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Foreword 

The Association for the Welfare of Children in Hospital (Ireland) celebrated the 25th 

Anniversary of its foundation in 1995. To mark the occasion we hosted a Special Conference 

at Dublin Castle -

"The Shape of Things to Come -

An Integrated Child Health Service for the '90s and Beyond" 

-which brought together personnel from the various services and professions involved in 

both the community and hospital setting, with the provision of health care to child and 

adolescent patients. 

Mrs Mary Robinson, President of Ireland and Patron of the Association opened the 

proceedings and Mr Michael Noonan, Minister for Health addressed the conference and 

hosted a reception to honour 25 years of the Association. 

The speakers at the conference- practitioners, policy makers and academics from Europe, the 

UK and Ireland - are all at the forefront of their fields and their contributions were of the 

highest calibre, reflecting excellence and good practice in their various disciplines. AWCH(I) 

would like to thank all our speakers and chairpersons, who when asked, without hesitation 

agreed to participate. 

The conference programme was as comprehensive as possible. And with such a broad 

spectrum of professions in attendance, contributions to the debate during the open forum 

sessions have enriched the published proceedings. 

These collected conference papers constitute a body of information, which we hope, will 

form the nucleus for debate on the actual complex health needs of our children and 

adolescents. We would like to see this lead to planning based on needs, with needs being 

assessed in a logical, coherent, rational and realistic fashion supported by consistent research 

and data-gathering. 

AWCH(l) 1995 
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Address by 
Mr Michael N oonan, TD 

Minister for Health 
at the International Conference on the Welfare 
of Child and Adolescent Patients in Hospital 

- Dublin Castle, Monday 3rd July 1995 

Introduction 

I would like to begin by expressing my gratitude to you for your kind invitation to 

address this Conference on Child and Adolescent Welfare. 

I am very happy to have the opportunity to meet with the members of the Association 

for the Welfare of Children in Hospital and to be associated with such a prestigious event. 

AWCH 25th Anniversary 

I note from your letter of invitation that this Conference marks the foundation of the 

Association 25 years ago this year. This is a great achievement and one of which you 

should be justifiably proud. I would like to congratulate all the people whose hard work, 

splendid dedication and commitment down through the years has helped to make the 

Association the success it is today. 

I have received an advance copy of the conference programme and I am greatly 

impressed by the range of topics that are being covered. You have brought together an 

eminent group of experts to speak on the many different aspects of child health services. 

In looking back over these twenty-five years, I suppose the most striking difference that 

comes to mind in relation to the treatment of children in our hospitals is the great change 

in attitudes. There was a time when children were admitted to hospital with little or no 

thought given to the particular emotional upset and trauma which this caused to them. 

It seemed as though children were expected to respond in a purely objective way much 

as adults would. For many children, their admission to a hospital may be their first 

experience of separation from the family and home environment. The image presented 
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by the modem acute hospital can be a very daunting one, with its vast array of 

equipment and often frenzied activity. That children should be intimidated or frightened 

by all this is perfectly understandable. 

Thankfully we are much more enlightened now and know and accept that children can 

have many fears, worries and anxieties about having to stay in hospital. I am conscious 

of the need to respond to these fears and I am aware that in most new major hospital 

developments, consideration has been given to the best ways to reduce these anxieties. 

For example, the new Tallaght Hospital will contain five parents' bedrooms where 

parents may stay overnight and a further six parent and child rooms to allow a parent to 

remain with a child, if necessary. 

I am keenly aware that people with an interest in the welfare of children in hospitals 

place great emphasis on the subject of play in hospitals. The importance of play in the 

development of children is being recognised more and more. Hospitals such as Our 

Lady's Hospital for Sick Children in Crumlin and the National Children's Hospital in 

Harcourt Street, with the help of voluntary groups, individuals and people with a special 

interest in child care, provide a wide range of diversions, from competitions to drama 

and creative activities. While accepting that the hospital's principal objective is to cure 

illness, we should, at all times, remember that good health means more than feeling 

physically well. 

National Health Strategy 

This broader view of health is also very much in keeping with my Department's strategy 

document Shaping a Healthier Future which outlines the concept of a more consumer

oriented service which will produce a social gain as well as a health gain for those who 

come into contact with the health services. It also emphasises the need for the 

development of an integrated hospital service in which hospitals will operate as a co

ordinated, complementary grouping. In this context, we will continue to pursue our 

policy of developing closer links between specialist paediatric hospitals, for example, 

and other acute sites. 

Child Care 

I would like at this point, to say a few words on child care. The child care services have 

been a focus for particular attention during my first year in office. This focus of attention 

has unfortunately come about through the public disclosure of some very disquieting 

events in the lives of young children and young people. The government has recognised 
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this and has, for the first time, brought together under a single Minister, Austin Currie 

TD, resporlSibility for child protection, youth homelessness, school truancy and children 

in trouble with the law - areas which in the past have been the responsibility of three 

Government Ministers. This is tangible recognition by the Government that a more 

integrated and strategic approach to child care is essential. It clearly demonstrates the 

serious commitment of the government to addressing the needs of children, particularly 

those who are disadvantaged or at risk. 

This year represents an important landmark in the development of our child care 

services. The major new functiorlS to be assigned to the health boards during 1995 under 

the Child Care Act are central to the Government's overall strategy of protecting children 

from abuse and neglect. Our child care services are among the most topical and 

politically serlSitive issues in Ireland today. The heightened public awareness of child 

abuse and neglect, particularly child sexual abuse, has brought into sharp focus the 

absolute necessity for an integrated child welfare system which has the capacity to 

respond effectively to the individual needs of children who are not receiving adequate 

care and protection. The process of coming to terms with the reality of child abuse in our 

midst has been a painful one. 

The Child Care Act, as you know, contains a comprehensive statutory framework for the 

protection of childre.n from abuse and neglect and for the development of a wide range 

of child care and family support services to assist children and families in need. In 

accordance with the commitment in the policy agreement, A Government of Renewal, the 

remaining provisions of the Act will be implemented by the end of 1996. 

Conclusion 

There is a long tradition of close co-operation between voluntary and statutory 

organisations in the delivery of health and social services in this country and this link is 

vital if progress is to be made towards promoting the health and welfare of children in 
hospital. 

I am sure that all of you here present will benefit from your participation at the 

conference and the opportunity it presents to share experiences with professional 
colleagues and to discuss issues of mutual concern. 

I would like to conclude by wishing the A · t' . ssooa 10n and delegates every success during 
thlS conference and also in the years ahead. 
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The Association for the Welfare 
of Children in Hospital 

(Ireland) 1970-1995 

Ms Clare Stephens 
Founder member of AWCH(I) and currently involved in presenting Parenting, 

Personal Development/ Assertiveness and Return to Work programmes 

I have been asked to give a very brief history of the Association for the Welfare of 

Children in Hospital (Ireland) - from now on referred to as AWCH(I) - from its 

setting up in 1970 to the present day. My intention this morning, however, is not to 

give you the definitive history of AWCH(I) in ten minutes, but to tell you a story. Every 

member of AWCH(I) could tell you a story which would be different from mine. But like 

all good stories they would all begin with "Once upon a time ... " 

So, once upon a time- in 1969 to be precise- the World OrganLc;ation for Early Education 

carried out a survey in 17 Dublin hospitals. It published a report on visiting hours, 

accommodation for mothers and facilities for play and education in these hospitals. 

Disturbing facts emerged, and although these were highlighted in The Irish Times, there 

was no reaction from any quarter. There was absolutely no response to the facts that 

firstly, eight of the 17 hospitals surveyed allowed one hour or less visiting to their child 

patients daily, and secondly, there was not a single hospital which allowed a mother to 

stay overnight with her child. 

One woman, Patricia Hemmens, whose child had recently been in hospital, noted the 

situation with concern. She wrote to the editor of The Irish Times, enquiring if there was 

any organisation in Ireland similar to the National Association for the Welfare of 

Children in Hospital, or NAWCH as it was generally known. This was an English 

association which had been set up ten years earlier in 1959, in response to the publication 

of the report The Welfare of Children in Hospital- better known as the Platt Report. She 

asked people interested in the problem to contact her. Subsequently a meeting was 

organised and AWCH (Ireland) was formed with about 30 members, a lot of enthusiasm 

and a sublime ignorance of the range of problems covered by the words 'children in 

hospital' . 

I was one of those members, having had two experiences of my children in hospital for 
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short periods. In one case, not knowing any better I had accepted a half-hour daily visit 

to my four-year-old. In the second case my nine-month-old was admitted as an 

emergency, and this time I managed to stay overnight - lying on the floor beside his cot 

- and very grateful to be allowed to do so. A few months after that experience I was 

asked by the then Honorary Secretary of AWCH<D to type addresses on envelopes, soon 

leading as these things do, to becoming a member of the committee and later Hon. 

Secretary for many happy years. 

I found myself a member of a committed group of people who were working very hard 

indeed on educating themselves. We knew we had a lot to learn. We were fortunate in 

having access from the very beginning to information and guidance freely and 

generously given by professionals in the field. The list is a long one, Presidents and Vice

Presidents down the years, members of the medical advisory panel etc., but I would like 

to mention some of those who were always there for us to turn to in the early days- Dr 

Edward Tempany, Or Paul McQuaid, Mr Edward Guiney, the late Or Brenda O'Donnell, 

and Sona Smith, Senior Social Worker, Our Lady's Hospital for Sick Children. Thanks are 

also due to the Civics Institute in whose premises committee meetings were held for 

several years. 

We studied Brendan Hensey's book The Health Seroices of Ireland about the ownership and 

finand ng of hospitals, found out how things worked, and were soon talking to 
representatives of: 

The Departments of Health and Education 

The Irish Matrons Organisation 

The Irish Nurses Organisation 

An Bord Altranais 

The Irish Paediatric Assoctation 

The Medico-Soctal Research Board 

The National Social Service Board 

Comhairle na nOspideal 

The Irish Pre-School Playgroup Association 

- and many more relevant groups. 
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We grappled with the intricacies of the interaction between government departments, 

health boards, hospital boards, matrons and consultants. We studied vast amounts of 

information supplied by our sister association in England. Basic reading for everyone 

included the aforementioned Platt Report. It was our bible! 

Clear thinking was imperative at those early stages if limited resources were to be used 

to their best effect. James Robertson's book Young Children in Hospital had been published 

in 1958, showing how a young child, if not visited may pass through the now well

known stages of protest, despair and denial. However, in the 1970s, AWCH(I) found that 

very few people working with sick children had even heard of Robertson's book. 

Most of the problems for children in hospital appeared to arise from the fact that they 

were being treated in the same way as adults in hospital. Their special emotional and 

social needs were not being recognised. Hospital staff in these islands and many other 

countries genuinely believed that visits from parents only upset their children. Since then 

it has been fully accepted that separation from home and the fear of being alone and even 

abandoned, can cause great upset to children, and may leave psychological scars long 

after the child has recovered physically. 

At the same time AWCH(I) was working on producing a cor:::litution based on that of 

NAWCH, the English association, nowadays known as ASC - Action for Sick Children. 

The special needs of children in hospital were identified and set out in that constitution. 

They can be briefly described as open visiting for parents, accommodation for parents, 

play and education. 

Where to start? We concentrated at first on raising awareness of these special needs -

among parents, hospital staff, government and the general public. Our first broadsheet, 

circulated to members in 1970, stated that our aim was to make AWCH(I) an informed 

pressure group- whose most pressing work was to educate. We believed strongly that 

there was no conflict of interests to contend with. Our first two aims - open visiting and 

accommodation for parents - need cost very little. Parents just wanted to be allowed to 

stay with their sick children. We guessed then what was later established, that resident 

parents reduce hospital stay. There is gain for both the child and the health service. So 

while we worked on all our aims we concentrated at first on improving visiting hours, 

with the long-term objective of achieving open visiting. 

In the late '70s play in hospital began to be recognised as a vital factor in the intellectual, 

social and emotional development of the child. Arising from this awareness came the 

realisation that a playroom for every ward was the optimum situation. This would bring 

structured play, with all its connotations of familiarity and security, right to the ward. 
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There it could be availed of by the younger and less mobile children, within yards of their 

own beds, to which they could easily find their own way - security again - a very 

important concept. Older and more mobile and less ill children might prefer to make use 

of the hospital playroom which could be some distance away. 

As these ideas took root, two members of AWCH(I) trained as playleaders through an 

Irish Pre-School Playgroups course. Then, at their own expense, they went to England to 

learn about and observe play in hospital there. On their return they started the first ward 

playgroups in a Dublin children's hospital. This hospital now has five ward playrooms 

run mainly by teams of AWCHa> volunteers. 

The Dublin branch of AWCH(I) runs annual workshops to which volunteers come from 

throughout the country. These volunteers help to provide play in several hospitals in 

Dublin, Cork, Limerick and Galway. Hospital staff constantly say how vital they are -

that they couldn't be done without. 

All this is history as far as today's children, parents and hospital staff are concerned. But 

it isn't a history filled with battles, and costing countless millions. It is a history of a small 

group of people, mainly women, but backed by husbands, partners and families, 

working away at all hours of the day and night, when children were at school, or after 

work, making and receiving phone calls, compiling information leaflets, giving advice to 

parents, carrying out surveys, contacting hospitals, producing annual broadsheets for 

our members, setting up voluntary playgroups etc. 

There was very little time or energy left to go into fund-raising so we operated on a 

shoestring. When I became Hon. Secretary I had to make room not only for mountains of 

cardboard boxes (no such thing as a filing cabinet for us), but also for a secondhand 

duplicating machine. This involved cutting stencils and inking a screen, and was 

confined to the garage where it churned out countless reams of educational material over 

the years. Fortunately my children considered it a great treat to be allowed to turn the 

handle and even to fold the results which were put into envelopes, especially if it was 

after their bedtime! A far cry from the modem word processor and from the beautifully 

printed Link, now produced annually and sent to members and other interested people. 

Some of the hospital matrons we met even in these early stages, told us that we "were 

pushing an open door" as far as they were concerned. They would be happy to see us 

achieve our aims. And many encouraging things began to take place, of which I will 
mention just a few. 

• In 1971 Mr Erskine Childers Minist f H 1 
. ' er or ea th, sent a letter expressing interest 
m and sympathy with the aims of AWCH(I). 
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• The following year the Report of the Study Group on Children's Hospital Seroices, 

chaired by Professor Conor Ward, was published. Its recommendations were of 

great value to AWCH(I). 

• Between 1973 and 1977 branches were set up in Cork, Dublin, Limerick and 

Galway, and in 1982 in Wexford. 

• In 1978 a Study of Provisions made in Irish Hospitals for the Special Needs of Children 

was carried out by Aileen O'Hare, M.Soc.Sc. of the Medico-Social Research Board 

on behalf of AWCH(I) and with the assistance of AWCH(I). 

• 1979 was the International Year of the Child and AWCH(I) held its first seminar: 

'Children in Hospital', opened by the then Minister for Health, Mr C.]. Haughey. 

• In 1982 a joint seminar between AWCH(I) and An Bord Altranais took place. 

• In 1985 Mr Barry Desmond, then Minister for Health, wrote to AWCH(I) stating 

that it was Department of Health policy that parents be encouraged to stay in 

hospital with their children. 

• And two years later, our video The Best Medicine, sponsored by the Health 

Promotion Bureau, was launched by the then President of Ireland, Mr Patrick 

. Hillery. 

• In 1990 (AWCH's 20th birthday) our Guidelines for the Welfare of Children in 

Hospital was launched and presented to the then Minister for Health, Mr Rory 

O'Hanlon. 

• In 1993 a report entitled Play for Child Patients in Irish Hospitals was compiled by 

Mary O'Connor, Chairperson of AWCH(I) and launched by the then Minister for 

Health, Mr Brendan Howlin. 

• In the same year AWCH(I) became a founding member of EACH, that is the 

European Association for Children in Hospital. 

The above key events took place against a background of meetings, publications of 

educational material, showing of films, speaking to groups of parents and other 

professional groups. (You will notice that I say 'parents and other professional groups

one of our goals was to have parents recognised by hospital staff as professionals in 
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relation to their own children.) We corresponded with organisations in Germany, 

Holland, Washington, Boston and Australia as well as with NAWCH (England). While 

on holidays in America, Canada and Australia, AWCH(I) members took the opportunity 

of visiting children's hospitals there and made valuable contacts. Publicity was sought 

and generously given by the media, resulting in a vast number of queries by telephone 

and letter. 

Everyone here knows what changes have taken place for children in hospital during 

AWCH(l)'s 25 years of existence. I have spoken mainly of the early days. There are many, 

many names of members and supporters down through the years which deserve to be 

put on an AWCH(I) Roll of Honour but today time does not allow my listing them. 

Perhaps there will be another time. 

The speakers today and tomorrow will bring us right up to date. At one stage we thought 

we were working towards making ourselves redundant. Now we know good things can 

always be made better. From small acorns grow big oak trees and from Patricia 

Hemmens' letter to the paper 25 years ago the present AWCH(Ireland) has grown - and 

continues to grow, ready to send out new branches and leaves to form the shape of things 

to come. 

Clare Step hens .Prt~sentfinhg Pat H~mm_ens, Founder of AWCH(I), with a crystal bowl in 
appreCia ton o er contnbuhon to the welfare of children in hospital. 
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Changes in Child Health Care 
during the last 25 years 

Professor Denis G. Gill 
Professor of Paediatrics, RCSI is Consultant Paediatrician and Paediatric Nephrologist 

at The Children's Hospital, Temple Street and Beaumont Hospital, Dublin. Vice
President of AWCHffi 

T
HERE have been remarkable changes in the management and care of children 

and their medical conditions since the foundation of AWCH(I) 25 years ago. In 

this paper, I plan to give a flavour of the altered attitudes, reduced child 

mortality, and therapeutic advances. Over the next two days you will receive a wide 

range of ideas, innovations and suggestions for further improvements. 

I began my paediatric career in 1970 and am proud to be sharing this silver jubilee with 

AWCH(I). As one of the opening speakers I hope to be allowed to behave as the juggler 

or acrobat in the circus, and throw some thoughts in the air, balance some ideas, share 

some reminiscences and generally give a gentle introduction to the more serious, more 

subtle and more skilled acts which will surely follow. 

We did some strange things in 1970. We banned parents from our newborn units. We 

restricted visiting of sick children. We did not give sufficient thought to pain and its relief. 

We were very proud of the therapeutic milieu of our hospitals and not appropriately 

responsive to children's wishes or wants, especially to be at home. We kept children in 

far too long. We were a little austere, remote and unresponsive. 

In a 15 minutes scan of 25 years I will focus on three questions: what's better? what's 

worse? what has not changed? 

First some demography and vital statistics. 
1970 1995 

Cost of publication 5p £5 

Population 

Children 

Births 

Infant mortality (per 1,000) 

Infant deaths 

2.98m 

31% 

64,092 

19 

1,200 

11 

3.5m 

27% 

51,584 

7 

360 



There has been an increase in our population, but a declining number of births. The 

infant mortality rate, a sensitive indicator of health services, has dropped dramatically. 

There have been similar declines in perinatal and post neonatal mortality. In 1994 Ireland 

was proudly placed number one in the world in UNICEFs annual publication The Stllte 

of the World's Children. Some of the possible reasons for the drop in infant mortality are 

shown below. 

• Healthy reproductive population 

• Good obstetric and neonatal services· 

• Low prematurity rate 

• Universal hospital delivery 

• Newborn screening (commenced 1966) 

• Reduction in sudden infant deaths and neural tube defects 

• Good primary care and preventative paediatric services. 

The most dramatic recent reductions have been in neural tube defects (NTDs) and in 
sudden infant deaths (SIDS). 

1970 1995 (estimated) 
SIDS rate 2.5: 1,000 0.8: 1,000 
Actual SIDS 160 40 
NTDrate 6: 1,000 1.6: 1,000 
Actual NTDs 380 180 

Other major advances in child care have included: 
• improved survival t f hi 

. ra e or c ldhood cancers, especially acute leukaemias. In 1970 
the five year survival w 30~ . 

as o; m 1995 the five year survival should be 75% 
• transplants of kidne s bo 

Y ' ne marrows, livers, lungs and hearts 
• universal newborn scree · f . 

mng or mbom errors of metabolism and hypothyroidism 
• dramatic diminution in childhood . 

Substantially unchanged for the bett 
tuberculosis and other serious infectious diseases. 

uptake rate. er are our breast feeding rate and our immunization 

Breast feeding rate 

Immunization uptake 

1970 

30% 

70-80% 

12 

1995 

30% 

70-80% 



Three other societal changes that have resulted in deteriorating circumstances for 

children over the past quarter century are: 

(a) the dramatic rise in single teenage parenting, often a tragic end to one childhood and 

a terrible start to another, 

(b) rising unemployment from approx. 8-10% in 1970 to 15-17% in 1995, 

(c) a continuing increase in births "outside marriage". In 1970 about 3% of children were 

born "outside" marriage. In 1995 the estimated figure is about 25%. The traditional 

family, a structure in which children thrive best, is under threat. 

The overall trend has been one of improvement in childhood nutrition, education, 

physical wellbeing, growth, upbringing and medical care. AWCH(I) has played a 

singular and significant role in enhancing and enlightening medical attitudes to sick 

children, in opening hospital doors, wards and minds, and in propelling children's needs 

to the forefront of all their carers' attentions. 

There has been a huge change in surgical practice with day case surgery accounting for 

about 60% of operations. There has been a dramatic (two to four-fold) increase in asthma 

admission rate from 1970 to 1995. The average medical inpatient stay has fallen from 

about seven to three-four days. The number of paediatricians has doubled from 32 to 65, 

though we continue to have the lowest paediatrician-t<K:hild ratio in Europe by far (one 

to every 54,000 children!). Irish children have probably got taller in the past 25 years 

though we have no actual data on which to base that statement. I have summarised 

paediatric progress from 1970 and paediatric problems in 1995 in the tables below. 

Paediatric Progress 1970+ 

• reduced infant and child mortality 

• control of infectious diseases 

• immunization advances 

• screening for inherited disorders 

• improved paediatric therapeutics. 
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Paediatric Problems 1995 

• accidents 

• adult plagues and children - addiction, alcohol, HIV 

• sociological - parenting, unemployment 

• altering illness profiles, eg asthma. 

AWCHG) have shared over the past quarter century with all paediatric professionals the 

objective stated so well in 1545 by Thomas Phaer (The Book of Children): ''but my purpose 

is here to do them good that have most need, that is to say children". Play, parental 

accommodation, professional openness and responsiveness to children are much more 

prevalent in 1995 than they were in 1970. Many thanks to AWCH(I) for pushing, 

persuading and collaborating. 

Happier Hospitals 

• Change of attitudes 

• Change of practices 

• Child friendliness 

• Parental accommodation 

AWCH(I) Achievements 
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The Shape of Things to Come -
an integrated child health service for the '90s and beyond: 

Child Health Care in the Community 
Session Chaired by -

Dr Jacqueline Horgan, Specialist in Public Health Medicine 

Children's Health Care in the Future Professor Sir David Hull 

Primary Health Care - The General Practitioner Dr Sean O'Brien 

Primary Health Care -The Community Health Nurse Ms Catherine Curry 

Children with Special Needs-

A Challenge for our Health Service Dr Owen Hensey 

Open Forum 1 -
Highlights of the comments from the floor 

(Left to right) Dr Scan O'Brien, Profe r Sir David Hull. M Catherine Curry, 
Dr Owen Hen y. 
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Children's Health Care in the 
Future 

Professor Sir David Hull 

Professor of Child Health Medicine at the Department of Child Health Medicine, 
Queen's Medical Centre, Nottingham 

I 
am delighted and honoured to be invited to share in your celebrations. An occasion 

like this provides the opportunity to reflect on past achievements and to plan for the 

future. I have been invited to talk about the future. 

I speak from the perspective of a general hospital paediatrician who has worked in 

Nottingham within the UK National Health Service for over 20 years. Our common aim 

is the health and well-being of children and the protection of their potential and of their 

future. Children are a nation's most valuable resource. I shall argue that the health 

services for children must not only provide appropriate care for the individual child 

when he or she falls ill but also to act to protect the future health and well-being of all 

children. 

The political agenda 

What we can achieve will be in part determined by the political agenda. In 1978 the 

medical authorities of the world at a World Health Assembly resolved that: 

"the main social target of governments and WHO in the coming decades should be the 

attainment by all citizens of the world by the year 2000 of a level of health that will 
permit them to lead a socially and economically productive life" 

which led to the slogan Health for all by the year 2000". 

In Europe, the regional office of WHO in 1985 published Targets for Health for All 2000. It 

identified six themes, equity for all, health promotion, community participation, focus on 

primary care, multisectorial co-operation and international co-operation. On this basis 

they identified 38 targets, the first was on reducing health inequalities, the last on the 

assessment of technologies. The targets were desirable. It was considered that their 

achievement rested with the government of nations. 

In 1991 the UK government issued a discussion document on The Health of the Nation. 
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This set out the government's health strategy for England. It proposed that energy be 

directed to key areas which were major causes of premature death or ill-health, for which 

there were effective interventions, and which could be measured so that targets could be 

set Much was said about variations of health, with time, age, country, geography, race, 

circumstance etc. The WHO wished these inequalities to be reduced. In the discussion 

document it was argued that variation indicated there was already an opportunity for 

remedy at least in part. 

Following consultation, in 1992 the government published The Health of the Nation, a 

Strategy for Health in England. It identified targets in five areas, coronary heart disease and 

stroke, cancers, mental illness, HIV I AIDS and sexual health and accidents; and four 

main areas for reducing health risks, smoking, diet and nutrition, blood pressure and 

drug misuse. It stated the government's role and emphasised the importance of healthy 

alliances, healthy cities, healthy schools, healthy hospitals, healthy workplaces, healthy 

homes, healthy environments. This is familiar ground, it affirms the importance of 

'Public Health'. 

The target areas were well chosen. In England in 1991 46% of deaths are due to 

circulatory disease and 25% from cancers. Mental illness is a leading cause of illness and 

disability, it accounts for 14% of sickness absence and 14% NHS inpatient costs and 25% 

of the drug bill. Its cost in human misery is incalculable. The HIV infection has served to 

emphasise to us all the importance of sexual health. Accidents are the commonest cause 

of death in people under 30 years of age and responsible for much illness, disability and 

demand on services. 'Accidents' are rarely a matter of pure chance. 

One outcome measure of a health service is the number of life years lost during a 

working life time, before the age of 65 years. In 1988 in England and Wales, if deaths 

under 28 days are excluded, life years lost were due to cancers 26%, circulatory diseases 

21 %, accidents 13%, sudden infant death 6%, suicide 5%, respiratory illness 5% and other 

categories 24%. Since 1988 there has been a dramatic fall in sudden infant death possibly 

due to a simple change in nursing position, so that figure will be far less, but the others 

will have changed little. Thus the political agenda is clear. 

Cynics viewed these targets as a charter to reduce the demand for NHS resources. There 

is, of course, nothing wrong with that in itself. Sadly Health of the Nation did not address 

the question of inequality directly. Some of my paediatric colleagues were disappointed 

that there was little mention of children. I think they are mistaken, if the strategy is to be 

successful it must be centred on the health and well-being of children. 
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The health of children and the health of adults 

The general argument that health in childhood matters is easily made. Brain damage due 

to fetal asphyxia or meningitis in childhood casts long shadows into the future and are 

expensive for families and society. Illnesses in childhood like tuberculosis, chicken pox 

and measles may lead to serious illness later in life when the child is an adult. Here I am 

concerned with the much wider proposition that health in childhood determines, in part 

at least, the well-being, longevity, illnesses and causes of death in adults. 

Evidence comes from many sowces, I shall use two illustrations. By scouring medical 

records around the country Professor David Barker and his colleagues in Southampton 

UI< (Fetal and Infant Origins of Adult Diseases 1992) have produced a fascinating web of 

associations between early death, poor maternal health, placental size, low birth weight, 

infections in infancy, breast feeding, weight gain in the first year of life, to deaths due to 

coronary heart disease, stroke, cancers, chronic bronchitis, and late onset diabetes, all 

major health problems in adult life. The early markers of the health of children are linked 

with variations in blood pressure, serum cholesterol levels, plasma fibrinogen and 

factor 8 concentrations, glucose tolerance and body fat distribution. The associations are 

consistent with the notion that early health has a major impact on future health. 

They started with the observation that deaths from cardiovascular diseases (coronary, 

ischaemic heart disease CHD, and stroke) now are high in parts of Britain where infant 

mortality rates were high. Could factors which cause death to some children in infancy 

contribute to the cause of death of others many years later? 

Another approach is to examine longitudinal studies of defined populations. Children of 

professional families compared to the children of manual workers are more likely to 

survive infancy, suffer less, grow taller and live longer. It was hoped that increasing 

prosperity and the introduction of the Welfare State would reduce these inequalities. It 

has not. Death and suffering from the major diseases of poverty such as infectious 

diseases, tuberculosis and respiratory infections has fallen but they have been replaced 

by 'epidemics' of circulatory disease, many cancers and accidents which show striking 

variation with social class, the greater burden falls on the least fortunate. They make 

more demands on the health provision because they are more in need of it. 

There have been three 'Birth Cohort' studies in the UK. Power, Manor and Fox (Health 

and Class: The Early Years 1992) used the 1958 cohort, the National Child Development 

Study to examine the relationship between early life events and the health of 23 year olds. 

The studies allow the evaluation of factors which might contribute to health problems in 

young adults, and of morbidity rather than mortality. They examined the impact of 
family background d d't' · · an con 110n at buth (mheritance), general health, socio-economic 
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circumstances, education attitudes and beliefs, behaviour (e.g. smoking, diet, alcohol) on 

height, malaise, self assessment of health and emotional well-being. Nobody will be 

surprised to learn that the health, emotional well-being, social status, behaviours and 

education of the child's parents as well as ijlose of the young person themselves impact 

on their physical and mental well-being in young adulthood. One aspect that they were 

able to investigate was the timing of the influencing circumstance. 

In the western world we can now expect to live nearly three score years and twenty. 

There have been dramatic improvements in the last 80 years, that is in the average 

lifetime of people living at the end of this century. In 1901-10 in England and Wales 

expectation of life at birth was around 50 years. In the first 20 years we grow up, in the 

next 40 we work and rear our families, and in the last 20 years we try to help if we can 

and to hinder as little as possible. It is the last age group which puts major and increasing 

demands on the health provision. 

Paediatricians traditionally have been primarily concerned with health outcomes in the 

first 20 years of life. This brief glance at the causes of disease, disability and death in 

adults indicates we have wider responsibilities. 

Health care for long term outcomes 

What factors have achieved the impressive changes over the last 80 years in general well

being and longevity and how do they operate? Medical research at present is doing the 

splits, favouring either molecular biology or epidemiological analysis. Most who provide 

health care are experts at neither but it will be for them to implement any changes which 

are thought to be beneficial. So, how might an environmental factor modify gene 

expression? 

In 1970 in The Scientific Basis of Paediatrics many authors wrote of critical or vulnerable 

periods. The concept is that at certain times during development, tissues or systems are 

vulnerable to damage or susceptible to deficiencies, for example, the brain when 

neurones are forming. It also includes the notion that the tissue or system might be open 

to being tuned or programmed over a certain window of time. For example, an early 

need to store fat might increase fat cell numbers and thus a vulnerability to obesity. 

Critical or vulnerable periods are just specific and special examples of a much wider 

phenomenon, that is the contribution of the environment in the widest sense to gene 

expression, the development of the phenotype. Genes can and do switch biological 

systems on and off, and they are perhaps most lively during development. 
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Environmental influences can also switch systems on and off which results in a variety 

of outcomes. All such changes have a potential for benefit or harm. 

You will have no difficulty thinking of examples which give short term benefit but long 

term harm. For example some drugs administered during pregnancy. I will give just one 

example, it was an unexpected finding from an animal study by Dr Andrew Spencer in 

Nottingham. What we eat is a major environmental influence. As paediatricians we have 

no doubt that 'breast milk is best' for the newborn and infant. Rabbits are born in litters 

of between two and 14 with an average of six. If the litter is small, there is more milk 

available and they grow faster. We selected large newborn rabbits, reduced the litter size 

to three and fed them on two does. In the first three weeks the young rabbits took 

enormous amounts of 'breast milk' and grew rapidly, and when they were weaned onto 

a free diet they continued to grow rapidly and matured early. They had the benefit of 

rapid growth and they were big. They were also sub fertile and died early of a disease of 

the arteries. Large amounts of breast milk gave them early advantages but shortened 

their life span. The risk factors for breast cancer include the early onset of menstruation 

and obesity, the taller the woman the greater the risk. 

Whilst the idea 'that what happens to us is an expression of our genetic make-up and its 

inter~ction with the environment' is simple, the interaction itself is infinitely complex. No 

matter how much we monitor and learn to control our environment and elucidate the 

determinants of gene expression, this interaction can never be fully understood because 

its nature is life itself. Our knowledge and abilities will always be relative. Our task as 

clinicians is to use what we know naw for the benefit of the child before us. But if we are 

to manipulate or advise on the manipulation of the environment for health gain, we must 

approach it with the same thoroughness as we would in the evaluation of a medicine; for 
timing, efficacy, safety and relevance. 

There is a parallel to the development of physical well-being as outlined above with the 

imprinting behaviour like that described by Lorenz and education in general and the 
development of mental well-being. 

Responsibilities for the future service for children 

A~ individuals, I do not think we have much difficulty with our duty and contract to a 

child brought to us by his or her parents seeking our help. Our responsibilities (duty and 

contract) for children in general is less clear. The WHO obviously believes that 

governments have a duty to protect the health of their peoples, but how are they to do 
that? 
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For individual practitioners there is a dilemma. I will illustrate by two extreme positions 

in relation to child protection. 

The first occurred in a district where the social workers were understaffed, lacked 

training and were poorly paid. They decided that rather than try and deal inadequately 

with each individual child, they would take political action and strike for more staff, 

training and pay, so that they could do their task properly. Whilst acting to provide a 

better service for all children in their district they failed to protect one child who died 

slowly and painfully. 

The second relates to a senior psychiatrist. He had the care of a boy who was 

misbehaving, and he was aware that the boy was being sexually abused by his father. The 

psychiatrist believed it was his task to help the boy cope with what was happening to 

him rather than bring evidence against the father. 

Professor Alastair Campbell in his book Moderated Love: a Theology of Professional Care 

argues that if doctors are more than medical technicians, if they do more than mend 

organs and support failing biological systems, if they do seek to act in the best interests 

of the person who has sought their help, if they are, in fact, professional, then they do 

have a duty of care not only for individual children but also for children in general. That 

means getting involved in determining and providing a service for all children in the 

place where we practise. Once we have thought about it, it is difficult to conclude that we 

should act otherwise. 

What about a contract? In the UK it was the Court Report Fit for the Future, 1976 which 

emphasised the central role of parents in the care of their children. This is true whether 

the children are at home or in hospital. As parents become more skilled and confident 

and with appropriate support, they elect to do more and more care at home. The 

remarkable developments in communication and information technology will accelerate 

this change. Specialist services no longer equate to hospital services. The distinction 

between activities in and out of hospitals is becoming increasingly artificial. Some 

services are best provided by general practitioners and their support teams and others by 

staff with special training in the care of children. The specialist health care is no longer a 

service confined to a hospital, it should be provided equally to the population serviced 

in home, school, clinic or hospital, whichever is most appropriate. 

Prior to 1990 the responsibility population based activities such as health promotion, 

prevention strategies, surveillance and the care of children with special needs and child 

protection fell to the Child Health and School Medical Service. The NHS & Community 

Care Act 1990 for the first time rewarded the primary care service for providing elements 
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of these services. The British Paediatric Association in Towards a Combined Child Htt~lth 

Service 1991 took the view that the specialist services for healthy children and sick 

children (prevention and cure, community and hospital) should also be combined. 

Health Ministers and NHS Management Executives first wanted to achieve this by 

integration at purchaser level. It was difficult to see how that would work and it has not. 

The service has to combine at the provider level. It is important that at any level, 

prevention and cure are not in competition, for experience shows that at times of 

financial restraint, that is always, emergency short term acute services get priority. 

In the UK contracts for combined services are being introduced and with these changes, 

the opportunities for expanding the service for 'children' as well as for the individual 

child have increased. The strategy must be based on a knowledge of the community. The 

agenda will be that of the local people and agreed between all involved in the health 

provision, primary and specialist, and where appropriate the education and social 

service authorities. 

This service is not what I understand is meant by ambulatory paediatrics, which is 

essentially an extension of the out-patient activity, though that might include some of it. 

It is not what we in the UK have called community paediatrics, because that includes 

services for the individual sick child in the community as well as the 'preventive' 

services. As i~ is a service to a population of children rather than individual children, I 

have called it population paediatrics, though some have used that term to mean other 
things. 

Medicine for a population of children, as for the individual child, involves taking a 

history, eliciting signs, and drawing up management programmes. First of all you need 

to know your patient which means the regular and accurate collection and interpretation 

of information about the growth, development, well-being, illnesses and disabilities of 

the children in a defined population. Then take a history, seek the evidence of the 

problem, such as an increase in hospital admissions, more prescriptions for asthma, an 

outbreak of a preventable infection, premature death in adults due to skin cancer etc. 

Then look for the signs, the consequences for children, the staff and the resource 

allocation. The management may be a review of a vaccine strategy, information to 

families about a new environmental hazard, road traffic changes or a screening 

programme with recommendations to change diet or avoid certain foods for vulnerable 

individuals etc. These environmental manipulations like any other 'therapy' need to be 

evaluated. The benefits for the children themselves and the society in which they live 

could be immense. It would allow more steps to be taken to reduce the effects on health 

of social disadvantages which would be economic as well as just. 
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Conclusion 

The health of children is the key to the health of all. We need to be more rigorous and 

organised in our appraisal and application of what we already know and in our search 

for further understanding. It is an exciting challenge for the future. The health care of 

adults and the elderly centres around the consequences of the past, the child health 

services should increasingly be concerned with the future. 
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Primary Health Care - The 
General Practitioner 

Or Sean O'Brien 

General Practitioner with a special interest in the provision of 
Primary Health Care Services for children. Vice-President of AWCH(I) 

Y
OUR Excellency, distinguished guests, colleagues, ladies and gentlemen. This is 

the first conference, as far as I can remember that community care doctors, public 

health nurses, general practitioners and paediatricians, have got together, to 

discuss community child health. 

I would like to congratulate the organisers of the conference for looking beyond the 

hospital walls, and starting off the conference with community paediatrics and inviting a 

general practice input. 

It is appropriate of course that GPs should be involved in a conference on community 

paediatrics, because like in the UK, but unlike many other countries, we do in effect fulfil 

the role of primary care paediatrician and look after most of the paediatric problems in 

the community, apart, that is from the preventive care functions, which is the grey area 

of paediatrics that I will get back to in a moment. 

• 

• 

General Practice Paediatrics 

3 million paediatric consultations per year 

20% of all general practice consultations 

-under one's- five consultations per year 

-one preventive care visit in the first year. 

[Harry Comber (1992) The First National Study ofWorkload in General 

Practice) 

In 1992, Cork GP Harry Comber published the First National Workload Study in General 
Practice. 

This has given us the first clear view of the content of general practice. 
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It is not really surprising to find that of the 15 million consultations per year in general 

practice, three million are with children under 15 years of age. 

In the study it was found that on average each child in the first year of life attended the 

GP five times - but only one of these visits was primarily for preventive care. 

Integrated Care? 

Considering the theme of the conference, I thought I should first outline the fragmented 

nature of child health care in the community from a general practice perspective. 

The most striking feature to me is that general practitioners, although the main providers 

of paediatric care in the community, work in almost total isolation from the community 

health care team. 

At present there is duplication, and competition between general practitioners and the 

community health care team - with a little aloofness practised on both sides. 

There is too little communication between us, and GPs have little input into the planning 

and delivery of child preventive care services at local level. 

Describing the Irish primary health care team a GP recently put it this way to me. 

We are all present on the playing field, but all playing a different game, with different 

goal posts, different shaped ball, different rules, different playing time, different masters 

and some are paid and others are not- [referring to preventive care measures]. 

To illustrate the fragmentation and lack of continuity of care, let us look at the services 

experienced by a child in the first year of life. 

Compare this to the solid continuity of care from their general practitioners, which adults 

enjoy. It begs the question, are there good reasons why infants should be looked after by 

so many different institutions? 

There is the question then too of who feels responsible. 

Maybe nobody feels fully responsible and therefore the very low immunisation coverage 

rates found by Clarke in his study three years ago. 
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The First Year 

• 5 days - 3 weeks - PHN visit (at home) 

• 6 weeks - check-up (hospital) 

• 2m, 3m, 4m, 6 months - Immunisation (clinic) 

• 7-9 months- check-up (clinic) 

• and on average five visits to GP 

There are disadvantages in the present arrangements for parents relating to distance to 

hospital, inflexibility of clinic hours and dealing with relatively unfamiliar faces and 

there is a lack of continuity of care. 

Who should a mother call for advice three days after discharge from hospital with that 

terrifying little bundle that will not stop crying? Often they are not sure. 

From a general practitioner's point of view, the present arrangement represents a series 

of lost opportunities to consolidate the relationship which was developing during the 

period of ante-natal care -and which is often brought to an abrupt pause after delivery. 

Communication 

• Notify GP of birth immediately 

• Phone GP regarding serious perinatal events 

• First examination in hospital, findings entered on standardised Parent 

Held Child Health Record 

• PHN <> GP shared care for child development checks (findings entered 
on Parent Held Record) 

• Immunisation - GPs should notify HB of all shots given incl. 

OPV /DTP /HKlb (entered on Parent Held Record) 

To improve care we must improve communication. 

The Parent Held Child Health Record, has been used in many a countries and found to be 
very useful. There is an Irish one which was launched two years ago, but is unfortunately 
not widely used. It was developed jointly by paediatricians, GPs and community care 
doctors. 

26 



As a nation we have recently become much more health conscious and parents would be 
much more interested now than a few years ago in using it. I think that if this was given 
to mothers before discharge from hospital, it could quickly become widely used. At 
present there are often unacceptable delays in being informed of a birth. It can be 
anything from ten days to ten weeks before the GP is notified of a birth. 

Even if the newborn has been ill or has some serious ongoing problem it is not at all 
unusual for a general practitioner to find out about it on meeting the mother in the 
supermarket. There is no good reason why the GP should not be notified of each birth 
and any complications immediately. 

General practitioners are by no means blameless. One of the problems for the health 
boards in calculating immunisation uptake is that GPs are not returning notifications. 

The Department of Health document Shaping a Healthier Future envisages closer liaison 
between GP and PHN. I would like to make some suggestions in this regard because I 
think it is probably the single most important issue. 

General Practitioner and Public Health Nurse 

• Clarify relationship- daily contact- team approach - but independent 

• Surveillance and immunisation- shared responsibi!:ty 

• Children at risk 

• PHN office in Health Board Clinic 

• Practice based PHN workload 

Public health nurses and general practitioners both have a long and proud tradition. At 

one time they worked in hand. Things have changed and to some extent we have grown 

apart, but we still look after the same population and although work is more complex, 

our basic roles have remained unchanged. 

In my opinion the PHN and the GP are natural allies, and we should now look to develop 

a new form of partnership while maintaining our independence. We might refer to each 

other more often before tapping into the extended team of social worker, child 

psychology service, palliative care nurse and others as required. 

Identifying children at risk remains a problem in our society. Public health nurse and 

general practitioner working together would be a powerful force in tackling the problem. 

Co-operation between us in these areas would also have a beneficial knock-on effect in 

our dealing with other problems, e.g. care of the elderly, care of the dying, drug 

problems, etc. 
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Immunisation and Child Health Surveillance 

• Directors of Public Health 

• Community Care Paediatricians (secondary 

care/ planning/ epidemiological/ teaching functions) 

• GP or clinic based delivery? 

The Department of Health document Shaping a Healthier Future envisages changes in the 

organisation of child health surveillance and immunisation including the introduction of 

a two week check-up with the general practitioner in addition to the six-week check-up 

which are welcomed by general practitioners. 

The new Directors of Public Health and Community Paediatrics will be looked to for 
leadership and organisational skills. 

They must involve GPs not only in the delivery but also at the planning stage if the 

mistakes, for instance, that have compromised the MMR campaign are to be avoided. 

• 

• 

Immunisation 

Primarily a public health issue 

GP based 

more accessible and familiar to parents 

increased opportunistic surveillance of 
mother and child 

With immunisation responsib 'lit h 
' 

1 Y at t e end of the day must rest with the Department 
of Health and the director of Public Health. 

The channel of delivery should be that whi h . . 
c 15 gomg to be the most successful. 

Delivery through General Practitioners wo l . 
actual immunisation itself. u d have certam advantages going beyond the 
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Developmental Surveillance 

• Core GP activity 

• Share with PHN 

• Define responsibilities 

• Introduce patient registration in general practice 

• Record keeping, notification, call and recall systems 

• Access to secondary care, e.g. community paediatrician 

• CME in child health topics -joint GP /PHN courses 

General practitioners would consider child health surveillance to be more an integral 

part of general practice than immunisation. 

GPs practice surveillance all the time on an opportunistic basis. 

When it comes to an organised system of regular check-ups, it seems only logical that 

these should be done in general practice too. 

However, some of the work is more appropriately carried out by a nurse and I would like 

to see the public health nurse's role in this area confirmed as they are better placed to do 

it than the practice nurse. 

I wonder could the public health nurse have a function here in administering both 

immunisation and child health surveillance at practice level. This would immediately 

give the general practitioner the link to the new Departments of Public Health that are 

missing at present. 

The nurse would have authority and responsibility to ensure reports were returned on 

time to the department, and the general practitioner, particularly the single handed 

doctor would have the administrative help. 

Between us, GP and PHN, we would share the responsibility for an outreach system to 

contact non-attenders. 

Proper back-up is required for any preventive care programme. There will also be a need 

for on-going continuing education, where community paediatricians would be a 

valuable resource. 
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Priorities for Change 

• Introduce patient registration in general practice 

• Design and build co-operation, e.g. practice attachment of 

PHNs. 

• Agree responsibility and ensure proper back-up including 

notification, call and recall systems and remuneration 

• Appoint community paediatricians 

• Develop CME material and arrange courses on community 

child health topics 

In my opinion the major obstacles to better community paediatric care are not lack of 

knowledge, nor lack of skills, although these need regular updating, or indeed lack of 

motivation, but 

- poor communication 

- lack of co-operation, and 

- the need to define responsibility more clearly. 

GPs need private patient registration with the practice. This would facilitate screening in 

the practice. 

GPs should be notified immediately of births into the practice automatically, and 

contacted personally on discharge home of an unwell neonate. 

GPs must become more aware of the importance of notifying the Department of Public 

Health of preventive care measures carried out in general practice. 

The relationship between GP and public health nurse needs attention. 

More contact between general practitioners, public health nurses and paediatricians, 

particularly community paed iatricians when they have been appointed through 
continuing medical education meetings. 
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Conclusion 

Is it not interesting and a sign of the times that it is parents and not the Department of 

Health or health care professionals who have actually organised this conference. 

Over the past twenty-five years, the Association for the Welfare of Children in Hospital 

has helped to make children's hospitals more user-friendly, and now it has jumped over 

the hospital walls and is asking us to take a critical look at community services for 

children and to think how they might be improved. Presumably as parents the organisers 

feel that some things could be improved. 

Particularly in the community care setting where we are looking for compliance in non 

acute interventions like immunisation and health surveillance, I think we should aim to 

have more consumer participation which does not exist at all in Irish general practice. 

There would certainly be a role for the AWCH(D if they were inclined to take it on board. 
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Primary Health Care - The 
CollllllUnity Health Nurse 

Ms Catherine Curry 
President of the Institute of Community Health Nursing. 

Superintendent Public Health Nurse with the North Eastern Health Board 

N
URSING in the home is in fact the oldest form of nursing which, prior to the 20th 

century was solely a caring profession provided by nurses sin~e little ~edical 

treatment was then available. The present public health nursmg serv1ce has 

evolved over the years resulting from an amalgamation of all nursing services provided in 

the home and within the community. With its ethos centred in primary prevention, the 

present service was introduced by a policy outlined by the Department of Health in 1966 

formulating a generalist role in order to cater for the population at large, encouraging greater 

emphasis on the prevention of ill health and at the same time encouraging individuals to take 

personal responsibility for their own health. The service is proactive as well as reactive, 

capable of identifying, monitoring and meeting population needs as well as individual 

demands. Its implementation was indeed forward thinking for the Irish health service, who 

in the '60s established a role very much in line with our recently launched National Health 

Strategy document. It is not surprising that since 1966 the workload of the public health 

nurse has rapidly developed and grown, given the extent of our sociological changes and 

their resultant needs which have occurred over the last quarter of a century. In other 

European countries the same extent of changes were spread over a century. 

Whilst child-<:are is but one aspect of the public health nurse's role, caring for the family from 

birth until death gives a holistic view of parenting which is the most important aspect of child 

care. Parenting does not take place in isolation but is affected by personal relationships, 

coping skills, motives, finandal implications, housing, education. Not only does the public 

health nurse need to be aware of and fully acquainted with family dynamics throughout the 

life span, she must also acquaint herself with social and community factors. The role of the 

public health nurse is a comprehensive rather than crisis response to the child's development. 

She is a developmental and preventative professional rather than a curative agent with a 

paralleled focus on intervention and support work. Therefore, the major part of the public 

health nurse's time in relation to child care is spent in interacting with the parents, most 

frequently the mother. She has a pivotal role in educating, directing and empowering 

mothers in all aspects of child care while working closely with the general practitioner and 
referring to the multidisciplinary team. 

Because of this pivotal involvement, the public health nurse is ideally placed to identify, 
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advise and help develop packages of care best suited to parents' current needs. Many 

innovative ventures have in fact been developed and implemented, receiving positive 

response from participants, e.g. school's work, mother and toddler groups, parent-craft, ante

natal classes, community mothers' groups, work with disadvantaged groups etc. Because of 

constraints on the service, areas of greatest importance in preventing future crisis are very 

often last to receive attention while more obvious needs receive precedence. For example, 

despite the benefits of early intervention, the most frequent first point of contact with the 

mother is post delivery. 

Despite existing deficits, there have been many areas of growth, as yet some of these are only 

being developed. For the purpose of briefly outlining the objectives of our work I will include 

some of them. 

Preconceptual Care 

This is identified as the time of greatest importance in educating potential young parents. To 

meet a recognised deficit, one of our public health nurses has developed a highly effective life 

skills programme for secondary schools. Its objective is to instruct through a first hand 

fabricated experience, the implications of caring for a young infant. The programme has 

recently received RTE coverage. It permeates the imagination of young teenagers and is a 

time when pre-conceptual education and life skills can be most appropriately dispensed. 

Ante-Natal 

As yet there is no automatic referral of ante-natal mothers to the public health nurse. 

However, in many areas parent-craft ante-natal classes have been introduced by the public 

health nurses and feedback from these classes has indicated positive results, especially for 

first time mothers. 

Objectives 

1. To impart the benefits of a healthy lifestyle during pregnancy. 

2. To impart the benefits of breast-feeding with the view to encouraging same. 

3. To introduce and demonstrate the art of breast-feeding. 

4. To learn about artificial feeding, the importance of hygiene and methods of sterilisation. 

5. To impart knowledge regarding the role of the PHN in child-care. 

6. To prepare for labour. 

7. To learn about parenting skills. 

8. To share experiences with other ante-natal mothers. 
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In the post-natal period a mother will be preoccupied with her personal recovery. This 

detracts from learning new skills for the first time. Acquainting herself with these new skills 

in the ante natal period lends confidence to a mother and reflects in her ability to cope with 

her new baby. 

Post-Natal 

Objectives 
1. To support and reinforce the importance of breast-feeding. 

2. To promote good feeding techniques. 

3. To ensure that each mother has adequately mastered the skills of feeding and managing 

baby. 

4. Monitoring of feeding problems. 

5. Monitoring of and encouraging mother's personal recovery and follow up. 

6. PKU testing where not already carried out. 

7. Risk assessment factors. 

8. Information on prevention of cot death. 

9. Identification of and advice regarding hazards in the home. 

10. Information and advice regarding immunisations. 

11. Information and advice regarding weaning. 

12. Identification and referral of developmental delay and abnormalities. 

Pre-School 

Objectives 

1. To identify abnormalities in development through developmental examination with a 

view to early referral and intervention. 

2. To encourage basic stimulation by encouraging interaction through play. 

3. To review and encourage immunisation schedule. 

4. To reinforce accident prevention. 

5. To detect, monitor and appropriately refer malfunction within families. 

6. To provide home supports where poor parenting skills exist. 

7. To detect and refer child abuse and neglect. 

8. To closely monitor suspected abuse cases. 

9. To provide on-going monitoring to families where abuse or neglect has taken place. 
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School Health 

Objectives 

1. To provide health and hygiene education in primary schools. 

2. Through visual and audiometric screening to detect and refer identified defects with a 

view to early intervention. 

3. To liaise with teachers regarding slow learners, behavioural problems or signs of neglect. 

Travellers Groups 

The objectives for this group are similar to the rest of the population. However more in-depth 

input and follow-up is usually required. 

Teenagers 

Our present involvement with this group is limited. It addresses social problems in the home, 

where parents express concern regarding suspected drug or substance abuse, gambling, 

teenage pregnancies, behavioural patterns. Such matters indicate a need for parental 

counselling and health education in the schools. 

It is therefore evident that the public health nurse's involvement in child-care is wide and 

varied, reflecting how much broader primary health care is and differs from primary medical 

care. Relying on a multidisciplinary approach it interlinks a diversity of disciplines. Basic to 

the vision of primary health care and defined by the World Health Organisation is the fact 

that it links the health care of the population to the health care tasks involved in meeting the 

health needs. Most care provided by the public health nurse, therefore, falls within the scope 

of primary health care. The task, together with the skill of imparting information is implicit 

in nursing itself. For the public health nurse equipped with a variety of nursing skills it offers 

her a real opportunity to provide an expert, comprehensive and coherent nursing service in 

the home, clinic and social setting, including a real opportunity to advise and help construct 

suitable packages of care to meet identified needs. 

Limitations 

Because of continued expansion in the public health nurse's workload, it is not presently 

possible to provide a service in keeping with our aspirations for child care services or to 

implement appropriate developments. This has been formally recognised and a review of the 

services of the public health nurse is at present taking place at department level. 
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. h · nmary health care is not yet clearly acknowledged by 
The role of the pubbc healt nurse m P 

ed rt f health board expenditure. However, our recently 
the health boards or present as pa o 
launched National Health Strategy document eludes to addressing the problem. 

We do not presently have a system whereby the effectiveness of the preventative aspects of 

our work can be measured, nor is there a base line whereby this can be compared. 

There is need for greater uniformity and equity within the service, whilst bearing in mind the 

necessity to vary services according to local needs. 

To date, there has been little research into consumer needs on which to base our services. This 

year the Institute of Community Health Nursing is conducting a pilot project into parents' 

own perceptions of the service and their proposed developments, with a view to conducting 

a more in-depth study in 1996 in order to establish identified needs rather than cater for 

aspirations. 

Conclusion 

With continued educational reinforcement leading to enhanced parental management skills, 

better !mrnunisation uptake through advice and follow up, improved nutritional values, 

accident awareness and prevention input, early intervention in crisis and anticipated crisis 

situations, early detection and referral of visual and hearing defects and developmental 

delay, this continual reinforcement, intervention and action must clearly make a difference in 

preventing hospital admissions and in curbing health board expenditure. Yet, there is no 

official feedback to encourage or commend this aspect of care. Despite the fact that we are 

entering the 21st century, primary health care has not yet been given the high profile it 

deserves. Specialisation in preventative medicine is lacking in prestige and status. We 

continue to lend greater credibility to curative medicine which flourishes and gets greater 

results. It is not easy to influence the user of our services if we as a body of health 

professionals voice different aspirations. We must work together utilising our resources to 

the greatest potential with increasing emphasis on prevention_ "a stitch in time saves nine". 

Given its rightful status primar h lth b · · · will . ' Y ea care, y educatmg and empowering ind1v1duals, 

~onom~ on much unnecessary expenditure and allow the financial gain to be better spent 

m more unportant aspects of hospital and community care. 
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Children vvith Special Needs- A 
Challenge for our Health Service 

Or Owen Hensey 
Consultant Paediatrician at The Children's Hospital, Temple Street and Medical Director of 

The Central Remedial Clinic, Dublin 

l
am delighted to have the opportunity of participating in this Conference, celebrating 

AWCH's role in 25 years of caring for children in hospital and thank the Association for 

their invitation to speak. 

Introduction 

There are many aspects involved in caring for children in the community and I wish to 

discuss the challenge facing the Health Services in providing appropriate care for children 

with special needs. Children with special needs include children with 

• Physical Handicap 

• Sensory Impairment 

• Learning Difficulties 

• Emotional Problems 

• Chronic Medical Conditions 

• Epilepsy. 

Putting their problems in context, it is estimated that: 

• 20% of school children will, at some stage of their education, have some form of special 

need. 

• 10% of children, aged under 15 years, have an illness chronically reducing their functional 

capacity. 

• 2% of children attend special schools. 

• A growing number of children with special needs will attend ordinary schools and 

require extra help in this setting. This may include school adaptation as well as provision 

of a personal assistant. 

In looking after a girl with cerebral palsy, who is now 15 years of age, one must ask if the 

services she has been provided with since birth adequately helped her reach her maximum 
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potential and prepared her for the transition to adulthood? Could they have been better? 

How easy was it for her family to access the appropriate services? 

In developing Health Strategies to cater for children with special needs, one must firstly 

develop systems permitting early detection of any abnormality. Programmes have been 
developed which facilitate the discovery of children's problems where, in theory, easy access 
to advice and expert opinion is provided. 

However no system is perfect and, as many parents are only too aware, one may have to 

bring a child with a problem that is causing concern to a number of clinics, doctors, or public 

health nurses, before this problem is recognised and appropriate intervention started. 

Within the community, teams have been established which cater for children with special 

needs. District Handicap Teams may define the problem and co-ordinate the child's 

management programme. They usually consist of 

• Medical Officer 

• Physiotherapist 

• Occupational Therapist 

• Speech Therapist 

• Public Heai.th Nurse 

• Psychologist. 

By identifying at ~ young age children with special needs, one can -

• instigate early treatment 

• provide genetic counsell· . f mg, 1 appropriate, and prevent further cases 

• recognise the importance of providing parents with a diagnosis and help them come to 
terms with it 

• and respond to their worries in r la . 
. e hon to cause of the problem present needs and most 
trnportantly, further needs of the child. ' 

The latter is often the most difficul 
cannot provide th t area for those who are providing support, as so often one 

e answers that parents feel they need to know. 

Current Situation 

In the early 20th century .. 
'most families with a child with chronic illness or disability received 
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their care and support in their local community. With the development of technology and 

special resources in the past 20 years, families are now being provided with state of the art, 

highly specialised care in centres or hospitals which are not based near their home. The 

development of multidisciplinary clinics, such as the Central Remedial Clinic, where the 

children are followed up, further bypasses the community. The hospitalisations far from 

home, and recurrent speciality clinic visits, place great demands on the family's own 

resources, causing significant stress and coping difficulties. 

While theoretically a three tier system of care exists for children with special needs involving 

the Medical Centre 

Community 

and the family 

much of the care is concentrated in the 3° Centre or Hospital. The connections between all 

three should flow in a two-way direction but in many cases a co-ordinated care plan does not 

exist. 

The 3° Centre may fail to communicate with the district handicap team and may not 

recognise the expertise of the parents and the child in coping with disability or chronic 

illness. It usually operates for its own convenience with outpatients between 9.00arn to 

S.OOpm, as are therapy sessions. This ensures that both parents cannot usually attend 

together, as one or both may be working. When was the last time a Saturday or evening 

session was held? 

Parents often become confused as to who is in charge of their child's care and to whom to 

turn to when problems arise. When a child is born with spina bifida the diagnosis is made at 

birth in the Maternity Unit and spinal surgery performed within the first week in the 

neonatal surgical unit. When this child develops a high temperature, should his parents 

contact the Spina Bifida Unit in the paediatric hospital, the surgeon who repaired his spine 

at birth, the nurse in the newborn intensive care unit who supported them so much at the 

time of diagnosis, or the family doctor, who hasn't met the child yet, but cares for the family's 

other children? 

Challenge for the Future 

The challenge facing us all in catering for children with special needs is to make the family 

central to any intervention programme. In providing care for a child the family must be 

involved as partners in this process, to include not only parents, but also siblings. 

By evolving a system of family centred care, with the family at the centre, we should expect 

that families will have to reach no further than necessary to obtain the resources sufficient to 
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meet their needs. The 3o Care Centre must be prepared to move into the Community. At all 

times the family's and children's expertise must be acknowledged. Such a system will clearly 

define who is in charge of the child's care at a local level, avoiding travelling distances and 

detaching care from the community. 

The provision of optimal health care to children with special needs will require equal 

emphasis on four areas: 

1. In the individual patient, promotion of self care results from an active process in which 

knowledge and skills are gradually transferred to the child as his/her capacities grow, 

empowering healthy behaviour, a sense of control and feelings of competence on the part 

of the child. 

2. The family must be engaged as full partners in the process, while supporting or 

enhancing the family's capadty for care. 

3. The community where families live and where they have established natural sources of 

support. The community represents familiarity, accessibility and belonging to many 

families. They are the settings where children and their families carry on after or between 

crises that necessitate journeys to distant resources. 

4. The highly specialised care provided by tertiary care and hospitals or large 
multidisciplinary clinics. 

Our challenge for the future must be to ensure that our care becomes easily accessible for all. 

The child, family, community and hospital will all be equal participants in the care 

programme. A representative from each group should participate in programme planning, 

intervention and service co-ordination. They should also be charged with evaluating service 

quality and outcome. There should also be a role for the family practitioner in co-ordinating 
the child's medical care and supporting the family. 

Conclusion 

We must strive to ensure that when a child 'th · 
1 

will 
Wl specm needs reaches adulthood, he/she 

have been encouraged to dev 1 th kil 
. e op e s ls to allow him/her determine his/her own future 
m the local community. with the s f 

' upport 0 the family, community and rehabilitation centre. 
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• 

Open Forutn 1 

In the light of the first point of the AWCH(I) Charter, welcome was expressed for the 

proposal of more integration between the roles of the Public Health Nurse and the 

General Practitioner. To illustrate the problem in achieving this, concern was expressed 

that in a growing suburban area there are two Public Health Nurses to 10 General 

Practitioners. 

• Department of Health is presently exploring Public Health Nursing Services but at this 

point in time the service cannot meet its aspirations in relation to child health. 

• Hospital services must also be integrated with the services of the primary health care 

givers in the community. 

• Professionals involved in providing health care to children have a duty in their pursuit of 

the best interests of children to strive for this integration. 

• The Parent Held Record has been found to be a very valuable tool in facilitating 

communication between health care providers in the UK. 

• Duplication of the record can allow computerised health surveillance information and 

statistical data - e.g. vaccination uptake rates - to be collected. 

• Financial incentives have increased achievements in targets for vaccination uptake in the 

UK. GPs are responsible for prevention as well as cure. 

• The nationally used UK Parent Held Record as well as being a record of a child's medical 

history has developmental information; what to do for some common problems of 

childhood; contact names and addresses for help and assistance - it is an empowering 

tool. 

• It has been suggested that mothers would also keep their own maternity records to add 

on to their child's Parent Held Record. 

• The Irish Parent Held Record is not as comprehensive as that in the UK and has 

apparently not been utilised to any great extent here. Professionals have to be to the fore 

in seeing that it is used, starting in the maternity hospitals before the baby leaves. 
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• A publicity campaign on the use of the Parent Held Record should be directed at 

professionals rather than the general public. 

• Resources must be allocated to support children with special needs in the community 

particularly to allow integration into mainstream education. 

• Health surveillance of mothers during the first year of a child's life is useful to identify 

post natal depression and other problems - no family support, unemployment, 

inexperience, poverty etc. -and allow intervention to alleviate these situations. 

• Disappointment was expressed that GPs found it difficult to attend the conference. 

• Concern was expressed that follow-up discharge communication from hospitals was 
slow in reaching the GP. 
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The Shape of Things to Come -
an integrated child health service for the '90s and beyond: 

Child Friendly Hospitals 
Session Chaired by -

Ms Anne O'Callaghan, Theatre Sister, The Children's Hospital, 
Temple Street 

Ms Catherine McDaid, Secretrary Manager, National Children's 
Hospital 

At Home in the Hospital - Sick Children 

and Their Parents 

Dr Liam Carroll 

The Changing Role of the Paediatric Nurse Ms Katherine Craughwell 

Communications- Whose problem is it anyway? Professor Ciaran O'Boyle 

The A&E - A Suitable Place for Treatment? Dr Roisin Healy 

Phlebotomy in Paediatrics - An Insight Ms Bridie McNulty 

Discharge - Home Again Dr Harold Brenner 

Open Forum 2 -
Highlights of comments from the floor 

(Left to right) Profc r Ciaran O'Boylc, M Kathcrine Craughw 11, Dr Liam Carroll, 
Ms Bridic M ult , Or Harold Brcnn r, Or Roi in Hcaly 
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At Home in the Hospital -
Sick Children and their Parents 

Or Liam Carron 
Consultant Paediatrician at Limerick Regional Hospital with a 

and handicapped children. Vice-President of AW H(l) 

tin newborn 

T
HE Regional Hospital in Limerick involves two hospital on diff r nt sites. There is 

a Maternity Hospital delivering 3,500 babies and a Paediatri Unit that looks after 

general paediatrics for a population of approximately one-third of a million. 

I would first like to talk about where the family becomes involved in the neo-natal service. 

Fifteen years ago we had a situation where over 30% of all babies born were admitted to 

special care. Parental involvement with these children was minimal and visiting was 
restricted. We now admit 10% of all babies born and parental involvement is maximal. With 

very ill babies the parents are involved in touching, changing and tube feeding from a very 

early stage. Photographs of the baby are supplied immediately to the mother and there is an 

open visiting policy. We have an excellent parents room with a lounge and some sleep over 

facilities. Although there are no catering facilities, many families with critically ill babies 

spend almost all their time in or around the Unit. 

This very close interaction between the parents and the people in the Unit allows them to 

express their fears and have them addressed promptly. The point of contact may be a nurse 

or a ~ll-time counsellor or one of the medical staff. Everybody on the Unit knows what the 
percetved problems and prog · f h . geto nosiS o eac baby IS. This allows us to give a single messa 

the parents. Despite parents living so close to us and being very anxious conflict is minimal 
within the Unit. ' 

Our Unit does not have t the . a s ructure that mimics how the family live at home. However 
athtude of staff allows the fa -1 . . fatnilY mt Y even wtth the hmited facilities we have, to act as a 
and develop a normal relationship with their infants. 

We try to keep contact with b b" ual 
birthda d p a tes who have been through the Unit by running an ann 

y ay. arents who have lo t h"ld . illborn are fr t s c 1 ren m the newborn period or who are st ' 
ee o attend meetings whi h . eh 

c are mamly devoted to question and answer sessions. Su 
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feedback meetings have greatly helped us in evolving our strategies in dealing with parents 

who have found themselves in the stressful situation of having an ill child in our hospital 

We do not claim perfection. I find it difficult to believe the changes that have occurred in how 

we relate to parents and they to us in a relatively short period of time. Some of these changes 

have occurred because of social change in our society and more general awareness amongst 

hospital personnel as to the needs of the family of the sick child. No single person can claim 

responsibility for this improvement. There have been a number of important players in 

bringing about the change. Money, and I mean a fairly modest amount of money, has played 

a very big part in giving us a very 'high tech' well equipped unit. The more pleasant spacious 

environment to work in has improved staff morale. Nurses are not just proud of the quality 

of the work they do but also the environment they work in. When parents see a well laid out 

modern well-equipped unit it increases their confidence in the care that their ill child is 

getting. This has a profound effect on anxiety levels in the parents. 

Dedicated nurses have made a huge difference to the running of our unit. I mean nurses who 

are trained in neo-natal care. In a relatively short time we have moved from a situation where 

we had no specifically trained neo-natal nurses to having the majority of them with specific 

neo-natal training. This brings us nurses with the confidence in their own skills and the 

ability to bring about changes in parents, doctors and administrators to improve facilities for 

the child and for the parents. 

The next speaker today is someone who was involved in some of the changes in our neo-natal 

unit. There were very hard decisions to be made. Experienced nurses were given the option 

of going back to being student nurses for a year or being transferred. Tough decisions are 

never popular nor easy, but can now be easily justified when you see the changes that have 

occurred in the unit. The current nurse managers have built on that start and the care the 

infants receive and the way in which we handle the parents and their needs have benefited 

greatly from their constructive criticism. 

The General Paediatric Unit is over three miles away from the Maternity Unit and has very 

different problems. The number of patients who go through it is much greater and the 

facilities are less than ideal. We have a unit that is particularly unsuited to parents and all the 

rooms were designed below the recommended square area per cot. I was told when I first 

came to work there the rooms were made small so the parents wouldn't be sleeping in with 

the child and would go home instead. Whether it is true or not it was certainly a commonly 

expressed sentiment fifteen years ago. 

We have a unit where parents can wash, make a cup of tea and sleep. It unfortunately is not 

attached directly to the Paediatric Unit. It is an old temporary building that is about to be 
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pulled down to make room for a new development. It is a space we are going to lose and not 

have replaced. We are told that the parents will sleep in with the child. This unfortunately 

presents the parents with sleeping on a chair in a tiny room. 

It has become the norm in our Unit that when young children are admitted to the hospital 

the parent, more usually the mother, stays with them. The admission to hospital has usually 

followed anything from two to seven nights of the child belng unwell. The mother has 

usually been up several times a night caring for the needs of her ill child. One of the factors 

for admission to hospital is that the mother is exhausted. Such mothers come into our unit 

and then don't sleep because they sit up all night with the child. 

It is not surprising that sometimes first contact with such mothers is fraught with anger, 

anxiety and confusion. The central driving thought in mother's head is that she wants to get 

home and sleep. She is not going to leave her child. This can occasionally lead to an 

inappropriate and dangerous signing out against medical advice. 

Sleep deprivation makes you lose perspective. Behaviour can become irrational. 

Displacement behaviour becomes the norm. Great anger about the doctor, the nurse, the 

medication and accommodation can become a focus of anger. The real problem is that the 

mother is tired and she is worried about her child. We can magnify the difficulties by dealing 

with mothers displacement strategies. It takes a fair amount of training and patience to allow 

the parents to discharge their anger and to give out about everything that is annoying them, 

and then to calmly get on and deal with the problem of the child. Supplying better 

accommodation can only have a small impact on these sort of difficulties. 

We have no facilities for parents to eat on or near the ward, they are expected to eat in the 

canteen. The canteen hours are not sympathetic to people who are having a 72-hour vigil 
with a sick child. 

Sometimes a small fold-up bed · f ed · 1 
. . . 15 ore mto a tiny room and there may be three peop e 

livmg m that room for 24-h "ods if 
. our pen · It takes a very short period of time, particularly 

food lS brought into the ro f h 1 
. om, or t e room to be come hygienically an unacceptab e 

envuonment. 

Because of premium payments th . 
. e number of hours cleaning staff are available 1S more 

appropnate to somebod k . 
th 

1 
k Ou . . y eepmg shop hours rather than facilities that have to operate round 

e c oc · r cnhcal spac bl . 
ed

. e pro em lS not going to be addressed either in the near or 
m mm term. 

We have very good nurses p 1 · eop e who have worked in other countries would agree the one 
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thing the Irish health services always had is first class nurses. A good nurse with experience 

is no match for a good nurse with experience and appropriate training. We do not have 

paediatric trained nurses. 

We have a need for bigger rooms with beds where the parents could sleep and have en-suite 

facilities for washing. We need a separate lounge for the parents with cooking facilities. 

Do you still hear this? 

'1f you don't stop crying the doctor will give you an injection." 

"Here's some money, stop crying." 

"We will sneak out now she's asleep and then she won't be upset." 

"We won't visit because he only gets upset whenever we leave." 

"Doctor, why is he vomiting? It is 10.30 in the morning, he has had four chocolate bars and a 

two litre bottle of coke, for some reason he wasn't keen on his breakfast either?" 

Paediatrically trained nurses have a profound effect on how units are .tun. They can provide 

parenting skills to parents in a more confident and appropriate manner. 

Some hospitals are refusing to accept that to run a paediatric unit you need specifically 

trained nurses. Is it going to take directives from the Department of Health or legalisation 

before common sense prevails in this matter? 

We have had a fall-off in the number of admissions to hospital partly because of a falling birth 

rate but also because a lot of investigations are done in the Day Unit. The Day Unit was a 

single bedroom which is converted into a day unit with a single bed and two chairs. The 

waiting room is in the corridor. 

The nurse who runs that unit has learned to run fast and very fast, to keep the patients 

turning over. There is no access to a play area, toys or any room for the child to move around 

in. They have to sit on the mother's knee or stand in the corridor beside the mother. Some of 

these children are having multiple procedures that involve staying several hours. This is 

patently unsuitable. Again, there are no plans to resolve this problem in the foreseeable 

future. Last year there were over 1,000 children investigated in this Unit and children with 

leukaemia and cancer who got satellite treatment in the Mid-West are also treated in that 

area. 
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Our Outpatients is a disaster area, the waiting area is unsuitable, there are no play facilities. 
This is being addressed at the moment together with some new theatres in the hospital. This 
would be best described as the "Noonan Project". This is the first phase of a long overdue 

renovation at the Regional Hospital. There is very little in it that is going to make any 
difference to the care of children or facilities for parents. It is however the most pressing need 

in the hospitaL No improvements will occur to any great extent unless this project is 

completed. Full support should be towards Phase 1 being built, otherwise there would be no 

Phase 2. Consultation on planning facilities for children needs to be more wide ranging and 

at an earlier stage than we have experienced to date. 

These are some examples of the family communicating. I am afraid we still have fixed 

phones. The children have to go to it to talk to other members of the family. The freer 

availability of cellular phones has made a difference with children or an isolated parent 

keeping contact with the rest of the family. We don't support the concept of only parents 

visiting. It is sometimes a pal at school or some other member of the family is the one the 

child in hospital is closest to. 

We have a young man with a serious illness who comes from a travelling family, and the most 
important thing in his life is a pony which I have seen him riding bareback in torrential rain. 

When he is in hospital the family bring the pony around to the window of the Unit. That is 

his most impo,~Gnt visitor. With the surroundings of our hospital that is possible. I think the 

Children's Hospitals in Temple Street and Harcourt Street would have some difficulty with 
the same arrangement. 

The playroom is a very important part of the Unit and is manned by and run by AWCH. 
There is also a very plea t · san area m the centre of our Unit which is grassed and secure. 
Unfortunately our climat d ' all pend e oesn t ow us to use it very often. the majority of children s 
their time in cots for reasons s h th uc as e nurses are too busy, the parents are absent and we 
have no play therapist AWCH be' 
f . · mg a voluntary group are only able to man the playroom 
or a relatively few hours during the w k ee . 

A group of gardai did a sponsored 
. . . cycle and gave us some money. We agreed to spend the 

money m puttmg m a satellite d · h · . l 
t th . IS ' a televiSIOn system for the ward with the central contro 

a e nursmg station. Unfortunate} h and 
time d Y t e nurses are not trained as television producers, 

oes not permit them to use it · had 
Problems 'th m the manner which we conceived. We have 

WI parents donating 'd n1 
Access to sat llit . . VI eos to the ward classified as for 18 years and over o Y· 

e e televiSion sometim . 
unsuitable for child Th es giVes us programmes in the morning that are 

ren. ese are difficul · 
ties that we had not foreseen. 

Most of the televisions were laced 
p where the older children are and we have a very feW 
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televisions wired into the rooms where there are infants. It is the parents of infants who tend 

to stay the longest in hospital and miss out on the opportunity of reducing their boredom 

when their infant is asleep. It is something we are about to put right. 

In the United Kingdom it is not possible to nurse adults and children in the same ward. It has 

been accepted for decades that the environment required for children is different to that 

required for adults. 

Take the example of a young girl and her mother on a surgical ward. There are two patients 

alongside her with a combined age of > 130 years. 

Sexual abuse of young children in adult wards is not something we have experienced but it 

does not mean we shouldn't protect against it by not mixing very young children with adults. 

People who have practised in the same way for years see no reason to change. If patients are 

always on Ward A and B and one is a male ward and the other is a female ward, they don't 

want to have to go down to Ward C as well just to see the children! There are no issues of 

providing extra beds or funding to separate children from adults. There are issues of 

flexibility in designating areas for children which at another time might be designated an 

adult part of the ward. This is something we can do now. I think if we wait for attitudes to 

change and everybody to soften it will never happen. Regrettably, edict rather than 

persuasion is required. 

Dysfunctional families occasionally create major problems in hospital. We are seeing violence 

to staff. We see some threatening behaviour. Most of the threatening behaviour we see has 

nothing to do with the hospital or the illness but how a small number of people behave all 

the time. While I support a customer based service, I do believe staff should be protected as 

much as possible and given sympathy and support. The sympathy and support seem to go 

to the perpetrator on the basis that the customer is always right. 

I have described two very different units with two very different functions. The problems in 

both of these units were very similar fifteen years ago. One unit has moved on. 

We cannot provide a confident paediatric service and neither can we adequately support 

anxious families of sick children in hospital without some changes. The problems we have 

had are not universal but do exist in other hospitals providing paediatric services in this 

country. 

• We need paediatric nurses. 



• we need more space and we need a Unit that looks more like a place where chi1dn!n 

should be. 

• We need a proper Day Unit. 

• The practice of children being lodged in beds next to adults should be stopped. 

• Central laundry and cooking facilities don't meet all children's needs in hospital. 

Some of these things have no cost consequences but require the changing or challenging of 

attitudes. We will not continue to evolve child hospital care adequately for the needs of 

children and their parents unless we have a strong family -friendly attitude in our hospitals. 

We badly need a group like AWCH who have the interest of the sick child and their family 

at heart. Some of the feedback as to what is going wrong can only come from groups like this. 

Pressure for change is required at political, management and ward levels. We have a common 

aim and we welcome criticism and pressures. 
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The Changing Role of the 
Paediatric Nurse 

Ms Katherine Craughwell 
Matron at Sligo General Hospital. Founder member of the Galway Branch of AWCHffi 

THE sick child in hospital- the very term itself is an emotive one, and for those of us who 

work with sick children we must remember to be: 

(a) Supportive of the parent and child; 

(b) To be reassuring without being dismissive; 

(c) To be sympathetic without being maudlin; 

(d) To be positive without being cold; 
(e) And above all to be truthful without seeming to be uncaring. 

What is a sick child? 

Is a child only sick when he has an operation, a severe pneumonia, a cancer or a leukaemia? 

To a parent confronted with their child's illness- he will be very sick even if he has a mild 

otitis media or a minor gastric upset, therefore, we must be heavily tuned into their anxieties. 

Also we must ask the question, how much of the child's illness is parent or environmentally 

related, what factors at home have precipitated this admission to hospital. One looks at the 

sick child and his family as one unit. 

The challenges that face today's paediatric nurse have never been greater. There is a constant 

need to update skills, cope with new technology, new equipment, new diseases, new social 

problems and fragmented family units. Nursing care must be planned in diverse settings. 

The nurse who cares for children has to be well acquainted with an ever-increasing volume 

of law. Nurses themselves must be prepared to push out the frontiers of practice, increase the 

scope of their practice in a holistic way. Central to all of this must be the patient and his 

family. Services in all their aspects must address patient needs over professional or 

managerial wants. 

Increasingly, families are taking over the care of their children in hospital. This is to be 

welcomed, but this does not absolve the nurse from her responsibility as a professional. In 

many instances parents wish to assume full responsibility, becoming the major care giver and 

in some cases the primary nurse, with the professional paediatric nurse becoming the 

educator and the supervisor. 
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Admission to hospital is a daunting experience whatever your age. To leave a familiar 
environment or way of life may be particularly traumatic for a child. The same may be saki 

for the parents who may themselves have had a hospital experience as a child which was less 

than ideal. 

In dwelling on the changing role of the Paediatric Nurse, a number of things have not 

changed. It is as well to be reminded of them at this point. Far from changing they have 

become increasingly relevant and possibly open to challenge not alone by the public but also 

by others, both professional and non-professional who make up the multi-disciplinary team 

who provide care for children in hospital. 

Nurses are described as having autonomy, authority, accountability and responsibility in 

relation to the scope of nursing but also in relation to any enhanced, extended or expanded 

role for which they have been educated and trained. 

Autonomy: 

Authority: 

Accountability: 

Responsibility: 

self determination 

self direction 

being on one's own to work (Batey & Lewis 1982). 

a right conferred upon an individual to make decisions, command 

resources, issue orders and impose sanction (Gillies 1982). 

this implies a "formal obligation to disclose what you have done, 

why you have done it and what the results of your actions were" 

(Batey & Lewis 1982). 

a charge for which one is answerable. 

Overlaps with various discipl' h b . . mes ave een an ISsue for nurses for a very long time because 
the practice of nursing is so b d Thr . 

roa · oughout their careers nurses develop expertiSe 
through education expe · ' 

' nence, research and the development of skills in response to the 
context of their work settin N 

. g. urses also co-ordinate care for different patients in different 
settmgs from neonates t th d 

. 
0 e a olescent (hopefully), so they develop different skills. To 

apprectate the changing rol f th . 
h 

. . e 0 e paedtatric nurse, one must understand what the role of 
t e nurse Is m the first place RCN . 
described . · states that good nursing is invisible, it is silent. Nursing 15 

as a senes of tasks or interventions: 

(a) done on the patient 

(b) done in his vicinity 

(c) done away from him but for him. 

In the past paediatric nursing has had a . . 
the RSCN to the nann . poor unage - this was due in my view to equatiltS 

Y or au pau or nursery · nts 
for children's nurses wh· h d' . nurse. The newspapers carried adverttseme 

IC Id nothmg t ha •ty 0 en nee the vision, the knowledge or theauthon 
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of the paediatric nurse. Even today, paediatric nurses who are well qualified to look after 

paediatric patients are frequently subject to questions regarding their competency for some 

specialities in general hospitals, I mean by the ophthalmic, orthopaedic, ENT, urology to 

name but a few. There is still an ignorance about the education, the role and the function of 

the paediatric nurse as the ideal person to care for sick children. Interestingly enough few 

psychiatrists to my knowledge have that problem. The art of communication, an ability to 

cope with openness to change all started in the paediatric speciality and in particular with 

the paediatric nurse. Such nurses have sought to involve families in the care of their children 

at all times, in many ways they have been the catalyst for change in other areas of health care. 

I hope they continue to do this for a long time. 

Very few of our paediatric wards are ideally set up to deal with parent/ family units. The 

paediatric nurse is frequently required to provide an explanation and a contrition for what is 

not there, excuse and defend the inexcusable and at the same time be subject to a barrage of 

verbal and occasionally physical abuse for something that is totally outside her control. In 

this she must keep her duty to her patient to provide optimum nursing care uppermost in her 

mind. An increasingly demanding public have greater expectations not only of physical 

intervention and cure but for hotel type services and social services. The paediatric nurse 

who provides a twenty-four hour service is expected to respond unquestioningly to these 

demands. 

Broadly speaking the role of the paediatric nurse is changing rapidly. This is happening 

under numerous headings: 

(a) Illness - its pathway -chronic, acute, social. 

(b) Health Care Settings- home, hospital- home care team. 

(c) Technology - use it wisely as a support, understand it. 

(d) Extended/Expanded role- IV teams, diabetic nurses, phlebotomy, nutrition advice, CF, 

stoma therapy. 

(e) Specialisation- ICU, RDU, Infection control. 

<0 Ethics. 

(g) Teaching. 

(h) Health Promotion/Health Education. 
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Illness 

New diseases have raised new challenges. Infants born to HN anti-body positive mothers, 
those born to N drug abusers are hospitalised for therapies. It is harrowing to have to care 

for tiny victims so innocent and defenceless as they suffer from foetal alcohol syndrome. In 

her caring role for these infants, the nurse must also take into account the parenting role. She 

cannot be judgmental but must encourage, support and counsel. 

Ethnic Minority 

Children who are of ethnic minority must receive the fullest nursing care, but the culture and 

way of life of this group must be handled sensitively. Parental involvement will be vital. In 

some cultures, less emphasis is placed on a female child recovering from illness as opposed 

to that of a male child. Such issues must be handled with tact. 

Child Sexual Abuse 

This is one of the most tragic encounters that a paediatric nurse is likely to meet. The 

philosophy of paediatric nurse teaching is to include parents - when a parent is the accused. 

this places the nurse in a difficult situation - loss of trust is hardest to deal with. Many 

employers have the foresight to place their staff on courses to provide education to enable 

their staff to cope. It also enables them to counsel victims. 

NAI 

One of the "mod " u1 · . 
. em res ts of an mcreasmgly pressurised society. Physical abuse is more 

evtdent than psycholo · 1 b . 
gtca a use, but psychological abuse is just as devastatmg 

unfortunately. We are all familiar, through the media, of burns and bruises on toddlers, but 
the mental scars are much t . and 

more raumahc, they may be insidious, more difficult to prove 
have long term consequences Th . . . . he 

bl 
· e paechatnc nurse plays a key role in identifying t 

pro em by careful listen· t h . . 
. . mg 0 t e child and having the skills to elicit the information 

Without bemg a threat to the child. 

Dysfunctional Families 

Identifying the problem and work· . h 
importance. mg Wit the parties concerned is of paramount 
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Suicide/Attempted Suicide 

Increasing numbers of children as young as 9 or 10 are becoming statistics in the suicide 

stakes. Whatever the method used - whatever the circumstances, the useless loss of young 

life or the potential to take life at a young age is something the paediatric nurse is facing now. 

Chronic Illness 

Many of previously metabolic/CHD/chromosomal/cancers illness are now in the chronic 

phase, CF for example. Children are surviving into adulthood - this brings its own problems 

not just in relation to treatment but also the questions these patients ask. Some patients with 

CF go on the transplant list. Besides working with the patients, in caring for them the 

relationships have developed over the years in which patients feel quite free to express 

opinions. Some treatments of cancers are very severe. Paediatric nurses work hard in 

administering many of these treatments, they also must work with the patients and parents 

in terms of psychological support, listening, explaining, expressing empathy. The nurses 

must understand the treatments, explain the side effects and balance between preventing 

infection and allowing as normal a life as possible even in hospital. 

Paediatric Care/Pastoral Care 

Increasingly paediatric nurses are becoming involved in palliative care. Pastoral care is total 

care, is everyone's business and starts on the admission of the patient and of course includes 

the family. This philosophy of care permeates the entire training of the paediatric nurse and 

is not just an add-on to a module of training. 

Health Care Settings 

Whilst AWCH(I) is for children in hospital, increasing the role of the paediatric nurse will 

extend into the community to include homes and schools. Caring for children in their own 

setting is an exdting and rewarding challenge. It is quite different as hospital is not alien to 

the nurse but the home setting may be. To function without the trappings of support that are 

available in hospital is something that will become increasingly common, as nurses use the 

only tools available - professional skills. Equally, visiting schools and liaising with other 

disciplines will become the norm. 

Technology 

Increasingly sophisticated machinery will be used in health care delivery - this may have a 
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dehumanising effect on the patient. Humanistic nurses will have difficulty in dealing with 

this issue as they strive to put the human face on the delivery of health care. They must be 
knowledgeable about the machinery they use, have the ability to explain its use in simple 

terms - in other words, demystify it. 

Extendeci/Expanded Role 

Nurses are undertaking new roles, some of which would have previously been undertaken 

by NCHDs. The Tiemey Report on Medical Manpower Planning examines the role of 

NCHDs - it also examines the consultant ratios. With reduction in NCHDs hours coupled 

with a possible reduction in their numbers and an increase in consultant numbers, many of 

the duties currently undertaken by NCHDs will transfer to other personnel. The qualified 
nurse is the ideal person, with education and training comes competency, competency 

becomes cost effective, it ensures quality and continuity (nurses are not as mobile as 

NCHDs). The greatest recent demonstration of this is the IV, patients have their medicines on 
time, in the correct dose to maximise effectiveness. Because of the nature of the NCHDs work, 

they were frequently unavailable to give IVs until well after the due time. I know there is an 

IV team at OLH- which must be a patient's and parents' delight. 

Specialisation 

ICU 

RDU 

Stoma therapy 

CF 

Enuresis 

Transport Teams 

Infection Control 

Diabetic Nurse Specialist 

Asthma 

Phlebotomy 

Nurses are developing skills · h . · 
. m t ese areas as mdependent practitioners, in regulating 

machmery, regulating t t . · bl 
rea ment, m assessment of need, development of sulta e 

programmes of care. 

Ethics 

For some reason in Ireland w . ' 
e seem to feel that ethical issues are all to do with reproduction: 

New surgical techni 
ques, organ transpla t r · onder, 

amazement and h , . n a ton, mvestigation and treatment cause w 
ope. It s a btt like h · " ·ned 

closest to the par avmg a pill for every ill" . Nurses who have rernat 
tents and their f T · d TV 

programmes all raise . . am~Ies vtew things slightly different. Outcomes an 
questions m relation to some procedures. 

Organ transplant - one of th 
e great break-throughs of our time, raise serious questions for 



many nurses, not least because they may have to cope with both sorrow and joy at the same 

time. Frequently questions are asked about prolonging life to donate organs. Nurses see the 

pain and suffering the parents and family endure who are donating their child's organs. They 

also see the hope and the antidpation and sometimes the guilt those parents experience 

whose child is the recipient. The nurse is there with them, for them. Her role is one of support 

and of explanation, of listening with attention and where necessary counselling. 

One of the bigger issues to face the paediatric nurse is the role she plays in caring for the 

terminally ill patient as in severe handicap or those patients who are in prolonged vegetative 

state. 

Care which includes feeding the patients is a basic nursing function, this if challenged, is a 

dilemma for the paediatric nurse in her role as carer. 

Teaching/Supervising 

Parents are increasingly involved in the care of their children. Not alone do they undertake 

the basic tasks but some go on to undertake quite sophisticated tasks: 

- catheterisation, IV injection of medicines, care of Hickrnans catheters, tube feeding, change 

of tracheostomy tube. 

They are also present in anaesthetic rooms and for some procedures. The role of the nurse is 

one of teacher - as she explains the procedure and the outcome even if it is has been 

previously explained by the doctor. 

The list of the above skills are taught to parents by the paediatric nurse. Not alone does she 

teach, but she must also assess the parents' proficiency at carrying out these tasks, instil in 

them a confidence in their ability to be able to cope. Some parents will need continuous 

affirmation. 

Some parents need to be taught parenting skills, even how to play with their children. It is 

not unusual to find parents who need a period of residency in order to get to know their 

child, to learn to handle him. The paediatric nurse is ideally placed to provide this support 

and direction. 

Paediatric nurses themselves are role models for parents, patients and other members of the 

health care team by their attitude to children, their understanding of children and their 

needs. The role of behaviour therapist is developing for children who have problems. Many 

paediatric nurses are entering this field as well as that of counselling. 
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Health Education/Health Promotion 

With the increased emphasis on a healthy lifestyle as a principle target in the health strategy 

document, Shaping a Healthier Future, there is a need for the paediatric nurse to be involved 

in the promotion of healthy lifestyles through education. Substance abuse - be it drugs, 
cigarettes or alcohol, are glamorised by adults and despite what is researched and 

documented, very little change seems to have taken place. It sometimes starts with a 

"reward" scheme. When children achieve something the reward may be food - usually~ 

food, or a video game. The paediatric nurse must instil in both the child and parents the 

alternative, like an education trip or an event might be more appropriate. Bargaining In 

hospital is something we are all familiar with, the bargain is not always healthy. 

Finally, children are not miniature adults and therefore do not require miniature RGNs but 

adult RSCNs to care for them. It is equally important that consideration should now be given 

to the development of adolescent units in our hospitals - both paediatricians and paediatric 

nurses have identified this need at least twenty years ago. 
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Co111111unications - Whose 
proble111 is it an)"'Vay? 

Professor Ciaran O'Boyle 
Professor of Psychology, R.C.S.I. Visiting Professor of Behavioural Sciences 

at the School of Dental Services TCD 

I
n this era of high technology medicine, it is sometimes easy to forget the human 

dimension of health care. As long ago as 1859 the great existentialist philosopher Soren 

Kierkegaard put it very eloquently when he said: 

"If you really want to help somebody, first you must find out where he is. This is the secret 

of CJlring. If you CJlnnot do that, it is only an illusion if you think you CJln help another 

human being. Helping somebody implies your understanding more than he does, but first 

of all you must understand what he understands." 

There is a consensus among psychologists and other professionals who deal with children 

that parents are the guardians of children and are responsible for their care and discipline but 

that these parents are never the child's unconditional owners. Furthermore, there is 

consensus that children's observations and statements must be taken seriously for the sake 

of these children's development as well as for our own understanding. But what does 

"seriously" mean in this context? Is it the same as verbatim? Hardly. A child's view of reality 

is certainly different from our own, at least some of the time. How then do children's views 

of reality differ from our own? What do their views offer us and under what circumstances? 

Is there a reliable and valid way for us to use their statements and provide information to 

them particularly in the context of health-care? 

I propose to address the issue of communication in the care of children by asking (and 

attempting to answer) five questions. 

- Is communication important in health-care? 

- Is communication simple? 
- Is communication with children particularly simple? 

- Can a model of the process help? 

- How should we proceed in future? 

Is communication important in health care? 

Good communication is important in health care for a number of reasons. 
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Di-tisfllction 
There is now a large body of solid research which shows that patients are often dissatisfted 

with health care. It is often the interpersonal behaviour of health ·care professionaJs which 

attracts most criticism. You only have to talk to the MPS or MDU or review the complaints 
log of any major hospital to find that up to 90% of complaints involve communicatloa 

problems. Such complaints are likely to be only the tip of the iceberg. Most of us are pasaive 

complainers. We tend not to complain when services are poor in shops, restaurants, etc. How 

much more difficult is it to complain in an environment in which one feels vulnerable. 

Diagnosis 

Diagnosis relies heavily on accurate and comprehensive history taking. A study by Maguire 

et a1 in 1980 found that psychiatric problems were missed by between 50-80% of GPs, 

hospital doctors and surgeons. I recently overheard a senior registrar asking an elderly 

Dublin woman whether there was any history of cardiac arrest in her family, only to receive 

the reply "Oh no doctor, none of our family were ever in trouble with the law." 

Compliance 

The rate of compliance with medical instructions can be as low as 30% depending on the 

particular regimen. It stands to reason that the better the patient recalls and understands 

instructions, the higher compliance is likely to be. The communication skill of the practitioner 
is th . 1 I . e cru~ e ement here. In the famous Korsch and Negrete study, 75% of motherS of 

children with upper respiratory tract infection who visited their doctor understood the term 

incubation period to mean the length of time they should keep their c~ild in bed! Philip Ley 
has shown that a simple c · · f 30' 

to an average of 80%. 
ommumcahon protocol can increase recall from an average o 

Outcome 

Poor communication can affect outcome lso by 
· through the above mechanisms but a 
Increasing patient stress. 

knowledge me 
' mory and understanding 

Adaptation to a disease is to poor 
communication will . some extent a function of knowledge and understanding. 

unpecte the acq · · · eseatch 
on this in 1988 Le UlSihon of such knowledge. In summarising the r 

' y found that bet ~ 
ween 53% and 89% of patients claimed not to unde 
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what they had been told. How many of you who are health professionals have found yourself 

explaining to a friend or relative what they had been told in a hospital or other setting? 

Self-reliance 

Self-reliance is important in health<are in prevention and in the management of chronic 

conditions. Although poor communication may force the patient to take more responsibility, 

it will also cause alienation and may, on the other hand, create and foster overdependence on 

the professional. The risk is that a patient who is given relatively little information may 

passively abdicate responsibility to the professional. 

Is communication simple? 

How is it that nobody ever admits to being a poor communicator? One reason is that you 

may never receive any feedback. If you don't understand something I say, are you likely to 

come and tell me after this talk? How likely is a patient to admit that they don't understand 

a word. 

Because we think we communicate all of the time we believe ourselves to be good at it and 

that training is both impractical and unnecessary. How~.:ver, I believe that good 

communicators are made, not born. Communication is a very (.Omplex process. Even cursory 

examination of a model of the process reveals the complexity of communication. 

Is communication with children particularly simple? 

We adults often expect too much from children and ironically we also sometimes 

underestimate their capacity. 

Relatively little research on communication in health-care settings has been conducted with 

children. There are a number of important factors which distinguish communication with 

children from that with other types of patient. A parent, guardian or some other significant 

adult is often the source of information rather than the child-patient him or herself. 

The child operates within the context of a family or some similar type of structure. 

Communication is affected by the child's understanding of what adults want from them. The 

child in a health-care setting often has to interpret and respond to the expectations of at least 

two adults, mother and doctor for example. 
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Unlike the situation of adults, dealing with children is complicated by the fact that they are 

undergoing constant change and development and an approach that is suitable at one age 

will be totally unsuited to another age group. 

Because of the limited verbal capacities of younger children especially, the only clues 

available may be behavioural. The professional must be skilled at interpreting such clues in 

the absence of verbal feedback. 

Finally, the other members of the child's family, especially siblings, are important in the 

context of illness and illness-related behaviour. 

Can a model of the process help? 

The effective communicator needs to take account of quite a number of factors; the process 

of illness and disease; the emotional, cognitive, language and social development of the child 

and of course the family dynamics. 

A sculptor was once asked how he did his work. He stumbled a bit trying to explain and 

finally fell silent. Then the interviewer changed tactics and said, "Suppose I gave you a block 

of stone and told you to carve an elephant." "Ah," said the sculptor, "that's easy. I would 

take up :ny mallet and chisel and carve away anything that didn't look like an elephant." The 

sculptor had a perspective, a concept of his goal that guided each movement. 

When we are dealing with children we need such a perspective, a concept of childhood to 

inform professional practice, not a cookbook to dictate it. 

I now wish to provide a psychological perspective of childhood as it relates to 

communication between children and health care professionals. 

Model of the process 

One model for looking at adult-child communication in health care considers child and adult 

in terms of two basic dimensions: orientation and competence. 

Child orientation 

The child's communication performance depends in part on the child's orientation. Possible 

orientations include feeling effective and competent, high self-esteem, wanting to please a 

significant adult, consciously or unconsciously defending against unbearable feelings and 

being paralysed by fear. Beyond these psychological issues stand the socio-cultural features 
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of the child's orientation: the meaning and significance of the event to the child as created by 

the child's specific cultural membership and experiences and the broader cultural contexts 

such as custom which influence the child's attitudes and behaviours. 

Child competence 

The child's communication performance also depends on his or her ability to perceive, 

remember, reason and speak and these abilities develop in conjunction with more general 

intellectual and emotional capacities. The developmental stage of the child is crucial and 

developmental psychology has contributed enormously to our understanding here. 

Toddler to Teen 

The process of development is continuous but four broad time periods are recognisable. 

From birth to two years, the child experiences the world in a preceptual, action-oriented, non

verbal fashion. Infants have little symbolic ability and even the concept that objects are 

permanent takes time to develop. 

From two to seven the advent of language and symbolic thinking brings about the ability to 

share meaning with others. The child has achieved a significant capacit~ to understand and 

respond to adult inquiry but performance is closely tied to the contexts in which it is elicited. 

From about seven to twelve years we see increased ability to think and to think about 

thinking. Thinking is more logical and the child is developing increasingly adult-like 

capacities to communicate. The child's motivations however, are also becoming more 

complex and difficult to discern. 

Adolescents 

Finally in adolescence we see a significant shift in which the peer group assumes increasing 

importance and the development of sexual and social identity becomes central. This can 

result in highly charged and complex interpersonal relationships which can become doubly 

complex in the context of illness. 

The complexity of psychological development in children is such that anyone aspiring to 

communicate effectively must, as Kierkegaard put it, "understand what he understands" . 
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causality 

One particular aspect of children's cognitive development is especially relevant in this 

context: their understanding of causality. We adults are so comfortable with notions of 

causality that it sometimes comes as a surprise to us that this has to be learned. A child's 

notions of causality are very different from those of an adult and depend on the 

developmental stage. At this stage children still do not understand causality and are highly 

likely to get things wrong. 

Consider the following conversation with a five-year-old asked about the measles. The child 

concentrates on a single concrete aspect of the illness - bumps- and does not yet understand 

that an illness can result in a number of related symptoms. Simply being near someone is 

sufficient to cause the illness. 

The major change in the child's thinking at about seven or eight is that she can now focus on 

more than one aspect of a situation at the same time. She understands that illness can result 

in a number of symptoms and that there is a direct link between the disease and the source 

of the disease. However, illness can still be interpreted as punishment; just as contact with 

dirt or germs causes illness, so does bold behaviour like doing things without your mother's 

permission. 

The older child '"'!n infer from external indicators what might be happening. 

Because children do not have a full understanding of causality, problems can arise. 

Frequently, children regard illness in themselves or in others in terms of punishment, guilt or 

self-blame. In one study 90% of children in hospital with diabetes or cardiac problems 

answered the question "why do children get sick?" with ''because they are bad". Children of 

this age define something as bad if it merits punishment. The logic goes - what is bad is 

punished, therefore what is punished is bad. Since chance or accident are not part of thinking, 

the child seeks a reason for everything. When suffering from an illness or pain she may 

automatically assume that it is punishment and search for the naughty behaviour which 

caused it. Younger children can often regard intrusive procedures such as blood tests, 

injections, IV needles or spinal taps ~s punishments. 

Even when bad things happen to others, the egocentric child may blame herself. The black 

American writer and poet Maya Angelou described how in the Deep South she was raped by 

her mother's boyfriend when she was seven years old. She told his name and he was beaten 

to death the following day. To the seven year old, she believed her words had killed him, so 

she decided, rather than risk doing this to someone else, she would stop speaking. She did 
so, for six years! 
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It is more important to be critical of one's own conclusions about a child's motivation than 

attribute irrationality or meaninglessness to the child; consider how things might look and 

feel to the child. Through good communication, preparation and training the child can be 

assisted at any age to deal with the stresses involved in illness and hospitalisation. 

The two remaining parts of the model relate to adults. 

Adult orientation 

The adult's motives, attitudes, expectations and role, play an important part in defining the 

adult's orientation towards the child. Characteristics of the adult's role also influence both 

the child's ability to respond and how the adult interprets and uses the information given. 

These characteristics include age, sex and ethnicity and knowledge of children as well as the 

adult's relationship to the child. Also included under orientation is the practitioner's position 

on a set of ethical issues; what rights do children have to privacy, to authority, to respect. 

Adult competence 

Adult competence is derived from skill in recognising the developmental status of the child, 

in formulating a context that will maximise the child's communication, in choosing 

appropriate techniques and in recognising that the effort is worthwhile because the more 

competent the adult, the less competence is required from the child. There are few fixed and 

specific formulas for communicating effectively with children: adaptability to the 

characteristics of each child, each situation and each adult is essential. 

Future directions 

Great strides have been made in health-care. The major technological advances of the past 

two decades have revolutionised the treatment and management of illness and disease. The 

health care professions are peopled for the most part by caring, competent individuals who 

strive, often at great personal cost and with limited resources, to do their best for their 

patients. And yet all is not well. The public often feel dehumanised by modem medicine; 

patients often feel that their concerns are not recognised and dealt with and that the type and 

amount of information they are given is inadequate. 

The implicit assumption that those of us involved in health care often make is that the job is 

to treat and cure and that concern for the psychological needs of the individual patient is a 

luxury which can be dispensed with without causing problems. This is often reflected, not 

only in practice but in undergraduate and post-graduate training. Although things are 

changing, many medical and nursing schools pay lip service to training in the behavioural 
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sciences; practical communication skills training comes very low on the list of priorities in an 

overcrowded curriculum. 

The selection and recruitment of individuals to work with children is often ad hoc as is the 

selection and recruitment of health care personnel in general. Sophisticated procedures of 

assessment and selection of personnel which are obligatory in other professions find no place 

in health care. 

The next decade will, I believe, see some important changes. The advent of audit and the 

focus on quality of care will shift our assessments to take greater account of the patient 

perspective. The dramatic increase in research on patient quality of life as the major outcome 

measure of intervention is already shifting the focus to the perceptions of the patient. 

The expert model 

Many of the failings in communication in modem health care are predictable from an 

assumption that many professionals implicitly adopt, which has been termed the expert 

model. Practitioners construe themselves as experts in relation to diagnosis and treatment 

and this is valid and important for confidence all around. The model, which may of course 

be shared by the patient, derives to some extent from the attempt to meet patient expectations 

of the omnipotent professional. It is also partly a function of the impossibility of the job of the 

professional, who is supposed to have appropriate information and quick solutions readily 

available for every possible problem. 

The problem with the expert orientation, however, is that it tends to generalise to all aspects 

of patients and their relationship. The assumption is that the expert knows what he or she is 

doing and the patient or parent has little to offer to the debate. The consequences of this are 

of neglecting the patient as a person, underestimating the importance of communication and 

not according the respect to patients that they merit and must be given for their long-term 

benefit. Such a model may be a caricature of the real situation but it does have implications 

for change. One modem approach is to see patients - including children - and health care 

professionals as partners, each of whom brings to the problem relevant expertise which 

compliments the knowledge and skills of the other. 

I will finish, as I began, by quoting from Soren Kierkegaard. 

"All true caring starts with humiliation. The helper must be humble in his attitude towards 

the person he wants to help. He must understand that helping is not dominating but 

serving. Caring implies patience as well as acceptance of not always being right and of not 

understanding what the other person understands." 
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The A&E - A Suitable Place for 
Treatlllent? 

Or Roisin Healy 
Paediatric Accident and Emergency Consultant at Our Lady's Hospital for Sick Children, 

Dublin. 

The fu~~ions.of the .Acciden~ and Emergency Department are to identify the medical 

cond1hon With wh1ch a child presents and to initiate correct management for the 

condition. Staff in Accident and Emergency departments have a professional 

obligation to treat life threatening and urgent conditions with competence. Recognition of 

child abuse and promotion of good health practices with appropriate advice regarding 

healthy life styles, immunisation etc. are other aspects of its functions. Such a department has 

a significant role to play in communication with parents, family doctors and community 

health personnel to ensure ongoing correct care for the child. Other aspects of work done in 

the Accident and Emergency are the confirmation of death in children who are brought in 

dead and the offering of support to their families. 

I would like to look in some detail at some aspects of the functioning of an Accident and 

Emergency Department, particularly relating to staff/ child interaction, the duty of child 

protection and the need for adequate and accessible medical records. I will also discuss the 

reasons why parents complain about visits to Accident and Emergency and what can be done 

to improve the degree of satisfaction with the service. 

Finally, I would comment on the Accident and Emergency service for children in Dublin. 

The needs of children have to be looked at from the view point of the individual child and 

the organisational aspect of providing service for all children who need it. The individual 

child, as a unique human being, has his or her psychological needs. There are several general 

principles that apply in meeting these needs. The environment must be suitable and protect 

children against the sights and sounds of a busy adult department. Where in smaller units 

children and adults share a department, there must be a separate waiting area for children. 

Such areas should be child-friendly, e.g. recognising that children do not sit in the same place 

for a long period of time. Therefore provision for play for toddlers and older children and 

sufficient room for parents to sit must be provided, remembering that children come not only 

with parents but buggies and other siblings. The actual clinical area is best served by a quiet 
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room, not a curtained alcove as again children have a habit of disappearing under curtains 

and investigating their environment. This applies particularly to accompanying siblings. 

All staff working in Accident and Emergency must have the ability to communicate with 

children in an age specific way, knowing the developmental phases of the infant, the toddler, 

the schoolchild. This is an aspect of paediatrics that gives a lot of the pleasure to the job but 

it is an area where skill and training are required. 

Another principle applying to dealing with children is that of absolute honesty. If unpleasant 

procedures need to be done the child should never be lied to, though one can ease the anxiety 

by saying, e.g. "it will hurt you but I want you to be very brave", or "I would not like having 

it done myself''. Children never cease to amaze one by their bravery in what must be for them 

a threatening and difficult situation. Modesty at all ages must be respected, the minimum of 

body should be exposed for the minimum of time necessary to do an adequate examination. 

Where a child is stripped a blanket should be used to cover the child if a prolonged wait on 

an examination couch is necessary. The hypersensitive body awareness of pubescent children 

of both sexes must be respected, with particular sensitivity exercised when dealing with 

them. 

Turning to the area of child protection the recognition of the child who is emotionally, 

physically or sexually abused is a constant need in the Accident and Emergency Department. 

This is an area where trained and experienced staff are essential. It is a well known fact that 

medical staff that deal predominantly with adults and in specialities other than medical 

paediatrics have less finely tuned antennae in this regard. In the absence of such expertise in 

the Accident and Emergency Department it is a wise precaution to put systems in place, e.g. 

a protocol that would prescribe that all fractures in children under the age of one be assessed 

by the paediatric team as well as the orthopaedic team. However, there is nothing to match 

proper training of front line staff. This requires initial training and ongoing training and 

upgrading of knowledge and skills. Social worker availability after hours and at weekends 

could avoid unnecessary admissions by placing children thought to be at risk in places of 

safety in the community. Systems also need to be in place to allow early and appropriate 

referrals for follow-up to Community Care. In Our Lady's Hospital, Crumlin a public liaison 

nurse does a weekly round of the wards and of the Accident and Emergency where she 

collects request forms for public health nurse visits and discusses details with the ward sister. 

She then notifies the nurse in the relevant health clinic. Such requests are generated by 

incomplete immunisation, mothers needing support, home accidents under the age of three 
years, etc. 

The development of record systems is another important area where the needs of children are 

not being met. Records are quite primitive in all of the Dublin hospitals; this militates against 
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effective management of current problems where a child with a complicated history often 

does not have the medical record available to the physician if attendance is after hours. In our 

hospital the filing room is unstaffed after hours and again it falls to the nurse to retrieve a 

record. This can sometimes mean hours of fruitless search doing work for which she is 

unskilled. Development of a computerised record system would allow marked advancement 

in the area of child protection as one could flag an entry to generate an alert if a child has 

recurrent attendances. This would also help in effective management of chronic conditions 

such as asthma where awareness of sub-optimal control would be quickly generated. At 

present none of the paediatric Accident and Emergency Departments in Dublin, which 

between them have over 100,000 visits a year, has any computerised records. We simply do 

not know how many children attend with burns, scalds, fractures, fever or abdominal pain. 

This may seem ridiculous in the twentieth century but it is a fact of life. Proper records of 

patterns of referral to Accident and Emergency, efficiency of through-put in Accident and 

Emergency and a breakdown of diagnostic categories is urgently required. Until such 

systems are in place effective audit cannot be performed. Research which ought to be an 

integral element of practice in a department of a teaching hospital becomes highly inefficient. 

An example of this is a project we did about a year or two ago on dog bite injuries where 

expensive and skilled doctors spent many hours manually going through records to identify 

such attendances. Such scenarios are intolerable in the 1990s. Accidents are the commonest 

cause of death in the 1-14 year old age group, yet morbidity scatistics, an area in which 

Accident and Emergency departments should play a major role, remain uncollected. 

Consequently proper accident prevention strategy and legislation, e.g. with regard to traffic 

calming methods, safety of architectural glass and alerting of the relevant professional bodies 

simply does not occur. 

Turning to another aspect of meeting the needs of children, analysing the contents of 

complaints that are made regarding visits to Accident and Emergency departments is an 

exercise that has generated a few surveys in the medical literature. It is widely appreciated 

that letters or phone calls of complaint are only a small percentage of the numbers that feel 

unhappy with their visit. There tend to be four recurring factors which constitute in varying 

degrees of interaction the majority of complaints: 

1) repeated demands of payment received by the parent, the first of which has been ignored, 

is often the precipitating factor resulting in a letter; 

2) long waiting times without staff contact or explanation; 

3) perceived staff rudeness or disinterest, and 

4) dissatisfaction with treatment. 

Triage, from the French verb trier, to sort out, is a system of evaluation and prioritisation of 
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patients which is almost uniformly practised throughout North America, Australia and 

Britain and has a valuable role to play both in informing parents and allaying anxiety. 

Originally carried out during the first World War by doctors at the front, it has now become 

the function of senior experienced nurses within Accident and Emergency departments. It 

occurs before registration of the patient, it is carried out in a triage room at an entrance to the 

department, acutely ill children being immediately directed through to the main clinical or 

resuscitation area. Less ill children can have simple measures such as treatment for fever 

initiated, urine bags put on or a simple dressing on a wound. In many Accident and 

Emergency departments triage nurses are evolving into nurse practitioners with the training 

and authority necessary to order certain x-rays and even to completely manage a certain 

number of patients with specified conditions, without recourse to a doctor. Several of the 

Dublin adult Accident and Emergency hospitals have a limited degree of triage but none of 

the paediatric facilities have as yet any triage. Development of triage needs better staffing 

levels. The paediatric Accident and Emergency departments are severely under-resourced 

both in regard to junior hospital doctors, nurses and especially support clerical staff 

compared to their adult counterparts. One gets the distinct impression that the powers that 

be believe that children need less of everything, a perception that any parent will 

immediately identify as false. Perhaps what children really lack is strong advocacy by adults 

who know their needs. 

Because 0f time constraints I have only managed to touch on a few of the areas within 

Accident and Emergency that I see as important to address. Delegates needing more 

information would do well to get the document produced by the Faculty of Paediatrics of the 

Royal College of Physicians, in 1991 entitled The needs of Children in Accident and Emergency 
Departments. 

It appears to me that aims for improving the service for children in Accident and Emergency 
should prioritise the following: 

Computerisation and recording of adequate data and the use of this data in areas such as 

child protection and accident prevention strategy development. 

Improve staffing levels. Not only must we have enough staff, medical, nursing, clerical and 

other support staff, but staff must be appropriately trained. Training must involve updating 

and retention of skills and requires a dedicated budget and protected leave time. 

Environmental considerations must include adequate waiting facilities both for children and 

adults, with telephones, toilets and refreshments available as required, supervised play 

facilities and properly equipped clinical areas. 
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Specifically, looking at Accident and Emergency paediatric services in south Dublin we now 

have the odd situation about to occur with two paediatric Accident and Emergency 

departments within a 10 minute car drive of each other in the south west of the dty. 

Paediatric institutional rivalry has intensified with the proposed move of the National 

Children's Hospital to the Tallaght campus. 

To the best of my knowledge nobody has made the child central in this debate. A sick child 

presenting to the Accident and Emergency may need very urgent expert intervention. 

Therefore, this must be available 24 hours a day, 365 days a year. Public expectation is that 

such a service is a right. However, it is very costly. A child at 2.00am may need urgent senior 

medical, surgical or anaesthetic management, may need somebody skilled at intravenous 

cannulation, may need a paediatric radiographer and radiologist and laboratory staff. How 

can we justify wasting tax payers' money on duplicating such services, if indeed we were to 

get them. Far more likely are two under-resourced, understaffed departments with less than 

optimal management of patients. 

Also, dilution of patient attendances below a certain critical mass would obviously lead to 

poor training for doctors and nurses and poorer retention of psychomotoring skills, with 

difficulty in attracting and retaining those professionals who have the most to offer in 

permanent posts. 

The responsibility for the care of our children, the provision of services and correct use of tax 

payers money must ultimately lie with the Department of Health. The boards of management 

of paediatric hospitals must not be allowed to dictate to the Department of Health. Non

government organisations such as the Association for the Welfare of Children in Hospital 

have a most valuable role in keeping the individual child in need centre stage in the debate. 

A child's needs are today; if they are ignored we will see further disintegration of child health 

services in Dublin, poorer training for our nurses and doctors and expensive, inefficient and 

suboptimal care for our children. 
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Phlebotomy in Paediatrics 
An Insight 

Ms Bridie McNulty, RGN 
Paediatric Phlebotomist at The National Children's Hospital, Harcourt Street, Dublin 

1. Introduction 

2. The Procedures and Role of the Phlebotomist 

3. Reasons for Blood Tests 

4. How I can allay those fears and anxieties 

5. Parent's Preparation 

6. Steps the Hospital takes to ensure a Safe Happy Environment 

for the Children 

7. Local Anaesthetics and Cannulae 

8. Conclusion 

Madam Chairperson, Ladies and Gentlemen, 

I am delighted to have the opportunity to address such a distinguished gathering. As you are 

aware, I am Paediatric Phlebotomist in the National Children's Hospital, Harcourt Street. I 

have held the position for the past 20 years so it is reasonable to assume that I've developed 

an insight into the child's perception of hospital. 

One of my main functions is to allay - as far as possible - any fears or anxieties the child 

and / or parent may have regarding the blood test. 

The Procedures 

I have taken blood from some hundreds of thousands of children. 

Now let me tell you what a phlebotomist does. As all you classical scholars will know, the 

word phlebotomy means the 'opening of a vein in order to obtain a blood sample'. This is 

done by inserting a small needle into the vein and withdrawing a small sample of blood. 
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Reasons for blood tests 

• Make a diagnosis 

• Confirm a diagnosis already made 

• Check the function of a particular organ - lungs, heart, kidneys, pancreas 

• To see if a patient has infection 

• To check if they need medication, if they are getting enough medication, or taking their 

medication in the first place 

• To see if they have anaemia or a blood disorder. 

Fears and anxieties 

Many people's first introduction to hospital is through the phlebotomy department, 

therefore, I endeavour to make that visit as pleasant and infonnal as possible (the room is 

adapted to suit children). A person's lifetime attitude to hospital may be formed in this visit, 

so it is essential we make a good impression. 

The route from the main hall to the various departments is as child-friendly as possible. Once 

the atmosphere is right the child will be more at ease and chatty and less apprehensive. 

Experience has taught me it is extremely important to put the parent at ease. The constant 

background music in the room and initial greeting are all aimed to help me do just that. 

Grannies play a very important role in our hospital and often accompany the child instead of 

a parent. 

Parent's preparation 

As in all other things parental co-operation is vital. Parents are naturally most vulnerable 

when their child is sick. Their protective instinct is very strong. Frequent remarks would be 

"I would rather have this myself'. Sometimes they are more worried about the results. 

If the parent is at ease then they don't transmit those fears to their child . They want to be 

assured that there is a confident and competent person taking care of their child. 

Safety 

At this point I must mention safety. It is all very well to have a child-friendly hospital but we 

must also have a safe one. 

Notice the high handles on the doors. The child cannot come in until invited to do so. 
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Universal safety precautions must be in position and strictly adhered to. 

Syringes are safely deposited in Sharps Box out of reach of children. 

Work surfaces cleaned between patients. 

Local Anaesthetics 

Inevitably there is some small discomfort involved. I tell the child I'm going to give a little 

"pinch". I never mention the word "needle". However, the introduction of local anaesthetic 

cream 'Emla' has been greatly welcomed by staff and the long-term patient. It takes an hour 

to work and the parent is instructed to put it on before they leave home. For people who need 

frequent blood tests over a short term we use cannulas. 'Emla' is always applied before a 

cannula is sited. 

I would personally like to nominate the inventor of 'Emla' for a Nobel Prize. 

There are of course more sophisticated cannulas for the long-term patient. 

Age Groups: Neonates - 18 years 

The National Children's Hospital, Harcourt Street, was the first Children's Hospital in the 

British Isles. It was founded in 1884. It is the hospital for paediatrics for Trinity College 

Dublin, and, also provides a post-graduate training course for nurses in paediatrics. 

A major contribution has been made to medicine by consultants from our hospital by 

research and papers published. I have actively participated in many such projects by 

collection of samples for NCH and other hospitals. 

Our hospital specialises in haematology - National Haemophilia Treatment Centre for 
Children in Ireland. 

I would have taken blood from practically every haemophiliac in Ireland. I now see the third 
generation. 

Our hospital also specialises in cystic fibrosis, asthma and other chest ailments, diabetes, 

other endocrine disorders, orthopaedic, ENT, and an extensive OPD and casualty 
department. 
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I work in close harmony with all hospital staff, it is a team effort, (consultants, ward sisters, 

staff nurses, post-graduate nurses, doctors, also x-ray, physiotherapy department, 

psychology department and laboratory). We also have a well-equipped schoolroom and a 

sympatheticteache~ 

The playroom staff - Marie and Jill - are always very helpful and decorate our area at 

Christmas and other seasonal events and provide us with a constant supply of play things. 

There is a treatment room on each ward where a procedure is carried out in total privacy. 

Sometimes we have a little gift for the child, i.e. "Bravery Certificate", "Happy Hospital 

Colouring Books", Dinky cars, balloons and badge, bugles. Unfortunately the bugles got me 

into no end of trouble with other hospital staff. 

Conclusion 

It is obvious, therefore, that we have come a long way from the days of the coolly efficient 

and rather impersonal hospital regime. Hospitals can be great fun. (Sometimes children cry 

coming into the hospital and now they cry going home.) There are frequent visits from 

celebrities, footballers, pop singers, which help to create a happy atmosphere. 

It is vital to build a rapport with the patient, especially the long-term patient. 

It is as important for the modern medic to be as familiar with latest pop singers, the best 

footballers as it is to recognise the symptoms of a common cold. I learned recently myself that 

the 'Klinsman Dive' is something you see on a football pitch, not in a swimming pool. 

Finally I'd like to thank the Association for the Welfare of Children in Hospital for increasing 

our awareness of Children in Hospital. We hope to take this strategy with us to Tallaght. 

I would also like to thank Dr Mervin Taylor who painstakingly took the slides for me. 
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Discharge - Home Again 

Dr Harold Brenner 
Specialist in Public Health Medicine. 

Director of Community Care and Medical Officer in the North Western Health Board 

F:
OM the perspective of a Community Care physician I would like to make two 

rmportant points about the hospitalised child before I come to my main theme. Both 

re related to discharge, both might seem obvious, but I assure you that they are not 

observed uniformly throughout the country. 

Before the time arrives for the child to go home, planning should have taken place for the 

discharge - some would argue from day one of admission - in order to facilitate support to 

the family from GPs and Community Care personnel, where this support would be required. 

And secondly, parents should have been given clear information about the nature of the 

child's illness, about medication which may need to be taken, and about follow-up 

appointments. We all know that parents, stressed about a child's illness often don't absorb 

this information, so it should be reinforced, possibly written down, and a clear opportunity 

for parents to ask questions and seek clarification, from the consultant if requested. 

We should remember that no matter whether home is a mansion or a traveller's caravan, the 

degree of adverse impact on child, and family, of hospitalisation and return home does not 

depend on socio-economic status or level of education, so we cannot make assumptions that 

one family may need more understanding and support than another. 

Experience of the stay in hospital largely determines the psychosocial impact to the child and 

the family after discharge. We must then have some perception of the emotional reactions to 

hospitalisation, which mostly arise from the psychological effects of separation from the 

mother in the case of infants, and separation from parents, siblings, friends and their normal 

environment in the case of older children. 

The emotional reactions to hospitalisation have been well researched, and all staff in 

paediatric wards will recognise them. The degree of reaction is clearly affected by the age and 

stage of development of the child, by the child's knowledge of hospitals, by the child's 

relationship with and degree of dependence on parents, and by prior experience of 
separation. 
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Protest is manifested by a child clinging to the parent, and crying for a period when the 

parent leaves. The child settles in eventually, but then may show despair, becoming uncom

municative, sad, and regressing socially. If the child is an inpatient for a longer time, despair 

might be followed by an acceptance of the situation, the child becomes increasingly detached 

from normal experience, and there may be an indifference exhibited when a parent visits. 

The effects of these reactions can not only leave the child confused, but can also give rise to 

parental distress. The reaction of the mother to separation from the child varies- generally 

she is anxious, but possibly may use the separation as an opportunity to be relieved from the 

ties and demands of a sick child. 

There are well recognised ways in which the psychosocial problems of hospitalisation can be 

minimised. Preparation for admission can be crucial; even five minutes by a general 

practitioner or by emergency room personnel in the case of an acute admission can be time 

well spent on preparation of the child and mother. And for an elective admission, time allows 

for a familiarisation pre-admission visit to the ward. The importance of play and the presence 

of a 'play lady' in the paediatric department cannot be over-stated, and I know we will hear 

more about this later in the conference; specialised play can prepare a child for impending 

procedures and will reduce their potentially unpleasant impact. I can personally vouch for 

the 'caring parent' or 'rooming in' concept which I believe was pioneered in Newcastle on 

Tyne, and taken up widely especially in the States in the 1970$. When our daughter was 

hospitalised in Harriet Lane in Hopkins in 1973, my wife, with no medical or nursing 

experience, stayed, and slept, at her bedside throughout, feeding her, taking some vital signs 

and charting them, and doing other beside chores. It was clearly beneficial to both mother 

and child. However, even if this facility is offered in a paediatric unit we have to be realistic 

and understand that mum is often needed to look after children at home. Especially in this 

situation, open-access visiting can be beneficial to both child and family. 

The return home from hospital may present difficulties which we must recognise ourselves, 

so that we can, in appropriate cases, make the parents aware of them. The child home from 

a short stay with an acute illness or for minor elective surgery may exhibit regressive 

behaviour for a short time - needing more attention or cuddling than usual. Aggressive 

behaviour may be a response. For reassurance, they may need to sleep in the same room as 

the parents when returning home, and may have dreams or nightmares associated with their 

hospital stay. We can anticipate possible problems at school for the older child. An often 

quoted study of children 18 months to four years of age, hospitalised for between one and 

seven days, and visited by mother each day, showed that they exhibited marked behavioural 

changes both one week and one month after discharge. In particular, these children were 

reported as being more upset by a subsequent temporary brief separation than they had been 

before the hospital stay. A matched sample of children whose mother stayed with the child 
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during the hospitalisation showed very little adverse behaviour. 

The impact of coming home after prolonged or repeated hospitalisations in the case of a 

chronically ill child often presents more difficult situations. The child may feel strange and 

even distressed at the lack of routine usually found in the hospital ward. There may be 

confusion about how much the older child or adolescent knows about the nature of his 

illness, leading to misunderstandings and conflict. There may be disruption in the home 

because of some special needs, imposed for example by the nature of the illness, by the need 

for a special diet, by some restriction of activity, by the need for changed sleeping 

arrangements. School may present problems - long interruptions from school not only 

disrupt education, but deprive the child of normal school friendships, and may lead to 

bullying or stigmatisation. Siblings need to be prepared where a child may come home with 

overt changes after injury or radiation therapy. Siblings also have to be persuaded that a 

chronically ill child needs a good deal of parental attention, and they should be made to feel 

that they are not being neglected or deprived. 

Awareness and understanding of these possible post-hospital reactions will permit parents to 

respond appropriately, and community care professionals to provide help when required. 

I will just mention the situation of a child who unfortunately has a short time to live; I believe 

we must consider the process of anticipatory grieving by the family; we will hear about the 

care of the dying child later in the conference. 

Norman Rockwell has portrayed in a beautiful picture an obviously well-loved family 

physician of a bygone era; it can remind us that about SO years ago, Or Spence in the British 

Medical Journal was commenting that as a doctor's experience increases, the fewer are the 

children he confines to hospital. Or Spence was also an advocate of mothers being admitted 

with their babies if hospital care should be a necessity. It goes without saying that treating the 

child at home, or in day-stay facilities at hospitals, is the best way of avoiding potential 

discharge/home again psychosocial problems. 

I have been allowed to give a vision for the future of child health. I would like to see the 

provision of equitable, comprehensive preventive and curative services under the umbrella 

of one programme - a child health programme - in which there are no artificial divisions 

such as a hospital and community care, and in which the care of the child in the home, in the 

GP's surgery, in clinics, and in hospitals is integrated and seamless. In the context of the child 

home again from hospital, this would lead to improved communication for follow-up care 

for example between hospital nurse and public health nurse, between hospital social worker 

and community care social worker, and between paediatrician, general practitioner and 

community physician, with the manager of this future child health programme responsible 
for making it happen. 
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Much of what I have presented underlines or follows from what is incorporated in the 

Guidelines for the Welfare of Children in Hospital published by AWCH; I have appreciated 

the opportunity given by the Association to give my views on discharge and home again. All 

of us at this conference have a purpose no different from that stated in 1545 in the first book 

on paediatrics ever written by an Englishman, Thomas Phaire- "we are here to do them good 

that have most need, that is to say children". 
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OpenForum2 

• The Public Health Liaison Nurse in Our Lady's Hospital, Crumlin, takes details from the 

wards and A&E Department of any problem that needs to be followed up and liaises with 

the relevant Community Health Service to ensure that the problem is dealt with. 

• Concern was expressed that private, semi-private and public child patients in a surgical 

unit could not be nursed together. 

• Attitudes have to be changed to ensure children are not nursed with adults- there are no 

revenue consequences to this desirable practice. 

• Siblings of neonates are encouraged to come and handle the baby from an early stage. 

• Siblings of very sick children and bereaved siblings benefit from involvement with their 

ill brother or sister. Sometimes there is a perception that siblings will be frightened by the 

hi-tech of intensive care, but more often they are frightened by lack of information about 

what is happening. 

• Welcome was expressed for the proposed new appointments of 250 social workers. 

• The provision of adequate parental accommodation and the provision of professional 

Hospital Play Specialists needs to be addressed. 

• Difficulties may be encountered if both parents wish to remain with their child in 

hospital, especially if the child is not very ill and space is limited. 
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Anaesthesia- Treating Child 
Patients 

Dr K. P. Moore, Dr David Mannion 
Consultant Paediatric Anaesthetist at Our Lady's Hospital for Sick Children, 

Crumlin, Dublin 

Introduction - first paediatric anaesthetics. 

Fasting - new thoughts, less restriction. 

Pre-medication - current status. 

Parental presence at induction - a review of some studies and some proposals. 

Monitoring and the benefits 

The management of pain - during and after surgery - the balanced approach. 

Are children more at risk? - a look at some studies over the years, 

Who should anaesthetise children? 

I
t is 153 years since the first anaesthetic was administered to a child. On the 3rd July, 1842, 

Dr Crawford Long administered ether to an eight-year-old boy for the amputation of a 

toe. He recorded the operation was performed without the boy evincing the least sign of 

pain. He did not report his experience with ether in the medical press until1849. 

The significant demonstration of ether took place in October 1846 in Boston. A year later Dr 

John Snow published his first anaesthetic text in which he stated that, "Children are, indeed, 

amongst the most favourable subjects for ether, recovering from its effects as promptly as 

they are brought under its influence, and it possesses more than the usual advantages in their 

cases, as, without it, their struggles would often interfere with the performance of the 

operation" . By June 1857 he had recorded the anaesthetising of 186 infants under one year of 

age. 

It is remarkable to think that children were subjected to surgery prior to the introduction of 

general anaesthe ia and, indeed, operations were performed for such congenital lesions as 

cleft lip and palate, club foot and squint. Initially surgeons continued to perform the same 

rapid operations as were practised in the pre-anaesthetic era, however, rejoicing in the 

improved operating conditions afforded by the anaesthetic. They soon realised that this new 

development would allow them to be more ambitions and painstaking in their approach. 
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Thus, in 1866 Mr Maurice Henry Collis, surgeon at the Meath Hospital, was reporting his 

·experience of operating on cleft-lip and palate under chloroform anaesthesia utilising the 

improved operating conditions and reduced discomfort for the patient to attain a more 

cosmetic result. Mr Collis was also a pioneer of medical photography and one of his 

photographs shows a repaired lip and palate which he claims to have been the first repaired 

with the benefit of chloroform anaesthesia. 

Traditionally the first insult of anaesthesia for children is the imposition of the fast. This 

practice arose out of a very real concern for the damage to the lungs which may be caused by 

the inhalation of gastric acid and/or semi-digested food. A study of anaesthetic-related 

paediatric deaths reported in 1985 described 26% of such deaths as being related to the 

inhalation of gastric contents. However, in recent years there has been a re-evaluation of the 

situation. It is now clear that while solids may take some time to be cleared through the 

stomach, liquids and clear fluids do not take anything like as long. Studies in which apple 

juice or water or ice pops or weak tea have been administered up to two to three hours before 

surgery have shown that these have no effect on gastric volume in children at the time of 

induction of anaesthesia. Indeed, their administration resulted in less irritable and more 

content patients. In the light of this information it is now commonplace to restrict solids for 

at least six hours prior to surgery but allow clear fluids to three hours prior to the surgery. 

For infants breast milk may be allowed up to three hours prior to surgery but cows milk 

formula should not be administered for six hours prior to induction of anaesthesia. 

Indeed, the pendulum has now swung in the opposite direction. Though fluids are allowed 

liberally until quite close to the time of induction of anaesthesia, in the early post-operative 

period it is now thought that there should be no pressure put on children to recommence 

drinking until they themselves request oral intake and this may help reduce the incidence 

and severity of post-operative nausea and vomiting. 

There have been major changes in the approach to premedication in children. Intramuscular 

injections for premedication purposes are almost extinct being only used now in exceptional 

circumstances for particular indications. Many anaesthetists prefer to use light sedation with 

oral drugs or if appropriate, to avoid the use of premedication altogether. One of the great 

problems in trying to be selective about premedication is that many children who appear to 

be perfectly calm and co-operative while on the ward become very distressed when 

confronted with anaesthesia in the operating area. 

Under six months of age sedatives are rarely required. In children over five or ix years there 

has been extensive experience of Trimeprazine, but this is not alway satisfactory. More 

recently midazolam has been studied and may be of benefit. 
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In the six month to five year group or pre-school child we have had extensive experience over 

many years with rectal thiopentone. We have recently compared rectal thiopentone with oral 

midazolam and no premed in this group. While midazolam produced reasonable sedation 

the conditions at induction of anaesthesia when the mask was introduced to the child were 

not significantly better than in the group with no premed whereas in the group that had 

thiopentone almost all were asleep and undisturbed by the introduction of the anaesthetic 

mask. In terms of parental satisfaction most parents of children in this study were happier 

when their child had had a premed. Those whose children had not had a premed indicated 

afterwards that they would prefer in future that premed be administered. 

All parents in this study were invited to accompany their children to the operating theatre 

and induction room. 

In the group who had received thiopentone, 24 of the 25 parents declined the offer to come 

to theatre with the child because they were already asleep. 

This confirms the findings of a prospective study at Great Onnond Street Hospital in London 

published in 1990 in which the attitude of parents to presence at induction was sought by a 

preoperative questionnaire. While the majority of parents expressed a wish to be present they 

did say that if the child was heavily sedated they would not wish to accompany them to 
theatre. 

The main reasons for their wish to accompany their children were an awareness of their 

child's anxiety, the anxiety of the parents themselves and a feeling of duty. 

The question of parents in the anaesthetic room continues to stimulate vigorous debate. 

There have been numerous contributions from different centres expressing a variety of 

opinion ranging from complete enthusiasm to distinct reservation. At a meeting of paediatric 

anaesthetists in the United States about two years ago a survey revealed that almost SO% of 

the paediatric anaesthetists attending would allow parents to be present in the anaesthetic 
room. 

One of the earliest papers on this topic reviewed children coming for tonsillectomy and 

reported that those who were accompanied by a parent were less upset than those who were 

not accompanied. A few years later an assessment of parents presence suggested that an 
intelligent supportive parent was the best available substitute for a premedication. However, 

they could not demonstrate any difference in the behaviour of their patients in the post

operative period. A paper then from Canada concerned about the effect of the anxious parent 

on the child felt that an over-anxious parent would communicate their anxiety to the child 

and might well prove counter-productive in the anaesthetic room setting. Another paper 
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looked at the aspects of induction that upset parents and showed that the things that 

distressed parents most were separation when the child had gone to sleep, seeing and feeling 

the child go limp and witnessing any distress that the child might exhibit during induction. 

Many of them also found that the experience reminded them of past personal negative 

experiences. 

The current consensus would seem to be that supportive parents are very helpful, therefore, 

selection and education of parents who are coming to the theatre is important. Ideally there 

should be someone who will escort the parent to the theatre and will also escort them back 

to the ward when the child has gone to sleep. It is imperative that the parent understands that 

they must leave immediately they are requested to do so. Induction of anaesthesia is akin to 

take-off in an aircraft and it is a time when problems can arise. For this reason we do not 

recommend that parents should accompany emergencies or very sick patients to the 

anaesthetic room to be present during induction. It is also preferable that anxious or 

hysterical parents should be sympathetically discouraged from accompanying their children 

to the anaesthetic room. 

General anaesthesia has been described as a triad of sleep, relaxation and analgesia. 

In 1990 Drs Ross and Tinkler writing in Miller's Textbook of Anaesthesia described the 

situation thus: "The anaesthetic state is not a sleep state but rather a state achieved by 

artificially overpowering the body's most tenacious defences with some of the most 

dangerous drugs known". 

The improvement in outcome in paediatric practice as in adult practice has been due to a 

number of factors. These include monitoring processes. Paediatric anaesthesia has been to the 

forefront in the use of intra-operative monitoring process. Usually this means the recording 

of pulse, blood pressure and temperature. Temperature changes and the risk of hypothermia 

in the operating theatre was one of the earliest developments and paediatric anaesthetists 

became aware of the undesirable consequences of the increased risk of heat loss during 

anaesthesia, particularly in the infant. 

Th Is · try and capnography have been of extra 
e development in the last 15 years of pu e oxune 

benefit in anaesthesia at all stages. The current monitors also incorporate anaesthetic agent 

analysis. Data based on studies on morbidy and mortality have shown that most serious 
· · · ·1 · d · g anaesthesia or an overdose of ana th ti . m)unes are due to either under venh ahon unn 

Th k f gen delivery to the tissues and carbon 
ese new monitors provide a constant chec o oxy 

dioxide washout and will ensure that adequate oxygen mixture is being d livered. and 

sufficient ventilation is provided. 
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The measurement of endtidal agent levels ensures that there is less danger of inadvertent 

overdosing of anaesthetic. 

The third component of anaesthesia is analgesia. As we can see from the headlines in the 

papers there is great concern that this is not being adequately addressed, particularly in 

infants after surgery. In a review of cases of pyloric stenosis operated on in our hospital 

between 1977 and 1984 we showed that where opiates were used to provide post-operative 

analgesia there were a few patients who developed a degree of post-operative respiratory 

depression. Around the same time work was published which showed that the duration of 

effect of these drugs was prolonged in infants. Their respiratory centre is immature and, 

therefore, more sensitive to such drugs. Other papers published around this time 

demonstrate that people were aware of the incidence of pain in these patients but the 

prescribing of suitable post-operative analgesia was frequently inadequate. Other important 

studies in the mid-eighties showed that these patients exhibited considerable changes in their 

metabolic and biochemical status. 

The term pre-emptive analgesia has been introduced to describe the implementation of these 

strategies before the surgical insult because some studies suggest that this will reduce the 

post-operative analgesic requirements for those patients. The strategies employed include 

the use of non-opioid analgesics, opioids, nerve blocks and alfa 2 agonists such as Clonidine 

which are exciting new developments in the fields of anaesthesia and analgesia. 

Armed with this information renewed efforts were made to improve conditions for patients 

undergoing surgery. The availability of such devices as the Morphine Infusion Pump has 

meant that it is now possible to titrate minute doses of analgesic drugs by intravenous route 

and thereby ensuring continuity and adequacy of analgesia. It has also been shown that 

individual morphine requirement can vary by a factor of 5. The understanding of pain 

mechanisms has helped us to elaborate a balanced analgesia strategy so that the perception 

of pain can be attacked at different levels using a variety of drugs. 

We are currently using such strategies as morphine infusions, epidurals, local and often 

opioid and in some instances spinal analgesia. The utilisation of these techniques does 

require careful post-operative monitoring. 

In older children as in adults the patient controlled analgesia system can allow an element of 

personal control in the provision of analgesia which a lot of older children and adults find 

very reassuring. We recently reviewed strategies used in our hospital and 80% of children of 

all ages had a morphine infusion whereas 15% had a PCA. In 4% of cases an epidural was 

administered. This study confirms that in most cases morphine infusions were used in the 

younger children and the PCA and epidural in older patients. In the group who had PCA the 
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incidence of complications was low except for nausea which ocrurred in almost 35% of 

patients, the other sequillae of morphine such as pruritus, urinary retention and slow 

respirations were fairly rare. 

Recently there has been considerable interest in the group of drugs known as alia 2 agonists 

which have been shown to have anaesthetic and analgesic properties. These have been used 

extensively in veterinary practice for a number of years but have only recently been 

considered for use in humans. There is now considerable literature mainly in the adult area. 

These agents act centrally and peripherally and in the spinal cord. They reduce the total dose 

of anaesthetic agent required and also the amount of analgesia required. 

Since these agents do not have product authorisation yet in this country their availability has 

to be restricted to particular situations. 

In day patients special consideration must be given to the fact that the children will require 

pain relief but not of the severity encountered in more major surgery. It is also important that 

these patients will be awake and mobile so that they may leave the unit before it closes for 

the evening. 

For these patients the focus has been on the use of non-opioid analgesics and local 

anaesthetics used either for infiltration or in regional nerve 'b~o.:ks. The availability of 

bupivicaine over the last 20 years has given us a local anaesthetic which has a much longer 

duration of action than any of the previous drugs. 

Of the non-opiate analgesics the focus is mainly on the non-steroidal agents and paracetamol. 

These agents can be given orally or by rectum when the patient is asleep prior to surgery 

commencing. 

The introduction of audit has focused attention on outcome results. There have been studies 

over the last 40 years considering this type of problem, one of the earliest being the famous 

Beecher & Todd Report in 1954 from the United States. This looked at all anaesthetics 

administered in a number of hospitals at that time. It was clear from their information that 

patients under 10 years had a higher mortality than the rest of the group studied. 

Dedicated paediatrics studies have not been quite so plentiful. One such from the Children's 

Hospital in Boston reviewed their experience over the period 1954 to 1978. In children under 

10 years the mortality went from 1.8 per 10,000 to 0.8 per 10,000 in the second half of the~ 
study. In children over 10 years the mortality rate remained at 0.6 per 10,000 throughout t~ 
study. More recently studies from France conducted on a national basis suggested a mortality 

rate of 1 in 13,207. The same group later focused in on patients under 15 years who were 
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anaesthetised in 440 institutions and in which a total of 40,240 anaesthetics were 

administered. The complication rate under one year was 4.3 per 1,000 whereas over one year 

it was 0.5 per 1,000. 

The rate of complications was influenced by such things as the physical status of the patient 

coming to theatre, the number of co-existing diseases, whether the patient had an anaesthetic 

previously, emergencies and the dwation of fasting. 

In Britain the National Confidential Enquiry into Pen-Operative Deaths published in 1990 

focused on children under 10 years. 

This Report identified that most deaths occurred in patients with multiple congenital 

anomalies, malignancies and severe multiple trauma. 

They recommend that surgery in children should be done by those who are regularly dealing 

with reasonable numbers of patients. All units where children are having surgery should 

have proper facilities for intensive care, trained paediatric nurses and paediatricians. 

Of the deaths occurring in non-cardiac patients 75% occurred in children under three years 

of age. It was suggested that children under three years of age requiring swgery and 

anaesthesw would benefit from the skills and facilities of a regional unit. This was more 

forcefully proposed in an editorial in the Lancet of June 23rd, 1990 commenting on the 

NCEPOD Report. 
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Care of the Dying Child 

Dr Fin Breatnach 
Paediatric Oncologist at Our Lady's Hospital for Sick Children, Crum1.in, 

The Children's Hospital, Temple Street and St Luke's Hospital, Dublin 

THE population of patients whom I deal with range in age from birth to 18 years of 

age. Unfortunately, they account for the largest number of predicted deaths in 

childhood because my patients suffer from childhood cancer. Despite the improving 

survival rates far too many children die from cancer. 

There are so many aspects to the topic of the dying child that it is hard to know where to start. 

I am going to run through some of these during my brief talk to you this morning and 

concentrate on one or two. In 1993 in Ireland there were more than 480 deaths amongst those 

who were under 15 years of age, so we are not talking about a small problem. However, this 

morning I hope to discuss anticipated death- not sudden death such as from accidents which 

account for more deaths than any other single group in childhood, sudden infant death 

syndrome, overwhelming infections and even suicide. Anticipated death occurs from cancer, 

major organ failure and cystic fibrosis as examples. 

First of all lets turn to symptom management. If a child is dying you are obviously trying to 

deal with a most distressing event but when a child is dying in pain, it is totally unacceptable. 

This is the major problem that we have to try to deal with. There are other problems I won't 

discuss other than perhaps to allude briefly to anaemia and bleeding and some of the 

problems that they can present. 

In dealing with pain, obviously it is important to assess the pain first of all before you can 

prescribe adequate treatment. There are many ways of assessing pain in children but very 

few for those who are at the non-verbal stage, who cannot describe what their pain is like and 

where their pain is. These younger children present us with major problems. Slightly older 

children can describe pain and this can be helpful. Also the use of body charts and colour 

scales to indicate the intensity of pain can be quite useful. A "faces" scale can be quite useful 

for younger children. This shows a range of faces, from happy to sad, which can help th m 

describe the pain to you. Visual analogue scales have been used and numerical seal are a 

of value. They are simple but the intervals along the scales may not be equal from th child' 

perspective. A diary can be quite useful in revealing the pattern of the child' pain. A 

behavioural method of assessing a child's pain - the Gauvain-Piquard rating le, · quit 

new, and is basically designed for longer term chronic pain. 
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There are a number of ways of dealing with pain management, pharmacological, physical 

and psychological. We have our own 'anaesthetic ladder' in relation to pain control. We 

would start with a mild analgesic such as paracetamol. Importantly, if a child is suffering 

from pain which is going to be persistent, you must not give the drug irregularly. 

Medications must be given regularly, even if the child is comfortable at the time he is due his 

next dose. We would use paracetamol, we would move on to something like mefanamic acid 

and then go on to the opiates, using morphine quite liberally. The non steroidal anti

inflammatory agents are quite useful in dealing with bone pain. Anti-depressants, anti

convulsants and anti-spasmodics have their place in individual children. From the physical 

point of view, radio-therapy for children with malignant tumours can be an immensely 

useful tool in dealing with areas where the pain is localised. We can achieve wonderful 

control of pain in a situation where a child has one single bony metastatic lesion which is 

causing intense pain by giving that child palliative radiation therapy. 

Anaesthetic blocks are of use from time to time, particularly in children with spinal tumours 

although, currently we are trying to deal with a child who is less than two years of age and 

has a tumour extending from the base of his skull down to the end of his spine and his pain 

is proving quite problematical. Transcutaneous electrical nerve stimulation has some value 

although we use it very little in childhood cancer patients. Massage, warmth and cold can 

also be useful anrl obviously psycholQgical pain is a major problem, and I'll deal a little with 

that later on. 

The other symptom I wish to deal with is anaemia which obviously produces tiredness and 

lethargy in the children. Anaemia is one of the major symptoms and in fact is the mode of 

death for the majority of children dying from leukaemia and the problem of whether or not 

to transfuse such children often is raised. My own practice is to offer a blood transfusion if 

tiredness is the only symptom from which the child is suffering. You can actually restore 

quality of life to that child. There is a danger though, that the longer you continue to 

transfuse these children, the longer they will live, and the greater the risk that their disease 

will produce other problems or symptoms which are very difficult to control. 

Turning to support of the family: at the time of diagnosis of a life-threatening illness 

obviously this is a major crisis for the family. It takes quite some time and a great deal of 

support from the care-givers to try to help parents through that situation. When,however, 

these parents are facing a terminal situation they are in a second crisis and hope is gone. 

Hope sustains them following the diagnosis but now hope is gone and they know that time 

is limited. Feelings intensify and there is an immense need for order and control. Where 

children die is particularly important. There is a lot of discussion about children's hospices 

but if you examine the children who die there and look at the causes of death you will find 
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that the vast majority of these children have chronic neurological problems. The vast majority 

of children who go there go there, for respite care with which I have no argument. However, 

most of our children we would wish to die at home, and that is not to say that we abandon 

their parents. We have an excellent liaison nurse service which mobilises the local health care 

team and involves the family doctor, homecare team and local daffodil nurse. With their help 

the parents become the primary care givers. 

This quote from Mulholland: Worse of all was the agony of not knowing what you knew is a quote 

from a mother whose child had died. She had not had the opportunity or the courage to share 

the dying process with her child. This is a particularly difficult area. When any family is 

facing the death of a child, how they face it will depend on their previous experiences. For 

many families in fact, the parents have never observed a death. Their own parents are still 

alive and no one close to them has died. So this may well be their very first experience of 

death. They will need to be advised about any problems that are likely to arise leading up to 

the death of the child. Many will ask about the moment of death, "what happens?'' . A very 

clear explanation needs to be given to the parents. They will wish to know to who should be 

there, e.g. other brothers and sisters, grannies and grandads, what they have to do around 

the time of death; what they can do, and what happens later. 

Then there is the very difficult subject of dealing with the funeral arrangements and talking 

with parents about such arrangements even before their child has died. I find this a very 

difficult area but I think that if you approach it in the right way, parents are very grateful for 

these discussions before the death. At the moment of death and for days afterwards, parents 

are in no fit condition to start thinking about the arrangements which they would like to 

make for their child. What tends to happen is that relatives take over and can make the wrong 

decisions - a white coffin, when really parents would prefer a brown coffin; maybe the child 

would be dressed rather formally with a shirt and tie on rather than in a favourite tracksuit; 

maybe there won't be a favourite cuddly toy with the child in the coffin; maybe the wrong 

music will be played in the church or the wrong prayers said. Even worse, the child may be 

buried too far away from home with perhaps a dead grandparent and now these parents 

maybe have to travel40 miles to get to the graveside. These are very important issues to deal 

with before the death of the child. In fact I have a lot of parents who come back for 

bereavement meetings and they bring tape recordings of the funerals. I play these in my car 
· h h h blaring out the child 's favourite 

on the way home and I hear Michael Jackson m t e c urc 

tunes. 

hild · t · lly ill is to put lif 
The whole aim of palliative care, in the situation where the c 15 ernuna . . 

I lif "t' trymg to g1ve 
into days rather than days into life. It's not a matter of trying to pro ong e, 

1 5 

good quality life and that's the most important aim of all. 
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When we are dealing with patients and parents it is very important for those of us who are 
dealing with them to allow them to cry. Patients value us if we can cope with their tears 

without embarrassment, as Lesley Fallofield says: ''Too often doctors act as though one 

should react to crying as one does to haemorrhage. Stop it as soon as possible." The other 

things that parents greatly appreciate are privacy, a sympathetic unhurried manner, honesty 

in dealing with all of their questions and the opportunity to ask questions and have 

information repeated and clarified. Our ability to accept and understand parents' grief is 

important in establishing trust and shaping the future relationship. The memories which 

parents have of their contact with us very much depends on our communication skills, if we 

communicate badly they will remember that forever. 

What about the children? What do they know of death? William Wordsworth wrote 

a simple child 

that lightly draws its breath 

and feels its life in roery limb, 

what should it know of deilth? 

One of the joys of paediatrics is that we are almost starting off at veterinary medicine for the 

very young children, leading up to treating young adults. They present their own difficult, 

specific problems for us. The under-twos really have no formal concept of death, there is no 

emotional reaction to the loss of a significant person. A one-year-old, the psychologists tell 

us, is not emotionally upset at the loss of a parent. It is a thought I find quite sad in fact. Over 

18 months of age, death is understood as separation from parents and loss of a parent's 

comfort. From three to five, the concept of death is expanded and includes the loss of a loving 

and protective object, but death is seen as a temporary departure. It is a form of magical 

thinking, death can be reversed. From six to 11 the concept of death remains incomplete and 

is often personified perhaps as the bogey man coming to take you away. In fact these 

euphemisms which we use to describe death, really should be avoided. When young children 

hear of "someone being taken from them", it can be very frightening. Or "he was too good 

for this world", that's a real invitation to be as bad as you can. Or "he went to sleep", that can 

1 ad to a lot of sleepless nights. For the six to 11 age group death is associated with grief for 

nti "pated eparation from loved ones and with fear when seen as punishment for wrong 

· A the children approach 11 years of age, the non-reversibility of death becomes part of 

th ir thinking. For the adolescent death becomes recognised as a final and biological event 

Y t it ompanied by disbelief in the possibility of one's own personal death. This is 

d "bed dol ent egocentricity. Sigmund Freud was reported to have spoken to his 

wif bout th ubject of our difficulty in dealing with our own non-existence and he is 

reported ying, "Darling, if either one of us should d ie before the other, I think I'll move 
to Paris". 

Children express their fears of death in a number of different ways and using art is one 
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particular way. This is the drawing by a nine-year-old girl, who thankfully is still alive but 

she was very ill from acute myeloblastic leukaemia and I asked her to draw her family. She 

did so, and this was mum, dad, older brother and younger sister, and I said, "where are 

you?" And she then drew herself in a most ghost-like figure I've seen any child draw for 

some time. I showed this to our psychologist and she said that children often draw people 

without any hands if they perceive those people as having no control and the only one with 

any control in the picture is the mother. The child herself has no hands, feet, mouth - maybe 

she is telling us she is not being allowed to speak about her worries; and no ears maybe 

means nobody is listening to her either. Another child wrote 

"the dark creeps over like a sack 

and the staggering daylight yields 

alas, oh no, its fate is sealed 

to the conquering dark, who gradually goes 

from strength to strength, and nobody knows 

when it will end. 

Eternal light will be having unhappy dreams tonight 

of eternal darkness", 

and this is from a ten-year-old, quite extraordinary. 

The other difficulty is of course, that we think we know our children and we think our 

children are "children" and perhaps not very au fait with the ways of the world. But children 

are actually very protective of parents and they only tell their parents what they think their 

parents can cope with. I was breaking bad news to a child recently, a ten-year-old. As I spoke 

with her and told her that she had cancer she kept looking at mum and dad and when the 

tears came I asked her what her biggest fear was and she just shook her head. I then asked 

mum and dad to leave and we carried on the conversation. The minute they closed the door, 

she turned and said "when I hear the word cancer I think I'm going to die." But she was not 

going to use those words in front of her parents, she was protecting them as much as she 

could. She had realised how much pain her own illness had caused them and was unwilling 

to cause any more for them. 

Children, if you offer them the opportunity, will ask you questions. Catherine used these 

Words: "Do you think this might be my last Christmas?" Rather than saying yes or no, I am 

reminded when I am asked a question like this, of my eldest son when he was nine years old. 

He was always a big lad, he looked about 13 when he was nine. It was Christmas time, 

December, and my wife was preoccupied with a pregnancy and an illness in one of our other 

children, and trying to cook some Christmas pudding. This big nine-year-old came into the 

kitchen and said "Mum, sure Santa isn't real?" and she turned and looked at this big lad and 

said, well he knows, doesn't he. So she said, "no, he's not real", and at that, this nine-year

old burst into tears. What he wanted was to be reassured that Santa was real. 
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5o when children ask these questions, "Do you think this might be my last Christmas?" it is 

not very wise to answer yes or no. What I tend to do is ask another question myself. I ask 

'What do you think, you tell me." Children really test you to see if you are willing to listen 

to them, whether you are willing to take on some of their pain as well. These children will 

explain their situation. For example, Catherine explained that she had a tumour. We took it 

out and we gave her chemotherapy. We stopped her treatment. Two years later the tumour 

came back, we gave her more chemotherapy, and the tumour went away. Now it's back again 

and we are not giving her any chemotherapy. And then I say "well, what does that mean?". 

And she says, "It means I'm not getting better." By the way, not getting better is not the same 

as dying, you can be "not getting better" for quite a long time. 

I briefly want to mention the dying adult child, this child is often forgotten in our 

conversations about children. I'm talking about the 40-year-old who presents even more 

difficult problems, I think, than the young child. Not only is this 40-year-old probably 

married with children of his own, but he also has parents and how often are they involved in 

the dying process for their adult child; very rarely unfortunately, neither are his children. 

What about those of us who care for the carers? I think our discomfort in dealing with the 

dying child often sterns from our own sense of powerlessness. Really when we think of it, 

most of medical training is geared towards cure and when a child is dying we feel powerless. 

In fact we are never powerless. There is so much we can do in terms of symptom control and 

support, which has a very positive benefit. 

There are a number of ways to try and avoid 'burn out'. I think it is terribly important to work 

as part of a supportive group. I don't think we can work on our own in this situation. We 

should develop meaningful interpersonal relationships. This does not mean having an affair 

with your secretary. It is very important to develop a trusting relationship within a team 

setting where you feel free to air your feelings, to show your pain, perhaps to grieve actively 

and to reach out for emotional support. It is important to allow yourself to feel sad or even 

ngry. It is also important to know that we should not feel guilty that grief is different in kind 

nd d ree after each death. Personally, some of the children who die cost me little emotional 
pain nd there are others who cause · · · n1 me unmense emotional pain. I suppose that IS o Y 

n tural us some of the parents I have to deal with, I actually don't like them very much. 
But th n y u don' t like everyone in thi I' 

s room, m sure, either. Perhaps more important than 
ny th r in 1 it m i to know your limitations. 
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The Therapeutic Role of Play 

Ms Margaret Richardson 
Senior Hospital Play Specialist at The Children's Hospital, Temple Street, Dublin. 

Founder member of the Irish Association of Play Therapists and Specialists. 
Vice-President of AWCH(I) 

"Therapeutic 1. of, for, or contributing to the cure of disease; 2. contributing to 

general, esp. mental, well being." Concise Oxford Dictionary (1991). 

There would, I think be general agreement that play can be seen to contribute to the well 

being of the child. There is now an acceptance amongst those working in paediatric units that 

there needs to be provision for play. In most units this means having some toys and games 

on the ward or perhaps some dedicated volunteer who provides a wider variety of 

supervised activities. 

However, I hope to show how hospital play can also be therapeutic as in part 1 of the 

definition above- how play can contribute to the child's treatment. 

Play in Hospital 

There are varying levels of play which can be achieved within a hospital. (Fig. 1) 

Diversionary/normal play 

The most basic level is normal or diversionary play. This hopefully has now been achieved 

or accepted as achievable, in the majority of Irish paediatric units. Normal play adds 

familiarity in an otherwise strange environment. It occupies the child and acts as a diversion 

from the stresses of hospital not only for the patient but also for their parents and siblings. 

o· •rected play/acting out play/developmental play 

Directed/acting out play requires more intervention by suitably qualified play staff. This 

type of play helps the child to regain some control over what is happening to them by acting 

out their feelings and fears. Hospital role-play using real equipment reduces the child's 
fantas· b ea ful · · of 1es Y familiarising them with the treatment they will undergo. re superviSIOn 
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such play is essential in order to observe reactions and to pick up on particular fears or 

misconceptions. 

Preparation - post.procedural play 

Preparation and post-procedural play allows the child to understand what is happening to 

them and helps to reduce anxiety and allay fears by providing appropriate information. This 

type of play is probably most effective if carried out on a one-to-one basis so that the child's 

level of anxiety and ability to cope can be assessed. Post-procedural play allows for review 

of what actually happened and is particularly useful for children when there was no 

opportunity for preparation, e.g. those admitted as emergency. 

Individual Referrals 

Children with developmental delay or emotional problems may be referred individually. 

Here the work of the Play Specialist is two-fold, to help the child through their hospital stay 

while also taking into account an on-going problem. 

Figure 1 

INDIVIDUAL 

REFERRALS 

PREPARATION AND 

POS~PROCEDURALPLAY 

DIRECTED PLAY I ACTING OUT PLAY I 

DEVELOPMENTAL PLAY 

DIVERSIONARY I NORMAL PLAY 

Quality Management for Children: Play in Hospital 

(Play In Hospital Liaison Committee 1990) 

y In h pit 1 h enormous benefits to the child . Research shows that there is less distress 

h tm nt and pr edures and that children are more relaxed on return to hospital. It 
n hown that play s ed . . artt' pe s recovery and reduces the need for med1catlon, 

larly sedation. However f f nl 'many 0 these advantages are hard to quantify and are 0 ten 
n at home by the par t en s or on readmission at some future date. 
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Referring back to the definition of therapeutic, traditionally those seen to provide the cure, 

would have been the medical and nursing staff. In recent years that would have been 

extended to include a whole team including physiotherapists, psychologists, dieticians, 

occupational therapists, etc. It is essential that the Play Specialist is also part of that team, 

working closely with the other disciplines. 

The preparation and post-procedural work of which I have already spoken can also only be 

effective if done in conjunction with all members of the team. All children should be 

appropriately prepared for any procedure that they will undergo in hospital - from what 

may to us seem a minor procedure like a blood test to major surgery. 

So why is it that Play Specialists are becoming so involved in this type of work? Wouldn't it 

be more convenient to train nurses to do this preparation? Nurses already have an enormous 

workload. Play Specialists have the necessary knowledge of child development, they have 

the appropriate equipment and they are familiar with the language of children. However, as 

already stated the Play Specialist is not working in isolation but as part of the multi

disciplinary team. 

What is a Hospital Play Specialist? 

" · . . she or he is part of a paediatric team, working closely with doctors, nurses and other 

professional staff. Play is used by the paediatric team for observation and diagnostic 

purposes. Play specialists have distinct skills in identifying the needs and fears of the child 

which complement those of the Registered Sick Children's Nurse. Qualified specialists have 

undertaken training which helps ensure effective management in the care of child care." 
- NHS Department of Health, EL (92) 42 

As you will appreciate the type of work I have spoken of demands a high ratio of Play 

Specialists. Unfortunately at present in this country there are very few posts. It can only be 

hoped that as the true therapeutic value of play is realised so, too, is the need for qualified 
Staff. 

References 

l) Quality Management for Children: Play in Hospital. PHLC P.7, 1990. 
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) AWCH Charter for Children in Hospital. 

3) Sylva K. Play in hospital: when and why it's effective. Current Paediatrics (1993) 3' PP· 247· 
4) N.H.S. D.O.H. EL (92) 42. 
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Open Foru111 3 

• Siblings of children with a life-threatening illness need to be involved in the process of 

care and treatment. Group-work with bereaved siblings shows that these children have a 

lot of anger directed at both the child who has died and the parents for neglecting them. 

• How bereaved siblings cope is directly related to their level of involvement and of 

understanding before their brother or sister died- hospitals really need to take on board 

the inclusion of siblings and making staff available to support and prepare them through 

the experience. 

• Children with life-threatening illness are at risk of being over indulged. 

• Bereaved grandparents are grieving not only for their grandchild but also for their own 

child's grief. 

• In Britain recommendations call for a ratio of one Hospital Play Specialist to every 10 

child patients in hospital. 

• It is important Jlat hospitals acquaint themselves with the value of therapeutic hospital 

play and prioritise the appointment of professional Hospital Play Specialists. The 

provision of recreational play on an ad hoc basis is not adequate to provide a proper 
rvi e to child patients. 

• It is hoped to start a postgraduate course leading to the qualification of Hospital Play 
Specialist within the next year. 

• trict guidelin for the use of rectal Thiopentone apply in Our Lady's Hospital, Crumlin . 

olo Y Unit in Our Lady's Hospital, Crumlin would welcome the presence of its 
own H pit 1 Play Specialist. 

p· tin Our Lady' Hospital, Crumlin, is the only trained Play Therapist in 

h 
1 

in Diploma in Play Therapy from the Institute of Drarnatherapy, 
R hampt n In titut , London. 

• In th hildren' H pital Temp! St h . 
' e reet, t e Play Department works in co-operatiOn 

w1th th H pital hool Th PI 0 · e ay epartment provides play for all children from 
t t na ers. 
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, In addition to Department of Health funding for Hospital Play Specialists other sources 

could be explored. 

• Split duties for nursing staff between play and nursing do not work. The Royal Belfast 

Hospital for Sick Children has adopted the Action for Sick Children Quality Document 

on Hospital Play as official policy. 

• Queen's Medical Centre, Nottingham, has a Play Department with staff working in most 

areas and an identified person concerned with the needs of adolescent patients. There is 

an elaborate introductory programme for children for elective admissions. 

• Provision of play by volunteer play workers is only the tip of the iceberg - hospitals 

countrywide should be circulated with today's presentation to acquaint them with the 

possibilities of what can be achieved. 

• It was acknowledged that play preparation for children undergoing anaesthesia could 

lessen the distress and need for pre-medication - but with 8,000 anaesthetics given each 

year it is not practical at present. 

• Recognition of the value of therapeutic play and support from other hospital 

professionals would reinforce the call for more Hospital Play Specialists. 

• A Hospital Play Specialist would be of great value in the intensive care unit. 

• Interaction, collaboration and co-operation between nursing staff and the hospital play 

staff is essential and valued as a two-way process. 

• Exploring the transfer of knowledge between the different disciplines with the emphasis 

on therapy illustrates extraordinary and delightful changes in paediatrics in the country 

over the last 25 years. 
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The Future of the Children's 
Hospital- Tertiary Care 

Professor Roy Meadow 
President, British Paediatric Association and Head of the Department of Paediatrics and 

Child Health at St James's University Hospital, Leeds 

S
PEAKING as a member of the British Natio~l Association for the ~elfare of Children 

in Hospital, which I've belonged to for JUSt over 30 years, I brmg you fraternal 

greetings and in particular wish you many happy returns of your 25th birthday. I also 

wish that unlike the British Association you are not persuaded by some young public 

relations consultant to change your name. Be proud of your name, be proud of your past, and 

carry your name right on into the next century and carry on doing good work. 

One's view of the future of children's services, in particular tertiary services, the services that 

a consultant paediatridan refers to another paediatric specialist- whether in Nephrology, 

Oncology or whatever, depends a lot on the perspective from which you view them. I would 

like to declare the perspective from which I view them by showing you where I work, in a 

very large acute general hospital, a University Hospital, in the north of England in Leeds. 

This hospital, actually a whole conglomeration of buildings, is still in the Guinness Book of 

Records as the largest acute general hospital in western Europe. It is, in typical British 

fashion, made up of a whole variety of building styles, ranging from some quite nice looking 

Victorian buildings with appalling accommodation for patients, to appalling looking 

buildings - built in that architectural style that is sometimes known as British brutalism -

which in fact have quite nice facilities for patients. It is in one of these that I work and from 

th ward where most of my patients are, I look out at another area, also in the Guinness Book 

of R ord ' as the most densely populated area of housing in Western Europe. I work in a 

very bi university teaching hospital, not a dedicated children's hospital. This hospital at the 

turn of the century used to have a lot of nurses on the children's wards, very different from 

n ys. When I became a consultant 25 years ago, children were neat and in bed, in 

P ma ' beh ving themselves and if they weren't behaving themselves we'd put them 

in b · But times have changed and like every other unit we now have more friendlY 
for children and famili·es 5o I . . . h I work. · am speaking from thiS perspective of w ere 

Children' hospitals · d. ·d . ped · the 
. as m IVI ual umts, certainly in western Europe, really develo 11\ 
~ l~~fu . ~ 

. · many countnes they were supported by the church or by wea 
philanthropists In E 1 d ilds so 

· ng an a tremendous lot were funded by the banking Rothsch ' 
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you find hospitals and wards all over Britain named after the relatives of the Rothschilds 

family. By the turn of the century and certainly by 1910 just about ever dty and large town in 

the United Kingdom had an individual children's hospital on its own site, usually in the 

centre of the town or in a very needy area where they performed a tremendous service. In 

between the two world wars these children's hospitals began to have financial troubles and 

by the end of the second world war they were in grave financial difficulties in Britain. They 

were rescued by the National Health Service in 1947 and they were still thriving 30 years ago 

when I was a junior doctor. 

My generation remembers these hospitals with tremendous affection because they were 

lovely places in which to work. You went into the usually Victorian building, on the left 

would be a porter who was also the telephonist. He knew all the staff, he knew the 

neighbourhood, he knew where the staff were. He didn't need bleeps or radio pages in those 

days. He knew the patients, their families and he was a very helpful person. You· went 

through to another area, to the outpatient department, usually with white tiles at the bottom 

and those Minton nursery rhyme picture tiles around the borders of the walls. The wards 

were full of nurses playing with children, they were remarkable places. There were not only 

shoals of nurses but there were also shoals of fish in those days. Fish in sister's office, great 

fat ones that were fed with leftovers from her afternoon tea. Fish in the tanks on the wards, 

usually rather sickly ones with mould on their tummies, floating to the surface, fed on 

crayons and unwanted medication given to them by the children. These hospitals had a 

rather upper class elegant lady, a Lady Almoner, with twinset and pearls, driving a Morris 

Traveller. She was far removed from today's social worker in trainers driving a Citroen 2CV, 

and deluged with child abuse work. What different days they were and what lovely days. 

What a great service those children's hospitals performed. Firstly gathering together staff 

with great skills and expertise with children; nursing staff, medical staff, therapeutic staff, 

they were centres of excellence for children. Secondly, in training; nurses and the therapeutic 

professions would train there, because that was where you got the best training. Thirdly, in 

the facilities for children and families; you didn't get those in a general hospital. These 

children's hospitals were in the forefront of creating unrestricted visiting and providing 

accommodation for parents to live in. They were lovely places in which to work because you 

didn't have to keep arguing that your purpose in life was children. Everyone on the staff, 

from the board members, to every department, knew that the purpose of the hospital was to 

serve children and families. 

I have been talking in the past tense- these were lovely places- and that's because in Britain, 

there are now only a handful of separate children's hospitals, all the rest have gone. I think 

we do have to examine why that has happened. One must admit it's not only small children's 

hospitals that have gone. Small free-standing orthopaedic hospitals, eye hospitals, and 
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hospitals for women have gone, they have been amalgamated into big general hospitals. It is 

not just that less beds are needed than were needed 50 years ago because of shorter stays in 

hospital and better social conditions at home. Nor is it entirely to do with the economies of 

scale that come from aggregating services together. It is partly I think to do with the 

increasing technology of medicine and the rightful expectation that families have for their 

children and the patients have for themselves. It is also I think because of the development 

of tertiary services and the interdependence of these services. 

As president of the British Paediatric Association one of the meetings I was at last week was 

about the training of paediatricians. The committee responsible for training was in the 

process of creating 14 different training programmes for paediatric specialists. There is a 

main training programme for consultant paediatricians in general, but it is recognised that 

amongst those consultants some wish to be particular specialists, not only obvious things like 

neonatology but also paediatric nephrology, paediatric oncology, gastro-enterology, intensive 

care of children and so on. This specialisation is leading to there being, in big centres, in my 

hospital for instance, three paediatricians who are full-time paediatric oncologists just 

dealing with children with cancer; four paediatricians who spend all their time as paediatric 

cardiologists; three paediatric nephrologists and so on. Each of these highly developed 

services is very dependent on the other. 

I work in Leeds which has the only medical school for Yorkshire. Our region has a catchment 

population of four and a half million, generating tertiary work for a large team of paediatric 

specialists. Those paediatric speciality services are tremendously dependent on each other. 

Take for example my own area of particular technical knowledge - kidney disease. Although 
1 work in a part of the British Isles having the highest incidence of the commonest medical 

cases of acute renal failure in childhood, most of our acute renal failure work comes from 
other paediatric s · I"ti d 'th peaa 1 es - esperately ill children who also develop renal failure, Wl 

which we have to deal -

•Children who have had very complicated neonatal surgery, 

• Infants who have had very complicated cardiac surgery, 

• Children with bad bums and suffering from trauma. 
•Children who get renal fail d u· 

ure secon ary to their liver failure or their liver transplant fa mg 
- that' wh re mo t of . . 

our acute renal failure is generated. So the nephrology service 15 

lut ly ntial for othe . r . . . d 
r specia 1st services JUSt as our nephrology service for chtl ren 

c ul n t be effective w'th t th call 1 ou ose other paediatric specialists on whom we regularly 
f r h lp. Th re is this interd d . . ped 

epen ence of Specialist services that calls for them to be grou 
t th r, th tertiary services. 

Wh t I believe to be a bonus . . 
• • ' 15 when those grouped tertiary services are also m close 

pro uruty to the relevant · f 
service or adults with those problems. One knows very well that 
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when a new investigation or tool comes out, whether it be a er scanner or an MRI it will start 

off first in the biggest adult hospital and children will miss out. Take another example for 

instance - dialysing children. My adult colleagues dialyse something like 15 times as many 

patients as do the paediatricians. But they are not as good as us at dialysing infants and 

young children. However, they do develop techniques which we can adapt, alter and add to 

for the benefit of children. So I do believe that there are tremendous bonuses to come from 

having this tertiary specialist service for children adjacent to adult services. 

As a general point, I think for any population of under five million, it is in the interest of 

children for the tertiary specialist services to be grouped together on one site and secondly 

that they be on a similar site to those for adult services. I do stress this is not just a case of 

resources, but because we wish these services to be very skilled. It is a fact that if something 

is rare, those patients with that rare problem have to be grouped together, for those who are 

looking after them to become expert at dealing with them. If I am going to have a rare 

procedure or a particularly difficult and rare operation performed upon myself I would wish 

that to be done, not by a colleague who does it three times a year, but by a colleague who 

does it three times a month, can deal with the problems and is very accustomed to doing it. 

Tertiary services for children on one site should also be on the same site as the usual general 

paediatric services, particularly with a good and separate A&:E department for children- the 

corner stone of ordinary general paediatrics. The ideal is to have, not just a children's wing 

of that big hospital but a separate building that can be called the children's hospital. 

There are problems. I think there is no doubt at all that when you are in the midst of a great 

big general hospital, even if you are on your own patch in a separate building, you do lose 

some of the power that a children's hospital has for children's services. There are problems 

with the budget, there are problems on the committees about priorities, so you have to fight 

your corner very energetically. It is not such an easy life as when you are a free-standing 

independent children's hospital. 

This sort of pattern which I believe is a correct one for children's services has been aimed at 

in the United Kingdom and to date I don't think it has quite been achieved in most areas. 

Most of the cities and the regional centres have been working towards it very hard but I think 

my own city is typical. Ten years ago we had seven different sites on which children were 

admitted to hospital. By the end of next year we will be down to two sites which is an 

enormous improvement for the benefit of the children. But to go to the single site requires 

resourcing which we are not sure is going to be available because it does demand that 

departments of health and governments are willing to put in money into these sort of 

projects. They are expensive, but how glorious they are when you see them. I think the best 

demonstrations of them are those that one sees in many north American centres and in many 

north European centres and Scandinavian countries, where there are large children's 

hospitals adjacent to big university general adult teaching hospitals. 
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With these new developments the Association for Welfare of Children in Hospital has to 

remain particularly vigilant and proactive for children. We must always remember point 

number two in the AWCH<D Charter for Children in Hospital- that children in hospital have 

the right to have a carer with them at all times and we must ensure that the hospitals have 

satisfactory living-in facilities for those parents or carers. It becomes all the more important 

as you aggregate specialist services together because it means that more people have to travel 

further for care. Even as length of stay in hospital diminishes, distance becomes an obvious 

problem for families and therefore we must be very proactive in ensuring appropriate 

accommodation for parents. 

From my experience in England, may I suggest how one should create these facilities for 

parents. Roughly 60%-70% of the beds for children in hospital must have accommodation for 

a parent by that bed, with a fold-up bed, whether or not in a cubicle. I think that 60%-70% of 

parents want to actually sleep by their child. There are about 15% of parents who don't, 

perhaps they are squeamish about wards. About 15% need rooms adjacent to the wards but 

not actually on them and then another 15%, particularly those who have come a long way, 

need what I would call 'home from home accommodation'. We now in Leeds have a house 

with 24 parent units, mainly used by families coming a distance for tertiary services. Some of 

them are just like a mother and child room, where a mother can if necessary bring another 

brother or sister with her. There are facilities like shared kitchens, laundry rooms and 

common rooms for these flats. These buildings need some double bed hotel-style rooms and 

also units with a couple of rooms or indeed three rooms for families. The families of children 

coming long distances regularly for therapeutic courses can live in these units. Fathers can 

join them at weekends with other brothers and sisters. Our estimate is that it is roughly 15% 

of the beds you've got should also have that associated facility. So my recommendation 

would be 60%-70% accommodation for parents to be on the ward, 15% accommodation near 

but off the ward, and 15% in these sort of facilities. As many of you probably know, 

McDonalds, Marks & Spencers and various other firms are very helpful in helping to raise 
money for these home from home facilities. 

1 ~ll draw to a dose at this stage by saying that I believe it is inevitable that you as a country 

Wllll your smalJ but great children's hospitals. That will be a sad time. It will also be a 

time of great opportunity and it will be an appropriate challenge for all those in this lovely 

nd pi ndid country who work so hard and effectively for the welfare of children. Members 
ofth A · r f h oaa •on or t e Welfare of Children in Hospital are a very important part of that. It 

t and e citing challenge for you and I believe that your mandate will be clear. In a 
n w unifi children's ce t ·th · ·bJy n re W1 tertiary services as well as the secondary services, poss• 

nt to or in the grounds of a big general hospital your mandate will be to ensure that 
u h n w children's ho ·tal · ' till 

. sp• can shll be a forceful power for children's services and can 5 

P Vld th facilities and th ild 
e accommodation for parents that is the right of every ill eh · 

(Tnmscript). 
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The Children's Hospital as 
Part of a Large General 

Hospital 

Dr John Glasgow 
Consultant in Charge of the Accident and Emergency Department at the 

Royal Belfast Hospital for Sick Children 

I T was in this city in the reign of King George N (1921) that the idea of a Hospital for Sick 

Children first germinated and it seems appropriate that those of us who care about the 

health and welfare of children give thought to the future of such an institution as we 

approach the second millennium. It needs to be asked whether the Children's Hospital has a 

future? (the title of this morning's session) and if so, what are the services which it will 

provide? (discussed by the previous speaker) and importantly- what will be its relationship 

to large, neighbouring institutions which cater largely for adult patients? - about which I 

have been asked to comment. 

I shall take it for granted that after a whole day of informative deliberations you are well 

informed about the patient, the scope and nature of paediatric practice. 

1) The Patient- Paediatrics is the medical and surgical care of children whose upper age 

limit has been as difficult to define as when childhood ends; (The Confederation of European 

Specialists in Paediatrics' [CESP] definition is equally vague [suitably European!] - until 

completion of growth and development). Most centres have tended not to see new referrals 

after about 14 years of age, although the British Paediatric Association now envisages our 

speciality embracing children up to the 16th birthday. 

2) The work - consists of general paediatrics (including newborn medicine), community 

paediatrics and specialty (tertiary) paediatrics. 

3) Its special nature - Because paediatrics is a whole person specialty, children's hospitals are 

not spedalty hospitals like an Eyes and ENT centre or a Maternity hospital. On the contrary, 

they are broadly based acute general hospitals providing secondary care together with a 

range of tertiary services, supported by teaching and research staff and facilities. 

The North American model of a children's hospital medical centre which accommodates 
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each and every aspect of medicine was an idea to which some paediatricians aspired in 

earlier years_ and might still aspire -although realised in few UK centres. Such large centres 

achieve that critical mass of local expertise which has allowed them to become innovative 

and establish themselves as leaders in clinical care, teaching and research. Larger institutions 

over the years have attracted much, if not all, of the acute services perhaps absorbing smaller 

hospitals in the process, developed intensive therapy units, established child development 

centres and the full range of tertiary services and infrastructure. 

Although our first children's hospital was established in 1873, RBHSC was built in the early 

1930s on a large tract of land adjacent to the RVH- the premier teaching hospital. Children's 

(as I shall call it) consisted of two medical wards and a surgical ward, operating theatres, an 

extern (so called) and a small casualty dept; small x-ray and physiotherapy departments. 

were added later. Beginning in 1948, RBHSC has been incorporated - financially and 

managerially - into the large, neighbouring, university teaching hospital complex, now 

known as The Royal Hospital Trust (for short). In addition to RBHSC, the Trust consists of a 

large general hospital, an eyes and ENT hospital, a maternity hospital and a dental hospital. 

The total annual budget is approximately £100 million, of which Children's portion is about 
15%. 

How did we reach our present level of service? 

Since the mid 197u~, there has been vigorous expansion of the consultant and junior staff with 

development of the full span of sub-specialist paediatric work (cardiology, nephrology, 

neurology, etc.). Although this is a heartening development, it far outstripped any capital 

spending on the fabric or facilities of the hospital. Although 45 beds had been added in the 

mid-1960s, (one unit for medicine, the other plastics), it was followed by a 20-year hiatus 

from which we have yet to fully recover. Development when it came consisted of an 

enhanced radiology dept., a nine-bed day care unit, refurbished laboratories and a small 

adolescent unit, (largely for cystic fibrosis) and an oncology ward, the latter two paid for by 

charities. The total bed complement is now 130. Even then, the estate was still barely 
dequate to accommodate growing d d · · · . 50 000 
nnu lly, outpatients at A&E at 32,000. 

eman s, wtth adrmss10n standmg at almost , 

How have (local) services developed or how do RVH and other 
n arby c ntres contribute to children's medical care? 

in many ntres, the way in whi h h'ld , 
c c 1 ren s services were established and developed has 

n the product inter alia of histo d . h 
1 ry an our umque geography. We are rightly proud oft e 
• t that a long ago as 1968 a d' · d 

pae •atnc ITU was begun (distinct from neonatal ITV) an 
ubsequently e panded to six 1 d 

P aces. On the other hand, cardiac surgery an 
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neurosurgery/neuroradiology with Cf/MRI are based in RVH and have not been, nor will 

be, duplicated in Children's; which is correct. 

On the other hand, with the building of the Eyes and ENT hospital in the mid 1960s, these 

services passed in their entirety to a children's ward of that centre; outpatients being seen in 

largely adult clinics. So far it has proved difficult to influence events in the ENT hospital (e.g. 

provision of a play therapist, etc. - although this is a matter which continues to exercise us). 

Furthermore, children's orthopaedics (as distinct from trauma) is carried out in another 

hospital where the Northern Ireland Orthopaedic Service is accommodated and is unlikely 

to find a home at Children's. Fracture work continues at RBHSC where there is also a small

medium sized A&E department, distinct from RVH which accordingly, sees only adults. 

Our Child Development Centre once operated elsewhere, but was transferred some years 

ago to RBHSC largely because accommodation could be found within an enhanced 

physiotherapy department. However, with the advent of contracting and changes within the 

sub-speciality itself (formerly called- complex handicap), this service seems likely to move 

to a community base. 

Where should children with Infectious Disease (ID) be managed in relation to a future 

children's hospital? I speak about those children with infections who genuinely require 

admission and constitute a nosocomical risk (mainly RSV, occasional pertussis) to other high 

risk patients (e.g. CF, CHD, BPD, etc. - groups where research suggests better prophylaxis is 

yet possible). 

ID has long resisted the blandishments of the children's hospitals. In Dublin, despite a 

Comhairle recommendation in 1979 that the ID service at Cherry Orchard be transferred to 

Our Lady's Hospital and Temple Street, about 90 beds remained open in 1990, treating about 

2,000 children. Similar delays in rationalisation are evident in the North. In Belfast at long last 

this service seems destined to abandon rustic isolation and move to The RVH- the children's 

moiety dividing equally between ourselves and another children's unit on the east side of the 

city. The difficulty for us (not our sister unit) is that accommodation still needs to be 

provided. Therefore, if we are to secure this important contract (the bottom line!), provide 

isolation facilities for the small number who require it and thus improve our flexibility, 

capital expenditure is essential- and quickly. 

Finally, adolescent medicine (not psychiatry) will need to be accommodated within RBHSC. 

This has become the more important since the BPA has now formally agreed that paediatrics 

will deal with children until their 16th birthday. Some children, although we have no idea 

how many, are currently being looked after by adult physicians - RVH or BCH -and it will 
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be a challenge for us to integrate this small but difficult group of young people with a variety 

of problems into a hospital largely orientated toward the pre-school child. Perhaps our 

biggest asset will be the present adolescent unit which might lend itself to expansion- hence 

the need for further capital development. 

All of this must be seen against the background of the profound changes taking place within 
the health service- changes involving funding and management and those involving junior 
doctors' hours and training programmes. Each one of these factors are influencing the way 
services are developing and will help determine the shape of tomorrow's children's hospital. 

What will be the central components of a children's hospital of the 
future? 

These will consist of those areas doing specialised work which cannot be carried out safely 

and cost-effectively elsewhere. Acute, higher dependency areas and Intensive Therapy, 

operating theatres and day care facilities with many aspects of the tertiary specialised 

services as well as A&E work are likely to remain. These trends are no more or less than those 

we see at present beginning to appear throughout the whole of the acute hospital sector. 

Capital development in these areas is being addressed in our current £9 million building 
programme. 

All of this I hear you say is fine- but what are the pros and cons for a children's hospital 
within the orbit of a large general hospital? 

• Professionally, there are many. There is rapid access to a range of services and an excellent 

support from all the adult based specialists (e.g. NSU), sophisticated scanning and a number 

of regional lab services (micro, tissue pathol., biochem., etc.). 

• Financially and Manage · 11 rt f 
na y, we are part of a large centre which considers us pa 0 

th mselves (good you say!!)- we are part of the same organism. (Good you say!!) Big brother 
help to "fight our case" · 

' negotiate our contracts and provides much of our infra-structure 
rvi tc. On the other hand · 1 tition 

' m any arger organisation there will naturally be compe 
for re we and one h h d 1 h 

as ear comment over the years as to whether Children s as 
ived it full allocation of reso . · . . . oia 

. urces, or IS thiS JUSt part of the paediatricians paran I 

ympt rnahc of the chronic und fu d · · these 
. er n mg which runs through the whole of medicine In 

land puttln u t a eo 'd b . . 
nati . nsJ era le disadvantage to many European and North Amencan 

In 1d ntally 1 am · ded d w 
. ' remm that this paranoia is something that Roy Mea 0 

compl m about in the BM} 1 h' 
that . a most three decades ago. A cynic might summarise- anyt mg 

1 ood for our big broth · b. 
b th · ba er 15 good for us- probably - and anything that is bad for 1g 

er IS d for us- definitely! 
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Another serious aspect is that RBHSC fund-raising is also ruled out, in the interest of fund

raising by the Trust as a whole. There are other worries. Service delivery within the district 

or areas has become ever more interdependent in the sense that if you alter one component, 

this will affect others - a bit like a game of chess. The RHT and BCH (situated half a mile 

apart) are currently undergoing a study of service duplication (McKenna) which will affect

where, when and how the full range of adult specialities will function from henceforth. Since 

paediatrics was withdrawn from BCH some years ago, this will not affect main stream 

paediatrics directly- so we think! However, we are told, it will affect children's ENT, tied as 

it is to the adult service, and, since adult dermatology seems likely to concentrate at BCH, 

children's skins may follow rather than remain, as paediatricians would wish, at Children's. 

And what about paediatric nephrology (BCH has the Regional Renal Unit) and of course 

transplantation? And can't you hear an adult surgeon ask- wouldn't it be nice to be able to 

admit a few of the children who appear at the BCH A&E department and require a short 

period of observation and- so on ... !! There are advantages and disadvantages of living with 

big brother! 

So what am I saying about the future of a concentrated, embracive 
children's service such as one would like to see in a children's 

hospital? 

The development of services at a children's hospital is subject to two groups of opposing 

influences, one of which in tending to concentrate essential paediatric services- a centripetal 

influence - the other being distinctly centrifugal with a tendency toward fragmentation. The 

former I see as beneficial and operating in the best interests of children and their families in 

that it will ensure retention of a critical and creative mass of expertise. Of course at any one 

time, as we have seen, and in any one centre, these influences may differ depending upon 

both internal professional circumstances and modes of work, as well as external politico

social forces. Not all of the forces which may, for example, operate in Leeds or Cork in 1995 

may be relevant to Belfast either in 1995 or the year 2000 - although some clearly will. 

In general terms therefore, those influences which have tended to operate centripetally are -

corporate attraction and mutual convenience of allied paediatric specialities fortified by local 

history, practice and experience, together with the perceived needs of children and families 

and the wishes of local paediatricians. The benign influence of the University as it relates to 

teaching/training and research is also important here. 

Some heavy (centrifugal) influences oppose them - namely, the allure of powerful, largely 

adult orientated sub-specialities coupled to lack of capital developments in the children's 

centre. Staffing problems: there are particularly serious shortages of operating theatre 

personnel, especially anaesthetists, which is apparently widespread and which we see as 

threatening much of our less acute general surgical work. This may then drift away via 
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contracts to OCH's where staff and facilities are not equipped to deal with children. Other 

threats may come from the development of (so-called) Trauma Centres in the UK or the 

contracting process itself, especially as it is applied to the surgical sub-specialities (e.g. ENT 

already mentioned, eyes and plastic surgery and burns) and private practice. Of course there 

will always be funding mismatches (mistakes if you like!) and occasional maverick medico-

political decisions. 

What are the major influences which will tend to tilt the balance toward concentration rather 

than dispersion? There are two which must carry the day: 

1) The views of paediatricians (and their professional bodies- be it Faculty of Paediatrics 

(Ireland), the BPA or College of Paediatrics [UK]). Here I would say that local opinion is 

critical in solving local issues, provided it does not run counter to nationally accepted 

thinking. We need ever to be watchful! 

2) Pressure from parents properly informed focussed via organisations such as AWCH; in 

this regard, there seems to me as much need for AWCH and NAWCH as ever there was! 

These views must be directed at authority, be it the Trust or Management Executive, the DoH, 

Church Hierarchy (dare one say this?), to eschew expediency, passing fashions or 

professional convenience in favour of concentrating facilities, equipment and expertise in the 

best long term interest of sick children and their families and in providing essential funding 

to achieve this laudable goal. 
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The Fragmentation of 
Specialist Services for 

Children in Ireland 

Professor Brendan Drumm 
Department of Paediatrics, University College Dublin 

I T is now over five years since my return to work in paediatrics in Ireland following a 

long period in Canada. During that time I have never spoken publicly about the issue of 

the organisation of specialist services for children in Ireland although it is a topic which 

has been a major concern for me and for many others working in this area of medicine. We 

have sat through years of political and financial scandals. The topic that I discuss today I 

believe to be a scandal of great national importance, not just in medical terms but in terms of 

the proper use of public funds. It is easy to grab newspaper headlines but more difficult to 

accept the responsibility for doing so. This I think explains my reticence in previously 

speaking of this topic in public, and I believe the reticence of others who might feel similarly 

concerned about the issue. I seek little from today except to document the concerns that I 

have and if this leads to nothing but the initiation of a debate in relation to the proper way 

forward from here then I feel this effort will be justified. I do not claim that my opinions on 

the problems with the present service or on the way forward from here are necessarily 

correct. I do believe, however, that all of us involved in the present situation have to develop 

a level of honesty that has been sadly lacking among us up until this time in relation to the 

quality of services that we provide. 

If one is to analyse the present service and to speculate how the service in the future should 

be organised it is necessary in the fi rst instance to look at the situation that pertains and then 

to define the ideal situation, but most importantly one must try to identify the reasons why 

the ideal paediatric service has not been put in place up until this time. It is this latter issue 

which is the most frightening in terms of its reflection on all of us, medical personnel, 

hospital boards of management and the Department of Health. Ironically the Department of 

Health, which is blamed for many of the maladies which afflict our health service, is probably 

the least at fault in our present problems. It is very difficult to argue about the provision of 

funding for the development of services by the Department of Health when the funds 

already provided are so inappropriately utilised. 
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Dublin has three children's hospitals and a further three neonatal units within the maternity 

hospitals. The three Dublin children's hospitals all provide advanced speciality care in some 

areas but none provides a comprehensive service. I believe that the present system is not only 

expensive but very counterproductive. 

I will initially take as an example the provision of paediatric surgical services. I do this only 

because it represents a clear example of the concerns I have. I will also try to show that similar 

concern exists in practically all other areas. Paediatric surgery is practised in all three 

children's hospitals in this city. However, the accreditation committee which oversees Senior 

Registrar training in paediatric surgery in Britain and Ireland now refuses to recognise 

training of paediatric surgeons in two of our hospitals and is expressing serious doubts about 

the ability of the third institution to provide for such training. One of the major reasons for 

their concern or failure to recognise training is the fragmented workload within these 

institutions which militates against proper expertise being obtained by young trainees in 

treating surgical conditions. Paediatric surgery is particular pertinent in this discussion 

because the paediatric surgeons had been singularly successful in getting their training 

organised some years ago. They are to be commended for their great efforts in this regard. In 

contrast, those of us working in the area of paediatric medicine have totally failed to establish 

organised training, mainly due to the fragmented clinical service. 

The lack of recognition of training programmes is of immense but often of unrecognised 

importance to the general public. If a programme is not recognised the quality of the trainee 

or junior doctor who provides day to day cover in the hospital is greatly diminished. Good 

trainees will understandably opt for accredited programmes in order to advance their 

careers. It is ironic therefore that the public and hospital boards of management often fight 

for their own hospital services to be maintained in a community when in reality their success 

in maintaining such a service almost invariably results in a lower quality of medical care at 
junior doctor level. 

Paediatric surgery is just one example of the problems that exist in trying to provide care in 

our fragmented set-up. Other examples include children with cancer who are cared for in two 
of Dublin' th hild ' · · s ree c ren s hosp1tals. This situation has existed while international studies 

have hown that the survival of children in a single larger unit would be better than those in 

fragm nted smaller units despite the best efforts of all care-givers. Improved survival is 

presumably due to the expertise that is attained by staff at all levels in larger units. Similar 
fra mentation e ists in the ea f h'ld . ..J:~-uo re o c 1 ren wtth d iseases such as severe chest ~' 

neuro.l~gical problems and more recently metabolic and genetic disease. Perhaps most 

urpnsmgly intensive care facilities for children are provided in two institutions in a city of 
this size A · · · 

. · gam mternahonal studies show that a single unit would be more effective. 
Similarly neonatat · t · 

m ensive care for very small and ill babies is provided in all three 
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maternity hospitals. This situation persists despite the great cost of providing intensive care 

units. We therefore are in a situation where not only are we providing a less effective service 

but we are providing it at a greatly increased cost. Furthermore, as in paediatric surgery it is 

impossible to recruit junior hospital doctors in the numbers required to staff such a 

fragmented intensive care system. The bizarre nature of all of this is hard to understand 

unless one begins to look at the institutional tribalism that underlies it. 

As a result of this fragmented service paediatric subspecialities operate in relative isolation 

without the very necessary support of other services. In this country metabolic medicine and 

genetics operate on totally separate sites. A decision was made to place the genetic 

department in a different hospital to the metabolic unit. Small babies with complex bowel 

problems are operated on within institutions without a gastroenterology support group 

while such a support group is present in an institution a few miles across the city. Paediatric 

surgical subspecialities are provided in the various children's hospitals by surgeons trained 

to operate mainly on adult patients although there is more than enough work for surgeons 

who could be totally devoted to paediatric surgical subspecialities if these were provided in 

one institution. 

It is therefore my contention that the on-going provision of fragmented speciality medical 

and surgical services for children is not acceptable in terms of international standards of care 

for sick children. Even more damning is the fact that the maintenance of this fragmented 

service is considerably more expensive than a unified service in a single centre. An example 

of this remarkably high cost for the provision of services is that Dublin city has twice as many 

junior medical staff on call in paediatrics as has Birmingham. Each night there are three teams 

of medical, anaesthetic, general surgical, orthopaedic and other services on call in Dublin. In 

addition, there are three neonatal medical teams on call in the maternity hospitals. This level 

of manpower is dictated by the need to provide cover on so many sites rather than the actual 

workload in the institutions. This explains the major discrepancy when comparisons are 

made with centres which are often larger in other countries. Clearly a much reduced number 

of doctors could be on-call each night resulting in vast savings in basic pay and overtime 

costs in a unified service. This would also improve the quality of training provided through 

such posts and therefore attract the best trainees. 

Similarly, at consultant level there is tremendous duplication of consultant positions. Dublin 

has seven paediatric radiology posts now and possibly needs one to two more in order to 

provide an adequate service on three sites. However, a much more efficient service could be 

provided by fewer radiologists if they were in a single centre. Similarly the number of 

consultants in other specialities such as general paediatrics, intensive care, anaesthetics and 

staff in laboratory medicine could be reduced and the service provided greatly enhanced in 

a unified approach. The savings made in manpower costs could be rapid ly reapplied to 
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expanding consultant numbers in some of the subspeciality services where consultant 

manpower is extremely low and where presently no funds are available to support such 

expansion. 

A similar waste of resource and more importantly a failure to develop proper expertise in 

desigmtted areas is seen with services such as nursing, physiotherapy and dietetics. Separate 

laboratories with expertise in dealing with children's blood samples have to be maintained 

on three different sites. 

The major question that we have to answer is what should we do? We should start with an 

agreed aim of developing the best service possible for sick children. In my view we should 

have a single tertiary centre which is also the view held by Comhairle na nOspideal in its 

recent report and the Faculty of Paediatrics of the Royal College of Physicians in an earlier 

report. This would result in significant savings related to junior staff costs and in paramedical 

areas. The savings in relation to expensive duplicated services such as laboratory medicine 

and intensive care would be tremendous. 

More importantly we would be able to develop a greatly improved clinical service through 
the following means. 

• The savings prnduced by remov\ng duplicated services could provide for the 

development of specialised medical services in areas of expertise that we presently 
cannot afford. 

• There could be proper interaction between different areas of specialisation which is vital 

if very ill children are to receive optimal care. 

• There would be the ability to develop subspeciality paediatric surgical services rather 

than depending on adult trained surgeons for carrying out operations on children on a 
relatively part-time basis. 

• We would be able to recruit excellent junior staff or medical trainees because of the 

improved experience available and the accreditation that would follow for posts in such 
an in titution. We would also be bl · ff 

a e to Improve the quality of training for nursing sta 
and to promote subspecialisation for paramed· 1 1ca groups. 

M t import nUy we would be bl t 
. . a e 0 work together to create a lobby to demand proper 

rv1 for ill children. All of . . 
. our energ~es could be dedicated towards improvmg the 

services avallable for children rath tha . . . 
er n towards mamtaining our own institutions which 15 

often the case at present. 
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Why has it not happened? 

It is often pointless to apportion blame but with an issue as serious as this some responsibility 

has to be accepted by those of us involved in the care of children. It appears as if the 

individual paediatric and maternity institutions have above all else placed their own survival 

as the· issue of most importance on their agenda. If these institutions had placed the care of 

children as their number one priority, they could not have failed to become more closely 

allied in attempting to provide at least a co-ordinated and ultimately a unified service. 

Nobody can claim that the present system is in the best interest of children. In fact it does not 

appear to be in the interest of doctors or nurses either. The only beneficiaries appear to be the 

paediatric and maternity institutions themselves. It is difficult to identify who the institution 

is. There are boards of management, senior administrators and medical boards which vary in 

their importance from institution to institution. These groups appear to seek and get blind 

allegiance to the survival of the institution from all within. This allegiance is usually obtained 

even from many of us who on reflection realise that this is not in the best interest of the 

children we treat. We have all been guilty of this and the longer one spends within a system 

the more deeply one is rooted in it. People maintain their hospitals at all costs even though 

the major cost is often to the quality of care that they can provide. 

We must all now be forced to answer the question as to what format of children's hospital 

service would be best for children. There can in my view be only one answer. The children's 

hospitals and all of their medical and paramedical staff must now agree to forego their 

differences and push for the development of a proper paediatric hospital in this city. All 

future planning and indeed argument in relation to this has to be based on an initial 

acceptance that the ultimate goal is to obtain what is best for the sick children of Ireland and 

not for our own institutions. It is true that we have much to be proud of in relation to what 

has been provided for children in this country. I will be criticised for having concentrated on 

the negative rather than on the positive aspects of our medical care of children. However, I 

feel that enough effort has been concentrated by the different institutions in promoting what 

they actually do and criticism like that which I provide today is ultimately required if we are 

to move forward. We have to accept that despite all of the good in the service, in the present 

situation, upon reflection, is a serious condemnation of all of us involved in paediatrics. 

I said at the beginning that I would not claim that all of my criticisms and all of my proposals 

were necessarily right. I would be very happy if proposals were put forward by all involved 

in the care of children in relation to future developments. However, I would ask that all 

criticisms of my proposals are based on the principle of what is best for children. I accept that 

there may be errors in my proposals but I would be happy to change them and move forward 

with others who start from the same principle. 
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The Vievv of the Faculty of 
Paediatrics 

Professor Peter Kearney 
Dean, Faculty of Paediatrics, Royal College of Physicians in Ireland. Professor of Paediatrics 

at UCC. Consultant Paediatrician at Cork University Hospital. Vice-President of AWCH(I) 

T
HE Faculty of Paediatrics is a relatively new group of Irish paediatricians. It was 

founded in the early '80s to represent the needs of paediatrics to the general. pu~lic, 

the Department of Health, medical and nursing colleagues, and all the organiSations 

who have an interest in child health. It is to some extent an organisation with a ballot box in 

one hand and a stethoscope in the other. It is not a forum for academic paediatrics. The 

academic aspirations of Irish paediatricians are conducted through the Irish Paediatric 

Association and the Irish Perinatal Society. 

Any view that I present to you today will have to be in a personal capacity as Dean of the 

Faculty of Paediatrics. It is unlikely that I will stray too far from the views of my colleagues, 

but it is important to recognise that anything that I say has not been endorsed by the 

members of faculty. I read the subtext of this session on children's hospitals, as the 

configuration of paediatric services. Then questions arise: how can we defend the concept of 

a single comprehensive children's unit? And what is the minimal size unit which is safe by 

modem standards? The latter question is important here where the problem of delivering 

care to thinly populated areas is a major issue in rural Ireland. If we agree to minimal 

standards for small units, and agree that a comprehensive children's unit is the objective with 

any sizeable population, then the configuration of paediatric services would seem a relatively 

non-<:ontroversial problem. The reality is different. 

In the first place there is I believe a general complacency about paediatrics and children's 

health in this country. This is highly understandable, if you look at recent UNICEF figures, 

whi h show Ireland at the top of the league. I argue that these figures give only a quantitative 

an ly is. This type of analysis is useful in underdeveloped countries, but for developed 

countries a more qualitative analysis is needed. In terms of quality there is both 

misunderstanding and ignorance outside the speciality about the needs of the service and the 

needs of children. It is the business of faculty to broadcast the needs of the service. AWCH(I) 

have, _1 believe, done a brilliant job in the last decade in bringing the needs of children to the 

attention of politicians and the Department of Health. Hospital paediatrics is an acute 
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speciality and the key question for Ireland is how do we configure our services for optimum 

care and efficiency? The British Paediatric Association is applying itself to this question. How 

do we configure our paediatric services so that the taxpayer gets good value, and the children 

get a high quality safe service? 

First, lets look at some basic figures. There are more children/paediatricians in Ireland than 

any other European country [Figure 1]. 

20,000 

CHILDREN/PAEDIATRICIAN 

PAEDIATRICIAN 

§ 
fli 

D 

Figure 1: Paediatrics in Europe 1993; 1 :57 
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In rural Ireland the majority of units have two or less paediatricians per hospital. This type 

of staffing is unfair and almost impossible to keep safe. The AGM of the British Paediatric 

Association passed a motion this year on the configuration of paediatric services. The audit 

· · 1·ed · pnn· 0 ·ples to the study of paediatric care in the UK, and I have COmmiSSIOn app I SIX 

applied these to the Irish situation. 

Figure 2 

Principles of Hospital Paediatrics 

Children First: audit commission 1993 

Dublin Beyond Pale 

1. Child and Family centred care Yes Yes 

2. Skilled staff Yes Yes/No 

3. Separate Facilities Yes No 

4. Effective Treatment Yes Yes/No 

5. Appropriate hospitalisation Yes Yes 

6. Strategic commission No No 

The picture is uneven. In general Dublin is much better than outside the capital city. This to 

some extent is in favour of stand-alone maternity and children's hospitals. There is no 

perceptible planning in Dublin or outside, and in the absence of planning there is something 

to be said for having stand-alone hospitals. 

I want to move on to other factors which are undermining "Paediatrics Ireland". The patterns 

of change in our population are lulling the department into a false sense of security in terms 

of staffing and capital investment. The patterns of change are real. The fall in birth rate is 

remarkable, but is no different from what occurred in Europe SO years ago, and is likely to 

stabilise now as it is similar to the rest of Europe. The change is well illustrated in the Cork 

figures provided for me courtesy of Or Lorcan O'Toole [Figure 3). The rise in admissions is 

even m re remarkable than the fall in birth rate and has been reported in the UK as well. The 

is largely due to increased respiratory infections and asthma. 
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Figure 3 

Cork: Number Under 16 and Total Admissions 
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Now we come to methods of coping. The VI< has coped by steadily increasing the number of 

paediatricians, and they plan to double the number of their trainees in the next three years. 

In Ireland we have a strategy for the '90s - Shaping a healthier future. At the outset of the 

strategy the key principals of equity, quality of service, and accountability are emphasised as 

underpinning the strategy. 

EQUITY: 

Children v Adults 

Geographical 

Disadvantage 

Department of Health 1994 

Shaping a Healthier Future 

Key Principles 

QUALITY 

Limited Resources 

Efficiency 
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How does it all match up? Not very well in Cork and not very well in Dublin. The only 

explanation of developments that I have is that in general, children's services play second 

fiddle to adult services. 

I do not want to end up on a negative note, and your chairperson Mary O'Connor 

emphasised that presentations should have a vision of the future. By nature I'm optimistic. A 

child health co-ordination committee was set up last year in Cork under the chairmanship of 

Mr Pat Madden, programme manager for community services. Already we have achieved 

surprising unanimity as to how child health services should be developed and co-ordinated. 

Every health board should have one. Children do not have a vote. They need a voice. 
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The Department of Health 
Child Health Services 

Dr John Devlin 
Deputy Chief Medical Officer at the Department of Health 

"In approaching the question of child health services, it is important to stress at the outset 

that hospital services, albeit important, are only part of the total child health services. 

Furthermore, it is not an independent segment of the total service. Hospital services can 

only function at maximum effidency and effectiveness as an integral part of a wider range of 

child care and treatment services." 

This is a sentiment with which I am sure we all agree on and it may surprise you that these 

lines were written almost two decades ago, and further, that this was a Report of Comhairle 

na nOspideal, the statutory body which focuses on those elements of the services which are 

hospital-based and staffed at consultant level. 

The report went on to add that the three principle elements of the child health service -

community care, hospital care and residential care - should be seen as being of equal 

importance and equally in need of development. 

The theme of this conference, namely an integrated child health service for the '90s and 

beyond, is one which the Department of Health fully endorses. It is important that services 

are integrated, are child and family centred, that paediatric skills are available for every child, 

whatever his age or disability and that this care is delivered in the appropriate setting. 

The primary aim of the Department of Health and the health services is to enhance the health 

and quality of life of people. 

This conference refers to 'the shape of things to come', a concept that implies a clearly stated 

philosophy with targets, objectives and action to back this up. 

As you are aware, the Department has embarked on this road with the publication of the 

National Health Strategy last year and the continuing implementation of the Strategy. 
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While I do not intend to go into detail on the Health Strategy, I would like to highlight key 

elements that focus on child health services and update you on progress in these areas. 

As you know, the Strategy made a critical assessment of the system's strengths and 

weaknesses. It examined the country's health needs and provided, or rather is providing, a 

strategic direction for the health services. 

The strengths of the system include: 

• a high international standard of service 

• well qualified staff 

• commitment to provide the highest standard of health services for all 

• balance of public and private services. 

However, we acknowledge that there were also weaknesses such as: 

• a need to provide specific goals and targets 

• Irish life expectancy is relatively low (key outcome) 

• waiting lists 

• inadequate linkage between services 

• underdevelopment of some community services 

• need for organisational change. 

I would now like to demonstrate some of the demographic and health data that were 

considered when formulating the strategy. 

It is important to remember that, in whatever way services are structured or delivered, health 

outcomes are the most important considerations when evaluating the effectiveness of our 
services. 

Slides 

(a) Population Pyramid of Ireland & EU - Ireland has young population. 

(b) Irish Population Projections 1991-2020- increasing elderly population, implications for 
maternity and paediatric services. 

(c) Irish Life Expectancy compared to EU- lower but recent data show improvement. 

(d) Irish Life Expectancy since 1950- improvement mainly due to better maternity services 
and lower paediatric mortality. 

(e) Live Births and Maternal Mortality- falling. 

(0 Crude Birth Rate (falling), perinatal mortality rate (fall ing), infant mortality rate (falling), 
births outside marriage (rising but less than EU). 

(g) Respiratory disease, Asthma, TB mortality - improving mortality. 
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(h) Accidents - falling and better than EU. 

(i) Respiratory mortality in children - scope for improvement. 

(j) Appendidtis mortality -good and an indicator of high quality hospital care. 

(k) UNICEF Report - Ireland has one of the lowest under 5 mortality rates in the world. 

The major theme of the Strategy is the reorientation of the health services so that people's 

health and quality of life are maximised. 

Health Gain is concerned with health status both in terms of increasing life expectancy and 

quality of life. 

Social Gain is concerned with the broader aspects of quality, for example, a child being in an 

environment free of physical or psychological abuse or enabling parents to stay with their 

child in hospital, at a time when the child is very vulnerable. 

As you know, the strategy is underpinned by three guiding principles namely: 

• Equity - where access is based on need and the intention is to reduce inequalities in 

health status. 

• Quality of service - not just technical quality but also responsive to the consumers 

satisfaction with the service. 

• Accountability which involves optimising the use of the available resources. 

When the Department of Health enters into discussion with Health Boards or hospitals about 

service plans, there is an expectation that the plans will address these key elements so that 

we will be in the best position to decide about the way resources are to be allocated and 

directed in the future. 

With respect to organisational structures, it is the Minister's intention to publish later on this 

year legislation which will ensure that the Department of Health and the new Health 

Authorities will have the capacity to drive and implement the Strategy over the coming 

years. The Department will focus more on national planning and policy rather than detailed 

management issues, while regional budgeting and local strategic planning will be assigned 

to the Boards of the new Health Authorities. 

Detailed operational planning and management of services will be a function of the Health 

Authority executive. 
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The principle is that important decisions about regional services are taken at regional leveL I 

will return later to the role of the hospital in this planning process. 

Turning to prevention, the old adage of prevention being better than cure is never more true 

than in the area of child care. 

The launch of the Health Promotion Strategy is imminent and while I cannot go into detail, 

it will address those lifestyle, behavioural and other risk factors which result in premature 

mortality, not only in adults but also in our children. 

We all recognise that communicable diseases are a major cause of childhood morbidity and 

mortality and the National Immunisation Programme will be rationalised in accordance with 

the recommendations of the Review Group on Immunisation. The elimination of 

communicable diseases such as Pertussis, Measles, Mumps, Rubella, Polio and Hib related 

disease is a priority, and will be achieved by reaching and maintaining a 95% vaccine uptake, 

improving the call/recall notification systems, promoting the benefits of immunisation and 

targeting areas where the uptake of immunisation is low. 

A further development which was mentioned in the Health Strategy and one which you may 

not be aware of, is the detailed review of the Pre-school and Child Health Services which is 

about to take place. 

The last review of the Child Health Services took place in 1967 and since then there have been 

changes in the health status of our children, demographic changes and of course, advances 
in medical care. 

These changes must be acknowledged and alterations may be required in the way certain 

primary and secondary health services are organised and delivered. 

Submissions will be sought from the relevant health care professionals and institutions in 

addition to groups representing the views of parents. The aim is to implement 

recommendations as to the most effective service in line with modem thinking and practice 
in child health. 

With regard to other developments, I will briefly mention that the recommendations on 

infant car by the Review Group on Maternity and Infant care will be implemented and of 

course, a the Minister yesterday outlined, progress towards implementing the provisions of 
the Child Care Act. 

Turning to ho pitals, much has been written and there has been considerable debate on the 

future of paediatric hospitals, especially in the Dublin region. Following a Faculty of 
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Paediatrics submission, a Comhairle report last year endorsed the broad thrust of the 

submission. 

The general principles were that there should be three secondary care paediatric centres, one 

of which should also be a tertiary care centre for the country and desirably linked to adult 
facilities. 

The report also examined the distribution of services and commented in particular on the 

South East Dublin area, however, access to the paediatric facilities in Tallaght and Crumlin 

will be greatly improved with the completion of motorway network in the area. 

While there was broad agreement on the general principles set out in the Faculty's document, 

consensus agreement between the interests concerned could not be reached on the location 

of the proposed units and a recommendation was not made in this area. 

We must realise that we are not in a green field situation and it is important to take account 

of the practical situation as it already exists in Dublin. 

When Tallaght Hospital has been completed, the overall plan laid down many years ago for 

acute hospital services in Dublin will be in place. Tallaght will involve the transfer of the 

National Children's Hospital, Harcourt Street. 

It is government policy that there will be no closure of Our Lady's Hospital, Crumlin nor of 

the Children's Hospital, Temple Street paediatric services. 

Over the years there have been discussions on the relocation of the Children's Hospital to the 

nearby Mater Hospital campus and this has been agreed in principle by government. 

With regard to Our Lady's Hospital, there has been considerable investment in the hospital 

over the past number of years, recent examples being the medical genetics services, CT 

facilities and pathology and neurology developments and of course, the hospital is an 

enormous asset to the local population. 

With respect to Tertiary care, it must be acknowledged that the dividing line between 

secondary and tertiary paediatric care is not always clear cut. 

All three paediatric hospitals in Dublin have built up expertise in particular speciality areas 

over the years and as such provide tertiary level services, similar to the situation in adult 

hospitals. 
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Considerable progress is being made in the sharing of tertiary level consultant appointments 

between paediatric hospitals, and in some circumstances the specialist service is provided by 

consultants who work in adult and children's hospitals, e.g. cardiac surgery and orthopaedics. 

With advancing technology and increasing sui:H;pecialisation, the hospitals are developing 

further their expertise in certain clinical areas which is an important asset to the hospital, its 

catchment population and the health care professionals it trains. 

While this option has been described as fragmented, we must remember that in the absence 

of consensus, we are not in a green field situation and the Department must pursue a 

pragmatic approach that reflects the current reality of the situation. 

We would encourage tertiary care units to interact with one another and with adult hospitals 

both for optimal care and academic development. 

1 would like to conclude by returning to the theme of the conference, namely an integrated 

child h lth rvice for the '90s and beyond. 

Th acute pi tal mu t be seen as a part, albeit an important part, of a multi-functional and 
int rated health care system. 

With adv ne in medical care and changes in the way services are delivered, e.g. in 198715% 

of total h pital activity was day care, now it is approximately 25%, hospitals may have to 

redefine th :ir role in the overall provision of services. 

Th new H lth Authorities and Departments of Public Health which are being established 

will be involved with the planning and evaluation of health programmes. 

p 
cl ly with their local hospitals in determining health needs and putting in 
priat rvi to meet those needs. 

n 

Y underway in Tallaght and perhaps another example of a unit 

th ti nal Medical Rehabilitation Centre which is providing 

k r ord in being responsive to children, their families 

n w can build on this. 

u lit only begun to take hold in the health care area in recent 
that th health of our childr · f 

en 15 good but as always, there is scope or 
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The developments outlined in the National Health Strategy are intended to improve linkages 

between community services and acute hospital services and the reshaping overall health 

services will enable us to focus on strategies to improve people's health and quality of life up 

to and beyond the year 2000. 
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• 

Open Forum 4 

If doctors are to decide their own destiny, they must come up with a unified policy which 

could be supported by the Department of Health. If they fail to do so satisfactorily 

perhaps the Department should intervene. 

• Strong calls were made for the Department of Health to take a leading role in 

rationalising tertiary care for children. 

• Concern was expressed that there was not satisfactory training structure at senior level 

for paediatric registrars. 

• Putting children first is critical to paediatricians developing a unified campaign to lobby 

for change in the provision of tertiary care. 

• The Department of Health has to be pragmatic and look at the realities of the situation 

which exists - consensus is required for changes to be made. 

• The proposal to have all tertiary services together fits in with what the rest of Europe 

believes. Tertiary services are disproportionately expensive and having them together can 

mean financial saving as well as being of immense value to sick children and to 
paediatrics in general. 

• Maintaining budgetary independence and identity for a children's hospital as part of a 

general adult facility is one of the weaknesses of such an arrangement - but there are also 
associated strengths. 

• It is difficult to disentangle financial complexities of a paediatric hospital as part of a 

general adult facility but using case mix analysis techniques can help to reduce the 
inequities. 

• Concern was expressed that children in large general hospitals have to spend long 

periods of time being transported to, and waiting their turn for, specialised facilities 
shared with adults. 

• It is preferable to group children together to have an entire children's operating list- this 
aggregation of children enables skills to emerge and develop. 

• Tertiary Care can be conducted on a Shared Care basis with a Tertiary Centre seeing a 
child regularly, but with many treatment episodes performed in the local paediatric unit. 
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The Shape of Things to Come -
an integrated child health service for the '90s and beyond: 

Child Health Issues in Europe 
Session Chaired by -

Mr Ray Fitzgerald, President, AWCH(l) 
Temple Street Hospital and Our Lady's Hospital for Sick Children 

Paediatrics in Europe Dr Ralph Counahan 

Children's Health Care Issues in Europe Ms Mary Banotti, MEP 

The European Association for Children in Hospital Ms Hanne Seiber 

Open Forum 5 -

Highlights of the comments from the floor 

(Left to right) Ms Hanne Seiber, Mr Ray Fitzgerald, Or Ralph Counahan, Ms Mary Banotti 
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Paediatrics in Europe 

Dr Ralph Counahan, MD, FRCP, DCH 
Vice-President Confederation of European Specialists in Paediatrics 

Consultant Paediatrician, Waterford Regional Hospital 

F:
OM time to time we may wonder what might happen should we get ill when on 

olidays abroad. For example, will the doctor in Spain understand me? Will I get a 

uppository in France? In a way we are expressing a concern that standards and 

practices may be different in Europe. But is it all to do with medicine? Who would have 

anticipated olive oil being advertised. The Mediterranean French have a low incidence of 

heart disease- they use a lot of olive oil- therefore so should we. Is it that easy? We cannot 

necessarily explain national differences. Life expectancy in most of the European countries 

varies little, people just die of different things. For example, breast cancer kills twice as many 

women in Britain as in Greece. The roads in France are far more dangerous than in Britain 

and cirrhosis of the liver may not surprise you as a prominent cause of death in France. There 

are differences in standards and practices in Europe but the effect of medicine on outcome 

may be far less important than social conditions, income, diet and factors unknown. 

In paediatrics Ireland appears as a shining light not only in Europe, but in the world, in that 

our infant mortality, that is deaths in the first year of life, is one of the lowest. We shared the 

number one spot in 1992 and are still close to the top. It is not clear just why this is. The 

Faculty of Paediatrics of the Royal College of Physicians of Ireland has been monitoring early 

neonatal mortality, that is deaths in the first week of life, since 1989 and mortality has fallen 

substantially [Table I]. This compares well internationally. We also know that deaths due to 

Sudden Infant Death Syndrome (Cot Deaths) have fallen in recent years. These 

improvements do not explain our recent pre-eminence. 

Table 1: Early neonatal deaths Republic of Ireland 1989-93 

Year 1989 1990 1991 1992 1993 
Births 51,832 52,807 52,451 50,451 49,136 
0 aths 147 134 121 98 83 
(of 11ormally formed babies) 

How does our health care system compare to others in Europe? A major difference is that we 
spend less. Expenditure on health b . 

1 
k t the care may e exammed in various ways. If we oo a 
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percentage of household expenditure on health care [Table IT], Ireland stands somewhere in 

the middle. 

Table 11: Percentage of household expenditure on health 

1 

2 

4 

7 

11 

13 

14 

16 

Switzerland 

France 

Germany 

Netherlands 

Sweden 

Norway 

Austria 

Belgium 

IRELAND 

Italy 

Denmark 

Finland 

UK 

Luxembourg 

Spain 

Greece 

Portugal 

15% 

13% 

13% 

11% 

11% 

11% 

10% 

10% 

10% 

10% 

9% 

9% 

8% 

7% 

7% 

6% 

6% 

If we evaluate national expenditure on health as a percentage of gross domestic product 

(GDP), again Ireland is somewhere around the middle [Table Ill]. 

Table Ill: Percentage of GDP spent on health 

1 France 8.8% 

2 Germany 8.0% 

Netherlands 8.0% 

4 Italy 7.5% 

5 Luxembourg 7.0% 

6 Belgium 7.2% 

7 IRELAND 7.0% 

8 Portugal 6.9% 

9 Spain 6.8% 

10 UK 6.0% 

Denmark 6.0% 

12 Greece 4.8% 
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However, our GDP is relatively low compared to many European countries at about £.7,500 

per head of population in 1992.1t is £11,000 in the UI<, £14,000 in France and Germany and 

£22,000 in Luxembourg. Thus our real expenditure is quite low, the third lowest in the 

European Union countries and is about £500 per head of population. Germany, France, 

Sweden, Norway, Finland and Switzerland spend more than twice as much. However, 

expenditure on health does not obviously result in healthier people. Factors other than direct 

spending on health needs come into play. For example consumer demands can drive up costs 

and it is important to appreciate that demands are not at all the same as needs. Health costs 

are influenced by how well doctors and other medical staff are paid. The efficiency of the 

system is important, for if administrative costs rise excessively there is no gain to the 

consumer. 

How is paediatrics delivered in Europe? 

There are two types of paediatrician in Europe. There are primary care, office based 

paediatricians and secondary care hospital based paediatricians. In Ireland we have 

secondary care paediatricians, as do Britain and Denmark. In the other European countries 

there are both office paediatricians who run an outpatient practice from consulting rooms 

and hospital paediatricians. Primary care paediatricians function as general practitioners 

who confine their practice to children and adolescents. Their training is shorter and more 

basic compared with the secondary care paediatrician. For example in Belgium, a baby 

would have his or her first check-up at six weeks of age with the family's paediatrician. There 

would be up to nine routine examinations subsequently during the first year of life. 

Table IV: Recommended well-baby visits in the first year of life 

Country 
Check-ups 

Belgium 
10 

Denmark 
3 

France 
7 - 3 compulsory 

Germany 
6 

Irel nd 
2 

Netherland 
8 

orway 
9 

Switzerl nd 
4-5 

UK 
5 

The number of routine check . 
. -ups m other countries is shown in Table IV. Should there be 
tlln the baby would be br< h . 

oug t drrectly to the paediatrician rather than to a general 
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practitioner. Vaccinations are done by the paediatrician. Here in contrast, apart from the 

neonatal examination and sometimes a six week examination, the paediatrician is not 

involved in routine surveillance, but offers a referral consultant service on an outpatient or 

hospital inpatient basis. Secondary care hospital based paediatricians in Europe are similarly 

trained as consultant paediatricians here. 

Demography of paediatrics in Europe 

The number of inhabitants per paediatrician reflects this basic division in practice. Ireland 

has the lowest number of paediatricians in relative terms in the European Union (EU), with 

one paediatrician for 53,800 people. The VI< is next with 1 for 53,600 and Denmark one for 

22,900 people. In contrast Greece is number one with one paediatrician for 3,000 people. 

Spain is second with one for 5,300 people and Italy is third with one for 7,200 people. For all 

that we appear to have children who are no less healthy. So other factors must come into play, 

such as how we manage our resources, how our doctors are trained, our health care methods 

and important factors such as nutrition, clean air etc. 

Which is better? 

a) Routine surveillance 

Research, mainly in the UK, is just starting to analyse what routine care means and its 

genuine effect. There is no evidence that frequent check-ups by a paediatric trained specialist 

leads to better health or better detection of abnormalities such as squint, dislocated hips, 

hearing abnormalities or developmental problems and handicap than screening checks at 

birth, six weeks and eight months by non-specialists as we do here in Ireland. There is some 

evidence that a restricted targeted assessment by specific trained doctors or nurses for 

specific entities, such as squint at eight months, is better. 

There is a feeling that the approach in some continental countries is financially better for the 

paediatrician and indeed our discussions in Europe create anxiety among some 

paediatricians when alternative approaches are mentioned. 

b) In the case of illness 

It may be reassuring to go directly to the paediatrician. But is that so? There is only opinion 

on this rather than result of any research. Most illnesses in children are minor for example 

viral infections causing fever, tonsillitis, ear infections. Does one need a paediatrician to 

handle these? In Ireland GPs are generally very good at dealing with acute childhood illness 

and recognise severe illness needing specialist attention. The majority have at least six 

months training in paediatrics with a postgraduate qualification. One could argue that their 
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training may be limited in problems of early infancy, or that their management of say asthma 

could be criticised in some cases. However, is it possible that the primary care specialist 

might over-investigate or may be slow to pass the problem onto the hospital. 

The Confederation of European Specialists in Paediatrics (CESP) is a voluntary organisation 

representing paediatrics and paediatricians in the EU. The main aims of CESP are to promote 

the quality of medical care for children and to ensure a high standard of training in the 

member countries. It meets once yearly and each member country has two delegates. The 

Irish delegates are proposed by the Faculty of Paediatrics with the approval of the Irish 

Medical Organisation. 

CESP is one of 32 medical speciality organisations in Europe and each reports to the 

European Union of Medical Specialists (UEMS) which itself is made up of representatives 

from each speciality group. The speciality groups do not have autonomy. 

UEMS is also a voluntary organisation and its aim is to study issues related to specialist 

training and practice. In response to an edict from the European Commission it has embarked 

on a harmonisation programme to enhance the uneven standards of specialist training in 

Europe. CESP along with the other speciality groups, deals with harmonisation of training 

and practice in its own area of practice, that is paediatrics. It has spent considerable effort on 

harmonisation of vaccination in the European Union, has established a Board of Paediatrics 

whose objective is to establish common criteria in the EU for training and is developing a 

programme for continuing postgraduate training. 

Difficulties 

UEMS in turn reports or makes recommendations to the European Commission directorates 

concerned with medical and health issues and has links with other committees. The most 

important of these and the only statutory medical body is the Advisory Committee on 

Medical Training. Although this body has a closer relation with Commission staff than any 

other with its views taken seriously, its recommendations have not been brought forward by 

the Commission in the form of new directives. It is underfunded and its constantly changing 

membership reduces its efficiency. The process of change in Europe thus moves to politics. 

There are many groups representing doctors in various forms. There is much unco

ordination, inefficiency and indeed rivalry and ultimately the ability to lobby the Brussels 

bureaucracy needs further development. Given the importance of health it is surprising that 

there is no designated commissioner for health in Brussels. 

evertheless, among the paediatri·c· f E · d h 1ans o urope there IS genuine commitment an ope 
and a feeling of responsibility for the 70 million children of the European Union. We just have 
to make ourselves heard and find someone to listen. 
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Children's Health Care 
Issues in Europe 

Ms Mary Banotti MEP 
President of the Intergroup on Health 

Campaigned for the European Charter for Children in Hospital 

European Legislation on Children 

Background 

There is no specific reference to children in EU policy. The Maastricht Treaty was revised in 

1993 and despite strong attempts children and the rights of the child were not written into 

the Treaty. However in the lead up to the 1996 inter-governmental Conference the European 

Parliament has put forward a resolution on ''The Operation of the Treaty on European 

Union" and an amendment was submitted and approved to focus attention on the rights and 

interests of children and young people as full EU citizens. 

By strengthening their position with such a clause in the Treaty, the EU would have to clarify 

the position of young people within its existing competencies and policies: i.e. do something 

for children within policies. 

1) Action could then be taken to protect children as a direct result of the single market and 

other European Legislation and specific legislation on health for example could be 

introduced. 

2) Actions directed at professionals working with children, for example training and health 

care. 

3) Direct action could be taken to help disadvantaged children in their own right. 

At the moment action in favour of children varies between member states. The aim is not 

however to advocate a uniform approach, but rather an assurance that each member state is 

conscious of the vital, long term importance of creating a proper environment for the healthy 

development of children. 

• There are at least 120 million children living in the European Community. 
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For 1996 therefore we would hope to see the child recognised as an independent 

personality with clearly defined rights included in the lleaty. 

Progress to date 

• The European Parliament unanimously adopted a Charter for Children in Hospital in 

1986. 
• The European Union has passed a resolution inviting member states to ratify the United 

Nations 1989 convention on the Rights of the Child Resolution (July 1990) and several 

proposals have been made for a European Children's Charter. 

Various organisations here and in Brussels campaign on behalf of the child. COFACE -

association for the family and children, a European Forum for Child Welfare. In the European 

Parliament an intergroup on the Rights of the Child was recently set up. This will provide the 

first political platform for discussion on the rights and concerns of children. 

Children and Health Care 

• European Public Health policy, included in the Treaty for the first time in 1993, takes a 

more general approach to health care. Health Care systems are still under the competence 

of the member state. Health policy in Europe concerns prevention and protection and the 

provision of information on health. 

• Health education initiatives for example school education, as well as action programmes 

on Drugs, Cancer, AIDS, have projects for specific target groups, of which some are 

children. For instance under the action plan to Combat Cancer and the AIDS action plan 

there is support for professional carers of children. That may include nurse training 

programmes, on how to deal with children with cancer or AIDS. 

Conclusion 

Through the work of European organisations, and conferences such as these, we can succeed 

in bringing the rights of the child high on the agenda in the lead up to 1996. This is the only 

way to make any real progress. If the child can be seen as an EU citizen then the manner in 

which this child is provided for by the EU, whether it is hospital care or specific illness 

programmes targeting children (for example asthma), should dramatically improve. 
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European Association for 
Children in Hospital 

Ms Hanne Seiber 
Co-Ordinator of the European Association for Children in Hospital 

Chairperson of the Basle children in hospital group 

The Story of EACH 

In the 1970s Child and Hospital Initiatives were organised in many European countries (the 

Swiss Association was founded in 1978- eight years later than in Ireland). Already at that 

stage the various national groups learned from each other and personal relationships were 

built up by the founding members. In 1988 a first European Conference was convened in 

Leiden/Netherlands, which was attended by associations from 12 European countries. Based 

on the UN Convention on the Rights of the Child, which in general speaks of children's 

rights, including the right to health care e.g. -

Art. 24/3 of the Convention: 

"States Parties shall take all effective and appropriate measures with a view to abolishing 

traditional practices prejudicial to the health of children" 

or UNESCO guidelines 

"The right to the best possible medical treatment is a fundamental right, especially for 

children" 

- the Leiden conference participants worked out a 10-point Charter (Leiden Charter), 

specifying more closely what the ''best possible medical treatment for children" exactly 

means or should mean. 

Subsequently all the associations have tried to make the Leiden Charter known to their 

respective health authorities and the public. European institutions, such as the European 

Parliament were also contacted. 

The Second European Conference held in 1991 in Tutzing, Germany had to state, that health 

regulations differ enormously from country to country. Federal states like Germany or 

Switzerland even have differing laws for each state or canton. The same applies to the EC as 

a whole, as matters of health are left to the individual member countries and are not subject 
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to EC regulations. For this reason the adoption of the Leiden Charter by the European 

Parliament was vetoed by Denmark. 

In view of these difficulties - but also in view of child and hospital groups starting to be 

organised in the new Eastern European countries, and wishing to have a common platform 

with the already existing associations - the Second European Conference passed the 

resolution to have the possibilities of the organisation of a European Child in Hospital 

Association explored. 

I had the honour to be a member of the group who worked out the scheme for such a 

European association. We wanted to unite the existing national associations in the most loose 

way possible, and strengthen the exchange of information and experience, and most 

importantly, make the Leiden Charter a European issue. 

EACH was founded at the Third European Conference in Graz, Austria, in 1993. This 

Conference was attended for the first time by quite a number of people from Eastern 

European countries, who had in the past primarily engaged themselves with Human Rights 

and/or the Rights of the Child. Discussions in Graz showed that the proposed loose scheme 

of a form of "Standing Conference" was alright for the existing Western European 

associations, but did not work for newly built groups in Eastern European countries. The 

Constitution of EACH was, therefore, reworked and adopted in its present form at the Fourth 

European Conference which was held in March of this year in Paris. 

Now EACH is finally ready to go. EACH unites 17 Child in Hospital Initiatives from 14 

European countries. The adoption and implementation of the Leiden Charter in all of Europe 

is our main task, and all the member organisations in EACH will work together as closely as 

possible to have this goal accomplished. Exchange of information and sharing of experiences 

hopefully will encourage not only all associations united in EACH, but also all our individual 

members Europe-wide to further the cause of children in hospitals. Or, as our friends from 

France put it: "Children in hospital are the concern of all of us. Let's make the Charter known 
to everybody." 

In France - by the way - the Leiden Charter has recently been included by the Ministry of 
H lth in the legal 'd r 

gw e mes for hospitals. In Austria the implementation of the Charter was 
omm nded- at least- to children's hospitals by the Health Minister, and it was made a 

I w .t~t, t I t for maller children, parents can stay with their children in hospital without 
dlh nal charge (point 3 of the Charter). 

Point 6 of the Charter will t . · the 
. ge spec.al attention by the member organisations of EACH m 

corrung two years, namely that children shall be cared for together with children of their age 
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group and not be admitted to adult wards. Admitting children to adult wards is 

unfortunately a continuing practice in many European countries. And in times of an inflation 

of cost saving plans, we have to note with great concern that the closing of children's wards 

is no longer beyond discussion. 
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Open Forum 5 

• Concern was expressed that Ireland's system of direct entry into Paediatric Nursing will 

be lost resulting in the loss of keen candidates. 

• Irish Paediatric Nurses should establish a system which lays down their own basic 

professional criteria. 

• Paediatric Nurses as a group of specialists need to keep informed about what is going on 

in Europe and not assume someone is taking care of your needs. 

• The European Association for Children in Hospital is introducing itself to the relevant 

officials in Europe. 

• It is worth while to lobby in Europe, in terms of partnership agreements with other 

countries doing similar research or dealing with a particular problem. Research, and 

other grants, are generally given to projects which have at least two and generally three 
countries involved. 

• When a budget for research is decided by MEPs, an expert committee establishes a focus 

for a one to three year project on a particular area concern, at which time tenders will be 

called for. By that stage, one needs to have the ground work done, with perhaps 

partnerships already lined up, to get an application in fast. 

• As the EU expands a Commissioner for Health will probably be appointed. 

• If there is an area you would like to see more research going into, lobby your MEP to 

pursue it in Brussels. There is no quick and easy route to receive grants from Europe. 

• CFSP - the paediatric speciality group - has submitted a tender towards one of the 

research entities on accidents in childhood along with eight other groups and are still 
waiting a decision. 

• Being geographically isolated is significant and has impact on how we function in 
Europe. 

• Networking with professio 1 bod" d . of . na 1es an groups m Europe is an important way 
getting and sharing information about what is happening -be vigilant, watch out, Watch 
Europe and get involved if it's important. 
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The Shape of Things to Come -
an integrated child health service for the '90s and beyond: 

The Shape of Things to Come 
Session Chaired by -

Professor Denis Gill, the Children's Hospital, Temple Street 

Standards for Hospital Facilities for Children in Ireland Dr John McKiernan 

The Role of the Audit Commission in the 

Welfare of Children in Hospital Mr Andrew Foster 

Quality Documents for the Care of Children in Hospital Ms Jill Siddle 

Open Forum 6 -

Highlights of the comments from the floor 

(Left to right) Dr John McKieman, Professor Denis Gill, Ms Jill Siddle, Mr Andrew Foster 
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Standards for Hospital 
Facilities for Children 

Dr John McKiernan 
Consultant Paediatrician at the Regional Hospital Cork, St Finbarr' s Hospital 

and the Cork Clinic 

I
N 1991 the Faculty of Paediatrics of the Royal College of Physicians of Ireland produced 

a document on standards for hospital facilities for childr~n . I. w~s t~e convenor of the 

sub-committee which produced the document, hence the kind mvttahon from AWCH to 

participate in this meeting. 

Thank you for the invitation and the hospitality, and congratulations on your 25th birthday. 

I would state that the views on this talk are mine, and not those of the Faculty of Paediatrics 

of the Royal College of Physicians of Ireland. The report was largely modelled on the British 

Paediatric Association's concept of the comprehensive children's department. 

This meeting provides a good opportunity to examine the concepts of standards. 

What are standards? 

It is not so simple if you consult the dictionary, but for today's purposes we may accept "a 

degree of excellence required for a particular purpose". We may know what a hospital is, but 

what is a child? In hospital practice in Ireland, a young person may cease to be a child at any 

age from 12 to 19 years. There is increasing recognition that young people up to the end of 

secondary schooling require special consideration in hospital and are best catered for in a 

paediatric/adolescent environment. Facilities defined as the equipment for physical means 

for doing something, but for today's purposes would include all that is needed for optimal 
care. 

Many c nferen es have tours for accompanying persons. To illustrate some of the issues, 1 

would like to take you on a brief tour of Cork city and its environs. Starting on the outskirts, 

we 1 k d wn the r ad to West Cork and Kerry and see the licensed boarding kennels for 

t while you ar on holiday. People are impressed by the sign "standard", it implies 

t n ard and facilities. Your pet will be safe and happy in your absence. 

If you wish to break your journey, you may avail of "Bed and Breakfast" and again will be 

~nticed by the sign, the Irish Shamrock, Irish Tourist Board, a recognised standard of care, 
mspected and approved. 
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Now turning to hospitals - what signs or standards do we find? 

The first we meet is Cork University Hospital, quiet on a Sunday mornin~ no signs of 

standards except the words "University'' and "Hospital" which may be presumed to 

guarantee the very highest standards of medical and nursing care. A slightly worrying 

feature may be the parking/stopping here instead of here, and parking there instead of 

elsewhere -the human tendency to opt for the easy and the quick instead of what is right. 

Moving towards the city, we come to Dennehy's Cross and the Cork Farm Centre, which is 

the headquarters of the Southern Health Board. 

What do our Health Boards say on standards and facilities in hospitals? 

Our hospital services have in general evolved over the centuries and I think it is fair to say 

that traditionally Health Boards have tended not to be "pro active" but to respond to 

demands and pressures, always being constrained by finance. Of course the Health Boards do 

not control all hospital facilities. There are busy Children's Departments in private hospitals, 

i.e. Bons Secours Hospital and in the major Voluntary Hospitals as in the Mercy Hospita l. 

Who is to set or approve their standards? 

The other word in our hospital title is "University". Here we have the entrance to UCC and 

many "standards" celebrating the 150th centenary. University Medical Schools are 

responsible for under-graduate training and the intern year "that is the first year after basic 

qualification" . At present they do not have a major role in assessing in a comprehensive way, 

facilities in hospital but this may change in our hospitals which are closely associated with 

Medical Schools. 

For most of us, our introduction to hospital services is at the time of birth, the maternity and 

newborn service. There is an organisation (AIMS) that seeks to monitor and improve 

maternity services. In Cork we have maternity services at the Erinville Hospital - note the 

improved B&B sign is not for the Hospital, at the nearby Bons Secours Hospital, City General 

Hospital and the Victoria/South Infirmary Hospital, both of which are a short walk from St 

Finbarr's Hospital. 

Who licences, monitors and approves these facilities? 

Moving into St Finbarr's Hospital campus, we see something of the range of services 

provided - Maternity, Special Care Baby Unit, Food Hygiene and Public Analyst. The latter 

are important services with defined responsibilities and powers for checking standards. 
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Should we have similar .... lysts for our hospitals? 

Moving from hospitals to prisons, in some State institutions there are regular independent 

inspections. In the United Kingdom, Judge Stephen Chunan is well known for his reports on 

conditions in prisons. His voice is clear, authoritative and effective. Here is Cork Prison in the 

leafy suburbs of Sundays Well. Happily, it is no longer a prison but restored as a Heritage 

Centre. Moving down from Sundays Well to the North Mall, we see the restored building 

which houses Cork County Council Fire Service. The County Fire Officer has considerable 

powers to insist on safety standards on public buildings. Where upgrading of fire safety is 

required, the necessary money is made available. 

Should we MVe to find, other than fire, safety standards in OW' hospitals? 

For some special hospitals, the psychiatric hospitals, there is regular monitoring. The 

Inspector of Mental Hospitals visits, inspects and reports on the conditions. Here we see the 

imposing institutions of St Anne's and Our Lady's Hospital overlooking the Lee Valley in the 

West of Cork City. Note also the cricket match in UCC grounds on the Mardyke, and again 

the Irish tendency to improvisation with regard to facilities - this time for cricket. 

Who 1 .. should be Interested In standards and facilities? 

The new Departments of Public Health Medicine may acquire a role in this area. Here we see 
Abbey Court House, the local headquarters. Health insurers guarantee quality health care. 

The Voluntary Health Insurance Organisation is our major insurance organisation and 

moving to the Sou th Mall, we see the headquarters. 

t role MS VHI In checking and setting standards? 

The tour returns and ends in Dublin at Dcii l Eireann. The Department of Health has produced 

reports with Charter of Rights for Patients in Hospitals and a comprehensive document on 

th rat Y for Eff tive Health Care. These are excellent documents abroad, of course, and 

c uld t t t indi te detailed standards. AWCH has produced a Charter for 

hi pit 1 nd it philosophy is reflected in the Faculty of Paediatrics document 

many other professional bodies are interested in standards in 

rly with rd to medi< al, nursing and the paramedical training facilities. 

lit 
w 1 f Ognition for training can have a major influence on the 

ConclUSion 

Y w that th P nt Y tern of voluntary monitoring of standards about professionals 
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and health authorities is not adequate for now or for the future and that we should be 

moving towards nationally recognised and enforceable standards. Firstly the health care 

requirements and standards must be defined and I hope we will be allowed to learn from the 

detailed analysis of health service requirements presently being carried out in the United 

Kingdom. 
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The Role of the Audit 
Cotntnission in the Welfare of 

Children in Hospital 

Mr Andrew Foster 
Controller, UK Audit Commission 

The Audit Commission: 

". . . Promotes proper stewardship of public finances and helps those responsible for public 

services to achieve economy, efficiency and effectiveness." 

The Commission was established in 1982 to oversee the external audit of local government 

accounts. Its remit was extended to cover the NHS in 1990. The District Audit Service (the 

provider ann of the Audit Commission) had been around for 146 years. 

Commissioners are selected for their knowledge of the health service and local government. 

Present members include the President of the British Medical Association. Members are 

appointed by the Secretaries of State for the three relevant departments: Environment, 

Health, Wales. But the Commission is independent of the Government and non political. 

Also the Commission is self-financing - out of audit fees - and receives no government 

grants or subsidies 

The activity of the Audit Commission comes under three headings: 

• Appointment of auditors 

• Regulation and quality control 

• ational Value For Money (VFM) studies . 

1. Appointment of Auditors 

WHO WE APPOINT 

The Audit Comm· ion appoints auditors to all local authorities and NHS bodies in England 

and Wal . Auditors are appointed from: 

District Audit Service (arms-length agency) 

The big accountancy fi rms (e.g. Price Waterhouse, Peat Marwick). 
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WHATTHEYOO 

Auditors look at two aspects of an organisation: 

The probity and regularity of its finances and financial systems; 

And the value for money which that organisation provides. 

2. Regulation and Quality Control 

Once we have appointed auditors we regulate their activity and monitor the quality of the 

service they provide. 

3. National VFM Reports 

VFM reports identify and share best practice, in clinical and managerial areas and help and 

encourage audited bodies to learn from each other. 

Since 1990, we have published over 50 value for money reports. Two of these have looked 

specifically at services provided for children: 

Seen But Not Heard- 1994, looked at the co-ordination of Community Child Health and 

Social Services for children in need. 

Children First - 1993, studied the provision of hospital services for children. 

Children First will no doubt be of some interest to you, as it tackles directly the subject of this 

conference. 

But before going on to look at any of the studies themselves, it would be worth looking at the 

studies process. 

The Studies Methodology 

Once we have decided to go ahead with a particular study, a small study team is formed with 

representatives from the audit service, NHS staff seconded to the Commission, outside 

consultants and members of the Commission's own staff. 

In addition, an advisory panel of acknowledged experts is consulted regularly. In these ways, 

we ensure that we have a balance of ideas and experience. 

For example, the Children First study team included a consultant paediatrician (Keith Dodd) 

and an officer from Action for Sick Children (Jo Rodin). The advisory panel included a 

149 



number of hospital consultants and professors, a civil servant from the Department of 

Health, and the Chairman of Action for Sick Children. 

The Children First study sought to investigate why the well-established principles for the care 

of children in hospital were not being met. 

It was the first study to take a client-focussed approach, looking at the full complement of 

hospital services children need and recognising the distinctive nature of their requirements. 

PRINCIPLES UNDERLYING 
HEALTH CARE FOR CHILDREN 

(mock-up of actual slide) 

6. Strategic 
Commiss· ing 

Hosp1tahsatio centred care 

4. Effective 

3. Separate facilities 

The Study Framework 

The Audit Commission identified six key principles which should underlie care: 
1. Care should be child and family centred. 

2. M~ical staff who treat and look after sick children need special skills. 
3· Children have different psychological and social needs than adults and should be 

provided with separate facilities. 

4. Treatment which are known to be ineffective should be abandoned. 
5. Ho pitalisation only whe ·t ff · th re 1 0 ers a therapeutic advantage over care at home or ID e 

community. 

6. Clear and consistent commissioning strategy. 

The study demonstrated a lack f 1 . . . 
. 0 c ear and consiStent policies for the care of children ID 

hospttal both in and betwe h . · r 
en ospttals. It also demonstrated potential for maJO 
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improvements at little or no cost. Specific examples were given in each of the three main 

areas, for example in staffing and special facilities. 

USE OF CHILDREN'S NURSES 
Number of Children's Nurses on each shift 
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Outcome 1 - Highlighting Gaps in the Service 

The study yielded interesting results in a number of these areas. One example was the 

availability of trained children's nurses on children's wards. 

This graph illustrates, for a sample of 31 wards: 

the percentage of shifts which were not staffed by any trained RSCNs, and 

the percentage of shifts which were only staffed by one RSCN. 

DoH guideline:- two trained children's nurses, per ward, at all times. 

But as you can see: 

• two-thirds of wards had day shifts which were not staffed by a single trained RSCN. (For 

some, this was true for as many as 40% of shifts.) 

• No wards were consistently staffed by more than one child specialists nurse. 

• The average ward was only staffed with the recommended number of RSCNs 50% of the 
time. 

Findings such as these served to highlight the gaps in the service provided for children, and 

helped focus managers' and clinicians' attention on the subject of children in hospital per se. 
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Use of Separate Children's Wards by Surgeons 

Hospital ENT Ophthalmology 

1 tl tl 

2 tl tl 

3 tl tl 

4 tl )t 

5 tl )t 

6 tl )t 

7 t tl 

8 t )t 

As well as being cared for by properly trained staff, children also need dedicated facilities. 

But many surgeons prefer to treat children in adult wards dedicated to their particular 

speciality, rather than in wards that are tailored towards children's social and developmental 
needs. 

In the small sample shown: 

ENT surgeons in two out of eight hospitals did not use available children's wards 

Ophthalmology surgeons in four out of eight hospitals did not use children's wards. 

In fact the local follow-up audits to this study found that: 

33% of hospitals place child ENT patients in mixed wards. 

Outcome 2 - Local Implementation 

The local audits which followed on from the study ensured that examples of best practice 

were propagated amongst clinicians and managers at a local level. 

Outcom 3 - Putting Children on the Agenda 

Overall, perhaps one of the biggest achievements of this study was the raising of awareness 

of the needs of sick children. The underlying principles of good child health care, for 
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example, were agreed by national bodies, but not widely implemented locally. The Audit 

Commission's high profile national report gave them greater weight, and helped them gain 

local prominence. And it raised the prominence of children on the agenda of chief executives 

and medical directors nationwide. 

Seen But Not Heard 

A similar study completed a year later than Children First looked at the care provided for 

children in the community by Community Child Health Services and Social Services. 

This further illustrates the contribution made by the Commission's reports. 

One of its prime findings was that there is insufficient co-ordination between different 

agencies and different disciplines. As a result parents of disabled children can be faced with 

a dauntingly complex pattern of service arrangements. I shall not go into this in any detail, 

but it is dear that parents and children suffering from the shock of recent disablement can do 

without the added trauma of having to find their way unaided around a system such as this. 

Those parents of disabled children who were most satisfied with the integration of service 

delivery had been allocated key workers who acted as the main contact for parents and 
facilitated the integration of services. 

The Commission's unique overview of both health and local government services put it in a 

position to expose issues such as this which might otherwise not get an airing. 

But as well as finding ways in which services can be improved or better co-ordinated the AC 

finds ways in which services can be delivered with greater efficiency and the resources saved 
put to better use elsewhere. 

One example of this is the child health surveillance system: 

In recent years districts have adopted policies on child health checks in line with national 

guidelines. But some health visitors offered additional routine checks to all children. 

Many of these additional routine checks were unnecessary, and where they were 

targetted at those at greatest risk health visitors had more time for other, higher priority 
work. 

These two studies are examples of our work and illustrate some of the ways in which we can 
help. 

Recap 

But allow me to recap what I have said: 
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We are a totally independent organisation, therefore people listen to what we say and respect 

our products. 

Our work divides into two broad categories 

regularity and probity work 

value for money work. 

Both are of equal importance, but we have focussed today on the latter, because it facilitates 

local implementation of national standards and can raise awareness of issues such as the care 

of children in hospital. 

I hope this has been of interest and would welcome questions. 
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Quality Documents for the 
Care of Children in Hospital 

Ms Jill Siddle 
Quality Facilitator at Alder Hay Children's Hospital, Liverpool and 

a member of Action for Sick Children 

A 
quality fadlitator can mean many things to different people. I'd like to say that my 

job is to talk to parents and to patients to find out what they need and to do 

everything in my power, which isn't very great, to satisfy those needs. Many of our 

hospitals in England have what's called a directorate system with all the medical people 

working together or all the surgical people. They have very parallel paths and not many of 

us within the hospital actually have an overall responsibility. I work in many ways to find 

out what the parents need. 

I think there are advantages in being the very last speaker in a tv,·c-day congress because you 

can comment on previous speakers. This morning Doctor D€vlin talked about focusing on 

the needs of the public and mentioned three issues: measuring patient satisfaction levels; 

developing a complaints procedure and informing patients about their treatment. I was 

delighted because in fact those three things are part of my role as a quality facilitator. So now 

that's a little bit clearer to you. 

But I also come here today as a representative of 'Action for Sick Children' and I bring 

warmest birthday greetings. If I can just share with you what happened on our 25th 

anniversary, which was in 1986, and link in with the first speaker of yesterday morning, who 

mentioned the Platt Report. I would like to say that the Platt Report is actually the very first 

quality document concerned with the care of children in hospital and was produced in 1959. 

When we had our silver jubilee we were discussing how we could celebrate and someone 

said, "I wonder if Harry Platt is still alive". To our surprise we found that his 100th birthday 

came in the same year as our 25th birthday and we found he was living alone, very 

independently, in Manchester. It was my role to organise a video with Mr. Harry Platt. I was 

the interviewer and we had a wonderful day with a wonderful man, the only slight problem 

was he was rather deaf, so we had a few minor hitches in making the video - a link really 
with the past. 

1 am here to talk about the present and the future. I think it is incredibly important that 
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everyone in this hall thinks about what they themselves can do about improving the care for 

sick children where they work. I took a little time to look at the delegate list and although we 

do have many nurses here I was very pleased to find we also have nursery nurses, 

physiotherapists and social workers. I would like to take us through the theme of quality 

documents for the care of children in hospital. 

But before I come to that, just a little word about why we became 'Action for Sick Children'. 

In England, we are very lucky as an organisation and association because the Department of 

Health has given us a very generous grant for the last 30 years. Because of that we do have a 

core of paid staff in our London office. I was one of those members of staff for 10 years, 

between 1980 and 1990 when many of the quality documents were written. When we had our 

30th birthday there was a lot of discussion about whether we should finish. There was an 

idea of a grand celebration party of the many things we had achieved but a lot of the stories 

that were coming back to us were not so much about children in hospital but about the many 

problems that children and families face when they have a sick child in the community. The 

link and the boundary between hospital care and community care causes many problems and 

that is why the decision was taken to keep on with our work; not forgetting children in 

hospital but enlarging our work and so we became 'Action for Sick Children'. 

I spoke ~bout the link with the Platt Report, which came out in 1959. As I've said they were 

really five main aims of the Platt Report which I think are very interesting today. 

• That children should be cared for in children's units. 

• That all the staff caring for children need special training, even porters need to have some 

induction so that they don't think that teasing children is an appropriate way to deal with 
a stressed child. 

• That parents should have 24-hour visiting. 

• That facilities should be available for those parents. 

• There should be facilities for play and recreation. 

Th were in 1959 and it was because no one took any notice that NAWCH started in 1961. 
1 reminded of a parent at one of our NAWCH conferences about 15 years ago, who stood 

up nd tackled the then Minister of Health asking "when can we have legislation, because 

with ut it we will never get high, consistent standards." 

d ' vered by the Audit Commission were well known to us then and they are still 

n · W till d not h ve the paediatric nurses. Reports are written and they sit on the 
t 1 think is methi th · be ' ng at you need to take on board here, if you are gomg to 

writin d 
tan rds - they are of no value unless they have teeth. 

If I can just tu m now to th t · f . 
e 0 P1c 0 quabty documents for the care of sick children: why are 
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they written? The reason that Harry Platt wrote his Platt Report was that James Robertson, 

who was mentioned yesterday, made a series of films in the early 1950s: A Two-Year-Old Goes 
· · 1 · · d used so much dic:t1uiet among the 

To Hospital. They were shown on BntiSh Te eviSton an ea ...., 
public and the professionals that the Department of Health set up the Platt Committee. The 

reason that we wrote our first NAWCH charter in 1985 was that we did a national survey of 

children in hospital. In my area in Merseyside only 50% of wards had true open visiting, and 

that was in 1985. There was great inconsistency throughout the country. 

Now I would like to say that every single person in this room can have an influence by using 

quality documents. I would encourage you and challenge you to think about writing 

something for the families in your care. If you can't do that, you can influence people by 

getting hold of documents and passing them on to those people who may have some 

influence. 

What do we mean by quality documents? And what do we mean by quality? That's a huge 

question. Isn't it interesting how the word high quality has disappeared, nobody talks about 

poor quality, so let's just assume that we do have the word in there, high quality. Setting 

Standards for Children in Health Care (NAWCH) is the first of a series that NAWCH produced 

and this is actually being rewritten this year. That is a quality document- it has lots of check 

lists in it, it is 80 pages long. Welfare of Children and Young People iu Hospital (HMSO) is the 

government's standard. I would very much say to you, they are both completely toothless

they are guidelines. On the other hand, for NAWCH and AWCH branches in England, 

Ireland and the rest of Europe, they can empower you to go somewhere and say, "these are 

the recommendations, please can we discuss why you are not carrying them out". But I 

would also like to say that a simple leaflet, produced by a Ward Sister in my hospital, for the 

parents coming to her ward, simply typed and photocopied, is a quality document that I 

think everyone in this hall is capable of writing. How about thinking of doing some simple 

discharge advice sheets for parents? This is one, advice on the care of a child following 

treatment for a burn or a scald in our A & E department. 

So lets look then at the kind of documents produced. Action for Sick Children came into 

being in 1991 and we wrote the Ten Targets for the Nineties, which simply took the charter that 

w~ all use and made it much more general, so that it fitted in with community care. All 

children shall have equal access to the best clinical care, parents shall receive positive and 

appropriate support to care for their sick child both at home and in hospital and all the other 

points are exactly the same as your own charter. 

The Quality Review Series has got five documents in it covering standards for adolescents 

for surgery, for mental health and for the health of ethnic minority families and there · ' 
assoc· t d , 1s an 

la e ocument to do with play. These are some of the family information documents 
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produced by NAWCH, a comic for children, leaflets for teenagers, children in pain and to 

help children and families cope with the dreaded needles. 

Caring for Children in the Health Services was set up as a multi-disciplinary committee and 

we have heard a lot in the last few days of the wish for professionals to work together. I know 

that it isn't easy, but if you sit down to write a document together - nurses, consumers, 

managers and the doctors - you find that everyone brings their own expertise and you do 

not get this hierarchy and element of competition. CCHS has written five reports, including 

one on parent accommodation and ward attenders. Two I would like to bring to your 

attention are Just For The Day, which has some very interesting standards and principles for 

day-care, and Bridging The Gaps, which considers the different issues around the gap between 

community and hospital. 

We have written some documents in Alder Hay that I have been involved with, and we have 

a lot of documents for children. We have Mr Mould telling children about coming to the MRI 

scanner, Sammy Snail guiding them to the gamma camera and the others are x-rays. We have 

produced in the last two years 35 leaflets and documents and about 20 advice cards. These 

are written by people that I think previously had never considered that they themselves 

would ever write a quality document. 

Why are they important? It really is essential to involve the consumer. You may have heard 

about the English Patients Charter and I hear that you have one here. That Patients Charter 

had a lot of criticism because it did not involve the consumer. Many of the targets in there are 

of no great interest to the consumer. The charter unit are considering and planning to write a 

charter for children's services and Action for Sick Children have been very honoured in that 

we have been invited to a meeting to discuss this. I was the speaker at that. Having seen the 

draft I am very disappointed but, I have to say, not very surprised because I am afraid yet 

again it will be another document without teeth. But if you are working together in your own 

place of work then you can have teeth, you can have influence and we are educating all. 

Managers, trust boards cannot be expected to know about the standards of everyday health 

care - neither can parents. Parents will often choose to go to what we would regard as an 

inappropriate setting to get their children dealt with quickly because they don't understand 
the value of special training. 

The language used is so important, compare, "Parents are allowed to visit at all times", how 

much nicer to say "We welcome and encourage parents to be part of the team caring for their 

child". Language is very influential and again, if we are going to be involved in monitoring, 
we must have different standards. 

So I would like to finish by really giving a challenge to everyone here. If you are thinking of 
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the future please value yourself. Every health professional has an enormous influence on the 

patients they see and care for. The one thing that families really appreciate is communication 

and how much better if that communication is aided by written information. So do go away 

and think about that, and think about how each one of you can influence by the use of quality 

documents, the health care of all our sick children. 

(Transcript) 
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Open Forum 6 
• The general practice of the Audit Commission is to celebrate good practice with named 

examples of places of excellence. Bad practice is described but not named but clinicians 

and management in the places under-performing are told. 

• For a substantial number of sick children, the Audit Commision studies found the quality 

care being offered in tertiary facilities demonstrated both cost and quality outcomes that 

surpassed what was available locally. 

• The UK Department of Health has definite written standards for hospital facilities. The 

only standards we have in Ireland are those promulgated by AWCH or by the Faculty of 

Paediatrics. We need standards. 

• A statutory agency having a duty to inspect facilities will eventually be needed in Ireland. 

• Pilot studies for the Audit Commission report are done at 15 to 20 sites in a variety of 

locations by agreement. The commission has the power to audit all NHS hospitals and 
follow up areas of concern. 

• It was suggested doctors, nurses, social workers and other professional practitioners 

should set their own standards before standards that may not be to their liking are 
imposed on them. 

• As well as DHSS standards the Audit Commission also uses standards from the Royal 

Colleges and some standards resulting from the Commission's own work. 

• Americans have developed protocols for certain conditions, treatments and for certain 

ways of doing things. They produce documentation on how to deal with certain 

difficulties which can result in financial savings to hospitals. 

• The structure of the Audit Commission is a more interesting and developed system than 
in many countries, but it has its weaknesses. 

• All wh work in children's hospitals want to provide a quality service and none would 

like to be a iated with a service that was not up to scratch. All can make small little 
changes in day to day things that can make ·t· · · "ded a pos1 1ve 1mpact on the services prov1 · 
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• Social work role in the children's hospitals. 

There is an increasing perception or feeling in the community that social workers are 

involved only in child protection, non-accidental injury or child sexual abuse cases. This 

tends to obscure other important parts of the work social workers fulfill in hospitals. 

Social workers play a very full part in the development and implementation of 

therapeutic services along with our colleagues in psychology, psychiatry and the other 

disciplines. But also it is important to recognise that the social worker operates very much 

at the interface between the hospital and community. The social worker has an extremely 

valuable role in listening to and understanding where the child and family are at that 

point in their lives. The social worker then represents their needs back to the hospital and 

accesses the most suitable services for this child and this family in the community. It is 

very important that we take account of the parents' and child's particular needs at that 

point if the service that is going to be offered by the hospital and the community is to be 

successfully implemented. 
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Association for the Welfare of Children in Hospital (Ireland) 

AWCH(I) is a voluntary organisation formed in 1970 to promote the welfare of children in 
hospital. 

It seeks to increase the awareness of the public, medical personnel, hospital management 
committees, health boards and relevant government departments, to the special need of child 
and adolescent patients. 

AWCH(l) provides infonnation, support and practical help for both parents and hospitals. 

Its aims are set out in the AWCH(D publications Charter for Children i11 Hospital, Guidelirres for 
Children iu Hospital and Guidelines for Adolescents in Hospital. 

or help and further information: 

Writ : Sh lagh u y, Secretary, Brookwood, Tubber, Lucan, Co. Dublin. 

Phon: Dublin 
(01) 269710 

Cork 
(021) 353345 

Galway 
(091) 23351 

Limerick 
(061) 454116 


