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Use Cases

Unplanned healthcare

including emergency/surgery

Planned healthcare

Second opinion/multidisciplinary 
(MDT) consultations

Internal consultations

Consultations about availability of 
ongoing clinical studies/eligibility 
check

Concise summary for patients
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The International  Patient Summary

Implementation Independent
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The European Patient Summary data set

https://webgate.ec.europa.eu/fpfis/wikis/display/EHDSI/05.01.+Create+the+eHDSI+Patient+Summary+content#id-
05.01.CreatetheeHDSIPatientSummarycontent-3.PATIENTSUMMARYDATA(InformationaboutthePatientSummaryitself)

Clinical ContentContext



RD diagnosis X X X X X X

Disease name X X X X X X

ORPHAcode X X X X X X

Diagnosis assertion status X X X X X X

Method for diagnosis confirmation X X X X X

Causative gene (if relevant) X X X X X

Gene variant (if relevant) X X X X X

Disease history X X X X X

Age of onset X X X X X

Age at diagnosis X X X X X

Heredity (if relevant) X X X X X

Clinical manifestations X X X X X

Investigations (type and results) X X X X X

Disabilities X X X X X

Antenatal/perinatal information (if relevant) X X X X X

Birth date X X X X X

Gender at birth X X X X X

Malformation detected antenatally X X X X

Medically assisted procreation (yes/no) X X X X X

Gestational age at birth (weeks) X X X X X

Weight at birth X X X X X

Height at birth X X X X X

Head circumference at birth X X X X X

Family antecedents in relation with the RD X X X X X

Affected member (propositus) yes/no X X X X X

Parental relationship with the affected member X X X X X

Consanguinity: yes/no/unknown X X X X X

Other relevant familial antecedents (i.e. cancer) X X X X X

Treatments X X X X X X

Treatment specific for the RD: yes/no X X X X X X

Name and posology of the ongoing treatment(s) (RD specific;

others)
X X X X X X

Care pathway X X X X X X

Name of the physician in charge of the patient: X X X X X X

Rare disease centre following the patient: name of the

centre/hospital/ location/phone number (incl. emergency

phone number)

X X X X X X

Is the RD centre part of an ERN (yes/no) X X X X X X

ERN name X X X X X X

Useful information X X X X X

url leading to information on the disease, including CPGs,

emergency and anesthesia guidelines
X X X X X

Main alert messages X X X X X

Use case: 

Unplanned care (incl. 

emergency/surgery)

ERN 

consultatio

n

MDT Board consultation, 

second opinion, including 

internal hospital consultations

GP
Clinical study 

availability

Summary 

for patients

Implementation Independent
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RD diagnosis
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Clinical manifestations
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Disabilities
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Birth date
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Malformation detected antenatally
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Treatments

Treatment specific for the RD: yes/no
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Care pathway
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Rare disease centre following the patient: name of the centre/hospital/

location/phone number (incl. emergency phone number)

Is the RD centre part of an ERN (yes/no)

ERN name

Useful information

url leading to information on the disease, including CPGs, emergency and

anesthesia guidelines

Main alert messages

RD diagnosis X X X X X X

Disease name X X X X X X

ORPHAcode X X X X X X

Diagnosis assertion status X X X X X X

Method for diagnosis confirmation X X X X X

Causative gene (if relevant) X X X X X

Gene variant (if relevant) X X X X X

Disease history X X X X X

Age of onset X X X X X
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Clinical manifestations X X X X X
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Birth date X X X X X

Gender at birth X X X X X
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Medically assisted procreation (yes/no) X X X X X

Gestational age at birth (weeks) X X X X X

Weight at birth X X X X X

Height at birth X X X X X

Head circumference at birth X X X X X

Family antecedents in relation with the RD X X X X X

Affected member (propositus) yes/no X X X X X

Parental relationship with the affected member X X X X X

Consanguinity: yes/no/unknown X X X X X

Other relevant familial antecedents (i.e. cancer) X X X X X

Treatments X X X X X X

Treatment specific for the RD: yes/no X X X X X X

Name and posology of the ongoing treatment(s) (RD specific;

others)
X X X X X X

Care pathway X X X X X X

Name of the physician in charge of the patient: X X X X X X

Rare disease centre following the patient: name of the

centre/hospital/ location/phone number (incl. emergency

phone number)

X X X X X X

Is the RD centre part of an ERN (yes/no) X X X X X X

ERN name X X X X X X
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X X X X X
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 Unplanned care (incl. 
emergency/surgery) 

RD diagnosis  X 

Disease name  X 

ORPHAcode X 

Diagnosis assertion status X 

Treatments X 

Treatment specific for the RD: yes/no X 

Name and posology of the ongoing treatment(s) (RD specific; others) X 

Care pathway X 

Name of the physician in charge of the patient: X 

Rare disease centre following the patient: name of the centre/hospital/ location/phone number (incl. emergency phone number) X 

Is the RD centre part of an ERN (yes/no) X 

ERN name X 

Useful information X 

url leading to information on the disease, including CPGs, emergency and anesthesia guidelines X 

Main alert messages X 

 

Focus on Rare Disease Unplanned Care
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RD diagnosis X X X X X X

Disease name X X X X X X

ORPHAcode X X X X X X

Diagnosis assertion status X X X X X X
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Where the on-develop EHRxF specs are ?

• HL7 CDA Templates

• https://art-decor.org/art-decor/decor-project--eehrxf-

• HL7 FHIR profiles

• https://build.fhir.org/ig/hl7-eu/x-ehealth/

• GitHub repos

• https://github.com/hl7-eu/x-ehealth
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Interested in 
diving in ?
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FOLLOW US!
Social Media:

@x_ehealth / #XeHealth

Website: 
https://www.x-ehealth.eu/
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