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The First and The Last Generation
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Our generation of American polios, to steal a line from Franklin Delano Roosevelt, has had "a rendezvous with destiny."

We are unique. Thanks to astonishing advances in medicine over the last half - century, we are the first large population of severely disabled people anywhere to survive into old age. Thanks to the development of the polio vaccine, we are also the last generation of American polio survivors.

Doing the Unthinkable
We are the ones, as former Polio Foundation president Basil O’Connor once said, who "got born too soon" for the vaccine. There are an estimated 641,417 of us in America.

The timely introduction of sulfa drugs, antibiotics, assistive breathing devices and improved medical skills has allowed us to avoid the traditionally fatal urinary infections, pneumonia and pressure sores that in times past have shortened the lives of severely disabled people. 

Additionally, we have been the first major beneficiaries of the development of adaptive devices: folding wheelchairs, power chairs, hand controls, power steering and brakes, modern orthotics, air travel, computers, electronic communications, even electric can openers. With the help of America’s power - assist way of life, many of us have been able to function independently.

We were the first. The idea that disabled people could live independently - in fact, had a right to do so - was unthinkable before our generation of polios. Today’s young disabled people take it for granted. We were supposed to stay home and be quiet. But we didn’t. Instead, we pioneered independent living and disability rights.

In recent decades, it was leadership from the polios that founded the independent living movement in Berkeley, Ca., and led the fight for such landmark legislation as the Architectural Barriers Act and the Americans With Disabilities Act.

We have become not only independent, but the doctors, legislators, teachers, artists and active leaders in our communities. "Have you ever known a polio on welfare?" asked old Dr. Raper, now retired, when he was at the Warm Springs Rehabilitation Center in Georgia. And, in fact, a 1990 study shows that polios, regardless of severity of disability, have the same employment rate as nondisabled workers. We have been extremely productive citizens.

This extraordinary change in the lifestyle and well - being of all disabled people - a revolution without parallel in human history - has been achieved in a single generation. People such as FDR, Fred Botts, Evan Kemp, Justin Dart, Paul Longmore, Judy Heumann, Ed Roberts, Irving Zola, Leonard Kriegel and many, many other polios all over the country are the pioneers who made it happen. 

They changed the world forever for people with disabilities.

The Epidemics
Within the United States, polio’s rise and fall took place within the lifetime of a single generation. The first major epidemics occurred just before World War 1. In the summer of 1916 alone, there were 27,000 cases reported nationwide with 6,000 deaths. New York City was particularly hard hit: 9,000 cases and 2,343 deaths. Since New York was then, as now, the center of the nation’s media, polio received the full and hysteric attention of the press from the beginning.

Over the following decades, the epidemics became more severe and more widespread. By the late 1940s, virtually every summer brought its epidemic. It was frightening, and the constant publicity only aggravated the fear. No one knew how it spread, and no class or region of the country was immune. Parents were terrified their children would succumb to the disease.

The disease itself was a nasty business. A polio attack lasted no longer than a common cold, but it was extremely painful and dramatic. Its progress was unstoppable, and the extent of paralysis unpredictable.

A virus that attacked the anterior horn cells of the central nervous system, it came in two types - bulbar and spinal. True bulbar attacked the cranial nerves and was fatal. The spinal variety attacked the spinal cord and, in serious cases, resulted in permanent paralysis or death.

Polios had one great advantage over other major diseases. Unlike muscular dystrophy and multiple sclerosis, it was not progressive; once you had it and survived, you would get better. This did wonders for morale. With endless yet gentle exercise, semi - paralyzed muscles could regain a significant degree of function. With ingenuity and practice, may persons with high levels of paralysis could learn to live full lives.

Inventing Rehab
The principles and practices of modern rehabilitation and independent living were developed before World War 11 at the nation’s polio rehab centers, the first and most famous of which was in Warm Springs. The Georgia Warm Springs Foundation was founded in the late 1920’s by polio survivors, including the world’s best known polio, FDR.

Polios gathered at Warm Springs because they were dissatisfied with the rehab practices of the day. Standard therapy elsewhere consisted largely of muscle group exercises and rigid yet impractical bracing systems. Polio’s wanted to learn how to operate in normal life situations - dressing, toileting, transferring, driving a car - what later was called functional training. At Warm Springs, they hired doctors and therapists, and together they invented much of modern rehabilitation. Working with brace-makers, they developed equipment - braces, crutches, back supports, corsets, arm and hand orthotics - that are still in worldwide use.

For more than 30 years, Warm Springs was the center of polio life in America. In addition to those who were there for rehabilitation, polio families built vacation cottages on the grounds and in the town. Many were year-round residents. During the 1930s, 1940s and 1950s, Warm Springs - and its neighborhood - was a completely accessible community of severely disabled people leading full and independent lives.

When FDR was elected president, he built his vacation cottage, "The Little White House," at Warm Springs. He was in residence two or three times every year for the 12 years he was in office With Roosevelt came the diplomatic corps, the world press, the Secret Service and the US Marines. It made Warm Springs a glamorous place to be. And, in fact, for a few decades, olio was something of a glamour disease.

The American Way
During the Romantic Era, tuberculosis was the disease of choice. Think of the great heroines - Violetta in La Traviata, Mimi in La Boheme, Garbo as Camille. They were all carried off by tuberculosis, but not before they sang their last aria. This was the 19th century. In the first half of the 20th century, polio was the focus disease.

When Roosevelt created the National Foundation for Infantile Paralysis in 1937, it received unprecedented support from the American people. Throughout the Great Depression, World War 11 and the post-war years, the fight against polio came to symbolize all that the Americans of the time were most proud of.

The response to the great epidemics of the 1930s, 1940’s and 1950’s was nationwide and voluntary. Polios were taken care of by their neighbors and communities. The National Foundation and its local chapters provided care to all polios without regard to income or insurance status.

The immense cost of care and the search for a vaccine was raised by popular subscription with everyone participating - school children, neighborhood organizations, movie stars such as Mickey Rooney and Judy Garland and, yes of coarse, President Roosevelt.

The research effort was as complex as building the first atomic bomb or placing a man on the moon, but it was undertaken with absolute confidence that a vaccine could be found. The anti-polio vaccine was, again to quote Basil O’Connor, a "planned miracle."

It was all there in the polio effort - neighbor helping neighbor, American generosity and that can-do spirit. America at its very best.

Now, a generation later, many feel America has lost that sense of confidence in itself. The selfishness of the 1980s seems to have all but erased the sense of mutual responsibility and support that flourished during the FDR years. There is a feeling across the land that intractable social problems can’t be solved, that money spent is money wasted.

A Second Coming
Now the aging polio confronts a new terror. In recent years, a puzzling array of symptoms has been identified in the medical literature under the umbrella term post-polio syndrome. These include muscle weakness (sometimes in limbs not hitherto affected), overwhelming fatigue, severe aches and pains. 

It is arguable whether this is premature aging of polio-weakened muscles or a new pathology related to the live polio virus still in the body.

In either case, it is debilitating and disheartening. Aging polios are finding that their paralysis-weakened bodies are breaking down sooner and faster than would have been predicted by aging alone. In our old age, we find ourselves once again confronted with the same enemy we faced in our youth - polio.

This time, there is no optimism about getting better or stronger. There is only a warning: Take it easy or the weakening will accelerate, the pain increase.

There is another warning, one with wider application. Of course, everyone ages, everyone weakens and dies. But what is now happening to polios is also beginning to occur to other people with disabilities. Other people, seriously disable from other conditions, can expect their overstressed muscles and joints to wear out faster than those of nondisabled people.

This time there is no father figure like Roosevelt in the White House, no National Foundation of Infantile Paralysis to offer support and pay the bills. There is no national consensus to come to the assistance of disabled people. As more and more disabled people face premature debilitation from old age, will American society join together, pitch in and help? Don’t hold your breath.

Our "once and only" generation of surviving American polios has much to be proud of. We have had our "rendezvous with destiny." We began a movement that has spread across the world. Disabled people everywhere now demand their place as full and participating members of society. There is more to be done - much more - but it will be done by others.

As for us, we will bitch about our aches and pains, have a drink and, maybe, take a nap.

