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{"resourceType":"Observation","id":"cfsb1704636128883","status":"final","code":{"coding":[{"code

":"3141-9","system":"http://loinc.org","display":"Body weight 

Measured"}]},"valueQuantity":{"value":10,"unit":"kg"},"interpretation":[{"coding":[{"code":"L","sys

tem":"http://terminology.hl7.org/CodeSystem/v3-

ObservationInterpretation","display":"Low"}]}],"subject":{"reference":"cfsb1704507726008"},"effect

iveDateTime":"2024-01-01T00:00:00.000Z"}



International Patient Summary updated October 2025
https://international-patient-summary.net/iso-27269/
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• Short Stature
• Apgar score
• Vaccination
• Fetal alcohol-

syndrome
• Rare disease
• Participation
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ISO= 
International Standards globally recognized guidelines and frameworks
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2026

LOINC 8302-2 Body 
height

LOINC 8287-5 Head Occipital-
frontal circumference by Tape 
measure

LOINC 29463-7 Body weight

2021

ICD11 
LD24.00 Achondroplasia

Problems
(including 

diagnoses)

ICF-d 850 Employment

Care Plan

Functional 
StatusResults



Global exchange of quality data March 27 2026 Brussels

From : Biology Tutorials > Developmental Biology > Birth of a Human Babywww.childneurologyfoundation.org/disorder/spasticity/



Apgar Score LOINC and SNOMED CT
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Apgar score 
Evaluation of Newborn infant 
based on GUIDELINE

History of 
Past Problems
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Immunization 
(Vaccinations)



DPT vaccination ATC and SNOMED CT
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Date and Place
vaccination

Anatomical 
Therapeutic 

Chemical (ATC) 
Classification
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Social History
(including lifestyle 

factors)

Mother/ 
Woman

Child

History of 
Past Problems



Fetal Alcohol syndrome
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Two Month Old Girl at PCH Visit

Mother : Substance abuse (alcohol) prior and probably during

pregnancy

Pregancy & Fetus : Delay in head growth by ultra sound observations

at 28 weeks of pregnancy

Child at birth : Microcephaly at birth  

At 2 months :

• Postnatal slowing of head growth  

• Poor feeding and slow weight gain

• Recognizable feature - Small palpebral fissures, smooth philtrum 

and thin upper lip

Probable Diagnosis: Fetal alcohol syndrome

Case History

Ref https://www.mayoclinic.org/diseases-conditions/fetal-alcohol-syndrome/symptoms-causes/syc-20352901



Newborn

Microcephaly

Human Phenotype 
Ontology

HP:0000252

Depressed nasal bridge HP:0005280

Smooth philtrum HP:0000319

Micrognathia HP:0000347

Epicanthus HP:0000286

Short palpebral fissure HP:0012745

Midface retrusion HP:0011800

Short nose HP:0003196

Thin upper lip vermilion HP:0000219

Fetal Alcohol Syndrome ICD10 Q86.0

Mother Alcohol abuse ICD10 F10.10

{ "resourceType": "Bundle", "type": "collection", "entry": [ { "fullUrl": "http://clinfhir.com/fhir/Patient/cfsb1693121208440", "resource": { "resourceType": 
"Patient", "id": "cfsb1693121208440", "name": [ { "text": "MJ", "given": [ "M" ], "family": "J" } ], "birthDate": "1991-01-01", "gender": "female" } }, { "fullUrl": 
"http://clinfhir.com/fhir/Condition/cfsb1693122416803", "resource": { "resourceType": "Condition", "id": "cfsb1693122416803", "subject": { "reference": 
"Patient/cfsb1693121208440" }, "code": { "text": "Alcohol abuse, uncomplicated" }, "clinicalStatus": { "coding": [ { "code": "active", "system": 
"http://terminology.hl7.org/CodeSystem/condition-clinical", "display": "Active" } ], "text": "confirmed" } } }, { "fullUrl": 
"http://clinfhir.com/fhir/Patient/cfsb1693127581588", "resource": { "resourceType": "Patient", "id": "cfsb1693127581588", "identifier": [ { "system": 
"http://www.maternalhosp.com", "value": "010" } ], "link": [ { "type": "seealso", "other": { "reference": "Patient/cfsb1693121208440" } } ] } }, { "fullUrl": 
"http://clinfhir.com/fhir/Observation/cfsb1693127612403", "resource": { "resourceType": "Observation", "id": "cfsb1693127612403", "status": "final", "code": { 
"coding": [ { "code": "HP:0005280", "system": "http://human-phenotype-ontology.org" } ], "text": "Depressed nasal bridge" }, "subject": { "reference": 
"Patient/cfsb1693127581588" } } }, { "fullUrl": "http://clinfhir.com/fhir/Observation/cfsb1693127863888", "resource": { "resourceType": "Observation", "id": 
"cfsb1693127863888", "status": "final", "code": { "coding": [ { "code": "HP:0000319", "system": "http://human-phenotype-ontology.org" } ], "text": "Smooth 
philtrum" }, "subject": { "reference": "Patient/cfsb1693127581588" } } }, { "fullUrl": "http://clinfhir.com/fhir/Observation/cfsb1693127972179", "resource": { 
"resourceType": "Observation", "id": "cfsb1693127972179", "status": "final", "code": { "coding": [ { "code": "HP:0000347", "system": "http://human-phenotype-
ontology.org" } ], "text": "Micrognathia" }, "subject": { "reference": "Patient/cfsb1693127581588" } } }, { "fullUrl": 
"http://clinfhir.com/fhir/Observation/cfsb1693128028899", "resource": { "resourceType": "Observation", "id": "cfsb1693128028899", "subject": { "reference": 
"Patient/cfsb1693127581588" }, "status": "final", "code": { "coding": [ { "code": "HP:0000286", "system": "http://human-phenotype-ontology.org" } ], "text": 
"Epicanthus" } } }, { "fullUrl": "http://clinfhir.com/fhir/Observation/cfsb1693128090244", "resource": { "resourceType": "Observation", "id": 
"cfsb1693128090244", "subject": { "reference": "Patient/cfsb1693127581588" }, "status": "final", "code": { "coding": [ { "code": "HP:0012745", "system": 
"http://human-phenotype-ontology.org" } ], "text": "Short palpebral fissure" } } }, { "fullUrl": "http://clinfhir.com/fhir/Observation/cfsb1693128176077", 
"resource": { "resourceType": "Observation", "id": "cfsb1693128176077", "subject": { "reference": "Patient/cfsb1693127581588" }, "status": "final", "code": { 
"coding": [ { "code": "HP:0011800", "system": "http://human-phenotype-ontology.org" } ], "text": "Midface retrusion" } } }, { "fullUrl": 
"http://clinfhir.com/fhir/Observation/cfsb1693128235547", "resource": { "resourceType": "Observation", "id": "cfsb1693128235547", "subject": { "reference": 
"Patient/cfsb1693127581588" }, "status": "final", "code": { "coding": [ { "code": "HP:0003196", "system": "http://human-phenotype-ontology.org" } ], "text": 
"Short nose" } } }, { "fullUrl": "http://clinfhir.com/fhir/Observation/cfsb1693128297601", "resource": { "resourceType": "Observation", "id": "cfsb1693128297601", 
"subject": { "reference": "Patient/cfsb1693127581588" }, "status": "final", "code": { "coding": [ { "code": "HP:0000219", "system": "http://human-phenotype-
ontology.org" } ], "text": "Thin upper lip vermilion" } } }, { "fullUrl": "http://clinfhir.com/fhir/Condition/cfsb1693128532718", "resource": { "resourceType": 
"Condition", "id": "cfsb1693128532718", "subject": { "reference": "Patient/cfsb1693127581588" }, "code": { "text": "Fetal alcohol syndrome" }, "clinicalStatus": { 
"coding": [ { "code": "active", "system": "http://terminology.hl7.org/CodeSystem/condition-clinical", "display": "Active" } ], "text": "active" } } }, { "fullUrl": 
"http://clinfhir.com/fhir/Observation/cfsb1693129051982", "resource": { "resourceType": "Observation", "id": "cfsb1693129051982", "subject": { "reference": 
"Patient/cfsb1693127581588" }, "status": "final", "code": { "coding": [ { "code": "HP:0000252", "system": "http://human-phenotype-ontology.org" } ], "text": 
"Microcephaly" } } } ] }

Fetal alcohol syndrome
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Problems
(including 

diagnoses)

History of 
Past Problems
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Global Pediatric Digital Health
Problems

(including 
diagnoses)

Care Plan
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Shwachman Diamond Syndrome
From Feature to Medical Guideline

Feature 

• Fatty Stool

• Growth Retardation

• Common infections

Shwachman 

Diamond

Syndrome- 

Management

• Pancreas insufficiency

• Neutropenia

• Skeletal Dysplasia

• Autisme like

Failure 
to

thrive

•HP:0001531

•LOINC:42819-3 
Failure to thrive
[CCC]

•ICPC: T10

Fatty Stool

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

Pancreas 
insufficientie • ICD -10 K86.81

Shwachman

Diamond S

ORPHA:811 

OMIM# 
260400

Cystic Fybrosis
ORPHA:586 

OMIM # 21970



Shwachman Diamond Syndrome
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Problems
(including 

diagnoses)



ICF d 920.0
Recreation and leisure

Indian  Mother and Childcare 
Kolkata, 2020
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Functional 
Status



Open Access FHIR RESTfull API Library

FHIR

Public

Client

Vendor

Health

provider
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Patient 
Attributes

Healthcare 
Provider

Patient 
Address Book

Problems
(including 

diagnoses)

Allergies and
Intolerances

Medication
Summary   

History of 
Procedures

Immunization 
(Vaccinations)

Results

Medical 
Devices

Advance 
Directives

History of 
Past Problems

Care Plan

Functional 
Status

History of 
Pregnancy Patient Story

Mandatory
Required 
if known Optional

Social History
(including lifestyle 

factors)
Vital Signs

ISO 27269:2025 – The International Patient Summary

Cross 
Organization

Alerts

IPS Features
(non-clinical) 

Mandatory

IPS Sections (clinical) 

Required 
if known



Thank you
• European Pediatric Rare Disease Network
John Dodge, U.K.
Lali Margvelashvili, Georgia
Velibor Tasic, N- Macedonia
David Neubauer, Slovenia
Arunas Valiulis, Lithuania
Lina Jankauskaite, Lithuania
Jola Wierzba, Poland 
Jernej Zavrsnik, Slovenia
• Consensus in Pediatrics and Child Health
Manual Katz, Israel
• Forum Rare Diseases, Sri Lankan Pediatric Society
• EAP IT network
• HL7 Child+Health+Obstetrics+International+Collaboration+and+Exploration 
Anjan Bhattacharya, ICF expert India
Sahan Damsiri Perera, IT Expert, Sri Lanka/ Australia
Marc de Graauw, IT Expert, Netherlands
Martin Postma, IT Expert, Netherlands
Robert Stegwee, IT Expert, the Netherlands
• People with a rare condition and their families
Paulo Gonçalves, Portugal

Global exchange of quality data March 27 2026 Brussels
e.siderius@kpnplanet.nl

Siderius, L., Neubauer, D., Bhattacharya, A., Altorjai, P., Margvelashvili, L., Lamabadusuriya, S, Wierzba, J., Mazur, A., Albrecht, P.,  and Tasic, V. (2021). 
Universal Health Coverage “Leave No Child Behind”. Pediatria Polska - Polish Journal of Paediatrics, 96(1), pp.1-6. 
https://doi.org/10.5114/polp.2021.104822
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