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ABOUT THE AUTHOR

Forest Tennant, MD, DrPH, attended the University of Kansas Medical School on a US
Army scholarship and later served on active duty as an Army medical officer during the
Vietnam War era. Following active military duty, he transferred to the United States
Public Health Service assigned to the UCLA School of Public Health as an academic
research fellow. In addition to military experience he has served as a medical advisor
to many sports organizations to deal with their pain and drug problems. In 1975 he
started his pain clinic initially focusing on cancer and post-polio patients. As an inter-
nal, preventive medicine specialist, he believes that chronic pain should be medically managed over a
lifetime like other chronic medical diseases such as asthma, diabetes, or hypertension. Dr. Tennant has
published over 200 scientific articles and pioneered research on the treatment and complications of in-
tractable pain. He helped sponsor the California Intractable Pain Act and the Pain Patients Bill of Rights.
This Handbook was written to provide intractable pain patients and their loved one's a guidebook based
on Dr. Tennant's 30 years of experience in dealing with pain problems.

AN INTRODUCTORY WORD FROM THE AUTHOR

This Handbook is primarily intended for persons who have intractable pain (hereafter called IP). Others
who may read this Handbook will hopefully not be shocked but gain an understanding of a relatively rare
medical condition. | started my IP clinic more than 30 years ago in 1975. Since then | have learned and
observed a great deal that | believe should be passed on to those afflicted with IP. Some of my current
beliefs and recommendations, as time passes and science progresses, may need to be altered. Until
such time, this Handbook provides the best information and knowledge | have obtained during the past 30
years in the field of intractable pain.

DEDICATION

To the many fine IP patients and their families who | have treated during the past 30 years, and who have
taught me the material written in this Handbook.

IMPORTANT NOTICE

This Handbook is based on the author’s years of education, research, and clinical experience, and is
made available as a public service by Pain Treatment Topics. It does not take the place of advice from a
qualified healthcare provider that addresses a particular patient’s pain disorder and/or medical needs.

Neither the author nor Pain Treatment Topics endorse any medications, products, services, or treatments described in this
Handbook. Nor are any representations made concerning efficacy, appropriateness, or suitability of any medications, products,
services, or treatments. Product brand names mentioned in this document are registered trademarks of their respective
manufacturers and are presented for informational purposed only.

In view of the possibility of human error or advances in medical knowledge, Pain Treatment Topics does not warrant the
information contained in this Handbook is in every respect accurate or complete, and is not responsible nor liable for any errors or
omissions, or for results obtained from the use of this information. The users of this Handbook assume all risks of use and shall
indemnify and hold the author and Pain Treatment Topics harmless from and against any and all damages, liabilities, losses, costs,
and expenses, including reasonable attorney's fees, arising out of or related to the use of information, products, or services
mentioned in this Handbook.
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YOU'RE A RARE BIRD

The biggest problem an intractable pain (IP) patient faces for survival is that a bona fide IP patient is a
rarity among chronic pain patients. Chronic pain, by standard medical definition, is a pain that is present
over 90 days, and which can be continuous or intermittent. Millions of people have chronic pain. Common
arthritis, TMJ, carpal tunnel, bunions, and headaches all qualify. However, true IP, as defined here, is
constant, severe, disabling pain, which causes changes in pulse rate, blood pressure, and adrenal hor-
mone production. This form of pain is relatively rare. Control of IP requires the daily use of prescription
medication. | estimate that one IP case occurs among about every thousand chronic pain patients.

Due to IP's rarity, almost every doctor, insurance plan, hospital, or family member you encounter will
initially assume you are just another, average, chronic pain patient who can get by with the standard first-
line treatments such as exercise, positive mental attitude, acupuncture, massage, and non-prescription
drugs. To survive, you will constantly have to fight this misconception, and you must educate most of the
people you encounter.

IP patients all require a custom-made, one-of-a-kind treatment plan. Most physicians and other medi-
cal personnel you encounter may be bewildered and even fearful of your treatment, because they may
not have encountered another patient with your pain severity.
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ACCEPT YOUR PLIGHT

There is nothing more demoralizing and depressing than to have severe pain that never stops. It is OK
to ask the question. (Why me, Lord?) This is a natural reaction. You can and will repeatedly try to analyze
what you could or should have done to prevent it.

No doubt you will try to blame or finger point someone or some event as the culprit for your problem.
You will hope and pray that you are in some nightmare that will be gone when you awake.

Go ahead and cry as often as you need. You probably have every right and reason to feel sorry for
yourself. After all, IP is a sorrowful condition.

However, there are two absolute "musts" for IP patients:

1. Do not let pain make you think you are a bad person or some evil spirit. Take it from me:
some of God's very best children have IP.

2. Accept the fact that you have IP. Think of it as a disease that can be controlled and, with a lit-
tle help from medical science, may even be cured some day.

It sounds so obvious and simple, but the hardest thing an IP patient to do is, down deep in your mind,
heart and soul, stop denying that you have a serious, life-shortening, medical condition that will not go
away. You have undoubtedly heard, for example, that alcoholics and addicts are often "in denial" that they
have a problem. No question about this. It is human nature to deny that one has a serious, incurable dis-
ease. There is also no question that an IP patient may have may have a greater degree of denial than the
alcoholic or addict, because so many people ignorantly tell you "your pain is all in your mind." You must
accept your plight, because denial will keep you from embarking upon a path that will effectively control
your pain, give your life meaning, and extend your life. Every single day you delay effective pain control
will cause your body to literally age and your organs rust away. Too long of a delay may leave you in a
permanent demented, vegetative state. Bottom line. For whatever reason and whatever the cause, you
have IP. (Let's accept it so you are not paralyzed and incapable of attacking your problem.) What does
this sentence mean? Does it mean — "Accept the fact that you have IP so you will not become paralyzed
due to this condition, and incapable of attacking your problem and aggressively treat it.

A NEW ATTITUDE: PAIN IS YOUR ENEMY — NOT YOUR SYMPTOM

Always remember that true IP is relatively rare compared to other forms of pain. This understanding is
critical since society bombards you with all kinds of clichés and sayings about pain that not only do not
apply to you, but may likely prove to be destructive.

The statements, "No pain, no gain" and "When the going gets tough the tough get going," are truly
positive and meaningful to the healthy sportsman, soldier, or weekend gardener with a typical, run-of-the-
mill injury to his or her back, elbow, or knee. Chances are that the injury, once healed, will make the per-
son even stronger and more competitive. After all, many successful champion athletes "tough out" some
pain and win. The difference we are talking here concerns pain and nerve damage that is healable, not IP
that is caused by some permanent nerve damage and, in most cases, cannot be healed.

Your IP pain is long-standing, constant, keeps you from sleeping, drives up your pulse rate and blood
pressure, and alters your adrenal hormone levels. You must remember that your pain is your enemy. To
cause it to worsen or flare for any reason may do further damage to nerves and other body tissues that
are already permanently damaged.
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Your attitude about pain must change. Increased pain hurts you. When the pain flares, your pulse rate
increases, and hormones stored in your adrenal gland flood your system causing further body deteriora-
tion, rusting, and aging.

Therefore, you MUST do whatever it takes to suppress your pain and prevent flare-ups. You simply
want to keep pain as far away and as controlled as possible. Never try to "work through it" or "tough it out"
or believe that character and will power will solve your problem.

DEVELOP A SURVIVOR MENTALITY

Now that you have accepted your condition and you begin to consider pain your enemy, you must de-
velop a positive attitude of hope and survivorship. Why? We no longer consider IP entirely hopeless and
incurable. Recent medical research advancement is fast and furious. While | make no guarantees, | now
see many IP patients who used to have severe, pain 24 - 7, but now have some pain free hours or even
days. There are new terms you have to learn along with the word "intractable.” First, you must know
about the "cardiac-adrenal-pain syndrome." This is essentially the biologic difference between ordinary
chronic pain and IP. The life-shortening, debilitating mechanism by which IP destroys a life is the over-
stimulation of the cardiac and adrenal hormone systems in the body. A term of hope is "neurogenesis."
This means that nerves can regenerate or regrow. At one point, we did not believe this was possible, but
now we know differently. This is the key to the cure or permanent reduction of IP. You must stay healthy
and live long enough to benefit from all the new scientific developments that are in the pipeline. Another
term is "anabolic therapy." Anabolic means to grow tissue. Some new pain treatments are meant to grow
nerves and other tissue. Many are truly hopeful such as hormone treatments and nerve stimulation, to
name some current front-runners in the race to cure IP. Your immediate job is to stay alive and function-
ing. Keep the pain away and maintain your mind, body, and social life while awaiting the advances of re-
search and science.

YOUR CLOSE AND LOVED ADVOCATE AND CONFIDANT

To survive, defined here as enough pain control to extend your life span and enhance your quality of
life, you must have at least one close and loved advocate and confidant. There are many reasons for this.

As you go through life and try to navigate your way through the rocky waters of our medical system,
you will need a close advocate to assist you. Long waits, paper work, and hostile medical personnel are
commonplace for an IP patient. The most practical reason you need an advocate who can vouch for your
legitimacy and veracity is to convince doctors, dentists, and hospitals that you do not abuse your medica-
tion, and that you truly suffer severe, life-threatening pain.

You must understand that doctors are constantly accosted by drug abusers simply to get drugs. These
persons complain about headaches, arthritis, or stomach upset just to get drugs to abuse or sell. Unless
you possess medical records and an advocate to vouch for your legitimacy, do not expect any physician,
pharmacist, or hospital to believe anything you have to say about your pain. Furthermore, do not expect
to be treated with decency and respect.

Unfortunately, every doctor, hospital, and pharmacy has been so besieged with drug abusers that they
simply will not even deal with an IP patient without an advocate and records to validate your word. Fur-
thermore, doctors are constantly harassed by insurance company "expert consultants," who plague doc-
tors with inquiries which subtly or not so subtly tell the doctor that his pain patients are not really in pain
and do not need pain medication.
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In addition to medical providers, you may need an advocate to help deal with the intricacies of your
health insurance plan and the various agencies that provide disability or worker's compensation benefits.
Who should be your advocate? Ideally your spouse or significant other, if you are lucky enough to have
one. Many IP patients end up divorced or alone since they cannot or will not expend the time, emotion, or
love to maintain a marital relationship. If not a spouse, another close family member such as a parent,
sibling, child, in-law, friend, or neighbor will do. Just identify someone in whom you can confide, who ca-
res about you, and can accompany you.

There is another benefit to having one or more close advocates and confidants. It makes you a better
person and forces you to become a true friend to someone. It is not easy. Despite your pain and misery,
you will have to develop an interest in someone else if they are to have an interest in you. True friend-
ships are like plants and pets. They take frequent watering, pruning, feeding, and petting to thrive. So will
your advocate. Sometimes this interaction is difficult when you are in constant pain, but you can learn to
dig down into your soul and heart to find some real interest in those special people around you.

Through the years some of the most loving couples (including gays and lesbians) | have met are ones
in which one member had IP. | have attributed this to the fact that IP patients who truly accept their plight
also figure out better than any other group of people or patients | have ever known what really counts in
life. Love and a few close friends!

MAKE AN INVENTORY OF PAIN TRIGGERS

Now that you know that pain is the enemy, you must make an inventory of physical and mental activi-
ties and events that cause your pain to flare or worsen. Even though you are aware of most of these,
make sure you periodically review your list of pain flares. Every time you discover something new that
causes a flare, write it down. This will help you attack the pain before it rears its ugly head. For starters,
turn to the "Inventory of Pain Triggers" at the end of this Handbook and complete it. Share your pain flare
triggers with family and advocates. They may be able to help you avoid pain flares. If you have a cat, dog,
or other pet, they may actually know when your pain is about to flare. An impending pain flare may pro-
vide a subliminal signal to a beloved pet that can tip you off that it is time to take some extra preventive
measures. For example, your pet may become more affectionate towards you, as if it knows you are in
extreme pain.

DON'T BUY THE "MAGIC BULLET" CRAZE

Denial, desperation, and misinformation can all lead to poor pain control and continued deterioration.
The worst propaganda being pushed upon all chronic pain patients, including those with and without IP
are the elusive "magic bullet" formulas being advanced by the pharmaceutical and medical device indus-
tries, unethical practitioners, and some health plans and government agencies. Just look at the ubiquitous
advertisements for pain treatment. They almost all try to sell you on the magic bullet, "one way" method to
treat your pain. For example, recall all the many pitches you have heard, for such singular "cures" as
acupuncture, stimulators, nerve blocks, lasers, medications, and psychotherapy to name a few. The worst
deception these days is the fraudulent pitch that pain can be cured by stopping all medications. As if the
control is the cause!!

IP patients must continually remind themselves that they are rare patients. The vast majority of chronic
pain patients have pain that responds to rather simple, common forms of pain relief such as massage,
chiropractic, and non-opioid drugs. IP pain is different. Only potent pain relief measures are effective.
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MAKE AN INVENTORY OF PAIN RELIEVERS

You have already done an inventory of what triggers your pain to worsen or flare which is a major
building block to controlling your IP.

The second step is to do an inventory of everything you know that helps control your pain or prevents
even slight pain flares. Sit right down now and review the "Inventory of Pain Relievers" found at the end of
this Handbook. IP patients who successfully control their pain simultaneously practice many different con-
trol measures. They do not rely on any single measure.

ATTACK IP FROM MANY DIRECTIONS AT THE SAME TIME

You can only control true IP by attacking it from many directions at the same time. There is no ques-
tion about it, bona fide IP will require a foundation of opioid drugs. However, they only work well, over
time, if they are part of a multi-component program. Like a good baseball team, a lot of players in many
positions must function simultaneously.

Think of your pain control program as though you are putting together a patchwork quilt. You need lots
of patches to create one huge quilt. Your pain control program must have many patches — big and small.
Do not throw away or discard anything that helps control your pain even slightly. After all, we want to
patch you up as best we can!

Put another way, build a program of blocks or stepping stones. Once we identify one stone or block
that works, we do not throw it away — we add to it. There is no question about it, control of IP is difficult
because it requires many building blocks. Remember

this saying, "If you have a winning horse, keep riding it TABLE OF COMMON CAUSES
until it drops or a better one comes along." ® Spine degeneration

m Neuropathies of leg, arm, and chest wall
KNOW YOUR CAUSE OF BY ITS mslmlj?lzg.e.).( sympathetic dystrophy
MEDICAL NAME (RSD, often referred to as complex re-

gional pain syndrome)

Provided here is a Table of the most common causes . .
o Fibromyalgia

of IP. You do not need to be an expert on causes, but ! .
, , o Abdominal adhesions

you must know your cause by its accepted medical . S . .

. i Pelvic neuropathies including vulvodynia
name. For example, you cannot have plain "arthritis." and prostadynia.
You have "joint degeneration." You don't have a "bad
back" you have "spine degeneration." When dealing with
insurance plans and the medical system, you must state
your problem as IP secondary to its cause. For example,
"IP secondary to spine degeneration."

Interstitial cystitis

Headaches

Joint degeneration - neck, hip, knee
Systemic lupus erythematosus

COMPLICATIONS OF INTRACTABLE PAIN

IP has numerous, severe complications which will shorten your life and incapacitate you unless you
take the bold measures required to control IP. Totally untreated IP will cause death within days to weeks
once it starts. This occurrence, for example, has been observed following injuries to soldiers who could
not obtain morphine or other potent pain relievers. Educate all persons you can about these complica-
tions. Why? Our health care system and insurance industry, as a group, want to deny that severe compli-
cations of IP exist. To acknowledge that these complications exist means that IP must be considered a
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serious catastrophic disease that is expensive to treat.
The list here includes conditions that are caused or TABLE OF CQMPLICATIONS
worsened by IP. m TACHYCARDIA (high pulse rate)
m HORMONE DEFICIENCIES
(adrenal, thyroid, ovary, testicle, pituitary)
CARDIAC-ADRENAL-PAIN = HEART ATTACK
SYNDROME m STROKE
Severe, constant IP, causes the mid-brain area | " OSTEOPOROSIS
known as the hypothalamus to over-activate the pitui- : Igg;—gf?f;gé
tary and adrenal glands, which in turn produce excess = DEPRESSION
blood levels of adrenaline, cortisol (the bodies natural = WEIGHT GAIN
cortisone), and related chemicals. Excess adrenaline = DIABETES
causes the pulse rate and blood pressure to rise, and = HYPERTENSION
excess cortisol, overtime, causes loss of bone and | _ HYPERLIPIDEMIA
teeth, osteoporosis, weight gain, hypertension, diabe- | o MEMORY LOSS & CONCENTRATION
tes, and immune suppression among other complica- | g |[NSOMNIA
tions. IP patients MUST find out if they have this | g MUSCLE WASTING
syndrome, because it causes too many serious com- | g FATIGUE
plications if it is not controlled. For example, a pulse | w |IMMUNE IMPAIRMENT / INFECTIONS
rate or blood pressure that remains high, over time, | m WEIGHT LOSS / STARVATION WITH NO
may cause any one of several cardiovascular compli- CONTROL

cations including arteriosclerosis, angina, heart attack,
and stroke. It is the author's belief that most IP patients die prematurely of heart or stroke complications.
Due to these complications, IP patients must obtain the pain control they need to keep their pulse rate
and blood pressure in check.

BLOOD PRESSURE AND PULSE RATE - CRITICAL MEASUREMENTS

Uncontrolled IP drives up the pulse rate to over 84 per minute. Many patients go over 100 per minute
when their pain is in a flare or breakthrough episode. Blood pressure may also go up over 130/90mm/Hg.
It must remain below this figure.

It is critical to understand that uncontrolled pain produces damage and aging to the body, and pulse
and blood pressure let you objectively know if you are in adequate control. You MUST obtain a blood
pressure - pulse monitor for at-home use. They are now quite inexpensive and can be obtained at most
pharmacies. | recommend you check your pulse and blood pressure daily. You particularly need to check
it during a pain flare or breakthrough episode to let you know just how much danger you may be in during
a flare. For example, if the flare drives up your pulse rate above 120 per minute, you are at serious risk
for a heart attack or stroke. | have observed a number of IP patients who develop angina (severe heart
pain) during pain flares and require nitroglycerine. Use your pulse rate and blood pressure to adjust your
medication. Always let your medical practitioners know what your pulse and blood pressure readings are
running at home. IP that causes blood pressure to elevate will not respond well to the high blood pressure
drugs used for ordinary high blood pressure treatment. Only adequate pain control will lower high blood
pressure caused by pain.
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NECESSITY FOR OPIOID DRUGS

A fundamental fact about opioids is that they are the only medication that will truly control IP. Why?
The nervous system has specific pain relief trigger points scientifically known as opioid receptors. Natural
pain relief in the body is caused by a group of chemicals known collectively as endorphins which attach
and activate these receptors. Since these pain relief sites receive endorphins they are hence called "re-
ceptors." Endorphin is so closely related to morphine that the name endorphin is derived from "end,"
which is Latin for "in the body" and "orphin" which is the last part of the word morphine.

The God-given poppy plant is the source for most medicinal opioids including opium, morphine, co-
deine, and hydromorphone, among others. Fundamentally, opioid drugs are natural plant or herbal com-
pounds. Consequently, they are quite safe when taken at proper dosages and prescribed by a
knowledgeable physician. No other class of drugs now or in the future will likely relieve pain like opioids
since the natural endorphins in the brain and opium poppy plant derivatives are essentially one and the
same. They do not cause tissue damage like many other medicinals including alcohol, aspirin, aceta-
minophen, and anti-inflammatory agents, but they can produce sedation, impairment, overdose, and hor-
mone depletion. Historically, they have been widely used since the Egyptian empire and by advanced
societies all over the world who cared about the relief of suffering and pain among their inhabitants.

BIAS AGAINST OPIOIDS

IP patients have to be aware of the history, bias, safety, and true effectiveness of opioids since many
parties in modern society have been and continue to be on a campaign to ban or restrict their use. Every
IP patient will have to constantly face an ignorant bias against opioids. Bias and ignorance may be thrown
in your face by family, friends, doctors, nurses, government officials, employers, and your health plan.
The worst offenders, in my experience, are the mental health industry and the sellers of non-opioid pain
treatments. Simply put, parties who have a financial interest in keeping patients in uncontrolled pain con-
tinually bad-mouth opioids. Be prepared to educate all comers, and above all, remember that IP requires
opioids for control. There is no option.

Why the bias? Opioids work too well and there is no substitute. They give an IP patient a meaningful,
extended, quality of life. | now have IP patients who have safely and effectively taken high doses of
opioids for over 20 continuous years. Current medical knowledge indicates that IP patients can have a
fairly normal lifespan if they have access to a dosage of opioids which effectively controls their pain.

The real motivation behind opioid bias is money. They are expensive treatments for health plans in-
cluding government plans. When IP is properly treated with opioids, the patient no longer has to hang out
in emergency rooms or hospitals, undergo surgery, or go whimpering to a mental health clinic for "de-
pression” just to get a little relief. Additionally, you do not have to soak yourself in alcohol, buy heroin from
drug dealers, or become the neighborhood pothead. | have heard many a government regulator, health
plan bureaucrat, and even some of my fellow doctors proclaim to me that they would like to see all IP pa-
tients deprived of opioids. Fortunately, these attitudes and biases are slowly disappearing, but always be
aware that they exist.

Please know about the biggest racket and fraud going on in medicine today. Believe it or not, some
medical hucksters are claiming that opioids cause pain, and your pain will go away if you just detoxify,
stop opioids, or get psychological help!! What utter disregard for science and suffering!

In another section of this Handbook there is a section on support groups and advocacy. Every IP pa-
tient should join some support group and band with other patients, families, and advocates who support
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public access to opioid pain relievers and support physician rights to prescribe opioids. | am only able to
write this Handbook because of political pressure exerted in recent years on legislative and government
regulatory agencies by groups of IP patients, families, advocates, and doctors. Never take your supply of
opioids for granted. They work too well and have too many financial enemies. The life you save may be
your own.

FIRST STEP OPIOIDS

. . FIRST STEP OPIOIDS
When yog first ste!rt op|0|dls for .treat- OPIOID COMMON TRADE NAMES
mgnt, you will start with one.ll.sted in the | Hydrocodone Vicodin®, Lortab®, Norco®
"First Step Table." These opioids can be | Propoxyphene Darvon®, Darvocet®, Darvon-N®
taken as needed, or on a regular basis. Tramgdol UItra.rr.]® o
This group of opioids have few side ef- | Codeine Empirin®, Fiorinal®
. Dihydrocodeine Panlor®
fects and create little dependence. Some . X
) i . ) Pentazocine Talwin®
contain acetaminophen, ibuprofen, aspi- | Nalpuphine Nubain®
rin, or other potentiators which are com- | Butorphanol Stadol®

pounds that make the opioid act stronger

and last longer. Some patients may require two of the "First Step" opioids which may be a preferable
treatment approach to the "Second Step Opioids." First Step opioids are short-acting in that they usually
provide pain relief for only about 2 to 4 hours.

Before going to Step Two opioids patients should attempt to control their pain with a Step One opioid
coupled with one or more of the ancillary medications and treatments listed in this Handbook. Vigorous
attempts should be made to avoid Step Two opioids, since they may produce complications.

STEP TWO OPIOIDS

If Step One opioids fail to adequately control oPIOID STEP ggvl\?M%Flill('l?ll{aSDE NAMES
i IP pati ill h T
pa!n., an patient will have to resort to Step Two Methadone Methadose®, Dolophine®
opioids. They are much more potent than Step Morphine Kadian®. Avinza®
One opioids. They are usually required if pain is | Oxycodone OxyContin®
severe and constant — meaning it never goes away | Fentanyl Duragesic®
during the entire 24-hour day unless the patient is | Levorphanol Levodromoran®
Oxymorphone Opana ER®

asleep. Patients with the "cardiac-adrenal-
syndrome" will usually require Step Two opioids. Unfortunately, these opioids may cause constipation,
hormone changes, and weight gain. Patients who must take them must learn and practice measures to
minimize complications. Some Step Two opioids are often referred to as long-acting, since they remain in
the blood and control pain for several hours.

Long-acting opioid products, including morphine, methadone, oxycodone, and oxymorphone, are to be
taken on a reqgular, fixed schedule. Depending on the opioid, the time interval will be every 6, 8, 12, or 24
hours. IP patients should discipline themselves to take their long-acting opioid on a fixed, regular sched-
ule such as when they first awake, noon, late afternoon, and just before bedtime. They are NOT to be
taken as needed, and when patients attempt to take them this way, they soon find that their pain is not
well-controlled. Many patients will also need to use Step One opioids during pain flares or breakthrough
pain.
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Some of the above are now produced in very innovative formulations. Fentanyl is a skin patch and the
morphine formulations listed in the Table act like a pump in the intestine providing pain relief for as long
as 12 to 24 hours.

BREAKTHROUGH PAIN

Some Step Two opioids are long-acting and BREAKTHROUGH OPIOIDS
prescribed to suppress pain and possibly pre- | OPIOID COMMON TRADE NAMES
vent pain from even occurring. Unfortunately, | Fentanyl Transmucosal
they may not totally do the job, and pain will ("lollipop" or buccal tablet) Actiq®, Fentora®

Hydromorphone (liquid,

flare or "breakthrough" the barrier of the long-

. . injection, or suppositor Dilaudid®
acting opioid. A severe breakthrough or flare MJeperidine ("qud orin}le)ction) Demerol®
episode can disable you and send you to bed L

Oxycodone (liquid) Oxydose®
or worse — to the emergency room. If your Morphine (liquid, injection
pulse rate or blood pressure rises too high dur- | o syppository) ’ ’ Roxanol®
ing a breakthrough episode, you may even | Oxymorphone (tablet) Opana®
have a heart attack or stroke that could be fatal. | Hydrocodone (liquid) Tussionex®

Consequently, most severe IP patients will
need to master the use of a long-acting opioid and one or more breakthrough opioids.

Rapid breakthrough pain relief within 5 to 15 minutes is the goal of the use of a breakthrough opioid
medication. To achieve this rapid action, breakthrough opioids should be taken as a liquid, lollipop, injec-
tion, or suppository. They are commonly referred to as "short-acting" opioids because they may only act
for 1 to 3 hours.

DON'T DEPEND ON ONE FAVORITE OPIOID OR ROUTE OF DELIVERY

One of the biggest mistakes an IP patient makes is to get too dependent on a favorite opioid such as
fentanyl, meperidine, or oxycodone or the way it is delivered, such as an injection or lollipop. Why? You
may eventually get tolerant to the opioid and have to switch. Also, many are extremely expensive and
health insurance plans simply will not pay for them. Their position is that the older generic opioids such as
morphine, methadone, hydrocodone, meperidine, and hydromorphone are good enough for pain control.

You must identify several opioids that are effective for you. Do not plan on getting the one you most
want. Cost factors have simply ushered in a situation that has priced some of the Step Two and break-
through opioids out of range.

You should immediately look at the lists of opioids in this Handbook and determine which ones you
have and have not tried. At a minimum, you should identify four that you can take and which are effec-
tive. Also, do not get your heart set on route of administration such as a lollipop or injection. For survival,
you must learn what your health plan will pay for. Do not expect your health plan to give you a special
exception to their usual opioids and costs policy. It is usually a bad idea to take brand name opioids.
Why? Sooner or later your health insurance will likely disallow brand names.

ANCILLARY MEDICATIONS

In addition to opioids, there are additional medications that almost all IP patients will require. One is a
sleeping aid, and the other is a muscle relaxant. Hormone replacement of adrenal hormones, thyroid, es-
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trogen, or testosterone may also be required as pain and/or opioid medications may deplete them. You
may also need mediation for nausea, constipation, or weight control.

SLEEP
IP and its accompanying high pulse rate keep IP pa- SOME SLEEP AIDS IP PATIENTS

tients awake. You will likely need a sleep aid, and several FIND EFFECTIVE
of the favorites of IP patients are listed in the Table. | AID COMMON TRADE NAME
Some antidepressants, which activate serotonin are liked | Chloral Hydrate Somnote®
by patients and physicians because they assist sleep and Triazolam HaIC|or_1®

. . ) Temazepam Restoril®
depression at the same time. Furthermore, serotonin may Zolpidem Ambien®
promote neurogenesis or healing of nerves. Amitriptyline Elavil®

IP patients all expect 6 to 8 hours of sleep like a nor-
mal person. DO NOT expect this. You will likely not be able to sleep more than about 4 hours at a time.
Many IP patients cannot sleep over 2 to 3 hours at a stretch. This is particularly true if you have damaged
your spine, hips, knees, or nerves in your arms or legs. Why? If you sleep too long on these damaged
tissues, you may crush them and produce more pain. Your body wants you to awake frequently so you
avoid sleeping in one position and crush tissues which may increase your pain.

IP patients need to take their last daily opioid dose within 1 hour before bedtime. When you awake in
the night, you should get out of bed, stretch, and use the restroom before returning to bed. If you have
pain during the night, take a dose of your breakthrough opioid.

MUSCLE RELAXANT-ANTI-ANXIETY AGENTS

The severe pain and high pulse rate of IP causes
anxiety and muscle contraction. A high pulse rate may MUSCLE RELAA)E;AI‘EI\INTT_SANTI-ANXIETY
make yo.u .feel jittery or nervous. In addition, .you may AGENT COMMON TRADE NAME
have an injury that may cause muscle contraction. Most Carisoprodol Soma®
IP patients find that a muscle relaxant provides consid- | Cyclobenzaprine Flexeril®
erable additional pain relief and comfort. For reasons | Methocarbamol Rot_>axin®
that are not particularly clear to me, some muscle re- | Diazepam Valium®
L . Clonazepam Klonopin®
laxants are not effective in IP patients. Although phar- Lorazepam Ativan®

macologically classified as anti-anxiety agents, some

are effective in reducing high pulse rates and muscle spasms. Those muscle relaxant-anti-anxiety agents
that have proven to be popular with many IP patients are listed in the Table. Do not take more than one of
the agents in the Table on the same day. The # 1 cause of sedation, falls, and accidents in IP patients is

overdose of this group of agents.

NERVE BLOCKERS

There are new drugs for pain relief that act by blocking the NERVE BLOCKERS
lectricity i Pain that i db d . NERVE COMMON TRADE
electricity in nerves. Pain that is caused by .nerve amage in | g 5CKERS  NAME
the legs, arm, chest wall, abdomen, or pelvis is often called | pyloxetine Cymbalta®
"neuropathic pain." These agents can be used with opioids, | Pregabalin Lyrica®

and many patients can use these with a Step One opioid and

avoid the necessity of Step Two opioids. In milder forms of chronic pain, these agents may work so well
that opioids are not even necessary. IP patients can sometimes reduce their opioid dosage with these
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agents. Some of the older antidepressants and anti-seizure drugs are nerve blockers, and they have
been extensively used for pain relief. The two newest on the market, however, are generally superior, and
they are the only ones | now recommend.

NUTRITIONAL AND HORMONAL AGENTS

IP patients must all take some nutritional and hormonal agents. IP depletes the body of certain nutri-
tional substances and hormones. If these are depleted, pain worsens, and the patient will experience
more fatigue, insomnia, and depression. IP patients should read about various dietary supplements and
try ones that have an appeal. At this time, there is no marketed vitamin, mineral, herb, or amino acid that |
restrict or condemn. Here are my minimal recommendations, for all IP patients.

1. Daily multiple-vitamin-mineral tablet or capsule.
2. Calcium, magnesium, and vitamin D. for osteoporosis prevention.

3. Pregnenolone 50 to 100mg a day. This is the basic adrenal hormone and nerve healer.

TOPICAL MEDICATIONS

To achieve better pain relief and promote healing, IP patients may find one or more topical medica-
tions, which are rubbed into the skin over painful areas, to be effective. These agents are known as "topi-
cal" because they go on top of the skin. Since IP patients have tissue damage and scarring, internal
medications may not always reach the damaged nerves because blood vessels in the damaged tissue
area may also be damaged. Consequently, topical medications may be able to penetrate into damaged
areas by diffusion.

The list of topical medications being used and researched throughout the country is too long to fully list
here. IP patients are encouraged to ask their pharmacist or other IP patients if they recommend a specific
topical medication. Then try it. Topical medications have essentially no permanent side effects, so you
can experiment safely. The most consistent topical pain relievers in my experience have been morphine
and carisoprodol. The formula is to crush tablets of medication and dissolve one or two tablets in one
ounce of cold cream. Apply as often as necessary for pain control.

An excellent topical pain reliever is lidocaine, which is classified as a topical anesthetic. It is available
as a patch (Lidoderm). This patch produces excellent pain relief for about 12 hours. It can be placed on
the neck, back, hip, knee or other body area that is painful. Unless an IP patient has pain deep in the
body such as abdominal adhesions, they can usually get good relief from the lidocaine patch. These
patches are particularly effective if there is a pain flare or you have "overdone" it and caused some addi-
tional discomfort in a joint, back, or spine area by over-exercise.

CONSTIPATION

This troublesome problem often results from opioid drugs and inactivity. To help prevent it, drink 6 to 8
glasses of fluids a day and take some fiber supplements which can be purchased over-the-counter at any
grocery or drug store. Many over-the-counter laxatives are effective. | have not observed that one fiber
product is superior to others. Therefore, it is a personal choice. | have surveyed patients repeatedly to
determine a consensus on laxatives, but there is no agreement among IP patients as to which ones are
best.

If fluids and non-prescription, over-the-counter laxatives do not do the job, there are a number of pre-
scription laxatives. Simply ask a physician to give you a prescription. You may have to try several to settle
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on one you find most effective. | have found that my IP patients with severe constipation almost always
respond to polyethylene glycol (GlycoLax®, MiraLax®, GoLYTELY®), or a licorice product called Evac-U-
Gen®.

NEUROGENESIS: KEY TO CURE

Neurogenesis is the term used to mean new growth or regeneration of nerves. The key to cure or sig-
nificant, permanent pain reduction of IP is neurogenesis — new nerve growth. A few years ago it was be-
lieved that damaged nerves would not regrow. New research clearly shows that nerves can at least
partially regrow. | have now witnessed so much permanent pain reduction in my IP patients that | believe
permanent cure may even be possible for at least some patients, and permanent, partial pain reduction is
possible in practically all IP patients.

Research on neurogenesis is starting to occur in a big way. IP patients should know that nerve growth
is greatly dependent upon specific amino acids and hormones that promote nerve growth. Also, nerves
probably can't regrow if pain is not well controlled because pain produces so much electrical activity in
nerves that they cannot mend. While it is too early and premature to make too many specific recommen-
dations or promises, the schematic in the back of this Handbook is advocated at this time as the best
hope for neurogenesis.

ANABOLIC THERAPY

Everyone is now familiar with "anabolic ANABOLIC AGENTS
steroids" and the athletic advantage they pro- | HORMONES
vide by promoting muscle mass, speed, and | Pregnenolone Testosterone
endurance. The complications of over-bulking | Androstenedione Dehydr(cE)elgllEaAn)drosterone
of tissue with anabolic steroids .ar.e also well Chorionic Gonadotropin Growth Hormone
known as too much bulk may injure knees,
. ; ; AMINO ACIDS
ankles, and joints. Anabolic steroids, when ) , ) ,
di ol | ! d I W Taurine Gamma Amino Butyric Acid
used in excess, can also produce cancer, Glycine Phenylalanine
heart disease, "roid rage," and impotence.
i . NERVE TISSUE BUILDER
These complications only occur, however, with L )
Alpha Lipoic Acid

mega-dosages that are clearly known to be
dangerous.

What is important for every IP patient to know is that tissue regrowth and neurogenesis enhanced by
anabolic therapy. Anabolic simply means, from its Latin derivation," to promote growth.” Therapeutic dos-
ages of several anabolic, tissue-building agents are being studied in IP patients, and early research re-
sults are very promising. Listed here are some of the anabolic agents that | use in an attempt to promote
growth of tissue, healing, and permanent pain reduction. This list is not complete and may not even con-
tain the best agents, because many physicians are just now experimenting with many different anabolic
approaches. | have only listed ones with which | am familiar and use. When prescribed by a knowledge-
able physician, these agents are very safe and therapeutic. Other than some of the hormones, the other
agents listed in the accompanying Table on Anabolic Agents can be purchased in health food stores or
through catalogues.
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STRETCHING EXERCISES

Common strains and sprains that occur commonly with sports or excess physical activity tend to heal
rapidly with repetitive motion and strengthening exercises. An example is lifting a weight several times to
help heal and train an injured shoulder.

But IP patients are different and can even injure themselves if they participate or practice many of the
exercises used for common strains and sprains. Why? IP results from nerve damage that is usually sur-
rounded by scar tissue. Once IP and scarring has developed, one must be extremely cautious and careful
when manipulating these tissue areas. For example, an exercise that suddenly pulls apart a scar may
lead to additional scarring, nerve damage, and pain. Even if a damaged nerve wants to regrow, if it is
trapped in a scar, new growth may not be possible. The reduction and elimination of scarring and the
promotion of neurogenesis requires a special type of exercise known as "Stretch and Hold." These exer-
cises are simple to execute.

Merely stretch your arm, leg, or spine to a point that you feel a tug or pull (not pain!!) at the painful site.
Then hold the position for a count of 15 to 30 seconds. Repeat this exercise a few times each day. The
simple basic schematic for stretching with spine degeneration is shown at the end of this Handbook.

"Stretch and Hold" is designed to gently pull apart scars over time and lengthen the damaged areas so
nerves can regrow.

DANGER: Do not do any exercise, physical therapy, gymnastics, or other activity that produces pain. Do
not do any activity that increases your risk of tripping or falling.

REMEMBER. Pain is your enemy. If you cause it, you risk additional nerve damage to your already dam-
aged area and you will age a little faster. As long as pain is not produced you may do any physical activity
you desire including swimming, bicycling, walking, sex, or treadmill.

DEALING WITH YOUR FAMILY AND LOVED ONES

IP is a family affair. In dealing with your family, your basic strategy is to honestly and openly discuss
your situation. Do not be afraid to tell them about your true agony. Use information from this Handbook or
other source. Your family first needs to know that IP is a rare condition and not the usual chronic pain of a
bad back, arthritis, or TMJ. Educate yourself thoroughly about the Cardiac-Adrenal-Pain Syndrome and
then pass on this information. Few people, including doctors, are yet aware of the seriousness of severe
IP, and that if it is left uncontrolled it will shorten life and produce serious complications.

Families who reject or do not believe IP is a serious disease and/or abhor the idea of opioid drugs
must be dealt with firmly. They must be educated about the new research on cardiac and adrenal compli-
cations. If you have a family member(s) who rejects you or your treatment, you may need to notify them,
in writing perhaps through your attorney, as to the nature of your condition and your necessity of opioid
medications. More and more pain specialists are refusing to treat IP patients who do not have family sup-
port, because family members who dislike IP treatment frequently sue the patient's doctor after death or
when a severe complication of IP such as dementia sets in. If you do not have a family member or
spouse to advocate for you and be involved in your treatment program, you must find an advocate and
confidant outside your immediate family who is going to be acquainted with your IP doctor and your situa-
tion. Do not be surprised if your IP doctor demands some legal protection or assurance from you that your
family members will not sue him when you die or have a complication.

A problem sometimes encountered is that families do not understand an IP patient's need for rest and
stress control. For example, too many people living and residing in the house of an IP patient may add to
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the stress of pain and further drive up pulse rate and blood pressure. Your family needs to know what
causes your pain to flare, so you can set up your daily living schedule and situation in such a manner as
to minimize stress. Noise, crowding, offensive smells, or commotion may all stress an IP patient and
worsen pain. You have to rid your house of obnoxious children and relatives.

WORK WITH YOUR HEALTH INSURANCE PLAN

Treatment of IP is intensive and expensive. Therefore, it behooves you to be extremely knowledgeable
about your health plan. Here are the basics you must know:

1. What medications and number of monthly dosages will your plan cover? Obtain your Plan's
formulary which lists the plan's drug benefits.

2. What doctors will your plan cover for your prescription drugs? Although you can likely afford to
pay for a doctor visit out of your own pocket, the cost of IP treatment medications is so high that
even very wealthy people cannot afford them. It is not uncommon for medication costs to run in
the thousands of dollars each month.

3. Learn how to bill your plan for out-of-pocket costs. You and your family or non-family advocate
must get on the phone or personally visit your plan's administrative offices to obtain its formu-
lary, rules on doctor selection, and method for getting reimbursed for out-of-pocket costs. Some
plans have their own reimbursement forms while others merely want a receipt. Many use the
universal federal claim form.

4, Find out how to request medication that is not on your plan's formulary. In most cases, you will
have to have tried all the formulary medications and dosages covered by your Plan before your
Plan will allow exceptions. For starters, review the opioids listed in this Handbook. You will likely
spot some you have never heard of, but may be acceptable to you and your Plan.

The biggest problem with some Plans is that they try to force IP patients into detoxification or to re-
duce their medication. They often bad-mouth any doctor who adequately treats IP and tries to play up
some doc who only prescribes aspirin or gives a nerve block. Make sure you know what happens to your
pulse rate when you reduce your opioids. You could expire of a heart attack or stroke if you cut down too
fast on your medication and your pain and pulse flare. You are particularly at risk if your pain has been
well-controlled for several months. If you find yourself in a situation where your Plan may try to harm you
by taking away your medication, you and your advocate must personally — do not rely on your doctor or
pharmacist — inform them about your condition and the cardiac risks of uncontrolled pain. Enlist your min-
ister or other advocate. If your Plan will not listen you will have to contact your State Insurance Complaint
Agency. Almost all States now have these. Sadly, some IP patients have had to enlist the services of an
attorney to force health plans to merely comply with their own stated and written benefits.

FINDING A DOCTOR TO TREAT IP

As of yet, few MD's in the United States specialize in IP. There is no Board certification for it, and no
Family Practice or Internal Medicine Residency programs in universities offer fellowships in it. Most pain
specialists in America are anesthesiologists. Most anesthesiologists, however, only perform interventions
such as epidural nerve blocks or implant stimulators and do not medically manage IP over an extended
period of time. IP patients throughout the country still have great difficulty obtaining enough opioids for
proper pain control meaning the ability to regularly leave your home, have a quality of life, and keep pulse
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rate and blood pressure in normal range. Few family doctors or internists treat IP because the use of Step
Two and breakthrough opioids are really the purview of the pain specialist.

IP patients frequently want their family doctor or internist to prescribe potent opioids, but the vast ma-
jority of primary care doctors should only prescribe Step One opioids. If you believe you have IP and re-
quire more opioids than you are able to obtain from your current MD's, you need to find a pain specialist
who is qualified and knowledgeable about the Step Two and Breakthrough opioids. You may have to
travel some distance, but IP patients need to be treated by a physician who not only can help you control
IP but who wants to help you participate in neurogenesis and anabolic therapy so you have an opportu-
nity for possible cure or permanent reduction of pain.

In the "Advocacy Groups" section of this Handbook you will find a reference to the National Founda-
tion for the Treatment of Pain. This is the only organization of which | am aware that specializes in placing
IP patients. Or try your health plan. Some are getting with the program and have MD's on their panels that
treat IP. For the best sources, talk with IP patients who have been able to find the help they need.

STRESS CONTROL: MAINTAIN YOUR SPACE

Stress in an IP patient is anything that causes your pain to flare. This can be due to psychologic, fi-
nancial, or marital conflicts. Anything that causes your heart to speed up will likely increase your pain. IP
is the ultimate stress on the body, and even a little extra stress from another cause will increase pain and
perhaps even add to the tissue damage that you have.

You must maintain your mental and physical space. You simply have to get any nagging stress situa-
tion out of your life. This might be a marriage partner or a relative. For example one of the greatest and
most malignant stresses is a visitor to your home over a holiday or an unruly family member who lives
with you. Whatever it takes, you must live and function in a peaceful, tranquil setting where you can come
and go at your own pace. Stay out of situations such as jury duty or jobs which do not allow you to sit,
stand, relax, or control your time.

TRAVEL AND WALKING TIPS

Many IP patients have been confined to home, bed, and couch often for years. Now with opioid treat-
ment they can travel and walk.

First bit of advice. Travel and walk every chance you get as long as it does not increase your pain.
Plane, cruise, train, or bus. Go for it. Why? No one knows how long we will live and this is particularly true
of IP patients. It has only been in recent years that our governments — State and Federal — have allowed
opioids to be used in the dosages that are truly effective and which will prolong an IP patient's life. But for
how long? Without any treatment, IP patients die after only a few days or weeks following the start of IP.
Now, however, IP patients may live almost a normal life span. | personally have IP patients who | have
treated with high dose opioids for over 20 years. And they are still going strong with all their mental facul-
ties. But do not count on a long future. Buy your travel ticket today!

Now for the do's and don'ts:
1. Do take your medication on a regular schedule even if you are on a plane, train, or ship.
2. Do not sit in a plane or car seat for more that 30 minutes at a stretch. Get up and stand or walk.

3. You cannot afford to fall or slip. Use a cane or walker if you are in unfamiliar territory.
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4. If you have spine degeneration, you should wear a soft brace with shoulder straps when you fly or
take a long car ride.

5. Carry a note from your doctor that states your problem and need for medication.

Hand-carry only the medication you need while flying. Pack the rest in a water-tight container in
your suitcase. Critical: When traveling do not remove medication from the bottle or container that
has a pharmacy label that shows your name, your doctor's name, and hame of medication. If you
remove your medication from its issued container and authorities in an air or seaport find it, they
will likely confiscate it as they should.

PREVENTING DEMENTIA AND MENTAL DETERIORATION

There is a dirty little secret about IP that no one wants to think about or talk about. Continuous severe
IP, may cause brain atrophy. This fact has been scientifically proven by research with brain scans. It is
believed to occur because pain is essentially an electric current. Consequently, it can literally burn tissue
like any other over-electrified wire may burn out a socket or fuse. | call it the "hot-wire effect." Sort of like
lightening striking you.

Every IP patient MUST embark on a mental protection plan. If you do not, you may sadly learn that
your mental concentration, memory, and analytic skills may crumble. Reading, writing, and arithmetic may
go downhill. But do not panic! Simply follow these guidelines.

1. Get maximal pain control. Pain is the enemy. Do not even let it flare if possible.

2. Hormone balance. Make sure your cortisol, pregnenolone, thyroid and testosterone are normal.
3. Spend lots of time physically speaking and conversing with other people.
4

Read and write something every day. Watching TV will not get the job done. E-mail and chat
rooms on the internet are terrific mental exercises.

5. Mental exercises. Crossword and jigsaw puzzles are thought by many clinicians to be excellent as
dementia preventers. Any puzzles or games will do. Just keep your mind busy. Force yourself to
do some arithmetic almost daily. Use it or loose it!

TOOTH DECAY AND OSTEOPOROSIS

IP, per se, causes several serious side effects. They primarily occur because IP pain may alter hor-
mones produced by the pituitary and adrenal glands.

High cortisol (body's natural cortisone) causes a loss of calcium in bones and teeth. Consequently,
your primary pain may be, for example, muscular, but your spine and teeth may degenerate. Or you may
have an abdominal or spine condition and find that your knees deteriorate. In addition to hormone
changes caused by pain, your teeth may deteriorate due to pain causing you to hold your mouth in an
abnormal position and your breathing to be altered. Saliva production is also altered in IP. IP causes insu-
lin and blood sugar lowering that in turn causes IP patients to crave sugars and starches which may harm
teeth. Your mouth contains good and bad bacteria, and IP causes changes in your immune system.
Lastly, some pain medications may contain sugar which accelerates tooth decay and they may interfere
with bone and teeth growth.

All'in all, almost every IP patient will suffer tooth decay and require fillings and tooth extractions. Os-
teoporosis can be so serious in IP patients that spines and joints can severely degenerate and collapse.
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Consequently, IP patients must develop a program to prevent tooth decay and osteoporosis. Here are
measures you must take to best reduce the severity of tooth decay and osteoporosis:

1. Keep your pain controlled so that your pulse, blood pressure, and hormone, blood levels are
normal.
2. Brush and/or floss teeth daily and rinse often with a mouth wash. Vigorous, periodic, dental

cleaning by your dentist may help.

3. Reduce sugars in your diet, particularly drinks that contain carbohydrates (sugars). Follow the
reducing diet shown in this Handbook if you are overweight.

4. Take these supplements daily: Calcium — 1000 to 1200mg
Vitamin D — 600 units
Magnesium — 500mg

POTENTIATORS: WHAT ARE THEY AND HOW TO USE THEM

The term "potentiator" is one used by physicians and pharmacists to indicate that one medical agent
makes another more "potent." Here, we are talking about agents that make opioids act stronger and last
longer. Potentiators allow less opioid to be used and lessen their complications. In this day and age of
cost cutting most IP patients will have to learn to use potentiators because insurance plans will not pay for
the most effective opioids.

Additionally, when you wish to decrease your opioids or attempt to withdraw, you will need to use a lot
of potentiators. Common agents which potentiate opioids and which are commercially placed in some
opioids are: Caffeine, Aspirin, Acetaminophen, and Ibuprofen. For example, Vicodin®, Percocet®, and
Darvocet® contain acetaminophen. Fiorinal® contains caffeine and aspirin. Vicoprofen® contains ibupro-
fen.

Other agents including some muscle relaxants and stimulants potentiate opioids. IP patients should
take a variety of potentiators to determine which ones make your opioid more effective. IP patients must
especially learn to take a potentiator with their breakthrough opioids since a potentiator can help break a
flare. Here is a partial list of some potentiators which may boost your breakthrough opioid:

Caffeine Tablet Dexedrine Acetaminophen Phentermine Midrin® Aspirin

You should systematically try potentiators one at a time to determine how best to control breakthrough
pain without the benefit of expensive commercial opioid preparations such as fentanyl (Actig® or Fen-
tora®).

THE TYLENOL® PROBLEM

OPIOID COMMON TRADE NAMES

Tylenol® is acetaminophen. It is an effective opioid Hydrocodone  Vicodin®, Lortab®, Norco®

potentiator, and it is found in many popular opioid formu- Oxycodone Percocet®
lations (see Table). Tramadol Ultracet®
. Propoxyphene Darvocet®
As long as patients do not take over about 4000mg a Codeine Empirin®

day of acetaminophen, it is safe to take. Acetaminophen
daily dosages above 4000mg a day may cause liver or kidney toxicity. The maximal dose of Norco®, for
example, is 12 tablets a day.

IP patients should know which opioid-acetaminophen combination works for them. The combination
agents are relatively safe and inexpensive as long as the 4000mg a day level is not exceeded. When an
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IP patient wishes to reduce or withdraw from Step Two opioids they should switch from a pure opioid drug
such as hydromorphone (Dilaudid®), Oxycodone (OxyContin®), or methadone (Dolophine®) to a Step
One opioid that contains acetaminophen.

DIET: PROTEIN IS YOUR BEST FRIEND

Protein is comprised of about 25 different amino acids. The body takes amino acids and uses them in-
dividually or in a grouping (i.e. molecule) for various pain control functions. For example, endorphin,
which is the body's natural pain reliever, is a grouping of about 17 of the 25 amino acids. There are at
least 6 single amino acids that the body uses for specific functions to control pain. Shown here is a Table
of these, because IP patients must eat some protein foods to obtain enough amino acids for the body to
effectively control pain. Do not expect your prescription opioids and other medications to work very well if
you do not take in enough protein or amino acid supplements. Amino acids can be purchased in most any
health food store or through catalogs.

SINGLE AMINO ACID PAIN CONTROL FUNCTION

Gamma Amino Butyric Acid Prevents pain transmission along nerves.

Glycine Activates pain control in the spinal cord.

Taurine Activates pain control centers (receptors) in brain and spinal cord.

Phenylalanine & Tyrosine Produces adrenalin, noradrenalin, and dopamine that control stress,
and provides energy, fights fatigue, and prevents depression.

Tryptophan Produces serotonin which promotes sleep, enhances self-esteem,
and prevents depression.

Please note the above list does not include vegetables or nuts. Why? While some vegetables and nuts
contain as much as 30% protein, they will not, by themselves, suffice to meet the amino acid require-
ments of an IP patient.

Early morning is the most important time of day PROTEIN FOODS

to eat protein. If you prime your body with protein An IP patient needs to eat some protein 3 times a

early in the day, you give your body enough amino | qay Here is a list of protein foods which is de-
acids to allow your opioids and other medications | fined as over 50% protein by weight:

to optimally work. Early morning protein is also a Chicken Turkey Beef

key to weight control. Simply put, you must prime Cheese Pork Fish / Seafood
your body each morning with protein. You should Lamb Eggs Cottage Cheese
consume protein within 2 hours after you awake each morning.

What if you just cannot stand protein foods or eating early in the morning? Get over it. Think of early
morning protein as a medicine; not food. Forget the taste — go for the medicinal value. As a substitute or
partial substitute for protein foods, you can obtain the amino acids you require by using protein powders,
capsules, or drinks which you can purchase from about any pharmacy or health food store. Just make
sure you take them early each morning.

Another thing to consider is cholesterol and triglycerides. Sugars, starches, and fats are all converted
by the body to cholesterol and triglycerides. While the fat in beef or bacon will raise triglycerides there is
little fat in chicken or fish. The cholesterol in eggs is dissolved by stomach acid, so the scare over eggs
causing your cholesterol to rise is a myth. Poor pain control raises your cholesterol and triglycerides be-
cause severe pain causes the adrenal glands to secrete excess cortisol. Although research is early, the
high levels of cholesterol and triglycerides found in IP patients undoubtedly causes heart and stroke com-
plications.
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WEIGHT GAIN

Unless you take extraordinary measures, you will gain excess weight after you develop IP. Not only do
you face all of the great foods and life-style attractions that fatten up about everyone in modern day soci-
ety, IP has some other complications that cause obesity.

1. IP causes a change in insulin and blood sugar levels that make you only want to eat sugars and
starches (carbohydrates) at the expense of protein.

2. Most causes of IP slow movement and restrict exercise, so you cannot burn fat very well.

3. Almost all medications used for pain treatment slow metabolism and produce weight gain.
These include opioids, anti-depressants, sleep aids, muscle relaxants, anti-anxiety drugs, and
nerve block agents.

There is no guarantee that weight reduction will reduce your pain, particularly if your pain is caused by
headaches, adhesions, fibromyalgia, or nerve damage in your arms, legs, chest wall, or pelvis. But if your
pain is caused by spine or joint degeneration, you will likely have less pain and need less medication for
pain control if you lose just a few pounds.

Your first and most critical step in weight reduction is to stop all table sugar and liguids that contain
carbohydrates. This includes milk, regular sodas, fruit juices and the so-called "energy drinks." Look at
the label of everything you drink. The label should say: "carbohydrates - 0." Table sugars and liquids
cause your blood sugar to rise so fast that about 2 hours later you get a rebound low blood sugar, (hypo-
glycemia) that makes you crave even more sugars and starches. One major key to weight reduction is to
reduce sugars and starches and replace them with protein foods. The full-scale diet for weight reduction
in IP patients is in the Appendix. Read it over and see how close you can follow it.

Some IP patients who lose only 3 to 5 pounds reduce their pain. This is particularly true if your pain is
due to spine, hip, or knee degeneration.

A mild stimulant is a big help. Caffeine is one of the best. In the case of an IP patient you almost can-
not overdo caffeine. Drink all the tea, coffee, and diet drinks with caffeine you can stand! Caffeine not only
helps weight reduction, it is an opioid potentiator. Some IP patients benefit from an appetite suppressant
such as phendimetrazine, phentermine, or Dexedrine. Not only will these agents help control weight, they
also act as opioid potentiators and decrease any sedation your medication may cause.

KNOW YOUR CAUSE AND ATTACK IT

When you develop IP you do not much care about its underlying cause. Or what is causing anyone
else's pain. This is a mistake. You should learn all about the basic cause(s) of your pain. Read about it.
Join the advocacy group or groups that champion and advocate for research on your specific cause of
pain. Some excellent examples are fibromyalgia, reflex sympathetic dystrophy, interstitial cystitis, ab-
dominal adhesions, and vulvodynia. Keep up on the latest scientific advances. If you hear or think of any-
thing that might help your underlying cause, bring it to your doctor's attention. Always keep trying to cure
or ameliorate your underlying cause. In addition to your pain doctor you should have a doctor who spe-
cializes in your underlying disease.

PAIN RELIEF FOR SURGERY OR DENTAL PROCEDURES

In the event you have to have surgery or dental procedures, there are certain do's and don'ts. Please
let your surgeon or dentist know about the recommendations listed here.
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1. Take your regular medications, particularly your long-acting opioid, on your regular daily sched-
ule up to and immediately after the procedure. DO NOT alter your regular, usual daily medica-
tion regimen, before the surgery.

2. For extra pain relief during and after the procedure you will need to DO one of two things:
a. Take an increased amount of your short-acting or breakthrough opioid.

b. Your surgeon or dentist can give you a very-short acting opioid by injection or suppository if
the procedure causes a severe pain flare. EXAMPLES: meperidine (Demerol®) Injection, or
hydromorphone (Dilaudid®) Injection or Suppository. In addition you may find that an oral,
Step One opioid such as Vicodin® or Panlor® is very helpful.

CUTTING DOWN AND WITHDRAWING FROM OPIOIDS

Once an IP patient has taken opioids long enough to have some pain free hours each day, it is time to
attempt dosage reduction. Do not try to reduce opioid dosage until you have some pain free hours. When
you achieve some pain free hours, it means that some neurogenesis or healing has been achieved, and
you probably do not need as much medication.

When you start reducing medication | recommend you reduce 5% to 10% a week. For example, if you
take 10 morphine pills a day reduce your dose to 9 for one week. Then a week later you can go down
another pill each day. Try to withdraw over a 3 to 4 month period. If you withdraw too fast, you may cause
a severe pain flare which may set you back or make you worse.

Every IP patient will encounter someone in their life — be it a spouse, pharmacist, minister, doctor,
friend, or relative who will try to talk you into stopping your medication. Do not be foolish. Review the
complications of IP. If you must, simply take your opioids for the remainder of your life. Just do not fall for
some ignorant or fraudulent line that you should stop your medication, as long as you have pain.

If you still have pain and decide to go into a detox center to stop your drugs, do not expect your pain
doctor to either approve or take you back as a patient. Why? Either you have IP and need medication or
you do not. Remember, detox centers are for addicts, not legitimate pain patients. If you let anyone —
spouse, psychiatrist, minister, or pharmacist — talk you into stopping medication, just remember that there
are several tombstones in the cemetery that are there because an IP patient stopped their drugs too
abruptly and caused a severe pain flare and heart stoppage.

Here are absolute DON'TS

1. Do not try to withdraw from medication until you have at least some pain free hours each day.
Until you have pain-free hours you have too much nerve damage to reduce pain control medica-
tions.

2. Do not believe any claim that your medication is causing your pain or that pain will be gone if
you suddenly stop your medication.

3. Do not withdraw rapidly. Lower your dose 5% to 10% a week, and simply return to your regular
daily dose or hold your dosage at a lowered level if your pain resumes.

4. Do not let anybody put you in a hospital to "detoxify" or take you off your medication. Do it slowly
over 3 to 4 months in your own home environment. Withdraw at a speed that does not cause
your pain to flare.
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There is a good way to get off opioids or to lower your dose. Once you have lowered your daily dose,
switch to a milder, Step One opioid which has acetaminophen in it. Try one of the new nerve blockers
such as duloxetine (Cymbalta®), and a muscle relaxant. Stay on this regimen for 2 to 3 months and then
reduce these medications. Your doctor can probably assist with some other withdrawal tips and medica-
tions. Biggest tip: many chronic disease patients such as diabetics have to take medication all their life; if
this is necessary, simply continue taking your pain medication — you do not have to stop.

INTERVENTIONS — A NEW TERM IN PAIN TREATMENT

The term intervention is now a term that is used to describe a set of procedures that may permanently
or temporarily reduce the severity of your pain. Some anesthesiologists and rehab physicians now refer to
themselves as "Interventional Pain Specialists." These physicians primarily specialize in medical proce-
dures involving the spine. Consequently, if you have spine degeneration as the cause of your pain, you
should see an interventional pain specialist to determine if there is a procedure that can help you.

Once you get your pain under control with opioids and other measures listed in this Handbook, you
should consider the procedures and interventions that modern medicine has to offer. For example, injec-
tions in or around the spine, laser, Botox®, or prolotherapy may permanently reduce some of your pain.
The very best time to try interventions, including surgery, is when your pain is under control. Why? Con-
trolled pain means your hormones and immune system are in good shape to help you heal. Many IP pa-
tients often believe that procedures or interventions they attempted in the past won't work in the future.
This may not be true since efforts in the past were likely attempted when pain was not controlled. Some
times it pays handsomely to try again.

There are two cardinal rules. Do not attempt an intervention that causes pain. Simply stop in the mid-
dle of the procedure if necessary. The second is don't stop your medication to try a procedure or interven-
tion. Only an ignorant or biased practitioner will even suggest you stop your medication to have surgery or
an intervention. Turn and run from any practitioner who may suggest this.

IMPLANTED OPIOID PUMPS AND ELECTRICAL STIMULATORS

Interventional pain doctors now specialize in implanting opioid pumps and electrical stimulators in the
spinal cord. Opioid administration directly into the spinal cord is called "intrathecal administration.” If you
find you cannot adequately control your pain with the Step One, Step Two, and Breakthrough Opioids
listed in this Handbook, you should consider an implanted intrathecal device. These implanted devices
by-pass the stomach and liver to place opioids directly into brain fluids. Often times pain relief, by this
procedure, is far superior to other methods of administration. In addition, there is a new medication called
ziconotide (Prialt®), which is not an opioid, but provides great pain control and can only be taken through
an implanted intrathecal device.

Another successful implant is known as a "spinal cord stimulator.” These devices send a special kind
of electrical signal into the spinal cord and nerves that go into the legs and arms. Particularly with some
cases of reflex sympathetic dystrophy and neuropathies, these new stimulators may provide excellent
relief.

While no one likes the idea of an implanted device, the modern implants can often provide excellent
pain relief. Be honest with yourself. If medical management is not getting the job done for you, ask one of
your physicians to refer you to an "Interventional Pain Specialist.” In most cases these interventionalist
pain doctors can test you ahead of time to see if the implant will work so you do not have to risk a proce-
dure. IP patients who have implants still have to take other medications including opioids. Do not fall for
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any line that an implant will totally substitute for your current opioid medication. You may be able to re-
duce your medications with an implant, but implants will not totally substitute your need for medication. Be
advised that these implants are quite expensive and your health plan may resist paying for them.

HORMONE REPLACEMENT AND TREATMENTS

Hormone treatment along with good pain control, protein diet, stretching exercises, and positive men-
tal attitude give you the best hope for neurogenesis and permanent healing. Replacement means that you
take hormones that are depleted by pain and/or medications. Be clearly advised that a most serious com-
plication of opioids is hormone depletion, particularly testosterone. You will need a blood test to determine
whether this is the case. Testosterone, in males and females, is necessary for good pain control, energy,
weight control, bone growth, libido, and relief of depression.

Severe IP may deplete certain pituitary and adrenal hormones. Although research on hormones is in
its early stage, | have found that the adrenal hormone, pregnenolone, is almost always depleted by IP.
This hormone naturally acts to heal nerves and promote energy and mental ability. Patients who don't
have enough pregnenolone are depressed, exhausted, and have poor mental concentration, memory,
and pain control. If you have IP, | recommend a daily dose of 50 to 200mg. The only known side effect at
these dosages is acne, and if this occurs, reduce your dosage. Some IP patients appear to have inade-
quate thyroid or estrogen levels. You may need to be tested for these hormones and take replacements.
Some hormones such as chorionic gonadotropin and growth hormone cause tissue growth (i.e. anabolic
effect) and appear to offer hope in permanently reducing IP.

QUALITY OF LIFE

Make a better quality of life your Number 2 priority after you get some pain relief. You will find it a
tough job. Chances are you will always have the pain nagging at you and you may have spent so much
time in bed or on the couch that you have forgotten how to socialize and communicate with the outside
world. You may also have spent so much time wallowing in your self-pity that you have forgotten how to
be a friend to anyone. Pain robs one of interest in much else besides relief. Whatever. With opioids and
reduced pain you MUST start communicating and talking with other people. You simply have to go visit,
call on the phone, and talk with live people. In this situation, e-mails and chat rooms on the internet will
not entirely cut it. Talk is therapy for a pain patient.

You will need some at-home hobbies or activities. Something that you enjoy and that at least partially
takes your mind off your pain. Work for pay or volunteer. Drive a car if at all possible.

You will need to come to grips with your religious beliefs. Most patients with IP have either thought
about suicide or come close to death. Some have had near death experiences or technically died and
come back. Regardless of your particular situation, please give prayer and your church your best effort
with time and thought. Remember. Your survival instinct, attitude, and modern medicine have given you a
lease on life, and your God still wants you here on earth for some purpose that only you know.

PLANTS, PETS, AND MUSIC

You need all three. There is something about live DNA around you that is a great comfort. Make no
mistake. Pets like a dog or cat who is attached to you will literally know when you are in pain. Sometimes
they will know you are about to have a flare before you do!
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Plants cannot speak or cuddle up to you, but | know this. IP patients who keep a lot of those green,
leafy, colored jewels in pots around the house or lawn just do a lot better with pain control. Your favorite
music is known to activate endorphins. No wonder some pain patients find considerable comfort when
they listen to their favorite songs. Play it again, SAM! Better yet, drag out the old piano or violin if you
used to play.

GETTING YOUR MEDICATIONS IN THE HOSPITAL

If you are hospitalized either for an emergency or for a planned surgery, you must be prepared for the
hospital to deprive you of your usual medications. Remember: Few hospital personnel are aware or have
even seen a bonafide IP case who legitimately requires a high daily opioid dosage. Chances are that
some well-meaning nurse will confiscate your regular medication, and you may not get it back. At all
times, including a stay in the hospital, protect your supply of medications. To insure that you get your
regular pain relief regimen in the hospital, discuss your concerns and fears with your doctor before you
enter the hospital. Never try to hide your problem or be ashamed of any medication you must take.

If you find yourself in a hospital and cannot obtain your usual pain medications, your family and advo-
cates will have to call on the hospital administrator. You will probably find that the hospital administrator
will be much more attuned to your problem than most of the nurses. Inform the administrator of your risks
for a heart attack or stroke if your pain flares. Make it clear that you have legal rights to receive your usual
medications while in the hospital.

YOU NEED A MINISTER AND LAWYER

Every IP patient should inform their minister of their situation. Many times your clergyman can help
you obtain services or assistance you may need. Above all, | recommend you strive to develop a good
understanding of your illness and how it relates to your chosen religion.

You need a lawyer who is familiar with the laws and rights of IP patients. If you have a family attorney,
give him or her the laws and materials about IP that you have accumulated. Many IP patients have had to
use an attorney to obtain the help they need, such as obtaining disability benefits or forcing your health
plan to provide the services they have promised.

One strategy | recommend is to join Pre-Paid Legal. This organization is a type of HMO for legal prob-
lems. You pay a small fee each month. When you have a legal problem, you will have excellent service
that is already pre-paid. Since, IP patients all over the country are being bombarded with legal issues, you
need to be ready if you develop a legal problem obtaining physician services or medications.

ADVOCACY GROUPS

Every IP patient should join one or more pain advocacy groups. Plenty are listed on the internet.. Dues
are nominal. And after you join, educate the group about your own case including difficulties in obtaining
care, haggles with health plan coverage, and the serious cardiac and adrenal complications of IP. | know
of only one organization that specializes in finding physicians for IP patients.

National Foundation for Treatment of Pain <http://www.paincare.org/>
6539 Westbrook Drive; Citrus Heights, CA 95621
% Tom Greenly
916-725-5669
Fax: 916-726-5517
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HUMOR AND MOTIVATION — KEEP SMILING

To survive you need to keep a sense of humor and motivation. A smile, chuckle, or laugh actually
stimulates the bodies natural pain and immune systems to positively react. Whatever you can do to "keep
smiling" must be done whether it is reading the funnies, visiting friends, or playing with your pet.

You must stay motivated to improve your situation. Do not necessarily be motivated to "beat it." If you
are even reading this Handbook, chances are you have too much nerve damage to "beat it.” Stay moti-
vated to constantly improve your quality of life, minimize your pain, and promote neurogenesis.

SELF CHECK FOR OVER-MEDICATION

When your dosage of medications are proper, regardless of how high your dosage may be, you should
not be sedated or impaired. Check out these indicators at home.

1. Can you walk up stairs without tripping?

2. Can you walk around your yard and neighborhood?
3. Can you read a newspaper or magazine?

4. Can you do simple mathematics?

You should train persons who live with you, particularly your primary advocate, to observe you for
slurred speech, droopy eyes, sleepy appearance, and slow walking. They need to let you know if they
believe you are over-medicated. You may not want to hear this message, but you must take corrective
measures. If you take too much medication your pulse rate and blood pressure will be:

m Pulse below 72 per minute.
m Blood pressure below 120/80 mm/Hg.

If your dosage is proper and pain is controlled, you can drive a car and do paid or volunteer work. Do
anything you wish as long as it does not cause your pain to flare.

KEEP A ONE WEEK RESERVE OF MEDICATION

It is critical that every IP patient keep at least a one-week reserve supply of all medication at all times.
You are foolish to ever use up your total supply. Why? Doctors and pharmacies are highly regulated by
the government and most doctors have to submit special, written prescriptions to obtain the controlled
drugs necessary for IP control. This may require a few days. What if your doctor is not available? Only a
few doctors will prescribe opioid drugs, since they are risky and dangerous. What if there's a natural dis-
aster such as an earthquake, fire, or tornado? Today, insurance companies will usually only pay for a 30-
day supply. This means you will have to put aside a reserve out of your usual monthly allotment. No mat-
ter. Keep in mind that the most common reason to use up your reserve is a medical emergency such as a
dental abscess or accident which may cause you to have a severe pain flare.

NEVER RUN OUT OF MEDICATION

Never call your doctor and ask for an early refill of your medication. Why? You destroy your relation-
ship with not only your doctor but likely with your pharmacist and health plan. If your doctor is in a group,
one call for an early refill may get you labeled as a "trouble-making drug abuser." If you cannot manage
your medication between doctor visits, you will likely soon find yourself without a pain doctor. If you need
more medication or a higher dosage to help you control your pain between doctor visits, explain this to
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your spouse or the family member or supporter who you confide in and rely on. Then you and your advo-
cate should jointly inform your doctor of your needs. Make sure this is a seldom event.

Know this... IP patients who ask for early refills or constantly change medication or dosage will be
looked at by their doctor, pharmacist, or insurance plan as a drug abuser or, worse, someone who sells
part of their drug supply. Doctors can rarely refill your medication before time or change dosages or
brands between clinic visits. If you know your doctor very well and he knows you, he can do this on occa-
sion. But do not expect it with controlled drugs.

YOUR MEDICAL RECORDS AND MRI'S

To get enough medications and help to survive, you MUST have in your possession your key, past
medical records and any MRI's you may have had on your spine, knees, hips, or other damaged areas.
Same for your past laboratory results and physician evaluations. Never depend upon some image center,
hospital, lab, or doctor to maintain your records and MRI's. Why? Do not expect any insurance company
to pay for medication, much less be granted disability benefits, unless you can produce your past records
and MRI's. A picture says a thousand words. Requests from IP patients for disability, medical procedures,
and medication are routinely rejected, dismissed, and denied because no insurance company or govern-
ment agency willingly spends money unless you have photographic proof of injury and medical records
that document your case.

The most critical reason to keep medical records is to document that your pain is legitimate, incurable,
and that you have had multiple physicians evaluate and treat you. Most State IP laws require that IP be
documented and that can only be done with medical records from multiple sources.

DON'T BE A SOAP OPERA

What is a soap opera known for? One crisis after another, usually caused by the ignorance and apathy
of the show's pathetic characters. Some IP patients have one crisis after another due to their basic per-
sonality or they have learned to create one crisis after another to gain attention, sympathy, or treatment.
However, do not pull this act on a good pain doctor very often, because sooner or later he will discharge
you. Why? Only patients who demonstrate responsibility and stability can legally and ethically be trusted
with the potentially dangerous and abusable controlled drugs which are required to treat IP. Physicians
are ethically and legally required to prevent diversion and abuse of controlled drugs. If you cannot control
your life and live from crisis to crisis your doctor should say bye-bye. You would be shocked to hear all
the reasons a pain doctor hears from patients for missed appointments, failure to obtain laboratory tests,
dosage changes, and consultations. My cat is sick, car will not run, third cousin died, mail was late, lost
my appointment card, house was robbed, toilet backed up, stuck a toothpick in my foot, etc, etc.

As an IP patient you must live in a stable, quiet environment. Here are some MUSTS.
1. Arrange your finances and insurance to obtain treatment;
2. Find one pharmacy and laboratory for your medications and tests;

3. Your living quarters must be free of commotion, loud noise, and too many inhabitants; Kick all
drug abusers out of your house;

4. Your living quarters must be clean and orderly;
Arrange for regular meals and transportation;

Settle family and marital discord by whatever means it takes including separation and divorce;
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7. Make arrangements to safely store your medications away from children, animals, and visitors;
8. You must develop activities, hobbies, crafts, or other endeavors to occupy your time;

9. Dress and act responsibly and kindly in public. If you look and act like a street or homeless per-
son, your doctor might not keep you as a patient;

10. Do not use any illegal substances such as marijuana or drugs bought off the internet of from a for-
eign country.

Be clearly advised that your pain doctor will always consider you irresponsible and list you on his po-
tential discharge list if you do any of the following:

m Lose your medication;

m Constantly want your dosage or medication changed;

Repeatedly miss appointments;

Fail to obtain tests or follow orders and advice;

Refuse to take urine, blood, or other tests;

Look irresponsible.

Also be advised, pain doctors are taught in their seminars to reject patients if they do any of the above.
Most pain doctors keep a mental or actual written list of problem patients who may require discharge. So
many family members of IP patients have brought malpractice suits against pain doctors and so many
drug abusers manipulate doctors that you and your family must demonstrate stability and responsibility to
stay off the "potential discharge list."

An IP patient needs to develop an attitude and life program to not only eliminate crises, but a planned
program of progressive happiness and joy. Just because you have pain does not preempt you from im-
proving your self-esteem, joy, and love for others. Even more important is that a positive mental attitude
and constantly improving quality of life helps build your internal neurotransmitters and immune systems
that promote neurogenesis and permanent pain reduction.

APPLYING FOR DISABILITY OR WORKER’'S COMPENSATION

IP patients tend to have a terrible failing. They believe instinctively that they are so miserable and hurt
so bad that they should automatically be awarded disability or worker's compensation benefits. Further-
more, they tend to believe that other people recognize their plight and will be sympathetic. Another seri-
ous misconception is that they believe physician pain specialists can easily secure IP patient's disability
or worker's compensation benefits because only a worthy, needy, truly deserving person would be under
the care of a pain specialist. Wrong!

Here are the facts. Government and other agencies who award benefits do not believe anybody and
have little sympathy simply because they are constantly lied to. Your pain doctor may have little say, be-
cause all kinds of charlatans who call themselves "doctors" constantly bombard the disability and worker's
compensation systems with false or misleading information. Included in this group are a lot (not all) chiro-
practors, physical therapists, psychologists, and rehab counselors.

The first thing you must do to obtain disability or worker's compensation benefits is to obtain a com-
prehensive set of your medical records. You will primarily need records from doctors and hospitals who
initially diagnosed and treated your injury or disease that caused your pain. Records from your pain doc-
tor showing you have pain and need treatment are secondary.
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If you plan to apply for disability, sit right down and make a list of the doctors, clinics, and hospitals you
saw when you first developed your pain. Even though records of your initial problem may be several
years old, they help make your case. After you make your list and obtain the records, your IP doctor can
assist with the proper application. All you need is the name and address of the doctors, clinics, and hospi-
tals you have seen.

Do not ask your IP doctor or his staff to get names, addresses, and zip codes of your previous medical
care. This is your job. Once you put together a good set of medical records, your pain doctor and other
current MD's you see can help prepare reports or complete forms for you.

You will need one other thing: a lawyer who specializes in obtaining benefits. To find one, ask other IP
patients for a referral. Most attorneys who do this type of work wait until you are awarded benefits before
you pay attorney fees. Do not try to apply for disability or worker's compensation benefits without an at-
torney. The disability and worker's compensation systems are so complex and assaulted by so many
fraudulent persons and practitioners that you will need a competent, knowledgeable, professional to
tackle the system.

SELECTING AND TRAINING YOUR PHARMACIST

The cardinal rule in dealing with pharmacies and pharmacists is to know that many, if not most, do not
stock the drugs required to treat IP. Remember, true IP is a rare condition. Your pharmacy must be able
to do the following:

1. Stock your medication

2. Willing to communicate with your pain doctor

3. Mail you medications in an emergency

4. Bill your insurance plan

5. Apply for any exceptions to your health plan's formulary.

Pharmacies throughout the country are now willing and able to serve IP patients. Simply ask your pain
doctor or other IP patients whom they recommend. Some specialize in pain treatment.

The first thing you need to do is take the pharmacy a note from your pain doctor telling the pharmacy
the cause of your pain and what general treatment (i.e. opioids, ancillary medications, etc.) you will re-
quire. Ideally, this note should be on your doctor’s stationary in order to give the pharmacy your doctor's
address, phone, and fax.

Second, to help, give your pharmacy the following list of terms and abbreviations: IP = Intractable
Pain; CP = Chronic Pain; BTP = Breakthrough Pain; EPR = Emergency Pain Relief; MS = Muscle
Spasm; AP = Acute Pain

Lastly, keep your pharmacist informed. Drop off any literature or written materials you come across re-
garding IP. Pharmacists have a grapevine better than Ma Bell, and they are doing great service to all par-
ties by their education efforts regarding pain.
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THE DRUG VICES: ALCOHOL, MARIJUANA, NICOTINE, COCAINE,
AND METHAMPHETAMINE

If you have IP and need long-term opioid therapy, heed carefully this section.

Almost all overdoses and deaths in IP patients happen, not because of legitimate medications, but the
patient drank too many alcoholic beverages or used other, non-prescribed chemicals. Also, be clearly
advised, that ethical pain physicians cannot condone use of any illegal substance including marijuana,
cocaine, methamphetamine, and drugs purchased off the internet or from foreign countries. Most pain
doctors now periodically test their patients for illegal drugs by urine or blood. If you are asked to test and
fail to cooperate, expect your pain doctor to give you the old heave ho. And if you test positive for any
illegal substance do not expect your pain doctor to keep you. Why? Legal and ethical liability. In addition,
use of the vice-drugs may interfere with pain medication meaning that their effectiveness is diminished.

Limit alcohol to 2 small drinks a day. Even this amount may be too much if your advocates and family
say it impairs you. Be advised that alcohol taken with acetaminophen compounds accelerate liver dam-
age. Excess alcohol taken with aspirin and anti-inflammatory agents causes stomach bleeding and ul-
cers.

Nicotine does not directly interfere with pain treatment. Heavy smoking may be hazardous in IP pa-
tients above its well-known cancer, emphysema, and heart affects, by lowering your immune and healing
capability. Patients who have a painful condition that diminishes their breathing capacity should limit
smoking. All anti-smoking patches and medications can be taken with pain treatment medication.

OVERDOSE DEATHS: WHY DOCTORS ARE STOPPING PAIN
PRACTICE

Be clearly advised that physicians all over the country are dropping the care of pain patients due to the
misuse of drugs by pain patients. | have reviewed numerous malpractice cases where the doctor is
charged with substandard practice.

Overdose deaths are the major problem, and the overdose is almost always due to a patient who con-
sumed drugs other than as prescribed. The number one cause of overdose death is the patient who takes
too many muscle relaxants such as Soma® with another anti-anxiety drug, such as Valium® or Ativan® .
Rather than take the risks many doctors are just saying no to pain patients. You can help out. Do not take
drugs other than as prescribed. Do not give away or sell your drugs. Most of all do not take more than
one muscle relaxant and sedative on the same day.

MILESTONE: PAIN FREE HOURS

The hallmark of IP is constancy of the pain. It is always present when you are awake. It is caused by
nerve damage somewhere in the body. Once you are in treatment and achieving good pain control, your
damaged nerves should undergo at least some neurogenesis (nerve growth). You will know this is hap-
pening when you find that you have some hours in which you simply do not have pain, or very little. When
you finally achieve the milestone of some pain free hours each day or week, you will know you are not
just surviving but starting to thrive. Stay the course. You have achieved a major milestone, and many
more will come.
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APPENDIX

Inventory of Pain Triggers

WHICH OF THE FOLLOWING TRIGGERS YOUR PAIN TO FLARE? (Check all that apply)
Always Sometimes Never

Listening o unpleasant music

Being in a situation where you can'tsitor lay down
Driving a car

Waorldng too many hours

Wearing certain clothes or shoes

Standing or stretching in a certain position
Getting angry or mad atsomeone

Parties /holiday festivities

Family reunion

Sitting in one place for more than 10 minutes L1 L1 L1
Standing in onespot for over 3 minutes O L1 L1
Getting in or out of bed [l L1 L1
Getting inoroutofa car L1 L1 L1
Along carorplaneride O L U
Doing household cleaning or dhores for more than
15 minutes O 0 O
Working on a carforover 5 minutes 1 1 1
Doing gardening or lawn wark for over 5 minutes 1 L1 1
Walking for 10 minutes L1 L1 L1
Shopping over 30 minutes L1 L1 L1
Writing over 5 minutes L1 L1 L1
Reading over 10 minutes Ol Ol W
Skipping breakfast O O 0
Skipping lunch ordinner O L1 L1
A poor nights sleep L1 L1 [l
Rainy or foggy weather L1 L1 L1
Hot weather | [ |
Cold weather O O H
Conversations with certain people Ol L1 W
Shower O O O
Bath O O O
Loud noise O O O
Visits with certain relatives or friends 0 O 0
Sexual relations | [ |
Argument with family members L1 L1 L1
Argument with a non-family member W W W
Eating a certain food (Which one) O O O
Drinking caffeine L1 L1 [l
Drinking alcohol L1 L1 L1
Applying certain cosmetics, lotion, or medicine
to the skin O O H
O O |
O O O
O O O
O O O
0 O 0
| [ |
O O H
O 0 O
O O O

List others that come o mind
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Inventory of Pain Relievers

WHICH OF THE FOLLOWING RELIEVES SOMEOF YOQUR PAINZ (Thedk all that apply)

MEASURES

Hot water bottle or heating pad
lce packs

Bengay® or other rub down ointment
Back brace

Kneebrace

Cane

Lupport shoes

Arch supports

Aspirin

Acetaminophen (Tylenol®)
Caffeine - coffee, tea, cola drinks
Ibuprofen

Naprosyn

Naps or rests during day

Eating breakfast

Walking

Ltretching arm

Stretching leg

Stretching back

Stretching neck

Petting / cuddling a dogor cat
Massaging pain area
Continuous sleep for 4or more hours
Watching a movie

Attend church

Praying

Wisit with fiend

Visit with family

Wisit with children

Reading for 15 or more minutes
Watching television

Gardening or plantcare

Relieve constipation

Drink acohol

Swim or walkin water

Hot bath or shower

Vitamin / mineral tablets
Amino acids

Herbs

Crossword puzze

Jigsaw puzzle

Lose 5 pounds of weight

Drive a car

Listening to your favorite music
Other {List)

=%
i)
=
g

e o o o A o e o A o o e A o o I o 0 o R 6

I I o o o o o o o o o o A o o o 0 Ay 0 Y

PAIN CONTROL
Some Mot
Help Helpful

I I o o o o o o o o o o A o o o 0 Ay 0 Y

I I A o o o o o o o o o o o o O Ay 0 Y
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DIET FOR WEIGHT CONTROL

1. DRINK ONLY NON-SUGAR DRINKS

Stop Totally The Following

A. Milk

B. Fruit Juice

C. Sugar in coffee/Tea/Cereal

D. Sodas/Soft Drinks

E. Gatorade, Red Bull, Kool-aid, and any drink
that contains carbohydrates

Drink Only The Following

A. Diet Sodas/Soft Drinks

B. Non-sugar Water Drinks

C. Coffee/Tea with Low Calorie Sugar
D. Plain Water

2. STOP ALL TABLE SUGAR — USE ONLY DIETARY SUGAR

3. Eat one of the following protein foods before eating anything else:

Meat Fish/Seafood Cottage Cheese
Eggs Poultry Cheese

4, EAT THESE VEGETABLES: Asparagus/ Broccoli / Green Beans/ Spinach / Cabbage Zucchini /
Mushrooms/ Cucumbers/ Radishes / Cauliflower/ Scallions/ Salads

5. LIMIT THESE VEGETABLES: Avocado / Carrot / Beets / Onions

6. NO: Bacon / Sausage / Hot Dogs / Hamburger
7. NO: Potato/ Rice / Beans / Corn / Peas

8. NO: Tortillas / Bread / Pasta / Crackers / Cereal / Spaghetti

9. NO: Ice Cream/ Yogurt/ Pie / Cake / Pastries / Candy / Chocolate
10. NO FRIED FOODS: Eat Grilled / Broiled / Poached / Roasted

11. FOR SNACKS USE PROTEIN OR ALLOWED VEGETABLES

12. DRINK 640z. OF WATER DAILY
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Schematic for Neurogenesis

Pain control to obtain normal pulse rate, blood
pressure, and cortisol and testosterone levels

Stretching exercises for maximal mobility
Diet high in amino acids and protein

Supplements and hormones that promote
tissue growth such as pregnenoclone,
androstenedione, growth hormone,
and chorionic gonadotropin

Schematic for Basic Stretch & Hold for IP
Due to Spine Degeneration

Stand straight with feet and knees together

Spread your fingers. Reach upward with both hands
overhead until you feel a "tug" at your painful area

]

Hold this position for 15 to 30 seconds.

|

Do several times each day.
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