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 ñI am hoping the 

change [in how facial 

pain is defined] will 

promote a general 

easing of treatment   

restrictions imposed by 

health insurance 

companies and SSI 

disability authorities.ò 

 

  Red Lawhern, PhD 

 
 

 

 

   A resource of the website: www.Comfort andEncourage. com 
 

One of the on-going 
challenges of living with  
chronic pain,  is balancing 
my current state of health 
(pain, energy, medication 
side effects, etc.) against my 
responsibilities and activities.  
Unfortunately, it seems that 
something always gets the 
short end of the stick.  This 
time it was the ñMay/Juneò 
edition of this newsletter; if 
you looked for it, Iôm sorry!  
Thank you to those who went 
out of their way to contact 
me, concerned about my 
health.   Actually, Iôm feeling 
okay--I just had too many    
family commitments, and my 
family comes first, always.    
Years ago, ñB.Pò (ñBefore 
Painò), I would have felt like a 

Hope this was worth the waité 

Getting Almost Anything Done 

 "You can get almost 
anything done, if you don't 
care who takes the 
credit."   This is the attitude 
of Red Lawhern, a friend and 
colleague I have enlisted to 
write an ongoing Q & A 
column for this newsletter. 
(You can find it on page four 
of this edition.)  Red has 
been involved with the facial 
pain community for over 15 
years, beginning back in 
1995 when his wife, Maren 
was diagnosed with glosso-
pharyngeal neuralgia and 
later trigeminal neuralgia -- 
on both sides.   They 
determined from the 
beginning,  that they would 
do all they could to learn 
about these disorders and to 

complete failure for missing 
the deadline; I am glad to 
see that illness has, at least, 
taught me to go easier on 
myself.   
 

I hope youôll be proud of me 
when you read that I did 

allow myself to undertake 
something on my ñbucket listò 
that I feared might never be 
possible.  Since I have been 
in a fairly low pain season for 
several months now, my 
husband, Warren and I have 
begun kayaking! (Thatôs me, 
photo left.)  Being on the 
water restores my strength 
and provides me with both a 
good opportunity to exercise, 
and a time to relaxékey 
ingredients for living well with 

pain.  I wish that you too 
might experience something 
similarly wonderful this 
summer!  
 

And I am hoping youôll find 
this edition worth the wait, 
 
 

  Judi 
 

 
P.S!  
 

If you are planning to attend 
the upcoming  TNA National 
Conference in Rochester, 
August 28-29, please look for 
Warren and me at our booth,  
www.ComfortandEncourage.
com.  More info inside. 
 
 
 

At the start of my third year 

of producing this newsletter, 

I thought it was time for a 

new lookðI 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 oneôs 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.  I 

love to hear from you.  Also, 

please consider submitting 

an article, question, or a 

humorous experience!   

further advance better 
treatment and care options.  
We can thank Red for being 
one of the key people who 
started TNAôs website in 
1998, and for being a board 
member for three years.  Red 
stepped away from being 
actively involved with TNA, 
several years ago, however, 
he has recently become a 
regular participant in the on-
line forum conversations of 
ñTNA Connnectò (part of 
TNAôs website: www.fpa-
support.org)  where he lends 
his knowledge, wisdom, and 
compassion to help others.   
 
I asked Red, what are some 
of the projects or issues he is 
most interested in advancing, 

since he has returned to a 
more involved status with the 
facial pain community.  What 
follows is Redôs reply: 
 

"I am now investigating 
recent papers on medical 
treatment standards for facial 
pain.  Organizations such as 
the óInternational Association 
for the Study of Painô appear 
to be changing the definitions 
traditionally used for several 
types of facial pain.  I am 
hoping these changes will 
promote a general easing of 
treatment restrictions 
imposed by health insurance 
companies and SSI Disability 
authorities.  I also want to 
 
See ñANYTHINGò page 3 
 
 
these premises could lead to  
increased interest in 
research by major 
pharmaceutical firms.ò   
 
"I am also contributing to 

http://www.comfortandencourage.com/
http://www.comfortandencourage.com/
http://www.comfortandencourage.com/
http://www.fpa-support.org/
http://www.fpa-support.org/
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  Artist, Sylvia R. Apple, finds art to be a powerful form of self expression and 
healing in her life, and has been kind enough to share a few photos of some of her 
beautiful art quits.  Here is what Sylvia says about her art: 

 
ñPain has played a role in my life as an artist. I have dealt with migraines, sciatica 

and trigeminal neuralgia off and on for a number of years. Fortunately for me, I have been 
able to almost eliminate the pain through good medicine, yoga and acupuncture. But bouts 
of pain still haunt me. ñ 
 

ñAs a result, my art has gone through a number of phases in response to the pain. 
On the positive side, I find that I am more in tune with others who are dealing with chronic 
illness, and can understand the universal need to find solace. My art quilts are a response to 
this need.  They help me to heal and express my feelings in a positive way.  I hope seeing 
them will help others to sense their inner strength, too.ò 
 

You may contact Sylvia at: sylvia_apple_artist@yahoo.com 
 

Self Expression and Healing in the Art of Sylvia R. Apple  

 

 

ñSpirit Wingsò 

 

 

ñOde to Joyò 

 

 

                                                          ñWoven into the Light 1ò 
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(éThank you, Sylvia!) 

   
 

 

 

 

 

 In regards to face pain, research by the WC indicates 

some consistency regarding areas of least air pressure 

changesðsomething that impacts many face pain 

patients.  Hawaii and southernmost California have the 

fewest storms, thus the least amount of air pressure 

    

   Sylvia, in front of ñHealing Waterò 
         also wearing a wrap/scarf  
              of her own creation.   
 
 
f her  
           own creation. 

mailto:sylvia_apple_artist@yahoo.com
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facilitate further NIH( National 
Institute of Health) grants for 
research into the 
epidemiology (rates of 
occurrence) of face pain. I 
have long been convinced 
that TN (i.e. ñTypicalò TN)  
and ATN (ñAtypicalò TN) are 
much more common than 
traditionally reported, and that 
some facial neuropathy 
patients are misdiagnosed 
with TMJ (Temporo-
mandibular Joint)  Disorder. 
Demonstrating these 
premises could lead to 
increased interest in research 
by major pharmaceutical 
firms.ò  
  

"I am also contributing to the 
development of a new 
patient-centered facial pain 
survey which may help 
clinicians to distinguish 
between several types of 

òANYTHINGó (cont. from page one) 

 facial pain.  The objective is 
to óget it right the first timeô in 
order to shorten the period 
between pain onset and 
treatment.  In addition, this 
could reduce the long term 
negative results from under- 
managed or mismanaged 
pain. ñ  
 

ñThis effort will hopefully 
improve upon a project I was 
part of seven years ago, 
along with Cindy Fleishmann, 
a committed patient and on-
line research contributor, and 
others,  ñThe TNA  National 
Patient Registry.ò  Over 
10,000 patients responded at 
that time, and TNA will need 
this many and more to 
contribute their experiences 
and treatment outcomes on 
the new survey.   I under-
stand that the new survey will 
be piloted with several 

hundred patients  at the 
upcoming TNA convention.  
This could be a very positive 
step, if it leads to additional 
investment in basic science 
research for nerve pain." 
  
"If there is one thing I'd like to 
do before I die, it is to utterly 
erase the term "psychogenic 
pain" (meaning pain that is 
supposedly caused by mental 
state, and does not have an 
organic origin) from the 
vocabulary of medical 
science.  I regard the term as 
gross medical malpractice, at 
least as it is applied to face 
pain patients, by poorly 
educated or biased  doctors 
who dismiss some of their 
most hurting clients as 'head 
cases.'  This is one of the few 
issues that gets me fighting 
mad."   
 

 
 

 

 
up.  Unfortunately, House has 
been hardened by pain to 
such a point that he wants 
others to hurt.  He lashes out 
as an attempt to wound with 
his words because he wants 
others to have a taste at  the 
fountain from which he drinks 
every day.   
 

However, inside all of this, is 
also a deeper message.  It is 
Houseôs pain that fuels his 
brilliance.  Despite the 
personal cost, pain has made 
him to become greater than 
himself-- the reigning king 
among diagnosticians. 
 

Yes, itôs true, I donôt ñlikeò 
House, but I am glad for his 
believable depiction of living 
with severe, chronic pain. I 
also appreciate its challenge 
to  consider how my own pain 
can fuel my talents, if I will 
allow it to do so.  Finally, I 
need to watch House to be 
continually warned of painôs 
desire to harden me over 
time.   
 
 
 
 
 
 

 AMDIK ABLE TO TYPE IN 

TH?   

  

lines are remarkable, I find 
most to be quickly forgotten.  
As far as the characters go, 
their development is pretty 
ñthinò, as the producers tend 
to make it, ñall House, all the 
time.ò 
 

It hasnôt taken me long to 
solve the secret to my 
addiction, however; not 
surprisingly, it comes down to 
pain.  I am intrigued by House 
because he ñgetsò pain, and 

he reveals better than any 
other character Iôve  watched 
on TV, a believable portrayal 
of what it is like to live with 
awful   pain.    House 
struggles with balancing his 
life because pain is always at 
the centeréHe becomes 
easily irritated and distracted 
because of ité He hurts no 
matter what he trieséHe 
finds himself isolated, forced 
to sit at home in a soaking tub 
to ease his pain, rather than 
being active like ñregularò 
peopleé  He struggles with 
medication, has experienced 
unsuccessful treatments, and 
is tempted to give it all 
upéhe  
 
 

A light of truth has been 
shined on what it is like to live 

   
 

  Red and Maren Lawhern 
 

 
Please feel free to check  
out Redôs website at  

"Giving Something Back" 
[http://www.lawhern.org] 

and send him your questions  
to : ComfortandEncourage@ 

gmail.com.  Red regularly 
answers individual questions 

and provides links to  
online resources.  

 
 
 
 
 

 
 
 
 
 
 
 

 
 
 

Ɂ(ɯÈÔɯÐÕÛÙÐÎÜÌË 

by House because 

ÏÌɯȿÎÌÛÚɀ ×ÈÐÕȱɂ 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Season 6 of ñHouseò is over, 
giving me a chance to pause 
and consider just what is it 
about the character Gregory 
House that makes me so 
eager to welcome him into my 
living room  when, honestly, I 
would not be inclined to invite 
him inside my front door, 
were he a real person.   
 

I donôt like the guy; of course, 
not many people do.  He is 
insensitive; downright ñmean 
spiritedò at times.  House 
rarely, considers the conse-
quences of his actions, and 
he can be  disgustingly 
immoral.   Most upsetting is 
that he renders  his  brilliance 
as a  weapon as often as a 
gift for helping patients. 
 

I donôt even watch the show 
for the amazing diagnoses 
and cool procedures    
portrayed, because I become 
distracted by the unreality of 
made-for-TV medicine. 
 

And, no itôs not the drama or 
characters that interest me.  
Although a few of the story  
 
 
 
 
No; although some of the  

What is it about òHouseó?  

 
 
 
 

http://www.lawhern.org/
http://www.google.com/imgres?imgurl=http://nynjbengali.com/wp-content/uploads/2009/04/gregory-house-md.jpg&imgrefurl=http://nynjbengali.com/archives/328&usg=__53Qe_ul5HuP7V2amFV7Jtt3tCJM=&h=310&w=400&sz=38&hl=en&start=2&sig2=ZoDLg-NBTDG6b6dCTcSxHg&itbs=1&tbnid=ajMJIBx25qOYxM:&tbnh=96&tbnw=124&prev=/images?q=gregory+house&hl=en&sa=G&gbv=2&tbs=isch:1&ei=noENTO33O4L_8AaHw_j_Bg
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Question: 
 

 Life is completely different 
after my micro-vascular 
decompression (MVD). I have 
not had an "attack" since the 
surgery, although I recently 
have been feeling some dull 
aches and pains in my jaw. 
I've had a couple of incidents 
that felt like anxiety attacks or 
maybe ñPost-Traumatic-
Stress-Disorderò (PTSD).   The 
fear and irrational response to 
slight pain is tough to deal 
with. I'd like to find resources 
to learn about the post-MVD 
experience of other patients so 
I can learn what to expect. 
Can you help? 
 

KC, Boston MA   

Hi,  KC, 
 

Glad to help, if I can. There is 
quite a lot in medical literature 
on the long-term statistics for 
pain recurrence with MVD.  If 
you'd like, Judi or I can dig out 

 òQ & Aó  with Red Lawhern, PhD 

LIFE  (cont. from page two) 

 

 

If you are planning to  attend 
TNA:  The Facial Pain 
Associationôs National 
Conference in Rochester, MN 
this August, please visit our 
Comfort and Encourage 
booth!  Warren and I would 
really like to meet you!   
 

We will be selling our products 
at great discounts during the 
conference.  All of our Comfort 
Scarves, Comfort Masks, t-
shirts, bookletséeverything!   
 
 Thereôs even an extra 25% 
coupon located on page 6!  Be 
sure to print it and bring it with 
you. 
 
 

 

 
 

 
 
 
 

We Hope To See You at the Conference ! 

August! 

 

ves Morphine Sulfate Oral Solution 

 

 
 

      
 

Send your questions to: 
 

ComfortandEncour age@ 
gmail.com 

 
Subject: ñQ &A for Redò 

 
 

 
 
 
 
 
 
 
 
 

           
 

TNA/FPA National 

Conference 

Rochester, MN 

August 28 -29, 2010 

Register at:   

www.fpa-support.org 
 

           
  www.comfortandencourage.com 
   
 
 
 
 
 
 
 
 
, the following is my overall 
summary impression...  

recent   specific   papers   or 
abstracts for you.  However 
the following is my overall 
summary impression... 
 

Though results can vary 
between practitioners, Peter 
Janetta and his group at 
Pittsburgh and later at 
Allegheny General Hospital 
have tracked over a 
thousand of their MVD 
patients for up to 14 years 
(by now, probably more 
patients and longer).  The 
figures I've heard most 
prominently from that group 
and others are an initial rate 
of success in reducing or 
eliminating pain of around 
90-95% -- with continuing 
pain-free status for about 
75% after seven to ten 
years.  These numbers apply 
for Type 1 (Typical) 
Trigeminal Neuralgia.  Lower 
success rates pertain for 
patients whose primary pain 
patterns qualify as Type 2 
(Atypical) TN.  Overall, I have  

heard that the lower-bound 
numbers for patients whose 
first surgical intervention is 
MVD indicate a seven-year 
pain free status on the order 
of 50%, even for those in 
whom Type 2 pain 
predominates -- so long as 
some component of Type 1 
has ever been present. 
 

Those dull aches you 
experience could  be a 
result of lingering nerve 
sensitization after the 
primary source of the pain 
has been addressed closer 
to the brain stem.  
Alternately,  you could be 
dealing with a different 
problem, such as a dental 
abscess.  However, if you 
have a dental examination, 
my advice would be NOT to 
permit a root canal or other 
procedure unless there is 
definite evidence in dental 
imagery that a problem of 
that sort actually exists. And 
only then by a dentist who 
 

See ñQ&Aò page five 

  
 
 
 
e procedure unless there is 
definite evidence in dental 
imagery that a problem of 
that sort actually exists. And 
only then by a dentist who 
directly consults your 
supervising neurologist or 
neurosurgeon.  
Continued  
 

  

 

New This Conference: 
 

 
One -on -One 

Consultations  
 
    Let me help you better    
understand your facial pain, 
and/or help you create a plan 
for better pain management. 
 
Cost:  First 15  minutes free; 
followed by $35.00 for thirty 
minute sessions.  
 

Full contact information  
found on page six. 

 
 

 
 

 
 

 
 

My booth  in the 2008 National 

Conference, with one of my 

beautiful customers! 
 

N 
 

 

 

 

 

 

 

 

 

 

Donôt miss the 25% off 

coupon found in this 

http://www.fpa-support.org/
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directly consults your 
supervising neurologist or 
neurosurgeon.  
 
It just may be that you are 
experiencing ñPost Traumatic 
Stress Disorderò (PTSD) or 
else something like it.  PTSD 
occurs as the result of either 
an experience,  witness, or 
severe threat of physical 
trauma or another horribly 
stressful  situation.  Some 
physicians regard PTSD as a 
sub-type of anxiety disorder. 
Undeniably, TN pain is 
hugely traumatic for those 
who experience it, as well as 
for many who find them- 
selves ñwaiting for lightning 
to strike againò even during 
pain free periods between 
attacks.  Thus, an asso-
ciation between this type of 
anxiety and PTSD is at least 
plausible (though I have not 
seen published research to 
this effect).   
 

The lines between PTSD, 

òQ & Aó  (cont. from page 4)  

Comic Relief 
 

 
  ñSpontaneous?  Are you kidding?  The last spontaneous 
    thing I  did  was pee a little bit in my underpants when  
    I coughed!ò   
 
               A comment made by an anonymous friend of mine, as we were lamenting  
                      how overly structured and task-oriented our lives have become.  I thought  
                      you might get a kick out of it.   (Hope I havenôt offended my more conser- 
                      vative readers.) 
 

 

I                               m I I 
      I came across this sign while travellingéI couldnôt resist including 
      It in the newsletter, given current concerns with health care changes! 
 
Resist including it in the newsletter, given current concerns about  
                         I couldnôt resist including it in the newsletter! 

 
 

 

sdkf 

 

 

 

Anxiety Disorder, and Panic 
Disorder can sometimes be 
blurry. However, there are 
constructive avenues for 
dealing with all three, often 
involving anti-anxiety medi-
cations, and sometimes 
tricyclic anti-depressants.   
You may also be referred to 
a psychologist for training in 
ñRational Cognitive Therapyò 
(RCT).  However, let me be 
clear:  RCT is NOT your run-
of-the-mill talking therapy, 
nor is it prescribed as a 
variation on the time-worn 
ñit's all in your headò 
message that some patients 
hear from frustrated doctors 
who haven't been able to 
successfully treat their pain.  
RCT teaches you tools of 
situation awareness and 
mental attitude which can 
pinch off the spiral of 
ñfear=anxiety = hyper-
sensitivity to pain = more 
fear=hyperventilation= panicò 
which some pain patients 
experience.  As a supportive 

(ñadjunctò) measure to anti-
anxiety agents, it has a 
rigorously verified record of 
positive outcomes. If you 
haven't already been referred 
to a psychologist for training 
in RCT, I would suggest that 
this be one alternative worth 
considering. 
 

As always, I want to remind 
you, for your own protection, 
that,  though I have written 
for patients and researched 
the medical literature of facial 
pain for over 14 years as a 
patient advocate, my 
doctorate is in engineering 
systems (1976, UCLA).  I am 
not a licensed medical 
practitioner.  Please consult 
a medical professional before 
you take any action. 

 
Regards and best, 
  

Red 
 

 

 

 

 

 

 
 

 

 

 

 

 

 

recommend that you go to 

the National Pain 

Foundation website to 

download their free booklet 

called ñPatient Guide to 

Pain Care Providersò.  This 

guide will unravel some of 

the mystery around the 

differences between 

physicians based on their 

backgrounds, training set- 

ting and clinical experiences.   

The guide was developed to 

help us make more informed 

decisions for selecting 

physicians and other 

treatment providers; in 

addition to  providing 

distinguishing differences 

between various pain clinic 

options.  The major plus is 

  

  
 
 
 
 

  ɁThe lines between  

PTSD, Anxiety Disorder,  

and Panic Disorder can 

sometimes be blurry.  

However, there are 

constructive avenues for 

dealing with all three ȱɂ 
 

 Red Lawhern, Phd  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

   
 Ɂ&ÐÎÎÓÌȮɯÉÜÛɯÊÈÙÌÍÜÓÓàȱɂ 

 

http://www.google.com/imgres?imgurl=http://www.hbfministries.com/_/rsrc/1235366438283/my-tools/Mona lisa laughter.jpg&imgrefurl=http://www.hbfministries.com/my-tools&usg=__QjHq1Qy1CmOmvZhZCJxgijlY3_k=&h=482&w=525&sz=43&hl=en&start=8&sig2=B7dLaUwn9toLVDKc0O6_jA&itbs=1&tbnid=ZiBqDTPXNtEIKM:&tbnh=121&tbnw=132&prev=/images?q=laughter+good+medicine&hl=en&gbv=2&tbs=isch:1&ei=Qp8NTOGaLcHflgeR3P2BDg
http://www.google.com/imgres?imgurl=http://www.hbfministries.com/_/rsrc/1235366438283/my-tools/Mona lisa laughter.jpg&imgrefurl=http://www.hbfministries.com/my-tools&usg=__QjHq1Qy1CmOmvZhZCJxgijlY3_k=&h=482&w=525&sz=43&hl=en&start=8&sig2=B7dLaUwn9toLVDKc0O6_jA&itbs=1&tbnid=ZiBqDTPXNtEIKM:&tbnh=121&tbnw=132&prev=/images?q=laughter+good+medicine&hl=en&gbv=2&tbs=isch:1&ei=Qp8NTOGaLcHflgeR3P2BDg


 

 

  
    

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
           
 
 
 
            
 
     

           
 
 
 
 
 
 
 
 
 
 
   
 
 
 
 
 
Disclaimer:  www.ComfortandEncourage.com which includes its newsletters (published four 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:  At any time you wish to stop receiving these newsletters, simply reply with ñPlease removeò. 

 

 

      Special Conference Coupon for Newsletter Readers!   

                                                    Print and clip: 
 

 

 

Comfort and Encourage Coupon 
 

25% Off Merchandise Coupon 
 

Good for an extra 25% off any single Comfort and Encourage item 
purchased at the TNA/FPA National Conference, 

Rochester, MN.   August 28 - 29, 2010 
 
 
 
         One coupon per customer, please.  Consultation sessions excluded. 
          Not redeemable for money.                  Expires 8/30/10 
      
 
 

 

 
 
 
 
 
 
 
 
 
 

 
    When I developed trigeminal neuralgia, my husband and I determined 
    early on that this pain will 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 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  available to others, however, I 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 might experience during any one time.   
  
   4ÈÁÔȭÓ ×ÈÙ ÔÈÅ ×ÅÂÓÉÔÅȟ ÁÎÄ ÃÏÎÓÅÑÕÅÎÔÌÙȟ ÔÈÉÓ ÎÅ×ÓÌÅÔÔÅÒ ×ÁÓ ÂÏÒÎ ÉÎ 
   2008.    Thank you for joining me in this journey!  
 

            

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

  Added Facial Pain? 
               

                                                             

 

 

       About Comfort and %ÎÃÏÕÒÁÇÅȣ 
 
     When I developed trigeminal neuralgia, my husband and I determined 
       early on that this pain would not have the final say in how we lived 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 the members of the facial pain community who cannot  
      tolerate the  wind and/or cold.  We knew we needed to figure out how to 
      make these  available, however, I wanted to do more than just sell  
      products.   My greater goal was (and still is) to provide useful information  
      and caring support to help those with trigeminal neuralgia, and related  
      facial pain,  to live well, regardless  of the pain. 
           
     4ÈÁÔȭÓ ×ÈÙ ÔÈÅ ×ÅÂÓÉÔÅȟ ÁÎÄ ÃÏÎÓÅÑÕÅÎÔÌÙȟ ÔÈÉÓ ÎÅ×ÓÌÅÔÔÅÒ ×ÁÓ ÂÏÒÎ ÉÎ 
     2008.    Thank you for joining me in this journey!  
 

            

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

 
 
 
 
 
 
 
 

    
 

Comfort & Encourage, 
LLC 

 
 

Judi S. Coleman, owner 
3801 Reynard Ct. 

Richmond, VA 23233 
 

PHONE: 
(804) 357-1141 

 
E-MAIL: 

ComfortandEncourage 
@gmail.com 

 
 

Visit my website: 
 

                      www. 

  ComfortandEncourage.com 
 

   Find valuable resources for better 
understanding and managing  

   neuropathic facial pain.   
While there, register to receive 

 my newsletters by email,  
and download past editions! 
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BEYOND THE NEWSLETTER£.    
 
 

Okay, the newsletter officially ended on page 6 .  These next two pages are only for those of you who would like to read  
more about my personal life with  facial pain.  Read or tosséyour choice.  This is about as close as Iôm willing to get at 
this point to a ñBLOGò, as some folks encourage me to do.   
 

 
 

 

ñNICO éò   
Written July 10, 2010  
 
If you read the intro of this newsletter, you know that I have been in a fairly low pain season for several months now; and 
have felt good enough to take up kayaking with my husband here in Richmond, VA, where the James River provides several 
great locations for paddling .   This has been a pure refreshment for Warren and I to spend time together on the water-we 
saw a bald eagle the first time out!   Iôve also felt well enough to plant  a  small ñ(family-sized) garden, that has yielded plenty 
of cucumbers and squash, but it looks like the tomatoes wonôt survive the record-breaking heatéor the squirrels.   
 

Iôve been enriched with my new role as ñGrammieò now for almost seven monthsðOh, the pure unadulterated joy of it!   
Also, I have felt well during graduation celebrations of our middle son from college, and our daughter from h igh school.  Of 
course, our family has its troubles, but I wonôt air our dirty laundry hereðyouôll have to call me for those details.  (smileé) 
 

 I have relished these low pain months, a gift that came as the result of an astute prosthodontist who wanted to explore  a 
shadowed area on my x-ray last September, that previous dental practitioners had not considered important.  (FYI, A 
ñprosthodontistò is a dentist who has a special focus on creating materials to stabilize and improve oral functioning and/or 
appearance.  I was seeing him for help in correcting a bite change I have experienced, possibly as a side-effect from gamma 
knife surgery (2006). Dr. ñT.ò feared that the dark area indicated a problem with my jaw bone.  He was familiar with a facial 
pain syndrome known as ñNICOò (ñneuralgia-induced cavitational osteonecrosisò), and told me a little bit about it, as well as 
warned me that it was not highly regarded as a ñtrue syndromeò within the practicing dental community.   (So far as I can 
tell, it seems that the poor regard for NICO stems from alleged ethical and practice issues which have left the dental 
community too ñgun-shyò to actively treat and research NICO.  But, donôt quote me, because Iôm really in the dark.)  
 

This is what I understand about NICO in a very simplified forméwhich is about all my brain can handle.  In NICO  a former 
dental procedure has resulted in a long-term low grade infection, creating a hole in the jaw (i.e.  the word, ñcavitationalò)  
which,  in turn, results in bone death (i.e., ñosteonecrosisò. )  ñNeuralgia-inducedò  is the part that confuses me, because I 
donôt understand how the nerve pain ñ inducesò it .  Rather, it seems the opposite;  that the bone death from the infection 
that causes the nerve to act up.   So, as is often the case with facial pain, itôs as clear asé.mud. 
 

What is clear, is that the diagnosis of NICO (if it is ñrealò) fits my situation  well.  When I was a teenager, an oral surgeon who 
was trying to gently pull down a tooth that wa s wedged high in my gum, in preparation for braces, broke the tooth, and made 
quite a mess; something to which he himself admitted.  I immediately suffered significant pain, an infection, and fairly soon  
had to undergo a root canal, followed by a bridge a few years later.  In my 30ôs I began to experience minor  burning  and 
aching pain  in the gum area above my bridge, right in the scar tissue area of the oral surgery.   It worsened over the years, 
becoming severe around the same time I developed ñTypicalò TN.   My first neurosurgeon theorized that I developed TN, as 
the result of a very serious sickness I picked up while  on vacation in Jamaica. (You can read an overview of my early 
experience in the Sep/Oct 2009 edition of this  newsletter if you want toðjust download it from the site.)   Maybe itôs 
coincidental and the two are unrelated; or perhaps the virus was opportunistic and seized  the chance to inflame the NICO; 
or perhaps itôs been NICO all the while and th e strikes grew out of it; or perhaps it isnôt NICO and itôs something entirely 
differenté. You know, the whole ñmudò thing, again.  (Frankly,    I donôt worry about the ñwhysò anymore.  You can drive 
yourself crazy in the ñwhysò of life.) 
 

Regardless, the MVD surgery I eventually  had (another ñmuddyò story) in 2008, helped with the ñTypicalò TN Classic-type 
strikes tremendously, although, the burning/aching pain raged on  in my upper gum area.  Dr. ñT.ò didnôt promise me 
anything, but since he also discovered that one of the teeth anchoring my bridge had decayed, he sent me to an oral surgeon 
to have the tooth removed and the area checked out.    
 

When I awoke from the oral surgery,  I was shocked to discover that the burning, aching pain I have experienced for these 
many years was gone!  I could press hard on that area of my face and gum, smile, even pull my lip back-- all without pain!  

 

           Continuedé  
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When I went in for my post -surgical appointment and expressed my amazement to the surgeon, he was reluctant to 
comment on any direct correlation to the surgery, only telling me that he removed the tooth and ñscraped outò some dead 
bone tissue.  He also casually mentioned  that it was fairly probable that  the pain would return .  ( That felt like a blow to the 
gutéI wish docs would learn to be more careful with their word s! 
 

I enjoyed over seven months without  that pain.  I still had other pain, because I always have facial pain; but it had reduced 
to being more like living with a chronic head -ache with associated energy loss, rather than feeling like the pain was boring 
into my face constantly, with flu -like depletion in my strength and energy.  Several weeks ago, however, I noticed the 
burning, boring pain again, growing worse each week éin a new area, now just beyond where the former pain was.  
 

So, here I go again.   I wonder, did the surgeon miss some of the decaying bone, so that the ñNICOò had enough infection 
to begin to grow again?  And, if so, just how bad might it become?  Or, is it not  NICO, but something entirely different?  
Might I have to lose my whole jawbone eventually?  And, thereôs a question I ask the Lord now and then, though I avoid 
doing so as much as possible: ñDear Lord, I believe you are in charge of all things, and I have experienced how you provide 
good things, even through the awful pain.  But, Lord, just how bad might it get?!ò 
  
I havenôt heard an answer, and donôt expect to do so.  Last week, I started a new treatment, based upon some research about 
low level laser therapy. (LLL Therapy)   Some research Iôve encountered indicat e that LLL Therapy may heal tissue that is 
otherwise difficult to treat.   Since my own Dr. ñTò  recommended it, I was willing to start my facial pain treatment number 
143.  Just kiddingéI donôt  know how many treatments I have tried, however, itôs way less than many folks  because I donôt 
ñjumpò on the treatment bandwagon very quickly.   I try to go slooooow.  
 

Dr. ñTò calls his form of  LLL Therapy,  ñCold Laser Treatmentò , however, donôt be confused.  It isnôt ñcold.ò  Itôs simply a 
description used to describe how much weaker is its beam compared to lasers that actually ñcutò.  The plan is that I undergo 
eight sessions (twice weekly) for a total cost of about $350.00; cheap, compared to most of the therapies/treatments Iôve 
undertaken.  For example, the facial pain-related dental work/surgery I recently underwen t tallied up to about  $13,000.  
Warren makes tremendous sacrifices for me on many levels, one being the finances for which he works very hard, and gives 
up so readily for my health.    
 

Okay, enough ñsappiness.ò Warren doesnôt like it, and he would delete those last couple of sentences if he read this final 
draft.  So, letôs get back to my treatment.  The first ñcold laser treatmentò left my gum area slightly  red, however, otherwise, 
the burning remained the same.   As I was driving home from the second treatment, I noticed that  my teeth and tongue felt 
like I had been burned by drinking extremely hot coffee.  This is not new.  I developed this sensation, attributed to some 
nerve damage that occurred after I had a glycerine rhizotomy in 2007, and for which I began to find relief about a year ago, 
with the addition of a new medication to my regime.   
 

Two days later as I write this, my tongue is still burning some, but the burning sensation in my teeth is pretty much gone.  I 
am not sure what we should do at this point, regarding the treatment.  Is it a worse risk to face possible increased pain from 
the nerve that was damaged in 2007?  Or, is it a worse risk to face possible further jaw bone death and pain?  Of course, 
knowing what I know about the ins and outs of facial pain, naturally, the answer will be as clear aséyouôve guessed itémud. 
 

I am familiar with this sense of having to choose between two unknowns, both of which could have adverse consequences.  
This is what folks in my area call, ñbeing stuck between a rock and a hard placeò.  So Iôll do what I have learned to do.  Iôll call 
Dr. ñTò, to get his opinion; perhaps if Iôm really lucky he might even call back!  When I am able to talk with him, Warren and 
I will consider his suggestions, weôll pray, and Iôll keep track of my symptoms to see if anything else is changing for the better 
or the worse.  We will move forward, recognizing a perfect or even ñbestò choice may not present itself; however, weôll move 
forward with faith, altern atively strong and weak.   
 

As always, Iôll hold onto the knowledge that I have suffered tremendous pain for several yearsðand something or someone 
always ñshows upò that winds up helping.   Selah.  (Pause and reflect.) 
 

 


