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GENETIC TESTING OF MINORS FOR HD

GENETIC TESTING OF MINORS AND HUNTINGTON DISEASE (HD)
Growing up in a family affected by Huntington disease (HD) can raise questions about the
future. Parents, caregivers, and young people may wonder whether genetic testing should be
done before adulthood. Because genetic information can have lifelong emotional, social, and
legal impacts, these decisions must be made with great care. This factsheet highlights the
considerations and choices that young people and their families may experience when
considering genetic testing.

Genetic Testing of Minors   
The Huntington Society of Canada follows international guidelines for genetic testing in 
children and youth. 

International guidelines recommend a minimum testing age of 18. 
Every situation is unique to the person, with individualized considerations. 
Minors at risk for HD should have access to genetic counselling, emotional support, and
education about living at risk. 
The Family Services team is available to support individuals and families as they consider
genetic testing in children and youth.

 
When Genetic Testing May Be Considered
In rare and exceptional situations, genetic testing of a minor may be appropriate.

Testing may be considered when there are clear developmental or neurological concerns
Decisions should involve:  

The child or youth (when appropriate)  
Parents or guardians  
The referring physician  
A medical genetics clinic team  

Testing in these cases is meant to confirm a diagnosis, not to predict the future 

What Is Predictive Genetic Testing? 
Predictive genetic testing is done to find out whether a person will develop HD in the future. 

Predictive testing:
Is available through medical genetics clinics in most major centres  
Usually involves several appointments  
Uses a blood sample to analyze DNA

The test looks at the number of CAG repeats in both copies of the HD gene 
Possible results: 

Positive – the HD gene mutation is present (does not predict when symptoms will begin)
Negative – the mutation is not present, and the person will not develop HD

http://www.huntingtonsociety.ca/
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What Is Confirmation Genetic Testing? 
Confirmation testing is used to help explain symptoms that are already present.

Confirmation genetic testing is:
Considered when a child shows developmental or neurological changes  
Often suggested after other possible causes have been ruled out  
Used to confirm whether symptoms are caused by HD  
Important because Juvenile HD is very rare, and other conditions may be treatable  

What Is Genetic Counselling? 
Genetic counselling helps families understand genetic testing and its possible effects. 

Genetic counselling is:
Strongly recommended before any genetic testing  
Used to help explain: 

Testing options  
Possible outcomes  
Emotional and family impacts  

Provided at no cost through provincial health insurance  
Available in person or by video in some provinces 

Factsheet developed by the HSC Family Services team. Reviewed by Tanya Greaser, BA, BSW,
Registered Social Worker and Family Services Educator, and David Macgregor, MSc, CCGC,
Genetic counsellor, Provincial Medical Genetics Program, St. John’s, Newfoundland 

SUPPORT AND RESOURCES 
 

Support is available for families navigating these complex decisions.  

Reach out to your local Resource Centre Director (RCD) of the Family Services Program at HSC for
ongoing support and education at hdsupport.ca

If you are ready to receive individual or group support from the Huntington Society of Canada, you
can self-refer here: http://contactme.cloud/form/huntingtonsociety

Informational factsheets for family and friends impacted by HD are available to view, print and
download at hdfactsheets.ca

Healthcare professionals and caregivers needing a more in depth understanding on caring for
someone with HD can find guides at hdresources.ca

Youth support from HSC | www.huntingtonsociety.ca/youth-support/
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