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Fibromyalgia, which almost no one had
heard of in the late 1980s, was mostly understood as a mere pretext
for malingering. Only two medical clinics in San Diego took it
seriously. Due to it not even being on the Federal list of
"approved diseases and syndromes," you could not get on Social
Security Disability for it no matter how crippled you were. You
could get on the more liberal State Disability program, but only
for six months, after which you were essentially consigned to death
on the streets.

 


The doctors had gotten me to where I
was no longer bed-ridden all the time and could walk up to two
blocks, maybe more. And while I could sometimes play guitar for an
hour or more, because it oddly conformed to the exact shape of my
curled hands, I still could not type enough to hold a job typing
full-time, and typing was involved in almost every job I was
qualified for. Additionally, I could not even do the remaining
old-fashioned jobs involving hand-writing, because, after about
ninety minutes my hands would give out. On any random day, my hands
could only be counted on to work for an hour or so. On a great day,
perhaps my hands would work for two hours. (My temp agency tried
every type of job to save me from bankruptcy, but at last I went
bankrupt and lost my car too, as there simply were not enough
accommodations at any job site for a person in my condition back in
the 1980s, or so we thought.)

 


Jobs not involving either hands or
legs were quite rare then, so, when my State disability ran out, I
was in a real fix.

 


I dared not ask my family for the
amount of help the few sympathetic souls around me thought I
should. My reticence to turn to my family in a whole-hearted or
consistent way began with the following incident: One time a
visitor had declared me a malingerer in front of the whole family
on some Holiday get-together. No one in my family called me a
malingerer, however the whole room fell silent. Then they all
looked at me and smirked. I desperately tried to explain my
situation, but the more I tried to explain, the more they silently
watched, grinning, as I twisted in the wind. They allowed me to
dangle that way and they did not offer any pushback to the
visitor’s assertion. After the get-together was over, I went to my
family members individually to see if they thought I was a
malingerer, but they all turned away silently and offered no
comment in support of me after this humiliating episode. The
overall atmosphere surrounding my chronic pain went on this way for
decades.

 


This has led to a lot of tension
between me and anyone being introduced to this dilemma, because
every time I would be in severe financial hardship due to muscle or
joint pain, people would all ask, “Can’t you ask you dad for help?”
Then I would explain the silent treatment I’d gotten around this
topic and how humiliating it was to never get an answer about it;
and why, therefore, I could not persist in asking for anything like
the kind of major life-support that folks were suggesting I ask
for. In fact, no matter how long I spent explaining how many
awkward and humiliating interactions took place with my family
around this, the reply always came again, “I don’t understand.
Can’t you just ask you dad?”

 


What sporadic help I got from my
family always felt so degrading that I often felt it would be
better to die on the street than to accept the random types of
irregular help I did get from them. I did accept aid, after all,
here and there, but always left such interactions feeling guilty,
inadequate, or somehow filthy.

 


Many friends also began to write me
off as a malingerer too. It was Southern California, in the 1980s,
and most people were solid conservatives whose party line was, "We
don't believe in being sick." (They believed illness was all a
matter of beliefs. Conservatives at that time had decided that even
aging itself was a belief problem; and so it was not unheard of to
meet people who said they "did not believe in growing old," several
actually saying to me that they could never die since they "no
longer believed in dying." And so elderly persons looking for
anything like deep sympathy at that time were largely out of luck,
because, as the New Agers had it, old age, sickness and poverty
only had one cause, and that cause was always negativity on the
part of whoever was suffering, period.)

 


At this time Republicanism was just
beginning to merge with the New Age movement, (and the heart of
this New Age Republican fusion, as my bad luck would have it, was
San Diego County). People were already dying on the streets of San
Diego, as the belief spread that illness was a sign of bad thinking
and that weak thinkers didn't deserve help, but rather a good "kick
in the butt." And so I was profoundly alone, afraid to ask for help
from most of the people I knew. I was isolated in a studio
apartment in a dangerous, heroin-laden, mugger-infested section of
San Diego right under the loudest jet-path in America. It was not
an ideal situation for a person whose nerves were already
on-edge.

 


My last State disability check had run
out, and I would need $300 to pay rent for my hundred-square feet
directly beneath the flight path. (Each night jet liners, diving
down at a steep angle to try to not to miss the runway, had to come
within thirty feet of my roof. This was one of the most dangerous
landings in North America at that time.) The roar of the jet
engines was deafening, and so my nervous system was starting to go,
and I was developing sleep disorders. However, it was the cheapest
apartment in San Diego, and there was no place else for me to go. I
would have to again attempt to go back to work, although I had no
idea what kind of work I might do, as the maximum time I could
picture myself spending out of bed in a working environment was
about four hours or so, sometimes only three.

 


Miraculously, about four blocks down
the hill, and some blocks to the right, was a typesetting company
that needed a courier to deliver galleys to their customers spread
out all over the county. As it turned out, they only needed someone
four hours per day; and while my hands were not good at any work
where the fingers had to be outstretched, they could curl around a
steering wheel, as, of course, the disease had already curled them
and that was now their natural position. Also, it turned out that
each of their customers had good parking close to the receptionist
desks I'd need to deliver to, so I would only need to get out of
the car and walk a few hundred feet, drop off the envelope and then
get back in the car. The whole thing would turn out to fit within
the precise parameters of my limitations, (although I worried that
trying to go four hours per day might be pushing my
luck).

 


Being in chronic pain 24/7 had driven
me insane; and back then they didn't easily hand out Vicodin to
Fibromyalgia sufferers, since most doctors at that time did not
even believe Fibromyalgia patients were suffering. Access to pain
medication would have involved a fight. And, in any case, I was
hesitant to become an opioid addict. It was insanity either way:
become a drug addict and go insane, or go without medication and
let the pain drive one insane. I decided not to become a drug
addict, but, I was still totally nuts. During the interview with
the typesetters, I flatly confessed that by then I was both crazy
and crippled and would need to be accommodated at every turn; and I
let them know that, even with many accommodations, I doubted I
would survive the experiment. Even so, they kindly gave me a chance
to survive.

 


The job worked out because the place
was a family-owned business and they felt as if I were kind of like
a disabled child of theirs, so they took great care of me. One of
my direct supervisors had a crush on me and she was a bit overt
about it, and sometimes a bit too aggressive, (and while this made
me pretty uncomfortable, I very much needed the attention; and so I
went along with everything, because I really needed a safe haven
from the world). So each day I took the sheets of typesetting and
put them in the back seat of the car and turned on the radio. (The
music gave me a shot of adrenalin to motivate me to try to hang in
there. This was back when The Cure, The Cars, REM, and The Police,
were everything to me.) Then I'd pull up to various publishers'
offices, hobble out to the receptionist desks, give them their
typesetting, then curl my wasted, little hands around the wheel and
head back to the office.

 


The job paid minimum wage and it only
involved twenty hours per week. My paycheck, after taxes, each
week, was about $75, which paid exactly rent, and nothing else. For
the first time in my life I used Food Stamps, Medicaid and assorted
charities in order to live. The friends who had not abandoned me,
came over and took me out to dinner when they could, and a nice,
eccentric artist down the hall provided free booze. (She even set
me up with her best friend, and so I had someone to date for a
while. That dating arrangement lasted a year, which, in those days,
for me, was above-average.)

 


And so I tried to carry on, (with
airplanes diving at the rooftop all night, with heroin addicts and
muggers combing our neighborhood), hobbling to and from the
courier's car, driving to and from the office, getting by on $75
per week and whatever I could scrounge up from other
sources.

 


As I look back, I realize that
probably my eccentric neighbor, along with the typesetting
business, saved my life. Without them, I'd have never had the will
to fight back against my condition. But with a little help from my
neighbor's gin, and a little help from her girlfriend, and with the
good conversation and friendship they both provided, I kept
fighting until I got at least a quarter of my old functioning back.
Later in life there would be further improvements with my
fibromyalgia, better doctors and better treatments. However, from
then on, I never really trusted my immediate family again. We never
regained our former closeness, and relations became strained,
artificial, cold and distant. Over the next thirty years, we
eventually pulled so far apart that there was nothing left and
absolutely nothing in common. I finally cut off all contact. We are
complete strangers now.

 


But I will always be grateful to that
little typesetting company for giving me a chance when I was at my
lowest point of desperation and not feeling sure of a single person
or institution on this planet. They kindly gave me a chance to
survive.
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There were no computers in the records
department back then. Each record had to be hand-written, then
typed, then microfisched, (a kind of microfilming on flat sheets).
The work was so backed up that the records department had to run a
graveyard shift. We were paid too well to quit, but the job made us
go nearly insane with sleep-deprivation, anxiety disorder and
depression. Even at midnight the station was full of people working
as the crime rate had gone out of control and was lurching toward
third-world levels, with seemingly no end in sight.

 


The graveyard shift clerical
supervisor was a suicidal Orthodox Catholic woman with a huge metal
cross between her breasts who had become morbidly obese and overtly
said she wanted to die, but her faith forbid suicide as an option.
My other very close coworker was a gay Fundamentalist Christian who
was attempting gay-to-straight conversion therapy, which was
causing him to be on the verge of a nervous breakdown. I myself was
forced to microfische the interrogations of rapists and killers all
night, having to see every detail of the grisly crimes that were
going on all around us with the chaos increasing every day beyond
hope of ever curing. We were all addicted to the good money and
didn't dare quit, but our jobs were driving us mad.

 


There was a front counter area that
was tended by a lesbian cadet whom the homophobic police officers
were continually asking management to fire. She too was often
driven to tears in this ocean of bigotry, crime and social decay.
We all knew these jobs were killing us, but we were also addicted
to the few workers we were close to, and also everyone loved the
shift commander who was one of those policemen who was a real hero
and would give his life to make sure he wasn't injuring anyone
unnecessarily. He always gave even the most dangerous of criminals
a chance to surrender peacefully, even though giving them those
chances had almost cost him his own life. The building was like a
ship of the doomed rolling toward the abyss.

 


Amidst the tension, giant potato bugs
and huge moths and weird spiders would crawl in, attracted to the
lights which contrasted with the horrifically pitch-black,
mugger-filled night outside. Sometimes a tensed up clerical worker
would shriek when some big bug would burst into the working space.
And so the commander would come up with a giant bottle of insect
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