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My Fourth “Anniversary” 
 

In August of 2005, while vacationing in Jamaica, I came down with a virus that made 
me sicker than I have ever been.  The week passed in a blur, and during that time 
the virus apparently traveled to my brain and settled in my trigeminal nerve.  The 
damage was not obvious at first, however the day after Labor Day, all that changed. 
 

On that day, I was simply enjoying my first cup of coffee when I felt as though I was 
being stabbed in the right side of my face with a burning hot pokcer.  As soon as I 
caught my breath from that first “attack” a second one followed.  Within a few days 
I was in a living nightmare as wave-upon-wave of excruciating pain rolled through 
my face.  Three weeks after my first attack, I was in the office of physician number 
four in my desperate quest for help.  I knew I was in serious trouble when he pulled 
his stool to sit beside me, leaning over to gently touch my arm: 
 

                                                     

“Judi,” he said,” I hate to tell you what I think you have.  It’s called Trigeminal Neuralgia.”  He paused 

to take a deep breath before adding, “…but, it isn’t good.” 
 

I looked up at him, my stomach doing a flip-flop when I saw the glint of tears in his eyes.  Somehow I 

managed to ask in a voice, so high pitched, I didn’t recognize it as my own, ñIs it fatal?ò 
 

His answer changed me - as though in an instant all my cells became rearranged: 
 

 ñNo, but you might wish that it was.ò 
 

 

So that’s how my journey began and now I have  passed my fourth “anniversary” with facial pain.   Four surgeries (two 
were done simultaneously):  gamma knife (2005);  combined glycerol rhizotomy with radiofrequency (2007);  and micro-
vascular decompression (2008); dozens of medications, thousands of dollars, and countless prayers later, the words of 
that doctor still haunt me in my weakest moments.   My life has been radically changed by unrelenting pain which waxes 
and wanes for reasons mostly unknown and unpredictable. 
 

My story is one of HOPE, however, rather than despair.  My husband and I determined early on that this pain 
would not have the final say in how we live our life.  Drawing upon the support of friends, friends, and our personal 
faith, we worked with a gifted seamstress to help us design a unique scarf and face mask with special warming 
capabilities to give greater freedom to a large part of the facial pain community who cannot be outside in the wind 
and/or cold.  Soon after, we developed other products, and decided to sell them on a website.   Because my deeper 
desire is to provide useful information and practical guidance from a patient’s perspective to those who struggle with 
facial pain, as well as,  to those who care about them, we named our site www.comfortandencourage.com, making this 
the primary focus of the site.  What I do is nothing fancy, and we are “tater- tots” in the web-wide-world, however, I am 
thrilled to offer what little I can, to bring a fresh dose of information and help to others.   
 

Thank you for joining me in this journey focused on living as well as we can, despite pain.   
 

             Judi 
 

 

                                

          
                        



 

Some Reflections on Four  
Years of Facial Painļ 

 

 
A friend asked me last month to include in this newsletter 
some reflections about facial pain, considering the four 
years I have lived with it.  I hope that what I have written 
below might benefit you or else give you some things to 
reflect upon yourself. 

 
About having a chronic illness:  As trite as it sounds, it really 

is the truth; ñI didnôt think it could happen to me.ò  I haven’t 

been around anyone who was living with a chronic illness, 

although I have vaguely known a few women at church who 

had chronic illnesses over the years.    I 

am ashamed to write this down in 

words:  I never took the time to connect 

with any of them.  They usually 

remained in the “background” and 

weren’t very actively involved in 

church.  Of course, now that I am “one 

of them”, I know why; and I can also 

understand how easy it is for others to 

overlook me. 
 

In addition, I could never have imagined 

the changing nature of chronic illness.  I 

always figured that people with chronic 

illnesses developed some kind of “new normal” and lived 

there for a long time.  Ha!  Instead, just as I seem to get into 

some place of a consistency regarding pain, medication or 

treatment, something “throws a wrench in it.”  Pain changes, 

or  medication or treatment stops working.  The emotional and 

physical toll, and expenditure of time, energy and money is 

taxing,  It becomes tempting to allow face pain to take center 

stage in my life.  However, each day I must get up and make 

the choice to live as though I am a woman who has a chronic 

illness, and not a chronically ill woman.  Do you see the 

difference? 
 

About medical health:  One value I have adopted has made a 

radical difference in helping me get good medical care.  It is 

believing and acting as though  I am the client.  I encourage 

all patients to operate this way.  We should research our 

disorders like our lives depended upon it (and they just may) 

and interview physicians/treatment providers as though they 

work for us (which they do.)  We will fare better if we become 

closely involved with making decisions about our treatment, 

given all the information we (and our support-system) have 

gathered.   
 

About surgery:  The most frequently asked question I am 

asked is this one--“What is the best surgery for TN?”   The 

short answer is this:  There is no best surgery because each 

patient’s situation is unique.  However, I will give you my two 

cents worth, which you cannot take as any kind of expert 

opinion; only as a patient-to-patient comment.    If you have 
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been diagnosed with typical TN (meaning you have 

intermittent strikes rather than long-lasting burning and/or 

aching pain) and if you are a good surgical candidate, the 

procedure I see rising to the top of the research heap is the 

MVD.   For example, I just came across this study posted on 

the  www.endthepain.org site from the Journal of 

Neurosurgery ñA  prospective cohort study of 

microvascular decompression and Gamma Knife surgery 

in patients with trigeminal neuralgia.ò by M. E. Linskey, 

MD, and others.  (Volume 109, December 2008)   In this study 

ñMVD was significantly superior to GKS in achieving and 

maintaining a pain-free status in patients with TN and 

provided similar early and superior longer-term rates of 

patient satisfaction compared with GKS.”   
 

What about for atypical (meaning the aching, burning 

kind that may linger) face pain:   Again, my two-cents 

worth.  From what I have read, studied, and my personal 

appointments with surgeons,  there is only 

one surgery I would begin to consider for 

atypical pain--the motor cortex stimulation 

procedure.  I believe it holds great promise 

for “confusing” the pain signals arising 

from the motor cortex area of the brain (a 

terribly over simplified description!), 

although, it is still in its infancy stage and 

quite expensive.  I hope that in the not-too-

distant future it will be a reliable and 

affordable option for many who suffer, 

and I commend the surgeons who are 

dedicated to making it work, as well as the 

patients who are taking a risk with it; as 

each surgery ultimately proves its usefulness for the many 

others who come along behind them.   
 

About my emotional acceptance:  I wish I could tell you that 

I have found my place of acceptance of this illness.  Instead, I 

seem to revisit those famous  Denial-Anger-Bargaining-

Depression-and Acceptance stages again and again.  Just 

when I believe I have come to a final place of acceptance, 

something will happen, which will throw me right back into 

one of the stages again.  It might be when I am excited with 

the response I am getting on a new medication and suddenly 

experience an allergic reaction.  Depression can sink me into a 

hole for a few weeks, as I mourn the loss of another option.  

Or, I’ll run into a friend who tells me about a trip from which 

she and her husband just returned, one I would love to take 

with my husband, but cannot because of my limitations.  I’ll 

find myself screaming inside my head, “That is was what I 

wanted to do with MY husband!  What happened to OUR 

life…to OUR dreams!  I call these five stages  the ñCrazy 

Cycleò because I seem to ride them around again and again 

and again.  Perhaps I always will. 

 

About my faith:  Before I developed TN, I would have 

insisted  that I had a very strong faith and nothing could break 

it.  My life’s journey had already included painful and 

challenging circumstances, however, my relationship to God, 

through Jesus Christ, had grown to a place of rich intimacy. I  
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only imagined it growing stronger and richer with this new  

challenge of illness.  Whew, have I ever been humbled!  The 

months and years of mind-numbing pain, loneliness, limited                                                                           

energy, and waning cognition, and the mourning of my losses,  

have caused me to question God’s purpose in my life; indeed 

have left me feeling overlooked and forgotten at times.  Yet, I 

have also experienced, what I can only call  a greater mercy, 

and a greater physical sense of the love of God, than ever 

before in my life.  For example, once, in the middle of a 

horrific pain episode, I suddenly smelled old fashioned roses, 

and felt warm, loving hands fold over my own-- as though 

Heaven itself opened up for a moment to remind me I was not 

forgotten.  There have been many experiences both too 

wonderful and too frightening for me to understand in my life 

with pain.  I cannot make sense of it all; gratefully, my faith, 

even when at its weakest, proves the Bible to be the greatest 

truth and power of all.  
  
About me.    My goal, as always, is to be as authentic as I 

know how to be about my journey with facial pain.; even 

when it’s embarrassing for me or perhaps difficult for you to 

read..  I do not intend to preach, or to come across as knowing 

the answers.  I wish I knew the answers!  Yet I have learned 

some good along the way.  I have learned that what we 

humans fear the most—awful physical pain—we can actually 

live through.  I have learned that there are people who love 

beyond our deserving.  I have learned that there are people 

who suffer so much more than me that it humbles me.    I’ve 

learned that if we each do the little we can do to help another 

who lives with face pain, we will all find we need not walk in 

fear, but in greater strength.  

 
    

       

 Ideas for Responding to 
             “…But, you look so good!”  
 
 
Living with Facial Pain falls into the “invisible illness” 
category, for ours is an illness that does not actually destroy 
bodily organs, bones, or tissues.  It causes confusion to others 
when they see us out and about.  Here are some brief 
responses that are appropriate for a quick reply, and also 
allow others to relate better to your situation. 

1. I have my good days and I have my bad days.  
2. Iôm trying to appreciate that fact. Many days I canôt get out.   
3. Thanks, Iôm grateful to feel good enough to be here.  
4. It took a lot of work to look like this. 
5. Yeah. Sometimes I feel like Iôm an ill person working 

under-cover!  
6. Iôm trying my best to do well OVER my circumstances, 

instead of being under them. 
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7. Iôm still struggling, but it IS nice to have a day when I am 
able to pull myself together and make it out of the house!  

8. , because if I looked like I feel it would scare you to death.  
9. Thanks, I guess I am fortunate sometimes to have an 

illness that is invisible.  In other ways, though, I know it 
confuses people. 

10. Thank you for caring. I try to act like I feel better than I 
really do.   

 

             

           Thank you to a  

    Beloved  Friend 
 

 
You may have, like me, been very 
saddened when you learned of  Kathy 
Taylor’s resignation from TNA, the Facial 
Pain Association, as the Director of Patient 
Services  this past May.  To the facial pain community, Kathy 
was that friendly person on the phone who could ease our 
fears.  She was the person who was most likely to have an 
answer to our questions on the “TNA Connect”, its online 
community forum.  She was the one who took the time to 
read our emails and to respond with clarity and concern.   It 
also inspired us to know that Kathy understood us, since she 
had her own struggles with pain. 
 

Kathy has now entered a new season in her life, however, she 
is far from forgotten.  The third week of September, TNA 
celebrated its one year anniversary of  “TNA Connect.”  One 
member posted this message on the forum, summing up how 
many of us feel about Kathy:  
 

Happy Anniversary! 
 

Where did one year go??? I met the most wonderful 
people in the TNA Connect. I want to thank the 
entire staff for making the forum a big success… 
 

I personally want to thank Kathy G. Taylor for all 
her support she has given me thru the year with 
flowing emails and phone calls. I love you Kathy!!!! 
 

Thanks, again, Joanne B  
 

Best wishes and love from all of us 

                    in the facial pain community, Kathy! 
 

         

                    You can catch up with Kathy on her blog:   
 

        http://kathytaylortrigeminalneuralgia.blogspot.com 

 
 
 

 

 

                                    

  
    Kathy Taylor    

http://kathytaylortrigeminalneuralgia.blogspot.com/


 

  

 

 

   Are Facial Pain    
Patients at Greater 
     Risk for the  
    H1N1 Virus? 
 

 

    Noé and Yes. 
 

Since neuropathic facial pain syndromes are not auto-

immune disorders, such as fibromyalgia, we do not need to 

fear an increased risk for catching H1N1 virus.   
 

However, flu symtoms such as coughin and sneezing can 

activate facial pain, so this is the time to be extra cautious.  

Here are some tips you might not have heard about:   

 
1. Stay informed. Center for Disease Control  site will 

have regular updates to keep you informed: 
www.cdcinfor@cdc.gov  

 

2. Keep a bottle of alcohol-based hand-cleaner in your 
car or purse and use it often; also use the ones you 
see in the stores beside the check-out counters for 
an extra dose of germ control.  

 

3. The public hand-shake is being replaced by a jovial 
elbow bump at business and social parties alike this 
flu season.   

 

4. Keep your own pen in your pocket or purse to sign 
documents, credit card purchases, etc.  You can also 
be like  the hyper-vigilant Chinese and use your pen 
to push all public buttons such as elevators, ATM’s, 
vending machines, etc. 

 

5. Become a compulsive hand-washer!  Push up those 
sleeves! Sing the alphabet to yourself all the way 
through while scrubbing.  In public, take the paper 
towel with you to open the door, throwing it away 
elsewhere, if the trashcan is not within reach of the 
door. (I hate that.) 

 

 

 

 

Blogs and Sites Worth Checking Out:  
 
 

 

 http://trigeminalneuralgiasupportgroup.blogspot.com 
East Tennessee Support Group for Trigeminal Neuralgia 
Lisa Mueller, support group leader, told me about this oneðgood resources and info 
 
 

 

www.nationalpainfoundation.org is dedicated to information and peer support; neuropathic pain is one of the topic areas.    I downloaded a 
nice medication journal from this site.  I did experience a ñsnafuò with the registration system in that it does not recognize my password, although I 
have registered it repeatedly.   
 
 

www.theacpa.org is the name of the site for the American Chronic Pain Association Their goals are to ñprovide peer support and education for 
those who have chronic pain, along with their families, so that they may live more fully in spite of their pain; and to raise awareness among the health 
care community, policy makers and the public at large about issues of living with chronic pain.ò   I was particularly impressed with this resource found 
on their siteðI recommend everyone download it: òACPA Consumer Guide to Pain Medication & Treatment 2009 Edition.ó   
 

 

www.restministries.com is a Christian site providing lots of information, both practical and inspirational.   I have found many good bits of material 
on it, however, I donôt visit the site often because the visual look of the site overwhelms me with all its flashing boxes and advertisements.   
 

 

www.partnersagainstpain.com   is less complex than most.  The site is divided up (literally); on the left in green for healthcare professionals 
and the right in blue for caregivers and patients in blue.  Youôll find pain assessments, journals, good information on advocacy, as well as find useful 
resource links. 
 
 

 

www.Youtube.com has several videos about ñfacial painò and ñtrigeminal neuralgiaò however, many are quite hokey, depressing or plain-old ill-
informed.  So, just be sure to remember Youtube is more about entertainment than information!  Below are two that I found interesting:  
 

www.youtube.com/watch?v=hsxM7l0BICE shows a mvd surgery in which all three branches are compressed.  Surgeon does a good job explaining 
the procedure while he is operating. 
 

www.youtube.com/watch?v=bMnXT4n1xpE&feature=related has detailed information  about the nerve itself; like in  a science class. 
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Laughteré 

               

          

        In the many òunfortunateó episodes of life,  

   we can choose to either laugh or to cry; 
          laughing makes them much more bearable! 
 

 
 

 My husband, Claude, has had TN since 2002, with his first onset of pain 
striking him deep in his ear.  Claude was one of the lucky ones because his TN was 
diagnosed correctly by the first doctor he saw; however , we still ended up in the 
emergency room that first weekend of the pain onset.  The ER visit was a disaster 

because the ER physician had no idea how to treat TN pain.  I vowed that day that if Claude ever needed to go to the ER 
again, I would make sure they could help him. 

That “opportunity” came last year.  Claude had developed that same pain deep in his ear and asked me to take 
him to the ER.  This time I was prepared!  I was armed with much more knowledge now about TN, and had also 
obtained written instructions from his neurologist on his letterhead  stationery as to how to treat Claude when he was 
having a TN crisis.  When we walked through the doors of the ER, I was a force to be reckoned with!  I told every 
pertinent hospital employee that my husband was having a TN crisis and referred to the neurologist’s instructions which 
outlined  the appropriate treatment. 

When we finally saw an ER physician, I carefully  reviewed with him the important information, again making 
certain that Claude was treated properly.  After listening,  the doctor suggested that he “might just start by looking in 
Claude’s ear.”  After doing so, he turned to me and said, “Ma’am, your husband may suffer from TN, but today his 
problem is a bad earache.”     (After that, I just wanted to crawl out the door! )                                                                                          

                                                                                                                                              Jean Aldridge,   Leawood, KS  
 

                      
 
My facial pain was really giving me a hard time, and I was crying on the shoulder of my very best friend, Karen.  After listening 

for a while, she offered the following suggestion: ñYou really have not been yourself lately.  I think you need to make a hair 
appointment.ò    

Incredulous at her shallow suggestion, I snapped  back at her:  ñA hair appointment!  So, you think I am so superficial and my 
pain is so minimal,  that getting a haircut would fix it?ò    

 ñNoéò she replied, ñ I  was thinking you might want to visit Dr. Heir.ò  
 Of course!  Karen was referring to a physician who has helped me before with my facial pain.  I am so very lucky.  Karen is 

the kind of friend who cares for me even when I am not at my best..  She didnôt become angry with me when I snapped at her; instead 
she helped me to turn the moment needed distraction and welcome laughter.                               

                                                                                                                                  Anne  Ciemnecki, East Windsor, NJ  
 

 
 

Please send in more of your insights and funny stories with the rest of us! 

Laughter really is good for what ails óya! 
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About the Comfort and Encourage Newsletter 
 

Written by Judi Spear Coleman, owner of www.comfortandencourage.com, this newsletter is published approximately 

five to seven times a year (depending upon my pain and life situation).  Its purpose is to provide an honest look at life with 
facial pain; and to provide practical ideas and inspirational help for living well, to those who are challenged by Trigeminal 
Neuralgia and similar disorders; as well as to  those who care about and who care for them.  The newsletter is available 
by email or through the website, in .pdf form.   

 
 
 

 

How You May Contact Judi: 
 

Email (preferred) comfortandencourage@gmail.com   
 

or 
 

3801 Reynard Court 
Richmond, VA 23233 

 

Phone:  (804) 357-1141 
(Please allow up to 4 days for a return phone call) 

 
 

 
 

Disclaimer:  www.comfortandencourage.com which includes its newsletters, 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 “Please remove”. 

 
 

                                   
 

My family after a day of apple picking last yearðcanôt wait to go again this year! 

Son Kyle; daughter, Katie; husband, Warren; daughter-in-law, Melissa; me.  (son, David away at college.) 
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