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Introduction

The United Nations Sustainable 
Development Goals (SDG) “ensure 
healthy lives and promote well-being 
for all ages”. 

To meet the challenge of sustainable 
healthcare, communication and 
cooperation between all involved in 
child health should be supported. 

Information systems, providing 
interoperability between public health, 
medical- and social care, generate 
data to improve health. 

To establish a semantic interoperable 
child health record, efficient 
management and publishing of 
terminologies is a precondition. 
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Methods
The European Academy of Paediatrics has established a working group on ethics and rare disease to ensure 
the input of pediatricians in the universal right of the disabled child. 

One global e- health model has been designed to harmonize interoperable child health by a Dutch patient 
group:

A core set of terminologies was identified: 

1) to identity the child in primary care

-ICPC International Classification of Primary Care 

-HPO Human Phenotype Ontology 

-LOINC Standard for identifying health measurements, 

observations, and documents

2) to classify the disease

-ICD International Classification of Diseases

-ORPHAnet Classification of rare diseases 

-OMIM Catalog of Human Genes and Genetic Disorders 

3) for follow up and treatment

-ATC Anatomical Therapeutic Chemical Classification System

-SNOMED Clinical health terminology 

4) for social support

-ICF International Classification of Functioning, Disability and Health 

Three different rare conditions were selected to compare the e-health services.
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Unified Modeling Language (UML)
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Results
Duchenne Muscular Dystrophy, 
neonatal cholangiostasis, and 
Shwachman Diamond 
Syndrome, completely different 
rare and complex disorders can 
all be affiliated to this set of 
international classifications.  

Still harmonization of data 
exchanges within states and 
across borders seems to be the 
major hurdle in digital 
personalized health. Population density (people per km2) map of the world in 1994. In relation to the 

equator it is seen that the vast majority of the human population lives in the 
Northern Hemisphere, as 67% of the Earth's land area is there. (Wikipedia) 
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1975-2 Bilirubin.total
[Mass/volume] in Serum 
or Plasma LOINC

HP: 0006579 
Prolonged neonatal
jaundice HPO

H02AB07 
prednisone ATC

# 310200 MUSCULAR 
DYSTROPHY, DUCHENNE 
TYPE; DMD OMIM

# 260400 
SHWACHMAN-
DIAMOND SYNDROME 
1; SDS1 OMIM

HL7     FHIR

16142-2 : Fat 
[Mass/time] in 24 hour 
Stool LOINC

J07CA09  diphtheria-
hemophilus influenzae B-
pertussis-poliomyelitis-
tetanus-hepatitis B ATC

SNOMEDCT/129104009
Developmental mental disorder (disorder)
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Thalassemia, 3500 patients
have been identified in 
Sri Lanka.
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Discussion and conclusions

The World Health Organization states that a 
collaborative management approach at the primary 
health care level involving patients, their families and 
other health care providers may reduce the burden of 
disease for the child, family, and society. The family-
centered chronic care management originated in 
pediatric care.

A general global set of interoperable classifications 
can help to ensure awareness and optimal health for 
children with a rare and disabling condition. 
Knowledge of the diseases as well as e health is a 
precondition in designing efficient digital strategies. A 
holistic semantic structure connects primary care, 
hospital care and integrated person centered care. 
These structures are not in place and /or locked in 
vendor dependent IT systems. 
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