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Welcome to In Motion !

Welcome to this issue of In Motion. We have tightened this issue to include two
“Your Stories “; one focusing on the use of Alternative Care and the second
detailing pain management with Methadone, a controlled substance. Other topics
included in this issue: Massage Therapy, Reading Food Labels, Caregiver
resources, Website Updates, Our Food for Thought View, and DRD- dopamine
Responsive dystonia. We hope that you will find this issue of value. Feel free to
send us your comments, suggestions, and story ideas.

Beka- RN,MS, NP Founder

Website Updates

We have added new items to our dynamic and popular website. We now have a
simple, but informational Publication page, A You Tube Video page where you can
watch the Flash Ad that will be posted on ; excerpts from
the Moving Series with information on how to purchase both books are now
available online, a creative Send an E-Card page and a “Are U at Risk? “for
cervical dystonia interactive page have all been added or are in the process of
being added to the website. We've also listed our Milestones since our arrival in
2000.

As of the release of this newsletter we have had over 35,000 unique visitors to
our website since its launch on April 1°* 2007. We hope to continually improve it
so that it serves You.

My Story: Nance’s Story
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Contact Us

WWW.careddystonia.org
Editor : Beka
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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.
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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
38,000 of them since
last year ( 2006 ).

Not bad — don’t you think 27|
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Massage Therapy:
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Highlights of our Next
issue :Dec 2007

This is “your issue “

Contribute your
thoughts , feedback,
suggestions, stories,
humor to this end of
the year issue !
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Patricia’s Story with the use of massage :

I have what may be cervical dystonia, at least this is what my neurologist
says. I'm in denial, but worrying. At first, my head leaned to the right and
I could not move it to the left or hold it up. | went to a chiropractor,
thinking it was due to a dislocated disc. After numerous treatments, he




suggested the neurologist. | didn't like the botox treatments the
neurologist suggested. | went to a spa and got deep Swedish massage.
This has helped a great deal. I'm almost functional. | can now hold my
head up and have greater strength in my neck. But | still have the
strange automatic turning of the head to the right that is almost
uncontrollable. 1 still hold out hope that | merely need to let the blood
flow get into those tight muscles and let them heal. Then, | hope they will
regain their strength and | will recover from this embarrassing ailment. |
have been struggling for three years now, but have found the greatest
relief through massage. ----Pat H., Bayonne NJ

Reading Food Labels:

Grocery stores are packed with aisle after aisle of different types and brands of
foods. The food label can help you to make sense of how to choose healthy
foods. Here are some tips on how to use the food label to choose foods low in
saturated fat and cholesterol.

Here are some tips that will help you to stick to your low saturated fat, low
cholesterol diet:

Free. This claim means that a food contains no amount (or a very small
amount) of these nutrients: fat, saturated fat, cholesterol, sodium, sugar, and
calories.

e "Calorie-free" means fewer than 5 calories per serving.
e "Fat-free” means less than 0.5 grams of fat per serving.

LOWw. This claim can be used on all foods that can be eaten often without
going over the limit for one or more of these nutrients: saturated fat,
cholesterol, fat, sodium, and calories.

e "Low-saturated fat": 1 gram or less per serving.

e "Low-fat": 3 grams or less per serving.

e "Low-cholesterol": 20 milligrams or less and 2 grams or less
saturated fat per serving.

e "Low-sodium": 140 milligrams or less per serving.

e "Low calorie": 40 calories or less per serving.

Other words that mean "low," include: "little,” "few," and "low source of."

Lean and extra lean. These claims can be used to describe the
saturated fat and fat content of meat, poultry, and seafood and game meats.

e "Lean": less than 10 grams of fat and 4.5 grams or less of saturated
fat, and less than 95 milligrams of cholesterol per serving.

e "Extralean": less than 5 grams of fat, less than 2 grams saturated fat,
and less than 95 milligrams of cholesterol per serving.

Source : http://www.nhlbisupport.com




Resources :
)’ ! ‘food
vt > 'food'labels
‘food?

Caregiver Resources:

www.aarp.org
www.thecaregiverzone.org
Www.caregiving.com
Www.ncoa.org
www.nfacares.org
www.wellspouse.org
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DRD- Dopamine Responsive Dystonia : A View
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Dealing with any
chronic condition becomes all about patience and very little about
understanding I'm finding. C
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Power is hope. . 8 9 )




Yes, Dystonia is difficult. Any chronic condition is. Anyone who tells you
otherwise is lying to you. There is a definite mourning process that you have
to go thru (and sometimes revisit) after a diagnosis.

)

C

1 %.;C
B ) )

) ) -

We need not be defined by our
disease unless we choose that path. To live with Dystonia is not so much
living with a disability as it is to live creatively. Always you must be thinking of
a new and better way to do something. We learn to think outside the box and
we're better, smarter people for it.
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) ) . _Our attitudes are those of builders and
dreamers who can see past the mundane and every-day, not fighters who
concentrate on the unfairness of what they have lost. "
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What'’s this? An Opposing View on Methadone use
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Updates and News

Clinical Trials for Dystonia : Currently there are about 44 active clinical
research trials associated with dystonia- use of MyoBloc, deep brain
stimulation, focal hand dystonia, EMG use in dystonia, diagnosis and
history of neurological disorders. You can find more info about
participating in any of these studies by visiting this website :
http://www.centerwatch.com/

THERAPISTS CAN NOW PUT A WIDE VARIETY OF
ASSISTIVE TECHNOLOGY TO WORK FOR THEIR CLIENTS WITH DISABILITIES
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WEBSITE UPDATES

e We have added excerpts from the Moving Series for reading online.
Ordering information of both books can also be found on our Home
page by clicking on the Moving Series Books icon. Unfortunately we
cannot give out free copies to everyone as our budget is limited
and is primarily based on our Founders' Employment Salary. We
have recently sent out a number of free copies to individuals;
however the costliness of doing so for every request is high for us.
We hope that you will understand this decision. Copies are
available on www.amazon.com.

e Our Avoidable Med List is now online along with new blog site
listings.

e Our Top 55 DBS Questions continues to be the most popular of our
all of our publications. Please read it carefully if DBS is your choice
of treatment.

e For Info on Botulinum Toxin B , visit www.myobloc.com today.

o New Survey on CD has been released on September 1%
2007 , closing 30 days later.. Your Participation will be
valuable and vital once again.




Our Awareness Magnets remain free of charge. Have you spread your
share around the country? World? We are nearing the 40k mark !

Interested in Advocacy , visit www.dystonia-advocacy.org
DBS Film from www.lilafilms .com wins Humanitarian Award.

- 2@ Hope Award 2007. 4 )

- offer accurate information and resources for patients

e encourage sufferers to search for new treatments and hope ;

e refuse to accept inadequate medical advice and doctors who tell
us to "learn to live with it"!

New Botulinum Toxin coming onto the Market ? PurTox- made by
Mentor Corp. will be branching out into the cervical dystonia arena.

Visit the new www.medtronic.com site
Visit the new www.BOTOXMedical.com site

16 grants were given to a variety of researchers, most focusing on the
Torsion A protein by www.dystonia-foundation.org for 2007.

FOOD FOR THOUGHT :

The immediate and long-term stability of Care4Dystonia, Inc. rests on the
growing number of people with dystonia who recognize their needs as well
as the value of an organization. C4D generally strives to succeed based on
our Founder’s yearly salary as an ICU RN with ongoing new initiatives
since 2000.

C4D does not send out solicitations for contributions via mail, post or
otherwise. While voluntary donations are welcomed by C4D, our emphasis
is on Setting the PACE — Patient Care, Awareness, Collaboration and
Education. Although, realistically few of the dystonia nonprofits do not
even “talk or share” one another’s achievements to their own members
whether it is media recognition or some other sort of achievement.

At C4D, we have continued to selflessly promoted the efforts of other
groups in the area of awareness, patient education material, patient
referrals, despite the ongoing drive for dominance by other groups.
Without a doubt, collaboration is necessary verbally, but also needs to be
seen in action, so that the lives of all people suffering with dystonia
regardless of cause improves quickly.

What are your Thoughts on the current Dystonia nonprofit status.
Should there be only 1 group ? Should Unification be emphasized ?




FIRING YOUR NEUROLOGIST :
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1. When your neurologist doesn't like it when you ask questions

2. When your neurologist doesn't listen to you

3. If your neurologist can't explain your illness to you in terms you understand
4. If you feel bad when you leave your neurologist’s office

5. If you feel your neurologist just doesn't like you -- or if you don't like him or her

“While Botox and dermal fillers are not surgical, they are still wholly medical
procedures that require the experience and oversight of a physician
specifically trained in cosmetic procedures of the face. A qualified physician is
key not only to safety, but also to an aesthetically pleasing outcome.” ( the
same theory applies to injections being given for dystonia )

Source : http://www.injectablesafety.org

Just for Fun...
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FINAL THOUGHTS: We recognize the amount of information that is available
and needs to be conveyed to all of you. We hope that you will recognize this issue
as a continuation of that - New Horizons! Best Wishes - C4D

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.

Copyright  All Rights Reserved 2006. C4D.




