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25. How long is a patient kept in the system? 

A patient is kept in the system until the Patient retention date. This field is 

visible for the patient’s lead (and it’s assistants) and for the helpdesk of the 

patient’s ERN, on the bottom of the Details tab of the patient when the toggle is 

set to show personal data. 

   

The value of this field is set to 15 years after patient creation in the system but 

can be updated by the above-mentioned users. It is important to note that the 
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retention date should be at most 15 years later than the consent date, so that if 

the consent date is changed, the retention date should be updated accordingly. 
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K. Pedigree Diagram 

1. How do I create a Pedigree diagram 

To create a Pedigree Diagram follow these steps: 

Step 1 Log in to the CPMS 2.0 system using your credentials. 

Step 2 

Select a patient, navigate to Files tab and click on Pedigree button

 

Step 3 

A diagram is opened as follows: 

1. The person is displayed in the centre of the screen, with an arrow pointing to it, 

taking into account the gender: as a square if it is a male, as a round if it is a 

female, diamond for non-binary/gender diverse  

2. The name is displayed below the symbol 

3. The age is displayed below the name. 
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2. How do I edit a person in a Pedigree diagram 

To edit a person in a Pedigree Diagram follow these steps: 

Step 1 

Click on a person from the diagram and click on Edit person button. 

 

Step 2 

Fill in the person’s details (or update the existing information) based on the 

rules below: 

1. Nickname: the person’s nickname is taken from the patient details (for 

the probant) and is autogenerated for the rest of the persons, using 

Roman numerals for generations (starting with the older generation at 

the top and ending with the most recent at the bottom) and Arabic 

numbers for persons within a generation (starting with the lower value 

to the left). It can be changed to use a custom value by checking the box 

“Custom name”. Any alpa-numeric character is accepted, no double 

spaces, no null values. 
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2. Gender: the person’s gender is taken from the patient details (for the 

probant). It can be changed to any value defined in gender ListOfValues 

and is mandatory. 

3. Biological sex (Optional): the person’s biological sex can be set (not 

mandatory) by selecting one of the values: AMAB- Assigned Male At 

Birth, AFAB- Assigned Female At Birth, UAAB- Unassigned At Birth, or 

Unknown.   

4. Age: for the probant, the person’s age is taken from the patient details 

and cannot be changed unless the patient is deceased in which case the 

age at death should be filled in and considered. For the other persons in 

a diagram, the age is mandatory at the time of person creation but can 

be changed at any time and is automatically recomputed during time (by 

increasing the saved age with difference in years between the today 

date and the lastsaved date of the pedigree diagram.  

5. Adopted:  if the person was adopted, the information can be stored by 

checking the Adopted checkbox. 

6. Deceased: if the person is deceased, the information can be stored by 

checking the Deceased checkbox. In this case, the age field will store 

the Age at death and will not be recalculated during time. 

 

Step 3 

For each person in a diagram, several diseases can be added, by clicking on the 

Add disease button. 

 
Clicking this button triggers the display of a new section within the form. 

Step 4 

Type in the details for the disease based on the rules below: 

1. Name: select from the list or type in a name for the disease  

2. Affected indicator:  select yes or no depending if the person is affected 

or not by the disease 

3. If affected is checked, type in the age at diagnosis (default value is the 

age of the person). This field is not mandatory. 
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4. Details: fill in any relevant information about the patient with regards to 

the selected disease. This information is displayed only when editing a 

patient (is not visible in the diagram directly) 

5. Genotype: select positive, negative, or unknown value depending on 

genotype status. If the selection is positive or negative, a mandatory 

field is displayed and must be filled in with the gene status. 

 

Step 5 

Additional diseases can be added to a person by clicking the Add disease 

button: 

 

Step 6 

Diseases can be removed from a patient by clicking the Remove button: 

 

Step 7 

Save the information for the person by clicking the Save button.

 

The following updates are done in the diagram: 



 

 

CPMS 2.0 Reference Manual – CARE V9.0 159 

1. The person is displayed taking into account the gender: as a square if it 

is a male, as a round if it is a female, diamond for non-binary/gender 

diverse  

2. The name is displayed below the symbol 

3. The age is displayed below the name and if the Biological sex is set, it is 

also displayed in the line with the age, right after the age. 

4. The symbol is filled in if the user is affected by at least a disease, with 

one colour per disease (the symbol can be split in 2,3,4 different 

quadrants based on need). If the disease was already assigned to a 

particular colour, the same coluor will be applied in the entire diagram 

for all persons having the respective disease (same disease means 

same Phenotypic Abnormality (HPO) code or same freetext in 

OtherDisease field). 

5. Up to 4 diseases can be shown graphically for a patient. For the other 

selected diseases the user must view person's profile via Edit person 

menu. 

6. The symbol is crossed by a oblique line if the patient is deceased 

7. The symbol is surrounded by external brackets if the patient is adopted. 

8. The name of the disease must be displayed underneath the patient and 

the age when it was diagnosed (one disease/line) 

9. The genotype and whether it is positive or negative is displayed above 

the patient in the left upper corner with a grey font colour. 

 

3. How do I delete a person from a Pedigree diagram 

To delete a person from a Pedigree Diagram follow these steps: 

 

Step 1 Click on a person from the diagram and click on Delete person button. 
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Note that the probant cannot be deleted (the Delete Person button is grayed 

out) 

Step 2 

Once the Delete person button is pressed a confirmation popup is displayed. If 

the user clicks on yes, the person is deleted. If the user clicks on no, there is no 

action done. 

Note that deleting a person may leave persons without any connection to the 

probant. A verification is done when saving the diagram and the user is 

requested to clean the diagram so that all persons have direct/indirect 

connections to the probant. 

 

4. How do I add a parent to an existing person 

Step 1 
Click on a person from the diagram and click on Add parent button. 

 

Step 2 

Fill in the person’s details based on the rules below: 

1. Nickname: the person’s nickname is autogenerated using Roman 

numerals for generations (starting with the older generation at the top 

and ending with the most recent at the bottom) and Arabic numbers for 

persons within a generation (starting with the lower value to the left). It 

can be changed to use a custom value by checking the box “Custom 

name”. Any alpa-numeric character is accepted, no double spaces, no 

null values. 

2. Gender: the selection of one of the displayed values is mandatory. 

3. Age: the field is not mandatory, but if set, it is automatically recomputed 

during time (by increasing the saved age with difference in years 

between the today date and the lastsaved date of the pedigree 

diagram).  
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4. Adopted:  if the person was adopted, the information can be stored by 

checking the Adopted checkbox. 

5. Deceased: if the person is deceased, the information can be stored by 

checking the Deceased checkbox. In this case, the age field will store 

the Age at death and will not be recalculated during time. 

 

Step 3 

Save the information for the parent by clicking the Save button. 

The following updates are done in the diagram: 

1.  The parent is displayed taking into account the gender: as a square if it 

is a male, as a round if it is a female, diamond for non-binary/gender 

diverse. 

2. There is a vertical line that links the person with the added parent. In 

case there already was another parent, a relationship between them is 

created and displayed as a horizontal line. 

3. The name is displayed below the symbol. 

4. The age is displayed below the name. 

Step 4 
For adding other details for the parent (such as diseases), click on the person 

and on the Edit person button. 

 

5. How do I add a partner to an existing person  

Step 1 Click on a person from the diagram and click on Add partner button. 
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Step 2 

Fill in the person’s details based on the rules below: 

1. Nickname: the person’s nickname is autogenerated using Roman 

numerals for generations (starting with the older generation at the top 

and ending with the most recent at the bottom) and Arabic numbers for 

persons within a generation (starting with the lower value to the left). It 

can be changed to use a custom value by checking the box “Custom 

name”. Any alpa-numeric character is accepted, no double spaces, no 

null values. 

2. Consanguinity : if the partner is consanguineous with the person he is 

added in a relationship with, the box must be checked. The relationship 

will be drawn as a double line. 

3. Gender: the selection of one of the displayed values is mandatory. 

4. Age: the field is not mandatory, but if set, it is automatically recomputed 

during time (by increasing the saved age with difference in years 

between the today date and the lastsaved date of the pedigree 

diagram). 

5. Adopted:  if the person was adopted, the information can be stored by 

checking the Adopted checkbox. 

6. Deceased: if the person is deceased, the information can be stored by 

checking the Deceased checkbox. In this case, the age field will store 

the Age at death and will not be recalculated during time. 
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Step 3 

Save the information for the partner by clicking the Save button. 

The following updates are done in the diagram: 

1.  The partner is displayed taking into account the gender: as a square if it 

is a male, as a round if it is a female, diamond for non-binary/gender 

diverse. 

2. There is a horizontal line that links the 2 partners (double line in case 

the relationship is consanguineous). 

3. The name is displayed below the symbol. 

4. The age is displayed below the name . 

Step 4 
For adding other details for the partner (such as diseases), click on the person 

and on the Edit person button. 

 

6. How do I add a child to an existing person  

Step 1 
Click on a person from the diagram and click on Add child button. 

 

Step 2 

Fill in the person’s details based on the rules below: 

1. Nickname: the person’s nickname is autogenerated using Roman 

numerals for generations (starting with the older generation at the top 

and ending with the most recent at the bottom) and Arabic numbers for 

persons within a generation (starting with the lower value to the left). It 

can be changed to use a custom value by checking the box “Custom 

name”. Any alpa-numeric character is accepted, no double spaces, no 

null values. 

2. Gender: the selection of one of the displayed values is mandatory. 

3. Age: the field is not mandatory, but if set, it is automatically recomputed 

during time (by increasing the saved age with difference in years 
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between the today date and the last saved date of the pedigree 

diagram). 

4. Adopted:  if the person was adopted, the information can be stored by 

checking the Adopted checkbox. 

5. Deceased: if the person is deceased, the information can be stored by 

checking the Deceased checkbox. In this case, the age field will store 

the Age at death and will not be recalculated during time. 

 

Step 3 

Save the information for the child by clicking the Save button. 

The following updates are done in the diagram: 

1.  The child is displayed taking into account the gender: as a square if it is 

a male, as a round if it is a female, diamond for non-binary/gender 

diverse. 

2. There is a vertical line that links the parent to the child.  

3. The name is displayed below the symbol. 

4. The age is displayed below the name . 

Step 4 
For adding other details for the child (such as diseases), click on the person 

and on the Edit person button. 

 

7. How do I add a sibling to an existing person  

 
IMPORTANT: you can only add siblings to a person if the person has at least 

one parent 

Step 1 
Click on a person from the diagram and click on Add Sibling button. 

 

Step 2 

Fill in the person’s details based on the rules below: 

1. Nickname: the person’s nickname is autogenerated using Roman 

numerals for generations (starting with the older generation at the top 

and ending with the most recent at the bottom) and Arabic numbers for 
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persons within a generation (starting with the lower value to the left). It 

can be changed to use a custom value by checking the box “Custom 

name”. Any alpa-numeric character is accepted, no double spaces, no 

null values. 

2. Gender: the selection of one of the displayed values is mandatory. 

3. Age: the field is mandatory at the time of sibling creation and is 

automatically recomputed during time (by increasing the saved age with 

difference in years between the today date and the last saved date of 

the pedigree diagram).  

4. Adopted:  if the person was adopted, the information can be stored by 

checking the Adopted checkbox. 

5. Deceased: if the person is deceased, the information can be stored by 

checking the Deceased checkbox. In this case, the age field will store 

the Age at death and will not be recalculated during time. 

6. Twin: check the box if the sibling you are adding is the twin of the 

person. 

7. Fraternal status: if the twin box is checked, the fraternal status of the 

twin must be set by choosing one of the available options. 

 

Step 3 

Save the information for the sibling by clicking the Save button. 

The following updates are done in the diagram: 

1.  The sibling is displayed taking into account the gender: as a square if it 

is a male, as a round if it is a female, diamond for non-binary/gender 

diverse. 

2. The sibling is positioned on the same vertical axis as the person to 

whom he is added. 

3. If the sibling is not a twin, there is a horizontal line that is created below 

the parent(s) of the 2 siblings. 
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4. If the sibling is a twin, the 2 twins are linked with oblique lines (with a 

horizontal line between them if they are monozygotic) 

5. The name is displayed below the symbol. 

6. The age is displayed below the name . 

Step 4 
For adding other details for the sibling (such as diseases), click on the person 

and on the Edit person button. 

 

8. How do I add a pregnancy to an existing person  

Step 1 
Click on a person from the diagram and click on Add Pregnancy button. 

 

Step 2 

Fill in the pregnancy’s details based on the rules below: 

1. Gender: the selection of one of the displayed values is mandatory. 

2. Estimated Delivery Date: pick up from the calendar the estimated 

delivery date, in case it is known. 

3. Terminated:  if the pregnancy is terminated, the information can be 

stored by checking the Terminated checkbox. In this case, 2 new fields 

are displayed. 

4. Reason for termination: the selection of one of the displayed values is 

possible but not mandatory. 

5. Age at termination: the age (in weeks) at termination can be set. The 

field is not mandatory. 

 

Step 3 

Save the information for the pregnancy by clicking the Save button. 

The following updates are done in the diagram: 

1. The pregnancy is displayed as a triangle with a P in it. 

2. If the estimated delivery date is set, the EDD + the date is displayed 

below the symbol.  

3. If the pregnancy is terminated, if the fields reason for termination and 

age at termination are set, their value is displayed. 

 

 

9. How do I manage relationships of a particular person  

Step 1 

If you want to manage the relationships of a person with the other persons 

defined in the diagram, click on a person from the diagram and click on 

Manage relationship button. 

A form is displayed to manage relationships of the selected person. 
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Step 2 

In the Edit partners section, you can edit the person’s partnership relationships 

by: 

4. Changing an existing partner relationship to consanguineous/non-

consanguineous. 

5. Removing one of the existing partner relationships by clinking the 

Remove button from the respective line 

6. Adding a new partner relationship with a person from the diagram by 

clicking the Add partner button. 

a. In the dropdown that is displayed, select the person from the 

diagram with whom you want to add a partner relationship. You 

can choose from all persons in the diagram (that are not yet in a 

partner relationship with the selected person). 

b. Set the consanguinity attribute for this partner relationship 

c. Click on Add partner button in case you want to add a new 

partner relationship. 

You can edit the other sections before saving all you work or you can click the 

Save button after each section (which will close the form and in case you want 

to edit other relationships you need to press the Manage relationship button 

once more). 

Step 3 

In the Edit children section, you can edit the person’s children relationships by: 

7. Removing a person from the list of your children by clinking the Remove 

button from the respective line. This will not delete the person, it will 

only remove the line between the deleted child and the person you are 

managing the relationships 

8. Adding a person from the diagram as the child of the person you are 

modifying, by clicking the Add child button. 

a. In the dropdown that is displayed, select the person from the 

diagram you want to add as a child. You can choose from all 

persons in the diagram, except for the person’s parents, other 

children, other persons with 2 parents. 

b. Click on Add child button in case you want to add a new child. 

 

You can edit the other sections before saving all you work or you can click the 

Save button after each section (which will close the form and in case you want 

to edit other relationships you need to press the Manage relationship button 

once more). 

Step 4 

In the Edit parents section, you can edit the person’s parents relationships by: 

6. Removing a person from the list of your parents by clinking the Remove 

button from the respective line. This will not delete the person, it will 

only remove the line between the deleted parent and the person you are 

managing the relationships 
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7. Adding a person from the diagram as the parent of the person you are 

modifying, by clicking the Add parent button. This is only applicable in 

case there are not already 2 parents defined. 

a. In the dropdown that is displayed, select the person from the 

diagram you want to add as a parent. You can choose from all 

persons in the diagram, except for the already defined parent and 

the person’s children. 

b. Click on Add parent button in case you want to add a new parent 

(only valid until the limit of 2 parents/person is reached). 

 

You can edit the other sections before saving all you work or you can click the 

Save button after each section (which will close the form and in case you want 

to edit other relationships you need to press the Manage relationship button 

once more). 

Step 5 

In the Edit twins section, you can edit the person’s twin relationships by: 

1. Changing the type of twins for the existing ones (between monozygotic, 

dizygotic and unknown). 

2. Removing a person from the list of your twins by clinking the Remove 

button from the respective line. This will not delete the person, it will 

only transform that person into a sibling. 

3. Adding a person from the diagram as the twin of the person you are 

modifying, by clicking the Add twin button. This is only applicable in 

case there are siblings defined for that person. 

a. In the dropdown that is displayed, select the person from the 

diagram you want to add as a twin. You can choose from all 

siblings of the person that are not yet defined as twins for this 

person. 

b. For each twin relationship, you can setup if the twin is 

monozygotic, dizygotic or unknown. 

c. Click on Add twin button in case you want to add a new parent 

(only valid until the person has siblings that are not his twins). 

 

You can edit the other sections before saving all you work or you can click the 

Save button after each section (which will close the form and in case you want 

to edit other relationships you need to press the Manage relationship button 

once more). 
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10. Generate a json file so that it can be imported in another tool 

Step 1 

If you need the diagram to be imported in another tool, you may find useful the 

json files that describe the entire structure. To obtain this, click on the export 

json icon on the right side of the screen (2nd icon).  

 

Step 2 
The json file is exported and available in you predefined download folder. 

 

11. Generate an image so that it can be printed/shared 

Step 1 

If you need the diagram to be printed or discussed in a non virtual meetings, 

you may you may find useful the download in an image format. To obtain this, 

click on the export image icon on the right side of the screen (1st icon).  

 

Step 2 
The json file is exported and available in you predefined download folder. 
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12. Import a diagram from a valid json 

Step 1 

If you need to import a diagram created in a different tool, you can do this by 

clicking on the upload diagram icon on the right side of the screen (3rd icon).  

The action will replace the existing diagram with the imported one. 

Please note that the diagram must respect the CPMS Pedigree rules, otherwise 

the following message is displayed and the previous diagram is not discarded: 

”The uploaded file does not meet CPMS 2.0 Pedigree requirements. No upload 

is performed”. The rules that the json file must meet are available here: 

Pedigree JSON Structure. 

Step 2 
The json file is exported and available in you predefined download folder. 

 

13. Save work done 

 

Step 1 At any time you want to save you work, click on the save icon on the right side 

of the screen (7th icon).  

https://citnet.tech.ec.europa.eu/CITnet/confluence/display/ERNCPMS/Pedigree+JSON+Structure
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14. Increase/reduce the visibility over the diagram 

Step 1 

If you want to have a clearer view on the diagram, you can zoom in by clicking 

the Zoom in icon on the right side of the screen (4th icon). 
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Step 2 

If you want to have a general view on the diagram, you can zoom out by 

clicking the Zoom out icon on the right side of the screen (5th icon).

 

Step 3 

If you want to revert to the initial settings (with the probant in the center of the 

screen), you can revert to original zoom by clicking the revert zoom icon on the 

right side of the screen (6th icon). 
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