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As 2008 comes to an end, let’s take a look forward to 2009 to see what might be on
the horizon with regard to treating Parkinson’s.
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Two surgical procedures that were anticipated to not only improve the symptoms of
Parkinson’s disease, but also treat the underlying disease and slow its progression revealed
disappointing results although they had previously shown encouraging data from earlier trials.
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In July, Titan Pharmaceuticals, Inc. announced that Spheramine®, which had been
granted Fast Track and Orphan Drug status by the FDA, using cells found in the inner layer
of the retina that produce levodopa, did not meet the Phase II clinical study's primary or key
secondary endpoints. They found “no significant differences” between the Spheramine and
sham surgery from the study after 12 months of follow-up.
Then, last month Ceregene Inc., the company that was testing the efficacy of a
growth factor similar to GDNF, that was delivered using a viral gene therapy technique
called neurturin, or CERE-120, reported that their Phase II trial “did not demonstrate an
appreciable difference” between the experience among the patients with Parkinson’s
disease treated with neurturin and the members of a control group.
As disappointing as it was to find these were ineffective, there is still a tremendous
amount of research being done with regard to Parkinson’s. But before I continue, please
indulge me in making a totally unprofessional assumption with regard to the results of these
two trials. The doctors involved in the trials, the companies producing the drugs and
apparently a good number of the people that were in the study thought there was some
significant improvement in their symptoms. Therefore, as a layman who is unqualified to
give anything but my personal opinion, it seems to me that there is a lot to be said for the
“placebo” response. It doesn’t come as a surprise to anyone that the mind is very powerfulwe’ve all heard the phase “mind over matter.”
Although I’ve had Parkinson’s for 24 years, I still consider myself functional most of the
time. But I know the disease is progressing, so I am not suggesting the symptoms can be
“willed” away. But it does make me wonder whether we can do more for ourselves than we
may be doing. Do we have to have a sham surgery to improve? Maybe it’s something each
of us should think about.
Now, what’s new on the horizon…
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In the three decades since carbidopa/levodopa (Sinemet®) revolutionized the treatment of p

What's New on the Horizon?

continued

Although July disappointed us with the Spheramine trial, the journal Nature Medicine
reported that month that scientists in the United States and Japan were able to use cells
from a mouse to treat Parkinson's in the same mouse by using therapeutic cloning, or
somatic cell nuclear transfer (SNCT). Although so far only demonstrated in animals, if the
success is replicated in humans, it will open the door to treatments that reduce transplant
rejection and improve recovery in numerous other diseases and conditions.
In another look to the future, a team of scientists across America has determined that
Parkinson's disease is one of the neurodegenerative diseases at the top of the group's "to
study" list. They have developed an action plan that will study gene function in yeast,
worms and mice to integrate genetic data from large-scale studies of people who have
Parkinson's disease and utilize new stem cell technology to generate cellular and animal
models that can be used in screening for new drug therapies. They will then use a relatively
new technique to reprogram both mouse and human adult fibroblast cells back to nearembryonic status. Those reprogrammed cells, called induced pluripotent stem (iPS) cells,
can then be further tweaked to differentiate into desired populations of cells, including the
dopamine-producing neurons that are attacked in Parkinson’s. The scientists believe that if
they are successful, their work will provide much needed new animal models for testing
therapies for other neurodegenerative diseases.
While this type of research takes a great deal of time to reach patients, in the interim
there are strides being made to improve a Parkinsonian’s quality of life.
A skin patch is in the works to provide a more steady method to deliver levodopa to
eliminate “on” and “off” periods.
Duodopa®, a gel form of carbidopa/levodopa continuously pumped into the small
intestine by a small tube that goes through the skin into the stomach to achieve constant
blood levels of levodopa, has already been used in Canada and Europe, and is now under
review by the FDA.
An orally-inhaled form of apomorphine, a dopamine agonist that needs to be
injected for acute “off” periods, is being developed which will make it easier to use.
While there have been several studies that have shown associations between
Parkinson’s and individual foods and nutrients, the results have been inconsistent. Now,
two popular dietary supplements are being tested and funded by the National Institutes of
Health to see if they will help slow the progression and stop the loss of brain cells that make
dopamine.
Creatine, thought to boost muscles might preserve dying nerve cells by boosting
cellular energy or acting as a cell-protecting anti-oxidant thus slowing the progression.
Already underway, it is largest study to date (1,720 patients will be enrolled at 50 sites
across the United States and Canada) and will last five to seven years.
Coenzyme Q10 is a vitamin-like substance found in human cells that is needed to
produce energy. CoQ10 has been found to be less prevalent in people with Parkinson’s.
This study will enroll 600 patients at 53 sites nationwide. Although both supplements are
readily available over-the-counter at health food stores, drug stores or on the Internet, it is
not recommended that patients take them on their own yet.
While the results of some of the studies may represent no more than minor
refinements in proven therapeutic strategies, rather than major therapeutic breakthroughs,
scientists are still looking for that major breakthrough that will halt or reverse the progression
of Parkinson’s. If nothing else, hopefully there are treatments on the horizon that will help
your neurologist control symptoms and offer some quality of life improvements.
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BUYING A NEW CAR?
If you have limited movement of body extremities and/or loss of
physical functions and need to make a modification such as a wheel chair or scooter
lift, the purchase price of a new car will be exempt from sales tax. Also be sure to
ask the dealer if there is a mobility rebate or discount from the manufacturer.

CAN’T GET REGULAR HEALTH INSURANCE?
If you are under age 65, a United States citizen and a resident of Texas, the Texas Health Pool has
a guaranteed issue for people with Parkinson’s disease and other uninsurable conditions. For more
information, call 1-888-398-3927.

NEED AN ADVOCATE?
While HAPS social workers are here to help, you can also check with The Patient Advocate
Foundation, a national non-profit organization that serves as an active liaison between the patient
and their insurer, employer and/or creditors to resolve insurance, job discrimination and/or debt
crisis matters relative to their diagnosis through case managers, doctors and attorneys. For more
information, call 800-532-5274.

CONSIDER APPLYING FOR DISABILITY
Do you have difficulty with walking or balance? Is there a problem with your memory or
concentration? Check with your social security office and see if you qualify for disability insurance.

CUT YOUR PROPERTY TAX
If you receive disability and live in Harris County or if you or your spouse are over 65
years old, check with the Harris County Tax office (713-368-2000) and ask about
the over-65 exemption that “freezes” your school taxes at the current rate. If you have been taking
a disability homestead exemption, this exemption could save you more money.

From Wall Street to Main Street, everyone is facing difficult
financial decisions. HAPS is no different. In order to continue to
provide the services we offer in these difficult times, we have
decided to “go green” and give you the opportunity to receive your
monthly copy of HAPS Happinings electronically. Not only will you
help HAPS save money, but you’ll be saving paper and trees. You’ll
receive your copy before they are mailed, enjoy the newsletter in full
color and have the option of printing your favorite articles or
passing it on by email to someone else.
We will continue to mail hard copies of the newsletters every
month, but for HAPS to thrive in the coming years, we would
appreciate your help. To receive your copy of HAPS Happenings by
email, notify Kathleen at the HAPS office at hapsonline. (WHO?)
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COME ONE, COME ALL!
If you, a parent, a child, a brother or sister, an aunt or uncle has
Parkinson’s, then make the effort to help improve the quality of
life. Jump on the bandwagon and ride it to Washington to the
Parkinson’s Action Network (PAN) forum where you can make a
difference by just being there.

15th Annual
Research &
Public Policy
Forum
Washington, D.C.

March 15-17, 2009

On March 15-17, 2009, PAN will host its Annual Research &
Public Policy Forum. This event brings members of the
Parkinson’s community together for a wide variety of innovative,
exciting experiences. Attendees have a unique opportunity to
educate themselves on the latest scientific advances in
Parkinson’s disease research, interact with other people in the
Parkinson’s community, and share their personal Parkinson’s
stories with their legislators. The Forum provides advocates with
concrete skills – through advocacy training – so they can bring a
renewed energy and enthusiasm to their communities and better
convey the message that we will not stop fighting for a cure.
To learn more about the Forum and to register online, visit the
PAN website, www.parkinsonsaction.org or call: 800-850-4726.

TANGO/ me dita tion

-6-

Your donation is much appreciated. Your thoughtfulness helps HAPS continue
to provide much needed services to people with Parkinson’s and their families.

GIFTS
Mollie and Malcom Pettigrew
Emilia and Manuel Heredia
Takaaki Furuta

Mr. and Mrs. William Bartek
Linda and Thomas O’Toole

IN HONOR OF
Nina Brown

Dan Lauck

Franelle Rogers

Franelle Rogers

David Lemaster and Heather Bryson

George A. Bourgeois, III

Felicidi and Tommy Fulford

Mr. and Mrs. George A. Bourgeois, Jr.

IN MEMORY OF
Sally Rascoe

Joseph Piekarshi

Nancy and Michael Fleming

Sophie and Rudy Tomjanovich

Donald Weikman

Kerry Dale Moorman

Kim Podraza

Anita Carby

Bill Read

Adrian Levy

Adele Read

Julia Finger
~ All Donations are Tax Deductible~

TODAY…
Having a chronic disease may make the days a bit more difficult;
but every day we awaken, each of us has the ability to choose the
kind of day we’re going to have. No one is in charge of your
happiness except you. Consider the following suggestions for your
New Year’s resolutions!

 Today I can grumble about my health or I can rejoice that I am alive.
 Today I can feel sad that I don't have more money or I can be glad that my
finances encourage me to plan my purchases wisely and guide me away from
waste.
 Today I can cry because roses have thorns or I can celebrate that thorns
have roses.
 Today I can complain because the weather is rainy or I can be thankful that
the grass is getting watered for free.
 Today I can mourn my lack of friends or I can excitedly embark upon a quest
to discover new relationships.
 Today I can murmur dejectedly because I have to do housework or I can feel
honored because I have been provided shelter for my mind, body and soul.
 Today stretches ahead of me waiting to be shaped. And I am the sculptor
who gets to do the shaping.
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