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Tr igemina l  neu ra lg i a ,  a l so  ca l l ed  t i c
douloureux (painful spasm), is  a disorder of
the 5th cranial nerve.  This nerve is the largest
o f  t he  12  c r an i a l  ne rve s .    The re  a r e  two
t r igemina l  ne rves ,  one  on  each  s ide  o f  t he
head. The trigeminal nerve is responsible for
sending impulses of touch, pain, pressure, and
temperature to the brain from the face,  jaw,
gums, forehead, and around the eyes.  There
are three branches to the trigeminal nerve: the
ophthalmic branch, the maxillary branch and
the mandibular branch.  A brief listing of what
is affected by each branch follows.

Ophthalmic: Forehead, frontal  portion of
sca lp ,  eye  and  eyeb row.   (The  uppe r  o r  1 st

branch.)
Maxillary: Cheek, lower eyelid, side of nose, upper lip, upper teeth and upper gum.

(The middle or 2nd branch.)
Mandibular: Side of tongue, lower lip, lower teeth, lower gum, and a narrow strip

that extends from in front of the ear along the lower jaw to the side of the head.  (The
lower or 3rd branch.)

Through the years, effective treatments have been developed for trigeminal neural-
gia, both medical and surgical.  To date, none is 100% successful.  Each option has its
advantages and disadvantages.  Additionally, no treatment has been found to be benign
or  wi thout  s ide  e ffec t s  o r  r i sks .   For  those  t rea ted ,  even  i f  in i t i a l  pa in  re l ie f  i s
achieved, the pain may recur and require further treatments.  Most sufferers will have
more than one treatment in their lifetime.

We know much of the clinical aspects of this disorder,  yet we stil l  know almost
nothing about the cause of the condition or the mechanism by which it produces pain.
While the pain starts intermittently with long pain free intervals, it soon strikes more
frequently with increasing severity of pain and medications soon become ineffective.
Finally, the pain is constant. 

While Greek and Roman physicians described the pain of trigeminal neuralgia in
the writings of Aretaeus in the 1st century AD, the first clear descriptions of the disor-
der  were  wr i t t en  by  Fehr  and  Schmidt  in  1671 .   Carv ings  in  Wel l s  Ca thedra l  in
England in  the 16 th century showed the contor ted facial  expressions of  sufferers .
Common treatments in these times were bloodletting, caustic chemical dressings and
poisons.

Since the 18th century surgical treatments were tried with often destructive results.
In the 1930’s Walter Dandy noted the frequent occurrence of the close proximity of a
blood vessel to where the nerve enters the brain.  In the 1960’s the neurosurgeon Peter
Jannetta with the use of the operating room microscope proposed the idea that a blood
vessel compressing the trigeminal nerve could be the cause of the pain.  Later Jannetta
popularized the surgery microvascular decompression which in experienced surgical
hands can be effective for this disease.

Beginning in 1953, the neurosurgeon Lars Leksell was utilizing his recently devel-
oped Gamma Knife for the treatment of trigeminal neuralgia.  This edition of brain
talk discusses the merits and results of Gamma Knife surgery for trigeminal neuralgia
and therefore offers only a minimal discussion of other treatments.   Gamma Knife
treatment has been shown to be an effective, low risk treatment of trigeminal neuralgia.
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Stereotactic
Radiosurgery

Stereotactic radiosurgery is not surgery.
The skull is never opened. Radiosurgery
involves the use of precisely directed sin-
gle fractions of radiation to create lesions
within the brain or to treat tumors or vas-
cular malformations with minimal dam-
age to surrounding structures or tissues.

This works by delivering a relatively
high dose of radiation in one session to
the target with scalpel-like precision. The
dose is designed to injure or kill the cells
or their supporting blood vessels, while
minimizing its effect on surrounding
healthy tissue. The radiation distorts the
cells’ DNA, causing them to lose the abil-
ity to replicate themselves. The safety and
clinical effectiveness of this technique
has been established since 1968 in over
200,000 treated individuals.

The benefits include: No risks of infec-
tion or anesthesia reactions; virtually no
pain; reduced costs; and an immediate re-
turn to normal activities.

Radiosurgery may or may not be ap-
propriate for your condition. It may be
used as the primary treatment or recom-
mended in addition to other treatments
you may need. Only a treating neurosur-
geon can make the evaluation as to
whether you can be treated. Some of the
most common indications for treatment
today are:

• Arteriovenous/vascular malformations
• Meningiomas
• Acoustic neuromas
• Pituitary and pineal tumors
• Metastatic tumors
• Glial and astrocytoma tumors
• All other malignant & benign tumors
• Trigeminal neuralgia
• Parkinson’s tremors/rigidity
• Functional disorders

Disclaimer
All technical information regarding any

technology published by IRSA, in this
publication or elsewhere, has been pro-
vided by the manufacturer of the equip-
ment. The publisher does not warrant any
instrument or equipment nor make any
representations concerning its fitness for
use in any particular instance nor any
other warranties whatsoever. Information
on IRSA can be found on page 11.

Editor’s note: this story
was kindly contributed
by Donna.  We are
pleased to update her
story for those of you
who have repeatedly
asked how she is doing.
Donna’s story was
printed in the Volume 4,
No. 3 Another Perspective
issue.  When she had the

first pain attacks in her left eye in 1991, she
was told she just needed new glasses.  After
she got a pair of glasses, the pain went away
and did not return until late 1995, when she
was correctly diagnosed with trigeminal neu-
ralgia.

At that time her doctor gave her almost no
information on trigeminal neuralgia and a
prescription for Tegretol, which caused an
adverse reaction.  Donna also began experi-
encing pain on her right side.  In early 1996
Donna found Dr. Ronald Young, and had
Gamma Knife surgery.  She experienced some
immediate relief from the surgery but still had
some pain.  It has been a long process for
Donna, but she says she now leads a “very
normal, pain-free life,” has no numbness and
takes no medications.  We applaud Donna’s
bravery and resilience.

(Go to www.IRSA.org, click on
“Publications” and “Volume 4, No. 3” to see
Donna’s original story).  

To pick up right where I left off
in IRSA’s publication in 1999 while
we were still in Washington, I had a
b r i e f ,  and  qu i t e  l i gh t ,  r e t u rn  o f
pain.  This was almost 3 years after
my  Gamma  Kn i f e  t r e a tmen t .    I t
wasn't the same type of pain as be-
fore  my Gamma Knife  procedure,
o r  a s  bad ,  bu t  w i th  w in t e r  on  i t s
way and since cold always seemed
to make my TN [trigeminal neural-
g i a ]  wor se ,  we  dec ided  t o  move
back  t o  Tucson  whe re  we  l i ved
years ago.  

We  bough t  a  house  i n  Tucson ,
sight unseen.  (A really stupid thing
to  do . )   We l ived  the re  fo r  jus t  a
very short time.  We managed to get
the  se l ler  to  take  that  house  back
and  bough t  ano the r.  Dur ing  t ha t
t ime the TN attacks total ly disap-
peared .   I t  had  come on  abrup t ly
and left the same way after about a
month.

We went house hunting again and
found one but didn't think of having
a building inspector check it  over.
Many  se r ious  f l aws  were  so  wel l
covered  tha t  they  were  inv is ib le .
So, we were back to square one, re-
modeling and repairing again,  but

we ' re  very  happy wi th  our  neigh-
bors and the convenience of our lo-
cation.

The  wea the r  i s  wonde r fu l ,  we
l i ke  de se r t  wea the r  and  haven ' t
missed the  snow and ice  a t  a l l .   I
know warm wea the r  doesn ' t  cu re
TN, but for those of us who seem to
have more, or worse pain, when our
faces  ge t  cold ,  a  warm c l imate  i s
wonderful .   We're  not  t rapped in-
side as much.  I don't know if a cold
f ace  eve r  c aused  an  a t t a ck  bu t  I
don ' t  wor ry  abou t  i t  now.   Th i s
move  has  r ea l ly  he lped  me  to  be
outdoors doing the things I always
did before my TN began.

My Gamma Knife procedure was
s low  in  s t opp ing  my  TN pa in .
There were immediate changes but
it took several months to complete-
ly  go  off  medica t ions .   However,
just this summer I read that increas-
ing medications as I did can actual-
ly cause TN pain to become worse
in some people.

I don't really know if this is true
or not but it 's an interesting thing to
try to find out more about.  But, in
the  s i x  yea r s  s i nce  my  Gamma
Knife, outside of two small attacks,
one hardly worth mentioning really,
I have had a very normal pain-free
life.  No side effects, no numbness
at  al l ,  and no medications.   There
have been occasions when I thought

Donna in the Sun

Six Years After Treatment for 
Trigeminal Neuralgia

Continued on page 10



3brain talk, Volume 8, Number 1

Tr igemina l  Neu ra lg i a  (TN) ,
paroxysmal triggered face pain, re-
sponds very well in most patients to
Gamma Knife  surgery,  which  has
proven over time to be the least in-
vasive and one of the best standard
treatments for this condition.

Symptoms
Trigeminal  neuralgia is  charac-

t e r i zed  by  sudden  bur s t s  (pa rox-
ysms)  o f  face  pa in  tha t  a re  o f ten
triggered by light touch around the
mouth or face or by talking, eating,
o r  b ru sh ing  t he  t e e th .   The  pa in
sometimes gets worse or better for
per iods of  weeks or  months .   The
pain is in the area supplied by the
trigeminal nerve (cheek, jaw, teeth,
gums or lips and less often around
the eye or forehead).  Pain is usual-
ly on one side of the face, but in 5
to 10% of pat ients  pain occurs on
both sides of the face, although not
a t  t he  s ame  t ime .   The  pa in  r e -
sponds to Tegretol (carbamazepine
is the generic name and Tegretol is
the trade name), but sometimes the
dose  has  to  be  inc reased  and  un-
pleasant side effects may occur.

A typ i ca l  f e a tu r e s  may  coex i s t
w i th  some  o f  t he  p r ev ious ly  de -
scribed symptoms.  These atypical
f ea tu r e s  may  i nc lude  a  cons t an t
pain which is not always triggered
by light touch.  Patients with con-
s tan t  pa in  and  TN are  somet imes
d i agnosed  a s  hav ing  a typ i ca l
t r i gemina l  neu ra lg i a .   Gamma
Knife surgery and other treatments
fo r  TN a r e  l i ke ly  t o  r e l i eve  t he
sharp,  e lect r ic- l ike  pains  that  are
t r i gge red  by  l i gh t  t ouch  even  i n
these patients, but are less likely to
re l i eve  the  cons tan t ,  un t r iggered
pains.

Incidence and Prevalence
Approximate ly  15,000 new pa-

tients will develop TN each year in
the  Un i t ed  S t a t e s  whe re  abou t
100 ,000  pa t ien t s  have  the  condi -
tion.  Trigeminal neuralgia is much
more common in patients with mul-
tiple sclerosis.

Cause
The cause of trigeminal neuralgia

is not always certain. Approximately
5% of patients have a tumor press-

ing on the trigeminal nerve where it
leaves the brain.

Approx ima te ly  5% o f  pa t i en t s
w i th  t r i gemina l  neu ra lg i a  have
mul t ip le  sc leros is .   Pa t ien ts  wi th
tr igeminal  neuralgia  and mult iple
sclerosis are usually younger, with
an average onset  of TN symptoms
in  the i r  mid-40s .   They  a re  more
likely to have pain on both sides of
the face and often have other neu-
ro log i ca l  abno rma l i t i e s ,  such  a s
weakness or  numbness of  arms or
l egs ,  d i zz ines s ,  uns t ead ines s ,  o r
doub l e  v i s i on .   Mos t  pa t i en t s  i n
their 40s or 50s who have trigemi-
nal neuralgia do not have multiple
sclerosis.  Patients with TN without
multiple sclerosis have an average
onset of TN symptoms in their mid-
50s.

Some patients have a blood ves-
sel  that  presses  on the  t r igeminal
nerve close to the brain.   In other
patients, the cause cannot be deter-
mined.

Diagnosis
In addition to a thorough history

and physical examination, magnet-
ic resonance imaging (MRI) of the
brain is recommended.  This helps
ident i fy  a  bra in  tumor  in  the  rare
cases in which it is present.  It may
also help diagnose multiple sclero-
sis.   Often when the MRI is done,

some contrast  material  is  injected
into the vein so that the appearance
of a small  tumor,  blood vessel ,  or
other structures in the brain can be
enhanced and made easier to detect.

Nonsurgical Treatment
There  a r e  some  pa t i en t s  who

have very mild face pain that may
subside and even disappear without
treatment.  For pain that is bother-
some,  medicat ion,  especial ly  car-
bamazep ine  (Teg re to l ) ,  i s  o f t en
highly effect ive.   There are  many
poss ib le  s ide  e ffec t s  f rom carba-
m a z e p i n e .  S o m e  o f  t h e  m o r e
common ones are  s leepiness ,  for-
getfulness, confusion, drowsiness,
dizziness and nausea. Carbamazepine
can  cause  more  se r ious  problems
such as bone marrow suppression,
which  can  cause  anemia  o r  a  de -
crease in the number of white blood
cells.  A low white blood cell count
can predispose  a  person to  infec-
tion.  Rarely are these problems life
threatening.  Blood counts have to
be monitored to lessen the chance
of these occurring.  Carbamazepine
can also harm many other parts of
the  body,  so  pa tients who take this
medicine must be under careful medical
supervision.  Tegretol also interacts with
many medicines.  Patients must ad-
v i s e  t he i r  doc to r  abou t  a l l  t he i r

Continued on page 4

Drs. Ron and Michael Brisman

Trigeminal Neuralgia and Gamma Knife Surgery®
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Trigeminal Neuralgia and Gamma Knife Surgery
Continued from page 3

medic ines .   E lde r ly  pa t i en t s  and
those  wi th  mul t ip le  sc le ros i s  a re
more  l i ke ly  t o  be  bo the r ed  by
Tegretol.

Oxcarbazepine (Trileptal) is an-
other anticonvulsant that is similar
to  carbamazepine  and  a lso  works
very well for trigeminal neuralgia.
Tr i l ep t a l  ha s  f ewe r  s i de  e f f ec t s .
Un l ike  Teg re to l ,  oxca rbazep ine
does  not  cause  bone marrow sup-
pression or l iver toxici ty,  and has
fewer interactions with other medi-
cines.  About 25 to 30% of patients
who have a rash from Tegretol will
have a rash when they take oxcar-
bazepine.  I t  may cause dizziness,
drowsiness, headaches, fatigue, im-
paired balance, nausea or vomiting.
I t  i s  more  l ike ly  than  Tegre to l  to
cause low levels  of  sodium in the
blood especial ly  when taken with
excessive amounts of water or other
medicines, such as diuretics, which
a l so  can  lower  the  sod ium.   Low
sodium in  the  b lood of ten  occurs
wi thout  symptoms,  but  can  cause
lethargy,  seizures,  or  loss  of  con-
sciousness.  Blood tests are needed
to determine the level of sodium in
the blood.  Oxcarbazepine is taken
tw ice  a  day  and  t he  dose  i s  50%
more  i n  m i l l i g r ams  t han  ca rba -
mazepine.

There  a re  o ther  medic ines  tha t
can be used either alone or in com-
bination.  These are usually less ef-
fective than Tegretol.  They include
bac lo f en  (L io r e sa l ) ,  pheny to in
(Dilantin), clonazepam (Klonopin),
gabapentin (Neurontin),  or  lamot-
r i g ine  (Lamic t a l ) .   The  gene r i c
name  i s  l i s t ed  be fo r e  t he  t r ade
name, which is in parentheses.  All
of them, except baclofen, are also
used to prevent seizures.

Surgical Treatment
A surgical  procedure  is  recom-

mended for patients who continue
to be bothered either by pain or side
effects  of  medicines.   In the past ,
when surgical procedures had high-
er  r isks ,  pat ients  with TN did not
cons ide r  neu rosu rg i ca l  op t i ons
until pain or medicines became un-
bearable .   As surgery has  become
safer,  and especial ly with Gamma
K n i f e ,  w h i c h  i s  n o t  o n l y  h i g h l y

Who Is a Candidate for
Gamma Knife?

Any patient with trigeminal neu-
ralgia who has pain or is bothered
by  med ic ines  used  to  r e l i eve  the
pain is  an excel lent  candidate  for
Gamma Knife.  The patient's age or
medical  condi t ion does not  affect
the decision to have Gamma Knife.
Even the  e lder ly  or  medical ly  in-
f i rm  can  unde rgo  th i s  t r ea tmen t .
Patients who are receiving antico-
agulation for other medical condi-
tions do not have to stop or reverse
the  an t i coagu l a t i on  p r i o r  t o
surgery.  Those who have had pre-
v ious  p rocedu re s  f o r  t r i gemina l
neuralgia may also undergo Gamma
Knife.  Patients who are concerned
about the possibility of bothersome
numbnes s  a r e  pa r t i cu l a r l y  good
candidates for GKRS, because the
chance  o f  t h i s  occu r r i ng  i s  ve ry
smal l  o r  t r ans ien t .   Pa t i en t s  who
poorly tolerate medicines given for
sedation and relief of pain during a
procedure are also very suitable for
this procedure because these medi-
cines are not necessary.

What  are  the  Expec ted  Resu l t s
with Gamma Knife?

Excellent or good pain relief oc-
curs  in  approximately 82% of  pa-
t i en t s .   Onse t  o f  pa in  r e l i e f  may
occur from one day to four months
after the procedure.  About half of
pa t i en t s  w i l l  ob t a in  pa in  r e l i e f
within four weeks.  Sixteen percent
of patients with typical TN have re-
quired an additional procedure for
recurrent  pa in .   Pa t ients  wi th  TN
and multiple sclerosis are less like-
ly to respond to Gamma Knife than
those  wi thout  mul t ip le  sc le ros i s ,
a l though they also may be helped
by it. Gamma Knife can be repeat-
ed, but not until at least six months
a f t e r  t he  o r i g ina l  p rocedu re .
Patients who have had other inva-
s ive  p rocedures  be fo re  a  Gamma
Knife  procedure  may not  have  as
pos i t ive  a  resu l t  as  when Gamma
Knife is chosen as the first and pri-
mary treatment.  This could be a re-
sult of damage caused by the initial
procedure  the  pat ient  has  a l ready
undertaken.

effective but also safer than any of
the  o ther  procedures ,  pa t ien ts  no
longer have to wait to be in agony
in order  to  undergo neurosurgical
intervention.

There are five important neuro-
surgical procedures.  Each is often,
but not always effective and some-
t imes  may  have  t o  be  r epea t ed .
They  a re :  Gamma Kni fe  su rge ry,
radiofrequency electrocoagulation
(RFE) ,  g lycero l  in jec t ion  (GLY),
balloon microcompression (BMC),
and microvascular  decompression
(MVD) .   A l l  o f  t he se  t r e a t  t he
trigeminal nerve at about the same
place, close to where it  leaves the
brain.

Gamma Knife Surgery
Gamma Knife surgery is the least

invas ive  neurosurg ica l  t r ea tment
for trigeminal neuralgia. It is least
l ikely to cause a major (or minor)
complication, and is least likely to
cause discomforting new facial sen-
sations (dysesthesias).  In a consec-
ut ive  ser ies  of  400 Gamma Knife
procedures for trigeminal neuralgia
by th is  se t  of  authors ,  there  have
been no signif icant  complicat ions
and most  have had re l ief  of  pain .
Current ly,  we offer  Gamma Knife
a t  two  l oca t i ons ,  t he  Co lumbia
Presbyterian Medical Center,  New
York, NY, (Ronald Brisman, M.D.)
or the Long Island Gamma Knife at
Sou th  Nas sau  Commun i t i e s
Hosp i t a l ,  Long  I s l and ,  NY
(Michael Brisman, M.D.).

What Is Gamma Knife Surgery?
This is a method for treating cer-

tain problems in the brain without
making an incision.  Two hundred
and one beams of cobalt60 radiation
are focused precisely on a specific
region in the brain.  In the case of
t r i gemina l  neu ra lg i a ,  t he  t a rge t
a rea  i s  the  t r igemina l  nerve ,  jus t
whe re  i t  l e aves  t he  b r a in .   The
Gamma  Kn i f e  i s  a  neu rosu rg i ca l
mach ine  t ha t  i s  spec i a l i z ed  and
manufactured for  the precis ion to
t rea t  only  wi th in  the  bra in .    The
treatment does not require general
anesthesia.  The patient may be out-
patient or have a one-day hospital
stay.

Continued on page 11
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Editor’s note: this
story was kindly con-
tributed by Clarence,
Amelia’s husband.

Amel i a  i s  a
“young” lady who
happens  t o  be  84
years  o ld .   She  i s
always interesting

to be around because she maintains
a  very  pos i t ive  a t t i tude  and  ro l l s
with the punches.

I  s t a r t ed  p l ay ing  t r umpe t  i n
dance bands at  age 13 and contin-
ued until I started dating Amelia in
1937.  Amelia and I first met when
she  was  a  “da t e”  o f  a  f r i end  o f
mine—on December 30, 1936—and
we all went to a big ballroom dance
in Boston.  She was a junior in high
schoo l  a t  t he  t ime  and  I  was  a
sophomore  a t  Nor thea s t e rn
Un ive r s i t y.   We  go t  ma r r i ed  on
September 2, 1939.

Amelia and I raised two chil-
d r en .   Ch r i s t i ne  g r adua t ed  f rom
Bos ton  Univers i ty  and  works  fo r
the ethics committee in the Capitol
building in Washington, D.C.  One
year she won the women's national
championship award in dart throw-
ing.  Bruce went to M.I.T. and got
his B.S. and M.S. degrees in chemi-
cal  engineering.   He’s very active
with his own consulting firm in the
environmental area.

When  Ame l i a  was  abou t  45
yea r s  o ld ,  she  dec ided  t ha t  she
wanted to play golf and so I bought
her  a  nice set  of  golf  clubs to en-
courage  her  to  p lay.   Three  years
later,  she started to beat me at the
game.  I started to play serious golf
when I was 14 years old—I played
every day while working at caddie
camp wi th  coaching f rom profes-
sional golfers.  (I was the camp bu-
gler: a fun experience.)  Amelia is
also regarded as a very good dupli-
cate bridge player.

Amelia loves to travel and so
do I, and so we did a lot of it.  We
made two trips each to Alaska and
Mex ico ,  f ou r  t o  Hawa i i ,  f i ve  t o
Canada ,  one  each  t o  J apan ,
Aus t r a l i a ,  F i j i ,  New Zea l and ,
England and Peru, and 12 other vis-
i t s  t o  t he  va r i ous  i s l ands  i n  t he
Car ibbean .   We a l so  made  an  ex-
tended trip to the Mediterranean by
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Clarence & Amelia

Meningioma on the Trigeminal Nerve Causes Severe Pain

ship and by land that included inland
jet plane visits to France, Spain and
five other countries.  Amelia loved
the  i n l and  t r i p s  because  she  go t
seasick during the periods on board
the ship.  At home, although she got
seas ick readi ly,  we belonged to  a
yacht  club with our  30-foot  cabin
cruiser and 21-foot sail boat.

Amelia continued to be active
until she came down with rheuma-
toid arthritis.  It was her last game
of golf  unt i l  we moved to Florida
and  p layed  a t  l eas t  t h ree  t imes  a
week.  In Florida, for some reason,
the rheumatoid arthri t is  went into
remission.

Amelia has tolerated trigeminal
neuralgia, to various degrees, since
Augus t  1996 .   I t  i s  on ly  recen t ly
that  she  has  permit ted me to  take
any pictures of her because, in her
words ,  she  looks  horr ib le .   I  per-
sonally think that she looks great.

Ame l i a  expe r i enced  a  ve ry
common start of the problem.  The
first  sign of i t  occurred in August
1996 while we were on vacation in
Maine.  She had three episodes of
ex t reme  j aw pa in  in  one  day  and
then the pain disappeared.

In November of 1996, Amelia
experienced two TIAs [transient is-
chemic at tacks] .   This  was an up-
setting experience because her twin
brother had just  experienced a se-
vere  s t roke and passed away.   An
MRI was run to determine if there
had been any brain damage.  There
was no thought that there might be

brain tumor involvement.   At  that
time, there was no sign of any jaw
pain and the entire focus was on the
poss ib le  bra in  damage due  to  the
TIAs. 

It was originally reported that a
1 .5  cen t ime te r  acous t i c  neu roma
was present.  Later on, I consulted a
brain surgeon and he stated that it
was a meningioma.  We were told to
igno re  t he  men ing ioma  because
they  g row so  s lowly  tha t  Amel i a
wi l l  l i ke ly  d i e  f r om some  o the r
cause .   The re  was  no  commen t
about its proximity to the trigemi-
nal nerve.

In  February  o f  1997  the  j aw
pa in  r e tu rned  w i th  a  vengeance .
There was no thought of the menin-
gioma being a cause of the problem
and so the emphasis was in the den-
ta l  a rea .  The  jaw pa in  came back
aga in  in  Apr i l  1997 .   The  dent i s t
sa id  tha t  he  cou ld  f ind  no  den ta l
cause for the jaw pain problem but
would refer Amelia to an oral sur-
geon.   The net  resul t  of  th is  v is i t
was a very expensive root canal job
and then a  decis ion to  extract  the
tooth five days later because of the
extreme jaw pain that still existed.
This  ex t rac t ion  d id  no t  so lve  the
problem and he then suspected two
other  t ee th  in  tha t  same jaw area
and extracted those too.  

The jaw pain continued and so
these extractions were not  related
to the jaw pain.   The oral surgeon
then said that he had done all  that
could  be  done  in  the  denta l  a rea ,
and Amelia lef t  with both the jaw
pain and the significant bill for the
dental work.  It was very upsetting
to us to subject Amelia to the trau-
ma of the dental  work and to st i l l
have the same degree of jaw pain.

I t  was the family doctor  who
refer red  her  to  the  neurologis t  in
April of 1998, not the oral surgeon,
by saying, “If it is not dental, then a
neurologis t  i s  the  next  s top.”   As
soon as  Amelia  s tar ted to  discuss
the jaw pain with the neurologist, it
took him all of five minutes to say
that she had a trigeminal neuralgia
condition that was probably related
to the meningioma impinging upon
the nerve.  He then ordered another

Continued on page 8
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Treatments for Trigeminal Neuralgia

◆ Often first line of defense
◆ Effectiveness may diminish over time
◆ Several medications may be used:

• Dilantin (phenytoin)
• Klonopin (clonazepam)
• Lamictal (lamotrigine)
• Lioresal (baclofen)
• Neurontin (gabapentin)
• Tegretol (carbamazepine)

◆ Tegretol is the main medication used to treat TN
◆ Tolerance may develop to Tegretol
◆ Common side effects of Tegretol and Dilantin:

• Drowsiness
• Forgetfulness
• Dizziness
• Unsteadiness
• Nausea

Medications

◆ Glycerol is injected into the trigeminal ganglion, 
to damage “pain fibers”

◆ Also known as glycerol injection
◆ Alleviates or eliminates pain
◆ Procedure may be repeated
◆ 80 to 85% attain pain relief
◆ Pain relief may last no more than 2 years
◆ Greater than 50% will ultimately experience some facial

sensory loss
◆ Outpatient Treatment
◆ May lead to loss of sensation in eye

Glycerol Rhizotomy

◆ Open-skull surgery
◆ Teflon pads inserted between blood vessels and nerve
◆ Immediate relief often experienced
◆ 70% attain complete, long-term relief
◆ Risk of surgical complications
◆ Permanent deafness possible
◆ Also known as the Jannetta procedure
◆ Lower risk of dysesthesias than with other

percutaneous procedures

Microvascular Decompression

◆ Closed-skull surgery
◆ Facial sensations usually preserved
◆ Complications rare
◆ 80 to 85% pain relief
◆ 54% are pain-free after the radiosurgery
◆ Relief usually experienced within 1 to 3 months
◆ Trigeminal nerve root damaged
◆ Outpatient or one day stay
◆ May be permanent
◆ Repeatable if necessary
◆ Substantial long-term clinical research

Gamma Knife Surgery

◆ Tiny balloon threaded through the trigeminal
ganglion, then inflated to compress and damage
nerves which transmit light touch sensations.

◆ Corneal reflex nerves may be damaged
◆ Risk of dysesthesias
◆ Mild to moderate numbness may result
◆ 26% pain recurrence rate
◆ Repeatable if necessary
◆ Outpatient Treatment

Balloon Compression

◆ Closed-skull surgery
◆ Outpatient Treatment
◆ No controlled studies
◆ Lack of sufficient clinical research
◆ May damage other facial nerves
◆ Most machines lack needed targeting preciseness

LINAC Radiosurgery

◆ Also known as radiofrequency rhizotomy or
radiofrequency thermocoagulation

◆ Electrode heats nerve to destroy “pain fibers”
◆ Outpatient Treatment
◆ High rate of initial pain relief
◆ Light touch sensation usually preserved
◆ May lead to loss of sensation in eye
◆ Facial sensory loss common
◆ 25% pain recurrence rate, after 14 years
◆ Repeatable if necessary

Radiofrequency Electrocoagulation

Resources
◆ IRSA

www.IRSA.org

◆ National Institute of Neurological Disorders 
and Stroke
http://www.ninds.nih.gov/health_and_medical/disorders/
trigemin_doc.htm

◆ Facial Neuralgia Resources
http://facial-neuralgia.org/

◆ Trigeminal Neuralgia Association
http://www.tna-support.org/
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Astrocytoma, Bowling and Faith

Current Research:
Refractory Trigeminal
Neuralgia and Radiosurgery

The effects of repeat Gamma Knife surgery on 31 patients with re-
fractory (failed other treatments) trigeminal neuralgia (TN) were stud-
ied.  Twenty-seven patients were available for followup.  Most patients
had previously undergone several other types of surgery for TN.  After
the first radiosurgery, 13 patients experienced complete relief, 3 expe-
rienced complete relief with medication, 7 experienced more than 50%
relief, and 4 experienced less than 50% relief.  Despite initial pain re-
lief, some patients with refractory TN had a recurrence of pain. After
the second radiosurgery, 5 patients experienced complete relief, 8 ex-
perienced complete relief with medication, 10 experienced more than
50% relief with medication, and 4 experienced less than 50% relief.
The radiation dose was slightly reduced in the second radiosurgery to
lower the risk of facial sensory loss.  New sensory symptoms were ex-
perienced by 2 patients after the first radiosurgery and 3 patients after
the second radiosurgery.   After the second radiosurgery,  85% of pa-
tients with refractory TN experienced complete or partial relief.

– from Neurosurgery 2002;50(3):494-502.

Conrad  s ays  he ’d  “ l i ke  t o  ge t
back to work soon, and bowling an-
other perfect .300 wouldn't be bad
e i t he r. ”  Ge t t i ng  t r e a tmen t s  and
go ing  t o  doc to r ’s  appo in tmen t s
have become a routine part  of  his
l i f e  i n  t he  pa s t  two  yea r s .   On
Sunday, June 5th, 2000, after a busy
day doing chores at home, Conrad
went to bed feeling tired. 

In  the  midd le  o f  the  n igh t ,  h i s
wife Sonia awoke to find her hus-
band experiencing a facial seizure.
Alarmed, Sonia quickly called res-
cue that transported him to the hos-
p i t a l .   The re ,  emergency  room
doc to r s  su spec t ed  Conrad  had  a
sma l l  s t r oke  and  p l aced  h im  on
medication.  Months later however,
Con rad  expe r i enced  ano the r
se izure ,  and  th i s  t ime  the  fami ly
decided to consult with their family
doctor who recommended they see
a neurologist.  

Once there,  his  MRI revealed a
shadow in his brain but no defini-
tive lesion with a clear form could
be seen.  Months later, still experi-
encing seizures on the left  side of
h i s  f ace ,  Conrad  r ece ived  a  PET
Scan, a more sophisticated imaging

test,  which revealed he did indeed
have  a  b r a in  t umor  on  h i s  r i gh t
f ron t a l  l obe .   “ I t  i s  t he  k ind  o f
news , ”  Con rad  s ays ,  “you  j u s t
know wi l l  change  eve ry th ing  i n
your life.”

Fearful but with plenty of guid-
ance from his devoted wife, Conrad
went to see Dr. Aizik Wolf, a neuro-

su rgeon  w i th  o f f i c e s  i n  Co ra l
Gables and Key West, Florida.  Dr.
Wolf performed a brain biopsy and
d i agnosed  Conrad  w i th  a  g r ade
three astrocytoma.

Astrocytomas are the most com-
mon primary central  nervous sys-
tem tumors and represent about half
of  al l  pr imary and spinal  cord tu-
mors .  They are  cal led “astro” cy-
tomas  because  t he i r  c e l l s  a r e
shaped like a star.  A grade three as-
trocytoma grows faster than lower
g rade  t umor s  and  o f t en  i nvades
nea rby  hea l t hy  t i s sue ,  mak ing  i t
difficult to completely remove with
traditional surgery.  

“You hate to bring news like this
to such a young family, but Conrad
and Sonia were exceptional in their
approach to  th is  condi t ion ,”  says
Dr.  Wol f .    “They  a sked  a  l o t  o f
ques t i ons ,  t hey  unde r s tood  t he
r isks  and the i r  expecta t ions  were
realistic -- I could not ask for a bet-
ter patient to go into battle with,”
continued Wolf. 

The battle for Conrad so far has
included a biopsy, microsurgery to
resect the tumor and make it small-
er, surgery with the Gamma Knife,
and chemotherapy.  Conrad has also
had  b ra in  mapp ing  to  i so l a t e  the
cortical area in his brain responsi-
ble for the seizures.  Surviving all
of  these  “scary  t rea tments ,”  says

Continued on page 10
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MRI the next day, which indicated
no  change  in  the  pos i t ion  or  s ize
but was now interpreted as a menin-
gioma pressing against the trigemi-
nal nerve.

The  neuro logis t  pu t  Amel ia  on
Tegretol  and sa id  that  i f  Tegretol
did not solve the problem, the only
other  opt ion was a  craniotomy.   I
found th is  remark to  be  very  d is-
turbing because Amelia was in her
80s  and  age  had  t o  be  a  f a c to r.
La te r,  I  found  ou t  tha t  he  had  no
knowledge at all about other proce-
dures such as the Gamma Knife.

Af t e r  s eve ra l  mon ths  on
Tegre to l ,  i t  became  obv ious  tha t
Tegretol was a very effective med-
ication to minimize the pain of TN
but  Amel ia  was  s lowly  los ing  a l l
her energy and ability to walk.  She
ended up spending most of the day
in bed in  an exhausted condi t ion.
We reported the problem to the neu-
rologist who then advised us to se-
l ec t  a  b r a in  su rgeon  fo r  su rg i ca l
r emova l  o f  t he  men ing ioma ,  by
craniotomy.  

Amel ia  fe l t  l ike  she  was  be ing
poisoned by the Tegretol  and that
she would soon die.  The neurosur-
geon finally, grudgingly, gave her a
p resc r ip t ion  fo r  Di lan t in  and  h i s
parting words were: “Dilantin will
not do the job.”

I t  was  c l ea r  t ha t  D i l an t i n  was
doing a better job for Amelia.  After
be ing  on  D i l an t i n  f o r  s eve ra l
months,  the jaw pain disappeared.
Amelia returned to the neurologist
to report  the disappearance of the
trigeminal neuralgia.  He then said,
“The  t umor  cou ld  no t  have  been
pressing directly upon the nerve be-
cause such a condition could never go
into  remiss ion.   However,  sooner
or  la te r,  the  meningioma wi l l  in -
crease in size and you will  stil l  be
faced with having a craniotomy.”

Gradua l ly,  Amel ia  reduced  the
Dilantin dose to zero.  On rare oc-
casions, she felt  a reminder of the
jaw pain and would take one 100mg
p i l l  and  t he  p rob l em wou ld  go
away—like taking an aspirin.  I re-
ally doubt if just one pill taken dur-
ing  these  long  t ime in te rva ls  had
tha t  much  e f f ec t .   Anyway,  i t
worked for Amelia.

She had another series of TIAs in
April 2000.  These are frightening
to have without any known cause.
She  had  no  j aw  pa in  a t  a l l .   The
doctors ran another MRI to search
fo r  pos s ib l e  b r a in  damage .   No
damage was found and the menin-
gioma was reported as being stable
compared to the original  MRI (no
change in size).

We  own  a  sma l l  co t t age  on  a
pond in Maine.  At first, it was just
one room, no electricity, oil lamps
and a one-holer for outside plumb-
ing.   Gradual ly,  we succumbed to
the  new  inven t i ons .   I f  I  was  t o
name the one place that Amelia en-
joys most, I would have to say that
the original camp was it.  Amelia’s
hea l th  prevented  us  f rom making
the 1723-mile trip from Florida up
to Maine last year, but we were able
to go this year.

In July 2000, on the long car trip
up  t o  Ma ine ,  t he  j aw  pa in  ve ry
g radua l l y  r e tu rned  and  Ame l i a
s ta r ted  tak ing  400mg of  Di lan t in
per  day.   Very  suddenly,  the  pa in
became very severe a few days after
a r r iv ing  a t  our  co t tage  in  Maine .
She  t r i ed  up  t o  500mg  a  day  o f
Dilantin plus a prescription narcot-
ic given by the local doctor to “tide
Amelia over” until she got back to
Florida; however, it had practically
no beneficial impact.  At that point,
Amel ia  s tar ted  to  l ive  on Ensure .
She  cou ld  no t  chew  food ,  i t  was
even  pa in fu l  t o  s ip  l i qu id  and  to
move  he r  mou th  t o  speak .   We
rushed back to Florida to visit  the
neurosurgeon.

He said that  something must be
done right away because the menin-
gioma must have increased the de-
gree of pressure on the nerve, and
he said that it   looked like a cran-
iotomy must be performed.  I asked
about the possibility of the Gamma
Knife instead of a craniotomy.  He
had  no  knowledge  o f  the  Gamma
Knife but was aware of a procedure
called radiofrequency rhizotomy.

He  ca l l ed  a  neu rosu rgeon  t ha t
specia l izes  in  the  radiofrequency
rhizotomy approach, who said that
the  rh i zo tomy me thod  wou ld  no t
work because the needles could not
r e a c h  t h e  i m p i n g e m e n t  a r e a .

T h i s  neurosurgeon recommended
Gamma Knife surgery in Orlando.
We  go t  an  immed ia t e  o f f i c e  ap -
po in tmen t  w i th  Dr.  App ley.   Ten
days later, on November 20, 2000,
Gamma  Kn i f e  r ad io su rge ry  was
performed on the meningioma.

Abou t  s i x  mon ths  a f t e r  t he
Gamma Knife ,  the severi ty  of  the
jaw pain  increased very abrupt ly.
This  was more than the 500mg of
Dilantin plus the additional courses
o f  p redn i sone  cou ld  hand le .   Dr.
Appley had  moved out of Florida
and had given her  medical  f i le  to
ano the r  doc to r.   I  t r i ed  to  ge t  an
ea r ly  appo in tmen t  w i th  t he  new
doc to r  because  Ame l i a  cou ld  no
longer chew food, even had trouble
d r ink ing  f lu ids  and  cou ld  ha rd ly
speak at all.  There was no place to
run because medicat ion no longer
could cope with the problem.  I was
told that there was no opportunity,
at all, to get an early appointment.

IRSA and  Dr.  Wol f ,  i n  Co ra l
Gables, Florida, assisted us and in
less than a week, he had examined
Amelia’s previous MRI, scheduled
an  o ff i c e  v i s i t  and  pe r fo rmed
Gamma  Kn i f e  su rge ry  on  t he
t r i gemina l  ne rve  (on  Ju ly  19 ,
2001).  This prompt action was up-
lift ing from an emotional point of
v i ew  and  f rom a  p romp t  a c t i on
point of view.  Amelia and I will al-
ways appreciate the performance of
IRSA on our behalf.

More than 50% of the intensi ty
of the pain had disappeared within
the  f i r s t  two  weeks  a f t e r  t he
Gamma  Kn i f e .   D r.  Wol f  i s  ve ry
p l ea sed  w i th  Ame l i a ' s  p rog re s s .
Again, as to Dr. Wolf and his staff,
especial ly  Rosel in  Gal lardo,  they
were  a l l  ex t r eme ly  p l ea san t  and
helpful to Amelia and to me.

From that  t ime unt i l  the end of
June 2002,  there was a steady but
very s low improvement  in  the re-
duction of  pain.   This  can best  be
measured by knowing that  before

Continued on page 12

Continued from page 5
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Jim and his family

Astrocytoma 24 Years Later
Editor’s Note:  We are
always encouraged by
life stories of those who
are determined to sur-
vive and live a quality
life.  There always
seems to be a positive
person involved with a
supportive family.  Jim
came to us with his
story.

“I’m a 24-year survivor since di-
agnosis,” Jim says.  “I’m very for-
t una t e—I’m o ff  t he  cha r t s ,
statistically.  It’s nice to be alive.”

J im ,  a  r e t i r ed  t axonomic
botanist ,  was working towards his
Ph.D. in 1978 when he discovered
the brain tumor.  “I was doing field
work  fo r  t he  Pac i f i c  Nor thwes t
Expe r imen t  S t a t i on  i n  sou the rn
Oregon ,  abou t  13  mi l e s  f r om
Ashland ,”  he  reca l l s .   “ I  was  ou t
there  10  hours  a  day,  four  days  a
week.  This was my first experience
using botany in the woods.   I  was
do ing  some  f ence  bu i l d ing  and
helping a friend.  There were sever-
al plots under the canopy [of trees]
and  i n  t he  c l ea rou t  a r ea .   I  was
going between the canopy and the
c l ea rou t ,  and  I  had  a  s ensa t i on
much like someone taking your pic-
ture with a flashcube.  I thought my
eyes could not adjust  between the
intense shade and sunlight.”

“ I  wen t  t o  s ee  a  c l i n i c i an  and
then a neurologist,” he says.  A CT
scan showed that Jim had a tumor.
He was 36, and had a grade II astro-
cytoma.  “I was frightened for my
life,” he recalls.

“After the first craniotomy, I was
given the option of radiation treat-
ment,” he relates.  “I was scared to
death,  but  I  knew I  had to t reat  i t
aggressively.   The t ips of my ears
on both sides were crispy red from
the radiation, and the hair follicles
never grew back in that area, which
was 3 to 4 inches wide.”

“I could have a made a wonder-
fu l  punk  rocke r, ”  he  j okes .   “ I
ended up just shaving my head.”

Jim had two more craniotomies,
the last in 1981.  “I had convinced
my doctor to be very aggressive, as
aggressive as his conscience would
al low,”  he  says  of  the  th i rd  cran-
io tomy.   “He  saved  me—he wen t

into good t issue.   I t  real ly  hi t  me
hard.  I’m sure he saved my life.”

“I retired on disability after the
third craniotomy,” he adds.

J im  has  a l so  u sed  a l t e rna t i ve
therapies to combat the cancer.  “I
d id  a  number  o f  non t r ad i t i ona l
treatments,” he says.  “I threw the
kitchen sink at it.  At the time, the
on ly  source  o f  in fo rmat ion  I  had
was the col lege.   I  d id  anything I
encountered that decreased cancer-
ous growth in the brain.”

To try to counteract  the cancer,
Jim used visualization, meditation,
herbs, nutritional supplements and
vitamins.   “I  ate massive amounts
of  soy every day,”  he  says .   “Hot
sauce made it taste better.  I guess
you could call me a health nut.”

“ I  v i sua l i z ed  a t t a ck ing  t he
tumor,”  he  adds .   “ I  became very
adept at it, and ended up teaching a
couple of classes at  the college in
that subject.”

“I t  was  the  medi ta t ion  that  got
me here,” Jim believes.

What  has  happened s ince J im’s
last surgery in 1981?  “I truly don’t
know,”  he  s ays .   “Somehow,  t he
tumor  s t opped . ”   He  had  no
chemothe rapy  o r  r ad ia t ion  t r ea t -
ments after the third craniotomy.  “I
did all these nontraditional things,”
he adds.  “The literature did not say
if you have ‘x,’ do ‘y.’ It was alter-
nate stuff.” 

“Not many people get the chance
to look back and say they’ve retired
their neurosurgeon,” he says.

Recently, in March, Jim had two

transient ischemic attacks (TIAs).
“I was totally blind for 24 hours,”
he recal ls .   “I  had accepted that  I
was going to be blind.  I was in the
hospital for five days.”

“Now I  take  Plavix ,  which is  a
s l i ppe ry  p l a t e l e t  d rug , ”  he  ex -
p la ins .   “My smal l  b lood  vesse l s
are quite frail  as a result of radia-
t i on . ”   He  r epor t s  t ha t  he  has  no
problems with bruising.

Jim’s sight has been affected by
the radiation treatments.   Now, he
requires much more light to focus.
“The eyes are giving up the ghost,”
he says.

“I’ve lost my ability to spell and
some math capabil i t ies ,”  he adds.
“The thing that  was  most  s ignif i -
can t  was  my shor t - t e rm memory.
Whi l e  I  cou ld  r emember  c l a s se s
I ’ve  t aken ,  I  cou ldn ’ t  r emember
what I did 15 minutes ago.”  E-mail
is the best way for Jim to keep track
of contacts.

“I suspect three craniotomies led
to  a  dec r ea se  i n  s e ro ton in , ”  he
s t a t e s .   “ I ’m  on  an  SSRI—
Wellbutrin.  I’m not ashamed of it,
I realize that in our society there’s
a stigma... but it’s just another dis-
ea se ,  l i ke  d i abe t e s ,  t ha t  c an  be
treated.”

“L i f e  i s  beau t i f u l , ”  he  s ays .
“Eve ry  day  i s  so  p r ec ious .   I  am
fo r tuna t e  t o  have  t he  he lp  o f
Wellbutrin.  The organic source of
my depression is very real.   I  sus-
pec t  t he re  i s  a  t endency  towards

Continued on page 10
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this in my family.”
“ I  t e l l  you ,  I ’m  one  happy,

happy, happy person,” Jim says.
He  and  h i s  w i fe  Deb  have  two

chi ld ren :  Meghan ,  17 ,  and  Pe te r,
22 .   The  coup le  l i ve  i n  Ash l and ,
Oregon.  “She’s a heck of a cook,”
says  he r  husband .   “She  loves  to
cook, and I’m the benefactor here.”

“Meghan is very responsible and
serious,” says Jim.  “She’s going to
the University of Oregon on schol-
a r sh ip .   And  Pe t e r  deve loped  a
nine-man a capella group out of the
Un ive r s i t y  o f  Oregon , ”  he  adds
proudly.  Peter is majoring in music
and has two music scholarships.

“Every Monday, Wednesday and
Friday I walk down the hill, in the
woods ,  t o  t he  un ive r s i t y  and  go
swimming,” Jim relates.  “I used to
be able to swim 3000 yards per day.
But now, I  think because of  long-
term radiat ion exposure,  I’ve lost
v igo r—bo th  s t r eng th  and  cogn i -
t i ve . ”   Now,  J im  swims  1000  t o
1500  ya rd s  pe r  day,  and  ge t s  up
about 5:30 a.m. to go to the pool.

“Swimming and walking back up
the  h i l l  i s  my main  exerc i se ,”  he
says.  “I stopped counting at 4500
trips up the hill.”

“ I  have  a  coup l e  o f  j unkya rd
dogs,” he states.  “They’re my best
f r i ends . ”   Rose  and  L i l  a r e
Rot twei le r  mixes ,  each  weigh ing
around 80 pounds.  “They’re good
lit t le girls,” he says.  “They don’t
pu l l  on  t he  l e a sh .   I  f e ed  t hem
flaxseed oi l ,  which is  a  nontradi-
t i ona l  sou rce  o f  omega -3  f a t t y
acids.   I  also feed them some cot-
tage cheese.”

“When they wag their tails, they
clear off the table,” he adds.

“I’m so very fortunate,” Jim, 57,
says.  “My life is so full.  I’d love
to be able to be involved in helping
someone.  I  hope this helps some-
one .   I  j u s t  wan t  t o  l e t  someone
know that they can survive and give
them hope.”

“ I ’m  no t  g iv ing  up .   I ’m  no t
going down without a fight.”

Astrocytoma
Continued from page 9

Six Years After Treatment for Trigeminal Neuralgia
Continued from page 2

i t  might  be  ge t t ing  ready  to  s ta r t
again but it  turned out to be noth-
ing.   Maybe the nerve t r ies  to  re-
generate at times?

In the years since my first attack
of TN, I 've talked to so many peo-
ple and read everything I could get
my hands  on,  and I  know I  am so
lucky  t o  have  had  t he  op t i on  o f
Gamma  Kn i f e .   S ince  t he  wor s t ,
most unbearable electric shock pain
was in my left eye, my nose and the
roof of my mouth, any other proce-
du re  cou ld  have  been  a  d i s a s t e r.
Mic rovascu l a r  decompres s ion
would have been useless because I
have  someth ing  unident i f iab le  in
my brain stem, which is almost cer-
t a i n ly  caus ing  p r e s su re  on  t he
trigeminal nerve root.   This is not
operable or treatable and was prob-
ably the product of an accident.

Eve ryone  ag reed  t ha t  no th ing
wou ld  have  worked  bu t  Gamma
Knife .   I  know there  are  neurolo-
g i s t s  and  doc to r s  who  s t i l l  don ' t
know Gamma Knife exists and this
worries me.  I learned of it through
an  a r t i c l e  s en t  t o  me  by  t he
Trigeminal Neuralgia Association.

My neurologist never mentioned
it as an option.  I now carry a small
f l a t  po r t fo l i o  w i th  hund reds  o f
pages of information about the TN
Assn .  and  t he  Gamma  Kn i f e  and
leave  them on  t ab les  in  den t i s t s ’
and doctors’ and neurologists’ of-
fices and hope this has helped get
some information to people.  Every
one has to choose for themselves,
but they need to do good research
in order to make an informed deci-
sion.

This  i s  what  I  d id ,  I  r ead  a  lo t
and researched all possible options
and I am so glad I chose as I did be-
cause Gamma Knife was a miracle
for me.  I will always feel so grate-
ful  to  a l l  those  who helped me to
learn about all that was available to
me.

I  wou ld  l ove  t o  hea r  f rom any
Gamma Knife patients, and anyone
interested in having Gamma Knife.
And ,  I  wou ld  l i ke  t o  hea r  f r om
those who had Gamma Knife prior
to 1995 and 1996.  I would like to
r e sume  con t ac t  w i th  peop l e  I ' v e
lost track of and hear from anyone

with TN.  Try me again if I fail to
answer.  I would love to help any-
one who might have questions.  I 'll
do my best to help in the same man-
ner others helped me.

Conrad, was made much easier by
the  suppor t  he  has  rece ived  f rom
his physicians, family, friends and
the “terrific” co-workers at his of-
f ice  a t  Bel lSouth .   Sonia’s  off ice
s ta r ted  a  fund  to  cover  h is  t rave l
expenses.   

Conrad is not working currently
and misses his co-workers a lot.  He
hopes  t o  be  s e i zu re - f r ee  fo r  two
yea r s ,  so  he  can  r e tu rn  t o  do ing
what he loves best — being a Facility
Techn ic i an  fo r  Be l lSou th .   Un t i l
t hen ,  Con rad  i s  con t i nu ing  h i s
chemotherapy, taking medications
and getting in an occasional bowl-
ing game at the Navy Base whenev-
er he can. 

Sonia, now a well-informed per-
son on the subject of brain tumors,
is acutely aware of what an ordeal a
b ra in  tumor  d iagnos i s  can  be  fo r
the patient and the family.   She is
cons ide r i ng  i n i t i a t i ng  a  suppo r t
g roup  i n  he r  home  a r ea  w i th  t he
guidance of some local profession-
als, so that others with brain tumors
can receive the much needed sup-
port and information needed to win
the battle against brain tumors.

Astrocytoma, Bowling...
Continued from page 7

◆ Breeze
◆ Cold
◆ Eating
◆ Brushing Teeth
◆ Talking

TN Triggers
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TN and Gamma Knife Surgery
Continued from page 4
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What Are Complications from 
Gamma Knife?

Majo r  compl i ca t i ons  have  no t
been repor ted.   Addi t ional  numb-
ness in the face or new facial sensa-
t i ons  occu r  i n  abou t  14% o f
patients.  This is infrequently both-
ersome and of ten improves  ( t ran-
sient).  Complications such as brain
damage or  bra in   tumor,  have not
been reported to occur in any of the
patients treated for trigeminal neu-
ralgia.

Gamma  Kn i f e  su rge ry  fo r
trigeminal neuralgia was originally
performed in Sweden in the 1950’s,
but there were few patients treated.
It has been used in the USA for 15
years.  Thousands of patients have
been  t r e a t ed  i n  t h i s  coun t ry  and
th roughou t  t he  wor ld  and  many
have been followed by their physi-
c i ans  fo r  an  ex t ended  pe r i od  o f
t ime.   The data  consis tent ly  indi-
cate that Gamma Knife is not only
effective but also very safe.

Linear Accelerator
Radiosurgery

There is another form of technol-
ogy, called LINAC (linear accelera-
t o r )  r ad io su rge ry  wh ich  may  be
con fused  w i th  Gamma  Kn i f e .
L INAC use s  h igh -ene rgy  X- r ays
de l ive red  by  a  s equence  o f  a r c s ,
and is very different from Gamma
Knife.   LINACs are manufactured
to have the flexibility to treat with-
in the whole body where the preci-
s i on  t ha t  i s  needed  fo r  b r a in
treatment is not necessary.

Only a l imited number of cases
of t r igeminal  neuralgia have been
treated with LINAC.  There are no
repor t s  o f  L INAC pee r- r ev iewed
journals articles on trigeminal neu-
ralgia treatment.  This is in contrast
to Gamma Knife treatments which
a re  suppo r t ed  by  a  s i gn i f i c an t
amount of published peer-reviewed
resea rch  a r t i c l es .  Unl ike  Gamma
Knife, LINAC has not been demon-
strated to be an effective and safe
treatment for tr igeminal neuralgia
at this time.  Additionally, there are
many  t ypes  o f  L INAC mach ine s
with each having a different target-
ing and dosing mechanism.

In  genera l ,  LINAC technology
does not  have the targeting preci-

s i on  t o  t r e a t  d i so rde r s  such  a s
t r i gemina l  neu ra lg i a  w i thou t  a
h igher  r i sk  o f  compl ica t ions  and
long term damage such as  perma-
nent numbness to the face.

Needle Procedures
Radiofrequency electrocoagula-

t ion ,  g lycero l  in jec t ion ,  and  ba l -
l oon  mic rocompres s ion  a r e
p rocedu re s  wh ich  a r e  pe r fo rmed
th rough  a  need le  tha t  i s  i n se r t ed
into the face and directed, under X-
r ay  gu idance ,  t oward  t he  ne rve .
Each procedure results in partially
damag ing  t he  t r i gemina l  ne rve .
Facial numbness is a common side
effect of these procedures, which is
occasionally very painful and both-
ersome.  Major complications, such
as  b l eed ing  o r  i n f ec t i on  i n  t he
brain, although rare, can be devas-
tating when they occur.

Microvascular Decompression
Microvascular decompression is

a major neurosurgical procedure in
which  the  skul l  i s  opened.   I t  re -
quires general anesthesia.   During
the operation, the surgeon sees the
nerve .   I f  he  f inds  a  b lood vessel
pressing on the nerve,  he places a
soft  piece of material  between the
b lood  ves se l  and  t he  ne rve ,  t hus
lifting the blood vessel away from
the nerve.   This  operat ion carr ies

Continued on page 12

◆ TN is rarely (4%) suffered in the
upper branch

◆ Right side is more frequently 
affected than left

◆ A small percentage suffer pain in
both sides of the face

◆ Most common in the middle and
lower branches

◆ 15,000 new cases annually 
in USA

◆ 1 in 2,500 suffer TN
◆ More frequent in women
◆ Most sufferers are over 

40 years old
◆ Estimated 5% family history
◆ Also called tic douloureux
◆ May be caused by a tumor

pressing on the nerve

Fast Facts

®
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TN and Gamma Knife Surgery
Continued from page 11

greater risks than the other proce-
dures, and these risks, although in-
f requent ,  inc lude  poss ib le  dea th ,
stroke, bleeding, infection, inflam-
mation of the surface of the brain,
anesthesia problems, facial  weak-
ness  and  numbness ,  hea r ing  los s
and pain.  In the hands of a skilled
neurosurgeon  who regu la r ly  per -
forms this procedure the risks are
le s s  o r  min imal .   However,  open
surgery always carries more risk to
the patient.

Summary
Gamma Knife surgery is a major

advance in the treatment of trigem-
inal  neura lg ia ,  an  o therwise  ago-
nizing condit ion character ized by
paroxysmal ,  t r iggered  face  pa in .
Gamma Knife surgery not only re-
lieves the pain in most patients, but
i t  i s  l e a s t  i nvas ive  and  ha s  t he
sma l l e s t  r i sk  o f  comp l i ca t i ons
when  compared  t o  t he  ava i l ab l e
treatments for this disorder.

Dr. Ronald Brisman is a neurosurgeon at
New York Presbyterian Hospital and
Columbia Presbyterian Medical Center in
New York, New York.  He can be reached by
telephone at +212-305-5285; by fax at +212-
305-1271 or by e-mail at rb36@columbia.edu.

Dr. Michael H. Brisman is a neurosurgeon
and the Director of the Long Island Gamma
Knife at South Nassau Communities Hospital
in Garden City, New York.  He may be
reached by telephone at +516-222-1040; by
fax at +516-868-9810 or by e-mail at
michaelbrisman@aol.com.

Gamma Knife® is a registered trademark
of Elekta Instruments, Inc.

Meningioma on the...
Continued from page 8

®

®

the Gamma Knife on the trigeminal
nerve,  400mg, Dilant in a  day was
not enough to quiet down the nerve
so  t ha t  Ame l i a  cou ld  move  he r
jaws.  Now, the jaw pain has disap-
peared—it has been gone since July
18,  the  da te  she  d iscont inued the
Dilantin.

Amel ia  had  been  gradua l ly  re -
ducing the usage over  a  period of
months with many flare-ups of pain
du r ing  t he  r educ t i on  p roce s s .
Les son  l e a rned :  one  mus t  a l l ow
enough time for the full  impact of
the  Gamma Kni fe  to  be  rea l i zed .
We were  t empted  l as t  May  to  re -
quest a second Gamma Knife on the
trigeminal nerve, but hesitated with
the message of “give it more time”
from Dr. Wolf and IRSA.

Al though  Ame l i a  con t i nues  t o
have a high degree of fatigue, she
can ta lk  wi th  ease ,  she  can  brush
he r  t e e th  now,  and  she  can  chew
most of her food.

◆ Acupuncture

◆ Acupressure

◆ Biofeedback

◆ Capsaicin Cream

◆ Exercise

◆ Meditation/creative visualization

◆ Self-hypnosis

◆ Vitamins

Alternatives Used to 
Treat Pain


