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I couldn’t hide from the pain foday...

| woke up knowing this was going to be a “high” pain
day, because throughout the night, | felt the familiar
icy-hot poker burn growing like frost across my
check, inching its way down into my teeth and jaw.
When my husband woke up, | asked him to bring me
a warm compress. | held it to my face, praying for
comfort ...

...but | couldn’t hide from the pain today.
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| finally dragged myself out of bed and immediately
wrapped my face in a scarf. | avoided the shower and the washcloth; | picked up my toothbrush, but put it back down.
| was careful to let my coffee cool before | took a sip...

...but | couldn’t hide from the pain today.

It was everywhere. It was in my husband’s hug, in the ring of the telephone, and it leapt off the pages of a report | was
trying to prepare for work in bold, angry words. | went on-line, searching for new suggestions for relief...
...but | couldn’t hide from the pain today.

| sat in the hot tub to relax my tensed muscles but the pain followed me there, pounding in rhythm to the bubbles. |
took an extra Percocet...
...but | couldn’t hide from the pain today.

I made myself go outside for a few minutes, to collect the mail from our box. | waved to a neighbor who was pulling
out of her driveway. As | watched her drive away, | was gripped with a sense of loss for my old life, which used to look a
lot like hers. | told myself to, “Snap out of it. Everyone has their own problems...”

..but I couldn’t hide from the pain today.

The darkness came early and | welcomed it. For | hope tomorrow will be better. Regardless, the Lord is with me and
He will not abandon me forever...
But today, | couldn’t hide from the pain.

Most of us manage pretty well overall; however, there are days when the best we can do is to “get through.” Winter
tends to challenge me the most, | suppose from the combination of cold and darkness. | hope you will find
encouragement in knowing that you are not alone. Turn the page for some practical suggestions for dealing with these
difficult days.
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Practical Tips for Getting Through
the Most Difficult Days

1 — Give yourself permission to allow the pain to
be the center of your attention, just for this day. Just as
you would if you had the flu, do not try to run errands,
return phone calls, or pay bills. If you must work, see if
someone can drive you, or better yet work from home.

2 — Remind yourself that this pain is not your
fault—you did not cause it—and you should not feel
guilty about it. Whenever you start to begin to judge
yourself, turn the judgment around into a positive
thought. For examplejf you are tempted to hink:

“

...l don’t know how to keep living with this
pain”...counter act this thought with: “There are still options
forme to try.”

“..l am a burden on my family”..counteract this
thought with: “My family loves me, plus there are still ways |
can contribute.”

3 — Do some light stretches to release some
muscle tension.

4 — Keep hydrated. When you become thirsty,
your pain receptors become more sensitive.

5 - Surround yourself in sensations of comfort.
A cozy blanket...a lit candle...some good music.

6-Keep a few books on hand for days like this.
Here are a few suggestions: L (i Q &
Journey Back to Lifey Lance Armstrong; In My Own
Words by Mother Theresa; The Hiding Placéy Corrie
Ten Boom.
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7 — Rent an inspirational movie. Here are some
of my favorites: Mr. Holland’s Opus; The Emperor’s
Club; Emmanuel’s Gift; The Bucket List; The Simple Life
of Noah Dearborn, and Something the Lord has Made.

8 — Ask for help if the days turn into weeks.
Depression walks hand-in-hand with pain. Become
familiar with its signs and know that it is treatable
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of the website formany more suggestions!
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Medical Treatment Section of Website
Coming Soon!

Phew! | never imagined the work involved in
organizing the myriad of information | have collected on
treatment options for facial pain. Now, | am trying to
put it into a format that will be useful as well as easy to
understand. I hope to have it online the first of
Februaryd please check the site at that time. And, thank
you for your patience!

At left is a photo of me talking to Andy Crouch about my
work with Comfort and Encourage, at a recent “Culture
Making” conference held in my hometown of Richmond,
Virginia. Several hundred of us gathered to learn more

from Andy, who is the author of Culture Making:

Recovering our Creative Ciay.  During this 3-day
event, Andy challenged us to use our life experience
,personal knowledge and abilities for the good of others.
It was exciting and thought-provoking stuff and |
recommend that you check out his website for more
information: www.culture-making.com

1@ like to hear from you! r’ll bet you do things to help
others, and I’d love to hear about them. Email me at
jujujujudi@aol.com.

Or, if you would like some ideas about how to help
others, particularly those who suffer from facial pain,
email me and I’ll share some easy things you can do in
your community to help others.
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Extra Help
During
Cold
Weather

I t 6mid-January,
and | can tell from
the brisk sales of
my Comfort
Scarves, and
Comfort Masks that the cold weather across most
of the US is causing increased pain for many of
you. Cold tends to aggravate the nerve receptors
so that they are midfyoa ardé
struggling, here are some tips for dealing with cold-
weather related pain:

Prepare. Do not go out in the cold without your
face wrappedd not even for a short jaunt to your
car. Wrap your face in soft fabrics with low pile
threads, so as to not activate other sensation
receptors. (Be sure to check out my Comfort Scarves
on the website which have been uniquely designed for
people who have facial pain.)

Predict. Consider when and where you tend to
have greater pain during the winter, and look for
common themes. For example, you might find you
are coldest in the morning before your heat has
been turned up in your home. If so, you might try
placing a small space heater in your bedroom to
keep you warm while you are getting dressed.

Pay attention. Take steps to keep your core
temperature warm. Your core temperature refers to
the warmth in your abdominal area, which greatly
impacts your overall warmth and body functioning.
Dress in layers, which will allow you can make easy
adjustments. You can also increase your core
temperature through exercised even just a few
minutes of marching in place will do the trick. Also,
you might try putting a hot water bottle or other
warm compress in your bed at night, and sleeping
in a bed jacket for added core warmth.
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Check out our Comfort Scarves that are made of soft, low-
pile fabrics and have four hidden pockets to insert special
war mer séal ong with our

www.comfortandencourage.com
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Question from a Reader:

|l 6ve recentl y beemnald
neuralgia. Which kind of doctor should I

seed a neurologist or a neurosurgeon?
Deanna F. from Ohio

As there are few physicians who are experienced in
treating facial pain, you are already on the right track
because you are more likely to find doctors who
understand and can treat your pain in these two
specialties: neurology and neurosurgery.

Even within these specialties, however, you will need to
do some research. You will benefit from calling local
neurologists and neurosurgeons to find out how many
facial pain patients they have treated in the past, and are
presently treating. Here are some questions to ask:

1 Y Doés r[br"?‘)E tl%a?tHgEm(?nal neuralgia and related
facial pain disorders?

1 How many patients with facial pain are in Dr.
X6s practice?

9 If Dr. X does not treat many patients, can Dr. X
recommend someone else to you?

If you are able to travel, you may want to fispread your
netd wider in order to find neurologists and
neurosurgeons who have greater experience in treating
facial pain disorders.

I suggest that you see both a neurologist and a
neurosurgeon for a consult as soon as you believe you
may have a neuropathic facial pain disorder, or if you
want to evaluate your current treatment. By nature of
their training and experience these doctors may have
different perspectives by which they evaluate and treat
patients. In a nutshell, neurologists are more
experienced with treating nervous system disorders with
medication;  whereas  neurosurgeons are more
experienced with treating nervous system disorders with
surgery. Either should be able to conduct a thorough
neurological examination and order any appropriate
testing you may need.

There are other doctors who treat facial pain including
specialists in:  ENT (ear, nose and throat); pain
management, physical therapy, and dentistry, along with
those in complementary and alternative medicine. You
may likely utilize a whole team of practitioners as you
walk this journey, however, | believe you are wise to
begin with the ones who are more likely to be familiar
with facial paind neurologists and neurosurgeons.

TNA can provide you with a list of neurologists and

PRYroSUERPRS fn yyourgggneral area who may be able to help
you. Visit endthepain.org for help.



& WA True Case Study
to Help You

nJo, o n e -line friends yhodives in New
York, has been living with facial pain for over
ten years. What follows is a brief summary of a
bad experience J had with a physician, written to
help you in your own quest to seek good
treatment.

After several years of having TN, J was ready to
consider surgery. She wenttosee5 N & . € X
and a well regarded professor. She found him
confident and assuring, and liked him at once. When
Dr. B proposed brain surgery, J entered into a three
year ordeal, which would result in worsening pain, and
would end poorly. First, J underwent a GMVDE
(microvascular decompression surgery) which did not
end her strikes, and resulted in even more pain,
numbness, and burning. Dr. B then proposed
performing another procedure, a GGlycerol
Rhizotomyé, of which he touted a 100% patient
success rate. Dr B told J that he codzf R
would have relief, even describing the procedure as
being "so easy it's like a piece of pie® £

Ly GKA&a OFrasSsz wQa LRAS
0 KS ®Bipddéhce. She found no relief from the
surgery, and the burning numbness in her face
increased. During her post operative period, Dr. B
continued to assure her that this pain would
disappear, and as the months progressed without
improvement, he treated J like she was responsible for
her pain. He told her such things as that the pain was
al f € Ay KSNJ KSFRéx adl i
mind off the pain by doing fun activities such as bike-
riding, she would be fine. In another appointment, he
blamed her pain on stress, telling her she alone could
control it. He even made her feel guilty for her pain,
GSttAy3 KSNI GKIG &aKS
saying she needed to let it go. As far as treating her
pain, Dr. B prescribed increasing amounts of pain
medication, and little else.

Two years after her first surgery, J found herself in

bone wrenching pain which provoked her to go to an
emergency room. Here, at last, she found two doctors
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that helped her: a neurologist, and a pain specialist.
They diagnosed her ¢ A (i K
burning with numbness condition which may result
from nerve damage caused by surgery. They also took
time to listen to J and to educate her about facial pain,
directing her to internet resources for more
information.

W & | cmypl@tély finished with Dr. B, however. She
challenged him with this new information, which he
scoffed at, only much later admitting that she might
KIS 15 00 dz
Dr. B came to a boiling point at last, when, overcome
with her pain and her sense of being mistreated for so
long, J unsuccessfully attempted to spray Dr. B in the
face with pepper spray!

¢26F NRa GKS SyR 2F KSfiad
a complaint with the Office of Professional Medical
Conduct (OPMC) in Troy, New York, in 2000 for false
information and gross negligence. After the pepper-

spray incident, the complaint was dropped, and the
OFLasS |3Syid Of2aSR wQa

i “It appears that Dr. B did not inform J honestly or

competently. He then overmedicated her and was not
honest with the probability that she had the lifelong
condition of anesthesia dolorosa. He is still in business

i dzNy/ as usual and J will never be without pain.” i

Since that time, J has bravely persevered in her
journey with facial pain. She underwent a gamma
knife procedure in 2002 with a surgeon who told her
from the beginning that it was a risk and might not
reduce her pain. Unfortunately, this procedure did not
help, and worsened her AD. However, J has no

j regrets, because this time the surgeon did what a good

surgeon should dot he listened to her, he educated
KSNE KS A)/'-FZN\NSIQ
promise her the moon.

alb &g ¢J is a model of strength for us. When | sent this |.

newsletter draft to her for her review, she closed her
comments with this: &
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(J, you go, qirl)
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KFd ,2dz / Fy [ SIFEN)Y FTNRYT AKnow whenltislard 9 admid
that weneedtof i nd a new doc
experience with staying on with him, even

) . after two years of poor treatment, is not as

il Educate.yourself about facial pa.m.before rare as you might think. It is difficult to
ever seeing a surgeon or any speC|aI|st who start oVer, and we like to think that the
you might be treatment from. Make use of fidoctor knows best. o
TNA’s website endthepain.org; read George her options were, and held out hope that he
Weigel and Dr. Ken Casey’s outstanding could stil!]l help her .
book on TN, called “Striking Back.” you.

Familiarize yourself with surgical Seek help for anxiety.  Anxiety and
procedures and possible side effects. depression walk hand-in-hand with pain.

1 Always get a second opinion before making The National Pain Association theorizes that
a treatment decision. upwards to 80% of the people who have TN,

§ Plan for appointments, writing down develop clinical depression. If someone had
questions ahead of time. If possible, bring a informed J of this, perhaps she could have
friend along to be your second set of ears Seen maore Clgarly what other options she
and eyes. had, and avoided the whole pepper-spray

. . episode.

1 Be wary of physicians who spout easy i ) _
remedies or 100% success rates. Facial 1l ]? - an g fi dn a(: Iy, Keep "'he J o
pain disorders are difficult to treat, and ailt el onot gl €
there are no perfect success rates or easy
remedies available.

I hope you have found this newsletter helpful.

Please email me with your comments, questions or suggestions.
Or, better yet, consider submitting a writing of your own to help others
who struggle with trigeminal neuralgia and related facial pain.
You can email me at jujujujudi@aol.com.

Goals of Comfort and Encourage, LLC

1. To provide practical, and inspiring help to those who suffer from Trigeminal Neuralgia (TN) and
related facial-pain syndromes, along with their care-givers and medical practitioners.

2. To demonstrate how there is still great value, joy and purpose to be foundi n oneds | i
serious pain; as well as to reduce the immobilizing fear of pain which is felt by the population in
general.

3. To increase the understanding of how to accommodate those who suffer from facial pain, so that

they may be more actively involved in their communities.

Note: At any time you wish to stop receiving these newsletters, please reply with “Please remove”.
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