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Greetings!

Thank you for your willingness to learn about the work of The ALS 

Association Wisconsin Chapter. It is my honor to introduce you to this 

cause and the important work that is being done to support people 

with ALS and their families.

Everything we do – equipment loan and caregiver support, top-notch 

clinical care, advocating for public policy change – is instrumental to 

the well-being of people living with ALS. When you support this cause, 

your dollars go right to work, increasing independence and positively 

affecting the quality of life for people living with a fatal diagnosis.

And yes, this disease is still fatal. Tremendous progress is being made, 

but 80 years after ALS became known as Lou Gehrig’s disease, we 

still have so many unanswered questions. Your investments in The 

Association’s global research program are an integral part of the 

organization’s long-term solution, eradicating the disease once and for 

all.

There is much work to be done but so much opportunity exists! I look 

forward to working with you on the many important projects that lie 

ahead.

Sincerely, 

Melanie Roach-Bekos, Executive Director

The ALS Association Wisconsin Chapter



FIGHTING ALS
WHAT IS ALS?
ALS (Amyotrophic Lateral Sclerosis) is a progressive neurodegenerative disease that affects neurons in the brain and the 

spinal cord, causing people to lose the ability to initiate and control muscle movement. The disease usually progresses to 

total paralysis and death within five years of diagnosis. There is no cure and no life-prolonging treatment for the disease.

FIGHTING ALS
The ALS Association Wisconsin Chapter has been fighting on behalf of people living with ALS and their families since 

its inception. In 1987, the Chapter joined The ALS Association, the only national nonprofit organization fighting ALS on 

every front - supporting innovative research, enhancing access to clinical care, and promoting better public policies. The 

Association’s nationwide network of 39 Chapters is one team with a dual mission: to discover treatments and a cure for 

ALS and to empower people with ALS to live their lives to the fullest. 



Out-of-pocket medical costs 
for a person with ALS are 
estimated at over $250,000 
annually.

Every day, an average of 15 people are newly diagnosed with ALS – more than 5,600 people per year. As many as 30,000 

Americans may currently be affected by ALS. Annually, ALS is responsible for two deaths per 100,000 people. The average 

life expectancy of a person with ALS is two to five years from time of diagnosis. Our goal is to ensure that people living 

with ALS in Wisconsin have access to the highest level of ALS specialty care. Chapter programs and services are funded 

entirely by voluntary individual and corporate donations and the increasing need is great. 

As the global leader in ALS research, The Association funds collaborative research projects around the world and across 

the research pipeline. The care services and educational programs we support ensure that people with ALS have access to 

high quality care that has been proven to extend lives, while giving patients access to clinical trials. The public policies we 

advocate for make sure research is funded and that people with ALS have access to the care they need.

More than 5,600 people (in the US) are 
diagnosed with ALS every year and it can 
cost as much as $250,000 per year for care. 

The cost of developing a 
prescription drug that gains 
market approval is $2.6 billion, 
a 145% increase since 2003.

NEEDED SUPPORT



The Wisconsin Chapter assisted in the 

implementation of historic regulations 

at the Department of Veteran Affairs that 

designated ALS as a service-connected 

disease, ensuring veterans living with ALS 

and survivors have access to VA benefits.

Annual government 

funding for ALS research has 

increased from $15 million 

to over $80 million, a total 

of more than $950 million 

since The Association 

created a Public Policy 

Department in 1998.

RESEARCH & 
PUBLIC POLICY

The 24-month Medicare 

waiting period for people 

living with ALS has been 

eliminated, the only time 

the law has ever changed 

since Medicare was created. 



COMMUNITY IMPACT
CARE SERVICE STAFF Helps ALS patients and families fighting ALS find local resources and cope with the challenges they 

are facing.

ALS SUPPORT GROUPS Provide a supportive environment for patients and families to deal with the many challenges 

stemming from battling ALS. 

EQUIPMENT LOAN PROGRAM Ensures patients and their families have access to our inventory of wheelchairs, scooters, 

walkers, special utensils and other equipment. 

AUGMENTATIVE COMMUNICATION LOAN PROGRAM Provides guidance, resources and possible loan of high- or low-tech 

devices and accessories to ensure patients are always able to communicate if their speech is affected. 

ANNUAL ALS CARE & RESEARCH SYMPOSIUM Highlights cutting-edge research, advocacy and support while providing a 

forum for patients and families to learn, engage and share experiences.

ALS ASSOCIATION CERTIFIED CENTERS & AFFILIATED CLINICS Ensures patients have access to full multi-disciplinary care by a 

team of healthcare professionals specializing in ALS. 

YOUTH PROGRAMS Provide special opportunities for children, grandchildren and other youth whose lives are touched by 

ALS to meet, share, have fun with, and learn from others who understand.

BRIAN TRINASTIC GRANT PROGRAM Provides much needed assistance in defraying costs associated with transportation and 

lodging for treatment and events, medical equipment and home modifications.

RESEARCH Raises funds to contribute towards national-level research to find a cure and encourages local-level research.

PUBLIC POLICY & ADVOCACY Represents Wisconsin ALS patients and families in lobbying efforts on state and national levels.

WHERE YOUR DOLLARS GO
COMMUNITY IMPACTRESEARCH & 

PUBLIC POLICY



HOW TO HELP
THE FUNDING SERVICE GAP
The Wisconsin Chapter served over 1,750 people in 2019.  There were over 770 patient visits to our Certified Treatment 

Center of Excellence and affiliated clinics.  Over 950 pieces of equipment are on loan from our Equipment Loan and 

Augmentative Communication Programs to enable individuals to maintain their highest level of function and never lose 

the ability to communicate.  The Wisconsin Chapter paid $66,280 in grants to people living with ALS for equipment, home 

modifications and transportation needs.  We are proud of the service we are able to provide for the ALS Community in 

Wisconsin but there’s so much more we could be doing with additional support.   

We need your help to fill these gaps and want to hear your opinions, your hopes and your vision for the future. Together 

we can change the ALS landscape and help solve the community’s most pressing unmet needs.



 IN 2019 our Chapter...
 Served 1,750 people.

950 pieces of equipment & augmentative 

communication devices, valued at 

$952,000, were on loan to patients.

Provided 182 individual grants totaling 

$66,280 to people living with ALS for 

equipment, home modifications and 

transportation.

Served 770 patients through visits to 

our ALS Certified Treatment Center of 

Excellence and Affiliated Clinics.

OUR MISSION
To lead the fight to cure and treat ALS through global, cutting-edge research, and to empower people with ALS  and their 

families to live fuller lives by providing them with compassionate care and support.

Everything we do - from providing top care at our clinics, to individual grants for people with ALS, to advocating for 

public policy changes - relies on the donations of our generous supporters. Your investment in our mission will directly 

provide services for people with ALS in Wisconsin, or help fund The ALS Association’s global network of researchers who 

are searching every day for treatments and a cure.
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S DEAR ALS SUPPORTER,
Hello from the VandenBrook Family. Bill was diagnosed with Bulbar ALS in July of 2017. 

That means it started in his mouth and affected his chewing, swallowing, talking, 

and breathing in the early stages. His plans to enjoy retirement came to a screeching 

halt! The emotional component of grasping this diagnosis put everyone on a roller 

coaster ride as we scrambled to try new treatments, figure out finances, and make 

memories with family and friends. Adjusting to a feeding tube, artificial ventilation, 

and equipment needed as things progress, has consumed our life. Bill can no longer 

function as a healthy 66-year-old! Our wonderful family, neighbors, and friends want to 

help and do what they can. 

The ALS Association Wisconsin Chapter has helped us navigate this new life and 

prepare for our future reality.  Getting to monthly support groups and connecting with 

the staff and others who are going through this provides a much-needed boost. We 

have equipment, including a power scooter, from the loan closet.  Bill is on two new 

medications that can help to slow progression.  The ALS Association Wisconsin Chapter 

helps fund research and provides avenues for patients to learn about and participate in 

cutting edge therapy.  We can’t say enough about the help they provide for us and all 

affected by ALS!

It’s hard to put into words the love and support felt for months leading up to the 

1st annual Madison Walk to Defeat ALS.  Fatigue prevents Bill from getting out as 

much as he would like, but he was able to connect with hundreds of family, friends, 

and people he’d never met as they sent words of encouragement along with their 

donations. On the day of the Walk, surrounded by family and friends, we all had a 

wonderful time! Again, this is thanks to The ALS Association Wisconsin Chapter’s staff 

and their awesome volunteers.  It is truly a time to feel the love!  We continue to feel 

so grateful to everyone who donated, formed a team, came out for the short Walk and 

morning of fun, and shared the emails and posts to help raise awareness. 

We cherish the memories and are looking forward to the 2020 Walk!

Joan and Bill  Vandenbrook
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We were desperate. I mean desperate. My wife had been diagnosed with ALS for 

about three months. We had been all over the Country with doctors, scientists, clinics 

and each visit ended with sadness and crying. When I try to describe the feeling of 

hopelessness we felt at the time, I never feel I give it an accurate label. It is difficult to 

truly understand hopelessness until you are hopeless, I think. We explained it (or tried 

to) to our three kids. Of course, they couldn’t understand that their mom was dying. As 

the disease progressed: Mom quit her job, Grandma moved into the spare room, and 

Mom started using a wheelchair, they would ask questions and we would do our best

to explain. We spent time together, took trips, made memories. All the while raising 

awareness, talking with other patients and their families, and continuing to pray for a 

miracle cure. After almost a 2 year battle, my wife passed. 

It was at about the three-month mark that we first attended an ALS Association 

Wisconsin Chapter event. It was a Walk in Milwaukee. We had heard about the Chapter 

from the doctors but didn’t really look at it as a solution for us. The event hosted 7,000 

people and it was then that we met and decided that these were our people. For us, 

it was an extension of our family. Seriously... walks, fundraisers, games, birthdays, and 

graduations have blended. The Wisconsin Chapter has been our family all the way: 

diagnosis, donations, drug trials, support groups, research....every step of the way from 

dealing with the diagnosis, to passing legislation, to dealing with the aftermath of 

losing someone to this heartless disease.

We continue the fight every single day and with no indecision, the ALS Association 

Wisconsin Chapter leads the way. I’ve said before, but it bears repeating. This is an 

intolerant disease. We have presented, sponsored, engaged in and been a part of 

ALS movements around the Country; you will not find a better ambassador for our 

fight and cause than the ALS Association Wisconsin Chapter. No one bridges the gap 

between insanity and intolerance that this Chapter does for ALS.  

Sincerely,

Tim Wendler



The ALS Association Wisconsin Chapter
3333 North Mayfair Road, Suite 104

Wauwatosa, WI 53222
414.763.2220

https://www.alsawi.org
#VSALS

Melanie Roach-Bekos, Executive Director
ALS Association Wisconsin Chapter

262.424.3469
melanie@alsawi.org

CONTACT US




