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Strength & Knowledge
Every other month, the Huntington Society of Canada publishes Strength & Knowledge, a practical guide for
helpful information and assistance for those who are managing HD; highlighting the Family Services department
recommended care, where to find help, who to connect with, and what advocacy efforts are currently underway.
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In The News
Kinzinger Introduces Legislation Providing Social Security, Medicare for Huntington Disease Victims
Illinois Review, February 12, 2015

Although the Huntington Disease Parity Act will directly impact only the American HD community, the
introduction of this legislation demonstrates support for those living with Huntington disease. The
Huntington Disease Society of America (HDSA) lobbied for this legislation, which would be of significant
benefit to Americans affected by HD.
Wednesday, Congressmen Adam Kinzinger (R-IL) and Bill Pascrell (D-NJ) reintroduced H.R. 842, the
Huntington Disease Parity Act, bipartisan legislation which would ensure that Social Security and Medicare
are available to people with Huntington disease (HD). With bipartisan support from over 100 cosponsors, it
is clear that H.R. 842 is critical to tens of thousands of people across the United States battling this rare,
fatal, hereditary disease, as well as their families who care for them. For the full article, click here.
Alberta MLA Kerry Towle issues statement on Huntington disease to the Legislative Assembly
March 19, 2015

Kerry Towle, MLA for Innisfail-Sylvan Lake, delivered a statement to the Legislative Assembly of Alberta in
the words of her 18-year-old niece, Melinda Hunt, who was recently diagnosed with Juvenile Huntington
disease. Click here to watch the video.

Talking to Children About HD
Talking to your children about Huntington disease (HD) is difficult for parents. We all want to protect our
kids, keep them safe and shelter them from bad news. Some parents believe that saying “Mom or Dad has a
fatal illness,” will hurt their children too much, so it’s better to keep HD a secret. However, secrets can cause
a child to feel betrayed or erode trust in their parents.
No matter how difficult it is to break the news, not telling them is worse. Most children will realize
something is wrong, despite your efforts to hide it. If no one tells them about HD, children will try to make
sense of things themselves. What they imagine can be far worse than the truth.
Children have a right to know. HD is a disease that will affect them in many ways now and in the future.
Telling them about HD gives them the information they are going to need to make good decisions and feel
safe and reassured.
Before you talk to your children, you need to feel ready and able. There are a variety of approaches to speak
to children, but this fact sheet provides some guidelines for communication.

Physician’s Guide

HSC has published the 3rd
edition of A Physician’s Guide
to the Management of
Huntington Disease, with
the assistance of HDSA.
For a copy please contact us at
info@huntingtonsociety.ca
or 1-800-998-7398.

The Huntington Society of
Canada is a proud supporter of
www.enroll-hd.org

www.ypahd.ca

Some suggestions:
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Prepare your explanation beforehand
Rehearsing what you are going to say will help you to stay calm, so that you can put aside your own fears for
the time being and focus on your children’s fears.
Break it into manageable bits
Telling your children the truth doesn’t mean telling them everything all at once. Provide a small amount of
information at a time that is developmentally and age appropriate. Use words that are easy for them
to understand. Include as little or as much detail as you feel your children can comprehend. Give them time to
grasp the information. Ask if they have any questions. Encourage them to ask questions at any time.
Clarify Misunderstandings
Make sure your children don’t have any misconceptions about HD. For example, they may be afraid of getting
sick if they hug Mommy.
Discuss their risk
In addition to telling your children about the symptoms of HD, it is important to tell them about the hereditary
nature of the disease. Children can begin to understand the idea of genetics and inheritance around 11 or
12 years old. Younger children may ask and teens need to know. Tell them scientists all over the world are
working to find better and meaningful treatments.

Answer questions as they come up
Be open to being asked questions or having discussions. Asking questions is a sign that your children are ready
for more information. Be ready to take advantage of these opportunities whenever possible.
Think about questions your children might ask and prepare answers in your mind so that you are ready
to respond.
It’s okay if you don’t have all the answers. Tell them you don’t know, but you will find out for them.
Let them know that they can always come back and ask more questions.

Take age and personality into account
How much you will say will depend on your children’s ages and personalities. You know them better than
anyone else, so you’re the best judge of what your children can understand. Here are a few things to keep
in mind:
Ages 3 to 6
Tell your children that it’s not their fault that mommy or daddy has HD and it is not a result of something
that they did. Explain that HD is not contagious. You can’t catch it by hugging or touching or sharing a snack.
Reassure your children that they will continue to be taken care of. Explain who will do the mommy and
daddy things.
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Ages 6 to 12
At this stage, children are ready for more detail, so give them your best understanding of what may happen.
Expect many questions from them about what is wrong and what the doctors are going to do about it.
Teens
Give your teenagers as much information as possible. Many teens want to be treated like adults. Answer every
question fully and honestly. Don’t expect empathy or support. While it’s tempting to turn to your teenagers
when you feel overwhelmed, remember that they are dealing with enough already. Be flexible with chores.
Respect their need for privacy. Once you’ve given the information, give them time and space to process it.
Don’t feel offended if they prefer to talk about their feelings with someone else such as a friend, mentor,
teacher, coach, etc. Check in with your child periodically; ask if they have any new questions or concerns.

For sources of support and information, click here.

