
 

As you are all well aware, the ongoing COVID-19 pandemic has thrust the world into an unprecedented period 
of uncertainty. Safety measures aiming to limit the spread of the virus are changing the way that many 
organizations operate, including our Chapter of The ALS Association. Our first priority is the health and well-
being of those living with ALS in our state, their caregivers, and our volunteers and staff. We are assessing the 
landscape daily and wanted to provide an update as to how this situation may impact our service delivery and 
community events in the near future.  

Like many other businesses and nonprofits around the country, we have moved our staff to a remote working 
environment, and as such, are adjusting how we work. While our office isn’t currently open to visitors, please 
know that you can always call our main line at (414)-763-2220 and either dial your party’s extension or leave a 
message and we will return your call as soon as possible. You can also email info@alsawi.org and expect a 
response within 24 hours. We are monitoring voicemail and email closely and will do our best to address your 
inquiries in a timely manner.  

Below you will find a breakdown of our current plans for service delivery and upcoming events. These plans 
may change as CDC guidelines and the global pandemic response evolve. In addition to email communications 
like this one, we will be keeping our Facebook updated with the most up-to-date information available.  

Chapter Services  

The health and wellness of our entire ALS community is our primary consideration in decisions impacting our 
ability to serve the Wisconsin ALS community. We remain committed to fulfilling our mission to provide care 
services and support to our community and families. As we adjust our chapter operations, we want to thank 
you for your patience, flexibility and understanding as we determine the best way to implement our mission in 
these challenging circumstances. 

The ALS Association – Wisconsin Chapter Operations (updated April 2, 2020): 
1. Office Operations 

a. All Chapter staff will be working remotely until further notice. 
b. We will continue to follow all Centers for Disease Control and Prevention (CDC) and World 

Health Organization (WHO) recommendations. 
2. Care Services 

a. Our Care Service Coordinators remain dedicated to providing as much care and support as 
possible. All staff are equipped to communicate via email, telephone and video/virtual means. 

b. Loan Equipment Program: We will continue to provide equipment loans and delivery through 
NuMotion and our Loan Equipment Coordinator.  Our teams are closely following guidelines 
from the CDC, WHO, and other state and local health organizations.   We are collaborating to 
provide service while protecting employees and the ALS community’s health and safety.  We 
will be limiting donations at this time to critical/high need items, such as patient power lifts. 

c. Brain Trinastic Grant Program: We will continue to provide our grant program.  We are 
currently up to date with all grant activities including; committee review of applications, 

https://www.facebook.com/ALSAWisconsin/


approvals and issuing of grant checks.  We will update the community if there are any program 
delays.  

d. Augmentative Communication Equipment Program: We will continue to provide Augmentative 
Communication equipment loan delivery by mail.  We will not be accepting returns or donated 
equipment at this time.  

e. Care Services Newsletter-we will continue to provide the newsletter bi-monthly. The next 
newsletter will be released on April 6, 2020. 

f. The following activities have been modified until further notice:  
I. Home Visits: Care Service Coordinators are performing home visits by phone. 

Urgent/immediate concerns will be reviewed by the Care Services Director on a 
case by case basis.  

II. ALSA-WI Staff at Clinics. Chapter staff will follow up with clinic staff in real time 
or immediately following clinic to address community needs. Please contact your 
clinics directly regarding clinic status. 

III. All community (support and caregiver) in-person groups are suspended until 
further notice. Support and caregiver groups are being modified to a virtual 
format. There will be a Statewide Support Group on April 16th utilizing Zoom, a 
video and phone conferencing format.  Thank you for your patience and 
flexibility with our care services staff as they adapt to new working conditions 
during this challenging time. 

g. The16th Annual ALS Care and Research Symposium & Youth Day on April 18, 2020 is 
POSTPONED.  We are proceeding with plans for a virtual format and will update the community 
with further details.  

 
For specific information about symptoms you may be experiencing or questions about personal exposure as 
someone living with ALS or as a caregiver, please contact your physician directly. To help prevent the spread of 
respiratory diseases please click here.  
 
You may also reach out to us directly via email:  
Angie Pereira, BSN, RN    Janet Gauger 
Care Services Director    Care Services Assistant 
angie@alsawi.org     janet@alsawi.org 
 
 Robin Stanczyk RN     Mary DeFrain-Jones, CSW 
Care Services Coordinator    Care Services Coordinator/ 
Waukesha County, Madison WI    Froedtert ALS Clinic Social Worker 
Metropolitan, Southeast, Western    Southeast, Northwest Counties   
Counties      mary@alsawi.org 
robin@alsawi.org     
         
 
David Ferrie      Carolynne Younk, MS 
Equipment Program Coordinator    Care Services Coordinator 
david@alsawi.org     Northeast, Northern WI Counties 
       cyounk@alsawi.org  
 
 
Diane Fergot, CSW 
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Care Services Coordinator 
Fox Valley, Lake Shore      
and Central WI Counties 
diane@alsawi.org 
     

Chapter Events  

Based on the CDC’s latest recommendations, we are currently working on modifications to our spring/summer 
event schedule. As we finalize details for alternative courses of action, we will notify participants via email and 
through our social media platforms.  

We are still actively fundraising for the Walks to Defeat ALS, Wisconsin ALS has Talent, and our Help Us Help 
Others Campaign to support the programs and services of the Chapter.  

The ALS Evening of Hope has been rescheduled for Friday, July 31. If you would like to purchase tickets, you 
can do so here. 

During times like these, we want to ensure we have the resources in place to meet the needs of the ALS 
community. You can help by fundraising or contributing to any of these events, or by making a general 
donation to our mission.  

Volunteers  

We are an organization that depends heavily on the generosity and support of volunteers across our service 
area. Because we are strictly limiting face-to-face contact for the foreseeable future, volunteer needs will shift 
dramatically over the next few months. If you volunteer with an individual or family living with ALS, or in our 
offices in Wauwatosa, expect to hear from us very soon on next steps. If you are planning to volunteer at one 
of our spring events, you’ll be receiving an email in the next week with an update on our developing plans.  

Now, more than ever, we must come together and do what is best for the health and safety of our 
communities and the larger world around us. We urge you to adhere to the CDC’s best practices in 
preventing further spread of COVID-19, and to consider the impact your actions might have on those 
currently living with ALS. Thank you for your continued support of our mission.  

Sincerely,  

Melanie Roach-Bekos 
Executive Director 
The ALS Association Wisconsin Chapter  
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