
Losartan Clinical Trial for People 
with Marfan Syndrome 

   The results of the losar-
tan study in Marfan mice 
have the potential to 
change the course of treat-
ment of Marfan syndrome. 
We are now ready to con-
duct a clinical trial to test 
the drug in people with 
Marfan syndrome. Here 
are some answers to the 
questions people are ask-
ing about the proposed 
clinical trial.  
 
I  want to participate in 
the tr ial study. What 
should I  do r ight now?  
   The study guidelines 
(protocols) are still being 
finalized. We expect en-
rollment in the trial to be-
gin in September 2006. 
Sign up now on the NMF 
website (www.marfan.org)  
so you can receive updated 
trial information, including 
when and how to enroll. 
Once enrollment begins, it 
will last as long as it takes 
to enroll 604 people. This 
will likely be several 
months to a year or per-
haps longer.  
 
Who can par ticipate in 
the tr ial study?  
   The trial will be for peo-
ple 6 months to 25 years of 
age who have Marfan syn-
drome and aortic dilation. 
Based on the study guide-
lines, not all people in that 

age range who have  
Marfan syndrome will be 
eligible. For example,  
people who have had aortic 
surgery are not eligible. 
The study guidelines will 
define exactly who is  
eligible and the study  
doctors will apply these 
guidelines to anyone who 
wants to enroll.  
 
Where are the study  
centers located?  
   All of the study centers 
have not yet been decided. 
There will probably be 8-
10 study centers in differ-
ent parts of the country. 
All study echocardiograms 
must be done at a study 
center. This means you 
cannot bring an echocar-
diogram done at another 
facility to be read at the 
study center. You must 
travel at your own expense 
to the study center for your 
echocardiograms and to 
see the study doctors. 
There are no funds to help 
with travel costs.  
 
Is there a placebo group?  
   Everyone in the study 
will receive either losartan 
or a beta blocker. This 
means everyone will re-
ceive a medication. There 
is no placebo (sugar pill) 
group. People are placed 
on either losartan or a beta 
blocker by chance. You 

and your study doctors will 
not know which medica-
tion you are on.  
 
What should I  do if I  do 
not qualify for the  
losar tan tr ial?  
   Talk to your doctor about 
your current medications 
and the potential use of 
losartan, both pros and 
cons. There is some dis-
cussion regarding the de-
velopment of a trial for 
older people with Marfan 
syndrome. We continue to 
believe that beta blockers 
do provide some protec-
tion. Therefore, until losar-
tan is proved to be effec-
tive in people with Marfan 
syndrome, we do not cur-
rently advise switching 
from this medication 
unless there are excep-
tional circumstances.  
 
How can I find out more 
about the mice research?  
   The mice research was 
reported in the April 7, 
2006 issue of Science 
magazine. You can get a 
copy of the article at  
www.sciencemag.org. 
Click on current issue, re-
search articles, and then 
select the last article under 
Reports. The cost of the 
article is $10.00.  
 
 

Continued on page 2 
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�Dates to  

Remember 
Osteopathic 

Presentation  

Des Moines - Sept. 1 
 

Heart of Iowa 

Board Meeting  

Pleasant Hill -Sept. 1 
 

Walk-Fun Run 
Pleasant Hill -Sept. 2 

 

Maze for Marfan     
Ankeny - Oct. 14-15 
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   Teri Dean, Heart of Iowa Chapter 
president, was appointed to the board 
of directors of the National Marfan 
Foundation on March 25.   
   For years, Dean has raised money for 
Marfan syndrome research and worked 
to educate Iowans about the disorder. 
Her mission began when her son was 
diagnosed with Marfan syndrome. At 
the time, few people – including medi-
cal professionals – understood the dis-
ease. Because of her ordeal, Dean went 
into action helping others dealing with 
the disorder. 

   “She made up her mind to do all she 
could. She became active and helped 
herself by helping others,”  said Eileen 
Masciale, director of communications 
for the National Marfan Foundation. 

“She has been an ideal chapter leader 
for us and has embraced every part or 
our mission in the areas of  
Marfan awareness in the state and  
fund raising.”  
   She added, “ I look forward to   
working with her. She’s a great role 
model and very effective at motivating 
and collaborating with others. Other 
states will be able to benefit from      
her leadership.” �   

gress, served on the National Marfan 
Foundation board of directors, and 
spoke in public about the Marfan syn-
drome to anyone who would listen. 

   Kiefer was one of 19 volunteers rec-
ognized in July by the National Marfan 
Foundation (NMF) as a Silver Service 
Volunteer as part of the Foundation’s 
25th Anniversary Celebration. Teri 

   Bev Kiefer and her family have 
navigated a long and difficult journey 
with the Marfan syndrome. After her 
son, Scott’s, emergency surgery for a 
ruptured aorta at the age of 32, Bev 
learned that her husband, three chil-
dren and two grandchildren had the 
Marfan syndrome.  
   This information led Bev on a quest 
to help her family and others dealing 
with the disorder. She co-founded the 
Iowa chapter, testified before Con-

Dean, Heart of Iowa Chapter-NMF 
president, nominated Kiefer for        
the award.  
   “Bev Kiefer is an amazing wife, 
mother, and person,”  said Dean with 
pride. “After Scott’s surgery and diag-
nosis, Marfan syndrome became her 
life. She lived and breathed the disor-
der, utilizing her personal resources to 
help ‘get the word out’  about Marfan 
syndrome. As a result, many Iowa 
families became armed with more 
knowledge about the disorder.”  
   Dean added, “Bev always says  
that Scott is her hero. Well, she’s  
my hero.” �  
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Bev Kiefer Awarded Silver Service Award 
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Continued from page 1 

 
   The NMF has a limited number of 
reprints of the Science article. You 
can get a reprint by sending a check 
for $5.00 to the NMF, 22 Manhasset 
Avenue, Port Washington, NY 
11050. Be sure and ask for the Sci-
ence article and include your mailing 
address. We cannot e-mail or fax the 
article. The article is written in scien-
tific language. To get a free and in-
formative summary go to the NMF 
website, www.marfan.org.  
 
I  want to contr ibute financially to 
the tr ial, what should I  do?  
You can donate by  

� �� check, payable to the NMF. 
Send to 22 Manhasset Ave., 
Port Washington, NY 
11050. Be sure and mark 
your check for the    
“clinical trial.”  

� �� credit card by calling          
1-800-8-MARFAN ext. 10.  

For more information call Ryan 
Klang at 1-800-8-MARFAN ext 36.�  
 
Source: National Marfan Foundation 
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   WOW!  It is hard to believe that it’s 
been over a year since we last commu-
nicated. Our goal is to put out a quar-
terly newsletter to keep you informed. 
We welcome suggestions and contri-
butions from you, the Iowa Marfan 
community. Remember, this newslet-
ter is for you!  
   The last year was an extremely fruit-
ful one for the chapter. We helped 
eight families attend the St. Louis con-
ference and raised over $2,500 for that 
purpose. In addition, we sent $4,000 to 
the National Marfan Foundation and 
currently have over $3,000 available 
for future NMF conferences. 

   These scholarships are in place for 
families who have never attended a 
conference before and need financial 
assistance (when a conference is held 
in the Midwest). The chapter will con-
tinue to raise funds for this important 
purpose. The 2007 conference will be 
held at Stanford University in San 
Francisco, California, and the 2008 
conference will be held in Boston, 
Massachusetts. We will provide more 
details as these dates approach. 
 
2006 NMF Conference 
   The 2006 conference was held in 
Philadelphia, Pennsylvania and, as al-
ways, it was GREAT!  Getting to see 
old friends and foster new friendships 
are just two of the many benefits of the 
NMF conference. It is a family reunion 
like no other.  
   This year at the conference I began 
my rookie year as a member of the 
NMF board of directors. What a hum-
bling, overwhelming and exciting ex-
perience. I sincerely hope that I repre-
sent the Midwest in a meaningful and 

honorable way. If you have any ques-
tions about the NMF, please feel free 
to contact me. 
 
Losartan Drug Trial 
   Dr. Hal Dietz made a presentation to 
conference attendees regarding the 
clinical trial that will start this fall re-
garding the use of losartan. If you have 
a family member who meets the trial 
criteria, I encourage you to get in-
volved and sign up for the trial. A lim-
ited number of facilities are participat-
ing in the trial and it looks like St. 
Louis will be the closest institution  
to Iowa.  
   The ONLY way we will know if 
losartan holds the promise Dr. Dietz 
believes is to have a trial and prove it. 
If everyone goes out and takes losar-
tan, we will never get the necessary 
scientific studies that will change the 
way medicine is practiced for Marfan 
syndrome. For additional information 
visit www.marfan.org. 
 
Presentation to Medical Students 
   On Friday, September 1, we are 
looking for volunteers to present their 
Marfan story to Des Moines Univer-
sity Osteopathic students. Two years 
ago, a group of us addressed the stu-
dents and it was an awe-inspiring hour 
for everyone.  Jonathan Martin, a staff 
member from the NMF, will also be on 
hand to promote the Foundation and 
detail what assistance they can provide 
the students once they get out in the 
real world. If you are interested in par-
ticipating and need assistance with 
travel expenses, please complete the 
scholarship form on page 5 of this 
newsletter. 
 
Emergency Room  
Awareness Training 
   We are pleased that Jonathan Martin, 
NMF’s director of education & aware-
ness programs, will be on hand for the 
weekend’s events. He plans to give a 
short presentation about the NMF’s 
emergency room awareness program 

to interested members on Friday eve-
ning at the Sleep Inn. This is a simple, 
yet effective campaign that anyone can 
do. In addition, this is a great chance to 
make a personal connection with the 
NMF and to discover what the Foun-
dation does for its members. We hope 
to have a large group at this meeting. 
Call me at 515-263-1948 for additional 
information. 
 
2006 Walk-Fun Run 
   The walk continues to progress well. 
As in the past, I hope that we can raise 
$10,000. The walk-fun run brochure is 
included with this newsletter.  
   I encourage you to participate or 
have family and friends participate on 
your behalf. We will also take part in 
the parade and everyone is welcome to 
join us.  
 
Board Meeting 
   The Heart of Iowa Chapter-NMF 
board of directors will meet following 
the Osteopathic student presentation at 
the Sleep Inn. If you have any issues, 
questions, suggestions and/or ideas, 
please contact one of the board mem-
bers to get it on the agenda. 
   I would like to thank the board of 
directors for their patience and kind-
ness during this last year and ask that 
you thank them for the hard work that 
they do for all of us. 
 
   Once again, thank you all for your 
patience as we get the Chapter back on 
track. Please contact me with your 
comments and suggestions.�    

Teri’s Tidbits 
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     Put on your walking shoes and join 
us for the 6th Annual Scott Kiefer 
‘Have a Heart for Marfan’  Walk-Fun 
Run Saturday, September 2 in Pleasant 
Hill, Iowa. 
   Once again, the event will loop 

around Copper 
Creek Lake on 
the bike trail. 
   “The location 
worked very 
well last year,”  
explained Teri 

Dean, president, Heart of Iowa Chap-
ter-NMF. “ It was also nice being close 
to the Pleasant Hill Labor Day Festival 
activities.”  Horizon Bank, located in 
Copper Creek Plaza just off the bike 
trail, is once again donating use of its 

parking lot for event registration, etc.   
   In addition to a 2K walk, the event 
features 6 and 10K fun runs and a 
youth trot. Kids will also enjoy such 
fun activities as tattoos, a putting 
green, games, prizes, and more!  
   A silent auction (a huge hit last 
year), will also take place during the 
event and throughout the day at the 
Labor Day Festival. Anyone interested 
in donating items and/or a basket con-
tact Teri at teri@heartofiowa.org. 
   “This year, our goal is to raise 
$10,000,”  exclaimed Dean. “Funds 
raised will support the Iowa NMF’s 
emergency room awareness, pediatric 
awareness and sports physical initia-
tive; the Iowa conference scholarship 
fund; and Marfan research.”  

   Following the event, the Chapter will 
once again participate in the Pleasant 
Hill Labor Day Festival Parade. All 
are welcome to join us on the float! 
    For additional information on the 
‘Have a Heart for Marfan’  Walk-Fun 
Run, visit www.heartofiowa.org.  Be 
sure to check out the walk brochure 
inside this newsletter! �  

   Come join us October 14-15 for a 
Maze for Marfan weekend at Geisler 
Farms! October 14 is also the farm’s 
fall festival, featuring a live radio re-
mote, hayrack rides, children’s activi-
ties and playground equipment.         
   “Geisler Farm’s mission is to pro-
vide families with a fun, affordable 
experience at the farm,”  stressed Ma-
linda Geisler, executive vice president, 
Geisler Farms Inc. “We are thrilled to 
team up with the Heart of Iowa Chap-
ter-NMF for this exciting family fun 
event!”  The 2006 design features a 
rooster, tractor and pumpkin patch.   
 
How will it work? 
   Geisler Farms is offering the Heart 
of Iowa Chapter-NMF two ways to 
raise funds. “First, we need lots of ex-
tra hands during October,”  explained 
Geisler. “ I invite you to volunteer your 
time at the maze in exchange for $8 
per hour for the chapter. When you 
volunteer, you also have the chance to 
experience the maze free of charge.”  
   She predicts that the busiest dates 
will be October 7-8; 14-15 and 21-22.  
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Join Us for “ Growing Family Fun!”  
Area Farm Offers Unique Fund-Raising Opportunity 
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Scott Kiefer ‘Have a Heart for Marfan’ Walk-Fun Run 
6th Annual Walk-Fun Run a Family-Friendly Event  

Scott Kiefer ‘Have a Heart for  
Marfan’ Walk-Fun Run 

September 2, 2006 
Pleasant Hill, Iowa 

 
7:30          Packet Pick Up 
8:00          6 & 10K Fun Runs Begin 
8:05          2K Walk Begins 
9:00          Youth Trot 
7:30-9:00   Children’s Activities 

You may work a two-, four-, or six-
hour shift. 
    Positions available include selling 
tickets, concessions, pumpkin sales, 
distributing maze maps, and baking 
cookies. “That’s right!”  added Geisler. 
“This year we need someone in the 
house to help us bake cookies!”  
   She added, “To say ‘ thanks’  for your 
tremendous support, Geisler Farms 
will also donate $1 per admission on 
Saturday, October 14 to the Heart of  

Iowa Chapter. Last year, without radio 
advertising, we had more than 500 
visitors in a single day.”  
 
What are the benefits? 
     This fundraiser offers the Heart of 
Iowa Chapter-NMF several benefits, 
such as: 
· It is an easy fund-raiser that does 

not require any setup. Just travel 
to the farm and volunteer your 
time and enthusiasm! 

 
· There is no other maze-related 

event like this, which makes it a 
unique, fun event to draw people. 

 
· This is another opportunity to      

interact with the public, and teach     
them about the Marfan syndrome.   

 
How do I  sign up?  
   Please contact Kari Dostalik at  
kdostalik@msn.com or 515-252-1892 
if you need additional information  
or are interested in volunteering at  
the maze.�  
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   Dr. Irene Maumenee’s presentation 
at the conference on ocular complica-
tions associated with Marfan syndrome 
(MFS) proved very informative. Dr. 
Maumenee, the expert regarding eyes 
and the Marfan syndrome, has been 
associated with the National Marfan 
Foundation (NMF) for over 20 years 
and is a member of the NMF Profes-
sional Advisory Board. 
     She explained that ocular complica-
tions can include: high refractive er-
rors; unilateral or bilateral amblyopic 
(lazy eye) and strabismus (one eye 
cannot focus with the other on an ob-
ject because of imbalance of the eye 
muscles); flattened corneal curvature; 
lens dislocation; early onset of cata-
racts; and glaucoma. 
   According to Dr. Maumenee, Marfan 
syndrome can present itself in the eye 
in both the neonatal and classical 
forms of the disorder. In neonatal 
MFS, the eye can present with lens 
dislocation, intraoccular inflammation, 
and possible retinal detachment.  
With classical Marfan syndrome, there 
may be progressive lens dislocation, 
retinal detachment, and/or open  
angle glaucoma.  

   In addition, there can be a delayed 
onset of the Marfan syndrome related 
to the eye. “Even if someone is seen at 
two years of age with possible Marfan 
syndrome and has no dislocation of the 
lens, that does not preclude the lens 
from dislocating later on,”  emphasized 
Dr. Maumenee. “The lens in Marfan 
syndrome can dislocate at any time.” 
     She explained that when treating a 
Marfan patient her goal is to get them 
to 20/20 vision with refraction; main-
tain straight eyes; control glaucoma; 
prevent or immediately treat a retinal 
detachment; and inform patients about 
treatment options. 
   Dr. Maumenee answered several 
questions regarding Lasix© surgery. 
She remains adamantly opposed to 
anyone with the Marfan syndrome 
having this type of surgery, since the 
eye shape, flattened corneal curve, and 
Marfan tissue are just not conducive 
for a positive long term experience. 
   The discussion surrounding lens re-
moval and inserting an implant has 
changed over the last six or seven 
years. While Dr. Maumenee will re-
move and insert a lens, her technique 
is very different. “A lens should never 

be placed in 
front of the pu-
pil,”  she ex-
plained. “When 
a lens is sewn in 
there must be an 
extra stitch 
made in a spe-
cial way so the 
lens stays in 
place and does-
n’t move around 
after a year. 
   At the present time, Dr. Maumenee 
is unable to see patients. This is not 
her decision. If you would like to write 
a letter in support of Dr. Maumenee, 
please direct it to: 
 
Dr. Peter McDonnell 
Wilmer Professor of Ophthalmology 
Maumenee Building Room 727 
600 N. Worth Street 
Baltimore, MD 21287 
 
cc: 
Dean Edward D. Miller, MD 
Johns Hopkins Hospital 
600 N. Worth St. 
Baltimore, MD 21287�    

Ocular Complications and the Marfan Syndrome 
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The Heart of Iowa Chapter encourages you to share your Marfan story with the Des Moines University Osteo-
pathic students on Friday, September 1, 2006 at 12 p.m.! Financial help is available (up to $150) to help par-
ticipants traveling a distance. If you would require financial help, please complete this form and send it to: Teri 
Dean, 435 Schaffer Boulevard, Pleasant Hill, IA 50327. 
 
Name 
 
Address                                                               City                              State                    Zip 
 
I need financial assistance with: 
���� ���� ���� Lodging (one night at the Sleep Inn in Pleasant Hill)  
 
���� ���� ���� Gas*  

Estimate: $_______  / Gallon X  _______ Miles (Round Trip) 
 

���� ���� ���� One Meal* 
*Receipts required for reimbursement.  

Des Moines University Osteopathic   
Presentation Scholarship Request�
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1.   Who is affected with Marfan syndrome? 
      (Check all that apply.) 

� Myself 
� Family Member(s) 
� Friend 
� Other _________________________ 

2. How often would you like to meet? 
� Every Other Month 
� 3 Times Year 
� Twice Year 
� Once Year 
� Other  ______________________ 

3. How far would you travel for a meeting? 
� 1-25 Miles 
� 26-50 Miles 
� 51-75 Miles 
� 76+ Miles 

4. What part of the state? 
� Western Iowa 
� Central Iowa 
� Eastern Iowa 
� Any  

5.   What topics would you like to see covered? 
       (Check all that apply.) 

� Cardiac issues 
� Orthopaedic issues 
� Opthomology issues 
� Pulminary issues 
� Pediatric issues 
� Social Security Disability 
� 504/IEP plans 
� Other  ______________________ 

6. If you picked one event to travel to in  
      central Iowa, which event would it be?   

� Walk-Fun Run 
� Medical Panel 
� Comedy Event 
� Family Event 

            � Other _________________________ 

7.   Would you be interested in having some-
one come to your community to talk with 
emergency room technicians? 

� Yes              � No 
8.   Would you be willing to share which doc-
tors treat you and/or your family members for 
Marfan syndrome?      

� Yes              � No 
9. If yes, please list below: 
      (Specify name, specialty, and town/city.) 
 
a.____________________________________ 
 
b.____________________________________ 
 
c.____________________________________ 
 
d.____________________________________ 
 
e.____________________________________ 
  
(Please list addt’ l doctors on another sheet.) 
 
10. Do you feel you receive adequate care for 

Marfan syndrome?  Why or why not? 
 
______________________________________ 
 
______________________________________ 
 
______________________________________ 
 
11. How would you prefer to receive this 

newsletter? 
� Via mail 
� E-mail notification via Internet 
 
Thank you for your help!  

� Heart of Iowa Chapter Survey�  
Your Opinion Counts! 
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What direction should the chapter go?  How many events should we hold each year?  What type of events?  
Where should meetings be held?  What topics would you like to see covered at these meetings?  How often 
should we meet?  Your input on these issues and more is important to us!  We’d appreciate you taking a mo-

ment to answer the following questions.  Please fax your completed survey to 515-254-1125; e-mail to  
tdean@heartofiowa.org; or mail to Heart of Iowa Chapter-NMF, 435 Schaffer Blvd., Pleasant Hill, IA 50327.   



How to Stay Active, Safe & Healthy with MFS 

If you would like to be removed from our mailing list or 
change your address, visit www.heartofiowa.org. 

435 Schaffer Boulevard 
Pleasant Hill, Iowa  50327 

Heart of Iowa Chapter - 
National Marfan Foundation 

   Dr. Reed Pyretz gave an entertaining presentation 
about how to stay active, safe and healthy when liv-
ing with the Marfan syndrome during the 2006 
NMF conference. “Active is a state of mind, 
safe is a state of body, and healthy is a state 
of mind and body,”  explained Pyretz.  
“No one can give you absolute guide-
lines as to what you should or should  
not do. Acceptable concepts evolve over 
a lifetime.” 
   Pyretz encouraged individuals with the 
Marfan syndrome to exercise. “Most (Marfan 
patients) can and should engage in regular ex-
ercise at an aerobic pace, which is where your 
muscles aren’ t screaming and you can carry on 
a conversation with the person next to you.”  He 
also recommended keeping your heart rate be-
low 100. 
   What type of exercise and activities are 
okay for someone with the Marfan syn-
drome? “First of all, I recommend low im-
pact activities to help protect the joints,”  

stressed Pyretz, who added that Marfan patients 
should avoid isometric exertion (7 ½ times body 
weight), contact with bodies and fixed objects, and 
exertion close to maximum capacity.  

   “Activities such as jogging, swimming, biking 
and golf are all good activities for people with 
Marfan syndrome,”  he stated. “However, when 

you start training in one of these activities, 
you must understand your limits and not 

become competitive. Always keep an aerobic pace  
in mind.” 

        Pyretz discourages Marfan patients from 
activities such as basketball, boxing, volley-
ball, lacrosse, soccer, amusement park rides 
and competitive tennis. However, he added 
that soccer, little league and tennis are okay 
early on for young Marfan children. “ It’s all a 
matter of degree and evolution.”   
   In closing, he stressed that in addition to 
regular, low impact exercise, Marfan patients 

also must participate in a healthy lifestyle. �  
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