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Abstract
. The EHDS is designed to assure quality digitalisation of health care coordination and the continuity of care.

e The EHDS includes a minimum set of information defined as international standard I1SO 27269:2025 — International Patient Summary Standard (IPS).

roviders in hospitals, institutions, primary care clinics as well as a personal health care environment. Each recommended IPS data domain consists of multiple

*  The digitalisation of clinical records systems is supporting clinical care
Be represented by different interoperable standards. In practice the specified IPS domains are related to each other.

interoperable standardized data elements, while data elements may

*  WHO'’s pocket book of primary health care for children and adolescents is a guideline for health promotion, disease prevention and management from the newborn period to adolescence.

Some clinical examples from the Pocket Book are presented as use-cases to illustrate data assignment to a structured clinical vocabulary to demonstrate how digital quality of data descriptions, such as with ICD, ICF, LOINC and
SNOMED, match international real life medical practice based on written language medical guidelines and textbooks.

Liesbeth Siderius, the Netherlands
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European Health Data Space GIObal Data’
i Local Care:
Advancing Smarter Standards

POCKET BOOK

* European Health Data Space is a regulation building on existing o
. Primary health care
electronic systems and standards for children and

adolescents
* Clinicans are trained and work according evidence based medical

guidelines

e Standards are originally not specifically designed to support the
digitalisation of medical guidelines
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ICD-11

International Classification of Diseases 11th Revision

The global standard for diagnostic health information

What is ICD-11? The International Classification of Diseases, 11th Revision (ICD-11)
is the international reference classification for health-influencing conditions and
factors. It is mandated by the WHO Constitution (Articles 2(s), 21(b), 22 and 64).
ICD-11 came into effect on 1 January 2022. ICD-11 supports the recording,

= reporting and analysis of mortality and morbidity data across primary, secondary

and tertiary care

= informs regulation, epidemiology, clinical research and health financing
= statistical classification with an embedded clinical terminology in a single

integrated system

LOINC Knowledge Base

Our knowledge base is a compendium of documentation
regarding LOINC. It is collected in several major divisions
which relate to different aspects of the terminology. The
LOINC Users’ Guide is the primary resource outlining
methodology, heuristics, and editorial guidelines.

LOINC Koln Oktober 2026
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SNOMEDCT

The global
language of
healthcare

Every concept represents a unique
clinical meaning, which is
referenced using a unique, numeric
and machine readable SNOMED

CT :

The identifier provides an
unambiguous unique reference to
each concept and does not have
any ascribed human interpretable
meaning.

https://snomedbrowser.org

Representations of an ontology are intended to designate
certain combinations of classes with precisely defined
meanings, and relations between them: on the quality issue
of missing concepts (related to completeness) in SNOMED
CT.

Hao et al. BMC Medical Informatics and Decision Making
2023, 23(Suppl 1):87 https://doi.org/10.1186/s12911-023-
02183-7

The WHO Collaborating Centre for Drug Statistics
Methodology : The central body responsible for the
development and maintenance of the ATC/DDD
system. This Centre is located at the Norwegian
Institute of Public Health (NIPH) and the main activities
of the Centre are drawn up in an agreement between
the WHO Headquarters and the Government of
Norway.

Structure and principles

Structure
In the ATC classification system, the active substances are classified in
a hierarchy with five different levels.

https://atcddd.fhi.no/atc_ddd_index/
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caePlan | Relation between the Pocket book and codes?

Primary health care
for children and
adolescents

ICD-T1 QAO00.1 Routine health check for child over 28 days of age through 19

International Classification of Diseases 11th Revision

GUIDELINES FOR HEALTH PROMOTION,

s Ry bt R DISEASE PREVENTION AND MANAGEMENT
yea I’S Of age . from the newborn period to adolescence

39294-4
Children's preventive health services attachment Set

(7
4

""%“3 World Health

%2 Organization

Immunization data Set CPHS

Vaccine code (CPT) CPHS

Immunization status CPHS

Dose number

Manufacturer name [ldentifier] Vaccine

Lot number [Identifier] Vaccine

Body weight Measured . [Ib_av];kg
Body height Measured . [in_us]:cm;m
Body mass index (BMI) [Ratio] . kg/m2

Systolic blood pressure - mm[Hg]

Diastolic blood pressure . mm[Hg]
Head Occipital-frontal circumference .. cm

Birth weight Measured R [lb_av]kg:g
- . . LOINC Koln Oktober 2026



Nutritional status: signs of stunting, wasting, P e e
for children and
adolescents

Care Plan

Well child visits

underweight, or overweight/obesity

3141-9 Body weight Measured

3137-7

39156-5

Body height Measured
Body mass index (BMI) [Ratio]

The LOINC Ontology SNOMED CT Browser

Taxonomy Search Favorites Refset

Search

Search: Prefix any order =
Status: Active concepts only v
Description type: All ~

Language Refsets +

j Group by concept

Filter results by Language

english (39 ]

Filter results by Semantic
Tag

(D assessment scale
O disorder

O finding

() observable entity

Type at least 3 characters « Example: shou fra

body mass index
39 matches found in 0.51 seconds.
Body mass index

Goal body mass index

Normal body mass index

Body mass index centile

Increased body mass index

= Decreased body mass

index

= Finding of body mass index

Body mass index prime ratio

Body mass index less than

Body mass index (observable
entity)

Target body mass index
(observable entity)

Normal body mass index (finding)

Body mass index centile
(observable entity)

Increased body mass index
(finding)

Decreased body mass index
(finding)

Finding of body mass index
(finding)

Body mass index prime ratio
(observable entity)

Body mass index less than 20

Release: The LOINC Ontology ~ Version: 2026

SNOMEDCT

The global

Concept Details 'rfea!mm.e“d

Summary Details Diagram

References

Parents

> Body measure (observable entity)

> Nutritional status (observable entity)

Body mass index s 3
(observable entity)

SCTID: 60621009

60621009 | Body mass index
(observable entity) |
en Body mass index (observable
entity)
en Body mass index
en BMI - Body mass index
Quetelet index
Weight: body mass

Children (3)

- Body mass index for age z-score (ol
- Percentage median body mass inde
- Weight for height (observable entity]

LOINC Koln Oktober 2026

[Ib_av];kg

[in_usl:cm:m

kg/m2

GUIDELINES FOR HEALTH PROMOTION,
DISEASE PREVENTION AND MANAGEMENT
from the newborn period to adolescence

Z!)’ﬂr World Health

Y e
2 Organization

Results




Results

LOINC CODE

106763-6

LONG COMMON NAME
Red reflex test

LOINC Names (®

Fully-Specified Name
Long Common Name

Short Name

Red reflex test:Find:Pt:*Patient:Ord:
Red reflex test
Red reflex test

. Vision red reflex

SNOMEDCT

The global
language of
healthcare

Reflex (observable entity)
Red reflex (observable entity)
SCTID: 783819001

783819001 | Red reflex (observable entity)

POCKET BOOK
OF

Primary health care
for children and
adolescents

GUIDELINES FOR HEALTH PROMOTION,
DISEASE PREVENTION AND MANAGEMENT
from the newborn period to adolescence

’;l,é\;y; World Health

(:%” Organization

Example Answer List: LL7005-3

Answer

Yes
© http:/snomed.info/sct ID:373066001 Yes (qualifier value)

Mo
(© http:/snomed.info/sct 1D:37 3067005 No (qualifier value)

Unknown

© http:/snomed.info/sct 1D:26 1665006 Unknown (qualifier value)

Answer D
LA33-6

LA32-3

LA4489-6




POCKET BOOK

Primary health care

for children and

Juvenile Cataract

(including
diagnoses)

‘ Problems I

3.3 Well-child visit: 1 week

——— « Lookfor congenital diseases and jaundice A Month old at PCH
—— « Follow up weight gain and vaccinations
* Support caregivers and counsel on feeding, activity and safety PCH

Histary Child comes for a regular screening at PCH

W Care situation and exceptional burdens in the family

B Feeding difficulties Physical exam

m Abnormal crying

B Congenital disorders in the family, e.g. hip problems, eye conditions — Red eye reflex

Examination

Referal to ophtalmologist

- Perform a complete physical examination (p.116). Look for signs of
acute iliness or congenital conditions:

— Growth: measure body weight, length and head circumference Observation:
(p. 21) and confirm the z-score according to the WHO growth charts
(Annex 3). Newborn typically lose up to 10% of their birth weight Study observation Left optic lens Slit lamp biomicroscopy Ophtalmol >

during the first days of life and regain it within 10-14 days. If weight
loss exceeds 10% of birth weight, see p. 119. . . .
— Skin: pallor, cyanosis, jaundice (p. 148), rashes (p. 143), hydration DlagHOSIS . Infantlle cataract

— Head and neck: bulging fontanelle (p. 128), crepitations, cleft palate
(p. 129), caput succedaneum (p. 126), ptosis (p. 134), absent red eye
reflex (p. 133), coloboma (p. 133), nystagmus, ear deformities (p. 131)

Cloudy lens or absent red reflex

A lens opacity (grey-white clouding of the lens) or absence of the red reflex,
during the red reflex examination (p. 119), can be a sign of both congenital
cataract (p. 459) and early retinoblastoma (p. 459).

P Refer newborns with an absent red reflex or a cloudy lens immediately to
an eye specialist. Early detection and treatment are essential.




Cataract > HL7 FHIR modeling

Date Flow

Terminologies
Hospital Record Home Based Record

Red reflex absent

Primary Care

Hospital

Study observation Left optic lens

Slit lamp biomicroscopy

encounter | I
encounter encounter Ssubject subject

A
Patient
infant ( )
serviceProvider performer

primnrytnrel:linl:
|\ ServiceRequest

Home Based Record

SNOMED CT

247079003

79866-0
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VACGCINATIONS

Care Plan POCKET BOOK
4.2 Vaccinations ’ L
Primary health care

for children and
adolescents

Vaccines reduce suffering and save lives. Over half of the 30% drop in
childhood martality in the world since 1990 is attributable to immunization.

Immunization

(Vaccinations)

——— Make sure that the child receives vaccines at the recommended age
—— according to the national vaccination schedule.

GUIDELINES FOR HEALTH PROMOTION,

International Birth And Child Model Implementation Guide 'C{ A H L7 FH | R DISEASE PREVENTION AND MANAGEMENT
1.0.0-5TU 1 from the newborn period to adolescence

® 39294-4 B, World Health
LOINC @z
Children's preventive health services attachment Set
39235-7 Immunization data Set CPHS 0.
39236-5 Vaccine code (CPT) CPHS 1.1
39237-3 Immunization status CPHS 1.1
30973-2 Dose number 0.1
30957-5 Manufacturer name [ldentifier] Vaccine 0.1
30959-1 Lot number [Identifier] Vaccine 0.1
3141-9 Body weight Measured 1.1 [Ib_av]:kg
31377 Body height Measured 1.1 [in_us]:cm:m
39156-5 Body mass index (BMI) [Ratio] 1.1 kg/m2
8480-6 Systolic blood pressure 1.1 mm[Hg]
8462-4 Diastolic blood pressure 1.1 mm[Hg]
F843-4 Head Occipital-frontal circumference 0.1 cm
8339-4 Birth weight Measured 0.1 [Ib_av]:kg:g

1Y
1Y
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brus
couler of yolcuiant ge

SNOMED *r
SCTID: 1252708008 5 “ comsp [
Vaccine product .,_,.. . l
containing only e -

L

i ——— ——
RN e e e

O Vaxelis

LTV
susponye YOOor lrljl‘ci,'c in DTaP M2 IFV-Wl

aride-conjugaatyaccin

pneumoniae Danish | W fnsaditiea

Streptococcus A LS e et \ A
i Vaxelis
SerOt e 1; 3 ) 4/ 5 ) mumu“uhilgdﬂulk ] ‘:,‘_;_ : ey h':l..::;::':;s:l if“': ":’S?‘\\).Uiﬁh

Inapanitis B rONAL Peluprryeitio

{ von e
2 It Msemiphlian Try & VOuna conhupada Sundr & me
v:\.\:,.n,, Rahrirtat Arpivieh Sl grages A, Cwe ¥ Phcics

htvaitin

6A' GB’ 7F’ 9V’ 14’ o , N 3 e hCw
A " 0Ff 1 { - - A ,‘l'.
18C, 19A, 19F, 22F, S g B | —o zmmnr | gy e
GgeinasUwened] an Meqmopiiul S v <onofi

23F, and 33F R et e
capsular o el I o

polysaccharide

conjugated antigens ATC JO7ALO2

(medicinal product)

15-valent
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Which vaccines are available for children free of charge at Chaika Thilisi?

Hexaxim

A combined vaccine against six infections: hepatitis B, pertussis, diphtheria, tetanus, poliomyelitis,
and Haemophilus influenzae type B.

Used for vaccination of children from 6 weeks to 24 months of age. -
Schedule: 3 doses with an interval of at least 4 weeks (usually at 2, 3, and 4 months). '
Rotarix

Vaccine against rotavirus infection, available as sweet oral drops.

Schedule: 2 doses — at 2 and 3 months.

Note: The second dose must be given before the child reaches 24 weeks (6 months).

ATC JO7ALO2 SNOMED

Vaccine against pneumococcal infection. SCTID: 51451000087105

Vaccine product containing only
Streptococcus pneumoniae Danish serotype

Schedule: at 2, 4, and 12 months. 13 4,5 6A 68, 7F, 9V, 14, 18C, 19A, 19F,
and 23F capsular polysaccharide antigens
MMR conjugated (medicinal product)

Vaccine against measles, mumps, and rubella.

LOINC Koln Oktober 2026
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Maternal/Infant condition Child’s vaccination schedule

B DT5P-IPV - Hib -
BN HRY

)e p en d d nt on Mother vaccinated against
. pertussis during pregnancy (at e
wa m Ot h er an d C h | Id 222 weeks and 22 weeks before S (e

delivery)

utterstock.com - 2696031627

data
Mother had pertussis infection
maternal pertussis vaccination in Netherlands (proven by serology or PCR after [EREPANTIUN
In the Netherlands children’s first year pertussis 12+ weeks gestation)

vaccination scheme has two variants at in months of age
Mother is hepatitis B carrier 2—-3-5-12 months

depending on several data of mother, her pregnancy and
2-3-5-12 or Mother took immunosuppressive

child:
3-5-12 drugs during pregnancy (e.g., 2—3-5-12 months
Infliximab)

To make data interoperable we need to select data points .
are illustrated as [person — data point ] necessary to Child born premature (<37 weeks) Prc e PAULIIUE
exchange data from one (or more) providers / institute. Child had an exchange blood

transfusion 2-3-5-12 months

LOINC Koln Oktober 2026




DPT vaccination ATC and SNOMED CT

ical
:‘.:‘:r?,:;':ft?c Date and Place
Chemical (ATC) : .
C;:\rsr‘sli:?cation Vaccin at Jolp

Bacterial and viral vaccines, combined

JO7CAD1

JO7CA10
JO7CAlLl
JO7CA12
JO7CAL3

: Diphtheria-poliomyelitis-tetanus
JO7CAO02 :
JO7CAQ3 :
JO7CADS :
JOJCAQS @
JO7CA06 :
JO7CAQT :
JO7CAQS :
JOJCAQ9 @

Diphtheria-pertussis-poliomyelitis-tetanus
Diphtheria-rubella-tetanus

Hemophilus influenzae B and poliomyelitis

Diphtheria-hepatitis B-pertussis-tetanus

Diphtheria-hemophilus influenzae B-pertussis-poliomyelitis-tetanus
Diphtheria-hepatitis B-tetanus

Hemophilus influenzae B and hepatitis B

Diphtheria-hemophilus influenzae B-pertussis-poliomyelitis-tetanus-hepatitis B

: Typhoid-hepatitis A
: Diphtheria-Hemophilus influenzae B-pertussis-tetanus-hepatitis B
: Diphtheria-pertussis-poliomyelitis-tetanus-hepatitis B

: Diphtheria-hemophilus influenzae B-pertussis-tetanus-hepatitis B-meningocoeccus A + C

First diphtheria, pertussis, and
tetanus vaccination

Third diphtheria, perfussis, and
etanus vaccination

Second diphtheria, pertussis,
nd tetanus vaccination

Requires diphtheria, tetanus
and pertussis vaccination

itional User Guide Contact Us

LOINC Koln Oktober 2026
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Corynebacterium diphtheriae
antigens (procedure)

Administration of first dose of
vaccine product containing only
Bordetella pertussis and Clostridium
tetani and Corynebacterium
diphtheriae antigens (procedura)

Administration of third dose of
vaccine product containing only
Bordetella pertussis and Clostridium
tetani and Corynebacterium
diphtheriae antigens (procedure)

Administration of second dose of
vaccine product containing only
Bordetella pertussis and Clostridium
tetani and Corynebacterium
diphtheriae antigens (procedure)

Requires diphtheria, tetanus and
pertussis vaccination (finding)

SNOMED CT

The global
language of
healthcare

@ Administration of s} 2
first dose of vaccine

product containing only
Bordetella pertussis and
Clostridium tetani and
Corynebacterium diphthernae
antigens (procedure)

SCTID: 266158005

866158005 | Administration of first dose
of vaccine product containing only
Bordetella pertussis and Clostridium

tetani and Corynebacterium diphtherae
antigens (procedure] |

en Administration of first dose of
vaccine product containing only
Bordetella pertussis and Clostridium
tetani and Corynebacterium diphthernae
antigens (procedure)

en Administration of first dose of
diphtheria, pertussis, and tetanus
vaccine

en Administration of first dose of
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Problems

(including

| dingncacs) /. Diseases and
712 Cystic fibrosis ConditiOnS

G}’Stiﬂ fibrosis is the most common Ehrﬂniﬂ, DrﬂgrEEEiUE gEﬂEtiE disease. . . .
Children and adolescents with cystic fibrosis require lifelong treatment 1 2 C t F b

and care. Fl"hﬂ'l.lgh the disease is SIE'I«’EI'Elyr |IfE‘|II'I'II'I:II'I';_]1 advances in the ° yS IC I rOS I S
therapy of cystic fibrosis and a range of new drugs have led to significant

improvements in quality of life and greater life expectancy. While most

children are diagnosed at birth through newborn screening programmes,
some get diagnosed later in infancy or childhood.

7. DISEASES AND CO

Cystic fibrosis lungs vs. healthy lungs POCKET BOOK

Signs and symptoms g

Children and adolescents with cystic fibrosis have thick viscous secretions in
the lung, pancreas, liver, intestine and reproductive tract, leading to multiple
symptoms.

adolescents
Onset of signs and symptoms is often in early infancy:
B Meconium ileus (p. 150)
[ | [:nngenital intestinal atresia

_\ -~ \ ; vrv'_:‘- ‘,,‘ ,{; :‘
‘ |
. tickened " GUIDELINES FOR HEALTH PROMOTION,
B Respiratory symptoms & / DISEASE PREVENTION AND MANAGEMENT

Fa||ure tl] lhriue _" from the newborn period to adolescence
. clear airway airway with CF
In mlw, signs and symptoms may develop in later childhood: healthiine

Healthy lungs Lungs affected by cystic fibrosis

Primary health care
for children and

W Chronic and recurrent pulmonary disease: recurrent lower respiratory {iﬁﬁgggﬁggggg
g M E E SoE
tract infections, chronic wet or productive cough

B Chronic sinus disease: chronic sinusitis_headache. nasal polyposis
Cancreatic insufficiency: loose greasy stools, malabsorption, a%
vitamin deficiencies (A, D, E and K)

LOINC Koln Oktober 2026




Problems

(including
diagnoses)

Feature

e Fatty Stool
* Growth Retardation

e  Common infections

Shwachman
Diamond
Syndrome-

Management

e Pancreas insufficienc’yNN

* Neutropenia
e Skeletal Dysplasia

e Autisme like

Shwachman Diamond Synd

rome

From Feature to Medical Guideline

! *HP:0001531
SUUTER o 0INC:42819-3
to Failure to thrive

thrive  BSSY!
«ICPC: T10

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

Fatty Stool

Pancreas
insufficientie

Ann. N.Y. Acad. Sci. ISSN 0077-8923

ALS OF THE NEW YORK ACADEMY OF SCIENCES

Issue: Annals Meeting Reports

Draft consensus guidelines for diagnosis and treatment
of Shwachman-Diamond syndrome

Yigal Dror,! Jean Donadieu,” Jutta Koglmeier,® John Dodge,* Sanna Toiviainen-Salo,®
Outi Makitie, Elizabeth Kerr,' Cornelia Zeidler,® Akiko Shimamura,” Neil Shah,?

Marco Cipolli,? Taco Kuijpers,? Peter Durie,” Johanna Rommens,' Liesbeth Siderius,'?
and Johnson M. Liu'!

LOINC Koln Oktober 2026

* |ICD -10 K86.8

Shwachman
Diamond S
ORPHA:811

Cystic Fybrosis
ORPHA:586

OMIM # 21970
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— ] Pancreas insufticiency

cglig;luodslgg) P
. N R . SNOMED e
Exocrine pancreatic insufficiency (EPI) is the inability to properly digest food ...
due to a lack of digestive enzymes made by the pancreas. _
Type at least 3 characters «
EPIl is found in pancreas insufficiency
cystic fibrosis

= Pancreatic insufficiency due fo

Shwachman—-Diamond syndrome cystic fibrosis of pancreas
Johanson-Blizzard Syndrome

ICD-11 for Murtality and Mﬂl’bidity Statistics 202601 Pancreatic insufficiency due to cystic
fibrosis of pancreas (disorder)

SCTID: 707450006
. 707450006 | Pancreatic insufficiency
. due to cystic fibrosis of pancreas
(disorder) | en Pancreatic
insufficiency due to cystic fibrosis of
pancreas (disorder)

en Pancreatic insufficiency due to
cystic fibrosis of pancreas

pancreas insufficiency Browse | Coding Tool | In

DC30.Y Other specified cystic diseases of the pancreas
Cystic fibrosis of pancreas with pancreatic insufficiency

DC351 Secondary pancreatic insufficiency

5C53.2Y Other specified disorders of mitochondnal oxidative phosphorylation
Pancreatic insufficiency - anaemia - hyperostosis

LOINC Koln Oktober 2026



n.'E-l_.'] .Il_l\.H. "h"

Fllldar D

. . . / HHS Public Access
§C_ Author manuscript
u I e I n e yS I C = g Pediatrics. Author manuscript; available in PMC 2025 January 30.
; Published in final edited form as:
° ° 2 Pediatries. 2024 May 01; 153(5): . doi:10.1542/peds. 2023-064657.
Fibrosis
ﬁ Cystic Fibrosis Foundation Evidence-Based Guideline for the
T Management of CRMS/CFSPID
Laboratory Testing FECAL ELASTASE TEST
[ ]
9 The CFF recommends, for people with CRMS /CFSPID, that measurement of fecal ] o ® :o SRS
®
elastase (FE) should be performed at the initial assessment. Further testing of FE can be .'. Measurement of fecal
elastase concentration
provided when clinically appropriate (Grade B). /
10 The CFF recommends against routine laboratory evaluations, including fat-soluble ‘ E’@ gﬁﬁﬁ%%

vitamin testing, liver function testing, glucose monitoring, and blood counts for people
with CRMS/CFSPID (Grade D).

Measuring FE at the initial assessment is important to evaluate for exocrine pancreatic
function because pancreatic insufficiency is a clinical feature of CE FE levels can fluctuate in
the first year of life; therefore, a single abnormal FE level should be interpreted cautiously,
and repeat testing may be warranted*? if symptoms of steatorrhea or failure to thrive
develop. Most people with CRMS /CFSPID exhibit normal growth and nutrition and are

pancreatic sufficient; thus, the presence of pancreatic insufficiency would strongly support
reclassification to CF32%%42 LOINC Koln Oktober 2026



Hematologic

Peripheral blood cytopenias

EMF

MDS/AML

Immune dysregulation

Coagulopathy

Nonhematologic

Exocrine pancreatic dysfunction

Guideline

CBC with differential

s coun Shwachman diamond

Bone marrow aspirate and biopsy

Immunophenotypic analysis by flow cytometry d

Conventional karyotype and FISH Sy n rO m e
Somatic myeloid NGS panel

Cytoreductive therapy as clinically indicated

HLA-typing and evaluation for stem cell transplant as indicated

Serum immunoglobulins (IgG, IgM, IgA, IgE)

Lymphocyte subsets (T-cell subsets, B cells, natural killer cells)

Prothrombin time

Serum pancreatic isoamylase

Fecal elastase

Serum levels of vitamins A, D, E, and K, copper, and selenium

Pancreatic enzyme supplementation

From Table 1 Reilly CR, Shimamura A. Predisposition to myeloid malignancies in

Shwachman-Diamond syndrome: biological insights and clinical advances. Blood. 2023
Mar 30;141(13):1513-1523. doi: 10.1182/blood.2022017739. PMID: 36542827; PMCID:

PMC10082379.

LOINC Koln Oktober 2026

FECAL ELASTASE TEST

@
. [ ] ° @ Elastase
o ®
P o

® [ ] Measurement of fecal
elastase concentration

BANGALORE
/ GASTRO
CENTRE
HOSPITALS



Example

LOINC  Long Common Name Component Property Timing System Scale Method Class  Type UCUM Units FECAL ELASTASE TEST
k. - - - - - - - - - - =
® ® Elastase
25907-7 Elastase.pancreatic Elastase.pancreatic MCnt Pt Stool On CHEM L4  ugf®E ] ° :o 4
[Mass/mass] in Stool e eassmentoffeca
SNOMEDCT ‘
300953005
Fecal elastase 1 level (procedure)

120266000
Measurement - action (qualifier value)

260838004 N
ethod (attribute) /
246003002 20663006

Component (attribute) Substance with enzyme mechanism of action (substance)

o\

https://www.bangaloregastrocentre.com/blog/fecal-elastase-test-
LOINC Koln Oktober 2026
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Cystic fibrosis transmembrane conductance regulator (CF7R) gene mutations
in pancreatitis

‘ - a b, . =, d, e
Chee Y. Ooi *°*, Peter R. Durie ¢

* School of Women's and Children's Health, Faculty of Medicine, University of New South Wales, Svdney, Australia
" Department of Gastroenterology, Svdney Children's Hospital Randwick, Sydney, Australia
© Physiology and Experimental Medicine, Research Institute, the Hospital for Sick Children, Toronto, Canada
© Department of Paediatrics, Division of Gastroenterology, Hepatology and Nutrition, the Hospital for Sick Children, Toronto, Canada
 Department of Pediatrics, the University of Toronto, Canada

Received 4 April 2012; received in revised form 4 May 2012; accepted 4 May 2012
Available online 2 June 2012

Cystic Fibrosis

relation

P| to

gene mu

tation
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Table 1
_ Canadian Consortium for CF Genetic Studies _ The PIP score for a specific mutation is the ratio between the
Mutation Mutation class
Total P Total PI+PS _ PIP score pancreatic insufficient patients carrying the mutation (Total Pl)
/621r1G?T 9k Gy 1.00 Clagses [ - 1l . . o« . . . .

T » N Co oo 11 and a.II pancreatic |nsuff|.C|en.t and sufficient patients (Total PI+PS)
R553X 24 24 10 | cesest-m | | carrying the same mutation in a homozygous state or

ool G i 10| e haterozygous in a combination with a severe mutation such as:
G542 74 75 0.99 Classes 1- I .

F508del 1276 1324 0.96 casses1-m | | F508del, G551D or a Class | mutation. For example,
I £ ! 0% | deseslHl e 3 ratio of 1.00 indicates that all patients with 621+1G>T are Pl
W12BZK 19 20 0.95 Classes | - (Il . . .

N1303K 45 48 0.94 Classes | - I when associated with a severe mutation on the other allele.
et ' ' 52 cesel e 3 ratio of 0.1 demonstrates that 10% of subjects with R334W
GE51D 59 67 0.88 Classes | - Il

GB5E 16 22 0.73 Classes - |1l are PI.

A455E 18 i7 0.49 Classes [V -V .

" . . o | vy Adapted from Ooi et al.
R334W 1 10 0.10 Classes IV -V
1849+10kbC=T 2 22 0.09 Classes |V -V
R117H 1 25 0.04 Classes IV - V




Cystic Fibrosis ‘common genetic mutation

Which 29 common mutations?

CEFEATT
1

443530000
Screen for 29 common genetic mutations of cystic fibrosis using amplification refractory mutation system polymerase chain reaction assay technique (procedure)

‘ . 405825005

Molecular genetic test (procedure)

.>£EDEEEDG4 ;\.\“l ) 1208265001
g\k\iﬂethﬂd (attribute) j Evaluation - action (qualifier value)
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International Patient Summary updated October 2025

https://international-patient-summary.net/iso-27269/

IPS Features IPS Sections (clinical) -
74, on-cunicat Child Health
' S I.'“‘Ianl:latt::nr:o.ir Mandatory  if known Optional Vaccination

" '

Patient | Problems | Advance h :

I Attributes é'."cl“d'”g Directives = C Fronic
iagnoses) )
5 - . e -

: " e - i N y d =

Cross Allergies and History of Functional History of I S e a S e

Organization Intolerances Procedures Status Past Problems

| b . ¢ i\, 4 N, A %, A

f 3 i B R a
Required
i Medication Immunization History of .
if known Summary (Vaccinations) Pregnancy

_—
Healthcare
Provider
e

LS - hS A P -

- ™y 'a ~,
Medical Social History
(ineluding lifestyls Vital Signs
\ A L A b r
e =
N

LOINC Koln Oktober 2026



https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/
https://international-patient-summary.net/iso-27269/

@ EH R What means a EHDS Health Professional ?
@

Logical Model: Immunisation model

Official URL: http://wwa.xt-ehr.eu/fhir/models/Structurebefinition/EHDSImmunisation Version: 8.3.0

Draft as of 2026-02-06 Computable Name: EHDSImmunisation

Model describes the administration of immunisation products, including vaccines and immunoglobulins, covering active and passive immunisations. It focuses on
immunisation as a clinical procedure rather than the resulting immunity. The model supports routine immunisations at standard doses and may overlap with
medication summaries or prescription lists. Natural immunity, immunisation outcomes, refusals, and administration or planning details are out of scope.

Usages:

» Use this Logical Modél: Laboratory report model and Patient summary model

You can also check for usag the FHIR IG Statistics

Formal Views of Profile Content Bubrovnik!

Description of Profiles, Differentials, Snapshots and how the different presentations work .

Key Elements Table Differential Table Snapshot Table Statistics/References All

MName Flags Card. Type Description & Constraints Filter: B K4
EHDSImmunisation 0..¥ EHDSDataSet Immunisation model
Elements defined in Ancestors:header
[_j-.___:j header 1..1 Base Basic metadata for this information
_—|' subject 1..1 EHDSPatient Patient/subject inforration
-__:) identifier 0..¥ Identifier Business identifier for the object, unigue within its system. Supporting disambiguation between
different contexts (systems/countries).
E}lﬁ author[x] 0..* The author of the immunisation statement.
©) authorEHDSHealthProfessional EHDSHealthProfessiona

LOINC Koln Oktober 2026



Care Plan

Immunization
(Vaccinations)

Problems
(including
diagnoses)

POCKET BOOK
OF

Primary health care
for children and
adolescents

GUIDELINES FOR HEALTH PROMOTION,
DISEASE PREVENTION AND MANAGEMENT
from the newborn period to adolescence

{ ?‘*‘g World Health
G2 Organization

Lenght and weight in child health

paediatician

UML use case quality health data

a length & | suitable for
-\\h'-._ e

/ ™, Vd
[ Tlustrate how data /" Provide the
' points are related to | ——| HL7 API in
each other in a HL7 2 API library
N\ file /
\'\"'x..Prﬂ _.f/ \\"-._ r
e = e S

digital expert
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AHLZFHIR

The IPS Composition

Document
i i Required



Patient Informatiom | Primary Care Diagnosis Social Services
Collaborative care |

www.shwachman.nl srowth retardation Guideline SDS
Recurrent infection: (Orphanetcode;
https://rarecare.world | (LOINC] | SNOMED, ATC ;_a_)
N Diagnosis ICD - 10
i New Diagnostics }. Hurler syndrome Orphacode
HFl)O PKU, Duchenne MD, FOP OMIM
Shwachman Diamond Syndrome
LOINC
SNOMED -CT
ICPC DCOM
Sign primary care Guideline
Heelstick screening Collaborative Health
Hearing screening Care
Growth; Development
Interoperable data ATC
model 66-1 - New Therapeutics
ICF
HL7/ FHIR
ISO9999
Registry
Data collection with Guideline
systematically organised Social services and
computer processable rehabilitation

collection medial terms

©SDSS Holland



* X
* *
*EAP*

Rare Diseases

* 5 %

HL7

Netherlands =

Thank you

* European Pediatric 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
* EAPIT network

Laura Reali, Italy

Iren Kantor, Hungary

Nora Karara, Germany

* 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, Netherlands

* People with a rare condition and their families
Shwachman Diamond Syndrome Support Holland, Netherlands
Paulo Gongalves, Portugal

e.siderius@kpnplanet.nl
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