
Plan to Attend Medical Presentation 
 

Learn About Marfan Syndrome and the Eyes & Mouth  

How to Interpret Echocardiograms and TEEs 

   What are the signs of retinal detachment? Can someone with Marfan syn-
drome have Lasik surgery? How soon should a child with Marfan syndrome 
get a palate expander? How about braces? How do techs interpret echocar-
diograms and TEEs? Learn the answers to these questions and more at an 
informative medical presentation on Saturday, April 26, at Mercy Hospital in 
Des Moines, Iowa. 

   Dr. Donny Suh, M.D., FAAP, a pediatric ophthalmologist and adult stabis-
mus specialist at the Wolfe Eye Clinic in Des Moines, will discuss Marfan syn-
drome and the eyes. Dr. Jeremy Karras, DDS, an orthodontist with Central 
Iowa Orthodontics in Des Moines, will cover effective treatments for the mouth 
of a person with Marfan syndrome. Kathleen Lane, MSE, RDCS, RVT, a car-
diac sonographer at Mercy Hospital Medical Center, will explain how echocar-
diograms and TEEs are interpreted. Participants will have the opportunity to 
ask these specialists questions following each presentation.  

   Join us for this informative presentation! The cost is FREE to current chap-
ter members ($10/single & $15/family annual dues) and $20 to non-members. 
FREE childcare is also available to children 12 and under. Mail the registra-
tion form (page 6) and payment by April 18.   
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Dates to 
Remember 

· April 26 - Medical 
Presentation 

· July 10-13 - NMF 
Conference 

· Aug. 29 - Des 
Moines University 
Presentation 

· Aug. 29 - Second 
Annual Moonlight 
Stroll for Marfan 

· Aug. 30 - Have 
Heart for Marfan 
Walk/Fun Run 
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Medical Presentation 

Saturday, April 26, 2008 
 

Mercy Hospital, Conference Room EC6 

Des Moines, Iowa 
 

 

Schedule of Events 

12:30 p.m.        Registration 

1:00-1:45 p.m.  Ophthalmology 

                        Dr. Donny Suh, M.D., FAAP, Wolfe Eye Clinic 

2:00-2:45 p.m.  Orthodontics 

                        Dr. Jeremy Karras, DDS, Central Iowa Orthodontics 

3:00-3:45 p.m.  Interpreting Echos & TEEs 

                        Kathleen Lane, MSE, RDCS, RVT, Mercy Medical Ctr. 

� � � � ��� �
� � 	 
 �� � �


 � � � � � � ��



� � �� � � �� 	�
� � � � �� �

   Happy New Year and winter! 
Winter has remained true to the 
season this year. The ground all 
covered in white reminds me of a 
blank canvas, just like the New 
Year. We have the opportunity to 
start over and try out new colors 
and designs.   

 

Clinical Trial 

   On our “Marfan” canvas, we have 
the opportunity to help “color” the 
canvas in several new and exciting 
ways. On the facing page you will 
find an update on the Clinical Tri-
als. If you know someone who may 
be a potential candidate for the 
trial, please pass this information 
on to them.  

   If you have any questions about 
the process and monitoring of trial 
participants, contact Cheryl  
Rainey at St. Louis Children’s Hos-
pital at 314-454-6147. For a par-
ent’s perspective, contact Kari  
Dostalik at kdostalik@msn.com. 
She would be happy to discuss  
her family’s experience with the 
clinical trial. 
 

Mo 

   The movie Mo has been released 
to DVD and the Marfan community 
has the opportunity to purchase a 
copy before the film reaches the 
public. To purchase, log on to 
www.mofilm.net. Mo is based on 
the true story of a boy with Marfan 
syndrome growing up on the south 

shore of Long Island, New York. 
See how his parents support him, 
his wacky brother keeps him laugh-
ing, and his friends help him to es-
cape. Experience how he copes 
with daily life and prepares for 
heart surgery. Note: Mo deals with 
sensitive issues related to Marfan 
syndrome, therefore, parental dis-
cretion is strongly advised. 

 

NMF - Donations 

   Another way to color our canvas 
is to ensure that the National Mar-
fan Foundation has enough funds 
to continue to administer all the 
programs that they currently have 
in place and be able to add some 
much needed programs. If you 
have not paid your membership to 
the foundation and have the eco-
nomic ability to do so, I ask you to 
make that the first thing you do af-
ter you read the newsletter. If you 
work for a company that does 
matching funds, please use that 
process. Many of us owe the foun-
dation so much gratitude for help-
ing us get to the right doctors, edu-
cate our own doctors, provide edu-
cational material, and just be there 
for us. In my most humble opinion 
it is our obligation to help color their 
canvas as well. 

 

Medical Presentation 

   We hope you will join us on April 
26 for a medical presentation by an 
orthodontist, ophthalmologist and 
sonographer. Please complete the 
registration form on page 6 or       
e-mail tkdean11@mchsi.com to let 
us know you are coming. These 
physicians are giving of their time 
and knowledge at no charge to us 
and it would be great if we could 
have a large group to show our ap-
preciation. For additional informa-
tion on the event, see the article on 
page 1. 

Presentation to  
Medical Students 
   We will once again be presenting 
to the osteopathic students at Des 
Moines University on August 29. 
We are looking for volunteers who 
would be willing to share their Mar-
fan story in about 5 to 7 minutes.   
If you are interested in this awe-
some experience, just shoot me an 
e-mail at tkdean11@mchsi.com. 

 

NMF Conference 

The National Conference will be 
held in Boston this year and if you 
would like to attend, keep checking 
www.marfan.org for registration 
information, deadlines and scholar-
ship information. Several Iowa 
members have been to these 
events in the past and if you would 
like to talk to them about what it’s 
like, give Kari, Marsha, Sherry, 
Stella or myself a quick e-mail or 
call. We would be more than willing 
to share that information. 

   While every person is an individ-
ual and each canvas is different, 
remember that we do have the 
means and methods to paint our 
own canvas. I hope everyone takes 
advantage of this opportunity. �  

Teri’s Tidbits 


 � � � �� �

� � � ��� � � � �

WANTED 
Heart of Iowa Chapter - NMF 

Board Members 
   The Heart of Iowa Chapter-NMF is 
looking for a couple individuals to 
join the board of directors. Share 
your ideas, passion and energy to 
help us raise awareness for Marfan 
syndrome! 

   Directors serve a two year term 
and participate in four meetings per 
year - two in person at chapter 
events and two via conference call. 

Interested? Contact Sherry at 

roshawco@hotmail.com  
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   The NMF recently received some 
great news from the New England 
Research Institute (NERI), which is 
the coordinating center for the ma-
jor Marfan syndrome trial now un-
derway (Atenolol vs. Losartan in 
Individuals with Marfan Syndrome). 
The 200th patient was enrolled in 
the clinical trial! 
   According to Gloria Klein, MS, 
RD, a Research Scientist at the 
NERI, the Pediatric Heart Network 
centers enrolled 24 patients in Oc-

tober, 17 patients in November, 19 
patients in December, and in early 
January, enrolled another 14. The 
200th patient was enrolled at the 
Hospital for Sick Children in To-
ronto, by coordinator Liz Rado-
jewski and Dr. Timothy Bradley. 
   While the 200th patient is a 
significant milestone, we are 
only one-third of the way to 
complete enrollment. We still  
need your help to reach the 604 
patients needed to fully conduct  

this research, which is being 
funded by the National Heart, 
Lung and Blood Institute. 
   The faster patients are enrolled, 
the quicker we will be able to ob-
tain results. Please consider taking 
part in the trial. Visit the NMF web-
site at www.marfan.org to get a 
complete list of enrollment sites. 
If you have any questions, please 
contact the NMF©s Information Re-
source Center at 800-8-MARFAN, 
ext. 26 or support@marfan.org.�   

Clinical Trial Enrolls its 200th Patient 
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Need 404 More to Fulfill Research Requirements 

Marfan Syndrome A to Z 

   The National Marfan Foundation 
(NMF) recently released a chil-
dren’s book titled, “Marfan Syn-
drome A to Z.”  
   This book features: 
· 34 pages of vivid illustrations of 

diverse children and families in 
real-life situations, normalizing 
the child’s experience with Mar-
fan syndrome. 

· A specialized illustration style 
that lets children complete col-
oring in the pictures, plus more 
coloring pages available online. 

· Hidden pictures on each page 
children can have fun finding. 

· A glossary of helpful terms for 
parents and children. 

How to Order 
   Families with affected children 
may receive one book for FREE by 
completing a brief online survey at 
www.marfan.org. All information 
will be kept confidential, as out-
lined in the NMF privacy policy. 
Special thanks to the American Le-
gion Child Welfare Foundation for 
making this possible. 

   Others may purchase the book 
from the NMF’s online market-
place. The cost is $10.00 includ-
ing shipping and handling.�  
 
 

   Thanks to a lot of “helping 
hands,” the 3rd Annual Maze for 
Marfan syndrome was a huge suc-
cess! Chapter members, friends 
and family members worked 209 
hours at Geisler Farm’s corn maze 
throughout October. The group was 
paid $8 for each hour a volunteer 
worked, which amounted to $1,672. 
In addition, Geisler Farms donated 
$1 per paid admission on October 
13 and 20, which translated to a 
$1,095 donation.   

   A special thanks to the following 
volunteers who worked on behalf of 
Heart of Iowa Chapter-NMF: Doris 

Anderson, Kenna Baker, Kelsey 
Barbour, Paula Barbour, Mandy 
Bellon, Josh Beukema, Laura 
Countryman, Shannon Damon, 
Kenny Dean, Teri Dean, Adam 
Dostalik, Marty Dostalik, Jan 
Dougherty, Jeremy Fister, Carolyn 
Flynn, Mickie Franks, Barb 
Gessinger, Anita Gobin, Roger 
Heldt, Sherry Heldt, Dana John-
son, Tim Johnson, Erin Jones, 
Linda Jones, Stella Lane, Eldon 
Lind, Marilyn Lind, DeAnne Lusk, 
Doris Lusk, Linda Morris, Chris 
Schneider, Josh Speer, Jason Tay-
lor and Terra Williams. 

Join Us at the Farm 

   Plan to join us October 11 for   
a fun afternoon at Geisler Farms. 
Roast hot dogs and marshmal-
lows at the fire pit, explore the 
10-acre corn maze or soybean 
mini maze, and enjoy a hayrack 
ride around the farm. This is a 
great chance to not only meet 
other Marfan families, but to 
thank Geisler Farms for their 
generous support over the last 
three years. Look for more      
details regarding this fun family 
event in future heart happenings 
newsletters. �  

Maze for Marfan a Huge Success!  
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   The Network Group of Omaha 
hosted two speakers at their     
February meeting.  

 

Younkers Fundraiser  
   Lu Pavelka, Special Events Coor-
dinator of the Younkers Depart-
ment Store at Westroads Mall 
talked with the group about the 
Community Day Event Fundraiser 
on March 1st. She offered tips on 
how to approach people to ask for 
a $5 donation for the National  

 
Marfan Foundation in return for the 
Coupon Booklet.   
 

Echocardiogram Presentation 
   Dr. Andre Bouhasin, House Offi-
cer at the University Nebraska 
Medical Center - Internal Medicine 
Education, spoke to the group 
about echocardiograms. A ques-
tion and answer period followed 
this informative presentation. 

 

Welcome Debra Flearl 
   The Network Group of Omaha 
welcomes Debra Flearl as the 
group’s new co-chair! Debra©s hus-
band, Warren, along with his sister 
have Marfan syndrome. Warren 
lost his father and his brother due 
to the disorder. Debra, Warren and  

 

their family have remained very in-
volved in teaching people about 
Marfan syndrome. Warren’s sister, 
Dr. Mary Lou Flearl, is also in-
volved in the Network Group of 
Omaha. Dr. Flearl is a pediatric 
doctor at Children©s Hospital. 

 

Upcoming Meetings  
   Future meetings will include 
an eye specialist from Midwest Eye 
Care, as well as a movie day to 
preview MO, a true story about a 
boy with Marfan syndrome.  
   For additional information     
about the Omaha Network Group, 
please contact Sherry Heldt at  
402-932-4504, e-mail her at                  
roshawco@hotmail.com or visit 
www.marfan.org.�  

�

Network Group of Omaha Update 
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By Sherry Heldt, Network Group of Omaha Co-Chair 

Dr. Andre Bouhasin, of the Univer-
sity of Nebraska Medical Center, 
spoke with the Network Group of 
Omaha about echocardiograms. 

Members of the 
Omaha Network 
Group learned 
more about a 
March fundraiser 
and echocardio-
grams during a 
recent meeting. 

Saturday, July 12, 2008 
Location & Time to be Determined  

Eastern Iowa Network Plans July Meeting 
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What is one question you would like to ask if you were at the  

NMF conference in Boston? 
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   Facebook, Myspace, Friendster, 
Youtube, Blogosphere…and the 
NMF? That’s right, the National 
Marfan Foundation now has a 
home on the web for teens with 
Marfan syndrome, their siblings, 
families and friends!  

   The site at www.marfan.org was 
created to provide a clearinghouse 
for all things Marfan. There are 
several sections carefully designed 
for teens with many more to come. 
For example, teens can submit a 
question to a doctor or one of the 
teen group leaders. In addition, 
they can read the support and 
medical question & answer of the 
month; get great fashion tips and 
ideas; discover the latest in Marfan 
news and events; and explore 
ways to get involved with the Mar-
fan community.    

   The NMF encourages all teens to 

be active participants. Let them 
know if there are sections or re-
sources you would like to see. Tell 
them about an event or program in 
your community so they can high-
light it. Submit questions - you 

never know, it could be the ques-
tion of the month! Finally, please 
register with your e-mail ad-
dress so they can let you know 
about exciting news and informa-
tion. Ask your questions and give 

us comments. 

Do you love websites? 
   The NMF is looking for a few 
good teens to play a major role in 
shaping the future of this web-
site. They have some big ideas, but 
need help to refine and implement 
them! This could include resource 
lists and even a discussion 
board! They also need teens to 
help write and edit various sections 
of this page! If you are interested, 
make sure to e-mail them to let 
them know! �  
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NMF Unveils Website for Teens 



435 Schaffer Boulevard 

Pleasant Hill, Iowa  50327 

Phone:  515-263-1948 

Fax:  515-254-1125 
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� �� � If you would like to be removed from our mailing list or 
change your address e-mail tkdean11@mchsi.com. 

Registration Form - Medical Presentation 
Saturday, April  26 �  1:00 - 4:00 p.m. 

Mercy Hospital, Conference Room EC6, Des Moines 
 

Name  

 

Address 

 

City                                           State                Zip  

 

E-Mail 
 

# Attending (13 and up)                   Member �     Non-Member  �  

                                                         $10/single or $15/family            $20 
 

Mail Registration Form & Payment by April 18 to: 
Heart of Iowa Chapter - NMF 

c/o Teri Dean 
435 Schaffer Boulevard 

Pleasant Hill, Iowa 50327 
After April 18: call 515-263-1948 or e-mail tkdean11@mchsi.com  

FREE Daycare Available 

Please provide name & age of 
each child 12 or under. 

 

Name 

 

Age_____ 

 

Name 

 

Age_____ 

 

Name 

 

Age_____ 

FREE with 
Membership 


