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Strategies and policies  
Special Education and Rehabilitation 

Objectives 

 Integration: a complex issue 

Preventions: Iary, IIiary, IIIary 

Quality, certification, feasability 

Ethical issues 

Outcomes 



Outcomes 

  Parameters of results and outcomes 

-satisfaction - efficiency 

-integration - employment 

-levels of achievements 

     

 Costs 



1. MAIN OBJECTIVES 

1.1. Outcomes 

1.2. Human values 

Integration 

Circulation 

Ethics 

1.2. Quality and feasibility 

1.3. Preventions 

 



2. Integration: a complex issue 

Two aspects: 

Home versus Special Center 

At school: Normal versus Special   

Comparison of outcomes in several 

countries of the European Union 

Future of the mothers (and 

sometines of the fathers)  
 

 



A few models in European Union 

 Swedish approach: special centers 

 French « elitist » and pseudo-integrated 

system, since the Chirac law 

 Italy: special schools are illegal 

 Belgium: (i) deep integration in the North 

(experimental); (ii) highly specific special 

classes in the South 



 
Figure 1: Position of countries on population density

and segregation; UK= England
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Integration: outcomes 

 BELGIUM Northern 
State: (+++++) 
(cost: 3 X more 
expensive per case) 
[Full integration] 

 BELGIUM Southern 
State: (+++) [Special 
classes] 

 FRANCE: (---) 
[Pseudo integration: 
only 1/3 are well 
covered] 

 ITALY: (-----) 
[Special classes are 
forbidden by the 
Constitution of the 
country] 

 SWEDEN: (+++) 
[Special Centers] 

 UNITED KINGDOM: 
(+++) [Special 
classes] 
 



2. Integration: a complex issue 

Two aspects: 

Home versus Special Center 

At school: Normal versus Special   

Comparison of outcomes in several 

countries of the European Union 

Future of the mothers (and 

sometimes of the fathers)  
 

 



Human values: Integration 

 

  

Possible circulation for integration 

 



3. Prevention: Iary, IIary,& IIIary 

 Preconceptional diagnosis 

 Prenatal diagnosis 

Neuroprotection in early life 

Vaccinations: a dramatic change of 

strategy in several European countries 

 Early detection for early intervention 

 The crucial and difficult issue of 

ESSENCE 



EARLY DETECTION FOR EARLY 

INTERVENTION 

 

 



Early rehabilitation and specific 

stimulations 

Craig RAMEY 

Michel DUYME 

NIDCAP [Newborn Individualized Developmental Care and 

Assessment Program]  

 IHDP [Intervention Health Developmental Program] 

OTHERS 



CRAIG T. RAMEY 

 

MULTISITE TRIAL 



THE INFANT HEALTH AND DEVELOPMENT PROGRAM 

 985 NEWBORNS  <  2,500 g and  <  37 w 

 3 y RANDOMIZED FOLLOW UP 

WITH SPECIFIC DEVELOPMENT PROGRAM, FAMILIAL 

SUPPORT, AND MEDICAL FOLLOW UP: 

< 2,001 g:   I.Q.  + 13.2 

 



LATE ADOPTION STUDY AFTER ABUSE (Duyme et 

al., PNAS 

 I.Q. before adoption at 4-6 y: mean 77; 

S.D. 6.3 

 I.Q. at 13.5 y: 

 - mean 85; S.D. 17 in modest SE 

environment (v-IQ < p-IQ) 

 - mean 98; S.D. 14.6 in high SE 

environment (v-IQ < p-IQ)   



Early intervention 

 Craig RAMEY 

 Michel DUYME 

 NIDCAP [Newborn Individualized Developmental Care and Assessment 

Program]  

 IHDP [Intervention Health Developmental Program] 

 

 Which priorities in early intervention ? 

Lessons from the French phenylketonuria 

program 

 



3. Prevention 

 Early detection for early intervention 

 The crucial and difficult issue of 

ESSENCE [Early Symptomatic Syndromes 

Eliciting Neuropsychiatric Clinical 

Examinations]  

 



EARLY DETECTION FOR EARLY 

INTERVENTION: lack of specificity 

 

1. The ESSENCE : a new clinical 

attitude for 10% of  children 

before the school age 

2. Public health and primary care 

 



A true developmental syndrome ? 

 Language impairment at 
2 ½ y: 70% have other 
diagnoses at 7 y 

 ASD at 3 y: 10% have 
other diagnoses at 6 y 

 ADHD at 3 y: a 
significant % will be 
Tourette 

 Conduct disorders: a 
significant % will be 
bipolar 

  

 ADHD: 1 comorb (85-

100%); 2 (65-70%); 

3 (35-50%) 

 Oppositional-defiant 

and ASD: sometimes 

same spectrum or 

index of severity ? 

Specificity often 

requests maturation 

Comorbidities 



The Early Symptomatic Syndromes Eliciting 

Neuropsychiatric Clinical Examinations (ESSENCE) 

Syndromes with clinical signs before 6 years 
 ADHD (Attention-Deficit/Hyperactivity Disorder) with or 

without ODD/CD (Oppositional Defiant Disorder or Conduct 
Disorder) 

 ASD (Autism Spectrum Disorders) 

 SLI (“Specific” Language Impairment) 

 LD/MR (Learning Disability/Mental Retardation) 

 BD (Bipolar Disorder) 

 TS (Tic Syndromes including Tourette) 

 DCD (Developmental Coordination Disorder) 

 BPS (Behavioral Phenotype Syndromes): 22q11, FraX, Silver-
Russell, CHARGE, Moebius, Goldenhar, and others  

 Epilepsy Syndromes including Landau-Kleffner 



We mistreat or neglect ½ of 7-10% of 

children with developmental problems  

 Because we are unable to reach a 

correct and final diagnosis before 

school age 

Christopher Gillberg proposes to create 

the syndrome ESSENCE and to provide 

multidisciplinary care as early as 

possible without a dangerous labeling 



ESSENCE  

 ASD, ADHD, TS, BD, LD, SLI, DCD etc. overlap to a 
marked degree throughout life and are often not 
clearly separable under age 5 years 

 All children presenting with ESSENCE symptoms 
(developmental delay, language delay, motor 
control problems, perceptual problems, activity 
problems, inattention, social interaction, general 
behaviour, mood or sleep problems) need to be 
followed up 

 Even though refined diagnosis is needed in all 
cases, at early stages ESSENCE may be the only 
“safe” label 



Why is ESSENCE very important ? 

 To diagnose earlier NP syndromes, and to 

promote earlier intervention. 

 To avoid wrong diagnoses which are dangerous: 

 Inappropriate treatments 

 Deprivation of children of help of competent 

professionals 

 Loss of resources 

 Very detrimental incorrect “labels” put on children, 

adolescents and their families 



• Symptom free interval in 

cerebral palsy 

• ESSENCE in 

neuropsychological disorders 

The developmental trajectory of 
clinical signs 



4. Quality, certification, feasibility  

Funding 
Level 

Channels and methods 

Quality assessment 

and certification 



Situation in France for severe 

disabilities 

GNI (corrected): US $ 40,000 

Autism: 1,4 billion € 

1/3 of severe disbilities and 

autism are well treated  



4. Quality, certification, feasibility  

Funding 
Level 

Channels and methods 

Quality assessment 

and certification 



Funding of care for disabled children 

and adolescents 

 Keys of success (f.i.: Belgium, Sweden, 

Switzerland, UK) 

 Multitrack 

 Partnerships 

 Transmission cables to support governmental budgets 

and decisions 

 Competition 

 Decentralized 

 In the countries with similar heath budgets (13 % 

of GNI – PPP – intl $ above US $ 30,000), results 

for disabled persons are very different  

 



Funding models 

Destination Locus 

 Parents 

 School 

 Regional level 

Funding Evaluation 

 Input funding: negative consequences 

 Throughput funding: positive results 

 Pupil bound budgets: disadvantages 

 Accountability: how are funds spent and what are the 
results ? 

 Class actions and state accountability 

 

 



Outcomes have crucial ethical 

consequences 

 Parameters of results and outcomes 

-satisfaction   - efficiency 

-integration    - employment 

-levels of achievements 

Costs 



4. Quality, certification, feasibility  

Funding 
Level 

Channels and methods 

Quality assessment 

and certification 



QUALITY ASSESSMENTS 

 Health products and organizations, incl. 
Accreditations and certifications 

 

Two crucial observations: 

 Every system is perfectly designed to get the 
results it gets. Paul Batalden 

 Each issue is extremely « systems sensitive » 
(empowering diversity) > consensus of  
consensuses 

 



Quality assessment of  

health care products and organizations 

 

INSIGHT & LESSONS 

HARMONY 

LIBERTY 

Laurent DEGOS 



UTILITY = 

EQUALITY = 

 

Quality assessment of  

health care products 

SOCIAL VALUES 

COST OF OPPORTUNITY = 

LOSS OF OPPORTUNITY = 

 
utility, accountability, equality, harmony, liberty… 

COLLECTIVE INTEREST 

INDIVIDUAL INTEREST 

 
Laurent DEGOS, 2015 



cost-qaly threshold:  REIMBURSEMENT 

willingness to pay : PRICING 

stratification:  
VOLUME (or price x volume) 
 

Quality assessment of  

health care products 
 

INSIGHT & LESSONS 

UTILITY 

ACCOUNTABILITY  

EQUALITY  

Laurent DEGOS, 2015 



A binary approach 

         

Individual interests versus Collective 
interests 

 

 More efficacy (individual) versus more safety 
and sustainability (collective) 

 More facilities for a patient versus better 
distribution of available tools 

 Patients health versus optimization of common 
resources 



A complex dilemma 

 

1. A binary approach 

2. The search of underlying values 

3. Insight and lessons 

 

QUALITY OF  health care products 

        health care organizations 

SAFETY    policy (guilty or no blame-no shame) 

      prescriptive strategy or autonomy 



CONSEQUENCE OF THE BINARY APPROACH 

Quality assessment of  

health care organizations 

MANAGERIAL: 

         Requirements effectively in place 

         Accreditation, process indicators, certification 

MEDICAL: 

         Clinical Outcomes of patients  

         Mortality, complications, quality of life 

 

  NO CORRELATION BETWEEN ASSESSMENT OF PROCESSES  

AND CLINICAL OUTCOMES  



Two French inquiries, carried out at 5 years interval 

in 2004 and 2009 did not disclose any change in 

the rate of severe adverse events in health care 

organizations 

There is an urgent need to create and to couple 

morbidity – mortality assessment with accreditation 

parameters  

 

 

 

Safety assessment of health care activity  

 



Ethical challenges in pediatrics 

Decisions in early life 

 Balance between neurobiological and 
psychodynamic factors 

 Priorities and strategic approaches in 
public health 

Discrimination against children in 
therapeutic research : severe failures of  the 
FDA and of  the European Agency (EMA)  



Examples of variations 

European Union  

 France 

 > Abortion permitted until term for medical reasons 

(for a risk > 10%) 

 > The postnatal active arrest of life « officially » 

tolerated, without formal permission of the parents 

(1/2 of deaths in neonatal life) has been discontinued 

since the Leonetti Law 

 Certain Scandinavian countries 

 > Abortion often forbidden after mid gestation 

 > Postnatal active arrest of life not tolerated 



Ethical Issues: comparative 

studies 

 “Il y a quelque chose au-dessus des lois, au-dessus 
même des moeurs, c’est l’évidence” 

                                  Charles de GAULLE 

 

 “America enjoys three unpeakably precious things: 
freedom of speech, freedom of conscience and the 
prudence never to practice either” 

                                  Mark TWAIN 



Ethical challenges in pediatrics 

Decisions in early life 

 Balance between neurobiological and 
psychodynamic factors 

 Priorities and strategic approaches in 
public health 

Discrimination against children in 
therapeutic research : severe failures of  the 
FDA and of  the European Agency (EMA)  



Sigmund FREUD 

"On Narcissism" 

"WE MUST RECOLLECT THAT ALL 

OUR PROVISIONAL IDEAS IN 

PSYCHOLOGY WILL 

PRESUMABLY ONE DAY BE 

BASED ON AN ORGANIC 

SUBSTRUCTURE »  



Ethical challenges in pediatrics 

Decisions in early life 

 Balance between neurobiological and 
psychodynamic factors 

 Priorities and strategic approaches in 
public health 

Discrimination against children in 
therapeutic research : severe failures of  the 
FDA and of  the European Agency (EMA)  



EUROPEAN POLICY IN CHILDHOOD 

DISABILITY 

 

 

 

POWER OF THE NETWORKS 

 

Philippe EVRARD, Paris, France 



EUROPEAN POLICY IN 

CHILDHOOD DISABILITY 

Philippe EVRARD, Paris, France 

• Not a matter, in itself, covered by the Treaty 

• No possible comprehensive policy of the 

  European Union 

• Very positive European catalysts 



Rome, Maastricht, Lisbon, and other EU 

treaties 

 Circulation 

 Impact of social security 
expenses on public 
finances 

 Voluntary joint investments, 
incl. research 

 REFGOV project (Study of 
reflexive governance in 
the public interest) 

 

 

 Certifications of 
professionals 

 Validations of health care 
procedures and guidelines 

 Health policy 
 f.i. E114, E115 

 National research policy 
and main research 
investments 

 
 

European legitimacy National legitimacy 



Our fights against disabilities 

 Expectations from European 
networks and partnerships 
  Investments of resources 

 Catalogue of therapeutic and 

   educational strategies  

 Comparison of outcomes  

 Governance 

 Research 



Research 

 Basic research (biology, neuropsychology, 
methodology, epistemology) 

 Applied research, incl. clinical research and 
clinical pharmacology) 

 Translational research 

 Public health, incl. comparisons of methods 
and outcomes between countries and 
regions belonging to the European Union 



Perspectives  

 European research programs comparing national 

and regional systems: one of  the best stimulating factors 

 Networks for translational research 

 Bilateral and multilateral agreements 

 E-learning 

 European Court of Human Rights 



Every system is 

perfectly designed to 

get the results it get 

Paul BATALDEN 
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Exemple: Early symptoms (age 0-4 years) in ADHD 

 Motor control problems first year of life 

 Perceptual abnormalities in 90-100% 

 Language problems/pragmatic problems in 50% 

 Behavior problems in 90-100% 

 Hyperactivity (sometimes, but rarely, extreme) in 50% 

 Hypoactivity problems and inattention in 25% 

 Sleep problems in 40% 

 Delayed general development in 15% 

 One or several of the above could be presenting complaint 

  

 

 



A PUBLIC HEALTH PRIORITY 

 > 6% children under 3 y : 

language problems 

 > 5% children under 6 y 

(7% boys, 3% girls) : 

other ESSENCE 

components 

 Sleep problems (40% of 

ESSENCE cases) 

 TOTAL: 7-10% 

 

 > 10% are or have 
been affected 
neuropyschologically  

 Another 10% 
psychosocial problems 
(incl. drug abuse) 

 5% dyslexia 

 1-2% Learning D 

PRESCHOOL: ESSENCE SCHOOL and 

ADOLESCENCE 



Professionals in charge of ESSENCE children and selected 

according to a preliminary, often incorrect diagnosis  

 Pediatricians 

 Health visitors 

 Nurses 

 Education specialists 

 Pediatric neurologists 

 Child psychiatrists 

 General practitioners 

 Speech and language 
therapists 

 Psychologists 

 Neurophysiologists 

 Dentists 

 Clinical geneticists 

 Occupational 

therapists 

 Physiotherapists 

 Social workers 

 



 

Christopher Gillberg, Res. Dvptl Disab.,2010 

 

Symptoms signalling ESSENCE in the first 4 years of life 

Motor abnormality 

General developmental delay 

 Speech and language delay 

 Social interaction / communication problems 

Behavior problems 

Hyperactivity / impulsivity 

Hypoactivity 

 Inattention / does not listen 

 Sleep problems 

 Feeding difficulties 
 



Health Products 

European Medicines Agency (EMA, 

EU) 

Food and Drug Administration (FDA, 

USA) 

Pharmaceuticals and Medical Devices 

Agency (PMDA, Japan) 



QUALITY ASSESSMENT  

HEALTH CARE PRODUCTS 

After the market approval by EMA, 

FDA, or PMDA for European, American 

and Japanese populations, health 

insurers assess the cost effectiveness 

allowing decisions for price, 

reimbursement and volume of 

dissemination 



Strategies and policies  
Special Education and Rehabilitation 

Objectives 

 Integration: a complex issue 

Preventions: Iary, IIiary, IIIary 

Quality, certification, feasability 

Ethical issues 

Outcomes 



Decisions in early life 

 Enormous variations among 

continents, countries, institutions 

 Paradoxical end results 

 « Faites ce que je dis et pas ce que je 

fais » 

Growing request of early 

neurological prognosis  



ETHICAL DANGERS 

Oversimplifications of the debate 
« nature-nurture » 

Abuse of genetics  

 Pseudo discoveries in cognitive 
neuroscience 

Atrophy of epistemology 

Medical abuses 

 



Ethical aspects 
Quality of life 

Quality and availability of 

support 

Specific ethical aspects of 

neuroprotection 



Ethical issues on both sides of the Atlantic 

Ocean 

  Views of human evolution 

  The wars 

  Resources 

  Ethics is relative 

  Quality of life 

  Philosophical influences 



Decisions in early life 

We need a « catalogue raisonné » 

of the attitudes throughout the 

World 

A comprehensive review of 

controlled data concerning long 

term neurological prognosis in 

early life   

 



The Maron case 

 Financial automatic  

 « conveyor belt » 
(historically: 8% insurances 
premium) 

 Joint ventures between 
consumers and public 
actors 

 Decentralized competition  

  

 Annual allocation 
(budget of the State) 

 Public governance 

 National uniformity 

 Pseudo integration by 
inclusion of severe 
disabilities in normal 
schools 

Belgium France 



Our fights against disabilities 

 Expectations from European 
networks and partnerships 
  Investments of resources 

 Catalogue of therapeutic and 

   educational strategies  

 Comparison of outcomes  

 Governance 

 Research 



Evaluation of outcomes 

 5th, 6th, 7th Framework Programs for 
European Research included some evaluation 
in networks (f.i. « RICHE » FTP7, Prof. Allan 
Colver) 

 DAFFODIL Prof. Jo Lebeer : Inclusions 
(UNESCO 1994: UN 2006) 

 Severe artefacts (in France, integration ð 
inclusion in normal schools = often exclusion) 



Our fights against disabilities 

 Expectations from European 
networks and partnerships 
  Investments of resources 

 Catalogue of therapeutic and 

   educational strategies  

 Comparison of outcomes  

 Governance 

 Research 



2010: €6.2 billion for research 



Networks for research against 

disability 

 Epidemiology 

 Primary prevention 

 Networks for 

translational research 

 f.i. neuroprotection in 

early life 

 Pharmacology 

 Educational and non 

pharmacological 

therapeutic research 

 Comparison of 

methods and outcomes 

 Public health issues  

Successes Failures 


