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Bill and Lou Tudor (KDA Vice President)
You may start reserving your room at the Holiday Inn Bayside NOW! When you call, let them
know you are coming in for the Kennedy’s Disease Conference to get our special room block
rates. We have negotiated the following number of rooms per night at these rates (longer than
the conference dates for those who want to stay longer and also make a vacation of it:
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Monday, Nov 4 – 2 rooms at $109.00 + t/f
Tuesday, Nov 5 – 5 rooms reserved at $109.00 + t/f
Wednesday, Nov 6 – 30 rooms reserved at $109.00 + t/f
Thursday, Nov 7 – 30 rooms reserved at $109.00 + t/f
Friday, Nov 8 – 30 rooms reserved at $169.00 + t/f
Saturday, Nov 9 – 15 rooms reserved at $169.00 + t/f
Sunday, Nov 10 – 3 rooms at $169.00 + t/f
Monday, Nov 11 – 2 rooms at $169.00 + t/f

They also have 10 handicapped rooms that they are holding for the KDA’s use and
complimentary shuttle service from the San Diego Airport.
For more information on the Holiday Inn Bayside, go to their
website: www.holidayinn.com/san-baysideca

We will give details of the conference registration fees, agenda, and more later! But already expect
th
we will have a ‘Dutch-treat’ cocktail hour and dinner “Meet and Greet” on Tuesday, November 5
for those coming in that day. (We might even put together an optional outing for that day – perhaps
a trip to the San Diego Zoo?)
We also plan to have our annual dinner banquet tradition of a silent and live auction along with the
Doctors/Researchers joining us for dinner.
AND this year… a FULL day of Researcher presentations and discussions allowing time for MORE
questions and interaction with our amazing dedicated doctors and researchers!

SAVE THOSE DATES!
We hope to see you there in November!

Thank you for your service, Bruce!
By: Mike Goynes, KDA Vice President

After seven years of providing quality leadership as President of the KDA, Bruce Gaughran decided to step down
and let some ‘younger blood’ take the reins effective January 1. He served honorably as KDA President from
2005 through 2012. We saw him eagerly adding and promoting the Social Security Disability Application
Process guide (which has saved many of us countless hours of effort in getting SSD approval), the Smart Exercise
Guide (which he totally believes in and encourages using), and establishing the KD Tissue Donation Program. He
was the person standing watch when messages directed to info@kennedysdisease.org came in and always
acted quickly to sign them up as new associates, respond to their questions, or direct the message to someone
who could respond.
In 2010 Bruce totally revamped the KDA website and was relentless with looking into every detail of every page
to make it the very best he could. The website is now receiving over 1,000 visits a day and over 1.4 million
visitors since its inception – truly monumental!
He established and continues to maintain the KDA Forum with constant vigilance for questions asked and new
topics entered and acts as a watchdog to assure spam and poor/invalid responses are quickly removed. He
usually participates in KDA chats, even if he is not scheduled to host for that particular day, and has much to
contribute to the conversation. He writes many articles for the KDA newsletter and continues to do so.
Several years ago Bruce started his own blog called “Living with Kennedy's Disease” and started writing articles that dealt with his life experiences.
Today his blog is extremely popular with over 276,000 page views and over 540 articles written! He really has a way with words. If you have not
read his blog – you should! In 2010 he joined the Chattanooga Writers Guild and has been enjoying his continued pursuit for writing.
Bruce is an extraordinary person who has greatly contributed to the knowledge of Kennedy’s Disease in the world – and speaking of the world… he
is now helping to establish International KDA Support Groups!
My hat goes off to a man who has helped (and continues to help) the KDA advance more than I ever could have imagined - Bruce Gaughran! Many
have expressed their appreciation for what he has done for the KDA – he has a VERY large following… if you have not and would like to, please do
so. You can still reach him at info@kennedysdisease.org.

2012 ANNUAL REPORT
2012 Statement of Activities

A Message from the President
Ed Meyertholen, KDA President

Income
Donations
2012 was another challenging year for the KDA, but thanks to the
support of our Board of Directors, its volunteers, the Scientific Review Golf Scramble (See Note 1)
Board and the Kennedy’s Disease research community, it was another Conference Registration
successful one. Before we review our accomplishments, I need to stress Sales and Other Income
Total Income
two points:
1. The KDA is an all-volunteer organization. We remain this way
because our focus is on Kennedy’s Disease research, education and
providing support to all individuals whose lives are affect by Kennedy’s
Disease.
2. Over the last seven years, 89¢ of every dollar spent by the KDA went
towards Kennedy’s Disease research (69¢) and education (20¢). Note:
The Scientific Review Board recommends what grants we should fund
and the amount funded to each grantee.

$ (U.S.)
$ 58,234
21,228
7,511
298
$ 87,271

Charitable Operations
Research Grants
Education and Conferences
Total Charitable Expenses

$ (U.S.)
$ 25,000
20,611

Other Expenses
Operating Expenses
Golf Fundraising Expenses
KDA Store – Inv. purchase (See Note 2)
Total Expenses
Gain/(Loss)

$ (U.S.)
$ 9,309
1,370
1,916

$ 45,611

In 2012 there were several accomplishments to report:
$ 12,595
˃ We received almost $80,000 in donations. Thank you for your
$ 29,065
continued support.
˃ The KDA awarded a $25,000 research grant to Jamie A. Johansen,
Net Assets
$ (U.S.)
KDA
conference
Ph.D., Central Michigan University,
Mount
Pleasant, MI. attendees
Her proposal: gather together to learn and support each other.
Beginning of Period
$ 95,748
"Mechanisms of anti-androgen treatment in SBMA mice muscles."
End of Period
$ 124,813
˃ $370,000 in research grants have been awarded since the KDA’s
inception.
Notes:
˃ Last fall the second annual KDA Golf Scramble was held in Houston,
(1) $5,000 has been set aside in a separate bank account to be used
Texas. Thanks to a team of volunteers they were able to raise over
set-up costs for the 2013 fund raisers.
$20,000 in donations.
Twenty two researchers fromfor
around
the globe
(2)
Restocking of the KDA Store with cups and shirts.
˃ The KDA Conference and Education Symposium was held in October
in New Orleans. 55 attended the conference, including 22 researchers.
(3) Revised 2011 EOY Net Assets (Original assets shown =
˃ A major milestone was reached this last summer when the KDA
$76,561)
website had its one millionth visitor. The website averages 50-60,000
(4) Complete financial statements are available upon request from
visitors each month.
˃ The KDA now has 1,195 registered associates located in 43 countries the KDA.
of which 950 are active. 82 of these associates are doctors and
researchers.
The Kennedy's Disease Association is a non-profit corporation,
˃ The KDA supported the development of a KDA Forum for those living
incorporated in California on August 21, 2000. We are recognized
with KD in Great Britain.
under United States Internal Revenue Code 501 C3 as a publicly
˃ The KDA established a chat room schedule that will encourage greater supported organization as described in sections 509 (a) (1) and 170
participation for those living in Europe and the Pac Rim.
(b) (1) (A) (vi). Donations are considered tax deductible by the I.R.S.
˃ We published a spring and fall Newsletter thanks to board members in the United States.
and volunteers.
The Objectives of the Kennedy`s Disease Association
˃ Bruce Gaughran, Association President for the last seven years,
resigned at the end of the year. Mr. Gaughran will continue to serve on

Raise funds with a target of earmarking at least 90% of every dollar
the board as well as maintain and update the KDA website.
spent for Kennedy`s Disease research and education
˃ The “Living with Kennedy’s Disease” blog and KDA Forum continue to

Share information about Kennedy`s Disease with those who seek it
be strong performers in regards to activity and comments. Page-views
Goynes
admired
couple
dancing
and

Create Paula
a support
system
for thosethis
living
with the
Disease
for the blog averaged 7,000 per month while the forum averaged a

Increase
then
public
jumped
awareness
in between
of Kennedy`s
and joined
Diseasethem!!
and its effect upon
remarkable 27,500 page-views per month.
families
We are truly thankful for all of you who support the association, our
cause, and Kennedy’s Disease research. Your kindness and generosity
are greatly appreciated.

“Working together to find a cure …
for our generation, and for our children and our
grandchildren”



Increase awareness of Kennedy`s Disease in the medical community

Our Mission
To help find a treatment or cure for Kennedy`s Disease

2013 KDA Officers and Board of Directors
Ed Meyertholen, President
Terry Waite, Exec. Dir. & Treasurer
John A. Coakley, Sr. Vice President
Paul DeSchamp, Corporate Secretary
Mike Goynes, Vice President
Lou Tudor, Vice President
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Robert Behymer, Member
Honorary Board Member – Susanne Waite, President Emerita

Why Give? ……
By Bob Behymer, KDA Board Member

Now that the holiday season is behind us, we can take
a break from multiple organizations asking us to
donate to their causes. If you are like me, you wonder
just how your donation of hard earned dollars is going
to be spent. If you do a little research the answers are
out there. The problem is most of what you find is
percentages. That puts a cold and sterile overview to a
very real human problem. Ninety eight cents out of
every dollar goes to research…What does that really
mean? Let’s put a face on those numbers!
Last September my son, his fiancé, my wife and I
attended the annual KDA Conference in New Orleans.
My son Sean had recently been diagnosed with
Kennedy’s Disease, though we had suspected the
outcome of the tests for some time. To be honest, we
didn’t know what to expect. None of us had ever been
to a symposium like this. What we didn’t expect was
to have intimate contact with doctors and researchers
from all over the world, the people on the cutting edge
of research. This type of interaction is all but unheard
of. Imagine my surprise when we sat down to dinner

Looking Toward the Future
By Ed Meyertholen, KDA President

The KDA`s Board of Directors has approved the following goals for 2013:
 Raise a minimum of $70 000 in donations
 Provide funding for up to three Kennedy`s Disease Association
research grants.
 Sponsor a KDA conference and research symposium in San
Diego, California in the fall of 2013
 Fund three research scholarships to the Gordon Conference for
CAG repeat disorders
We are also planning the following activities:
 Publish two KDA newsletters
 Support the mission of NORD (National Organization for
Rare Disorders) and the FDA Alliance including
representing the KDA at the annual NORD Conference in
Washington, DC
 Improve KDA chat room participation in the Pac Rim and
Europe by adding two un-hosted chats on the third
Saturday of each month

with Angela Kokkinis, a clinical research nurse, and Alice Schindler, a genetics counselor from the National Institutes of Health (NIH).
I discovered more in two hours from these two women than I had in all my prior investigations. Not only had the KDA brought top
level doctors to the conference to share their ideas and findings, but also the individuals that are in the trenches fighting the good
fight. By the end of the conference my son was invited to participate in clinical trials being conducted in Baltimore, MD. This
opportunity would have been all but impossible without this Kennedy’s Disease Association communication.
After the first of the year my son and his fiancé made the trip from St. Louis to Baltimore to spend three days at the NIH. Not
knowing what to expect and visiting a research center like the NIH for the first time can be very intimidating. According to Sean and
Renee everyone involved in the study were top notch. The doctors, nurses and physical therapy technicians genuinely want you
there, want to help and are the absolute best at what they do. My son now refers to Angela as his Greek Goddess of Nursing. She is
his primary contact for the exercise program he is involved with. Answers came quickly to questions. If the person accepting the
inquiry didn’t know the answer it was found immediately. Renee was included in every conversation and was an active participant
in every phase of the trial. When it was time to return home, Sean was armed with all necessary electronics to help the staff at the
NIH monitor and evaluate his progress. His contact involves weekly conversations with Angela so that she may make timely
appraisals of headway achieved. Of course he will visit with her in May when he returns to interact with Alice.
This is exactly how I want my donation dollars spent... Hands on research and investigation with knowledgeable caring people who
have a passion for what they do…and not paying for a bureaucracy that drains the essence of a program before it even begins. If
you’re able, do yourself and your family a favor and join us this year in San Diego for the annual conference. I know that I will never
miss another one. The energy and enthusiasm you will experience is unequaled. The chance to interact with doctors, nurses and
researchers is unparalleled. Please understand that when you give to the Kennedy’s Disease Association, your generosity is put to
the best use possible; finding a cure for this insidious disease by bringing together the best minds and attitudes that are available
anywhere in the world. I look forward to meeting you in San Diego this year.
The Genetic Home Reference Library website is up and
running. Bruce Gaughran wrote a short article about it
showing the home and major pages including the one on
SBMA. It is well done!
There is a link on our website connected to the KDA News
and What's New. Check it out when you have a chance.
http://kennedysdisease.blogspot.com/2013/04/thegenetic-home-reference-library.html

...because KD is a genetic disease, it is passed on from
generation to generation in a family."
By Lou Tudor, KDA Vice President and Mary Goynes, KDA Associate

As you may remember, we have formed a new group of females within our Association!
Carriers have some unique needs and concerns about KD. Currently this is a small group, but
we know there are many others out there who would like to talk with us. Find out more about
Kennedy's Disease and meet the Moms, Daughters, Aunts, Sisters, Nieces and Cousins in the
KDA Families. We will be at the upcoming KDA Conference in San Diego and have a special
break out session for the Carrier group.
If you or any extended family members want more information on the Kennedy's Disease
Carrier Study, please read the following article and contact Alice Schindler as indicated.
Dear Kennedy Disease Association members and relatives,
It was wonderful to see many of you at the 2012 KDA meeting in New Orleans, LA. This year, I had the pleasure of speaking with the Kennedy disease (KD)
carrier group about features of KD in women. As most of you know, this is an area in KD that has been understudied in the past.
In order to better help define the features in women with the mutation expansion (KD carriers), the Neurogenetics Branch of the NIH is currently
recruiting interested individuals with symptoms.
To qualify, you must be a carrier (either have a father with KD or have positive genetic testing) with or without symptoms.
If you are interested in participating, please contact Alice Schindler at schindlerab@mail.nih.gov to learn more!

Sincerely,
Alice Schindler, MS, CGC
Genetic Counselor

How can I help… I’m only one person!?
By: Bob Behymer, KDA Board Member

Ever since I have been involved with the KDA, one thing has continually astounded me. It is the lack of general knowledge available to individuals and their
families that are afflicted with this little known disease. If you take the time to search “Kennedy’s Disease” on Google you will get 526,000 hits. Not too bad.
Not until you search Breast Cancer and the number jumps to 305,000,000. That’s an increase of approximately 83%! The Rare Diseases Act of 2012 defines a
rare disease as any disease or condition that affects less than 200,000 people in the United States. That equates to about 1 person in 1500. Approximately
6000 conditions fall into that category. Kennedy’s strikes about 1 in 40,000 and is almost exclusively a male disorder. That in itself is a huge problem.
Most people are surprised to learn that more men develop prostate cancer per year (223,307, according to the Centers for Disease Control and Prevention in
the most recent year which numbers are available, 2007) than women developing invasive breast cancer (230,480 in 2011). There are very few people
“running for the cure” when it comes to a male dominated issue. I am fairly certain that we have all seen a football or baseball game where the players are
adorned in pink to show support. Quick… tell me the color for the prostate cancer awareness ribbon. It’s light blue. The reasons for this disparity are
complex and deep rooted. The fact remains that we look at male dominated diseases differently than female ones. The sad truth is that we are dealing with
a male issue and that’s a problem in and of itself. You might be reading this and thinking “How can I help… I’m only one person!?”
We at the KDA need your help in two areas. First, like every other non-profit organization, we need your financial support. No monetary donation is too
small. People forget that the construction of our most precious national symbol, The Statue of Liberty, was financed in large part by donations made by
America’s school children in the late 1800’s. Classrooms across the country helped by pooling their pennies and dollars. Please be as generous as you can.
The second area is in awareness. We at the KDA are constantly being told that people cannot find information to basic questions. The individuals who have
contracted this disease and family members have no one to turn to for solutions and answers to real life challenges facing those with Kennedys. Awareness
begins with you. If your mother had contracted breast cancer, wouldn’t you mention it to your co-workers? Of course you would. How about your church
group or Rotary Club? Why not mention that your father, brother or uncle has contracted Kennedy’s Disease? Take the time to explain what it is. Nothing is
more important when it comes to marketing than word of mouth. In a society that is constantly looking for the next YouTube sensation to go viral, that
simple fact is easy to overlook. General Motors claims that if someone is happy with a dealerships service department they will tell ten people. If they are
unhappy they will tell two hundred. Remember how lost and alone you felt when you first found out that you or a loved one had Kennedy’s? That same
sense of helplessness is being felt by thousands of others around the world and you can help. Not only with your money (though we would like that too) but
with your time and knowledge. Be an advocate in your area. Give us permission to use your experiences as a fountain of information for those who really
need it. All we need is your contact information and the knowledge that you are interested in putting your shoulder to the wheel along with the rest of us. If
you know of a great doctor in your area that is especially good and knowledgeable about Kennedy’s Disease we need their name and contact information.
Any information that you can pass along to relieve another person’s burden would be greatly appreciated. We at the KDA need all the help we can get and
you hold the key.

Participating in your Diagnosis
By Bruce Gaughran, KDA Board Member

As many of us who are living with Kennedy’s Disease, or other rare disorders, know, the road to a correct diagnosis can
take a long time and it might be littered with one or more misdiagnoses along the way. For example, many of us were
initially misdiagnosed with ALS. And, even today, when some unknown health issue in involved, the diagnosis process
can be just as long, expensive and frustrating.
The CostCo Connection magazine had an interesting article this month called, “Talk to your doc.” I felt the article
emphasized something I have discussed several times in this blog – Advocacy. Dr. Leana Wen, author of “When Doctors
Don’t Listen” explains that “often when a patient goes to a doctor, they have a series of tests to rule out problems, and
patients often end up learning only what they don’t have, as opposed to an actual diagnosis of what they do have.”

Dr. Wen believes that medicine has evolved to a cookie-cutter approach that often leads to patients being mis- or undiagnosed after suffering the
side effects of many unnecessary tests and months or even years of wondering what is happening within their body.
Her book includes the ‘8 Pillars to Better Diagnosis’ to help doctors reach the right diagnosis.
1. Tell your whole story. Even if your doctor is steering you away from a narrative and toward a cookbook world of chief complaints, tell your story.
2. Assert yourself in the doctor’s thought process. Find out what your doctor is thinking as he or she is listening to your history.
3. Participate in your physical exam. As your doctor is examining you, ask what he or she is looking for specifically.
4. Make the differential diagnosis together. Keep asking what else could be going on. Evaluate with your doctor the likelihood of each possible
diagnosis.
5. Partner for the decision-making process. Partner with your doctor to devise a plan for narrowing down possible diagnoses.
6. Apply tests rationally. Do not just consent to tests. Ensure that your doctor explains why each test should be done and what the test will help
determine or rule out.
7. Use common sense to confirm the working diagnosis. You should reach at least a working diagnosis at the end of every visit to the doctor. Make
sure that the diagnosis makes sense.
8. Integrate your diagnosis into the healing process. Once a diagnosis is made, ask questions so you understand the possible treatments as well as
the risks, benefits and side effects.
To learn more, visit www.whendoctorsdontlisten.com .

11-N-0171: Kennedy’s disease and exercise research study
The National Institute of Neurological Disorders and Stroke at the National Institutes of Health is recruiting persons who have Kennedy’s
disease (spinal and bulbar muscular atrophy) in order to better understand and study the effect of exercise on this condition. Participation in
this project is entirely voluntary and there is no cost to participate.
We are looking for volunteers who:





have a genetic confirmation of Kennedy’s Disease
are able and willing to participate in a 3-month exercise regimen
are able to walk for short distances
able to participate in a 16 week study with two visits at the NIH in Bethesda, MD

We have a few spots left, so if you are interested, please contact the investigators listed below in order to receive more information on the
risks and benefits of this study for you.
Angela Kokkinis, BSN, RN
Phone: (301) 451-8146
Fax: (301) 480 – 0056
Email: akokkinis@cc.nih.gov

Christopher Grunseich, MD
Phone: (301) 435-9288
Fax: (301) 480-3365
Email: Christopher.grunseich@nih.gov

Slowing the Progression of Kennedy’s Disease
MDA Quest Magazine article by Amy Madsen

MDA’s Quest Magazine published an interesting article reported by Amy Madsen on some recent research by a member of the Kennedy’s Disease
Association’s Scientific Review Board. Dr. La Spada has been instrumental in Kennedy’s Disease research for many years.
While the research opportunity still needs further study and testing, preliminary findings reflect this could be a potential treatment.
Below is the Quest article.

Arimoclomol Slows Disease Progression in SBMA Mice
Mice treated with the small-molecule compound improved muscle strength, increased motor neuron
survival and boosted production of a motor-neuron support molecule called VEGF
MDA research grantee Albert La Spada and colleagues have found that treatment with a compound
called arimoclomol can help improve muscle function in mice with a disease resembling SBMA.

Article Highlights:




An MDA-supported research team has shown that treatment with a small-molecule compound
called arimoclomol improved nerve-cell survival, resulting in increased muscle strength and
function in mice with a disease resembling spinal-bulbar muscular atrophy (SBMA).
Arimoclomol is thought to work by inducing the heat shock response, which helps cells combat
exposure to heat or other types of stress.
Although still early stage, the findings ultimately could lead to development of arimoclomol or
similar compounds as a treatment for SBMA

by Amy Madsen on March 4, 2013
Mice with a disorder mimicking human spinal-bulbar muscular atrophy (SBMA, or Kennedy disease) that were treated with an experimental therapy
called arimoclomol showed improved nerve-cell survival, increased body weight, and better muscle strength and function than mice that didn't receive
the treatment.
A small-molecule compound, arimoclomol is thought to work by inducing the heat shock response, in which levels of naturally occurring heat shock
proteins (HSPs) increase when cells are exposed to heat or other types of stress.
The findings, which could lead to development of arimoclomol or similar compounds as a treatment for SBMA, were reported online Feb. 7, 2013, in
Brain. MDA supported Albert La Spada at the University of California, San Diego, in La Jolla for his contribution to this work. (To read the full report,
available for a fee, see Co-Induction of the Heat Shock Response Ameliorates Disease Progression in a Mouse Model of Human Spinal and Bulbar
Muscular Atrophy: Implications for Therapy.)
Treatment began after symptom onset
Mice in the study were randomly assigned to two different groups, in which they were treated with 120 milligrams per kilogram of body weight per day
of arimoclomol dissolved in drinking water (treatment group) or water alone (control group). Treatment began at 12 months of age, after symptom onset
and lasted for six months through late-stage disease.
Results show that treatment with arimoclomol from the time of symptom onset dramatically delayed disease progression. When investigators examined
18-month-old SBMA mice, they found that those treated with arimoclomol:







demonstrated significantly improved hind-limb muscle force;
had 26.9 percent stronger muscles than did untreated mice;
showed a 23-percent improvement in motor unit (a nerve cell and the muscle fibers it activates);
had significantly increased muscle weight; and
had a 28.4-percent increase over untreated mice in the number of motor neurons that survived.

Mice treated with arimoclomol also had higher levels of a protein called vascular endothelial growth factor (VEGF), a protein that may protect or nourish
nerve cells.
Treatment with arimoclomol had no effect on muscle force in mice that didn't have an SBMA-like disorder. This, the investigators noted, suggests that
beneficial effects of arimoclomol in the mice are likely due to specific effects of the drug on disease processes, as opposed to indiscriminate
improvement of muscle force.
Arimoclomol activated the heat shock response
Several treatment strategies for SBMA have focused on inducing overexpression of heat shock proteins, such as HSP70 and HSP90. (HSPs can function as
“chaperones” for other proteins, helping them fold into the right shape, preventing them from forming abnormal clumps and blocking cell death.)
Data from the current study showed that levels of heat shock protein 70 (HSP70) were 2.3 times higher in the spinal cord and three times higher in hindlimb muscles in mice treated with arimoclomol than in mice that didn't receive treatment.
This upregulation (increase) of the heat shock response by treatment with arimoclomol may have therapeutic potential in the treatment of SBMA, the
researchers say.

Wanna Race?...
By John Coakley, KDA Vice President

…Sounds like something I heard about 65 years ago when I was 6 and
able to beat most of the others in our neighborhood; seems like
yesterday. Back then it was easy: draw a line in the dirt with a stick and
another one far away for a finish line. Ready-Set-Go! There was nothing
to it. That was then.
In September 2012 Sarah Kawa, one of my daughters, says she wants to
initiate a 5K race and do it to benefit the KDA. She is a RN working with
high-risk pregnant women who are confined to their homes, and also
has a full-time husband and two daughters, Regan & Paige, involved in
youth sports. She is determined to organize and chair this new event for
the KDA.

The Starting Line

Here’s a synopsis…
Plans it for 8 months with the help of family and a few new friends; a seasoned race director Phil Lang. He and his wife have been the cross-country and
track coaches at Oakland Mills High for 20 years. He has run 46 marathons to date including the Boston marathon 17 times, and owns Bullseye Running
which assists the local running community full time. Add in a former neighbor’s Mom, Arleen Dinneen, who is absolutely invaluable sharing her years of
putting on 5K and 10K races for other non-profits in MD. The work begins…:




Ed Meyertholen

Pick a name for the race: Queen Anne’s Race
Get the location & date 4/7/13 secured
Then spend the next seven months with a preliminary budget, modifying it weekly, and
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.

20.

Finalize County permit – they want an IRS non-profit letter dated within 10 yrs
Sign contract with the county for the rental of Community Center
Another contract for the race course – WOW! They doubled the fee to over $900
Budget now not working
Call County & plead/beg for fee reduction
Go to head of Recs & Parks to plead case - get 50% reduction in fee
st
Call IRS & request updated letter: the KDA has one from our 1 year, 11 yrs ago
Design & print Race Entry Form
Design & print Sponsor Form
Send out over 1,500 emails to everyone in contact list
Organizing volunteers
st
Budget everything again – can it even be a ‘make even’ event the 1 year?
Anticipating even more than originally thought
Securing Event Insurance for the KDA
Setting up a new bank account
Get ‘seed money’
Design the logo for the race caps – order them
Design the logo for the annual event – design the brochures, the race shirts
Go out to the community and ask for sponsors - Kennedy’s Disease? What’s that?
Worry – OMG it’s 6 weeks to race date & we have 46 registered but we budgeted for 125, if we are
lucky
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21. Enter Arleen & Phil again telling us ‘not to worry’
22. We have sponsors! Seed Money repaid! Send new IRS letter to the County
23. Shirt order must be in 5 weeks in advance. How many of each size? How
many total? It’s still a guess – we decide on 180 which seems impossible to
achieve
24. Sponsor logos have to be in, proofed, and place layout on shirts
25. Contact everyone we know, and every firm that I had done business with in
the last 10 years
26. Contact folks we don’t know
27. Send & receive over 500 emails just among Sarah, Arleen, Phil and myself
28. Plot the exact course with the County, part on paved bike trail and more in
and through the woods
29. More meetings just to be 110% thorough
30. Race is Sunday 4/7/13 and on Thursday we had 124 registered
31. Friday we stuffed about 200 bags with giveaways donated by local
businesses
32. Pray for success and good weather

“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
Editors note:
If you have a yen to write an article or have a specific idea
you'd like to see in the next KDA e-XPress, please contact
me for deadline information loutudor@yahoo.com

Well, it was a success! We had the most beautiful day of this year. Family from Ohio, friends from PA, doctors and researchers from the NIH and from
Thomas Jefferson University in Philadelphia, and a MD from a hospice in Lancaster, PA (who I met while visiting with Ron Wiker) drove 2 hours just to
get here by 7 AM to register.
We had 168 registered runners! All were thrilled with the course and that we had an indoor venue with hot breakfast donated by Whole Foods Market,
indoor plumbing, great fellowship and plenty of water donated by Nestle Waters. A raffle for a custom Ray Lewis portrait created by Presley Paintings
was responsible for over $500 being donated to this event. Thanks to all of you!
Sarah is not the only member of the Coakley family involved with the race; her sister, Clare Hoerl, a Westminster elementary school art teacher,
designed the artwork for the t-shirts. The event’s title, Queen Anne’s Race, is a pun on Queen Anne’s Lace which was my Mom’s favorite flower.
The event tally will take another week to complete, but the KDA and Sarah have an initial success with all of the hard work that our family and friends
st
put into the 1 Annual Queen Anne’s Race.

Coakley Family

