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INTERVIEW

CMT CHILDREN: Advice and Information

A leading pediatric
neurologist discusses
the issues.

Dr. Harold G. Marks was recently
interviewed at the Alfred I. duPont
Institute by Dr. Howard K. Shapiro
e 0f the NFPMA. Dr. Marks, who is
Director of Neurology at the Insti-

tute, has substantial experience diag-

nosing and treating the CMT child.
The Alfred 1. duPont Institute is a

multispecialty hospital for infants,

children and adolescents located in
Wilmington, Delaware. '

Dr. Marvks, let us suppose that
there is a CMT parent who
has normal parents and si-
blings, would it be possible for
this CMT parent to have a
CMT child? .

Yes, it is possible, and there are
three different situations to explain
this. Our first consideration would
be a parent who inherited his/her
disease as an autosemal recessive
disorder. In this case the parent
would not pass the disease to his/
her children unless he marries a
CMT patient or CMT carrier. This
is very unlikely except when he/
she marries a relative. The second
possibility is that the CMT parent
has autosomal dominant CMT and
he/she represents a first generation
mutation. His/her children would
have a one in two chance of having
CMT. The third possibility is that
CMT has been present in the fami-
ly, but totally undiagnosed. Autoso-
niai dominant disorders like CMT
have very varying degrees of sever-
ity even within the same family.
Again the odds are one in two a
child would be CMT. Another con-
sideration would be sex-linked in-
herited CMT. If the CMT parent is

Dr. Harold G. Marks

male and inherited his disease as
sex-linked, his children would be
disease free, but his daughters
would be carriers, Those daughters
would have & ane in four chance of
having a male child with CMT.

What are the early warning
signs of CMT in children?

From the results of a study we
did here the overwhelming major-
ity of patients (93.8%) had a foot de-
formity. The most common of these

Continued on page 2




deformities was pes cavus (high
arches, 84.6%), followed by claw-toes
(39.5%) and varus foot (turned in
foot, 25.4%).

What is the most common age
for parents to seek help for a
child and a diagnosis to be
made?

Again from the study we did
here, the median age of onset of
CMT was 5.3 years + or -4.2 years
with a range of age from 0 to 12.4
years of age. Almost all patients
(80.9%) had symptoms of CMT be-
fore age 10. It was interesting to note
that 60.5% of the patients were males
compared to 39.5% females.

Would a one year old CMT
baby walk normally?

Mostly they will, but as the dis-
ease progresses they develop high..
arches and foot deformities. Occa-
sionally, babies with CMT are per-
sistent toe walkers. However, there
are other causes of toe walking. If
there is a family history of CMT I
would do nerve conduction studies
and EMG's.

Can nerve conduction studies
be done on a full age range.of
patients?

Yes, but I usually wait until a
child is 2 years of age and then do
an EMG.

By EMG, you mean you are
testing the electrical function of
muscle tissue?

Yes, nerve conduction studies
test the peripheral nerve fibers.

When you do an EMG on a
CMT patient what do you
learn? How do they differ from
a normal person?

With CMT, EMG's demon-
strate changes in muscle electrical
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activity which is due to decreased
nerve function. These changes are
both acute and chronic.

With a child do you usually do
both an EMG and a nerve con-
duction study?

Yes.

How do you get the coopera- |
tion of a young child?

It is a matter of experience. I do
not do EMG's but rather use very
experienced physicians who do
them frequently. We have three
physicians here who do EMG's.

Do you sedate a child?

No, it is not necessary. We try
to get the child's cooperation. It is
not ideal to do an EMG at a very
young age. Since CMT is not a
{featatte-disease, in the child with a
family history of CMT when diag-
nosis is not wanted for genetic
counseling, we wait until the child
is older. Also, if the child shows an

- unusual fear of needles we will wait

until the child can understand the
reasons for testing.

When you do EMG's and nerve
conduction studies on a child,
are there needle electrodes
involved?

In an EMG there are needle
electrodes: for the nerve conduction
test there are surface electrodes.

It sounds as if it is important
to relate to the child.

Yes, it is very important, and 1
stress to the parents that there is
minimal or no risk to the child.
Once the test is finished there are
no alter effects.

How long does the test take?

Usually 30 minutes.

If a child has been diagnosed
as having CMT, is there any
way of predicting the severity
of the disease?

It is my impression that chil-
dren with the demyelinating form
of CMT (HMSN ) are overall a little
more severely involved than the
axonal form (HMSN II). Others
have reported in adults a correla-
tion between age of onset of symp-
toms and severity of disease. In
childrenthis-does not seem to con-
sistently correlate. Finally, others
have reported the sporadic or auto-
somal recessive forms of CMT to be
more severe than the autosomal
dominant.

Does the clinical history of the
parent affect the degree of disa-
bility of the child?

No, there doesn't seem 1o be a
way {0 prediet4hat-As 1 said before,
autosomal dominant disorders
have varying degrees of severity
even within the same family.

At what point do you think
that a CMT child is a candidate
for orthopedic referral?

~ e see patients here in a clinic
setting. The clinic is attended by an
orthopedist and me. Dr. Richard
Bowen, the orthopedist, also contin-
ually monitors the child. Initially,
we tend to put the children in
AFQ's (leg braces). As the disease
progresses, they may go on to sur-
gery, but this decision is made by
Dr. Bowen and the parents.

I know Dr. Bowen prefers to

wait until age 12-13 to operate.
Is the decision ever made to op-
erate earlier?

Yes. There are two indications
for surgery. They are ankle insta-
bility resulting in repetitive liga-
mentous injury which is not

Continued on page 3
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helped by nonsurgical means such
as AFQ's and progressive pes cavus
deformity (high arches) which

_limifswalking ability or causes
pain.

What percentage of CMT chil-
dren here are referred for
surgery?

I would estimate less than 10%.

What determines if a child
needs AFQ's?

If the child is twisting his/
her ankles frequently, or if he/she
has a lot of pain in the ankles and
arches and it affects his/her walk-
ing, we then recommend AFQ's. If
all he/she has is ankle weakness or
high arches alone, I don't recom-
mend the AFQ. I try to wait until
the child will clearly benefit from
the AFO before I prescribe it. As you
know, the AFO may cause disuse
weakness. In addition, if children
don't clearly benefit from AFQ's
they will refuse to use them.

Do children outgrow braces?
They usually last 1-2 years.

Do the children here come
through the MDA clinic?
(Editor's note: MDA is the Muscu-
lar Dystrophy Assoclation, an or-
ganization that is independent of
the NFPMA.) ~

About one-tenth of them do
and the others are privately re-

ferred. Almost all our CMT referrals
are from orthopedic surgeons.

If a child needs leg braces does
the MDA cover the cost?

Yes, MDA helps provide for
their purchase and reasonable re-
pair. Once A CMT child comes here
I enroll the child with the MDA,
He/she then has the choice of being
followed at our MDA sponsored
clinic, and if the child needs ortho-
pedic aids such as braces, a wheel-
chair, crutches, etc. MDA will help
provide for their purchase.

What about exercise and the
CMT child?

I encourage them to be as ac-
tive as possible, but I discourage
them from participating in contact
sports. However, I do not prohibit
them from doing so. I have one pa-
tient who loves to play football and
he has continued to play. As far as
exercises, | initially send new pa-
tients with moderate to severe weak-
ness to see a physical therapist for
strengthening exercises. If I see a
significant hand weakness, | send
them to an occupational therapist.
The therapists give them exercises
to do at home, and the patient is re-
evaluated periodically usually eve-
ry 3-6 months.

Do you see CMT children as
having a balance problem that
limits them in sports?

No, 1 haven't had a patient
complain of this. In fact, I know of
two CMT patients who are skiers. I
know of no study showing therapy

Continued on page 4
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helps, but I feel keeping the muscles
stretched so they do not develop con-
tractures and maintaining and
improving muscle strength must
benefit the children.

Is there anything you tell the
children not to do?

No, not really except for the
contact sports warning. I try to
have the children live as normally
as possible.

I know you have seen a child
who is mentally retarded and
has CMT.

Yes, but I feel she has two com-
mon diseases, having cerebral palsy
and mental retardation as well as
CMT. I have tested her for several
other disorders that involve both
the central nervous system and the
peripheral nerves, but they have all
been negative. Her brother, also a
CMT patient, has normal
intelligence.

In other words, you feel there
is no correlation between CMT
and mental retardation.

No, in fact most children I see
with CMT are very bright. These
children tend to focus their poten-
tial in academic areas rather than
motor areas.

Have you referred any children
to special education programs?

No, most CMT children don't
have this need.

Should parents confer with the
child's primary teacher and ex-
plain the disability?

In a few CMT children with
hand weakness it is very difficult
for them to copy school work or take
notes. For these children I have
asked the teachers that they be al-
lowed to tape lectures and other class
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work. Additionally, I encourage
these children to learn to use a word
processor (if they have a computer
at home) in order to type their as-
signments. In gym it is different.
Activities such as running and
rope climbing would be difficult
and should be explained to the
teacher. However, no parent has
ever asked me about gym class.
Gym teachers should not have un-
reasonable expectations for the CMT
child.

Are pediatricians as a group
trained to recognize the CMT
child?

No, there is a need for educa-
tion in this area. CMT is a relative-
ly common problem. In the ten
years | have been here I have seen
200-300 cases.

Are you aware of CMT chil-
dren having chronic pain?

Yes, but it is not common.
Some children complain of inter-
mittent back pain, calf pain, thigh
pain, and pain of the arches. This is
more severe at night. I would guess
5-10% of the children have pain.
With these children I send them to
a physical therapist for stretching
exercises.

Do you give drugs to children
Jor chronic pain?

No, but most children do not
have severe pain. If I had a patient
with severe pain, then I would con-
sider medication.

What is your philosophy about
labeling the CMT child as
disabled?

Although I recognize that
children with CMT have limita-
tions, I feel that they should lead as
normal a life as possible. Their areas
of strength should be identified
and if physically able they should

be encouraged to participate in ac-
tivities that interest them. As I said
before, 1 know persons with CMT
who ski, run in marathons, and
play high school football. Further-
more, I know CMT adults who are
physicians, scientists, attorneys,
and truck drivers.

If the child is wearing leg brac-
es, can he/she participate in
sports?

Yes, they can. To summarize, I
encourage the child to be as normal
as possible. I want the child to look
upon himself as normal, not crip-
pled. CMT patients go into all profes-
sions. Although, I do warn the chil-
dren about choosing heavy labor
occupations. As the disease progress-
es, some things would become diffi-
cult to do as the muscles weaken.

_ For instance, a CMT patient should

not become a bricklayer.

Then you would not encourage
a musical CMT child to be-
come a professional musician.

No, I would not if the child is
interested in playing an instru-
ment that requires great manual
dexterity and was interested in a
performance career. However, for
the musically gifted CMT child I
would certainly encourage their
talents to be expressed in compos-
ing, teaching, conducting, or
wherever their interests lie. Fur-
thermore, I would always encour-
age them in their music for an avo-
cation. What I do not want is for
the CMT child to have to re-train in
mid-life because of their disease. I
also warn CMT patients about
working with peurotoxic chemi-
cals. In CMT there is an abnormali-
ty of the nerve and the nerve is very
limited in its ability to withstand
chemical as well as physical
trauma.

Continued on page 8




This issue is dedi-
cated to the

memory of Irving
Finkelman. Mr. Fin-

kelman, a CMT
patient, passed

away in Novem-
ber, 1988. He was
a long-time friend
of our program, a
dedicated fund-

raiser, a major

contributor, and
worked tirelessly
on behalf of our

program. We. will

In Memory Of
Murray Wolbach
Burton S. Wendkos
Burton S. Wendkos
Robert G. Bradwick
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mailing it with your check to NFPMA, University City Science Center, 3624 Market Street, Philadelphia, PA 19104.
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Q Check if you would like the amount of your gift revealed.
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Q Anniversary Q Other
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1988

IN REVIEW

D

‘ This has been a productive,
busy year for all concerned with the
NFPMA. We are growing and that
delights us. We launched a compre-
hensive newspaper campaign
which brought us many new CMT
palients and families, but probably
our best efforts were in our half day
nalient family conferences spon-
sored in four different cities. These
conferences featured speakers from
the individual areas and at the con-
~tazion of his/her presentation
exch speaker answered questions
fram the audience,

The first of the series was in
Philadelphia in February. At this
conference, Dr. Robert Kreb, III
spoke to the group on options in re-
habilitation for the CMT patient.
Not only is Dr. Kreb a board certi-
fied physiatrist and well qualified
to address this issue, but he also is
very interested in the CMT patient

After his lecture, Dr. William Zink
discussed details of normal and
pathological aspects of lower leg
motion with several CMT
patients.
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and his/her unique problems. Dr.
Howard Shapiro of the NFPMA
also spoke giving an update on the
then pending FES study (func-
tional electrical stimulation) being
done with Dr. Gilbert Hice of the

ical Center in Orlando, Florida.
Qur speakers were Dr, Michael Pol-
lack, a pediatric neurologist, and
Dr. William Zink, an orthopedic
surgeon. During the course of the
afternoon this group of participants

Dr. William Kingston speaking at Rochester conference.

Pennsylvania College of Podiatric
Medicine. From this meeting a
lively, active support group for the
Delaware Valley was begun under
the able leadership of Rex Morgan,
Jr.

The second conference was in
April at the Shriner's Children's
Hospital, Atlanta, Georgia. It was
here that Dr. Donal Costigan, a
neurologist with an expertise in
neuromuscular disorders, and Dr.
Sushma Chandan, a physiatrist,
spoke to an enthusiastic group of
CMT patients and families, At this
meeting Dr. Costigan discussed the
list of neurotoxic drugs that are to
be avoided by CMT patients. (This
list is published in the NFPMA Re-
port). A support group for the Atlan-
ta area is being formed under the
guidance of Molly Howard.

The third meeting was in
June at the Orlando Regional Med-

quickly went from an interested au-
dience to a spirited support group.
This was evidenced by this reporter
observing Dr--Zink. taking the leg
braces from one patient to show to
another patient. The exchange took
place in an informal session follow-
ing the program. Needless to say,
from the Orlando conference an ac-
tive support group led by Mary Bee-
ler has developed.

Qur fourth conference was in
October at Strong Memorial Hospi-
tal in Rochester. Qur participants
here were from central and western
New York, and again an interested
and enthusiastic group. Dr. Wil
liam Kingston, a neurologist spe-
cializing in neuromuscular disor-
ders and Dr. Craig Hyser, a neuro-
geneticist, enlightened and in-
formed us. Dr. Kingston, in
response to a patient question, reaf-
firmed the neurotoxic drug list
and also added to that list mega dos-



es of vitamins A and D. Therapeutic
doses of B-6, A and D are alright, but
mega doses of these vitamins are to
be avoided by the CMT patient. Dr.
Kingston further cautioned CMT
patients about unnecessary carpel
tunnel syndrome surgery. He stat-
ed CMT patients can certainly get
carpel tunnel syndrome, but the
CMT disease process can also pro-
duce symptoms that mimic this
condition. Three people volunteered
to act as support group organizers
and they are planning their first
meeting for January. The three are
Joan Lubberts, Neale Bachman and
Bernice Roll.

This series of meetings proved
to be a great success in bringing in-
formation and encouragement to
many CTM patients. We are pleased
with the success of this program
and plan to continue the meetings
in many different cities through-
out the country. We feel that the
CMT patient is best served by these
regional conferences.

‘Ad,ditionally this year we
have continued to send out infor-
mation Kkits to patients and profes-
sionals, continued the VCR tape
rental program, distributed infor-
mation about orthopedic shoe ser-

Karol Hitt convening the
Rochester conference.
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“Bathers,” 1979 by Zdzislaw Lindner.

vices, cooperated with researchers
when CMT participants were need-
ed, worked with the Pennsylvania
College of Podiatric Medicine and
the University of Pennsylvania on
the FES study that is in progress
now, and gave physician referrals
to many. This last activity is an in-
creasing service and we are now in
the process of greatly expanding
our list of doctors.

In- January, several NFPMA
members participated in a confer-
ence entitled "Psycho-social Well-
Being in Muscutar -Dyetrepy-and
Allied Diseases III" which was
sponsored by Columbia University
and the Foundation of Thanatolo-
gy. (A complete report of our partici-
pation at this symposium is in the
Spring/Summer 1988 NFPMA Re-
port.) At a May fund raising party
in New York City, the works of
Zdzislaw Lindner, an enormously
talented artist and CMT patient,
were featured. The NFPMA and the
University City Science Center,
3624 Market Street, Philadelphia,
PA are currently sponsoring an ex-
hibit of Lindner's work. This ex-
hibit will run through December
30. We encourage everyone who
can to view this exceptional artist's
work. The Science Center is open 9
5 daily and you are welcome in the
gallery. It is located next to the Uni-
versity of Pennsylvania campus, is
not difficult to find and generally

parking is available in the area. -
nally, work is progressing on the
book that is being written from the
Second International Conference
on Charcot-Marie-Tooth Disorders.
(This NIFPMA sponsored confer-
ence was covered in the Summer/
FFall 1987 NFPMA Report.) Publica-
tion is expected in the spring of
1989.

In conclusion, we would like
to thank everyone who has helped
us to make this year a year of
growth and progress. The medical
professionals who gave so freely of
their time and knowledge, the facil-
ities who opened their doors for our
meetings, the people who licked
stamps and stuffed envelopes, the
support group leaders and mem-
bers who spent time and money get-
ting their organizations function-
ing, and those individuals who
contributed the money so necessary
for the NFPMA to exist are the peo-
ple to whom we are deeply indebted.
As we grow we are meeting some ex-
ceptional and wonderful people and
in the future we are going to be
highlighting them. Daily, we are
meeting and working with very
gifted, dedicated and capable people
who happen to have CMT. #

=D
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Adriamycin
Amiodarone
Chloramphenicol
Cis-platinum
Dapsone

Gold

Isoniazid (INH)

Vincristine

MEDICAL ALERT
MEDICAL ALERT

Certain Drugs Toxic to the
Peripheral Nervous System

‘This is a list of neurotoxic

drugs which could be harm-
ful to the CMT patient. Be-
fore taking any medication
discuss it fully with your
doctor for possible side
affects.

Diphenylhydantoin (Dilantin)
Disulfiram (Antabuse)
Glutethimide (Doriden)

INTERVIEW
Continued from Page 4

You are referring to industrial
solvents?

Yes, the patient should ask
his/her place of employment about
toxins and consult with his/her
doctor about them. Physical trau-
ma is another factor. Some people
have to wear heavy packs or belts
which would subject them to physi-
cal trauma. Prolonged standing
would also be very difficult.

As a final question, what
about scoliosis in children?

Yes, scoliosis is present in
about 40% of the CMT patients seen
here at A.l. duPont Institute. About
15% of our CMT patients have come
to us because of scoliosis and subse-
quently the CMT diagnosis was
made. From our study 43.2% of the

Hydralazine (Apresoline)

Mega Dose of Vitamin A

Mega Dose of Vitamin D

Nitrofurantoin (Furadantin, Macrodantin)
Nitrous Oxide (chronic repeated inhalation)
Penicillin (Large IV doses only)

Pyridoxine (Vitamin B%)

M _
an equal portion did not, leaving
13.6% for whom the information
was not available. This would sug-
gest that the true percentage for sco-
liosis is closer to 50%. The scoliosis
was not usually severe and did not
generally require surgery. Howev-
er, 101 LMT scoliosis patients
may require surgery. i

FOR THE NFPMA

This material is presented for
educational purposes only
and is not meant to either di-
agnose or prescribe. While
there is no substitute for pro-
fessional medical care for
Charcot-Marie-Tooth Disease,
these briefs offer current med-
ical opinion that the reader
may use to aid and supple-
ment a doctor's treatment.:%
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ATTENTION

If you are moving please send
your change of address to the
NFPMA, University City
Science Center, 3624 Market
Street, Philadelphia, PA
19104. It will help us if you
enclose your former mailing
label from a previous
NFPMA Report.i#:

EDITOR'S NOTE

We wish to thank Teri Daino
and Lauren Ugell for their as-
sistance in the studies de-
scribed in the previous edi-
tion of The NFPMA Report,
entitled Psycho-social Aspects
of CMT. The work they con-
tributed is most
appreciated.



A primary goal of the NFPMA 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 groups, a grow-
ing and vital part of the NFPMA program, inform and support anyone who

must deal with this often overlooked disease.

There are already several NFPMA support groups. These chapters are spirited
and growing stronger, but more groups are needed in other parts of the Unit-
ed States.The NFPMA will gladly help you to set up a chapter in your area. For
information contact the NFPMA by mail or call (215) 664-6010.

Perhaps there is a chapter meeting near you. You are cordially invited to join

these groups in their upcoming events.

New York
Meetings: every other month
Next: December 10

Where: Rusk Institute of Rehabilitation Medicine
Room RR 610 (6th Fl. Research Wing)
400 East 34th Street (at First Avenue)
New York, NY 10016

b (212) 4813419

Delaware Valley

Meeting: This group held it§3td m
Holy Redeemer Hospital in
PA on Nov. 19th.

Next: January, 1989
Contact: Rex Morgan, Jr. (215) 672-4169

Tidewater, VA Area
Meeting: January 28, 1989

Contact: Mary Jane King (804) 591-0516
Ellen Morton (804) 851-7046

Riverside Hospital

School of Professional Nursing
J. Clyde Morris Blvd.
Newport News, VA

Where:

BESSSSSSSSeessee |

e

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

Cleveland, Ohio
Contact: Norma Markowitz (216) 247-8785

Orlando, Central Florida Ar
Contact: Mary Beeler (407) 295621

tic

“461-1016

(214) 542-0048

3¥d Thursday

427

San Francisco, Califo
Meeting: January 21, 1989

Contact: David Berger (415) 461-3906
Leave a message on the tape.

Parsons, Kansas

Contact: Tammy Tayler (316) 421-5286

HMWWW
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LETTERS

a forum for NFPMA
readers

T hank you for providing us
with the information on Char-
cot-Marie-Tooth disease. I
am sure that many of the
physical therapists who read
about the disease in the PT
Bulletin will have gained some
valuable insights into the dis-
ease and about some of their
patients. Please keep us up-
dated on any progress gained
against CMT. We will be hap-
py to pass the information
along to our readers. Once
again, thank you.

Monique Milner Smith, Asso-
ciate Editor ® PT Bulletin,

American Physical Therapy As-
soctation ¢ Alexandria, VA

We want to hear from
you, so write us at:

Letters

The NFPMA, University
City Science Center,
3624 Market Street,
Philadelphia, PA 19104.
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It was a great pleasure to
meet you and to put faces to
the signatures. We found the
meeting most interesting and
informative. It does help to
hear CMT discussed in per-
son--it puts things in a differ-
ent perspective. I just wish we
had had more time to talk
with the doctors and the other
CMT sufferers who were
there. Perhaps that will come
later when and if we organize
a local support group.

Thanks for organizing the
meeting.

MW, EL .. .

with CMT to age 91, I am in-
terested in all the information
I can obtain. I am 75 and
have worn braces for six
years. I feel with this new in-
formation that I have always
had CMT. My eardrums are
a bit concave, energy level al-
ways low, long hard to fit feet,
though they served me well
walking to age 67, humped
shoulders from my teen
years, falling upstairs as well
as down and many little
symptoms like aching joints
and sleeplessness. Thanks
for helping me.

o T O

T hanks a million for the
tapes. We would welcome
more tapes on exercise, espe-
cially in the water, also more
on hands. This was the first
time I understood my CMT
legs and feet. I shared the
tapes with my therapists
(P.T.'s) and my doctor. So
little is known about CMT--I
have been mistreated for
years.

M.H, NY

Received the packet of infor-
mation on Charcot-Marie-
Tooth disease and I am
grateful. Being an old retired
nurse with a 52 year old son
and a mother who survived

JB WA

"T'his is the first information I
have found since I had my
plastic supports made in
1982. I am very grateful to
learn all I can about CMT.
Thank you.

JLC, PA

I want to commend you on
the last newsletter that was
sent out. It was so very infor-
mative. It is very positive to
know that others have the
same problems. You have
done a wonderful job. If you
need anything I can help you
with, let me know.

LK,VA




NFPMA BOARD
OF DIRECTORS
MEET

The Board of Directors of the
NFPMA met in New York City for
its annual meeting on November
15, 1988. At the time of the meeting
the Board members were Dr. Kathe-
ryn Pugh, New London, CT; The
Rev. Lawrence Williams, Drexel
Hill, PA; Dr. Robert Lovelace, Tena-
fly, Nj; Mr. Herman Cohen, Esq.,
Bloomfield, NJ; Dr. Neal Nathan-
son, Philadelphia, PA; Dr. Harry
Harris, Philadelphia, PA; Mr. Wil-
liam Harra, New York, NY; Mr.
George Crohn, Jr. New York, NY;
Mrs. Marjorie Murray, Umatilla,
FL; Dr. Lorene Shapiro, Tangerine,
FL; Mrs. Ann Lee Beyer, Upper
Saddle River, NJ; Ms. Linda Phil-
lips Goldfarb, New York, NY; and
Mrs. Karol Hitt, Wallingford, PA.

At the meeting two additional
members were elected. They are Mr.
J. Rodman Steele, Jr., Esq., West
Palm Beach, FL and Ms, Diane
Freaney, Ambler, PA. Dr. Pugh was
re-elected president, Dr. Shapiro
was re-elected secretary, Mr. Wil-
liams was re-elected treasurer, and
Mrs. Hitt was elected vice-president.

During the meeting the Board
discussed the rapid growth of the
program during the past year and
the resulting adverse financial sit-
uation. This development of pro-
gram has brought help and infor-
mation to patients, family mem-
bers, and the medical professional
community. However, our activi-
ties have outstripped our resources
and we urge you to support the
Foundation to enable us to contin-
ue our service to the CMT commu-
nity, the medical community and

the general public. &

The NEPMA Report is pub-
lished by the National Foun-
dation for Peroneal Muscular
Atrophy, a tax exempt not-
for-profit corporation incor-
porated in the Common-
wealth of Pennsylvania
(established 1983).

The NFPMA Reportis pro-
duced by The Journey En-
hancement Group, Inc., a di-
verse desktop publishing and
computer sales company,
3400 State Road, Drexel Hill,
PA; (215) MAC-3000.

Letters and inquiries may be
addressed to:
Editorial Staff, NFPMA
Report
National Foundation for
Peroneal Muscular Atrophy
University City Science
Center
3624 Market Street
Philadelphia, PA 19104

Call (215) 664-6010 for
more infomation.

You can keep up-to-date on our
activities and help spread the
message of the NFPMA. If this
issue was not mailed to you, we
invite you to join our mailing list
by filling out the form below. It
you are already on our list, kindly
send the name of anyone else in-
terested in The NFPMA Report.
You can also use this form for
VCR tape rentals. Mail this form
to:

The NFPMA Report
University City Science Center
3624 Market Street
Philadelphia, PA 19104

VCR Tape Rental

O Put me on the mailing list!
U CMT Genetics — $10
U CMT Neurology — $10

97 want ta be cnw touct!

Name:

Address:

Phone Number ( )

Tell us about yourself:
O CMT Patient

U Research Scientist

QA Interested Supporter

Q Medical Professional  CMT Family Member

Q Other

FILL THIS FORM OUT AND RETURN TODAY

The NFPMA will rent 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 available. The speakers are authorities in their fields and
lecture topics include: Neurology, Physical Therapy, CMT Genetics, and Orthopedic Surgery. Single lecture
tapes (1 hr., 15 min.) rent for $10, and the double lecture tapes (2 hrs., 30 min.) rent for $15. The rental fee
includes prepaid return postage. To order a tape, fill out our 7 wa«z ta de e towe4! form and send it to us with a
check or money order payable to the NFPMA. Please check the appropriate boxes:

U Orthopedic Surgery — $10

A Physical Therapy — $10

Q Physical Therapy/Orthopedic Surgery — $15 on (one tape)
U Neurology/Genetics — $15 (on one tape)
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OF INTEREST TO OUR
READERS!
L |
THE NFPMA REPORT wecl-
comes your ideas and article
suggestions. For example,
you may submit a human in-
terest story telling of your ex-
perience of living with CMT.
Or, medical professionals can
forward articles of a-clinical or
medical nature that would be
of gencral interest to our
rcadership.

The following back issues of
THE NFPMA REPORT arc
available at $2.50 a copy:
Spring/Summecr 1988
Winter 88
Spring 87
Summer/Fall’87
Winter *87
Write or call the NFPMA
(215)664-6010

Peroneal Muscular Atropﬁy (CMTD)...

is the most common inherited necurological discasc, affecting approx-
imately 125,000 Amcricans.

is also known by its historical name, Charcot-Maric-"Tooth discase,
for the three doctors who first reported on it in 1886.

.. is slowly progressive, causing dctcrioration of peripheral nerves which

control scnsory information and muscle function of lower legs and
forcarm voluntary muscles.

causcs degencration of peroneal muscles (located on the front of the
leg below the knee) and subscquent atrophy of additional lower leg and
forcarm muscle groups.

causes foot-drop walking gait, foot bonec abnormalitics, high arches
and hammer toes, problems with hand function, occasional lowcr leg
and forcarm muscle cramping, loss of some normal reflexes, occa-

tional partial sight and/or hcaring loss problems and scoliosis (curva-

turc of the spinc) may be present.
docs not affect normal life expectancy.

has no cffective trcatment, although physical therapy and moderate
physical activity arc bencficial.

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

is present in the world-wide population, with no apparent link to any
onc ¢thnic group sy

4~

information on Charcot-Marie-Tooth disease from the

National Foundation for Peroneal Muscular Atrophy
University City Science Center
3624 Market Street
Philadelphia, PA 19104
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