Straight Talk

On Spondylitis

* b {#3 o
\ ol ol
‘ ' ‘ F

e Information From Experts l ]m ‘e Medications & More

=~ Spondylitis
7~ Association
Published by: = of America™






Straight Talk

On Spondylitis

Third Edition

Editor-in-Chief
Laurie M. Savage
Executive Director, Spondylitis Association of America

Associate Editor
Diann Peterson
Director of Membership & Communications, Spondylitis Association of America
Managing Editor

Melissa Velez Coelho
Director of Program Services, Spondylitis Association of America

Contributors
Robert A. Colbert, MD, PhD John Reveille, MD

David Hallegua, MD Scott P. Edwards

First Edition Authors

Rodney Bluestone, MD Renee Z. Rinaldi, MD
Jane Bruckel, BSN, RN Martin V. Cohen, PhD
John J. Cush, MD Mary Rosenberg, PT
Sharon Gitman, PT Dena M. Slonaker, OTR, MS Ed
Peter E. Lipsky, MD Robert L. Swezey, MD
Illustrations Graphic Design & Layout
Mary Benz Deckert Christopher J. Miller

Design & Web Coordinator, Spondylitis Association of America

The Third Edition of Straight Talk On Spondylitis is made possible by:
J.B. and Emily Van Nuys Charities and the Blank Charitable Foundation.

Published by
Spondylitis Association of America



Straight Talk On Spondylitis (3rd Edition)
Copyright © 2008 Spondylitis Association of America
Sherman Oaks, California

Printed in the United States of America
Printing by: Sundance Press, Inc.

No part of this book may be reproduced in any form without permission from the Spondylitis Association of America. For
additional information about this book or other publications produced by the Spondylitis Association of America, write to:
SAA, PO Box 5872, Sherman Oaks, California 91413.

ISBN 978-1-881941-00-2

THIS BOOK IS NOT INTENDED AS A SUBSTITUTE FOR THE MEDICAL ADVICE OF PHYSICIANS. The
activities, exercise programs and medication information contained in this book are for informational purposes only.
Consult with your own physicians and/or physical therapists prior to beginning any activities or exercises to ensure that
each activity or exercise is appropriate to your own individual needs and limitations. Participating without professional
advice may lead to injuries or complications of pre-existing conditions.



Contents

FOTWATA .. uieiieeiieeeeeieeeeeeeeenncceeeeceennscescssccassnsssssscccssasesssessssnsensssnsessssnsessssssesssensssnsenseosnsensssssssssnnnssssssssassssssssnel

Chapter 1: Understanding the DiS@ase.....ccuueeuuuuiiiiiiimmueiiiiiiiientuiiiiiiitetneiiiiiteetmeeeiieeeteessmeessesssesssssssssssssessssssssssssses 1
Why Spondylitis Hurts — Poor Posture and Fatigue — Symptoms and Severity Vary — Non-skeletal Complications —
Susceptibility Runs in Families — The Outlook is Good

Chapter 2: SPondylitis iN WOMEN.....ciiiieeuuuiiiiiiiiitiiiiiiitiiieeiiiiititeeneeiiiettteeseeeesieteteeseesssssssstessssssssssssssssssssssssssssssssnnes 7
Diagnosis — Childbearing — Risk of Inheriting Spondylitis — Additional Resources

Chapter 3: Medications for Spondylitis and Related Conditions......cceeiiiremmueiiiiiiiieennciiseniieenneeciisceiieesssecssssessssssees 9
Nonsteroidal Anti-Inflammatory Drugs — Other Medications — Steroids — Second-line Therapy — Tumor Necrosis Factor
Alpha Inhibitors — Pain Control

Chapter 4: Posture, Gravity and SPONAYLitiS....ccceiiieiiiiimmuiiiiiiimimmuiiiniiiiiemmmiinieiiiemmeeiisisiiissssesssssssssssssssssssssssssssees 13
The Key to Success — Keeping Straight to Enhance Your Posture

Chapter 5: Exercise is ESSENtial........iiiieeiieiiiiiiiiiiiiiiiiiiiitttiiiiiiiientiiiieinteesenesiiettessseessiseessessssessssssssssssssssssssssesss 15
Exercise Program and Guidelines — How to Get Started — Guidelines and Stretching Tips — Home Checks for Flexibility
— Additional Resources and References — An Exercise Program

Chapter 6: Enjoying Sports and ReCreation......ueeeeeeeiiiiiiiemmuuiiiiiiiemmmeiiiiiiieenmeeiiiiiiteeseeesiiesieessssessseessesssssssssssssees 31

Considerations and Precautions — Suggested Sports and Activities

Chapter 7: Keeping Straight Through the Day.........ccciiiiiiuiiiiiiiiiimmciiiiiiiieniciiiiiiiienneeiisisiiiesmseessssssssssssssssssssssssseees 34
Conserve Your Energy — Learn to Reduce Stress and Relax — Relaxation and Stretching Techniques are Helpful — Advice
and Assistive Devices to Make Life Easier

Chapter 8: Keeping Straight Through the Night........cccoiiiiiiiiiiiiiiiimiiiiiiiiiiiiiiiiiiniieitciieeitissssesssesiiesssseesssssssssssses 42
Mattresses — Pillows — Positioning — Medications — Sleep Behaviors — Conditioning for Sleep — What About Sex?

Chapter 9: Staying EMPIOYed.... . eeuuiiiiiiiiiiiiiinntiiiinienttiiiiiteenteiieiteeteeeiieteesseessssstesssssssssssessssssssssssssssssssssssses 45
Issues That Can Affect Your Employment — Transferring and Changing Jobs — Vocational Help — Your Employment
Future

Chapter 10: Care of Children When You Have Spondylitis.....ccccccceeeiiimmmmuueniiiirimmeeiiiiiiemmeeiiiiiieennusiiicnneenneeeiscceneenes 50

Child Care Activities — Equipment Tips — General Tips
Chapter 11: What About Health INSUTANCE?...cciiiieeueiiiiiiemiiiiiiitnciiiitietucisstieeseissetiesseesssstssssessssssssssessssssssssssssssssssess 53

Health Insurance — COBRA — HIPAA — GINA — High-risk Pools — Prescription Medications — Prescription Assistance
— Online Pharmacies

(continued on next page)



Contents (continued)

Chapter 12: Psychological Challenges.......couueeeeeeeniiiiiimeeiiiiiiiiieiiiiiiieetiiiniientesiitieeeteesiesessseeessssesssesssssesssssesssssees 57
Acceptance vs. Denial — Social Support vs. Isolation — Assertiveness vs. Passivity — Flexibility vs. Rigidity

Chapter 13: SAA ANSWersS YOUTI QUESTIONS ccccuuiireeireemeesssseireesssssssiressssssssssssssssesssssssssssesssssssssssssssssssssssesssssssssssssssssssss 59
What Choices Do I Have For Pain Relief? — What About Nutrition? — What About Corsets and Braces? — What About

Surgery?

.
COMCIUSION . ceeneeeereennereneeennceenncrenscrnsscrnsccensecsssessssessssesasssssssssssessssessssessssesassesnssssssesnssessssessssessssssnsssassessssesnssesnssssnssssnssnne 62




Forward

‘ x J hether you have been diagnosed with ankylosing spondylitis or a related condition, or if someone

close to you has been diagnosed, spondyloarthritis (SpA) - also known as spondylitis - and its
associated social, functional, and economic consequences will require you to make certain adjustments
to your everday life. It is especially important to take charge of the disease, since the experts agree that
taking an active role in managing your condition, backed by a sound knowledge base, will have a positive

influence on its outcome.

It should also be noted that how well you cope depends largely on your own attitude and subsequent actions.
Reducing pain and stiffness, maintaining erect posture and preserving mobility can only be achieved when

you learn the facts about spondylitis.

Since its effects can vary from person to person, not all of the information in this book may pertain to you.
It is a “straightforward” look into the nature of ankylosing spondylitis and its related diseases. It is our hope

that this book will provide important tools in the quest for optimum health.
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Chapter 1: Understanding the Disease

In the 1960s, researchers set out to take a closer look at the
skeletal changes that occur shortly after onset of ankylos-
ing spondylitis, long before the disease has had a chance to
progress. Researchers and clinicians are now referring to
this as the pre-spondylitic stage. These studies into the ini-
tial stages of AS and related diseases provided the wealth of
information on which we now base our knowledge of how
these diseases progress and what it is that makes people
with spondylitis hurt.

Why Spondylitis Hurts

The researchers found that the initial stage of spondylitis is
inflammatory in nature. That is, inflammation takes place
in body tissues, notably at the junction where ligaments,
tendons or joint capsules attach to bone. (See figures la,
1b, Ic).

The areas of inflammation are actually made up of cells
These cells
release chemicals that can destroy nearby tissue and stimu-

of the immune system called lymphocytes.

late certain nerve fibers that cause you to feel pain. (See
figure 2).

When inflammation occurs deep in the spine, it affects the
ligaments and muscles surrounding the spine, as well. The
nerves that go to the inflamed structures deep in the spine
also go to these surrounding ligaments and muscles, and
the result is muscle spasm pain. Often the spasm is out of
proportion to the severity of the underlying inflammation.
This may explain the widespread, painful muscle spasms
in the spinal area so often observed even early in the dis-

case.

One critical discovery was determining the way in which
the initial lesion (area of inflammation) changes over time.
As the inflammation subsides, the lesion begins to heal by
forming scar tissue, which replaces the destroyed cartilage
or joint capsule. If this scar tissue is supplied by nerves,
it may become very sensitive and an additional source of
pain. In the final stage, the scar tissue has a tendency to
calcify and turn into bone, which leads to a fusion of the
joint. (See figure 1d).

Poor Posture and Fatigue

Although the initial inflammation can be quite painful,
much of the pain and early sense of stiffness are a result
of secondary muscle spasms. If the inflammatory process
is left untreated, the muscle spasms and later scarring may
force the person into a stooped posture. (See figure 3).

If fusion takes place with the person in a stooped position,
then a further strain on the body results. This strain can
cause more spasms and pain because the person is sitting,
lying and walking with an improperly aligned skeleton.
While it is rare for the spine to stiffen completely, you
should do everything possible to maintain good posture so
that if stiffening occurs, it will occur in an erect position.

Another byproduct of inflammation is fatigue. If extensive
inflammation is present, your body must use energy to deal
with it. Mild to moderate anemia, which may result from
inflammation, occurs in many chronic diseases, including
spondylitis, and may also contribute to a feeling of tired-
ness. Pain may cause sleepless nights that compound the
tired feelings. Fortunately, treating the inflammation can

help you overcome the fatigue and anemia.

Figure 2: A nest of inflammatory cells as seen under
magnification. These nests or pockets of inflamma-
tion occur where ligaments, tendons, or joint capsules
join bone.
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