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Welcome to the 2013 Walk/Run to Defeat ALS season. 
I wish to extend a big thank you to the sponsors, 
attendees and volunteers who supported
the sixth annual Janesville Walk in May. Chairperson 
Susan Sellman, Dave and Caroline Wagner, Chris 

Courtney, Bob Mills and Wanda Sonnentag  deserve special thanks for their 
generous donation of time and talent. All proceeds of the Wisconsin Walks 
to Defeat ALS stay in Wisconsin and support Care Services, the ALS clinics 
at Froedtert and the VA, our equipment loan program, The Brian Trinastic 
Grant program and costs related to public awareness, communications, 
operations and advocacy efforts.
 
I am also pleased to report that there are currently numerous community/
family ALS benefit events that are occurring throughout Wisconsin. Anyone 
interested in planning an event is welcome to contact the Chapter office for
assistance. Proceeds from these events provide much needed services
for our patients and their families.
 
Our Advocacy Chairs, Tom Kettler and Ben Becker, traveled to Washington 
DC in May to assure that our voices continue to be heard. A summary of 
their meetings is on pages 8 and 9 of this HopeLine. You can also resource 
additional advocacy information on our website at alsawi.org.
 
Please talk to family, friends and neighbors about the upcoming Walk to 
Defeat ALS in your area. As you will notice in this issue we have added 
a 5K Run to the Milwaukee Walk on Sunday, October 13th. We plan on 
using Milwaukee as our learning model for a Run and will add accordingly in 
additional areas in 2014.  Our Walk to Defeat ALS offers the best opportunity 
to promote awareness and raise funds. We need each and every one of 
you. Please join us.
 
We welcome all of you to our 2nd annual Chasin’ A Cure tailgate. This 
private tailgate will feature a personal appearance by Milwaukee Brewer 
Jim  Henderson, the edgy country music of Chasin Mason, a Sobelman’s 
burger, Miller beer, Jimmy Luv’s famous bloody Mary’s and Sprecher root 
beer.  Last year this event was a sellout so please order your tickets today.
 
Finally, I would like to thank Milwaukee Brewer Jim Henderson who has 
graciously taken the time to share his journey with ALS so that we can 
create a greater awareness through the HopeLine.  Professional athletes 
such as Jim Henderson put a face to their own ALS experience and in doing 
so become a voice for all families that quietly struggle with this disease 
every single day.
 
Thank you.
 
 
 
 

“Awesome Ain’t Easy”
-Team Gleason
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Community & Family Events

the Inaugural Golf outing & 
fundraiser
Friday, August 23, 2013
Ironwood Golf Course
W270 N. 6166 Moraine Dr.  
Sussex, WI 53089 
More Information: Randy Foss
414-427-6500

please e-mail us: info@alsawi.org information about 
your upcoming family/community event benefiting the 
wisconsin als association.

we will add to our next hopeline issue and will also 
post on our website calendar. thank you.

Ice Cream ride for ALs
Sunday, August 25, 2013
In memory of “Big Ed” 
Heinzelmann
More Information: Deb Heinzelman  
Debheinzel3@gmail.com

Boesch Bowling tournament
Saturday, October 26, 2013
More Information: Todd or Kevin Boesch 
(262) 375-9227 or e-mail: 
boeschmemorial@yahoo.com

A touch of Glass 
Benefit for ALs research
Friday, August 16, 2013
Fox Hills Resort, Mishicot
Dinner and concert featuring musicians 
playing glass instruments
More Information: Jacque Dickenshied 
jakiladybug@lakefield.net
Ticket Information: 920-684-3225

Fighting ALS One Motorcycle Ride at a Time! 

ALS POKER RUN 
Lou Gehrig’s 
Disease 

Apple River 
Riders 

Hosted By: 

Start @ the Straight 8 
Bar & Grill 

Amery, WI 54001 
 

DN Campground 
County Line 
Renegades 

               Crickets Bar & Grill 

Contact: Sandy 
715-554-2307 

50/50 

Prizes @ Every Bar 

Lunch & Supper 

In Memory of: 

$20.00 per name 

3rd Annual  

10am registration 
Kick Stands Up @ 

11am $20.00 

Date: Aug./17/2013 

appleriverriders@hotmail.com 
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*Milwaukee ALS Support Group  
Date: Second Saturday of Each Month
Time: 11:00 am to 1:00 pm
Place: Froedtert Memorial Hospital
Conference Room NT 2209
Address: 9200 West Wisconsin Avenue,
Milwaukee, WI.

Use lot on the right of the main entrance off 
92nd street. Handicapped parking lot is 
located on the south side of the hospital.  
Provides support for people with ALS, 
their families, friends and caregivers in 
Southeastern Wisconsin. Contact Carolyn 
Schweitzer at 414-831-3990 or email at 
Carolyn@alsawi.org.

S u p p o r t  G r o u p s  a n d  M e e t i n g s
Wisconsin ALSA Chapter Sponsored*

Hope through Research - Support through Caring

*Milwaukee ALS Caregivers Support Group
Date:  Fourth Thursday of Each Month
Time 7:00 pm 
Place: Locations vary – locations are
available in this issue or on Chapter website: 
www.alsawi.org.

This group meets monthly at area restaurants 
for support and to discuss issues related to 
caring for people with ALS.  
Contact Carolyn Schweitzer at 414-831-3990  
or email at Carolyn@alsawi.org.

*Fox Valley ALS Support Group
Date: Third Tuesday of Each Month
Time: 6:30 pm to 8:00 pm
Place: All Saints Lutheran Church
Address: Highway 21, one mile west of 
Highway 41, Oshkosh, WI

Provides support for people with ALS, their 
families, friends and caregivers in the Fox 
Valley area. Contact Diane Fergot at 
920-279-4449 or email at 
diane@alsawi.org.

Northwestern WI (Chippewa Falls)
ALS Support Group
Date: Second Thursday of Each Month
Time:  3:00 pm to 5:00 pm
Place: Chippewa Valley Bible Church
Address: 531 E. South Ave. 
Chippewa Falls, WI.

Providing support for people with neurological 
diseases, families, friends and caregivers. 
Contact Julie Chamberlain, LPN at 
715-271-7257 or email alsnwwi@gmail.
com.

Madison MDA/ALS Support Group
Date: Second Tuesday of Each Month 
Time: 12:30 pm to 2:00 pm 
Place: Dean Clinic
Address: 700 S. Park Street in Deli Room 1,
next to Fit N Fresh, on the Lower Level,  
Madison WI. Contact Mary at 
608-222-3269.

Duluth-Superior Area ALS Support Group
Date: Fourth Tuesday of Each Month  
Time: 1pm to 2:30 pm  
Place: First Street Clinic
Address: 420 East First Street,  Aurora Room, 
third floor parking ramp on First Street, west 
side of building, skyway to building on 
second level. Duluth, MN

This group breaks into two groups (PALS
and Families/Friends/Caregivers) on a 
quarterly  basis or as requested. 
Refreshments are served.  
For questions or to RSVP call 
218-786-5399.

Milwaukee MDA Support Group
Date: Third Monday of Each Month
Time: 7:00 pm to 9:00 pm  
Place: Froedtert Memorial Hospital 
Conference rooms  A and B  
Address: 9200 West Wisconsin  Avenue, 
Milwaukee, WI  

Provides support for people with neurological  
diseases, their families, friends and caregivers 
in Southeastern Wisconsin.  
Contact 414-453-7600.

Milwaukee Ventilator Users Support Group
Date: First Tuesday of Each Month  
Time: 6:30 pm to 8:00 pm
Place: St. Mary Hill Hospital, Long Term 
Respiratory Unit.  
Address: 2323 North Lake Drive,
Milwaukee, Wisconsin.

Provides support for people on ventilators, 
their families, friends and caregivers in the 
Milwaukee area. Contact 414-352-2185 or 
414-963-9686.

*Central Wisconsin ALS Support Group  
Date: Second Monday of Each Month
Time: 6:00 pm to 7:30pm
Place: St. Luke’s Lutheran Church
Community Meeting Room
Address: 10th Street South
Wisconsin Rapids, WI 

Provides support for people with ALS, their 
families, friends and caregivers in the Central 
Wisconsin area. Contact Jim Johnston at 
715- 213-2182/ 715-423-5990 or email at 
jjohnston@stlukeslutheran.com.
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Summer has finally arrived! With the arrival of 
summer comes the start of the busy ALS Walk 
to Defeat season!  All of the Care Services staff 
is excited to be a part of these great events and 
we are hoping to see all of our Chapter members 
and families involved as well!  This is the time 
to start getting out and building your teams and 

encouraging support!  Dr. Barkhaus will be getting out there this year 
with the Walk with the Doc team at the Milwaukee Walk and new team 
members are welcome!  Visit the walk website at www.walktodefeat.
org.

We are very pleased to share that the newly-formed Central Wisconsin 
ALS Support Group is going strong.  The group meets the second 
Monday of each month in Wisconsin Rapids. (See Support Group 
page for exact time and location and contact information.)  Special 
speakers, including Dr. Gary Cumley, Associate Professor, Center of 
Communicative Disorders at UW-Stevens Point will be joining the group 
to share important resources and information.  

In addition to the Central Wisconsin Group, we have a La Crosse ALS 
Support Group in Formation.  This group is in its early stages of formation 
and is going strong led by a core group of committed individuals including 
the Troyanek and Herman families. The group meets the first Saturday 
of each month from 3 to 5 p.m. at Gundersen Lutheran Hospital in the 
Patient Education Room.  This has been a recent change in location due 
to a developing partnership with Gundersen and Vicki Monk, Speech 
Language Pathologist.  

These groups, along with the current ALS Association Support Groups 
in Milwaukee and Oshkosh provide a special opportunity for support, 
information and sharing with others who may be experiencing some 
of the same challenges.  For more information on all of our support 
groups please call the Chapter Office and speak to a member of the 
Care Services Staff at (262) 784-5257 or visit the Chapter website at 
www.alsawi.org.

I would like to once again sincerely thank everyone who took part in the 
Chapter’s 9th Annual ALS Care and Research Symposium.  It was a 
truly successful event due to all involved, along with all of our exhibitors 
for the day. (Please see the list of exhibitors in this issue.) A special 
thanks to our presenters, the Meyer family, including Jim Meyer, Peggy 
Driessen and Cynthia Esqueda and their spouses and extended family, 
along with Ken and Shirley Dailey and their sons, who so eloquently 
spoke of how they “live with ALS.”  

Thank you to our keynote speaker, Dr. Richard Bedlack from Duke 
University, who shared so much information and insight into research; 
the importance of patient involvement in research, as well as decision 
making styles, and also an understanding of  different patient/physician 
relationship styles and how that may affect decisions and outcomes. Dr. 
Bedlack also spoke of a fascinating endeavor he leads with a team of ALS 
Specialists, ALSUntangled, which helps individuals with ALS to review 
various alternative and off-label ALS treatments via social networking 
such as Twitter and Facebook.  There are so many different claims of 
successful ALS treatments or cures -- and it can be very overwhelming.  
A list of treatments is currently being reviewed, and those that have 
been reviewed with full reports may be found via the ALSUntangled 
website:  www.alsuntangled.com.  We sincerely thank Dr. Bedlack and 
his team for their commitment to this important project.  

If you were unable to attend the symposium and would like to view the 
program, a DVD of the symposium will be available for loan by calling 
Janet Gauger at the Chapter office at (262) 784-5257 or janet@alsawi.
org.

Our Care Services Staff is here to help in any way that we can.  If you 
are in need of information on services or resources or may not really be 
sure of where to go, please contact a member of the Care Services Staff 
at (262) 784-5257.  We are here for you.

We wish you a warm and enjoyable summer!

Lori

The HopeLine - ALS Association - Wisconsin Chapter

From Care Services Director 
Lori Banker-Horner                    

Care Services
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GENERAL INFORMATION 
REGARDING SANOFI’S SALE OF 
RILUTEK TO COVIS PHARMA SARL

in recent weeks, the chapter has been 
receiving reports from chapter members 
and families of a significant increase in the 
cost of rilutek.  the als national office is in 
communication with the covis pharma, the 
company who recently purchased rilutek 
from sanofi aventis.  alsa issued the 
following update on may 2, 2013.  ed.

When did the sale happen? 

On April 4, 2013, Covis Pharma Sarl, a 
Switzerland-based specialty pharmaceuti-
cal company, announced its agreement with 
Sanofi U.S. LLC to acquire rights to Rilutek® 
(riluzole), which is the only drug approved 
by the U.S. Food and Drug Administration 
to treat ALS. Other non-ALS compounds 
were also included in this aggregate sale.  
This international company has a U.S. affili-
ate, Covis Pharmaceuticals, in Cary, North 
Carolina.  Sanofi will retain the existing rights 
for these products in countries outside the 
United States.

Will Sanofi continue to manufacture the 
branded drug – either short-term or long-
term? 

Yes.  According to Covis, Sanofi has an 
agreement to manufacture Rilutek for at 
least seven years.  Covis has a five-year 
commitment to purchase Rilutek from 
Sanofi.  Sanofi will also continue to manufac-
ture the drug as they have rights to distribute 
the drug outside of the United States.

What is the current national distribution 
availability? 

Covis stated that the distribution channels 
for Rilutek have not changed.  All pharma-
cies have the ability to purchase the drug 
through established wholesalers.  Prescrip-
tions will be processed in the same manner 
as before. 

Why did the price of Rilutek increase so 
much? 

Leadership at Covis informed us that the 
price of Rilutek was increased due to Covis’ 
higher operating and transition costs.  Covis 
is actually purchasing the drug from Covis 
Pharma Sarl at a price of $2,097 per bottle 
of 60.  This could increase the cost to a con-
sumer by $600 to $900 per month depend-
ing on the insurance plan.

SUMMER TRAVEL PLANS?  CHECK 
OUT THESE RESOURCES

Summer has finally arrived!  With summer 
comes planning for outings/vacations with 
family and friends.  Here are some good 
travel resources that may help in your 
planning.

Books:
• 101 Accessible vacations: travel 

Ideas for Wheelers and slow Walkers: 
Mobility doesn’t have to be an obstacle 
to enjoy vacations.  In 101 Accessible 
Vacations: Travel Ideas for Wheelers 
and Slow Walkers, Candy B. Harrington 
shares the best wheelchair-accessible 
destinations, lodgings and recreational 
opportunities. This book is filled with 
fun and exciting travel destinations. 
Topics covered include:  vacations 
throughout the U.S., Canada, the 
Caribbean and Europe; lodging options; 
tourist attractions; recreational activities 
and family friendly locations.  Many 
wheelchair users and slow walkers 
assume that their travel options are 
limited. However, choices range from 
beaches to museums, safaris to 
mountaintops and much more. Candy B. 
Harrington is a noted expert and frequent 
speaker on the subjects of accessible 
travel, universal design and accessible 
recreation. Available at www.amazon.
com and other on-line book outlets.

• easy Access national Parks: A Video 
Tour of 9 National Parks Accessible to 
People with Disabilities.  Available at 
www.amazon.com.

in person:
• AAA offices that offer travel agents will 

assist clients with disabilities in booking 
specialized vacations. Go to www.aaa.
com to find your nearest office. 

web site:
• Accessible Journeys: 

http://www.disabilitytravel.com 

Hope through Research - Support through Caring

Will there be a generic drug available?  If so, 
what is the expected cost? 

The patent for Rilutek in the United States, 
expires on June 18, 2013.  Covis anticipates 
a generic will be on the market by late June 
through their parent company, Covis Pharma 
Sarl.  A generic (Riluzole) will be marketed 
through Rising Pharmaceuticals along with 
several other generic companies.  Cost infor-
mation on the generic is not available at this 
time.  Covis Pharmaceuticals will continue to 
sell the brand name (Rilutek). 

What is the financial assistance policy 
through Covis? 

Covis has increased the qualifying level 
of their Patient Assistance Program (PAP) 
for Rilutek to three times the established 
poverty level (Sanofi used a multiplier of 2.5 
times the established poverty level) and is 
currently in the process of moving people 
over to their PAP from Sanofi.  If a person 
qualifies under Covis’ PAP, they will receive 
the drug with no out of pocket costs.

It is important for people to understand that if 
they qualify to receive Rilutek through Covis’ 
PAP, the medication can only be ordered us-
ing Covis’ mail order company, Truax Patient 
Services.  Truax will provide a three-month 
supply per order and will cover the costs of 
shipping.  Covis will continue to administer 
the program through their N.C. offices and 
is committed to maintaining this program 
through this calendar year.  At that point, 
they will review the program for sustainabil-
ity.

Are there any financial assistance programs 
for people who are covered through public or 
private insurance?

• Medicare:  Covis will offer its PAP, with a 
qualifying level at three times the estab-
lished poverty income.  If a person has 
Medicare Part D, and qualifies through 
the patient assistance program, he or 
she can receive the drug.  If the patient 
has Part D, but does not qualify through 
the PAP, Covis cannot offer financial 
support due to the defining statutes.

• Medicaid:  People covered under Medic-
aid would most likely qualify as they will 
be below the multiplier of three times the 
established poverty level.

• Private Insurance:   If a person qualifies 
through the PAP, he or she can receive 
assistance.  If he or she does not qualify 
for the PAP, Covis has stated the person 
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will be able to access a voucher for 
$200 for out-of-pocket costs.

Has Covis developed any communication 
plans or supporting documentation for the 
public to better understand this transition? 

Covis is developing a ‘decision tree’ for 
each of the following categories:  Medicare, 
Medicaid, private insurance.  These guides 
should help the public understand what op-
tions are available.  It is expected this docu-
ment will be completed by May 17th.

Can you give us an example of the cost for a 
person covered by Medicare Part D?

As a general rule, if a Medicare patient has 
Part D and the drug is covered, Covis is 
forbidden by law to give any financial assis-
tance except through their PAP.  The patient 
would need to qualify for the PAP.
Medicare Part D 
The calendar year financial cycle includes: 
• Deductible 
• Initial coverage period 
• Coverage gap (Donut Hole) and 
• Catastrophic coverage

Once the beneficiary reaches prescription 
drug costs of $2,970 (which includes both 
the beneficiary’s cost of covered medication 
through copays and deductibles and the 
amount paid by his or her insurance plan), 
he or she would enter the Medicare “Donut 
Hole” (coverage gap).  Once the beneficiary 
is in the “Donut Hole,” he or she would pay 
47.5% of the cost of the medication, based 
on the drug plan’s contracted price. The drug 
plan would cover 50% of the cost, and the 
federal government would cover 2.5% of the 
cost.
When the beneficiary’s total out-of-pocket 
costs (copays and deductibles) plus the 
costs associated with purchasing medication 
while in the “Donut Hole” (the beneficiary’s 
47.5%, plus the manufacture’s 50% contribu-
tion for brand-name drugs) reaches $4,750, 
the beneficiary will qualify for “Catastrophic 
Coverage.”
Once the beneficiary becomes eligible for 
Catastrophic Coverage, the cost for medica-
tion will be 5% of their Drug Plan’s contract-
ed price. 

(If a person receives “Extra Help” - a Medi-
care program to help people with limited in-
come and resources pay Medicare prescrip-
tion drug costs, there is no coverage gap, so 
the discount does not apply.) 

Is there a difference in the amount of money 
the beneficiary will be paying as part of the 
“Donut Hole?” 

No. The absolute dollars that will be paid out 
in the “Donut Hole” will remain the same.  
The difference will be that the amount per 

prescription fill will be higher per month until 
the ceiling is reached.  This is a result of the 
general increase in price of the medication 
through Covis.

What will happen next? 

Covis is committed to the ALS population, 
to examining options for ensuring the drug 
is available and that financial considerations 
are minimalized to the extent possible.  The 
ALS Association will continue to advocate on 
behalf of our communities and is extremely 
sensitive to the critical nature of this situ-
ation.  Additional communications will be 
forthcoming as new information is received.

THANK YOU!

The Staff and Board of the ALS Association–
Wisconsin Chapter extend our sincere 
thanks and appreciation to the following 
businesses and organizations that provided 
valuable information and resources to our 
Chapter members through exhibiting at the 
Chapter’s 9th Annual ALS Care and Research 
Symposium.   

A&J mobility
Bridgeway Independent Living 

Designs
Conover Company

Dynavox/mayer-Johnson
Green Bay Home medical

Heartland Home Health and Hospice
Hill-rom

Home Instead senior Care
knueppel Health Care, Inc.

mobilityWorks
Paralyzed veterans of America

respirtech
seasons Hospice

talk to me technologies
therapeutic Body Care

tobii-AtI
United seating and mobility

vitas Innovative Hospice Care, Inc.
Walgreen’s

Dolores Hessler 
Ed Jagoditsch 

Warren Joerndt 
Terry Kammien  

Mary Ellen Lewis

Katherine Luebke
Harry Manning
Donna Resek
Kay Ritchie

In Memoriam
in memory of those who have lost 

their battle with als and those who 
help support the fight.

CAREGIVING SUPPORT GROUP 
INFORMATION

The following are the meeting locations for 
our ALS Caregiver Dinner Outings. The group 
meets the fourth Thursday of the month at 7 
p.m. This is a special group for all individu-
als in a caregiving role for a loved one, family 
member or friend with ALS. It is a chance to 
share with others, give and receive support, 
and find out good information and tips in a very 
relaxed environment. Please contact Carolyn 
Schweitzer at (414) 831-3990 or carolyn@al-
sawi.org for more information or to RSVP for 
the group.

thursday, July 25, 2013
Highland House

12741 North Port Washington Road
Mequon, WI 53092

(262) 243-5844

thursday, August 22, 2013
BRAVO! Cucina Italiana 

Brookfield Square
95 North Moorland Road

Brookfield, WI
(262) 785-0858

thursday, september 26, 2013
Quaker Steak & Lube

4900 South Moorland Road
New Berlin, WI 53151

(262) 754-9090
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Research
RESEARCH STUDY SUPPORTED BY WISCONSIN CHAPTER’S evening of hope SHOWS COMBINING TWO 
GROWTH FACTORS MAY HAVE ADVANTAGE IN ALS TREATMENT
May 31, 2013

A study published in the scientific journal Molecular Therapy, which 
was supported by the Wisconsin Chapter and led by University of 
Wisconsin- Madison researchers, shows in ALS that two growth 
factors may be better than one.

Growth factors are proteins produced by one set of cells in the body 
that help promote the health of other cells. Previous work has shown 
that both VEGF (vascular endothelial-derived growth factor) and 
GDNF (glial-derived neurotrophic factor) can promote the survival of 
motor neurons in models of ALS. Motor neurons are the cells that die 
in ALS and lead to paralysis.

“This study provides support for the idea that delivering growth factors 
to muscle may be beneficial in ALS,” said Lucie Bruijn, Ph.D., Chief 

Scientist for The ALS Association. “Further work will be needed to 
explore this option, but it has the advantage of being less invasive than 
delivering the same growth factors to the spinal cord.”
Masatoshi Suzuki, Ph.D., and colleagues tested whether the two 
growth factors together could provide more benefit than either alone. 
These researchers engineered stem cells to produce both growth 
factors and then injected these cells into the muscles in a rat model 
of ALS. The combined treatment increased lifespan and improved 
features of the motor neurons at the point where they contact muscle.

This study is available online at:  http://www.ncbi.nlm.nih.gov/
pubmed/23712039

Thanks to all supporters of the evening of hope for your role in raising 
the money that funded this research.  Together, we will find a cure!

Advocacy
2013 NATIONAL ALS ADVOCACY DAY 
MAY 9TH, 2013

Since the month of May was ALS Awareness 
Month the Wisconsin Chapter participated in the 
National ALS Advocacy Day in Washington, D.C. 
On May 8, 2013 Chapter Board Members Ben 
Becker and Tom Kettler welcomed PALS John 
Jaeckel, his wife Deanna and their daughter 
Sara to the ALSA Rally Dinner in Washington. 
The Dinner and ALS Government Research 
Reports were preparatory to the meetings on the 
Hill the next day in our Congresspersons and 
Senators offices.

The purpose of the visits was to ask for support 
of the priorities established by the National ALS 
Association. For Fiscal Year 2014 two continuing 
priorities were sought: (1) $10 Million to support 
the National ALS Registry, and (2) $10 Million 
to support the ALS Research Program at the 
Department of Defense. Both of these programs 
were legislated by Congress  and need to be 
funded each year.
Our Wisconsin Legislators have been very 
supportive of the ALS priorities and received 
our delegation with warmth and concern. In 
April a ‘Dear Colleague Letter” was forwarded 
to all members of the House by Reps. Peter 
King and Eliot Engel of New York asking each 
Congressperson to sign on to a request of the 
Subcommittee on Labor, HHS and Education to 
appropriate funds for the National ALS Registry. 
Reps. Mark Pocan and Gwen Moore signed 
on for FY2013. Then Representative Tammy 
Baldwin and current Congresswoman Gwen 
Moore had previously signed on for FY 2012.   

John and Deanna Jaeckel are from Hayward, 
WI in the 7th Congressional District represented 
by Sean Duffy. Our meeting with Congressman 
Duffy and Health Legislative Assistant Jon 

Hoelter resulted in full support for our priorities. 
After our very cordial meeting Representative 
Duffy also arranged for a tour of The Capitol for 
John, Deanna and Sara the next day.  

Legislative Correspondent Leslie Zelenko 
of Rep. Mark Pocan’s office and Legislative 
Director Steffany Stern of Rep. Gwen Moore’s 
office met with our delegation and promised 
their support. Chief of Staff Travis Robey  for 
Rep. Ron Kind and Staff Assistant Erin Adams 
of Rep. Reid Ribble’s office also expressed 
support. Allison Steil, Legislative Director for 
Congressman Paul Ryan would discuss our 
requests with him as would Kara Webster, 
Health Legislative Assistant for Rep. Jim 
Sensenbrenner. Rep. Tom Petri’s Health 
Legislative Assistant, Kevin James met with 
the delegation and Senator Tammy Baldwin’s 
Legislative Assistant, Nick DiCarlo promised 
continuing support. Chief of Staff, Tony Blando 
and Legislative 
Correspondent Josh 
McLeod for Senator 
Ron Johnson graciously 
received our requests.

As we continue to 
fight for research 
funds Congress plays 
an extremely large 
role in our ongoing 
struggle. We are 
very appreciative of 
the support received 
from our Wisconsin 
Congressional 
and Senatorial 
representatives. We 

will continue to advocate both on the National 
and State level for support of our cause and our 
Wisconsin PALS and their families.

A huge thank you to John, Deanna and Sara 
Jaeckel for traveling to Washington and telling 
their story of living with ALS ten times on The 
Hill on National ALS Advocacy Day. Their 
impact on the Representatives and Senators 
is instrumental in Congress continuing funding 
of our research priorities. Many thanks to all 
of the Representatives, Senators and their 
staffs for meeting with us and providing the 
support needed to continue the fight against 
ALS. Also, thanks to fellow Board Member and 
Advocacy Committee Member  Ben Becker for 
his assistance in our Washington Advocacy 
Meetings.  

Tom Kettler,  
Board Member, Advocacy Chair   

Back L to R: Jon Hoelter, Legislative Assistant, Ben Becker, Tom Kettler
Middle L to R: Sara Jaeckel, John Jaeckel
Front L to R: Rep. Sean Duffy, Deanna Jaeckel
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HEROS IN RED
by Sara Jaeckel

You are likely familiar with the 
pink ribbon signifying the tremen-
dous battle against breast cancer.  
This symbol gained its popularity 
from the efforts of many individu-
als who created this awareness. 
It is our knowledge of the dis-
ease, personal connection, and/
or recall of heartbreaking stories 
that creates the lump in our throat 
at hearing the “C” word. Cancer 
research, funding, and advance-
ment have been made possible 
by millions of people making it a 
priority to rid future generations of 
this painful and exhausting jour-
ney.   Here comes the unthink-
able; after being tested repeat-
edly with no leads, your doctor 
enters the room, avoids eye 
contact, and eventually mutters 
the words, “I’ve got bad news, it’s 
not cancer.”

Have you ever seen a red “A”? 
You may be picturing the symbol 
from the American classic, The 
Scarlet Letter; a story of shame, 
isolation, and a lack of forgive-
ness. Unfortunately, this is much 
like the feeling the “A” presents 
upon diagnosis.  Your life is 
completely turned upside down 
after hearing those horrifying 
3 letters, ALS. Up until about 3 
years ago, I will attest to having 
minimal knowledge of ALS; only 
knowing it brought about a quiet, 
painful connotation. I became 
uncomfortably familiar with those 
3 letters quicker than I could 
imagine. These letters, I was told, 
provided little to no knowledge 
or hope. They threatened to take 
away everything I knew, cher-
ished, and loved. The diagnosis 
was simply unfair. How could one 
ever explain why a great man 
who is such a highly respected 
teacher, coach, mentor, husband, 
and father (to many) receive such 
a fate?   ALS, more commonly 
known as Lou Gehrig’s disease 
(after the famous baseball 
player), is a neuromuscular 
disease that causes atrophy, loss 
of ability to communicate and 
swallow, and eventually traps you 
inside of a body that is unable 
to function independently.  ALS 
has a 2-5 year life expectancy 

(representing quantity, while the 
quality is unique to each patient). 
Currently, there are about 30,000 
Americans with ALS because of 
its rapid turnaround of patients. 
There is no known cause, treat-
ment, or cure. You are left with 
few options to proceed with the 
life you once had planned. But 
that is only if you are willing to 
accept that.

My family has received endless 
love, support, and opportunities in 
the last 3 years.  Our friends and 
family have wrapped their arms 
around us, making sure we know 
they are always available and 
willing to help in any way they 
can. I rarely come home without 
hearing, “How’s your dad? You 
let him know we pray for him 
every day!” My parents have a 
strong foundation in their faith 
and pursue every opportunity to 
be thankful for each and every 
blessing in our life. We were 
also referred to one of the most 
knowledgeable and confident 
women I’ve ever met. Karen 
Hurd presented the fact that 
there is always something you 
can do and opened our eyes to 
power of nutrition when our hope 
was scarce.  Because of these 
resources, we are blessed with 3 
solid years of life under our belt 
after being diagnosed. (Yes, we 
are proudly breaking the tradition-
al outcome.)  Recently, we were 
presented with the opportunity to 
move from affected to advocate. 
The ALS Association - Wisconsin 
Chapter invited my family to ALS 
Advocacy Day in Washington, 
DC to connect with other PALS 
(people with ALS), learn about 
new medical advances, and most 
importantly, advocate on Capitol 
Hill. While this was our agenda, 
it does not display an accurate 
account of our trip. Instead, I left 
Washington, DC a far different 
person than when I arrived 4 
days prior. 

Our journey started with hear-
ing from OJ Brigance and Steve 
Gleason, two former NFL football 
players known for their tremen-
dous speed and strength, who at 
a very young age have become 
victims of ALS.  The term victim 
doesn’t really fit, however. Both 

men used eye-gaze software, 
using tremendous precision and 
patience to deliver messages 
that left our eyes overflowing with 
compassion.  Their progression, 
quick and relentless, has taken 
every piece of personal indepen-
dence and made them nearly 
unrecognizable to the men who 
once took the field every Sunday. 
Yet, every day they get up ready 
to fight, advance knowledge of 
ALS, and help others. The irony 
in the “football themed” event 
gave me chills as I sat next to 
the former player who still can’t 
seem to shake his love of the 
game. Steve Gleason coined the 
phrase, “No white flags.” It soon 
became very evident that I was 
not in a room full of victims as I 
once thought, but rather amongst 
some of the most courageous, 
resilient individuals of our country.

We picture heroes as strap-
ping, strong individuals who fly, 
lift trucks, and save lives. The 
heroes I met had been robbed of 
their voice, ability to walk, eat, or 
breathe, as well as their indepen-
dence; yet, refuse to relinquish 
the opportunity to save lives. 
Many of them know that they 
will likely not see the impact of 
their actions in their lifetime but 
continue their pursuit to ensure 
this not be the fate of others in 
the future. Their relentless effort 
to pay it forward instilled a desire 
in me to do the same. In the 
woods of Northwest Wisconsin, it 
is easy to feel alone in this battle 
but I am now a part of a greater 
family; one that spans from coast 
to coast, each member in their 
own unique phase of progression; 
refusing to surrender.

Other speakers included some of 
the world’s most brilliant doc-
tors and scientists who have 
dedicated their lives to the 
advancement of research in the 
‘disease without hope.’ Their 
tireless efforts continue to bring 
new data, understanding, and 
answers to the endless questions 
surrounding ALS. They stressed 
the importance of being a part 
of medical research studies. 
Clarifying that without people 
willing to advance medicine, it will 
stay at a stationary state.  There 

are two necessary elements in 
progressing medicine; knowl-
edge, which comes from research 
and application, both requiring a 
financial foundation. This was the 
focus of our journey to Capitol 
Hill.  Every state was represented 
by at least one family affected 
by ALS.  As the only Wisconsin 
representatives at the confer-
ence, we had lots of responsibility 
that could bring great possibili-
ties. Our purpose was to share 
our story and promote continued 
funding for research as well as 
the National ALS Registry; that 
tracks all patients affected by ALS 
with the intention of targeting its 
cause. Ideally, with a cause, you 
can find treatment and ultimately 
change the fate of these 3 let-
ters. I’m proud to inform you that 
every Wisconsin representative 
returned feeling strongly about 
the advancement of finding an-
swers to ALS. We were fortunate 
to meet with our district repre-
sentative and local “Haywardite”, 
Congressman Sean Duffy, who 
offered his support in any way 
he could.  His efforts, combined 
with the rest of our representa-
tives will hopefully continue to 
keep Wisconsin as one of the 
strongest ALS advocacy states in 
the nation.  Our advocacy at the 
Nation’s Capital brought an army 
of heroes proudly displaying their 
red “A” and making it clear that 
there are “no white flags.” 

Ultimately, it does not matter who 
you are or what cards you have 
been dealt.  It is your resilience 
to pain and hardships.  It is your 
ability to wake up every day 
knowing that you can always do 
something to make an impact.  
Understanding that changing 
the world isn’t merely a matter of 
speaking eloquently or “stand-
ing” up to your enemy.  Most 
importantly, it is in understanding 
that heroes are not in the size of 
their arms, but rather the size of 
their choice to make a difference, 
against all odds.
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Patients, families, businesses and foundations are at the head of the ALS 
Wisconsin Chapter. Each has an individual vision, but all share a common goal: 

to create a world without ALS.

Now, We Want to Connect with You

Find us on Facebook, Twitter and Wordpress! We’re always available to talk 
with you directly should you need our help with your giving or want to learn more 

about ALS. With our recently launched social media channels, you can share 
your input and stories online. Connect with likeminded individuals and start 

talking about the things happening in Wisconsin.

You’ll learn about our donors and causes and address issues that are vital to the 
ALS Community. We’ll also help you stay up-to-date on organizational news and 

events and the ALS Wisconsin Chapter’s meaningful initiatives.

Visit our sites below to explore each of our communities and 
be sure to join in. 

We hope to talk to you soon!

@ALSwisconsinALS Association 
Wisconsin Chapter

http://jimsjourneywithals.
wordpress.com/

Visit our website at: alsawi.org
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Find us on Facebook, Twitter, Wordpress, and Dideo! We’re always available to 
talk with you directly should you need help with your giving or want to learn more 

about ALS. With our recently launched social media channels, you can share 
your input and stories online. Connect with likeminded individuals and start 

talking about the things happening in Wisconsin.
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2nd annual

Chasin’ a Cure  
TailgaTe ParTy
Help Shut Out ALS at Miller Park Friday, July 19, 2013

TailgaTe @ 5:30 pm      gameTime @ 7:10 pm

$65
loge level Outfield Box Seat 
(Section 232)

TickeT prices

$55
loge level Bleacher Seat 
(Sections 233-237)

Ticket package does NOT include parking. all game tickets will be picked  
up at the registration table at the Chasin’ a Cure tailgate on July 19th.  
Ticket price entitles you to one entry to the event. Please call the alS Office  
with any questions (414) 831-3986.

See the Brewers vs. Florida marlins. Plus a private tailgate party featuring 
a concert by Chasin’ mason, an alS t-shirt, a famous Sobelman burger 
and your choice of Jimmy luv’s Bloody mary, beer or soda. last year’s 
event was sold out, so get your group together  
now and join us for one of the best parties of the 
summer. and certainly one of the best causes.
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9th Annual ALS Symposium

“Hope through Knowledge”

Guest Speaker: Dr. Richard Bedlack

12 13
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Billed the most important play in New Orleans 
Saints history, it started innocently enough. 
The Atlanta Falcons were simply punting.
It was the opening series of the game, 
Monday, Sept. 25, 2006. It was the first NFL 
game in New Orleans after hurricane Katrina 
had devastated the proud city the year before. 
And it was Monday night football, with millions 
of fans around the country watching.

The smallish back-up free safety lined up in 
the middle of the line, looking for a space, the 
slightest window, to squeeze through and take 

a shot at blocking the punt. It’s something that 
happens time and time again with no luck. It 
would be different this night. 

The ball was snapped. There was an opening. 
In white, #37 flashed through, jumped and 
spread like an eagle, arms extended in the 
direction of the punter. The sound of leather 
against the outstretched arms resonated 
throughout the Superdome. The ball careened 
towards the end zone.
Another Saints player scooped it up and 
crossed the goal line. Touchdown! 

The crowd exploded, the roof shook like no 
other time before, even during Super Bowls 

at the iconic stadium. 
The Saints were back. 
More importantly New 
Orleans was back. And 
#37 was the hero.

Number 37 was and 
is Steve Gleason. And 
the play is renowned 
as the greatest 
in Saints history. 
Because it gave New 
Orleans back its 
identity. It gave New 
Orleans back its pride.

Watch the play here. 
You need to. But be 
prepared. It will give 
you goose bumps like 
you’ve never gotten 

before. 

The Saints won 23-3. And New Orleans 
mayor Mitch Landreau explained just before 
this year’s Super Bowl at the Superdome, 
“Steve Gleason’s play transformed New 
Orleans from losers into winners. He 
transformed the attitude of the city. The city 
had the courage to find itself again.” 

Ironically, courage is what winds up describing 
Steve Gleason. 

In 2011, Steve Gleason revealed that he was 
battling ALS, Lou Gehrig’s disease, which 
would soon begin to shut down his body. ALS 
is a horrific, silent killer. There is no recovery. 
The only question is how long you can fight it. 
People who get ALS fight hard. But ALS 
always wins, and family and friends are left 
devastated. Most battles are fought under the 
radar. Not Steve Gleason’s. And here’s where 
his notoriety from “The Play” comes in. Steve 
is using that and his battle with ALS to create 
more awareness of the disease and raise 
more money for research.

Steve Gleason is the honoree at this 

Saturday’s annual Evening of Hope, held at 
the Hyatt Regency in Downtown Milwaukee. 
The Evening of Hope is the premier annual 
fundraiser for the ALS Association Wisconsin 
Chapter and is one incredible event.

According to Melanie Roach-Bekos, the 
chapter’s executive director: “This year is our 
20th Evening of Hope which is a milestone 
in it itself in terms of a commitment by the 
community to stick with us as we fight to find 
the needed answers to ALS... The Evening 
of Hope has become a signature event with 
renowned speakers that has raised over $2.7 
million since its inception by Jeff Kaufman in 
1993. This event provides ALS patients and 
their families the hope that through research 
we will find a cure to ALS. One hundred 
percent of the monies raised from the Evening 
of Hope supports ALS research…”

You may remember from a couple of my 
earlier columns that this is THE event we look 
forward to the most every year. It started for 
me 11 years ago when I was blown away by 
the glitz and glitter of the Evening of Hope, 
resplendent in its black ties and spectacular 
dresses, incredible silent and live auctions 
and the pomp and circumstance befitting an 
event of its stature.

But all that changed quickly for me when 
I learned about what ALS does and how 

horrible it is. ALS is a disease that attacks 
the nerve cells in the brain and spinal cord, 
rendering them eventually useless and 
reducing the person to complete immobility. A 
cure for ALS still hasn’t been found. There is 
no effective treatment. But through donations 
and support, researchers get closer every day 
to finding treatment and, eventually, a cure.

Steve Gleason’s motto is “No White Flags.” 
He’s fighting with every ounce of strength 
he has left for that cure. The disease has 
rendered him virtually immobile now, he 
breathes through a ventilator, communicates 
through a voice-enabled computer via his eye 

no White flags! 
steve gleason. an inspiration at the evening of hope
by Jim palmer.

Steve Gleason
Photo by Michael C. Hebert

“The good teams overcome adversity. They face fear head on with a calming sense of certainty. 
That is a winning formula.” -Steve Gleason

Jim Palmer’s article was inadvertently not printed in its 
entirety last issue. Here is the complete piece.
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pupils, the only part of his body he still truly 
controls.

Gleason has established Team Gleason, 
an initiative that believes everyone who is 
diagnosed with ALS has the right to the best 
treatment and help possible. Team Gleason 
is about “finding better treatment, building 
the best places for people with ALS to live 
and giving them a chance to live what is left 
of their lives as fully as possible,” according 
to Roach-Bekos. You can watch a wonderful 
video with NFL players supporting Steve and 
Team Gleason at their website.

Gleason is using his notoriety from “The Play” 
to keep this goal visible. In fact, he was truly 
the star of this year’s Super Bowl, appearing 
at the place where he gained his fame to 
bring attention to the cause. As Randall Lane 
so eloquently said in Forbes magazine just 
before the Super Bowl, “…So will the man 
who made the most iconic play in Saints 
history return to the Superdome field, a hero 
once more in a way vastly more profound 
than any blocked punt.”

Every year, ALS takes too many people who 
are full of energy and life and strikes them 
down. We need to do something. We can’t 
raise the white flag. We have to fight like 
Steve Gleason is fighting.

As you evaluate those causes worthy of your 
donations, I ask you to consider this one. This 
weekend’s event is sold out, but I encourage 
you to think about going in March 2014. And 
you can visit the ALS Wisconsin Chapter’s 
website and make a donation.

Steve Gleason can be your inspiration. Your 
encouragement. Your motivation. Because his 
attitude is infectious. 

No white flags here, baby.

The HopeLine - ALS Association - Wisconsin Chapter
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reGIstrAtIon Is noW oPen
To register for a Walk in your area visit: www.walktodefeatals.org

2013 Walk Location & Dates

PLAttevILLe
saturday, september  14, 2013
mound view Park
Platteville, WI 53818
Registration:10:00 am
Walk: 11:00 am

APPLeton 
saturday, september 28, 2013  
Appleton memorial Park 
1620 E. Witzke Blvd
Appleton, WI 54911
Registration: 8:00 am
Walk: 10:00 am

mILWAUkee
sunday, october 
13, 2013
Greenfield Park
2028 S. 124th Street
Milwaukee, WI 53227
Run Registration: 7:00 am
Walk Registration: 8:00 am
Run: 9:00 am
Walk: 10:00 am
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Introducing Sole-2-Soul 
 
 
  

	  
the 5K Run to Defeat ALS 

	  
 
“Inspiration is a funny thing.  It's contagious.  It's surprising.  It's part of what makes us human.  It 
drives us to compete, work, donate, comfort, and educate.  We are all inspired, and we all have the 
power to inspire.  We don't know when it will happen to us, but we are all responsible for passing it 
along.  In 2010, I was inspired to conquer Ironman Wisconsin in memory of my mother and in  

honor of everyone who has been affected by ALS.  In the years 
since, I have learned that the race I thought was an inspiration 
for me was also an inspiration for those following me.  My race 
was my healing, my therapy, my release from the devastation of 
ALS.  My race became an inspiration for many others to begin 
their own adventures.  And it has led me to this new role: Race 
Director for the Sole-2-Soul 5K Race to Defeat ALS.  
Inspiration is a funny thing.  It's surprising.  It's contagious.  
Pass it on.” 

      - Chris Stich, Sole-2-Soul 5K Run Race Director  
 
 
 
 
 
 
 
 
 
"As a Hospice Nurse I continue to work with people  
who once led very active lifestyles, and have now 
been crippled by the terminal diagnosis of ALS.  
As their bedside nurse, I tragically see how their  
life's journey has now been reduced to a  
round-the-clock struggle to survive. So now from  
Bedside to Curbside I will be putting on my running 
shoes and counting the strides it will take to  
DEFEAT ALS. Please join me and others as we 
race heart and sole for the cure!” 
    
     - Tom  

2013 Walk Location & Dates
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Let’s be real: athletics and ALS really don’t mix.  One celebrates the power and strength 
of the human body while the other destroys it.  They are yin and yang.  Sweet and sour.  
Happy and sad.  So from the outside, it seems a little weird to host athletic events that 
benefit ALS, right?  Doesn’t it seem sort of, I don’t know, cruel or insensitive?   

Now take a closer look.  You might be surprised by this.  There is a whole community of 
athletes, professional and amateur, who regularly train and compete in honor of ALS 
patients.  And likewise, there is a whole community of ALS patients who were once 
competitive and non-competitive athletes.  It is a relationship that is ironic and 
bittersweet.  Without the yin, there is no balance of yang.  Without the sour, we can’t 
taste the sweet.  Who knows what happy feels like if we’ve never felt sad?   

Athletics and sickness work synchronously together, inspiring people worldwide to make 
a difference.  The athletes run because they know that, someday, they may not be able to.  
The patients find the strength to lift their fork, their arm, even their finger from the same 
internal place that the athletes use to push on.  They dig deep.  They fall down.  They 
keep going.  They refuse to give in until the race is over.  Because it won’t last forever – 
the race will end.  The finish line comes in different forms, but it is always there.   

Somewhere, a caregiver will be reading this to their ALS patient.  Or a doctor will be 
sharing it with a colleague.  A child, a sibling, a spouse, a parent – in different phases of 
handling ALS, will all be reading these words.  Hear this, patients: YOU INSPIRE ME.  
Hear this, doctors: YOU INSPIRE ME.  Caregivers, family and friends: YOU INSPIRE 
ME.  Your fight is my fight.  Your pain is my pain.  Your past, present and future is mine, 
too.  Your triumph, your fear, your sorrow, your grace, your soreness, sleep deprivation, 
tears, joy, frustration, laughter, burnout, boredom, power, solitude, grief, humor – all of it.  
I carry it with me.  And I am not alone. 

This fall, the ALS Association Wisconsin Chapter is introducing the 1st annual Sole2Soul 
5K Run to Defeat at the Milwaukee Walk to Defeat ALS on October 13th at Greenfield 
Park.  I am the Race Director, an honor bestowed upon me by my own history with ALS 
and athletics.  In 2009, just months after my mother Sue Kettler passed away from ALS, I 
attended the Evening of Hope in Milwaukee.  The speakers that night were Bob and 
Maryann Blais, and their words ignited a fire in me.  They spoke of their late son Jon, a 
prominent triathlete who raised ALS awareness in the multisport community after he 
himself was diagnosed with the disease. The Blaises have their own foundation now and a 
following of hundreds of triathletes competing as Blazeman Warriors.  They all wear 
Blazeman Warrior tri outfits and dog tags, and they roll across the finish lines to 
commemorate Jon Blais’ 2005 Ironman finish in which he did the same.  He had been 
diagnosed just months before the Ironman World Championship race, and he rolled to 
acknowledge the inevitable fate of living with a wheelchair.   

That experience prompted me to join the fight and honor my mother with my own 
Ironman race.  I trained for a year and a half, I raised around $10,000 for our ALS 
Association, and in 2010 I rolled across the 140.6 mile Ironman Wisconsin finish line in 15 
hours, 55 minutes.  The whole process was therapy for me.  Many tears of grief were shed 
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on those long training rides.  And many tears of joy were shed, too, as I reconnected with 
my late mother through my own physical struggle.   

What started as my own journey towards ALS awareness and healing, however, 
snowballed into a movement for those who followed my story.  By chronicling my process 
in several articles and emails, I unknowingly inspired others to launch their own journeys, 
much in the same way the Blaises did for me and countless others.  Inspiration is 
surprising, and it’s contagious.  And now that one phase of my life has circled back 
around and presented me with this new role as Race Director.  Isn’t life crazy? 

You, ALS patient, having your morning coffee, or doing your stretches, or making your 
computer messages: YOU INSPIRE ME.  I do not know you, and we will likely never 
meet.  But every weight, squat, lap, mile, and bag I punch is for you.  In honor of what 
you struggle with daily, I refuse to take my health for granted.  It’s just one thing I can do, 
and it works.  And I want you to know that I am not the only one.  There is a whole 
community behind you, sweating, grunting, and most of all, acknowledging.  I don’t know 
you, but I’ve got your back.  I get you.  We are a team.  And I won’t stop fighting for you. 

So you see, athletics and ALS really do mix.  They have a bittersweet, ironic, yin and 
yang relationship that is making a difference.  They need each other.  ALS awareness is 
spreading like wildfire thanks to the impassioned athletes out there, competing for the 
cause.  Now we have a chance to join their ranks together through the Sole2Soul 5K Run 
to Defeat ALS this October 13th, 2013.  Inspiration is contagious.  Pass it on!  

 

 

-Chris Stich, Sole-2-Soul 5K Run Race Director 
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        The ALS Association WI Chapter Introduces 
 
 

	  
	  
	  

	  	  	  	  	  
The 5K Run to Defeat ALS 

                        (Milwaukee Only) 
	  

Sunday,	  October	  13th,	  at	  Greenfield	  Park.	  Rain	  or	  Shine.	  
Registration:	  7:00	  AM	  –	  Race	  begins	  at	  9:00AM	  

	  
Entry	  Fees:	  	  
$35	  before	  October	  12th	  
$45	  on	  race	  day	  
$35	  Corporate	  teams,	  10+	  or	  Family	  of	  4	  or	  more	  
	  
Registration	  &	  Race	  Packet	  Pick-up:	  Race	  packet	  pick-‐up	  	  
will	  be	  available	  on	  race	  day	  from	  7:00am	  to	  8:45am	  at	  pre-‐
registration	  table.	  Packet	  includes	  race	  T-‐shirt	  with	  goodie	  bag.	  	  
	  
Awards:	  First	  place	  overall	  male	  &	  female	  will	  receive	  
commemorative	  medal.	  Additional	  medals	  awarded	  	  
for	  age	  division	  1st,	  2nd,	  3rd	  place	  winners.	  	  
Division:	  Ages	  19	  and	  under,	  20-‐30,	   40-‐50,	  60-‐70,	  70+	  
	  
Race	  Features:	  

• Water	  stations	  throughout	  course	  
• First	  Aid	  Station	  at	  start	  of	  race	  
• Race	  Results	  immediately	  following	  race	  
• Commemorative	  medals	  
• Live	  Entertainment	  

FREE:	  
o Sobelman’s	  burger	  for	  each	  registered	  runner	  
o Horny	  Goat	  beer	  
o Jimmy	  Luv	  Bloody	  Marys	  
o Sprecher	  Rootbeer	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  Official Registration Form 2013 
(ONLY one participant per form. This form may be duplicated) 

 

Name:	  _______________________________________________	  

Address:	  _____________________________________________	  

State:	  _________	  	  	  Zip:	  __________	  Phone:	  (_____)	  ______	  -‐	  __________	  

Email	  address:	  _________________________________________________	  

Age:	  ______________	  D.O.B:	  _______________	  Sex:	  	  	  	  	  F	  	  	  	  	  	  M	  

T-‐Shirt	  size:	  	  	  S	  	  	  	  	  M	  	  	  	  	  L	  	  	  	  XL	  	  	  	  XXL	  
	  

In	  consideration	  of	  your	  accepting	  this	  entry,	  I	  the	  above	  signed,	  intending	  to	  be	  
legally	  bound,	  hereby,	  for	  myself,	  my	  heirs,	  executors	  and	  administrators,	  waive	  
and	  release	  any	  at	  all	  rights	  and	  claims	  that	  I	  have	  against	  the	  City	  of	  Milwaukee	  
and	  counties	  in	  which	  the	  race	  in	  contests,	  and	  their	  affiliates,	  agents,	  servants,	  
employees,	  assigns,	  successors	  and	  their	  representatives	  for	  any	  and	  all	  injuries	  
suffered	  by	  me	  or	  my	  family	  in	  this	  sold	  event.	  I	  attest	  and	  verify	  that	  I	  will	  
participate	  in	  this	  footrace	  or	  walk	  event,	  that	  I	  am	  physically	  capable	  of	  
completing	  such	  an	  event.	  Further,	  I	  hereby	  certify	  that	  I	  have	  full	  knowledge	  of	  
the	  risks	  involved	  in	  this	  event	  and	  have	  sufficiently	  trained	  to	  participate.	  If,	  
however,	  as	  a	  result	  in	  my	  participation	  of	  “Sole-‐2-‐Soul	  5k	  Run	  to	  Defeat	  ALS”	  I	  
require	  medical	  attention,	  I	  hereby	  give	  consent	  to	  give	  such	  medial	  care	  as	  a	  
deemed	  necessary	  by	  authorized	  personnel.	  Further,	  I	  hereby	  grant	  full	  
permission	  to	  any	  and	  all	  of	  the	  forgoing	  to	  use	  my	  name,	  likeness,	  and	  voice,	  as	  
well	  as	  my	  photographs,	  videotapes,	  or	  any	  other	  record	  of	  the	  event	  in	  which	  I	  
may	  appear	  the	  re-‐use	  in	  any	  media	  of	  this	  broadcast	  and	  advertising	  and	  
promotion	  for	  such	  broadcast	  re-‐use	  in	  any	  and	  all	  claims	  for	  such	  use.	  	  
	  
Date:	  _____________________	  

Signature	  of	  participant:	  ________________________________________	  

Signature:_________________________________________________________

(parent/guardian	  if	  participant	  is	  under	  18	  years	  old)	  

Make	  checks	  payable	  to:	  The	  ALS	  Association	  WI	  Chapter	  
Memo:	  Sole-‐2-‐Soul	  
	  
The	  ALS	  Association	  WI	  Chapter	  –	  3333	  N.	  Mayfair	  Rd.	  Suite	  

#213,	  Wauwatosa,	  WI	  –	  53226	  –	  414.831.3986	  
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The 5K Run to Defeat ALS 

                        (Milwaukee Only) 
	  

Sunday,	  October	  13th,	  at	  Greenfield	  Park.	  Rain	  or	  Shine.	  
Registration:	  7:00	  AM	  –	  Race	  begins	  at	  9:00AM	  

	  
Entry	  Fees:	  	  
$35	  before	  October	  12th	  
$45	  on	  race	  day	  
$35	  Corporate	  teams,	  10+	  or	  Family	  of	  4	  or	  more	  
	  
Registration	  &	  Race	  Packet	  Pick-up:	  Race	  packet	  pick-‐up	  	  
will	  be	  available	  on	  race	  day	  from	  7:00am	  to	  8:45am	  at	  pre-‐
registration	  table.	  Packet	  includes	  race	  T-‐shirt	  with	  goodie	  bag.	  	  
	  
Awards:	  First	  place	  overall	  male	  &	  female	  will	  receive	  
commemorative	  medal.	  Additional	  medals	  awarded	  	  
for	  age	  division	  1st,	  2nd,	  3rd	  place	  winners.	  	  
Division:	  Ages	  19	  and	  under,	  20-‐30,	  40-‐50,	  60-‐70,	  70+	  
	  
Race	  Features:	  

• Water	  stations	  throughout	  course	  
• First	  Aid	  Station	  at	  start	  of	  race	  
• Race	  Results	  immediately	  following	  race	  
• Commemorative	  medals	  
• Live	  Entertainment	  

FREE:	  
o Sobelman’s	  burger	  for	  each	  registered	  runner	  
o Horny	  Goat	  beer	  
o Jimmy	  Luv	  Bloody	  Marys	  
o Sprecher	  Rootbeer	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  Official Registration Form 2013 
(ONLY one participant per form. This form may be duplicated) 

 

Name:	  _______________________________________________	  

Address:	  _____________________________________________	  

State:	  _________	  	  	  Zip:	  __________	  Phone:	  (_____)	  ______	  -‐	  __________	  

Email	  address:	  _________________________________________________	  

Age:	  ______________	  D.O.B:	  _______________	  Sex:	  	  	  	  	  F	  	  	  	  	  	  M	  

T-‐Shirt	  size:	  	  	  S	  	  	  	  	  M	  	  	  	  	  L	  	  	  	  XL	  	  	  	  XXL	  
	  

In	  consideration	  of	  your	  accepting	  this	  entry,	  I	  the	  above	  signed,	  intending	  to	  be	  
legally	  bound,	  hereby,	  for	  myself,	  my	  heirs,	  executors	  and	  administrators,	  waive	  
and	  release	  any	  at	  all	  rights	  and	  claims	  that	  I	  have	  against	  the	  City	  of	  Milwaukee	  
and	  counties	  in	  which	  the	  race	  in	  contests,	  and	  their	  affiliates,	  agents,	  servants,	  
employees,	  assigns,	  successors	  and	  their	  representatives	  for	  any	  and	  all	  injuries	  
suffered	  by	  me	  or	  my	  family	  in	  this	  sold	  event.	  I	  attest	  and	  verify	  that	  I	  will	  
participate	  in	  this	  footrace	  or	  walk	  event,	  that	  I	  am	  physically	  capable	  of	  
completing	  such	  an	  event.	  Further,	  I	  hereby	  certify	  that	  I	  have	  full	  knowledge	  of	  
the	  risks	  involved	  in	  this	  event	  and	  have	  sufficiently	  trained	  to	  participate.	  If,	  
however,	  as	  a	  result	  in	  my	  participation	  of	  “Sole-‐2-‐Soul	  5k	  Run	  to	  Defeat	  ALS”	  I	  
require	  medical	  attention,	  I	  hereby	  give	  consent	  to	  give	  such	  medial	  care	  as	  a	  
deemed	  necessary	  by	  authorized	  personnel.	  Further,	  I	  hereby	  grant	  full	  
permission	  to	  any	  and	  all	  of	  the	  forgoing	  to	  use	  my	  name,	  likeness,	  and	  voice,	  as	  
well	  as	  my	  photographs,	  videotapes,	  or	  any	  other	  record	  of	  the	  event	  in	  which	  I	  
may	  appear	  the	  re-‐use	  in	  any	  media	  of	  this	  broadcast	  and	  advertising	  and	  
promotion	  for	  such	  broadcast	  re-‐use	  in	  any	  and	  all	  claims	  for	  such	  use.	  	  
	  
Date:	  _____________________	  

Signature	  of	  participant:	  ________________________________________	  

Signature:_________________________________________________________

(parent/guardian	  if	  participant	  is	  under	  18	  years	  old)	  

Make	  checks	  payable	  to:	  The	  ALS	  Association	  WI	  Chapter	  
Memo:	  Sole-‐2-‐Soul	  
	  
The	  ALS	  Association	  WI	  Chapter	  –	  3333	  N.	  Mayfair	  Rd.	  Suite	  

#213,	  Wauwatosa,	  WI	  –	  53226	  –	  414.831.3986	  
	  

The ALS Association WI Chapter - 333 N. Mayfair Rd. Suite 
#213, Wauwatosa, WI - 53222 - 414.831.3986
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 Commonly Asked Walk Questions & Answers

Q: WHen Is tHe WALk to DefeAt ALs®? 

A:  PLATTEVILLE WALK      APPLETON WALK   MILWAUKEE RUN/WALK
 September 14, 2013  September 28, 2013   October 13, 2013
 Mound View Park   Appleton Memorial Park   Greenfield Park
   
To REGISTER:  Go to www.walktodefeatals.org

Q: HoW LonG Is tHe WALk? 
A: All Walks are under 3 miles long and take less than 1 hour for most to complete. 

Q: WHere Does tHe moneY Go? 
A: Walk to Defeat ALS® benefits thousands of people living with and affected by ALS. Through the generous 
support of business and community leaders, and more than 5,000 event participants, The ALS Association 
Wisconsin Chapter provides vital programs and services to ALS patients throughout the State. 

Equipment Loan Program provides specialized assistive medical equipment that increase patient safety, 
mobility, and help them maintain a degree of independence as they lose muscle control.  Patient Care Man-
agement Program sends nurses and other specialists into the home to provide critical assistance and guid-
ance. Augmentative Communications Program provides communication devices, such as lap top computers 
with specialized software, and equipment that allows a patient to communicate after they lose their ability to 
speak or write.  

As ALS progresses, the need for medical equipment and communication devises are the often the only 
means patients have to remain mobile and communicate with caregivers and loved ones, allowing a degree 
of independence.  The ALS Association - Wisconsin Chapter supports The Brian Trinastic Memorial Grant 
Program to help with these needs.  For more information go to our website:  www.alsawi.org

Q: HoW CAn I Promote tHe WALk At mY ComPAnY, orGAnIZAtIon or sCHooL? 
A: We suggest one, or all, of the following: 
• Form a Walk Team committee and enlist  

co-captains to help spread the word about the 
event and register walkers. 

• Put up point-of-purchase stands and posters in high 
traffic areas. (i.e. cafeterias, lobbies etc.) 

• Hold an ALS Awareness Day and/or Walk Kick-off 
Party for employees. 

• Ask senior management to write a personal appeal 
encouraging staff participation. 

• FOLLOW UP, FOLLOW UP, FOLLOW UP with your 
team about fundraising goals and efforts. 

• Make it a fundraiser, too!
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Q: HoW CAn mY teAm rAIse more moneY? 
A: We suggest doing one or all of the following: 

• Ask your Human Resources manager if your 
company has a matching gift program. If they do, 
find    out if the Walk qualifies and maximize your 
fundraising efforts. 

• Your company can also support the team via a 
direct donation to the 

• team or by awarding a flat donation to each of the 
team’s walkers. 

• Offer prizes and incentives to your top fundraising 
walkers. (i.e. theater and/or sporting event tick-
ets) 

• Sell dress down days. Your co-workers will love 
this one! 

• Have a bake sale. The best way to someone’s 
wallet is through their stomach!

Q: HoW Do I Get An UPDAteD roster? 
A: You can receive a team roster any time by visiting 
the Team Progress section of My Walk Center online. 
If you have questions about your team roster, please 
contact the chapter office. 

Q: WHere Is tHe ALs WIsConsIn CHAPter 
offICe LoCAteD? 

A. THE ALS ASSOCIATION WISCONSIN CHAPTER
3333 N. MAYFAIR ROAD

SUITE #213
WAUWATOSA, WI  53222

(262) 784-5257
info@alsawi.org

Q: WHAt If I HAve A QUestIon tHAt Is not 
AnsWereD Here?
A: Contact us at (262) 784-5257 or info@alsawi.org
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Creating Your team t-shirt
T-Shirt Tips for the Crafty

Brightly colored t-shirts are 
encouraged. They will make 
your team stand out!

Let your creativity be your 
guide. Sew, pin on, draw, paint, 
glue, bedazzle ... whatever you 
want!

Keep it cheap! Costs should be 
no more than $4-$6 per shirt - 
for a small quantity

Decorating kits are available in 
office and craft supply stores, 
which can be printed from a 
computer and ironed on to solid 
colored  shirts.

Distribute! Consider having  a 
pre-Walk party to get team 
shirts to Walkers on your 
team. It’s a great way to build 
enthusiasm

Get Creative!

we give out awards for the best t-shirt! will 
your team be the next winner?

Custom shirts
EVENT SHIRTS can fulfill your t-shirt needs. It’s simple and you can do 
everything from the comfort of your own home! www.eventshirts.net

step 1: Click on the T-shirts 
step 2: Enter Order Specifications 

• Choose t-shirt color 
• Choose image and location (including front, back, and/or sleeve) 
• Choose number of shirts (minimum of 24) 

step 3: Choose Sizes 
• Adult sizes range from small to 4XL ($1.50 extra fee may apply 

for larger sizes) 
• Children sizes range from small to XL 

step 4: Enter billing and shipping information 

*Remember: It generally takes 3-4 weeks to produce T-Shirts (including 
shipping) if you are having them produced commercially. 

The Walk to Defeat ALS® logo is property of The ALS Association and 
may not be reproduced. This includes un-official promotional materials, 
including team t-shirts. Invent a logo for your team and create your own 
legacy! 
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key team Building tips for Captains
1.  Register your Team at www.walktodefeatals.org.  Give your team a fun name and plan a goal of 
how much money you want to raise. 

2. Set walker and fundraising goals and develop a plan to recruit walkers. Think about people who 
you’d want on your team. Invite family and friends, neighbors, church members, as well as clubs 
and/or organizations with whom you are involved. 

3. Live the Walk. Talk and/or write to these people 
about the Walk and why you think it’s important to 
support your efforts to fund chapter programs and 
cutting edge research. Don’t just ask people to join 
your team; make sure they know why you want 
them to join and what it is you want them to do. 

4. Set a positive example. Be the first to sign up 
and make sure that the people who are close to 
you are registered as well. Sponsor yourself, so 
team members and potential donors know you are 
serious about the cause. Want to take one step 
further? Offer an incentive to the highest fundraiser 
on your team! 

5. Make sure you keep track of your team. Encour-
age all of your team members to register online at
www.walktodefeatals.org. If your team members don’t have internet access, call the Wisconsin 
Chapter office and ask to have those team members registered. You can track what your team 
members are doing by visiting the Team Progress page. The features on this page allow you to send 
reminders and notes to your fellow teammates. 

6. Stay in touch with Walk Staff personnel. Call us and ask questions about the walk and team build-
ing.  

7. Hold your own Walk Kick-off Event for family, friends, and co-workers. Have a Walk volunteer or 
staff member join you in making a presentation about Lou Gehrig’s Disease and the Walk to Defeat 
ALS®. 

8. Finally, stress the importance of fundraising to your team members throughout the entire pre-
Walk period. Remember, the purpose of this event is simple: to raise as much money as possible. At 
The ALS Association, our goal is to improve the lives of those with ALS and fund global cutting edge 
research! 
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Thank you Janesville
2013 Janesville Walk beat all records by raising $67, 214
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32 Hope through Research - Support through Caring

Why Lou Gehrig’s Disease 

Hits Home for One Milwaukee Brewer

by Jordan Johansen

Seventy-four years ago, Lou Gehrig stepped 
before a stadium full of fans and spoke these 
unforgettable words,

“… I might have had a tough break, but I have 
an awful lot to live for.”

Amyotrophic Lateral Sclerosis, more 
commonly referred to as “ALS,” eventually 
took Lou Gehrig’s life just two years after his 
“Luckiest Man” speech on July 4, 1939 at 
Yankee Stadium in New York. 

Nearly seventy-three years later, thirty-year-
old Jim Henderson made his first  Major 
League Baseball debut as a Milwaukee 
Brewer.  While many MLB players have the 
love of baseball in common with Gehrig, 
Henderson can relate to his story on a more 
personal level. 

Henderson was born on October 21, 1982 in 
Calgary, Alberta, Canada. One of three boys, 
Henderson’s love for baseball started at an 
early age and he credits his father, Neil, for 
the success he has had thus far.

“My Dad worked hard his whole life and 
instilled that in us. 
I couldn’t be here without him.” 

Henderson’s baseball career began as a 
young boy when he was a player for the 
Calgary Dawgs, a team created in 1995 as 
a way for youth baseball players to continue 
playing the game after their school seasons 
had ended. 

The team traveled, following a one hundred 
game schedule, and eventually migrated to 
Okotos, where the organization continued to 
grow and succeed. 

The organization was founded by a group of 
dads; however, Neil Henderson had lost his 
battle with ALS in 1996, before he had the 
chance see his son play. Henderson says that 
the other dads looked out for him, referring to 

them as “second fathers.”

Henderson lost his father to ALS when he 
was just thirteen years old and believes that 
because of his young age, it was difficult 
to fully understand the disease.  However, 
Neil’s ALS diagnosis wasn’t the first in the 
Henderson family.  Henderson’s grandfather, 
James, lost his battle to the same disease 
that would take his dad’s life in 1982. 

Trying to comprehend a disease that has no 
known cause, treatment or cure 
can cause one to lose hope, but Henderson 
believes his father remained strong 
because of his positive state of mind. 

“He made sure I kept looking forward and 
always told me to keep going to church.” 

These lessons from his father have been 
essential in Jim Henderson’s personal and 
professional life. Now, more than a decade 
since being drafted in the amateur draft by the 
Montreal Expos (now Washington Nationals), 
Jim’s minor league career took him 
throughout the South, Northeast and Midwest.  
But through it all he remained positive, and 
the encouraging words of his father remained 
ever present.  For Henderson, looking forward 
includes looking to a day when ALS no longer 
exists, and he knows increasing awareness of 
the disease is critical to the fight.

“ALS Awareness is well known throughout 
baseball because of Lou Gehrig. 
The challenge is to get more and more out of 
the game.”

Henderson’s commitment to get the word 
out will hold true on July 19th when he takes 
the stage at the second annual “Chasin’ A 
Cure” tailgate at Miller Park.  Individuals with 
ALS, their families and supporters will come 
together for a private tailgate party before the 
Brewers play the Florida Marlins.  

The event will feature a private tailgate 
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concert by Chasin’ Mason.

“In Milwaukee, the Brewers are the biggest ticket in town, so we should be able to get the 
awareness out there,” shared Henderson.

Spreading the word about this devastating disease is crucial in the fight against ALS, 
but remaining hopeful is essential. Henderson says his father went through many different 
stages, both mentally and physically, throughout his diagnosis, but his positive attitude was 
consistent. 

As a young child, seeing a parent living with ALS keep a sense of hope and remain strong can 
not only be impactful, but contagious. 

“When I saw my dad go through his fight with ALS, it gave me strength. He was strong through 
the whole process. I feel that as the patient, to have that kind of strong attitude 
and to show your kids you’re fighting, 
that gives them hope.”

On May 28th, Jim Eutizzi, a father of four who is living with ALS, took a seat next to Henderson 
in the Brewers dugout. 

Acknowledging the two ALS diagnoses the Henderson family has endured, Eutizzi asked 
Henderson how families can remain strong throughout one’s diagnosis and journey with ALS.

“Spend every second with them, each is more enjoyable than the next. That’s what it’s all 
about, being with each other and knowing that you’re fighting together.”

for more information or to buy tickets for the second annual “chasin’ a cure” tailgate party, 
please visit www.alsawi.org. 
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In Our Community
A visual snapshot of the Wisconsin community coming 
together to strike out ALS

Shooting Out ALS 
In honor of Matt McCarville, thank you for raising over $2700
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Chasin A Cure 2013 promotion
Thank You Morning Blend and 
Guest Host: Nancy Chandler
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    Thank You
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CAMP ESMERALDA’S* THIRTEENTH ANNUAL HAVE 
A HEART VALENTINE COOKIE SALE FOR ALS IN 
MEMORY OF JEFF KAUFMAN

This year’s event was called “Fortnight for ALS,” the term fortnight 
being familiar to the Campers thanks to their knowledge of the Tennis 
Championships at Wimbledon, or as they pronounce it “Wimpleton,” 
which last a fortnight (two weeks).  Homemade cut-out decorated 
Valentine heart sugar cookies were sold at school by Campers at 
Prince of Peace Elementary, Holy Wisdom Academy and Nativity 
Jesuit Middle School.  The first annual Washington Park Senior Center 
Tennis Tournament for ALS was added to the schedule of events 
and the entry fees were added to the cookie sale proceeds.  Every 
child Camper had the opportunity to enter our essay contest where 
contestants were asked to explain how Lou Gehrig, having been 
diagnosed with ALS on his 36th birthday, could say he was “the luckiest 
man on the face of the earth,” and/or why Jeff Kaufman liked this 
quote from the  “Shawshank Redemption, “Fear can hold you prisoner. 
Hope can set you free.”  The winners received $25 gift cards to Half-
Price Books.  You know what they say about “the best laid plans.”  Our 
two-week event was extended when the Marquette Law School (Jeff’s 
alma mater) was unable to sell Valentine cookies due to a scheduling 
conflict and instead sold homemade cut-out Shamrock sugar cookies. 
What they were unable to sell was sold by some Tosa East kids at the 
Tosa St. Patrick’s Day Parade and by the always hungry Nativity Jesuit 
boys.  The fortnight’s total was $1,747.00.  More than the money 
raised, is the importance of the awareness raised.  Awareness that it 
IS in giving that we receive and yes, like it or not, we are our brother’s 
keeper.

*Camp Esmeralda is a year-round mobile program that teaches T(tennis), 
C(cursive writing) and the three G’s (geography, good grammar and good 
behavior) to people who normally would not have the chance to learn tennis.  
Its goal is to help produce great kids who know where they are, where they are 
going and how to behave all along the way.
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Curt Downes/First Weber 
Support the 2013 Milwaukee 

Walk to Defeat ALS.

Jim Eutizzi Speaks at Lincoln Elementary
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Rockin’ for a Cure
The benefit is the dream of Steve Weekes — former member of the 
Madison Scouts Drum and Bugle Corps — who lost his battle with 
ALS in 2005 at the early age of 44. Planning and execution of the ALS 
benefit is carried out by members of the Madison Scouts Alumni and 
other friends of Steve Weekes.  

We want to pay special recognition and thanks for the efforts of the 
Soul Brothers – our house band – who have played the last 8 annual 
Rockin’ For A Cure benefits. “Thanks for always being there for us!”

For more information 
on the Madison Scouts, 
please visit www.
madisonscouts.org.
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Buckets for Bob



44

The Koebel  
Open
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Hal’s Harley Toast to Hope
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Thank You ALS Benefit Ride
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share your story
& join the fight against ALS
We all have a story to share about our fight to defeat ALS. Send your 
photos, memories, videos and more to sarah_james@me.com and 
they’ll be posted on the official Wisconsin ALS tumblr for all to see.

To view these amazing stories of faith, hope and love, please visit
 alswisconsin.tumblr.com
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ALS Contributions
MEMORIALS
KENNETH ALECKSON
Curtis Brown
REBECCA BARBI
John Dunne
Nanette Elder
RAYMOND BAUER
Bessie Bauer
DALE BROOKHOUSER
Mary Sculer
JOHN CHELIUS
Gail Chelius
MARY JANE CLEMENTI
Karla VandenBoom
NANCY CZARNECKI
Julie Czarnecki
SHIRLEY DEMSKE
John Demske
JOSEPH DROESSLER
Wayne Ziegler
PATRICIA DUMKE
Kenneth Dumke
AUDREY EDMUNDS
Marvin Edmunds
DUANE FAY
Donna Kornowski
RALPH HAASE
Diane Hasse
STEVEN HEDBERG
Thomas Bunck
Becky Covi
Sheree Froemke
David Gardner
Beverly Hannis
Betsy Hedberg
Richard Jacobsen
Amanda Kurszewski
Elizabeth Lemery
Mary Lemery
Dale Lemery
Robert Madsen
Mj Pflum and Associates
Maureen Murray
Sandra Novak
James Pflum
MARY HENLEY
Deborah Quilling
PEGGY HENSEL
Kenneth Hensel
DOLORES HESSLER
Shirley Beusch
Shirley Kempinger
Nancy Wilson
PEGGY HILGERS
Margaret Block
David Sattler
NANCY HOMAN
Julie Yurchak
JEFF KAUFMAN
Marquette Univeristy Law 
School
SUSAN KEATON
Jane Hendricks

SUSANNE KETTLER
Thomas Kettler
DONNA KRACHENFELS
Barbara Bohmann
James Ernst
Kevin Krachenfels
Jon Merkel
Jeanne Roehl
Judith Steinke
James Zimmermann
JOAN KUGLITSCH
Marion Kuglitsch
BARBARA LAUBENSTEIN
Nancy Baehmann
William Brandt
Fox Bros. Piggly Wiggly, 
Inc.
PaulLaubenstein
LillianZaun
MARY ELLEN LEWIS
Jill Cook
Kathryn Lambron
Paul Lewis
Susan Murray
Marcia Olen
Peggy Ordinans
RAY AND BLAIR 
MACARTHUR
Bonnie Eastman
MARY PATRICIA 
MACDONALD
Donald MacDonald
HARRY MANNING
William Banner
Martin Brunello
Barb Bullock
Ken Cramer
Jim Curtis
Jim Deibler
Kathie Eastman
Gary Feast
DaSui Fong
Chuck Gedemer
Mary Ann Grazier
Ronald Hansen
Duane Hotchkiss
Jerry Joles
Fred Kaste
Anne Kumor
Lawrence La Plante
Lynette Lamb
Tracy Metzler
Kelly Miller
Arthur Moe
Robbin Moe
Ray Murphy
Marilyn Nelson
Otto Nelson
Joseph Petrouske
Ludvick Podlogar
Carol Propsone
Khammone Rosavong
David Rosenthal

Donna Schauf
Carolyn Scherer
Diane Shilhary
Ray Steiniger
Vivian Strong
Dora Tippens
Jennifer Tongen
Ernest Tryba
Richard Vanderhof
Sue Walter
Nancy Wheeler
Bruce Wiegmann
Carl Wieman
SUSAN MARMUROWICZ
Matthew Anderson
Laurie Baker
Melissa Beckman
Margaret Davis
Aimee Griswold
Prudence 
Kitterman
Carol Mueller
Teresa Paszkiewicz
Rosemary Rueth
Richard Samsal
Sue Schwerm
Thomas Singer
Marge Stevens
Joan Szalacinski
Kay Vanderbusch
Diane Walters
JOHN MAYER
Mary Lacy
WENDELL MEYER
Harriet Meyer
JIM MILLER
Charlotte Reimer
DON MIYAMAE
Sally Onsrud
Donna Smith
DENNIS MUELLER
Connie Mueller
Judith Purtell
MARGO O’MALLEY
Carol Anderson
Roger Bailey
William Crandall
Roy Demetre
Cynthia Evans
Daniel Gebhart
Laurence Gross
Phyllis Jackson
Jeffrey Kalb
Lisa Kemper
Midwest America Federal 
Credit Union
Ken Ousley
Carol Ann Puls
Conda Schenkel
Rose Ann 
Scranton
Marjorie Skarie
Patricia Spoltman

Josephine Trachy
Diane Vachon
Judy Wee
Darrell Will
Michael Witte
Cheryl Witte
Patricia Wyss
MONICA OBERTHALER
Jenny Feuling
LARRY PAUL
Tracy Clough
DOUGLAS PETERSEN
Judy Peterson
EDRIS POLAKOWSKI
Edward Polakowski
IDA POLANSKY
Beverly Love
Richard Rakita
NORMA JEAN 
ROMBALSKI
William Cherek
Robert Chesbrough
Anthony Zblewski
KEN SALZWEDEL
Kathleen Salzwedel
KENNETH SAWITZKE
Lorraine Fleming
Steve Fleming
Judith Hoffmann
Elizabeth Husslein
Michael Kapp
Michael Lang
Debbie Michlig
Mary Mueller 
Linda Reynolds
Natalie Sawitzke
MARK SCHULER
Rene Hord
PATRICIA SKRADE 
LARSON
 Colleen Lawlor
FREDERICK STIEBER 
Gimbel Reilly Guerin & 
Brown LLP
DIANE STRASSMAN
Jere Bauer
Electronic Theatre 
Controls, Inc.
Erik Forsberg
Eugene Kirley
Mary Lawry
John Lederer
Marsha Thomson
LAWRENCE THIELEN
Martia Pendergast
RONALD WARDINSKI
Nikole Bacon
Julie Barkow-Perck
Cythia Bruno
Barbara Burkee
Jamie Cullen
Gay Dahlmann
Michelle Eggert

Jon Granberg
James Hadden
Renee Hynes
Mechelle Janz
Diane Janz
Kennedy Wilson Los 
Angeles
Kennedy Wilson 
Properties, Chicago
Doris Krizan
Karen Mikolajewski
Kathleen Mlakar
Susan Mogilka
Marilynn Moore
Kevin Riordan
Ruth Snopek
Ethel Stueck
Susan Williams
Julie Williams
Gretchen Withers
Susan Znameroski
WILLIAM WEIHMEIR
Bruce Creen
Jane Creen
JASON YAGER
Ronald Yager
HENRY ZELINSKI
Carol Zelinski
EUGENE ZIOLKOWSKI
Rita Ziolkowski

LIvINg TRIbuNTES
BOBBY AKER
Bryan Sadoff
HOLLY BLAKE & MARK 
SUHR
Geoffery & Joanne 
Blaesing
Alan & Marianne 
Buschmann
Terry Gingrass
TED HAAKONSON
Gene Haakonson
DAVID POLSKY
Denise Miller
DUANE STICH
Thomas Kettler
LOIS STUCKEY
Barbara Greetham
DOUG TURLEY
Lois Kaplan

DONATIONS
A&J Mobility
Steven Ahles
Mike Anello
Mary Bales
Sarah Becker
Beth Bell
Geoffrey Blaesing
Joanne Blaesing
Holly Blake
Victoria Bowen
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Scott Bowmil
Kathryn Buechel
Gloria Burk
Camp Esmeralda 
Foundation Ltd.
Jane Carroll
Joseph Casper
Jack Chiovatero
Sue Chiovatero
John Cianciolo
Kyle Cielak
David Clark
Elizabeth Clark
Susan Claussen
Brenda Coartney
Pete Colla
Mary Conrady
Chuck Cournoyer
Troy Domnick
Monica Dyar
Amy Edmondson
Esme Ehr
Kelsey Eisenmann
FIS Schlitz Park
Kristen Nicole Fithian
Robert Fohey
John Foley
Patricia Gerber
John Giusto
Barbara Glazer
Frank Gonzales
Kim Goshman
Barbara Greetham
Shaun Harrison
Tony Hatcher
Kathleen Heinzelman
Richard Heislen
Keith Hernke
Bobbi JoHinkley
Larry Hoffer
Rachel Houselander
Jacquelyn Jackson
Brian Jacobsen
Benjamin Johansen
Robin Karchinski
Elizabeth Karls
Jan Kaufman
Kathryn A. Keppel
Thomas Kettler
Stephanie Kidney
Cathy Knight
Grace Kriger
Julie Leicht
Cynthia Levy
James R. Lloyd
Lodi Canning Company 
Inc.
Kenneth Lyon
Linda Maas
Dawn Makowski
Larry Mankowski
Michael Martin
Christopher Martingilio
Mathew Mathai
Joann Meagher
Steven Merkow

Lynn Mizak
Earl Murray
Elizabeth Myers
Anthony Necci
Kathleen Nenigar
James Neuens
Kathleen Nohl
Mary Nolan
Michael O’Krongly
Jennifer Parker
Candy Parr
Rochelle Pernat
Leigh Perry
Cathleen Peters
Becky Pogacar
Michael Quirk
Dave Reimer
Donna Resek
Gerald Rieder
Eddie Rodriguez
Deborah Ross
Janet Rotar
Patrick  Ruel
Mary Beth Schlecht
John Schleicher
Schoenwalder Plumbing, 
Inc.
Barbara Schroeder
David Schultz
Laura Sims-Bundy
Soaps & Scents
Lynn   Sobye
Jeff Spanos
Larry Stair
Chris Starich
Dennis Stuber
Darryl Stich
Joseph Teff
The Conover Company
The Hope Chest 
Committee
Thomas Tiffany
Michael Tomich
Jessica Trapp
Matthew Uelmen
Magnus Unser
Aaron Vitale
Susan Walsh
West Allis Veterinary Clinic
West Bend High School
Cheryl White
Sandra Ann Wiegand
Brian Woodruff
Heidi Wurlitzer

bRIAN TRINASTIC 
MEMORIAL gRANT 
PROgRAM
Carolina Dewitte
Robert Rakers
Cheryl Scheuerman
David Trinastic
Trinastics Fore The ALS 
Association

note:  These donations 
were recorded from 
March 15, 2013 - June 
1, 2013.  The donations 
to our Walk to Defeat 
ALS will be posted on our 
website www.alsawi.org 
at the end of November. 
Some donations from 
these events are still 
being tabulated, so if your 
contribution is not listed, 
it likely will be listed in the 
next issue.

As a reminder, donations to 
the Chapter are identified 
as follows:

Memorial:  Is in memory 
of a person who has died, 
regardless of whether that 
person was an individual 
with ALS.

Living Tribute: Is in 
recognition of an individual 
living with ALS.

Honor:  Is in recognition of 
any other person, event or 
milestone.

Contribution:  Is any other 
donation, in cash or in kind, 
where a specific honoree is 
not identified.

To ensure proper 
attribution, please provide 
the category of donation 
and the name of the 
person being honored. *We 
have implemented a new 
database.
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Change Of Address:
If you’ve recently moved, give us a call or send us an email and let us know your new address. 
If you no longer want to receive this newsletter or other Chapter mailings, please help us save 
on costs by calling 262-784-5257 or email us at info@alsawi.org and let us know. THANK YOU!
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Leave a Legacy of Hope
You believe in the work of our Chapter and you want to ensure that 
The ALS Association will continue to fund cutting-edge ALS research 
and provide vital services to those living with ALS.

By remembering our Chapter in your estate plan, you create a legacy 
of hope for future generations of ALS patients and their families. Your 
gift provides hope that a cure or treatment will be found and hope that 
comprehensive patient services can be found all over the country.

A myriad of easy giving options exist from naming our Wisconsin 
Chapter as a beneficiary in your will to a more complex trust arrange- 
ment. You can make a gift today using assets such as securities, real 
estate, or personal property.

For more information about how to leave a legacy of hope, please feel 
free to call us at: 262-784-5257.


