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Bob Schoeni is a smart guy, a professor in public policy 

and economics at the Institute for Social Research at the 

University of Michigan.

So the little ironies of life don't stand much chance of 

getting past him.

Recently, for example, he published a book with two 

colleagues: "Making Americans Healthier."

Being a physically active 44-year-old, Schoeni rode his 

bike to the U-M Medical Center for tests this summer 

because he was bothered by muscle spasms and atrophy in 

his right hand and arm.

Schoeni and wife Gretchen Spreitzer, a professor at the 

U-M School of Business Administration, and daughters 

Maddie, 11, and Sophie, 9, had just swum, camped, 

snorkeled, surfed and generally powered through six months 

on sabbatical in Australia.

But soon after that bike ride to the hospital at the end 

of July, Schoeni received a devastating diagnosis: ALS - 

amyotrophic lateral sclerosis, or Lou Gehrig's disease - a 

fatal, neuromuscular illness with no treatment or cure.

Within a week, friends and co-workers had researched the 

few known but useless treatments for ALS, and all of the 

alternative medical treatments they could find.

They printed a single-page report on each, including 

description of the regimen, cost, efficacy and potential 

side effects, then rated each on a definitely-take, 

think-about-taking-but-not-sure-you-should, and don't-take 

scale.

Within 10 days, they had organized a neighborhood garage 

sale that raised nearly $2,500 for research and patient 

support.

And this being Ann Arbor, medical, statistical and social 

scientists held a wide-ranging Sunday-morning discussion 

on the pros and cons of some controversial treatments.

Schoeni and his wife are back at work now, the kids are in 

school, the dark six weeks after diagnosis behind them, 

thanks in no small part, says Schoeni, to those people who 

dragged the family back into the light.

Schoeni, who has coached his daughters' soccer and 

baseball teams for years, just finished coaching field 

hockey for the season.

He's sticking with the coaching. "I get no greater 

satisfaction than going out to the field with a bunch of 

kids, and seeing them light up, learning skills, becoming 

confident and meeting new friends. I get so much joy out 

of it," Schoeni said.

But his own ability to be active will soon be seriously 

compromised. So he had an assistant coach this fall who 

was a member of the team as a child and who - more irony 

here - is the daughter of Ann Arbor attorney Phil Bowen, 

who died of ALS a year ago.

Now Schoeni's friends want to show the community what it 

will lose to his disease, and why they - personally - must 

raise money to find a cure.

"We are frustrated with the lack of treatment options, and 

feeling as a community we were limited in what we could do 

to help," said Ann Arbor attorney David Lowenschuss.

"We felt like one thing we could do would be to raise 

funds for ... cure-based research. Most research ... is 

more basic science, understanding the disease. And that's 

important. But it's not a quick cure," Lowenschuss said.

With most ALS patients on a ventilator or dead after five 

years, he said, quick is important.

So Lowenschuss and other Schoeni friends came up with Ann 

Arbor Active Against ALS, or A2A3, a group seeking state 

and federal designation as a nonprofit.

Beginning this Saturday, the group is holding physical 

activity-based fundraisers (see details in accompanying 

box) as a reminder that, all too soon, Schoeni and other 

ALS victims lose that ability.

"The theory is to encourage people to participate by being 

active, because the thing you lose when you're diagnosed 

with ALS is the ability to be active," Lowenschuss said.

