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Welcome to In Motion !

This is our second issue of the year. We hope that you
find it of value. Please consider contributing your own
story for future newsletters. Let Dystonia Speak! Best
Regards, Beka and C4D

Tell Us :

Okay, we know you're going to read this and ask, But
what about...? And what about...? We would love hear
your “What Abouts”. Drop us a line and let us know.
We’'ll publish some of in a future newsletter article.

About our New Website :

Welcome to a new look, a new style, new information
and a new feel to dystonia.

First, we would like to thank Megan and her team of
designers at http://www.virtualmagpie.com for
compiling our new website and logo.

Our new website has been concisely, reformatted and
restructured to allow for easier navigation and reading of
information.

Site visitors now have access to education material,
research and community news, newsletter archives, a
“library forum “ that transcends media/ in print, and
video venues, information and resources about pain,
pain relief measures, nutrition, disability updates, patient
stories, direct links to oral medication information along
with botulinum toxin therapy and surgical interventions.

You can nhow comment on Bekas blogs directly on our
site as well and ask direct questions.

An artistic forum, which was launched in November
2006, and a DBS photographic gallery is now also open
for viewing and submissions.




www.care4dystonia.org

Editor : Beka

We have tried to make this website as visible as possible
such site visitors don’t have to search long and hard for
valuable information. A majority of the information now
provided has been written and compiled by our Founder,
a practicing clinician and nurse practitioner.

As always, your feedback, comments and suggestions
are welcomed. We hope that you all will begin an open
dialogue about what you would like to see on the site in
the future. Feel free to email us at any time via
infoc4d@aol.com.

We received an immense amount of feedback, both
positive and negative, about our Founders’ commentary:
Are We doing everything We should be Doing in
Dystonia “. The commentary can be found in our
February 2007 newsletter issue.

Dystonia, Inc. began Guest Editorial Blogs recently. Our
Founder was chosen by the group to write their first
editorial to help “stir things up a bit “and collaborate
with them on a more consistent basis. Our Founder did
so! This Newsletter issue contains fascinating info on
Stiff Man Syndrome, a disorder that can resemble
paroxysmal dyskinesia; a new “Career Change “section,
patient experiences with OMD and much more. C4D

Taking Action :

Greetings, Beka the Founder of care4dystonia.org gave
me your email

I have severe Cervical Dystonia and have had it since
1999 (8 years). Mine came on suddenly in March 1998,
for no apparent reason other than having 8 bouts of
strep throat from Nov 1998 until February 1999. My CD
was so severe that my left ear almost touched my left
shoulder within a months’ time. Botox never worked
(tried for 2 years and actually got worse) and my
neurologist tried everything even phoning the Mayo
Clinic in the USA. Nothing worked and | was in extreme
pain. It was so bad and I lost so much weight that |
literally had to have homecare come into my home for 3
years to help with everyday needs. | have come a long
way since then, but am in no way healed, just learned
acceptance and what to do and what not to do, My life
has changed dramatically, but I am still so blessed with




About Our Sponsor :

We are extremely grateful for the

support of Solstice Neurosciences, Inc.

for recognizing the value of this
educational endeavor.

You can learn more about our sponsor
on our website where we have a page
devoted to them and potential new
future sponsors.

the husband, family, and friends that have always been
there to help and support me. However in my journey |
have to totally disagree with your following statement
"Patients with cervical dystonia experience
abnormal squeezing and twisting muscle
contractions in the head and neck area." and
believe that for patients suffering from this horrible
condition they have to be exact on their symptoms to
get proper diagnosis and doctor care. It is not squeezing
and twisting muscle contractions, it is that the muscles
never relax and therefore go into severe spasms that
then cause the pulling and twisting. Most likely this is
due to a chemical brain imbalance causing the overactive
muscles. Most of the muscles affected are not 100 % in
the head and neck area, but in the neck, back,
shoulder and spine areas. This is an extremely important
factor that doctors really need to understand and the
way you portray it | feel is incorrect. | have gone to
many doctors and when you tell them that your neck is
twisting they tend to look only at the neck area and this
causes for the worst treatment possible. 1 know you are
really trying to help CD patients and | thank you for that
but I truly believe that you need to correct your
statement. This is especially important for newly
diagnosed patients because their journey will definitely
be a struggle and if they can at least properly explain to
their doctor (hopefully a neurologist) then they can at
least hope for some help - whatever it may be - because
trust me Botox and many other drugs definitely do not
work for all patients. 7hanks very much for your
Attention- A.S from Canada

Editors Note — The statement in question was not
written by C4D but by Merz Pharmaceuticals. We
applaud A.S for sending comments to the company.

Barbara’s Story :
Barb’s Story about Living with Cervical Dystonia

Over 14 years ago, | experienced increasing
tremors in my head, neck and hands, along with severe
pain in my neck, shoulders and upper back. Working as
a community health nurse, these symptoms interfered
greatly with the demands of my job. | went to several
doctors, before a neurologist diagnosed cervical dystonia
in 1993.




The first course of treatment was Botox A
injections every 3 months into the affected neck muscles
which helped to decrease the tremors and pain.
Unfortunately after only 1 year, | developed antibodies
to this medication, making it ineffective. As an
alternative, oral muscle relaxants and analgesics helped
slightly but the ongoing tremors and pain were
debilitating. | was sorry to have to take early retirement
from my career in 1997.

Next | participated in drug trials for Botox B
(Myobloc) injections and tried to feel optimistic that this
treatment would help keep my symptoms under control.
As well, | found tai chi exercises helpful in stretching and
strengthening muscles, along with massage therapy to
lessen pain.

But Dystonia made a huge impact on my life. |
lived with chronic pain, felt embarrassed by a visible
disability, and had to retire early yet can’'t enjoy sports,
crafts, or travel with family and friends. | attend
Dystonia Support Group meetings where others, age 17
~ 70 who suffer with various forms of this condition,
meet monthly to share their experiences. Sometimes
specialists come to speak about new treatments, while
other times members listen to the difficulties of one
another. It helps meeting with friends who understand
and accept each other’s limitations. All of us support The
Dystonia Research Foundation and its ongoing work to
find a cure.

On September 22, 2005, | underwent deep brain
stimulation surgery. During the following 18 months
through adjustments to an implanted pulse generator, |
am happy to report that my head tremors are better
controlled, back and neck pain has decreased, oral
medications for pain and muscle relaxation are reduced
significantly, and I appear “normal” to my family and
friends. My husband and I just returned from an
amazing 3 week holiday in Costa Rica where we
celebrated a renewed quality of life.

Barbara lives in Canada!




Are You aware about our
Awareness Magnets. Contact us
and we’ll send as many as you wish
at no cost. Help spread the word
about dystonia. We have already

distributed 25,000 of them over
the last year ( 2006 ).

We now have new magnets this year that
match our new website !

A Career Change for Phil :
Hi Beka,

Just thought I'd send a couple more pictures for your
site. The little girl was the daughter of my sister in-law's
son. Just had to get those eyes photographed.

For the record, | was diagnosed with OMD in early 1989
at USC Medical Center. Prior to that, none of the
doctors knew what the problem was. Since the disease
is relatively rare, not much is known about diagnosing
and treating it. There are probably people out there
thinking they have TMJ or a psychological problem, or
other misdiagnosis.

After trying one drug after another, including Botox,
and a bout of depression, Artane seemed to be the
only drug that gave me any relief. | have since been
switched to Parsitan, only available from Canada, which
does not have as severe side effects as Artane. Having
been in sales and marketing | found myself without
employment, which didn't help my depression any. Once
I got my life back on track, a good life was found to be
possible. | dusted off my cameras, started traveling and
wrote some articles for

magazines. Something I'd done as a sideline years
before. Several have been published in RV oriented
magazines. The support of my family is what got me
through a rough patch in a life that had seemed to be
over. My wife (an RN like you) and I will celebrate our
54th anniversary this month.

If anyone would like more information on oral
mandibular dystonia, feel free to publish my email
address on your site.

Ciao for now,
Phil Willen Email : irphil@earthlink.net




Highlights of our Next Issue : June 2007

Alternative Care

Stiff Man Syndrome ?

Stiff-man Syndrome is a rare disease of severe progressive
muscle stiffness of the spine and lower extremities with
superimposed muscle spasms triggered by external stimuli
or emotional stress. Typically symptoms begin between the
age of 30 and 50 and respond to benzodiazepines. EMG
shows a characteristic abnormality and anti-GAD (glutamic
acid decarboxylase) antibodies, which are very specific, are
present in 60% of people with the disease.

Stiff-man syndrome (SMS) was first described by Moersch
and Woltman (1956) in a case report of 14 patients seen
over 27 years. A literature review by Gordon (1966)
including one patient of his own and 33 from the literature
more sharply delineated the characteristics of the disease
and postulated that the symptoms might be due to a failure
of inhibitory function. A follow-up report of the Mayo clinic
experience by Lorish (1989) describing 13 patients seen
over 30 years established standard criteria for diagnosing
the disease. A cumulative literature review by Jankovic
(1991) included 2 patients of his own and 82 others is the
most recent large scale report of the disease. Effective
treatment with a benzodiazepine was described by Howard
in 1963.

Although most often the disease begins insidiously and
progresses over years, in some cases symptoms can
develop over weeks. The first symptom is usually a
persistent progressive stiffening of the back or a limb which
may be worse under pressure e.g. crossing a busy street. A
sensation of aching or stiffness may be noted. This
progresses with time and is described as stiffness, rigidity,
hypertonia or increased tone. Additionally patients
experience spasms of the involved muscles which are
characterized as severe, tremendous, intense and painful.
The examiner may feel there is a volitional component.
When stiffness and spasms are present together patients
have difficulty ambulating and are prone to unprotected




falls i.e. falls like a tin soldier. When in spasm the muscles
are hard to palpation and may produce abnormal joint
position: extension or contraction. Spasms may be
triggered by sudden noise, touch, electrical shock, passive
or volitional movement and are typically relieved by sleep.
The onset of stiffness may less commonly begin in the face
and arms however the spine and legs almost invariably
become involved with time. An increase in the normal
curvature of the lumbar spine or hyperlordosis is common.
In the GAD antibody positive form of Stiff-man syndrome
there is a strong association with other autoimmune
diseases such as diabetes, hyperthyroidism,
hypothyroidism, pernicious anemia and vitiligo. Often
before the diagnosis is established people are considered
for psychiatric evaluation because symptoms wax and wane
over time and are apparently worsened by heightened
emotional states. Patients with SMS have been described at
fearful, afraid and depressed; it is important to consider the
impact of the symptoms of SMS on the patients’ overall
well-being.

The symptoms of stiffness, rigidity or increased tone,
spasm or _pain are identified by the patient and physician
together. The areas of involvement may include the face,
neck, abdomen or arms but more typically the legs or
lumbar spine are involved. The response to medications is
important in discriminating other causes of stiffness e.g.
Parkinson’s disease and spasticity.

Electromyography (EMG) is an important diagnostic tool in
evaluating patients for SMS.

Source — Yale School of Medicine

LINKS : www.stiffman.org/
www.smsgroup.fsnet.co.uk/
www.answers.com/topic/stiff-man-syndrome

www.caringmedical.com/conditions/Stiff-Man_Syndrome

Sheri’s Story :

My Metamorphosis

Sheridragonfly@earthlink.net

From the time of the diagnosis of an illness like
Dystonia

A human being goes through many stages, much like the
Butterfly

That lays the egg, that then hatches, that then becomes
A caterpillar, and then goes into a cocoon and emerges
A beautiful butterfly.




As | sat one day in 2004, a decade after my diagnosis
with segmental dystonia in 1994, a metamorphosis is
what | feel that I have been through in my life.

I went through the shock of the diagnosis, the anger,
the deep depression, and finally the acceptance in that
decade that followed in my life.

I did my journey with no help from any medical
professional or former friends.

I called upon God and his son Jesus Christ to help me
and that is how | am alive today to tell you this story.
They sustained me and comforted me.

I have multiple chemical sensitivities
illness/environmental illnesses, which

Prevents me from taking any pain medications for my
pain from the dystonia.

I also have fibromyalgia and chronic fatigue immune
dysfunction iliness and had encephalitis as a child.

My dystonia includes Meige, Blepharospasm and
spasmodic torticollis and affects my left arm.

The gene for dystonia is carried on my mother’s side of
the family.

My dystonia started showing itself when | was a teen
when my hands would cramp up and | would
accidentally break my pencils at school due to the
pressure of my hands.

In my twenties, my head started to be pulled to the left
and to the right

And there was immense pain and stiffness in the neck
and the skull.

At about age thirty | had a strong reaction to fluorescent
lighting in my office and | began blinking uncontrollably
and my face would spasm.

My jaw developed spasms and the pain was beyond
what words can describe to those who have not
experienced it.

I had to go through the process of applying for social
security disability

After ten years of working with immense spasms and
trying to do a hectic job as a school secretary with
dystonia.

Being granted disability after a year and a half was a
blessing because | needed the Medicare coverage and




money to pay for medications.

The stigma of being on disability was embarrassing to
me.

The people I thought of as friends pulled away and |
found that

Being on disability or being sick changes your entire
social life

And people I had worked so hard to be their friend and
co workers

were no longer friendly towards me.

In 2006 | was given my first digital camera by my
stepfather of Atlanta, Georgia.

I practiced with this camera and started to take photos
of the Deer that came in my yard, the birds and
squirrels.

I had found something that gave my life more meaning
and brought out the

Visual ability talent that | had possessed all my life and
my love of nature.

I look forward to getting up each day, to sit by my large
windows and

Wait to see if a woodpecker , a squirrel, a nuthatch, a
wren, a Deer,

Or Hawk will come to eat shelled corn, raisins , apples or
treats

That we put out for them in the yard.

We live on a hillside surrounded by 360 degrees of tall
Hickory, Ash, Elm, Cherry and Dogwood trees, without
another human being in sight.

I chose the email name of Sheridragonfly because like
the DRAGONFLY.

| stop to watch a bee gathering pollen from a flower,

Or a hummingbird sip nectar, or a newly opening daylily
at daybreak,

And then | soar like the dragonfly, to observe another
miracle of nature.

Please feel free to email me.
I would like to have foreign friends and those in the US
too.

Sheri Anderson Todd
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You Tube Dystonia Videos:
Crooked Twisted Neck Cervical Dystonia
Spasmodic Torticollis
STDystonia - 4 min - Mar 8, 2007
http://www.youtube.com/watch?v=HklOiswb8y4

What's So Funny About Dystonia!
JamesCnotactYelena - 57 sec - Oct 5, 2006
http://www.youtube.com/watch?v=jA6rzt_iVKc

News, Updates, Links...
Botulinum Toxin Being Studied for Cervical
Dystonia

An ongoing clinical research study is evaluating the
safety and effectiveness of two different doses of an
investigational compound, called NT 201. The study drug
is a pure version of Botulinum Neurotoxin Type A.

Previous studies did not show the development of
antibodies, which may represent a clinical advance
because the development of antibodies prevents the
long-term effective use of Botulinum Neurotoxin.

Also known for their cosmetic uses, Botulinum Toxin
preparations are standard treatments for a variety of
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movement disorders, including cervical dystonia. They
work by temporarily inactivating the muscles affected by
dystonia, allowing for more normal function.

Researchers at approximately 35 study centers across
the United States currently are seeking participants for
the study. The study is seeking individuals age 18 to 75
with a clinical diagnosis of cervical dystonia who have
previously been treated for the condition, or individuals
interested in learning if they have cervical dystonia who
have not yet received treatment.

For more information and/or to determine your eligibility,
visit www.dystoniastudies.com or call toll free 1-800-
984-0408.

Information about the clinical trial for Blepharospasm
can also be found on www.dystoniastudies.com

Beth Israel Support Group greeted Beka as a guest
speaker April 10th, 2007. Topic discussed to be included
“Current Dystonia Trends and DBS “.

www.tylershope.org Read up on Tyler today !

Read Feedback about our new website at
www.careddystonia.org/index.php

Visit myspace.com/dystonian today !

May Symposium in White Plains, NY , sponsored by
www.dysphonia.org

Advocacy Day April 17" -19, 2007, sponsored by the
DMRF. Note- Attorney General Gonzales to testify on the
Hill during the same time period. We wish all 4 groups
success !

Cycle tour with a difference (March 2007 )
22-03-2007

ON Saturday, March 24 more than 500 cycling teams will
embark on the first stage of the 2007 Absa Cape Epic
Mountainbike Race in Knysna.

For many the aim will be to finish the taxing eight-day race
in one piece, but for local orthopaedic surgeon, Dr Danie
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Morkel and his cycling partner, Evert Meintjies, this will be
a race with a difference as they aim to raise R40 000 for a
12-year-old boy suffering from a debilitating disease called
Dystonia.

The Cape Epic is an international, 900 km mountainbike
stage race, which starts at Knysna and ends at Lourensford
estate in Somerset West. "It will take us eight days to
complete the race that follows some of the roughest and
most inaccessible routes between Knysna and Lourensford
Estate," says Danie.

"The international participants competing in this event are
world-class and winning the event is certainly not an option
for us. Our goal is to give a good account of ourselves and
our reward will be the satisfaction of preparing for and
finishing an endurance event of this magnitude.”

The team have been cycling 15 to 16 hours per week,
starting at 04:30 in the mornings in preparation for the
event. "Although it is a privilege to participate in this event,
our families and colleagues make great sacrifices to enable
us to participate, says Danie.

"So much time and effort goes into the preparation and
participation in this event and we both feel that the effort
could be of benefit to someone else, especially since our
participation was made possible by Polaris Capital.”

A good friend of theirs, Hanno Burger, is a 12-year-old boy
suffering from Dystonia. Danie has known him since his
birth and says he is a very talented and pleasant young boy
who for the past two years has been affected by this
neuromuscular disease.

At this stage he is paralysed in his lower limbs and is
therefore unable to walk.

He uses a wheelchair or crutches to get around, but despite
his disability, he is an extremely positive young fellow. His
credo is "Hou Aan Nooit Nooit Opgee" (Hang on, never,
ever give up).

He would love to have a special wheelchair to participate in
wheelchair races, which is the only sport he can participate
in at this stage of his illness.

These specialised hand-driven wheelchairs are expensive
and he will need about R40 000 to purchase one. He will
also need further funds should he qualify for surgery at a
later stage.

Trust will benefit other disabled sportsmen
"We are therefore challenging our friends and colleagues to
make a donation for Hanno?s wheelchair. It is also Hanno's
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wish that the Hanno Burger Trust Fund will be of benefit to
other disabled sportsmen. He recently won the first
handcycle race that he entered. At this event the conditions
of wheelchairs and lack of decent equipment was
distressing to him and that is where he would like to make
a difference."

There are two ways you can participate. You can either
pledge a certain amount per kilometre that Danie and Evert
will complete (last year it was 920 km for Danie and 720
km for his partner, but this year the race is 880 km long).

The other way is to pledge money based on the position
Danie and Evert achieve in the race and thereby challenge
them to try their best for a great cause.

The money can be deposited in the following trust account:
Hanno Burger Trust, FNB Stellenbosch, Branchcode: 20-06-
10, Account number: 62121852968 - cheque account.

Donors are asked to e-mail Danie their pledge so that he
can follow-up and add your e-mail address to their buddy
list to give you regular updates on the race. The address is
danie@danmorkel.co.za.

Source — South Africa News

New Horizons !- Beka

Medical Disclaimer: The information contained in this Web Site is for
informational and educational purposes only. While it is based on
professional advice, published experience, and expert opinion, it
does not represent a therapeutic recommendation or prescription.
C4D urges you to consult and obtain medical advice from a licensed,
trained, and competent medical provider. Any decision to use a
healthcare professional-medical care center-clinic listed on this
Website is the sole responsibility of the patient-reader-user.
Care4Dystonia is not liable for healthcare choices, decisions or
possible-actual consequences of medical or surgical therapies made,
sought or obtained by patients and others affected by any form of
dystonia.
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