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A MESSAGE FROM THE CHAPTER PRESIDENT 
 

Dear Chapter Members and Friends: 
 
I am honored to serve my second term as President of this fine organization led by individuals 
dedicated to this cause, including our volunteer Board of Directors, volunteer Leadership Team 
and incredibly hardworking staff.  I thank all of them for their hard work. Together, we strive to 
provide excellent services to individuals in Wisconsin living with ALS and their families, to 
provide public awareness and advocacy, and to fund cutting-edge ALS research.  
 
THANK YOU to everyone who supported the Chapter through your time, talent and treasure in 
helping raise money and awareness of ALS!  The Chapter depends on the voluntary contributions 
of individuals and entities throughout Wisconsin to meet its mission. 
 
The Chapter is Wisconsin’s only organization dedicated to providing care, services, support and 
advocacy to nearly 500 people living with ALS and their families in the State of Wisconsin.  This 
annual report covers the time period February 1, 2018 to January 31, 2019, and developments since 
the end of the fiscal year. 
 
For over 22 years, the Chapter has been extremely fortunate to have the leadership of Care Services 
Director Lori Banker-Horner, LPN, BA. Lori left the Chapter at the end of August to pursue a 
dream opportunity with our national organization.  “Thank you” does not seem enough to express 
the Chapter’s gratitude to Lori for everything she has done not only for the Chapter, but also, and 
more important, for individuals living with ALS and their families, during her tenure.   
 
As we bid Lori farewell, we welcome a new face. I am pleased to announce that Angela Pereira, 
RN, BSN, who has over five years’ experience as the ALS Clinic Coordinator and Case Manager, 
joined the Chapter in September. As Care Services Director, she will oversee, administer and 
develop Care Services programs. She will lead an experienced Care Services Team that continues 
to provide excellent services to our constituents. My thanks to Care Services Coordinators Robin 
Stanczyk, RN, and Mary DeFrain Jones, CSW, in the Milwaukee area, Carolynne Younk, MS, in 
Green Bay, Diane Fergot, CSW, in Oshkosh, and Shannan Morgan in Madison. The Chapter’s 
Care Services Coordinators work directly with people living with ALS and their families, 
providing phone and in-person consultations to provide information, support and resources.   
 
The Chapter’s service throughout the state includes monthly Support Groups in Milwaukee, 
Oshkosh, Manitowoc/Two Rivers, Green Bay, Wisconsin Rapids, La Crosse and, as of Spring 
2018, Madison.  Thanks to Facilitators Deb Roberts and Meg Posorske in Wisconsin Rapids and 
Connie Troyanek in La Crosse for their leadership, and to the families who banded together to 
form these groups. 
 
The Chapter’s Augmentative Communication and Equipment Loan Programs continue to grow.  
With sites in Milwaukee, Appleton and Eau Claire, we are grateful to David Ferrie, our Equipment 
Program Coordinator, for filling the equipment needs of people living with ALS in Wisconsin.  
The Brian Trinastic Memorial Grant Program continues to provide grants to individuals living with 
ALS for transportation, home modifications, communication devices and other needed equipment.  
Since its inception in 2009, hundreds of grants have been awarded to hundreds of people living 
with ALS in Wisconsin. 
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Thank you to the Chapter’s Executive Director Melanie Roach-Bekos and Development Manager 
Susie Reed for their stellar efforts. New team member Cheryl Brooks has enhanced the Chapter’s 
presence in Northeast Wisconsin.  Addie Prochnow, who left the Chapter in early 2019, and Taylor 
Skorik kept the Chapter in the forefront of social media including the Chapter’s website, 
www.alsawi.org, Facebook, Twitter, and Instagram. The Fundraising Team also created billboard 
campaigns and participated in television and radio interviews. The website “vsals.org” provides a 
community resource and share group site to post stories, updates and events. Help spread 
awareness by including #vsALS on your Instagram and Twitter posts. 
 
Funding for the Chapter’s work comes primarily from the voluntary contributions of the public 
who participate in the Chapter’s Walks to Defeat ALS, held annually in Janesville, Appleton, 
Hayward and Milwaukee, as well as virtual walks across the state. The Walks continue to be a 
time proven and economically sure way to fundraise.  I am pleased to report that we had a great 
year for these events.  
 
The ALS Evening of Hope, the Chapter’s primary research fundraiser held every March, was 
named Best Charity Event for 2019 by MKE Lifestyle magazine! As always, 100% of the net 
proceeds of this event were dedicated to ALS research. The Chapter believes strongly in funding 
local ALS research and continues to provide financial support to researchers working in or 
associated with the State of Wisconsin wherever possible. Proceeds of the Evening of Hope were 
distributed to researchers conducting cutting-edge studies in Madison, Wisconsin, Los Angeles, 
California and Boston, Massachusetts.  The Chapter’s Chasin’ A Cure Tailgate/Night at Miller 
Park in Milwaukee unites Brewers fans to raise funds for the Chapter. Chasin’ A Cure continues 
to bring tremendous awareness to ALS on the statewide game broadcast.  The Chapter also 
benefitted from a number of Community and Family events organized by interested individuals 
and families, including walks, an ice cream ride, golf outings, baseball tailgates, marathons and 
other fundraisers.  These groups designate how the funds they raise may be used.   
 
Thanks to the Chapter’s Leadership Team, a group of professionals dedicated to supporting the 
Chapter’s work who have provided substantial financial support through both in-kind contribution 
of services and facilitating the creation of partnerships with Wisconsin’s business community.  
Thanks, also, to the ALS Ambassadors, formerly known as the Young Professionals, a group of 
people primarily in their 20s and early 30s who have expressed an interest in supporting the cause.  
Group members are asked to attend at least two events, invite their friends to join them, and to 
spread the word about the Chapter’s work and services by word of mouth and social media. 
 
Special thanks to Board Members Ben Becker and Laura Hinrichsen, and staff members Melanie 
Roach-Bekos and Lori Banker-Horner, for serving on the national level. Ben is the Vice Chair of 
the Chapter Relations Committee, Ben and Laura serve on the Board of Representatives, Lori 
served on the Care Services Committee, and Melanie serves on The ALS Association’s Research 
Committee. It is vital to present the Wisconsin perspective to the ALS Association. 
 
Finally, I sincerely thank my colleagues on the Chapter Board of Directors, staff members and 
volunteers for their assistance over the past year but, more importantly, for their dedication and 
commitment to the Chapter’s mission. 
 
Sincerely, 
Kathryn A. Keppel 
Kathryn A. Keppel, President, Board of Directors 
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PROGRAMS AND SERVICES 
 
The ALS Association Wisconsin Chapter is very pleased to provide a variety of services to people 
living with ALS and their families and caregivers across the state.  Those programs include: 
 
Care Services Staff 
 
The Chapter’s Care Services Staff provides services to people living with ALS, their families and 
their caregivers, helping them learn about the disease, locate resources in the community and cope 
with the changes occurring in their lives.  During the year ending January 31, 2019, the Chapter 
served nearly 500 Wisconsin residents living with ALS who were registered with the Chapter. 
Care Services programs and services listed below are available to assist individuals and families 
to meet the daily challenges of ALS. 
 
ALS Support Groups 
 
The Chapter reaches out to people living with ALS, their families and their caregivers through 
support groups in Milwaukee, Oshkosh, Manitowoc/Two Rivers, Wisconsin Rapids, La Crosse, 
Green Bay and Madison.  Support group meetings are upbeat gatherings that focus on coping with 
ALS and its challenges in the best way possible.  Speakers discuss topics such as nutrition, 
insurance, communication devices, legal and financial issues, and breathing and swallowing 
problems with coping strategies.  The meetings provide a supportive environment where tears, 
smiles and laughter are all part of the sharing experience. 
 

Green Bay:  second Wednesday of each month 
La Crosse:  second Saturday of each month 
Madison:  second Tuesday of each month 
Manitowoc/Two Rivers:  meets quarterly 
Milwaukee:  second Saturday of each month  
Oshkosh:  third Tuesday of each month  
Wisconsin Rapids:  second Monday of each month 

 
Separate caregiver groups meet in Milwaukee, Appleton and Green Bay.  The caregiver group is 
an informal dinner gathering for individuals in a caregiving role, providing an opportunity to learn 
from, share with, and give and receive support from others who understand.  In addition, caregivers 
in Milwaukee whose loved ones have passed away have formed a Next Chapter group.  This group 
meets socially, participates in Chapter events and spends time together as they focus on the next 
chapter of their life without their loved one. 
 
Wisconsin ALS Certified Treatment Centers of Excellence 
 
In early 2019, the Clement J. Zablocki Milwaukee VA Medical Center ALS Clinic received status 
and recognition from The ALS Association as a Certified Treatment Center of Excellence for 
meeting the highest national standards of care in the management of ALS.  Thank you to Dr. Paul 
Barkhaus, Dr. Dominic Fee, Angela Pereira, Lori Banker-Horner and Robin Stanczyk for their 
dedication and persistence in making this accreditation a reality. Our Wisconsin Chapter provides 
Care Services staff at each clinic for patient and family support for military personnel and 
veterans.  Approximately ten patients attend the clinic on a monthly basis. 
 



4 

The ALS Clinic at Froedtert Hospital/Medical College of Wisconsin received certification as a 
Center of Excellence by The ALS Association National Office in March 2006 and was recertified 
in 2014 at the highest level of recognition as a Certified Treatment Center of Excellence.  
Approximately 32 patients are seen at the Froedtert ALS Clinic on a monthly basis.   
 
The two Certified Treatment Centers of Excellence provide neurological diagnostics and imaging, 
as well as access to the services of a team of highly trained health care professionals specializing 
in ALS.  Under the medical direction of Dr. Paul Barkhaus and Dr. Dominic Fee, the Clinic team 
consists of a Nurse Coordinator, Social Worker, Dietitian, Speech/Swallow 
Therapist/Augmentative Communication Specialist, Physical Therapist, Occupational Therapist, 
Respiratory Therapist, Chaplain, Child Life Specialist, Research Coordinator, Pharmacist and 
Wisconsin Chapter Care Services Representative.   
 
In 2018, the Chapter provided expanded services at University Hospital & Clinics MDA ALS 
Clinic in Madison.  Under the direction of Dr. Stephanie Gardon and Dr. Andrew Waclawik, the 
clinic is seeking to become a Recognized Treatment Center by The ALS Association, offering a 
high-quality approach to multidisciplinary care.  The Chapter provides a member of the Care 
Services staff at each clinic to meet with patients and families to offer support and resources.  
Approximately 24 patients are seen at the clinic on a monthly basis.   
 
The Chapter also supports a developing ALS Multidisciplinary clinic in the Neurosciences Center 
at Gundersen Health System in La Crosse, by providing a member of the Care Services staff at 
each clinic. This clinic is under the medical direction of Dr. Michael Leone and meets one to two 
times per month.  Approximately 30 patients are currently being seen through this clinic. 
 
Equipment Loan Program 
 
The Chapter has an inventory of gently used durable medical equipment and assistive devices for 
loan at three sites in Wisconsin, thanks to the generous support and partnership of a statewide 
medical equipment company.  The inventory includes wheelchairs, scooters, canes, walkers, grab 
bars, toilet seat risers, special utensils and other supplies and devices. The Equipment Loan 
Program has locations in the Milwaukee area, Appleton and Eau Claire.  During the year ending 
January 31, 2019, approximately 300 pieces of equipment have been loaned to people living with 
ALS throughout Wisconsin.  The Equipment Loan Program is one of the most highly utilized 
programs offered by the Chapter. 
 
Augmentative Communication Program 
 
The Chapter maintains an inventory of gently used augmentative communication devices for loan 
for individuals with no or limited insurance coverage to obtain such devices if available.  Devices 
range from low- to high-tech devices, based on individual need.  The Chapter networks with and 
can provide speech therapist resources who are able to assess specific needs with respect to 
communication and communication aids.  During the year ending January 31, 2019, over 100 
pieces of equipment have been loaned to people living with ALS in Wisconsin. 
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Brian Trinastic Grant Program 
 
The Chapter is pleased to provide transportation and flex grants through the Brian Trinastic 
Memorial Grant Program.  These grants provide some financial relief from costs associated with 
ALS for individuals living in Wisconsin who are registered Chapter members.  Two different 
reimbursement-type grants are offered under this program to help offset some of the high costs 
associated with an ALS diagnosis.  Transportation grants help with the costs of travel and lodging 
associated with medical visits and Chapter events.  Flex grants provide reimbursement for some 
out-of-pocket costs for medical equipment, home modifications, communication devices, ramps 
and other needs.  For the year ending January 31, 2019, 35 people living with ALS received 
transportation grants totaling $12,520 and 77 people living with ALS received flex grants totaling 
$44,257. 
 
Symposium and Youth Day 
 
As of May 2019, the Chapter’s ALS Care and Research Symposium has been held annually in the 
Milwaukee area for 15 years.  The Symposium’s speakers include scientists conducting cutting-
edge ALS research, Chapter board members, staff and supporters who provide updates on matters 
such as advocacy, fundraising, and volunteerism, and families who discuss living with ALS, the 
choices they have made along their journeys and the reasons for their choices.  In 2016, the Chapter 
formally added “Youth Day” to the event, recognizing the important role youth in the home play 
in providing support for their loved one and our responsibility to in turn educate and support them.  
 
Over 135 attendees and 20 exhibitors participated in the Symposium held on May 18, 2019, in 
Brookfield, Wisconsin.  Our keynote speaker was Dr. Richard Bedlack, Professor of Neurology at 
Duke University and Director of the Duke ALS Clinic.  Dr. Bedlack shared some interesting facets 
of his ALS Untangled program which utilizes social networking to investigate alternative and off 
label treatment options for patients with ALS.  He expanded on his program, ALS Reversals, which 
attempts to understand why some people with ALS recover from it and find ways to make this 
happen more often.  Dr. Bedlack ended his presentation with a very interactive Q&A session where 
attendees where able to explore and share personal experiences. 
  
Dr. Dominic Fee, Neurologist at the Froedtert/Medical College of Wisconsin provided an update 
on local ALS research.  The Symposium wrapped up with an engaging “Ask the Experts” panel 
discussion including the following presenters:  Dr. Andreea Anton, Pulmonologist, VA Medical 
Center; Dr. Paul Barkhaus and Dr. Dominic Fee, Neurologists, Froedtert/Medical College of 
Wisconsin; Dr. Richard Bedlack, Neurologist, Duke University and Duke ALS Clinic; and  
Mr. Herman Green, ALS Research Ambassador for the ALS Association Wisconsin Chapter. 
 
The Symposium included a Youth Day program facilitated by Melinda Kavanaugh, PhD, LCSW, 
with the Helen Bader School of Social Work at the University of Wisconsin-Milwaukee. 
Dr. Kavanaugh received assistance from the following specialists to educate and support the young 
caregivers:  Suzi Bloedel, SLP; Elizabeth Kelley, SLP; Mallory Riggs, SLP; Deb Romoren, OTR; 
Christina Wipperman, PT.  The program provided children an opportunity to learn about 
communication devices, power wheelchairs and breathing devices.  More importantly, the program 
gave the children an opportunity to make connections with other children dealing with similar 
circumstances.   
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FINANCIAL REPORT 
Year Ending January 31, 2019 

 
REVENUES   
Donations $164,535  
Special Events 799,364  
Patient Services Donations 433,365  
Donations Restricted to Research 62,687  
Research Special Events 253,872 
Other Revenue 1,291  
Total Revenue $1,715,114  
    
EXPENSES   
Salaries & Related Expenses $140,101  
Professional Services 17,182  
Executive Director Reimbursement 4,600  
Insurance 12,913  
Office Rent 7,575  
Phone & Internet 6,744  
Postage/Supplies 8,891  
Patient Services 911,941  
Special Events 14,722  
Research Expenses 351,171  
Miscellaneous 15,629  
Total Expenses $1,491,470  
    
Net Assets - Beginning of Year $934,364  
Non-Cash Loss on Equipment Disposal (88,145) 
Change in Net Assets 223,644  
Net Assets - End of Year $1,069,863  
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HOW THE CHAPTER USES ITS FUNDS 

 As explained in Board President Kathryn A. Keppel’s letter, the Chapter’s primary revenue 

source is donations from individuals and entities.  The Chapter Board of Directors is committed to 

utilizing all specifically designated funds in accord with the donors’ wishes and utilizing all non-

designated funds in the manner the Board believes best serves the people in Wisconsin living with 

ALS and their families.  

  

Care Services, 
61.2%

Management, 7.3%

Fundraising, 8.0%

Research, 23.5%

ALS Association-Wisconsin Chapter
Expenses by Category

Fiscal Year Ending 1/31/2019
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BOARD OF DIRECTORS 

February 1, 2018 – January 31, 2019 
 
 
 

Kathryn A. Keppel     Mary Brennan Druml  
President      Vice President 
Partner at Gimbel, Reilly, Guerin & Brown LLP Community Volunteer 
(FY2018-FY2020)     (FY2018-FY2020) 
 
 
 
Mary Beth Schlecht     Laura Hinrichsen  
Treasurer       Secretary 
Community Volunteer    Media Director at STIR Advertising &  
(FY2018-FY2020)       Integrated Messaging 

(FY2018-FY2020) 
 
 
Ben Becker       Holly Blake  
Senior Vice President & Manager    Community Volunteer 
Of Business Banking at First Citizens Bank  (FY2019-FY2021) 
(FY2019-FY2020) 
 
Lauren Domnick     Joel Hess 
Director of Data Science    Principal at LeaseCrunch 
  at Omnitracs      (FY2018-FY2020) 
(FY2018-FY2020)      
 
Thomas D. Kettler     Terri McKenzie 
Community Volunteer    Underwriting Consultant at IBU, Inc. 
(FY2018-2020)     (FY2017-2019) 
 
Manis Mullarkey     Meg Posorske 
Securities Specialist at US Bank NA   Community Volunteer 
(FY 2018-2020)     (FY2019-2021) 
 
 
Robb Slak, Jr. 
Community Volunteer 
(FY 2018-FY2020) 
Resigned December 31, 2018 
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CHAPTER STAFF 
 

Melanie Roach-Bekos     Lori Banker-Horner, BA, LPN 
Executive Director     Care Services Director 

 
Development/Public Awareness Team 

 
Susie Reed 

Special Events Manager 
 

Addie Prochnow 
Marketing/Fundraising Coordinator 

 
Cheryl Brooks 

Outreach Community Coordinator 
 

Administration 
 

Kathleen Huevler 
Finance Manager 

Care Services Team 
 

Robyn Stanczyk, RN 
Care Services Coordinator 

Southeast Wisconsin 
 

Mary DeFrain Jones, CSW 
Care Services Coordinator 

Southeast Wisconsin 
 

Diane Fergot, CSW 
Care Services Coordinator/ 
Support Group Facilitator 

Oshkosh/Fox Valley 
 

Carolynne Younk, MS 
Care Services Coordinator/ 
Support Group Facilitator 

Green Bay and Northeast Wisconsin 
 

Shannan Morgan 
Care Services Coordinator 

Madison 
 

Janet Gauger 
Care Services Assistant 

 
Naya Fabian 

Care Services Associate 
 

David Ferrie 
Equipment Program Coordinator 

 
Deb Roberts/Meg Posorske 
Support Group Facilitators 

Wisconsin Rapids 
 

Connie Troyanek 
Support Group Facilitator 

La Crosse 
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2019-20 MEETINGS OF THE BOARD OF DIRECTORS 
 

Thursday, March 14, 2019    Thursday, September 12, 2019 
5:30-7:00 p.m.      5:30-7:00 p.m. 

Thursday, May 9, 2019    Thursday, November 14, 2019 
5:30-7:00 p.m.      5:30-7:00 p.m. 

Thursday, July 11, 2019    Thursday, January 9, 2020 
5:30-7:00 p.m.      5:30-7:00 p.m. 
 
 
 

Meetings are held at The Forum Conference Room 
3333 North Mayfair Road 

Wauwatosa, WI 53222 
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