
HDSA Michigan Chapter 1174 James Savage Road, Midland MI 48640.  The Help 
line Number is 1-800-909-0073, the Chapter’s business number is 989-832-4170, 
and the fax number is 989-832-4171,  E-Mail: hdsami@att.net, and the web site 

address is www.hdsa-mi.com 
 
Summer will be fast upon us and there are a lot of HD activities happening around 
the state this summer.  There will be a summer picnic at Dick and Peggy        

Reddaways in Oxford on July 19, 2008.  All HD families and friends are welcome 
to attend.  There is the Lawnmower Races in Sparta on July 19 and 20, 2008. Our 
circle of Friends Camp on August 10—15, 2008 at Camp Fish Tales in Pinconning. 

Our State Meeting will be in September in the Royal Oak Area, date, place, and 
agenda are in the planning stages.   There will be a bowl-a-thon in Royal Oak on 
Friday August 1, 2008 at 7 PM at Imperial Lanes.  On August 16, 2008  the Wood-
ward Dream Cruise Fundraiser will take place.  There will be a HD walk fundraiser 

at Dwight Lydell Park in Comstock Park on September 20, 2008 at 9AM.  Further 
information on many of these activities can be found later in the newsletter, or 
will be in the next newsletter for those in September. 
 

Our Circle of Friends Camp is for people that are in the mid-stages of HD and are 
still ambulatory.  They have room for about 25 campers.  I will be sending out a 
mailing with the application to our Circle of Friends Campers from last years list of 

campers, and if anyone else is interested please call our helpline at 1-800-909-
0073 and we will add you to the mailing.  Last year we had campers that ranged 
from 21 – 72 years old, and most had a great time. 
 

This past quarter there were 4 HD fundraisers, a Spa Day in Grand Rapids, a Spa-
ghetti Dinner in Lapeer, a Yooper Hoop-a-thon in Escanaba in the UP, and a Hoop-
a-thon at Bridgeport-Spaulding High School.  I wish to thanks all those involved 

for their fantastic effort in supporting the HD cause, we certainly could not do it 
without your help. 
 
Danny Berry our Chapter Social Worker has been busy answering the Chapter 

help line, and has completed his first In-service at the Laurels of Carson City.  I 
will also be taking him to the support group meetings around the state as time 
and our schedules permit.  He will be going to the National Meeting in Pittsburg 
and go through the Social Worker Training there as well as attend the rest of the 

conference.  This will be a great learning experience for him. 
 

We are all part of the HD family and with your support, guidance, and prayers, we 
will make a difference in each and every person affected by HD, their families, 

and their friends.         God Bless All of You.      Dave Stickles 
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Michigan Chapter Social Worker 
Hello everyone, 

First of all, I would like to thank Jean Gibbs for inviting Dave and I to the May Flint support group meet-
ing.  The turn out was excellent and the support group members were very warm and inviting.  I hope 

Dave and I answered all the questions that needed to be answered.  If we did not and you have addi-
tional questions please feel free to call the HDSA Michigan Chapter Hotline – 1-800-909-0073 or email 
hdsamisw@gmail.com.  I also attended the May Mt. Pleasant Support Group Meeting with Dave and re-
ceived a warm welcome there, and learned first hand some of the research being done by Dr. Dunbar. 

Going to the support group meetings in Saginaw and Flint, I have come to realize that people have an 
influx of questions about “Assistive living” or some type of care at home.  So I will take the time to pass 
along some information on “Assistive Living.”  One agency I received information from is called, Care At 

Home they provide the following services: 

• Bathing, Bathroom, and Dressing Assistance. 

• Assistance Transferring In and out of Bed and Walking. 

• Preparing and serving of Hot cooked Meals. 

• Medication Reminders. 

• Light Housekeeping and Laundry. 

• Assistance to and from Appointments. 

• Companionship and Conversation. 

• Assistance with errands and Day Planning. 

A short phone called is all that is needed to get started.  They will meet in your home with involved fam-
ily members to assess your needs.  They will develop a care plan that will allow you to maintain a stress 
free life with dignity. Together you and the agency will choose the best possible match to your needs and 

your schedule.  After that, they will provide you with the same caregivers so you can establish a trust.  
They will then maintain contact with the caregivers to help ensure that your needs are met. 

Their service rates are a four hour minimum shift Monday’s through Friday’s.  Holidays are times and half 

for these employees. The rates are the following: 

• 4 hours 13 dollars per/hr 

• 8 hours 12 dollars per/hr 

• 12 hours 11 dollars/hr 

• 24 hour rate is available 

Care at Home -(989) 673-1958 and (586) 673-1958 

Also there is another option if this agency does not work out.  They are called Personalized Skilled 

Care In The Home.  They offer just about the same services; however I do not know their rates. Their 
contact numbers are toll free – 1-866-978-9850 and (810) 720-0978. 

Please feel free to call the Huntington’s Disease Society of America Michigan Chapter @ 1-800-909-0073 

or email hdsamisw@gmail.com if you have questions about these facilities. 

Please keep in mind there are also other agencies around the state that can provide the same services. 
These are just a couple that I recommend. 

Thank You and God Bless, 

       Danny Berry – Social Worker/Family Service Coordinator 
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DAY at the LAKE for HD FAMILIES AND FRIENDS 

Saturday, July 19, 2008 

12:00 Noon to 12:00 Midnight 

Handicap Accessible 

At the home of  Dick & Peggy Reddaway 

605 Pointe Drive, Oxford, MI (248) 628-6228 

Come early for swimming, boating & fishing 

Bring your swimsuit, towel, jacket & sunscreen 

Stay late for bonfire, weenie-roast (provided) 

B.Y.O. - Cans or Plastic Bottles only ! 

Dinner at 4:00 PM (meat provided) 

Please Bring A Dish To Pass !!! 
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Please help to serve all Huntington’s Disease families better by sending your most 

generous contribution possible at this time. 

PLEASE TAKE A MOMENT TO COMPLETE & MAIL THE SECTION BELOW 

YOU MAKE THE DIFFERENCE! 

ENCLOSE 
IN  

ENVELOPE 
AND MAIL 
TODAY 

 

                                               TO: HDSA Michigan Chapter 
                                         1174 James Savage Road 
                                         Midland, MI  48640-5651 
 
 
 
ENCLOSURE:  Check or money order made payable to HDSA Michigan Chapter 
____  $15   Individual Annual Membership 
____  $25   Family Annual Membership 
____  $___ Additional gift amount to help in the fight against HD 
 
Donations can be made securely online by going to www.firstgiving.com/hdsami08 

It’s true...fundraising is not always easy. 

“We’re all busy”…”time is hard to find”…”money is tight”…”I’m not very organized”…”I don’t 
like talking to strangers”…”My family and friends get tired of me asking for help”… 

These are all the things we think when we hear the word fundraising. 
Dispel those myths! Here are some easy ways to help raise the funds that so dearly help 

HD families, research, and education! 
 

• Donate a portion of your profits from your small business!  
• Donate money from a garage sale 
• Collect pop cans from your neighborhood for a month! (and save those pop tabs too!) 
• Have a car wash! Or a Dog wash!  Just need a hose, some soap and a sign! And kids 

can help too! 
Remember, you don’t always have to think BIG! 

Every little bit counts!  
 

Donations can be made securely online by going to www.firstgiving.com/hdsami08 



 

 
 

 
 

 
 

 
 

 
 

 
 

 
 

 

 
 

 
 

 
 

 
 

 
 

 
 

 
_______________________________________________________________ 

The Michigan Chapter's Patient and Family Services Committee presents         
The Caregiver's Corner. 

            WHO CARES ???      WE DO !!!       THEY DO !!!        READ ON !!! 

Friends, we have a caregiver's stories that will show you that "THEY DO CARE". 

Let me introduce my friend Jane Mervar from L’Anse MI, who knows all about HD.  She is    

sharing what family life is like for Jane and her family.   You will agree that ""THEY DO INDEED 

CARE" and are doing fantastic jobs as Caregivers. My aim in future Newsletters is to bring you 

stories from people who really care and are doing marvelous jobs as Caregivers for their loved 

ones.  Please call me, write me, fax me, or e-mail me with your stories so we can publish them 

in future Newsletters.   

Ruth Lentner, Chair of the Patient & Family Services Committee, 989-835-9933, 
rrlent@sbcglobal.net, fax 989-835-1891. 
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By Jane Mervar                                                                       Caregiver Corner 

Another year has passed this is the first I have felt peace with the New Year  since we 
began seeking to diagnose my family members with HD/JHD 7 years ago. 

 

Time seems to speed up with each passing year. There is such an honest truth in living 
with Huntington’s Disease. I no longer wake up each day wishing it away to be a bad 

dream. I wish THOSE I LOVE quality, validation, love, happiness, wisdom, guidance and 
growth. I no longer live with the fear of each of them dying. I wish for wonderful 

memories, comfort, and peace, I no longer live with the lingering question of 
"WHY"???? I also have not accepted this disease, I come to the belief that if I accept 

this disease I might resign from the day to day fight and HOPE, hope itself holds new 
meaning for me now. 

 
It’s those I love, fighting to overcome HD/JHD, that have taught me the delicate bal-

ance between living and leaving. It’s those who fight each day that have shown me how 
we all, whether gene positive or not, have an uncertain picture of our future and that 

our lives are not truly about us, rather something far larger than that narrow image I 
see in a mirror each day. 

 

I have been blessed to make some new wonderful friends, meet new professionals who 
hold knowledge and compassion, travel some, learn from others, share and once again, 

it’s the children and those who are ill who have shown me that the greatest gift is in 
giving of ourselves! I am always amazed at how people who know they have a time de-

fined for them truly LIVE. They see life often with such clarity, and forgiveness, pure 
love, with an almost innate ability to rise above and soar so to speak, what a gift to 

love people with such honest insight. 
 

What a painful time also. Too many goodbyes or "see ya later". Our last child at risk 
was confirmed positive this past year. I Never believed it was possible. HD /JHD 100% 

in my home, all here symptomatic at 1 time. the odds of this being reality! I never 
knew if I myself could rise above it all again after the news, to pick up the pieces and 

redefine life once again. And here I am, by the grace of those who have walked with us 
and held me up. With such a big hit to our family, just as huge wonderful moments 

have happened also. I was told "GOD did not give this to us, but he will send an army 

to help you through". I can feel this happen in our lives. I am forever thankful to every 
last person who has reached out or silently supported us through the years. I am for-

ever thankful I am able to have such a wonderful family and friends. 
 

Katie Moser, along with the HDSA National office honored our family, on Broadway, this 
past November, while holding the first "Curtains Up for a Cure" event in New York. This 

was VERY exciting! It was a wish Jacey had made for everyone fighting and living with 
Huntington's Disease. We also were able to attend Good Morning America while visiting 

New York, and get up close and personal with Diane Sawyer and Robin, and once again 
made many wonderful new friends. This is only one of the many wonderful moments 

we have shared this year. I try not to look at the tragedies in our lives, rather to look at 
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the blessings. It is the special moments shared and given to us by others that help us 

to get through the hard times. 
 

Just two months ago I was questioning if its time to let our youngest child go. It was 
the first time this fight seemed to be tiring her. Fortunately she has since turned 

around. It’s amazing how as quickly as they become ill they can also improve. Karli was 
unable to sit up alone several months ago and last week she got herself out of bed and 

took 5 steps ALONE! How exciting this was for all of us. The proud sassy look in her 
eyes! Erica has had random hours she is in so much pain and unable to walk or dress 

herself, as she graduates high school I have to ask myself is there ever a Good time to 
find out a diagnosis like one JHD brings? Yet in a days time she will rebound, as if it 

was all a bad dream, she has such a happy outgoing personality. Then there is Jacey, 
she has developed among many things, hallucinations now. She is our little budding 

film artist, she has found her voice and ability to express her self in making films,   
anyone can go to youtube.com online, type in “The Real Huntington's Disease” and find   

Jacey’s films! Each of them hold their own special talents. I cannot imagine never have 

been able to share their lives with them. 
 

My husband has lived in a Nursing Home for a year now. I seldom have time I need to 
spend with him now. It leaves me carrying this unneeded guilt. So many people hon-

estly don’t visit him anymore once he became so ill. I understand that its painful and 
peoples lives are full, there is always good intentions....Yet I feel sad for this situation 

also. The person who is ill did not ask to be ill. They feel everything, their bodies just 
work differently now is all. But I try to let go of this hurt, and know that we all have our 

own lives to live, and each of us has to decide for ourselves what were able to live with 
or without. I'm sure Huntington's Disease can be frightening and painful, possibly over-

whelming, until it happens to someone close to your heart? It’s at this time its clearly 
the person you love being robbed away, it’s no longer a disease, it becomes a person, a 

face, a mother, father, child.... sometimes too often an entire family, as it is in our 
case! With the exception of one child, one parent! 

 

I plan to take a deep breath this year and like each person I love, fighting this disease 
each day I will do it unafraid. Fear isn’t a friend its debilitating and we have no time to 

be paralyzed when time is so precious now. 
 

My 15 year old with JHD is so honest, the voice of reason, she told me the other day 
when I was a bit overtired and cranky "mom its a privilege you can get up and take 

care of Karli because she cannot do it for herself". How true is that its a privilege to be 
able to do when others we love have lost their voice or ability. Its important we have 

one another to remind us to be good to ourselves also!!! so be good to yourself and 
thank you from the bottom of my heart for being a part of our lives and sharing 

yours!!! 
 

Much love, appreciation, and thanks to all of you!           Jane Mervar and family 



“Bridges of Hope”     HDSA Michigan Chapter                                     -8- 

Yooper Hoop-A-Thon  

By Christine Salewsky 

On Saturday, March 22, 2008 the 
first ever Yooper Hoop-A-Thon was 

held at the Escanaba High School 
in Escanaba, MI. 

Bryan Viau from Minnesota coordi-
nated the event. He has held Hoop

-A-thons in Minnesota for 11 

years. He is very good at doing 
this. He has family in the Escanaba 

area and they helped.  

Chris Salewsky, Leslie Liesch, Kurt 

Derouin, and Paula Derouin from 
the Menominee Outreach Support Group were there to help and learn. It was a great 

day. People having fun shooting baskets, eating, and winning prizes. There was a    
person there doing temporary tattoos and someone giving massages. Free gifts for the 

little kids and lots of food.  

It was estimated  that about 150 people participated and 1500 baskets were made. 

An unknown person gave $1 dollar for every basket made. It was very well organized. 

The estimate was about $1900 made after expenses. That is great for a first time 

event.  The Proceeds will go to Huntington’s Disease Research. 

Plans are already underway for another one next year, so make plans to attend next 

year, it will probably be in February.  

 

The Michigan 

Chapter would 
like to thanks 

Bryan Viau and 
his family for 

Coordinating 
this event, and 

the Menominee 
Outreach Sup-

port Group 
members for all 

their help with 
this event….. 

Dave Stickles 
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Electric Wheelchair Donated to the    
Michigan Chapter in Memory of           

Alex Caverly 

Pauline Caverly of Omer has donated an Invacare    

Electric Wheelchair in memory of her late husband Alex 
who passed away from complication of Huntington’s  

Disease.  This wheelchair is available for LOAN to an HD 
Person on a first come first served basis.  But in order to 

qualify there are a few  criteria that should be met. 

1) The HD person should have good cognitive ability and 

fairly good hand coordination as this wheelchair can 
move quite fast, or an attending person should always 

be the one to operate it. 

2) The HD person should have minimal temper outburst 

as the speed of the wheelchair can present a hazard to 

those around the person operating the wheelchair. 

3) If the wheelchair is to be transported outside the 

home then a van with a lift would be necessary as the wheelchair is extremely 
heavy and would require 2-3 adults to lift it.  Because it is electric it should not be 

transported on the outside of a vehicle as rain could damage the chair. A wheel 
chair ramp would also be necessary for moving it outside the home. 

If you feel your HD loved one could use this chair please call the Michigan Chapter 
help line at 1-800-909-0073. 

____________________________________________________________________ 

Paper Recycling Fundraiser—PaperGator 

Raising Money for  

Huntington’s Disease Society of America 

Michigan Chapter 

PaperGator Bin Located at 

Four Seasons Yard and Sports Equipment 

5426 Alpine Avenue 

Comstock Park,  MI 49321 

What can go in the bins:  Newsprint, Catalogs, Magazines, Junk Mail, 
Phone Books, Office/School Paper 

What can’t go in the bins: Plastic, Metal, Trash, Glass, Cardboard 
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Toll-Free Help Line:1-800-909-0073 
 I would like to know more about HD. 
 I would like to Volunteer. 
 I would like to be placed on chapter mailing list (or update my address)  

 and receive newsletter. 
 I would like to make a donation. Enclosed is my check in the amount of       

 $_________. 
If you checked  any of the above, please list your name and address below: 
Name:_________________________________________ 
Street Address:__________________________________ 
City:__________________________________________ 
State:___________________Zip:___________________ 
Phone:________________________________________ 
 
Tear off this section, include your tax deductible contribution and return it to 
the chapter address found on the first and last page of this newsletter. 
____________________________________________________________ 

Lower Your Taxes 

HDSA Michigan Chapter is now one of the charitable organizations participating in the Charity Motor Car 
Donation Program.  People can donate a car they no longer want/need, receive a tax deduction, and  
designate HDSA Michigan Chapter to receive the proceeds from the sale of their car.  If you are          

interested in participating in this program, please call Charity Motors at (313)255-1000 and designate 
HDSA Michigan Chapter as your charity. 
__________________________________________________________________________              

Genetic Information Nondiscrimination Act Signed into Law!! 
Dear Friends, 
 
President Bush signed the Genetic Information Nondiscrimination Act (GINA) of 2008 (H.R. 
493) into law following an overwhelming show of support for the bill in Congress. With a 
95-0 vote in the Senate and a 414-1 vote in the House, GINA has been publicized by law-
makers as the first major civil rights act of the 21st Century. 
 
The law will protect the privacy of millions of Americans, making it illegal for health 
insurance companies to use information from genetic tests to determine premiums or re-
ject coverage as well as making it illegal for employers to reject job applicants or 
deny them a promotion on the basis their genetic information. The law also prohibits in-
surance companies and employers from requiring genetic tests.  The protections created 
by the law will help encourage people affected by or at risk for a genetic disease more 
proactively manage their health and participate in genetic research without fear of dis-
crimination. 
 
It is important to note, however, that GINA will take effect 12 months from yesterday 
(on May 21, 2009) with respect to its health insurance protections and in 18 months (on 
November 21, 2009) for employment related protections. These are important dates to note 
if you or someone you know has had concerns about the misuse of their genetic informa-
tion.  Until the law takes effect, adverse insurance and employment decisions based on a 
person's genetic information continue to be possible. We advise anyone interested in un-
dergoing genetic testing to exercise caution. If you have specific questions about GINA 
or genetic discrimination, you can contact Sean Luis, HDSA's Advocacy and Family Ser-
vices Manager, for more information at sluis@hdsa.org or (800)345-4372 extension 
226. 
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            5th Annual      

                 

 

 

 

Who?  For our loved ones with Huntington’s Disease 

 

What?  A Bowling Fundraiser 
 

When?  Friday August 1, 2008 at  7 pm 

 

Where?  Imperial Lanes – Hall Road (M 59) & Garfield in Clinton 
   Twp  44650 Garfield Road, Clinton Township, MI 48038 

 

Why?  To raise money for the HDSA in search of a cure for Huntington’s 
   Disease 

 

How much? $25* each will get you 2 games of cosmic bowling, shoes, & 
   pizza/pop And one entry into a raffle of your choice! 

 

After Party: The Pickle Show will be playing rock music in Imperial’s 
   bar after 

 

Contact Info: Please pre-register; call Krissi Putansu at (586)822-1730 
 

 
* Checks should be made payable to HDSA – Michigan Chapter (all profits and donations 

go directly there). 
For More Information, go to www.hdsa.org or www.hdsa-mi.com.  

 
THANK YOU FOR YOUR SUPPORT IN FINDING A CURE FOR HD! 
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To Those I Love and Those Who Love Me  
(Author Unknown) 

When I am gone, release me, let me go,  
I have so many things to see and do,  

You mustn't tie yourself to me with tears.  
Be happy that we had so many years. 

I gave you my love,  You can only guess,  

How much you gave to me in happiness.  

I thank you for the love you each have shown,  
But now it is time I travel alone. 

So grieve a while for if grieve you must,  

then let your grief be, comforted by trust.  
It's only for awhile that we must part,   

so bless the memories within your heart. 

I won't be far away, for life goes on.  

So if you need me, call and I will come. 

Though you can't see or touch me, I'll be near.  
And if you listen with your heart, you'll hear,  

All of my love around you, soft and clear. 

And then, when you must come this way alone,  

I'll greet you with a smile, and say,....... 

"Welcome Home" 

 

 

In Loving Memory 

 

Gilbert R. Decker 

Artheda Dewitt 

David Ellis II 

Lorna Jean Good 

Helen Gorham 

Debra Green 

Herbert Hills Jr. 

Susan Carpenter Krefski 

Jane Louise Marshall 

Emmett D. Martin 

Michael McCalla 

Delores (House) Sandage 
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SHARE THE INFORMATION BELOW WITH FAMILY, FRIENDS, DOCTORS, CAREGIVERS,  
LEGISLATORS, NURSES, MEDIA AND ANYONE ELSE YOU MAY KNOW 

 
     Huntington’s Disease is an inherited (97-98% of the time) progressively degenerative 
brain disorder which results in a loss of both mental capability and physical control.  Over a pe-
riod of 10-25 years, the ability to think, to speak and to walk is greatly diminished in persons 
with the disease.  It can affect people from 2 to 80 years old.  The prevalence of the disease is 
1 in 10,000 and for those at risk it is 1 in 1,000. 
     Presently there is no effective treatment or cure.  Although medications can give some par-
tial relief, no drug can stop the disease’s steady progression. 
 
SYMPTOMS APPEAR SLOWLY AND INCLUDE: 
• Personality changes 

• Depression and withdrawal 

• Increasing forgetfulness 

• Slurred speech, progressing to not being able to talk 

• Reasoning and judgment become impaired 

• Swallowing problems 

• Walking problems  

 
HD affects individuals of both sexes as well as all races and ethnic groups throughout the world.  
It is now recognized as one of the more common of hereditary diseases.  Every member of a 
HD family is challenged emotionally, socially and economically: 

 
• The HD affected person, with trying to cope with the illness 

• The Children facing the prospect of inheriting the disease (50/50 chance), 

fear passing the HD gene to the next generation (it doesn’t skip), and 
fear marriage, career and life decisions. 

• Spouses and family members trying to hold the family together  

       face severe financial and emotional strains, often with little relief. 

 

THERE IS HOPE FOR THE FUTURE! 
In 1993 the HD gene was found after a 10 year search!  Today, at risk people can take a blood 
test to determine whether they carry this defective gene.  Counseling is suggested before and 
after the test.  Research is continuing today to find a cure or a treatment that will slow or stop 
the progression. 
 

CONTACT HDSA MICHIGAN CHAPTER HELPLINE FOR MORE INFORMATION, 
EDUCATION, OUR CHAPTER SERVICES, AND ON HOW YOU CAN HELP 

1-800-909-0073 
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AREA WHEN WHERE CONTACT 

Ann Arbor Area 2nd Thursday Quarterly  
(Check With Coordinator  for 
Months) 
7:00 pm to 9:00 pm 

St. Joseph’s Hospital 
5301 E. Huron River Dr. 

Education Building  
Parking Lot P  Ypsilanti 

Doug Cameron 
734-677-0258 

Grand Rapids & 
Western MI 

3rd Saturday Quarterly 
(Check With Coordinator  for 
Months) 
1 pm—3 pm 

St. Anthony of Padua 
2150 Richmond St. NW 

Grand Rapids MI 49504 
Room C 

Larry 
616-791-6468 

Greater Genesee 
County Area 

1st Monday 
7:00 pm 

Genesys Regional Medi-
cal Center, West Campus 

3921 Beecher Rd. Flint 

Jean or Barb 
810-659-4548 

 

Kalamazoo Quarterly Meetings Fourth 
Tuesday 7:00 pm (Check with 
Coordinator for Months) 

Borgess Hospital 
1521 Gull Road 

Sara  
269-381-7725 

Lansing 3rd Saturday Quarterly 
(Check With Coordinator  for 
Months) 

1 pm—3 pm 

St Stephens Lutheran 
Church 

2900 N Waverly Rd. 
Lansing MI 48906 

Ruth 
989-835-9933 

Living Positive 
Support Group 
Grand Rapids-New 

4th Monday 
7:00— 9:00 pm 

(for HD Gene Positive and 
at Risk Individuals) 

Cascade Wellness Cen-
ter, 4550 Cascade RD 

suite 101, Grand Rapids, 
MI 49546  

Deb 616-874-5477 hm 
      616-916-0240 cell 

livingpositive2008@ 
sbcglobal.net 

Macomb County 
Caregivers Group 

2nd Tuesday 
7:30 pm 

4571 Reflections Drive 
Sterling Heights 

Deanna  (Dee)        
Sadlowski 

586-997-3089 

Menominee 1st Saturday Quarterly 
(Check With Coordinator  for 
Months)  

1:00 pm 

First Baptist Church,  
350 Stephenson Ave. 

Peshtigo, WI 54157 

Chris 715-732-2133 
Greg 715-789-2526 

Mt. Pleasant 2nd Tuesday 
7:00 pm 

 

Coldwell Bankers, 
304 East Broadway, 

Mt. Pleasant MI 48858 

Ann 989-561-5023        
Dave 989-496-3273 

Royal Oak 3rd Saturday 
July 19, Nov 15 2008 

1 pm—3 pm 

Wm. Beaumont Hospital 
Administration Building 

Conference Room A/B/C 
3601 West 13 Mile Rd. 

Karen 586-792-6579 
Krissi 586-822-1730 

Taylor & Down-
river 

1st Tuesday 
7:00 pm 

American House 
25250 Eureka Rd. 

Taylor MI 

Betty 734-947-1058 
David 313-272-5493 

Tri-Cities Area 
Please note Meeting 
Location change each 
month,  Feb TBD 

1st Thursday 
7:00 pm 

Saginaw Township Fire 
Dept.  

4930 Shattuck Rd - Dec 
153 N. Center Rd - Jan 
Saginaw MI 

Ruth 989-835-9933 
Dave 989-496-3273 

Traverse City Sat Quarterly 
(Check With Coordinator  for 
Months) 10 am—12 Noon 

College Terrace 
Wesleyan Church,  

2825 S. Airport Rd. W.  

Karlene 231-943-8570 
Stacey 231-275-7795 

HDSA MICHIGA� SUPPORT GROUP MEETI�GS 



FOR YOUR INFORMATION: FOR YOUR INFORMATION: FOR YOUR INFORMATION: FOR YOUR INFORMATION:     

What you need to bring with you for your Social Security Disability Interview 
 

• An original or certified copy of your birth certificate 
• Proof of U.S. citizenship or legal residency if born in a different country 
• Original or certified copy of your discharge papers for all periods of active duty in 

the military 
• W-2 form from last year 
• If you were self-employed, your federal tax return (IRS 1040, Schedules C & SE) 
• Workers compensation information, including date of injury, claim number and 

payment amount 
• Social Security Numbers of your spouse and children 
• Name, address and phone number of a person who can get in touch with you if 

necessary 
• Names, addresses and phone numbers of all doctors & other treating sources 
• Dates seen by each treating source 
• List of medications you are taking 
• Medical records in your possession 
• Kind of jobs and dates you worked in the 15 years before becoming disabled 
• Doctors or Neurologists HD diagnosis, the more thorough and better this is the 

more likely the disability will go through the first time. 
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Greater Genesee County—1st Monday 

Monday, June 2, 2008  -   Speaker: Dr. Gary Dunbar,  HD Researcher  from  Central Michigan University Brain Lab 

July and August - no meeting at Genesys West                                                                                                           

Saturday, July 19, 2008 -  12:00 noon - 12:00 midnight -Family Picnic at Dick and Peggy Reddaways' on the 

lake  in Oxford.                                                                                                                                                                  

September 8, 2008 (second Monday) - Speaker: Laura Veverka, PT Speech, Language, and Swallowing     this      

Living Positive Support Group—Grand Rapids  (This is a New Support Group for HD Gene Positive and At Risk 

Individuals)  Meets 4th Monday of the Month. 

Menominee 

Check with coordinator for next quarterly meeting. 

 

Mt. Pleasant -  

Tuesday June 10,  2008   Will possibly skip July and August Meetings so check with coordinator before attending. 

 

Royal Oak - 

Saturday July 19, 2008 - tbd  

Saturday November 15, 2008 - Dr. Garbern (Wayne State) 
 

Taylor & Downriver—1st Tuesday,   Please note New Day 

 

Tri-City -  

No Meetings in June, July and August.  The next  meeting will be September 4, 2008. 

HDSA MICHIGA� SUPPORT GROUP MEETI�GS 
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Spaghetti Dinner Fundraiser A big Success!! 

 
By Connie Jenkinson 
 
Our daughter Christina is 25 years old and has Huntington's Disease. Her father 
passed away from this illness in March 2003.  I'm ashamed to say that "until 
Christina became sick with Huntington's Disease", I never knew what it meant.  
Or maybe more so, I wasn't interested in taking the time to understand an ill-
nesses that didn't effect my life.  I think so many of us are probably guilty 
of that. Not meaning to be disrespectful to people, but just being so wrapped 
up in our own lives, that we don't take time to look around at others and maybe 
lend a helping hand, that would maybe help us to understand someone's illness 
or why they are a little different.  But, our eyes were opened wide on August 
9th, 2002 when we heard those dreadful words "HUNTINGTON'S DISEASE." 
 
We try to read on Huntington's Disease, and as hard as it is to prepare for the 
future, do everything we can to make each day a "great day" and build memories.  
I know that GOD holds the deck of cards for Christina's life, and everyone else 
that has Huntington's Disease he already has their hand played.  But it doesn't 
mean that we can't keep trying, and fight, fight, fight for the 
cure!!!!!!!!!!!!   Believe, and never give up! Hold tight to faith, and reach 
out to each other.  You’re not alone, none of us are even though I know there 
are many times that we feel like we may be. 
 
Christina asked me one day, why they try to raise money for cancer, heart dis-
ease, MS, etc., but why she never hears about things for Huntington's Disease.  
We know that there are people out there working towards research for Hunting-
ton's Disease, so we decided that we wanted to do a dinner to help raise aware-
ness of this illness and raise money for research.  So, thanks to Elba Township 
Hall in Lapeer for donating the building, we put our heads together and we were 
off and planning to hold our first fundraiser! 
 
We held our first Spaghetti dinner fundraiser on February 23rd, 2008 to help 
raise awareness on Huntington's Disease and money for the research.  We didn't 
really know what to expect with this being our first time trying to plan some-
thing this big and not really knowing where to start.  Thanks to everyone's 
hard work and the hundreds of donations we received, we had a wonderful turn-
out. Besides the spaghetti dinner that evening we held a silent auction on sev-
eral items that were donated for the event and we also had 109 gift certifi-
cates that were donated as well.  We collected $3,470.00 at the dinner, 
$1,322.00 from the silent auction, $780.00 from raffle tickets sold for the 
gift certificates, $27.00 for HD merchandise sold that evening and $1,997.00 
from donations collected from people that could not attend the dinner.  Making 
that a total of $7,596.00 that was collected for research! We were so excited 
to see such a great turnout. 
 



Really, what care are you taking for yourself?  Being a caregiver, especially to one with Hunt-

ington’s Disease, can take it’s toll on anyone!  Even the strong, independent and most organ-

ized person, can become frustrated and stressed when given the responsibility of the care of 

another person...or sometimes, as in the case of HD, the care of several other persons!  Run 

down, worn out, upset and frustrated will become a part of you...it’s a given.  Accepting that 
fact, may be harder than accepting the fact that you’ve become a caregiver in the first place!  

The best way to give your loved one the best care possible, is to make sure you take care of 

yourself!  Like I said, you will be run down...you will be worn out...you will be upset at times 

and undoubtedly, you will be frustrated a lot!  But, taking steps to take care of yourself, will 
help you come through those times without becoming sick or depressed yourself.   

Take time away from care giving!  Now, this doesn’t mean run to the grocery store, the 

bank or the pharmacy.  It means take time to do something specific for yourself...a time to re-

charge your self!  For everyone, that thing will be different.  It may be a walk.  It may mean 

Chinese lunch with a friend.  It may mean locking the door to the bathroom, turning up the ra-

dio, lighting candles and sinking into a warm bubble bath!  Whatever your thing is...DO IT!  A 
rechargeable battery is a brilliant invention, only if it gets recharged!  Otherwise, it’s just dead 

like the other batteries. 

Make support groups and/or counseling sessions mandatory for yourself!  This support 
is so crucial to our own mental health as care givers.  In these groups or sessions, you will be 

offered the safety net of speaking freely, crying uncontrollably, venting angrily, and being ac-

cepted openly!  Friends and family are great support tools, but don’t limit yourself to just those 

tools.  Find tools that do the same job as you and hang around with them from time to time!  

You’ll be glad you did! 

Find laughter!  Laughter is one of the most healing powers there is!  Mark Therrien, a social 

worker for almost 20 years, and speaker, says “ No matter what illness, disease, or handicap 

you may have, (or have to deal with) if you can laugh at yourself, you are one of the healthiest 

people on the planet.  When we can laugh at ourselves, we can begin to forgive ourselves for 

not being perfect...you are funny, even if it’s not on purpose! So laugh… None of this in any 

way says that serious illness or caring for someone with serious illness is funny.  You know it’s 

not funny!...I urge you in the most difficult times of your life to look for the laughter, to look for 

the joy.”   Go to a funny movie with a friend, check out a good book, take time in a support 

group to share your most embarrassing moments and LAUGH!                                        

CAREGIVER… 
It’s a hard job...It’s a loving duty...It’s an emotional responsibility… 

It’s so much more than all that….and now, it’s you.. 
But did you know, it’s not just about the care of the recipient… 

What care are you taking for yourself? 
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Hi! I’m Jacey & I’m Karli 

 
 
 
 
 
 
 
We’re Sisters and we really appreciate your wanting to  

learn about our condition, how it affects our family and us! 
 

Thank You For asking about Juvenile Huntington’s Disease! 

~ About Us, Our Family & JHD  ~ 

We have Juvenile Huntingdon's Disease and we live with our mom, and 2 older sisters. Our 
dad also has Huntingdon's disease. We don't remember him before he became sick. Now  a 
lot of people think he is drunk but he isn't, he just has HD. My mom isn't able to work so 
that she can take care of all of us, We have a lot of relatives and friends who love us. 

Having JHD is no fun! We can't do all the same things our friends can do because sometimes 
our bodies won't do what we need them to do, or we're just to tired. But there  are still a 
lot of things we can do and we are still kids like all the other kids. We have feelings, we 
dream, we love, we hurt, we laugh and play. 

When it's the most difficult for us is when others don't understand our condition or forget we 
are people just like they are. We still notice people staring or hear what they're saying so 
please be kind!  It 's a lot of work  having JHD but we always face each day with a smile  
because our family knows life is a gift! 

Friends have dreams about when they'll grow up; our family dreams of a CURE so that our 
family and others with HD/JHD won't have to leave so soon. We are not afraid to die, 
we're more afraid of the life unlived. We know there are angels who watch over us each 
day, and we will live life to its fullest until we have to go. 

Description of Juvenile HD 

[How I feel about having JHD] 

I hate it when my brain feels all fuzzy inside and I can't do things anymore like I used to! 

I really miss doing physical stuff like playing sports, roller-skating...all that fun stuff! But     
because I have JHD sometimes my brain tells my legs to either get wobbly or stiff. When that 
happens I stumble or fall. That embarrasses me in front of my friends. 
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School is the hardest! Because JHD is doing weird things to my brain, it makes it hard for me 
to remember everything teachers are trying to teach me. Sometimes that makes me feel 
stupid, but I'm not! Like my doctor told me having JHD is not my fault! 

Sometimes my speech comes out all funny or slurred and kids can't understand me. That is 
really frustrating! Can you just imagine NO one understanding what  you are trying to tell 
them? 

The WORST thing about having JHD is the way kids sometimes treat me. sometimes they 
make fun me or just ignore me or won't be my friend anymore: Boy, that really hurts. 

Because I have JHD, grown ups tell me I'm a special needs kid. Gee, having HD doesn't 
make ME feel very "special". I 'd rather be like all the other kids! But God didn't give me a 
choice. 

Symptoms of Juvenile HD 

[Stuff for Grown Ups] 

⇒ HD is a degenerative brain condition, which means that children with JHD will begin to 
lose skills that they have previously gained. 

⇒ In school, cognitive decline is often first noticed as an overall decline in grades or other 
measures of school performance. Attention and concentration decline. 

⇒ As JHD progresses the child will have increasing difficulty with previously attained       
cognitive or motor skills, such as speech, reading, throwing a ball, or riding a bicycle. 

⇒ Over time other symptoms of JHD, like the following, might be seen. 

⇒ clumsiness 
⇒ jaw clenching 
⇒ depression, frustration, impatience 
⇒ less of coordination and balance 
⇒ slurred speech 
⇒ swallowing and/or eating difficulty 
⇒ walking difficulty; stumbling, failing 
⇒ uncontrolled muscular contractions or seizures 

⇒ Eventually, the child with JHD will not be able keep up in the school environment. 

Don’t Hold a Grudge 

Scientist have found that nursing a 
grudge puts your body through the same 
strains as a major stressful event.  Your 
muscles tense, your blood pressure rises, 
you sweat more—and you place more 
stress on your heart 

Do get to Curves/Gym 3 days a week. 

Researchers from the University of Texas 
Southwestern Medical Center have found that 
symptoms of mild to moderate depression 
are reduced by almost 50% simply by exer-
cising for 30 minutes, 3 to 5 times a week. 
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