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Kennedy’s Disease knows no
boundaries
… It is passed from generation to
generation in families worldwide

KDA e-Express
The 2012 KDA Conference and Educational Symposium was held in New
Orleans, LA October 10th, 11th, and 12th. There were more doctors and
researchers than ever before – 22 in all! They came from all over the
USA, Taiwan, Canada, Germany, and Italy.
Article by Mike Goynes, KDA Board member/2012 Conference Chair

On Tuesday, before the official start of the Conference, we had an open-to-all-associates
KDA Board of Directors meeting followed by a dinner at the Chartres House restaurant on
the fringe of the French Quarter. Len Janicki and Lou Tudor arranged a wonderful private
room where we had some great Cajun food and interesting conversations!
On day one we learned about how Veterans could apply for help in modifying their homes
to be more accessible; how Embryo Screening can be used to have children without KD –
even if the parent HAS Kennedy’s Disease; about accessible trails in the Rocky Mountains
National Park; how Models of Kennedy’s Disease are made and the advantages of using
certain types vs. others; about protein misfolding; and how Murray Williams made his
home more accessible. That evening Kathy Thompson organized a group dinner that was
a resounding good time for everyone who attended.
On day two we were given another lesson in neurology by Ed Meyertholen, who spoke in
a language we could all understand; then Ed and Kathy Thompson hosted KD Jeopardy in
which four teams were formed who competed against each other in questions related to
Kennedy’s Disease and the KDA; Tobias Jochum, the Young Investigator from KIT,
Germany, explained his research in Oligomerization in SBMA; Dr. Maryellen Romero,
Ph.D., CIP, a Clinical Neuropsychologist from the Department of Psychiatry and Behavioral
Sciences at Tulane University’s Health Sciences Center, gave the audience a great
presentation on “Sex and All that Jazz” and then hosted breakout sessions for the men
and women; we then concluded the day with our customary silent auction and dinner.
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Gene Hung, from ISIS Pharmaceuticals, and
Dr. Andrew Lieberman, M.D., PhD,
Director of Neuropathology at the
University of Michigan, spoke to us about
“Systemic Administration of Antisense
Oligonucleotides Targeting Androgen
Receptor in Knock-in and Human BAC
Transgenic Mice” – a novel therapeutic
approach for Kennedy’s Disease.
Angelo Poletti, PhD, from the Department
of Pharmacological and Bimolecular
Sciences at the University of Milan, Italy,
talked to us about how small heat shock
proteins HSP70 and HSPB8 are used to
treat misfolded proteins in other
neurodegenerative diseases and,
hopefully, will be able to be used to treat
SBMA someday.
Diane Merry, PhD ., from the Thomas
Jefferson University, talked to us about
“The Role of Hormone-Activated AR
Functional Domains in its Aggregation and
Toxicity in SBMA”.
The dinner this year offered a choice of
entrée, soup or salad, and choice of
dessert. David Yelton made sure everyone
was satisfied by controlling the meal
selections like a pro!
At the KDA silent auction there were
sailboat tours of Lake Ontario offered by
Mark Lazenby and a “Trip for Two” to
Yosemite National Park offered by Terry &
Susanne Waite. Once again we had all of
the doctors and researchers sign the new
KDA coffee cup that Bruce Gaughran, KDA
President, designed. And once again Greg
Blasko got the winning bid on the cup. This
year he outdid his 2010 bid by about
$6,500!!! The cup went for $7,535. and, as
he did in the past, gave it to the KDA
Conference Chairperson. (And, by the way,
we have lots of UNSIGNED KDA Coffee Cups
available online at the KDA Store…) The
silent and live auctions, along with the
matching donations challenge, the
Corporate Sponsor Donations (another
great idea from one of our new Board
Members, Andrew Cassar), and the new
50/50 raffle (again, Andrew’s idea), netted
the KDA over $20,000 – almost enough to
fund a research grant!!! Thanks to the
support from some generous donors, we
now have an audio/video system that can
be used at future conferences. That, along
with using our own laptops, will save the

KDA $1,000/day (at this hotel).
On the last day of the conference we had
many doctors and researchers update us
on their current research. Angela Kokkinis,
the research nurse at the NIH, updated us
on the status of the current exercise
clinical trial; Dr. Christopher Grunseich, a
neurologist at the NIH, explained the
objectives of the exercise trial, how and
why the trial came to fruition,
requirements of participants in the trial,
and some of the criteria used to measure
results; Dr. Kurt Fischbeck, Ph.D.,
Distinguished Investigator at the NIH,
talked to us about Therapeutics
development for Kennedy’s Disease:
Development of model systems for
investigating disease mechanisms and
evaluating treatments. He also gave us a
review of the Dutasteride trial from a few
years ago. Some people are still taking the
drug (Avodart) and reporting optimistic
results (better physical quality of life and
fewer falls) although the trial showed no
significant difference in muscle strength.
Some of the prospects for future KD drug
trials are: androgen reduction, heat shock
response with 17-AAG and 17-DMAG,
mutant mRNA & protein levels with miR196a and ASC-J9, toxicity of the mutant
protein with IGF-1, and effects of the
mutant protein with Naratriptan.

Maria Pennuto, PhD., from the
Department of Neuroscience and Brain
Technologies at the Italian Institute of
Technology in Genoa, Italy, spoke to us
about IGF-1/Akt signaling in SBMA muscle.
Carlo Rinaldi, M.D., from the
Neurogenetics Branch of the NINDS/NIH,
took over where Maria left off and talked
to us about pre-clinical studies en route to
the clinic: Targeting AR degradation for
SBMA therapy with IGF-1, ASC-J9, and ASCJM17.
Jamie Ann Johansen, Ph.D., from the
University of Michigan, but soon to be
starting a lab at Central Michigan
University, and this year’s KDA Research
Grant Recipient of $25,000, spoke to us
about developing a therapy in skeletal
muscles. Her Grant Proposal,
“Mechanisms of anti-androgen treatment
in SBMA mice muscles”, will involve testing
the effects of Flutamide on the mice and
how this might relate to human therapy
development.
After our conference was adjourned at
noon, the doctors and researchers then
spent the remainder of the day in a private
symposium where they shared their
research findings and collaborated on
finding a cure for Kennedy’s Disease.

Photo memories from the 2012 KDA Conference and Educational
Symposium in New Orleans

Signed KDA cup
won by Greg Blasko

KDA conference attendees gather together to learn and support each other.

Twenty two researchers from around the globe

Signed KDA cup won by Greg Blasko

Paula Goynes admired this couple dancing and
then jumped in between and joined them!!

My opinion-Momentum is
on our Side

The KDA Conference in
New Orleans was wonderful!

By Bill Tudor, KDA associate

By Mary Goynes,
KDA associate/Carrier support coordinator

The theme: New Possibilities, New
Friends, New Orleans was fitting for the
first meeting of the Kennedy’s Disease
(KD) Carriers Group. We met prior to the
conference by email and phone calls, to
talk about the focus of the first meeting.
We agreed to get acquainted and discuss a
few topics of mutual interest. By the time
the Conference ended, we left with newly
forged friendships to support us in the
coming months and years. We’ll definitely
meet again at the next conference.
Six of us sat together in a room with a view
of the Mississippi River and downtown
New Orleans- a beautiful place to meetno matter the reason! We talked about
our birth families, our children, our
physical health and methods of coping as
Carriers. We could have talked for hourson-end- we had so much in common.
One of our young members is known by
all: Heather Montie. She is currently
doing incredible research with Diane
Merry’s Lab in Philadelphia. Heather hopes
to help find a cure in honor of her Dad,
who lost his battle with KD in 2011. Good
work, Heather.
We were fortunate to be joined by Alice
Schindler of the National Institute of
Health (NIH) in Bethesda Maryland. She is
a Genetics Counselor who is very
interested in the Carrier group.
Alice was helpful in fielding some
questions brought up by the group,
especially those relating to leg cramps,
pain and twitching. These related
symptoms are known to be experienced by
men with Kennedy’s Disease, but not
always by Carriers…at least not of the
severity described at our meeting. Some of
us shared that we thought the cramps or
twitching might be caused by aging,
arthritis or some other disorder. We now
understand the extreme pain could be
symptoms of KD in a Carrier. Some
members shared how they use over the
counter leg cramp pain tablets, quinine
water or Ibuprofen for relief.

Other questions focused on health
issues we might be experiencing. Lori, a
Carrier, has been diagnosed with
Multiple Sclerosis (MS). She wondered if
there is any connection between being a
KD Carrier and MS and if being a KD
Carrier will have any effect on the MS.
We were united in our hope to help with
research or clinical studies at NIH by
completing questionnaires. Our
participation through the KDA will
advance the goals of the researchers,
educators, patients, caregivers and
volunteers in finding treatments and a
cure for KD.
So, Lou, Marcia, Kathy, Heather, Alice,
and Lori- I miss you already! Call me.
All of you who couldn’t make it to this
conference, please contact Mary,
kdacarrier@swbell.net or Lou ,
loutudor@yahoo.com and watch for
coming news of emails and chats
regarding KD Carriers. You are not
alone, so let’s join together. Thanks for
your support.

New Orleans has always provided
great food, music, and libations. This
year the annual KDA conference
provided great hope! Not only were
there many researchers on Friday as
usual, but several scientists from
around the globe attended the
complete conference. What a great
way for both parties to interact! Each
presentation seemed to be better than
the one before, showing that
wonderful head ways are happening.
We were also treated to a presentation
by ISIS Pharmaceutical that shows a lot
of promise.
In addition to all the academic
researchers, we now have a
commercial pharmaceutical company
with a plan to solve the problem.
While most of the researcher’s talks
were way over my head, they are ALL
working on a solution. I heard that the
conference next year is in San Diego
where ISIS is headquartered. I’m
hoping that they will have a significant
announcement. November is a great
time of year in Southern
California...let’s plan now for the best
conference ever. Hope springs eternal!

We Welcome our Newest Board Member
Robert (Bob) Behymer
Robert Behymer was born and raised in West St. Louis County in a small community
named Brentwood. He attended college at Southwest Missouri State University in
Springfield Missouri. Bob’s background is varied. After college he became a construction
superintendent and eventually moved on to the retail automobile business and enjoyed
several years as a General Manager. He then moved into the automobile Industry as Vice
President of Sales and Operations of a software and Training company located in
Melbourne Florida. Bob now is the managing partner of Behymer Holding LLC, a real
estate investment and management company that oversees over 1000 individual rental
units along with over 180,000 square feet of office and warehouse space. He became
aware of Kennedy’s Disease after his nephew was diagnosed. Like many, his nephew’s
grandfather was misdiagnosed as having Amyotrophic Lateral Sclerosis (ALS). Bob’s oldest
son, Sean, began exhibiting symptoms and like his cousin was shown to have the disease.
Bob and his wife enjoy traveling and spending time with their three sons and six
grandchildren.
Bob will be the Director leading our fundraising projects.

Psychologist Fills a Need
at Kennedy’s Disease
Association Conference
By Kathy Thompson, KDA Associate

Since Kennedy’s is a progressive
neuromuscular disease, the physical
symptoms are invariably accompanied
by psychological issues such as
depression, anger and frustration. At
this year’s conference in New Orleans
the KDA was fortunate to have Dr.
Maryellen Romero address these and
other issues. Dr. Romero is a clinical
neuropsychologist and Assistant
Professor of Psychiatry at Tulane
University. Although she does not
specifically deal with KD, she does have
experience treating patients with
chronic conditions. Her formal
presentation covered a range of topics,
including some of a more intimate
nature such as relationships and sex. To
illustrate the variety and depth of
subjects covered, as well as the New
Orleans location, her presentation was
entitled, “Sex and All That Jazz: The
Psychological Aspects of Dealing with
KD.”

a young boy, but I never really knew those
gentlemen or understood their problems.
Then when I was about 12 we left that part
of Australia and I didn’t see those men again.
I knew there was a family malady, but it
didn’t have a name. When I was in my
thirties I realized that I had that illness and
the rest is history.
At that last conference I finally met others
with Kennedys. You don’t know how
comforting and supportive I found those few
days.
Mike Goynes published a very kind article in
the KDA Spring Newsletter about his holiday
experience in Australia. In that article he
mentioned that my daughter Kellie had had
a Kennedys free child through IVF and PGD.
Out of the blue, I was contacted by a fellow
Australian Kennedys sufferer after he had
read that article. He wanted information on
PGD. His daughters had sought advice from
their health professionals and been told
nothing about this option. He was surprised
to learn about it from a fellow sufferer.

Through this fellow I am now in contact with
other Kennedys people in Australia. So I
commend the Kennedy's Disease
Association on its newsletters. It puts us in
contact. The message is slowly getting out
and more suffers are getting the facts on
Dr. Romero continued discussion of
their disease. A lot of our health
these issues in both men’s and women’s
professionals in Australia are too busy
break-out sessions. These informal
looking after sick people to have the time to
sessions provided an opportunity for
learn anything about Kennedys. It is we the
frank and open conversation about what
sufferers who tend to educate them.
are often very private matters. Dr.
Romero’s skillful and sensitive treatment And now to the topic...
of these topics filled a need to articulate
embryo screening. Perhaps my daughter
problems, validate emotional responses,
Kellie and her husband Chris were the first
and suggest ways to cope with them.
and only Kennedys Carrier to use PGD to
The time Dr. Romero spent with KDA
guarantee a Kennedys free child.
members was extremely productive and
her efforts were highly appreciated.
PGD has been used widely in other fields but
this may have been the first for Kennedys.
Mike and Paula met our grandson, Max,
during their visit to Melbourne. When Mike
By Cliff Johnston, KDA associate, Australia
heard that I was coming to this conference
My wife Liz and I are back in America for
he asked me to provide an update on that
our fourth trip. We came to the San Diego situation.
conference two years ago and thoroughly
I am not going to talk about science. I am
enjoyed the experience. Our auction
not
a scientist.
donation was a holiday stay in our home in
Australia, which was won by Mike and
I just want to talk about Kellie and Chris’s
Paula Goynes.
experience and their little boy, Max. They
Before our last conference I had never met live in our city and we are privileged to be
part of Max’s life. He will turn six in
anybody with Kennedys Disease. Sure,
November. He is at school, he is playing
there were fragile old men in the
background as I played with my cousins as football and doing music classes and all the
other things little boys do.

Embryo Screening

He is a normal little guy who gets into the same
mischief that all of our grandchildren have
done. At the end of the day he is a delight. I
think he is special.
I heard about Kennedys during a medical
program broadcast on the radio. I thought that
is what I might suffer and contacted the
researcher, Jeffery Zakac, who just happened to
be a professor at Melbourne University, my
home town. I sought a referral to Jeffery, had
Kennedys confirmed, and then learned a lot
about it in a short time.
Consequently, my daughter, Kellie, understands
Kennedys. She knows the genetics of this
disease and didn’t want to pass her faulty X
chromosome on to any of her children. Even
though its only a fifty/fifty risk, she thought
family planning was too important to take any
risk at all. She saw her options as either having
no children, selective pregnancy termination,
using donor eggs, adoption or screening her
embryos and selecting Kennedys free ones for
implantation. Kellie and Chris chose PGD and we
support their decision.
What is PGD? Preimplantation genetic
diagnosis. The name says it all. It is Embryo
screening. If you Google PGD you will get over
12 million results. Check the official sites. There
is a lot of good reading there.
PGD is a reproductive technology used within an
IVF cycle. It is used for diagnosis of a genetic
disease in early embryos prior to implantation
and pregnancy. It requires IVF to obtain
embryos for evaluation. At the eight cell stage,
two cells are removed and tested using a
purpose designed test for the particular
disorder. In this case Kennedys.
Is PGD legal? Yes it is legal and has been used
for an increasing range of conditions since its
early development about twenty years ago.
Tests have now been developed for more than
one hundred conditions.
Is PGD legal in the states? Yes it is. PGD is a
state responsibility in America but States
generally take their lead from the American
Society of Reproductive Medicine which has
considered the matter and issued an ethics
statement on the procedure.
Are there ethical considerations? Yes there are.
There are a number and people have different
views on them.
Some considerations include:
Objection to the need to create life and then
discard those lives not selected. In essence
Continued on page 6

Embryo Screening, continued…
every embryo is a life worth respect.
At the conference in San Diego, I was asked whether
the tests could be performed on a single egg before it
was fertilized, eliminating the need to discard live
embryos. The answer then was no. Now the answer is
still no, but law makers in the UK have just or are
about to approve laws where procedures can be
developed to remove faulty DNA from an egg and
replace it with valid DNA from a donor.

An Update from NINDS (National Institute of
Neurological Disorders) and NIH (National Institute
of Health) in Bethesda, Maryland USA
By Chris Grunseich, MD

Carlo, Angela, and myself work on Kennedy's Disease in Dr. Kurt Fischbeck's lab.

Work in our lab is focused on three main categories; basic science, drug screening, and
clinical studies. Basic science work involves the study of cell and animal models to better
understand the disease mechanism. One of the cell model systems we are developing is
the iPSC (induced pluripotent stem cell) model derived from patient skin biopsies. We are
also testing several candidate therapies in animal models to evaluate for efficacy. The
That child would have three parents. The mother who clinical study we are currently completing is an exercise study in Kennedy's patients, to
provided some of the DNA, the donor who provides
evaluate if exercise is beneficial or harmful. We anticipate that this exercise study will be
some DNA and the partner. Who knows what lies
completed by the middle of 2013, and that new clinical drug studies will begin soon
ahead...
thereafter.

There is an objection on the grounds of selection
itself. It is argued that reproduction is a gift.
There is an objection on selecting an embryo that is a
match for a sick sibling to provide tissue to save the
sick siblings life. Do we discard life to save life....
There is an objection that PGD will lead to a world of
designer children.
There is an objection the PGD will lead to increased
inequity. Wealthy parents will be able to select while
the poor will be left to drift randomly among the
families of the underclass.
There is an objection that the disabled could become
more stigmatized in a culture of selection and
perfection.

Dr. Carlo Rinaldi
Angela Kokkinis BSN, RN
Dr. Chris Grunseich

Antisense Technology Shows Scientific Evidence
By Gene Hung, ISIS Pharmaceuticals, Carlsbad, CA USA

In the preliminary proof of concept studies, myself and Dr. Lieberman (MD,
PhD, Dir. of Neuropathology, Univ. of Michigan) have shown our antisense
technology lowering androgen receptor (AR) changes to peripheral organs
including muscle. We are able to ameliorate Spinal Bulbar Muscular Atrophy
(SBMA) phenotypes in two different Kennedy's Disease mouse models. These
findings provide scientific evidence for the further development of an AR
lowering drug using antisense technology.

Ongoing Studies of Motoneuronal cells affected in
Kennedy’s Disease

There are many considerations. Reproductive medical
By Angelo Poletti, PhD, University of Milano, Italy
associations throughout the world have considered
most and accept that where there is a risk of passing
Our major goal is to characterize the role of a small chaperone (a heat shock protein), the
on genetic illnesses. PGD may be an acceptable
HSPB8, in the autophagic removal of mutant androgen receptor from motoneuronal cells
procedure.
Is PGD expensive? It is more expensive that an IVF
cycle since it also tests the embryos before
implantation. I believe the costs in the States are in
the order of $17,000 per IVF/PGD cycle; Then it may
take two or three cycles to get a successful
pregnancy. So multiply that by two or three. Even
though that seems expensive, some argue that the life
cost of treating genetic diseases is far greater than the
initial PGD outlay.

affected in KDA.
Others and we have shown that, after hormonal activation of the androgen receptor (AR),
the elongated polyglutamine (polyQ) tract induces conformational changes in the protein,
which result in misfolding and aggregation. When this occurs the protein ARpolyQ must
become toxic and has to be eliminated via degradation. Two major degradative systems are
active in motoneurons: the proteasome and the autophagy.

In our Spinal Bulbar Muscular Atrophy (SBMA) motoneuronal models, we found that in
basal condition the ARpolyQ impairs the activity of the proteasome, but testosteroneactivated ARpolyQ induces cytoplasmic aggregation and this is accompanied by restoration
of normal proteasome activity. Interestingly, proteasome inhibition correlates with a
dramatic increase of the protein HSPB8 expression in motoneurons. Thus, we tested the
potential effect of HSPB8 on the mutant AR turnover and whether HSPB8 may act by
Like most procedures, PGD is a personal decision.
enhancing ARpolyQ recognition from degradative systems. Notably, HSPB8 over expression
Kellie and Chris saw it as an opportunity to have
decreased the ARpolyQ levels without affecting the proteasome, but by re-routing ARpolyQ
biological children and to eliminate Kennedys from
our branch of the family. I personally think they made degradation to the autophagic system. With this basis it is thus clear that HSPB8 plays a
protective role against the accumulation of ARpolyQ inside motoneurons.

the correct call and I am proud of them. In their case
they believed that an ounce of prevention is worth a
ton of cure.

Isn’t it time that we and our health professionals
started talking about these issues? We need to pass
all the facts to our children and their children so they
can make an informed decision of their options. The
decision isn’t ours it’s theirs.

Since it is not possible to deliver HSPB8 to motoneurons (without the use of some viral
vector), we decided to screen for compounds that may induce its production directly into
motoneuronal cells. To this purpose we took the DNA region of the HSPB8 gene, controlling
the production of this protein and reconstituted a cell models useful for the drug screening.
To date we found that some hormonal sex steroids may either inhibit or induce HSPB8
expression in our motoneuronal models of SBMA. We are testing commercially available or
natural compounds capable to mimic these activities on HSPB8 expression. If some of
these compounds are proved to be active on HSPB8 expression, we hope to be able to test
their activity on the survival of some of the available transgenic mice models for SBMA.

Androgen Receptor Oligomers in SBMA – Understanding the Basic Disease Mechanisms
By Tobias Jochum, PhD Young Investigator, Karlsruhe Institute of Technology, Germany

Misfolding and aggregation of the disease-causing protein are not only a characteristic feature of SBMA and other polyglutamine
disease, these two processes are also believed to be the earliest events in these neurodegenerative pathologies. The approach of our lab
is to elucidate these early events in SBMA, because we believe that a detailed understanding of androgen receptor misfolding and
aggregation is very likely to provide a basis for future therapeutic agents.
Our recent study (Jochum, T. et al., Biochim. Biophys. Acta 1822 (2012) 1070–1078) was the first attempt to characterize the structures
formed by the toxic polyglutamine androgen receptor (AR) in cells. We used a technique called atomic force microscopy (AFM) to
characterize different nanometer scale aggregates of androgen receptor mutants and to relate them to defects we found in the fruit fly
(Drosophila) model system or in neuronal cells in culture. For the first time we could show that pathogenic and nonpathogenic AR form
different kinds of oligomers. The pathogenic AR mutants formed oligomeric fibrils that reached sizes of 300-600 nm in length, clearly
different from annular oligomers of 120-180 nm in diameter formed by the nonpathogenic receptors (see figure). We could also show
that the hormone melatonin was able to ameliorate the SBMA disorder in the fly model by converting the fibrillar oligomers into the
annular form. These studies identify fibrillar oligomers as the probable pathogenic component in the aggregation process of the AR.
Furthermore, they demonstrate that controlling the folding and aggregation of the AR has a high potential for putative future therapies.

It is Flu Season!
Knowledge is power (Sir Francis Bacon)
By Bruce Gaughran, KDA Board President

Almost anyone living with Kennedy’s Disease knows the flu can be
devastating because of our inability to clear the lungs and the strength
to work through the condition. I lost a brother to pneumonia that had
Kennedy’s Disease. For this reason, I always recommend the annual flu
shot (and a pneumonia shot if you haven’t already had one).
The Full-Time Nanny blog has some great articles on a variety of
subjects. The article below has a variety of links to flu information. There
is a lot of information that I didn’t know. Take a look when you have a
chance.
If you read no other article, read this one “Influenza and Children with
Neurologic Disorders.” Yes, we are far from being children, but we do
have a neurological disorder. The one sentence that caught my
attention: “It has long been known that people of any age with a
neurologic condition are more likely to suffer severe consequences from
a respiratory disease.”
Also, Dr. Paul Taylor, a member of the KDA's Scientific Review Team,
wrote an article that will be of interest to parents. The title is, "How to
choose between the flu-mist and the flu shot for your children."
So, the question for today is: Have you had your flu shot?
_____________________________
30 Blogs with Good Information on the Seasonal Flu
What is Influenza?







Influenza 101
What is Flu?
On Influenza A (H1N1)
What is Flu? Difference Between Flu, Stomach Flu, Cold and
More
What’s New with Flu?

Treatment for Flu?







Treat Flu Symptoms
Flu Treatment Options
Standard Flu Treatment
Super Antibody Could Provide Universal Flu Treatment
Treating Flu Symptoms Sensibly – What to Do if You Think You
Have Been Exposed to Flu
Contagion and Incubation Periods for Flu







How Long is the Flu Contagious?
Flu Symptoms in Incubation
When are Colds and the Flu Most Contagious?
Incubation Period of the Flu
Study Finds Swine Flu is Contagious Days After Fever Ends
Flu Vaccine Information







Fear Mongering the Flu Vaccine
What You Need to Know About the 2012/2013 Flu Vaccine
Flu Vaccine Facts: Who Should Get It, Who Shouldn’t and Why
Debunking the Flu Shot Myths
The Shocking Lack of Evidence Supporting Flu Vaccines

Preventing the Flu without Vaccination







How to Dodge the Flu Without a Shot
How to Prevent and Cure the Flu Naturally Without a Vaccine
How to Avoid the Flu Without Firing a Shot
Avoid Flu Shots, Take Vitamin D Instead
Fighting Flu Without the Flu Shot
Influenza and Possible Complications







Influenza and its Complications
Influenza and Children With Neurologic Disorders
Warning Signs That Flu is Serious
Pneumonia: a Dangerous Complication of the Flu
Complications Can Arise During Course of Flu

I’m Addicted
OK I admit it, I am addicted to endorphins
By Bruce Gaughran, KDA Board President

Wikipedia explains that Endorphins ("endogenous morphine") are
endogenous opioid peptides that function as neurotransmitters. They are
produced by the pituitary gland and the hypothalamus in vertebrates
during exercise, excitement, pain, consumption of spicy food, love and
orgasm, and they resemble the opiates in their abilities to produce
analgesia and a feeling of well-being.
I also admit I am ‘excessive compulsive’ in regards to exercise. In four
years I have only missed one day of exercise. Every other day my long
program averages 90-105 minutes. On the in-between days, my short
exercise program lasts 15-20 minutes. If you are interested in my
exercise program, it can be downloaded from the KDA website. You can
modify it dependent upon your capabilities. For example, I am currently
performing several more reps of each exercise and am using heavier
weights. Whether you exercise or not, I would encourage everyone to
read the exercise tips at the beginning of the guide.

When I finish my workout each day I feel so good … yes, it is a high. I feel
that life is good. Everything appears more positive and I sense I am
more in control of my life. No, it is not a “runner’s high” like I used to
experience, but it is still good and quite enjoyable.
One of my favorite activities after I finish exercising is to take my dog for
a walk through the woods and around the lake. I am always amazed how
different the world looks after exercising. It is more sensual and
enjoyable … probably because I am breathing better, seeing and
smelling more, and just more relaxed … free of stress.
http://lh6.ggpht.com/nwjIV_DHF88/UCAhcn0zLCI/AAAAAAAADOE/j0mCfCzRyEs/s1600h/endorphins-happy%25255B4%25255D.jpg If I am going to be addicted
to something, I definitely want it to be endorphins.
I read this the other day and liked it:

You are only one workout away from a good
mood.

What a Difference Diet and Exercise
Makes…Especially with Limited Mobility!
By Bob Tudor, KDA Associate

I was recently thinking about my maternal grandfather. He had
Kennedy's Disease. Of course, back then he didn't know it was
Kennedy's Disease. He died at the youthful age of 60 from a heart
attack. He was almost completely sedentary the last few years of his
life; I believe the inactive lifestyle was what ultimately led to his heart
attack.
Then I began thinking about myself. A few years after being diagnosed
with Kennedy’s Disease, I had gained a great deal of weight. Like my
grandfather immediately before his death, I too had become almost
completely sedentary. My cholesterol was high and I was lacking
energy. The comparison of me to my grandfather was a bit of a wakeup
call. My doctor urged me to lose weight through, what else? Diet and
Exercise. I was hoping for something easier!
Because of Kennedy's Disease, it had become very difficult, actually
quite a challenge, for me to exercise. A diet was going to have to be the
answer in my case. I lost weight by keeping a food journal and limiting
my calories. Still thinking about my grandfather, I was convinced that I
needed cardiovascular exercise. Exercise was still very difficult. Walking
more than a block is nearly impossible for me. Riding a stationary bike
doesn't seem to work…my legs give out long before my heart gets any
exercise. Swimming seemed to be the only option. I like to swim, but I
was having difficulty getting out of the pool. A friend of mine with a
different muscle disease suggested that I buy a machine that would
actually hoist me out of the pool. I don't like feeling that I am
handicapped. The idea of a hoist to lift me out of a pool seemed
horrible. Not now, maybe down the road. I’m only 39 years old.
I started doing research on the Internet for alternative forms of exercise.
Handcycling seemed to be my best option. While on a trip to San Diego,
I met with Graham Butler, owner of Intrepid Cycles. At his shop, he
showed me his handcycles and I took one for a test run. I loved it. It
was difficult, but I loved it.
Handcycles are expensive. It took me many weeks of saving to buy it.
My initial month of riding it was extremely difficult. The first time out
was just around the cul-de-sac. However, the next time out, I was able
to ride down to the next street and back. My goal was to ride for 20
minutes so that I would get the cardiovascular benefit. After a month of
riding twice a week, I was able to sustain 20 minutes of riding. My next
goal was 30 minutes, followed by a goal of riding five miles, then for an
entire hour, ten miles, thirteen miles, fifteen miles and so on.
For the first time in a long time, I finally feel like I can accomplish
something that involves physical activity. Best of all, I can do it
independently. It has been one year since I bought my handcycle. I
have logged more than 700 miles. My weight is way down. My
cholesterol is normal. My energy is up. I feel great! I wish I had done
these things years ago.
I still think about my grandfather and I wish I could share my
experiences with him. I believe he wouldn’t have passed at such a young
age, if he had discovered a physical activity like mine. I would love to
have had a few more years with him.

I Expect that My Story is Rare…
By Ed Meyertholen, KDA Board Member

In 1999, I was diagnosed with KD. At the time, I was 45 years old and
unlike many of the KDers that I have since met, I had not sought a
diagnosis due to any muscle weakness or any other symptoms of KD. In
fact, I had no inkling at that time that there was anything wrong with
me. I did have some minor issues, tremors, cramping – but I thought it
was simply due to my getting older. That summer, I learned that my
cousin was diagnosed with KD. A quick internet search brought me to
Terry Waite’s KD site where I discovered that these ‘old-age’ symptoms
of mine were also the early signs of KD. I decided that it was likely that I
did have KD and a few weeks later, the genetic tests confirmed it.
As I have noted, at this time I did not feel that there was anything major
wrong with me. I also made the decision that I would not handicap
myself before my disease did it for me. It was not (and still is not)
known if exercise would hasten the progression of KD. Nonetheless, I
decided that I would not let the knowledge that I had KD reduce my
activity. In fact, it had the opposite effect. For the first time in my life, I
began to exercise very seriously. I started to run, and run far. Since
1999, I have completed 7 marathons, probably close to 20 half
marathons and countless 5 K’s and 10 K’s. Now at 58, I find I run more
slowly and while I doubt that I could complete a marathon, I still run
about 20 miles per week and just recently finished in the top 25% of my
age group in a 10K race.
I expect that my story is rare. Most men discover that they have KD
because it has progressed to a point where their daily activities have
been curtailed. That was not the case with me. I was capable of
strenuous exercise and I did it. I do not feel that the progression of my
disease was quickened due to my activity. I have been running for 13
years and still do so. I do not know if the exercise helped me (there are
scientific reasons it may have), but I do know that psychologically, I am
glad that I trained as hard as I did. For the past few years, I curtailed my
running so that I essentially stopped all training. When I tried to run
again, I found it quite exhausting to run 3 miles, a distance that just 5
years ago was literally like a walk in the park. I thought that my running
days had ended. This past summer, however, I decided to try it again
and to persist in my training. I found that my muscles still responded to
exercise as both my endurance and strength increased. Over time, I
extended my daily runs from 3 miles to consistently over 6. I have also
started to ride my bike – this is especially important to me, as it is
something I can share with my wife. We routinely take bike rides of 1020 miles every weekend. As it is not very hilly where I live, I find the
rides much easier to do than running.
In my experience, I find that while my strength is decreasing, my
muscles have, within limits, maintained their endurance. This is very
typical of aging in general. In addition, my high level of activity has given
me a strong, healthy heart. My resting heart rate is about 50 bpm and
my blood pressure is normal. I am often asked if I take anything
‘special’. The answer is no, unless too much diet coke is considered
special. I feel that my running allows me not to watch my diet. I take no
vitamins or any other supplements; I am not a vegan nor a vegetarian in
any form, I just eat a normal omnivorous diet.
Those who speak to me about KD and possible treatments soon learn
that I am very suspicious of any claim of “Well, it works for me.” As
hard as it is to accept it, personal anecdotes are one of the worse types
of evidence for determining efficacy. Therefore, I expect that you need
to be wary of my story and understand that it probably will not apply to
all KD patients, especially those who progression is the greatest. But for
those, like me, who discovered early in their progression that they have
KD, I feel that one should not feel frightened of exercise. I know that
while I have challenged my body, I also listen to it. It will let me know
my limitations and it is important to listen carefully.

What a Fundraiser!
By Louise Goforth, KDA Associate
nd

After months of meeting and planning, the 2 annual Kennedy’s
nd
Disease 2012 Golf Scramble was played on October 22 , resulting
in a significant donation to the Kennedy’s Disease Association of
$20,000.00!
The excitement was palpable as organizers and volunteers arrived
at Jersey Meadow Golf Course in Jersey Village, Texas at 6:00 AM
for setup and the handling of last minute details. Golfers began
trickling in as early as 6:30 AM and were enthusiastically greeted at
the registration table by Cathy Phillips, Ellen Dybdahl, Dana Mowe,
Lori Noack-May and Jamie Zbranek.

Nancy Noack, the official golf tournament photographer, took pictures
of each team prior to setting off. She also took photos of the many
donation signs lining the golf course. The 2012 golf tournament had an
unprecedented 48 silver, gold or platinum sponsorships, as well as 3 “In
memory” sponsorships, and 2 “In support of” sponsorships.

Once the golfers were registered, Verna Hoke and Gayle Haffner
provided them with hot coffee and a warm Chick-Fil-A breakfast
sandwich to get their day going right!

At 8:00 AM sharp, all the golfers were in their carts raring to go! Ed
Noack went over the tournament’s golf rules and instructions,
wished everyone well and they were off!

At the end of the tournament the golfers returned to the clubhouse
where they discovered the registration area had been converted and
now was set up with raffle items, auction items and an authentic Texas
BBQ! While folks relaxed and ate, the winners of “closest to the hole”,
st nd
rd
1 , 2 and 3 places were recognized and received trophies.

Following this, Ed Noack began auctioning off the many items that had
so generously been donated for this worthy cause.

rd

….and now we start the planning for the 3 annual Kennedy’s
Disease Golf Scramble!

Editor’s note: Pictured above Ed Noack (golf tourney organizer
and auctioneer) presents a check for the KDA to Murray
Williams (KDA associate and past Board member). Let us
know if you would like to put together a golf tournament
fundraiser in your area. Ed has offered to share a step by step
plan. loutudor@yahoo.com

The day ended with everyone having a wonderful time, enjoying good
food and fellowship, all while coming together to support the Kennedy’s
Disease Association….
There are many thanks to go around, starting with all of those that
made this event possible: our golf committee, our volunteers, our
sponsors and donators, and certainly our golfers!!

“Working together to find a cure”
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

