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President’s Corner 
Dear SOFT Families: 

2014 is gone and a New Year is upon us.  It has been a hard year for 

many families with the loss of their angel.   We want to let each and 

every one of you know they will never be forgotten and forever be in our 

hearts.  

Stacy decided to make her regular December visit to the hospital again 

this year.  This year she got a stomach bug and we couldn’t keep enough 

fluid in her to replace what she was losing.  It is amazing how fast our 

kids or now young adults can go into crisis.  She started over night and 

by morning we were at the hospital and her potassium was so high that 

it was causing her kidneys to shut down.  Luckily it was reversible but 

not without chancing other problems as they had to give her lasix to 

bring down the potassium.  As we were doing all we needed in the 

emergency room it became apparent I was getting the same stomach 

bug and needed to go home and have Dave take over.  It was so hard to 

walk out of the hospital and leave her but knew that her dad would do 

everything he needed to do.  Luckily at 3 in the morning they finally got 

a room.  We were able to get her home in a few days even though they 

originally said they wanted her on full feeds before we left.  I just 

laughed and said there is no way we are staying that long, I know how 

long it takes plus I didn’t want her getting something else from being in 

there.  You all know what it is like. Not sure why she thinks the week 

before Christmas is a time to visit the hospital!  We got home and it 

took three weeks to get her feedings back to normal.  Hopefully we can 

avoid the flu this year.  Keep your kids healthy!  (continue on page 2) 
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OUR MISSION STATEMENT: 

SOFT is a network of families 

and professionals dedicated 

to providing support and un-

derstanding to families in-

volved in the issues and deci-

sions surrounding the diagnosis 

and care in Trisomy 18, 13 and 

other  related chromosomal 

disorders.  Support can be pro-

vided during prenatal diagno-

sis, the child’s life and after the 

child’s passing.  SOFT is com-

mitted to respect a family’s 

personal decision and to the 

notion of parent-professional 

relationships. 



 

015 is a new year for our family as Andy will be marrying Melissa so we gain 

a daughter in law as well as a granddaughter with Nicole.  They have been 

together for five years so they are a part of the family already.  Wonder what 

other changes are coming our way in 2015! 

March will be upon us in no time and we will be in full swing with Trisomy 

Awareness month.  The committee is working together to come up with 

new ideas for the entire month.  We will be highlighting stories from SOFT 

stories so make sure you get your story, picture and any updates on the 

website.  We will be offering the t-shirts and sweatshirts sometime in Feb-

ruary so you can all order yours and wear them to be Trisomy Strong for 

March and for every other month of the year.  We will have information 

available for you to share with your Doctors at the hospitals.  We will have 

pictures and maybe a slideshow.  We might even throw out a Trisomy 

Challenge for people to participate in.  Sound like fun?  Stay tuned to see 

what is planned!   

The Salt Lake City Conference committee is working hard to make this 

year’s conference a memorable year.  They have already held a race last year 

to raise funds and another one is coming up.  If you are in that area you 

might want to pick up your running shoes and get in shape to run with 

SOFT!  There will be wonderful clinics at Primary Children’s Hospital free 

of charge to the families.  Now we know they have to be great because Dr. 

Carey knows the Doctors so they have to have some Trisomy love in their 

hearts!  The brochure will be out in March so keep looking in your emails to 

know what is happening.  That doesn’t mean you can’t get your hotel reser-

vation now though!  Call the University Guest House toll free at 888-416-

4075.  Let them know you are looking for the SOFT rate.  Ask for any extras 

you may need at registration.  The SOFT rate is $109 per night.  You can also 

book online through the University Guest House and Conference Center 

website by Monday 6/8/15.  Follow the Book online link see the groups tab 

and enter the Group ID 3282 and password 37000463.  Those are the details 

and we hope to see you all there.   

The VanHerreweghes 

Barb, Dave, Stacy, Andy and Melissa and Nicole    

2015 IS A NEW YEAR 

FOR  OUR FAMILY. 

Andy will be marrying Melissa 

so we gain a daughter in law as 

well as a granddaughter with 

Nicole.  They have been together 

for five years so they are a part of 

the family already.  Wonder 

what other changes are coming 

our way in 2015! 
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SIXTEEN YEARS OF SOFT OF UTAH TRADITION 

SOFT of Utah proudly showing off the final product of their tal-
ents and time at the annual Festival of Trees located at the 
South Towne Expo Center in Sandy, Utah.  Over 700 brilliantly 
decorated trees are donated and sold during this celebration.  
Since the Festival of Trees began over 44 years ago, it has raise 
more than $35 million that has benefited patients in need at the 
Primary Children’s Hospital in SLC, Utah.  Lisa Hooper and her 
family started this SOFT tradition back in 1998.  For sixteen 
years, our SOFT of Utah families have gathered to plan, pre-
pare, and create a beautiful tree for this awesome event.  This 
year, much of SOFT tree decorations were hand crafted: paint-
ed bulbs, delicately painted wooden angels, large wooden bal-
loons, and child size wooden standup angels. A special shout out 
goes to Lisa’s good friend, Marsha Cross, for her toll painting 
mastery. 

Our SOFT members (and friends) pictured from left to right:  James Hooper, Marsha 
Cross, Pam Watson, Kourtney Knobel, and Kira Knobel.  Front row:  Lisa and Bella 
Hooper, Debbie Dye, Julie Knobel, Kindra Watson, Sylvia Bruno, and Raquel Wagner. 
Those not pictured who also volunteered:  Shar Dunyon, Valerie Gertino, and Chelea Dye 
Woolley. 
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Wherever you go, 

go with all your 

heart. 

 

Confucious 

 

The World is a 

book, and those 

that do not travel 

read only the page. 

 

Saint Augustine 

 

  It is better to 

travel well then to 

arrive. 

 

Budda 

Sending wishes for a Happy 2015 

From Frank and Ann Barnes 

 

Our Christmas was celebrated this year in Colo-

rado Springs with our middle daughter, Jen-

nifer, and family.  Jennifer was a teen when 

her little sister, Megan (t18), was born and 

when SOFT became a significant support to our 

lives.  In 2008 Jennifer and her husband and 

young daughters came to the SOFT picnic in 

Denver and our granddaughters helped release 

balloons. 

There is joy in spending this holy season with 

children.  Our granddaughters, now 8 & 11, 

sing in their church’s children’s choir and were 

a part of the Children’s Service on Christmas 

Eve; one was an angel, the other a sheep.   

They count the days till Christmas and really 

do try hard to “be good” in these last days of 

anticipation.  On Christmas Eve one stocking 

gift is opened, their dad reads aloud The Night 

Before Christmas, and as children living in the 

age of communication, they watch Santa’s pro-

gress around the globe on NORAD on the inter-

net.  (They can actually see the NORAD anten-

nas on the mountain top, from their house.)   

Cookies are left out for Santa when they go to 

bed and it takes a while but sleep eventually 

wins. 
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Laurel & Geneva 2014 

 

 

 

 

 

 

 

 

 

 

 

Megan & Matthew 

 

 

 

A very windy day at the 

Garden of the Gods 

The end of the year also brings the anniversary 

of our Megan’s angel date and these girls, who 

are so full of life, were excited to send balloons 

to our angels, Megan and our young grandson, 

Matthew whose accidental loss of life was also 

in December. 

I’m so very thankful I went prepared for cold 

weather, with a new warm down filled coat 

from Lands End!  This was the coldest couple of 

weeks we have experienced in our many trav-

els to CO.  Frank spent most of the holiday 

helping our son-in-law upgrade a kitchen to 

commercial standards in their day-care busi-

ness but we did manage a couple of outings.  

We recommend seeing the very interesting Trav-

eling the Silk Road exhibit if it comes to your ar-

ea.  We saw it in Denver.  The Garden of the 

Gods, located in Colorado Springs, is also a 

great place to spend time.  

We returned home this week and it’s quite cold 

here too.  We have been catching up with the 

new SOFT Stories and Photos waiting for us to 

put on the website and thinking ahead to Tri-

somy Awareness month and the Conference 

and… to the trip we will take afterwards to 

places in the Northwest. 
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Mary Margaret (aka M&M) 

 

 

Ethan at 9weeks with his 

Mom 

SOFT of NC news from Ann Barnes… 

Before we left for our trip West, I had the pleasure of meet-

ing Mary Margaret who was born in September 2014 with 

trisomy 18 and her parents after one of her check-up ap-

pointments at UNC Hospitals.  They have two boys at home 

and are so proud of their beautiful baby girl and apprecia-

tive of the care Mary Margaret receives from Dr Marty 

McCaffrey, Neonatologist and advocate for our babies.  

There is another new baby in NC and he was born with tri-

somy 13.  His mother and I plan to meet at UNC following 

one of Ethan’s appointments.   Ethan is also cared for by Dr 

McCaffrey! 
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Love, Hope and Peace… 

from:  The Stockman Family of Suffolk, Va. 



 

“THE MOST ENJOYING 
TRADITIONS OF THE 
SEASON ARE BEST EN-
JOYED IN THE WARM 
EMBRACE OF KITH 
AND KIN.  THITH TREE 
IS A THYMBOL OF THE 
THPIRIT OF THE GRIS-
WOLD FAMILY 
CHRITHMATH.” 

CLARK GRISWOLD       
CHRISTMAS VACATION 
1989 

A Toast To You! 

from:  The Krotzer Family of 

Lake Tapp, Wa. 

SOFT Headquarters: 
S.O.F.T. 

Support Organization For 
Trisomy 18, 13 and 

Other Related Disorders 
 

2982 South Union Street 
Rochester, NY  14624 

 
Phone: 800-716-7638 

(716-SOFT) 

Happy Holidays! 

from:  The Donohue/Werner Family of 

Stony Point, NY. 



 

IN MEMORY OF A SPECIAL “LITTLE LADY”... 

MORGANNE JAYME DYE 

Utah Festival of trees history……Almost as magical as Santa himself, a cold barren ex-

hibit hall transforms into a warm, festive holiday haven. Each year, the magic of Festival 

of Trees unfolds, and with it the hope and future of children in need at Primary Chil-

dren's Hospital. 

The Festival of Trees was inspired 44 years ago by a group of 15 women from along the 

Wasatch Front. These women were challenged by Lewis M. Jones, Chairman of the hos-

pital's Men's Endowment Board, to identify a way to raise funds for Primary Children’s 

hospital. 

Over the years, Festival of Trees has been copied many times throughout the United 

States and Canada. However, the Salt Lake City Festival of Trees remains the 

"granddaddy" of them all. 

This year in addition to helping with a tree decorated by our local SOFT chapter we dec-

orated a tree in memory of our little lovebug angel Morganne Jayme Dye and all pro-

ceeds from the sale of the trees go to the hospital that was such a big part of our lives 

during our Morganne’s 7 month life. 

Morganne would have been 16 years old, October 8, 2014, so we decided to decorate a 

tree in her memory. Morganne has always been referred to as our little “lovebug” be-

cause she was so tiny and fragile – tiny as a bug. We’ve always loved ladybugs and dec-

orate her grave several times a year with a variety of fun ladybug items we find from 

time to time. We’ve also been given many ladybug items to cherish through the years 

from friends and family who know how much we love ladybugs.  Because this year was 

her 16
th

 birthday, we decided to decorate a “ladybug” tree and we called it “our little la-

dy”. Many people asked me afterwards if it was difficult to decorate such a beautiful 

tree and give it up for the auction and not want to take it home. Our thoughts were just 

the opposite. Primary children’s was such a wonderful support to us during her short 7 

months and afterwards as well through grief support. We decorated it with love in mind 

for the awesome care they gave our little lady. We couldn’t think of a better way to hon-

or her memory – to raise money for an awesome Children’s Hospital who got us 

through a trying time in our lives. We will forever be grateful for their love and support 

and giving back seemed like the best thing to do. The tree sold at auction for $2950 

every penny going to the hospital– and the memory of our sweet daughter made it hap-

pen. Thank you Primary Children’s Hospital for enriching the lives of children every-

where and helping to support their families! 

We look forward to all of you enjoying clinics at this awesome hospital at the SOFT con-

ference in Salt Lake City this year. We can’t wait to see you!! 

Article submitted by Debbie Dye – Soft of Utah Chapter Co-Chair 
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And now abideth faith, 

hope, charity, these 

three; but the greatest of 

these is charity. 

1 Corinthians 13:13 

 

 

Let all your things be 

done with charity. 

1 Corinthians 16:14 

 

 

We are bound to thank 

God always for you, 

brethren, as it is meet, 

because that your faith 

groweth exceedingly, and 

the charity of every one 

of you all toward each 

other aboundeth; 

2 Thessalonians 1:3 

 

 

I know thy works, and 

charity, and service, and 

faith, and thy patience, 

and thy works; and the 

last to be more than the 

first.  

Revelations 2:19 
Merry Christmas To Our SOFT Family From:  
The Dye Family of Hollady, Ut. 
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Debbie Dye and her grandson, James Woolley 



 

SOFTLY SPOKEN 

 

“MORE or LESS” 
 

I have a dear friend who knows Kari only through my stories and pictures. 

Never having known Kari personally, it was hard for her to truly under-

stand how Kari became my finest teacher. In her wondering, she asked, 

me, “Did Kari change you and your family?” I answered simply, “More or 

less….” As I watched the puzzled look on the face of my friend, I realized 

that perhaps my answer sounded indifferent. Wanting to be very clear, 

leaving no doubt, I went on to explain that because of Kari, there was… 
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More courage, less fear 

more love, less hate 

more patience, less anger 

more tolerance, less judgment 

more pictures, less waiting 

more moments, less minutes 

more hugging, less pushing 

more talking, less words 

more seeing, less looking 

more passion, less indifference 

more memories, less worries 

more “I’m sorry”, less regrets 

more give, less take 

more gratitude, less demands 

more time, less hurry 

more ups, less downs 

more hurts, 

more gains, 

more touching, 

more smiles, 

more tears, 

more good, 

more great, 

more wonderful, 

more mores and less lesses … 

What did I learn from Kari? 

Everything that is important – more or less! 

“WHAT I AM TO BE, I AM NOW BECOMING” 

Hugs…Kris 



 

Some People only 

dream of angels, I 

held one in my 

arms… 

 

Author Unknown 
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Holiday Wishes! 

from:  The Holladay Family of Mesa, AZ. 

Savannah Holladay 

at the Holladay  

Family Reunion 

2014 



 

May we live to 

learn well, and 

learn to live well. 

May you live as 

long as you 

want, and never 

want as long as 

you live. 

 

Anonymous 

A Seasons Greetings Group Selfie 
From:  The Cantrell Family 

 of Wildwood, MO. 
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A Happy New Year Wish 

From:  The Marohn Family 

of  Downers Grover, IL 



 

“HELLO MY NAME IS SIMON” 

AUTHORED BY SHERYL CROSIER  
AS TOLD BY SAMUEL CROSIER, SEAN CROSIER  

This book is about a very special relationship among three brothers. Even 
though Simon, their baby brother, has died, his older brothers continue to 
have conversations about him. Simon will always be their brother and part 
of their family. Expressing their feelings and looking for their "Simon 
Signs" builds an even deeper connection with Simon. The Crosier family 
awaits their reunion with Simon. Until then, their ministry is to speak for 
those who cannot speak. Their message is clear that all life, regardless of 
syndrome or diagnosis, possesses inherent dignity and value. SOFT-
Support Organization for Trisomy 18, 13, and related disorders has be-
come family for the Crosiers. Being able to celebrate every life no matter 
how long or short is vital to families like Simon's. The true quality of life is 
measured by love.  

About The Author:  Sheryl Crosier, MA, MBA, is the mother of Simon who had Tri-
somy 18, otherwise known as Edwards Syndrome, and lived for 88.5 days. She serves 
on the Board of Directors for SOFT-Support Organization for Trisomy 18, 13, and relat-
ed disorders. Sheryl authored the book I'm not a Syndrome-My Name is Simon, which 
was published in August, 2012. Sheryl's speaking engagements have included health 
care professional conferences, special school districts and faith based communities. Si-
mon's story was featured in the 2014 documentary "Labeled." Sheryl and her husband, 
Scott, and their children, Samuel, Sean and Sabella, reside in St. Louis, Missouri. For 
media interviews, publications, and educational resources on trisomy, visit 
www.simonismyname.com 
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In Memory of their 

brother, Simon... 
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SIBS DOING GOOD 

WORKS 

 

Samuel and Sean 

Crosier at BOTT Radio 

Network studio for their 

interview on their book, 

“Hello My Name Is 

Simon.” 



 

 

 

In the cookies of life, 

SISTERS are the 

chocolate chips 

 

Author Unknown 

 

 

 

There is no better friend 

than a brother and no 

better brother than you. 

 

Author Unknown 
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The first photo of Miss Sabella, the newest Crosier 

Crew Member, with her Dad and Mom. 

Best Wishes to You and Yours 

from:  The Wagner Family Kids of 

Salt Lake City, UT 



 

 
Moments To Remember 

     By Pam Healy 
     
    Late Sunday evening a few weeks before Christmas, I began the 90 minute drive back to 
Lexington. Behind me, I had a packed week of early morning to late night tutoring and counsel-
ing, then a delightful day and a half of babysitting. Tides had been inconvenient, the days short, 
the air damp and cold, and time at a premium, so it was a rare weekend without a beach walk. 
Despite the late hour, traffic was heavy, with a bank of red lights ahead of me on I-95. I slowed, 
relaxed, listened to Christmas music, a CD of my school’s vespers concert recorded more than a 
half century ago. I sang along. The air was redolent with the fragrance of the tree I was carrying 
home. The deep voices of “As Shepherds Watched” began. Suddenly, as I pulled away from the 
route to the Cape and negotiated the multiple curves in the approach to Providence, to my right, 
high over the river that opens into Narragansett Bay, a magnificent shooting star streaked, leav-
ing a broad green swath before it was extinguished over the urban skyline.  Sometimes, even 
with delayed trips, cancelled activities, prolonged responsibilities, and tricky maneuvering, it is 
still possible to be at the right place at the right time, and an agreeable mood is heightened.  
    
     This is different from coincidences, which are gifts in their own right. This is a combination of 
timing, observation and, at its best, recognizing meaning. It is being stopped long enough to 
marvel. It is a punctuation mark when life becomes routine. It is the antidote when stress threat-
ens. It is the nudge that removes complacency. It is the unexpected that brings a smile. 
 
       This is about being open to what is near. This is being what Thoreau calls “truly awake,” be-
ing our morning selves at every time of day. If we notice the ordinary, we will be looking when 
the extraordinary happens. In The Crucible, Arthur Miller’s play about the Salem witchcraft trials, 
the villagers, an oppressed lot, focus on invisible forces reportedly used by some neighbors to 
harm others. The drama is about a few good people moving past assumptions and seeing truth 
at a time when lies abound. John Proctor, who will soon be hanged, because he will not lie to 
save his life and damn his soul, is a farmer who works rocky fields with little return. He briefly 
breaks from his routine, looks up, and exclaims, “Massachusetts is a beauty in the spring.” I love 
that line, despite student eye rolling when I share my sentiments. In a dark play about a sinister 
time in our history, a time of envy that kills, an overworked farmer stops long enough to look 
around him, and he ironically realizes “what a great place to be at this moment.” The new green 
on the trees, the fragrant lilacs, the salt breeze warmed by an April sun, beauty stops him from 
his labors, allows him to be in the right place at the right time, despite the tension in his home 
and the maelstrom threatening his community. We need to learn to marvel when beauty taps us. 
 
Monarch butterflies, once the most commonly enjoyed butterfly in the Northeast, have declined 
precipitously in the past few decades. Despite my patch of milkweed, I saw none this summer. I 
also missed the familiar swallowtail this year. In early December I had a milestone birthday I de-
cided to ignore. I had just returned from tutoring in a nearby middle school, and took a few 
minutes to sit in my driveway listening to the radio. Suddenly, despite the seasonably cool tem-
perature, an unfamiliar, large, bright orange and brown butterfly swooped over the windshield, 
darted back and forth over Conor’s rosebush at the corner of the garage, came back by my side 
window, rose, and vanished. Timing, beauty, meaning, comfort, enough to bring a sigh. 
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Life is often unpredicta-

ble.  Some of the great 

moments won’t neces-

sarily be the things you 

do; they’ll be the things 

that happen to you. 

 

Melchor Lim 

      We just endured a cold spell after the mild fall and cool early winter. In the subzero morning 
in which the wind chill factor made it to 19 below, I threw birdseed on the patio. No one came; it 
was just too cold for fur or feathers. The seed remained the next day, no takers. The following 
morning I stood at the door drinking my tea and looking out. A light snow had fallen during the 
night, and a half inch covered the patio. What seemed to be scores of footprints moved in rays to 
the scattered seed: mice, rabbits, raccoon, opossum, all nocturnal visitors. The invisible was 
made visible, and I wondered if they amiably dined together or took turns. As I watched, squir-
rels, mourning doves and chickadees came feasted on what was left. Tiny scratchy prints were 
soon superimposed on the large padded ones, a decorative circle around the seed, a natural 
mandala that remained until the thaw. 
 
      Sometimes, being where we need to be, alert to possibilities, has nothing to do with being 
open to the wonders of the natural world. I met one of my best friends when in the fall of our 
sophomore year we both ducked under an overhang during a downpour. It rained long enough 
for us to discover we both loved dance, and our mutual interests and friendship grew from there. 
What could have been a passing moment during an inconvenience became a friendship that en-
dured. Another friendship began when I waited for a classmate to fill her glass at the milk dis-
penser. We enjoyed our milk together, and I leaned she had come north from a tumultuous child-
hood in Tuskegee, piquing both my interest and concern and widening my world. Years later, I 
smiled when I first saw the “Got Milk?” ad. 
 
    In the routine of a cold winter with relentless demands to bundle up kids and get them off to 
school and appointments, keep everyone well fed, healthy, warm and entertained, keep shov-
eled and scraped, we must be alert to Wow! moments. A child may surprise us with a warm, 
spontaneous gesture or a developmental gain. Something will make us laugh together. Some-
one will say, “look”, or we will glance and what we see will change the moment and stay with us. 
In our families and communities, outside while going about the business of the day or evening, 
our lives can be punctuated by treasures if we are truly awake to both the ordinary which height-
ens any moment and the extraordinary which stops us in our tracks. What has stopped you in 
the past year that you could share? I could compile what SOFT members have experienced: na-
ture astounding us or tapping us gently on the shoulder, children amazing us, social situations 
that make us smile or affirm us. Be awake to the possibilities in this New Year and share what 
comes your way. Share the moment that made you smile.  Send your moments to 
healeylex@aol.com and I will compile them for the next newsletter 
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Wishing You All The Best! 

From:  The Carey Family of  

Salt Lake City, UT 

ART WORK WANTED! 
Our SOFT of Utah Conference Committee requests the talents 

of our young members: All SOFT Kids and SOFT Sibs can sub-

mit their original creations on canvas, art board, watercolor 

pad, etc. Preferably an 8x10 or 11x14; able to fit into a suit-

case. These master pieces will be framed and displayed for a 

silent auction at the Welcome Dinner. All proceeds go to the 

Joey Watson Fund. Please limit one art edition per child. No 

mailing necessary. Simply bring their work with you and turn 

them into Registration upon arrival. If you are unable to attend 

the 2015 SOFT Conference, but would still like to submit your 

child’s art, you can mail them to:  SOFT of Utah 2696 E. Vero-

na Circle Hollady, UT  84117. Be sure that your son or daugh-

ter dates and signs their craft. We can’t wait to see what your 

child’s imagination can inspire! 
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Holiday Greetings! 

From:  The  Kubena/Kaufman 

Family of  Houston, TX 

DRAWINGS WANTED! 

The Utah Conference Committee is now accept-

ing drawings (of all mediums) from our SOFT 

Sibs. The committee will choose one drawing to 

be applied to our Sib T-shirts that are included 

in the sib-outing event. Our conference theme 

is, “Heroes.” Please keep this in mind when 

making your design. We CANNOT accept draw-

ings with copyright images such as: Superman, 

Cpt. America, or Wonder Woman.  An original 

comic style character, soldier, fireman, teach-

er, sister, brother, etc. would be fine. 

You can send your submissions via e-mail to:  

softofutah@aol.com or by regular mail to:  

SOFT of Utah 2696 E. Verona Circle Hollady, 

UT  84117 no later than 30April2015.  We look 

forward to seeing what a Hero is to you! 



 

SOFT Families 

We have SOFT families in all 

parts of the world!  There are 

SOFT Chapters located 

throughout the United States 

and Canada.  We also have 

contacts and groups interna-

tionally. 

You can go to:  trisomy.org to 

find a contact near you.  Many 

of our SOFT families have 

known each other for years, 

while some only met yester-

day.  Our ties go beyond con-

ference attendance or social 

media.  We hold a strong 

bond that is celebrated 

throughout the year with 

meetings  in parks, coffee 

shops, restaurants, backyard 

bbq’s, homes,  etc. 

Send us a picture (s) with a 

story about your SOFT gather-

ings.  We want to hear about 

your experiences! 
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SOFT Moms getting 

together for some 

fun in Chicago, IL! 

 

From left to right in bottom 

photo: 

Shannon Horner-

Shepherd of 

Simcoe, Ontario 

Jude Wolpert of 

Boulder, CO 

Cindy Cook of 

Shorewood, IL 



 

In memory of... 

Jonathan Cook 

on a special 

New Year’s Eve 
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Our Angel Tree 

After Jonathan gained his angel 

wings, we were lost during the 

holidays.  We decided to deco-

rate a Christmas tree at the 

Brookfield Zoo in memory of our 

angel.   The zoo had always been 

a favorite of ours and we 

have wonderful memories of 

outings with Jonathan. The first 

year, it was just us and my im-

mediate family decorat-

ing.  Each year since, it has 

turned into a tradition with fam-

ily and dear friends.  We come to 

the zoo, bring our decorations, a 

wagon of food and hot coco and 

remember.  Each year the tree is 

better and more beautiful. 

Best Holiday Wishes! 

From: The Cook Family 

of Shorewood, IL 
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SOFT APPRECIATES YOUR GENEROSITY  

AND RECOGNIZES THE LOVE AND CARE THAT 

THESE DONATIONS REPRESENT 

 

Donations to SOFT’S General Fund 

Joseph Cannizzo 

Erin A. Moran 

Gary Kovalsky 

Erica Costello 

Anonymous through Local Independent Charities of America 

Anonymous through Give With Liberty Employee Donations 

Anonymous through United Way of Greater Atlanta 

Anonymous through United Way of Denton County Texas, Inc. 

Donation earned when SOFT friends and families began online searches by go-
ing to Good search.com and Goodshop.com. 

Anonymous through Microsoft Matching Gifts Program 

Martin Laird 

Thea Moore 

Alyssa Vukson and her friends at GiftCards.com 

Give With Liberty, Liberty Mutual Foundation Match 

Russell and Ann Showalter 

Elizabeth Moore 

United Way of Denton County, Texas 

Cierra Jefferson-  

 “With the help of my dad and donated dishes made by friends of 
the family and putting it all together I hosted a dinner buffet selling 
tickets at the door for $8.00 and 25 people attended. I learned a lot 
from the experience as far as planning for an event, it was a lot of 
fun though! And I chose trisomy 18 because my cousin she was born 
with it, and doctors gave her a time frame of her survival and she is 
now 14 and still going!”  Cierra, raised $200 for SOFT in a classroom 
project. She also did a report on Trisomy 18. 
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Donations to the Joey Watson Fund 

Carly Bennetts- In loving memory of Teresa Marie Campbell-Knowd, “Tessie,” 

my darling cousin age 17 years. 

Margaret E. Striz- In memory of Mason Lawrence Teske 

In Memory of Ella Marohn 

Ronald and Cami Gerstung 

Lisa and Craig Schuh 

Shelly Murphy 

Dean and Mary Goldbeck 

In Memory of Erin Handel 

Bob and Lisa Handel 

In Memory of Regan Adeline Lawson 

Elliott and Patty Lawson through BP Foundation’s Matching Gift Program 

Joseph and Laurie Hetzel 

Uncle Craig, Auntie Chris and Cousin Carlie 

In Memory of Grant Christopher Schwan 

Roger and Debbie Cornelius 

Ken and Sharon Lass 

In Memory of Mercy Martin 

Kristen Ellis and Jason Hilbrenner 

Richard and Sandra Hicks 

Jason Preston 

Dan and Sue Putignano 

Andrew Carlson 

Barbara Riney 

Andrew Carlson 

John and Kalli Martin 
In Memory of Kempton Perez 

Associates of Johnston Supply, Inc. 
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In Memory of Jessica Riley Warpehoski 

The Griffith Family 

 In Memory of Brandon Snyder 

 Shelly R. Snyder 

 In Memory of CopperRose Harai 

Greg and Susan Rion 

Beverly and Andrew Sato 

Mark Yuasa 

 In Memory of Rowan Margaret Sibthorp 

Crystal A. Howard 

 In Memory of Dawson Faye Seydler 

 Kevin Seydler 

 Doug and Jess Foster 

 Maryann and Scott Jones 

Jodie Giesy 

 Emma Bianco 

 In Memory of Julia Grace Childress 

 Georgia and Reed Helmig and Liz James:  “The Childress’ neighbors, Georgia 
(age 10), Reed (age 8) and Liz (age 12) who held a lemonade stand and donated 
the proceeds to SOFT in memory of Julia.” 

In Memory of Sarah Poole 

 Pat and Elaine Poole:  “Sarah’s birthday was Sept. 10, and this donation would 
have been her birthday present from her grandmother, Elaine.”    

Joseph Meijide 
In Memory of Jordan Arella Coulombe 

Sally and Ray Boucher:  “Jordan was our sweet baby granddaughter” 

In Memory of Rhys Austin Khoury 

Nancy Deutsch 

In Memory of Makena Lillian 

Anonymous 
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 In Memory of Gabriel Aubele 

Randi, Mary Ann, Emily and the rest of the TRIS team 

 In Memory of Simon Dominic Crosier 

 Martin and Staci Haug 

Kathi Karnowski 

In Memory of Teresa Marie Campbell-Knowd, my darling 
cousin “Tessie” age 17 years 

Carly Bennetts 

In Honor of Alexis Jo Wade 

Aletta Wade 

In Memory of Gabrielle Amanda Manford 

Robert Duncan, in his memory 

In Memory of Grace Anne Cooper 

Baptist Foundation of South Carolina 

In Memory of Olivia Joy Hendon 

Kelly Hendon 

In Honor of Ryan William Steele 

Rebecca Weber  

and the Bill & Melinda Gates Foundation Matching Gift Program 

In Honor of Ace Williams 

Hayley Upchurch 
In Memory of Teddy Pack 

Kevin Gaughen 

In Memory of Locke Everson Maxey 

R. Ashley and Kelly Steel, proud Auntie of baby Locke 

In Memory of Nora Jasmer Ohm: 

 “Nora’s 1st birthday would be the week of this donation” 

Maureen and Alex Ohm 

Amy Swier 
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In Memory of Mason Teske 

Plymouth-Canton Schools SLP friends 

In Memory of Brandon 

Tammy Maxwell 

In Memory of Gabriel Henderson 

Rebekah Modrak 

Jason Jarosz 

Amy Deckelman, Cardinal Health, Dublin, Ohio 

Rebekah Modrak 

Stuart Laws 

Marie and Ken Davis 

Patricia Costantino 

In Memory of Bentley Robert Bowman 

Ashley Bowman 

In Memory of Anna DeGenova 

John and Cecilia DeGenova 
In Memory of Zachary Lanier 

Lisa Lanier 

In Honor of Noelle Buller 

Anna Miller 

In Memory of Brielle Zawalick 

Amanda Zawalick 

Susan Dunshee and Just Paint Studio 

In Memory of Eve Luciana Cagna 

Christopher and Nicole Cagna 
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In Memory of Samuel Reese White 

Franc Auld 

Jane and John Modjeski 

Carmen Wilson 

Vicki Keegan 

Marcy Huffaker and family  

Bud and Gail Wiley 

Heidi White and John White 

Kenneth and Dianne Moravitz 

Cynthia M. Naessen 

Paul and Judy Christensen 

Paul W. Chase 

Lori Henderson-Olson 

James and Louise Wanner 

Mary White 

Patti Wise 

Ron and Cindy Schnaar 

 

 

 

 



 

Conference 

Registration 

begins on 

March 1st on-

line at the 

SOFT website:  

trisomy.org 
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Soft of Utah cordially invites our SOFT Families back to Salt Lake City!  

The conference events will be held at the University of Utah Guesthouse, 

Rice–Eccles Stadium, Primary Children’s Hospital, Red Butte Gardens and 

Ft. Douglas.  All locations are easily accessible and within walking dis-

tance of each other with the exception of the stadium and the botanical 

gardens, to which we are providing transportation. The Guesthouse is of-

fering rooms for just $109 a night to our SOFT Members.  Reservations can 

be made NOW until June 1st..  After that date, the rooms will be released 

to other patrons.  It is important that you CALL THE HOTEL (1-801-587-

1000) and let them know that you are with the SOFT Conference to ensure 

that you receive the special rate and guarantee your room. 

2015 SOFT conference 

In salt lake city, Utah 

July 8-12 (Wednesday– Sunday) 

University of Utah Guesthouse 

110 South Fort Douglas Blvd. 

Salt Lake City, UT 84113-5036 

 

Hotel Reservations 

Local: 801-587-1000 

Toll Free: 888-416-4075 
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Our scheduled events: 

 Wednesday evening July 8th –Welcome Reception and Ice Cream Social. 

 Thursday morning July 9th –WORKSHOPS:  *this is different than previ-

ous SOFT conferences.  Be sure to arrive on Wednesday so that you 

don’t miss such great workshops as:  CPR Certification, Digital 

Scrapbooking, Chiropractic Care for Parent and Child, Physical Ther-

apy, Sibling Panel, Mom’s Only and Dad’s Only. More workshops TBA! 

 Thursday evening July 9th –Welcome Dinner:  Located at Rice-Eccels 

Stadium.  This event will include a Grand Buffet Dinner, Silent Art 

Auction, the SOFT Video Montage, and our Guest Speaker Kara McHenry 

the founder of “Prayers for Corbin.” (story found on Facebook) 

 Friday morning July 10th –Keynote Speaker:  Dr. Joan Sheets of Prima-

ry Children’s Hospital, who will address “the truth” on pediatric 

palliative care and her group the “Rainbow Kids.” 

 Friday afternoon July 10th –Clinics:  Located at Primary Children’s 

Hospital and hosted by Dr. John Carey.  *Remember to sign up for 

your choice of clinics when registering for the conference. Trans-

portation will be provided. 

 Friday afternoon July 10th –Remembrance Outing: Located at the Red 

Butte Gardens located just east of the University Campus for those 

families with Angel Children.  Transportation will be provided. 

 Friday afternoon July 10th –Sibling Outing: Ages 4-8 can attend a 

“super heroes” themed party located at The Children’s Museum.  

Transportation will be provided. Older Sibs Outing: TBA. 

 Friday night July 10th –Family Outing:  Dinner will be on your own.  

This is an excellent opportunity to explore our wonderful city. 

 Saturday morning July 11th –Stroll For Hope: Annual SOFT fundraiser 

will take place just outside of the Guesthouse.  More information on 

how to participate TBA. 

 Saturday July 11th –SOFT Family Picnic and Balloon Release:  Located 

at Soldier’s Circle, which is only 1/2 block from the hotel. More 

information TBA. 

 Saturday evening July 11th  –The Infamous SOFT Auction:  Located at 

the Guesthouse Douglas Ballroom. We are serving pizza, salad, and 

refreshments.  Information on donating auction items TBA. 

 

 


