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New Year Changes... /and additions!]

At the start of my third year
of producing this newsletter,
I thought it was time for a
new look—I hope you like
it! Although the format is
changed, you will find the
same kind of articles you
have come to expect,
providing you with useful
medical information and
practical suggestions for pain
management, along with
emotional support and
encouragement for you or
your loved one’s journey
with face pain.

My goal is to be authentic
and sincere, yet always
focused on how we can live
well regardless of whatever
pain we may experience.

Thank you for the way you
have responded to my
website and newsletters. |
love to hear from you. Also,
please consider submitting
an article, question, or a
humorous experience!

S

Enjoy!

A wovide/rﬁd additiov
Ouwr first grandbalby,

“Tune Mawie”

Recently, | caught up with

George Weigel, someone
who is deeply admired
within the face-pain

community for co-authoring
the book Striking Back:
The Trigeminal Neuralgia
and Face Pain Handbook.
George and 1 “had coffee
together” over the phone,
and | started out by telling
him how a fellow support-
group member told me early
on in my TN walk, “When
you’ve been diagnosed with
trigeminal neuralgia, you
need two books: the Bible,
and Striking Back!”

“Well, that sure puts the
book in good company!”
George responded with easy
laughter. George is one of
those people my dad would

have called “the real deal.”
A writer by trade, his
intellect informs his
decisions. However, you can
tell he doesn’t give a whit
about personal notoriety.
Instead, it becomes obvious
when you talk with George
that it is his desire to help
others who suffer, combined
with his belief that life holds
great hope and promise, that
led him to become involved
with  the  face pain
community.

“I’m a writer by trade, so I
knew this was what | needed
to do to help others, once my
own trigeminal neuralgia had
been managed by MVD
surgery, George explains.
“Actually much of what | did
was to serve as a translator;

working with Dr. Ken Casey,
neurosurgeon and co-author,
to make all of those big
medical words under-
standable to the average
person. | guess I could have
walked away from it since |
was out of pain. But, |
couldn’t do that. I know
how bad it hurts and | just
wanted to help people get
through it. Plus, my own
experience had shown me
that there were many gaps in
the information that people

needed, that | wanted to
close up. More than
anything else, 1 wanted

people to see that there are a
lot of ways to tackle this
pain, and if they keep at it,

See GEORGE page 3
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Sometimes the
earthéand | i
is cruel.

“Sometimes, the Earth is
cruel,” writes Leonard Pitts,
a newspaper  columnist,
about the haunting tragedy in
Haiti. The images are too
overwhelming for us to
grasp—a hundred thousand
dead on that tiny little
island? Those who remain,
struggle with  starvation,
dehydration and lack of
medical care; and worst of
all--broken hearts. Yes, the
Earth is cruel sometimes.

| suffered my own personal
earthquake last month. My
world rumbled and tore
open, when my best friend
told me that her cancer has

¥ The
. Weather
Channel
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Available at:
www.weather.com/activities/he
alth/achesandpains/

metasticized. | know that
bodies get sick...] am very
familiar with the mystery of
illness. It is the human
condition. | have also been
lucky enough to experience
good things out of my own
journey with pain....and yet,
I find my friend’s illness
cruel beyond belief.

She, like the Haitian people,
seems to have been given
“more than her fair share.”
She has persevered with
strength and grace through
personal  challenges  that
would have left most of
withered in the dust. Always
eager to help others, despite
her own situations, she is
possibly the most
compassionate  woman |
know. Her life is too vital.

And she is far too
irreplaceable for me to make
any sense of this cruel
assault on her health.

Just as there is no way to
make sense of this horrible
earthquake, or the many
hundreds of other tragedies
we witness and experience in
our lives.

To live on this unstable
planet, inside these feeble
bodies, points out our vast
limitations. We can’t stop
the earthquakes. We can’t
prevent the cells from
mutating. lronically, my
friend’s cancer was caused
by the radiation used to

See LIFE page 4

The diagram left shows an
iAches and \
provided by the Weather
Channel. Based upon many
factors such as temperature,
humidity, and air pressure, it
attempts to measure areas of
the US that provide a better
or worse environment for
pain  sufferers  (primarily
joint and  migraine)—an
index that, changes daily
depending upon conditions.

In regards to face pain,
research by the WC indicates
some consistency regarding
areas of least air pressure
changes—something that

impacts many face pain
patients. Hawaii  and
southernmost California

have the fewest storms, thus

the least amount of air
pressure changes. (If you
choose to move to either o
please invite meo visit)

Considering all the varying
factors of weather-related
face pain, 1 have not
discovered any “best” places
to live to avoid pain. It
appears that the best choice
is to take precautions, and to
make adaptations that will
allow you the most freedom
to be outside wherever you
live, as the weather is as
changeable as...well... the
weather.

For help, go to my site,

and read the ideas in

OEA 0" AUb
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George (cont. from page one)

they are going to find
something that works.”

Striking Back provides over
500 pages to help us
understand and better manage
our disorders. Even now,
four plus years into my own
journey with face pain,
Striking Back is a resource |
draw upon repeatedly; my
own copy is filled with
yellow sticky notes jutting
out from dozens of pages,
marking important
information 1 don’t want to
forget.

Now that it’s been almost six
years since the revised
version of the book was
published, | wondered what
kinds of things George might
want to share with the face
pain community. | put it to
him like this, “If you could
give us five pieces of advice,

what would they be?” I’ve
summarized his thoughts
below:

Find out all you can.

According to George, “The
best thing you can do when
diagnosed with face pain is to
find out everything you can.”
George began in his local
hospital library, but these
days we don’t need to leave
home to become educated
about face pain disorders.
The internet provides access
to loads of information
“Education is key to
managing your pain,” George
believes.

Recognize that YOU are the
decision-maker. George
says, “When decisions are
vitally important to your
health, why would you put
them into someone else’s
hands?” Yet, patients do this
all the time. We put total
stock into whatever doctor or

expert we end up with and
tend to do whatever he/she
recommends. Instead, George
suggests that patients seek
opinions from several
physicians and/or treatment
providers. “Each case of face
pain is different,” George
notes. “You want to make
the best decision for yourself,
and you can only do that by
being “in charge” of your
illness and treatment.”

Know that there is always
another alternative. George
emphasizes that there are
many, many treatments and
options for better pain
management  and  says,
“There is always something
else to try. Never give up.”

Donét rush
“The destructive options (the
ones that cause damage to the
nerve in order to slow down
the pain signal receptors,
such as glycerol rhizotomy,
radiofrequency  rhizotomy,
Gamma Kbnife, and balloon
decompression  procedures)
might sound easier than the
MVD,” George says. “But all
of the procedures carry risks
and tradeoffs. I think it makes
sense to research all of the
options and decide which
makes the most sense to you.
Then find the best surgeon
you can in that procedure.”

Finding strength for the
mental battle. “The mental
battle will wear us down if
we aren’t careful,” George
comments. | asked George
what gives him hope? He
answers, “My faith. When
IPm stressed out about
anything, I get nowhere. It’s
when | give up and admit to
God that I can’t figure it
out...that’s when something
will pop up right where and
when | need it. It might be a

book, or a TV program, or
maybe a friend who gives me
just the right insight.
Sometimes, I’ll randomly
open the Bible, close my eyes
and point to a passage. So
often the words are just what
I need.”

George continues, “Writing
the book itself was a faith
builder as God made things
happen. | had a big chunk of
the book written, but it sat for
2 or 3 vyears in my file
cabinet. It’s not like
publishing companies were
knocking down my door for a
book on trigeminal neuralgia!
At the TNA national
conference we had in Florida,
Dr. Casey and | were casually
talking about how to get that
manuscript published while
standing in line during a
break. Suddenly, this man
behind us politely interrupted
and said he came to the
conference with his wife,
who had TN. He ‘just so
happened” to own a
publishing company, and he
offered to help get it
published. That was Mike
Hirsch, and he was the
‘angel’ who got it into print.
It was all God’s timing.”

Geos géour .

I knew you would be eager
to read about an update on
George’s journey. So, 1
asked him if he is still pain-
free after that 1993 MVD?

AnAfter 12 ye
no pain, no medicine it
came back.Within two week
of its return, | was on tf
phone asking my neuro
surgeon to do another MV
| believe | was ove
confident, because | kn
there were risks going in, o

course, but since the firs
one had worked like |
charm, | just figured the
second one would. Well, i
di dnodt! | ew
pain than  beforemy
surgeon sal he did not find
a compression! | was
devastated and for twc
years | tried everyalter-
nati ve I (o
acupuncture, upper cervica
chiropractic, special diets

and herbal regimes.
Not hi ng hel p:
AThat c ona i was

time for destructive surgery
so | got opinions from five
neurosurgeons. Two sai
get a destructive procedure
two said try another MVD
and one said | could gc
either way. | ended ug
getting a thiacut, standup

MRI, which showed a blooc
vessel ompressing the
nerve. h 2007, ldecided to
go for t he
time, and after a lot of
prayer, | went to Allegheny
General in Pittsburgh and
had a third MVD. Thank
God, it wor k
pain and off medicine
again. o

AfEven though
gone, | never use the wori
6curedd beca
can come back anytime. Bt
when/if it does, | know ther
wi | | be an a

live in fear, and | believe nc
one el

S e nee:

George in his
natural habitat!
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the courage of human-
kind to do what we

al way:

“l“:E" (cont. from page one)

cure her breast cancer ten
years ago! Incredulous!

Yes, the earth and life itself
can be cruel. Yet, we are
stronger than we know. |
watched the news as a
woman was pulled from the
wreckage in Port-au-Prince,
somehow, still alive, ten
days after the earthquake!
While she was being
gingerly placed on a
stretcher, she lifted her hands
and began to sing! The men
helping her, obviously numb
from the shattered sights and
smells of destruction all

around them, took a moment
to process what was
happening. Then, together,
they wept, tears of joy
washing away hopelessness.

I am staggered by the
courage of humankind to do
what we always do. Dig out,
weep, mourn, and go on,
resolutely insisting that we
will seek to live as long as
we are alive.  The strong
and the weak,
simultaneously caring for
one another.

Last April, the FDA ordered
pharmaceutical manu-
facturers to stop making
unapproved painkillers.
These were drugs that were
developed long before FDA
approval was required and
included morphine sulfate

immediate release tablets
and oral solutions,
hydromorphone and

oxycodone. The issue of
“banning” these drugs has
caused a great deal of fear
among patients who have
used them as a successful
part of their pain
management treatment.
There are rumors that the
FDA is making plans for
“safety evaluations” of these
drugs, which may make it
even harder for patients to
get needed medications.

However, during the last
week of January 2010, the
FDA approved one of these

medications, produced by
Roxane Laboratories.
“Morphine  Sulfate  Oral

Solution” will be prescribed
for the relief of moderate to
severe, acute and chronic
pain in  opioid-tolerant
patients. This medicine will
be available in 100
milligrams per 5 mL or 20
milligrams per 1 mL.

The FDA says it will ensure
that there is enough of the
now-approved product for
patients, and says it will be
working with patient
organizations and prescribers
so that they are aware that an
approved product is
available, and can notify the

FDA if there are any
problems with availability.

www.fda.gov

Let’s hope the FDA will
show a sensitivity to the
needs of face pain patients
who must depend upon such
medications to effectively
manage their pain.

You may want to talk with
your physician about this
medication if 8

88Ul 6 EAA OI
one of the others that wa
pulled by the FDA,

81 0 EA UIO
obtaining adequate pair
coverage with your regulat
medication.
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If you want to better The guide was developed to
understand what kinds of help us make more informed
physicians and other decisions  for  selecting
treatment providers can help  physicians and other

Here is the website so you
may download your free
copy: (You should find the
website easy to traverse.)

you with your pain, | treatment providers; in
recommend that you go to addition to providing : :
the National Pain distinguishing  differences www.thenationalpainfoun J

Foundation  website to between various pain clinic dation.org . .
download their free booklet options. The major plus is National F_)a'n
called “Patient Guide to that the guide is written Foundation
Pain Car e This withthe pain patientin mind.

guide will unravel some of

the mystery around the | found the use of everyday

differences between language in the guide to be
physicians based on their quite refreshing. It will be a
backgrounds, training set- good resource for your

ting and clinical experiences.  personal health files.

Bhr+ al[hn g_ nb_ m_| hcns
nbcham D J[hhin ]J]b[ha_+
Ob_ Jiol[a_ ni ]b[ha_ nb_ n

<h” nb_ gcm”?ig ni ehiq qb _|I i Al wlaugrswhen you
. L. . . can. It is c¢ch
\|AC_m | [hS|h_ qb' _p_ LordByron
Tio=-l _ j _ 1 > 'Inhfs bh[é6nbk:bc
. . ‘evabrum
I met a man at a local face pain conference who was also a TN patient. After we /c /
introduced ourselves, and asked the usual questions about what kind of TN each N
had, when we were diagnosed, et c. , | as k e
gyrus \
So, have you undergone any kind of surg: Thalamis |\\ x
Hypothalamus | |
iYes, | had the gamma knife, 0 was his a i Knsan), of
ippocampus |
AoOh, o | respond, Al had that one too. o EREIER |
AiSo idi f ry your brain |ike it did mine?o0
ANo, 0 he was quick to reply. Al actual

|l 6ve done great! o
AWell, good for youl! When did you have

Hi s responsaédcandtfi Hremmmeénber | cdootksewem t
anythingsi nce |1 6ve had that surgery!

(I'tried not to laugh; I really did.)
Submitted by: Anonymous
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Col d Weat her Causing Yo
Added Faci al Pain?

Comfort & Encourage, LLC

Judi S. Coleman, owner
3801 Reynard Ct.
Richmond, VA 23233

PHONE:
(804) 357-1141

Check Out or Comfort Scarves
E-MAIL: and Comfort Masks €ime!

comfortandencourage
@gmail.com

These onef-a-kind products have been designed by
afellowfacial pain sojourner to help protect you from
the wind and cold, and have a special warming
feature for added pain coverage.

Easy ordering system, quick delivery

About Our Organization..

When | developed trigeminal neuralgia, my husband and | determined
early on that this pain willnot have the final say in how we live ourés.

Drawing upon the support ofdmily, friends, and our personal faith,

we designeda unique scarf and face mask with special warming
capabilities to help a large part of the facial pain communitwho cannot
tolerate the wind and/or cold. We knew we needed to figure out how to

————— make these available to others, however, | wanted to do more than sell
products. My greater goal was (and still is) to provide useful informatior
Visit my website: and caring support to help those with face pain to live well, regardless

of how much pain they might experience during any one time.
www.comfortandencouragecom

4AEA080 xEU OEA xAAOEOAR AT A AlI1O
Register to receive my 2008. Thank you for joining me in this journey!
newsletters regularly,

and download past editions

while you are there! %

p.s. |always want to hear from you. It encourages me for this work!

Disclaimer: www.comfortandencourage.com which includes its newsletters (published five to seven times a year, depending upon my own pain

situation) are provided for informational purposes only and are not intended as a substitute for informed medical advice. Please do not use anything found

in the site or in the newsletters to treat a health problem or disease without consulting with a qualified health care provider, specific tests, physicians,

procedures, opinions, or other qualified medical information. If you think you have neuropathic facial pain, please do not delay in seeing a medical provider

as soon as possible. Note: Atanytimeyouwisht o st op receiving these newsletters, simply reply
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