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The mission of T.O.U.C.H. is to empower families, children and adults         

with congenital heart defects.  We believe that through emotional support,   

education, information sharing and public awareness we can make a               

difference.  T.O.U.C.H. is supported by and affiliated with The Children’s   

Hospital of Illinois at OSF Saint Francis Medical Center and The University of 

Illinois College of Medicine.        www.TOUCHHEARTS.org 

The Organization for Understanding Congenital Hearts Summer 2015 

Keeping in T.O.U.C.H. 

 

As members of the T.O.U.C.H. Board and fellow parents of children with congenital heart defects, we encourage 

you to contact us with your concerns, questions and ideas.  No input is insignificant when your child is involved. 

You’re invited…  

The 29th Annual T.O.U.C.H. Picnic at Wildlife Prairie Park, just west of Peoria, is 

coming up on Sunday, September 27, noon to 5:00 p.m. Join other “heart 

families” for an afternoon of fun with food, games, crafts, train rides, raffle prizes, 

face painting, balloons, and more! The picnic is free to all the heart kids and their 

immediate family members up to a total of 7 people.  Additional guests will be 

charged $5 per person.  Please call the Congenital Heart Center at 309-

309-624-3901 or 309-655-2650 to RSVP by September 18. Please be   

prepared to leave a message with your child’s name, the total number attending, 

total number of lunches needed, and if you would like to donate blood. 

The park opens at 9 a.m. and families are welcome to come early to explore and 

enjoy the animal exhibits before the picnic begins.  Check out what the park has 

to offer by visiting www.wildlifeprairiepark.org.  

We need your help… 

 The picnic has grown significantly over the past years. With growth comes the 

need for more activities and volunteers as well as the need for more donations 

and supplies. If your family has enjoyed the picnic and would like to help us    

continue to offer this great event, please consider the following options: 

 Volunteer to work a shift at the picnic (11:45-2:00 or 1:45-4:00) 

 Donate your services on the day of the picnic 

 Solicit donations of raffle prizes from business owners you know  

 Create and donate a theme basket for the raffle 

 Sponsor an activity with a monetary donation 

If any of these options interest you, please contact Gina at gmhulett@gmail.com 

or 309-678-3761. She will take your information to the coordinators of each area 

so they can contact you prior to the picnic. 

29TH ANNUAL T.O.U.C.H. PICNIC 



3D HEART LIBRARY 

   
Dr. Matthew Bramlet joined the Congenital Heart Center six 

years ago specializing in cardiac MRI and echocardiography. 

One of his goals has been to obtain the clearest anatomical 

image of the heart and vessels so that specific intervention 

and treatment may be planned accordingly. Three years ago 

Dr. Bramlet began innovative work involving 3D printer 

technology at JumpTrading Simulation & Education Center, a 

collaboration of OSF Healthcare and University of Illinois 

College of Medicine at Peoria (UICOMP).    

Jump Simulation has become a worldwide leader in innovation with its vision of improving        

outcomes and lowering health care costs through innovative simulation training of medical       

professionals. Jump is a premier General Electric (GE) customer and was the first in the United 

States to acquire the newest 3D scanner. The development of Jump and its relationship with GE 

has opened doors for Dr. Bramlet to explore newer imaging techniques. 

The opportunity to work with the latest advancements and equipment in 3D printer technology 

has had a significant impact on Dr. Bramlet’s research and practice. He now spends only 20% of his 

professional hours in clinic and 80% in the simulation lab. While it is not easy to limit his           

interaction with patients and families, he is excited about the impact his work will have on the lives 

of children and adults living with Congenital Heart Defects. He sees tremendous potential in 3D 

printing of various heart defects. One of the most important benefits is that 3D models of specific  

hearts takes away some of the uncertainty in patient care. Surgeons are able to better understand 

the complex structure of particular hearts before beginning surgical procedures. 

Building an accurate 3D 

model of the heart takes 

multiple steps and much 

attention to detail. The 

process starts with a     

cardiac MRI. Dr. Bramlet 

and his team then take 

slices of the MRI, label each 

part as heart, lung, or 

blood, and then send the 

information to the 3D 

printer. Exact replicas of 

the hearts are then used to 

improve the understanding 

of the complex structure. 



Currently, 3D models are only being made in cases 

where there is potential for change in surgical 

plans. Dr. Bramlet has sought grant funds for more     

research and printing, but the technology is still 

considered “unproven” so funding is limited. He 

would like to expand the printing and share the 

heart models with other individuals and medical 

institutions. It was with this goal in mind that he 

approached the Sisters of OSF about collaborating 

with other institutions to create an open library of 

3D heart models.  

Jump Simulation, Children’s Hospital of Illinois and 

UICOMP are working with Children’s Hospital of 

Philadelphia and Children’s National Medical    

Center through the National Institutes of Health 

(NIH) to create a national library of cardiac lesions. 

No specific patient information is shared, but the 

3D models of congenital heart defects are made 

available to institutions and individuals. The library provides education and fosters communication 

between institutions. The NIH 3D Print Exchange recently received the US Health and Human  

Services Innovation Award partly due to Dr. Bramlet and the heart library. 

Dr. Bramlet attributes much of the program’s success to the mission of OSF HealthCare (to serve 

persons with the greatest care and love) and its willingness to share resources and information. He 

believes the combination here in Peoria of the healthcare system, medical school, engineering 

school, simulation lab, and donation base provide a perfect scenario for success.  

In the words of Dr. Bramlet, “Technology is here to stay.” He is confident that every surgeon in 

the country will request a 3D model at some point in time. There will continue to be incredible   

advancements, leading to huge opportunities to improve patient care. Dr. Bramlet also has a unique 

perspective in his professional practice and research because he is also a “heart parent”. He sees 

the benefit of 3D technology in educating families and patients as well as medical professionals. 

If you would like to learn more about the 3D Print Exchange Heart Library, please check out the 

video on YouTube by searching “3D Heart Library”. You can also explore more for yourself by  

visiting websites at 3dprint.nih.gov and jumpsimulation.org. 

T.O.U.C.H. would like to express deep appreciation to Dr. Bramlet for his dedication to improving 

the quality of intervention and care for persons with Congenital Heart Defects. 

 



KRISTI’S KORNER 

Kristi Ryan, Nurse Practitioner at Congenital Heart Center Adult Congenital 

Program, has valuable information to share with T.O.U.C.H. families. She has been 

invited to be a regular contributor to the newsletter. Kristi’s Korner will continue 

to address one of our rapidly growing populations...adult congenital heart patients. 

Adult congenital heart disease is a growing specialty with new research coming 

out constantly. In 2000 it was estimated that the total number of adults living with CHD in the 

United States was 800,000. In 2010 it is believed that there were approximately 1.5 million adults 

with CHD. This is exciting news and really goes to show what great work has been done through 

research and dedicated specialists to improve the care that is given to those that are born with 

Congenital Heart Defects. 

I have worked a great portion of my career with children born with CHD; most of that time being 

in the pediatric ICU during those critical days after open heart surgery. It is thrilling for me to be 

able to see how well most of our kids have done and how they have grown up to be successful 

adults. The opportunity to work with adults with congenital heart disease is both exciting and 

challenging. I truly appreciate the opportunity to provide some information for the Adult Congenital 

Heart Disease (ACHD) population. Please let me know if there are specific topics that you would 

like to see discussed in future newsletters. 

In the past, many women with congenital heart disease were told they should not ever get pregnant. 

We now know that it is safe for many women with CHD to have children. However, it is important 

to have discussions with your cardiologist prior to becoming pregnant. Planning is really the key to 

having a successful and safe pregnancy, labor, delivery and recovery. Often times there are 

additional tests that need to be done prior to planning a pregnancy; you may need to have a 

cardiopulmonary stress test (exercise treadmill test), MRI or CT scan which can help assure that 

complications are minimized.  

Occasionally, it is recommended to have more invasive testing or procedures but this is fairly rare. 

There may be some increased risk to the mother and/or baby that are ideally discussed prior to 

pregnancy. Medications also need to be reviewed as some can have negative effects on the unborn 

child. Now there are very few women that are advised not to get pregnant. 

The incidence of congenital heart disease occurring in the entire population is around 1%. This 

number increases when one of the parents has CHD. It can be as high as 10% depending on the 

defect but is usually closer to about 5%. Therefore, men and women with CHD who are 

considering having children should discuss this with their cardiologist. It is often recommended that 

the baby be evaluated with an echocardiogram by a pediatric cardiologist prior to birth. 

For more information on “Pregnancy in Women with Congenital Heart Disease” visit the ACHA 

website at www.achaheart.org. There is also a wealth of other helpful information found on this site. 

I encourage people to visit this for support and information. 

ADULT CONGENITAL HEART CARE 

http://www.achaheart.org


  

 

What would you like to read about in the newsletter?  We welcome your 

ideas!  Please send them to gmhulett@gmail.com if you’d like to share. 

CONGENITAL HEART DEFECT AWARENESS  

Lemonade Stand for Funds and CHD Awareness 

Kylee Epperson and mom, Stephanie, helped 

spread CHD awareness in Washington, Illinois, 

while raising money for the Children’s Hospital 

of Illinois  Telethon. Kylee raised money and 

worked the phones at the telethon.  

Great work, Kylee!  

Peoria Chiefs Baseball Event 

Saturday, August 22, was a great night for Congenital 

Heart Defect Awareness in Peoria. T.O.U.C.H. families 

and Congenital Heart Center staff enjoyed an evening 

at the ball park complete with a spectacular fireworks 

display. The T.O.U.C.H. Board set up an information  

table near the main entrance to help share facts about 

Congenital Heart Defects. 

Heart kids were able to take part in a High Five Tunnel for the players at the beginning of the 

game, and 7-year-old Matthew Orwig represented T.O.U.C.H. by throwing out the first pitch. 

All “heart kids” received hero capes, 

which several wore proudly during the 

game. The capes were made and       

donated by the Thread Connectors 

sewing group of Willow Hill United 

Methodist Church in Germantown Hills. 

Thanks to Danielle and Joe McNear and 

Gail Eaton for arranging the information 

table and all the game details. Watch for 

details next spring for another possible 

baseball game outing. 



The T.O.U.C.H. Board would like to thank the families who have helped keep Megan’s Lodge in 

good shape over the years. Every family that has contributed to cleaning the cabin or property, 

replacing worn or broken items, making needed repairs, restocking supplies, and donating to the 

upkeep of the cabin is greatly appreciated. Please accept the sincere thanks of the board       

members. 

Please remember that the cabin is meant for families to enjoy a peaceful stay while abiding by 

Wildlife Prairie Park rules and exploring the property. In order to remain in good standing with 

the Park, cabin visitors are asked to refrain from hosting parties and bringing pets of any kind to 

the cabin. 

Please contact Danielle at danielle.mcnear@yahoo.com, with questions or to volunteer your help 

with the cabin upkeep and improvements.     

If you would like to book a stay at Megan’s Lodge, please contact Wildlife Prairie  

Park at 309-676-0998.  The cabin is located inside the park just west of Peoria.   

The current cost for a stay, from one up to seven nights, is a total of $100,  

which includes  a one-year membership to the park.   The intent of Megan’s Lodge is  

to provide a place for T.O.U.C.H. families to enjoy a low-cost, relaxing time away  

from everyday life in a rustic vacation setting. 

MEGAN’S LODGE 

 The T.O.U.C.H. Board of Directors is pleased to      

announce that Alexis Padgett is the first winner of 

the Stella Wilson Memorial Scholarship. Alexis was 

born with a Congenital Heart Defect and has       

received care over the years through Congenital 

Heart Center and OSF Children’s Hospital of Illinois. 

She is a recent graduate of Illini Bluffs High School 

and will be attending Illinois Central College in the 

fall. Alexis would like to become a Special Education 

Elementary School teacher.  

Stella Wilson’s parents, Zac and Cara Wilson, along 

with Stella’s sisters, Lucy and Charlie, were there to 

present the scholarship check to Alexis. 

STELLA WILSON MEMORIAL SCHOLARSHIP 

mailto:danielle.mcnear@yahoo.com


Thank you...your donations have  

TOUCHED our hearts! 

Donations 

Thank you to Heidi’s Dance Connection 

and the Punke family for the generous 

donations to T.O.U.C.H. 

FUNDRAISERS AND DONATIONS 

 Children’s Hospital of Illinois Telethon 

Come One, Come All…..This year’s theme for the 2015 Children’s Hospital of Illinois Telethon 

on Sunday, May 31st was the Big Top Circus!  It was not only an amazing day that was fun-filled for 

all that attended, but it was also a record-breaking day.  This year’s total was an amazing 

$3,838,459!  A special thank you to all of the VIP’s who raised money prior to the telethon day 

and helped to make our T.O.U.C.H. hour so successful.  As a result of your efforts our hour 

raised over $31,000 between the Peoria and Bloomington locations.  This money will not only 

stay at the Children’s Hospital but will be directly used to benefit our congenital heart patients!   

A big “Thank You” to our fabulous T.O.U.C.H. hour VIP’s this year: 

Frank Abdnour     Sydney Abdnour     

Dr. Matthew and Lydia Bramlet   Stephanie and Kylee Epperson 

Denise, Brad and Beau Norris   Kristina Jordan 

Kristi and Samantha Ryan    Rendi, Kevin and Kinley Ray 

Brittany, Doug and Alexandria Kruse          Brady Weaver     

Rich Gillespie                                            Tara Gillespie   

Caroline Shelton                                       Becky and Elle Hoffman 

Kaitlyn and Ashley Slack    Shelli and Andrew Slack 

Dr. Ty and Anna Hasselman              Becky and Kelsey Todd 

Laura and Anna Kammerer    Chris Kammerer 

Joe and Peter McNear    Danielle McNear  

Vince, Pam and Madison Hummel   Dawn and Brianna Thornton 

Mike, Angela and Hannah Trask   Mark, Staci and Alyssa Ward 

The telethon is always the first Sunday                                                                                    

after Memorial Day so mark your                                                                                            

calendars now and be a part of the 

T.O.U.C.H. team next year!!   



The Congenital Heart Center 
at The Children’s Hospital of Illinois 
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MARK YOUR CALENDAR... 

September 18 RSVP Deadline for Picnic 

     Remember to call the numbers on the front page to make picnic reservations. 
 

September 27  29th Annual T.O.U.C.H. Picnic 

     Join other heart families at Wildlife Prairie Park for a day of fun activities.   
 

 

READERS…send us your ideas!   
We encourage your comments and input.  Please contact us to share your story or if you have a     

question or concern you feel should be addressed in an upcoming issue of Keeping in T.O.U.C.H.   

We look forward to hearing from you!   

Gina Hulett ~  (309) 678-3761 ~  gmhulett@gmail.com  


