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There are 1.7 million regular wheelchair users in the United State. Like anyone else, they work,
marry, have children, travel, play sports, and are full members of their community. Life on Wheels
makes sure they take full advantage of every available opportunity. It is the A-Z guide for all you
need to know about every aspect of living with mobility impairment. This unique book offers an
initial road map to the lifelong, complex, and fascinating road of the disability experience. Life on
Wheels is primarily a guidebook for those with a mobility disability, offering practical information
on how to:adapt your homechoose a wheelchairexplore your sexualitytake care of your body
and much more!
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ThereResourcesAppendixIndexForewordNo one signs up for a disability. We can’t choose how
or when such a thing might impact our lives. But we can choose what happens next; whether to
sit around and wait for the future to happen, or to jump in and make it happen.I chose the
second option. And while that may look like the obvious answer, it’s not necessarily an easy one.
At least it wasn’t for me. I worked hard to become knowledgeable about life with a disability. I
struggled to overcome fears. I dealt with the seemingly endless challenges of my new life as a
person with a disability.I wish I’d had this book.Life On Wheels is a unique and invaluable
resource for active wheelchair users ready to jump-start their life’s journey or explore new
options. Gary Karp has packed these pages with helpful information, personal insights and a
triumphant spirit, resulting in a book that takes you by the hand and confidently guides you
toward personal mastery.Being in a wheelchair doesn’t mean you can’t live a full and rewarding
life. The journey toward fulfillment begins when you believe you can, and continues as you do
whatever it takes to achieve your goals. Let Life on Wheels be your “travel guide” along that
journey, providing wise and wonderful learning tools to unleash your mind, body and spirit. With



this book, the more you explore … the higher you’ll soar!Gary has done an outstanding job of
taking over a third of a century of personal experiences and research during his own disability
journey, boiling it all down into user-friendly, bite-size nuggets of practical advice. There’s never a
dull moment, as he illustrates how exciting life can be when it has real purpose and meaning.
Best of all, this isn’t a “one size fits all” formula for fulfillment; rather, Gary will help you create a
truly customized approach for achieving a life of health, self-sufficiency, intimacy, and fun.As a
wheelchair user with a spinal cord injury since 1978, I know first-hand that overcoming great
challenges brings even greater satisfaction. When the wheelchair industry was content to
produce one bland, heavy, institutional chair after another, I co-founded Quickie Designs to
challenge the status quo. The result? We innovated a whole new kind of chair that enabled
millions of people to enjoy unprecedented mobility, opportunity, and freedom. We “reinvented the
wheel” and revolutionized the entire industry, helping wheelchairs evolve from institutional
heavyweights to liberating ultra-lightweights designed with cutting-edge materials, full
adjustability, modern styling, and a fun personality.Interestingly, I found myself not only in the
business of advancing wheelchairs, but changing broad perceptions about the people who used
them. With their Quickie chairs, users were seen as empowered instead of helpless, and by the
millions they were able to proudly take their places in every level of society. Today, people with
disabilities no longer let their wheelchairs keep them from working, traveling, raising families,
and making their mark on the world. And I’m both proud and humbled to have played a role in
that.But society still has a long way to go in providing the environment and resources that make
more possibilities available for wheelchair users. Which is why we need Life on Wheels now
more than ever. Gary has infused these pages with a spirit of self-advocacy, empowering people
with disabilities to insist on our innate right to realize our full potential. Here, you’ll find inspiration
not only for living well, but also for taking a leadership role in knocking down the obstacles that
stubbornly stand between you and your dreams. You’ll learn not to limit your challenges, but to
challenge your limits!I strongly believe in your potential. I deeply care about your right to the tools
you need to reach that potential. I highly recommend Life on Wheels for the inspiration and
motivation you need to not just survive, but thrive.Marilyn HamiltonParalympic
AthleteFounderENVISION (Speaking, Writing, and Consulting)Winner on Wheels (Children’s
Nonprofit)Co-FounderMotion Designs (Quickie Wheelchairs)Discovery through Design
(Women’s Nonprofit)PrefaceLife on Wheels was originally published in 1999 by O’Reilly &
Associates. I was proud of the book and especially proud to have received the kind of feedback I
had gotten—from readers and reviewers alike. Life on Wheels was just the book for people
facing changes in their mobility and independence. The late Barry Corbet, editor of New Mobility
magazine, wrote that Life on Wheels was “perhaps the best distillation of the disability
experience.”Life on Wheels was also the right book for family members and loved ones sharing
the experience of a recent disability. As I traveled and spoke, people would tell me what a
substantial difference the book made for them. It only took one such expression of appreciation
to prove to me that the two-plus years of work in the original writing was entirely worth the effort.



You are now holding the updated and refined second edition of Life on Wheels published by
Demos Health.I generally write in principle—trying to provide a core understanding of issues
and methods so that readers can apply these to their own lives and situations. This book has
never been so much about offering specific recommendations or prescriptive guidance (though
you’ll find a bit of it here and there) but instead is about empowering with information that helps
people make the best choices and find their own way.At the same time, in the eight years since
the book’s first release, I’ve gained a deeper understanding of the disability experience through
a wide-ranging involvement in the broader disability community. This was not the case when I
first began this project. My connection with the national disability scene has been a tremendous
source of insight and information and growth, which I have brought to the updating of this book.
So, I have gone through the entire text and refined the language, added a significant phrase of
embellishment here and there, struck some material that didn’t make a strong enough point, and
rounded things out with new paragraphs and sections. As great as Life on Wheels was in its first
life, it’s now truly new and improved.The impetus for the book, though, has changed little.
Thousands of people acquire or are born with characteristics that are objectively impairing. They
have a “disability,” a word that is increasingly meaningless exactly because it can mean so many
different things in so many different people’s lives. The prospect of using a wheelchair will always
—naturally and understandably—be a prospect one would not choose. The issue remains: once
it becomes your reality, what are the choices? What are the options? This is what Life on Wheels
answers for you.The Wheelchair—A Changing ParadigmThe wheelchair is widely viewed as a
symbol of illness and loss. Becoming a wheelchair user is to be avoided at all costs, even when
conditions cry out for an alternative method of mobility. People with progressive conditions such
as multiple sclerosis or amyotrophic lateral sclerosis do all they can to delay using a wheelchair,
feeling that to do so would be to surrender to their disability. Many people in the early months
after a traumatic disability resist the purchase of a customized wheelchair because they insist
they will walk again.Yet, those who have lived with a disability since childhood experience it as a
natural state. They don’t experience disability as a loss, they have not had to adapt to significant
changes in the way they function in the world, or they have not had to redefine their potential in
the context of their disability. To them—and to the people who have chosen to integrate their
disability into their full sense of self—the wheelchair is a treasured tool. They know it makes their
life possible.Those with no disability (a temporary condition, it is said, for most people) recoil in
horror at the thought of being “wheelchair-bound.” In their minds, it is a mark of tragedy, of lost
dreams, of pity, grueling effort, and regret. One becomes an object of charity—thanks to the
ubiquitous image in our culture of the “poster child”—who needs care and lifelong medical
management. It is an image fostered in the media in which films and television dramas
emphasize the extremes of either tragedy or the heroism of people with disabilities rather than
portraying the largely normal daily life that many chair riders experience. Newspapers typically
use the phrase “confined to a wheelchair” and write about chair riders as human interest stories
rather than as the whole people they are.These beliefs are simply not true. The wheelchair is a



tool that enhances quality of life. Wheelchair users are not always ill and are not condemned to a
life of no meaning or pleasure. Even for people with life-threatening illness, the right wheels
facilitate their ability to be out in the world, continuing their lives, partaking of the many realms of
human experience.All of this entails a simple choice that everyone must make: to live the
potential our life has to offer with our disability, or not. Most people arrive at the choice to live, to
figure out how it works, to reach out—or fight—for the resources that make it possible. They
become accustomed to a new public identity and learn to base how they feel about themselves
on their own view rather than adopting the prevailing social view, which they ultimately come to
learn is simply wrong.The human spirit in each of us gives us a remarkable capacity to adjust to
traumatic change. We learn that our spirit is whole and unaffected—and has nothing to do with
the ability to walk. Or use our hands. Or speak clearly. We learn that we can survive and thrive on
wheels, just as well as we could on our feet. Thousands and thousands of people prove this
point every day, but the wider society still has a way to go to take full notice.There is a huge gap
between the way our culture views disability and the truth of the experience. More than 54 million
Americans are thought to have a disability that significantly affects their lives. There are 1.7
million regular wheelchair users in the United States. Disability awareness and advocacy are
extending throughout the world, as people everywhere choose to be active and independent.
People with disabilities of ranging degrees of impairment are getting on with having a life—
working, marrying, traveling, playing sports, being full members of their community. They have
various limitations to deal with, but most will tell you that any difficulties they would ascribe to
their disability are more about misguided cultural attitudes and a political and architectural
environment that places unnecessary obstacles in their way.People with disabilities are not
“broken”; neither are they heroes. Like everybody, people with disabilities are simply
human.What This Book OffersThis book offers an initial road map to the lifelong, complex, and
fascinating road of the disability experience. This book is primarily a guidebook for those with a
mobility disability, with practical information about how to adapt the home, choose a wheelchair,
explore sexual identity, optimize health, and more. This book is designed to help people make
their adjustments sooner and more completely by explaining how one adapts to disability, and
by addressing misconceptions that only delay one’s ability to adapt. Throughout it I have tried to
foster the principles of choice, of control, and of everyone’s right to pursue their interests and
convictions.Life on Wheels is also an effort to explain that inclusion is an innate right for
everyone and that people with disabilities are excluded for reasons not based on a balanced or
realistic understanding of what is possible. It’s time our world caught up with the reality, closed
that gap, and allowed millions of people with disabilities to play their full role in society. A modern
disability movement of spirited advocacy on the part of people with disabilities has already made
tremendous progress toward that end. The disability movement has become increasingly
sophisticated and accomplished; the future will only continue to brighten for those of us living a
Life on Wheels.Why I Wrote This BookI’ve been living the experience since I fell out of a tree and
injured my spinal cord in 1973 at the age of 18. After 13 weeks of hospitalization and



rehabilitation I went on to college, obtaining an education in architecture; I have had an active
professional life as a graphic artist, manager, and consultant. Since the original publication of
Life on Wheels in 1999, I have devoted myself to being a communicator about disability issues,
having published a total of four books and speaking extensively across the U.S. at rehab
centers, universities, and a wide array of conferences, meetings, and businesses. I have kept up
my sidelines as a musician, juggler, and performer. I have traveled, moved to California, married
and divorced, married again and together with my wife raised an incredible yellow Labrador
retriever puppy, pursued spiritual interests, developed enduring and deep friendships, and given
and received support from my family.Well, you get the idea. It’s been a full life, marked by the
whole range of experience that is the nature of being human—ups and downs, successes and
failures. Not being able to walk has really been a pretty small part of it, in a way. In other ways,
my paralysis essentially defines who I am.This book comes from my desire to use my skills as a
writer to convey the truth of the disability experience, but it has also been a personal process of
facing my own disability identity. I was a “mainstreamer.” On a certain level I knew that I was not
comfortable being seen in the world as having a disability. I wanted to appear as “normal” as
possible, perhaps understandably because I had eighteen years of nondisabled identity still
inside me. I pursued my personal interests and goals, and had little interaction with other chair
riders.But writing this book has deepened my sense of just how much I have in common with this
large population of people with disabilities. We are not seen fully for who we are, but are
excessively defined in the world’s eyes by a mistaken conception of the meaning of our
disabilities—rather than the deep and universal truth of our souls. In the years since beginning
this book, and the wide range of experience I’ve had since as a writer, speaker, and advocate,
my own relationship to my disability and how it is integrated in my life has changed dramatically.
This is exactly the effect I hope this book will have on you.AcknowledgmentsThese pages come
all the more to life thanks to the many personal stories and experiences included throughout.
Some are in response to questions posted on my web site and others were drawn from online
discussions, all used with kind permission for them to be quoted here. My sincere appreciation
to the following people for sharing their heartfelt insights: Blane N. Beckwith, Blaze Henry Birinyi,
Chris Bourne, George Buckner, Steven Edwards, Michelle Gallagher, Rebecca Gavin, Annette
Hanna, Steve Hegg, Gary Hervey, Pauline Horvath, Paul and Jill Jacobs, Erika Jahneke, Jesse
Kaysen, Dawn Kellman, Warren King, Douglas Kruse, Emmett S. Land, Constance Laymon,
Linda Janine Lipe, Leeya Lowe, Kimber Mangiafico, Tracy L. Mankins, Francois Matte, Bob
Mauro, Stan Melton, Carol Swedberg Meyer, Anet (AMARIS) Mconel, Lois Klesa Morrison,
Tamar Magenta Raine, Dylan Ryall, Gary Schooley, Gale See, Gary Shakerdge, Marjie Smith,
Viki Solomon, RN, Michael Warner, Holly Waters, Chester M. Worwa, and those who wish to
remain anonymous.Those unfortunate enough to be included on my email list got a recruiting
request to be on the “Tricks of the Trade Team” for Life on Wheels II. The following generous
souls took the time to contribute their unique insights and experience which are also to be found
throughout the text. Much appreciation goes to Cheryl Angelelli, Bart Brophy, Anthony Tusler,



Bruce Cameron, Art Blaser, Adrian Dieleman, Erin Ryan, Santina Muha, Jaehn Clare, Jack
Osborne, Patrick Kenneally, Paul Tobin, Rosemarie Rossetti, Judi Rogers, and Yvette Cenerini.A
number of very gracious souls took time from their busy schedules to lend support throughout
the writing process. Special thanks to Ron Cohen, Barry Corbet, Tim Gilmer, Carol Gill, Deborah
Quilter, Sam Maddox, Stephen Rosenbaum, and Mitch Tepper, with particular appreciation to
Dr. Wise Young, for their ongoing and extremely generous help as the book evolved.One of the
most satisfying parts of the work was the process of interviewing people, including healthcare
professionals at the forefront of their particular domain of the disability experience. For their
openness and willingness to be quoted throughout these pages I thank Alex Barchuk, MD;
Cynthia Bishop; Michael Boninger, MD; Mary Lou Breslin; Doe Cayting; Jim Cesario; Dennis
Choi, MD, PhD; Paul Church, Ron Cohen, MD; Marcel Dijkers, PhD; Saunders Dorsey, Esq.; Jeff
Ewing; Ann Marie Fleming, MFCC; Carol Gill, PhD; Sheldon Ginns; Jody Greenhalgh, OTR; Bob
Hall; Deborah Kaplan, Esq; Naomi Kleitman, PhD; Sandra Loyer, MSW; Ron Mace; Linda Mona,
PhD, Providencia Morillo; Edward Nieshoff, MD; Linda Noble, PhD; Margaret A. Nosek, PhD;
Richard Patterson; Uli Salas, PT; Marco Saroni; Michael Scott, MD; Bonnie Sims; Denise Tate,
PhD; Louis Tenenbaum; Mitch Tepper, MPH; and Janie Whiteford.Special thanks to my
colleagues in the National Spinal Cord Injury Association, for whom I gained even more
experience as a writer and editor through my stewardship of the NSCIA newspaper, SCI Life. I
treasure the partnership of Marcie Roth, Eric Larson, and Tari Susan Hartman-Squire (who also
pitched in early with promotional efforts for Life on Wheels) and the irreplaceable Harley
Thomas, whom we lost in 2007. They also saw fit to honor me with induction into the Spinal Cord
Injury Hall of Fame in 2007 as a Disability Educator. The work is all about service to people with
disabilities, but it sure felt great to get this incredible affirmation from my community of
professional peers.Much appreciation to Joe Canose, director of the Christopher and Dana
Reeve Paralysis Center, who has so generously provided sponsorship for me to speak around
the country at rehab centers and to students in university programs of occupational and physical
therapy since 2002, and to the PRC’s Angela Cantillon, for handling so many important details of
this great program.And to Jeff Leonard, publisher of New Mobility magazine for his
cosponsorship of the Reeve program and for his partnership in my other book project, From
There to Here: Stories of Adjustment to Spinal Cord Injury.I am, as always, deeply blessed by
the enduring love and support of my family and friends: Margi and Morry Opperer, Carolynn and
Stacey Karp, Iris and Glen Goldstrom, Sylvia Baker, Mark Glasgow Johnson, Peter Winchell,
David and Kate Downey, Bob and April Garrity, Dieter, Lynne, Sophie, and Lena Gloeckler,
Jessica Jones, Alan and Elena Woontner, Frish Brandt, Richard Knight and Judith Lynch,
Lawrence Elkus, Daya Waldman, Laurie Brown, the Malls, the Reveres, the Cassidys, Rob
Robb, Lori Simon-Rosinowitz, Patricia Gleeson, Katherine Halsig, PT, Sherrie Foster, OT, and
Oscar and Sarah Ichazo. And, above all, my wife, Paula Siegel.This book would not exist without
the patience, experience, wisdom, and support of my original editor at O’Reilly & Associates,
Linda Lamb, who sought me out as a writer, and campaigned within O’Reilly to produce the



original series of Patient-Centered Guides. She skillfully guided me through the mysterious
straits and whirlwinds of first time authorship, and I am much the better writer for it. To the degree
that this new edition has risen to an even higher level, it owes to how I have continued to grow as
a writer and editor myself thanks to Linda’s mentorship.For this new edition, Noreen Henson
deserves my deep appreciation for her belief in the great value of this book and for her desire to
see it reach the wider audience that the first edition had yet to find. Thank you, Noreen, for your
commitment, for keeping me going on the updated manuscript, and for the vanilla latte at
Starbucks as it rained down in Manhattan.Despite the inspiration and contributions of so many,
any errors, omissions, misstatements, or flaws in the book are my own.Lastly, to people with
disabilities everywhere, please accept this work with my prayers that it make a positive
difference in your lives. I hope, at least, to have given you cause to consider that your boundaries
are a little farther out than you thought.Chapter 1RehabilitationBecause you are a wheelchair
user, optimizing your physical capacity and learning independence-enhancing skills are the keys
to reaching the full life potential that your body and medical condition allow. After your having
acquired a traumatic disability, a rehabilitation hospital or clinic is the place where you develop
these abilities. It is also a place with which you establish and keep a relationship for maintaining
your health, receiving specialized medical support, or possibly, where you participate in a
research study. It is a place of hard work, unique relationships, and challenges and opportunities
at every level of your life—emotionally, physically, intellectually, socially, and, for some,
financially.The rehabilitation process is designed to reduce the restricting effects of disability so
that you can enjoy life again and adapt to physical changes. Do your best to make the most of it.
Your time there is brief, and you may not get another chance to work with a group of highly
trained professionals assembled to help you adapt to your disability.Hope and AdjustmentRehab
is a place of safety, where you have the benefit of a controlled environment in which to do the
work of returning to your life on the outside. Being in rehab is also a challenging process of
considerable adjustment and emotion.This woman with an L1 spinal cord injury expresses the
dichotomy:The whole experience was valuable. I could never have progressed to being so
independent without it. However, I found it unpleasant because living in the rehab unit for four
months was like being in prison. The schedule of therapies was stringent. No freedom
whatsoever.Rehab is a chance to explore possibilities. A person who has experienced a
paralyzing stroke, spinal cord injury, or traumatic brain injury, for instance, might walk out with
braces and crutches or using a walker. Or you might wheel out. You and your medical team
should carefully consider what is physically possible and set your goals accordingly—with a little
room left for that occasional miracle.Dr. Michael Scott of the Rancho Los Amigos Center in
southern California tries to be realistic when people with brain or spinal cord trauma ask him the
“cure” question:I think we’re on the road to a cure. But I tell people that cure doesn’t necessarily
mean that you’re going to be up and running around again. A cure probably means we’re going
to find a way for you to be a little better and able to do more.Dr. Wise Young, Director of the
Neuroscience Center at Rutgers, State University of New Jersey, is concerned that some rehab



centers are too pessimistic when it comes to recovery from spinal cord injury:I certainly agree
that rehab is a place of safety, but many places are still discouraging the hopes of people who
are interested in recovery. Most rehabilitation centers, in my opinion, are unnecessarily
pessimistic. They emphasize that the goal of therapy is to make the most of what they have, and
many people are told that they should not expect much recovery. This is applicable only to a
minority of severely injured patients. The vast majority of patients with spinal cord injury recover
substantially.Use the rehab experience to keep yourself in optimal condition. By waiting for
recovery rather than working with what you have, you risk robbing yourself of motivation to gain
skills that might contribute to your degree of independence. Do the work available to you,
adapting as much as possible to your condition while working to foster your recovery. Learn skills
being taught, even if you don’t expect to be using them for long.Believing I would walk really
didn’t affect my participation in rehab. I guess it goes back to my being an overachiever or
something. I’ve always been the best at whatever I’ve done in many ways, so I set the hospital
record for getting out with my level of injury.How Rehab Has ChangedThe rehab experience has
changed much in the past 20 or so years. You generally are admitted to rehab sooner, and the
“length of stay” has gotten shorter. You no longer have the luxury of many months of adjustment
and training, which means that you will go home with less than your full ability—your inpatient
stay is just a beginning.There are plenty of things about rehab that are far better than 20 years
ago, including the following: The evolution of wheelchair design has advanced so far that rehab
professionals are now able to fit people to their ideal chair and extend their independence in
ways that had not previously been possible. Bedding and cushion technology have significantly
reduced the risk of decubitus ulcers (skin breakdown), which have often interfered with being
able to participate in the rehabilitation process. Assistive technology has evolved that gives
people with limited arm use much more control over their environment. Rehab centers
increasingly have dedicated staff who identify such solutions and provide training during the
rehab stay. Psychological, sexual, family, financial, and political dynamics of disability are
addressed in ways that they were not in the past.Shorter StaysStays of several months in rehab
were once common. Longer stays allowed people more opportunity to develop strength, gain
skills, and make psychological adjustments and for family members to prepare for the return to
home.Stays of several months are now very rare, given current insurance coverage. There are
exceptions. Veterans Administration rehab hospitals have achieved a much higher level of
quality than you might remember from the film Born on the Fourth of July. Veterans are more
likely to be sent home when they’re ready instead of when the clock runs out on insurance.
Those covered by workers’ compensation also sometimes fare better; some rehab centers are
able to exert more influence on funders. Some succeed at getting funded for an optimal length of
stay by the sheer force of strenuous advocacy, often asserted by a family member or friend. A
person’s claim must generally demonstrate that he or she is continuing to make gains in order to
be allowed to stay. However, much rehab work is slow and small gains are the natural pace. The
pressure to show progress can cause great stress.Longer periods of acute care in a hospital



before transferring into a rehab program were once the norm.I spent six weeks in a contraption
called a “circle electric” bed, which was used to alternate me from my back to my chest so I
wouldn’t develop pressure sores as I recovered from my surgery. Having had my broken spine
fused, I had to lie straight while it healed.The common practice now with spinal injuries is to
mechanically stabilize the spine with surgically-implanted “Harrington rods” and get you up.
There are often secondary injuries in traumatic accidents, such as broken bones, injured organs,
or even a brain injury. There might not be a full commitment to optimal medical stability before
heading to rehab. Some people arrive less than fully prepared to benefit as much as possible
from the intensive work of inpatient rehabilitation.For people who find themselves in rehab only
days after a disabling injury, it can be very difficult to commit emotionally to the rehab process—
assuming they are even medically stable enough for the hard work of rehab. Says Dr. David
Chen of the Rehabilitation Institute of Chicago:There was a time when we would never see an IV
pole on a rehab floor. Now it’s common.The initial, acute period of medical recovery can be an
important opportunity to make the emotional adjustment to disability and find out more about
what your degree of impairment will actually be. Some people do regain function, after all, and
this informs choices made in the rehab program.A person with a traumatic injury needs more
than medical stabilization. The psychological shock and its social implications can be massive,
but the short rehab periods that are now typical barely allow people to begin these adjustments.
Dr. Marcel Dijkers, a rehab researcher at the Mt. Sinai School of Medicine in New York City,
observes:The compression of length of stay forces us to treat people as “patients” rather than
being a socio-emotional development center where people can take time and think about what
has happened to them. In Europe they still have lengths of stay of four and five months with a
very low-key treatment program. It might look like they are just hanging around, but they talk and
interact and have the opportunity to adjust. Here, we essentially kick them out just as they are
starting the mental change process.Short stays also put the squeeze on patient services staff
who are trying to organize equipment, modifications, support resources, and financial coverage
you will need when you leave. Bonnie Sims directs the Patient Services Group at Denver’s Craig
Hospital. She says: “Resources may be out there, but the challenge is to call them into play
within the time allotted.”Despite shorter stays, rehab can become comfortable and safe
compared to the outside world, which can seem quite scary to someone about to return to that
world on wheels. Rehab staff are very aware of the danger of allowing people to get too settled
into rehab, where they are in a largely obstacle-free setting, are taken care of, don’t need to
discipline themselves thanks to a built-in schedule of activities, and are generally surrounded by
people who understand their disability. At some point, it is time to move on. And it is important to
not delay that time unnecessarily.Those with high quadriplegia have a number of unique issues
to deal with. They might use a ventilator to breathe and might rely more on others to get dressed
and get in and out of their chair. They are unable to do their own pressure-relief lifts and have
more extensive muscle atrophy, so they are at greater risk of developing pressure sores. Sores
limit the ability to participate in therapy and might make a longer stay necessary.Rehab



practitioners must squeeze much more treatment into much less time. Many mourn the fact that
they know they are unable to accomplish as much as they want and that people are not being
given sufficient time to adapt to what has happened. Since rehab now begins so soon after
injury, the focus is placed more on medical stabilization. Says Dr. Alex Barchuk, physiatrist at the
Kentfield Rehabilitation Hospital in northern California:Basically all rehab is doing is providing a
good environment for the body to heal. There are so many things that can go wrong—blood
clots, pressure ulcers, things like that—which really can affect the long-term rehab of an
individual.Sandra Loyer, clinical social worker at the University of Michigan Rehabilitation Unit,
sees that, rather than helping people to complete rehab, staff must teach people to do it for
themselves after they leave:All we can do is get them medically stable, teach them basic skills
like bowel and bladder management, help them attain what strength they can in that time, and
then they’re gone. We have to help them be able to advocate for themselves because we just
can’t follow through for them.In other words, having made the best possible effort to ensure you
get to rehab only when you’re good and ready, once there it should be recognized as a precious
opportunity that will last for only a limited time. Even if psychological strain is telling you to resist,
do all you can to keep moving forward with the guidance of the rehab team. You don’t want to
look back on this period with regret that you didn’t make the most of it. Your rehab stay, no matter
how long or short, will make an inestimable difference in the quality of life you ultimately
achieve.Not All BadIt can be beneficial to initiate the rehab process sooner so you can begin to
develop strength and skills. The goal of early rehab is to make the healing process more efficient
—which saves costs and also speeds your return to independence. This early rehab approach
can also head off certain risks associated with extended bed rest, including progressive
weakening, pressure sores, contracted muscles, infection, or falling into a depressive or angry
state. Any and all of this can interfere with your eventual commitment to the rehab
process.Shorter stays have also motivated rehab providers to tighten the efficiency of their
programs. The luxury of longer stays did not require them to design a rehab stay so that a
person made the most progress in the best possible time span. The pressure from insurance
companies has motivated providers to tighten up their systems, as well as to pursue more
detailed research into what really works. Dr. Scott of Rancho Los Amigos states:I don’t know that
shorter stays are all bad. I think we’ve learned to become more efficient, working at how to be
more critical about what we do, about what works and what doesn’t work. There’s a lot more
attention being paid to functional outcome.Different Approaches in Response to Short StaysAt
some centers, it has become common practice to send a quadriplegic home with a halo on and
discontinue therapy until it is time for the halo to come off. Rich Patterson has C5 quadriplegia
and directs the peer support program at the Santa Clara Valley Medical Center in northern
California. He says:They will send people home with a halo on because they feel that their
therapy has stopped. Once equipment can come off, they come back for therapy. People have to
use their own equipment or rentals and loaners. Most of those people come back with pressure
sores or are very dejected, confused, and frustrated.That does not have to be the case. A



quadriplegic man in his 20s states:I was happy to be sent home until my halo could come off. I
got to be with my family and spend time with my friends. They would take me to restaurants, and
we had a great time. I was in a much better mood by the time I went back into rehab.A greater
emphasis has been placed on outpatient services. Once your time as an inpatient has reached
its coverage limit, then the rehab process can—in fact, must—continue by regularly returning to
the rehab center for therapy and support. Outpatient services are also sometimes limited by
insurance funding, so you might require yet another round of persistent advocacy.An example is
the Do It! program at the Mt. Sinai Rehabilitation Center in New York City. The program includes
components such as aerobics, computer education, community integration, a psychotherapy
group, a technology group, weight training, and wheelchair mobility. Not only do the staff
members deliver outpatient services, but they foster continued contact with others going through
the same adjustments. They provide an opportunity to address specific issues—and skills—
involved in community reintegration, as well as the internal adjustments of being in the world as
a person with a disability for the first time. Says Mt. Sinai’s Jim Cesario:The Do It! program’s
philosophy is to emphasize health promotion, wellness, and advocacy rather than disability,
injury, and dependency. Trained peer mentors empower the participants by sharing their
knowledge and experience.Do It! is an example of a day program—sometimes called a “bridge”
program—where overnight stays are no longer necessary, but one spends a full day in rehab
activities on an outpatient basis. The full range of services, including occupational therapy,
physical therapy, psychology, and nutrition are available, all with an emphasis on community
reintegration. These have become an increasingly common feature of rehab
programs.TelerehabThe advent of the Internet, the low price and small size of video cameras,
and the presence of high-speed Internet in almost everyone’s home have fostered the growing
field of telemedicine. Certain kinds of therapy and information gathering can take place through
a videoconference without having to go to the rehab center at all. Some centers will send a client
home with a camera and connections needed for teleconferencing in order to help manage the
reentry process, to answer questions as they come up, or to assist with the continuing process
of home modification.Diagnostics can also be performed in situations such as the appearance
of a pressure sore. Clearly it is far more effective to be able to see someone’s home or skin or
posture in a wheelchair to help resolve such issues. This is likely to be a dramatically emerging
and more common technology, although some people have had difficulty being comfortable
using it.Too Far from HomeAn appropriate rehab program might not exist within range of where
you live. Many people travel to major regional rehab centers, such as Craig Hospital in Denver or
Shepherd Center in Atlanta. The inevitable discharge from the inpatient facility to a location too
far away for a day program means that a primary focus of the inpatient rehab plan should be the
design of a great home rehab program.Community-based rehab has arisen from the short-stay
issue, personified by Rehab Without Walls, a service of Gentiva Health Services, Inc. A rehab
team, including many of the same types of therapists who work at the inpatient and outpatient
centers, designs a continuing rehab program that can be performed at home and in the



community. A therapist will visit and identify activities that can be performed in the home, as well
as at a local facility, such as a local health club or university athletic center.Simulating What
You’ll Go Home ToAn increasingly common feature found at rehab centers is an apartment unit
where one can spend a few nights—potentially with a family member or spouse—to closer
approximate some of the issues that will arise once home. Usually very basic—with a bedroom,
bathroom, living room, and kitchen— an on-site apartment is where you can regain control of
how you spend your own time, prepare your own meals, choose your bedtime, get in and out of
a regular bed instead of a hospital bed, and so on. There is still the security of rehab staff being
at hand if needed, with emergency pull cords at hand.Some larger centers have a separate
building where someone approaching release from an inpatient facility can spend weeks. Family
members can spend a significant time getting trained in what kinds of assistance they might be
providing—or helping to train a hired assistant to perform.On the Street Where You LiveRehab is
a very controlled environment. Everything is accessible, the floors are smooth and level, doors
are wide, and so many of the elements of a daily life—from the ATM machine to bank or hotel
counters that are above eye level—are completely nonexistent.Some rehab centers have built
areas that specifically simulate these elements. During the inpatient stay, it is possible to
encounter common obstacles and conditions of the outside world, with the consultation of
therapists and experienced chair users on hand to improve skills before discharge from the
program.Magee Rehab in Philadelphia has built such a resource on the roof of their building—
which means that those who are inpatient at the facility during the winter get the extra gift of
dealing with snow and slush before going home! It includes typical sidewalks—where joints are
commonly raised up by tree roots—and the kind of not-so-smooth-and-level surfaces one might
encounter at a door or near a parking space.Adaptive TechnologyTechnology has made a
tremendous contribution to the range of options for people with disabilities, especially for
persons with more significant disabilities such as high quadriplegia. As these technologies have
become more advanced, smaller, lighter, and less expensive, rehab centers have been able to
equip themselves with training rooms where clients can be exposed to options, be assessed for
what works best for them according to their goals, and get trained in their use. If returning to an
existing job is a priority, access to adaptive technologies in rehab can move that process along
much more quickly.Computers contribute in four areas. Control of mobility. Power wheelchairs
have evolved in quality and flexibility. Speed and acceleration can be finely controlled. Voice-
controlled wheelchairs are not far off. Digital controls for vans are also making driving an option
for more quadriplegics. Control of the environment. Commercial products allow remote control
of doors, lights, telephones, or almost any electrical device from the wheelchair. The remote
controller might be a keypad similar to the television remote control or a puff-and-sip device for
people with limited arm use. Communication. The Internet connects people to the world. It has
discussion groups and is a powerful resource and research tool. For those with limited ability to
get out of the home—however temporary—the Internet can become a place of community and
support. It can extend the rehab process by helping people discover possibilities they didn’t



know existed. Vocational possibilities. Research has shown that computer skills erase the pay
gap that people with disabilities otherwise experience in the job market. Adaptive keyboards and
voice control systems provide full computer access and thus access to jobs that have nothing to
do with physical labor. Many rehab centers with fully equipped computer labs include computer
training during the inpatient rehab experience.Nontraumatic DisabilitiesSomeone in an accident
who acquires a spinal cord or brain injury will find himself in a medical facility and will generally
be transferred to a rehabilitation services program. But what of people with a condition from
birth, such as muscular dystrophy or spina bifida, or with a progressive condition that appears
later, such as multiple sclerosis (MS) or amyotrophic lateral sclerosis (ALS)? How are they
helped to adapt to a disability, particularly when the progressive nature of a condition demands
continuing adjustment?Organizations dedicated to specific disabilities sponsor services at
major medical centers or sometimes finance their own facilities. The National Multiple Sclerosis
Society is very active in making support available nationwide, as are the Muscular Dystrophy
Association, American Syringomyelia Alliance Project, United Cerebral Palsy, and the Spina
Bifida Association, among others. If you are facing a late-onset progressive disability, your
doctor should refer you to such sources. However, doctors are not always well informed about
what options are available for you. You might need to research such programs on your own.
These groups and services may be able to help you adapt to the condition in ways that your
present doctor might be unaware of, and may possibly even reduce the progression or impact of
the condition by informing you of recent advances in research.For example, Shepherd Center in
Atlanta has established an MS center—one of 32 in the US—that provides both inpatient and
outpatient services. Shepherd Center is a medical unit with staff members who are capable of
diagnosis and treatment and who participate in research and clinical drug trials, at the option of
the client. A study published in the Archives of Physical Medicine and Rehabilitation found clear
benefits to a period of inpatient rehabilitation for people with MS. People in the group with
intensive treatment learned greater degrees of adaptive skill and came out with better attitudes
about their ability to function with MS than did the group who came as outpatients.1People with
MS or ALS typically establish a working relationship with a neurologist. However, if the
neurologist is attending to many people with other conditions, she might not gain the same
detailed experience as someone working in rehab who spends her time with people with a given
condition. Cynthia Bishop of Shepherd’s MS center notes:Neurologists may have a very small
percentage of patients with MS. The patient might be getting good medical treatment from her
neurologist, but the doctor is not able to be completely current in the many developments
happening in MS and its treatments. We might see patients and notice that they’re starting to
experience foot drop and will refer them to our brace clinic and help them with their gait in
therapy. A neurologist might not notice that. A person with MS commonly has issues with
bladder or bowels. A neurologist is not an expert in that type of thing. You really need someone
who knows rehab.Transition from Childhood DisabilityThe rehab system discussed in this
chapter is largely targeted to adults, many of whom already work or are educated. Many



disabilities are work related; conditions such as MS typically occur in adulthood. Children with
disabilities such as cerebral palsy, spina bifida, or muscular dystrophy are serviced under a
different system.With the passage of the Individuals with Disabilities Education Act in 1975,
children began to be integrated into public schools, and those systems were required to provide
services to those children. In effect, rehab for children gets delivered through the school system
—although parents and schools sometimes find themselves in conflict over the extent and
nature of these services. Physical therapists work with children with disabilities at the schools.
Equipment and medical services continue to be supplied by charitable organizations.The
difficulty with this delivery system is what happens when children become adults. For some, the
transition is not smooth. This man with muscular dystrophy is angry about what happened once
he became an adult:Throughout my childhood and adolescence, these agencies were very
good about providing various things I needed such as wheelchairs, orthopedic shoes, braces,
clinics, etc. Unfortunately, when I became an adult, they forgot I existed. I no longer fit their
marketable, “dying child” image.Once children with disabilities leave the school system where
they were receiving medical and therapeutic services, they need to establish a relationship with
physicians and facilities qualified and equipped to address their needs. New issues also appear
in adulthood, such as weight gain, the start of sexual activity, living independently, driving, or
alcohol use. People in such transition need a specialized set of services, and the family doctor is
not in a position to provide them. As Stanford Hospital’s Jody Greenhalgh describes the
transition:When they turn 18, where do they go? Hopefully the children’s services doctors refer
them to a rehab doctor, but it doesn’t always happen. If they get a job and go on an HMO
program, they get assigned a primary physician who may not know much about their disability.
The physician may not know their equipment needs or that they need ongoing therapy.Dealing
with InsuranceMany medical professionals believe that insurance companies have gained
excessive control of medical treatment. Spending limits tie the hands of physicians, whether
limits are set by a health maintenance organization, private insurance, or government programs
like Medicare. Medical professionals chafe at decision-making control being out of their hands.
Insurers complain of cost pressures, rising prices, shrinking profits, and a healthcare system too
expensive for many people to afford. Business owners trying to provide coverage with minimal
employee contributions to premiums also add pressure to insurers. Because the insurers are
demanding lower costs, we, as a result, receive less coverage. The issue is too complex to
simply demonize insurers.Alex Barchuk of the Kentfield Rehabilitation Hospital in northern
California states:All these new products coming out are great, but no one can afford to buy them.
Insurance doesn’t pay for them. We’ve all transitioned into managed care. We get reimbursed at
a per diem rate. No matter what we do in the hospital, the insurance company doesn’t care—
they pay us a certain amount. Somebody can cost us $2,400 a day, and the insurer pays $750 a
day. In that situation, you have to go with cheaper medications that have good efficacy. You can’t
compromise somebody but, a lot of the new wheelchairs—the ones that stand or recline—the
insurance companies don’t want to go with. We have to really fight for those.Cynthia Bishop of



the MS center at Atlanta’s Shepherd Center knows that inpatient stays are very effective in
certain situations for people with MS:We have all the research articles about the value of
inpatient stays for people with MS, because the difficulty we have is getting insurers to pay.
Since MS is a progressive disease, the insurer’s position is, “What’s the point? You can rehab
them now, but they’ll only be worse later.” It seems ridiculous, but that’s what they say. The
insurance people can see that if you have a spinal cord injury, there’s a major life change and
you need rehab. It’s one time, and then they’re done with it. But, with MS, a person might need
rehab five different times. It’s a hard sell.The new insurance environment has affected a critical
piece of equipment for Bob Mauro, a writer and disability activist with significant postpolio
syndrome. His Medicare coverage—now administered by a private HMO—has begun to deny
coverage for a second ventilator, which allows him flexible mobility by use of one by his bed and
the other on his power wheelchair. More importantly, the second ventilator is a backup in case
the primary ventilator breaks down—which they inevitably do.I cannot express the terror these
routine denial letters give me. I only have two ventilators, and both are vital. I must have two
ventilators to stay alive! I am permanently disabled, will not get better, and will probably get
worse as I age.By the BookThe services and coverage you get are increasingly defined by
manuals and policies developed at hospitals and insurance offices. Managed care can lead to
cookie-cutter classifications and treatments, with some danger of not seeing the case or person
as a whole. According to Jody Greenhalgh:Insurance has disability ratings, and people get
plugged in. “This is how many days you’re going to be seen; this is where you should go.” But not
everyone fits the mold of the way insurers see these cases. There might be other conditions
along with the one they’ve rated, and it makes a big difference in what someone really needs.
There’s a lot of education [needed] to get insurance to look at the bigger picture.There can be
advantages to these automated, modular approaches to care. Once you have been given a
disability rating, any member of your healthcare team might recognize a certain condition. By
reporting it, they will initiate a trigger that automatically leads to a pathway of treatment. When
these triggers and pathways are clearly defined, the doctor is spared having to diagnose and
prescribe every last detail of treatment. It makes her job more efficient and can get you into the
treatment process sooner, keep you from losing strength, and get you back to your life sooner. In
the process, the insurer saves money, which helps.Managed care has attempted to improve the
efficiency of a medical system laden with immense demands and expense, while trying to
ensure that care is appropriate for the individual. Your medical care cannot be entirely
automated. There needs to be flexibility to adjust to changes.The Rehab TeamYou have arrived
at rehab, which means that a group of dedicated and highly trained professionals are at your
service—the rehab team. The team consists of a case manager and others in patient services, a
physician, and a range of therapists, depending on your needs. The team is committed to
helping you reach the highest possible level of function with your disability.Dr. Gary Yarkony of
the Rehabilitation Institute of Chicago observes:The foundation of a comprehensive
rehabilitation program is an interdisciplinary team. The staff must be willing to work together



while breaking down the boundaries of individual disciplines for the betterment of those they
serve.2Jody Greenhalgh of Stanford University Hospital notes that the respective roles of team
members are important:Regardless of what discipline you are from, when you go in to assess
rehab needs, you find yourself advocating for the patient’s needs. Although I’m an occupational
therapist, I’ll point out a physical therapy need, when I see it.You, your family, and peer
supporters will also function as part of the rehab team.Patient and Family ServicesPatient
services—often referred to as the social work department—will deal with finding resources,
determining insurance coverage, and making sure you get all the benefits to which you are
entitled. Even before you arrived, your case manager was looking into insurance policies and
participating in the admissions process. Case managers deal with insurance adjusters;
bureaucrats at federal, state, and local levels; charitable agencies; and the team at the facility
who will serve you.The people who do this work might have a social work degree or not. Bonnie
Sims explains:We have counselors with varied degrees in our department, but all have a
master’s degree in their field. We hire with an eye to experience as well as a degree, which gives
us differing viewpoints.Your case manager or social worker is a key member of the team with
whom you might develop a close relationship. Sandra Loyer, clinical social worker at the
University of Michigan Medical Center in Ann Arbor states:I am often one of the first people to
make contact with the patient and the family. That is a chance to develop a close relationship
from the start. I try to make them comfortable enough to ask me whatever questions are on their
mind, and then I get the chance to find out more about their needs. I often discover important
details that I pass on to the rest of the rehab team.It is a challenge for a case manager or
rehabilitation counselor to spend as much time as they’d like on each person’s case. With the
pressure to contain costs and the complexity of the job, there is only so much time available to
be a good listener. Many times case managers feel they can do their best for you by getting back
on the phone to explore services and benefits to meet your needs. Bonnie Sims observes:The
counseling relationship can be very supportive to some people. However, the opportunity to
create this relationship has become limited. Counselors spend so much time on the financial
and discharge issues that it becomes difficult to spend quality time with patients.You might be
unaware of some of the benefits you have. For example, you might have credit card insurance or
a policy for your mortgage or auto loan that makes payments if you become disabled. A case
manager should ask these questions and help you research all possible ways to ease your
financial burden.Unfortunately, much of the case manager’s time is spent trying to make up for
coverage you don’t have. Sims notes:When people buy insurance, they assume they have
coverage for all their needs, including healthcare. This is usually not the case, and so much of
their care ends up falling to the family.Often people must take extreme measures to qualify for
state Medicaid to fill the gaps left in home care or equipment. They are required to spend their
savings and assets before they qualify for assistance. Basically, they become paupers to get the
care they need. There is a huge array of details involved in government programs like Medicare,
Medicaid, workers’ compensation, or vocational rehabilitation; in the particulars of any given



policy from any of hundreds of insurers; in the offerings of charitable groups like Easter Seals or
the local Rotary Club; and in programs offered by centers for independent living (CILs), and so
on. Sims says:We have to spend almost as much time researching as we do working on the
actual cases. I spend an inordinate amount of time just keeping up with changes and what
programs are out there, trying to keep current and keep my staff current. I don’t have time as a
supervisor to actually take cases. We’ve got so many resource listings, packets, and handouts—
it can be overwhelming just keeping up.There are many preparations to make for the day you
leave rehab and return to your daily life in the outside world, a process that begins even before
you arrive. Patient services might arrange transportation, set up the relationship with a home
healthcare agency, or assist you with finding personal assistance services, as necessary. Sims
finds that discharge is often difficult:The transition out to the community is always chaotic. We
never know why everything breaks down at the last minute. You get the whole thing set up, you
get the home health agency ready to come in, then the patient gets sick and you have to cancel
everything. Or when you implement discharge, you forget something, so the transportation goes
awry, and so forth. Some chaos is typical.Take good advantage of the patient services staff. Get
to know them early and learn all you can. Start planning for departure as soon as possible, and
you’ll have a better chance of making a smooth transition from rehab.The PhysicianThe
physician—most often a “physiatrist,” who is a specialist in physical medicine and rehabilitation—
is the leader of the team. The physiatrist coordinates the members of the team, is responsible for
maintaining clear records that everyone on the team will share and contribute to, and oversees
the common strategy. The physiatrist relies on input from other team members who are spending
time with you. Dr. Scott explains:The physician is the team leader, but the leadership shifts
depending on the topic on hand. For instance, if a psychological issue is at hand, then the
psychologist takes the lead.The doctor’s goal is to help you be in the best possible health so you
can get the most out of rehab. There is a tremendous amount of research and information for a
doctor to keep up with to bring the latest resources to bear in supporting your rehab effort. The
quality of your relationship with the doctor has tremendous impact. In the past, doctors were
likely to play a very strong leadership role, taking little stock of the personal experience of their
clients, making unilateral decisions, or at least making it difficult for someone to disagree. To this
day, many people find themselves intimidated by their physicians, afraid to speak up, hesitant to
challenge them. But this attitude is changing, both on the part of people who now prefer to be
“clients” or “consumers” rather than “patients” and on the part of some doctors exploring a more
holistic approach.With restricted budgets and pressure for hospitals to work efficiently and
profitably, doctors’ schedules are very tight. As much as they might want to be good listeners, or
take time to learn more about your life and experience, they are hard pressed to be able to
devote the kind of time you might prefer. You can help by being prepared with questions and
being informed. Take advantage of therapists, nurses, other rehab consumers, and a rehab
center library, if one exists.Doctors are human. They aren’t perfect. The nature of your
relationship with them should not be one of absolute trust but one of respectful cooperation. If



you suspect someone is not competent or fully committed to your needs, pursue your right to
ask for someone else. If you are not getting what you need, or if you can tell that something is
not right, speak up. Statistically, mistakes are far more the exception than the rule, but they do
happen.When my halo was removed, I was told it would not hurt. There were originally two
people removing my halo, but one got called away in the process. He had only unscrewed half of
the screw on the front left side before he left, and the other doctor pulled on it thinking it was
completely unscrewed.Rehabilitation NursesPerhaps more than any other team members, the
nursing staff will be the people with whom you have your central relationship. Rehabilitation
nursing is a certified specialty, supported by organizations such as the Association for
Rehabilitation Nursing and the American Association of Spinal Cord Injury Nurses. The
associations provide continuing education required for certification. Rehab nurses are trained in
being able to recognize and attend to the unique needs of people with disabilities. Nurses in a
general hospital might not ever see autonomic dysreflexia, deal with pressure sore
management, or understand the respiratory needs of someone with postpolio syndrome, for
instance.Rehab nurses play many roles. They treat. They advise the client, the family, and the
physician. They teach. They interact with and support the rehab team. They are crucial to the
rehab process, since they have regular contact with you and because they are generalists, able
to recognize any of many different needs you might have. They also direct the nursing aides who
do much of the hands-on daily work, such as assisting you with bladder and bowel care,
washing, or dressing. The rehab nurse might also achieve the most trust and connection and,
so, be a source of emotional support, possibly fielding personal questions the client is
uncomfortable asking.The family dynamics and emotional experience of early disability are best
supported by professionals experienced with the complex set of adjustments you are called
upon to make in rehab. Nurses can be a source of tremendous emotional support.I was in rehab
to have a large sore closed surgically. After weeks of not sitting while it healed, I was at last
allowed to start to sit for brief periods in preparation for going home. It turned out that the sore
had not healed properly beneath the skin, and it broke down again, leaving another large, open
wound. In that moment, when I realized that I was about to spend another several weeks there,
having the rehab nurse just sit with me after showing me the sore and explaining what had
happened was a great comfort. She knew she didn’t have to say anything. I could tell she
understood how upset I was. It meant so much to me that she would commit her time to me and
not leave me alone.TherapistsTherapists who specialize in rehabilitation must strike a balance
between driving you to work hard and keeping an upbeat and friendly atmosphere. Their job is to
encourage and support you in applying yourself as fully—and enjoyably—as possible to the
process of rehabilitation.There will always be some people who don’t connect or a therapist who
is difficult to work with, as this paraplegic woman found.The only trouble I had was with one of
my physical therapists. I ended up firing her because we had no rapport at all. She was
patronizing and mean.But the following view is probably more typical.My therapists made a
huge difference in the process of getting back to my life after my injury, and I think I have been



more successful because of it. I bless them for their contributions to my life.Your therapy will be
customized to your needs and the issues of your disability. Someone with MS will have a very
different program from someone with a spinal cord injury, as explained by Cynthia Bishop.With
MS, the problem is not inability to walk; it’s a combination of gait difficulties and severe fatigue.
MS causes very, very severe fatigue. Physical therapy for MS has to take this into account, along
with the problem of overheating. Even a core temperature increase of .5 degree in an MS patient
can affect his or her ability to function. It’s not anything like spinal cord injury where you just
work, work, work, work, work ’til you drop!The ranks of specialized therapists include physical
therapy, occupational therapy, respiratory therapy, recreation therapy, and speech therapy.
These people are experts who have worked with other people in your situation and have seen
them master the skills they will be teaching you.When you first enter rehab, some goals might
seem unattainable—whether lifting yourself easily in and out of a wheelchair or becoming
accustomed to breathing with a ventilator. These doubts are a common and normal reaction,
particularly to people with sudden trauma, with its dramatic change in physical capacity.Your
rehab program will be based on goals developed by the team along with your input. Members of
the team are unlikely to suggest a course of rehab work unless they think that your medical
status allows for it. They will have seen others in situations similar to yours and know from past
experience what is possible. They might know that you can go beyond limits that seem
unreachable to you. They will ask you to put a certain amount of faith in them—and in
yourself.Therapists must set reasonable goals for you, day by day, and let you know what to
expect. You might make very gradual progress that seems too slow to you but is expected for a
person in your situation. The better you understand the expected pace of your rehabilitation, the
more you will be able to celebrate your advances, instead of pressuring yourself and feeling that
you are failing because things are going too slowly. As you give your therapist honest feedback
about your experience, you can work together to adjust your program as you go.Your RolesThe
hard work you will do (read “be driven like a slave to do”) while in rehab makes a tremendous
difference in your range of options and degree of independence, but rehab only gets part of the
credit. Its contribution is of no use unless you choose to make the most of the experience, use
the tools and skills offered, and continue your own process of growth and evolution after you
leave. This woman with C6/7 quadriplegia observes:The public approaches me with the attitude
I was “taught” independence in “therapy.” Nothing could be further from the truth. It took years of
personal exploration and peer examples to get where I am.Many rehab centers will include you
in team reviews of your case. How much you participate is up to you, but it is your right to ask
questions and have your say. Of all the members, you are the most important person on the
team.Your main role is the hard work you will do, which offers you the chance to reach your
optimal ability and, in the process, gain a sense of the range of possibilities open to you. People
often discover that those possibilities reach much further than first imagined. Novelist Reynolds
Price, after being paralyzed by cancer, describes his rehab experience in his book, A Whole
New Life:Few sessions passed without my learning at least one skill, and soon I felt surprising



new strength in my arms and chest—more upper-body strength than in my past life. Throughout
that summer, my chest size went from forty-two inches to forty-six, and my arms and wrists
thickened proportionally. Best of all, the new skills produced in most of us a heady sense of
control and choice. Those physical choices are obviously more limited than the almost limitless
array that’s offered to the able bodied. But in time I was skilled enough in the homely detours and
reinventions to put myself through almost all the motions I needed for the necessary work of my
life.3You will also need to advocate for yourself to make your hospital/rehab stay as humane as
possible. If you find yourself faced with a staff member who won’t or can’t take the time to listen,
choose an ally who has time to campaign for your needs. It can be helpful to talk to patient
advocates, social workers, peer support volunteers, psychologists, or simply someone who has
taken a personal interest. Any one of them might prove to be your most effective champion.The
Role of the FamilyYour family plays an important role in your rehab experience and influences
your attitude. It is of inestimable value for you to have regular visits and to know that family
members are seeing to personal business outside of the facility and that they are sharing the
emotional adjustments of the rehab process. Your disability, in fact, has happened to them, too.
Rehab staff know the importance of family involvement. Rich Patterson Peer Support
Coordinator at Santa Clara Valley Medical Center notes:It’s important for us to get to the family
as soon as possible, to help them make sense out of the situation, explaining how rehab is going
to help, what physical and occupational therapy are about. In general they know what those
people do, but they don’t know how it’s going to apply to their family member.Family members
also need to learn the line between reasonable expectations and hope. This is a delicate line,
says Patterson:It is more common than not that people think they’re going to walk out. You have
to tread lightly on that one because you can easily upset the family and the person by saying
they won’t walk out. Their denial is a coping mechanism.A disability experience is a potent test
of the quality of family relationships. It reveals the depth of commitment and ability to adapt to a
crisis. Family response can express itself in extremes. Christopher Reeve’s wife, Dana, was a
model of being entirely involved in his support. She affirmed from the start that she would stay
with him for the rest of his life. On the other hand, according to Margaret Nosek who researches
women with disabilities at Baylor College of Medicine:It could be a very minor injury and the
spouse is out the door. This is not related to the level of severity. It has more to do with the quality
of the marriage before the disability.Peer SupportWhile in rehab, you are likely to get a visit from
someone who had an experience similar to the one you are going through or be invited to attend
peer support meetings. Although everyone’s experience is different, the chance to talk with
someone who has a similar condition can be very powerful. Janie Whiteford, peer support
coordinator in Santa Clara, California, explains:Though doctors and therapists talk about these
things, sometimes it is more validating to hear it from a peer. Sometimes there are things going
on in the hospital that the client needs to talk about, such as relationships with staff.Not
everyone is ready to meet someone who has made the adjustment to disability. It is very
common to operate on a belief in recovery during the acute stage after an injury or to feel



committed to resisting a progressive disease. This quadriplegic man describes his first visit from
a peer supporter:I remember somebody coming to visit me, and he was in a chair. He was
talking to me about life in a chair and what had happened to him, and I just refused to accept
that I was anyone like him. I kind of resented him being there, although I realized it was a nice
gesture on his part and he was trying to help.After rehab, some people participate in outreach
programs sponsored by the rehab hospital. Rancho Los Amigos has a program called Teens on
Target, which also exists in other communities. Says Dr. Michael Scott:Teens on Target is a
violence-prevention program for adolescents. They meet on a regular basis and go out to talk to
kids in schools. It is an effort to do proactive outreach to prevent injuries. It has a rehabilitative
effect for the people going out to speak, too.Peer support doesn’t have to happen in a formal,
organized manner. People build relationships as they encounter each other in rehab, whether
inpatient or outpatient. Cynthia Bishop has seen people create close bonds:We have formal
support groups, but I think a lot of the best peer support is the informal stuff that happens at the
aquatic classes, or in physical therapy, or in our waiting room! It gets to be a social thing, too.
People make their appointments together so they can hang out with their friends while they do
it.One benefit of a specialized rehab center is the chance to share the experience with others
who are facing the same challenges and process. This bonding is encouraged by rehab staff,
who are often surprised by the deep friendships that develop. Friendships are also a source of
some fun in rehab, particularly during an inpatient stay. This quadriplegic man was injured at the
age of 14 in 1977:I made some great friends. Most days after training classes, we would get
together and party a little. Just off the corner of the rehab property was a place we called “The
White House” where we would party in the front yard. A few times, in the fall when it started
getting cold, we would build a small fire. During the cold months, we would sneak in some
orange juice and rum and party in a friend’s dorm room.Not all rehab centers allow people
freedom to come and go from the property, but people have a way of finding places to meet.
Bonnie Sims notes that Craig Hospital has a Friendship House where families, friends, and
patients meet, away from the hospital atmosphere.Physical TherapyOur strength and mobility
are the main concerns of physical therapists. The physical therapist will work with you in areas
such as: Exercising specific muscles and muscle groups Stretching and range-of-motion
exercises Developing balance Wheelchair skills Transfer training Bed mobility Aquatics
Standing programs For some people, gait trainingAs a wheelchair user, you will need a certain
level of strength for many activities. For people with paraplegia or quadriplegia who have
sufficient upper body function, your arms will take on much of the work that you used to do with
your legs. Not only will you push a wheelchair, but you will also do “transfers”—lifting your body
into and out of the wheelchair.The strength you have will substantially influence how much you
can do on your own, without assistance. A sufficient level of strength will allow you to perform
daily functions with less fatigue, handling your body and the wheelchair with less exertion and
strain.Muscles and StretchingPhysical therapists know your anatomy and what muscles allow
you to move or balance. Based on the nature of your disability and an evaluation, the therapist



will know exactly what muscles you have control of, and will design exercises and use
equipment to make the most of what you have.Physical therapy is a precise process. To exercise
a certain muscle in your arm, you need to apply resistance to that muscle in a particular direction
in order to make it work and become stronger.Each person and each condition involves some
special need. Many wheelchair users will need to develop strength for pushing wheels and for
pressure-relief push-ups in their chair. Someone with quadriplegia might have control of only
some muscles in the upper arm that can be strengthened enough to lift the forearm at the elbow.
Someone with a traumatic brain injury and resultant cognitive difficulties needs to have a simply
designed program that he can remember. Someone with a lower limb amputation will need a
program for the residual limb, so that the muscles do not contract or get weak. (The muscles in
the limb are not getting used for walking during the acute and rehab stages; if a prosthetic leg is
to be fitted, it cannot happen until later so that healing of the socket can take place and swelling
can be reduced.)In rehab, you will need to do some serious stretching. Your muscles, tendons,
and ligaments have a natural tendency to shorten when they are not used. The initial period after
a traumatic injury is marked by very limited physical activity during which your tissues tighten up
and become weak. You might not have been in great shape before the injury. The physical
therapist will do stretching work with you, to soften up these tissues and increase the range of
movement of your joints. Stretching is also part of the strength program. Elastic muscles that can
travel a greater distance during a contraction are stronger.BalanceBeing immobilized for a
period of recovery compromises your sense of balance. The physical therapist will help you
recover and increase your sense of balance, strengthening the muscles that will help you
achieve greater upper body stability. An activity as simple as playing catch with balls of various
sizes is a common physical therapy technique for improving balance:I remember how surprising
it was to sit up in that bed for the first time in six weeks and find that I had to hold on to
something to keep from falling over. My upper body was just dead weight. Sitting up was now
foreign to my body. My center of balance was entirely different, given the loss of weight from
muscle atrophy below the waist and from the fact that I no longer had the use of my legs to
stabilize my upper body.After you have had a paralyzing injury, the map of your body changes.
Your new center of gravity depends on the level and type of injury. Lower-level spinal disabilities
leave more trunk muscles in contact with the brain. Use of the hips and abdominal muscles
makes a big difference in your ability to maintain balance and stability while sitting and while
engaged in any physical activity. With the loss of control of trunk muscles, more support is
required from the wheelchair, and you will rely even more on arm strength to move your upper
body. Strengthening can make the difference between independence and reliance on
support.Wheelchair SkillsIn addition to building the muscles you will use when you propel your
chair, you also need to gain experience using the chair. Your body learns from doing, and your
nervous system and muscles adapt. At first, using the chair will feel awkward and foreign. You
will have to think carefully as you wheel, whether by pushing on wheels, operating a joystick, or
using breath control. It will not feel natural because you are unaccustomed to it.The physical



therapist’s goal is to help you develop expertise in your chair. There are some refined
movements that you’ll have to think about at first, but, eventually, it will become second nature.
For instance, when you turn a manual chair, you might either pull back on one wheel or else hold
one wheel in place as you push the other, depending on the turning radius you need to achieve.
You will apply just the right pressure in the right direction on a joystick, letting go to allow the
precise time the chair needs to decelerate.If you have sufficient strength and balance, you are
likely to be taught to do a “wheelie,” to negotiate curbs or single steps, going up and down. The
technique is also helpful on uneven terrain. These skills extend independence and are worth
learning to the degree you are able. Safety is the first priority.Your therapist should prepare you
for falling out of a wheelchair. If you play a sport like wheelchair basketball, hockey, or rugby, you
can count on falling out. Even if you are careful and have excellent wheeling skills, accidents can
happen. The therapist will teach you how to fall, practicing it with you so you will not be afraid.
You can develop a natural, habitual reaction that protects you by properly breaking your fall. The
therapist will teach you techniques for getting back into the wheelchair. If you have the strength,
you’ll be able to learn to transfer into your chair directly from the floor or by lifting yourself onto
successively higher surfaces. If you don’t have the strength or balance to perform such transfers
on your own, it is still extremely valuable for you to learn to guide the people who will be assisting
you.Is a Wheelchair Necessary?It is not always clear that someone should be using a
wheelchair or for how long. Someone with MS might need one during a severe exacerbation or
in the later stages of progressive MS. A person with brain injury might need one early on but,
later, might reach a stage of needing wheels only for trips and when away from home. Viki
Solomon is a rehab nurse who works with brain injury clients:My concerns are for the ones who
have cognitive problems and who make strides in physical rehabilitation. I find they are often
kept in the chair as a primary mode of transportation because it is a way to restrain a person
who has poor cognitive abilities. In other words, the wheelchair is used for staff convenience.
What happens next is the person “learns” that he is wheelchair bound and so do the therapists
and other professionals who treat the person.The process of rehab should be about determining
your proper relationship with a wheelchair, not to make you dependent on it when it might serve
you best as a part-time tool. Therapy in that case would be to develop skills for using wheels,
while at the same time working to optimize your walking abilities.This woman in her forties has
spinal cord quadriplegia, but she has limited ability to stand and walk. For her, the wheelchair
proved to be the better solution, despite the beliefs of rehab staff:I’m an incomplete quad. It’s a
funny disability because it doesn’t fit any of the categories. When I got out of rehab, I started off
walking with a cane, which I still use in the house to some extent. This was back in the early ‘70s
when the goal was to get you up on your feet if at all possible. My balance was very poor. I was
just tottering around. The rehab staff thought it was great, but it was really dangerous. Eventually,
I changed to using a chair. That was liberating because then I could cross streets by myself.Gait
TrainingIn the initial stage after onset of a mobility disability, it is entirely natural to want to walk,
even if by means of some assistive devices. Based on the rehab team’s assessment, you might



be considered a candidate for gait training with braces and crutches. There is undeniable value
to be gained from standing and gait training: reaching high surfaces, interacting with other
standing people at eye level, or being able use an inaccessible bathroom. Weight bearing on
your legs helps maintain bone health, warding off osteoporosis, a common secondary deficit
that occurs with mobility disability. It also helps keep the tissues throughout your legs stretched,
limiting the tendency towards contracture—chronic shortening of tendons and ligaments—which
is another typical effect of paralysis.Yet, standing takes some effort; balance has to be
maintained much of the time with your arms using the crutches. It can be awkward to reach for
things on that high shelf when you have to maintain your balance or to enjoy that conversation at
eye level if you’re getting tired from supporting yourself upright. The work it takes to develop the
strength and skills to use braces is intensive. It is not for everyone. Dr. Michael Scott of Rancho
Los Amigos describes how he approaches the option of gait training:We definitely motivate
people with incomplete injuries who have gait potential, to maximize their locomotor ability. We
evaluate complete paraplegics on an individual basis. We explain what it would be like walking
with long leg braces with locked knees and crutches, and how it’s not like walking before. We
show them videotapes of what that would look like, talk about the tremendous energy
expenditure, and how it’s not really practical. For those who are motivated and have enough
upper body strength, we proceed.Uli Salas, of HealthSouth Rehabilitation Hospital,
states:Standing is very motivating for some people. The chance to get on their feet helps involve
them more in the rehab process. Then there are people who find very quickly that it is more effort
than they care to make and are satisfied with using a wheelchair.Gait training involves being
fitted for braces to keep knees from buckling and feet from dropping as you propel yourself using
crutches or a walker. Some braces provide support for the hip as well. Most are made of metal or
plastic. Braces in general have become lighter in weight, and some can be worn discreetly
underneath clothing. If you have little strength in the buttocks and upper leg muscles (which lock
the knees), walking in this way relies almost entirely on your arms and shoulders. Generally,
people with injuries above T12 are typically not considered candidates because of lack of
enough stability in their waist and abdomen. If you experience muscle spasticity, this is likely to
exclude you as well. Gait training is not for everyone, but, if you really believe it is possible for
you and you want to give it a shot, advocate for your chance to try:I think that the leg braces
actually help to strengthen your core. They did for me. My physical therapist is the one who
recommended that I get them, and I was terrified! All the doctors I’d seen told me I would not get
any return, but she believed in me. Don’t ever let a doctor tell you that you can’t do something.
Every injury is different.As compared to this person who didn’t experience much success:I found
gait training very painful. I could not tolerate it for very long. It made me tilt my pelvis, and, even
when I was totally stretched, I couldn’t handle it for more than three minutes. I was afraid of
falling, and it never seemed practical.Since walking with braces is tantamount to being on stilts,
there is a risk of falling, breaking a bone, or developing a sore if you accidentally bump yourself
or are forced to sit on a hard surface; if you have atrophied buttock muscles, you will have



trouble finding properly cushioned surfaces. Most people find that using a wheelchair is easiest
and safest for their daily activities, but some like to be able to stand and walk, perhaps
maintaining the skill to be used in certain situations—such as walking down the aisle at their own
wedding.There are a number of programs that offer intensive walking therapy employing braces.
They typically involve months of work and considerable expense not likely to be covered by your
insurance and are not associated with a formal rehab center or hospital. Check out walking
clinics carefully, and talk to others who have gone through the program. People give mixed
reactions to these programs. Some say they were drawn in by a desire to stand, based on
elaborate promises that did not come to pass. Others say they were urged to have reasonable
expectations from the start and gained functional abilities beyond what they were able to
achieve in rehab.You might be a candidate for FES (functional electrical stimulation) walking, in
which electrical impulses make your muscles contract to reproduce the movements of walking.
This technology is still developing, but some people are using it in their daily lives. It can be used
by some people with injuries higher than T12, although it still involves intensive training and
sufficient strength. FES is discussed in Chapter 6, Spinal Cord Research.There are a number of
patent applications in place for power-assisted gait orthotics. Motors and batteries have all
become smaller and stronger, and microprocessors are able to read information, such as the
amount of force on your leg or foot, as well as the position of your knees and hips. One particular
design has buttons on the crutches that the user presses to cause one leg or the other to swing
forward. Clearly, researchers, inventors, and entrepreneurs are not going to give up lightly on
helping get people with paralysis back on their feet. The trick will always remain to balance
emotions and desires against practical value and the investment of your time and
money.Occupational TherapyThe occupational therapist is primarily concerned with the practical
activities of your life known as activities of daily living (ADLs). The occupational therapist will
condition and train you to optimize self-care and your ability to work and perform typical daily
tasks. The therapist’s expertise is in techniques and tools to increase your independence.
Occupational therapists will teach you methods for making transfers and for performing bowel
and bladder management. The occupational therapist is usually the person involved in
wheelchair selection, often in cooperation with the wheelchair vendor (see Chapter 4,
Wheelchair Selection).Jody Greenhalgh compares occupational and physical
therapy:Occupational therapy (OT) adapts people to their disability to be functionally
independent or to optimize their function. Physical therapy is more purely about physical
capacities. OT is physically oriented, but we focus on functional skills so people can perform
daily activities. There is definitely overlap.In occupational therapy, you might find yourself making
cookies or doing a craft project like stringing beads. Some people make the mistake of thinking
they’re being trained to perform a menial job, but this is not the case. Such tasks are used
therapeutically as a way to improve your dexterity and your ability to recover cognitive skills
(especially in the case of brain injury) and to retrain muscles that might have become weak or
lost coordination. Making cookies might help you pursue a career as a medical technician. Don’t



judge the task. Consider the goal.Sometimes the occupational activity is also exercise, as a man
with spinal cord injury recounts:I worked on a special loom designed by an occupational
therapist. As I made a rug, I was also lifting weights.Occupational therapists are very involved
with orthotic devices. They might fabricate splints or braces, working with an array of materials
they can shape to your body. Occupational therapists might make a functional brace that gives
you greater leverage for a task or keeps your hand and fingers from curling with muscle
contracture.Focusing on activities of daily living is perhaps the greatest portion of the
occupational therapists’ work. Every rehab facility has a kitchen, a bathroom, and often a
bedroom or other areas of a home where they can simulate conditions, helping you learn to
function in these spaces. Activities of daily living address such activities as: Grooming Bathing
Dressing Feeding Housekeeping Using of automated environmental controls Driving (this
might also fall to the physical therapist or a specialist)In the bathroom, you might have sufficient
control to transfer from the wheelchair to the toilet for bladder and bowel activities. Transferring
from the chair involves body strength, dexterity, and balance. Some people will always empty
their bladder from a catheter or leg bag. Your bowel program might be more easily performed in
bed with a bedpan. You may never need to transfer to the toilet. If your abilities and program
make transferring appropriate for you, the therapist will have you try the transfer from a variety of
positions, since, in public places, you will encounter restrooms with limited space near the
toilet.You will explore the best method for getting dressed, which might be done lying down,
possibly using assistive devices such as extended shoehorns, button pullers, and grabbers to
help pull up your pants. Getting into and out of your clothes is another task that some people will
need to perform in the bathroom, a task that is very doable with sufficient arm strength. You
might have no need to undress in a public restroom, reserving your bowel program for home,
using a leg drainage bag for your bladder, or doing intermittent catheterization that only requires
that you open your pants rather than get them down altogether.More adaptive methods and
devices come into play in the kitchen than perhaps anywhere else in the home. You can use a
grabbing device to extend your reach to high shelves. There are utensils for quadriplegics that
require no grip strength to use. There are lap tables for cutting and other tasks that are awkward
at typical counter heights. The occupational therapist will teach you to be extra cautious of
handling hot items, since you cannot move away from a sudden spill as easily. If you lack
sensation, you are at greater risk for burns.John Hockenberry, a journalist with spinal cord
paraplegia, tells of making stuffing for a Thanksgiving turkey in his book Moving Violations. The
turkey was in a dish that had been refrigerated after cooking on the stove. The handles of the
dish were cool, so he set it on his lap to work with. After a time he noticed unusual spasms. It
took a while to realize he had set a hot pan on his lap. He writes:Removing my trousers revealed
the place where the hot dish had sat for perhaps two full minutes. The skin was gathered into a
leathery, shrunken depression on the top of my thigh. The hairs had all been cooked into a
blistered white wound.4Occupational therapists are concerned with more than techniques and
tools. Their task is also to train you to change your habits and views. Hopefully you will not have



to suffer burns, falls, or urinary slips before you build an awareness of these risks into daily life.
Your therapist will tell you that new habits will seem unnatural at first. But, if you make a point of
doing them, they gradually become transparent, part of your daily routine and lifestyle.Activity-
Based RehabilitationChristopher Reeve was unique in a number of ways, but, aside from his
ability to be an international figure and advocate for disability, he was able to commit to an
ongoing regimen of therapy. No one before—for lack of financial resources, time, or sheer
persistence, all of which Reeve had in spades— had devoted themselves to this kind of
extended therapeutic effort to regain function.Then, amazingly, seven years after his injury,
Reeve began to regain sensation below the shoulders and, most incredibly, was able to
voluntarily lift a finger. He also worked doing supported walking in a pool, clearly contributing to
some of the movement with his own leg muscles. No one with quadriplegia had ever before
achieved such gains.These startling events reinforced a recent line of research: the notion of a
patterned response, suggesting that walking was not entirely dependent on nerve impulses
traveling up and down the spinal cord. Reeve’s proof accelerated the way to an entirely new
milieu of rehab and research—activity-based rehabilitation. Not only does activity help muscles
to stay in touch with the nervous system, and support an individual psychologically, but is
suspected to actually contribute to the very healing of the spinal cord and its search to restore
the neuronal connections necessary for walking.The Christopher & Dana Reeve Foundation has
been funding research grants in a number of rehab settings through the NeuroRecovery
network. Therapeutic techniques being employed include: Locomotor training, in which an
inpatient is supported upright with a sling above a treadmill where walking motions are
simulated Direct electrical stimulation to elicit movement from select muscles FES bikes, which
uses electrical stimulation to pedal a stationary exercise bikeNeurologist Dr. John McDonald—
now at Baltimore’s Kennedy Krieger Institute, although his initial exploration of this new territory
took place at Washington University in St. Louis—was Reeve’s physician and is now the
standard bearer for activity-based rehab. Quoted in the Baltimore Sun, McDonald said, “In this
new world, the nervous system is much more capable of change than we ever thought. Old
ideas are starting to fade away.”This avenue of research can be applied easily in rehab, since it
involves no pharmaceuticals or surgical intervention. The Food and Drug Administration does
not have to approve it as a form of physical therapy, so treadmills and FES bikes are increasingly
becoming standard equipment in therapy gyms across the US.Recreation TherapyWhile in
rehab, you are removed from your daily life in the outside world. You face considerable
psychological adjustments, do hard physical work in the therapy gyms, and possibly live with
pain. A little fun is an important element of successful rehab. Recreation will also be an important
aspect of your life after rehab, so the recreation therapist will help you begin to identify—and
maybe try—those options. And, like other forms of therapy, recreation therapy helps you develop
and optimize your strength and skills.A recreation therapist is a trained professional. Recreation
therapists understand the physiology and psychology of your disability and what physical and
cognitive capacities are necessary for a given sport or activity. By bringing that information



together, recreation therapists help determine athletic options and are aware of adaptations that
make a sport available to you, such as the mono-ski or sip-and-puff controls for target shooting.
They will work with the occupational therapist and physical therapist to design supplemental
activities that give you the chance to use the strength and skill you will develop in the therapy
gym and once you’re back home.There is a remarkable and expanding set of sports and
recreation options that are increasingly open to wheelchair users, discussed in great detail in
Chapter 8, Getting Out There. Choices include wheelchair basketball, quad rugby, snow skiing,
kayaking, waterskiing, archery, billiards, Ping-Pong, tennis, shooting, and many other sports
accessible to chair users, often by means of adaptive devices. Many sports are available to
people with limited arm strength, including swimming, archery, bowling, camping, sailing, and
even throwing a Frisbee, thanks to the Quad-Bee designed by Foster Anderson, a man with
quadriplegia in northern California.The recreation therapist will discuss what interests you and
what you did before your disability and will then point you to organizations that sponsor events
where you can observe activities that interest you. You could even set your sights on devoting
yourself to an event enough to compete on a world-class level at the Paralympic Games.Rancho
Los Amigos uses sports as a way of finding out what interests people have. The center offers
hockey and wheelchair basketball games, as described by Dr. Michael Scott:We have a very
active recreation program. We introduce people to various sports to make them aware of
options. We have developed a highly competitive sports program. The recreation therapist also
takes them on outings in the community.Many rehab centers take you on field trips, organized
and overseen by the recreation therapist. Therapists know the value of contact with the outside
world, to help you through those early moments of feeling conspicuous as a wheelchair user and
to give you a taste of an accessible recreational activity. The outing might just be a stroll around
the block or going to a movie, but recreation therapists do their best to get a little fun into the
experience.HealthSouth Rehabilitation Hospital’s Uli Salas takes people to local wheelchair
basketball games:People might just sit and watch, or join in, depending on their ability. It is a
good way for us to get them out and thinking in terms of still being athletic.Outings show the
recreation therapist your reactions to disability and help you learn how the world will react when
you begin to appear in the world as a chair user. Dr. Scott explains:Based on how they do when
they go out, we give them counseling about how to handle certain situations. The first time they
go out they might come back and say, “People were staring at me!” or “People were much nicer
to me!” It really depends. Everyone has a little different experience.How much exposure you’ll
get to various options depends on the facility and the space and resources it is able to devote to
recreation. Some smaller rehab hospitals will not have a space devoted to recreation. Your room
might become the principle gathering place. Visitors will have to come to your room—usually
shared with one to three others—and you might feel like there is nothing much more to do than
be in bed. Recreation therapists in such settings will try hard not to let that happen, being as
creative as they can by renting videos and setting up an evening “theater” in the therapy gym or
throwing parties around a holiday. Their goal is to keep you active and, to the degree they can,



give you a taste of available athletic options.Respiratory TherapyOxygen is essential to all
metabolic processes and to life. Breathing is particularly an issue for people with postpolio
syndrome or high-level spinal cord conditions. The muscles that cause the lungs to expand and
contract are often weakened by these conditions, limiting the amount of air you can draw in.
People with higher level paraplegia can also face breathing difficulties from limited use of trunk
and abdominal muscles and a reduced ability to cough and clear mucus.The respiratory
therapist’s job is to ensure that you are getting sufficient oxygen into your lungs. Respiratory
therapists determine the efficiency of your breathing by measuring “vital capacity,” based on
body size and age. Therapists can measure oxygen saturation in the capillaries of the ear or
finger. They listen to your lungs with a stethoscope to judge air movement and the presence of
secretions. If your oxygen saturation levels fall below a certain percentage, the therapist will take
measures to improve your breathing.Doubts about your ability to breathe are often a source of
deep fears and insecurities. Respiratory therapists are acutely aware of the anxiety associated
with breathing; part of their job is to reassure you. If you have respiratory issues, the respiratory
therapist is one of the first people you will meet and one of the first to spend significant time with
you.Respiratory therapists will work with occupational and physical therapists to select activities
that help strengthen muscles in the chest and diaphragm used in breathing. Respiratory
therapists interact with other rehab team members, advising them how your respiratory status
needs to be considered in the work they are doing on your behalf, instructing them about
respiratory issues, and, in some cases, teaching basic methods, such as use of a resuscitation
bag.If your vital capacity is low, respiratory therapists might recommend a stretch program. A
ventilator machine literally inflates your lungs to stretch them out—hyper-expanding them—to
increase their capacity. Pressure is increased gradually, taking your comfort level into account.
This is usually done for 10 to 15 minutes, four times per day.In some cases, breathing needs to
be assisted with a ventilator. Not all centers are equipped to work with ventilator-dependent
quadriplegics; this requires special skills and facilities. During initial rehab, the goal is always to
work toward getting off the ventilator, which many people ultimately achieve with hard
work.Volume VentilationOne of the strongest images associated with the polio epidemic of the
’40s and ’50s was the iron lung. It was the assistive breathing device of the day, using negative
pressure to create a vacuum that would cause the lungs to draw in air. Now the most common
approach is positive-pressure ventilation, in which a machine delivers a measured volume of
gas into the lungs. The machinery has become very advanced. There are a number of portable
products that can be installed on a wheelchair. Many more people are familiar with this
equipment thanks to the broad public exposure of Christopher Reeve. The machines are
equipped with alarm systems that indicate either volume or pressure drops; the sensitivity can
be adjusted. Machines even have the ability to simulate a sigh and to recreate the normal
pattern of breathing as much as possible. Settings control respiratory rate, humidity, and
pressure.Assisted breathing settles into a routine part of life for those who rely on it, as this
ventilator user notes:I have had my trach and vent for a couple of years now, and it just seems



like it has been part of me for a long time. But I do remember when they took me off of the
hospital vent and put me on my personal one that I coughed and choked a lot until they got the
vent settings adjusted correctly. When you get used to it, using the vent is no more traumatic
than brushing your teeth!Successful use of a ventilator depends on good training provided by a
respiratory therapist, not only for yourself, but for people who will be assisting you:When I first
got the permanent trach and vent over four years ago, the respiratory therapist and doctors were
excellent in training my partner, me, and my personal assistants in trach cleaning, suctioning,
vent settings, etc. I was not allowed to go home until both my partner and my [personal assistant]
were taught CPR. I must say that the training was excellent.The Tracheal TubeWith a ventilator,
breathing occurs through a tube inserted through the neck, nose, or mouth. An inflatable cuff
tracheostomy tube is often used in the neck to maintain pressure into the opening and prevent
respiratory gases from escaping around the outside. The cuff precludes the user from being able
to speak, although it can be deflated for periods to allow speech.After the acute stage, some
people pursue the goal of using a Jackson tracheal tube, which allows speech. The tracheal
opening requires greater care to prevent infection and drainage of secretions than when the
inflatable cuff is used.The acute period in rehab when a cuffed ventilator user is unable to speak
is very frustrating for the user and family. Communication options are reduced to smacking the
lips or clicking the tongue to get attention. Lip reading, eye blinks, or a spelling board are
sometimes tried. You might be afraid of not being heard over the sound of the machine.
Experienced rehab nurses are very aware of these issues and will teach various options. They
will do their best to be readily available and responsive and to encourage the presence of family
to help reduce everyone’s level of anxiety.The tracheal tube needs to be changed, depending on
the sensitivity of the opening to infection and the amount of secretions. Some people change the
tube every two to three weeks, but each person finds a pattern, as does this woman with
postpolio syndrome and quadriplegia:Trach changes depend on what both patient and doctor
agree on. I have gone as long as six months without a change. I was checked by myself, doctor,
and partner for signs of infection. If cleaning the trach area occurs daily, the tube can be kept in
for months. My doctor doesn’t like me to change a lot, due to irritation of the tracheal wall, which
could cause bleeding.Ventilator users are generally unable to cough up secretions on their own.
The respiratory therapist or rehab nurse might use a technique of assisted coughing, in which
pressure is placed in an upward motion at the base of the rib cage to release mucus from the
deep sacs of the lungs. Suctioning secretions is part of the ventilator experience and is done as
often as every eight hours for some people. It is important not to do suctioning more than
necessary, since it irritates the trachea and can increase secretions, as well as the risk of
infection. A suction machine is usually kept near the bedside, and portable models are also
available. Family and assistants can be trained in suctioning. At first, suctioning is a scary thing—
having the air sucked out of you to try to get mucus up. But as time goes by, it’s just a way of
life.WeaningSome people will always need to use a ventilator 24 hours a day. Others wean from
mechanical ventilation and are able to breathe on their own, even if for portions of the day.



Whether you are expected to breathe on your own or not, the respiratory therapist will develop a
weaning program for you.Using a ventilator at all times allows respiratory muscles to atrophy.
Even five minutes of breathing on your own several times a day helps maintain some tone. A
typical goal is to achieve the ability to breathe unassisted for 10 to 15 minutes. In the case of a
mechanical disruption, the ability to breathe without the ventilator for a brief time until assistance
arrives obviously means the difference between life and death.Since depression is a very
common feature of the acute stage of high quadriplegia, the rehab team will typically suggest
that you wait until you are stable psychologically to begin the weaning process. It takes a certain
degree of motivation to participate in the weaning process, which can be frightening. A
respiratory therapist will always be present during any weaning session, and all staff members
are trained in the use of a manual resuscitation bag, which should be kept with you at all
times.PsychotherapyThe goal of the psychologist is to work with you as an ally to help change
mental patterns that can limit you. In the past, you would only have been referred to a therapist if
you were considered a “problem patient” or in such deep despair that staff was concerned for
your safety. Present-day rehab therapy takes a different view. Powerful feelings, confusion, or
rebellion are widely recognized as understandable reactions to sudden disability. Rather than
stigmatize people who experience extreme emotion, now psychologists work with everyone to
help them deal with their feelings, understanding that the feelings are adaptive reactions and
part of your survival process.There are many possible emotional responses to a disability. Many
factors come into play, including age, degree of injury and impairment, financial and class
status, cultural expectations, and so on. How the disability occurred is also crucial, as peer
support coordinator Rich Patterson explains:Whether it was an accident, someone else’s fault,
or gang-related—this makes a big difference in how everyone responds. It’s hard enough to feel
that you made a stupid mistake but, when someone does something to you and puts you in a
chair, that tends to be pretty hard to swallow.Depression and suicidal feelings are common
during acute rehab— although not everyone experiences them. The staff is trained to recognize
behavioral signs of these feelings. Depression and suicidal feelings are treatable and generally
temporary.The overall work of rehabilitation depends on commitment—an attitude that promotes
full participation and cooperation with the process. In these times of relatively short rehab stays,
it is especially important that you not be unnecessarily limited by manageable emotional
burdens. The psychologist helps you sort out what drives your behavior in ways that limit you,
cause you unhappiness, or compromise the potential you can reach in the rehab process. Types
of behavior that could interfere with your ability to gain from rehab include: Passive-aggressive
behavior, in which one is indifferent to the value of what is being offered and places
responsibility on others’ shoulders Extreme dependency, in which one fails to participate
proactively and surrenders the opportunity to feel personal accomplishment Severe antisocial
behavior, in which one possibly represents a danger to self or othersRehab doctors and
therapists know they must adapt their approach to each person according to how that person is
coping. Says Dr. Michael Scott:Everyone copes in a different way. Some people are more



energetic, gung-ho and motivated. Some are depressed. Everyone does their best, and we try to
motivate them and get them going. Some are able to do a little more early on, and we try to
adjust for that. If someone isn’t up for a vigorous weightlifting class or tires out, we try to space
things out to accommodate what they can and can’t do.The fact that someone is depressed or
angry while in rehab does not mean he will fail to adapt to disability. Saunders Dorsey was a
young attorney in Detroit when an angry client attacked the office with a rifle. Saunders jumped
out of the third-story window and became spinal-cord injured:I was extraordinarily dependent. I
needed 24-hour attention. I wouldn’t do anything. I was virtually helpless. It was obviously more
emotional than physical. I was so angry; I laid there for two years and wouldn’t do a thing.Dorsey
has since returned to a thriving law practice, established a successful accessible transportation
company after seeing the flaws in the services he was receiving, and is living in a comfortable
home with his wife and children.Violently Acquired Spinal Cord InjuryViolently acquired spinal
cord injury (VASCI) has been on the rise since the 1990s. The vast majority involve firearms. The
incidence, understandably, is higher in urban areas. Automobile crashes remain the number one
cause of traumatic spinal cord injury. Violence has been moving into and out of the number two
spot in recent years, trading places with falls. The incidence has been growing; between 1973
and 1977, violence accounted for approximately 14% of all spinal cord injuries. Data from the
National Spinal Cord Injury Statistical Center (1994) indicate that during the 1973–1978 time
period, violence accounted for 13% of new spinal cord cases. By 1994, this figure had increased
to 30%, and ethnic minorities accounted for 72% of this group. The greater emphasis is on
African American and Latino men.Statistically, victims of VASCI tend to have fewer financial
resources, so VASCI places more demands on the resources and dollars in the system in the
form of emergency medical services, rehabilitation, home modification, and so on. They also
tend to draw family members away from work— and preciously needed income.A unique set of
issues arise in the context of VASCI. Features unique to people with VASCI include early anger
at being a victim and the impulse for revenge, a “macho” type of personality that tends to resist
participation in rehabilitation (especially when small white women therapists attempt to direct
them), and the challenges of returning to the very environment where they were at risk in the first
place.The Disabling Bullet Project is a program out of the University of Illinois in association with
Schwab Rehabilitation Hospital in Chicago, the National Rehabilitation Hospital in Washington
DC, and Oak Forest Hospital in Cook County, Illinois, where there are notable populations of
patients with VASCI. The Project aids these young men in the process of reintegration into their
community through a peer-mentoring strategy. They get the benefits of the experience of other
young men who have made the transition back into the community—and achieved a better
quality of life. Mentors go through a rigorous training process that starts by taking the young men
through their own initial experience with VASCI and reviews topics, including disability
awareness and etiquette, the various emotional stages one might go through as they adjust,
dynamics particular to their particular minority status, and how to establish an optimal peer-
mentor relationship based on trust and strong communication.Working with a



PsychotherapistThe rehabilitation period is recognized as an important time for psychological
support. Psychotherapists are typically included on the rehab team. Many rehab clients have the
opportunity to spend time with a therapist as part of their daily schedule, where they are free to
ask questions and explore their feelings confidentially.Many people who find themselves in
rehab will never before have met with a therapist. Those persons might feel as if therapy is being
forced on them and is an invasion of privacy. Psychologists expect that some people will be
unwilling to participate at first and will have negative ideas about the psychotherapeutic
process.Meeting with a psychologist means revealing intimate facts and exploring deep and
often troubling emotions. Although the process can seem threatening at first, the therapist’s job
is to be an ally—not a friend, because this is not a personal relationship—who listens openly
and explains what he or she has to offer. Psychotherapists can affirm the validity of what you are
going through and help you begin adapting.Jeri Morris, PhD, of the Department of Rehabilitation
at Northwestern University Medical School in Chicago, writes:The immediate goal of the
psychologist is to encourage a willingness by clients to think about the long-term effects of their
injury. The psychologist must get on the side of clients rather than make himself or herself their
adversary.5Thinking about long-term effects can be especially hard for people with progressive
conditions, such as MS or ALS. People with MS fight hard to maintain their health. One of the
most difficult moments is when it is time to begin using a wheelchair, as explained by Cynthia
Bishop:A lot of people see using the wheelchair as giving up, as giving in to their disease. We
hear that over and over, “I’m not giving in to it; I’m not using a wheelchair.” We have to do a lot of
talking. “How does it affect your day-to-day life function? If using a wheelchair would make it
possible to go to your child’s Little League game, would you rather go or would you rather stay
home? How about using the wheelchair at work so you still have the energy to stay up with your
family when you get home, as opposed to walking at work and becoming so tired that you just
come home and collapse in a heap?”Generally speaking, it’s not something that people receive
warmly. We have to continue the process over several visits. We have to gently bring them to the
point where they say, “Okay, I’d like to do that, I think it might be a good idea.”Most rehab centers
emphasize education, offering programs on an array of topics to enhance your sense of control
and sense of self. Dr. Michael Scott describes the offerings at Rancho Los Amigos:We have a
program that all patients go through called Starting Out class. Every day of the week there’s a
different topic. One is called Take Control, basically an assertiveness training class. It’s given by
one of our former tetraplegic patients, who does a great job with it. Other topics are Attendant
Management, Funding and Resources, and Learning Your Rights, which is an introduction to the
ADA. We let them know what the resources are and how to stick up for themselves.SexualityThe
confidential relationship with the psychotherapist is an opportunity to safely discuss this crucial
topic. You might be hesitant to bring up questions as personal as what kind of sex life you might
be able to look forward to. Dr. Michael Scott describes his approach to helping people ask about
sex:Most patients are reluctant to bring up sexuality initially. They’re definitely thinking about it.
We use the approach of giving them permission to talk about it. I’ll say, “You’ve had a spinal cord



injury, things are different for you now, you probably have some questions, and one thing people
usually want to know about is sexuality and sexual function. If you have questions about it, then
please let me know.” Usually they’ll say, “Oh yeah, I’ve been wondering about that, doc.”The
priority of sexuality to the person depends on many factors, including the type of disability, age,
and sexual experience. Dr. Ed Nieshoff of the Rehabilitation Institute of Michigan, himself a chair
user with quadriplegia, talks about younger men with a spinal cord disability:They’re still in the
grip of their raging hormones like any teenage guy, and all that energy is hard to redirect. It is
very hard—and often angering—for them to have to redefine their sexuality. It adds to the pain.
People think that walking again is the most important, but I’d say for most people it’s about
number five on the list. For a quad, first of all you want your hands back, second you want to be
able to urinate, third you want to control your bowels, and then your sex life, and last of all
walking. When you’re nineteen, you’ll take the sex before the walking!Much of the information
offered in rehab is about male sexuality. Since women with disabilities are generally not
prevented from having children, the emphasis often falls on male fertility. And since maintaining
erection is an issue only for men, this also tends to weigh the discussion in their direction. There
is a lot of information about penile implants or injections, and harvesting sperm is now
possible.Yet women also face questions regarding vaginal lubrication, positions, bladder control,
and how to attract men in a culture that doesn’t encourage women to be the pursuer. Women
need to hear about birth control, pregnancy, and gynecological care. Margaret Nosek of the
Baylor College of Medicine Center for Women and Disabilities has been researching sexuality in
women with disabilities, and says:I’ve heard from women who said they were put in groups with
men and were very uncomfortable with that. They felt it was introduced at a time when they
didn’t feel ready to deal with it. It’s just that rehab centers have people for such a short period of
time now that they try to cram all this stuff in. Women need more time to adjust.Women might
have underlying issues of abuse. Their disability might even be the result of spousal abuse,
which is sadly responsible for a share of brain injury and spinal cord injury from gunshot, for
instance. A past history of sexual abuse will certainly be aggravated by becoming a woman with
a disability. Women become more attractive targets for abuse by being in an increased position
of vulnerability.It is common for women’s menstrual cycles to be interrupted for up to six months
to a year after a spinal cord injury.This raises psychological issues about the desire to have
children— the loss of a feature that is a matter of feminine identity for some women—and
anxiety about whether the cycle will return, despite what rehab staff says.A skilled psychologist
can help women begin to address these and other issues in order to achieve success in their
sexuality. Nosek again:The key is self-esteem. Our studies have shown that when women feel
good about themselves, disability has no effect on the quality of their relationships. But there is
so much more to study. We want to find out more about what makes women have high self-
esteem.Sexuality is discussed in more detail in Chapter 5, Intimacy, Sex and Babies.Vocational
RehabA primary goal of rehab is for you to be able to work, if at all possible. Rehab staff want to
foster your opportunity to return to your previous or some other kind of job. The anticipation of



returning to a productive role in the world can increase your appreciation for how the rehab
process is a path to an integrated, fulfilled life with your disability.You will work with a vocational
rehabilitation counselor who might be employed by the rehab center, assigned by the insurer, or
representing your state vocational rehabilitation agency. Vocational rehabilitation (Voc Rehab) is
a government program that exists at both state and federal levels. Legislation dating as far back
as 1917 has authorized money to help injured workers get back to work. Your insurer might also
have vocational rehab services and funds to offer you. If you get back to work, they figure you
will not require as much expensive continuing healthcare or long-term disability
benefits.Counselors you work with will have varying loyalties, depending on who employs them.
Those loyalties can limit their effectiveness, as attorney, quadriplegic, and disability activist
Deborah Kaplan, former Director of the World Institute on Disability notes:The Voc Rehab
system is sometimes helpful, often not. And very frustrating, very bureaucratic, very rigid. These
days, they don’t want to spend much money per client. You have to be a fairly sophisticated user
of government entitlement services to get anywhere with rehab, unless you happen to luck into a
good counselor who is genuinely trying to facilitate life. Counselors usually want to put you into a
community college, get you a trade and say that they rehabilitated you. If you get a job, they have
succeeded, whether you keep it or not.The hard truth is that your state vocational rehab agency
will generally work with you only when they consider you employable. How that gets defined
might be up to the particular case worker you encounter. This man with advanced muscular
dystrophy reports:I went to their office, did the entire intake process, interviewed with a case
worker, but nothing ever came of it. They said they would call me, but never did. I talked to other
disabled people more familiar with the workings of the California rehab system, who told me the
reason they probably didn’t follow up is because they considered a person with [muscular
dystrophy] in his late thirties a “bad risk.” That is, I would probably die before I would work
enough to make the money spent on me worth it. As cold as this may sound, I believe it to be
true. I’ve heard about this type of thing many times before.State vocational rehabilitation services
are getting tighter these days. There has been greater demand on these programs, in part due to
the increasing number of repetitive strain injuries resulting from computer use in offices. In some
states, legislation limits the money that can be spent for a given case—this limited amount can
be small if you need an education and adaptive tools such as a computer or a modified vehicle.
Voc Rehab funding is also sensitive to the economy. State budget cutbacks following the burst of
the “dot.com bubble” in the 1990s had a negative impact on Voc Rehab money.You always have
the chance to advocate for yourself. For instance, you don’t have to accept the first counselor
who is assigned to you. If there is someone in the rehab facility to organize your vocational
rehab, she might work harder on your behalf because she has no association with the funding
source. When a counselor is doing her job well, she does the following: Takes a history of your
past job experience and skills Learns about your medical status and prognosis Considers how
your disability affects your ability to return to previous work Evaluates new career possibilities
and makes suggestions to see what interests you, if your previous work is not possible Surveys



the job market to help identify realistic options Explores sources and means of funding, if you
require training or education Coaches you on job-seeking and interview skills Advises you and
your employer on possible modifications and accommodations that make it possible for you to
perform the jobVocational counselors want to make the most of your physical and psychological
rehabilitation, accomplished with hard work by you and the rehab team. They want to make a
smooth transition to work or to education and take best advantages of your accomplishments in
rehab.Research ProgramsMany of the major rehab centers—including but not limited to Craig
Hospital near Denver, Colorado; Shepherd Center in Atlanta, Georgia; Rancho Los Amigos near
Los Angeles, California; The Rehabilitation Institute of Michigan in Detroit; Jackson Memorial
Hospital, which is closely associated with The Miami Project to Cure Paralysis in South Florida;
the Kessler Institute for Rehabilitation in New Jersey; Drake Center in Indianapolis; and Mt. Sinai
Rehab in New York City—have research programs. The types of projects in which these groups
engage include data gathering or measuring such things as quality of life with a disability or
public attitudes toward disability. Or they might be involved in basic science, such as spinal cord
regeneration or pain management.This means that your connection to one of these centers
could contribute to knowledge and understanding about disability, which the center will
disseminate to others working to be of service to people with disabilities. Beyond participation in
various kinds of research studies, there are increasing opportunities to participate in human
clinical trials, should you fit the criteria that are always very clearly defined for such
procedures.Beyond RehabThere is not always time for you to make full adjustments before
leaving rehab. States Dr. Michael Scott of Rancho Los Amigos:In the past when there were
longer stays, people had the support of staff to go through some of the psychological adjustment
issues. Now they’re going through them in the community. It’s probably more difficult.Once you
are out of rehab, how can you find out how much more progress is possible in gaining strength
and skills? How do you make that progress on your own? This is the challenge of shorter
stays.Rich Patterson of the Santa Clara Valley spinal cord unit notes:It is very tough to see
people who don’t get the chance to make adjustments while they’re in rehab, though it depends
a lot on where they were at socially, their communication skills, and level of education. If they
don’t have these skills, then they run into some serious difficulties dealing with all facets of life,
from family and neighbors to doctors and equipment suppliers. They need to learn how to
develop these skills. We try to help that by matching them to a peer supporter, but we run into
the problem of people who, when they are released after three months, don’t want to talk to
anybody. They’re still very insecure about their disability. They don’t think that other people have
the same problems they do. They’re still in the denial stage.Your rehab experience might be
unpleasant for you. You might resent the controlled environment or feel you just want a break
from all the hard work. But the resources there exist for you, and it is a mistake not to take
advantage of them while you have the precious opportunity. Don’t wait until you find out how
limited you are by having stopped short of gaining your optimal strength and skills. Even people
who hated rehab reconsider. Bonnie Sims says:I am sometimes surprised when people who



seemed so dissatisfied during their rehabilitation return for treatment. I guess it’s true that we
look a whole lot better looking back!It is much harder to achieve your optimal level of function
without the support and regulated schedule of a rehab facility. Nonetheless, take advantage of
outpatient services your rehab center offers, find similar services nearby if you live too far from
your inpatient center, or at the very least be sure that you have a home program designed for
you when you leave rehab and do your best to stick with it. There is always more you can
achieve. Once you are home, don’t let the rehab process stop. It’s only just begun, and the
quality of life possible for you lies ahead—if you choose to remain on that path.The Transition to
HomeThe question of what you will go home to comes up quickly once you arrive in rehab.
There is a lot to do to get ready, so the process should begin as soon as possible.The first
question families have is usually about the adaptation of their home. As discussed in Chapter 7,
Home Access, this may not be a simple matter of adding a ramp or putting in grab bars.
Contractors may need to get involved, doors might need to be widened, lifts installed, or full
additions built onto the house. Some people find they must leave their existing homes and find
another more accessible place to live. These things take time—and money.Equipment is another
key to the discharge process, but the task of identifying a wheelchair is difficult to accomplish
early in the rehab process. As Bonnie Sims explains:In the first weeks of rehab, most people
plan on walking out. The last thing they want to do is order a chair when they believe there will be
no need for it. Power chairs can be especially complex. There isn’t sufficient time to prescribe,
fund, order, and fit the chair prior to discharge. We do have a loaner system that makes timely
discharge possible in most cases.Many major rehab centers have special apartments designed
as transitional living locations, but most insurers will not pay for a stay at such a facility.Building a
Support SystemYou want to create an environment for yourself that helps you continue coping.
The choice of people you interact with makes a big difference.Your relationships will change with
some people. A disability has a way of flushing out relationships, of showing who is really
committed to you as a true friend or even a family member, and who is unwilling or unable to
accept you on new terms. There is both heartbreak and joy in this. You will find a deeper
connection with some people in your life, and you will be disappointed in others, facing the loss
of their presence because they are unable—perhaps only for now—to face their fears raised by
your disability:I found out years later that some of my closest friends felt my life was over once I
had become paraplegic. A couple of them did not see me for years, and when we reunited later,
they said that, at the time, it was just too painful for them.You will also meet new people and
develop friendships in ways you might not expect. You have control of who you interact with and
in what ways. You have new priorities for maintaining your health and redefining an active,
satisfying, and meaningful life. You have to choose how you need and want to live, give people
you’ve known the chance to understand your new terms, and try to have enough people in your
life who inspire you and support you.Relationships take work. Expressing emotions to each other
is part of the process of deepening your connection. Even if others grieve about your disability or
tire of the caregiver role, keep communication open. The relationship can grow, so long as



people are expressing themselves.In her book, Coping with Limb Loss,6 Ellen Winchell, PhD,
describes aspects of a successful support system: Our lives are enriched by emotionally
nourishing relationships. We are innately social beings who turn to each other in times of
need. Knowing people love and care about you reduces your sense of isolation and the burden
of the experience. One “best friend” is not a complete support system, but is an overwhelming
responsibility for that person. You are not a burden to people who care enough to want to
contribute and will find meaning for themselves by doing so. Accepting support is not a matter of
shame—everyone needs support in some way at some time in their lives.Family CaregiversBy
speeding the date of discharge, insurers have placed more responsibility for care on families.
Coverage for home nursing and personal assistance is also limited, so families end up carrying
much of the load. For a person with quadriplegia who is ventilator dependent and must have
someone nearby at all times, this is a large task indeed.According to a June 1998 article in the
San Francisco Examiner:Managed-care companies and hospitals conscious of the bottom line
have weighed in, pushing to get clients home faster and, many critics contend, sicker. The result
has been an explosion in family caregiving. A poll by the National Alliance for Caregiving found
that the number of people providing free care to a family member grew to 21 million, up from 7
million in 1987.7Some families have a great deal of trouble with the caregiver role. It is, at the
least, a financial strain. Often at least one family member must leave a paying job to perform a
caregiver role that produces no income. Caregivers take on medical responsibilities, such as
assistance with a bowel program or suctioning secretions for a ventilator user, but might not
have received sufficient training. They might have an emotionally difficult time performing such
intimate and invasive tasks.Many people who use personal assistance say that they would not
recommend a family member playing the role of primary caregiver, especially a spouse. It alters
—sometimes seriously strains—family relationships. When a parent assists an adult child, the
quality of the relationship can revert to when the adult child was young, as the protective
instincts of the parent resurface. Even when a parent-as-caregiver relationship succeeds,
parents will have increasing difficulty with the physical tasks as they age.Some families succeed
by sharing the caregiver tasks among parents and siblings. No one person is overwhelmed, they
learn to perform tasks and procedures effectively, and everyone knows the first priority is
preserving the disabled family member’s rights of decision-making and control—and dignity.
People can discover that tasks that they considered unpleasant—like providing bowel assistance
—become more accepted with experience:I know a family with a son who has significant
cerebral palsy. He is unable to walk or speak. He has deformities in his spine and arms and is
spastic, yet with the support of his large family, he has graduated with high grades from high
school, uses computer technology by means of a mouth switch, and travels often with the family
in a specially outfitted recreational vehicle. They even developed a special system of
communication in which he clicks with his mouth in response to a system of prompts. The father
says that he wouldn’t change a thing, that the experience has been a remarkable gift for his
family.When the caregiver role falls to a family, there are choices about how to approach it and



what to make of it. With appropriate training and support, a family can settle into a routine that is
not burdensome and makes a full life possible for their loved one. Chapter 2, Healthy Disability,
contains information about personal assistance services.Use Outside ResourcesRehab is only
the start of the process: there is more to accomplish. You might not be a resident at a rehab
hospital anymore, but your insurance might cover continuing therapy on an outpatient basis.
Even if you live in a different city from the major rehab hospital where you stayed, there are an
increasing number of small rehab hospitals or therapy groups that can work with you closer to
home.There is likely to be a Center for Independent Living (CIL) in your area. Although not a
rehab hospital, a CIL can help in many ways. If you are struggling with your insurer about
coverage for continued therapy, the CIL might be able to offer you advocacy training and support
to gain funding for your needs, possibly even for home adaptation. Many CILs conduct support
group meetings that give you the chance to meet others who share your circumstances. You get
to learn from the pros, who will gladly share their “tricks of the trade.” Of course, each CIL has its
own programs. Offerings vary widely.Just because the insurance industry calls the shots on how
long you get to stay in rehab does not mean that you are denied the chance to be as strong and
active as you can be. It just means you have to do more of it on your own.Janie Whiteford of
Santa Clara Valley Medical Center notes:When you’re discharged, you are definitely not what
you’re going to be a year from now. We really push people not to think in terms of where they are
now. Consider where you might be a year from now, because it will be a totally different
picture.Rehab is inevitably a sheltered environment where you can begin adjustments. Once you
get out, there will be new stresses, even for the person who has good coping skills. Kentfield
Rehabilitation Hospital’s Dr. Alex Barchuk comments:Psychological adjustment is very, very,
very, very individual. People who don’t have a history of depression and usually have felt okay
about things will go through a period in the beginning of not knowing what the heck’s going on.
Then, they realize, “Oh boy, this is a whole new life!” But it isn’t until they get out of the hospital
that it really hits them hard.Ongoing HealthcareYour disability will need continuing medical
management. Maintain a relationship with your physiatrist. If you traveled to a regional rehab
center, identify a place that can offer ongoing physical medicine services. Ask your rehab doctor
for a referral.
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rollingonalong, “Great informative book for wheelchair users. I'm a fairly new spinal cord injury
wheelchair user & found this book full of very useful information. I would highly recommend it to
any new wheelchair user but it has so much information I know I will refer back to it for years to
come.Packed full of advice, links, things I hadn't even thought about but was glad I had read the
book before I was faced with some of the situations. Everything from how to ick a wheelchair to
advice on how to accept or decline help from another person. Detailed, organized, good writing.”

Faith, “Life on Wheels. I have just recently been told to get off my ankle. I was having problems
with acepting this and how to deal with being out in the public in a chair. This book helped me
see that my thoughts were normal and most people have them. That helped me a lot. I read the
book and then went back again to cover the parts that I thought really pertained to me. I will keep
the book on hand for further references as I know questions will come up.”

Debbie, “Life on Wheels. This one I am reading and it is very good. My husband just recently
became a paraplegic due to a fusion. We are trying to deal and this book is right on as far as
what to expect.  Very good”

radtaz, “good book. This is a good book for someone who has recently had to be in a
wheelchair. It gives a lot of basic information that is not covered if you don't have a health
professional or rehab hospital to guide you every step of the way. You will gain a lot of valuable
information.”

Dani, “Great research tool. Love this guide, I am writing fiction including a disabled character. For
me this book is a great tool to research and learn to make my writing as factual as possible.”

Mack1942, “most helpful. tells you how to do, what to be expected when you first go out with
wheels instead of feet  under you.Most helpful.”

Ebook Library Reader, “good book. my granddaughter was recently paralyzed and wanted to
learn everything i could  .this book helped me understand so many things”

Nessipoooooo, “Great Book. I found this book helpful even though I am quite a few years into my
spinal cord injury. I think this book should be given out to the newly disabled so that they can see
how full their lives still are. I know mine is...”

Hosak-Robb,B, “Great, stay on the move. The thought and experience that went into this book is
impressive. Whether change of life has impacted you, or maybe even more so, if you are trying
to understand the new situation a loved one has been put it, I was simply well informed about all



of the many things that need to be considered and dealt with. Great to help understand a little
better. It can help a transition in a very objective, helpful, organized way, offers things to plan for.”

The book by Gary Karp has a rating of  5 out of 4.3. 21 people have provided feedback.
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