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MyoBloc™ Patieént Advocate an

T was asked t0 write a short ardicle aboul hivw 1
became involyed in the clinical ressarch mals ol
MyoBloc™ and how that evolved into my
relationship with Elan Pharmaceuticals, promoting
dystonia awarencss, and being 2 patient advocate.

First of all, T have had cervical dystonia for 25 years
and it took abmest 12 years For me to obfain an
accurate diagnosis. I helped liyrm the Divstonia
Support Group of San Diego County 1 1987, the
year [ received the diagnosis, and I have been the
proup leader cver gince. 1 am also a Pacific Regional
(n-Cocrdinator for the Liystonia Foundation.

I tried BOTOX®, the year 1 leamned I had dystonia
but, unfortunately, the physician who administered
it was not experienced with injocting catvical
dystonia patients, and T suffered some painful side
effects. With that kind of an experience, T was very
reluctant to try BOTOX¥, again, 20 T rebied an vral
medicativns (o help relieve my symptoms. When the
pral medications began causing me additional
problems, T had to praduatly discontinue taking
them. It was at that point that the pain and pulling in

.my neek became almost unhearable, I decided ic

was time 1o try BOTOX®, again, but with a more
cxpericnced nevrologist. The BOTOX?®, was fairly
cffective in helping me deal with my symptoms;
however, afier the first couple of years, 1 began (o
notice that 1l was taking much longer to take effect.
and the henetits lasied for only about one month.
Shortly after that time 1 leamed that Mark 1ew,
M.D., Divector of the Movement Disorders Program
ut University of Southemn Califomia, wax
conducting, clinical wials of bomlmum toxin Lype D
(wlich woold evenmally be given
the trade naune MyoBlocT), This
seemed ke an eacellent
opportunity for me to try out this
new strain of toxin and see if i
woiked for me.

I joined the study o Juoe 1997 as
an A-responder thovause 1 sill
recerved some benefit, although
slight, from BOTOXY), First, I

“Cover Girl”

14did well during this phase of the bial and found out
laker thul 1 lad recarved the toxin, Afier that phase
ended, entered the open-label potion of the mial in
which Dr. Lew chose 1 swonowit of toxin that he
would give o me; so be and T were both aware of the
dose given, Dr. Lew gradually worked my dosage vp
to what it is now,

In my particular case, T fnd ha MyoBluc® 1s oore
affective in treating my symplums ol pain and
pulling than BOTOX®, T receive more reliel, and i
lases for a longer period of time—somenmes fiur
months of more, In my experience, BOTOX®, even
at its hest, only lasted tor three months maxinoum, 1
have more energy und thore normaley 1o my
everyday Life now although T st have o pace
nyself, MyoRloc™ helps me to hetter comtrol my
symploms, while not totally elimimating them. T want
to give eredil 1o Dr. Lew, whose superb injection
ckills und cxpertise 1o moveinent disordsrs are most
certainly, in larpe part, respousible for my success
with this product. In terms of side effects, at the very
beginning of tha study T did experiencve a slight
problem with dry mouth, but it was nothing
unbeurable and dizappeared over the course of the
ncxt fow injeclions,

In the Fall of 1999, T was asked by the Dystonia
Foundation to become imvelved in a Pubenl
Advizsory Panel with Elan Pharmaceuticale/Athena
Newrosciences, the company that manufactures
MyoBloc™. A number of olher suppott group
leaders also participated in this event, along with Dr.
Valerie F. Levitan, Exceutive Direetor of the
Foundation and Jennifer Melski, Membership
Director. We wers flown to San Francisco where
Elan is Tocated, we mel with some of the key players
within the MyoBloc™ program, and we were able to
tour thelr facility and loum more about their product
and programs. They also asked ws for our inpul. I
believe thar I was the only patient present who was
involved in their research study, and they were quite
unterested in bow 1 was doing.

Shordy after | retuined home, [ received a calt irom
ong ul their Associate Dhrectors asking me if 1
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recerved some benent, aithough
slight, from BOTOX®), First, [
had to go through the double-
bhind partion of the study, wheh
netther the phiysician nor the
patient knows whether an actual
dose of the product wag piven

ot if a placebo was adminisiered.

This required frequent visits to
the clinic.

ShorUy atier | feliied home, | TECEIVed @ cant 1ITum
ong ol their Assocate Directors asking me if
would be willing w come baek o San Franciseo
and give a talk to their sales reps un what life with
dystonia was 1ike, different trearmenis that I'd

tried, and my experience with MyuBloe™. T agreed
to do fhis since It was importand For ther oo meet
an actual patient and hear what we have to go
through on a daily basis. 1 was sturmad tn learn that

comrbiniiaed on hext poge
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they seldom ever get fo meet patienis who use lheir
products! There were about. 80 persons in
attendance. Public speakimg is not one of my
favorile things, but T managed to get through my
lalk. [ especially enjoyed the part when we ppened
1L up lo yuestons, Dr. Lew was thore and gave an
gxcellent presentation, Il helped thal all of the folks
at BlandAthena seemed lo be cxiremely nice, warm,
caring people.

[nn May of last year, T was asked to paricipate in a
Satellite Media Tour with Executive Txrector D,
Valeriz F. Levilan and Dy stonia Foundation
President Rosalic Lowis. We were asked to figld
questions from the various media resarding the
cesules of the largest dystonia paticnt questionnaire
gver condocted. This ook place in a TV studin, and
we had reporters calling in from all parts of the
country. 1 was able to raik a little bil about living
with cervical dystania and what my experience with
howlinum toxin type B was like,

Latst swimmner, I received another phome call asking
whether my family aod [ would be willing to
participate :h a day-long photo shoot for photos to
be featured in the MyoBlocT marketing muterials.
Tn the macket research that Blan conducted. there
was an overwhelming desire by patiens Lo see a
“redl dvstonia patient” featarad in the heraiure. We
agrecd to do this, and in Seprember 2000
hmshand, our LA-year-uld son, and T spent the day at
the beach being filmed for the MyoBloc™
brochures. 1t was a long 12-hour day and quilc a
unique exparience. i vau look at the brochurcs and
the patient video package, you will see us [ealured.

A Word About Access

I have beeome somewhat of a patient advocate for
ibose dystomia pabents needing MyoBloc™, T feel
Lthal it is an ellectve prodoct and that patients
wantitig 1o ey i1 should have aocess to 1. T feel] very
strongly thai it should nut be rezerved only for A.
Tesistant patients, but rather for anvone who focls
that they aren’t doing wel] with their currenl line of
rcadment, whether it be BOTOX?®, oral medications,

or o combimabon of hnth

Thei, in Cotober 200 1 received an e-mail asking  continued

me if I would speak to a proup of ElanfAthena sales  from previous
reps in Pasadens, Once egaon, | agreed to tell my page

story. Dr. Lew gave a presentation and then we both

fieldad questions from the group.

In Devember, when WyoBloc™ war finally FTRA
approved, | participated in 4 telephone press briefing
fas “the patient™ along wilh Christopher O "Brien,
M.Tx, Valerie F, 1 gvitan, Ph.D)., Mike Coffey from
Elan, and Pauletie Sectler from Elan. We cach had a
cerlain length of time 1o talk and then 21 wus openad
up for questions. Later in December, [ wus also
mtervicwed by a reporter from Reulers news service.

In Maw 2001, Valetic F. Levitan, my son Ryan, and 1
parricipated in a Radio Moedia Tour to coincide with
the first-ever Nystonia Family Symposiom in
Chicage. Reporters from the variouws radio stations
phoned in to ask questions about lile with dystonia,
how it affects family members. treatrnents that are
availlable, and resources for dvslonia paticnts and

their families. T was alsa interviewed by Yogne
magazioe fur un article in the September 2001 issue Yo curl KOn et
o MyuBloe™ and BOTOX®, They wanted to speak Matha thraigh
with a paiicn! who had used both prodocts, T was ner surp ROTL
happy Lo ublige and hope that this will help w bring el i e
abont niore awarencss ghout dystonia. el ;
wiww, dystonia
[ cemain hopeful that Myolloc™ will provide ofsandlegacom,
relicl [ur many other dystomia parients, [ cerrainly her e-mail
plan to conlinue using this product, T would be trmurphy@
happy to communicate with anvone who nught juno.com, or
want to ask me questions sboul my experience through
with MyaBloc™, < Headquarters.

I'have also had to conuounicaw feguently with the by Martha
reimburseinent specialisis 4l Elan to obtain and relay 14 wrphy
informanion. 1 have served as 3 go-between mying to

. i Leader
keep in everyong’s niind that the wellare of the of the
patient 13 the most imparta issue, So, [ wus thrilled -

ystomna

when the Fharmacy and Therapeutics Commites
finally voted o carry MyoBlac™ on theit fotmulary Suppaort
in March., I really Iell thul the hattle was over. Group of

Howavar acenmbioatione snrfarad cancaonine hilliae Len Mean
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reatment, whether it be BOTOX®, oral medizations,
or 4 combination of hoth.

Our San Diego Support Group has worked
telentlessly with the hospitul where our group meets
and where T volunteer to ensure that this product is
on their hospital formlary and is available 10
patients, This has entailed meeting with the
Pharmacy Dhrector on numierous cocasions 1o
express how important it is for dystonia patients o
have acecss b this product.

in March. I really fell thal the hattle was over.
However, complications surfaced concerning billing
codes and, unlorunately, despite ol of our best
efforts, some patienits won't have access to this
product until a specific billing code is 1ssucd.

Many dystonia paticnts have been waiting for years [or
& new form ol bowdinumn toxin to come along, and thia
is a very exciting time [or all of us. MynBlncI® gives
patients another option [or reatment and, far people
like us, that 1% s very important. <

Seprember 2007
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