SPRING 2005

The ACPA Mission
To facilitate peer support
and education for individuals
with chronic pain and their
families so that these
individuals may live more
fully in spite of their pain.

The Chronicle is published
quarterly by the American
Chronic Pain Association.

To raise awareness about issues
of living with chronic pain
among the health care
community, policy makers,
and the public at large.

Please send inquiries to:

We welcome essays, poetry,
articles, and book reviews
written by people with chronic
pain or their families.

The ACPA
P.O. Box 850
Rocklin, CA 95677

Executive Director:
Penney Cowan
President,
B oa r d o f D i r e c t o r s
Nicole Kelly

The American Chronic Pain Association
P.O. Box 850
Rocklin, CA 95677
www.theacpa.org
(916) 632-0922

Non-Profit
U.S. Post age

PA I D
Permit 5 59 5
Pittsburgh, PA

Medical Editor:
Steven Feinberg, M.D.
Copy Editor:
Alison Conte
Special Features:
Sally Price

STEP
SEVEN
The Role of Stress in Pain Management
by Penney Cowan, Executive Director, ACPA

I

f you are a person with pain, at one
time or another you have heard that
your emotions play a role in your pain
level. Truly, the connection between your
mind and body creates stress and tension
when you are in pain. When you are physically down, your emotional self is also
usually depressed and vice versa. So, for
people with pain, it is imperative that we
listen to what our body tells us.
If we can avoid stress and strive for
emotional contentment, we may feel less
physical pain. Become aware of the signs
of stress, learn how to reduce your level
of tension and stress, and learn from past
experiences how to avoid stressful
situations.

Recognizing Stress
As you carry out the activities of the day,
it is important to look for clues that might
indicate you are at risk for increased stress,
which leads to increased levels of pain.
There are some simple physical signs—
body language—that will help you to
become aware of tension:









Ankle twitching and tight shoulders
Tapping your foot or fingers
Clenching your teeth or jutting your jaw
Sitting with your legs coiled tightly
around each other
Twisting your hair
Folding your arms or pulling yourself
in tightly
A furrowed and frowning brow
Clenched fists with white knuckles

Reducing Stress
A major part of pain management is learning to redirect your attention away from
your pain and on to something that you
have some control over. Sound unlikely?
Try to simultaneously say the alphabet to
yourself while counting aloud from one
to 25. Take a moment to try this. It can’t
be done, because humans really do have
one-track minds.
Stress reduction techniques work in much
the same way. Focus on thinking about how
your breath might look as a substance; the
way it appears as you breathe in. Imagine it
as it fills your lungs; then hold that breath
for a moment as your lungs begin to fill.
Feel the pressure. Then, as you breathe out,
think about how your breath looks as it
comes out your mouth.
CONTINUED ON PAGE 13...
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Using Biofeedback to Relax and Control Pain
by Sally Price
by Sally Price

omplete relaxation—and pain
reduction—can be achieved by
changing the way we think
about pain. This is the lesson that
John Yeoman of Mukilteo, Washington
learned over the years. He now sees
his pain as a positive, natural part of
life that offers him an opportunity to
better himself.

C

The accident happened 18 years ago,
when John was working in the Navy
on an aircraft carrier. While unloading
equipment, one man let go of his rope,
leaving John holding the bulk of the
300 pound load. “I didn’t let go,” he
recalls, “because I knew there were
guys below who would get hurt
severely or even killed.”
As a result, John incurred spinal disc
and nerve damage that required back
surgery and left him in a wheelchair
for a year. He struggled to walk again
and now does so with the help of
crutches and a cane.
His journey with chronic pain began,
as with most of us, with the feeling
that pain was taking over his life.
“You can choose to lie in bed and
forget about the world—I’ve done that
before—or you can take the more
winding, rocky, probably longer path
and find the purpose and the meaning
of (your pain) journey,” John says.
“Chronic pain can help us see how
we can grow within ourselves and
make ourselves better people because
we are given this extra challenge.”
What led John to this self-reflection
was biofeedback training. He learned
to control his body—muscle tension,
heart rate, temperature, and even blood
pressure—through computer charts
showing the peaks and valleys of
physical response. It also changed his
thinking.
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Mastering the
Skill of Relaxation
hilip Elting of Cherry Hill, New Jersey used to relax
after work by doing wood-working or gardening.
But after five years of chronic back pain, the security
systems designer had to give up his hobbies and look for
new ways to relax. However, he finds he needs the relaxation
more than ever.

P

Philip discovered how total relaxation can treat pain during
a 10-minute relaxation exercise at a chronic pain support
group meeting. Soft music was playing in the background
while he followed gentle verbal instructions to close his eyes,
breathe deeply, and mentally go through his body, relaxing
each part. Within minutes, he felt his mind emptying and
his muscles relaxing.

“It made me feel much more powerful,” he says. “I was no longer a victim
of my body; I was the co-pilot.”

The more you move it back and forth,
it doesn’t hurt as much.” he says.

Over the years John has learned to see
biofeedback as more of a meditating,
reflective process, which enables him
“to connect to that inner point of
relaxation,” he says. This helps him to
go with the pain rather than fight it.
“I try to let go of my body’s natural
reaction to fight pain. I have found
fighting it does increase the pain.”

John, 40, is currently pursuing a master’s degree in mental health counseling
after working for years in the mental
health and social work fields. He has
been in ACPA for 10 years, and started
a new group as a facilitator last year.
His wife is a yoga instructor and John
practices a gentle (yoga) program that,
like biofeedback, allows him to go
deeper into meditation and relaxation.

Rather than seeing pain as alien or
negative, John says, he sees it as a
natural part of life and accepts it as a
positive opportunity to grow inwardly.
He learned a new way to think about
pain by reading books such as When
Things Fall Apart: Heart Advice for
Difficult Times, by Pema Chodron.

John loves talking about the innerconnectedness of the mind and body
and about the connections we have
with each other. He tells of being in an
academic study where he was standing
finger-to-finger with a person with
chronic pain. When the person experienced pain, John experienced pain also.

John has been able to actually feel his
pain flow like a river, like a natural
motion within its location in the body.
This has great benefit for him. “As soon
as the pain begins to have motion, it
releases the stagnant characteristic that
produces the throbbing (sensation).
It’s like holding your hand over fire.

That connection between people, he
says, is also the greatest part of being
in a support group. “When you give
support to someone, it comes back
to you,” he says. And it’s that innerconnectedness with others that allows
us to grow, and find the purpose in
our pain.

“I could feel a release of pressure in my head,” he says.
“Once my mind was clear, I could feel my leg muscles
unknotting and the tension in my back going away.
I was so relaxed I was almost going to sleep.”
It was then Philip learned that true relaxation—the kind that
helps relieve chronic pain—is achieved with practice, practice,
and more practice, in order to make it an automatic
response. After a while, he says, you don’t need the verbal
directions; you just hear the music or start deep breathing,
and your body drifts into a relaxed state.
It’s a skill he says he hasn’t mastered yet, mainly due to the
demands of working fulltime. But he has become such a
believer in the value of relaxation for chronic pain that he
plans to teach relaxation skills at every meeting of his new
ACPA group.

STEP SEVEN
by Sally Price

Deep breathing is in itself helpful in reducing
pain. This means inhaling to full capacity and
exhaling till the front of your abdomen
touches the back of your abdomen. The deep
breathing prompts the body’s muscles to relax.
it has been so bad the pain radiated to his chest, making
him—and his doctor—think he was having a heart attack.
A year ago, he underwent a morphine pain pump implant,
which has been a huge help. “The pump has been the
greatest thing that happened to me,” he says.
When Philip was transitioning from a temporary to a permanent pump, he went through a particularly painful month
and discovered the ACPA. At age 56, he is thinking about
ACPA as a way he could help others deal with chronic pain
and prepare himself for early retirement with his wife, Mary
Ann. He is also in the early stages of starting a foundation
to help people with chronic pain obtain medical equipment
that isn’t covered by their health insurance.
But right now Philip wants to get the relaxation message
across to everyone with chronic pain. It need only be a
10-minute exercise, but the value of disciplining oneself to
do it “can be most beneficial,” he says. “If they don’t already,
I think they should take those moments, even if only a few
times a week.”

Deep breathing is in itself helpful in reducing pain, says
Philip. “This means inhaling to full capacity and exhaling
till the front of your abdomen touches the back of your
abdomen.” The deep breathing prompts the body’s muscles
to relax.
Philip has compiled quite a library of relaxation CDs and
tapes. Some are too good—they put him to sleep before he
can listen to them all the way through. He figures that when
he introduces relaxation skills in his ACPA group, he’ll have
to walk a thin line. “I don’t want people driving home in a
trance,” he says with a laugh.
With eight degenerative discs and a repaired fractured
vertebra, Philip knows intense, excruciating pain. In the past
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How I Learned to Relax
by Patricia Nielsen

I

relaxing all work together to help me
manage my pain on a daily basis.
Periodically during the day, I notice
when my pain is increasing and it is
time for me to relax. It is as though
I am alert to that warning voice inside
that says, “Don’t push yourself. Don’t
step over that imaginary line where you
will suffer painful consequences. Take a
time out. Relax.” This usually prompts
me to stop my present activity, assume
a comfortable position, breath deeply,
and count backwards from 60 to 1
(repeating as often as necessary).

t isn’t easy to believe people when
they say, “Relax. Everything is going
to be all right.”

Advice to “relax” can seem like a mere
panacea for those of us with chronic
pain. We want a real solution, not
attempts at comfort. Even before chronic pain entered our lives, this advice
sometimes preceded pain, as in “Relax
your arm. This shot won’t hurt,” when
it did. We also heard, “Relax. You’re
making a mountain out of a molehill,”
when our fears were very real. The
moment I hear, “Just relax,” I tense up!

Once a day, I lie down for 3 to 60
minutes and listen to either classical
music or a relaxation tape of ocean
or rain forest sounds, or occasionally,
a thunderstorm. What is relaxing to
one person may sound annoying to
another, so you must find what works
for you. For instance, I never play the
bird sounds tape I received as a gift.

But, sooner or later, you will learn
about relaxation’s benefits, and come
to value it as an important part of
pain management.
Relaxation is the seventh step in the
ACPA’s “Ten Steps from Patient to
Person.” According to the introduction
in the ACPA workbook, when you
apply these techniques to your life,
you can to a certain extent “tell your
body how you want it to feel.” In the
area of relaxation techniques, there is
something for everyone, from a quick
deep breath to a long session of autogenic training.
It was during childbirth that I first
experienced how relaxation techniques
and deep breathing could help me
control my reaction to extreme pain.
Years later, relaxation was one of the
first methods I was taught when my
acute pain turned into chronic pain.
I learned to use a biofeedback machine
and then responded to audio tapes.
Now relaxation is something that I
use to manage my pain several times
a day, every day.
What I like about relaxation methods is
that they are free and readily available
tools that help me self-manage both
chronic pain and stressful feelings.
When you are in pain, you tend to
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tense up without knowing it. It
becomes a vicious cycle: tension
increases pain, which then increases
stress, causing even more tension and
pain. Many of you recognize how
distressing feelings, such as frustration,
anger, guilt, anxiety, worry, and fear
can ignite this already volatile powder
keg of pain and tension. Relaxation
helps us put out the fire before it
triggers an explosion.
Relaxation techniques share two basic
components:
 Repetitive focus on a word, sound,
prayer, phrase, or sentence such as
“I feel comfortable, calm, and
relaxed.”
 The adoption of a passive attitude
toward intruding thoughts, with a
return to the focus.
The techniques are divided into brief
and deep methods.

Brief methods include self-control
relaxation, paced respiration, and
deep breathing. These require less time.
Deep methods include autogenic
training, meditation, and progressive
muscular relaxation.
Autogenic training consists of imagining a peaceful environment and comforting bodily sensations. One type of
meditation—mindfulness meditation—
brings about a nonjudgmental awareness of how one’s body and mind feel
during the present moment. Progressive
muscular relaxation (PMR) focuses on
tensing and relaxing as many as 15
major muscle groups. You can learn
about these relaxation techniques from
books, tapes, or CDs, available from
the ACPA, the library, bookstore,
music store, or on the Internet.
In my mind, pacing, prioritizing, and

“Don’t step over that

imaginary line where
you will suffer painful
consequences. Take a
time out. Relax.”

It reminds me of the Alfred Hitchcock
movie “The Birds”—hardly relaxing!
During this hour, I either do a progressive muscle relaxation of tensing and
relaxing my feet, calves, thighs, hips,
etc. or I imagine myself in a peaceful
place. I might think of nature, or
remember a soothing scene from a
movie, like the final scene in the classic
French movie, “The Red Balloon,”
where the boy is lifted up into the sky
by a hundred colorful helium balloons.
I like the image of being weightless.
At night, I relax with a hot tub, and

I sometimes light a candle in the dark
bathroom while turning on our Jacuzzi
tub. Even without the water jets, the
warm temperature relaxes me. I am
continually amazed by what relaxation
can do. When I practice the techniques,
my muscles are more at ease, my mind
is less stressed, and my whole being is
more rested, alive, and ready to take
on the challenges of the rest of the day.
At night, I am calm and ready to sleep.
Relaxation is not a cure for chronic
pain or stress. It may help you learn
how to quit fighting the pain and
enable you to calmly work with it.
It has helped me to function better
and live life more fully. Best of all,
it is a prescription for peace that I
can write for myself.
Patricia Nielsen, freelance writer and nurse at
Dana College in Blair, Nevada, is author of Living
with it Daily: Meditations for People with
Chronic Pain, available from the author:
pnielsen@fs1.dana.edu

Try to Relax.
Here is a relaxation exercise that incorporates my memories of a Florida beach. You might
imagine yourself in the mountains, at a lake, or some other natural setting. Join me in
thinking about your own peaceful place:
You arrive at the beach with the full warmth of the sun radiating a warm, relaxing feeling
onto your body. You wonder at the beauty of it all — the long stretch of immaculate white
sand, the turquoise blue water, and the gentle lapping waves upon the shore.
You lie down on your thick, plush beach towel in a secluded spot on the sand and close your
eyes. The ocean waves tumble and fall, crest and break, ebb and flow in a comforting
rhythm, making you drowsy as your skin warms further. Any intrusive thoughts are carried
away as you listen to the calming sounds of the breeze. Seagulls titter in the distance.
Your body is relaxed and at peace. Your breaths are deep and regular. You feel the warmth
relax first your face, then your shoulders, chest, stomach, thighs, legs, and feet. You are
peacefully, soothingly relaxed. You feel at harmony with your surroundings. All is right with
the world. Fundamentally, all is well.
Take as long as you like to enjoy how wonderful relaxation has made you feel. When it is
time, work your way back from the beach to the room you are in, to the present time.
Begin counting backward from 4 to 1. At 4 begin to move your legs and feet slightly;
3, move your arms and hands; 2,move your head and neck, and on the count of 1,
open your eyes. You now feel pleasantly relaxed, as if you had fallen asleep.
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Managing Breakthrough Pain
Why You Need to Know About Breakthrough Pain
by Claudia E. Campbell, RN, BSN

o you feel that your daily pain is fairly well controlled,
yet still find there are times when you experience a
sudden flare of pain that “breaks through?” If so,
you’re not alone. These flares of pain, called breakthrough
pain, can be treated, improving the pain relief you feel
every day.

D

The key to relieving breakthrough pain is to learn why these
flares of pain are different from the pain you feel all day,
how you can best treat them, and how to talk with your
clinician about your pain.

What Exactly is BTP?
Breakthrough pain (BTP) doesn’t care where you are or what
you’re doing, or even how well your persistent pain is controlled. BTP can hit unexpectedly at any time or place and
it’s more common than you think. In fact, of the more than
50 million Americans
living with moderateto-severe chronic pain,
up to 64 percent will
experience BTP.
BTP can be brought on
by something as simple
as coughing or it may
happen regularly when
you do something like
walking or rolling over
in bed. You may also
experience BTP if the
dose of your persistent pain medicine wears off before it is
time to take another dose. BTP can start and become severe
in as little as three to five minutes and last an average of 30
minutes. Most people with BTP report that it happens three
to four times a day.

The Impact of Untreated BTP
Even when persistent pain is well controlled, BTP can be
devastating for you and your family or caregivers. Studies
have shown that untreated BTP can make you feel depressed
and irritable. You may feel like avoiding people, even those
you love. You may find you can’t do things that you enjoy
or need to do because they cause severe BTP. It can disturb
your sleep at night. People have reported that BTP makes it
hard to do a good job at work or even keep a job.

6

Remember that effective BTP medications and self-help pain
management tools are available. Work with your health care
team to find the overall treatment plan that’s right for you.

Untreated BTP can even make it more difficult to relieve your
persistent pain. One study showed that people with untreated
BTP stayed in the hospital longer and made more frequent
visits to their doctors and to emergency departments. This
resulted in significantly higher health care costs when
compared with patients whose BTP was well controlled.

Claudia E. Campbell, RN, BSN is Manager of Intermountain Healthcare,
Urban Central Region Hospitals, Anesthesia Pain Management Services,
Salt Lake City, Utah

Understanding Your BTP
Resources for more information on BTP

The first step to relieving your BTP is to learn more about it
and when it occurs. Then use that information to identify
ways you can help control your pain. Do you have BTP when
you are experiencing extreme emotions or stress? Do certain
activities cause you to experience severe BTP?

American Chronic Pain Association, www.theacpa.org
American Pain Foundation, www.painfoundation.org,
1-888-615-PAIN (7246)
National Pain Foundation, www.nationalpainfoundation.org

Writing down these details about your BTP episodes in a
journal allows you to look back over several days or weeks
to determine if you are having BTP episodes at the same
time of day or after
similar activities, how
intense your BTP pain
is with each episode,
and what actions help
relieve it. These details
will be helpful as you
alter your lifestyle
and adjust medications.
(The American Pain
Foundation offers
the TARGET Chronic
Pain Notebook, which
can be downloaded or
requested from the
organization’s website, www.painfoundation.org).
Bring your BTP diary with you to your next appointment
and share it with your doctor or nurse. Don’t be afraid or
embarrassed to be open about the details of your pain and
how it makes you feel. The more details you can provide,
the easier it will be for your clinician to find treatments
that will work for you.

Getting the Right Treatment for Your Pain
Once you understand more about what causes your BTP you
can begin to improve your overall pain relief. If a cough,
nausea, constipation, or other treatable condition is the
source of your BTP, a medication appropriate for the specific
cause should be taken. When a specific recreational activity

OncoLink, www.oncolink.com

always results in a severe BTP episode, finding a less painful
activity should be your course of action.
You may find that stress management or relaxation techniques will help you when BTP occurs. Review the chapters
in the ACPA’s First Steps manual that teach some of these
techniques. Then try them to regain your connection with
your body. This will help you break the cycle of stress and
increased suffering that sudden flares of pain can bring.
There are times when controlling your BTP will require
the use of an opioid pain medication. When using pain
medications for BTP, the goal should always be improved
pain relief and improved function. Achieving good pain
relief with improved function and minimal side effects
may take some time. Several adjustments to medications
and dosages are not uncommon.
For many people with moderate-to-severe chronic pain who
also experience BTP, a logical treatment plan includes a pain
medicine that can be taken at regular times around-the-clock
to treat persistent pain, plus a short-acting medicine to take
when you need to relieve a flare of BTP, combined with good
pain management skills like relaxation.
Because BTP comes on quickly and can be very painful,
it is important that it be treated with a strong, quick-acting,
medicine. Not only should a BTP medication work fast,
but it also should be taken at a dose that gets you through
a pain flare without causing unwanted side effects. BTP flares
should be treated as soon as they happen or right before you
do activities that you know will cause BTP.

Things to discuss with
your clinician
• List all the pain medicine you are taking, including those
you don’t need a prescription to buy. Make sure to include
the dose of each medicine, when you are supposed to take it,
and when you actually take it. Describe any side effects and if
they affect your daily activities. List non-medication methods
you are doing to relieve your pain, such as nutritional
supplements, exercise, meditation, stress reduction, etc.
• Is there a regular time during the day when your
persistent pain medicine doesn’t last until you can take
another dose?
• Treatable conditions (persistent cough, nausea, constipation,
etc.) that you feel might be a source of BTP.
• Describe your persistent pain. Is it aching, burning, dull,
sharp, tingling, etc? On a 0-10 scale, with 0 being no pain and
10 being the worst pain, rate your persistent pain at its best
and worst during most days.
• If you have flares of BTP, keep track of when you have a
flare and how often it happens. Does it happen without
warning? Does it happen during or after certain activities or
movement? If so, what kind of activity? On a scale of 0-10,
rate your average BTP flare.
• Talk about activities your pain interferes with or the
impact it has on your life. The ACPA Quality of Life Scale
(downloadable on the ACPA web site) can help you discuss this
with your doctor.
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An RSD Journey: From Hopelessness to Empowerment
ife presents challenges to all of us,
to some more than others. Mine
have come from living with a
progressive, unpredictable illness and
chronic pain. But in coping with them,
I have gone from hopelessness to
empowerment and forever changed
my life.

L

The night before my daughter’s Bat
Mitzvah (a momentous event for our
family), I was in a car accident that
caused the airbag to inflate against
my left hand and lower right jaw.
Thereafter, the slightest touch or
movement of my arm resulted in
burning pain. I could not understand
what was happening to my body.
An injury to my left hand had spread
to my entire left side!
For many months my hand was so
swollen that I could not completely
close it. Because the circulation was
affected, my hand was completely discolored, cold, and pale. My muscles
became stiff and tight, like a stretchedout rubber band waiting to break.
I was suffering with deep, dull chronic
pain, which was diagnosed as Reflex
Sympathetic Dystrophy (RSD).

What is RSD?
RSD is a progressive, multi-symptom
disorder that can involve any part of
the body. It is a chronic pain syndrome
set off by a minor or traumatic injury

that affects the central/sympathetic
nervous system. As this disorder took
over, I felt that my mind and body were
in havoc, which led to isolation and
withdrawal, terror, frustration, and
disappointment.
My doctor encouraged me to pursue
physical therapy with a certified hand
therapist, saying that an aggressive
course of therapy would help control
the nervous system response. A hand
surgeon sent me for bone scans, nerve
entrapment tests, acupuncture, and magnet therapy. The acupuncture increased
my circulation, which helped decrease
the swelling. I took medicine, vitamin
supplements, and Chinese herbs. These
helped alleviate my nausea, low blood
pressure, and fatigue, and may have
strengthened my immune system.

A Revolving Door of Doctors
RSD requires a lot of trial and error.
Six months after the accident, an anesthesiologist administered my first
interscaline nerve block. This procedure
numbed my entire left upper extremity,
including my shoulder. I benefited from
these blocks and I continued
this treatment.
I also received aggressive therapy to
stretch the contractures in my hand
and over the next few years I received
many trigger point injections for the
constant pain from the spasms.

The amount of time and effort I spent
on therapies was endless and extremely
draining. Living with RSD took a toll on
my physical and mental health and my
family’s well-being.
During this period, also I met with a
physiatrist, who helped to decipher the
different treatments and medicines that
I needed. He became the catalyst that
would turn me toward wellness.

Self-Knowledge is Power
Though my body and mind were in the
middle of a combat zone, I found that
knowledge of my body and its symptoms was a powerful tool. I struggled
to accept this loss of health, a necessary
part of a grieving process. A psychotherapist taught me how to overcome
sleep and memory problems with stress
reduction techniques and relaxation
hypnotherapy. These tools helped me
redirect my emotions and energies.
I am thankful for the early diagnosis
and know that without the patience and
guidance of those around me, I would
not be on the path to wellness. I encourage all RSD patients to look outside the
box and discover what works best. Now
I know that although RSD is a part of
my life, it doesn't have to swallow me.
I have the knowledge and determination to know that this illness is neither
who I am nor who I wish to become.
Wishing you wellness,

Tracy Zuckerman
Tracy Zuckerman can be reached on line at
Tazraz4@aol.com

For more information on RSD, go to:
www.rsdsa.org
www.rsdhope.org
www.rsdx.org
www.rsdinfo.org
www.rsdfoundation.usf.edu
www.forgrace.org
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Letters
Dear Penney,
I love reading the Chronicle and this last edition was one
of the ACPA’s best. However, reading the article in the most
recent Chronicle titled “School Nurses Treating More Kids with
Migraines” caused me much concern. As a microbiologist as
well as an ACPA facilitator, I was alarmed when I read the last
part of the article that stated ways to recognize a headache as
a migraine. I was puzzled because awakening from sleep due
to a headache, worsening or more frequent headaches, and
vomiting without nausea are more likely indicative of a medical condition much more serious than a migraine headache,
such as a brain tumor. The line that had me most concerned
was the fever and stiff neck as these are not symptoms of
migraine headaches but of a very serious condition, meningitis. Migraine headaches are characterized by pain more often
on one side of the head, sensitivity to light and/or sound and
nausea and vomiting. I feel that there may be an error in this
article that needs to be clarified.

• Other members of the family have had migraines or
“sick headaches.”
• Warnings called auras may start before the headache.
These auras can include blurry vision, flashing lights, colored
spots, strange tastes, or weird sensations and usually precede
the headache by 5 to 60 minutes.
Dear ACPA,
I am so glad that you are working to help others. Please let
me know what I can do to help spread information and
support other parents and/or people with RSD.
My son, Layne, suffered from RSD in his leg, ankle, and foot
when he was about 8 years old and in second grade. It started when he ran into another child in gym class. When he
flipped, his foot and ankle hit the concrete wall, causing the
damage to his nervous system. It took over three months
before he was diagnosed at UVA Hospital in Charlotte,
Virginia.

Thank you,

Laurie Wise
Dear Laurie,
Thanks for bringing this to our attention. An editing error
caused these symptoms to be mislabeled.
The symptoms listed are warning signs of more serious
diseases. Here is the correct information from the American
Council for Headache Education at www.achenet.org.
A doctor should be contacted if these symptoms persist.
Migraine headaches are recurrent headaches that generally
have some of the following characteristics:
• Untreated, they can last from 2 to 48 hours in children.
Sleep or medical treatment can reduce this time period.
• Headache starts on one side of the head. This may vary from
headache to headache and in children, they may start in the
front or in both temples.
• Throbbing or pounding pain during the headache.
• Pain is rated as moderate to severe.
• Pain gets worse with exertion. The pain may be so severe
that it is difficult or almost impossible to continue with
normal daily activities.
• Nausea, vomiting, and/or stomach pain commonly occur
with the attacks.
• Light and/or sound sensitivity is also common.
• Pain may be relieved with rest or sleep.

Layne did not walk for over nine months, ultimately developing osteoporosis in his leg, which caused the orthopedic doctor to consider amputation. Layne participated in daily physical therapy sessions and had weekly visits with his orthopedic doctor. He met with a counselor (to deal with the chronic
pain condition) and occasionally visited a pain therapy doctor (who could not prescribe any medication because Layne
was too young). We administered one dose of Ibuprofen, once
daily, Monday through Friday prior to his physical therapy
sessions. This medicine ended up eating the lining of his
stomach, which caused a whole host of other problems.
Despite it all, I am proud to say that Layne has just finished
his first season of football (undefeated) and wrestling at his
local Middle School and is currently on the track team. Two
summers ago, he assisted his soccer team in an undefeated
season!
I am writing to give encouragement to those with pain and
parents and to loved ones who suffer along with the person
with pain. I was fearful for my son’s future. He went from
being a healthy young boy with the world at his feet to
nearly not having a foot at all. We are so blessed.
To all those suffering from RSD: Keep your chin up!
Work through your physical therapy, keep praying and
know there is a lady in Virginia who is rooting for you!
Sincerely,

Tonya
9

Board Member Profile: Tomio Inomata

ACPA Update
by Nicole Kelly, President, ACPA Board of Directors

New ACPA Groups
Barbara White
Apache Junction, AZ

Jane Williamson
El Dorado, CA

Gary Baffa
LaCandida, CA

Kaitlyn Felciano
Santa Rosa, CA

Virginia Salton
Marrow, GA

Carol Jensen

American Pain Society Meeting
The ACPA was well represented at the
American Pain Society annual meeting
this March in Boston. Hundreds of APS
members and guests visited our booth and
learned more about what the ACPA offers
to support people with pain. Among the
topics of greatest interest this year was
kids and pain; brochures describing our
Growing Pains initiative flew off the table.
Our thanks go out to Maggie Chesnut for
providing this on-line support group for
teens facing pain problems in addition to
the usual issues of adolescence. For more
information about Growing Pains, contact
OopsJester@aol.com.

Logansport, IN

Denny Cowen
Diresville, IA

Angus King
Hagerstown, MD

Barbara Gidley
Jefferson City, MO

Penney Cowan Receives Award
A highlight of the APS meeting was the
presentation of the John and Emma Bonica
Award for Public Service to the ACPA’s
Executive Director Penney Cowan. I was
honored to nominate Penney for this distinction. Here is a brief quote from my
letter of nomination:

Jeana Webster
Omaha, NE

Phillip Etling
Cherry Hill, NJ

Danielle Monferrato
Brooklyn, NY

Wendy Holcombe
Durham, NC

Fred Nimmo
Chillicothe, OH

Bonnie Rittenhouse
Athens, TX

Kevin Calcote

As a member of the American Chronic
Pain Association board of directors
for most of its 25 years, I have been
witness to [Penney’s] unwavering focus
on the needs of people with pain and
her creativity in doing so much with
extremely limited resources.
In our Basic Rights for People with
Pain, the ACPA teaches that we all
have the right to do less than humanly
possible. Penney rarely asserts that right
and we are the richer for it. She is a
shining example of what one person
can do to make a difference.

Schertz, TX

John Yeoman
Snoitomish, WA

Evelyn Heineann
Argentina

Lucas Mihai Bicaz
Romania
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Congratulations, Penney, and thank you!

Guide to Treatment Options
These are confusing times for people with
pain. The withdrawal of two COX-2
non-steroidal anti-inflammatory (NSAID)
medications and the more stringent,

FDA-mandated warnings on all NSAIDs
have raised questions about what’s safe
and effective for treating pain. Working
together, the ACPA, the American Pain
Foundation, and the National Pain
Foundation have created A Consumer Guide
to Treatment Options for People with Pain.
The guide offers tips and Internet links for:
• finding a health care professional who
understands pain,
• learning about your condition,
• understanding and judging the risks of
the medications now available for people
with pain,
• learning how you can manage your pain,
and
• joining in the public discourse on pain
issues.
Each of the groups involved has posted the
Guide on its web site. To download your
copy of the Guide, visit the ACPA web site
at www.theacpa.org.

Focus on Pain in the Workplace
Policies and attitudes toward pain and its
treatment will not change substantially
until we move the discussion beyond the
health care community to include those
who pay the bill for pain.
It’s estimated that chronic pain costs our
economy $100 billion annually in direct
costs and lost productivity. The human
costs of ineffective or inappropriate
policies regarding pain in the workplace
can’t be calculated.
This year, the ACPA, through Partners for
Understanding Pain, wants to reach out to
employers with a multi-year Pain in the
Workplace initiative. Among our planned
activities:
• A survey of people with pain focusing on
their experiences in the workplace;
• A Pain in the Workplace Awareness Kit,
similar to those previously offered for
nurses and pharmacists, with facts about

This is part of a series of articles intended
to give readers more insight into the
interests and contributions of ACPA
board members.
omio Inomata joined the board
of ACPA in 2004. Though his professional world revolves around
the Internet and web applications, it
was his personal friendship with ACPA
President Nicole Kelly that linked him
to ACPA.

T

“I always thought ACPA was a great
cause. My grandmother has suffered
with chronic pain for much of her
adult life due to knee problems and
now my mother has had similar problems. This is a cause which touches
almost everyone and I felt it was time
that I got involved,” Inomata says.
Inomata holds a BS in Applied
Math/Operations Research from
Carnegie Mellon University, as well as
a MBA from the Graduate School of
Industrial Administration at Carnegie
Mellon. He founded and ran his own

company, Aylix Technologies, specializing in web application development.

we cope with it individually and as a
society.”

Today Inomata is a senior account
executive at LiveWire interactive media.
His expertise includes the development
of interactive Web applications that
streamline interactions within companies, between employees and their
managers.

With his background in technology
and business, Inomata brings a unique
perspective to ACPA’s efforts to connect
with people via the Internet and
provide support.

Inomata lives in Franklin Park, a
Pittsburgh suburb, with his wife,
Colette, and three children ages 7, 4
and 15 months. He loves New Orleans
style jazz and occasionally plays drums
with the Boilermaker Jazz Band as
well as percussion in symphonic and
orchestral groups. He also enjoys golf,
cycling, and running.

“The ACPA support groups are a great
way for people to get help and encouragement in coping with their pain,”
Inomata says. “All the written materials
available on the ACPA’s web site
(www.theacpa.org) are a wealth of
information for people looking for
help. And the involvement in
conferences and legislative actions
help guide the public consciousness
in the right direction.”

“In the short time I have been involved
with the ACPA, I have learned there
are so many ways to help reach people
with chronic pain,” Inomata says. “I
look forward to educating people about
the issues involved with pain and how

“The future is unpredictable,” Inomata
adds. “But I do know that as the landscape of this important issue changes,
the ACPA will be there as a beacon of
light for those who are searching for
answers about how to deal with pain.”

ACPA Update continued
pain, relevant research results, activities, materials, and
ideas for a workplace campaign about pain, and resources
from our more than 75 partner organizations; and
• Partnerships with employers and union groups to take
pain awareness beyond the medical community.

site in Spanish, thanks to a grant from the Medtronic
Foundation. Translated pages include those on pain
management skills, FAQ’s, helpful links, and the 2005
Medication Supplement.

Join Us in DC
In addition, the ACPA recently completed work on a survey
of employer attitudes toward chronic pain. It will be
published this year as part of Chronic Pain Care Trends:
Perspectives from Managed Care, Providers, and Employers,
a three-part report sponsored by Organon Pharmaceuticals
and Ligand Pharmaceuticals. Findings were previewed in a
presentation at the April meeting of the Academy of
Managed Care Pharmacists.

Web Site Sections Now in Spanish

On September 14, 2005, members of Partners for
Understanding Pain groups and other interested people
will meet in Washington, D.C., to show support for HR 1020,
the proposed National Pain Care Policy Act. We are asking
participants to make appointments to speak with their
representatives that day to share their personal perspectives
as people with pain and advocates for sound pain care.
We hope to rally support for HR 1020, as well. To learn more
about HR 1020, visit the ACPA web site’s “News” section and
click on Pain Care Bill Reintroduced.

Starting this past April, native Spanish-speakers could log on
to www.theacpa.org and view important parts of the web
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The Role of Stress in Pain Management

Book Reviews
Understanding Chronic Pain:
A Doctor Talks to His Patients
by Dr. Robert T Cochran, Jr.
Reviewed by Emily Holzberg, MS, OTR/L
In his book, “Understanding Chronic Pain: A Doctor Talks
to His Patients” Dr. Cochran presents evidence supporting his
view of chronic pain as a “centralized disease” that affects
the brain and body. He claims this disease, like diabetes or
cancer, can be “cured with on-going and appropriate
polypharmacology.” Dr. Cochran provides examples of
patients suffering from different types of chronic pain that
succeeded with pharmacology after failing with other types
of treatments.
Chronic pain affects our subcortical systems. It can change
our sleep, mood, appetite, energy, temperament, and behavior. This results in very common or stereotyped behaviors
regardless of the location or reason for the chronic pain.
Depression is another disorder that reconfigures the
subcortical system.
Dr. Cochran believes that finding an absolute diagnosis is
less important than finding a drug that works. This goes
against modern medicines’ desire to use all of our complex
diagnostic capabilities to get to the source of the problem.
As a result, those who suffer from chronic pain that can’t
be “proven” are often stigmatized by healthcare providers.
More neural systems are in disarray with chronic pain than
any other illness. It is common to expect weird side effects
from this patient population. The effects of childhood, physical, sexual, drug, and alcohol abuse can further complicate
our neural systems and make pain treatment more difficult.
I feel the author failed in his attempt to present the information in layman’s terms. (Even as a health care provider with
a thorough knowledge of chronic pain, I had some difficulty
following the terminology.) The general population may miss
key concepts amidst the complex writing style.
As an individual diagnosed with chronic pain I became
frustrated with this doctor’s attitude that he can “cure” the
patient. He takes the power of healing away from his clients
and fails to mention the importance of exercise, nutrition,
cognitive-behavioral therapy, body work, and support from
friends, family, and co-workers.
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Although I was able to learn a lot about current concepts of
pharmacology, I felt this book doesn’t support the mission
and core concepts of the American Chronic Pain Association.
If you want to read it, be sure to also read additional
literature that empowers the patient.

Relaxation tapes and CDs can provide
other exercises; these are available
through the ACPA and for sale elsewhere. The trick is to find the one that
works best for you and practice it at
least twice a day. Applying relaxation
techniques to your daily life is a learned
skill that, once mastered, will become
an automatic response to increased
levels of tension and pain.

Chronic Pain and the Family

Benefiting from Relaxation

by Julie K. Silver, M.D.

There are actions you can practice to
get the most out of your relaxations
techniques. Keep in mind that applying
the skills used in these exercises takes
practice. It is important to take enough
time to incorporate these techniques
into your daily life.

Reviewed by Kathy Lyons
You’ve seen the list—life events ranked according to
stressfulness. They range from “death of a spouse” to “minor
violation of the law.” Well, here’s an eye-opener: if you or
your partner lives with chronic pain, you both are particularly exposed to 75 percent of the major stressors life has to
offer. These include #3, marital separation, #8, loss of job and
#24, trouble with in-laws. With this introduction, Dr. Silver
illustrates the enormous toll of chronic pain on families.
With this book, Dr. Silver, a Harvard professor and rehabilitation hospital director, sheds some light on the problems
faced by immediate and extended families, while offering
few answers. But, let’s face it…the answers are not simple.
What the book does present is an overview that includes
such issues as intimacy, childbearing, work, and depression.
Sections deal with children and adolescents who are in
pain or have a parent with pain. The chapter on medication
is informative, though Dr. Silver mysteriously opts out of
enlightening the reader with the current terminology
regarding the use of narcotics. Instead she sticks with the
“commonly accepted definitions.”
The book concludes with chapters on diagnosis (it is
appropriate to ask for a referral if you’re not feeling any
better at all), and traditional and alternative treatments.
All in all, worth a read for the basic information it offers.
Chronic Pain and the Family, by Julie K. Silver, M.D.,
Harvard University Press, 2004
ISBN 0-674-01666-1. Softbound. List: $14.00 166 pgs.,
www.hup.harvard.edu

Start by wearing loose clothing and then
find a place where no one will disturb
you. Think of an event in your life that
creates good feelings: Christmas Day,
time spent with a friend, a vacation, a
place where you were alone. Imagine
how you felt when you were in another
time and place; how it smelled, and

what sounds were present. Try to recreate the feelings you had. Were you cold
or warm? Who was there and what was
taking place in your life at that time?
Use this image as you follow a relaxation tape. Allow yourself enough time
to listen to the entire exercise and time
at the end to enjoy what you gained.
When you feel yourself becoming tense,
take a deep breath and hold it until you
feel the tension in your chest. Try to
hold it a moment longer and then
expel the air. Notice how much relief
you felt from letting that air out. Do it
again and this time allow the tension
in your body to flow out with your
breath. This will take practice but it is
an excellent way to do a quick relaxation anytime, anywhere.
To enhance your relaxation experience,
try these tips:
 Be aware of body contact with the
chair you are sitting in or where your
feet touch the floor. Try to feel what
is beneath you.

CONTINUED FROM PAGE 1...

 Place an object in your work setting
that will remind you of the “special
place” you imagine while doing
your relaxation. Seeing the object
will trigger calm feelings and help
you work through stress with a very
brief deep-breathing exercise.
 Music can be helpful in relaxation.
Try music while driving. At home sit
down and listen to your favorite
piece for five minutes.
 Be aware of the tension in your
face. Ask yourself if you are gritting
your teeth and if your forehead is
smooth. Make sure your lips are soft
and hardly touching.
 Notice your hands. Are you holding
them tightly together or are they limp
and soft? Are your wrists relaxed or
are you holding them stiffly?
 Good posture is important. If your
weight is supported evenly there will
be less stress on certain parts of your
body. Sit straight up in your chair,
allowing the chair to hold you up.
Let your neck support the weight of
your head by holding your head up.
Keep your feet flat on the floor.
 When you find yourself thinking of
several different issues at the same
time, write down all that you are
trying to remember. Then you can
stop worrying about forgetting something. Relax for a time before working through your list. This is especially helpful at night when you are
trying to get to sleep.
Stress has a direct effect on our level of
pain but stress is one area that we do
have some control over. It only makes
sense to focus on what our bodies tell
us through our body language and
emotions.
If we take time to listen and respond
to our physical selves, we can use this
knowledge to decrease our sense of
suffering. At a time when so much of
our life is out of our control, reducing
stress is one area where we can have
an impact. Just by learning the skills of
relaxation, we can regain some control
of our lives.
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Memorials
We Need You
The ACPA is a peer support organization: we help each other learn to live fully in spite of chronic pain.
We also need to join together to make sure the ACPA continues to be there for us all with resources,
materials, and that personal contact that can make such a difference.

The Place INBETWEEN
In Memory of

By Ginny Kelley

Jean Silknitter
(mother of Penney Cowan)

All the places you’ve been and the things that you’ve seen
Are nothing at all like the place INBETWEEN.

Given by
Virgil and Laura Galia
Craig and Haleen Holt
Mr. and Mrs. J.P. Parks

The place INBETWEEN has a special lane
And it’s called the lane of CHRONICPAIN.
It’s not a place you would choose to go
But once you arrive you definitely know!
Things become lost in that special lane
Things like joy and fun can go down the drain.

Your membership, donations, and purchase of materials keep the ACPA alive and reaching out to even
more people with pain. Thanks for helping us help others.

To Join The ACPA:
Name

Address

Zip Code

City

State

Phone Number

Today’s Date

As you walk on that lane junk lies all around,
Self-pity and anguish are a couple I’ve found.
But the wonderful thing about you and me
Is that we choose what we want. We can choose what we see.
Yes, we can see all the stuff that is crummy and bad
Or choose to see stuff that turns sad into glad.
Like grace and nobility in the face of Too Much!
And laughter that’s better than a pill or a crutch.
While I don’t recommend that you visit this place
(Instead try New York or perhaps Outer Space.)

Thanks to:

Cephalon
for a generous
donation to support
the work of ACPA

You may have no choice
You may land INBETWEEN.
(I know that sounds cruel, I know that sounds mean.)
But if that’s the thing that happens to you
Please give me a call and I’ll help you get through!

(

)

/

$30.00 First-Time Membership: You’ll receive
the ACPA Member Workbook Manual, Patient
to Person: First Steps, a one-year subscription
to the ACPA Chronicle, a 10% discount on all
other ACPA materials, and a membership card.

$15.00 Renewal Membership: You’ll receive
a one-year subscription to the ACPA
Chronicle, a 10% discount on all other
ACPA materials, and a membership card.

To Donate to The ACPA:
$

I want to help the ACPA. Enclosed is my tax-deductible donation of
If you don’t want acknowledgement of your donation, please check here:

Method of Payment:
Credit Card Number

Check

Visa

MasterCard
Expiration Date

/
Thanks to:

/

/

Signature

Purdue Pharma
for Champion Level support of the
Partners with Understanding Pain campaign
for 2005

14

Please return the completed form to: The ACPA, P.O. Box 850, Rocklin, CA 95677
Or visit us at www.theacpa.org to join, donate, or purchase ACPA materials.
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