
"A remarkable thing happened in 
Chambersburg, Pennsylvania ... If 
Phyllis Bailey, Chambersburg, Pennsylvania 

This is a story about the develop- 
ment of a post-polio support group 
in a small Pennsvlvania town. 
Composed of well-educated con- 
sumers and thus empowered to 
educate their personal physicians 
and to become partners in their 
medical care, the group was rec- 
ognized as a health advocacy 
model at a national conference 
sponsored by the Alliance for 
Continuing Medical Education 
headquartered at the University of 
Alabama, Birmingham, Alabama. 

I had polio at age seven and was 
given the whole gamut of treat- 
ments including the iron lung, 
years of physical therapy, bracing, 
and orthopedic surgeries. During 
the early '80s I discovered a post- 
polio support group in Bethesda, 
Maryland, where I was then living 
and working as a special educa- 
tion instructional assistant. There 
I learned about the late effects of 
polio, although I was not at that 
time experiencing symptoms. 

In 1990, I retired and moved 
with my husband, Walt, and our 
dog, Ginger, to Chambersburg, 
Pennsylvania. I started to experi- 
ence some symptoms and began 
searching for a local support 
group to have as a resource for 
future information and treatment 
options. One was not to be found. 

As a result of my search, our 
local Easter Seal Society asked 
me to determine if there was suf- 
ficient interest in forming a post- 
polio support group. 

After some local publicity, we held 
our first meeting in May of 1994. 
There were thirty attendees, some 
in wheelchairs or scooters, some 
using walkers or crutches, making 

it necessary for us to move from 
the conference room to the larger 
entrance hallwav. 

/ 

At our second meeting, the repre- 
sentative from our local hospital 
education department observed 
our cramped quarters and volun- 
teered their hospital lecture facili- 
ty, a recent addition, which is 
"handicapped accessible. " The 
Easter Seal Society has continued 
to make available their administra- 
tive staff to aid us in the printing 
and distribution of our monthlv 
newsletter. 

At these early meetings I heard 
amazing stories. One member, 
who had polio at age five and 
wore long leg braces with a pelvic 
band, had to be hospitalized for 
a fracture. During her rehabilita- 
tion, the physician demanded 
that she try to stand without her 
braces, a rather ridiculous request 
since she had needed such sup- 
port since childhood. 

As members talked and shared 
their experiences, there were tales 
of being misunderstood, misdiag- 
nosed, patronized by their physi- 
cians, and referred to psychiatric 
facilities. 

One morning while I was volun- 
teering, I cornered the hospital 
CEO and explained that it had 
become evident that there was a 
need to educate area physicians 
about the late effects of polio. He 
referred me to Robert Pyatt, MD, 
who was the physician in charge 
of scheduling weekly staff Contin- 
uing Medical Education seminars. 

After many attempts, I finally met 
Dr. Pyatt. His first words to me 
were, "How many people are we 
talking about anyway?" I was 

armed with a video, printed mate- 
rial, and our membership list of 
seventy-five-plus people. 

Together, we organized a pro- 
gram to educate our physicians 
on post-polio issues. Invitations 
were sent from the hospital to 
our personal physicians. Also, 
all group members encouraged 
their physicians to attend. I rec- 
ommended three speakers and 
Richard Bruno, PhD, now at 
Englewood Medical Center in 
New Jersey, agreed to lecture to 
the group of over fifty physicians. 
Also in attendance were retired 
physicians, physical therapists, 
occupational therapists, anesthe- 
sia specialists, and nurses. 

Overall reaction to the seminar 
was favorable. (The expenses 
of the seminar were paid by the 
hospital.) Our health professionals 
now recognize post-polio prob- 
lems and the need for pacing 
and not over-exercising and have 
a clearer picture of treatment 
options. 

Our support group is not unique 
and, for our part, we avoid non- 
productive gripe sessions. We 
focus on educating ourselves 
and have become well-educated . 
Members of our group are learn- 
ing how to talk with their physi- 
cians and thus be active partici- 
pants in their own health care. 
We feel it is up to us to keep 
abreast of information and often 
prepare copies of information 
with highlighted areas applicable 
to our individual needs for our 
physicians, who now welcome 
this information. One member, 
who has been intimidated by 
physicians, has now learned that 
doctors are approachable and is 
taking initiative and becoming 
more assertive in working with 
her physician. 

CONTINUED ON PAGE 12 
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