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We are a not-for-profit
organization founded in
2006.

Our mission is to help
ease the emotional,
spiritual, and financial
burdens borne by par-
ents of children with life
threatening heart dis-
ease.

To date, we have
helped twenty-one fami-
lies.

For more info, visit us
on the web at:

A Friend in Need
Friends of EKF

Charli Anna’s Story
Destination Inspiration
New Board Member
How You Can Help

Contact Us

Erika Kate

FOUNDATION

Dear Friends,

Our sweet Erika has been gone for two and a half years now. While we continue
to grieve in her absence, we sense that the passage of time and focused efforts to
keep her memory with us in our daily lives are helping us heal. By God’s amazing
love and grace, we've been able to experience joy and peace once again. The Erika
Kate Foundation has been a constructive outlet for us. It's been instrumental in help-
ing to internalize the lessons Erika taught us by connecting us to other parents walk-
ing a similar path with their children. As 2008 draws to a close, we want to take this
opportunity to thank you for the contributions you've made to EKF this year and to let
you know how the Foundation is impacting the lives of families of children with life
threatening heart disease.

2008 was a good year for the foundation. To date, EKF has helped 21 families
and given away more than $22,000 in the process of giving these special families a
much needed break. We've made some new friends along the way as we interacted
with families from lowa, New York, Missouri, Kansas, Idaho, and Washington state.
These are some truly remarkable families in the midst of some painfully difficult cir-
cumstances with their children.

Oftentimes parents and families get overwhelmed with their circumstances. Their
child is very sick and requires an extended hospitalization. While in the hospital,
these kids will have good days and bad days. On good days, Mom and Dad are up-
beat and walking on sunshine; while on bad days, they're just barely hanging on. As
the hospitalization or medical crisis drags on, the strain begins to take a heavy emo-
tional, physical, and financial toll on the family unit. Mom and Dad exhaust their paid
time off at work. Many parents take an extended leave without pay, or suffer a termi-
nation from their job because of the need to be with their child. Bills pile up at home
while income drops off significantly. Dislocation expenses like food, transportation,
parking, and lodging add up quickly and the financial pressures continue to mount.
The stress is enough to push any parent over the edge. Marriages splinter. Rela-
tionships fracture. Healthy siblings wish Mom and Dad didn’t have to spend so much
time at the hospital. There is an inordinate amount of pressure on these parents and
families. That's why we think they deserve a break; and that's why we offer some
short-term assistance to help them make ends meet while their world is turned

upside down. (p
Continued on page 6...
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Dear EKF,

Your foundation is a God

send! Because of your generosity,
we now have a huge weight lifted
off our shoulders and one less
worry on our minds. We are
headed into uncertain times and |
know that you are aware of how
emotionally draining this is on par-
ents. | am thankful that we are not
in this alone, and that we have
met such wonderful people along
our journey. Thank you for taking
the time and effort to help kids and
parents in their time of uncertainty
and hardship. We hope to one
day be able to return the favor and
thus continue the cycle of giving to
others. Thanks, again and God
Bless!

Love,
Monique Lynas and Family
Viola, Idaho

October 2, 2008

Monique and Abe Ly-
nas, of Viola, Idaho, are
no strangers to the pres-
sures and anxiety of hav-
ing a child with a life-
threatening heart condi-
tion. They've been
through more heartache
and strain with their two-
and-a-half year-old son,
Wyatt, than most people
endure in a lifetime.

At Monique’s routine
20 week ultrasound, her
obstetrician noticed the
baby’s heart looked
enlarged. Monique was
sent to nearby Spokane,
Washington, where doc-
tors performed a fetal
echocardiogram. Con-
cerned by what they saw,
and certain they would
not be able to fix the
problem themselves, the
cardiologists in Spokane
referred Monique and
Abe to the team at Chil-
dren’s Hospital Boston.
By now, little Wyatt has
undergone 4 major open
heart surgeries to repair
his congenitally mal-
formed heart. All of his
surgeries have been per-
formed by the world re-
nowned team of cardiolo-
gists and cardiac sur-
geons in Boston.

Wyatt's first surgery
occurred en utero at just
23 weeks gestational
age. Monique underwent

general anesthesia and
abdominal surgery her-
self, so that doctors could
perform an experimental
fetal cardiac surgical in-
tervention on Wyatt’s criti-
cally malformed aortic
valve. There was little
doubt Monique would
have miscarried without
the intervention. The sur-
gery was a success;
Monique recovered well,
and was allowed to return
to ldaho two days later.

The pregnancy pro-
gressed without incident
and at 37 weeks gesta-
tion, Monique gave birth
to Wyatt, back in Boston,
on March 22, 2006.
Wyatt was born with hy-
poplastic left heart syn-
drome, a rare and deadly
congenital heart defect
(CHD).

Hypo-plastic left-heart
syndrome, or HLHS, is a
defect in which the main
pumping chamber of the
heart is severely underde-
veloped and incapable of
performing the typical
workload of the new-
born’s heart. Without
surgery, children with
HLHS will die within a
couple of weeks. Fortu-
nately, advances in pedi-
atric heart surgery
throughout the last few
decades have enabled
hundreds of children with

HLHS to survive and lead
happy and productive
lives. Surgeons perform
a staged repair, usually in
three separate operations
completed prior to the
child’s third birthday.

At just one week old,
in late March 2006, Wyatt
underwent the first in the
series of major operations
to repair his heart. The
surgery itself went well,
but the post-operative
period was fraught with
medical setbacks and
emotional ups and
downs, including a six
day stint on ECMO- a
heart-lung bypass ma-
chine. Wyatt and the Ly-
nas family managed to
hang on through this
stressful time and gradu-
ally, things improved.
After a (3) month hospi-
talization, Wyatt was al-
lowed to leave Boston
and go home to Idaho for
the first time.

In early October of
2006, Wyatt and the Ly-
nas family returned to
Children’s Hospital Bos-
ton for the second-stage
HLHS repair. The sur-
gery went well and
Wyatt's doctors seemed
to be very happy with the
way his heart had healed
after the previous sur-
gery. There were some
initial setbacks, but
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generally things went
much better than after the
first operation. Wyatt was
allowed to return home to
Idaho after a one month
hospitalization.

For the next two years—
from November 2006, to
November 2008— Wyatt
managed to stay far away
from Boston. Followed
closely by his cardiologists
in Spokane, Wyatt has
grown into a happy, play-
ful, and fun-loving toddler.
He adores his older sib-
lings; his 8 year-old sister,
Shy, and his 6 year-old
brother, Dylan. The last
two years, being relatively
free from prolonged hospi-
talizations and major op-
erations, have allowed the
Lynas family to find a
sense of “normal” that they
were groping for through-
out Wyatt's first year of life.
And though Abe and
Monique have endured
much emotional, physical,
relational, and financial
stress as a result of their
circumstances, they
wouldn’t have it any other
way. They've made many
sacrifices and faced down
a gauntlet of challenges
brought by Wyatt's heart
condition, never complain-
ing and always very grate-
ful to God for delivering
Wyatt through his rough
start at life.

In September 2008,
Monique and Abe were
informed by the team in
Boston that it was time to
begin planning for Wyatt's
next surgery. Concerned
about the financial impact
of yet another prolonged
trip to Boston, the Lynas
family managed to make
arrangements for their time
in Boston. After a few
weeks of planning, every-
thing seemed to be falling
into place. A major ex-
pense, airfare to and from
Boston, had been donated
to them by a family friend
in the form of frequent flyer
miles. To the family’s sur-
prise, a short time after the
travel plans had been
made, United Airlines
pulled the plug on the itin-
erary, refusing to honor the
mileage transfer arrange-
ments. Uncertain about
how they would get to Bos-
ton, Monique remembered
that a friend had told her
about the Erika Kate Foun-
dation. Monigue contacted
EKF and asked for help in
getting them to Boston for
Wyatt's operation. Ar-
rangements were made
promptly, and Monique
and Abe were able to get
Wyatt back to Children’s
Hospital Boston for an-
other round of surgery.

As of this writing,
Wyatt and Monique remain

in Boston. Wyatt is
recovering well
from his bi-
ventricular repair
operation on No-
vember 20th. Mon-

ique reports that Wyatt
is still working to re-
gain his strength.
There have been
some minor setbacks
and several emotion-
packed, anxiety ridden
days of tending to
Wyatt in the CICU as
he continues to heal.
His doctors are uncer-
tain at this time,
whether he’ll need an-
other surgery down
the road. Time will
tell.

It's been a joy to get
to know this special
family. God’s bless-
ings to the Lynas fam-
ily. Please keep Wyatt
and his family in your
thoughts and prayers
as he recovers from
this recent surgery.
Wyatt is planning to
return home to Idaho
in time for Christmas.
Monique writes daily
updates on Wyatt's
progress via his care
page at:
www.carepages.com/
carepages/wyattlynas.

Do It Anyway

Words of wisdom, courtesy of
Mother Teresa. Adapted from original
version by Dr. Kent M. Keith.

People are often unreasonable,
irrational, and self-centered.
Forgive them anyway.

If you are kind, people may ac-
cuse you of selfish, ulterior mo-
tives. Be kind anyway.

If you are successful, you will
win some unfaithful friends and
some genuine enemies. Suc-
ceed anyway.

If you are honest and sincere,
people may deceive you. Be
honest and sincere anyway.

What you spend years creating,
others could destroy overnight.
Create anyway.

If you find serenity and happi-
ness, some may be jealous. Be

happy anyway.

The good you do today, will often
be forgotten. Do good anyway.

Give the best you have, and it
will never be enough. Give your
best anyway.

In the final analysis, it is between
you and God. It was never be-
tween you and them anyway.
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When Mimi and John McDonald, of
Puyallup, Washington, learned the
baby Mimi was carrying would be born
with a life-threatening congenital heart
defect, the doctors told them their baby
would require a heart transplant right
away to have any chance of survival.

Doctors presented the option of ter-
minating the pregnancy since the
odds were heavily stacked against
the baby surviving long enough to
receive a transplant and the trial was
likely to be a most painful and ago-
nizing experience for the couple and
their two other children.

Knowing what they were up
against and despite the long odds,
the couple went forward with the
pregnancy and Mimi eventually gave
birth to Mia Marie in early July, 2008.
As expected, Mia had a major car-
diac anomaly and went into heart
failure almost immediately after her
birth. After an initial surgery to repair
her bad heart valve and buy her
some time, Mia was listed for trans-

plant when she was just six days old.

After an agonizing four month
wait in the PICU at Seattle Children’s
Hospital, Mia received her new heart
on November 10th, 2008. The trans-
plant went well and Mia is now re-
covering nicely at home.

John and Mimi know all too well
the hardships and strain brought by
Mia’'s condition. They are forever
grateful to the family of Mia’s donor,
and to all their friends and family that
pitched-in to lend them a hand during
their time of need. Like all transplant
kids, Mia will be watched closely for
signs of trouble with her new heart,
but she’s generally expected to do
very well. See our website for more
about baby Mia.
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boys, born in 2004, also had heart dis-
ease. With no pediatric cardiologists in
her native country to care for the twins,
Leslie made arrangements to take
them for a consultation with specialists
in New York City, at the Morgan

Stanley Children’s Hospital of NY-
Presbyterian. After the boys were
evaluated, Leslie was told that both
boys were in need of heart trans-
plants. Johan’s condition deterio-
rated rapidly. He was listed for
transplant and received his new
heart with little time to spare, in Au-
gust of 2007.

Tariqg's condition stabilized tempo-
rarily on some new medication, but
then deteriorated after a few months.
He was listed for transplant in
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November of 2007 and received his
new heart in March of this year.

Both boys are doing well, but Leslie
has been unable to return home due
to the boy’s need to stay close to the
specialized post-transplant care they
receive in the U.S. EKF has played
an important role in helping Leslie
and her boys get on their feet as
they've adjusted to life in the U.S.

Read more about the twins on our
website.
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If you have a child with a life threatening heart condition and have
incurred significant financial burdens in the process of securing
medical attention for your child, you may be eligible to receive
financial assistance from the Erika Kate Foundation. To fill out an
application, please go to our website at
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When Heather and Jason Mer-
seal of Potosi, Missouri, left their
home shortly after midnight on
February 13, 2008, they had no
idea how their lives were about to
change. Heather was about to
give birth to the couple’s third
child, and it was up to Jason to
get her to the hospital on time.
They drove frantically through the
night and managed to arrive at
their designated birthing center in
St. Louis in record time. Sweet
little Charli Anna was born via c-
section just a short time later.

Within moments of Charli
Anna’s birth, there were signs of
serious trouble. Before Heather
had even left the operating room,
Charli Anna had been whisked
away as she struggled to transi-
tion to life outside the womb.
Within an hour, Charli Anna was
flown to St. Louis Children’s Hos-
pital where it was determined that
she had a serious congenital
heart defect called Transposition
of the Great Arteries and needed
open heart surgery (an arterial
switch # (

Medical support helped to sta-
bilize her condition for a few

days, but then at only five
days old, Charli Anna un-
derwent open heart sur-
gery to correct her defect.
During surgery, it became
clear that her heart defect
was more problematic than
her doctors had antici-
pated. Her post-operative
course was complicated
and prolonged due to the
complexity of her defect
and the nature of her sur-

gery.

With their newborn
daughter at the center of
such intense medical atten-
tion, Heather and Jason
were overwhelmed by their
circumstance. All they
could do was hang on,
taking things one day at a
time, and oftentimes one
hour at a time.

Charli was a fighter.
Weeks turned into months
and as time went by, there
were days when it seemed
as though she was making
good progress towards
recovery. Butthen she’'d
suffer a major setback re-
quiring additional support
or surgery. She developed
infections and related prob-
lems that began affecting
not just her heart, but other
parts of her body as well.
Throughout the course of
her five month hospitaliza-
tion at SLCH, Charli under-
went three major open
heart surgeries to correct
her ailing heart.

The Merseal family put
aside everything to be with
Charli during her extended

hospitalization. They
gave up their jobs, their
home-life, their sense of
“normal”, everything, as
they showered Charli
Anna with love. Jason
and Heather spent their
days bathing, massaging,
holding, and playing with
Charli, and took their other
daughters, Taryn age 10,
and Lauryn, age 7, out of
school to spend time with
Charli Anna, as well. The
family endured great hard-
ship and drained their per-
sonal finances as they did
all they could to make
their new addition feel
special.

On the morning of July
24, 2008, it became clear
that Charli Anna would not
recover from her latest
setback. She had had a
stroke, and her body was
shutting down. There
was nothing else that
could be done. Jason
and Heather made the
dreadful decision to sus-
pend further poking and
prodding to their precious
little girl, and to withhold
CPR in the event that
Charli’s heart stopped.

Three days later, on the
morning of July 28, sur-
rounded by her parents
and grandparents, Charli
Anna passed away, slip-
ping peacefully from this
world and into the pres-
ence of God. She had
never left the hospital.

In their grief, Jason and
Heather realized that

through Charli Anna, God
had given them a great gift.
Despite not getting the out-
come they had prayed for
so earnestly, Charli Anna’s
life had touched them for-
ever, and they will never be
the same. Read more
about Charli Anna’s story
and the manner in which
EKF helped the family dur-
ing their time of need, on
our website.
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Congenital heart de-
fects (CHDs) are the
most common form of
birth defect. Approxi-
mately 40,000 are born
with CHDs each year.

CHDs are responsible
for one-third of all
birth defect related
deaths and are the
leading cause of all
infant deaths in the
uU.S.

There are more than
40 different types of
CHD. There is no

known prevention or
cure for any of them.

Cardiomyopathy can
occur in any child re-
gardless of age, gen-
der, geographic re-
gion, race, or socio-
economic status.

Advances in pediatric
cardiac surgical inter-
ventions have helped
reduce mortality rates
for children affected by
heart disease. More
children are living
longer with complex
heart conditions, re-
quiring complex medi-
cal care.
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In June, EKF commissioned a
survey of cardiac social workers in
children’s hospitals throughout the
United States. We heard feedback
from 41 social workers at 33 cen-
ters, all of whom indicated a strong
need of assistance for cardiac fami-
lies. They confirmed a strong de-
mand for a national assistance pro-
gram dedicated to helping families
of pediatric cardiac patients. Ac-
cording to sources at the American
Heart Association, to date, there is
no such program in existence.

Looking ahead to 2009, we plan
to continue reaching out to families
around the country. We hope to
attract new volunteers and contribu-
tors to the cause, and we plan to

hire a non-profit consultant to work
with our board of directors in devel-
oping a long-term strategic plan to
grow our Foundation. We will con-
tinue to build a solid infrastructure
upon which EKF can expand for the
future.

We're convinced that we can’t
possibly soar to such lofty heights
on our own. We believe in the
power of a faithful, loving, and om-
nipotent God to work through bro-
ken and obedient people like us.
God’'s message to us through Erika
is one of love, hope, and encour-
agement. We continue to look for
His hand in everything we do, and
ask that He would continue to bring
us to a place of greater love for and

dependence on Him and each other.
Thank you for your support.

God’s blessings to you and yours.

Sincerely,
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The Erika Kate Foundation is
pleased to announce the addition of
Maegan Gorham to its Board of Di-
rectors. A resident of Davenport,
lowa, Maegan has worked at
Palmer College of Chiropractic as
Operations Manager and Donor
Strategist for the past six years. She
recently received her MBA Post-
Graduate Certificate in Not-For-
Profit Management from St.
Ambrose University and is currently
working towards a Master’s of Busi-
ness Administration degree.

Maegan and her husband, Na-
than, have a three year old daugh-
ter, Nessa, who was born with a
congenital heart defect. Nessa’'s
experiences with hospitalizations for
diagnostic and surgical interven-
tions have revealed to Maegan and
her husband the concerns and chal-
lenges of having a child with a life
threatening heart condition.

Nessa under-
went open heart
surgery in late
2005 to repair
her congenital
defect. The Gor-
ham'’s journey
and gratitude for
Nessa’'s suc-
cessful outcome

have fueled
Maegan’s inter-
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est in pursuing a career in the non-profit
sector, and endeared her to the mission

of EKF. For more on Nessa’s story,
visit our website at

Maegan joins Kelly Nissen, Chad Dil-

lavou, Dana Frye, and Traci & Rich

Maynard in serving as EKF Directors. A

brief bio of each board member can
be found on our website.
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Sign our web registry-  Please register your name and contact information on the EKF website so we can continue
to keep you informed about the work of the Foundation. Let us know if you are interested in potential volunteer opportu-
nities to help support the Foundation.

Sign up to be an EKF volunteer in 2009-  While specific plans are undetermined at this time, we anticipate the
need for volunteers to help with certain operational and fundraising aspects of the Foundation in 2009. If you're inter-
ested in volunteering your time and/or talent to our cause, please drop us a line at info@erikakate.org. We'll add your
name to our database of potential helpers for future functions.

Help spread the word-  Let your friends, family, and co-workers know about EKF. Check to see if your employer
offers a matching gift program for not-for-profit organizations. Help us put EKF on as many radar screens as possible.

Purchase an EKF Butterfly Pendant-  Remember your lost loved one and pro-
mote the Erika Kate Foundation by wearing this sterling silver butterfly pendant crafted af-
ter the EKF logo. Cost is $22. All sales proceeds will be used to support the mission of the
Foundation. If you are interested in ordering a pendant, please email us at
info@erikakate.org . Special thanks to Jill Felts at Compelling Creations in Atlanta, Geor-
gia for creating this piece.

Actual Size

Make a one time cash donation-  Help us help more families in 2009 by supporting EKF financially. Donations

to the Foundation can be sent to: 6 , P.O. Box 262, Muscatine, IA 52761. Donations can also be
made on our website at All contributions are tax deductible.
Sign up for recurring contributions to EKF- As part of a cash management service administered by the

Country Bank in Aledo, Illinois, EKF supporters are able to make cash donations to the Foundation on a monthly basis.
This simple automatic debit arrangement makes it easier for donors to plan their contributions to EKF throughout the
course of a given year, and helps us anticipate available funds when reviewing grant applications submitted by families
in need of assistance. The arrangement is non-binding and can be modified or cancelled at any time. Debit authoriza-
tion forms are available on our website.

Gifts In Honor Of or In Memory Of-  Honor or remember a loved one by making a gift to EKF in his/her name.
Charitable giving is a great way to give a unique birthday, anniversary, or Christmas present for the person who has eve-
rything. When you notify of us of your gift, we will send a card to your loved one letting them know they've helped us help
a family. Make a donation out of gratitude for the healthy children in your life. Gift cards are available.

Introducing Giving Clubs-  As a means of honoring our donors and supporters, EKF is launching a gift recogni-
tion program in 2009. These levels are named after a few of Erika’s favorite things and will help commemorate the rea-
sons we support this Foundation in her name. Please help us help these families by giving a donation at the level you
feel comfortable. You can make a difference — please consider making a contribution to EKF for your year-end charita-
ble giving. Cumulative contributions will be recognized in our next newsletter unless a donor indicates they prefer to re-
main anonymous.

%46= & $10 - $99 +- 5 %46=& $251- $999 . 3 ++ %46=& $2500 - $4999
%46= 45/45&  $100-$250 76 ,4 %46=&  $1000 - $2499 4 %46=&  $5000 +
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