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CMT Foot - Surgical Options 

An Overview 

Problems with the feet are often the 
earliest symptoms of Charcot-Marie- 
Tooth disorder. Beginning as curled 
toes and high arches, CMT foot 
problems usually progress. There are 
three foot deforrmties typical of CMT, 
all of which may be present to some 
degree. These include the caws foot, 
the varus heel and claw toes. They 
usually begin as flexible deformities 
and progress to fixed deformities. 
These foot deformities are caused by 
powth of bone during a state of muscle 
unbalance. Theprogression of the de- 
formities can be seen in Figures 1 - 3. 

The caws foot, also called pes caws or 
%arches, results from a muscle im- 
b ce between the extrinsic and in- 
trinsic muscles of the foot. The plantar 
fascia (soft tissue on the sole of the 
foot) and the lantar ligaments (tissue 
connecting t ! e bones of the 
tighten, somewhat like a rubber ban 
pulling the ends of the foot closer 
together. This results in the high arch. 

Heel varus, also referred to as hindfoot 
varus, is a condition in which the heel 
turns in. When viewed from behind it 
a pears that the person is walking on 
tfe outside edge of the foot. Heel varus 
creates instability and balance 
problems. 

Claw toes, or hammer toes, is a condi- 
tion where the toes cock up. Initially 
claw toes are seen during walking due 
to muscle imbalance. Later, this condi- 
tion becomes rigid and the toes stay 
cocked. Claw toes cause irritation to 
the top of the toes as they rub a ainst f the shoe. This condition also m es it 
dficult to find shoes that fit properly. 

In addition to these three deformities, 
ainful callouses often develop on the 
lo ttomsofthefeet and the feet become 
somewhat rigid. Ankles may become 
weak and unstable and the "forefoot 

Fig. 1. 'lhe normal foot 

Fig. 2. 'Ihe CMT foot. Note high arch (pes 
caws), claw toes, tightened plantar fascia. 

equinus" (foot-drop) may set in. Foot 
drop results from the wasting of the 
peroneal muscles ( located on the out- 
side of the leg below the knee) and is 
the cause of hqh steppage gait. 

Sur~ery's aim is to enable the CMT 
patient to walk with the entire lower 
surface of the foot on the ground (plan- 
tigrade), to decrease pain, to improve 
balance and t t y ?  and to halt progres- 
sion of the de or-. 

Tire Assessment 
The progressive nature of CMT makes 
early assessment and long-term treat- 
ment plannin prudent. A careful 
evaluation of t % e foot is the first step. 
Distinguishing between fixed and 
flexible components of each deformity 
is essential to the pro r management 
of CMT and formu P" ation of an in- 
dividualized treatment plan. 

options 
If the assessment concludes that 
surgery is indicated, things become 
more complicated. Several types of 
surgery may be performed on the CMT 
foot, depending on the level of involve- 

ment. Tendon transfers, lengthenings 
and sometimes tenotomy (surgical 
division of a tendon) may be used to 
eliminate deforming forces (to slow or 
stop progression of the deformity) and 
to balance the foot. Osteotomies (sur- 
gical division or sectionhq of bones) 
and arthrodesis (fusing joints) are 
often necessary to correct alignment 
and to alleviate sym toms, especially in 
the case of rigid or R, ed deformities. 

The three foot deformities and respec- 
tive surgical options will be discussed 
separately, but the foot is treated as a 
whole and surgeries, if necessary, are 
often done at the same time. Specific 
surgical procedures will not be dis- 
cussed in detail in this article. 

Cavus Foot 
Where there is no bony deformity, the 
goal is to release the hghtened tissues 
and ligaments to relax the bottom of the 
foot and the cock up tendencies of the 
toes. Surgical procedures include plan- 
tar fasciotomy/fasciotomies, also called 
plantar release. 

When bony deformities are present, 
some form of osteotomy (removal or 
cutting of bone) may be performed. 

(continued on page 2) 



MEDICAL ALERT 
Certain Drugs 
Toxic to the 
Peripheral 
Nervous System 

l'his is a list of neurotoxic drugs whicl 
auld be harmful to the CMT patient 

Adrhmycin 
Alcohd 
Amiodarone 
Chloramphenicol 
Cis-platinum 
Dapsone 
Diphenylhydantoin (Diiantin) 
Disulfiram (Antabuse) 
GiutethimMe (DorMen) 
Gold 
Hydralazine (Apresoline) 
IsoniazM (INH) 
Mega Dose of Vitamin A 
Mega Dose of Vitamin D 
MetronMazde (Fiagyl) 
Nitrofurantoin 
(Furadantin, Macrodantin) 
Nitrous Oxide 
(chronic repeated inhalation) 
Feniciiiin 
(Large iV doses only) 
PyrMoxine (Vitamin B6) 
Vincristine 

Before taklng any medication pleasc 
Liscuss it fully with your doctor f o ~  
msible side effects. 

VCR Tam Rental 
The CMTA has 'available for rental 
four lectures which were taped at 
patient conferences sponsored by the 
Foundation. The tapes are for play on 
a VHS VCR. Beta tapes are not avail- 
able. The speakers are authorities in 
their fields and lecture topics include: 
Neurology, Physical Therapy, CMT 
Genetics, and Orthopedic Surgery. 

S' e lecture tapes (1 hr., 15 miu.) rent 
for 9 10, and the double lecture tapes (2 
hr., 30min.) rent for $15. The rental fee 
includes prepaid return postage. 

To order a tape, frll out our "I want to 
be in touch!" form (see page 11) and 
send it to us with a check or money 
order payable to: The CMTA, Crozer 
Mills Enterprise Center, 600 Upland 
Ave., Upland, PA 19015. 

n 

CMT Foot (cont'd from pg. 1) 
Essentiall these remove a section or 
wedge of L ne, then "close" the foot to 
reposition the foot to plantigrade 
walking with the entire bottom of the 
oot on the floor.) Surgical procedures I 

may include "closing wedge greenstick 
dorsal proximal metatarsal os- 
teotomies", "closed wedge dorsal os- 
teotomy", "the Japas-V-tarsal 
osteotomy", the "Cole osteotomy" and 
the "tarsometatarsal truncated wedge 
osteotomy". A variety of muscle 
transfers in various combinations 
(such as movin the long peroneal f muscle to the s ort; or moving the 

sterior tibialis to the dorsum of the 
K t )  may also be done to eliminate the 
deforming force and improve the posi- 
tion of the foot. 

Varus Heel 
If the heel is flexible, correction of the 
caws component should correct the 
flexible varus heel. 

If the varus heel is rigid, an osteotomy 
may be performed on the heel bones. 
A wedge of bone is removed from the 
heel bone to correct it to the straight 
position. Technically (and with more 
details) this is a Dwyer osteotomy, 
dosing lateral we osteo@my of the P calcaneus, or hin oot osteotomy. 

Claw Toes 
If the claw toes are still flexible and 
have not become rigid, caws correc- 
tion should fur the claw toes. 

Surgical procedures to fix rigid claw 
toes include transferring the tendons 
connected to the toes to the bones of 
the foot, fusing inter halangeal joints P (the ones in the midd e of the toes) and 
fusing bones. Procedures include the 
Jones procedure, modified Jones 
transfer and the Girdlestone-Taylor 
Transfer. 

Triple Arthrodesis is a procedure 
which stabilizes the hind foot by fusing 
three joints. There are several types of 
triple arthrodeses; the condition of the 
foot dictates which might be ap- 
propriate. The basic triple arthrodesis 
rnvolves fusing three joints in the hind 
foot (the talonavicular joint, the sub- 
talar joint and the calcanocuboid 
joint). This eliminates side-to-side 
movement of the foot, but the ankle 
joint is still free so you retain up and 
down movement of the foot. In the Pan- 
taylor Triple Arthrodesis, the ankle 
joint is also fused. The Lambrinudi 

Fig. 3. Advanced CMT foot with rigid de- 
formities, equinus position (footdrop). 

Triple Arthrodesis "tricks" the ankle 
into thinking that the foot is completely 
flexed, or pointing down when it has 
been surpcally moved to a position 
parallel with the groundJfloor. The 
ankle can still move the foot up but not 
down. 

A triple arthrodesis is not done before 
the foot stops gro usually age 12 
in girls and age 14 ""&, in ys. The goal is 
to prevent progression of the deform- 
ity. There is some controversy over 
whether or not triple arthrudesis offers 
better long-term stability than com- 
bined mid-foot and hind-foot os- 
teotomies. 

Summary 
The progression of the development of 
the caws foot needs to be closely 
monitored. By ident' g progressive "r" pes caws in the ear y stages before 
rigid deformities have occurred, 
muscle-balancing procedures may suf- 
fice. Once deformities have become 
rigid, surgery becomes even more com- 

lex Most surgeries will re uire casts P For at least s u  weeks, fo lowed by 
several months of frequent elevation of 
the leg and foot to control swelling. 

CMT is a progressive disorder. Follow- 
ing foot surgery it is recommended that 
the patient receive intensive physical 
therapy under the guidance of a 
therapist well versed in the CMT foot. 
This IS especially imperative following 
muscle balancing operations, tissue 
release, tendon transfers and muscle 
lenghthening operations. 

Conditions are dynamio ever chang- 
ing. In situations where a second 
opmion is required, it is not unusual for 
the opinions to conflict. Surgery ma 
not solve all problems, and there is d 
ways the potential for deterioration of 
the foot correction with time. However, 
when indicated, foot surge can dras- 
tically improve the quality o life for the 
CMT patient. 

7 
-Jennifer Schoonmaker Hitt 

Our thanks to Dr. Bruce Sangeonan for 
his review of this ruticle. 
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CMT Patient Protlie 
Building Support 

The following article appeared in the 
7/13/90 issue of The and is 
reprinted with its permission. 

by Linda Ellis 

Every year, as his muscles waste away, 
George Meyerson's hands grow to look 
more l i e  claws. His feet, too, grow 
weaker and more deformed. Meyer- 
son, 70, must find new ways to cope 
with his disability. 

For most of his life, he has struggled 
alone; until two years ago, he had never 
met anyone else with Charcot-Marie- 
Tooth disease. 

The disease, named after the doctors 
who identified it, affects the nerves that 
control and maintain the muscles of the 
hands, forearms, feet and lower legs. 

The malfunctioning nerves conduct 
electrical impulses too slowly. As a 
result, the muscles atrophy. 

Although it is the most common in- 
herited neurological disorder, affect- 
ing some 125,000 Americans according 
to the non-profit Pennsylvania-based 
Charcot-Marie-Tooth Association, 
CMT has received little publicity. 

When at last Meyerson met some fel- 
low sufferers at a support group meet- 
ing on Orlando two years ago, he was 
relieved. 

It was like a weight off my shoulders to 
meet others after all these years," he 
said. "I used to feel as if I was the only 
person in the world who had it." 

Now Meyerson, who lives in Pembroke 
Pines with his wife Rose, wants to in- 
crease public awareness of the disease 
and form a South Florida support 
group. 
"I want to help people, especially those 
who are young enough that treatments 
can really he1 ," he said. "And I hope 
that ople w k' o don't realize they have 
it xrecognize it!' 

Meyerson himself was middle-aged 
before he discovered there was a name 
for his symptoms. 

As a child in Brooklyn, he was just 
considered clumsy. 

"I couldn't catch a baseball like the 
other kids," he recalled. 

George Meyerson 

Although his hands were weak, his feet 
and legs were strong. Meyerson was on 
his high school track team and loved to 
dance the Lindy Hop, he said. But 
during his 20s he began to develop a 
limp. 

"I didn't go to a doctor- I wasn't sick. 
There was no pain involved," he said. 
He was unaware that his muscles were 
gradually wasting away. 

Meyerson was diagnosed with Char- 
cot-Marie-Tooth dlsease when he was 
45. It was then he learned he had in- 
herited the disease from his mother, 
whose only sym tom was her hammer 
toes. Statistic 9 y half of a sufferer's 
children will inherit the gene. 

"I watch my three grandsons like a 
hawk" for signs of the disease, Meyer- 
son said. Their mother, Janice, 
Meyerson's 41- year-old daughter, 
recently experienced weakness m her 
hands. 

Meyerson himself has been relatively 
lucky. While some people with the dis- 
ease are confined to a wheelchair or 
dependent on leg splints to walk, he 
gets by with orthopedic shoes. 

"I can do eve hing that an 70 year old K epn do- m a g  more," sai Meyerson, 
who credits his mobility to his athletic 
youth. 

"I always tried to keep up with the boys. 
I developed my thigh muscles and that 

has got me through," he said. The 
strength of his thigh muscles compen- 
sates for the weakness of his stick-thin 
lower legs and ankles, Meyerson said. 
He walks with a hi -stepping gait to 8" avoid dragging his eet. 

Now retired from his job as manager of 
factory, Meyerson plays nine 

holes a s e w i ~  o golf several mornings a week. 
He taught himself to pla after a profes- 
sional refused to teach L. 
"He said I could never play without the 
proper grip," said Meyerson, who holds 
the club in a kind of baseball grip and 
maintains a respectable handicap of 21. 

Meyerson is eager to start a support 
group so he can urge others to remain 
active, as he has. 

"If I was idle, I think I would be crippled 
by now," he said. "I want to get 
everybody off their fannies and get 
momg." 

Members of a support group can share 
information, he said. For instance, he 
would suggest that others try the high- 
top shoes he designed, which have 
greatly improved his balance- and his 
golf game. 

Karol Hitt, president of the non-profit 
Charcot-Marie-Tooth Association, 
said that sup rt groups can provide 
both practi c a r  and emotional benefits. 

"Frequently, people who have the dis- 
order feel isolated," she said. "Then 
they find a group of people who have 
common problems, and suddenly they 
are not alone any more. 

"Then there's the networking: where to 
buy shoes, what orthopedic surgeon 
they saw, what government services 
someone was able to get for their child 
in school." 

Once Meyerson has established a local 
support group, he will work with Hitt to 
bring guest speakers- experts such as 
Dr. Ram Ayyar, professor of neurology 
at the University of Miami medical 
school. 

"I'd be deli ted to tell them about the 
latest deve ? opments" in medical treat- 
ments, Ayyar said. Although there is no 
cure for the disease, there are 
therapies. 

LI 
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1990 in Review 

Eunice Cohen & Dr. Addante at 
Boston conference 

The CMTA has changed and grown 
during 1990. The change came about at 
the beginning of the ear when the 
Board of Directors, d er much con- 
sideration, voted to change the name of 
the organization. The new name more 
clearly identifies the patientlfamily 
opulation that we serve. This was 

Larned after surveying a random 
group oTf neurologists. 

In September we began our second 
ear in our new offices. The move has 

Len advantqeous and roductive for 
the organization. The o & ce is located 
in a building which is a "business in- 
cubator" and is run by a nonprofit cor- 
poration. The result is we have space 
and services at a reasonable cost. The 
services we have gained have been ex- 
cellent and certainly the recep- 
tiodtelephone service is outstanding. 

Our growth has come about in many 
ways. Our philosoph of regional CMT 
patiedfamily con r erences utilizin 
area medical experts continued wi t% 
three meetings. In April we met in 
Miami at the University of Miami 
Medical Center. Drs. Ram Ayyar, chief 
of the neuromuscular c h i c ,  and 
Michael Gurvey, chief of pediatric or- 
thopedic surgery at Mt. S m i  Medical 
Center, spent an afternoon teaching 
and answering questions from the as- 
sembled patients and family members. 
From this meeting George Meyerson, a 
CMT patient, volunteered to start a 
south Florida su port group. (See 4 CMT Patient Pro e). 

In May with the assistance of Dr. Fran- 
cis Dyro we sponsored our fust Boston 
area conference. Dr. Dyro, a 

neurologist at the Roxboro VA Hospi- 
tal, Dr. Bruce Korf, a neuro enticist at 
Boston Children's ~ o s ~ i t a f  and Dr. 
Joseph Addante, a professor of 
podiatry at the University of Mas- 
sachusetts, taught us and answered our 
questions. Eunice Cohen, our Boston 
su port group leader, provided invalu- 
ab f e assistance. 

In October Dr. Robert Lovelace, 
codirector of the neuromuscular c h c  
at Columbia University Medical Cen- 
ter, and Ann Beyer, a CMTA board 
member, organized an all day meeting 
at Columbia Medical Center. Speaking 
at that meeting were Dr. Lovelace, Dr. 
Kirk Wilhelmson, a geneticist, Dr. 
Joanne Bor Stein, a physiatrist, Dr. 
Gerald We %- ber, a podiatrist, Matt 
Gibble, physical thera kt, and Kelley 
Coch, occu ational t erapist. These P ! 
highly qua ified professionals gave 
freely to us their time and talents. 
These conferences were all brought to 
the CMT patientlfamily at no cost to 
the individual. (At the NY City meeting 
there was a lunch charge.) The medical 
professionals who spoke all donated 
their time. Obviously, we are indebted 
to all of them and wish to ublicly thank 
them for their outstan& contribu- 
tion. Our conference philosophy and 
plans remain the same. Since 1985 we 
have sponsored regional conferences 
utilizing area experts accessible to that 
area's CMT patient. During 1991 we 

anticipate continuing this program in 
cities new to us. 

At the annual meeting of the Board of 
Directors of the CMTA the following 
officers were elected: Karol Hitt, presi- 
dent; Rodman Steele, Jr., vice presi- 
dent; Diane Freaney, treasurer; Rex 
Morgan, Jr., recording secretary; and 
Donald Perrella, corresponding 
secretary. Patricia Giacoponella was 
elected to the Board and reelected to 
the Board were Ann Beyer, Robert 
Lovelace and Karol Hitt. Other Board 
members are George Crohn, Jr., 
Howard Shapiro, Lawrence Wechsler 
and Lawrence Williams. At this meet- 
ing the Board voted to honor an out- 
standing CMTA volunteer on an 
annual basis. Hence, the Rebecca Sand 
Volunteer of the Year award was in- 
augurated. Of course, the first 
recipient of that award was Rebecca 
Sand, a lady who is truly one of the most 

people this writer has ever 
met. (See t e Fall '89 CMTA Report) 
Also honored by the Board and given 
awards were Drs. Robert Lovelace and 
Howard Shapiro for coediting the fust 
book devoted solely to Charcot-Marie- 
Tooth disorders. Dr. Sha iro received P an additional award for ounding the 
organization. Dr. Jeffrey Vance of 
Duke University received an award for 
his 1989 research locating a CMT gene 
to chromosome 17, a hitherto unknown 
site. 

Dr. Gurvey, "participantw, Dr. Ayyar & George Meyerson at Miami conference 
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1990 In Review 

Terry Daino, Dr. Kirk Wilhelmson & Ann Beyer at NYC conference 

In October following the annual meet- 
ing of the American Neurological As- 
sociation the Medical Advisory Board 
of the CMTA met for the first time. 

The MAB is chaired by Dr. Lovelace, 
and that meeting will be reported upon 
in the next issue of the CMTA Report. 
Dr. Lovelace has assembled an auspi- 
cious group of CMT research and clini- 
cal scientists from this country and 
several foreign countries. We thank 
them and every other person involved 
in CMT research and treatment. 

Finally, we would be remiss if we did 
not acknowledge all of our assistance 
and he1 from friends and family. We 
can not \ egin to name all of the eople P who have so generously given o them- 
selves, their time, their talents, and 
their money. This organization could 
not exist without the help and financial 
support of its wide circle of friends 
whether they be an individual, a busi- 
ness, an organization or a corporation. 
AS a result of this support, we are able 
to serve the CMT community in this 
country as well as many many foreign 
countries. We are enriched from our 
association with all of you. 

-Kim11 B. Hie president 
Matt Gibble & model patient Gary 

Ask the ~octor 
Dear Doctor, 

In 1959 my mother was diagnosed as 
having CMT. The doctors also used 
nerve conduction studies on me (al- 
thou I had no symptoms) and said I !? also ad the disease. Thirty-one years 
later my mother (now81) is confined to 
a wheelchair with the disorder, but I 
have shown no s ptoms whatever. Is 
it possible that d? ey were wro 
me or will it perhaps show up w en I m 
closer to age SO? 

faFt 
My middle sister has had numerous 
complaints about leg muscles over the 
ears and has had a couple of EMGs r, ut nodefinitive answer as to what her 

problem might be. 

My twelve year old son also has the 
disease. He had problems with his feet 
as an infant....feet turning in and then- 
his heelcord stopped growing. 
Problems continued even after surgery 
to lengthen the heel cord and 
numerous sets of cast. He has had leg 
cramps almost nightly for as lo 

said my son has the disease. 
=Elas1 can remember. Our doctor has ally 

My mother's maternal grandmother 
was confined to a wheelchair, but there 
is no one in the family who knows what 
her ailment was. We, of course, 
suspect CMT. No one in the next 
generation had CMT that anyone was 
aware of. Finally, out of seven children 
in my mother's family, only one has 
CMT, although two died of ALS. What 
kind of pattern can this possibly sug- 
gest? 

Also, are tightened heelcords and 
turned in feet in children in CMT 
families indications that the children 
have CMT? M sisters each have a 
child (adults now1 that had feet turning 
inward in infan and needed a bar 9 between their s oes to correct the 
problem. My 17 year old daughter had 
to wear casts for her feet for the same 
reason and the neurologist said her 
Achilles tendons are tight. 

C.W., FL 
This letter was referenced to Dr. Roberi 
Lovelace, chairman ofthe CMTA's 
Medical Advisory Board ( M B ) .  In 
answer to the questions posed by C. W. 
this family does have a dominantly in- 
herited newpathy. The writer probably 
will develop symptom of CMT later in 
life. This, is called late age of onset. To 

(continued on page 6) 
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"So, You +e minking About Starting a Support Group ... tt 
> 

These letters were written b Ann Lee Beyer, the support 
p u p  coordinator for the & A. She can be contacted at 

18 Bmwnstone Way, Upper Saddle River, New Jersey 07450. 

Dear Present and Potentlal Support Group Leaders, 
The survey that was sent out was geared to support group leaders. I did not mean 
to netzlect those of you who have exmessed interest in starting a Charcot-Marie- - 
TOO& support group but haven't hid your first meeting. 
The goals of the CMTA are: 
0 To establish a network of support groups thou out the United States to a" rovide information, advice and encouragement or those who have Charcot- 

karie-~00th and their families. 
0 To educate the medical community about CMT so that people will be 

diagnosed early, given accurate information and treatment options. 
0 To educate the eneral community so that people will be aware that there is 

a disorder calle % CMT and an organization trylng to do something about it. 
Our hopes are that thou sup rt groups and education, those who have CMT 
will be identified and bo t t  fun CE g and research interests will be stimulated. As 
I have stated before a network of support groups is crucial. 
One of the issues that has come u for people wanting to start a sup ort grou is 
that they don't want to h o w  how ! ad CMT can get. This was one o /" my fears ! ut 
the first meeting took away this worry. Most people function very well. One of the 
main advantages of a support group is sharing information and learnin from one 
anothB. There are many things pa6ple who Uve CMT knodmore bout than 
physicians and sharing it makes it available to all. 

B 
I hope that you will eet the oup going. I am here to help. If you haven't seen it, 

'g I have written an arhcle on ow to start a support group and it is available from 
the CMTA. I am atso available to encourage, support, help over hurdles, and 
listen. And I would like to hear from you. 

Please let me h o w  if you are still interested, how far you have ro essed, if you 
have started but haven't gotten very far, of if you have an idea ut aven't gotten 
be ond the thinkiq stage, and what I can do to assist you. A short note or a phone 
ca.8 will do. (M number is 201-391-4624.) 1 can usually be reached early in the 
morning or in t I e evening. 

Sincerely, 

Ann Lee Bewr 

Ask the Doctor (cont'd from pg. 5) 
be more s cijc we would have to have 
a copy o f i e  medical records. As to the 

estion of the death o two children 5 m ALS in a known & T family it is 
possible that the cause of death war not 
ALS, but from another form of CMT. 
Again, medical records would be neces- 
s v  for an informed opinion. 7ightened 
heel cords and huned in feet in children 
in CMT families would highly indicate 
the possiblily of CMT in those affected 
inhviduals. 
Editor's note: See Summer '90 CMTA 
Report for a discussion about CMT 
genetics. 

Do you know 
anyone famous 
who is a CMT 

famous who 
WANTED: would advocate 

for CMT? The 
famous CMTA is looking 
person for a well-known A person to be a 

s kesperson for 
MT. If vou l eo 

1 know of su& a - person, contact IL the CMT& We 
will do the rest. 

Dear Present and Potentlal Support 
Group Leadem, 
While all of the surveys have not been 
returned, I am sharing answers to two 
of the questions because, if you haven't 
already addressed these issues, they 
might give you ideas for topics that 
could be discussed at meetings. 

1. The biggest problems of those with 
CMT: 
0 Feeling isolated 
0 Uncertainty of the future 
0 Lack of information 
0 Nocure 

0 Acceptance of themselves 
2. What people want most from sup- 
port groups: 

0 To meet others with CMT 
0 To both share experience and to 

learn how to cope 
0 To exchange and share informa- 

tion 
0 To talk about problems ... including 

problems with shoes and braces 

0 To tell their stories and to grieve 
All of these issues are important but I 
think that issues of self acce tance and 
the need for people to tell t i  eir stories 
and to grieve are extremely important. 
When we were talking about possible 
programs in our group, someone said 
that we really didn't need speakers that 
often but we needed to talk about 
things that bothered us, and I would 
add, accept one another where we are 
and help one another to work things 
through. 
I have been tallring to people who are 
involved in other support groups. One 
of the thin I am interested in is what f= works fort em. As I find out I will share 
this information with you. If you think 
there is something I can help you with, 
call or write. (201-391-4624) 
Sincerely, 
Ann Lee Bepr 



Surgeon 
The following leaer was wnaen to the 
CMTA by a CMT morherlpatient about 
her semh for an ofiopaedic surgeon. 
The semh concluded this spnn when 
herson'smrgcrywas&nebyDr. igvard 
T. Hansen, Jr. of Seaale, WA. 

I 
Dear CMTA, 
I'm glad to know CMTA members are 
trying to find the best surgeons possible 
and contacting you for referrals. While 
I am sorry that the process of finding a 
sureeon is often frustratin it is com- 
fortw to know that the d c u l t y  of my 
own search may not be uncommon. As 
CMT patients we are reco 
and more that orthopae rg IC surgery more is 
highly specialized. Many surgeons 
choose to limit their practice to surgery 
of the hand, foot, shoulder or hip, etc., 
and have become highlyretined in their 
particular s cialty. Since s cialists 

dl$'= go mav also er according to t e Droce- 
d i e s  and operative te&nique's they 
 refer to use when workintzwith a CMT 
'patient, the process of ch-oosing a sur- 
geon can be a confusin one for the lay 
person. It may be d d t  to find the 
specialists we need and want close to 
home. I believe that a well-defined 
communication network is needed to 
assist CMT patients in their search and 
to relieve them of the anxiety and 
monetary cost involved. By sharing per- 
sonal experiences through the CMTA 
we can begin to build a national referral 
system that wiU co1111ect CMT patients 
with those orthopaedic surgeons, 
neurologists and physical thera ists 

experience level with CMT. 
Ei who have a strong interest in and gh 

Editor's No& The CMTA has been 
corn iling such a list. Additional$ our 
~ e d f c a l  ~ d v i s o y  ~oard  (JU4B) u now 
in lace. and we have access to membets 
o h h e  iU4B acmss the county and 
several foreign counties. 
Flndlng a Surgeon 

The decision as to who would operate 
on my son's feet was a tough one that 
evolved over a long pe~iod of time and 
with a few bitter expenences along the 
way. I knew I wanted the best surgeon 
possible but I didn't know what criteria 
to use in dete Tho that would be. Since Ist, d, and even 3rd 
opinions didn't agree, I began to 
wonder who was correct. There were 

doubts surrounding every opinion. As 
my experience increased, however, the 
question gradually changed from 
"Which surgeon was right, or won 7" 
to '1s it possible they all have a v&d 
approach7"I was certainly not 
prepared to judge. While it is fresh in 
mind, I'll share some of what I learned 
during the past three years in the ho 
the search will be easier for others w go o 
wish to make an independent choice. 
My son Andrew was seen by five ma- 
ture and experienced orthopaedic sur- 
geons durin the year riot to his h surge7 in ha r  1990. owever, I 
leame very litt e about their training 
and surgical ractice, certain1 not 
enough to m S e an informed Joice 
What I did learn is that each of the; 
would approach Andrew in a different 
way in terms oE 

procedures they would do even 
though they all had comparable, if 
not equal, knowledge about the 
patient; 
technical methods they would use, 
particularly in working with bone; 

timing of cast changedsize of cast; 
numberlsizeflocation of incisions; 

number of operations required; 
post-operative pain management; 
length of hospital stay. 

We made an adventure of the out-of- 
town trips, but they were time-consum- 

and expensive. Although I learned 
w % t each sur eon would recommend 
for my son, I djd not have the courage 
to ask about the surgeon's experience 
level with CMT procedures, and went 
home without the information I truly 
wanted. Ironically, we chose a surgeon 
whom we had not met or talked with, 
but with whom we corresponded, and 
who provided the name of a patient 
close in age and degree of CMT de- 
formity to my son. We spoke to this boy 
and his family, and found that 
Andrew's surgery would be almost 
identical to thew own experience. 

Queetlone to Ask 

When looking for a sur eon, whether it 
be for the foot or han d , it is helpful to 
ask a few simple questions about 
hiyher backyund. You might want to 
learn the fo owing: Academic back- 
grouad; special train' on sur try of 
the footlankle ror h a ;  num%er of 
higbly deformed feet operated on each 
year, month or week special techni- 
ques or procedures offered that would 

be a plicable to CMT, succcsscs with 
c I ~ .  You may discover that the sw- 
eon has developed a new operation, or 

karned a new technique and that you 
are an appropriate candidatel Some 
CMT ahents find this excitmgand are 
more &an happ to be one of "first." 
They view thev articipation as a con- 
tribution to m d c a l  progress and are 
proud to be involved. 
If the CMTA com iled similar infor- 
mation about all 4 e major surgeons 
(footlankle, pediatric orthopaedists, 
general orthopaedists that CMT 2 patients are likely to see help from, I 
think we could provide a real senice 
for members. 
Malriag the Choice 
When choosing a surgeon (CMT or 
other) the decision can be a proached 
in two ways: (1) by trusting tE e surgcon 
implicitly on the recommendation of 
someone else (CMTA, a satisfied 

atient, other medical professional); or 
2) by studying the subject matter so P 

that a truly informed choice can be 
made. If the first option is chosen, it is 
important that the CMT patient be able 
to acccpt surgical results without "look- 
iqk back!' Helshe needs to move on 
wth life and know the best choice avail- 
able to himfher was made. If the latter 
route is chosen, much information is 
needed to make a genuinely informed 
decision; information about the disease 
itself; the patient's unique manifesta- 
tion of that disease; the surgeon's 
knowledge of CMT; the sur eon's posi- 
tion on muscle balancing (t%u is to* 
in CMT, and there are many varla- 
tions): the surgeon's attitude toward 
professional consultations that may 
suRest other options; the surgeon's 
abhty to individualize for each patient; 
the surgeon's experience level and con- 
fidence with the procedures required; 
and the surgeon's interest in wor 
with CMT. As information is gather 3 
and options become known the patient 
begins to detine hidher own preferen- 
ces. 
One way to begin an independent 
selection is to consult the reference 

(Continued on page 9) 
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Support Group Notes 4 

f A primary goal of the CMTA is to become a truly successful advocate for those with CMT. Its message must reach the 
patients, their families, and the medical and research communities. Patient family support grou s a owing and vital part 
of the CMTA program, inform and support anyone who must deal with this often overlooked &brLr. 

There are already several CMTA support grou s. These chapters are s kited and growing stronger, E but more groups are needed in other parts oft e United States. The 8 MTA will gladly help you to 
set up a chapter in your area. For information please contact the CMTA by mail or call (215) 499-7486. 
Perhaps there is a chapter meeting near you. You are cordially invited to join these groups in their 
upcoming events. 

California- Burbank 
Contact: Sherry Brown (818)841-8421 

California- San Diego 
Contact: Gary Oleze (619) 792-1427 

California- San Francisco 
Contact: David Berger (415) 491-4801 

After 6:00 pm 

Connecticut 
Contact: Linda Friedo (203) 3748478 

Florida- Orlando Area 
Contact: Mary Beeler (407 295-6215 

- Meeting: Third Saturday o every other month 

Florida- South (Atlantic Coast) 
Contact: George Meyerson (305) 431-3979 

Georgia- Greater Atlanta Area, 
Contact: Molly Howard (404) 253-5632 

Georgia- Western 
Contact: Molly Howard (404) 253-5632 

Illinois- Chicago, 
Contact: Carol Wdcox (312) 445-2263 

Indiana- Indianapolis 
Contact: Elaine Donhoffner 317) 841-0241 

Robert Birdwell (31 (t ) 352-0235 

Kansas- Parsons 
Where: Labette Community College 

Parsons, KS 
Contact: Tammy Taylor (316) 421-5268 

Massachusetts- Boston, 
Contact: Eunice Cohen (617) 894-9510 

Michigan- Brooklyn 
Contact: Robert D. Mard (517) 592-5351 

Michigan- Detroit 
Contact: Suzanne Tarpinian (313) 883-1123 

New Jersey- Central 
Where: Princeton Medical Center 

Lambert House 
Classrooms #1&2 

Contact: Janet Selah (201) 281-6289 

New Jersey- Northern 
Where: Englewood Hospital 

Clinic Conference Room 
350 Engle Street 
Englewood, NJ 07631 

Contact: Teresa Daino (201) 934-6241 

New York- Long Island 
Contact: Lauren Ugell(516) 433-5116 

New York- Rochester 
Contact: Neale Bachmann (716 554-6644 

Bernice Roll (716) 5863585 

New York- Westchester County 
Contact: Kay nynn (914) 793-4710 

Obi+ Cleveland 
Contact: Norma Markowitz (216) 247-8785 

Pennsylvania- Delaware Valley 
Meeting: Holy Redeemer Hospital 

Meadowbrook, PA 
Contact: Rex Morgan, Jr. (215) 672-4169 

Pennsylvania- Pittsburgh 
Contact: Garnett McDonald (412) 372-2853 

Texas- Greater Dallas Area 
Contact: Dr. Karen Edelson, D.P.M. 

(214) 542-0048 

Utah- Salt Lake City 
Contact: Marlene Russell (801) 942-8642 

Virginia- Tidewater Area 
Contact: M Jane Kin (804) 591-0516 

'&xa Terry f804) 838-3279 
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Letters.. . . . . 
I want to thank you for sending me 
the issue of the Interview with Dr. 
Harold G. Marks. It has helped me to 
understand our grandson's problem 
with CMT. 
I also want to thank you for sending 
me the Spring CMTA Re rt. We 
never heard of CMT untEur 
grandson was diagnosed as having the 
disease. We were surprised to read it 
is genetic. 
VT 

Dear CMTA, 
Thanks for the information given to 
me by the CMTA. I have had Dr. 
Robert Clark do surgery (5 opera- 
tions) on both feet. My feet are 100% 
better. I love the newsletter. 
I have enclosed a check. I hope this 
will help with your work and research. 
L.L., MS 

Memorials 
In Memory Of 4 
Sophia Jacobson Adler Ruth Edelheit 
Jack Goldman Ruth Linker 
Nora E Wallace Nancy Frazier 
Fred Bandler Mrs. Fred Bandler 
Harry B-l Dr. Karen Edelson 
Leo Breeden Drucilla Lake 
Jayne Calm Dr. Rebecca Brczel 
Lowell Bank Shirloe Bank 
Robert G. Bradwick M/M Gordon Bredrvick 
Angela Corio Joan & Clarence Vater 
Jack Friedman Sondra R Tracy 
Mildred Tolle John RDnkctto 
Mildred Tdle Bonnie L Lee 
Emily P. Beck Bernie Beck 
John Wilson Stuart Alice Stuart King 
Mildred K Wichell Phyllis M. Wamn 
M/M Joseph Galland Bill Glllland 

The CMTA Report is published by the Charcot-Marie-Tooth Association, a 
tax exempt not-for-profit corporation. 

Published & distributed by: Layout by: 
Educational Marketing Services ~ h e s a ~ k e  Bny Design 

P.O. Em 760 48 enrvCourt 
Hoarce Harding Station 
New York, NY 11362 
Tel. 7181279-8516 

~ollywoh, MD 20636 
Tel. 3011373-5912 

CMTA Remembrances 
Your gift to the CMTA can honor a living person or the memory of a friend or loved one. Acknowledgment cards 
sent in honor of or in memory of will be mailed by the CMTA on your behalf. These donations are a wonderful 
way to keep someone's memory alive or to commemorate happy occasions like birthdays and anniversaries. They 
also make thoughtful thank you gifts. You can participate in the memorial and honorary gift program of the 
CMTA by completing the form below and mailing it with your check to: 
CMTA, C m r  Mills Entewse Center, 600 UplandAve, Upland, PA ISrOl5. 

Honorary Gift Memoriai Gift 
In honor oE (person(s) you wish to honor) In memory oE (name of deceased) 

Send acknowledge to: Send acknowledge to: 
Name: Name: 
Address: Address: 

Occasion: Amount Enclosed: S 

0 Birthday Check if you would like the amount of 

Wedding your gift revealed. 
Gift Given 0 Anniversary Other Name: 
Address: 
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Surgeon Search cont'dfromp. 7 

medical school training, and for some, 
academic positions and surgical 

a specialties. 

Editor's note. The CMTA has a listing 
@hpaedic surgeons who ate mem- 

:$&s of the American Othopaedic Foot 
andAnkle Society. For a co of doctors 
in your state, send a se&ddressed 
stamped envelope to the CMTA. 

Another step is to look for articles on 
CMT surgery, note the author(s) and 
references, and begin reading. This is a 
little more dficult as a medical library 
is required to access publications, and 
the material is often technical. The 
CMTA is collecting studies on CMT 
and may be able to provide copies. 
Many hospitals welcome the lay person 
to read and photoco y from their S library. However, not studies or ar- 
ticles are considered valid and up-to- 
date and care must be taken when 
interpreting what is read. Askmg a 
local orthopaedist or neurologist to act 
as your advocate + athering and un- B derstanding the m ormation can be 
very helpful. Physical therapists work 
closely with atients and surgeons P post-operative y and may be a valuable 
resource in understandmg CMT and 
providing referrals. 

When making an independent choice, 
it is important to seek several opinions 
to get a feel for how surgeons differ 
when faced with the same patient. It is 
extremely important to seek opinions 
from surgeons who are on a com- 
parable level of expertise with CMT, 
and travel may be required to ac- 
complish this. Any sur eon who 
provides a list of patients w&ng to dis- 
cuss the actual surgery that has been 
recommended should be taken 
seriously. 

National Referral System 

Wouldn't it be great if the CMTA 
could recruit some ke orthopaedists 
with a proven recor i in footlankle 
surgery and convince them to be na- 
tional consultants on an ongoing basis? 
Patients and their local orthopaedists 
would be encouraged to send x-rays 
and clinical notes to these key people 
(through the CMTA) for opinions as to 
what should be done. Or, perha s, the 
CMT "expertskuld be availa g le for 
telephone consultations with or- 
thopaedists who already have CMT 
patients in their practice but would 
welcome discussion about surgical op- 
tions. These experts would need to be 
selected with extreme care, and have an 

interest in furthering o en com- 

leagues. 
f munication about CMT wit their col- 

I hope this letter is beneficial to 
readers, and encourages them to write 
to the CMTA about their problems and 
successes in finding medical 
specialists. 

Sincerely yours, 

Rosemary O'Brien 

Addendum: Dr. Hansen is a 
traumatolo ' t, pediatric orthopaedist, 
and kenergrthopaedist who sought 
speclal training on the foot earl in his r career and now specializes exc usively 
in trauma and surgery of the footlankle. 
Young patients are treated at Seattle 
Children's Hospital, and adults receive 
care at Harborview Medical Center 
which is part of the University of 
Washington. Both hospitals offer auto- 
infusion for post-operative pain 
mana ement (this is not universally 
availa % le). Experienced orthopaedists 
train with Dr. Hansen for foot/ankle 
surgery. He operates on approximately 
six markedly deformed feet each week, 
and about six CMT feet each year. 
When performing the triple 
arthrodesls, he frequently uses rigid in- 
ternal fixation which provides the fol- 
lowing benefits: the joints being fused 
are held so tightly that the surgeon 
skilled in this method gets a recise E result; there is less bleeding; t ere is 
less swelling (which makes it possible 
to transfer tendons in the same opera- 
tion); there is less pain to the patient. 
He has a strong b i i  toward muscle 
balancing in CMT and balances ag- 
gressively (which is very important for 
some, but not all CMT atients). He f readily provides names o patients will- 
ing to converse about all of this from 
the patient standpoint. 

Note: Andrew is recuperating well and 
has been working with a Physical 
Therapist post-operatively in an on- 
going therapy program. This has been 
vital to the post-operative process. 

Rosemary feels it is imperative that the 
patient be under the care of a competent 
Physical Therapist at all times, before, 
&ring and afier surgery. 

Rebecca Sand 
Receives 

Volunteer of the 
Year Award 

At their May 12,1990 meeting, the 
Board of Duectors of the CMTA 
voted to award the organization's 
fust Volunteer of the Year Award 
to Ms. Rebecca Sand. Acknow- 
ledging of her tremendous service 
to CMTA over the years, the Board 
also voted to honor the first 
recipient b naming it the "Rebecca 

Award." 
r Sand Vo unteer of the Year 

Before a gathering of relatives and 
friends, Ms. Sand accepted the 
award at the July 14 meetmg of the 
Delaware Valley CMT support 
group. "Rebecca really is an inspira- 
tion to us all," said support group 
chairman and Board member Rex 
Morgan. "You can't begin to 
measure the benefits we've gained 
as a result of her hard work and 
selfless dedication. Put simply, she 
has been a wonderful asset to the 
CMTA." 

In Honor Of Rebecca Sand 
Contributions were made by: 

Mr/Mrs Michael Woolman 
Mr/Mrs Richard Woolman 
Mr/Mrs Morris Woolman 

Rhoda, Steven, Abby & Shira Sand 
Patty Woolman 

Mr/Mrs. John Schumacher 
Mr./Mrs. I. Miller 
Mr/Mrs H. Bruce 

Ruth Horwitz 
Dr. & Mrs. Simon Levin 

Sybil & Irv Whitman 
Pauline Goldfarb 

Rose Freed 
Judith Goldman 

LETTERS 
We want to hear from YOU! 

Write us at: 
Letters / The CMTA 

Crozer Mills Enterprise Center 
600 Upland Avenue 
Upland, PA 19015 
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Referrals Avallable 
From The CMTA 

The CMTA has compiled a list of 
neurologists, orthopedists, 
physiatrists (a physiatrist is a 
physician trained in physical 
medicine and rehabilitation) and 
podiatrists who have a special inter- 
est in CMT. We can also access 
respiratory s~cialists. Additional- 
ly, we have htings for pedorthists. 
A pedorthist is a practioner who 
provides w e  to the patient by fit- 
ting orthopedic shoes and devices, 
at the direction of and in consult- 
ation with physicians. 
To receive any of these referrals 
send a stamped self-addressed en- 
velope indicating the geographic 
areas needed to: CMTA, Crozer 
Mills Enterprise Center, 600 
Upland Avenue, Upland, PA 
19015. 
For referrals for a hand surgeon 
contact the American Society for 
Hand Sureery, 3025 South Parker 
Road, Suite 3025, Aurora, CO 
80014, phone 303-755-4588. 

E[ 

I want to be in touch! 
I I 
I I 
I I 

Name: i ,  
i Address: 

I 
I 

! 
I 

: Phone Number: 
I 

i Tell us about yome& 
I 
I 

I I CMT Patient Medical Professional 
I 
I 
I I 0 Interested Supporter 0 CMT Family Member 
I 
I I 0 other 
I 

: Please check the apprpnate bbares: 
I 
I 
I Put me on the mailing list! cw Genetin - $10 I 
I 
I CMT Neurology - $10 ' 0 Orthopedic Surgery - $10 

Physical Therapy - $10 
Physical Therapytorthopedic Surgery - $15 (on one tape) 
Neurology/Genetics - $15 (on one tape) 

Join the flgM against CMTl 
I 

: Enclosed is my check for: 
I 
I 
I $25 Member 
I n Contibutions are t~ deductible. 

HELP PERPETUATE TRE CMTAS WORK 

REMEMBER THE CMTA IN YOUR WILL 

You can give hope to thousands of CMT patients by extending your support 
of the CMTA's programs beyond your lifetime. Whether your legacy is 
small or large, you can support our programs of education, semce and 
research by remembering the CMTA in your Will. 

To make a bequest of cash or other property to the CMTA, your Will (or 
supplemental codicil if you do not wish to write a new Will), should state: 

"I give and bequeath to the Charcot-Marie-Tooth Association, a not-for- 
profit corporation, organized under the laws of the Commonwealth of Pen- 
nsylvania, and having its principal office at Crozer Mills Enterprise Center, 
600 Upland Avenue, Upland, PA 19015, the sum of 
$( - ) or ( ) percent of the rest, 
residue, and remainder of my estate to be used for general purposes of the 

A bequest to the CMTA is fully deductible for estate tax purposes. Addi- 
tionally, you will be providing hope to CMT patients and families now and 
in the future. You may wish to learn about other gdt giving opportunities by 
consulting your attorney, accountant, and/or tax or estate planning 
specialist. 

H 

Honoraria 
In Honor Of 

Martin Edelheit 
by Ruth Edelheit 

M/M R E VanAlmen 
by Richard EVanAlmen, 11 

Joan Decker 
by Anita Decker 

Nonnan Cool 
byRobert Cool 

Sophia L Bradwick 
by Faye Bradwick 

R Gordon Bmdwick 
by Faye Bradwick 

Dr. Robert E Lovelace 
by Marilyn Prashker 

Mark, Lcah & Ben Willingham 
byahiend 

For vow mcords. our rrddress is: 

The CMTA 
Crozer Mills Enterprise Center 

If you are moving please send us 
your change of address and enclose 
a mailing label from a previous 
CMTA Report. M k y o u .  
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Call for Articles 
The CMTA Reprt welcomes your ideas 
*an$ article suggestions. For example, 
you may submt a human interest sto 

3 I telling of your e rience of livin wit 
CMT. A h ,  m cal rofessionak can 
forward articles of a c k c a l  or medical 
nature that would be of general interest 
to our readership. 

The following back issues of 7he 
CMTA Report are available at $2.50 a 
copy: 

Spring '90 
Winter '90 
Fall '89 
Summer '89 
Spring '89 
Winter '89 
Fall '88 
SpringlSummer '88 
Winter '88 
SummerFall'87 
Spring '87 
Winter '87 

Write or call the CMTA 
215-499-7486 

CMT.. . 
....... is the most common inherited neurological disease, affecting ap: 

proximately 125,000 Americans. 

.......is also known as peroneal muscular atrophy and hereditary motor sen- 
sory neuropathy. 

.......is slowly progressive, causing deterioration of peripheral nerves 
which control sensory information and.muscle function of the 
foot/lower leg and handtforearm. 

....... causes degeneration of peroneal muscles (located on the front of the 
leg below the knee). 

....... causes foot-drop walking gait, foot bone abnormalities, high arches 
and hammer toes, problems with hand function, occasional lower 
leg and forearm muscle cramping, loss of some normal reflexes, 
occasional partial sight and/or hearing loss problems and 
scoliosis (curvature of the spine) is sometimes present. 

....... does not affect life expectancy. 

....... has no effective treatment, although physical therapy, occupational 
therapy and moderate physical activity are beneficial. 

....... is sometimes surgically treated. 

....... is usually inherited in an autosomal dominant pattern, affecting half 
the children in a family with one CMT parent. 

....... mav become worse if certain neurotoxic drum are taken. 
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