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Chairman, distinguished guests, ladies and gentlemen 

It is a real honour and genuine delight to be invited to join you this evening to 

give this prestigious Jubilee Lecture as part of your celebration of 50 years of 

exemplary service to support the needs of sick children and their families. Very 

well done for everything that you stand for and have achieved! Your 

organisation is a beacon for relentless compassion and commitment, and its 

philosophies and energies are now even more important than ever as we find 

ourselves in unprecedented political and financial turmoil that are having 

devastating impact on the lives and health of children and young people. 

Your 50 years of existence is more than my own more humble 37 years of 

working with and for sick children, but this lecture provides a platform for me 

to share with you some of the highlights of achievements in the last 50 years 

together with experiences and insights I have been privileged to gain during 

my professional life as a children’s physician. I use this phrase to describe my 

profession and not that of a paediatrician. One the first hard lessons I learned 

on being appointed Children’s Commissioner for England was never to tell 

children who had had no contact with the health service that I was a 

paediatrician – I saw immediately that children and young people became very 

wary of me when I first told them of my background, because they thought 

that that the ‘p’ word meant that I was a paedophile. ‘Please don’t use the ‘p’ 

word, Al’, I was told by adults in the children’s sector, you will alarm 

youngsters.  A very sad reflection of the world that we live in today! 

I want to explore that world of children and childhood today, by sharing with 

you some thoughts on why speaking out for children and young people is so 

vitally important, especially now. I’m going to look at where we have come 

from, explore the real successes in their health care over the 50 years of the 

life of Action for Sick Children, but most importantly, I want to provoke serious 

discussion on the repeated betrayal of their best interests by successive 

governments, politicians and our professions. I argue that we adults must be 
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prepared to speak out for them now, and become better and more effective in 

having political impact in promoting their best interests. 

I promise to be seriously provocative, so please fasten your safety belts now! 

Some of you may be uncomfortable in what I will tell you, but I want to end on 

a positive note in asking you to think of actions that each and every one of us 

can take to make sure that every sick child today gets the very best of health 

care.    

Who are we talking about? I should have loved to bring a real live child here to 

remind you, but the next best is a photograph of the species: 

  

 

Figure 1. A human newly born citizen 

Here is an exquisite newly born infant girl, showing her hard-wired ability to 

manipulate her caring adults by this rapturous gaze at the features of the adult 

face. This eye-to-eye contact is now known to be a fundamental trigger in 

attachment – the process whereby the brains of adults, especially mothers, 

experience a surge of the love hormones prolactin and oxytocin that trigger 

our nurturing instincts. This gaze also stimulates the infant’s own brain in 

beginning its journey of emotional competence.  Our love for our babies and 

children triggered by these precious first moments has ensured the survival of 

the human species. 
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This infant is the most beautiful baby in the world! I can say that because she is 

my own grand-daughter!  

We love our children in our families - but do we as a nation care enough about 

the children of others, especially those who are troubled or troublesome, and 

do we do enough for those who are disabled or sick? This is the theme for my 

lecture tonight 

Who can deny the fear, the anguish, and despair, in seeing a much loved child 

who becomes sick? 

 

 

Figure 2.  Adult compassion for the sick child. Sir Luke Fildes: The Doctor 1891; 

The Tate Gallery, London 

This famous painting is one that I have treasured for many years, because it 

encapsulates the emotions and reality of sickness in childhood. A beautiful, 

helpless child on a makeshift bed in a humble cottage; the wise doctor waiting 

for the crisis that will determine whether the child lives or dies; the creeping 

dawn through the window tells us the vigil has gone on all night; the distraught 
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mother collapsed over the table, and the father, fearful, trying to support his 

wife with his hand on her shoulder. 

Although this was painted over 120 years ago, this tableau and its emotions 

will still be seen today in any children’s hospital ward. Facing the serious life 

threatening illness of your child really is one of the most challenging 

experiences any parent can face.  But Fildes also portrays the compassion and 

concern of the attending doctor, attributes that can be so easily forgotten in 

the turmoil of a busy ward. 

  

  

Figure 3 Elisha Raising the Son of the Shunamite: Frederic, Lord Leighton; 1881  

 Royal Borough of Kensington and Chelsea 

A second thought provoking painting from the Victorian era is the portrayal of 

bringing back to life a dead child, perhaps the first account of mouth-to-mouth 

resuscitation. Elisha, called to the child’s bedside by its distraught mother, is 

described in II Kings 4:34-35: 

"and he went up and lay on the child, and put his mouth on his mouth, his eyes 
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on his eyes, and his hands on his hands; and he stretched himself out on the 

child; and the flesh of the child became warm. He returned and walked back 

and forth in the house, and again went up and stretched himself out on him; 

then the child sneezed seven times, and the child opened his eyes." 

Sickness and the death of a child were everyday pre-occupations for our 

Victorian ancestors and their portrayal in art proved immensely popular. 

Charles Dickens described the sudden death of his beloved daughter Dora 

thus: 

‘Our poor little Dora – I had just been playing with her, and went to preside at a 

public dinner to which I was pledged. Before it was over – she was dead. I had 

left her gay and well….We laid her in her grave today. And it is Part of the 

goodness and mercy of God that if we could call her back to life, now with a 

wish, we would not do it’ 

The world for the majority of Victorian children was one of poverty, 

destitution, exploitation and death, as the following figures show: 
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Figures 4-7 are illustrations I have been given over many years; sadly I have not been able to find 

their provenance. They show urban poverty – yet children everywhere; a destitute child scavenging; 

two children, possibly a brother and sister, sleeping in the gutter with the dogs; and a scene in a coal 

mine with a very young child working as a ‘trapper’ opening and closing the trap door to maintain air 

flow in the mine 

In the midst of so much devastating impact on children, a social conscience 

began to stir. Here is Elizabeth Barrett Browning in her poem- The Cry of the 

Children published in 1843: 

Now tell the poor young children, O my Brothers 

 Look up to Him and pray; 

So the blessed One who blesseth all the others, 

 Will bless them another day. 

They answer, ‘Who is God that He should hear us 

 While the rushing of iron wheels is stirred? 

When we sob aloud, the human creatures near us 

 Pass by, hearing not, or answer not a word. 

And we hear not (for the wheels in their sounding) 

 Strangers speaking at the door;  

Is it likely God, with angels singing round Him, 

Hears our weeping any more? 

Others did listen, and did something about it. The social reformers  -Bramwell 

Booth; Joseph Rowntree; Josephine Butler; W.T. Stead; Rev Waugh; Dr 

Barnardo ; Henry Mayhew; Mary Carpenter and Charles Dickens, the most  

relentless advocate for sick children. These were leading public figures driven 
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by outrage over how they saw society affecting children. They founded famous 

organisations, many of which are still with us today.  

With reference to the care of sick children,  hospitals for children had been 

established over most of Europe by 1847- Vienna in 1787, then Paris, 

Hamburg, Frankfurt, Prague, Stuttgart,  Berlin, Graz, Pest, Lemberg, 

Copenhagen, Turin, Munich and Constantinople. 

 ‘Only in England, the richest and most powerful country in Europe, did 

both government and private charity ignore the sick children of the poor’  

Thus says Jules Kosky. It took the energies of Charles Dickens and Charles West 

to found the first children’s hospital in England, Great Ormond Street Hospital 

for Children in 1852. 

 

 Figure 8. Great Ormond Street Hospital in 1852 

 Our national denial of the needs of the most vulnerable children goes even 

further back before the 19th century. Hospitals for abandoned infants were 

founded in Venice in the 13th century, and then in Paris, Florence, Amsterdam 

and Rome. 

In England, the view was very different where foundlings were abandoned: 
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  ‘ …the fear of encouraging promiscuous sex amongst the lower classes was a 

prejudice deeply embedded in the upper and middle class male psyche’ 

Gillian Wagner 

‘…it is better for such creatures to die in a state of innocence, than to grow up 

and imitate their mothers; for nothing better can be expected of them’ 

Fielding, History of Tom Jones 

On to this stage strode the immense figure of Thomas Coram. 

 

Figure 9. Thomas  Coram. Portrait by William Hogarth 1740; Coram Family 
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…what he saw appalled him. Among all the filth and rubbish that cluttered the 

streets, among the dead cats and dogs he began to notice there were babies, 

dead or dying on the dung heaps. 

Gillian Wagner 2004  

Thomas Coram, Gent. 

‘After seventeen years and a half’s contrivance, labour and fatigue I have 

obtained a charter for establishing a hospital for the reception, proper 

maintenance and employment of exposed and deserted young children’  17th 

October 1739 

Coram had made his fortune trading with the new world where he saw how 

precious every baby and child was in the hostile environment of the new 

colonies. He was outraged by the discarding of so many unwanted babies in 

London, and resolved to found an institution for their care. Working with the 

artists of the day, such as Handel and Hogarth, and with Royal patronage he 

eventually, after 17 years of dogged determination, opened the Foundling 

Hospital in what is now known as Coram’s Field in London. 

 

Figure 10 Hogarth’s allegory in the subscription roll for the new hospital. Coram Family 
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Coram was a giant of a man – the first social entrepreneur, harnessing the 

interests of the great and the good, of musicians and artists to raise charitable 

money for the first time ever for the benefit of abandoned infants.  

Hogarth’s allegory shows the sailing ships that reflect the source of Coram’s 

wealth; babies being abandoned in the hedgerows; the scales of justice in 

weighing up which infants should be allowed to enter since not all could; the 

anguish of mothers leaving their infants in the forlorn hope of being able to 

retrieve them later. Hogarth also shows a crucifix in the window of the 

institution, but the church is in the far distance – a savage commentary of the 

failure of the church to take pity on the infants being abandoned.  

It is one of my ambitions to find a modern day artist to produce an allegory of 

childhood today – what would it contain, and how would it be portrayed? 

So what have we learned about English society’s views of children over the last 

two hundred years? 

I offer you:  
A deeply embedded, atavistic and callous disregard for the needs of children 

especially the poor and sick; the outrage of leading intellectuals - the social 

reformers & the organisations they founded; their relentless leadership in 

demanding action; informing the public of the devastating effects of poverty 

on children (especially the impact of the Hesketh mine disaster in 1838 in 

which children were drowned in a flash flood whilst working underground); 

Political pressure & courageous politicians seizing the baton leading to 

legislation & policy, especially for education, that lifted children out of the 

quagmires of disadvantage. 

Are these attitudes and behaviours relevant to us today?  

So, let us scroll forward fast to the last 50 years. 
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Children’s health – the last 50 years
A time for celebrating achievements

 

 

Figures 11 & 12. Publications from Action for Sick Children. 

Here are two publications, the first being the folder describing the highlights of 

the work of Action for Sick Children, the second a leaflet I was given just last 

week in Edinburgh to remind us that the ASC is a UK-wide organisation. 

Let me pause to celebrate some of the many achievements that have taken 

place to improve sick children’s lives, many of which I have seen for myself in 

my nearly 40 years of clinical practice. 

There is a very great deal to celebrate: 

Thus, children, generally, are healthy and few die – an achievement 

undreamed of by our grandparents. 

The culture of our services has been transformed. I began my paediatric 

training just as it was being accepted that parents should have unlimited 

access to their sick children in hospital, and be very much involved in making 

decisions in the care of their children. How can new recruits to our professions 

today understand how caring doctors and nurses could have believed that 

parents should be excluded from the wards? 
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Pain management of babies has been revolutionised, one of my own 

contributions I am most proud of is the work that Sunni Anand and I did in the 

1970s and 80s showing that the conventional minimal anaesthesia of the day 

for surgery for babies led to massive stress hormone release that could be 

reduced with benefit by the powerful anaesthetics that adults would demand.  

Again, how can we believe now the teaching at that time that it was much too 

dangerous to give tiny infants powerful analgesia and anaesthesia, they didn’t 

feel pain as did adults, and they had no memory of pain. The consequence was 

that infants had only, at best, nitrous oxide for pain relief, in some parts of the 

world babies were being operated on with only muscle paralysing drugs such 

as curare. How could we possibly have been led to believe that this was 

sensible let alone humane? 

There have been huge scientific advances. Molecular medicine and human 

genetics have transformed our understanding of the pathogenesis of diseases, 

their diagnosis and treatment, and immunisation has prevented so much ill 

health, especially the toll of polio, pertussis, rubella and meningococcal 

meningitis. 

Resources and facilities have improved out of all recognition. I have seen 

magnificent new children’s hospitals and wards, including facilities for 

adolescents, and our staff, our most precious resource, in their training and 

skills show outstanding care and commitment. They are a resource that we 

ignore at our peril. 

Finally, and perhaps most astonishingly of all in many ways, is the increasing 

importance of the voice of children and young people in making decision that 

affect them.  

I started my lecture with a photograph of a full term newly born citizen. Here is 

a prematurely born citizen, and it is in their care that so many spectacular 

advances have occurrred. 
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Figure 13.  A prematurely born human citizen 

I remember in my first days as a neonatal house officer in Oxford in 1973 the 

excitement and challenges of the intensive care of sick pre-term infants. 

Pioneers such as Sir Peter Tizard led the cutting edge of neonatal physiology, 

the esprit de corps in his nursery reflecting the responsibilities as well as the 

excitement of new research that was transforming management. 

There is, sadly a serious price to pay for many of these advances that have led 

to ever more prematurely born babies surviving. An article in the Times 

newspaper only last week reported the ‘avalanche’ of children with ADHD, 

behaviour and learning difficulties that were overloading primary school 

education.  It was claimed that 2 children in every class now were survivors of 

preterm birth, this demanding a whole new way of educating them in our 

schools. The controversy over the resuscitation of very pre-term infants is a 

hugely contentious topic as is seen only this week in an article in the BMJ. 

I remember Peter Tizard teaching us about the ‘ECG’ pattern of paediatric 

advances. He said the PQRST trace was a metaphor for innovation, the huge 
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upswing of enthusiasm for embracing new advances, this being followed by 

the realisation that there were side effects that tempered this enthusiasm, 

before leading to equipoise. Of special significance is our now well understood 

evidence that babies really are not small adults - their physiology and body 

processes are very different to those of adults, one of the ongoing scandals 

being how few of our medicines are properly evaluated for the immature 

infant.  

We must have a culture for vigilance, long term follow up and open minds to 

use scientific evidence to temper enthusiasts and enthusiasm, this need being 

most vividly shown in the recent debacle over MMR immunisation. 

Article 12 of the UN Convention on the Rights of the Child states: 

Children have the right to say what they think should happen when adults are 

making decisions that affect them, and to have their opinions taken into 

account. 

Who, 50 years ago could have foreseen this being taken very seriously indeed 

today. The children’s health sector has led the field in realising this right. No-

one today would think of inflicting a procedure or a treatment without fully 

involving the child, depending of course on its level of understanding. But even 

young children are being given patient-controlled analgesia after surgery, in 

which within very tight limits, they can adjust the rate of morphine infusion to 

meet their needs for pain relief. 

I have seen with great approval, the training programme initiated by the 

RCPCH and others to promote the participation of children and young people, 

being most symbolically shown by their involvement in the appointment of 

senior officers of the College. It is vital to emphasise the difference between 

consultation and participation.  
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Figure 14. Guide to Participation from the RCPCH and YPHSIG 

Thus, Consultation implies that adults ask questions and adults decide, 

whereas Participation means that children and young people are seriously 

engaged in making decisions that affect their lives. Article 12 of the UNCRC was 

a key foundation stone in setting up my Office of the Children’s Commissioner, 

but I have long argued in Council of the RCPCH that I shall not be satisfied until 

children and young people are routinely involved in the appointments of senior 

doctors and nurses as we pioneered in appointing our own staff in the 

Children’s Commission. Surely if there are two candidates, each fully 

competent technically, then the views of the children and young people on 

which candidate to select should have relevance and importance? 

As for all new advances, challenges follow. Thus, the participation of children 

and young people in decisions that affect them has created new ethical 

difficulties in where, when and how their views may be in conflict with those of 

parents or staff in accepting or rejecting treatments. These have led to the 

creation of clinical ethical committees to give advice and guidance on these 
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human, moral and philosophical challenges, a need undreamed of 50 years 

ago.  

In the last part of my lecture I wish to confront head on the challenges of 

getting governments to give children’s health the priority that I and I am sure 

all of you in this audience tonight argue it deserves. 

My involvement with government in its policy for children’s health reflects my 

own odyssey over the last 11 years. In 2000, the then Secretary of State for 

Health, Alan Milburn announced that he was going to produce a ‘New NHS 

Plan’ , and to assist him he created eight task forces, each responsible for 

defining a specific aspect of health policy. Several of us were enraged to see 

that not one paediatrician or expert in children’s health had been so 

appointed, this being symbolic in our view of the invisibility of children in the 

Department of Health. So, the 11 of us published a savage attack on 

government in the British Medical Journal (Aynsley-Green et al, Brit Med J 

2000; 321: 229-232 ) the authors reflecting paediatrics, community child 

health, public health and children’s nursing. The paper was entitled: Who is 

speaking for children and adolescents and for their health at the policy level? 

Amongst other aspects, we demanded a Government policy focus on children’s 

health, a Cabinet level Minister for Children and a Commissioner for Children. 

 A few days later I received a telephone call from Whitehall inviting me to chair 

a new Children’s Taskforce! Other colleagues and I had given evidence to Sir 

Ian Kennedy’s Inquiry into the scandal of children’s heart surgery in Bristol, his 

report being published a few weeks later. 

I am disconcerted to find now how few younger paediatricians and children’s 

nurses know anything about the Bristol story, and I urge that it is not 

forgotten.  
It is a complex and sorry tale involving open heart surgery in children under 1 

year of age whose mortality rate was twice that elsewhere. Internal concerns 

were raised but ignored; external concerns were expressed but no action was 

taken until public discussion was triggered by an article published in Private 

Eye. Parental fury then led to lobbying of the Secretary of State, Frank Dobson, 
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who triggered a Public Inquiry led by Sir Ian Kennedy. His report was published 

in 2001. 

He commented in an article in the BMJ (Ian Kennedy on the Bristol Inquiry. 

BMJ 2001;323:183)  thus:  ‘In the NHS Children’s services were described in 

the 1970s as a Cinderella service. Cinderella has never been to the ball. It’s still 

a Cinderella service after 25 years. This can’t be right.’ 

An Editorial on the Bristol Inquiry in the same journal (Brit Med J 323:180, 

2001) commented ‘Healthcare services for children are still, generally, 

fragmented and uncoordinated. Children have been treated as ‘small adults 

who simply need smaller beds and smaller portions of food’ 

Why had this happened? I propose it was because of a catalogue of issues: 

• Lack of understanding of children’s services in people who matter 

• View that children are healthy and their services were not causing 

difficulties  

• Ability to admit a sick child is a major success 

• Not mainstreamed in policy forums – they’re an ‘add-on’ 

• Key targets in the NHS not relevant to children 

• Dominance of acute hospital services 

• Children and young people cannot vote 

Is this still relevant today? I argue it is. 

A second national scandal in children’s services swiftly followed, namely the 

horrific murder of a black immigrant child, Victoria Climbié, by her great-aunt 

and her partner. This happened despite extensive exposure to health and 

social services, and represented a cataclysmic failure to protect the child. Of 

course, sadly, we continue to have many more examples of recurrent failures 

of child protection, including the infamous ‘Baby Peter’ scandal, despite the 

extensive Inquiry chaired by Lord Laming and its recommendations whiuch 

were then translated into government policy. 
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My analysis of the key challenges common to both of these public inquiries is 

that 

• care was subordinated to the demands of adult services  

• lack of concern for vulnerable individuals 

• ignoring rights which demand protection 

• quality of care less than it should be 

• fragmentation and lack of responsibility 

• failure of communication 

• lack of effective planning 

• failure of partnership with patients and carers 

• poor leadership  & effective advocacy 

All in all these are a devastating indictment of the priority given to policies and 

effective practices for children’s health and social care services, and to our 

professional failure to speak for children’s best interests. 

Are these challenges still relevant today?  

Sadly, the answer has to be yes! As evidenced from the publication in 

November 2010 of a follow up study by Sir Ian Kennedy that was 

commissioned by the Department of Health in the dying days of the New 

Labour government.  

There is a feeling of intense déjà vu on reading his report. 

As can be seen below, he comments on the fact that there is undoubted 

excellence in many aspects of health services for children, but this is patchy 

and too many areas are far from satisfactory. He highlights the cultural barriers 

between professions that hinder effective delivery, the isolation of children’s 

health policy and lack of responsibility for it. There is no identified funding 

stream for children’s health, poor use of data, and failure of NHS professionals 
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to work with others. Finally, he comments on the urgency of investing in 

children’s health services. 

Kennedy 2010:

•Patches of excellence

•Cultural barriers

•Isolation of policy

•Lack of responsibility for 

policy

•No identified funding for 

children

•Poor use of data

•NHS working with others

•Professionals working 

together

•Need to Invest

What has changed in 10 years? Intense Déjà vu! 

 

Figure 15.  Kennedy’s second report, 2010 

These are searing criticisms of our collective failure as a society to give 

children’s health real priority and government focus in policy.  

Why are his criticisms so important? They are important because of the 

context of the disastrous outcomes for children in the international league 

tables of performance in the world’s richest countries, the legacy of repeated 

betrayal of children by government and politicians, and in the effects of the 

current political and financial turbulence. I argue that never has the need been 

greater than now for effective political advocacy for children. 

Have we been failing too many of our children? The answer is yes, yes and yes! 

What’s the evidence? 

International benchmarks of the UNICEF Innocenti Report Card 7, 2007, the 

Concluding Comments of the UN Committee on the Rights of the Child, 2000, 

the OECD Report, 2009and the UNICEF Innocenti Report Card 9, 2010; 
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National data from the Good Childhood Inquiry 2008, Sir Michael Marmot’s  

Fair Society, Healthy Lives (his strategic review of health inequalities post-

2010), and the Audit Commission’s recent report on the health of the under 

fives last year all paint a truly dismal picture. 

The overall headline is that the UK is bottom of the league table overall for five 

of the six groups of key indicators including 

• High poverty & increasing inequality 

• Poor health - high infant mortality & low birth weight 

• Poor family and peer relationships 

• Risky behaviour – alcohol, early sex & teen pregnancy 

• Low expectations and high NEETs (children post 16 who are not in 

employment, education, or training) 

• Low self-assessed well being 

How on earth do we do we raise public and political awareness of the enormity 

of the problem? And above all - What do we have to do to get action from 

Government? How many more reports have to be written, how many more 

scandals have to erupt and how many more children have to die or be 

damaged before we get them to have the priority they deserve? 

There are libraries of reports, many of them documented in the Action for Sick 

Children folder, that have highlighted the needs of children over the years. 

Despite these, there is overwhelming evidence for the breaking of promises 

and failure to implement policy by Government, coupled with political 

indifference to the needs of children by politicians of all parties. Even worse, 

there is recent evidence of the dismantling of progress by policy changes in 

Whitehall.  

The children’s sector should not be absolved of blame for our position 

because, as Kennedy has said, the existence of professional bunkers and the 

failure of effective political advocacy for children 
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To illustrate the enormity of the challenge I should like to rehearse briefly the 

betrayal of children through the failure to implement the National Service 

Framework for Children, Young People and Families that was published in 

2004. 

 

 

Figure 16.  Executive summary of the National Service Framework for Children, Young People and 

Maternity Services published in 2004 

The Children’s Taskforce and my chairmanship of it, including my promotion to 

be the first National Clinical Director for Children, arose directly out of the 

scandals exposed by the Kennedy and Laming Inquires. Alan Milburn in 

Parliament in 2001 stated that ‘the post-code lottery of children’s services 

must end’ and he appointed me to be responsible for producing the first ever 

standards for all aspects of health care for children, young people and families 

through a National Service Framework. 

NSFs were new instruments of health policy, in which defined standards of 

care were implemented with ring-fenced money and mandatory tight targets 
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for delivery. Their power had been shown through the publication and impact 

of NSFs for Cancer, Heart Disease and Older People. 

News that children were to be given a similar NSF was greeted by acclaim and 

excitement by the children’s health sector. At last, children would be given the 

policies they deserved! A massive expectation followed. 

Over the next four years, a team of talented officials managed by Clare Phillips, 

with over 300 colleagues in expert working groups across the country and at 

huge expense produced the drafts that I then had to get approved by 

ministers. I personally attended over 400 visits and events to see for myself the 

reality of children’s health services nationwide. 

Every aspect of the standards we generated was evidence-based, and this 

research was published. The views of parents and children and young people 

were incorporated. 

 

 

Figure 17.  The range of publications for the Children’s NSF 
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However, and devastatingly, before the work was completed, the rug was 

pulled from under our feet by the unexpected shift in DH policy through 

‘Shifting the balance of power ‘– a new policy in which central prescription of 

standards would no longer happen. So, the NFS was dramatically changed from 

the expectation of ring-fenced money for implementation coupled with hard 

targets for delivery to nothing more than an aspiration over ten years. 

I have to say that this change demolished at one stroke the best chance for 50 

years to give children’ services a real opportunity for serious development, and 

news of the change was greeted by uproar in the children’s health sector. 

Why did it happen? My analysis includes: 

• The ‘churn’ of ministerial appointments, each with short tenure 

• Failure to get focus from sequential Secretaries of State for Health that 

children mattered 

• Political indifference for children from senior officials 

• Fragility of the voice for children in the DH 

• Overtaken by political fashion 

• Failure of Parliament to hold DH to account for its changes and the 

impact on children 

• Lack of media pressure 

• Failure of the sector to have concerted advocacy 

There are hard lessons to be learned over the real difficulties in getting serious 

commitment for children in the Department of Health, and this is exposed in 

the latest policy proposals from the current coalition government entitled 

Achieving Equity and Excellence for Children.  

I do not have time to discuss the considerable implications of this paper in 

detail, and each of you will have your views over the enormity and speed of 
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change that is to happen as a result of the NHS reforms. However, it is difficult 

to be optimistic that children’s best interests will be protected through the 

changes in GP commissioning, the transfer of public health responsibilities to 

local authorities and the emergence of a competitive market for health care 

delivery. I am re-assured to know that the RCPCH has been very active in 

arguing that children’s services are different to adults and not suited to the 

same philosophies as adults services, but I know they are a lone voice. 

Can any of us be confident that the needs of disabled children, those with 

chronic and expensive long term care, children’s mental health, young 

offenders and asylum seekers will be thought of let alone protected in this new 

world? But who is speaking for them? 

What do we need from government, and how do we advocate effectively?  

I propose the following to demand from government: 

1. Political ideology that treats children as a vital priority and resource and 

as citizens in their own right 

2. Explicit commitment from the very top especially for the most 

vulnerable 

3. Intellectual framework for an overall policy & not just education 

4. Clear vision, objectives and desired outcomes  

5. Integrated responsibility for all aspects of policy affecting children across 

Government 

6. Resources 

7. Delivery framework 

What do we need from the sector to deliver effective advocacy? Let me give 

you a case history based on listening to the experiences of children. 
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The crucial importance of listening 

to children’s lived experiences

‘M’ aged 13
 

Figure 18. Child ‘M’ 

One November morning I arrived at the Office for the Children’s Commissioner 

to be told by my staff that they had heard about the plight of a young asylum 

seeker who had tried to kill herself. They suggested that I should go 

immediately to see her. 

Accordingly, using the power of entry given to me by Parliament, I went to the 

hospital into which she had been admitted.  On entering the open, general 

paediatric ward I saw her in a bed with her mother sitting alongside; across the 

bed space were four uniformed guards. I was appalled to see this in a place of 

healing, surrounded by many other sick children and their families. When I 

asked why they were there, I was told that the child and her mother were 

failed asylum seekers and the UKBA rules said that whenever such a person 

was out of a secure establishment, they must be in continuous visual contact 

with two officers. Since there were two individuals, simple mathematics meant 

that four officers had to be present.  

The nursing staff were outraged that this was happening, not only for the 

threatening atmosphere that was being sensed by other parents, but especially 

when they told me that the officers were accompanying the family to the 

bathroom. 
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Against resistance from the officers I insisted on interviewing the mother and 

child in private. They then told me a terrible story. 

In brief, they had escaped from Turkish Kurdistan some six years earlier, had 

entered the EU through Germany and had then migrated to the North of 

England where they had lived successfully since. The girl was clever and had 

assimilated well into her local school. Despite other relatives living legally in 

the UK, their application for asylum had been refused. Accordingly, they had 

been arrested in an early morning ‘raid’ some three months before I saw her, 

and transported to Yarl’s Wood Immigration Removal Centre in Bedfordshire. 

Two weeks before I saw her, the family told me they had been taken to 

Heathrow airport to be deported on a scheduled flight to Germany. This was 

consistent with the EU regulation in deporting such people back to the EU 

country of first entry, despite the fact they did not understand German, had no 

relatives or contacts there, and did not know what the next stage in their 

deportation would be let alone the final outcome. 

Not surprisingly, the mother became hysterical and the child deeply upset. 

Because of the commotion in the cabin of the aircraft, the pilot refused to take 

off; the family were taken away, and were returned to Yarl’s Wood IRC.  

The day before I saw her, they were told they would be taken back to 

Heathrow the next morning to be put on a chartered aircraft (away from the 

eyes of scheduled passengers) to be taken to Germany. That night the girl cut 

her wrists in an attempt to kill herself, and she was admitted to hospital. 

I telephoned the Minister for Immigration’s Office top tell him what I had 

observed, and to his credit he told me he was unaware of the practice of 

uniformed officers accompanying failed asylum seeking children to hospital.  

I then resolved to make sure that the public became aware of what was 

happening in Yarl’s Wood IRC, and my team and I visited several times to hear 

more of the lived experiences of children being detained and deported. We 

published reports on our observations with meticulous documentation of what 

children and families told us. We uncovered appalling stories of terrified 

children being awakened by uniformed men and women in the early hours – 

the ’dawn raid’ - often after breaking down the door; of families being given 10 
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minutes to collect their belongings without any knowledge of what would 

happen to them after being left behind; children worried about what would 

happen to their pets; being watched as they dressed; parents being 

handcuffed in front of their children; transported, as children told us, in ‘caged’ 

vans; inadequate support for breastfeeding mothers; children with long term 

health problems denied their out-patient appointments in hospital; failure to 

return children without adequate immunisation of malaria prophylaxis. The 

catalogue of distress, despair and lack of hope were heartrending to observe 

and to document. 

The reports we published triggered an extraordinary cascade of public action. 

The ‘Cascade’

•Children’s authors

write open letter to

Prime Minister

•Colin Firth

•RCPCH/RCPsych

/FPHM report

 

Figure 19. The cascade of public action triggered by our reports on Yarl’s Wood Immigration 

Removal Centre (Top left) 

 The New Statesman mounted a campaign which several thousand people 

signed to demand the cessation of detention for children; the quality of the 

work was recognised by Amnesty International for a major award for the 

reporting of a human rights issue. Actors and actresses led by Juliette 

Stevenson produced a play based on the experiences of ‘M’ that ran for two 

short seasons at the Young Vic theatre in London; all the children’s laureates 

and authors wrote an open letter to the Prime Minister; the Royal Colleges of 
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Paediatrics and Child Health and Psychiatry together with the Faculty of Public 

Health published a report on the harmful effects of detention on children’s 

health and Michael Morpurgo in his Dimbleby Lecture for 2011 alluded to the 

power of this revelation in his own thinking about childhood in England today.  

And of greatest importance, a small number of motivated investigative 

journalists and lawyers led by Clare Sambrook, mounted a ‘citizen’ campaign, 

End Child Detention Now, using new technology, including the Open 

Democracy website, in which they recorded with scrupulous care a dissection 

of ministerial statements, untruths and distortions in an ongoing campaign to 

stop detention.  

On December 16th 2010, the new coalition government announced ‘We will 

end the detention of children for immigration purposes’.  

A victory, you might say. Yes and no! Yes that Yarls’s Wood centre is being 

closed, but no, in that government is building a new ‘Family Friendly’ holding 

centre for short term accommodation of families before deportation. Is this 

detention but under a different name, as some commentators have said?  

Of particular concern is the decision taken by Barnardo’s, and welcomed by 

government as ‘third party endorsement’ of its policy, to work with 

government in providing access to services and support for these families and 

children during the time they are deprived of their liberty. What are your views 

on this troubling relationship between an organisation that was founded in 

intellectual outrage, being complicit with a highly contentious aspect of 

government policy? 

This leads me to suggest as a serious proposal, the urgent need for an 

independent commission to lead a philosophical and ethical debate on the 

proper relationships between Government, the ‘Big Society’, Professional 

organisations, NGOs and voluntary sector and Civil Society to define guidelines 

and code of practice and perform prospective evaluations. 

 This saga triggered by child ‘M’  illustrates the: 

• Crucially important Commissioner’s Power of Entry 
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• Power of Inquiry: meticulous research based on lived experiences with 

hard facts 

• Courage in exposing injustices and bad practice 

• Courage in confronting Government 

• Working with campaigners and media 

• Harnessing wide range of individuals ‘out of the box’ 

• The relentless ‘Citizen’ campaign using new media 

• Working with Government 

• Follow through 

I propose that this approach could be highly relevant to exposing and 

confronting other injustices and examples of poor practice in the children’s 

sector, including child health. 

However, all of this should generate debate on how to achieve political 

influence at a level where it matters in government, an aspect of work that 

much of the children’s sector is poorly prepared for.  

It is a seriously difficult ‘science’. It depends upon building relationships and 

trust with much quiet ‘behind the scenes’ engagement with ministers and, 

above all, with officials in their Departments of State. It is crucially important 

to offer constructive suggestions, particularly since politicians are, in general, 

seeking solutions to the problems they are dealing with in shaping policy. 

When to raise in public serious matters of concern? This is a key consideration, 

because by doing so the risk of being excluded from further dialogue is real. 

When and how should one draw the ’line in the sand’ between reticence and 

exposure? Does ‘the end always justify the means’? When and how should 

personal or organisational integrity and courage over-ride a counsel of 

caution? 
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In my view these are matters that are rarely discussed, yet should underpin the 

science of effective political advocacy. 

So, now moving towards the ’wrap-up’ for my lecture, what practical ‘pearls’ 

can I offer Action for Sick Children? 

It must seek to work with government, whilst overcome fear of upsetting 

government; it needs to understand the political mind set, especially how to 

get the attention of the Secretary of State. Understanding, as Jeremy Paxman 

says in his wonderful book ‘The Political Animal’ how politicians work and what 

drives them; and how officials work with the Bill process to produce through 

Parliament the various Acts of Parliament that deliver policy. 

As Rahm Emanuel, President Obama’s former chief of staff said ‘never let a 

good crisis go to waste!’ Remember the impact of the scandals surrounding 

children’s heart surgery in Bristol, and the death of Victoria Climbie, both of 

which led to major policy initiatives. 

We must raise public and political awareness of concerns and difficulties (as 

well as successes) by effective advocacy; we need to challenge professional 

cultures, bunkers and silos, get evidence and monitor impact. At a time of 

unprecedented financial and political turbulence, there is real urgency in 

bringing together academic and voluntary agencies and resources to monitor 

the impact of current turbulence on national and local outcome. Facts are the 

crucial resource for effective political and public advocacy for children and 

without them there is no prospect of gaining political influence. 

Let me illustrate these points with a final anecdote concerning the impact on 

services caused by draconian cuts by a local authority, Dorset County Council, 

to a successful and long running service, the ‘Waves’ project, for some of the 

most disadvantaged children and families in the Olympic town of Weymouth. 

This service has been running for over 16 years, loyally supported by local 

motivated and largely elderly fund-raisers from the Children’s Society and a 

grant of £20,000 per year from the DCC. It has provided a drop in centre for 

run-away children; a place of refuge for those considering suicide; counselling 

for abusive relationships, outreach to families falling apart and preventing 
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through timely intervention, long term sequelae. Because of the financial cuts 

driven by central government, the DCC announced that the contract for their 

support would be withdrawn immediately. In my role as Chair of the Salisbury 

Diocesan Board of Education, and accompanied by an Archdeacon and a Canon 

of the church, we were resolved to expose this scandal to public view and to 

support the staff and many volunteers who were desolate over the threat to 

their services. We went down to Weymouth to listen to children, young people 

and their families. We obtained hard facts about the use and outcomes of the 

services provided, and we orchestrated our visit with journalists and a 

photographer to generate local and national media coverage. 

This gave unwelcome and unexpected publicity for the DCC, and triggered a 

meeting with the Director of Children’s Services. In turn it led to extensive 

debate in the Council itself, and a visit for the first time for officials to see for 

themselves exactly what the ‘Waves’ project stood for, and the impact of their 

proposed cuts. 

The ‘Waves Project’

 

 Figure 20 Collation of Photos by Richard Budd of the ‘Waves’ project in Weymouth, 2011 

Although the contract for services was not renewed, nonetheless, this 

exposure has led to innovative ways of securing ongoing funding, and the 
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services will continue now driven by increased focus on effectiveness and 

efficiency. 

In conclusion, I offer some challenges: 

To the Children’s Sector: 

 Have you forgotten the outrage of your founders that led to the creation 

of the famous voluntary organisations to speak for children? 

 How effective have you been?  

 Are you too close to Government? 

 Why is there so little challenge at present? It seems tome to be 

astonishing that during the most devastating crisis to affect the lives of 

children and families, there has been so little public comment from 

organisations that should be speaking out for them. Fear of my job; fear 

of upsetting government; fear for my services that may be dependent on 

government contracts – all are powerful reasons why people may be 

inhibited from standing up for what they believe. It reinforces the 

importance of organisations such as Action for Sick children, who are not 

dependent on government largesse, to be effective in standing up for 

what they believe in.   

To Parliament: 

 How effective are Select Committees? Why at this period of turmoil 

have the Children’s and Health Select Committees refused to mount an 

investigation into the effects of the proposed NHS reforms on children’s 

Health? 

 How effective are the All Party Parliamentary Groups that have interests 

in children in challenging current policies? Who ever challenges their 

efficacy? 

To our Children’s Health sector: 

 Has the time not come to create a consortium of key professional and 

academic agencies including 
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o RCPCH, RCGP, RCS, RCN, BMA, RSM, ADCS  

o ICH, IoE, RSA, NCB etc 

 Is it time to issue a ‘Charter for Children’ to define exactly what is 

needed to protect the future health and well being of our young? 

 We must work through Inter-professional initiatives  

o Define the competencies expected for all staff working with 

children 

o Develop more multi-disciplinary training to break down the 

destructive bunkers and silos that exist between professional 

groups 

o Be effective in public and political advocacy - remember Bristol! 

We have in the UK despite the background I have portrayed,  a long tradition 

and history of care for sick & vulnerable children, much of this driven by 

Intellectual outrage of individuals over the plight of the voiceless children in 

our society and by personal and organisational courage. This has led to many 

undoubted successes in last 50 years. But now, we know from robust 

international research data we have some devastating contemporary 

outcomes. And this was before the current turmoil! Tony Blair on winning his 

first General Election said ‘Things can only get better’. Sadly, in my view, things 

can only get worse for children and families. 

Do Governments really care about children? There is incontrovertible evidence 

for the repeated betrayal of children and their best interests by successive 

governments & politicians. In stark contrast to other countries, why is the UK 

failing so spectacularly to see the importance of children in our society? 

Is current government policy for children coherent and comprehensive, and 

intellectually and philosophically  well grounded? Is it Overarching? Based on 

the principle of striving to meet the best interests of the child? I leave you to 

draw your own conclusions to these fundamental questions. 
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So, what does all of this mean for Action for Sick Children? I propose that it 

should: 

• Build on its outstanding record of 50years of relentless commitment to 

sick children 

• Examine critically current need and opportunities and look out of the 

box for new ways of becoming effective advocates for vulnerable 

children. 

• Define what are the most important issues to be tackled for sick children 

• Act as a ‘dating agent’ in bringing together key people and organisations 

to work in partnership, perhaps by forming ‘a coalition of the willing’? 

• Develop a data base of knowledge of what is happening at the front line 

Finally, can I urge you all as individual citizens to stand up for what you 

stand for! If we don’t then who else will? 

Remember Margaret Meade’s famous words - ‘Never doubt that a small 

group of thoughtful, committed citizens can change the world. Indeed it is 

the only thing that ever has’ 

Tonight in this room we have such a small group of thoughtful, committed 

citizens. Action for Sick Children can change the world for sick children and 

their families. The time is ripe, the need is there and the opportunities 

await action. So, what is each of you going to do to make sure that every 

child today gets the very best of health care? 
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Thank you for listening!

www.Aynsley-Green.com

al@aynsley-green.com
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