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"The very human desire for cures . . . can never justify a 
television show that reinforces a stigma against disabled people." 
It was 1 1 years ago when those lines appeared on the opinion page 
of the New York Times -September 3, 1981.Labor Day. On the 
tube, the annual Jerry Lewis Labor Day Telethon was in full 
swing. The article was by Evan J. Kemp, Jr., now chairman of the 
U.S. Equal Employment Opportunity Commission. At the time 
Kemp was Director of the Ralph Nader-inspired Disability 
Rights Center. "Aiding the Disabled: No Pity, Please," read its 
headline. 

Evan J. Kemp, a man with one of the neuromuscular 
diseases the Muscular Dystrophy Association said it was fight- 
ing to cure, was criticizing its star-studded fundraiser. Kemp 
was also criticizing MDA's star and savior, comedian Jerry 
Lewis. 

Society, Kemp charged, saw disabled people as "childlike, 
helpless, hopeless, nonfunctioning and noncontributing mem- 
bers of society." And, he charged, "the Jerry Lewis Muscular 
Dystrophy Association Telethon with its pity approach to fund 
raising, has contributed to these prejudices." 

Kemp contended that such prejudices "create vast frustra- 
tion and anger" among disabled Americans, then nurnbered at 36 
million. Kemp charged that disabled people suffered far more 

from lack of jobs, housing -lack of access to society - t h a  i m x  
the diseases MDA sought to cure. He accused the Telethon's "plt )  

approach .. .with its emphasis on 'poster children' and 'Jerry" 
Kids' " - of creating prejudice. He called upon the Telethon to 
reform; to portray disabled people "in the light of our very real 
accomplishments, capabilities and rights." The Telethon, he 
insisted, "must inform the public of the great waste of money and 
human life that comes from policies promoting dependence 
rather than independence." 

Kemp took out ads in daily Variety, the entertainment 
newspaper. "Color Us Useful," they read. They called upon Lewis 
to reform his telethon. 

The following year, Kemp was invited onto the MDA 
Telethon. His on-air pitch was mild: "Your pledge to this 
Telethon can help create meaningful, productive lives for many. 
It can also help save the lives of others. I urge you to phone in 
your pledge right now." 

After that, Telethon criticism died down. Other telethons 
-the Easter Seals', United Cerebral Palsy's -changed somewhat, 
adding more disabled adults and offering more segments on 
things like "independent living" which those in the disability 
rights movement had urged. 

MDA briefly hired a disabled man, Steve Lockman, in an 
effort to deflect criticism that they had no one on staff with the 
disease they were seeking to cure. But Lockman stayed on the job 
only a short time, quitting in disgust and accusing MDA of 
lacking any intention of reforming. 

And Jerry Lewis kept on being Jerry. 
Perhaps MDA had simply hired a new ghostwriter for the 

annual pap piece that ran each Labor Day weekend in Parade 
magazine under Lewis's byline. But the 1990 one, published in 
the September 2 issue of Parade magazine, took a new twist: 
"What if the twist of fate that we hear so much about really 
happened? What if, when the gifts and the pains were being 
handed out, I was in the wrong line?" Lewis began. "What If1had 
Muscular Dystrophy?" was its title. 

"1 decided after 41 years of battling this curse that 
attacks children of all ages, I would put myself in that chair, that 
steel imprisonment that long has been deemed the dystrophic 
child's plight," he continued. 

"I know the courage it takes to get on the court with other 
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cripples and play wheelchair basketball, but I'm not as fortunate 
as they are," Lewis wrote, halfway into the piece. He had so far 
managed to include nearly every term or concept offensive to 
disability rights advocates, and his next sentences would work 
in the others: "I'd like to play basketball like normal, healthy, 
vital and energetic people. I really don't want the substitute. I 
just can't half-do anything. When I sit back and think a little 
more rationally," he continued, "I realize my life is half, so I 
must learn to do things halfway. I just have to learn to try to be 
good at being half a person." 

The article outraged disability rights activists nationwide 
-in away little else has. TheRagreceived countless copies of the 
article for our "We wish we wouldn't see . . . " pages. In Chicago, 
Cris Matthews and Mike Ervin, a brother and sister who both had 
forms of Muscular Dystrophy and had been MDA poster children 
in 1961 and who had been active in ADAPT actions and had 
started a group called AccessAbility Associates, decided to do 
something about it. 

Two months before the 1991 Telethon, Matthews wrote to 
Robert Ross, Executive Director of the Association, a deceptively 
simple letter. "The wheels are in motion to begin the campaign 
to remove Jerry Lewis from your Telethon," she told him, by way 
of introduction. "We intend to keep at it until he is no longer 
associated with MDA, and the negative, degrading nature of the 
Telethon is changed to reflect the truth about life with muscular 
dystrophy and disability in general." 

The Association, she charged, was "expert in exploiting 
the worst side of disability and, with the eager assistance of 
Lewis, has made us out to be nothing more than pathetic burdens 
to society, whose only desire is to walk. Much attention is given 
to the kids who may not live to adulthood, but for those of us who 
do live on, not one word or one dime is devoted to the concept of 
independence." Lewis's Parade article, "full of the condescend- 
ing paternalism the Association foists on the viewing public, is 
an outrage and an insult," she told Ross. 

"No one is negating research or the individual's desire to 
be cured," she wrote. What they objected to was the paternalism, 
"the attitude that stresses that, no matter what one does, life is 
meaningless in a wheelchair." 

Ervin went further. In an October letter to Ross, he threw 
down the gauntlet. "Deny Lewis] is never going to change hls 
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stripes. He will continue to be a liability to you as long as you 
keep him around." 

Jerry Lewis must go, Ervin said; there would be no 
negotiating the point. 

In announcing the kickoff of their fight against MDA, 
Matthews and Ervin, who had dubbed themselves "Jerry's Or- 
phans," listed the group's demands: MDA would have to "enter 
into negotiations with a group of consumers with disabilities of 
our choosing to determine how or if the Telethon can be restruc- - - " 
tured so that it does not continue to sabotage the hard work of 
those in disability rights"; the charity would have to stop using 
"the archaic and degrading word 'patient' to describe those i t  
serves" and replace it with "something more dignified, like 
'client' or 'consumer' "; it would have to provide services for its 
clients' "more immediate needs, including advocating for their 
rights" and it would have to put people with disabilities into 
"meaningful positions of power" within the organization. This 
included putting disability rights advocates onto its board. 

"We are not necessarily out to put the Telethon - or MDA 
- out of business," he wrote, 'but we are definitely out to put 
Jerry Lewis out of the disability business." 

Whether putting Lewis "out of the disability business" 
would cause the demise of the Telethon or MDA, Ervin told Ross, 
"is totally up to MDA. We wish to avoid it as much as you do, but 
we will do our battle on whatever field you choose. 

"As long as you cling to Jerry and your charity-laden 
fashion of depicting the disability struggle, the fight will 
continue," Ervin wrote. 

Though Kemp had fired the first fusillade, now the battle 
would start in earnest. It was a battle that "would continue to - ~ - - ~  

grow,'' Ervin warned Ross. "We will challenge you in greater 
numbers; we will protest in your local offices. We will pressure 
your corporate sponsors to pressure you. We will make Jerry 
Lewis and the pity pitch as much a liability for you as he is for 
the rest of the community of disability," Ervin warned. 

"You can choose to doubt our ability to win this fight," 
Ervin continued; " but we have been in bigger fights than this." 

Matthews, as it happened, was on the list to receive a 
motorized wheelchair from MDA. That fact would be publicized 
relentlessly by MDA to smear her reputation; Matthews says 
MDA got information from medical records of a Chicago-area 










