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                Holding onto Hope Despite Pain 
 

I am writing this on the heels of a four week cycle of facial pain, so fierce, 

that for about ten days, I was mostly bed-bound.  It began, ironically, on April 3
rd

, 

the one year anniversary of my microvascular decompression (MVD) for 

Trigeminal Neuralgia.  On that day, I woke up with some burning pain in my 

typical “trigger spot” (an area that, when lightly touched, results in severe electric-

like shocks of pain.)  About a week later, the pain escalated to feeling as though a 

miniature buzz saw was cutting into my face in the area of my nasolabial fold; 

(that fold in your face that runs from the side of your nose to the tip of your lip).  

Rather than “classic” TN pain, this was more “atypical” in nature—coming in 

wave upon wave of burning, twisting and cutting, pain.   As other facial pain 

sojourners will attest to, it is the struggle with our emotions and our spirits that is 

as great a challenge as the pain itself during such times.  After the surgeries are 

done and the pain breaks through, fear knocks at the doors of our hearts like a 

great accuser, “So you thought you were safe, huh!  No way!  You are never going 

to be free!”   

My husband and I were able to get an appointment with my neurosurgeon, where we reviewed my options…none 

of which seemed easy.  Yet, as the surgeon was about to leave, he spoke the greatest and most important words of our 

time together:   

“You must promise to do one more thing,” he said, looking at my husband and me earnestly.  

“What is that?” I asked, eager to hear what he was about to say. 

 “You must promise to not give up on hope.” 
 

Indeed, we must not give up on hope!  The “I” in “illness” tempts us to “isolate”, however there is a “we” in 

wellness.  Together, we can be well.   Even if we are in pain, we can find a place of wellness. 

 

When you email me or call me with your questions or needs, it takes the focus off of me and allows me to see 

some good from my own pain.  I stop wondering why it is back or why it is bad, and instead I accept that it just “is.”  

Hope fills back in, kind of like when I am at the beach and I dig a hole in the sand, hoping to reach water.  I can almost 

give up, thinking I am too far from the shoreline when at that moment a rush of water will “fill back in.” That is why I 

continue to write these newsletters and why I started comfortandencourage.com in the first place.  To share hope with 

others, the way it is shared with me.   

 
        Let’s not ever, ever, ever,  

               give up on hope--  

                                     Judi 

 

                                      

   
  aŜΣ ƴƻǘ ŦŜŜƭƛƴƎ ǎƻ άƘƻǘέ however,  
                        refusing to give up. 
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Reasons to Smile  

 
Anne Ciemnecki 

might not seem 

like a woman who 

has a great deal to 

smile about.  She 

developed atypical 

trigeminal neur-

algia at age 42; 

added to that, TN 

has always been a 

part of her life, 

because both her 

grandmother and her mother had this challenging facial 

pain disorder. (Although TN is not considered a genetic 

disorder, in rare cases, it is surmised that in some 

familial gene pools, the trigeminal nerves are spaced or 

looped in such a manner that they are more likely to 

become entangled in arteries and/or veins.) 
 

In addition, surgeries did not provide Anne with 

effective long term pain management.  Anne has 

undergone two successful microvascular decompression 

(MVD) surgeries that wore off over time, as well as one 

unsuccessful gamma knife procedure, and currently 

hopes to manage her pain  through medication, lifestyle 

choices and a positive attitude.  Anne was particularly 

influenced by one of the speakers at the 2008 TNA 

National Conference regarding using medication as a 

long-term pain management tool.  The speaker, Dr. 

Jeffrey Cohen, a neurologist at Beth Israel Medical 

Center in New York spoke about how patients with high 

blood pressure do not tend to go to their doctor’s offices 

and ask them if they can stop taking their medications, 

however, people with facial pain often do so. She quotes 

Dr. Cohen as saying that patients should, “treat your 

facial pain like any other chronic condition.  Find a way 

to work with your medication, rather than stopping it, or 

cycling dosages up and down constantly, which can 

make you feel even worse.”  Anne describes this as an 

“Aha Moment” that led her towards seeking more 

effective ways to take her medications. 

 

As much as Anne desired to manage her pain by 

medication, she is one of those people who suffers from 

unpleasant side effects from oral medication.  It was then 

that Anne’s pain management dentist suggested a new 

option for her; he suggested delivering topical  

 

 

medication through a “neurosensory stent” which fits on 

the roof of her mouth, and is similar in appearance to an 

orthodontic retainer.  (Anne is actually wearing her stent 

in the photo to the left.   Unlike a retainer, it stays in 

place by itself, or else by using a small thin, painless 

wire along the back of her teeth. 

 

Anne says that the medication she uses is a mixture of an 

anti-seizure medication, a muscle relaxant, an NMVD 

receptor antagonist that inhibits chronic pain, an anti-

inflammatory, and an anesthetic that is mixed into a gel 

by a compounding pharmacist (a pharmacist who is 

qualified to change the form and/or nonessential 

ingredients of the medication; or to change the dosing 

schedule and/or measurements of a prescription to meet 

an individual patient’s unique needs.)  Anne then applies 

the gel medication 3 to 4 times a day inside the stent, 

where the medication slowly dissolves.  Anne says she 

wears the stent most of the time, and even forgets that 

she is wearing it because it is so comfortable. 

 

I asked Anne about her results thus far, and she says they 

have been good.  She says that what has been the 

greatest benefit is that she has not had to increase her 

dosages, which has always been the case in the past.   

 

Anne’s pain management dentist, Dr. Gary Heir, DMD, 

recently conducted research regarding the use of topical 

medications to provide pain relief, versus more 

traditional systemic (i.e. by-the-mouth) medications.  

The Research Journal of the University of Medicine and 

Dentistry of New Jersey describes the study and none 

other than Anne Ciemnecki appears in the photograph 

alongside Dr. Heir above his article.  Dr. Heir reports 

that he found a 30-50 percent reduction in pain in the 

group that received the topical medications. “Most 

importantly,” Dr. Heir says, “the patients who can’t take 

the systemic drugs, for whatever reason, can find relief 

for this terribly debilitating disorder.”   (UMDNJ 

Research, Spring 2009.) 

 

In talking to Anne, I learn that taking medication is just 

one part of why Anne is doing well.  In her words, “I 

have stopped trying to achieve 100% pain coverage.  It’s 

not about that anymore.  It’s about managing pain over a 

life time, with actual physical pain coverage being just 

one aspect of it.”   
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So what are other aspects?   For one, Anne says her 

volunteer work puts her own pain in perspective.  Anne 

works with a local organization called “Womanspace” 

that provides both crisis response and long-term support 

for women who have been abused or sexually assaulted.  

According to Anne, “When I see their pain, it makes me 

wonder if I know pain at all, because their hurts are so 

much deeper than my own.  Yet what they need is what 

all of us who are in pain need…unconditional regard at a 

time we feel the most disheartened.”    Anne also tells 

me that her two grown children and her husband provide 

support and love of immeasurable worth, and describes 

friends who have chosen to stick by her no matter what.  

In addition, Anne feels honored to work full-time at a 

job that truly matters, and expresses how this motivates 

her to get going in the mornings even when pain taunts 

her.  “I am actually a very active, and busy person; 

perhaps one of the busiest people I know,” Anne says.  

“I am not saying that everyone with facial pain can live 

like me.  My own mom never went outside.  Now, I’ll 

just wrap my face in one of comfortandencourage’s 

beautiful scarves, put my handicapped placard over my 

rearview mirror and get in my car and go!  I will not let 

this pain be the center of my attention!  I will do 

everything I know how to do to take care of myself and 

treat the pain properly, but I will not let it take control of 

me.  Life is too good to pass up.” 
 

As we close our conversation together Anne alludes to 

there being some good things having come as a result of 

facial pain.  “Good things?” I ask, “Tell me about those.” 
 

I hear a laugh so pure, it’s contagious. “The parking 

spaces for one!  Also, whenever I say something really 

dumb, I can always blame the medications!” 
 

Yes, I can see why Anne Ciemnecki is smiling so 

broadly in her photo after all. 
 

There is hope found in Anne’s life with trigeminal 

neuralgia:   
 

1 - Seek reasonable pain management.  You might 

want to research “neurosensory stents” and/or find if 

there are pain management dentists in your area. 
 

2 - Help others who struggle from emotional or 

physical pain; thank your families and friends for their 

support;  
 

3 -  Be involved in work or in volunteer commitments 

that matters; stay active;   and 
 

 4  - Choose to laugh about your situation often. 

 

 
Changes of the seasons are a good time to re-evaluate your own pain management and 
lifestyl e choices. Take out all your  medications (prescribed and OTC) and consider what 
each one is for, and talk with your  doctors about what other òconcoctionsó might be 
worth consideration.  Hereõs another idea:  I tend to keep a òtick listó of various 
alternative/secondary pain management treatment options that I slowly work my way 
through such as massage, chiropractic care, acupuncture, etc.  Maybe it is time to try a 
new method for a few months.   Time for some fresh air!    The cold is endingñhurray!  
Make yourself get out, even if the pain is badñyour body needs the fresh air! 

 

 

 

  Bless me, Father, when I suffer  

      and do not understand; 
 

  I will put my trust in You alone,  
      holding tightly to your hand. 
 
 
                                                                                     By Judi 
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Introducing  Comfort  Scarves for  Spring  and  Summer 
 

Created by comfortandencourage.com 
 
 

Protect your face and neck from the wind this spring and summer, 
while also receiving comforting heat for better pain management. 

 

                                       /ƻƭƻǊΥ  άwƻǎŜƳŀǊȅέ     

Insert disposable heat packs into any or all of the four pockets.   
(See example, above right, showing heat packs partially inserted into two pockets.) 

 

                                                             /ƻƭƻǊΥ  ά{ŀƴŘέ 

Scarves are extra longτa full 66 inches!  
Wear double-wrapped (as shown on model) or full-length. 

 
 

Heat Packs:  Just shake and insert; no messy, lumpy microwave packs.  Heat lasts for approximately ten hours.   
 

Care Instructions:  Hand wash;  touch up with light iron if needed. 
 
 

Price:  $64.75 plus $5.25 Shipping and Handling 
 

Order through www.endthepain.org 
 

  Limited Numbers AvailableτOrder Quickly! 
 
           

http://www.endthepain.org/
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Laughteré 
 

          A positive attitude may not solve 

 all your problems, but it will annoy enough 

people to make it worth the effort.     
                        Herm Albright (1876 ð 1944)  
 

________________________________________________ 

 

                        

  Love that Medication! 
 

In an appointment with my general physician I was trying to communicate to him a concern 

I had about how I believed my medication was impacting my mental cognition.  However, 

before I told him this, I  first wanted to express my frustration about how it  seemed I was 

always in his office recently with one complaint or another, and I feared I was becoming 

some kind of hypochondriac.  But, rather than saying “hypochondriac” this is what came 

out:  

 

“I feel like I am becoming a chiropractor.” 
 

Without missing a beat, my doctor grinned at me and said, “I think you’re trying to tell 

me you’re having some difficulty with word recall.”  

 

“Yeah, that too.”   (Sigh…)   

_________________________________________________________________________________ 

 
  

Please share with me your encouraging or humorous stories of your life with facial pain—it will help others in their own 

journeys.  Also, please let me know your own strategies for dealing with your pain and living well.  Please email me at 

jujujujudi@aol.com.  Or you may contact me through comfortandencourage.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 great value, joy and purpose may still be found in one’s life despite serious pain; as well as to 

reduce the immobilizing fear that pain can cause in one’s life. 
 

3 - To increase the understanding of how to accommodate those who suffer with facial pain, so that they may be more 

actively engaged with their communities. 
 

 
Note:  !ǘ ŀƴȅ ǘƛƳŜ ȅƻǳ ǿƛǎƘ ǘƻ ǎǘƻǇ ǊŜŎŜƛǾƛƴƎ ǘƘŜǎŜ ƴŜǿǎƭŜǘǘŜǊǎΣ ǇƭŜŀǎŜ ǊŜǇƭȅ ǿƛǘƘ άtƭŜŀǎŜ ǊŜƳƻǾŜέ. 
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