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We stand on the edge of a precipice
and most of the time we keep our eyes trained on the horizon where
we can see across
to our loved ones
to moments of joy
happiness
contentment.
Sometimes we lose our energy and our gaze turns downward
into the chasm
of despair
pain and
loneliness.
At those times we have to close our eyes and summon the courage
to go on
to find the strength within us
to go on and
once again Iif; our eyes toward hope in the fut

Ann McDonald, 2021
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MY HERO/YOUR HERO
By Maggie McKenzie II

I am not one for collecting heroes but I make an exception when it comes to one young man
whom I discovered in the late eighties when I first became ill with Chronic Fatigue & Immune
Dysfunction Syndrome (CFIDS). By 1989 It was becoming more and more difficult for me to work
and I began looking about for support. I found one patient support group in West Hartford,
Connecticut, run by a wonderful Patient with CFIDS (P.W.C.) Shirley Kiefer, and another well- run
group in Manchester, Connecticut run by another P.W.C. who was also a young mother and wife.
(Cheryl O’Donnell). In Massachusetts at that time, I discovered a state organization founded by
Bonnie Gorman and at that point, being run by their second board president, Gail Kanski and other
very active board members. I learned about this new -to- me CFIDS world from these women who
were learning themselves from a young man in South Carolina who was quickly leading his state
group into becoming the first national CFIDS organization.

He was a successful young banker, with a wife and two kids at the time he became very ill
with CFIDS. He was lucky enough to come from a wealthy family. His dad was in the steel business, I
believe. He could have just taken care of himself but because both he and other family members
were generous and motivated to help others, this new hero I discovered, was helping to form what
in short order became an incredibly successful and much needed national organization for our
illness, The CFIDS Association of America, Inc.

Its magazine, The CFIDS Chronicle, quickly became THE CFIDS resource. It was just stuffed
with the latest information on our illness and it became my lifeline as I began to investigate
forming a state group in Connecticut. This national group hired a lobbying firm, setting up our first
annual lobbying day, because they recognized that this national problem would require a national
political solution. It was not enough to form support groups. If we were to get attention from
doctors and our government it was going to require legislation and research dollars.

This hero also set up a research arm to this organization and he and his family donated and
encouraged others to donate a great deal of money to support the research of those physicians (like
Drs. Paul Cheney, David Bell, Charles Lapp, Anthony Komeroff, etc) who were actually interested in
determining the cause and treatment of this illness.

This new national organization was also able to hire on a small staff of healthy employees
(again thanks to my hero) to help run this organization. One of these was Kim Kenney who quickly
became my hero’s right-hand woman. She got used to his habit of calling her with more great ideas
very late at night or early in the a.m. mainly because he didn’t sleep well. She too quickly cared
about what was happening to all of us. It became a powerhouse organization and today much of
what this movement does is from copying what that first organization did for all of us.

Eventually as our Connecticut state group got off the ground, several of us put together the
very first international study of P.W.C.s sick for longer than ten years. As we got involved
nationally, I got to know more and more about my hero’s group and was invited to serve on its
executive board. Meetings in those days before zoom, met for 5 and 6 hours at a time on the phone.
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