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Wrenn’s Story
Hardship is nothing new 
to the Parris family. Two weeks 
before daughter Wrenn was born, 
father Jason lost his job, as well 
as his health insurance. Then on 
April 14, 2010, Wrenn arrived in 
the world, a little early, but not 
alarmingly so. At 18 inches long 
and just under six pounds, she 
was pink and pudgy and looked to 
be the picture of newborn health. 
However, Wrenn quickly developed 
breathing difficulties and needed 
full-time oxygen to keep her lungs 
from collapsing. Doctors ran a 
series of tests, and on her one-
month birthday, parents Jason and Nicole learned that Wrenn had an incredibly 
rare genetic disorder known as ABCA-3 Surfactant Protein Deficiency. (Surfactant 
is the protein in lungs that keeps them open and allows them to breathe.) Even 
more unique, Wrenn has a double mutation of the ABCA3 deficiency (meaning 
only one parent is the carrier, whereas normally both parents are carriers). This 
makes Wrenn only the fourth diagnosed case of this double mutation disorder in 
the world. 

Wrenn would need a double lung transplant, but she was extremely sick and 
required a ventilator for several months. In September 2010, the family relocated 
to St. Louis so the operation could be performed at St. Louis Children’s Hospital. 
Even after the surgery, Wrenn remained in the intensive care unit unable to get 
off oxygen or tolerate the feeding tube. Her family feared the worst and began 
palliative care efforts. “It was truly the worst time in our lives,” said Nicole. “We 
cried, we prayed, and we relied on our family and friends for support. But we also 
realized it was out of our hands at that point.” 

Wrenn, who continued to smile throughout all the trauma, fought her way 
back. After 14! long months, the family moved to Chester to be closer to family, 
and Wrenn was finally home. Although her health today is stable, complications 
can and often do arise. Because her immune system is so delicate, the family 
essentially must isolate itself from sickness, meaning they take very few outings. 
Son, Tanner, 5, is taught at home to reduce the risk of catching any illnesses at 
school. “Life today is good, but it’s also an emotional rollercoaster,” said Nicole. 

forty one

BBlloocckkbbuusstteerr!!

Record-breaking crowds and dollars 
raised were the highlights of the forty 
one gala held Feb. 16 at The Jefferson 
Hotel. Celebrating 15 years of providing 
pediatric hospice and palliative care 
services for children and families in 
Central Virginia, Noah’s Children 
welcomed a sold-out crowd of 450 
guests for an evening of live and silent 
auctions, fantastic food and wine, and 
plenty of dancing. 

During the evening, Bill Tanner, 
father of Claire Tanner, a Noah’s patient 
who passed away in 2010, gave touching 
remarks about what Noah’s Children 
has meant to his family over the 
years. Another Noah’s family member, 
Nicole Parris (see cover story at right), 
completely related to everything Bill said, 
adding, “Noah’s Children is there for 
you before, during and after – whenever 
and wherever you need them.”  
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Jason, Tanner, Nicole and Wrenn Parris returned 
to the Richmond area after Wrenn’s treatment was 

completed at St. Louis Children’s Hospital.
Bill and Kirsten TBill and Kirsten Tanner and Bob Archuleta anner and Bob Archuleta 

celebrate 15 years of Noah’celebrate 15 years of Noah’s Children at forty one.s Children at forty one.
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SSppeecciiaall C Clolotthhiinngg
ffoorr S Sppeecciialal B Babiabieses

During Wrenn’s extensive hospital 

stays and after she was home, Nicole quickly 

realized that regular children’s clothes were 

not made for babies with special needs, 

such as the feeding tube Wrenn required. 

So she decided to make special outfits for 

Wrenn and other children like her. The 

business, called “Inspired by Wrenn” (www.

specialclothingforspecialbabies.com), sells 

custom-made rompers for children under 

age 5 who require tubing (central lines, 

G-buttons, J-tubes, GJ Tubes, ostomy bags, 

heart monitors, trachs and IV tubing). “I 

wanted to help other moms know that 

there’s someone out there who understands 

and can provide what they need,” Nicole 

said. “It’s a great project because it keeps 

my mind busy and enables me to give 

back, too. It’s really been a sort of calling 

for me – being able to give back and control 

something when the rest of our lives are so 

out of control!”

The event raised $311,000 for Noah’s programs, more than 
twice as much as last year, with more than $90,000 of that 
coming from the auction items! We wish to offer special thanks 
to our Presenting Sponsor, Odell, and Anniversary Sponsor, The 
Dorsey Family/Diamond Billiards, as well as the multiple other 
generous corporate and individual sponsors. Of course none of 
it would have been possible without the Herculean efforts of our 
volunteer planning committee, led by co-chairs Kirsti Goodwin 
and Allison Spiller. Thanks to ALL of you for making the evening 
so very meaningful. 

In fact, the event was such a success that a date has already 
been selected for next year’s gala: February 15, 2014. Mark your 
calendars now for what is sure to be the hottest ticket in town!

Wrenn’s Story Continued from front page

“We are always walking on egg shells and 
looking over our shoulders because we never 
know when something could go wrong.”

Even so, their life is quite fulfilling, 
thanks in part to Noah’s Children. “More than 
anything,” said Nicole, “Noah’s provides us 
with moral support.” They also introduced 
both Tanner and Wrenn to the Music Therapy 
program where a volunteer comes to their 
home to teach them how to play instruments 
and express themselves through music. “It’s 
been a blessing and the first structured social activity for our kids,” said Jason. 

Nicole learned of Noah’s through Wrenn’s speech therapist and was 
blown away by the extent of services provided. Not only do they check on the 

health of both children, they also check 
on the physical, emotional and spiritual 
welfare of the entire family. “We have good 
days and bad,” admitted Nicole. “With 
Noah’s Children, you don’t have to explain 
when you’re having one of those bad days 
because they understand that. They totally 
get it.”

During the good times, the Parris 
family, but especially Wrenn, enjoys 
playing outside in the warm weather, 
dancing and good food. “We are truly 
blessed,” added Nicole. “We have amazing 

friends, family and Noah’s Children, all of whom help us remember the 
wonderful, vibrant good times, and remind us that it’s okay to laugh because 
of all the joy Wrenn has brought to everyone’s lives.”

Wrenn enjoys playing outside in the 
warm weather, dancing and good food.

“Despite her health issues, Wrenn 
has brought joy to all our lives,” 

says mother Nicole Parris.

forty one Blockbuster!
Continued from front page

The forty one gala raised $311,000 for Noah’s programs, more than twice as 
much as last year, with more than $90,000 of that coming from auction items.
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WWeelclcomomee A Abbooarardd!!
Noah’s Children continues to grow, and we’ve added several new 
staff members to help us serve even more children and families. 
Please call 804-287-7686804-287-7686 or stop by the office to meet the newest 
members of our family!

HHenry Amedekerenry Amedeker, Chaplain, Chaplain
Henry joined Noah’s Children in August 
2012. Henry’s experience spans more than 
15 years and includes work as a chaplain, 
teacher and counselor. In addition to 
Noah’s Children he serves as a chaplain 
at Virginia Commonwealth University 
Medical Center with the pediatric department. Henry also has 
worked as a special education teacher for children with autism, 
Down syndrome, Asperger’s and other physical, emotional 
and mental challenges. Henry obtained his Doctor of Ministry 
degree from Virginia Union University and is certified in 
Clinical Pastoral Education. Henry brings the ability to connect 
with children and their families to Noah’s Children. In his free 
time, Henry enjoys reading, singing and outdoor sightseeing. 
Henry describes himself as very passionate about what he does, 
and provides emotional and spiritual support to patients and 
families with genuine dedication. 

Kathi CKathi Campbell, Community Liaison  ampbell, Community Liaison  
and Vand Volunteer Coordinatorolunteer Coordinator
Kathi joined Noah’s Children in October 
2012. Previously she was a volunteer 
for Noah’s Children bereavement team. 
She brings a personal desire to make a 
difference in people’s lives, a creative flair and the ability to 
recognize unique skills in others. Kathi has a variety of health 
care experiences and worked as a nurse for many years before 

relocating to the Richmond area, when she got involved with 
research and development projects for medical manufacturers. 
After retiring in 2007, she began to look for opportunities to use 
her previous experience in a new way, and she became part of 
the Noah’s team first as a volunteer and now as our community 
liaison/volunteer coordinator. Outside of work, Kathi enjoys 
spending time with her family, sewing, quilting, reading and 
Sudoku. As the volunteer coordinator, Kathi feels she has the 
best of both worlds: a world-class team of peers and volunteers 
to help all of our families. 

MMandi Coates, Registered Nandi Coates, Registered Nurseurse
Mandi is the newest member of our Noah’s 
Children team. She began her nursing career 
in Florida and then moved to Pennsylvania 
before coming to the Noah’s team in 
February. Mandi was drawn to Noah’s 
because of the holistic, interdisciplinary, 
individualized, and full family involvement mission. Mandi 
believes in helping provide life to the days a patient and 
family have together. She brings a passion and dedication to 
the pediatric population and has a high priority for play while 
allowing kids to be kids, no matter what their health status. 
Mandi enjoys teaching about health, drawing and has a passion 
for sign language. She obtained her Bachelor’s in Nursing from 
the University of Detroit and has experience in wellness health 
promotion, epilepsy, progressive care unit, pediatric hematology/
oncology, and travel nursing. Mandi’s passions outside of work 
include a love of the outdoors, photography, sports, arts, and 
spending time with family and friends. Mandi does not believe 
in “cookie-cutter” care and describes herself as being adept at 
listening to the individual needs of everyone involved in a child’s 
care, especially the child. 

New Web Site
We’re excited to announce the launch of 
our new and improved web site. More 
news, more stories and more photos 
make this site an important resource 

for information about Noah’s Children, 
Central Virginia’s first and only pediatric 

hospice and palliative care program. 
Please visit us and check it out!

www.noahschildren.com
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We celebrate the lives of these children
and honor all those who love them.

Hannah Watson
1/26/2013 - 1/26/2013

Aida Gomez-Barrera
5/8/2006 - 1/30/2013

Jonathan “Jonny” Maltempi
8/12/1996 - 2/1/2013

Dominic Beltran
7/12/2006 - 2/7/2013

William “Liam” Martin
1/10/2013 - 2/15/2013

Kalena Porter
2/27/1995 - 2/15/2013

Jack Heming
12/20/2006 - 2/21/2013

Faith Marie Corbin
12/26/2012 - 3/20/2013

Gracelyn Mae Ansell
3/21/2013 - 3/21/2013
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