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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  Children’s Hospital 

of Illinois and the University of Illinois College of Medicine, at Peoria.        

www.TOUCHHEARTS.org 

The Organization for Understanding Congenital Hearts Summer  2018 

 

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. 

If you haven't been to the heart symposium that the Congenital Heart Center puts on every 

year, you need to check it out. It is the perfect time to connect with other parents who 

know what you are going through and have been through. They know what it's like to hand 

their child over to a surgeon as many have done this multiple times. 

  

Another important reason to attend is that the sessions were very educational. We received 

information about nutrition, the newest research and technology being implemented to help 

our children, neurodevelopment concerns and resources available from a panel of various 

medical professionals and a congenital heart adult survivor.  

 

I loved hearing how 3D heart printing and new technology is being utilized. OUR local 

surgeons and cardiologists are diving even deeper using 3D technology to visualize our 

children's hearts. They use 3D goggles to better address problems and assist in surgeries. 

They can now use the goggles to make the heart as large as a room and walk through it. 

Think about how this will revolutionize congenital heart surgeries! 

 

Another session included a young man who was truly inspiring. He is a survivor with 

congenital heart defects. He, too, went through many surgeries as a child and young adult. 

However, now he is giving back and working for a foundation that helps children in need, in 

low-income countries, by making their life-saving surgeries possible.  

 

We also heard from a panel of medical professionals. The most important takeaway for me 

was to get a cognitive psychological evaluation for your child if they are struggling in school. 

Many children with congenital heart defects struggle with executive function and inattention. 

The best way to better help your child in school is to get a psychological evaluation.  The 

Congenital Heart Center now has a neurodevelopment coordinator on staff and they partner 

with Dr. Verda who is a neurodevelopment psychologist. 

 

Overall, the symposium was amazing and very encouraging. If you have never attended, I 

would encourage you to attend next year to make this event an even greater success! 

 

Amy Beintum 

Congenital Heart Defect Awareness 

2nd Annual T.O.U.C.H. Symposium 



  

KRISTI’S KORNER by Kristi Ryan, Nurse Practitioner for                                       

Adult Congenital at OSF HealthCare Children’s Hospital of Illinois 

 

 Are you able to give a good summary of your cardiac history? What would 

you tell medical people if you were seeing a new doctor for the first time, 

had to go to the emergency room or were in an accident? What if you 

were not able to speak? Do you have your information in a format that you 

can carry with you?  

There are many options available to carry health information. When 

deciding what the best format to carry your health information it is helpful 

to understand what’s available and the pros and cons of each. I am going to 

discuss a few options and why you may choose that one. You certainly may 

find having more than one place with your health information is helpful.  

 

The Adult Congenital Heart Association (ACHAHeart.org) offers medical passports 

which are a great thing to keep in your purse, a suitcase or even your glove 

compartment. These have a brief description of your heart history including 

diagnosis, surgeries, and medications. There is a diagram that allows for a drawing of 

your specific heart defect, a picture speaks 1,000 words! I also like that you can 

shrink a copy of your EKG. This is especially great because most patients that have 

abnormal heart structure and/or have had surgery have abnormal EKGs (special to 

each person). Having a copy of your normal EKG when presenting to an emergency 

room or clinic that doesn’t have your history gives a lot of information and can 

potentially avoid unnecessary tests and stress. There is also a small credit card sized cut-out that 

has a brief amount of information and the contact number for your cardiologist that can be 

carried in a wallet. These health passports are available in the clinic and we can complete most of 

it for you.  
 

Most people now have smart phones and carry them with them all of the time. 

There are different apps available that you can upload and place information 

about your heart condition. The one that I am most familiar with and like comes 

on the Apple iPhones, called Medical ID. It is part of the “Health” app. Once you 

enter your health information including allergies, medications, height & weight 

and emergency contact this information can be obtained by anyone without 

having the password to unlock your phone. There is limited information that can 

be provided but is something that most people carry anyway.  
 

 

OSF MyChart is an app through the hospital that you can upload to your 

phone and is password protected. This provides information directly from 

your medical chart. It pulls information from Epic, the charting system that 

we use in clinic. It lists allergies, immunizations, health issues (diagnosis), 

appointments, test results, medications and offers tools to communicate with 

your care team.  

ADULT CONGENITAL HEART CARE 
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Another option is to have medical ID printed on a bracelet, necklace, key chain, 

etc. This does limit the space but can be quite helpful in an emergency if the 

patient is unable to speak. There are some websites that are available that you 

can have a code put on the medical ID and then information is obtained online 

using the code but this can be cumbersome in an emergency. It may be more 

helpful for someone traveling or relocating to have a lot of information available if 

needed. We have had some patients that upload their information to a flash drive 

and find this helpful to keep their records in one location.  
 

Recently one of our adult patients transferred her care and brought with her records dating back from 

when she was a child. This gave us details about the type of surgery she had and helped to explain some 

of the findings on her testing that we otherwise would not have clearly understood. Taking control of 

your health information and keeping that with you when traveling, going off to college or relocating is so 

important in assuring that you get the best care.  
 

If you have any topics that you would like to read about in future newsletters please email me.  

Kristi.n.ryan@osfhealthcare.org 

 

New Congenital Cardiac Surgeon Joins the Team 

We are happy to introduce Dr. Sujata Subramanian, the new Congenital Cardiac 

Surgeon at the Congenital Heart Center of Children’s Hospital of Illinois 

who joined the team in February of this year. 

Dr. Subramanian grew up in India, and has lived in the United States for the past 

fifteen years.  She attended St. John’s Medical College in India. After her general 

surgery residency at Abington Memorial Hospital and Cardiothoracic Surgery     

Residency at the University of Louisville Healthcare, she trained in Congenital   

Cardiac Surgery with Fellowships at Children’s Hospital Boston and Seattle       

Children’s Hospital.  She comes to OSF Children’s Hospital of Illinois from         

Advocate Children’s Hospital and Rush University Medical Center in Chicago. 

The warm, friendly people of the Mid-West and the caring team of professionals at CHOI are part 

of what Dr. Subramanian likes most about working at the Congenital Heart Center.  She loves the 

team approach to patient care and the integrated focus on quality measures.   

Dr. Subramanian is deeply aware that there can be great anxiety and often, a sense of dread, for the 

parents of a child who has been diagnosed with a heart defect.  Part of what drives her is to be able 

to provide peace of mind and reassurance to anxious parents, and importantly, that their child can 

obtain the very best and state-of-the-art care right here in Peoria, with the expertise of a superb 

team of medical professionals.  

In her free time, Dr. Subramanian enjoys nature walks in the woods, watching movies, and reading 

science and philosophy. She lives in the Peoria area with her husband and is happy and excited to be 

part of the central Illinois community. 

Welcome, Dr. Subramanian!! 
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1. What do you do at the Congenital Heart Center/CHOI?  I am the 

Neurodevelopmental Coordinator for the Congenital Heart Center, which is a 

new role in our clinic.  I am working to develop a neurodevelopmental program 

to better track and follow the development of our congenital heart children, es-

pecially those that are at high risk for neurodevelopmental delay. My role entails 

helping families navigate resources to optimize their child’s development includ-

ing Early Intervention, Outpatient Pediatric Rehabilitation, Early Childhood Spe-

cial Education, behavioral health resources, neuropsychology testing, and school 

services such as IEP’s and 504 plans.  I am also working on developing a Neuro-

developmental Clinic in order to complete screening and accessing a team ap-

proach within the Congenital Heart Center. 

2. How long have you worked at the Congenital Heart Center/CHOI?  I started working here 

in October of 2017. 

3. What do you love most about working at the Congenital Heart Center/CHOI?  I love the 

passion that the Congenital Heart Center staff have for children and adults with CHD.  It isn’t just a 

job for the staff here.  The staff go out of their way to do extra special things on their own time and 

using their own money to better our services whenever possible and to serve community resources 

like the Family House.  The passion is contagious. 

4. What are your favorite pass times or hobbies?  I love to run and be outside spending time 

with my three children and two golden doodles. 

5. What would you like to say to our heart families?  One of the things that I have loved most 

about working with children and families with CHD and/or other congenital medical concerns is the         

resiliency these families have to support their children through the most difficult situations.  There are 

times that it’s ok not to be ok, but you are stronger than you know.  We are here to help support you 

through this journey and want to make sure you never feel alone.  You are the best advocate for your 

child/children and the most important part of the team.  Thank you for all you do for your child.  You 

are a true CHD warrior and champion. 

Employee Spotlight– Kara Marriott  

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. 
 

**Cabin availability is filling quickly, so book your stay today! 



 

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

ideas!  Please send them to kristen.e.anderson@osfhealthcare.org if you’d 

like to share. 

Neurodevelopment Program  

You trusted us to help your child’s heart,  

now trust us to help your child’s brain. 

Research shows that children with complex 
heart problems may be at a greater risk of 
neurodevelopmental problems in areas of 
language, motor skills, attention, anxiety,    
depression, and executive function.   
 
Children who are at high risk for                     
neurodevelopmental problems will be         
followed through our Neurodevelopmental 
Program. 
 
 Cyanotic congenital heart defects. 
 Open heart surgery within the first year of 

life. 
 Children who have ECMO (Extracorporeal 

membrane oxygenation). 
 Other medical, genetic, or                           

development risk factor. 
 
Common recommendations for your child 
when they are discharged from the hospital: 
 
 Early Intervention and/or 
 Outpatient physical therapy, occupational 

therapy, speech and/or feeding therapy. 
 As your child gets older it will be im-

portant to link him/her into school ser-
vices, and neuropsychology testing may 
be recommended to get a better under-
standing of learning and developmental 
needs. 

Our Neurodevelopment Coordinator will link you 
and your child with a team of experts who        
understand that children with congenital heart 
defects (CHD) are at greater risk for                     
developmental concern.  Early identification and 
treatment ensure the best possible outcomes.   
 
How can this program help? 
 
 Provide complete neurodevelopmental 

screening. 
 Provide education and create a plan to meet 

your child’s specific needs. 
 Recommend and provide referrals for       

therapies to help your child reach their full 
potential. 

 School consultation and parental support and 
guidance.  

 Monitor progress 
 
Call for more information: 
 
Kara Marriott, LCSW 
Neurodevelopment Coordinator  
Phone: 309-655-4715 
Children’s Hospital of Illinois 
Congenital Heart Center 
420 NE Glen Oak Ave, Suite 301 
Peoria, IL  61603 



 Bullying & CHD  

 Society as a whole has put an increasing awareness on bullying and cyber bullying.   

At the Congenital Heart Center we have also been hearing more scenarios in regards to bullying.   

Many parents of children with congenital heart disease have had the heartbreaking occurrence of 

bullying of their heart children.  Sometimes the bullying occurs because: the child looks small and 

are perceived as different from their peers, perceived as weak or unable to defend themselves, 

can’t keep up with the other children, requires extra equipment or time to do things, is allowed 

special circumstances and these things can be triggers for bullies.  As adults what can we do? 

Parents, school staff, and other adults in the community can help kids prevent bullying by talking 

about it, building a safe school environment, and creating a community-wide bullying prevention 

strategy. 

When adults respond quickly and consistently to bullying behavior they send the message that it is 

not acceptable. Research shows this can stop bullying behavior over time. 

Parents can also be educating their child’s teachers.  Teachers can also make sure that children 

with congenital heart disease don’t feel different or left out.  It is better to choose activities that 

everyone in the class can take part in equally.  Encourage the teachers to be creative with 

activities that your child may struggle with, such as instead make one or two additional children 

rest on the bench, act as a referees or hold the tape at the end of the race.   

What are the warning signs parents can be looking for?  There are many warning signs that may 

indicate that someone is affected by bullying.  Recognizing the warning signs is an important first 

step in taking action against bullying.  Look for changes in the child, be aware that not all children 

who are bullied exhibit warning signs: 

 Unexplainable injuries 

 Lost or destroyed clothing, books, electronics, jewelry 

 Frequent headaches or stomach aches, feeling sick or faking illnesses 

 Changes in eating habits, like suddenly skipping meals or binge eating.  Kids may come home 

from school hungry because they do not eat lunch.  

 Difficulty sleeping or frequent nightmares 

 Declining grades, loss of interest in schoolwork, or not wanting to go to school 

 Sudden loss of friends or avoidance of social situations 

 Feelings of helplessness or decreased self esteem 

 Self-destructive behaviors such as running away from home, harming themselves, or talking 

about suicide  

If you know someone in serious distress or danger, don’t ignore the problem.   

If you feel that your child would benefit from speaking with someone at the Congenital Heart 

Center about this, we would be happy to coordinate that for you.   



FUNDRAISING AND DONATIONS 

Since the printing of the last newsletter, T.O.U.C.H. has received donations from the following individu-

als and families: 

 

The generous donations of friends and family are what make many of the T.O.U.C.H. activities and 

events possible.  The board sincerely appreciates all the gifts received and strives to acknowledge donors 

regularly.  Thank you for being a part of the mission to our CHD families! 
 

 Chad & Heather Beekman and Family 

 Chad & Jill Nelson and Family 

 Good Shepherd Lutheran School, Pekin, IL 

 Amdocs, Champaign, IL   
 

Online Donations Now Accepted 
 

Donating to T.O.U.C.H. is easier than ever!  The T.O.U.C.H. website is now equipped with a “Donate 

Here” button on the home page at www.touchhearts.org.  Donations may be made by credit card and 

will be processed through a secure PayPal account.  Tax-deductible donations to T.O.U.C.H. can be a 

great way of honoring a friend or family member touched by congenital heart disease as well as honoring 

the memory of a loved one.   

Thank you...your donations have  

TOUCHED our hearts! 

Save the Date 

This year will mark the 32nd year for the annual T.O.U.C.H. picnic at Wildlife Prairie Park! 

On Sunday, September 23, noon to 5:00 p.m. “heart families” are invited to participate in an after-

noon of fun with food, games, crafts, train rides, raffle prizes, face painting, balloons, and more! The pic-

nic is free to all the heart kids and their immediate family members up to a total of 7 people.  An invita-

tion card will arrive in the mail in late summer and specific information will be posted to the webpage 

and Facebook.  
  
 

Pay it Forward 

Many families ask how they can give back or be a more active part of the annual picnic. Here are a few 

ways to get involved… 
  

 Help with set-up of tents, tables, and chairs for the picnic (9:30-11:30 a.m.) 

 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 or sponsorships from business owners you know  

 Create and donate a theme basket for the raffle 

 Sponsor an activity with a monetary donation 
  

Please contact Gina at gmhulett@gmail.com if you are interested in any of the above. 



MARK YOUR CALENDAR... 

 

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!   

Kristen Anderson ~  (309) 655-3419 ~  kristen.e.anderson@osfhealthcare.org  

 

May 1 – May 31       COSTCO FUNDRAISING 

                   Miracle balloons through their registers during the month of May. 

 

August 2nd            DQ Miracle Treat Day!   

                  $1 or more from every Blizzard Treat sold will be donated to Children’s Hospital.   

 

September 23  32nd Annual T.O.U.C.H. Picnic 

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