
Join Us at Annual Walk/Fun Run 

T 
he Heart of Iowa Chapter-NMF 

is busy making plans for its 

Annual Have Heart for Marfan 

Syndrome Walk/Fun Run and Moon-

light Stroll for Marfan Syndrome.  

Both events continue to grow each 

year and have become staples at the 

Pleasant Hill Summerfest, held the 

last weekend of July.  

   Whether you are a runner, walker, 

stroller, or would rather volunteer, all 

are encouraged to attend! The Moon-

light Stroll for Marfan kicks things off  

on Friday, July 29 at The Shores in 

Pleasant Hill.  

   The Have Heart for Marfan Walk/

Fun Run features a 5 & 10K fun run, 

2K youth fun run, 2K walk and 100-

yard youth trot. In addition the event 

includes a silent auction and fun 

youth activities.  

   To register for the event, please 

refer to the enclosed brochure or visit 

www.active.com.  

   Interested in volunteering at the 

event? Contact Teri Dean at 515-263-

1948 or tkdean11@q.com.     

   We hope to see you there! 

NMF Launches MarfanDX.org 

A 
 new mobile site ï 
www.MarfanDX.org ï was 
launched in April by the Na-

tional Marfan Foundation (NMF), to 
facilitate diagnosis of Marfan syn-
drome and related disorders. The site 
content is based on the new diagnos-
tic criteria for Marfan syndrome that 
was published in the Journal of Med-

ical Genetics. The site is compatible 
with Droid and iPhone smartphones. 
   ñThe new mobile site is an innova-
tive use of new technology for doc-
tors who are concerned about the 
possibility of underlying Marfan syn-
drome or a related connective tissue  
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¶ National Marfan 
Conference        
July 14 to 17            
Portland, Oregon 

¶ Moonlight Stroll 
July 29            

Pleasant Hill, IA 

¶ Walk/Fun Run     
July 30            

Pleasant Hill, IA 

¶ Annual Chapter 
Meeting              

Mid-September 
Ankeny, IA 
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S 
pring is finally here! The rob-

ins are out, geese have tak-

en over the ponds, and 

baseball and softball have begun. I 

like to think of spring as a time 

when you start with a blank canvas 

that you get to fill with all of the 

colors that make you feel better. 

My wish for you is that the start of 

your canvas this year is brilliant! 

   It has been a bit since I last 

wrote. A lot has happened and 

even more is planned over the 

next six months or so. Hereôs a 

brief looké   

   Drink for a Cure ï Drink for a 
Cure, held January 29

th
, was a 

wonderful time for all. The staff at 

Overtime (especially owner Kim 

Cobb) helped us create the type of 

event we have been working so 

hard to achieve. In addition, the 

night manager at Overtime 

thanked us for doing an event 

such as this because she has a 

connective tissue disorder. She 

appreciated the fact that we were 

trying to reach a new audience to 

raise awareness while having a 

little fun. When a few of us went 

into the main restaurant area to 

invite patrons to participate in our 

silent auction, I had the pleasure of 

meeting a young Drake University 

student who was very knowledge-

able about Marfan syndrome    

because he had been tested. This 

event has never been about   

drinking. Itôs more of a social event 

that reaches an entirely different 

group of people than our other 

events, enabling 

us to raise 

awareness and 

funds for Marfan 

syndrome. We 

need all the   

avenues of    

diversity we can get. Our normal 

pool of people who can donate or 

wish to donate gets stretched a 

little thin with all the events we try 

to do. Watch future editions of the 

newsletter for the announcement 

of the event next year. Marty 

Dostalik has agreed to take over 

as chair of this event and I know 

he will add some ñflavorò to an  

already great evening. Looking 

forward to seeing you next year! 

   Losartan Clinical Trial ï I am 
excited and pumped that we 

reached our goal of 604 patients 

enrolled in this trial. While it will be 

more than three years before   

everyone completes the trial and 

the results are presented, we have 

reached a tremendous landmark ï 

604 young Marfan patients       

enrolled in the trial. These 604 

young ñMarfsò are paving the road 

for new advancements.  

   Back in 1974 when I first learned 

about Marfan syndrome, I never 

imagined that the Marfan         

community would have such hope 

and so many breakthroughs. My 

husband, Kenny, has Parkinsonôs 

and he recently started a clinical 

trial that only needed 312 partici-

pants. Think about the population 

Parkinsonôs pulls from compared 

to Marfan syndrome ï and they 

only needed 312 people compared 

to 604! The Marfan community 

continues to amaze me for all they 

do to raise awareness and        

advance knowledge within the 

medical community regarding 

Marfan syndrome. 

   New Clinical Criteria for Diag-

nosis - Everyone who reads this 

newsletter needs to take the time  

to educate themself on the new 

clinical criteria for Marfan           

syndrome. Marfan syndrome, as 

you all know, is extremely difficult to 

diagnose. The new clinical criteria 

for Marfan syndrome will not only 

make diagnosing the disorder    

easier, but more accurate as well. 

Help your doctors by knowing this       

information and passing it on to 

them. (Visit marfanDX.org for a 

complete listing of the new criteria.) 

   11
th
 Annual Walk/Fun Run and 

4
th
 Annual Moonlight Stroll for 

Marfan syndrome ï I would like to 
personally invite each of you to join 
us at our major chapter event and 
fundraiser for the Heart of Iowa 
Chapter-NMF and the National 
Marfan Foundation. A brochure  
detailing both events is included in 
the center of this newsletter. Weôd 
love to have 
you and your 
friends and 
family mem-
bers join us 
this year! 
While the 
event has 
grown     
substantially the last two years, we 
still have room for more growth.     
   Would you rather not run or walk? 
We are always looking for volun-
teers, especially this year since 
several of our regular volunteers 
are unable to help. If you would like 
to learn more about volunteering at 
either event, please contact me at 
tkdean11@q.com (note new e-mail 
address) or my home phone     
number 515-263-1948. This event 
is held in conjunction with the 
Pleasant Hill Summerfest, so it 
makes for a complete day of fun. 
We have once again reserved a 
block of rooms at the Sleep Inn in 
Pleasant Hill until July 15 for $89. 
Call 515-299-9922 for reservations.  
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A 
s a member of the National 

Marfan Foundation Board 

of Directors and President 

of the Heart of Iowa Chapter-NMF, 

I want to take a few moments to 

share my experience at the suc-

cessful 3
rd
 Annual Heartworks St. 

Louis, which took place February 

26, 2011. Tentatively, it appears 

that the event will be $30,000 over 

its budgeted revenue goal. Way to 

go, Dr. Braverman!  

   Dr. Alan Braverman, his wife  

Rebecca, and the entire St. Louis 

Gala Committee have taken     

dedication and support to an     

incredible new level. Sitting in the 

room with 320 plus attendees (125 

more than previous years) to honor 

ñHero with a Heartò Dr. Lawrence 

Lenke and Dr. Keith Bridwell was a 

humbling experience. Both of these 

extremely talented physicians were 

honored for their expertise and       

innovation in treating complex 

spine disorders and deformities, so 

common in the Marfan community. 

   A special Fund-a-Need appeal, 

as well as a silent and artist heart 

auction raised more than $16,000 

at the event. There were three 

unique one-of-a-kind hearts creat-

ed by artists from across the conti-

nent.  These original pieces of art 

continue to be an important compo-

nent of the NMF Heartworks Gala  
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Heartworks St. Louis a Success 

Zoo and the Oregon Museum of       

Science and Industry.  

   For more information on         

conference programs or to register, 

visit www.marfan.org. I am      

probably a bit biased, but the 

friendships you, your kids, and 

family members make not only last 

a lifetime, but are life-changing, 

too. The conference is a place 

where ñnormalò is Marfan syn-

drome and it feels really good. 

   Maze for Marfan ï The corn 

maze is another event that we   

participate in every year. This    

terrific fundraiser doesnôt require us 

to ask for money from our family 

and friends. Instead, all we ask is 

for people to volunteer to work a 

shift at the maze in October. In 

turn, our group receives an hourly 

wage donation for each volunteerôs 

hours worked. In addition, on the 

Maze for Marfan week-end we  

receive a dollar per admission.  

This is a phenomenal way to raise 

funds that does not come out of our 

own pocketbooks. We generally 

help the last weekend in Septem-

ber and every weekend in October. 

Check out your calendar to see if 

you can spare some time to help.  

   This year, we will conduct our 

annual chapter meeting at the corn 

maze in mid-September. Watch the 

next issue for the exact date.  Our 

social event held last year at the 

corn maze was awesome. All who 

participated had a wonderful time. 

It was great to get together and just 

ñbe friends.ò  

   To all of you in my Marfan family, 

I wish you the best. My good wish-

es and thoughts go out to you on a 

daily basis.  Until we meet again.  

~Teri Ǆ 
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   National Marfan Conference ï 

This year, the NMF Conference, 

held in Portland, Oregon July       

14-17, will feature some new and    

exciting programming. For the first 

time ever, there will be a Young 

Adult Program for participants      

19-30 years old. In addition, adult 

participants can look forward to 

new workshop offerings, such as 

Eating to Reduce Pain and        

Increase Energy, and The Teen    

Perspective: A Q+A for Parents, 

led by teens. 

Teen partici-

pants will be 

taking a    

private boat 

cruise on the 

beautiful 

Willamette 

Star, while   

he younger 

children enjoy 

the Oregon 
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Heartworks St. Louis             

featured an auction of three                     

one-of-a-kind hearts.  

By Teri Dean, President, Heart of Iowa Chapter-NMF 

http://www.marfan.org
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each year. The hearts, conceived 

by Jeff Goldman, also remain an 

integral part of the original      

Heartworks Gala held each year in 

New York City. In addition, there 

were three vacation spots available 

for purchase, to New York City,  

Chicago, and St. Louis. Each an 

incredible deal! 

 

   The tentative date for next year is 

March 3, 2012. A Save the Date 

will be sent out this fall. I urge you 

to consider how you can support 

this event in 2012 ï whether 

through your attendance, journal 

advertisement or general or       

auction donation.  

 

      As a side bar: Throughout my 

discussions with members I often 
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hear that every-

thing happens 

on the east coast 

or west coast. 

Well, here you 

have a huge  

opportunity to 

attend one of the 

most important 

fundraising 

events for the 

Foundation and 

it is literally in 

ñyour own back-

yard.ò  I hope 

those of us in the 

Midwest step up 

to the plate and 

support this 

event next year. Dr. Braverman 

remains so committed to raising 

funds, awareness and goodwill for 

the NMF. His colleagues hold him 

in such high regard that he fills the 

room. Let us do the same for him, 

and further fill the room with           

our support.Ǆ 

heart happenings 

���‡�ƒ�”�–���‘�ˆ�����‘�™�ƒ�����Š�ƒ�’�–�‡�”-�����	�����”�‡�•�‹�†�‡�•�–�á�����‡�”�‹�����‡�ƒ�•�����”�‹�‰�Š�–�����˜�‹�•�‹�–�•��
�™�‹�–�Š�����ƒ�”�‘�Ž�›�•�����‡�˜�‡�”�‹�•�‰�á�������	�����”�‡�•�‹�†�‡�•�–���¬���������á���ƒ�•�†���
�‘�•�����—�Ž�Ž�‹�•�á��

���Š�ƒ�‹�”�á�������	�����‘�ƒ�”�†���‘�ˆ�����‹�”�‡�…�–�‘�”�•�ä 

Continued from page 1. 
 
disorder,ò said Mary Roman, 
MD, Professor of Medicine, 
Weill Cornell Medical College, 
and a member of the NMF 
Board of Directors. ñMarfan syn-
drome is a condition that has a 
varied expression and requires 
a multi-system clinical examina-
tion for diagnosis. The revised 
criteria simplified the complex 
process for diagnosis and pro-
vided insights into the diagnosis 
for conditions with overlapping 
features. The NMFôs new mo-
bile site facilitates instantaneous 
access to diagnostic criteria for 
Marfan syndrome and provides 
diagnosis and management in-
formation for related disorders. 
This is a real benefit for busy 
doctors.ò 
   Marfan syndrome and related 
disorders affect about 200,000 
people in the U.S., but experts 
say that half of those affected 
are not diagnosed. Without a 
diagnosis and treatment, they 
are at risk of a sudden early 
death from a tear or rupture of 

their aorta. Related disorders 
include Loeys Dietz syndrome, 
vascular Ehlers Danlos, mitral 
valve prolapse syndrome, famili-
al aortic aneurysm and more, 
are outlined. 
 
Features of the Mobile Site 
   According to a study conduct-
ed last year by Manhattan Re-
search, a full 72 percent of U.S. 
physicians now use smart-
phones, and the number is ex-
pected to jump to more than 80 
percent by 2012. 
   ñWith so many physicians uti-
lizing smartphone technology,ò 
says Dr. Roman, ñit makes 
sense to provide a resource that 
is compatible with the latest 
trends.ò 
   The mobile site features a 
summary of the new diagnostic 
criteria, including seven simple 
formulae for diagnosing Marfan 
syndrome. Expandable text pro-
vides a detailed explanation of 
each formula. 
   The site also features: 
�‡���,�Q�W�H�U�D�F�W�L�Y�H���6�\�V�W�H�P�L�F���6�F�R�U�H��
Calculator used to consider the 

lesser characteristics of 
Marfan syndrome throughout the 
body that can be key in making 
the diagnosis. This too 
has expandable text and 
graphics, as well as ability to 
email results for patient file. 
 
�‡���,�Q�W�H�U�D�F�W�L�Y�H���=-�V�F�R�U�H���F�D�O�F�X�O�D�W�R�U����
used to determine the size of the 
aorta compared to body 
surface area. This can also be 
emailed for the patient file. 
 
�‡���.�H�\���S�R�L�Q�W�V���D�E�R�X�W���W�K�H���U�R�O�H���R�I���J�H��
netic testing and family history. 
 
�‡���,�P�S�R�U�W�D�Q�W���L�Q�I�R�U�P�D�W�L�R�Q���R�Q���G�L�I�I�H�U��
ential diagnosis and related disor-
ders. 
 
�‡���+�H�O�S�I�X�O���O�L�Q�N�V���D�Q�G���U�H�V�R�X�U�F�H�V�� 
 
   The mobile site is also viewable 
on a desktop computer; it is com-
patible with Safari and Firefox 
browsers. Ǆ 
 
Source: NMF, April 15, 2011 


