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Parental perspective:

- Helps researchers focus on 
relevant issues;

- Parents are experts on the day-
to-day needs;

- Provides recommendations that 
are better tailored to individual 
needs;

- Supports clinical decision making.
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Eurordis-led community engagement taskforce



The guideline consortium developed a parental survey on:

- Somatic issues

- Genetic information

- Mental health issues

- Care needs

- Parental stress

In 10 (!) languages
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Title



• Rare syndrome

• High parental stress

• Somatic issues

• Mental health issues 

• Regression

• Sleep issues



• Being a parent can be stressful

• Being parent of a child with a condition can be very stressful

• Being a parent of a child with a rare genetic syndrome, somatic
issues, mental health issues and developmental problems……

Has to have superpowers…

And may cause feelings of loss, being overwhelmed, stressed out. 
That’s ok, it is normal and it will not always be like this. 



Living loss

• ‘Living loss’ is the term introduced by Manu Keirse to 
indicate the life-long mourning that you can 
experience when a loved one experiences a chronic 
disease; 

• Living loss can come up any moment, expectedly or 
unexpectedly;

• You and your family have to adjust your life and 
expectations again and again, over and over;

• The grief/loss does not end, it may change however. 
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• You continuously have to cope with loss, it takes hard work and time to cope (it is 
like an extra job);

• Recognition of the loss and allowing it to be here, now and in the future, may give 
you space; 

• People around you can best support you by listening and to recognize that these 
feelings of loss are there and will be there;

• This might be easier with other parents that have been there or also are there, 
maybe through patient organizations;

• It might also make you assertive or give strength…

Maybe even superpowers!

What do you need as a parent to be able to use your powers?
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Current parental perspective project

Survey the sequel on parents
perspective on research:

• Questions on research and
innovation focus (forms of active
research participation, experiences
in participation);

• Which domains and topics are 
important to you as a parent;

• Perspective on research 
collaboration. 
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Possible future project??

• Third survey on tips & tricks from parents to parents

• What was truly helpful?

• Sleep, identity, learning, communication etc. 

• Best parent practices in day-to-day life 
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South African disability movement:
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