June 2021

the Source
ALS news and
engagement opportunities

Making ALS a Livable Disease by 2030
For decades, ALS has been a fatal disease without any cures and no significant life-extending treatments.
Making ALS a livable disease means significantly longer lives for people with ALS, greater quality of life, and
that some people are even prevented from getting ALS. We believe that with the right focus, and enough
resources, this is achievable. To get there, we’re going to need to find new treatments and cures, optimize
current care and treatments, and prevent or delay the harms of ALS. All of this work will get us closer to our
world without ALS.

Continue Reading

We Can’t Wait Action Meeting with FDA: What We Heard and What’s to Follow

We are deeply grateful to the eight speakers who shared their wisdom and personal experience with the
FDA, as well as the more than 150 others from the community who have done so online. We continue to
hear that people with ALS want effective treatments now, even if they offer modest benefit, and are willing to
face considerable uncertainty and risk to do so.

Continue Reading

care corner
Please Welcome Our New Volunteer Coordinator!
We are thrilled to announce that Jenna Van Proosdy has
started as our new Volunteer Coordinator!
Jenna has extensive experience in volunteer management.
She has her Master’s in Human Development; and her
Volunteer Leadership Certificate from the MN Association
for Volunteer Administration.
Jenna will be primarily focused on our Family Assistance
Program which connects volunteers to an individual or
family affected by ALS to support them by completing
everyday tasks or providing companionship. We are
thrilled to start opening this program up again to more
in-person activities. If you have a volunteer request
or would like to become a Family Assistance Program
volunteer you can reach Jenna at
volunteer@alsmn.org

Share Your Perspective in the New ALS Focus Survey

Calling all people living with ALS and caregivers, your perspectives are urgently needed! Your responses on
the ALS Focus survey create action and influence ALS program and policy decisions!
ALS Focus is a survey platform that brings the perspectives of people with ALS and their caregivers to the
forefront of research, care and advocacy. It only takes 10 minutes to participate after registering and all
data collected will be open and free to the entire ALS community. The current survey focuses on your
experiences with telehealth.

Respond Today!

Warm Summer Night, A Moment the Vickers Family Will Never Forget

Many believe that all it takes is one song to bring back 1,000 memories, moments we hold dear and relive in
our minds every time we listen to it. No one knows this better than the Vickers family, sharing their beautiful
memories and storytelling through music, rhythm and melody.

Continue Reading

Upcoming Care Services Programs
June 10

Northern MN Support Group
(Virtual Meeting)

June 16

Family Caregiver Support Group
(Virtual Meeting)

June 10
		

Family Caregiver Support Group
(Virtual Meeting)

June 29

SD and Southern MN
Support Group (Virtual Meeting)

June 15

ND and Central MN Support Group July 7
(Virtual Meeting)

June 15
		

Young Adult Hangout
(Virtual Meeting)

Minneapolis/St. Paul Metro Area
Support Group (Virtual Meeting)

Midweek Meditation - Every Wednesday at 11:00 AM (CT)

hey volunteers
Want to Connect Directly with Someone? Become a Family Assistance Volunteer
Through this program, volunteers are connected with families affected
by ALS to help with everyday tasks or provide companionship.
With assistance, families report that their stress level is lowered knowing
certain tasks will get done on a regular basis. The person living with ALS
may not be able to physically complete the tasks and their caregiver
may not have the time or energy. Additionally, most volunteers and
families develop close relationships as time progresses.
The requests for assistance vary by task, frequency, and length and you
can choose what works best based on your interests and availability.
However, because of the ongoing COVID-19 pandemic, volunteers are
currently only assisting with outdoor tasks.
If you have any questions about volunteering, the volunteer positions
available, or the application process, please call 612-455-6052 or email
jenna@alsmn.org.

Help Wanted!
Do you live near Belgrade or East Grand Forks, MN? We currently have families looking for volunteer assistance
in both cities. Potential tasks include lawn mowing, weeding, grocery shopping, and cleaning. If you’re near
these cities or know someone who is, we would love to hear from you!
Please contact Jenna at (612) 455-6052 or jenna@alsmn.org for more information.

event news
Lou Gehrig Day
On June 2nd, MLB celebrated the inaugural Lou Gehrig
Day to honor the ALS community and raise awareness.
Ever since Lou Gehrig became the face of ALS, baseball
has been an important partner in the fight to end it, and
the Minnesota Twins have been strong allies in our local
efforts to strike out ALS.
As the Twins took the field against the Baltimore Orioles
wearing special Lou Gehrig Day patches, the team shared
the story of the Giovannelli family of St. Louis Park,
Minnesota, and how their son’s baseball team and local
community have rallied to help strike out ALS since Lynn’s
diagnosis last year. Twins Hall-of-Famer Kent Hrbek also
joined the broadcast to share his personal experience
losing his father to ALS and how that has inspired him to
raise awareness and advocate for people living with ALS.
Check out our Chapter’s Facebook page to see these segments and more from our Lou Gehrig Day
activities with the Minnesota Twins. Join the Strike Out ALS team and pledge your support for every
Twins home strikeout today.

Connect for a Cure

The start of summer means our teams are kicking into high gear in the Walk to Defeat ALS. Are you looking
for new ways to engage your family and friends in the Walk?
Our June Connect for a Cure conversation is all about ways to get people involved before, during and after
Walk Day. Join the Walk staff next Tuesday, June 8th from 5-5:45pm to hear examples of how other Walk
Teams fundraise, make Walk Day special, and raise awareness in their communities.
To join this month’s Zoom conversation with other members of our Walk community, just email
walk@alsmn.org to receive the link. All Walk participants are welcome to join.

Cast for a Cause at the Kolar Toyota ALS Fishing Tournament
Follow Never Surrender’s Kolar Toyota ALS Fishing Tournament this weekend, June 4th and 5th, as anglers
from across the country come together to raise funds for the fight against ALS.
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