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FOREWORD

by John S. Young, MD
Director
National Spinal Cord Injury Data Research Center

What drives them? Whence comes their
superhuman motivation and courage? What separates
the Gimps and the Crips from the invalids? These
sophomoric questions plagued me during the early years
of my professional association with spinal cord injured
persons. Only after years of peripheral involvement in
their lives, including some deep friendships, did I realize
that they are heroes, but only in the sense that all
human beings have the capacity for heroism,
particularly when they have no other choice. To this
day, I have never ceased to be amazed at the ability of
common, ordinary people to overcome adversity. The
lives of the characters in this book testify that it isn’t
easy, but it can be done.

Certainly, OPTIONS is must reading for all spinal
cord injured persons when the time comes to make their
decision —some early, some late —“What am I going to
do with the rest of my life?” The candid, pragmatic
counsel of those who have gone before can be helpful.

Rehabilitation professionals, regardless of their
level of expertise and experience, have a major
handicap in understanding the desires and despairs of
their “patients”. They haven’t been there! This book
provides an intimate glimpse beneath the surface. This
is where the action is. Rehabilitation is a people
business and you have to know the territory.

OPTIONS is not only a book about the spinal cord
injured. It deals with adversity and catastrophy;
challenge, motivation and desires; and success. It is
strongly recommended for all able bodied people.
Sprinkled throughout the pages are philosophical pearls
to be harvested by men and nations. The human race
can and will survive catastrophy. People do it every
day!



Preface

In 1968, I broke my back. The helicopter I was
filming from unaccountably flew into a mountain.

I was a model patient. I was cooperative, cheerful
and spoke confidently of the future. I left the hospital
two months to the day after I had arrived, and every-
body thought I was about the flashiest gimp in the
history of the University of Colorado Medical Center.
On the day I left, I got into my new hand-controlled
Plymouth, picked up some groceries, went to a liquor
store, met my parents at the airport (they’d flown in
to celebrate my discharge, of course, not to help)
and we all went to my new apartment to toast a new
life. By then I was a little too tired to rejoice, but it
was good. And I was glad for the help.

At three o’clock in the morning, my parents
wheeled me back to the emergency room because my
overworked stomach muscles had gone into spasm.
Ignominious. Two months in, eight hours out. A shot
of Demerol got me back to the apartment in time for
breakfast.

I returned to work that week. This was a clear sign
to the Department of Vocational Rehabilitation,
Workers Compensation, the hospital staff and to me
that I was fully rehabilitated. Remarkable. Instant
recovery. A sixty-day wonder. Everybody loves a
winner.

People still admire the way I have responded to my
injury. They’re sure I have all the answers. I now want
to dispel that notion. While I cannot act on stage, tell a
joke, mimic an accent or lie with conviction, I have
fooled myself and others throughout these 12 years of
paralysis. Fact is, I never did know what was going on,
never did have the answers. Yes, the years have been
OK. A few have been spectacularly good. One was
spectacularly bad. Yes, there are easier ways to live.
Yes, there has been compromise, but there have been
great loves, great events, great moments. Yes, there
has been great happiness and great unhappiness. But
what characterizes those years is not happiness or
unhappiness, but change. Really, the only thing I know
for sure about those years is that they sure were
different.

The point to get straight is that I’'m not a joyful
bundle of psychological acceptance, my middle name is
not Everhappy, and I still don’t have the answers.

That’s why I got 54 other people to write this book
for me. No one of them has the answers either, but
collectively, they know a great deal. They know a lot of
what you need to know, and I feel honored to be a
conduit.

The hospital where I spent two months was not a
specialized spinal cord injury unit, yet I received
excellent care. The only thing lacking was exposure to
other cord injuries, other people who shared my
predicament and had experience in dealing with it. This
didn’t seem to be a problem at the time, and I was
probably relieved not to have to confront other
wheelers. It took me 10 years to realize that not only
had I missed something important, but that I was still
missing it. Some part of me was still broken, and was
being steadfastly ignored. So in meeting and talking to
the people in this book, I was searching for what I
might have found a decade earlier had I allowed myself
the company of experienced cord injuries. It became a
journey of personal discovery, a game of identity hide-
and-seek.

Once embarked upon this Giant Plagiarism, this
picking of other brains, I found myself recognizing the
experiences of others. The same things had happened
to me, but had been stored somewhere below the
surface of my normal recall. Bringing this body of
experience into the light, into an area of availability and
utility, has been enriching beyond all measure for me. I
want you to share this experience so that you will not
have to muck about in the wilderness for years, as I
did, to acquire it by yourself. The wheel does not need
to be re-invented, and why not take a free ride when
offered?



PART I

Observations and Advisories



A Story

Once, a person was severely injured. So severely, in
fact, that the person suffered motor paralysis and the
loss of many body functions normally taken for
granted. It was soon discovered that complications such
as bladder infections, contractures, pressure sores and
spasticity were to be added to these trials. Furthermore,
the injured person faced a lifetime in a wheelchair,
experienced catastrophic disruption of personality, was
extremely fearful of future relationships with family and
friends, and had no means of support even though the
torrent of hospital and doctor bills failed to reflect this
fact. The institution to whose care this person was
committed, however, provided all possible care and
counsel and then, through a carefully conceived blend
of incentive and disincentive, returned a changed person
to a new world. The new world, viewed from a new
wheelchair, was bewildering.

One dilemma was obvious: to cope or not to cope.
To cope meant to work and play and live and love as if
nothing had happened. But something 4ad happened.
Not to cope meant to refuse responsibility for personal
health and welfare, to allow physical and psychological
complications to bankrupt rehabilitation. Suicide was
even considered, and nobody knew for sure if that was
coping or not coping.

All the options seemed lousy.

We are the spinal cord injured. There are hundreds
of thousands of us in America, and about ten thousand
more every year. Although 82% of us are male, we
come from all races, places, ages, occupations,
educations and income brackets. We’re all badly hurt,
and many of us don’t know what to do about living this
way. It’s a very good thing, therefore, that the world is
full of people with injuries like ours who have coped,
who are glad they are coping, and who give to the
human race in full measure for what they take. This
book is not only about these people; it is largely by
them. This is their book, and it’s for you.






A Very Brief Glossary of Terms

and Abbreviations

AB, AB’s, AB’d

CIL
DVR

Level of Lesion

NSCIF

Paraplegic

PVA

Able bodied people . Not pejorative.
Sub-types: TAB’s, who are tem-
porarily AB’d and SAB’s, who are
severely AB’d.

Center for Independent Living.

Division of Vocational Rehabili-
tation. The state “agency of last
resort” which can provide a lot of
help. Also called DR, VR and Voc
Rehab. DVR is used here for
consistency.

Locates spinal cord damage by
reference to the adjacent bones of the
vertebral column. Cervical lesions,
the highest, generally cause dysfunc-
tion in upper and lower limbs.
Thoracic and Lumbar lesions
usually result in lower body
paralysis. See page 21.

The National Spinal Cord Injury
Foundation. A national advocacy,
research and information coalition.
NSCIF is a merger of two former
organizations, The National Para-
plegia Foundation (NPF) and the
New England Spinal Cord Injury
Foundation (NESCIF).

Or simply Para. Someone with paral-
ysis of the lower limbs. Paraplegia,
the condition, is sometimes used to
include quadriplegia (e.g., NPF)..

Paralyzed Veterans of America. A
national organization representing
paralyzed veterans. Non-vets are
welcomed.

Quadriplegic

Rehabilitation Act
of 1973

SAR

SCI, SCI’'s, SCI'd

SSDI
SSI
Wheelers

Or Quad. In England, a tetra-
plegic. Someone with some paral-
ysis of both upper and lower limbs.

Your bill of rights as a disabled
person. Section 503 of this act con-
tains the buzzwords Affirmative
Action (employers with federal con-
tracts must hire, promote and
actively recruit disabled people) and
Reasonable Accommodation (the job
must be made accessible to you).
Section 504 requires recipients of
HEW monies such as hospitals,
schools, many non-profit corpo-
rations and state and local agencies,
not to discriminate against disabled
people in employment, promotion
and benefits.

Sexual Attitude Reassessment
Seminar.

Spinal cord injury, spinal cord
injuries, spinal cord injured.

Social Security Disability Insurance.
Supplemental Security Income.

Currently, this seems to be the
scrupulously polite term for anyone
in a wheelchair. Also cripple, dis-
abled or handicapped person and
invalid (I always loved that one).
They’re just words and have no
power to hurt unless used with
malice—an experience I've never
had. Gimp and Crip are words used
often and fondly by many of us.
Chairperson, I'm sure, is also
appropriate.



Expectations

Giveaway

I'd like to give you something, something really
fine, and I don’t know how.

Listen: Something hard has happened to us both.
and neither of us likes it. You’d have to be a little nutty
to like it, despite the inexplicable fact that you’ll
encounter lots of us who say our lives have been
improved by our accidents. Strange. Still and all, I
don’t think it takes much heavy thought for anyone
who’s broken a back or neck to realize that big changes
are coming and that nobody is giving anybody much
choice in the matter.

What I want to give you is not a pep talk, sermon,
complaint or even advice.

I don’t want to give you a lot of how-to-do-it
information about SCI, because others are more
competent to do this and have done it better, as noted
in the bibliography.

I don’t want to project for you an image of
yourself, because that would be presumptuous; and I
know that right after I broke my back I wouldn’t have
identified much with the way I see myself now.

So what’s to give? Here I am, a paraplegic charged
with inspiring all you newcomers to a cheerful
acceptance of wheelchairs, respirators, braces, catheters
and cystometrograms, and I don’t even /ike those things.
A friend suggested I call this book THE JOY OF
PARALYSIS.

I don’t want to tell you that life will become easier,
or the choices simpler, or that SCI is in any way
beneficial to one’s mental and physical health, because
those things aren’t true.

I do want to tell you that this monumental
inconvenience can be lived through, lived with, loved
with, laughed with, surmounted, shared, transcended
and that —look out, here comes the pitch—YOU
HAVE NOT BEEN DEPRIVED OF CHOICE.

You haven’t been deprived of choice. You do have

a lot of options. You can be OK if you choose to be
OK. The future, however unfathomable, is yours. There
are more than enough things you can do after a broken
back or neck, and some of them you’ll like so much
that you'll be unable to contain the joy.

(I was a shy kid. I remember the first time I got
drunk in a bar, loose enough to dance with an abandon
my sober self denied me, then leaning against a urinal
and thinking: There’s too much fun here. I can’t hold it
all in. Later on, I thought the same thing skiing waist-
deep powder snow in Jackson Hole, climbing
mountains in Antarctica, floating in the arms of peyote
back when it was still legal and kayaking after my
accident. When your cup of rewards runneth over, it’s a
good time. My cup still runs over about as often as
anyone else’s. So will yours.)

I'm not religious. 'm not a saint. 'm not free of
occasional depression, nor am I an incurable optimist.
So ’tis not I offered up as example, but a farflung and
chaotic scramble of wheelers, gimps, cripples and
whatnots who have not only survived, but are happy
they did.

It seems important to stress that these people were
easy to find. For each of us profiled here, there are
many thousands of others living equally vital lives. It
should also be said that I don’t expect you to identify
fully with any of us. Wheelchairs don’t make us alike.
What’s more, wheelchairs and braces don’t look good to
anyone until they bestow their gift of mobility. Until
that event transpires, they are the stigmata of everything
you don’t want. And not everyone wants to be a lawyer,
a jock, a city dweller, a parent, an employee or an
employer. Everyone does want a life that brings
satisfaction. While none of the people in this book may
lead lives matching your goals, they do offer proof that
lots of wheelers are meeting their goals.






Kid Stuff

I have lived two lives, both reasonably successful in
the eyes of others, but, as lives will be when they’re
your own, both mixtures of success and defeat. One life
preceded my accident, and the other follows. One is
over, at the age of 31, and the other, in its adolescent
stage at 43, is just a kid.

Like all adolescence, my second life is joyful and
cranky, ecstatic and troubled. Quick to overreact, it
jumps from extreme to extreme, is opinionated beyond
words, and is subject to youthful exuberances and
depressions which lack the maturity to coexist. In short,
my balance, my perspective, my sense of humor are
easily messed up by being too polarized, too black and
white.

Shucks, is that all?

New things in life are usually welcome. Getting
married, having children, moving into a new house, job
or relationship —they’re not fun because they’re easy.
They’re fun because they draw more substance from us,
because they make us rise to new occasions and become
larger people. So it should be with a second life. It’s
new and you’re alive and the opportunity to jump in is
rapidly approaching.
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Change

“I wasn’t very damned happy about getting my
neck broke!”
Don Rugg

“I really didn’t understand what happened to me,
you know. I thought if I went to the hospital, they’d
give me something and I'd get better.”

Deanna Gonzales

“The first doctor I asked, in Belgium, said I'd be
walking in six months. The next one told me nine
months. And I thought, Jeez, if it’s going to be nine
months, then I just don’t want to live if I have to wait
that long. So I stopped asking questions then, because I
thought the next one would be even longer.

“I knew, without any doubt in my mind, that I was
gonna walk again, and nobody ever told me that I
wasn’t gonna walk again. I can’t even pinpoint when I
learned it was permanent. I know what the process was.
It was when I was out at the University of Illinois and
saw some of these people that had been five and ten
years since their accidents, and these poor bastards
weren’t walking yet””

Sharon Wilkin



Recovery and Rehabilitation

Some Frivolous Thoughts on a Very Serious Subject

Recovery is what we want.
Rehabilitation is what we get.

By now you know that surgeons can’t repair spinal
cords and that recovery is exceedingly rare. There have
been isolated cases of hysterical paralysis cured through
hypnosis, but no cases of traumatic paralysis being
cured by anything. Your best shot is having an
incomplete lesion, in which case nature sometimes
squeaks through, a little at a time, and there is then
some return of function. Complete functional return is
very unlikely. So rehabilitation is the task at hand.
Rehabilitation’s job is to take your body as it is and to
maximize your capabilities within recognized
limitations.

This is a difficult acknowledgment. Rehabilitation
seems only second best, which is exactly what it is. To
fully accept rehabilitation, for most of us, is to
effectively abandon recovery. Rehabilitation can give
you strength, re-education, skills and real improvement,
but no cure. Many people find this an easy bridge to
cross, and a few find it so upsetting that they
temporarily want out of the game.

Your body: love it or leave it? The contemplation
of suicide, as a singular experience, is pretty common
and is not at all the same thing as being suicidal. It’s
a valid question, not one to hide or be ashamed of, and
it’s a question which should be dealt with very directly.
Don’t delay, because suicidal thoughts are crummy
companions on lonely nights. Ask yourself whether you
want to live or die. Ask out loud if necessary, but get
the question out in the open and out of your mind.
While you’re at it, ask yourself if you have enough
information yet to make an intelligent decision.

Many SCI’s have told me that they once
contemplated suicide, usually soon after their accidents.
They were all, of course, still alive when I met them. In
fact, while provable suicide is not unknown in SCI, it is

uncommon. But self-destructive refusal by the
individual to take responsibility for his or her own
health is quite common. (If you want percentages and
numbers, see Roberta Trieschmann’s book, cited in the
bibliography.) Somehow, malign neglect seems like a
particularly wishy-washy way to make a statement.

And then, suicide has disadvantages that exceed
even those of SCI. You’re in a bind, and the only way
to proceed is to proceed.

If we can’t get off our asses to do something, then
the next best thing is to get on our asses and do
something. Screw it; just do it. Get up, get started, get
going. You can always Kkill yourself later. Then, when
you’ve picked up some new skills, you’ll know enough
about what you can do that your curiosity might be
aroused. So give rehabilitation a try, because it’s what
you need. And refer to the next chapter to see if you’re
in the right place to get it.




Is This the Right Place?

Large general hospitals, where most people land
after any kind of major injury, are magnificently
equipped and staffed to handle the acute phases of
pretty much any trauma. What they tend to be less
good at is the extended specialized care and
rehabilitation services required by SCI.

All SCI treatment is not created equal. It varies
from excellent to atrocious. Recognizing this fact, the
National Rehabilitation Act of 1973 designated 11
Regional Spinal Cord Injury Centers, some of which
have satellite units. The number of centers has now
grown to 15. If you are in one of these centers, you’re
extremely fortunate. If you’re not, and over 85% of new
injuries are not, then you need some criteria for judging
the quality of the care you are getting. It may be
excellent, but you need to know if it’s not.

You need medical and nursing personnel with
extensive experience in the management of SCI. Seeing
three or four SCI’s a year is not adequate qualification.

You need Whole Body Care. Most hospitals are
collections of diverse services which surgerize, repair
pressure sores and treat urinary infections, contractures,
pulmonary complications and troubled psyches only
after these needs have been created by incomplete
preventive medical care. A good SCI facility will assign
one doctor who specializes in SCI (not neurosurgery) to
coordinate the work of the rest of the staff. That is, he
will act as an advocate for your whole body, not just
your individual parts. He, with your diligent
cooperation, is your insurance against preventable
complications.

You need the company and counsel of people with
injuries similar to yours. Unfortunately, this is your
most alienable right. In a large city hospital, you’ll be
lucky to find three or four other SCI’s, and you’ll
probably only see them going the other direction down
a hallway on a gurney. In any SCI Center, there will be
dozens of other SCI’s, and you’ll spend most of every
day with them. This might sound depressing to you. It’s
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not. It’s creative and invigorating. In addition, there is a
constant flow of old grads returning for occasional re-
evaluation. The sheer quantity of information, the
multitude of coping ideas and solutions and the ease of
communication when all present have similar concerns
are truly galvanizing. These people are far and away
your best advisors and your best access to information.

You need therapists and counselors who are
specifically trained in SCI, and the facilities (gym,
weights, mats, bars, bracing, adaptive devices,
recreation facilities, etc.) for effecting your
rehabilitation.

A few general hospitals can provide you with all
these things, and well. So can a number of
rehabilitation centers outside of designated Regional
SCI Centers. See how you feel about the considerations
below, then make a decision. Remember that SCI
Centers can’t work miracles. They can no more repair
spinal cords than any other hospital. They can get you
up and moving, and that is the present need.

e If you're expending most of your time and
energy fighting recurrent pressure sores or bladder
infections, you’re in the wrong place.

e If you can’t get frank and specific answers to
your questions about emptying your bladder,
moving your bowels, or your sexual or
occupational expectations, you’re in the wrong
place. For that matter, you’re in the wrong place if
those questions are difficult to ask.

e If all or most of your time is spent in your room,
even after the acute phase has passed, or if you are
moved only once daily for an hour in a physical
therapy cubicle, you’re in the wrong place.

e If you have the feeling you’re being hidden,
you're in the wrong place.

e If you're not being taught to become a genuine



expert, the expert, on all aspects of your own
health, you’re in the wrong place.

Treat yourself right. Give yourself every chance. It
behooves you to get to a good rehabilitation facility to
be kind to yourself, and it behooves your insurance
company or financial aid source to expedite your
transfer because better care is cheaper care. That’s
because you’ll be out of rehabilitation faster and
healthier and better equipped to stay out. Don’t let your-
self be victimized by incomplete knowledge of your
condition and of your abilities. And most of all, don’t
allow yourself to be filed away in a neurological ward
or nursing home without examining all the alternatives.

“Keep active, keep trying things, and don’t find the
answer. Don’t let someone tell you you’ve found
the answer, because if you do, by God, it’s gonna
be an institution or it’s gonna be a nursing home or
it’s gonna be invalidism in your own house.
Because that’s the answer, statistically, that most
paraplegics and quadriplegics have and get. Keep
doing things, keep making mistakes, and don’t
follow all the instructions because you will not find
new behavior that way. And if you don’t find new
ways of behaving, you aren’t going to find new
reinforcements. You’re not gonna get paid off in
novel experiences, so your life is gonna become
very constricted. I guess what I’'m trying to say is
that if you find yourself in this kind of constricted
life, and you don’t want it, then keep wigglin’, keep
movin’, stay alive.”

George Hohmann

Corners

Let’s say there exists a corner which you have to turn,
and after that you’re home free. Not that you’ll take up
pole-vaulting again, but just that your life will settle out
into a reasonable and workable thing once you’ve
turned the corner. Maybe the corner is the point at
which you concern yourself more with the activity and
less with the anxiety of living.

Corners need some examination —they’re
potentially tricky. Like, is turning the corner just a
defeatist acceptance of the unacceptable? An act of
faith, which is fine if you’re of the faithful? Is it the
decision to live, as opposed to only exist? It might be
scary around the corner, then again, maybe there’s a
risk of fooling yourself into thinking you’re OK because
you want so badly to see around that corner. Perhaps
the staff has programmed you with insidious
intervention strategies and behavior modification lurks
behind every smile of encouragement.

Or perhaps you see something. A goal, a real
reward out there that’s realizable and worth working
toward. If so, if you have that awareness of a desirable
objective and sense that you can influence the odds of
achieving it, then you are home free. That’s the corner.
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