




The Options
We were devastated. This was our precious little girl — a 
daddy’s girl. Erika always had been a happy, outgoing, and 
energetic little lady who often loved being the center of 
attention. She had faced some special health concerns since 
the day she was born, but we never imagined this. Look-
ing back, she had all the signs of heart problems. All of her 
previous health problems were directly related to her heart 
trouble. The fact that we did not make this connection 
sooner will haunt us for the rest of our lives. 

After a full workup at Iowa and a second opinion from 
specialists at St. Louis Children’s Hospital, our worst fears 
were confirmed. Erika needed a transplant but was not a 
candidate because of her damaged lungs. Her prognosis 
was poor, and her treatment options were very limited. We 
essentially were given two options in selecting her course 
of treatment: We could treat her symptoms and hope to 
prolong her life as long as possible or we could get aggres-
sive with an intravenous medication regimen in an attempt 
to correct her lung disease in hopes that she eventually 
would qualify for a heart transplant.

We were not sure what to do and felt engulfed by the 
burden of needing to make some big decisions regarding 
her care. Erika was energetic and playful, and she seemed 
to be dealing with her challenges well. Getting aggressive 
with her lung disease might compromise her lifestyle and 
compromise what time she had left. We wrestled with the 
notion that this course of treatment, while not guaranteed 
to work, might limit whatever time Erika had left. 

While we were contemplating the options, Erika suf-
fered two cardiac arrests, making it clear that her disease 
already had entered its end stages. It appeared the deci-
sions were being made for us. We had little choice but to 
proceed with the aggressive medication regimen in hopes 
of helping her to qualify for a possible transplant. 

In November of 2005, doctors in St. Louis performed 
a life-prolonging surgical procedure and started Erika on 
intravenous pulmonary hypertension medication. There 
were some early signs that the medication was helping 
her, but by spring 2006, her doctors were convinced that 
she was not likely to qualify for heart transplantation. 
Her doctors advised us that Erika probably had only a few 
months to live and recommended we consult with hospice 
professionals to help us cope with what was coming.  

It was an unfathomably difficult place to be as parents. 
We spent our days enjoying Erika and her siblings like 
there was no tomorrow. We relished each waking moment 
with our little girl and spent the rest of our time crying 
and praying that God would somehow intervene and make 
everything better. We came to a point of acceptance and 
recognized that God was in control of the situation, and 
whatever happened was His will.
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Dear Erika Kate,
Your mommy and 

I have changed over 
the last four and a 
half years. You taught 
us how to be good 
parents and how to 
be better people. You 
taught us patience 
and perseverance. 
You taught us how to 
live in the moment 
and how not to take 
things for granted. 
You taught us about 
the sanctity of life 
and the importance 
of family. You taught us about real faith and the 
strength to be found in God through our brokenness.

These are important lessons for everyone to 
learn, and you seemed to teach them to us effort-
lessly, just by being yourself.

                                                                                     Love,
                                                                                     Daddy

Letter From Daddy

We recognized that God 
was in control of the 
situation and whatever 
happened was His will. 



Reason to Hope
Wanting to make sure we were doing everything we 
could to help Erika, we sent a distress e-mail to a world-
renowned specialist at Columbia-Presbyterian Medi-
cal Center in New York. To our surprise, we received a 
response within 20 minutes, informing us she would take a 
look at Erika’s medical records. A week later, after review-
ing Erika’s records, we were asked to bring Erika to New 
York for a transplant evaluation. 

Several days of tests climaxed with a crucial demonstra-
tion that Erika’s lung pressures were reducible enough to 
qualify her for a transplant! We were thrilled and began to 
believe God was about to do something miraculous. We 
decided to stay in New York City and settled in to the Pedi-
atric Intensive Care Unit (PICU) to await a suitable heart. 

While waiting for “the call,” Erika managed best of all.  
She was used to hospitals and was padding around the 
PICU in her pink flip-flops and robe making new friends 
left and right. On the 14th day of our wait, we were noti-
fied that a donor had been located. We were overcome with 
emotions. We were sad for the donor’s family, but excited 
about what we thought would be Erika’s new lease on life.

Throughout the transplant operation, one of Erika’s 
cardiologists was in the operating room and came out to 
give us updates. Everything seemed to be going well. We 
were ecstatic. But then a couple of hours later, we learned 
that the new heart was having trouble starting. After 
almost three hours of trying to coax Erika’s new heart into 
a stronger beat, the doctors decided to attach Erika to a 
heart-assist machine and return her to the PICU.

Erika never woke up after her operation, although once 
in a while she seemed to know we were there. Finally, after 
12 agonizing days in the PICU, Erika took a final turn for 
the worse, and we made the dreadful decision that she had 
endured enough. Erika’s life support was suspended. It was 
exactly the kind of ending we did not want our little girl to 
go through. She died on June 14, 2006. 

Coming to Terms
After Erika died, we struggled to understand how God had 
let this happen. We had put our faith and trust in Him, 
praying according to Proverbs 3:5-6: “Trust in the Lord with 
all your heart ... .” When the doctors in St. Louis said there 
was no hope for Erika, we had come to terms with her fate.  
Then God seemed to open a new window of opportunity 
for saving Erika. Each time we saw a glimmer of hope, our 
faith in God was strengthened. So why did He let us down?  
He could have intervened to save her at any time. We could 
have discovered the heart problem sooner. The transplant 
could have been successful. Why did we have to put her 
through all of this? We felt betrayed, as if our prayers and 
the faith we placed in God were in vain.

 We allowed ourselves to sink deep down into our grief 
and feel the pain and despair that comes with losing a 
child. We cried out to God, asking the tough questions. As 
time went by, we came to realize that our journey through 
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Recommended  Reading
For more of Erika Kate’s story, read The 
Surgeons: Life and Death in a Top Heart 
Center by Charles R. Morris (W. W.  
Norton & Co., Inc., 2007).

Erika’s Legacy
After Erika died, we 
felt God leading us 
to reach out to other 
parents in similar situ-
ations with their young 
children. There are 
many programs and 
resources available for 
cancer patients and 
their families, but far fewer for families of children 
with heart disease. We formed the Erika Kate Foun-
dation (EKF) in an effort to help ease the emotional, 
spiritual, and financial burdens carried by parents of 
children with life-threatening heart conditions. EKF 
already has helped several families, and we hope to 
help many more. We would like EKF to become the 
umbrella organization that goes where the need is, 
regardless of geography. We are excited about the 
future of the Erika Kate Foundation. It is her legacy 
and our passion until we see her again. 

To learn more about the Erika Kate Foundation or 
to make a donation to our ministry, visit our Web site 
at www.erikakate.org.

grief was not so much about learning to get beyond Erika’s 
death, as it was about finding God and relating to Him in 
the midst of our brokenness. We realized that at its very 
core, being a Christian is about surrendering your will 
to God’s will, learning to be dependent on Him, allow-
ing yourself to be fashioned into a vessel He can use, and 
yielding yourself to His purpose for your life.  

Erika convinced us that everyone has a purpose. And 
whether we live 80 years or 4 years, God has a plan for 
each of us. We believe that one of Erika’s purposes was to 
open our eyes to the suffering world. She challenged us to 
live beyond ourselves, to keep an eternal perspective, and 
to be intentional about the way we live life. We will never 
be the same.  

 And perhaps most significantly, through Erika, God 
reminded us that this world is not our home; it is just a 
preview of things to come. We anxiously await the day 
when we will see her again. m

Rich Maynard has worked as a Certified Registered Nurse 
Anesthetist (CRNA) for the past 9 years. He is currently a part-
ner in a private practice anesthesia group based in Muscatine, 
Iowa. He is Erika’s beloved Dad.


