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people who have
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Neuralgia and

related face pain, as
well as those who

care about them, by
Judi S. Coleman.

A resource of the website: wvw.ComfortandEncourage.com

At last, Spring is here! For a
while there,
would make it, but the
forsythia and daffodils have
bloomed here in Virginia, and
the tulips are just about to
burst open--hurray!
However, with the Spring
may come those dreaded
allergies, which can increase
facial pain for many of us. If
t hat 6 s ouheseretb
read The Q&A column on
page 2.

If you have sought treatment,
but still have pain, you will
take heart in reading my
good friend and fellow
ifiTNOGer o, Br on
story entitled Al Have

hY
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As | walked to my car, |
pondered the conversation |
had just had with my primary
care physician. Have you
ever said something and
thought, “Where did that
come from?”  That's what
had just happened to me. As
my doctor was washing his
hands, the words had gently
rolled out of my mouth, ‘I
have learned to live with
pain.” He came over to the
table where | was sitting and
said, “And don'’t feel guilty.
God loves you. He doesn't
love you for what you do.”

| began to analyze the verbal
exchange. What on earth
had | meant by the statement
that | had learned to live with
pain? Come to think of it, |

Le a r nbeldwi She
provides great depth of
insight into acceptance and
peace regardless of pain.

You'll also find a poem and a
delightful story of a cat who
comforted fellow face pain
sojourner, Anne Ciemnecki
on page 5, above the
continuance of a not-so-
delightful review of a
“National Medical Report”
recently released about
Trigeminal Neuralgia.

As always, | wish you well
along your way, hoping you
will find in these pages,
added strength for the
journey.

Judi
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really had learned to live with
pain, but it didn’t mean that |

liked it! Fortunately, | had a
loving husband and
wonderful ~ support  from

family and friends. Beyond
that, | finally understood that
although my pain was an
unwelcome companion, it did
not define who | was. | was
still the same person that |
was before the gamma knife
procedure, which was
supposed to stop my pain,
resulted in increased pain.
Now | had to live in a
different way. As my life had
become more challenging, |
determined to live it the best
that | could with God’s help.

I thought about some of the
ways my life had changed. |

have found new friends—
people who also live with this
haunting, unrelenting pain.
These people have become
a new community of friends
who connect with my
feelings, pray for me, and
exchange information out of
their own experiences. | have
grown closer to my husband
and other family members
during this season in my life
as they have given me
comfort and encouragement.
Although | am  more
restricted, | have learned
that | can be in pain and still
be content in my
circumstances, a lesson that
is not only difficult but also
impossible to understand

See “LEARNEDO page 3



http://www.comfortandencourage.com/

Comfort and Encourage is
grateful to Red for being
willing to answer patients’ and
their loved ones’ questions
about face pain.

Send your questions to:
ComfortandEncourage@gmail.
com

National Medical Report
TNA, The Facial Pain
Association: Trigeminal
neuralgia and other nerve-
related facial pains
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Question From A
Reader

Now that Spring is here
(which | am thankful for,
because | barely survived
the winter here in NY) |
know that pollen season
[is] right around the
corner. Why is it that my
seasonal allergies worsen
my pain, and do you have
any suggestions for how to
(a) better prepare myself
for it in ways that keep me
from getting in so much
pain; and (b) how to better
deal with the pain as it
comes during this allergy
season? | would
appreciate any ideas and
suggestions you might
provide!

Chris B, up-state New York
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Hi Chris,

It is often unclear why a
particular set of conditions
causes flare-ups or general
worsening of TN pain in
individual patients. However,
if your pain is partly in the
upper and median branches
of the nerve (in your
forehead, cheek and upper
jaw), then it is plausible that
swelling of your sinuses
might put indirect pressure
on the nerve distribution --
which is already irritated by
your TN. Although | have not
seen specific advice from
medical practitioners on this
question, it also seems
plausible to me that you
might avoid the worst of

these flare-ups by taking
Over-the-Counter anti-
histamine drugs -- starting
*before* your allergies kick
in and continuing through

In TNA’s recent Winter “Alert”
they announced a “National
Medical Report” that in their
words, “has captured TNA’s
fight  against  trigeminal
neuralgia in a short form
educational  documentary.”
The alert indicated that the
feature will air on MSNBC,
CNBC, Fox News and
Discovery Health Network
and provided the link below.

http://www.youtube.com/watc
h?v=YfKEvIgR14Y

Excited about this, | signed
onto “YouTube” immediately,
looking forward to what | was
going to see. My review,
however, is mixed, leaning
towards disappointment.

TN can be a difficult disorder
to diagnose and treat. It
occurs in two different types,
of which Atypical (Type 2)
TN is more resistant to
management than Typical
(Type 1) TN. Patients who
are not helped by medi-
cations or who have

unacceptable side effects,
may choose between several
kinds of surgery, treatments,
or alternative medicine
options.

However, such subtleties are
missing in  this  video.
Instead, TN is presented as
“the Suicide Disease”, a term
used twice, which only
serves to excite the general
audience and is no more
valid given today’s
treatments, than calling
leukemia a “Death Watch”.
The video makes no
distinction between Atypical
and Typical TN. It asserts
that medicine works "only for
a while”, and then goes on to
imply that after medicine
stops working, surgery in the
form of a micro-vascular
decompression (MVD) is
needed.

Making no distinction
between Typical and Atypical
TN is a discredit to TNA and
to the patients it serves. This

Red Lawh

your usual allergy season.
The idea is to stop the
allergy-related swelling
before it can trigger reactions
from nerves that are already
sensitized.  Alternately, it
might also be that you need
to increase dose rates of any
anti-seizure drugs you are
taking to manage your TN
pain.

There is another
consideration that you need
to balance, of course. Many
TN medications have
sedating effects or may
cause some patients to feel
"spaced out" or dizzy.

The antihistamine drugs can
also produce such effects.
As any chronic pain patient
learns over time, sometimes

See “SP R 1 N fage four

oversight perpetuates the
lack of care given to those
who suffer from the much
harder to treat, Atypical TN.
Also, contrary to what the
video states, many patients
successfully manage their
TN pain by medication alone.
In addition, though the MVD
is possibly regarded as the
procedure of choice, it is by
no means the best choice in
all circumstances.

Dr. Jeffrey Brown, the
neurosurgeon spotlighted in
the video, presents
information that may be
misleading when he says of
the MVD: “...as soon as the
patient wakes up, in 90% of
the time, the pain is gone.”
Viewers are likely to believe
that this means that 90% of
people who have MVD’s are
“cured.” Earlier, the narrator
reports that MVD’s relieve
the pain in 75% of patients,

See fiMI X E Ppae five
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without God’s grace. My
mind raced as | began to
dwell on my words and think
back over the past few years

of my life in pain. What else
have | learned?
ltds okay tha

early from teaching. At first |
felt that | had shirked my
duties. | have always been a
dependable person  who
fulfilled my responsibilities. |
tried for over a semester to
continue my work, but my
pain won out. | learned that |
could only do what | could do.
God had a plan, and |
accepted my retirement as
part of His plan. It was then
that the guilt was released.

ltds okay to

activities with family and
friends if | reserve the right
to bail out at the last minute

should the pain level
interfere. By mentally
preparing myself for that

possibility, | have learned that
the disappointment is not as
great, and it eradicates any
guilt I might have if | have to
decline later, even at the last
minute.

't 6s okay i f

church each week. One of
the hardest parts of this pain
for me has been that | can no
longer attend church regu-

larly, and be involved the way
| want to be. Church has
always been a vibrant part of
my life. My husband was a
minister before retiring, and |
had been very active in
various roles. Now, because
of my face pain, | cannot
even enjoy one of my
greatest loves—singing! Yet,
| learned that | cannot feel
guilty about not being able to
be active. Friends know my
circumstances and under-
stand when | am not there.
My doctor’s words really gave

me a confirmation of what |
already know. God loves
me, and | needed to be
reminded that there are no
strings attached here. He
knows my heart, and he
knows that | still long to do
the things as | once did.

l'tds okay tha

medication. | hate to take
medication. | often would
rather suffer through pain
than take something with
disturbing side effects. Medi-
cation is no longer an option.
To be able to function, | need
pain relief. | remember when
my doctor first gave me a
pain medication following my
gamma knife procedure. |
asked him what it was for,
and he said, “Pain.” It then
began to dawn on me that |
had a condition that was not
going to go away. | could no
longer try to be a martyr. |
had to have help to rise
above the pain if | were to
have a life. My sister’'s words
to me often ring in my things
that | used to do. | simply
have to rest in His grace,
which He promised would be
sufficient. | think it takes
more faith to trust in that
sufficiency than it does for me
to just be doing. | have
learned that it's about who |
am, not what | do.

ltds okay that
keep house as | once did.

It's so easy to feel guilty when
you see others doing the job
you think should be yours.
My wonderful husband has
taken on more roles in
housekeeping, even though
he lives with pain himself.
“Yes,” | thought, “I have felt
guilty about not doing my
part, even though | have
tried.” | do attempt to
contribute in ways that | am

still able, including some
cleaning, dusting, and
cooking. | don't feel guilty

about simple meals and carry
outs from neighboring

restaurants.

Above all, | have learned
that my faith is strong, and
it 6s Withaut my faith in
God, | would be hopeless.
He gives me the strength to
live each day and the
courage to face a new
tomorrow. He can use me to
encourage my fellow so-
journers in pain, who know
that my faith is tested and
true. I'm not just talking about
pain. I'm walking this road
with them. Perhaps this is
part of His purpose for my
pain. None of us know what
a day may bring, but we can
rest in God and know that the
One who holds our future will
give us all we need all the
time.

Bronwyn Cowell lives in
Bristol, Virginia and was
diagnosed with TN Type 1
in 1983 Bronwyn was
successtully treated by a
MVD for 22 years! When
her pain returned, she
underwent gamma knife
surgery, which, un-
fortunately  resulted  In
worsened  pain. Now,
Bronwyn manages her pair
through her faith,
relationships, medication,
and through her purposefu
choice to not let the pair
take control of her life.

Life is a Journey

Do you have a story to tell

of facial pain, diagnosis,
treatment, and positive
outcomes? Or, if you live
with pain, do you have a
story of encouragement or
hope to share with others?
If so, please submit your
story or testimonial to
www.ComfortandEncourage
@gmail.com for possible
publication on our patient-
centered website:
http://www.ComfortandEn-

courage.com/.

Tell us what worked for you
or what didn't. Tell us what
steps gave you more power
over your pain, or created
lessened or greater
difficulty with depression
or relationship issues.

Your stories
help others!

| il -

S_‘



http://www.ComfortandEncourage@gmail.com/
http://www.ComfortandEncourage@gmail.com/
http://www.comfortanden-courage.com/
http://www.comfortanden-courage.com/

OSP R(l:on{\kr@néage two)

one plus one equals five,
when drug side effects are
involved. Thus, an approach
I've seen recommended by at
least one TN patient in his
blog, might be to use short-
acting antihistamines (taken
on intervals of four hours,
rather than six or eight) to
avoid dumping larger
guantities of sedating
medications into your blood
stream during the day, on top
of what may already be there
from Tegretol, Topamax,
etc... You might also need a
longer-acting agent
overnight, to keep sinus
sweling down and avoid
breakthrough pain.

Not all antihistamines or all
TN patients are created
equal. You and your
physician may need to
experiment with more than
one antihistamine to find one
that both controls your
congestion and is tolerated
well in combination with your
other medications. My wife
(the pain patient in our
household) and | find that
Claritin taken once per day
relieves practically all of our
allergy symptoms. Others
have reported finding better
relief of allergies with
different or shorter-acting
antihistamine drugs. As with
any other treatment advice

that you find online, |
encourage you to talk with
your medical Primary Care
Provider about suggestions
offered above. Although I'm
technically trained and have
assisted pain patients as an
advocate and webmaster
for over 14 years, | am not a
licensed medical doctor.
You should talk with
somebody who is.

Do let us know how this
works out for you, and
what your doctor says in
response to this note.

Richard A. "Red" Lawhern, Ph.D., is a non-physician patient advocate and Internet information
miner (Ph.D. Engineering Systems, UCLA 1976). Red redesigned and expanded the US
Trigeminal Neuralgia Association website in the late 1990s and served on its Board of Directors
from 1998-2001. He is a Network Contact at "End the Pain", participates in on-line Discussion
forums there, and supports other Internet patient oriented web forums including WebMD. Red's
wife, Maren, was diagnosed with TN 14 years ago. Since then, Red has corresponded with and
provided online research support to over 2,000 facial pain patients, family members, and
physicians around the world.

A Conversation with Geo

In the Jan-Feb edition of this  with hope.
newsletter, | interviewed
George Weigel, a much George has recently debut a

respected member of the new website devoted to his
face pain community and co- greatest love—planting and
author of the book Striking gardening. George is a
Back: The Trigeminal Certified Horticulturist, and as
Neuralgia and Face Pain his brother likes to put it, a
Handbook. Wow, did you “Certified Gardening Wacko.” Landscane created b
appreciate the update from G Fé laved y
George and his advice! Check out his new site at: eorge disprayed on

Many of you wrote to express his website.

how good it was to read
about George and be
encouraged by his ongoing
determination to live his life

http://georgeweigel.net
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“Count” came into my life by way of
a friend who saw the need for caring
for pets during times of national
disasters and financial crises. My
friend, Laura Pople, is an amazing
woman who volunteered as a
shelter manager after the Katrina
disaster. She responded to people
who wouldn'’t seek safety at the
shelter because they couldn’t bring
their pets, by keeping their animals
in her hotel room. Later, when the
economy tanked, she founded a
shelter to harbor animals that were
at risk of being abandoned because
of foreclosures with the goal of
reuniting them with their families
when the financial trouble passed.
One family brought in five cats, and
Laura knew that one cat, “Count”
would not be going back. One look
at him and she could tell he was
very ill. | took Count home, and for
the remaining week of his life, he
provided me with tender affection
and comfort, far more than | would
have ever imagined. He had to be
confined to my bedroom so that my
resident cat, Gracie, would that not
be exposed to any communicable
diseases, and Count never left my
side whenever | was in the room.
We cuddled and watched the
Obama inauguration together; and
He slept on the right side of my face

as if he knew that his body heat soothed my pain. My lesson from Count was that despite his frailty and suffering, he was loving and
affectionate. If he could find that inner strength, we all can. Anne Ciemnecki East Windsor, NJ

I f you woul d
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o NED6 (cont. from page two)

a statistic which is more
representative of long-term
(5 year) results, and also
lines up with what is
reported in Striking Back!
The Trigeminal Neuralgia
and Face Pain Handbook,
published by TNA.

This documentary makes it
seem so simple: TN is a
monster that makes us want
to kill ourselves. However,
our @ Sur g-lB-Shingg-
Ar macandslay the monster
with their mighty MVD6
allowing us to live happily
ever after.

The truth is that the monster is
not so easily put to death

Roger Levy, Chairman of TNA’s
Board of Directors, speaks well
towards the end of the video.
When he talks about the
difficulties of TN, he says, We
have n o Howevree .his
appeal falls flat, after what has
already been presented.

On a positive note, | was
pleased to see the attention that
was given towards TNA’s
website and its resources.
Hopefully, even if people are
misinformed by the video, they

a bvowwiSeetFarms,cag. Popl ed6s wor k, pl

will locate the information they
really need through TNA.

Although | do not believe that
this documentary does much to
educate the public about
trigeminal neuralgia or to
support those who struggle with
it, my hope is that the video
will point some to finding help
through TNA.

Let's just hope for more in the
future. All of us deserve better.

fiThe truth is that the
monster is not so
easily put to death 0



http://www.seerfarms,org/

NICO Information Must Waibr Now.

| had hoped to be reviewing in this newsletter my experiences with having

Comfort & Encourage, LLC

Judi S. Coleman, owner recently been diagnosed and tredtfor NICO, which stands for
3801 Reynard Ct. “Neuralgialnducing CavitationaDsteonecrosislHowever, as | have found
Richmond, VA 23233 . - - . .
this to be aomewhatontroversiatlisorder t requires more study and
PHONE: help from others more knowledgeable than | am, to do it justice here.

(804) 357-1141 . : :
| appreciate your patience and your continued prayers for me.

E-MAIL: ; : <
ComfortandEncourage About Our Organi zatione

@gmail.com
When | developed trigeminal neuralgia, my husband and | determined early
on that this pain would not have the final say in how we live our lives.

Drawing upon the support of family, friends, and our personal faith, we designed
a unique scarf and face mask with special warming capabilities to help a large
Visit my website: part of the facial pain community who cannot tolerate the wind and/or cold.

: We knew we needed to figure out how to make these products available to
others, however, | wanted to do more than sell products. My greater goal
was (and still is) to provide useful information and caring support to help
those with face pain to live well, regardless of how much pain they
may experienceat any one time.

www.ComfortandEncouragecom

Register to receive my
newsletters regularly,

a“dV‘flﬁ:’;’:'ooidaﬁzstthifgions Thatés why the website, and consequen
y ' 2008. Thank you for joining me in this journey !

Judi S. Coleman

Foupenei@ns
d women on t
own and sharg
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daughieliavy

Melissaemy

grandbaby, Ju
and my mom,

Disclaimer: wwwComfortandEncouragecom 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: If at any time you wish to stop receiving these newsletters, simply reply with “Please remove”.
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