Speaking Out ~ Living With Huntington’s Disease
Young People Answer Difficult Questions
Living with the knowledge that a terminal illness as devastating as Huntington's is in your life is very difficult for anyone. However, for the many young people living under the veil of inheriting this disease the special situations they have to face not only affect their "developing" years but the rest of their lives as well.   

Below are the responses to some questions I asked members of the HDSA National Youth Alliance [NYA] to answer early in 2002. As you will read, some of them are very difficult and sensitive issues and the NYA members who responded put their hearts and souls into their answers.   Each one of those who responded agreed to share their experiences with others in hopes that their answers will help other young people living with Huntington's Disease understand that they are not alone.  Their answers appear exactly as they wrote them, I did not correct spelling or grammar. Where known, I have updated the brief introductory on each person as of 2008.

For anyone who has attended a Huntington’s Disease Society of America national convention, you are aware that since 2002 the HDSA National Youth Alliance membership has grown tremendously!  Recognizing the needs of these young people, the HDSA has incorporated special educational sessions for them in the convention program each year.  In addition, HDSA fully supports the NYA annual Talent Show and Silent Auction held at the convention. These events are where the members of the NYA raise money for HDSA HD Research Projects and to support the annual NYA Convention Scholarship Fund they established in 2003 to help send other young people from HD families to a national convention each year.  

The NYA Mission is to make theirs the FIRST generation without HD by working together to create awareness and education on Huntington’s Disease and to provide support to each other as well as to all young people living with HD.  They are the future educators, researchers and leaders of tomorrow’s Huntington’s Disease worldwide programs and organizations.

When these questions were asked early in 2002 there wasn’t any research done on how living with Huntington’s Disease affects the children and young adults from HD families.  Thankfully, in the past few years, HD professionals from around the world are recognizing those needs. But we’re not there yet in providing support for all young people from Huntington’s Disease families.  Besides the research being done, programs need to be put into place to support the special needs of these young people.  Are you talking to the young people from HD families and looking within your own HD organization to see what you can do to help? If not, why not?

With heartfelt regards,

Jean Miller, Sue & Dave Hodgson - HDSA National Youth Alliance Adult Advisors

For information on the NYA please visit www.hdsa.org/nya
Stacy ~ HD+
Stacy has the Juvenile form of Huntington's Disease. At the time she wrote this in 2002 she was 21 years old, living in Michigan with her parents.  

What issues do you deal with living with HD that is the hardest for you?  

Swallowing, being in a wheelchair, I think people are always looking at me in public places so I rarely go out anywhere and refuse to eat out in a restaurant.

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

Of course! I was in my first semester of college when I found out I had HD. I had big college plans and they were shot to hell....I tried the second semester, but had so much trouble focusing/ 

concentrating that I couldn't continue.

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

I am 21 and got the gene from my biological father who I didn't know well and my folks divorced when I was 6 weeks old, so this whole HD thing is new to my family and I don't have to care for anyone, they care for me.

How does helping with your parent’s care affect you socially, personally or finacially? 

Again, I am the one with HD and my mom and stepdad take care of me. It has been a toll on them socially (because I never want to go anywhere and no one takes care of me except them, so they can't go out). Financially, we have good insurance, but the Q-10 is very expensive and that really digs into my folk's wallet.

What advice would you give to a young person living in a volatile HD family environment? 

Keep busy ..... mind and body.

How have you handled the anger you may feel living with HD? What has worked to help you? 

I don't believe in God anymore, I'm agnostic. I really don't know how I've handled the anger, I'm still angry, but am lucky to have lots of loved ones who show they care in so many ways.

What is the ONE thing in HD that you are most afraid to discuss with a parent? Why?

Sexuality .... because it's embarrassing, though I still have desires as a 21 year old.

How open are your parents in discussing HD with you and how does this make you feel? 

Although my parents are very open and honest, we don't discuss it too much, we don't like to dwell on it, just take it one step at a time and do the best we can. One thing though, I have already planned what I want for a funeral and they don't discuss that with me, they just say "Whatever you want/decide will be done".

What things have you done to help you live with being at-risk for HD? 

I got the test ASAP after I was 18 and tested positive as I was already having problems with my gait, so "at risk" means nothing to me now. I do know that I'll never have children or a boyfriend.

If you have tested HD positive, what are 3 of the most important things you feel would help you?  Are you getting that support? 

The love, support and caring of family members, the understanding they should have, if strangers in public wouldn't stare and wonder what my problem was. I also need friends, I have none, except once a year when I see the NYAer's. The local HD support groups are full of old people and a 21 year old just doesn't fit in very well, so I don't do those anymore.

What type of support is there available in your area for young people living with HD?  Would you recommend this support to others? 

Not much really, there's an exercise class near me every Sat. morning, but I'm not interested in that. There is an HD camp in August that I just found out about and I'm on the waiting list for that, but I don't know if I'll get to go or even if I'll be contacted.

The following question was answered YES by everyone who responded.  I’ve left the question along with Stacy’s answer to hopefully convey how especially important it is for young people who have tested positive for HD to have access to peer-support. 

Would you be willing to communicate with someone your age dealing with these things?

I'd LOVE to talk with someone my own age that has my problems, there just doesn't seem to be anything out there for me.

Sadly, Stacy’s condition worsened where so could no longer participate in the NYA Yahoo message board or travel to the national convention.  There were no youth support groups for her in either Michigan, where she lived at the time she wrote this or in Florida where she and her family moved. Stacy died from complications of JHD on November 16, 2007 one month after her 27th birthday.

Amy ~ At-Risk

At the time she wrote this Amy was 10 years old and, along with her brother, was at-risk for HD.

What issues do you deal with living with HD that is the hardest for you?  

Knowing that someday I may get it.

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

No

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

I really don't have to do much for my dad because he lives in an assited living home butI go and take him to lunch and to the park. Yes I think it's fair for me to take him places 'cause he use to do the same for me.

How does helping with your parent’s care affect you socially, personally or finacially? 

On Saturdays I can't make any plans 'cause that's my time to spend with my dad but I don't mind that 'cause I love my dad.

What advice would you give to a young person living in a volatile HD family environment? 

To love their dad and know it's not his fault it's the HD making him that way.

How have you handled the anger you may feel living with HD? What has worked to help you? 

I try to tell myself the glass is half full. I pray that they will find a cure before I get older.

What is the ONE thing in HD that you are most afraid to discuss with a parent? Why?

My uncle Scott having to live with a feeding tube. Because it just makes me cry.

How open are your parents in discussing HD with you and how does this make you feel? 

My mom is very open to talk about it. Happy 'cause she cares so much for me.

What things have you done to help you live with being at-risk for HD? 

Prayed, Talk to my mom, and remember the glass is half full

If you have tested HD positive, what are 3 of the most important things you feel would help you?  Are you getting that support? 

I'm to young to test but will when I am 18.

What type of support is there available in your area for young people living with HD?  Would you recommend this support to others? 

There is no support group for my age .

Lindsay ~ At-Risk
Lindsay, from Ohio, was 14 years old when she responded to this questionnaire. 

What issues do you deal with living with HD that is the hardest for you?  

The hardest for me would definitely have to be having to walk on eggshells around my HD affected parent. Not knowing what to say, or if it's something I feel is necessary to be said, what kind of reaction I will get to it.

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

No, its not affected me with my education. Thankfully my father isn't at a state where it causes me to be absent and such. Actually, I think it's helped me because school work is a priority for me now more than ever before and I've actually done better.

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

Well, I do whatever is needed care wise. This was more with my grandfather rather than now my father but then I was younger so my caregiving was affected, but I still did whatever I was able to do. I would help around the house, help with dinner, laundry, whatnot. Actually nothing more of what a "normal" teen would have to do but probably more often.

How does helping with your parent’s care affect you socially, personally or finacially? 

My parents care affects me socially in that I can't really remember the last time I had a friend over. It's almost frightening to have people over and what they're going to think of me by the time they leave.
It's just more stress for me, actually. As well there have been many fights with friends who say things like "I hate my parents" or "I wish my Mom/Dad would just die". That's one of my biggest pet peeves is people who take things, especially irreplaceable things like parents, for granted. To me personally it feels (and Shana said it best at convention) as if I've been an adult since I was 5. My childhood was pretty much pulled away from me. And financially there's been some tough times all around, but not specifically towards me. Yea, I've been told "no" a few times to this and that, but who hasn't?

What advice would you give to a young person living in a volatile HD family environment? 

I would say that if you haven't gotten some help, GET SOME! After the help process has been initiated, just talk. Let it all out! If things continue to get worse, more violence and what not, I would consider thinking about finding another relative or someone such as to live with. You don't deserve, NO ONE deserves to live like that. And I know it may be hard, a little awkward, or maybe an emotion I wouldn't know about, but if you can say "Yes, I've lived in an HD home." then that's telling me you're pretty strong to live with that and that you're strong enough to get through just about anything.

How have you handled the anger you may feel living with HD? What has worked to help you? 

Well, I've done a lot of different things when it comes to "anger management". I've written poems, vented to understanding friends, and I've gone to our teen support group that we have here in Ohio. That helps the most to be able to know that I'm not alone in this thing...and yes, the NYA helps too but when there's someone right there with you that's the best support you can have, especially when there are hugs involved :).

What is the ONE thing in HD that you are most afraid to discuss with a parent? Why?

Well, one thing I would say that I'm most afraid to discuss with my parents are their status. What doctors have said, what neuro's have said, etc.. It actually scares me is why. I don't really want to know "Yes, he's on this and this and this when it comes to meds, or yea, he has to get this or this done." I don't want to know what they're doing to possibly hurt him or actually speed up progression. I want my parents to seem "normal" in every aspect although I know they're far from it. But I do it anyways for THEIR own support.  

My mother has Multiple Sclerosis so I do the same things with her as I do with my HD affected father. Though they're different diseases, you still have to treat them as parents and as humans and I've realized they have needs that SOMEONE needs to nurture, so why not be me! I figure I'm one of the best people to do so...their daughter.

How open are your parents in discussing HD with you and how does this make you feel? 

My affected parents aren't so much into discussing anything as my step-parents are. I talk with my step-parents to see that, hey!, we do have the same feelings about things. It's amazing what I've found out by just listening rather than complaining how bad that I've got it.

What things have you done to help you live with being at-risk for HD? 

Well, as I stated before I go to a teen support group. It's awesome! Our social worker, Barb Heiman, she arranged the whole thing. The parents bring the kids, Barb takes us kids to another room and the adults sit together and there they have their own support group. It's wonderful for both the adults as well as the kids!

If you have tested HD positive, what are 3 of the most important things you feel would help you?  Are you getting that support? 

I'm at risk.

What type of support is there available in your area for young people living with HD?  Would you recommend this support to others? 

Well, once again back to the teen support group. Barb Heiman is a WONDERFUL social worker! She was at the convention and did a few adult workshops but with my experiences with her as, I guess you could say, a "teen counselor", she's been absolutely amazing!

Joe ~ At-Risk
Joe was 27 years old when he responded to this questionnaire. Since he wrote this, Joe tested negative for HD, however his brother Bob, tested positive. Bob has one son at-risk.

What issues do you deal with living with HD that is the hardest for you?  

The hardest thing that I am dealing with would have to be watching my brother who lives with me. As you know he is at risk and showing many signs. 

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

Not really I had plenty of chances to finish high school and go farther I just made bad choices.

What Things Do You Do To Help In The Care of an HD parent? Do You Feel This Is Fair?

Well I did a lot to help care for my father before he passed away. From taking him to the bathroom to feeding him, really just about everything I helped with.  Was it fair? I don't think there is much that is fair when it comes to HD, but it did not bother me one bit to help. We were able to keep him at home  until he passed.

How Does Helping With Your Parent's Care Affect You Socially? Personally? Financially?

Well it affected me socially because although I was old enough to do what I wanted, I had to be there for my dad so that took most of my time. Personally it was just hard seeing my father get worse and worse. Financially I did ok.

How have you handled the anger you may feel living with HD? What has worked to help you? 

This is a tough one Jean. Unfortunatley my response to this one would not be the best advise so we'll forget this one.....

How open are your parents in discussing HD with you and how does this make you feel? 

Can't offer much help with this one either my mom was always willing to talk about anything.

If you have tested HD positive, what are 3 of the most important things you feel would help you?  

Are you getting that support? 

I have not been tested.

Mary ~ At-Risk
At the time she wrote this Mary lived in California and was at-risk for HD. 

What issues do you deal with living with HD that is the hardest for you?  

The hardest thing for me is the wondering if my 2 brother or myself have it. It is also really hard for me to watch my mom go through this. She is starting to show slight symptoms and it's hard to see it happen to her.

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

It affected me a lot through high school, but I'm doing a lot better with it now. I am going to start college in January (2003) for veterinary and zooology. It has been my dream to do this since I was little and I think that if I do have HD than it is just gonna make me work harder to get to my goal and do what I want to do before I can't.

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

My grandfather (who had HD) passed away in January of 2001 and I helped take care of him for many years and now with my mom, who is tested positive, I just support her as much as possible. It is something that affects the entire family and I think it it fair to support and take care of your loved ones with HD. 

How does helping with your parent’s care affect you socially, personally or finacially? 

Socially my friends are all right there for me, if they are a true friend they will be there and if they run from it it, they were not a person who can deal with it and they won't be able to support you and your family anyway. 

Personally it affects me more because I worry about my other family members, if I have it I'm gonna live my life and have a great time doing it.  Financially it has not affected me or my family at all except when my grandpa was still alive.

What advice would you give to a young person living in a volatile HD family environment? 

Support and love is all you can give, be there for each other and the most important thing of all is to be able to openly TALK with each other.

How have you handled the anger you may feel living with HD? What has worked to help you? 

Again I say TALKING it out is the most important thing you can possibly do. It is hard for some to talk it out and it really does help. also, give all the love and support and you will receive it in return. 

Michelle ~ At-Risk
Michelle was 16 years old when she wrote this. She is graduating from high school June 2003. She is at risk for HD and lives in California. Update: Michelle tested negative for HD when she turned 18.

What issues do you deal with living with HD that is the hardest for you?  

The hardest issue for me is probably my at risk status and not having a daddy like everyone else. Sometimes I just need some testosterone in the house some stupid male advice to make me laugh. J Its also hard knowing that it was my choice not to see him very often and now hes dead. 

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

Definitely. Not so much absenteeism, though I am gone a lot, but concentration. I find myself not being able to concentrate on anything or worrying persistently. "The worrier" and "the crazy one" are my two nicknames at school. 

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

I didnt care for my HD parent. He was always in a nursing home. I did care quite a bit though for my non-HD parent. I was very angry with the fact that I was caring for someone who was fully able to care for herself but who wouldnt. 

How does helping with your parent’s care affect you socially, personally or finacially? 

It feels weird to answer this question. Finances are something I am pretty much in charge of now. I am 16 and my income is what we live off of. I think we are all affected personally. Over the years, I have become a mini version of my mom, which is not a good thing. Ive got a lot of things to twist back into shape and figure out. 

What advice would you give to a young person living in a volatile HD family environment? 

Dont be afraid to ask for help. Take time for yourself, even if its only a few hours every week. Talk to people! friends, relatives, anyone you trust. Counselors are good. Counselors are very good. Just find a safe place for yourself.

How have you handled the anger you may feel living with HD? What has worked to help you? 

I have yelled and hit and refused to talk. I have turned it against myself and into depression or into denial. Dont do that. It gets too confusing and it hurts. The things that have worked best for me have been food, writing, talking, and sleep. Also, if I can get away from the situation, by all means, I do. It gives me some time to cool off and think.

What is the ONE thing in HD that you are most afraid to discuss with a parent? Why?

Everything. I am afraid of upsetting her. 

How open are your parents in discussing HD with you and how does this make you feel? 

Shes not. I dont think shes mentioned it in literally years. I honestly dont remember her ever mentioning it at all.  It makes me feel like Im all alone in this confusing thing. Like Ive done some-thing wrong, or its not acceptable to associate with HD. It distances my heart from her even more. 

What things have you done to help you live with being at-risk for HD? 

First of all, Ive prayed a lot. When I feel like I cant get anywhere, I pray. It brings me peace to tell everything to God uncensored. Ive written a lot of letters. When I was in fifth or sixth grade, I started writing letters to people I didnt even know dance teachers in Tennessee and Georgia. I needed to share with someone and it seemed safe to send my life off in an envelope never to be seen again. Ive written to them now for six or seven years. Lots of letters and at times a drought of words. Ive never gotten a letter back, but when I see them they thank me for the letters and it feels like someone cares, even if they dont understand.  I've talked to a therapist and become very attached to ice cream and stuffed animals. I tend to stay super busy too. 

If you have tested HD positive, what are 3 of the most important things you feel would help you?  Are you getting that support? 

The number one form of support I would fall to is others in the same situation...as well as fellow NYA members. What I love most about conventions is within the group of young people, statistically, half of us will get Huntington's. But there is a very comforting feeling that no matter what happens to any of us, the others are always there to support.

Shana ~ At-Risk
Shana was 22 years old when she wrote this and attending college. She is at risk for HD.  Update – Shana has graduated from college and continues to live her life positively without testing!  She competes in world athletic events, models and is the President of her state’s HDSA Chapter.

What issues do you deal with living with HD that is the hardest for you?  

As a child the burden of having a sick parent was very hard. Currently, not having a mother to talk to in these crazy years of my life is very hard.

Has living with HD affected your education? (Absenteeism/Lack of Concentration, etc.)

If anything, it made me try harder in school...one less worry for my family.

What things do you do to help in the care of a HD+ parent? Do you feel this is fair? 

When I was little and my mom was still at home I did just about every-thing. At first it was just little things like reminding her where she put her purse. Then it turned into a 24/7 task, where it was not safe for her to walk on her own, but she was too stubborn to listen. Thus we always had to be around to help her get from place to place.  After she went into the nursing home, I helped my dad change her, feed her, etc. Believe me, there is nothing harder than changing your own mother's diaper. I feel this is all very fair. She brought me into this world and loves me with all of her heart. I only wish I could do more.

How does helping with your parent’s care affect you socially, personally or finacially? 

When I was younger and my mom was at home, I got made fun of everyday at school. The constant teasing caused me to come home and cry everyday. That did change over the years, but it is still awkward to explain to the guys that I am dating my situation. Some are very uncomfortable with it.

How have you handled the anger you may feel living with HD? What has worked to help you? 

Every person needs an out. My out was sports. For some it may be art, music, writing, friends, etc. When I went to the gym and did gymnastics, my mind was clear from my problems and I had a great time. 

What is the ONE thing in HD that you are most afraid to discuss with a parent? Why?

It scares me to discuss my future and chances of HD with my dad, he has enough to worry about right now with my mom. I know he is scared, so I hate to bring it up.

How open are your parents in discussing HD with you and how does this make you feel? 

My parents were incredible. From the moment my mom found out what she had, they both filled me in the entire time, and I am very grateful for that. My dad is always there when I need to talk, which at times, is quite often.

What things have you done to help you live with being at-risk for HD? 

Get involved! I've always stayed busy and tried not to dwell on the negative. But for some, that is easier said than done.

If you have tested HD positive, what are 3 of the most important things you feel would help you?  

Are you getting that support? 

The number one form of support I would fall to is others in the same situation...as well as fellow NYA members. What I love most about conventions is within the group of young people, statistically, half of us will get Huntington's. But there is a very comforting feeling that no matter what happens to any of us, the others are always there to support.

Obviously my other form of support would be my father. He has always been there for me, and I'm sure he would not change in my time of need. The last thing that would help me would probably be a good therapist. No joke, there is nothing wrong with getting professional help.

What type of support is there available in your area for young people living with HD?  Would you recommend this support to others? 

None around here...just me and Jake.
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