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Universal Health Coverage, leave no child behind
Universal Health Coveragen The Political Declaration UN 10-09-2019
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Respondents by Country Income

Universal Health Coverage : leave no child behind
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What global action would be necessary?

Universal Health Coverage The Political Declaration UN 23-09-2019
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Recognize

Children living with the diagnosis

▪ autism,

▪ developmental delay,

▪ prolonged neonatal icterus,

▪ abnormal features,

▪ failure to thrive

may very well have a

rare condition with

➢ specific health risks and treatment.
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Global Child Health



Access to Diagnostics
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Girl, 11 month old
Diagnosis PIK3CA mutation

PIK3CA is 

responsible for 

Proteus 

syndrome 

and PIK3CA-

Related 

Overgrowth 

Spectrum, 

respectively

What is the clinical diagnosis?
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DNA panels
2 year old girl with a developmental delay > 

Exome panel developmental delay (1338 genes) > 

Materials: EDTA Blood, isolated DNA > 

Result term regulair: 3 months / rapid: 15 workdays :

Resulted in diagnosing a mutation in NAA15  

Chromosome study
12 months old girl with reduced growth in length 

and weight and minor dysmorphic features > 

Array CGH > Materials: EDTA blood 2x 3-6 ml > 

result term: 5 weeks

Resulted in diagnosing a moziac duplicate 

chromosome 12q12-q13.2 

Accessible diagnostics

Universal Health Coverage: leave no child behind
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Information

Universal Health Coverage, leave no child behind
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*Family history for haematuria, with progression 

to End Stage Kidney Disease especially in males 

*Thickening of the glomerular basal membrane on 
Electronic Microscope 

*Progressive, sensorineural deafness 

*Anterior lenticonus and peri-macular flecks 

Diagnostic criteria for Alport syndrome
Velibor Tagic (North Macedonia)
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http://www.emedicine.com/cgi-bin/foxweb.exe/makezoom@/em/makezoom?picture=%5Cwebsites%5Cemedicine%5Cped%5Cimages%5CLarge%5C791AlportEM.jpg&template=izoom2


middle economy countries significant more 

frequently than  

high economies countries about 

“out of pocket” payments for 

diagnostics and therapies 

as well as reduced availability
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Spinal Muscular Atrophy

Universal Health Coverage: leave no child behind

2021

incidence around 1 in 10,000 live births 

have been estimated with SMA type I
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Fabry Disease

Universal Health Cocerage, leave no child behind

Neuropathic Pain (hand and feet)

Abdominal Pain

Dark red spots

Hearing loss tinnitus

Heart problems

Kidney disease

Strokes
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1) Paediatricians providing quality 
information regarding the cause of 
disabilities 83%  

2) Disabilities may be caused by an 
undiagnosed rare condition 71%  

3) Families with a disabled child become
isolated from society 50% 

4) Disabled children have high quality care 

in my country/ state 35%
5) Families are empowered and do not 

need (paediatric) support 2%

Sri Lanka
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Prevention 75 %
Improve efficiency of preventive child 

healthcare schemes 

Primary care 81 %
Promotion of pediatric primary  care

Digital information 50%

Improved integration of digital information

;

Universal Health Coverage leave no child behind
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Measures to reduce child mortality and increase access to quality 

health-care services; what would be necessary?



Universal Health Coverage directive #13

• ”first contact with the health system

• most inclusive, effective and efficient 
approach  

• enhance people’s physical and mental health, 
as well as social well-being”, 

• cornerstone of a sustainable health system 
for universal health coverage

Primary Health Care

Universal Health Coverage, leave no child behind
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UHC#13 and UHC#46 

Deliver primary care as a cornerstone by
44 respondents working in paediatric practice: 

primary, secondary or tertiary care:

Universal Health Coverage: leave no child behind

N=44 Primary (12) Secondary (7) Tertiary (25)

Training 10 (83%) 5 (71%) 21 (84%)

Information 5 (42%) 6 (86%) 10 (40%)

Family 5 (42%) 4 (57%) 14 (56%)

Data exchange 8 (67%) 6 (86%) 20 (80%)

From Balkan to Black Sea



EAP’s ‘Core Training’ syllabus 

Universal Health Coverage: leave no child behind
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Training in pediatric health and social care 

Universal Health Coverage: leave no child behind

• As most rare disease present in childhood; 

• Paediatricians, at the hospital as well as in primary care in the 
community, to recognize and take are of children with rare and disabling 
conditions;

• The EAP’s ‘Core Training’ syllabus resonates with Universal Health 
Coverage, the rights of the child and the rights of the disabled; 

• The first European Board of Paediatrics Exam took place in 2020, and two 
further examinations are planned in 2021.
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Increase global awareness, international solidarity, 
international collaboration and action towards the 

achievement of the universal health coverage (UHC nr78)

Universal Health Coverage The Political Declaration UN 10-09-2019

87%

79%

84%

68%

68%

0%

0% 20% 40% 60% 80% 100%

ESTABLISH A GLOBAL PEDIATRIC NETWORK 

TO SUPPORT THE SUSTAINABLE 

DEVELOPMENT GOALS OF THE UHC

IDENTIFY THE SPECIFIC NEEDS OF POOR 

AND VULNERABLE CHILDREN

SUPPORT PRIMARY PEDIATRIC CARE WITH 

AN EMPHASIS ON CARE IN RURAL AND 

DISTANT AREAS

SUPPORT FAMILIES IN THEIR 

FUNDAMENTAL NEEDS

ENGAGE IN HIGH QUALITY, AFFORDABLE, 
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CHILD HEALTH

NO ACTIONS ARE NECESSARY

Response nr 38
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Conclusion

Universal Health Coverage: leave no child behind

Due to the lack of affordability and availability of diagnostic facilities and therapies in 

middle - let alone lower - economy countries, chronically ill and disabled children are 

deprived of receiving accurate diagnosis or proper therapy. 

Unless deliberate efforts are made to reach these children, they face preventable 

morbidity and death without having a chance to profit from advances in medical and 

digital science. 

The implementation of a sustainable digital child health system, in line with the WHO 

recommendations on digital health as well as the UHC, requires support of policy 

makers.

Further research should include identification of more specific actions: “to support 

primary pediatric care with an emphasis on care in rural and distant areas and 

support the specific needs of chronically ill and disabled children”.
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‘What would be the least YOU could do to 
contribute to the UHC?’ 

Leave no one behind

The Netherlands

Day Centre
Coffin Lowrey

Syndrome

India

NIEPID
To be diagnosed

Georgia

Abandoned
Undiagnosed

Peru

Living with family 

In rural village

‘ Birth trauma’ 
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Thank
• European Pediatric Rare Disease Network

John Dodge, U.K.

Lali Margvelashvili, Georgia

Velibor Tasic, N- Macedonia

David Neubauer, Slovenia

Arunas Valiulis, Lithuania

Jola Wierzba, Poland

• Consensus in Pediatrics and Child Health

Manual Katz, Israel

• Forum Rare Diseases, Sri Lankan Pediatric Society

Anjan Bhattacharya, India

• People with a rare condition and their families
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