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

 

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 SPRING 2021 

 

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. 

2nd Heart of Illinois CHD WALK  
Help us raise awareness with making a team and fundraising! 
 

The 2nd inaugural Heart of Illinois CHD Walk will be June 06, 2021!!!!   

The Heart of Illinois CHD Walk is an outdoor walking event and a vital 

part of the T.O.U.C.H. (The Organization for Understanding Congenital 

Hearts) organization’s effort to celebrate the heart heroes in our com-

munity and to raise awareness and funds to empower their families as 

well as the children and adults living with congenital heart defects. The 

event is a fun, uplifting, family-oriented, non-competitive walk. The walk is 

a great way to rally your co-workers, friends, family, and community 

groups together to unite in a mission for a life-saving cause.  

 

The event will be a COVID friendly, fun filled day that is held at 2:00 pm 

at the Keller Station in Peoria.  For more information about registering 

for the event or starting a team please go to the website, https://

hoichdwalk.org. 

 
 



TOUCH Welcomes A New Board Member  

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 five 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! 

Hello!  My name is Rick  Farnan.  I have lived in the Peoria area most of his life.  I attended 

Central High and then Illinois State University. I currently work for DSI   Recycling selling 

waste oil furnaces. My beautiful wife and PICU nurse  is Angela, and many of you may 

know her from the hospital.  We have been married almost 23 years.  

I have two sons Bryce 32, and Blaze 3. Blaze was born with (HLHS) 

hypoplastic left heart syndrome.   

My hobbies include golfing and spend time with friends and   family. 

Give me meat a grill and a beer and I am happy! 

The T.O.U.C.H. Board of Directors would like to thank Danielle and Joe McNear for their 

years of service to T.O.U.C.H.  Danielle served as co-chair and was actively involved in 

planning and coordinating many events for T.O.U.C.H. over the last seven years including 

the Chiefs games, symposiums, the HOI CHD Walk and many others. Joe has been an   

integral part of planning and setting up for our various events including the picnic and 

CHD Walk.  Their service has been appreciated and they will be missed!! 

A Big Thank You to the McNear’s  



TOUCH Community Outreach & Updates 
Cookie Drive  

To celebrate heart week, the T.O.U.C.H. Board had cookies made to deliver to 

the patients and their families in the hospital.  Becky Todd, Dylan Henricks, and 

Justin Hulett delivered the cookies and smiles to each room.  What a wonderful 

“TOUCH” the organization provided that day!  

T.O.U.C.H. Facebook Groups  

Just a reminder that there are 3 T.O.U.C.H. Facebook groups for patients and families to join: 

 T.O.U.C.H. Heart Parents– This group is open for parents of congenital heart patients to offer 

support and encouragement to each other.   

 Jr. T.O.U.C.H.-This group was designed for younger adult patients to connect and support one 

another. 

 T.O.U.C.H. Bereavement Support:- A new way for our bereaved parents to connect and   support one 

another.  

These groups are all in addition to the main T.O.U.C.H. Facebook page which is under the name: The 

Organization for Understanding Congenital Hearts.  

T.O.U.C.H. Website  

The Organization for Understanding Congenital Hearts (TOUCH) website has been getting a new facelift!  

Please take some time to check out the updated website at https://touchhearts.org/ 

T.O.U.C.H. Instagram  

The Organization for Understanding Congenital Hearts (TOUCH) will be adding an Instagram page in the 

near future.  The Instagram name will be touch_illinois.  Please keep your eye out and follow us!  

T.O.U.C.H. Newsletter  

The Organization for Understanding Congenital Hearts (TOUCH) would like to send you the newsletter 

virtually.  If you are interested in this option please email Kristen Anderson at 

Kristen.e.anderson@osfhealthcare.org  

Have you ever been interested in becoming more involved with the T.O.U.C.H. organization?? 

The T.O.U.C.H. Board is wanting to have an ongoing process to recruit new board members.  If you 

have ever been interested about becoming a T.O.U.C.H. Board member please reach out to Kristen 

Anderson at kristen.e.anderson@osfhealthcare.org to fill out an application to have on file for future 

recruitment.   

The T.O.U.C.H. Board is also looking for individuals to become more active to assist with our various 

committees.  If have ever wanted to be apart of the planning, volunteering or just a more active role in 

the program please feel free to contact Kristen Anderson to get assigned to a committee to start    

helping.  It takes a lot of work and organizing to get these events planned so we are always looking for 

more volunteers!   

T.O.U.C.H. Recruitment   



 

CONGENITAL HEART CENTER UPDATES 

For those of you who don’t know Dr. Nwankwo has left the Congenital Heart Center.     

He is now working at SSM Health Cardinal Glennon Children’s Hospital in St. Louis.        

Dr. Nwankwo was at the Congenital Heart Center for 2 years and will be missed!   If Dr. 

Nwankwo was you or your child’s cardiologist and you are needing to select a different  

provider, please reach out to the Congenital Heart Center (309-655-3453) to discuss 

your options.   

I’m a first generation Armenian-American born and raised in Queens, NY. I spent the 

first 32 years of my life in NY until I left for the latter portion of my training. I have 

been with my lovely wife for 20 years, of which we’ve been married for the last 11, 

and we have 4 awesome children who keep us running around when we’re home.  

Besides work, I love playing hockey, running, working out, and hanging out with my 

kids. 

 

I’m thrilled to be joining the team at OSF. My passion is to provide honest, state of 

the art care such that parents have the utmost confidence in the clarity and     com-

petency of the team taking care of their child. I hope to contribute to the Congenital Heart Center’s 

efforts in clinical and basic science research as well as international outreach.  

The Congenital Heart Center Welcomes a New Surgeon 

Welcome Dr. Harma Turbendian  

Good-bye from Dr. Nwankwo 

On behalf of T.O.U.C.H., the Wilson family and the Stella Wilson Memorial Scholarship committee, we 

would like to congratulate   Mark Hanely & Kai Bates Diap as this year’s scholarship recipients. 
 

Mark Hanley  
“Thank you so much for the TOUCH Stella Wilson Memorial scholarship. It is a great honor to 
receive this scholarship in her memory, and I appreciate the generosity of the family. I have 
attached a photo of myself with the letter as you have requested. I have attached my proof of 
college enrollment, which I will also mail to the address specified in the award letter. Thanks 
again for this award; I am very grateful to be a recipient.” 
 

Kai Bates Diap 
“I just want to thank the T.O.U.C.H. organization for awarding me with the 2020 Stella Wilson 
Memorial Scholarship.  I plan to further my education in my major in psychology and my minors 
of economics and Spanish.  I hope to continue to be a difference in the lives of others.  Once 
again, I thank you and appreciate it.” 
 
 

Congratulations Mark & Kai!  We have no doubt you will be successful      

and an inspiration to others…..follow your dreams! 

Stella Wilson Scholarship Winner 



FUNDRAISING AND DONATIONS 

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! 

 

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

and families:  

 

Memorials 
Yepsen Family– In Honor of Elle Berry 

Lynda &  Art Hanson– In Honor of Patti Lyn Hanson  

 

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! 

UPCOMING EVENTS  

It’s time for CHD night with the Peoria Chiefs!  Tickets are $10.00 ages 3 and up (2 and under 

are free).  T.O.U.C.H. will receive $2.00 for every ticket purchased and funds 

raised will go   towards this year’s 35th annual Picnic.  

This has been a wonderful event the last four years and is a great opportunity 

for our T.O.U.C.H. families to get together and have some fun!  To purchase 

tickets or for more information, please contact the outreach committee at                

touchhearts365@gmail.com.   

 Keep an eye on the T.O.U.C.H. Facebook page for future updates on this night.   

TAKE ME OUT TO THE BALL GAME 
CHD NIGHT WITH THE PEORIA CHIEFS—! 



 

 

 

ADULT CONGENITAL HEART CARE 

KRISTI’S KORNER by Kristi Ryan, Nurse Practitioner for                                              

Adult Congenital at OSF HealthCare Children’s Hospital of Illinois 

If you have any comments, questions or thoughts about this article or ideas for 

future topics please feel free to reach out to me at 

Kristi.n.ryan@osfhealthcare.org 

 

Writing about COVID-19 is like writing about my view from the window on a 

high speed train. It’s constantly changing and once I put something down on 

paper it could be out of date by the time you are reading it. One of the many things that have become 

more clear to the public than ever before is that we truly practice the art of medicine rather than it 

being 100% science based. We typically like to have a lot of research behind what we do every day 

and know that we have a lot of data to back up the decisions that we make but the reality is we are 

still learning. This is true for both COVID-19 and congenital heart disease (CHD). In the adult 

congenital heart area there has been a lot of work over the past few years to coordinate teams across 

the globe to work together to do more research as we know that with such a diverse population we 

must collaborate in order to truly make a difference. This collaboration provided a platform for 

multiple adult congenital heart centers to work together to provide the best care and planning for our 

patients during the pandemic.  

 

In 2020, when the pandemic began, multiple centers including OSF HealthCare Congenital Heart 

Center began meeting regularly to share experiences with adult CHD patients that became infected 

with the novel coronavirus. They began by sharing specific experiences with their own patients. Often 

times it was just one or two patients at a center and people would discuss what treatments seemed 

to work well and what made no difference. Out of this collaborative the groups decided to begin 

collecting more data and formalize the efforts. In May 2020 we received approval from OSF 

HealthCare’s Internal Review Board (IRB) to participate in the worldwide multicenter study. The 

largest paper to date was recently published in the Journal of the American College of Cardiology 

(JACC) that reviews outcomes of ACHD patients with COVID-19.  

 

I will attempt to give you a brief summary of what we found but I encourage you to read the article if 

you would like more information. At the time of writing we had 1,044 infected patients that were 

from 18 to 86 years old. The primary outcome reviewed was death from COVID-19 which occurred 

in 24 patients, or 2.3% of patients. This is similar to the world fatality rate of 2.2% for all of the 

population, concluding that overall patients with CHD do not have a higher risk of death. Secondarily 

we also looked at all CHD patients that had severe disease (i.e. needed hospitalization, intubation, 

acute respiratory distress, or new need for dialysis) and found that 6.4% of patients fell in this 

category. When we break down these patients and look at which of our CHD patients were more 

likely to have severe disease or die there were a few factors that stand out: males (83% of those that 

died were male while 48% of the patients in the study were male), diabetes, cyanotic (baseline oxygen 

saturation <90%), pulmonary hypertension, kidney dysfunction, and heart failure which needed a 

hospitalization in the past. I also found it interesting that the type of congenital heart disease that a 

patient has did not make a difference.  



There were 118 patients in the study that had a single ventricle and had a Fontan operation but this 

did not come out to be a risk factor alone. Instead, the physiologic state of patients did come out to 

be a risk factor. This means that how well a patient is doing prior to the infection is much more  

important. So, patients that have more significant impact of their disease did not do as well (i.e.   

prior abnormal rhythm, poorly functioning valve, exercise intolerance, etc). If you remember a prior 

Kristi’s Korner when I talked about the 2018 ACHD Guidelines which introduced the AP          

classification system they utilized this to identify which patients are more at risk. So the “A”, or the 

anatomy, didn’t make a difference but the “P”, or the physiology, did make a difference. Those    

patients that are in the physiological class C and D are considered higher risk for having           

complications when they are infected by COVID-19.  

 

Now, what does all of that mean? Well, this information is helpful to us, your care team, in         

answering questions about how your CHD effects guidelines around COVID. We use this          

information to help us answer questions such as “can I go back to work?”, “am I in the high risk  

category to get the vaccine?”, etc.  

 

So, I’d love to give an easy answer here to all of these questions. But, let’s go back to that high 

speed train… currently, I see a plateau in the midst of the valley as we travel but not far behind us 

is the peaks of that mountain. With the ever changing scenery it is difficult to predict what is ahead 

and even what we thought we saw in the past is now getting blurry. The reality is that just as the 

study has suggested each of our patients should be considered based on multiple factors. Even then 

we can place patients into categories of low, medium and high risk (most of you will fit into the  

medium risk category) but still this isn’t the only factor. We need to look at the whole picture- 

where do you work?, is it a high risk environment like food service, retail or healthcare?, or is it a 

low risk such as a large office with few coworkers that all mask 100% of the time? Also, we should 

be looking at the other effects of being off of work and balance physical, social, spiritual and       

psychological wellbeing. So, as we know these are complex and require forethought and a team  

approach with the patient as an active member of the team deciding what is right for them.  

 

Now, let’s look where our train is going and see if we can determine if there are brighter days 

ahead. I believe that in order to get there we need to rely on science and research. We have been 

fortunate to have brilliant scientists working on developing vaccines since the virus was originally 

detected. We are frequently getting the question these days if our patients fall in the high risk     

category to be prioritized for vaccines. Once again, that depends and needs to be determined by 

the team. You can check with your cardiologist to see if you do. We are also getting the question 

about whether or not you should get the vaccine. We will tell most of you that you should get the 

vaccine. There are VERY few patients that should not due to some other medical issue that is not 

related to your heart. For those that can, we are encouraging vaccination as we feel that any of the 

side effects that have been seen with the vaccine are much less than what we have seen with the 

COVID virus. In order to reach our destination of returning to a more normal world that allows us 

to be together and see each other’s smile, please get vaccinated whenever it is offered to you.  

 

I hope that you found this issue’s article informative. If you have any questions, comments or have 

suggestions for future articles feel free to reach out to me at Kristi.n.ryan@osfhealthcare.org. In the 

meantime, enjoy your journey and your view and stay healthy!!!  

mailto:Kristi.n.ryan@osfhealthcare.org


 

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  

MARK YOUR CALENDAR... 
 

June 6    Heart Of Illinois CHD Walk  

    Join us for the annual walk and raise awareness for CHD!  

 

TBD- T.O.U.C.H. Night with the Peoria Chiefs 

       Join other families to promote and celebrate CHD Awareness.  

 

TBD- 35th Annual T.O.U.C.H. Picnic 

     Join other heart families for a day of fun activities.   

530 NE Glen Oak Ave. 

Peoria, Illinois 61603 

The Congenital Heart Center at 


