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The conference hotel is the
Holiday Inn & Suites - Alexandria
Historic District, close to Washington D.C.
Minutes to Regan Airport and the Metro Station
No need to rent a car
Handicap rooms available
Free High Speed Internet service
Free Morning Newspaper
Restaurant and room service on site
Walking/scooter riding distance to shopping, art and entertainment
Excellent dining options
Room rates include a free Breakfast
Special KDA room rates are good for three days before and after the conference.
Special daily rate for our conference is $129.00 for a double. $119.00 single
There are a limited number of handicap rooms available. Please call and make early
reservations to secure one of these rooms. Mention that you are coming for the
Kennedy's Disease Conference for our special rates.
Call 800-465-4329 and reserve your room now.
More information regarding the conference will be forthcoming. This is an early
notice to give you a chance to secure lower rates for your flight and room
reservations. Traveling alone? We'll be happy to meet you at the airport, help with
luggage and transfer to the hotel. Just give us advance notice.
We look forward to seeing you in November! This year promises to be an even better
conference experience than ever before!
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Research/Clinical Trials
On Saturday, March 1st, Dr. Kenneth Fischbeck from the National Institutes of Health was the
guest for the KDA chat room. Dr. Fischbeck is a leading researcher, professor and educator on the
subject of Kennedy's Disease. The chat focused on two current NIH research projects for finding a
treatment for Kennedy’s Disease. Below are some excerpts from the chat. The entire chat can be
found on the KDA website.
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We are just starting an NIH trial with the
drug from Novartis. Our trial is with a
compound called BVS857 that Novartris has
under development that activates the IGF-1
pathway. It fits with studies in our group at
the NIH that have shown a benefit of IGF-1
in mouse versions of KD. It's pretty exciting
for us to get to this stage, the result of
several years of work with the mice in our
lab and over a year and a half of working on
it with the folks at Novartis. The BVS trial
will also include several sites in Europe , in
Italy, Germany, and Denmark.
BVS is a version of IGF-1 that should work
on the muscles and also should help to
protect motor neurons. IGF-1 (and we
expect BVS) helps to stimulate muscle
growth. It also should help by increasing the
breakdown of the mutant androgen receptor
protein. BVS is a new drug that has not yet
been approved by the FDA.
We are starting with two KD patients from
this area to make sure it's safe. The first is
due to get the first dose on Tuesday. We'll
be recruiting 6 more in July (if all goes well)
and another 30 next January. The trial has 2
parts. Part A tests increasing doses for safety
& tolerability. Part B tests the highest
tolerated dose for efficacy over a 12-week
period. The idea is that BVS would be given
by injection, like insulin. We are planning
on weekly injections (our best guess at
present). We'll have to see how long the
drug stays in the bloodstream in this trial.
We may wind up giving it more or less often
than weekly if it works.
In Part A the patients will get injections with
gradually increasing doses every 2 weeks.
We currently plan to give injections once a
week for Part B. We will randomize Part B
patients: 2:1, that is, 20 on drug and 10 on a
placebo. The placebo is needed for
comparison to test whether the drug is really
working. Part B, with the 30 patients, will
involve 12 weeks of treatment. It is our hope
that we will see a benefit in 3 months. Our
time frame is to finish Part A (which is just
starting now) by the end of this year, and
part B by the end of 2015.
Possible side effects are low blood sugar
(like with insulin) at high doses. Also, IGF-1
(and BVS) at high doses have caused facial
weakness (Bell's palsy). These are two
things we are trying to be careful about by
keeping the doses low and advancing
slowly. Also, we are only giving the drug to
people with low IGF-1 to begin with. Most
KD patients have low IGF-1.
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In Part B we will be using thigh muscle
MRI as a way to confirm that the drug is
increasing muscle growth. We'll also be
testing muscle strength and function, and
having patients fill out questionnaires to see
how strong they feel.
For the BVS study, we are taking patients
who have some weakness and are still able
to walk for at least 2 minutes, with or
without a cane. We decided to test BVS
first in the range of patients who are weak
but still able to walk, but the hope is that it
would also help patients who are weaker
and perhaps those who do not yet have
muscle weakness (to slow or prevent the
onset). Our hope is that BVS will also help
patients who are wheelchair bound, but
we'll have to see whether it works in
patients who are able to walk first. For
safety reasons, we are having the patients in
the US come to the NIH weekly for the
injections and follow-up (we cover the
travel expenses). To see if you are eligible,
you can contact Angela Kokkinis at the
NIH: AKokkinis@cc.nih.gov or by
telephone: 1-301-451-8146. We have only
selected the first two subjects for the BVS
trial. There will be plenty of opportunity for
patients to join in later this year and next,
for those who are able to get to the NIH or
one of the European sites on a weekly
basis. If you live outside the US, the best
bet is to contact one of the sites in Europe,
which should be coming online in the next
few months. For those interested in
participating, but are currently taking
Avodart (dutasteride): The rules of the trial
require that the patients be off androgens &
anti-androgens such as dutasteride for at
least 3 months before starting. The other
inclusion and exclusion criteria are listed on
the clinicaltrials.gov website, or you can
ask Angela.
If the current trial is successful, then there
would probably be follow up studies in
more places. There is a small chance the
FDA would approve the drug if it has a
strong effect in this study, but they usually
like to have at least two positive studies for
approval.
The trial has been posted publically on the
clinicaltrials.gov website (you can search
under "BVS857" or "Kennedy's disease")
and on the NIH Clinical Center website.
The company has not yet made public the
details of the drugs composition, pending a
patent application.
Reference other trials: Laura Bott and
Cartlo Rinaldi in our lab have been working
on ASC-JM17 and ASC-J9 in mice, and
they have some interesting results. They
were able to confirm that both drugs have a
benefit in mice, although not as strong an
effect as reported previously. They are
working out the mechanism of action,
which should help in developing a more
potent drug.

From The Top – April 2014
Article by John Coakley KDA President

Thank you Ed! Ed Noack is infectious in his
enthusiasm to help the KDA; I’m infected.
Ed and others began the Texas Golf tournament to
raise funds for KD research three years ago, and
he spoke to those of us at the San Diego
Conference last November with his idea of raising
$1,000,000 (that’s right, one MILLION dollars) for
the Kennedy’s Disease Association.
He and I spoke earlier this week about another
matter, and he quietly let it out that he is meeting
with others in upstate New York to work out the
feasibility and logistics for another KD Golf
Tournament for KD, and that he was flying there
in April to meet with those interested.
I also got a call within the last two weeks from
Gerry Montie, another KD friend, who is now in a
wheelchair most of the time. He is interested in
possibly chairing a new KD 5K event in Michigan,
with some ideas taken from Sarah Kawa’s Queen
Anne’s 5K in Maryland, which is taking place on
April 6th this year.
Get infected with enthusiasm; smile and enjoy life
to the fullest!
Comments welcome,
John Coakley coakleysr@earthlink.net

What's New....
If you shop on Amazon, you can now easily switch to
AmazonSmile. Just do
it once and you're done. All future purchases will help
the KDA when you
choose the KDA as your charitable organization. This
change does not cost
you anything additional in your purchases.
AmazonSmile has been added to the KDA Online
Shopping page. The KDA
will receive .5% of all eligible purchases you make. If
you're not a member
of Amazon you can sign up - if you already are a
member you can accept the
KDA as your charitable organization and continue to
use Amazon for the same
great savings as before. Thank you for using
AmazonSmile!

Queen Anne’s 5K was a Successful Fundraiser!

Article by John Coakley KDA President

THANK YOU ALL!!
Winter finally left our part of Maryland, and one of the nicest days in the last 5 months was Sunday, April 6 th. Over 150 runners competed and completed the second
annual Queen Anne’s 5K to benefit KD. Ed Meyertholen again won the oldest and fastest KD’er to compete (and he also won in his age category).
Many thanks to all of our participants, sponsors, and those generous companies and individuals who worked tirelessly for 3 months to make this event a success. There
were over 28 family and friends who stuffed the goody bags with donated items from over 20 businesses on Friday night.
We are still compiling the figures and will share them with you all in an upcoming monthly news article.

Heather Monte, Asst.
Professor at Philadelphia
College of Osteopathic
Medicine

Chris Grunseich MD from NIH

The committee worked hard to have plenty of
great prizes!!

Sarah Kawa, Race Chairperson (John Coakley’s daughter)

Ed Meyertholen, KDA Board Member

John Coakley, KDA President

From the blog of Bruce Gaughran
"Living with Kennedy's Disease...until there is a cure"
Article by Bruce Gaughran, KDA

Can women have Kennedy’s Disease?

KD Carrier Update
Article by – Mary Goynes

In 2012, we started the Carrier group for a
few good reasons:

Kennedy’s Disease is not gender specific. Both men and
women can have the defective X-chromosome gene. It is
rare, however, for women to show symptoms until late
in their life. Also, symptoms for a woman are generally
minor compared to a man. My mother, for example,
began to experience leg weakness and twitching in her
early 70s.
The symptoms are caused because the mutated gene
cannot process testosterone correctly (do its job). And,
since men normally have higher levels of testosterone,
the symptoms are more severe and begin to show up

DNA Test

earlier in life.

Women are tested for Kennedy’s Disease the same way as men. Your family doctor can draw the
blood and send it to a DNA lab for analysis. If your doctor is unfamiliar with Kennedy’s Disease, you
might want to print this web page that explains the DNA test
http://www.athenadiagnostics.com/content/test-catalog/find-test/service-detail/q/id/61
A DNA blood test normally takes about 4-6 weeks.

Genetics
Since the disease is genetic, both men and women can pass the defective X-chromosome gene on to
their children. Women are considered carriers. Normally, they have one healthy and one defective Xchromosome. There are very rare cases where a woman has two defective X-chromosomes. A carrier
can pass either a healthy or a defective X-chromosome on to her children (son or daughter). A man
with the defective gene can only pass the defective chromosome on to his daughters.
The genetic chart below shows how this can happen.

“Overall, the goal is to facilitate
Participation between KD Carriers and
members, as well as researchers; to secure
and expand current info and
understanding of what it means to be a
Carrier, to offer mutual support, and help
to clarify the physical role of a Carrier by
sharing our stories and symptoms on a
day-to-day basis.”
We currently have 13 members, that is up 5
from the 2012 membership...We'd love to
have more members! We hold names, emails
and all correspondence in confidence.
Carriers who might be concerned about
divulging private information online can set up
a new separate email account. If you need
help, just let me know.
I hope most of you will plan to attend the
November KDA Conference. We have a special
break out session for Carriers and we learn so
much from each other! Write to me with any
questions or comments you might have.
Mary Goynes kdacarrier@swbell.net

Five Minutes With...

In the late 1960’s, Doctor William R. Kennedy was among the first to publish information about spinal bulbar muscular
atrophy (SBMA) and how it was a sex-linked recessive trait in the journal Neurology (1). This is why SBMA bears his
name, Kennedy’s Disease. This past January, I reached out to Doctor Kennedy via email to see what he was up to these
days. I was impressed with his fast and gracious response which came within a few hours.

..

Though he no longer conducts research on SBMA, Dr. Kennedy is an active professor of neurology at the University of
By Kathy and is involved in several areas of research. His work has him working with manufacturers and hospitals
Minnesota
Thompson, KDA
around
the world. Doctor Kennedy explained to me that his “major two goals are to devise high sensitivity medical
Associate
devices to detect minimal disease of peripheral and autonomic nerves and to visualize and diagnose disease in nerves of
skin and internal organs”.
The high sensitivity medical devices detect neuropathy (loss of touch/feeling) much sooner than any other medical
device. With early detection, diagnosis and treatment has a significantly better chance for success. It is also useful for
detecting the effectiveness of treatments earlier in the process. These devices can help identify many conditions, but
the “major emphasis is on neuropathy associated with diabetes and with cancer chemotherapy”. His other area of
research is to measure nerves in the skin and gastrointestinal tract. The aim is to help children and diabetics with
gastrointestinal disorders.
To solve a problem, one must first understand the problem. Not long in the past, men with Kennedy’s disease would
slowly lose the ability to walk and function without knowing what was happening. Along with others, Dr. Kennedy
worked to identify and understand this strange and rare disease. Dr. Kennedy helped start the process carried on today
by the doctors and researchers we get to meet at the annual KD conferences. Through the diligent work of many, we
understand more and more each year, and are confident there will soon be a treatment or cure for this disease. We at
the KDA extend our thanks to Dr. Kennedy for his pioneering work and the others who work so hard on our behalf.
Jameson Parker
•

Kennedy, W. R.; Alter, M.; Sung, J. H. (1968). "Progressive proximal spinal and bulbar muscular atrophy of late onset. A sexlinked recessive trait". Neurology 18 (7): 671–680.doi:10.1212/WNL.18.7.671. PMID 4233749

Women's Support Group

Article by Carla Highe

Sometimes, we just need a little help from our friends…. Has your spouse or significant other been recently diagnosed with Kennedy’s Disease?
If so, then you probably have or will have many questions like…
What is this disease? How will it affect my significant other?
How will it affect our lives together?
How will it affect me?
Will we be able to have children?
Will our children inherit this disease?
What can I do to help my significant other?
How do we explain this to our families?
If you have questions like these and would like to “talk to someone that’s been there”, please consider participating in our support group discussions. Once a month,
some of us get on line for a regular chat session. This is on the second Saturday of the month and is called “Wives and Significant Others Chat”. Check the monthly
reminders for the time for your area.
For the wives and significant others who would prefer to participate in a more individualized, private setting, we also have a group called the KDA E-Pals. In this group,
we e-mail one another individually or as a group to ask questions, share experiences, shed a tear, share a laugh, and just be there to offer support to one another.
If you are interested in participating in the KDA E-Pals group, please contact:
Carla Highe via e-mail at cdhighe@yahoo.com
Thank you!

From Across the Pond…

Article by Eric Mager KDRA Chairman

Kennedy’s Disease Raising Awareness.

2014 Kennedy’s Disease Survey
Article by Mike Goynes

The KDRA started as a UK based Facebook Support group to connect with other Facebook
users affected by KD. That was two years ago and we now have 125 members. KDRA has
become the largest active support group for KD in the UK. We are the only Non Profit
group in UK and Europe actively engaged in raising funds towards research, and raising
awareness of KD. Our Support group has lots going on, and we have a list of plans to raise
our profile even more.
On the list is our intention to post leaflets to all the concerned Medical Professionals in
the UK, with links to our group and general information about KD. Much the same as the
KDA leaflet. Our NHS Logistic team have agreed to help us with distribution throughout
the UK if we pay for the leaflets, which must only contain proven and cited information
from UK research. We now have a direct link with the Research Team at University
College London (UCL) and we will be able to get eh appropriate research data direct from
UCL.
I wrote to Professor Linda Greensmith last year at UCL to find out if there was any
research being done on KD. There is, and now 14 of our members have forwarded tier
consent details to be involved in her research this year. The trustees at KDRA decided to
donate 10,000 pounds towards that research. It’s not a lot in terms of research funding
but Professor Greensmith was delighted. She explained that it would pay for the
consumables they use, so still important. The Ethics at UCL concerning Patient Selection
did not include patients from Media groups such as our Facebook group. This appears to
have been resolved and we are now a legitimate source for recruiting patients wishing to
be involved in research and trials. Any new male members joining our group and
diagnosed with KD are also welcome to register with UCL for future trials.
In 2013 the RGA 2013 cycle team, rode across the Alps to raise funds and awareness from
Geneva, to Nice in France. It took them 7 days and they raised 31,000 pounds for the
KDRA. Truly an amazing event and we will never forget what they did, and had to endure.
Three of our members and our secretary Karen Williams were there at the finish to meet
them and to present them all with a medal. Their page on Facebook is really worth a visit.
The 20 minute video of the downhill ride into Nice is amazing. You couldn’t have done it
faster on a motorbike. The group photos at the finish are great. Well worth a look. RGA
2013 is the page name.
There has never been a UK conference for those affected by KD. We intend to change
that and are looking into holding one. Prof. Greensmith or her colleague have agreed to
attend to discuss their research, but we obviously need to invite other medical
professionals. One step at a time.
We hope to have a new website soon. We are seeking professional advice especially as
the group is growing and we need a credible online presence. It will be fairly similar in
content to your own website at KDA but I don’t think it will be as comprehensive. We
have to balance cost with functionality.
We have several other events in the early planning stage and two of our members are
about to run a half marathon to raise funds and awareness. We had two members last
year who completed a golf marathon. They went round the full 18 holes four times
nonstop and raised 500 pounds in sponsorship money. They made their own posters, and
raised a lot of awareness. Excellent considering they don’t have KD. They just wanted to
support us.
I have to say, I was inspired when in my search for information I discovered the KDA
website two years ago. It gave me the inspiration to start the Facebook group and I was
particularly inspired by Bruce Gaughran. He responded very quickly to my messages
about my fears and concerns when I was first diagnosed. I still look to the KDA for things I
don’t know about KD, and recommend everyone to visit your website.
We have great momentum going within the group right now, and all of us behind the
scenes are committed to continue what we are doing to raise awareness and funding
research.

Later this year, the Kennedy’s Disease Association (KDA) will be
sending out a Survey to all Associates.
If you have had the genetic blood test that positively identifies you
as having Kennedy’s Disease (by providing you with a CAG repeat
count), you can be a part of this critically important undertaking. It
is designed to benefit the dedicated doctors and researchers who
are working to find a treatment and cure for Kennedy’s Disease.
The following are just a few of the reasons for and expected
benefits of the survey:

•

•
•
•

•

A comprehensive understanding of Kennedy’s Disease
and the global prevalence and distribution does not
exist. Current Internet technology facilitates greater and
wider participation and easier data collection, making
comprehensive global participation achievable at this
time.
A strong foundation of data to aid researchers in basing
the direction, substantiating the need and benefits of
their research.
The KDA membership wants to be able to contribute to,
and facilitate ongoing and advanced research in this
disease.
Current level of activity on the KDA web site indicates an
increased interest in Kennedy’s Disease. It is anticipated
that there will be an ever increasing number of
determined cases of Kennedy’s Disease based on the
availability of the genetic test and the increasing general
awareness of the disease.
Possible correlation between CAG repeat count and how
(if) it relates to symptoms, age of onset, and severity.

We encourage both men and women who have CAG repeat counts
of 40 and higher to participate in the survey. Your participation
will be greatly appreciated!

“Working together to find a cure”

Best wishes to you all at the KDA.
Eric Mager, KDRA Chairman

Kennedy’s Disease Association
P.O. Box 1105
Coarsegold, CA 93614-1105
Phone: 559-658-5950
Email:
info@kennedysdisease.org
Web Site: http://www.kennedysdisease.org

Finger Exercises

•

By Bruce Gaughran

It just isn’t the cold anymore …
Over the years, whenever the temperatures dipped, my fingers would stop
working and my hands became worthless. Gloves and hand warmers helped,
but it still was a problem. Beginning last year, I noticed that my finger
strength declined even when it was warm. I dropped things more frequently
and found it difficult to pick up and hold objects.
Frustrated, I decided to do something about it. On the internet, I found
several sites that had finger and wrist exercises. In February, I incorporated
a dozen of the exercises into my daily workout routine. By day three, my
fingers, hands and wrists were sore, and I decided to back off a little. I now
perform these exercises every other day. It has been a month and my
fingers are stronger. It is easier to grip things and my hands function better.

Repeat 10 to 15 times with both hands. You can do this exercise two to
three times a week, but rest your hands for 48 hours in between
sessions.

•

Thumb Flex
This exercise helps increase the range of motion in your thumbs.
•
Start with your hand out in front of you, palm up.
•
Extend your thumb away from your other fingers as far as you can.
Then bend your thumb across your palm so it touches the base of your
small finger.
•
Hold for 30 to 60 seconds.
•
Repeat at least four times with both thumbs.
•
When the above become easy, add the following: Starting with an
open hand, touch your thumb to the pad just below your pinkie finger.
Release and then touch your thumb to the tip of your pointer finger,
ring finger, index finger, and pinkie finger, in sequence. Repeat at least
six times with both thumbs.

•

Finger Curls
Keeping your wrist straight, extend and spread your fingers. Then make a
loose fist, keeping your thumb on the outside of your fingers.

•

Make a Fist
Hand and finger exercises can help strengthen your hands and fingers,
increase your range of motion, and give you pain relief. Stretch only until
you feel tightness. You shouldn't feel pain. Start with this simple stretch:
•
Make a gentle fist, wrapping your thumb across your fingers.
•
Hold for 30 to 60 seconds. Release and spread your fingers wide.
•
Repeat with both hands at least four times.

•

Thumb Touch
This exercise helps increase the range of motion in your thumbs, which
helps with activities like picking up your toothbrush, fork and spoon, and
pens when you write.
•
Hold your hand out in front of you, with your wrist straight.
•
Gently touch your thumb to each of your four fingertips, one at a time,
making the shape of an "O."
•
Hold each stretch for 30 to 60 seconds. Repeat at least four times on
each hand.

•
•

Finger Stretch
Try this stretch to help with pain relief and to improve the range of motion
in your hands:
•
Place your hand palm-down on a table or other flat surface.
•
Gently straighten your fingers as flat as you can against the surface
without forcing your joints.
•
Hold for 30 to 60 seconds and then release.
•
Repeat at least four times with each hand.

Muscle Strengthener
Place your hand palm-down on a table. Place your other hand on top of that
hand, and lift up with the fingers of the hand on the bottom. You can lift the
fingers all at once or one at a time.

•

•

Claw Stretch
This stretch helps improve the range of motion in your fingers.
•
Hold your hand out in front of you, palm facing you.
•
Bend your fingertips down to touch the base of each finger joint.
Your hand should look a little like a claw.
•
Hold for 30 to 60 seconds and release. Repeat at least four times on
each hand.

•

Pinch Strengthener
This exercise helps strengthen the muscles of your fingers and thumb. It can
help you turn keys, open food packages, and use the gas pump more easily.
•
Pinch a soft foam ball or some putty between the tips of your fingers
and your thumb.
•
Hold for 30 to 60 seconds.
•
Repeat 10 to 15 times on both hands. Do this exercise two to three
times a week, but rest your hands for 48 hours in between sessions.
Don't do this exercise if your thumb joint is damaged.

•

Finger Lift
Use this exercise to help increase the range of motion and flexibility in your
fingers.
•
Place your hand flat, palm down, on a table or other surface.
•
Gently lift one finger at a time off of the table and then lower it.
•
You can also lift all your fingers and thumb at once, and then lower.
•
Repeat eight to 12 times on each hand.

•

Thumb Extension
Strengthening the muscles of your thumbs can help you grab and lift heavy
things like cans and bottles.
•
Put your hand flat on a table. Wrap a rubber band around your hand at
the base of your finger joints.
•
Gently move your thumb away from your fingers as far as you can.

•

Hold for 30 to 60 seconds and release.

Finger Joint Blocking
•
Lay your hand palm side up on a table. With your opposite
hand grasp and hold the affected finger at the middle
section just below the end joint. Bend and straighten the
finger at the end joint only while holding the rest of the
finger straight. Repeat for each finger.
•
With your hand in the same starting position, bend and
straighten the finger at the middle joint only, while holding
the rest of the finger straight. Repeat for each finger.

12. Grip Strengthener
This exercise can make it easier to open door knobs and hold things without
dropping them.
•
Hold a soft ball in your palm and squeeze it as hard as you can.
•
Hold for a few seconds and release.
•
Repeat 10 to 15 times on each hand. Do this exercise two to three
times a week, but rest your hands for 48 hours between sessions. Don't
do this exercise if your thumb joint is damaged.
Below are links to several of these exercises including some pictures.
•
http://www.webmd.com/osteoarthritis/oa-treatment-options12/slideshow-hand-finger-exercises
•

http://www.wikihow.com/Exercise-Your-Fingers

•

http://www.healthcommunities.com/osteoarthritis/hand-fingerexercises_jhmwp.shtml

Article by Mike Goynes

Since the KDA is an ‘all volunteer’ organization, we are always looking for volunteers for our committees and
support groups. Please have a look at the following list and see if you would be interested in helping the KDA on
one or more committees.
•
•

•
•
•

FUNDRAISING
SUPPORT GROUPS
• Family Members and Friends
• Individuals Exhibiting Symptoms
• Chats / Support Forums
• Bereavement
• KDA Technical Support
KDA CONFERENCES
PUBLIC RELATIONS
• KDA Newsletters
• Monthly Messages
EDUCATION & RESEARCH

If you are interested in volunteering, please contact the KDA using one of the methods listed below. Any service
you can provide will be much appreciated.
Kennedy’s Disease Association, Inc.
PO Box 1105
Coarsegold, CA 93614-1105 (U.S.A.)
Email Address: info@kennedysdisease.org

“Volunteers do not necessarily have the time;
they just have the heart.”- (Elizabeth Andrew)

