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Reflections from Gretchen:
“What Active Against ALS has meant to our family”
On Wednesday,
October 13,
2021, Robert
(Bob) F.
Schoeni died
peacefully in
his home from
complications
of amyotrophic
lateral sclerosis
(ALS). We
dedicate this
special issue to
his memory.

It’s hard to remember the many
feelings and challenges facing our
family back in the summer of 2008.
Just back from sabbatical, Bob knew
something was not right when he had
his weakened right wrist examined
by his doctor. How scary to receive
that fateful diagnosis of ALS after
multiple tests at Michigan Medicine
on that extremely warm day at the
end of July! How difficult sharing the
news with the girls (starting 3rd and
5th grade) during a walk at the Arb,
our families over the phone, and then
our friends and neighbors by email
because it was too hard to share in
person. We hardly knew where to
begin. Our lives were turned upside
down in countless ways. We grieved
for the loss of normalcy we had taken
for granted.

Gretchen and Bob in Naples, Fla. in 2017

In just a few weeks, friends came
together to support us in a way
that was almost unbelievable. They
wanted to start a nonprofit to help
move forward research to find a
treatment or cure for this devastating
disease. They even had a name –
A2A3, or Ann Arbor Active Against
ALS. And the first event, Family Field
Day, would be held at Burns Park a
few weeks later. What a signal to our
family that our friends and community
were there for us. Grieving with
us. Showing compassion by getting
active. We felt enveloped in their
love. They had busy lives, but they
made time for many more events
over the years. And each one was
put on with love and compassion —
whether the English Channel swim,
the box car derby, the barn dance, the
swimathons, or the many Twinkie runs
and Electric Bolt runs, just to name
a few.
Fast forward 13 years. Bob’s
breathing is weak. His body struggles
to move. Everything is hard. It is time
to involve Hospice of Ann Arbor. There
is a new Active Against ALS (AAALS)
event that Bob is able to attend –
Sunday in the Park on September
19. It is a beautiful fall afternoon.
Burns Park comes to life with music,
food, games, and a raffle. Many of

the organization’s original network
is there, but so are many, many new
faces – college students in bright
volunteer t-shirts and families with
children at Burns Park we’ve never
met before. Bob can no longer speak
but the spark in his eyes is bright! He
is energized by and deeply grateful
to see Active Against ALS flourishing
and helping others learn about the
challenges of life with ALS. Several
families who have a family member
with ALS or who died from ALS join
us. We leave the event exhausted
but invigorated. Active Against ALS
continues to make such an important
difference – to us and to the Ann
Arbor community. We thank you from
the bottom of our hearts and are so
grateful that Bob could attend this
event and see the organization and
community at its very best one last
time!
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From Kristin McGuire:
“What Bob has meant to Active Against ALS”

B

Bob had a way of turning his light on others.
He always took time to connect with people—a
neighbor, a colleague, a friend from church, a
sibling, a mail carrier, a barista. He asked about
your day, if you’d seen some recent game, how
your kids were doing, or your pets. You didn’t
have to know Bob well to know you could call
him if in a pinch for anything.
And so, back in July 2008, when the email
came that Bob had been diagnosed with ALS,
a group of people – many who knew Bob only
casually, many who were strangers to each
other — immediately asked: How can we
help? Active Against ALS was our answer.
As Gretchen writes in this issue, Active Against
ALS meant a lot to Bob and his family over
the years. Bob also meant a lot to all of us.
Although Bob never wanted to be called a
hero—he didn’t think of himself that way—he
was certainly a hero to many. His resilience, his
positivity, and his kindness influenced everyone
involved in Active Against ALS as well as the
organization itself.
Bob loved what Active Against ALS grew
into. Indeed, given the important role he
played—showing up at every event with
energy and enthusiasm, engaging kids and
adults, expressing his gratitude, accompanying
board members to talk to students of all ages
about what it is to experience hardship—Active

Against ALS came to reflect values that were
dear to him: Finding positive ways to make
a difference. Encouraging the involvement of
youth. Fostering the joy of physical activity. And,
perhaps more than anything, believing in the
power of compassion. By showing compassion,
Bob often said, and by modeling for children
what it is to show compassion, Active Against
ALS is making a meaningful difference in
people’s lives.
Bob’s presence at box car derbies, family
field days, square dances, swimathons, and
film showings— not to mention a young
neighbor’s lemonade stand — changed all
of us. His approach to living with ALS helped
others reflect on how we face challenge and
adversity. He refused to let the disease defeat
his mind or his spirit. He chose to live with
generosity, love, gratitude, and joy, even as
ALS stole the life he had once envisioned. Until
the very end, Bob remained keenly interested
in others and continued to believe life is a
journey we are all on together. The best we
can do is care for and support each other. At
Active Against ALS, we hope to honor Bob
and his intrepid spirit for as long as it takes,
bringing people together to celebrate life and
community and raising money to find a cure for
this shattering disease.

Kristin McGuire (right) with Bob and Dave
Lowenschuss at Sunday in the Park, 2021.
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Box Car Derby
Rolling Again!
We are teaming up again with the
U-M Phi Delts for the 11th Box Car
Derby Race on Sunday, April 10!
Active Against ALS first joined forces
with the Phi Delta Theta fraternity
back in 2009 for the first Box
Car Derby, bringing together the
community while raising awareness
and research funds for ALS. The Phi
Delta Theta’s national philanthropic
work supports the fight against ALS
in honor of Lou Gehrig who was a
fraternity brother. This traditional
event has been a cornerstone of
Active Against ALS fundraising
from the starting gate, generating
nearly $75,000 to fight the uphill
battle of ALS. All are welcome to
participate in either the 5-9 division,
the “open” division of kids 10+, or
even the Big Kids division of 16+
including adults. Grab your friends,
classmates, or sports team and
compete for prizes! Come cheer on
the competitors as we race to find
a cure!
To register a team or donate to
the cause, please click here.
If you are interested in becoming
a sponsor of the event or learning
more, please contact Anne
Steinhauer at Steinhaueraaals@
gmail.com.
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Bob and Gretchen with
daughters Sophie and Maddie

Bob and Gretchen with first
A2A3 president Suzanne
Ross in 2008

Professor Bob at the University
of Michigan in 2009

First Family FIeld Day in Burns Park, 2009.
With Kevin and Suzanne Ross.

At Bigalora on Day of Giving
2019, with Gayle Rosen, Sara
Robins, Anne Gilbert, Gretchen,
and Maddie

Jan Snyder
(Bob’s brotherin-law), Pres.
of Facilities
& Healthcare
Engineers
of Toledo,
presents
a check to
Suzanne
Ross, Dave
Lowenschuss,
and Bob

Bob with Dr. Lu at the 10-Year
Gala in 2018
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Bob at the Music to
Warm the Soul event
at the Circ Bar February
23, 2020
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Bob and Gretchen in Florida with
daughters Maddie and Sophie

Bob with Jackie Dalton and
Dave Lowenschuss at a Buhr
Park Swim Meet in 2010

Bob with Julie and Alex Roberts

Bob with Dave Lowenschuss (left) and Knut Hill
(right) at the first Barn Party for ALs in 2016

Bob with Box Car Derby participants

Bob and Kristin McGuire
with Phi Theta volunteer
Matt Wood at Sunday in
the Park, 2021
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Bob, Maddie and Gretchen with
new family member Tobie in 2021

Walk to Raise ALS
Awareness 2020 with
neighbors Susan Miller and
Allen Batteau (left) and
Dave Lowenschuss (center)
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Thank You

TO EVERYONE WHO HAS DONATED, VOLUNTEERED,
OR SPONSORED AN EVENT OR PLANNED AN
ACTIVITY OF YOUR OWN. WE HAVE NOW DONATED
$836,731 FOR ALS RESEARCH!
Body Conscious Massage Therapy, Cherry Republic,
Dexter Cider Mill, Fit to Go with Molly, Meijer, Over
The Top Collection, Nikki Finch Yoga, Pacific Rim,
Susan Meister – Creative Quilts, Stadium Market,
Target, Tom VanderMey, and York.

Events at a Glance
BOXCAR DERBY
Saturday, April 10
1:00-5:00 p.m.

To register a team or donate
to the cause, please click
here.

SUNDAY IN THE PARK EXCEEDS EXPECTATIONS
Many thanks to EVERYONE who came together as
a community for our fun and incredibly successful
Sunday in the Park event on September 19, 2021 in
Burns Park that raised over $7,000 for ALS research.
It was an inspiring outpouring of support for Active
Against ALS and reflected an amazing team effort
from the activities, donations, bake sale, publicity,
and logistics committees. In addition to a variety of
activities, nearly 200 attendees enjoyed a raffle, silent
auction, and the Shimmy Shack Food Truck. Special
thanks to all the volunteers who helped, including
the U-M Phi Delts and their sorority sisters, Peggy
Leonard, JR Leonard, and so many others!
In a message to us the day after the event,
Bob Schoeni summed up the day perfectly: “…
Seeing people of all ages outside, active, interacting,
connecting, and having a blast sure made us feel
wonderful. We talked with a college student who was
moved by the opportunity to pay tribute to his beloved
grandmother by volunteering. A woman and her two
children who we met a few years ago and since then
lost her mother to ALS. College students like Sam and
Leah who were just 8 years old when the organization
was created were there with friends supporting the
effort. Such a special day. The challenges Gretchen
and I have faced have become more intense the last
18+ months. And more are on the way, I’m sure. But
yesterday gave us energy, as does every day that we
think of you all. You are a blessing to us, and we love you.”
We are grateful to our sponsors: Bank of Ann
Arbor and Blue Care Network of Michigan. Thanks also
to our donors: Bebe’s Nails & Spa, Black Diesel Coffee,

RIVALRY RIDE MARKS 10 YEARS
On October 16, 2021 riders once again pedaled 68
miles from Spartan Stadium to the Big House to raise
funds to find a cure for ALS. Although we had to
cancel our bus ride to East Lansing and suspend our
usual lunch gathering due to COVID, a small group of
enthusiastic riders still made the journey to support
Active Against ALS. A special and heartfelt thank you
to Nicholas Heath. Nick’s grandfather, Nile Hutson,
died from complications related to ALS in September
2021. Nick drove his grandfather’s van as our sag
wagon in his memory, and displayed the nearly
seventy names of those in whose honor each mile
of the ride is dedicated (photo below). Thanks to our
riders and all of the donors, we raised over $16,000.
We are cautiously optimistic that 2022 will provide
conditions favorable for a large turnout and we can
once again gather as a community of riders with a
cause! Please contact us at info.activeagainstals@
gmail.com if you are interested in riding with us!

If you are interested in
becoming a sponsor of the
event or learning more, please
contact Anne Steinhauer at
Steinhaueraaals@gmail.
com.

MAY IS ALS
AWARENESS MONTH
SUNDAY IN THE PARK
September 18
Details TBA

RIVALRY RIDE
Saturday, October 1
Details TBA
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Saturday, April 10/1-5 p.m.
For details, click here.

Save a Tree!

2232 S. Main Street, #323
734.531.7959

Ann Arbor, MI 48103

info.activeagainstals@gmail.com

www.activeagainstals.org

Opt out of receiving the paper
version of our newsletter. Email
info.activeagainstals@gmail.
com to be taken off our hard
copy list and added to our email
list for the electronic version.

Shop to Fight ALS!
Show your support for Active
Against ALS!! Visit our online
store at Red Bubble to purchase
a variety of items such as
hoodies, tees, mugs, bags and
more! All proceeds fund ALS
research.

Connect with us
Find us on Facebook, Instagram
and Twitter.

2232 S. Main St., #323
Ann Arbor, MI 48103

Box Car Derby

