cord. It is called 
multiple because it affects many scattered areas of the brain and because 
symptoms vary so much. It is called sclerosis because it involves 'sclerosed' 
or hardened tissue in the damaged area. 

Multiple sclerosis affects people by interfering with the normal flow of 
messages from the brain to the body. Symptoms vary depending on the part 
of the nervous system affected. For example, a person with multiple sclerosis 
in the spinal cord could experience weakness, numbness and paralysis of the 
arms and legs. A typical pattern is a short period of severe symptoms, 
followed by an easing for weeks, months or even years. 50 detecting the 
disease is difficult. It can be so varied, and there is as yet no laboratory test 
to confirm or rule out its existence. Today, doctors look for two basic tell
tale signs: 
• evidence of nervous system damage. This could be numbness or tingling in 

hands and feet, unexplained weakness or paralysis. 
• a come-and-go pattern of symptoms. Multiple sclerosis symptoms, as we 

have said, usually appear and disappear without warning. 
Nobody yet knows why people get mUltiple sclerosis. Scientists believe 

that it might be caused by a slow-acting virus. It could be a delayed reaction 
to a virus, or it could be a disorder of the body's defence mechanisms, 
causing it to attack its own tissues. Research continues, but we do know that 
multiple sclerosis is not a mental illness, and it is neither infectious nor 
contageous. 

Who gets mUltiple sclerosis? The bad news is that it is a young person's 
disease. It appears typically between the ages of twenty and forty, seldom 
striking people under fifteen or over fifty. Slightly more women than men 
get multiple sclerosis, and there are over two and a half thousand people 
affected in Ireland today. 

But the good news is that people with multiple sclerosis can lead in
dependent, active, satisfying lives. Their life span is usually near normal, 
remissions are the rule rather than the exception. Men and women with 
multiple sclerosis hold down jobs, marry, have children. Nine out of ten 
people involved have few symptoms for a long time after initial diagnosis, 
can take care of themselves for many years. 

With as yet no cure, proper treatment and management is crucial so that 
people can reach their maximum potential. Like everyone else, people with 
multiple sclerosis need to stay as active as possible, eat sensibly and get lots of 
rest. Physiotherapy can help relieve tightening of muscles. Drugs and 
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medicines are often prescribed t6 help specific symptoms, and constant 
reassessment, medically, is important in this unpreditable disease. 

A most valuable treatment is advice and counselling. The plus factor of . 
mUltiple sclerosis; its reinissions, is also a minus. It is a difficult disease to' 

'adjust to. How long will this remission last? Can I stay on in my job? People 
with multiple sclerosis can get very depressed and uncertain about the future. 
Many of them feel they face a very bleak future, knowing that the disease is 
progressive, and that they may ·end up in a wheelchair,unable to walk. In 
these cases, individual therapy and group therapy is helpful to individuals 
and their families, allowing them to talk out their anxieties and fears about 
the present and future. 

There are practical problems too at home and work. Many with multiple 
sclerosis, both in and out of wheelchairs, do hold down a job. But there are 
others not physically able for full-time work. They could manage a part·time 
job, but these are difficult to find. Others don't work, because they can't get 
to work. They may be too weak to stand for long periods at bus stops, and 
could not afford a car. There is also the question of home adaptations. The 
average home with its narrow doorways, upstairs bedrooms and toilet will 
no longer be suitable for the family member. who becomes a wheelchair 
user. The house has to be adapted, perhaps by converting a downstairs room 
to a bedroom, or by installing a lift, or building a downstairs extension with 
bedroom and bathroom en suite. Adaptations cost a long of money, and 
while government grants are available, they usually do not cover anything 
like the whole·cost .. There are many pe~ople witli mult,iple sclerosis confined 
to one room at' home because the rest of the house is not accessible to them 
any longer. These are the kinds of extra, and unne~essary handicaps thai 
having a disability often encounters. ' . . 

But it should also be borne in mind that over thirty per cent of people 
with multiple sclerosis can lead a full and active life up to retirement age. 
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I MOS(:OJ.YK DYSTROPHY 

MUSCULAR DYSTROPHY is a widespread wasting away of the muscles of 
the body, leading eventually to complete loss of movement. The word 
dystrophy used in this way means non-reversible_ Once lost the power can
not return to the muscle_ It is an inherited disease for which there is as yet 
no known cause or cure. 

Three hundred and fifty Irish people have muscular dystrophy in one 
form or another. 175 Irish boys and young men have the most common type, 
Duchenne Disease, called after Professor Duchenne, who discovered it in the 
1880's. It is a disease that affects boys during the first ten years of life. A 
young active boy will begin to find he is not able to run around like his pals. 
He will fall. As symptoms persist, he will have difficulty walking and finally, 
he will be able to get about only by wheelchair. Duchenne disease is com
pletely progressive, and most people die from complications when the 
respiratory and heart muscles begin to fail. 

International research is going on all the time into the causes and action of 
muscular dystrophy. We know, of course, how a muscle works. A message is 
initiated in the cerebral cortex of the brain and travels down the spinal cord 
to the cells which control the muscles needed to contract in order to carry 
out the desired movement. Then a further message travels down the motor 
nerve, producing a contraction of the appropriate muscle fibres_ Some 
research now indicates that muscular dystrophy could be caused by a defect 
in the muscle fibres. Research also continues into the genetic causes. 

What is it like when a member of the family has muscular dystrophy? One 
mother says she first began to worry when her five year old fell over so 
often. As she put it, he always seemed to have a plaster on his knee and a 
bruise on his forehead. The family began to notice he had a tendency to 
walk on tiptoes. The family doctor referred them to a paediatrician, and 
Duchenne disease was diagnosed. They had to endure the situation of seeing 
John experience more and more difficulty in walking, and finally at eight, he 
stopped altogether. He got about by wheelchair. The family encouraged him 
to be as independent as possible, and to allow each muscle to go on working, 
until there wasn't a shred of power left in it. 

The insidious disease crept on, and finally every single movement had to 
be made for him. At night, he needed to be turned over every hour to 
prevent cramp. By day he looked at television, read, and developed a great 
interest in plant life. 

John died when he was eighteen. The family didn't want flowers at his 
funeral. Instead they asked friends and neighbours to contribute towards 
research. 
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There are many other forms of muscular dystrophy, including very rare 
forms of the disease. The main adult form is Limb-Girdle Muscular Dys- , 
trophy, which usually begins in adolescence or early adult life. Typically it _~ 

begins to affect the shoulder muscles, causing problems in raising arms 
above the\head, and lifting. Sometimes the pelvic muscles are caught first, 
and the person will begin experiencing problems in climbing stairs, or getting 
up from a low chair. Sometimes the, weakness stays in the. arms or legs for 
many years before spreading. Many people with limb-girdle muscular dys
trophy survive to normal age, and continue to work for many years. But 
many do become severely disabled in middle life. 

An added Durden for muscular dystrophy sufferers in this country is that 
they cannot avail as a right of all the state entitlements on offer. Muscular 
dystrophy is not included on the list of prescribed diseases for which there is 
health board support. So, for example, a family who has a son with muscular 
dystrophy will have to undergo a means test before they will be given in· 
patient, or out'patient services. Drugs, medicines are free, and appl iances 
provided by health boards. But if he is able to go to school, but can no 
longer walk or cycle, the family may find they are not entitled'to school 
transport for him, and so he may have to stay at home. His mother or care· 
giver is entitled to the family care allowance given in other long-term handi· 
cap situations, but she may have trouble getting it. 

This, despite the fact she is on call twentY·four hours a day, and if she 
did s~nd her child_Jnto care, it would cosUhe .state thousands of pounds a 
year for his maintenance. 
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I . PROFILE 

MARTIN 
SKEllY 

MARTIN SKELLY copes with problems by refusing to acknowledge their 
existence. He is nineteen years old and works in the Department of Agri
culture. A leading light in the local youth club, Martin enjoys discos, referees 
football matches and have travelled quite a bit around Europe. His full and 
varied life-style becomes significant when you meet him. Martin has mus
cular dystrophy, and hasn't walked since he was twelve. 

He is the first to agree that he achieves a lot because his attitude is so 
positive: "If people are nasty to me, it doesn't even register. When a door 
slams in my face, I just go ahead and try the next one. What spurs me on is 
the realisation that if I can do well, it is a foundation and encouragement for 
others coming after me". 

He was born in Clonmellon, Co. Westmeath, one of eight children, into a 
family with a history of muscular dystrophy. "My mother's brother had 
muscular dystrophy and was put into an old people's home at the age of 
thirty five. That was the only way of life open to him then, the year was 
1948, and a lot has changed since". 

"My older brother has muscular dystrophy and he had to spend a few 
years in and out of hospital undergoing various tests. But he was the guinea 
pig for me. When I was born three years later, my parents knew what to do". 
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"I didn't have to go to hospital as a child, and my general integration has 
always been easier". 

Muscular dystrophy is a disease which wastes away the muscles of the 
body. It is inherited, and there is as yet no known cause or cure. A child 
born with the disease will seem perfectly fit and healthy as a baby. But 
gradually, he begins to grow weaker instead of stronger, will be unable to 
walk any kind of distance and begins to have frequent falls: "My knees", 
recalls Martin ruefully, "they were in a permanent state of being cut and 
bruised from all the times' I fell. We lived half a mile from the national 
school, and by the age of seven, I was finding it impossible to walk there. 
We had no car in those days, and so getting to school began to be a serious 
problem ". A solution of sorts was found when a special school for slow 
learners offered a place to Martin with transport laid on. At the age of 
eight, he left the local primary school, and began attending the special school: 

"I wasn't a slow learner, but it was the only way of getting to a·school of 
any kind. I moved through each class, working through the curriculum at 
my own pace, and at the age of thirteen when I had my primary certificate, 
there was again nowhere else for me to go. The nearest post-primary school 
was five miles away, there was a scheduled bus service, but I was now in a 
wheelchair full-time, and not able to board a bus':. "The general attitude 
seemed to be 'there is nothing we can do for Martin ". 

But his mother wouldn't be beaten. She contacted social wor~ers, local 
representatives and even wrote to Gay Byrne. The result was an offer of a 
place at i new Dublin comm-unity school; built to allow access to wheel
chairs, with transport provided from Dublin. The first step accomplished, 
the next task was to find somewhere for Martin to live in Dublin. After 
much searching, he got accommodation in a city hostel, with his bed and 
board paid for by his local health board. 

Martin was on his way. 
He remembers well his early days in Dublin: "I was apprehensive of 

course, of the new experience, but I was thrilled to be going to SChool, and 
hungry to get on. I found Dublin kids completely different, but there was 
no difficulty at all in making friends. I think my home experiences helped 
me. My mother never treated me like a poor little invalid, and I got the same 
clip on the ear as everyone else". 

"There were about ten other people in wheelchairs in the school, but I 
didn't tend to mix too much with them. We had a room of our own, and 

. most of them went in there first thing in the morning, going from there to 
the classroom, and congregating there during lunch hour as well". I don't 
know whether they were shy or afraid of hassle, but I didn't agree with that 
attitude at all". Martin's way was to get as involved as possible in everything 
going on, from classroom debates to sport and drama. Gradually, the taxi to 
take him from school to hostel was booked well after school most evenings, 
to allow time for all the extra school activities. 

Martin became ill during his group certificate year and lost two full terms. 

62 



He remembers this as the worst time in his life, sitting at home with nothing 
to do. He returned to school six weeks before the exam, took five subjects 
and did well. Encouraged, he went into fifth year, and continued to gain 
ground. 

During his final year at school, he heard of the quota system under which 
the public service has pledged itself to aim at a three per cent intake of 
disabled people into public employment. Martin applied for a job, passed an 
interview and entrance exam, and was called to service six months before he 
was due to sit for Leaving Certificate. He decided to take the job and con
tinue his studies at night, which he did: "I believe you can't get very far 
without your Leaving Certificate' these days, and I want to get on and work 
my way up". 

He is employed as a clerical officer and speaks about the kindness,and 
willingness of everyone he works for, from the boss down. A ramp has been 
constructed at the rear of the building for wheelchair access, and once inside 
he travels between floors by office lift. Meanwhile, he has retained links with 
school. He has become a leader in the school youth club, and still goes out 
to referee matches. He believes his is the first.wheelchair ever to be seen 
inside one of Dublin's most fashionable night spots: "I arrived at the door 
with two girl friends and asked to be helped up the steps. I didn't realise 
there were two more flights of stairs inside, but two members of the staff 
carried me up without any trouble". 

"In the nightclub everyone stared at me in utter amazement, but as the 
night went on, many people came up and said they were delighted to see me 
there. They seemed to mean it too". 

Looking into the future, Martin has plans to study and advance in his job, 
to move into a flat of his own, and one day to marry and have a family:- 'I've 
done everything else without any problem, so I see no reason why I shouldn't 
marry. I do have a general philosophy. I never give up. I will always aim for 
the best and try not to settle for less. I would regard myself as an ambassador 
for disabled people, because there is a lot you can do just by the way you 
live" . 
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OSTEOARTHRITIS 

OSTEOARTHRITIS is inflammation of a joint. It comes from the Greek 
'arthron' meaning joint, 'itis' meaning inflammation, and 'osteo' meaning 
bone. The main causes of the disease are wear and tear. Everyone in the 
world would succomb if they lived long enough, though for some it might 
take a hundred and fifty years before they felt the first twinge. $0 osteo
arthritis is very common indeed, and the older we grow the more likely we 
are to get it. 

There are other causes. Osteoarthritis can also have a hereditary cause, 
with the genes passing from mother to daughter rather than to son. It can 
be brought on by injury to a joint, and minor repeated injuries can be a 
cUlprit. A cricket wicket keeper, for example, can develop arthritis in his 
fingers, coal miners develop it in their knees, pneumatic drillers get it in 
their elbows. Overweight people can develop osteoarthritis because of the 
stress placed on their weight-bearing joints. 

A joint is where two bones meet. The commonest types of joints in the 
body are those which move freely and have a cavity. These can be found in 
the shoulder, elbow, wrist, finger, hip, knee, ankle and toe, and these are the 
places where osteoarthritis is most likely to occur. 

Where the bone ends meet, the ends are covered by gristle or cartilage. With 
osteoarthritis, the cartilage begins to soften and crack, and enzymes in the 
fluid surrounding the joint are able to get in and destory the deeper layers. The 
once smooth surfaces begin to roughen, and the resultCng friction causes the 
cartilage to begin to wear away. At its worst, the cartilage may be completely 
worn out, with the bone underneath exposed. The bone ends then grind 
more painfully together as the joint moves. The surrounding tendons, 
ligaments and muscles are indirectly affected, and they become weaker. 
Finally the whole structure of the joint is changed, and may become badly 
deformed. 

But just why the cartilage begins to degenerate nobody yet knows. Re
search continues, and the latest findings show that certain calcium salts in 
the joint fluid and cartilage may in some way trigger the process. 

The first symptoms of osteoarthritis are usually a nagging pain and stiff
ness in a joint. After rest, the symptoms may seem to disappear, but usually 
they develop gradually over weeks or months. Patterns vary considerably, 
and there will be good days and bad days. Individual difficulties will depend 
on which joints are affected. Arthritis in knees, toes or hips will make it 
difficult to walk, or climb stairs: trouble in the fingers creates problems in 
routine jobs, and could lead to a loss of independence; and back and neck 
joint pain causes mobility problems and discomfort. 
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The doctor when first consulted may decide on an X-ray to confirm it is 
arthritis, and to discover -the extent of the disease_ If osteoarthritis is dia
gnosed, the doctor will recomme~d a combination of treatments, including 
medication, rest, exercise, rehabilitation and home care_ Ordinary aspirin is 
good in removing arthritic pain, and many other drugs can be prescribed_ If 
a person is overweight, the doctor will recommend he lose weight, and work 
out a diet sheet with him_ A rehabilitation centre will offer heat therapy, 
exercises, massage, occupational therapy and advice on the self-help aids to 
make life easier_ These could include a tap turner for the kitchen and bath
room, a teapot tipper to help· pour, non-slip mats, raised toilet seat, wall 
rails and big handled spoons. People can also help themselves at home by 
wearing warm clothing, keeping out of draughts, and taking regular warm 
baths which help relieve stiffness and pain. 

Many people go for less conventional self-help methods. They wear copper 
bracelets and use herbal remedies for their arthritis. The medical view is 
that ·these remedies are a waste of money. If you wear an iodine-filled lOCKet 
and it makes you feel better, however, whatever the reason, then it's obviously 
worth doing. 

The ·good news about osteoarthritis today is that ninety five per cent of 
joints· can· be replaced. Hundreds of joint replacement operations take place 
in Ireland every year. But·the rider is that demand exceeds supply. Many 
people wait for ten years for their operation, and the medical view is that 
they must earn it, through years of progressive suffering and immobility. 
Part of the reason wlly-theoperation is not I@itly offered is that the replace
ment joint in a weight-bearing area can break. This is despite the fact that 
the posthesis is· made from the same purified metal as is used on the wing 
struts of the jumbo jet; After the operatio·n, the person has to learn to use 
the new joint, and for many this means the rebirth of a whole new, in
dependent, pain-free life. 

. c 
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'PARAPL'E"G, .I·A.'·· 
. > • " ' "".,\ 

AN enjoyable sporting occasion can be marred by tragedy when a young 
healthy player or competitor is seriously injured. Every year a number of 
young adults are paralysed as a result of an accident, traffic, farming, rugby 
or diving. Paralysis occurs when injury causes the severing of the spinal 
cord. The cord which runs down our back inside the protective boney 
spinal column, carries the messages from the brain to all parts of the body. 
At present, spinal cord damage is irreversible. There is, as yet, no known way 
of reconnecting nerve tissue. The paralysed legs may themselves.be physically 
perfect, the brain may be working normally, but the severed cord, like the 
cut telephone cable, cannot let the messages get through. 

This paralysis is called plegia from the Greek word 'plessein' meaning 'to 
strike', an apt description for an event that can strike a young person down 
in his prime. The extent of the plegia depends on where injury has occured. 
If it is low in the lumber region of the back, only the legs will be,affected. 
If the injury is higher up, arms and trunk may be paralysed. Inevitably there 
will be loss of bowel and bladder function, and total incontinence is a daily 
distressing fact of life. 

Paraplegia is the name given to paralysis affecting only the lower limbs, 
quadraplegia means that both arms and legs are paralysed, and monoplegia 
refers to when one side of the body only is affected, typically as the result 
of a stroke. 

When an accident occurs, speed is of the essence. The accident victim will 
be picked up by helicopter and flown immediately to the National Medical 
Rehabilitation Centre, Dun Laoire, Dublin. There he will lie flat, stretched 
out on traction for twelve weeks. The aim is to give the spinal cord every 
chance to heal in the event of it being brusied rather than completely severed, 
to keep the spine straight and prevent curvature. This is a difficult time for 
the person concerned, who may be in pain, is totally dependent on staff, and 
who has to begin to come to terms with the fact that he may never walk 
again. 

After twelve weeks the real work begins. It is a task of learning new Skills, 
relearning old ones and building up as much independence as possible in 
each individual situation. The whole process can take up to eighteen months, 
and it begins at the beginning by learning to sit up. This is difficult because 
the sensation of balance is gone. 

Each one progresses at his own rate. He will learn how to get from bed to 
wheelchair, how to propel himself in the chair, how to wash, dress and feed 
himself. At this stage, the work of the physiotherapist and the occupational 
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therapist is of vital importance. They devise exercises, set realistic goals for 
each person, encourage flagging spirits, and show compassion and under· 
standing of the fears and loneliness so frequently experienced. 

People with paraplegia have to learn a new way to go to the toilet. Bowel 
function can be managed through building up a habit of regularity, and 
starting activities with the help of a suppository. Bladder function is more 
difficult. Our bladder is emptying itself continuously, and we depend on our 
muscles to operate a holding operation until we are able and ready to go to 
the toilet. The male anatomy lends itself to coping with this problem by a 
tube being fitted to the penis, and attached to a bag which is emptied 
regularly. Women have a more difficult time. Some use a catheter, a tubular 
instrument inserted into the bladder to draw off urine. Other women have to 
resort to disposable nappies and must practise an extremely high standard of 
hygiene if this method is to be workable and socially acceptable. New 
research into aids for incontinence is badly needed. 

Aids are already available to help paraplegic people. with their other big 
worry - pressure sores. These are skin sores and breakages caused by constant 
pressure. All of us move constantly for comfort, even when we think we have 
been sitting still. Someone without sensation in his bottom cannot feel 
discomfort, and gets no body messages to move and take pressure off a 
particular area, so sores and breakages can occur. A great new aid is a ripple 
cushion, which initiates the minute movements necessary to shift the pressure. 
Even nicer sounding is the roller bed invented by an Irish doctor. It arcs 
from siae taside like a hammock, gives constant movement during the night 
without disturbing sleep. 

Before the person leaves hospital, links are established with the family, 
the community and the workplace. The family is brought into the hospital 
to learn about the disability, and what it will mean in family life. Some 
home adaptation will almost certainly be necessary, information is given on 
the grants available, and the type of home aids that increase independence 
and comfort. The public health nurse and community care team will also 
become involved, as the nurse will .probably call regularly at home to check 
that all is well. Getting back to work may involve liaison with an employer. 

Many employers are reluctant to take back an employee who has been 
disabled, perhaps because they feel the workplace is not suitable, or because 
they are afraid of what it will involve. Unfortunately, many workplaces are 
unsuitable for wheelchair users, there may be no ramps, too-narrow corridors 
and unsuitable toilet~. There is now a greater awareness about suitability 
of public and commercial buildings for the wheelchair-bound, and it is 
hoped that this will improve the situation. Making buildings accessible is 
obviously cheapest at the planning and construction stages. 

The National Rehabilitation Board runs a placement service for all disabled 
people. Training and employment situations continue to improve, but there 
are still too many people living on a disability allowance, because no suitable 
job can be found for them. At a time of recession with too few jobs to go 
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round, vulnerable sections of the workforce, such as the disabled population, 
suffer most. 

Many people believe that young paralysed adults need more general 
counselling. The paralysis of a young husband or father can put severe 
emotional strain on a marriage. Young"single people need to be able to talk 
over their future; for instance, if they marry, would they be eligible to adopt 
a child? Our medical services do not currently provide such counsellors. 

How should we treat a disabled person? "We should treat him as we treat 
anyone else" sums up an occupational therapist, who has worked with 
paraplegic accident victims for many years. "We should not assume someone 
needs help just because he is in a wheelchair. We may ask 'do you need 
help?' and take our cue from him. He will let us know very quickly if he 
needs help or not. Remember that his independence has been built up slowly 
and painfully, and we should respect that it is very important to him ". 
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PROFILE 

ANNE 
O'SUlLIVAN 

DECIMAL DAY, February 15, 1971 was to prove an unforgettable date for 
Anne O'Sullivan, and the reasons have nothing to do with Irish currency. 
She was twenty·two, a psychologist, just getting to grips with her first job in 
the Department of Education, and en route from Dublin to Cavan on a 
research project. She can still remember the accident quite clearly: "I was 
overtaking a lorry and the road narrowed suddenly. I crashed into a tree, 
the car turned over. I woke up in Navan hospital, and for the next few days, 
I was very ill, drifting in and out of consciousness. I had broken shoulders, 
broken ribs. After a few days, I became aware that I couldn't move my 
legs". 

Anne had damaged her spinal cord irrevocably. She couldn't walk, and 
never would again: "There was no one moment when it dawned on me that 
I would never walk again. The realisation came gradually. I had no concep· 
tion of what it would be like to be paralysed, but three things helped me. 
One of the students in my class in college was in a wheelchair, and seemed 
to cope well. I knew somebody else in a wheelchair who was holding down 
an important job, so I realised it was possible to continue working, and that 
helped· a lot. Secondly a friend had suffered severe brain damage in a car 
accident, and this put my injuries into perspective. Thirdly, I realised I was 
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still the same person. I was still me. That re~lisation shaped my attitude 
towards the accident and the future". 

Anne'is from Carrick-on-Suir, Co. Tipperary. Her parents and family were 
shocked at the accident, but their attitude was most helpful: "There was an 
unspoken conspiracy in the family that I was to get-no pity. They kept their 
own grief from me. The attitude was that they rejoiced every time lover· 
came a hurdle". 

She moved to the National Rehabilitation Centre, Our Lady of Lourdes 
Hospital, Dun Laoire, and soon began to learn about the new way of life 
she was to lead: "I kept busy every minute of the day. I spent the morning 
in occupational therapy, afternoons in physiotherapy. I learnt exercises to 
strengthen my shoulders and arms. Every single day a new thing was possible, 
and in the absence of sensation, I had to learn.a completely new set of signals. 
I remember how unsafe I felt the first time.1 sat in a wheelchair. Some time 
later I realised I.was going to have·to teach myself to get my foot up'on the 
foot rest. It took an hour and the staff were excellent, they let me get on 
with it on my own, because we all knew I had to do it alone". 

Anne spent eleven months in Dun Laoire before returning to work. Her 
Dublin office had been moved to the ground floor, and a ramp provided. 
Taking' up the thread of life again was difficult: "I was still very sensitive 
about being disabled. It took ages before I learnt to be easy about it. I had 
a lot of feelings bottled up inside me". 

Her new assignment helped. She was appointed_psychologist to ·the-new 
Comprenensive schooi -in Ballymun. Initially this meant meeting children 
with reading or emotional problems, and as the job expanded she set up 
remedial reading classes in school. The pupils unknowingly provided their 
own brand of therapy: "The children would come up to me and say 'what's 
wrong with you?', 'did you break your leg?', they were a great help in 
coming to terms with the new situation ". 

Anne now lives in her own flat in South Dublin. It is on the ground floor, 
and has the necessary conversions for life to run smoothly. The letter box 
and door locks are where she can reach them. The bathroom is roomy 
enough for the wheelchair to turn in, and she saved up for a split-level 
cooker: "so at last I could see again what was in the pots and pans as I 
stirred". She drives to work in her own car, which is converted to total hand 
controls. Her wheelchair folds up, fits snugly behind the front passenger 
seat, and the transition from wheelchair to driver's seat is a pleasure to watch 
for its efficiency and dexterity. People come up to help her all the time in 
public, and she has learnt to accept the kindly·meant offer, even though she 
would manage many manoeuvr~s alone. Less easy to cope with are those 
who approach her in the street and exclaim: "You poor thing!" Usually, 
she manages to keep smiling - just! 

Anne is pretty, she keeps herself trim through exercises, and loves clothes. 
She manages shopping and social outings by controlling her environment as 
much as possible. She buys her food locally, with the supermarket basket 
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balanced on her knees. She buys her clothes in a nearby boutique which lets 
her take them home on approval to try on. She gets her hair done in a local 
salon, where the wheelchair causes no hassle. She eats out, goes to films and 
the theatre, and will sometimes 'phone in advance to see if there are stairs. 
But she will go anyway: "The wheelchair can be carried upstairs. Cinema
staff are very helpful, and my philosophy is if they want my business, they 
must make it possible for me to avail of their service". She has not married, 
and wonders would she be married now were it not for the accident. The 
wheelchair is a social barrier to some people who see the chair, rather than 
the person in it. 

She admits that she is not typical in that she has a profession. A worth
while job is denied to many disabled people despite their ability. She has 
since changed jobs and is now a tutor in St. Patrick's Training College where 
she has an opportunity to talk to teachers about attitudes towards the 
physically handicapped pupil in the classroom. 

She doesn't see herself as a spokesperson fora disabled people's movement 
- "but by just getting on with my life, I feel I can show what is possible". 
Nor does she readily talk about what she misses by not being able to walk: 
"I tend to close my mind to what I can't do, but yes, if I could walk again, 
I would think of running barefoot through grass, or walking on a sandy 
beach. But it didn't turn out like that, and I find I can forget I'm disabled 
a lot of the time ". 
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POLIO 

POLIO used to be called infantile paralysis, which was a misnomer, because 
it is a virus disease, which can affect any age. The word 'polio' was coined in 
America during the 1950's when there was a world wide epidemic of the 
disease. The full name is poliomyelitis, 'itis' meaning infection. Today polio 
epidemics still break out in underdeveloped countries, but national immun
isation programmes in the western world keep its incidence to a minimum. 
These days the emphasis is on continued prevention, and in working with 
those people who contracted the disease before widespread prevention was 
possible. 

In Ireland, three and a half thousand people had polio in the early sixties. 
The epidemic was at its height in 1946-1958. It came out of the blue, with 
no known cause. It is a virus disease, affecting the anterior nerve cells of the 
spinal cord, and brain stem, causing paralysis of the muscles. Respiratory 
polio caused partial or severe paralysis of the lungs. 

The virus was inhaled by the mouth and nose. In many cases it seemed to 
start as a heavy cold or flu with general stiffness. Its progress was rapid, and 
paralysis could be complete in a matter of weeks. The virus didn't strike in 
any particular pattern. A minority of people died, others recovered. About 
one person in ten who got polio was left severely disabled, while a large 
majority were left more or less disabled in legs, arms or shoulders. Those 
who survived respiratory polio usually needed the help of a mechanical 
breathing aid during the day or night. 

The epidemic took the country by surprise, and there was very little help 
or support for families at the time. People worried about the disease being 
contageous. Polio victims were whisked into quarantine, many of them 
staying in hospital for years because there was nowhere else for them to go. 
Children had to leave school, adults lost their jobs, and there was a lot of 
misinformation about the disease. 

Today, we still don't know the cause of polio, or its cure, but we do 
know how to control it. In the 1950's an American doctor called Sabine 
developed a live polio vaccine, which when given to a young baby allows 
the body to build up its own anti-bodies against the disease. It is this national 
vaccination programme which has kept polio at bay for over thirty years. 

But we are still living with the legacy of the epidemic. There are several 
thousand people in the country today, aged sixteen and over with polio. 
The younger ones have had the advantage of better facilities. Many of them 
will have gone to normal school, and on to open employment. There is a 
special horticultural training school in Dublin now available for them, with 
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good job openings at course end: Others are employed in sheltered work-
shops. . 
. Some· peopli alr~ady into ·middle age when polio struck, lost out on 
rehabilitation, and many of them live now on disability pensions. 

A number of those who survived respiratory polio are still dependent to 
varying extents on respirators and other breathing aids. Some go on a res
pirator at night time. This is sometimes called an 'iron lung', and it works by 
forcingair in and out ofthe.chest·by means of negative pressure. People with 
respiratory polio tend to have little energy, arid can be forced to lead rather 
seden~ary restricted ·lives, taking great care not to exert themselves unduly .. 

For many, the polio epidemic of the fifties is now only a memory. But 
another epidemic could occur, if parents became complacent and ceased 
bringing .their children for the necessary immunisation. This is carrieo out 
in· the locai clfnicwhen the baby is five months old. He receives his live 
polio vaccine in the form of three drops of syrup placed on his tongue. He 
will come back at two more. two monthly intervals, getting three doses in 
all; and showing rio obvious side effects. At five he will get a booster vaccina· 
tion. This service is part of the school health programme. The doctor visits 
each school, placing live virus on a sugar lump which the child swallows. It 
is necessary to give a booster at five, because it is found that the anti-bodies 
have started to drop at that time. 

If the ·Ievel Of immunisation drops among the general public, ·another 
epidemic could occur. So .the polio vaccination which takes·a few seconds·-
only, is vital. - _ .. 
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[ . RHEUMATOID ARTHRITIS 
, . 

OUR grandparents may often complain of rheumatism, a vague term covering 
random aches and pains in the elderly. Doctors don't use the word. rheumat
ism any more. Rheumatoid arthritis, on the other hand, is still very much 
with us. It is a chronic arthritis that will affect three people in every hundred. 
It can occur at any.stage from infancy to old age, and is most common 
between the ages of 25-55. 

Rheumatoid arthritis in children is called juvenile chronic arthritis. One of 
its most worrying complications is inflammation of the iris in the eye, which 
could lead to blindness. Children may not normally complain of eye prob
lems, so regular checks are recommended when there is arthritis. Still's 
Disease is a type of arthritis in children where fever is the first sign. Named 
after Doctor George Still, who discovered it in London in. 1897, the usual 
symptoms are similar to osteoarthritis, but in some cases there is also fever, 
skin rash, and enlargement of glands, liver and spleen. 

Adult rheumatoid arthritis is very different from osteoarthritis which 
attacks specific joints. The rheumatoid also affects the joints but the whole 
body can suffer too. It comes from the Greek 'rheum' meaning ill vapours. 
A person with rheumatoid arthritis feels tired, weak, feverish and generally 
unwell. They may lose weight due to loss of appetite, and nodules or swell
ings can form on.the heart and lungs as well as the joints. 

The disease begins usually with stiffness and pain in the hands and feet. 
The hand may swell and have reduced power. Waking in the morning, the 
person may discover he cannot grasp the bedclothes - usually the stiffness 
is worse in the mornings, and works off during the day. The pain, swelling 
and tenderness may continue, and spread to other joints, or may confine 
itself to the one area for months or even years. Like many other handicaps, 
there is no such thing as a typical case of rheumatoid arthritis. No two are 
the same. A minority of people will end up in a wheelchair due to chronic 
lower limb joint failure, others may suffer only mild discomfort. 

This type of arthritis affects the lining of the joints which secretes the 
fluid that lubricates the joints. When attacked, the lining becomes inflamed 
and swollen. This, added to the inflammation of tissues round the joint 
causes the pain, too much fluid is somehow produced and the joints become 
swollen. 

At present nobody knows what causes rheumatoid arthritis, but theories 
abound. Some research suggests that an infection by a germ may start it, 
or it might be due to a virus that so far has not been discovered. The latest 
opinion is that it is connected with the immunity mechanisms of our body 
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going wrong .. Possibly, the reaction against infection may continue instead 
of ceasing when the germ has gone, and certain defending cells may be 
attacking the body jointS as if they contained foreign invaders: . 

Something' of this 'sort could be happening, although it is 'not clear why. 
Undoubtedly some 'people have a tendency to the disease, and this may be 
brought to the surface by a joint being strained, by illness or emotional 
worry. 

The aim of treatment is to get rid of the pain so that the person can lead 
a normal life, and end the ,inflammation so that a remission takes place. 
Treatment can be, with the family doctor, or a rehabilitation centre, continu
ing at home. It will include resting in bed, exerdse, splints to help keep a 
hand, or fingers,in the correct position during sleep, heat and water therapy, 
and a whole range of medicines from aspirin to gold. Many sufferers swear 
by the humble aspirin to help reduce pain and inflammation. Steroids such 
as cortisone are used in speCial cases. Everyone has steroids in the blood, 
and we would not be alive without them. Given in bigger doses, they have 
the effect 'of redudng joint.inflammation, but other side effects follow long
term, use unless the dose is very small, so cortisone is given with care. A 
course of gold 'injections can also help the swelling and stiffness to subside, 
though' exactly how some of these drugs work, we don't always know. New 
drugs cannot be tested on animals, because rats or guinea pigs don't· get 
rheumatoid arthritis. Patients have to be their' own guinea pigs, so to speak, 
co-operating'with their doctors.tg find~the most·effective treatments. 

Special exercises help 'keep' joints mobile and strengthen muscles. Exerdse . 
can be !lnything from walking, s':"'imming or cycling ,if this is possible, to 
static exercises, such as contracting and relaxing the legs as you lie in bed or 
sit at home watching television. Joint replacements are carried outtor people 
with rheumatoid, arthritis; and 'useful surgery' is also done on wrists, elbows 
and feet. A synovectomy is where the surgeon removes the swollen lining of 
the joint. It is a successful operation, but its effect will last only about three 
years. 
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I SCOUOSIS 

SCOLIOSIS is curvature of the spine. The name is derived from the Greek, 
and means lateral or sid ways twisting. With scoliosis, one or more of the. 
bony vertebrae of the spine begins to form abnormally. The spine then 
starts to curve like an S, or arc, instead of growing straight. Deformities 
vary. In some cases, children are forced to lean sideways. Others are thrust 
backwards, some slumped forward. 

Four in every thousand children born in Ireland today suffer from cur· 
vature of the spine. In many cases, this is a latent condition, which shows up 
at some time during the years of spinal growth and development. Scoliosis 
can be treated successfully with surgery, but with early diagnosis, surgery 
may not be needed, and the deformity can be cured with either a brace or a 
muscle stimulator. 

A minority of scoliosis cases are congenital, and identified shortly after 
birth. While it may be very upsetting for parents to realise their child has a 
handicap, many take consolation from the fact that the early identification 
is in their child's best interests. The first indication that something is wrong 
is usually about six months or so, when they begin to notice that the baby is 
growing crooked. Ideally, the family doctor will suspect spine trouble and 
recommend a specialist. 

If an operation is considered necessary, the affected vertebrae are fused 
together. The loss of growth height is directly proportional to the length of 
fusion, but in the case of babies, this will probably be very little. 

More difficult to come to grips with, is the scoliosis that begins to present 
at the age of 10·14. Typically the girl or boy, (it is six times more common 
in girls), will begin to notice a lump developing on her back, and her shoul· 
ders may seem to be at different heights. The danger is she may react self· 
consciously, and try to hide the situation. Doctors talk of girls growing their 
hair long, and taking to wearing dad's shirts - anything to disguise this 
strange distortion of their bodies. With such concealment, valuable months 
may be lost. 

The more mature the spine, the more difficult the process to correct the 
scoliosis, still an adolescent scoliosis is still simple to operate on and will 
achieve good results. During the operation, the spine is broken, and the 
twisted vertebrae removed. Post-operatively, the child will have to wear a 
special support plastic jacket for six months. But a successful operation 
means a resumption of normal life, with no possibility of the scoliosis 
returning. 
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If untreated, scoliosis can cause bad deformities, and even death as a result 
of respiratory failure if the chest cavity collapses downward. 

The causes of the disease are not yet ·known. Contemporary research·· 
seems to have ruled out nerve roots in the spine, in muscles and anterior 
horn celis as possible trouble spots. The latest findings suggest that scoliosis 
suffers register an abnormal elector-encephalograph, which could link the 
disease to the central nervous syst~m. 

But· while research into'.causes continues, a drive to tackle scoliosis makes 
progress. For the. past. few years, a school screening programme has been 
mounted in early detection. Ten thousand Irish childreri have already been 
assessed, and the pick up rate is four per thousand. The test takes only four 
seconds, and is one which a parent could do at.home. The child is asked to 
hold out his arms with the finger tips touching, and to bend forward as if he 
were about to dive into a pool. The adult then looks at the horizon of his back, 
and if there is a tendency to curvature, the ribs will be showing a tell-tale 
elevation and tilting at one side. If scoliosis is suspected, the child goes for 
further tests and positive diagnosis. 

One specialist today says there ,is no excuse for spinal deformities in 
children. ·Modern surgery can eliminate them if caught in time. What we 
need is more awareness at home, school and family doctor level. 

.. 
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SIGHT 

A camera takes a photograph by focussing the correct amount of reflected 
light from an image on to a light sensitive film. The photographer achieves 
the right amount of light by adjusting the camera aperture, he adjusts· the 
lens to get sharp focus, and for good results, he needs a good film. The 
camera is, of course, only a pale imitation-of the human eye, which has an 
iris to expand and contract automatically, depending on light and shade, a 
lens to focus automatically on objects near and far, muscles to turn to left 
and right, and a highly sensitive retina on which to print or fix the picture. 

We get a blank, blurred or out·of-focus photograph if the camera equip
ment or film is faulty, or we cannot use it correctly. 

So with the eye. If part of the eye is damaged or defective, sight is affected. 
Six thousand people in Ireland have impaired vision, ranging 'from bad 
eyesight to total blindness. Eye defects can be due to congenital diseases, 
such as retinitus pigmentosa, due to diabetes which affects the blood vessels 
of the ey~, or due to cataracts. In an eye disease called glaucoma, which 
can occur in both adults and infants, pressure of the fluid within the eye 
can eventually damage the retina and lead to blindness. 

·Blindness can also occur as a result of an accident, or, if in babies, a 
pregnant woman comes into contact with rubella, (german measles) within 
the first three months of pregnancy. 

Spectacles can be valuable in improving the focus of a defective lens 
which may be giving too-long or short-sighted vision. 

The blind or visually impaired child needs a lot of help and encouragement 
at home if he is to learn and develop as fully as possible. As children, we 
learn mainly by seeing, by imitation. This channel is closed to someone who 
is blind, and so we must help him use his other senses of touch, smell, 
hearing, speech to provide as multi-dimensional a view as possible of the 
world around him. He will need encouragement to learn to speak, wal k and 
play freely, to wash, dress and feed himself. With this emphasis on independ
ence, many blind and poorly-sighted chitdren are now attending their local 
playgroup, and making friends in their local community. 

Children who are totally blind or almost so, usually need to attend a 
special school. There are two in Dublin, one for boys and one for girls. In 
the past these were boarding schools, but now they take day pupils, and 
some children are weekly boarders returning home at the weekends. 

The school curriculum is the same as the primary and post-primary course 
followed in schools, with one important addition. Blind children learn to 
read Braille, an embossed method of reading invented in Paris in the last 
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century by Louis Braille. He was blind, but was determined to read. He 
began to realise' .the ,pot~ntial of the dot and dash symbols used in morse 
wde; and after mllch trial and effort', devised Braille, based on six dots used' 
in a combination of ways to make up the alphabet. 

Braille allows a child to read, to study, to learn. The schools also have a 
variety of low vision aids, plus a most sophisticated device called an Optacon. 
The name is derived from opt - eye, tac, short for tactile, and con - conver· 
sion. The machine works by converting the written word to tactile form. The 
schools have special furniture too, such. as desks which can be raised to 
different levels, to ensure that partially,sighted students aren't crouched over 
a book while reading. 

Outside the classroom, there is a mobility. programme to,help pupils move 
around independently. Extra curricular activities include tandem riding, 
speech and drama, mountain climbing, music, arts and crafts. There is a 
certain amount of integration with other local schools for various classes. 

Career opportunities for blind people have been limited in the past. They 
trained as telephonists, or they worked in a special sheltered workshop in 
Dublin producing cane and basket ware. Today opportunities are improving 
slowly. At school, girls and boys learn Braille shorthand, dictaphone typing, 
general office procedure. They are ideally suited as dark,room technicians in 
the photography business, and in industry, and jobs are also opening' up in 
computer programming. A small but growing number of blind people are 
continuing on to third level education, and training as teachers, physLotherap-
iS15, lawyers. ,--

For many blind people, the ability to get about is the key to determining 
their own future. The emphasis today is on this training for mobility and 
independence. A mobility training centre has been opened in Cork by the 
Irish Guide Dogs Association. Its aim is to train dogs as guide dogs and 
people as guide dog owners and users. In the past owners had to go to 
England to train, but with our own centre it is expected that more blind 
people will come forward to guide dogs and training: "My dog is the most 
precious possession I have" is how one owner puts it, "it's just like having 
my eyes back, even though today my eyes travel on four legs beside me ". 
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PROFILE 

TOM 
LANGAN 

TOM LANGAN is a telephonist with the Western Health Board, Galway. He 
is good-looking, aged thirty-one, good company, and enjoys music, politics, 
history and fol k lore. As a lad he rode a bicycle round the country lanes at 
home, and helped on the family farm. He has been blind since birth. 

Tom was born in the village of Abbeyknockmoy, near Tuam, and his 
earl iest memories are of being treated exactly the same as everyone else in 
the family: "There was no question of 'you can't do this' or 'don't do 
that'. I did everything. I went turf·cutting in the bogs, and was always 
falling into drains. But the other little kids were falling in too. I was no 
different". 

His blindness is incurable and due to a retina abnormality. Diagnosed as 
technically blind rather than totally blind, Tom can distinguish vague shapes 
and outlines, but no more. 

At the village school his teacher John Glynn continued the family attitude 
of total acceptance and no favouritism: "They were the days of chalk and 
talk. From nine in the morning till three in the afternoon, the teacher talked 
almost continuously to the class. I learnt by listening. It is a system of 
education which has its critics today, but it was very suitable for me". 
Back home his grandfather told stories round the family fire, which fed 
Tom's imagination, and began his folk lore interest. 
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Inevitably Tom had to, move on from the local school, and the only 
option at that time was St.' Joseph's School for Blind Boys, Drumcondra, 
Dublin.' It was a 'huge move: "I remember, 'standing on the steps of the 
school, and asking ·myself what I was doing'there. I didn't feel I should be 
there. Somebody came up to take, my arm to lead me round, and I resented 
that; I felt I didn 'tneed it". 

Tom went ioDublin at twelve and stayed till he was eighteen, returning 
home only during the holidays. At school he learned to read and write in 
braille. His memories of residential education are not happy. He missed the 
freedom and warmth of home and family. He says discipline in school was 
harsh, the curriculum was.limited, and there was no opportunity to integrate 
with other young people, or participate in the life of the bustling city: 
"When I was leaving in 1968, the gates were just beginning to open". But it 
was through the school's unofficial placement service thin Tom got his first 
job, as an apprentice piano tuner at Shannon Airport. 

The chang!), from a totally protecte·d environment to total survival in a 
strange place was sudden, almost too sudden: "For the first time, I felt 
different. I was forced to feel it. I discovered I had no real opinions about 
anything. At school you were not given support for any new thoughts or 
opinions you may have had, I had had no contact with alcohol, with girls. 
For years I was used to having my meals put on a plate in front of me, now 
there was nothing on the plate. One result was that I landed in hospital after 
a few weeks, suffering from mild mainutrition!" 

_ Tom's, respoilse was '-to 'dive in to' the new 'life. -S~on he rented a 
small chalet flat ai tlie ,airport; began to learn the job, he made friends, 
joined the trade union: arid became ·an active member: "It was a total 
immersiori'-,~tirs~, ;i. 'time tq find oui' what I believed in. Everything came up 
for scrutiny. It was an important time, sometimes painful, but very valuable", 
And all on the munificent sum of three pounds nineteen shillings a week! 

The job lasted three years, and ended when the firm went out of business. 
Tom went home to the farm. He shifted turf, saved the hay, fed livestock, 
hired himself out to neigh·bouring farms, and never stopped jOb-hunting. 
Employment was difficult to come by on the open market, and work oppor
tunities channelled through the blind welfare agencies were not to his 
satisfaction, He says the official expectation of what a blind person can do 
was pitched too low. ' 

During this time he was living on the blind pension, and fretted at the 
fact, and the title: "Can you imagine how you feel 'pensioned off' at twenty
one years of age?" Finally he created his own job opportunity by approach
ing the telephonist, also blind, at Galway County Council and asking for 
informal training at the switchboard. Permission was given, and he travelled 
to the city every week to learn: "It was then that the Lord started to play 
His part. The health board was expanding and needed a telephonist, and here 
I was, a spare telephonist. I got the job ". 

Tom enjoys his work. He likes the contact with people, and he is involved 
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·in many staff and trade union activities. He rents his own house in Galway. 
His constant companion these days is Bianca, ·a splendid blonde labrador, 
whom he has had since 1979: Bianca is a trained guide dog, and Tom a trained 
owner, which means that he must insist that she use the safety principles 
she· learnt in training at all times. He has become involved in blind welfare 
politics. He is on the executive of the Irish Guide Dogs Association. In 1981 
the association opened Irish headquarters for the training of guide dogs. 
Until then, Irish people had to go to Britain for training, so the new centre is 
an important advance. 

Tom believes that disabled people have an important role in telling the 
policy makers what their needs are. Officialdom must respond by listening, 
not just passively, but challenging the disabled public to prove their points. 
Disabled people must be paid the meaningful compliment of being taken 
seriously. 

Tom isn't married - yet: "When I began working first, I couldn't take 
a re·lationship that required giving. I wasn't ready for it. Now I have many 

. very good women friends. But I believe that eye-to-eye contact is very 
important in establishing a relationship. I can't have that, so I have. to 
reach out in a different way, on a deeper level, through a meeting of minds 
and hearts. It makes for a very deep, sincere relationship". 

He has never seen a sunset, but says he can hold a flower in his hand and 
imagine how it might look. He believes he knows the look of his mother's 
face. He can forget he is blind eighty per cent of the time, and his part
icular handicap means that he can't she hciw people react as he enters a public 
place: "I can sense it though sometimes in people's attitude towards me. All 
I can do is be myself and present myself as I am. Whe~ I meet someone for 
the first time, I'll shake hands and say 'I'm Tom Langan' and we just take it 
from there". 
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SPINA BIFIDA 

SPINA BIFI DA means split spine. The bones of the spine are not properly 
formed, and part of the spinal cord which travels in these bones, and 
contains all the nerves for movement and action, is abnormally formed or 
damaged. So there will be paralysis, either slight, moderate or severe, depend· 
ing on how badly the nerves are affected. 

Practically all spina bifida children have weakness in their leg muscles, 
and nearly all have difficulty in walking. 

Spina bifida is often accompanied by hydrocephalus. The word means 
water on the brain. If the spinal cord is not closed properly at the top end, 
there can be a blockage in the free flowing of fluid round the brain. We have 
a certain amount of fluid circulating inside and round the brain. and in the 
normal way, this is absorbed. When a blockage prevents absorption, there is 
a build·up of fluid within the skull which can result in damage to the brain. 
Attempts at treating hydrocephalus were generally unsuccessful, until an 
engineer had a son born with the condition, and used his professional skill 
so that his child would live. In conjunction with the doctors, he invented a 
valve system which is inserted into the baby's head to open the blockage 
and drain away the excess fluid. Developments in this operation are still 
continuing. 

Spina bifida is congenital, and 50 is detected at birth. Between 130-170 
babies are born with it every year, though all of them do not survive. If it is 
decided that surgery is advisable, the back operation is carried out first. The 
open wound is repaired, eventually leaving a small scar where the damage 
was. After the operation, the baby will be closely watched to see if hydro
cephalus is developing. If so, the head valve operation is then necessary. The 
valve drains away the excess fluid, and the small scar left is covered in time 
by hair. 

Back home the family will be told about the degree of handicap, and will 
be encouraged to treat the baby as normally as possible. There will be 
differences, of course. Children learn about objects by handling them, 
sucking, grasping, pulling and throwing them. Here the spina bifida child will 
be at a disadvantage, because he may not be automatically standing or 
walking. He will need exira time and attention, while not being spoiled, or 
allowed behave badly because of a disability. 

At eighteen months or so, he will probably get his first set of calipers to 
help him walk. These are leg supports and they come with support boots, 
and, if necessary, crutches. The irons run up the outside of the leg, attached 
to the leg by straps. They are rigid and uncomfortable, and a child may need 
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encouragement from parents to persuade him to get 'used to wearing them. 
The calipers' are a Iife,long requirement,and there is another problem 

. which may last for a long ti~e. One of the major problems in children with 
spina bffida is the lack of control of the bowel and the bladder. Control of 
the bowel may come right, because as the child grows up, natural regularity 
and habit means that this can be attended to at a regular time. Control of 
the bladder presents a more difficult problem, and research is going on all 
the time to overcome it. There is now an operation iri which the surgeon can 
by-pass the normal channels and make an opening in the abdomen, to which a 
bag is attached to retain the urine. This operation has completely altered the 
lives of those who have had it done. It doesn't take a lot of imagination to 
realise what it means to a young person to be able to dispense with pads and 
accompanying paraphernalia. For those who cannot have the operation, and 
who:are not continent, good hygienic habits are essential. Families are being 
encouraged to have their children take more responsibility to keep clean and 
smell fresh, and often, parents must be cruel to be kind to get the message 
home. 

Spina bifida is a physical handicap, and many children go to normal local 
play·scl1ool. Severely affected children may be able to attend a special 
playgroup. 
. Ideally this will have Montessori equipment,play-tables to stand in' for 
support, and will be staffed by occupational therapisis who will provide 
exercises to strengthen weak muscles. 

·Most· rec·ent -surveys of chtldren-·coming through first and second level 
show that many spina bifida children are falling behind in class. What may be 
needed is a remedial programme to give them the necessary support and help 
at the right time and pioneering work in this field has started. 

The causes of spina bifida are still unknown. Modern research is linking it 
increasingly to vitamin deficiency in the mother around the time of con
ception, and during the early weeks of pregnancy, when' the baby's spinal 
cord is being formed: .It has been called the Celt's disease, because the 
incidence is higher than normal in our part of the world. It is now thought 
that this is because we eat more bland and refined foods than other count
ries, where people may eat a g'reater amount of leafy vegetables. Eating up 
your greens it seems has more far-reaching effects than we knew. , ' . 
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I STROKE 

AS we know, every movement and function of our body is controlled by a 
particular section of the brain. Our brain,like all parts of the body, is fed by 
blood vessels. If an accident were to occur in the blood vessels in the brain, 
resulting in an interruption of the blood supply, the cells they feed would 
die, and the particular functions they control would cease. This is what 
happens when a person gets a stroke. A clot or a rupture in the blood vessel 
blocks the flow of nourishment to particular brain cells, they become 
useless, do not pass signals to the appropriate part of the body, and so it 
ceases to function. 

The word stroke was coined because of the sudden on·set of the condition. 
Though a stroke can build up over a period, it can also occur suddenly, 
literally knocking the person to the floor. 

The location and extent of bodily paralysis will depend on the area of the 
brain affected. The brain has two hemispheres, which are mirror images of 
each other, that is, each is chiefly concerned with the movement and sensa
tion of the opposite side of the body. The right side is controlled by the left 
hemisphere, and vice-versa. Speech is controlled by the hemisphere which 
also controls the dominant hand - so a right-handed person who has a stroke 
affecting the left side of his brain may lose the use of right leg and arm, and 
also the power of speech. 

A stroke affecting the right side of his brain may cause paralysis of an arm 
and leg on the left side, but may not impair speech. On the other hand, 
perceptual problems are greater with a left than with a right hemiplegia 
(the paralysed side is referred to as the hemiplegic side). 

So a stroke is an umbrella term which covers a variety of happenings. In 
some cases, paralysis is only temporary, and recovery is complete. Up to 
twenty per cent of people die as a result of their stroke. In the majority of 
cases, recovery is partial, and the person must learn a new way of life. 

A person having a stroke should be taken immediately to hospital, where 
he will need a high level of care. Medication will be necessary to bring down 
his blood pressure, he will need anti-coagulants to disperse any clot, and anti· 
biotics to avoid infection. If he is paralysed, he will have no sensation, and 
will need to be moved frequently to·prevent formation of pressure sores. He 
will also be encouraged to take whatever exercise he can to prevent his useful 
limbs becoming stiff and atrophied. ':Ie will stay in hospital weeks or months 
depending on the severity of the stroke. Then if he needs rehabilitation, and 
is a suitable case for it, he may move to a day or residential rehabilitation 
centre. 
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The aim of a rehabilitation centre is as its name suggests. It helps people 
return of the mainstream' of life by relearning old skills or in some cases, 
learning a new way round a routine action. 

A typical rehabilitation centre will have a gymnasium staffed by physio
therapists ~ho will devise an individual programme of exercises, suited to 
cadi person, to strengthen and exercise limbs and muscles. People learn to 
walk again, perhaps with an aid, perhaps independently. In the occupational 
therapy room, they will perform tasks designed to bring a return of co
ordination .between hand and eye, and so build up daily skills like switching 
off lights, opening doors,brushing their hair, which the stroke may' have left 
them unable to do. Ii speech is affected, the spee'ch therapist will begin 
helping with pronunciation and diction. The .. stroke may have affected 
memory. The person may no longer be able to name all the familiar things 
around him. In this case, thee therapist works sloWly and patiently through 
word-association to build up the vocabulary, again. . 

In many cases life after a stroke will be very' far removed from what it was 
before. The person may never recover the use of his legs, and may need a 
wheelchair, or crutches. Homes may have to be·.completely converted, or 
adapted with additional hand:rails and other aids to make life· liveable. 

Some will have to give up work altogethe; .. oth~rs will have to change their 
jobs. This will depend on individual cases. As one doctor put it, a university 
lecturer whose speech is impaired, will obvio~sly have to look for different 
work, as would the painter who' suffered paralysis in hands and arms. 

'Unlike many other-physical handicaps, :we ·kno~wwhat circumstances 
cause stroke, and, therefore, we also kn'ow 'about prevention. The .clot or 
rupture is.caused by high levels of fat building up in the. blood, created by a 
too-fatty diet, and aided and abetted by too-little exercise, cigarette smoking, 
and a polluted environment. A balanced diet, on the other hand, contributes 
to an efficient vascubr system. Exerc'ise lowers the level oHats in the blood, 
helps keep weight and blood pressure 'normal, and maintains our overall 
body health. Despite thi.s knowledge, thousands of Irish people suffer a 
stroke ,every year, and in many cases these could have been avoi~ed . 
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