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PRESIDENT’S LETTER

Greetings, Happiness, Good Health and God Bless to all our Friends and Families of
HDSA-Michigan Chapter.

“When indeed shall we learn that we are all related to one another, that we are mem-
bers of one body?” ~ Helen Keller

Having spent the weekend of June 11—13 at the HDSA National Convention at the
Adams Mark Hotel in St. Louis, Mo., the reality of family, friends and kinship became
very real.

This was the 12th year that Bob and I have attended the National Convention, the first
year being in 1993 in Dallas, TX...the year the “HD Gene was Found.” What a Party!
The excitement was like the 4th of July. The only thing missing were the fireworks!

(continued on page 2)
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(President’s Letter, continued from page 1…)

Each year we return to “our family reunion” with the same pitch, deep emotions of love and ap-
preciation to our extended kin, staff, board members, researchers, doctors, chapter members,
social workers, all professionals, care givers, volunteers, clergy, our peers, our unsung heroes,
and our pHDs...no matter what part of the body they represent.

My thoughts return to March 1993 when the news hit the press and airwaves and spread
throughout the HD population. “Now we have hope for the future.” We can be so very grateful
to Drs. Nancy Wexler, Jim Gusella, Ann Young and the rest of that collaborative group and the
Venezuela population for their tireless efforts. The find did not stop them...they and many oth-
ers across the world have continued to pursue this quest for atreatment and cure. The benches
and labs are busy working for each and every one of us, no matter what our age, race, religion,
sex...none of these matter. That’s because we all belong to the same body.

Until the time of finding the cure, we must remember and focuson care! Thanks to all the
families, professionals, volunteers and friends for theirlove and devotion, Thank You, Thank
You!!!

Approximately 30 people attended the convention from the Michigan Chapter. One of the hon-
ored recipients was our own Patient/Family Services Coordinator, Brenda Francis, SLP, CCC,
who received the “Giving a Voice to HD Award.”

Brenda, you have done a great job! You’ve walked that extra mile, is that what you wished for
on your birthday? You are very loved and appreciated. Is it a God incident...or what? We are
all very proud that you are part of this very large family.

One other big surprise and great honor came when Karen Davin introduced her cousin, Jane
Mervar and Jane’s daughter Karli Mukka, age 7, from L’Anse, Michigan. Karen announced
that Karli won the “HDSA Juvenile HD Award.” Jane and Karli are very special friends. They
came into my life about one-and-a-half years ago, and we havebeen very close ever since. We
want the best for Karli and her family, to live each day to its fullest! Karli had such a great
time. We all became her “Aunts/Uncles, Brothers/Sisters,”giving her lots of hugs and kisses.
She is so loved by us all! Her smiling face, dancing feet and her pink crystal bracelet on her
dainty arm that reads, “Cure H.D.,” is painted in my memory forever.

I will never forget the power and energy in the ballroom on June 12, 2004 in St. Louis, Mo.
“Beyond my wildest dreams, miracles happen.” Thank you, God!

Keep smiling, love always,
Ruth Lenter,
President
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Generation 2000 Gala Dinner
June 12, 2004

HDSA National Convention
Adams Mark Hotel, St. Louis, Mo.

HDSA Juvenile Award Given in Honor of Kelly Miller: Karli Muk ka and Jane Mervar
Presented by Jean Miller and Karen Davin

Jean Miller : As so many of you know, I lost my beautiful daughter, Kelly, to HD when she was just 30 years
old. Kelly spent many years battling the disease and I was always touched by her courage and determination to
not let HD get in the way of living.
This award pays tribute to those who live with juvenile HD, tothose who care so lovingly for them and the in-
dividual who has contributed to juvenile HD programs acrossthe country by providing support, education and
hope for the future.
Our past recipients have included Pat Pillis, Barbara Heiman, Shane Williams, and the Walters Family, as well
as myself. Tonight we are pleased to present the award to a 7-year-old girl and her mom who have dedicated
themselves to bring awareness about juvenile HD to the American public.
It gives me great pleasure to introduce Karen Davin, who willtell you a little about Karli Mukka and Jane Mer-
var.

Karen Davin: What can you say about a six-year-old girl who decides that she is going to tell everyone about
Huntington’s Disease? And what can you say about her Mom who encourages her? I would say that both are
heroes and very special.
Karli Mukka is my cousin’s daughter, and she has juvenile HD.As a first grader, she has brought her condition
into the classroom and worked to be accepted by the other children. Karli is an exuberant little girl who makes
the most of every moment. She loves animals, playing Barbie,riding her trike, and being a princess. She loves
everyone she meets and everyone loves her in return. Her favorite color is purple and she has several pets but
her favorite is her dog. She works very hard at school and manages to get around with as little assistance as
possible. She thoroughly enjoyed her trip to Disney World that was sponsored by the Make-a- Wish foundation
and competed with Snow White as to who was cuter and more princess-y.
She has a great sense of humor and wants to grow up to be a schoolteacher. She was very excited when her
mom asked if she would like to be in an ad for HD and looks forward to signing autographs once the ad pre-
miers. But Karli Mukka is more than that. She has devoted her time to raising awareness about HD in Michi-
gan by appearing around the state at chapter fundraising andawareness events. She has appeared in a video,
and a local newspaper.
Karli is a symbol for Juvenile HD. She is able to put her own problems aside in order to talk about her illness.
She is determined to keep up with all the other kids in class even when fatigue or her movement disorder cause
her problems. She takes her life in stride and looks towards afuture that is bright.
For so many, Karli Mukka is a star and will always shine brightly. Her positive outlook and can-do attitude are
entirely due to the efforts of her mom Jane Mervar who works with the school and other parents to make
Karli’s life like that of any other seven-year-old. She is actively involved in Karli’s school life and worked
with her cousin Bonnie to prepare an in-service for HD that they took to Karli’s school to explain what HD is to
Karli’s classmates and teachers.
Jane Mervar is also a star. She takes each day as it comes and encourages Karli to go for any dream that she
may have. To Jane, nothing is impossible. Jane and her husband have three other daughters who also work
with Karli to create a loving and safe home life. The Mukka/Mervar home is filled with all the comings and
goings of four active children between the ages of 18 and seven. Jane Mervar knows that things will change.
She knows that Karli will have more challenges to face but with the help of her community, friends and the
Michigan chapter of HDSA, she knows that she will never be alone in her efforts to give Karli a loving and
positive home.
(continued on page 4…)



4

(continued from page 3…)

As Jane recently noted, “I’m so blessed to share her life withher and couldn’t imagine God not having chosen
me to be her mom. I believe that the world is brighter and richer for the time she spends here.”
It is with great pleasure and extreme pride that I present theHDSA Juvenile HD Award to Karli Mukka her her
mother, Jane Mervar.

Jane Mervar: My youngest daughter has Juvenile HD. When other children were just beginning their lives,
her battle with HD had already begun. Karli is a real “go-getter.” I can’t recall a time she has ever allowed this
disease to hold her down. She makes the most of every moment and faces each new day with a smile. Karli
loves to play polly pockets, read, play princess, and just bea kid. There are times I feel it would be easiest to
say her dislikes because she just loves life and people so much. She often asks me, “How come people have to
have HD? I just don’t get it!” Karli dreams of growing up, going to prom, becoming a teacher, and owning a
farm. Sometimes she shares with me her big wish—for her “doctors to find medicine to get rid of HD for her
Daddy, herself, and everyone!”

The decision to tell our story publicly to HDSA, Michigan, and the rest of the nation wasn’t easy. For Karli, it
was simple, “Let’s do it.” For me, I had to consider so much: safety, were we exploiting her? How will this
impact our entire family? It’s difficult to invite people into our personal lives. I really needed to think of all
possibilities and how prepared we were for them. I often recall Ruth sharing with me the day we got the posi-
tive test results, “She is a gift to share with the world.” Little did I know how literal those words were. I real-
ized we are in a position to be open and our family and local chapter supported us. I found no shame in our
story and felt that we were given the opportunity to educate,reach out, and help put a face and name to HD for
so many who were unable to do so, and the opportunity to try andhelp make a difference in the battle against
HD. It’s felt like we are replacing some of the negative of HD with hope. Karli has had her story run in several
newspapers and the Make-a-Wish foundation newsletter. Shehas done 2 HD awareness posters and is Miss
October 2005 on the HD calendar. Her story has traveled across many states, including Michigan, and her face
and story has been shared at fundraising events. To top it alloff, we were asked to participate in a national ad
campaign called “The Many Faces of HD,” which will be published in many major magazines across the coun-
try. I have asked for Karli’s permission all along. She knowsthat what we are doing is to try and help fight
HD and has been more than willing. I have found it a privilege to represent so many families who walk with
HD everyday and help break the myth that children don’t get this disease. Karli and I recently returned from
the National Convention in St. Louis where we received the National Juvenile HD Award in honor of Kelly
Miller. I cannot find words big enough to describe how incredible this experience was for us. Karli gave out
her autograph and got to take her bow. To see her receive a standing ovation and know how important her little
life is, she was able to revel in love and attention.. We both had the extreme pleasure of meeting so many
amazing people. Some were long distance friends like BrendaFrancis, Ruth and Bob Lentner, Barbara Boyle,
Debra Lovecky, and Jean Miller. We also made new friends and acquaintances such as Nancy Wexler, Billy
Aaron Brown, Martha Nance and many more. It felt like Make-A-Wish for Mom. The whole experience left
me feeling we had received far more than we have given. It’s a feeling that I hope everyone walking with HD
knows. To me this award has multiple importance. It’s in honor of a mother and daughter who’s courage and
love taught me that each of us hold the ability to make a difference. It represents restoration of hope within my
family, renewed family ties that secrecy and HD had broken years ago. A lot of love, dedication and hard work
by so many paved the way for us and I know “we are only as strong as our foundation.” I have learned that a
positive diagnosis doesn’t have to mean the end; rather, it is a new beginning and I believe Karli is already a
teacher because she has taught me so much in her short seven years. I feel quite blessed and renewed today,
and Karli is feeling quite famous.
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HDSA National Convention, June 11-13, 2004 Adams Mark Hotel, St. Louis, Missouri

June 28, 2004

I’m writing to let everyone in our Huntington family know what a great time we had at the annual HDSA con-
vention. My family and I went to the convention for all 3 days and had a wonderful experience, taking in all
the information that we could in such a short time. It was nicehow they would include children into their ses-
sions. What a great way to spread the information on to the next generations. It was also nice to talk with so
many others who are affected by HD and to realize that you are not alone. The theme song they played at the
Gala Dinner was titled, “We Are Family,” which said a lot.

I know my children really had a great time and had their own space to talk about HD to others and not just to
us. We would like to express our appreciation for being able to attend the conference, which without Bob &
Ruth who knows where we all would be.

Keep up the good work! You two should be the poster couple for HD advocates everywhere! We love you! I
would also like to say thanks for the last 11 years of you two always being there for our support group.

Thank you very much,
Sandy L. Laundra

SO MUCH HAS BEEN DONE.
THERE’S SO MUCH MORE TO DO.

Volunteers Make It Happen!

HDSA is always available for you and if YOU would like to be inv olved, the
Michigan Chapter could always use your help!

Listed below are ways you can volunteer a few hours of your tim e.

Please let us know about your areas of interest or expertise.

YOUR SUPPORT AND UNDERSTANDING CAN MAKE THE DIFFERENCE

AREAS OF INTEREST/COMMITTEES:

____ Board Member ____ Family Services ____ Advisory ( ____ Legal/ ____ Medical)

____ Finance Committee ____ Newsletter ____ Computer Skills
____ Fundraising ____ Speakers Bureau ____ Other __________________________
____ Publicity ____ Advocacy _______________________________
____ Phone Support ____ Support Group ____ In-Service Support

Please contact Ruth Lentner for further information.

Phone: (989) 835-9933 or (800) 909-0073
Fax: (989) 835-1891
Email: RRLent@concentric.net
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The Huntington’s Disease Society of America (HDSA) held its19th annual convention at
the Adams Mark Hotel in downtown St. Louis, Missouri from June 11-13. I had the for-
tunate pleasure of attending the convention, specificallywith my grandparents, Don and
Ann Voss, but also with hundreds of others from around the United States. This year’s
convention included several events such as research forums, workshop discussions, and,
of course, the annual gala. In addition to those activities,the convention also included
another special group of people, the National Youth Alliance (NYA).

The NYA is a group of youth ages 9 to 29 affected in some form by Huntington’s Disease. Many are at risk,
but there’s also many that have been tested for HD. Since 2000, the NYA has grown from a very small group
into an important contributor to the HD community. The NYA has taken the roles of fundraising, fun and
probably most important, support for young people who have been impacted by HD.

This year, the NYA put on several events throughout the convention. The goal of the NYA sessions was to al-
low young people to be involved in the convention through networking with other youths. Beginning on Fri-
day, after the opening remarks, over 50 young people gathered for their own support meeting. There were
many touching stories and many shared how HD had impacted their life and how they dealt with it. In fact, the
session lasted well past the time it was supposed to! After our opening session of the convention, all the NYA
people had a special lunch together. During lunch, Dr. MarcyMacDonald spoke about the basis of research
and how it is conducted and how it relates to find a cure for HD.

On Saturday, many of the young people rejoined the rest of thegroup to participate in workshops dealing with
specific issues related to HD. Some of the topics included genetic testing, nutrition, managing caregiver stress,
and alternative treatment, among so many others. Often, these workshops became small group discussions
when the presenter and the audience interacting to ask and answer questions.

In addition to sessions for the youth, the NYA also played a central role in fundraising at this year’s conven-
tion. The NYA sponsored such fundraisers as the silent auction, a dance auction, and a talent show. Planning
for these events had been nearly a year long process, organized through emails and phone calls. The first fund-
raiser, held on Friday evening was the NYA Talent Show. As well as fundraising, it was a chance for all of the
convention goers to relax and enjoy some snacks while conversing with new and old friends. On Saturday eve-
ning, the silent auction was held before and during the gala.Items such as autographed pictures or sports
equipment, quilts, and artwork were auctioned. Finally, after the gala dinner and HDSA annual awards, the
NYA auctioned off dances with some of the HD award winners.

The silent auction raised $3,541, which was subsequently matched by an anonymous donor at the annual gala
on Saturday evening. The talent show earned $563 and the dance auction raised $375. Overall, the NYA
raised $3,875 to return to the NYA Scholarship fund (which monetarily helps kids and young adults to make
the convention) and, with the help of another matching program, $12,435 was raised to go to research to help
find a cure for HD.

Finally, on Sunday morning before the closing ceremony, theNYA held its final meeting of the convention.
Along with the NYA meeting, there were several roundtables that discussed various issues, including some top-
ics like occupational therapy, family planning, and HD research. For the NYA, this meeting became a time to
decide where to use the fundraiser donations, to plan for theyear, and to elect a representative to work with
HDSA to coordinate NYA into next year’s convention, which will be held June 24-26, in Atlanta, Georgia at
the Atlanta Hilton.

If you are concerned about the cost of the convention, scholarships are also often given by the Michigan Chap-
ter of HDSA. And, if you would like to know more about the National Youth Alliance or if you would
like to donate an item for the NYA silent auction next year, please look at http://get-me.to/NYA.



7

HD...Through My Eyes
by Kay Lunsford

I want you to know about my pain
so that the fight I fight is not in vain.
I hurt in my heart with the grief I carry,
for the man I love and chose to marry.
His mind and body have betrayed his soul,
by making destruction their primary goal.
This disease will rob him of himself;
of mental awareness, personality and physical health.
Huntington’s pilfers, plunders, maims and destroys,
Leaving behind brokenness, sorrow and days without
joy.
It will steal from our children their carefree dreams
and leave in my heart the hopes the need screamed!
It strikes fear in the family that carries the gene,
whether it lies undetected or strikes, and is seen.
I’m a wife and a mother, a relative, a friend…
begging, “please!, help my husband, my children, my
family, my friends!”
We all bleed in the trenches as we wait for a cure
hoping for a reality that’s not so unsure.

The support that you give to the cause of HD
goes far beyond the money that’s seen.
Support is in the phone that rings.
Support is in the flowers you bring.
Support is seen in the mailing of cards
and in sweat broken out from the mowing of yards.
Support is given when providing a meal
and especially raised when you bow and kneel.
When you can watch the kids or clean the house
you’re giving valuable gifts to some worn-out spouse.
It’s in raising awareness, and lifting a cause,
in writing your congress to help change some laws!
All of these things help those with HD
by lifting a heart or helping one “see.”
Support is a critical need that we share,
whether we carry the disease or live with its cares.
It’s the money you give and the things you can do
that make such a difference and help us get through.

So thank you to those who consider this cause.
You all get the angels and heaven’s applause.
But let me not leave out my thank you too,
for I would be sad, worn out, tired and blue,
if it weren’t for those who help pave the way
for my husband, my children, my family and
friends...to all enjoy another day!

Voices for a Cure Benefit Concert
Renee Picotte and Bonny Cotter hosted the second an-
nual Voices for a Cure HD Benefit Concert on March
17 in Ontonagon, Michigan. Though the crowd was a
little smaller than last year, the event raised a profit of
$2,100 thanks to private donors, corporate sponsors and
a $500 matching gift from Thrivent (formerly Lutheran
Brotherhood and Aid Association for Lutherans).

The beautiful Ontonagon Theater of Performing Arts
provided the facility where 12 talented performers and
around 170 audience members came to support the
cause. The line-up included eight wonderful singers,
two singer/songwriter/musicians, one unique musician
on the vibes (like a xylophone), and a lovely dancer
who lost her grandfather to HD last fall. The audience
certainly got what they paid for during the three hour
concert. As if the entertainment were not enough, the
door prizes included gift certificates to local businesses,
and a beautiful oak bench donated by Maple Wood
Dreams of Ontonagon, valued at $200.

There are three HD families in Ontonagon County, and
all were represented at the event. An especially touch-
ing moment was shared when my sister told the crowd
about our cousin, Karli, an incredible girl diagnosed at
age four. Everyone will get a chance to see Karli, as
she is going to be included in the new “Faces” advertis-
ing campaign.

As an at-risk person, I feel it is important to do some-
thing to help myself and my family. This concert com-
bines my love of performance with my desire to edu-
cate the public about HD and raise much-needed re-
search money. I hope that Bonny and I can inspire oth-
ers to take something they love to do and use it to join
the fight against HD.
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HDSA MICHIGAN CHAPTER HOOP-A-THONS 2004

Mt. Pleasant
The Mt. Pleasant Hoop-a-Thon 2004 was held Saturday, May 1 atthe Sacred Heart school
gymnasium in Mt. Pleasant. We had a great day even though attendance was down a little
this year. The top money raiser this year was Nick Phillips with $798.75. Our top shooter
in the 13-18 year old group was Donald Tetreau, grandson of Bob and Ruth Lentner, with
205 baskets. Way to go Donald! Emily Voss was our only girl shooter that day and made
70 baskets. Great job Emily! Emily would also qualify as our most improved shooter!
She is the granddaughter of Don and Ann Voss, the leaders of our Mt. Pleasant support
group.

We have some dear friends and loyal supporters who show up each year to help with our fundraising, the Lon
Cole family from Blanchard. We are blessed to have their friendship and support. Lon was top shooter in the
adult category with 188 baskets and his son Aaron was tops in the under 12 category with 165. Great job guys!
The grand total for the day was $2, 279 and a good time was had byall. Thank you everyone who helped make
the day a success. ~ Janitha Bardos

Grand Ledge
The 15th Annual HDSA, Michigan Chapter’s Grand Ledge Hoop-a-Thon was a success! It was held at the Wil-
low Ridge Elementary School in Grand Ledge, MI on April 17, 2004, from 10:00
am—2:00 pm. The event had 21 volunteer shooters who turned in$2,612.30, yet there
is $1,909.50 outstanding in uncollected pledges. This is a first for us, but letters have
been sent out to those who need to collect their money and sendit in to the Chapter.
I want to thank our sponsors: American Auctions, Cassel Farms, Meijer, Inc., Brenda
Francis, Marko’s, Famous Taco, Rosier Funeral Home, Anita McCelland of Anita’s
Beauty & Massage, Sunprint Publishing, Greenstone Farm Credit and Premier Im-
provement Services, who helped make this event happen.
I also want to make sure the many volunteer helpers and rebounders get thanked, and they are: Anna, Chelsea,
Adam, Rachel, Brenda, Doug, Mary, Dave, Danielle, Ben, Sarah, Chris, Bohnnie, Anita, Justin F., Justin B.,
Roger, Bob & Ruth and the many family members and volunteer shooters who helped rebound for others when
waiting for their turn to shoot.
There were fresh snacks, coffee, juice and water, donuts; and pizza was provided for lunch. For those of us not
used to exercise, Anita McClelland set up her mobile massage, and donated her time and all proceeds to the
Chapter.
We had a great time, there are pictures floating around of whowas there and what we did to accomplish what
we needed to do. Anna Pogoncheff shot 170 full free throw baskets in her 10 minutes, Ben Bakken was second
with 161 shots made. Sarah Oosterhouse won the door prize of an outdoor thermometer.
Event winners were Jackie Mulholland, Juaise Peabody, and Linda Rairigh in the Adult Division, Regan
Massey and Anna Pogoncheff in the Senior Division with Noah Dunn, Mercedes Mosher, and Connor & Quinn
Kelly winning in the Junior Division.
I look forward to next year’s event as Jackie and I merge our efforts with the Lansing Area Support Group to
make this the:
“LAST GENERATION WITH HUNTINGTON’S DISEASE”
Thanking You, — Craig & Jackie Mulholland

Freeland
The 2004 Freeland Hoop-a-Thon was held on March 27 at Freeland High School in Freeland, Michigan. A to-
tal of $2,178 was raised in support of HD. Thanks to all those who helped support this event!
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Golf “Fore” a Cure
6th Annual Golf Outing
To benefit Huntington’s Research & Support—Michigan Chapter.
Saturday, September 11, 2004

Golf Outing BBQ
9:30 A.M. 3:00 P.M.
The Crown Golf Club Greg & Karlene Currie
2411 W. Silver Lake Road N. 1350 W. Silver Lake Road N.
Traverse City, MI 49684 Traverse City, MI 49684

The golf outing will be a four-person 18-hole best-ball scramble with a shotgun start at 9:30 A.M. come rain or
shine. Following the golf outing at 3:00 pm, there will be a BBQ dinner hosted by Greg and Karlene Currie on
Silver Lake. There will be a live auction of furniture and donated items. (You do not have to golf to attend the
BBQ). All proceeds will go to provide support to families affected by Huntington’s Disease, to provide accu-
rate information concerning HD to the public, and to findinga cure for HD. Businesses and individuals are en-
couraged to donate items for the auction, or to sponsor a holeor cart for the golf outing.

Hole Sponsor—$100.00
Cart Sponsor—$30.00
Golfer—$75.00/person (includes cart, box lunch, and BBQ)
BBQ Only—$10.00/person

If you have any questions, call Greg Currie at (231) 943-8570or (231) 941-7760 or Peter Currie at (231) 933-
6109.

Great Lakes Kids Support Group—Midland,
MI

“Great Lakes Kids” celebrated their 1st year
anniversary with a bowling party on June 27th
at the Midland Valley Plaza Lanes. “Let kids
enjoy being kids” is the theme of the 1-year-old
group of the Michigan Support Group for
Youth. After the Curves/Michigan Chapter
Bowling Bash of May 15th to celebrate HD
Awareness Month, the “Great Lakes Kids” de-
cided to celebrate their first year anniversary in
the same fun way. The first of many to follow,
the group had pizza and pop, with lots of fun.
The G.L.K. left with smiles and happy
thoughts.

This group meets monthly on Sunday from
3:30—5:30 pm at Trinity Lutheran Church in
Midland, MI.

Contact Ruth Lentner at (989) 835-9933 for
more information.

Chili Cookoff

A very successful Chili Cook-Off and
Auction was held on Saturday, April 3,
2004 from 1:00—5:00 at the Inn Place Bar &
Grill at 917 N. Main St. in Royal Oak.
This was the 4th Annual event held at this location benefiting a
non-profit cause. This year, $3,5798.00 was given to the
Michigan Chapter of the Huntington’s Disease Society of
America. Marty Westman and friends put these events to-
gether. Marty is a brother-in-law to Pam Westman, who’s
family has Huntington’s Disease. He is active in the lives’ of
HD families. 21 entrees were entered in the Chili contest, with
prizes given to the top three places. An auction was held with
donations from individuals and businesses. We thank the own-
ers of the business who gave their place of business for the
day. Their names are Bill and Linda Twydell. If you’re in
Royal Oak, stop by the Inn Place and tell
them, Thank You! All monies will go to-
ward research.

Ann Voss
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On the Cutting Edge of Mower Sports:
Lawnmower race to support HDSA-Michigan Chap-
ter

Lawn Mower Racing
In a Co-Show with the Poorman’s Mini-Modified
Pullers was held on Saturday, July 18th at The
Sparta Airport.

All donations will go toward
Huntington’s Disease
Research.

Thanks to
Donna and Jason Mikula for
all their hard work on this
fundraiser!

Tenth Annual Michigan Huntington’s Disease Convention
“Raising Healthy Children in HD Families”

Family Programs For All Ages
Saturday, April 21, 2004

8:00 AM—5:00 PM
St. Stephen Lutheran Church
2900 N. Waverly, Lansing, MI

This year our State Convention focused on the family and how we can serve the needs of our next generation!
There were programs for adults and children of every age. Here is a sample of the programs presented: The
Unaffected Parent, Predict Positive, Role Models, Teens.

Child care was available for infants and toddlers. Older kids participated in supervised games and crafts.

Keynote Speaker: Dr. Dorothy Kahler

A psychologist and neuropsychologist, Dr. Kahler focused on the idea of the “competent child” and how to de-
velop various skills in children such as: trust, frustration tolerance, delayed gratification, respect for self and
others, enthusiasm, expressiveness, interpersonal relationships and cooperation, and optimal independence. She
also participated in the workshops presented in the morningand afternoon.

There were 93 people present to be a part of one of our best conventions ever. The convention concluded with
“family drumming circles.” “A family time to come together.” What a fun time. A large part of the conven-
tion was videotaped by Linda Malekadeli who produces and directs our monthly video series, “Huntington’s
Disease Update,” at MCTV 3 in Midland, MI. These videos are also shown on 15 other Cable access stations in
Michigan each month (See list of stations with phone number to call for viewing times on page 20 of this news-
letter).

Advocates for People with Disabilities

¨ Professional representation with a personal touch
¨ More than 20 years of experience
¨ 97% success rate
¨ No award, no fee

To refer someone for a free consultation, call toll-free:

866-711-7722

or visit:

www.disabilityawards.com

DSI is a Division of SSDC . 39500 High Pointe Blvd. Suite 350 . Novi . MI . 48375
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AREA WHEN WHERE FOR MORE INFO
CONTACT:

Ann Arbor Area Second Thursday
7:00 PM

St. Joseph’s Hospital
5301 East Huron River Dr.
Ypsilanti

Doug
734-677-0258

Clare Second Tuesday
3:00 PM

Tendercare –
600 S.E. 4th Street

Ruth
989-835-9933

Grand Rapids & Western MI Third Thursday
7:30 PM

Metropolitan Hospital
1919 Boston, SE

Larry
616-791-6468

Greater Genesee County Area First Monday
7:00 PM

Genesys Regional Medical Cen-
ter, West Campus
3921 Beecher Rd., Flint

Jean 810-659-4548 or
Sheila 810-793-7132

Kalamazoo Quarterly Meetings
7:00 PM

Borgess Hospital
1521 Gull Road

Sara 219-381-7725 or
Brenda 800-909-0073

Lansing Third Tuesday
7:00 PM

Sparrow Dimondale Center
4000 N. Michigan Rd; Dimon-
dale, MI; 2nd Fl of Homeward
Bound Bldg.

Brenda
800-909-0073

Macomb County Caregivers
Group

Second Tuesday
7:30 PM

33894 Lakewood
Sterling Heights

Christine
586-268-7014

Marlette On Hold Ruth
989-835-9933

Menominee First Saturday
1:00 PM

Community Covenant Church
Fellowship Hall
1123—13th Street

Chris 906-863-6051 or
Greg 715-789-2526

Midland Second Monday
7:00 PM
Closed Meeting

Mulberry Lane Club House;
Abbott Rd; Midland, MI

Ruth
989-835-9933

Mt. Pleasant Second Tuesday
7:00PM

Central MI Free Methodist
Church; 6012 S. Mission Road

Ann
989-561-5023

Royal Oak Fourth Tuesday
7:00 PM

Wm. Beaumont Hospital
3601 West 13 Mile Road

Ruth 989-835-9933 or
Karen 586-792-6579

Taylor and Downriver First Friday
7:00 PM

Heritage/Taylor Hospital
Telegraph Road

Betty
734-947-1058

Tri-City
Bay City—Midland—Saginaw

First Thursday
7:00 PM

Saginaw Township Hall
Center & Shattuck Road

Ruth
989-835-9933

Traverse City Fourth Thursday
7:00 PM

NW Michigan Blood Program
Conference Room
2575 Aero Park Drive

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

Midland Third Sunday
3:30 PM
Closed Meeting—Children

Trinity Lutheran Church Ruth
989-835-9933

HDSA MICHIGAN SUPPORT GROUP MEETINGS

12
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HDSA MICHIGAN CHAPTER
CALENDAR OF EVENTS

August 21 9th Annual HDSA Michigan Chapter
Golf Outing
Prairiewood Golf Course; Otsego, MI
Call Larry Helner, 269-998-9251

August 16-20 Circle of Friends HD Camp
Howell, MI
(Walk for HD is August 20, at Camp)

September 18 Annual Chapter meeting and
Volunteer Training
Lansing, MI

September 26 Royal Oak Walk for HD

September 11 6th Annual Golf Outing
Crown Golf Club, Traverse City, MI
Call Greg or Karlene Currie
269-934-8570

The 9th Annual HDSA Golf Outing
Saturday, August 21, 2004
Prairiewood Golf Course

Otsego, MI
9:00 A.M.

Registration begins at 8:00 A.M.

The golf outing will be a four-person 18-
hole scramble with a shotgun start promptly
at 9:00 A.M. (rain or shine). Registration
will begin at 8:00 A.M. Immediately fol-
lowing the golf outing, there will be an auc-
tion of donated items, along with lunch.
Businesses and individuals are encouraged
to donate items for the auction, sponsor a
hole, or sponsor a cart.

Gold Corporate Sponsor—$1,000.00
(includes four golfers, 2 hole sponsorships,
2 cart sponsorships, 4 golf shirts and special
recognition)

Silver Corporate Sponsor—$800.00
(Includes four golfers, hole sponsorship, 2
cart sponsorships, 4 golf shirts, and special
recognition)

Bronze Corporate Sponsor—$500.00
(Includes four golfers, cart sponsorship, 4
golf shirts and special recognition)

Hole Sponsor—$100.00

Cart Sponsor—$30.00

Individual Golfer—$55.00

If you have any questions, please contact
Larry Hellner by telephone at (269) 998-
9251 or by email at lhellner@netscape.net.

WALK FOR HUNTINGTON’S DISEASE
In Memory of Six Friends with HD

Sunday, September 26, 2004

This year the 10th Annual Walk for Huntington’s Disease in Royal
Oak, Michigan will be held in memory of six of our friends with
HD who passed away this past year. Families are being contacted
to participate in this walk. (We will not publish the names until
families’ have agreed to it).

The Walk for Huntington’s in Royal Oak will be held:
Date: Sunday, September 26, 2004
Time: 1:00 - 4:00 pm
Place: Starr/JC Park
Location: 13 Mile Rd. between Main St. and Crooks Rd.
Details: Co-chairs are Kathy Herman (313-521-7018) and

Cindy Kennedy (810-226-9877)

The walk will be followed by a BBQ and awards. Everyone who
raises $50 or more will get a t-shirt. This is not a pledge walk, but
a donation walk. There is no set distance, as peoples’ abilities are
varied. Each person may walk however far is comfortable for
them. This should be fun for all!

PLEASE - PLEASE - PLEASE -
WALK FOR HUNTINGTON’S THIS YEAR!!!!!!!!!!!!!!!!!!
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Advocacy for
HDSA Michigan Chapter

Grassroots Advocacy Initiative

Greetings to all of you
Advocates out there
who are reading this. I
know some of you re-
sponded to the call to
be a contact in your
congressional district.
I need to hear from
more of you to be ef-
fective!

Since March of 2001, we have sent a copy of our quarterly
newsletter to the two Michigan Senators and 15 Representatives
and have put them all on our newsletter mailing list, to the atten-
tion of the Health Aides.

We have constructed a chart of Legislators with their district
number, contact information in Washington, D.C., and the areas
they represent (see page 15). This chart can be used to pick out
your district more easily.

Please let me know whether you will be a contact for both
Senators and your Congressional person. More than one contact
for each district would be good. The idea is to contact them
when legislation critical to the HD community comes out. Ex-
amples are:

· NIH Funding
· Patients’ Bill of Rights
· Medical Records Privacy
· Genetic Discrimination and Privacy
· Insurance Coverage

There are others that may come out. If in doubt, call me. The
above are Federal legislator’s issues but you also need to be
aware of similar legislation in Michigan that may affect us.Scan
your local newspapers and let me know.

Dave Reusser,
Chair, Advocacy Committee
14600 Faust
Detroit, MI 48223
Phone: (313) 272-5493
Email: davidreusser@sbcglobal.net

Curves for Women
Sanford & Midland Northeast

Sponsoring:

HUNTINGTON’S DISEASE
SOCIETY OF AMERICA

Michigan Chapter
In honor and memory of the

Lunsford Family
The event was held on May 15, from 1 to 5
pm at Northern Lanes in Sanford, Michigan.
A fun-filled afternoon of bowling, pizza and
pop was had by all. There were 50/50 draw-
ings and an appearance by Jewls the Clown.
All money raised will be used for patient &
family services in the state of Michigan!
The total amount raised was $1,093. Thank

Visit the National Website
www.hdsa.org

For our local chapter website,
Click on Chapters;
then choose Michigan
and get information on local events,
support groups, newsletters and
more!!!!!!!

The National website for the Huntington’s
Disease Society of America is currently be-
ing updated. Chapter Presidents, Regional
Development Directors, Board members,
volunteers and staff, researchers, social
workers, etc. please be sure to review each
section pertaining to you to make certain that
all information is current. For all updates,
questions or concerns please contact Market-
ing/Communications Coordinator, Kristine
Ferrell at kferrell@hdsa.org.
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Senator Carl Levin (D—MI)
269 Senate Russell Office Bldg.
Washington, DC 20510
Phone: (202) 224-6221
Fax: (202) 224-1388

Mike Rogers (R—8—MI)
133 Cannon House Office Bldg.
Washington, DC 20515
Ph: 202/225-4872 Fx: 202/225-5820
Lansing, St. Johns, Howell, Perry

Senator Debbie Stabenow (D—MI)
702 Hart Senate Office Bldg.
Washington, DC 20510
Phone: (202) 224-4882
Fax: (202) 228-0325

Joe Knollenberg (R—9—MI)
2349 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-5802 Fx: 202/226-2356
Farmington, Pontiac, Rochester Hills, Troy

Bart Stupak (D—1—MI)
2352 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-4735 Fx: 202/225-4744
Escanaba, Marquette, Alpena, Sault Ste. Marie

Candice Miller (R—10—MI)
508 Cannon House Office Bldg.
Washington, DC 20515
Ph: 202/225-2106 Fx: 202/226-1169
Bad Axe, Lapeer, Sandusky, Port Huron

Peter Hoekstra (R—2—MI)
2234 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-4401 Fx: 202/226-0779
Holland, Muskegon, Cadillac, Ludington

Thad McCotter (R—11—MI)
415 Cannon House Office Bldg.
Washington, DC 20515
Ph: 202/225-8171 Fx: 202/225-2667
Novi, Livonia, Plymouth, Wayne

Vernon Ehlers (R—3—MI)
1714 Longworth House Office Bldg.
Washington, DC 20515
Ph: 202/225-3831 Fx: 202/225-5144
Grand Rapids, Hastings, Ionia, Wyoming

Sander Levin (D—12—MI)
2300 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-4961 Fx: 202/226-1033
St. Clair Shores, Ferndale, Southfield, Warren

Dave Camp (R—4—MI)
137 Cannon House Office Bldg.
Washington, DC 20515
Ph: 202/225-3561 Fx: 202/225-9679
Traverse City, Midland, Mt. Pleasant, Ithaca

Carolyn Cheeks Kilpatrick (D—13—MI)
1610 Longworth House Office Bldg.
Washington, DC 20515
Ph: 202/225-2261 Fx: 202/225-5730
Detroit, Grosse Pointe, Wyandotte

Dale Kildee (D—5—MI)
2107 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-3611 Fx: 202/225-6393
Bay City, Flint, Saginaw, Caro

John Conyers (D—14—MI)
2426 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-5126 Fx: 202/225-0072
Detroit, Allen Park, Highland Park

Fred Upton (R—6—MI)
2161 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-3761 Fx: 202/225-4986
Allegan, St. Joseph, Kalamazoo, Paw Paw

John Dingell (D—15—MI)
2328 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-4071 Fx: 202/226-0371
Monroe, Ann Arbor, Ypsilanti, Taylor

Nick Smith (R—7—MI)
2305 Rayburn House Office Bldg.
Washington, DC 20515
Ph: 202/225-3761 Fx: 202/225-4986
Coldwater, Battle Creek, Jackson, Charlotte

MICHIGAN SENATORS AND REPRESENTATIVES

15
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From Your Family Services Coordinator:
The Ordinary IS Extraordinary If You Pay Attention!

Dear Caregivers:

This is a note to encourage caregivers who are not online to get a computer and hook up to
the Internet. Juno is only $9.95 a month and you could be receiving and connecting with
resources and new friends who can help to make you smile, laugh and occasionally pull
you out of despair. Also, learning about HD is easy on the Internet. I received this little
message from one of our families. Thanks, Robin; we need that!

Brenda Francis, SLP, CCC
Family Services Coordinator

I wish for you a day of ordinary miracles

A fresh pot of coffee
you didn’t make yourself.

An unexpected phone call
from an old friend.

Green stoplights on your
way to the store.

I wish you a day of little things to rejoice in

The fastest line at the grocery store.

A good sing along song on the radio.

Your keys right where you look.

I wish you little bite-size pieces of perfection—

A spring flower.

A summer shower.

A cool breeze blowing through the house.

I wish for you a day of giving and receiving

Do something nice for a total stranger and trust
that a total stranger will do something nice for you.

When you feel alone and helpless remember the cure
is to call someone and let them know
they are not alone and offer your help.

I wish for you a day of Peace, Joy and Happiness from the littlethings of life!
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PT Corner—Stu Blatt, MA, PT

Hi everyone and I hope you are enjoying your summer. As you mayhave guessed, things are
quite busy around the HD office. We are gearing up for anotherspectacular year in camp. This
year camp will be our largest ever and we are so excited. We areexpanding our educational op-
portunities to include two important members of the health care team, medical students (from
Medical College of Ohio) and music therapy students (from Michigan State University). I know
that these two components will add a greater dimension to ourunique camping experience for
both campers and staff. Please look in a forthcoming newsletter for information about how these
two groups added to our knowledge base about caring for people with HD.

Camp demonstrates that in order to care for someone with a progressive neurological disease it
takes a team. However, more than just a team, it has to be a teamwhich is focused on the needs
of the individual(s) they are serving. It even goes deeper than just a patient-focused team, but a
team who works on the same goal together. It is with this thought in mind that we welcome
aboard the students from medicine and music therapy. The medical students came to us because
we realized that when team works together and the physician does not, the effectiveness of the
team is limited. Therefore we seized the opportunity to invite medical students to augment their
education experience, to learn and to see the value in a comprehensive interdisciplinary team do-
ing great things.

We also realized that as we try to heal the body and the spirit,we need to nourish the soul. We
are fortunate enough to have a premier music therapy school in our own backyard, MSU. They
were willing to collaborate with us and share with us knowledge and expertise about the healing
powers of music. To see the healing powers of music, one needsto look no further than our state
convention when we formed the drumming circle. There was an uplifting of the spirit and cohe-
siveness which emerged from that event. We are looking forward to having that magic reside in
camp this summer.

As I write this letter, I am awestruck at the level of volunteerism which camp brings out in peo-
ple who have no connection to HD. it is this level of commitment that we need to harness so that
our chapter can continue to move forward and demonstrate that service to people with HD and
their families is of paramount importance. As we move forward I continue to be grateful to my
friends with HD and their families for enriching my life.

All my love,
Stu

17
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This new article features needs and requests of our PHDs in Michigan. Please, let us
know if you can help!

Laura needs a ride to camp this year, August 16th-20th, from Northfield Place (nursing home) in
Whitmore Lake. A volunteer would be very much appreciated. Laura can walk and move inde-
pendently; she just can’t drive! If anyone is able to pick herup, please call our helpline and let us
know. 1-800-900-0073.

Help a PHD Topic

Hearing

Speech-language pathologists belong to a national organization that also includes hearing specialists because
hearing is so vital to communication. When someone’s hearing is poor and “getting worse with age,” commu-
nication problems can become even more difficult than usual. That’s right! Communication is difficult even
without a hearing loss.

Just a few tips on hearing:
Get your hearing checked from an audiologist and not a hearing aid dealer. Audiologists are scientists, not
salesmen. The bigger the hearing aid, the better the reception. Approximately 85% of all hearing aids sold are
not worn because people are not trained to use them appropriately and because consumers are not diligent in
continuing to go back if the aids are not comfortable or not useful.

If your hearing is just a little bit bad, try getting a $40 Radio Shack Amplified Listener and a good head set for
$20.00. These are really good for those who need the TV L-o-u-d-e-r than what is often comfortable for the
person who doesn’t have a hearing loss.

Other very, very important tips:
Hearing loss in a relationship needs to be treated with loving kindness as well. But ultimately, it is the person
who has the loss who is responsible to look people in the face when they are talking, walk a little closer to hear,
turn down all noise and shut off all running water to hear better during a conversation. Don’t ask a question
until the environment is conducive to communication. Don’ttalk from the other room and expect to hear the
answer. You get up and go to the other person you need to hear. You need to get that person’s attention FIRST
and then they won’t have to repeat themselves over and over. Don’t talk about important things while driving
in the car, when you can’t see the other person face to face.

There are several “environmental” treatments for hearing loss, such as these suggestions above. Most people
like to blame others for not speaking clearly, or not talkingloud enough. Unfortunately, it may be that you
need to get your ears cleaned out and get to the audiologist for a hearing examination! Take care and thanks for
Listening! By the way, May was HD Awareness month, but it was also Better Speech and Hearing Month! No
foolin!
Take Care,
Brenda Francis
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PEABODY’S OF BIRMINGHAM
34965 WOODWARD AVE. BIRMINGHAM, MICHIGAN 48009-0931

Woodward Cruise Charity Event Public Service Announcement!!

Peabody’s Restaurant In Birmingham Invites You to One Of TheLargest Charity Events On The Cruise Route
This Year Saturday August 21st 10:00 AM to 10:00 PM Free Admission

Charity Fundraiser for The Huntington’s Disease Society ofAmerica (HDSA) “Cruise for a Cure.” All pro-
ceeds from various contests and events, go to charity.

Full schedule of contests and events to cover including hoola hoop contests, gold fish races, squirt gun “duels”
& much more! All proceeds to benefit HDSA.

Rockwell Automation is the charitable sponsor of the event,supporting the Huntington’s Disease Society of
America with a large donation.

Huge Crowd of Cruise Attendees Watch The Cruise From Prime Woodward & Maple Road Location—
Outdoor event outside on Woodward in Peabody’s parking lot.

We have a 50-foot hydraulic lift to provide you with the best camera shots of any location on the cruise route!!
Located in front of the restaurant on Woodward, if you make a donation to the HDSA you can go up in the lift
for one of the best vantage points available from which to view the cruise.

We have parking for your car/van on the premises.

One Stop Shopping to view The Classic Cars On Woodward, A HugeCruise Party, Contests, People Watching
& Interviews

Please Call Me If You Need Any Additional Information, Or AskFor Me Outside At Peabody’s on Saturday,
August 21st:
Pre-Cruise Phone: Evening (248) 546-3301 Day (248) 543-2270 x501 Pager (586) 308-9366
Day of Cruise Phone (Cell): (248) 930-0058
Restaurant Phone: (248) 644-5222

Parking available in the Peabody’s lot or public parking structure on Peabody street behind the restaurant.

Nick Rancone, Cruise Charity Event Coordinator
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CITY CHANNEL CABLE COM-
PANY

DAY/TIME PHONE

Ann Arbor CTN 17 ComCast Please call station for
dates and times.

(734)769-7422

Battle Creek AccessVision 11 AT&T Please call station for
dates and times.

(269)968-3633

Cadillac CCTV 2 Charter Please call station for
dates and times.

(231)876-5873

Farmington/Farmington Hills/
Novi

INFO TV 12 Time Warner Please call station for
dates and times.

(248)473-2800

Grand Rapids GRTV 25/50 AT&T Please call station for
dates and times.

(616)459-4788

Grand Rapids GRCC - 27 ComCast Please call station for
dates and times.

(616)234-3830

Kalamazoo EduCable 7 WMU Campus Please call station for
dates and times.

(269)387-4997

Kalamazoo Twp, Parchment,
Oshtemo, Comstock

CAC TV Charter Please call station for
dates and times.

(269)343-2211

Lansing Public Access 16 ComCast Please call station for
dates and times.

(517)316-3067

Livonia/Redford Public Access 12 Bright House
Network

Please call station for
dates and times.

(248)553-7303

Midland MCTV 3 Charter Please call station for
dates and times.

(989)837-3474

Monroe MPACT 13 ComCast Please call station for
dates and times.

(734)243-5707

Monroe MPACT 18 Charter Please call station for
dates and times.

(734)243-5707

Muskegon MCC TV 9 AT&T Please call station for
dates and times.

(231)777-0214

Traverse City TCTV 2 Charter Please call station for
dates and times.

(231)932-8572

Troy, Ferndale, Pleasant
Ridge, Berkley, Royal Oak,
Huntington Woods, Clawson,
Rochester, Rochester Hills,
Auburn Hills, Oakland Twp

CMN 18 Wide Open West Please call station for
dates and times.

(248)589-7778

Troy, Ferndale, Pleasant
Ridge, Berkley, Royal Oak,
Huntington Woods, Clawson,
Rochester, Rochester Hills,
Auburn Hills, Oakland Twp

CMN 52 ComCast Please call station for
dates and times.

(248)589-7778

20
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Health Agencies Helped by Workplace Giving Through
Community Health Charities of Michigan

Community Health Charities of Michigan (CHCMI) is Michigan’s largest workplace giving organization de-
voted exclusively to health concerns. Huntington’s Disease Society of America and 20 other of the most re-
spected and trustworthy charities in the state are CHCMI member agencies, benefiting from the generosity of
people who give at work through the convenience of payroll deduction. And giving to CHCMI means having a
choice: Donors can give to just one CHCMI agency, or to several, or to all.

Like us, the agencies—which battle life-threatening illness, disease and disability—use the contributions to
provide local patient services and research, as well as prevention and educational outreach programs.

Compuware, IBM, Sears, the Federal and State Government, and US Freightways are just a few of the employ-
ers running a Community Health Charities of Michigan campaign.

Workplace giving through CHCMI is efficient, cost-effective and supportive. Rather than disrupt the budget
with a single large gift, donors can give more generously through small paycheck deductions. Starting a new
campaign or including CHCMI in an existing workplace givingcampaign is simple. CHCMI provides busi-
nesses with the resources and expertise needed to run a successful campaign.

Supporting CHCMI helps ensure the health and welfare of family, friends and fellow employees, while allow-
ing you to choose the charities that affect your life. For more information on Community Health Charities of
Michigan and giving at work, please contact Dave Nesbitt at (248) 597-9900 or toll-free at (800) 968-2426.

Working for a Healthy Michigan
Community Health Charities of Michigan connects you to

Michigan’s Premier Health Charities

¨ ALSAC - St. Jude Children’s Hospital
¨ American Diabetes Association
¨ American Heart Association, Midwest Affiliate,

Inc.
¨ American Liver Foundation, Michigan Chapter
¨ American Lung Association, Michigan Chapter
¨ Amyotrophic Lateral Sclerosis of Michigan
¨ Arthritis Foundation, Michigan Chapter
¨ Crohn’s & Colitis Foundation of America, Michi-

gan Chapter
¨ Cystic Fibrosis Foundation
¨ Easter Seals Michigan, Inc.
¨ Huntington’s Disease Society of America, Michi-

gan Chapter

¨ Juvenile Diabetes Research Foundation
¨ Karmanos Cancer Institute
¨ Leukemia & Lymphoma Society, Michigan Chap-

ter
¨ Michigan AIDS Fund
¨ Michigan Lupus Foundation
¨ Michigan Parkinson Foundation
¨ Muscular Dystrophy Association, Inc.
¨ Planned Parenthood Affiliates of Michigan
¨ Sickle Cell Disease Association of America,

Michigan Chapter
¨ Tomorrow’s Child/Michigan SIDS
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HD and Occupational Therapy

As a member of a collaborative HD rehab team, the primary roleof occupational therapy is to
promote functional independence with activities of daily living within the context of a person’s
physical, cognitive and spiritual real life situation. Tasks typically included in ADL are self-
feeding, bathing, grooming, dressing, toileting, playingand working.

When a person’s functional independence is compromised by the progression of HD, occupa-
tional therapy can initiate ADL assessments to determine current levels of performance, col-
laboratively set realistic goals and develop a treatment program for greater functional out-
comes. Once the treatment plan is put into motion, OT is thereto provide education, make rec-
ommendations, and to create a safe and positive environmentin which a person is able to maxi-
mize the benefits of treatment.

Education can include the benefits of using adaptive equipment designed to enhance self-
feeding, increase greater independence with dressing and grooming and making personal hy-
giene safer and more efficient. It can also include learningnew strategies to organize a home
environment or work area to save energy and decrease the riskof injury. OT recommendations
may include getting a person involved in a specialized exercise program to maintain upper ex-
tremity active range of motion, strength, and coordination—all of which are needed for com-
pleting activities of daily living tasks. Recommendationsmay also be provided to caregivers
for increasing their safety and well-being as they assist inthe physical management of a person
with HD.

The ultimate role that occupational therapy plays in the life of a person who has been impacted
by HD is to maintain the human dignity and physical safety of all who are involved either as a
person with HD or as a caregiver.

Kurt Higgs, OT
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HUNTINGTON’S DISEASE SOCIETY OF AMERICA
MICHIGAN CHAPTER

NOTIFICATION OF GENERAL MEETING, VOLUNTEER TRAINING AND AW ARDS

Date: Saturday, September 18, 2004
Leadership Training for all Volunteers: 9:00 am to 11:30 am
Support Group Leaders, host/hostess, publicity, librarians, advocates, fundraisers...we need you!

Place: St. Stephen Lutheran Church, 2900 N. Waverly Road at Delta River Drive, Lansing, MI

Speakers: Gary Dunbar, Ph.D., Director of Brain Research Laboratory at Central Michigan University

PROGRAM FOR MORNING VOLUNTEER TRAINING

9:00 Registration with continental breakfast
9:15 Welcome
9:30—12:00 Volunteer Training

If you cannot attend the morning workshops, please come to lunch and the afternoon meeting.

AGENDA FOR THE GENERAL MEETING

I. Welcome and lunch

II. Awarding of the Michigan Chapter 8th Annual Volunteer Awards

III. Dr. Gary Dunbar—HD Lab update—Research

IV. Business Meeting
A. Officer’s Reports: Treasurer: Dorothy Patterson

President: Ruth Lentner
B. Family Services Report Patient & Family Services Chair Ruth Lentner

Family Services Coordinator Brenda Francis

C. Election of Board of Directors (Board of Directors electsPresident, Vice President, Secretary and
Treasurer)

The Chapter Nomination Committee is looking for candidatesfor the 2004—2005 Board. Please
call (989) 835-9933 to give the name of a person interested. Nominations will also be accepted
from the floor at the meeting.

D. Chapter goals for 2004-2005.

V. Adjourn Business Meeting

Please R.S.V.P. for lunch reservation by September 10th to (989) 835-9933 or (800) 909-0073.

Look forward to seeing you!!!!!!!
� � � � � � � � � � ��
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This newsletter is an official publication of the Michigan Chapter of the Huntington’s Disease Society of America,
Sparrow Dimondale Center; 4000 N. Michigan Rd.; Dimondale,MI 48821.
This newsletter attempts to report all items of interest relating to individuals with Huntington’s Disease, their families, health care profes-
sionals and interested friends and supporters. HDSA and theMichigan Chapter do not provide medical advice, nor do they promote, en-
dorse or recommend any product, therapy or institution. Please check all drug treatments, therapies and products with your physician.
Statements and opinions expressed in articles are not necessarily those of HDSA, or the Michigan Chapter.


