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OUR MISSION STATEMENT: 

SOFT is a network of families 

and professionals dedicated to 

providing support and under-

standing to families  involved in 

the issues and decisions surround-

ing the diagnosis and care in Tri-

somy 18, 13 and other related chro-

mosomal disorders.  Support can 

be provided during prenatal diag-

nosis, the child’s life and after the 

child’s passing. SOFT is committed 

to respect a family’s personal deci-

sion and to the notion of parent-

professional relationships. 

SOFT Headquarters: 
 

S.O.F.T. 
Support Organization 

For 
Trisomy 18, 13 and 

Other Related Disorders 
 

2982 South Union St. 
Rochester, NY  14624 

 
Phone: 1-800-716-7638 

(1-800-716-SOFT) 

President’s Corner 
 
Dear SOFT Families: 
 
  Hope this letter finds you all packing your 
bags and getting ready to head to the confer-
ence in Seattle.  For the first time in 30 years 
the Vanherreweghe family will not be in at-
tendance. It is not a decision we wanted to 
make. But as a few weeks turned into 9 
weeks in intensive care with Stacy just being 
released on Monday, it is the only decision to 
make. We will miss everyone, but will be 
spending the days trying to help her regain 
her strength after 4 surgeries and an arrest. 
We thank everyone for the many prayers over 
the last weeks. Every one of them was need-
ed and helped us to bring her home. She now has a trach which still may not be 
permanent. It is great to see her beautiful smiles again and we are slowly get-
ting more noise as she uses the speaking valve. We know soon she will be back 
to singing those beautiful songs. Right now she just looks in amazement when 
just a little sound comes out. We are becoming used to more nursing in the 
home, but because peds get a 30% enhanced rate in New York State, we are 
having trouble competing with those cases. So I bought a recliner and have 
made her room my sleeping place for now. We hope to find a devoted nurse in 
the overnights that we have experienced with the team we have now. More 
prayers are needed but I am thankful for the days we have spent at home. 
 
  We have missed a few months of our granddaughter’s growing up, but we are 
catching up and enjoying her whenever we can see her. We wanted everyone 
to be able to meet her this year, but health is more important. 
 
  I will be thinking of all the great times and extended family moments you will be 
experiencing. Enjoy your time together and send us pictures. We will miss you 
all. Have a wonderful time! 
 
 May you all have safe travels and good health now and the rest of the year! 
 
Barb, Dave, Stacy  
Andy, Melissa, Nicole and Princess Andrea 
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  Bethany’s Story… 
 
 
Our daughter Bethany is 36 ½ years old!  She was born on Au-
gust 8, 1979, after a very long labor.  By the instant hush in the 
delivery room followed by forced “congratulations” I knew that 
something was wrong even though I could barely open my eyes 
to see my baby.  She didn’t look like any baby that I had ever 
seen.  Her ears were low-set, she had very little cartilage.  Her 
nose was large, overshadowing a short philtrum and a tiny chin.  
Her pediatrician came to my hospital room and informed me 
that Bethany had several physical characteristics showing an 
abnormal genetic makeup, and that they wanted to do some 
tests.  He was sure that she had some variation of a trisomy 
syndrome.  Something of which, I of course, was totally igno-
rant.   

 
  Parenting was not what I expected!   I was scared that I would not be enough or know 
enough to keep my baby alive.  Bethany was not able to suck, so we dribbled formula in her 
mouth.  We were very frequent visitors to our pediatrician’s office as Bethany failed to gain 
weight,  For two months we fed her with an NG tube while we taught her to drink from a bot-
tle.  Bethany’s doctors never had good news for us.  They did not expect her to live very 
long, and she was given the label “failure to thrive.”   One of them very casually told me, 
“You know, she’ll never walk or talk.”   
 
  At the age of two months her genetic testing came back as Trisomy 14.  Any spare time 
that I had was spent looking for information about this syndrome.  There was half of a page 
in a medical textbook and a few case studies published in medical journals.  I sat in the hos-

pital library with a medical dictionary trying to 
figure it all out.  Palpebral fissures, hyper-
telorism, and other words that I couldn’t pro-
nounce became my new vocabulary.  Bethany 
was a very sick baby, with hospitalizations av-
eraging once a month. 
 
In spite of our best efforts to care for her and 
feed her well, she grew only 4 pounds that first 
year.   It was a very hard time.  We were al-
ways exhausted, and Bethany’s smiles were 
rare rewards.  Bethany’s development was also 
very slow.  She learned to sit with the aid of 
heavy leg casts at 18 months, and took her first 
step on her 3

rd
 birthday.   When Bethany was 

5, our geneticist called with news.  Better tests 
now showed partial trisomy 9p, which came 
with a much happier prognosis. 



 

  In 1989 Bethany turned 10, and we discovered the 
SOFT organization.  We went to our very first conference 
that summer in San Francisco, and it was an eye-opener.  
We learned so much.  Most of all we found that we were 
not alone!  We were blessed with a huge family that we 
had never known, and Bethany found best friends. 
 
  Four years ago another geneticist discovered a second 
syndrome—partial monosomy 1q.  So our kiddo is quite 
unique!  At almost 37 years of age, Bethany is quite 
healthy.  She is 4’ 10” tall (yippee! -- tall enough for the 
big rides at Cedar Point) and weighs around 135 pounds.  
She has borderline normal hearing in her right ear with 
severe hearing loss in the other, but she doesn’t care to 
wear hearing aids.  She has a cataract in her right eye.  
Two years ago she had surgery to implant a lens in her left eye- replacing that cataract.  
Bethany has kyphosis and scoliosis.  In the past she has been diagnosed with a seizure 
disorder, encopresis and osteopenia.  All of which she has outgrown.  She also has arthritis 
in both shoulders, but she enjoys going to Physical Therapy when her shoulders start to 
freeze.  Bethany’s mental age is that of a 2 or 3-year-old child.  She makes some sounds, 
but cannot speak.  She has no letter recognition skills, but remarkably knows the way to her 
favorite places and recognizes signs and names.  
 
  Bethany’s strengths are that she can walk and is very outgoing.  She is happy to “talk” to 
anyone we meet with a variety of noises, signs and gestures.  She is known for her happy 
smiles and great attitude.  If someone is hurt, she is the first to run for bandages.  If some-
one is sad, she will hand them tissues and make sad faces with them.  Bethany dearly 
loves her family, including her young-
er sister Sarah and her young neph-
ews Nathan and Ben.  Bethany en-
joys her own special activities—
Challenger baseball, Friendship Bible 
Studies, and our local Program for 
Adults with Disabilities at the commu-
nity center.  Her favorite things are 
shopping, movies, church activities, 
more shopping, music and being with 
friends.  She adores traveling, and 
can hardly wait for the next time that 
she can see her special friends! 

    3 
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  When Bethany was born my world shat-
tered.  While in the hospital, a social work-
er visited and gave me information about 
applying for welfare.  She said that I could 
no longer work with this child to care for.  
Visitors weren’t sure what to say to me 
when they looked at her.  The doctor said 
to take her home and do my best, and that 
she would probably die within 2 months.  
Which later changed to 3 months, then 6, 
then 1 year.  I had plans for my firstborn 
that included early reading and music recit-
als- not spending time with doctors and 

therapists.  There were no online support groups and no one 
who understood.  I am so sorry about my attitude then.  I 
was mad at God for giving me this baby who cried all the 
time and was so much work. 
 
  Thankfully, God knew what he was doing.  I do not deserve 
to be chosen to parent this wonderful special person!  Betha-
ny is funny and loves to have fun.  She loves to show off and 
talk about herself.  She wants to help with housework and 
sometimes even bosses me around.  We’ve been able to go 
to amazing places, meet wonderful people, and experience 
new things that never would have happened without her in 
our lives.  More than that, every day I find joy in her smiles, 
her hugs and cuddles, her laughter and in the love that she 
shares.  I am incredibly blessed and so very grateful to have 
been given this precious gift. 
 
pics and story provided by- Freda Branch 

There is still time to create your Stroll for Hope page! 
 

  A fun and festive part of the SOFT Conference is the SOFT Stroll for Hope 2016 in Memory of Jon-
athan Cook. Create your Stroll for Hope page and start forming your teams now. Even if you are not 

able to attend conference you are still welcome to participate. 
 
  On Saturday July 23rd we will get together and "stroll" showing off our 
wheelchairs, strollers or wagons all while visiting with friends and raising 
awareness and funds for SOFT! Join us and remember that there will be 
awards for the best dressed family, best decorated mobile “device” and 
prizes for highest fundraising pages. All proceeds raised by the walk will be 
split between the SOFT conference budget and SOFT national budget.  
https://www.firstgiving.com/softs…/soft-2016-stroll-for-hope 

https://l.facebook.com/?u=https%3A%2F%2Fwww.firstgiving.com%2Fsoftstrollforhope%2Fsoft-2016-stroll-for-hope&e=ATPzzzS0kzL-zwTnK19ZuJXLUdBRTBGm8IgRUfX_r2mORVbEDgkcjFqD1Mx8xA
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TRIS project: 

Reflecting on Trisomy Awareness Month 

March 2016 

 

  The Tracking Rare Incidence Syndromes (TRIS) project began with my 
time with three wonderful girls with trisomy 18. I knew nothing about 
the condition. They taught me through their facial expressions, body 
movements and personalities. The most important thing they taught me 
is their individuality. Each deserved the best care and encouragement to 
meet her potential.  

 
  The next stop on my TRIS project journey was thanks to technology. I was a doctoral student at the Uni-
versity of Illinois. I was a part of several online groups in the late 1990’s. A mom showed up on one of them 
with a son with mosaic trisomy 18. I closely followed her posts. Shortly after, she began a trisomy specific 
list. I reached out to her asking to join the group. She said “yes”. I virtually met parents I am still in contact 
with such as Shirley Lockwood, Jude Wolpert, and Shannon Horner. 
 
  As I learned more about research it became clear I should take on a project related to the needs of children 
with rare trisomy conditions and their families. I went back to the mom I met through the online group and 
Shirley Lockwood. We spent time on a chat room laying the foundation for the TRIS project. The more we 
talked about issues around prenatal diagnosis, aggressive interventions and the like, the more it reinforced 
moving forward. Ultimately, February 1, 2007 was the launch of the first online survey (TRIS Full Survey). 
The modified and follow-up versions followed. The three versions of the TRIS Survey collect data on medi-
cal conditions, developmental milestones, therapeutic needs, and family supports. The resulting infor-
mation is shared through publications and presentations to raise awareness, increase treatment choices and 
enhance child and family outcomes. 
 
  Fast forward to 2016 with approximately 1000 families participating in the project, a dozen articles, many 
presentations and responding to parents from near and far about trisomy related questions. The project has 
also expanded beyond its initial focus on trisomy 18 and trisomy 13 to include samples of children and 
adults with trisomy 9 mosaic and trisomy 8 mosaic, two groups vastly underrepresented in the medial lit-
erature.   
 
  Why all this? I share my story because Trisomy Awareness Month is a time to offer information and do all 
that is possible to increase knowledge. I hope that my origin story provides an understanding of what the 
TRIS project represents and its ongoing commitment to all of you.   
 
 

Further information about the TRIS project can be found online: 

Project homepage: http://tris.siu.edu  

Enrollment page: http://tris.siu.edu/survey/form/PreEnroll.php  

Facebook page: https://www.facebook.com/TRIS.Trisomy.project  

If you have any questions please send an email to the TRIS project at tris@siu.edu or dabruns@siu.edu 

http://tris.siu.edu
http://tris.siu.edu/survey/form/PreEnroll.php
https://www.facebook.com/TRIS.Trisomy.project
mailto:tris@siu.edu
mailto:dabruns@siu.edu
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“If you build it, he will come.” ~ from the movie 

Field Of Dreams 

  We are three days away from the SOFT Conference in Tacoma. 
Typically we’d be planning and packing, and ready to head out 

on an adventure to conference, but this year all of our SOFT friends and family are making 
the trip to Washington for our annual “family reunion.” 

  It has been a desire of mine to host the conference here in Washington since we attended 
our first conference back in 2004. A year (okay, years) of planning and thanks to a couple 
of great people, Diana Guptill and Heidi Estes, and a great committee that desire will be a 
reality in just a few days. 

  I feel awed and humbled by the trust people have put in us. Between the cost to get here 
and the time and effort of a trip like this, delivering a great conference is both a huge re-
sponsibility and has been an incredible blessing. Seventy-nine families (277 people- includ-
ing 38 SOFT children) have chosen to spend their summer vacation with us here in Wash-
ington. Absolutely amazing... Thank you all for your support and belief in us. Travel in safe-
ty my friends. We’ll see you soon! 
 

 

The Annual SOFT Picnic and 

Memorial Balloon Celebration 

 

  This event will be held at Cheney Stadium, in downtown Tacoma!   A 

special meal will be provided!  Be prepared to board the bus at 10:30am 

Saturday. The picnic and balloon celebration will run from 11:00 am to 

3:00 pm.  Bring your hats and appetites! 

 

  The Holladay’s SOFT video will be displayed on the big stadium Kiss-Cam Screen. 

 

  The Annual SOFT Memorial Balloon Release, in honor of all 

our SOFT Angels, will be held at the stadium. We gather in 

the  picnic field in preparation for the release. A poem will be read in 

celebration of our children. Some families will have multiple bal-

loons, for the children of other families.  A mass release will be 

made, representing all those children whose names we don’t know. 

As the balloons rise, we remember our children and know that they 

are watching! Be sure to request a balloon to release at:   http://

trisomy.org/?page_id=6461/ if it is appropriate for you. 
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PROFESSIONAL VIEWPOINT: 

“May you live in interesting times.” 

John C Carey, MD, MPH, Medical Advisor, SOFT 

 

  As we participate and celebrate Trisomy Awareness month, 2016, I recall the well
-known Chinese aphorism that in the Far East was apparently considered a curse, 
"May you live in interesting times."  Many in the West, however, including Robert F. 
Kennedy, considered this saying a blessing or an opportunity; I lean toward this 
Western view.  Regarding the ongoing dialogue in medical circles concerning the 
choice of technological interventions in the care of infants with trisomy 13 and tri-
somy 18, we are indeed living "in interesting times."  A few years ago a colleague, 

Dr Anna Cereda, and I suggested that there was "an emerging dialogue" occurring in the medical literature 
regarding controversies around care (http://ojrd.biomedcentral.com/articles/10.1186/1750-1172-7-
81).  There are two prevalent views: one argues that because of outcome, newborns with trisomy 13 and 
18 should be offered "pure" comfort care; the other view makes the case that parents should play a signifi-
cant role in making decisions regarding medical interventions and can choose such interventions if appro-
priate in the care of their child.  One neonatologist I know characterized this controversy as “a palpable ten-
sion."  In 2008 as this dialogue was "emerging," I would not have predicted that there would now be 7 pub-
lished studies reporting improved outcome in infants with trisomy 13 and 18 who had cardiac sur-
gery.  Recently, these studies were summarized and thoughtfully discussed in a paper in Seminars in Peri-
natology (Janvier et al., 2015); Barbara Farlow, well known to our readership, is one of the coauthors on 
this paper.  This article not only identified the key issues surrounding shared decision making in this setting, 
but also presented a useful and helpful framework for medical professionals in providing a “balanced” dis-
cussion in the decision-making process. 
 
  What really established that this "dialogue" is beyond “emerging” and is now active and ongoing for me is 
the recent publication of the article that I discussed in the last SOFT Times newsletter (see November/
December/January 2016, Professional Viewpoint, page 20).  In this paper Meyer and colleagues reported a 
multistate investigation with the largest number ever of cases of children with the 2 syndromes and docu-
mented higher 1-year survival than in previous population studies. For the purposes of this discussion, the 
author stated the following:  The higher figures are "consistent with the recent studies reporting improved 
survival following more aggressive medical intervention for these children."  The paper by Meyer and asso-
ciates will appear in the April issue of the American Journal of Medical Genetics.  Meyer's article will be ac-
companied by another paper from the group at the University of Alabama, Birmingham, (Subramanian et 
al., 2016) and by an Editorial written by Dr. Tomoki Kosho from Japan and myself.  The Alabama Group 
examined outcome in 54 newborns with trisomy 18; while the infants who received "no intervention" had 
decreased survival compared to those who had some treatment, the authors went on to indicate that those 
who had “non-aggressive” treatment survived similarly to those with “aggressive” intervention, suggesting 
that more “aggressive” treatment did not affect outcome in the infants with trisomy 18.  After summarizing 
the entire body of evidence in the medical literature, our Editorial concludes that intervention does influence 
survival outcome in trisomy 13 and 18. 
 
  The statement by Meyer that "recent studies reporting improved survival following more aggressive medi-
cal intervention" is a landmark that I would not have anticipated even 5 years ago when proposing this idea 
of an "emerging dialogue."  With these papers and the recent summary of existing studies on cardiac sur-
gery by Janvier, I can affirm that we are indeed 
living "in interesting times."  
 
References 
Janvier A, Farlow B, Barrington K. 2015.  Cardiac surgery for children with trisomy 13 and 18:  Where are we now?  Seminars in 
Perinatology online before print.  
Kosho T, Carey JC. 2016. Does medical intervention affect outcome in infants with trisomy 18 or 13? Amer J Med Genet Part A 
170A (in press). 
Subramaniam A, Jacobs AP, Tang Y et al. 2016.  Trisomy 18, a single center evaluation of management trends and experience 
with aggressive obstetric or neonatal intervention.  Am J Med Genet Part A, 170A (in press). 
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REFLECTIONS – 1988 

Printed in “KIDSAVERS” 

Article by David H. Beyda, M.D. 

Director of Pediatric Critical Care 

Phoenix Children’s Hospital (Phoenix, AZ) 

 

  Some months ago, I had my wrists well and truly slapped by a 10-

year-old girl with trisomy 18. 

 

  Kari H. was admitted with varicella encephalitis with little hope of 

recovery. The fact that she had trisomy 18 immediately “labeled” 

her as someone not in need of aggressive therapy and, therefore, 

received care that allowed her comfort, but far less than the mega-

aggressive approach we would have given to a “normal” child. At 

the time, it seemed like a good plan. 

 

  Meeting Kari’s mother for the first time, I prepared myself for the gibe I was about to receive. I 

expected to meet a mother with a fixed expression on her face that said, “Don’t even try to imag-

ine what I’ve seen or been through in the last ten years.” Truth be told, she was delightful and I 

was embarrassed. She was sincerely cordial and attentive. She placed no burden on me to accept 

the fact that Kari was special because she had outlived the medical profession’s prophecy of an 

early death. She asked me rather to insure Kari’s comfort and dignity. She expressed a foresight 

that impressed me enough to adopt her unique philosophy. Lest I begin to sound rather smug 

and righteous about all this, I assure you, I intend to be the contrary. 

 

  When Kari was born, her parents were told that she would not live more than a few days. The 

family grieved and waited. Kari’s mother recounts the rest. “We waited, day after day, for Kari to 

die. She surprised us after the first week when she became easier to handle and feed. We gradu-

ally began to accept that Kari was in fact going to live, and we should make the best of it.” Strok-

ing Kari’s forehead, she paused for a moment. “We…I, have lived with Kari for the past ten years 

with the same philosophy…that everyday Kari lives, is a bonus…a gift…for which we are very 

thankful.” 

 

  Kari’s family incorporated her into their daily lives. With 

special effort, they were able to achieve a comfortable norm. 

Rather than trying to find ways to change Kari’s shortcom-

ings, they strived to find resources that would allow Kari to 

reach her potential, no matter how small it was. It was criti-

cal for them. It was critical for Kari. At the time of her death, 

Kari was wheelchair dependent. She required constant care 

and feeding. She had little if any verbal communication 

skills. She attended a special-needs school, and recognized 

family, friends, and teachers. She interacted with smiles and 

tears. Her quality of life was never in question. She partici-

pated to her fullest potential. 
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  Her parents never denied her existence. They never de-

nied either, her condition. This was the only attitude they 

could realistically adopt. Few parents, like those in their 

situation, ever find the commitment to achieve it. They 

become mired in emotions that distract from their ability 

to perhaps appreciate the fact that their child is alive and 

a part of them. They lost sight of the family structure. 

Kari’s parents were just as unique as Kari was. And that’s 

why they worked so well together. 

 

  When Kari died, her mother quietly held her. Her bonus 

time had ended. In the pursuit of truth, I discovered my 

own shortcomings. I was…am, quick to judge and label. 

Perhaps because intensivists just react quickly with little 

time to reflect on the potential shortcomings of any inter-

vention. I began to realize that I will never be able to appreciate what my patients and their fami-

lies feel unless I find new wisdom. Looking to Kari’s mother I found some. In her own way she 

had made her point, subtle, yet concrete. Even by her death, Kari had refuted medical expecta-

tions. 

 

  I realized that the quality of life is simply the ability to give and receive love. No more, no less.  

I reflect on this as I continually transition to maturity as a physician. There’s really no second 

chance in this business. Perhaps you’ve heard it said before…life is not a dress rehearsal. 

 

David H. Beyda, M.D. 

“Truth has no special time of its own. Its hour is now – always.”  ~ Albert Schweitzer (1875-1965) 

 

Article submitted by Kris Holladay 

~  About the SOFT Conference Auction  ~ 

Don’t forget to bring your auction items to the 2016 SOFT Conference! We love auc-
tioning handmade items, baskets of treats from your area, home décor, art work, 
SOFT-related items, jewelry, gift certificates, and signed sports memorabilia. It’s a 

perfect time to re-gift; we won’t tell! 

If you are not of a crafty nature, feel free to request 
items from companies you do business with or perhaps 
products you market yourself. 

The Conference Auction will be held on Saturday evening at 
6:00pm in Pavilion A, G & D.  Please bring items to donate 
as well as cash, checkbook and credit cards! Turn in auction 
items when you register with SOFT at the hotel. 
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Honoring Naiyah Imani Banks 

I started Trisomy Awareness Month by sharing the TAM 

postcards via email on March 1st, 2015. On March 3rd, I pre-

pared and sent TAM postcards to My Naiyah's doctors and 

hospitals. Then I personalized TAM postcards with mean-

ingful messages to mail and give in person to all! These well 

written informative postcards were a special request to sup-

port SOFT in the name of my darling child Naiyah and her 

precious friends in the Trisomy community. The SOFT 

Conference means so much to me and the wonderful fami-

lies that come from all parts of the world.  

My Message to the Community: Support Trisomy Awareness by donating and distributing the 

TAM postcards to family, friends, neighbors, businesses, hospitals and doctor's offices to change 

the mindset and advocate for these children. The back of the TAM postcards show pertinent facts 

about our children being everything to us and that with medical intervention from the medical 

community can promote longevity.  

Parents of the Trisomy Community and I created this postcard with our beautiful children for 

Trisomy Awareness & Advocacy on a Planning Committee with SOFT Trisomy Awareness & 

Angel Parents. 

My preciously adorable Naiyah is in the American Journal of Genetics as a long time survivor 

with Full Trisomy 13 and in the TRIS Project, while still with us, from Infancy to Toddler Age. I 

believe these were published in the medical community between the summer of 2014 and the end 

of the year. I met Professor Deborah Bruns, founder of TRIS and advocate for Trisomy children, 

at the SOFT Conference in Norfolk, VA in 2014 during the picnic and balloon release for chil-

dren in Heaven. I always wanted to take Naiyah, to the SOFT Conferences to meet the families 

and her precious friends with Trisomy. However, it was too far to travel to Utah, Rhode Island, Illi-

nois, etc. and would have been too difficult for both of us. It was a wonderful experience to finally 

attend and meet all of the long term families that I’ve known since Naiyah’s birth in 2009. 

March 1st to 31st is Trisomy Awareness every year, and throughout our daily lives.... Dedication 

with devotion is an expression of love. I sent TAM postcards during the rest of the year through 

March 2016. Let's make Trisomy a Household Name to Promote Quality of Life & Family 

Blessed by Our Precious Children. 

 Stephi Naiyah's Mommie Forever.... 
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  To All the Super Heroes: Our Precious Children through to Adulthood that are Fighters, Thriving & Surviving- Compatible With 
Life in the Trisomy Community!!! All the Miracles of Every Single Baby and the Children Every Precious Moment of Your Life Im-
pacts the World. To All the Super Moms & Dads stay on the Battlefield with Your Armor. SOFT Conference in Salt Lake City, UT 
July 8th- July 12, 2015 (Mighty Heavy Sign takes 4 to Hold- Strength is My Super Power!) 

  March Trisomy Awareness & Child Life Month Thanks to Georgetown Hospital, Hope for Henry 
and Emma's Closet with other Charities that Sponsor activities, events, icon figures, cakes, 
crafts, etc. Bringing Joy and Happiness to My Miracle Baby Naiyah. 

  Katie & Jess, I am so delighted that you included My Darling Baby Girl in the 
Halloween Dress Up (2 yrs. in row) making her a Beautiful Princess & another 
costume. Bringing her the rainforest toy with animal sounds & illumination that 
she absolutely loved. We appreciated the unlimited movies to watch, the Jewel-
ry Lady helping me make different animal necklaces and a bracelet, the Pajam-
as (2x) as a gift, spending time with My Baby Doll asking how she was doing 
and relating to her, the Snack Cart just a that right time, a Doggie Friend visiting 
her, and enjoying the Musicians and Artists. There were so many other things 
that y'all did for mine and other children to make the hospital stay better. Creat-
ing the beautiful Mosaic Rainbow Wishes with Naiyah was an amazing project 
with Child Life, parent & children participation with the gifted Carien Quiroga. I 
am so grateful from the bottom of my heart for both of you bringing joy to My Ex-
treme Exuberantly Happy Naiyah. Hugs.  -Stephi Naiyah's Mommie 
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Trisomy Awareness Month 2016 

~Embrace The Journey~ 

 

  March is Trisomy Awareness Month and 
it’s been a busy month. The theme for this 
year is “Embrace the Journey” and our 
SOFT Families have truly “embraced” the 
idea of sharing their stories and spreading 
awareness. 
 
  This year our Trisomy Awareness Month 
Declaration was created and signed by 
Washington State Governor Jay Inslee. In 
addition to declaring March Trisomy 
Awareness Month, Governor Inslee is 
looking forward to welcoming our SOFT 
Family to Washington for our 30th Annual 
SOFT Conference July 20 -24! 
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  The Krotzer Family is wearing BLUE for World 

Edward Syndrome Day! 

  Alex Wyatt Flores in one of the many beautiful 

photo edits used for Trisomy Awareness Month! 

  The Hauser Family wearing YELLOW in honor our 

their angel Frances Joy  on World Patau Syndrome 

Day! 

  Bethany Branch at 

the 2014 Trisomy 9 

Conference in 

Grand Rapids, MI 
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SOFT’s General Fund 

United Way of Buffalo and Eric County 

CEC (Chuck  E. Cheese) Entertainment, Inc. 

United Way of the National Capital Area 

United Way of Quad Cities Area 

Elliott and Patty Lawson and BP Employee Matching Fund 

United Way of Greater Philadelphia and Southern New Jersey 

State Farm Companies Foundation 

 

In Honor of John C. Carey, MD 

Cicero Research LLC 

 

Donations to Joey Watson Fund, established to help 

families attend the annual SOFT conference 

Glenmont Job Corps, in memory of Elyna Rose Taylor 

James and Treesh in honor of Kammie Wolpert 

 

In Memory of Vida Elyse Mora 

Betty Fuentes Jimenez: “I am a runner, and I created a racing bib 

to create awareness and honor the memory of #warrierprincess  

#trisomy13 Vida Elyse.  Seventy-five bibs were created and are worn 

by the numerous members of the running community.” 

- Rachel Cruz 

SOFT APPRECIATES YOUR GENEROSITY AND 

RECOGNIZES THE LOVE AND CARE THAT THESE 

DONATIONS REPRESENT 
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In Honor of Gabe Marohn’s Birthday 

John and Elizabeth Staruck 

 

In Memory of Ella Marohn 

Laurie Scannell 

 

In Honor of Stacy VanHerreweghe 

Lakeaya Hartzog 

 

In Honor of Ivy Maupin, on March 18, 

 Trisomy 18 Awareness Day 

Dana Hunter 

 

In Memory of Kathleen Mary Glynn 

Cynthia and Jeffrey Glynn 

 

In Honor of Hayes Kallahan Maliszewski 

Katie Uher 

 

In Memory of Ian Gary Stone 

Christopher and Rachel Stone 

 

In Memory of Evelynn Dean Rickabaugh 

Michelle and Rodney Rickabaugh 

 

In Memory of Carlie Hagen 

Kay Rosengren 
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In Memory of Emmerson Jane Gordon 

Toni Finn 

Laura Delvaux 

 

In Memory of Griffith Z. Delvaux 

Laura Delvaux 

 

In Memory of Ella Grace Boudwin 

South Brunswick High School Dance Team 

Michael Fingerhut  

 

In Memory of Kingston Joseph Lostritto 

Alyssa Lostritto 

 

In Memory of Sean Edward Bollard 

Paul and Mary McCarthy Bollard 

In Memory of Nora Sample 

Lynne Kliman and Barb Far-

ran 

Deborah, Basil and Benjamin 

Newton 

Michalene Elliott 

Catherine Higgins 

Jeff Bartkovich 

Lauren Blew 

Scott Broberg 

Anonymous 

Cheryl Griggs 

 

The Fluman Family 

Carol Battles 

Mark McBride 

Amanda Colosimo 

Catherine Burke 

The Anthropology/History/

Political Science/Sociology De-

partment     at Monroe Com-

munity College 

Rochelle Watson 

Julie Damerell 
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In Honor of Ella Grace Revere  

Ella’s Grandmother Suzanne Revere and the Charles M. Burke  

  Elementary School 

 

In Memory of Julia Flor 

Stella Mao 

 

In Honor of Payton Thompson 

Bilinda Rountree 

 

In Memory of Donovan Doyle 

Amy Rice – Wheeling Park Fun 

 

In Memory of Abigail Long 

Rachel Long 

 

In Memory of Nathan Patrick O’Maley 

The Wilson Family 

 

In Memory of an Angel Child 

Danaly 

Zoe Rock 

 

In Memory of Eve Luciana Cagna 

Nicole Cagna 
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In Honor of Sam Jackson and 

  In Honor of Anne Jackson’s Birthday 

Max and Barbara Omar 

 

In Honor of Stacy Lynn VanHerreweghe’s 35
th

 Birthday 

Roxanne L. Morabito 

 

In Honor of Caroline  Boggs 1
st

 Birthday 

Elizabeth Fortune, in  celebration of Caroline Boggs first birthday    

   and many more to come! 

June Keane 

The Ricci Family 

Jean Szura 

Tracy Holt 

C. Palleschi 

Jennifer Yeamans 

The Shapiro Family 

Monica Burke:  “We are so blessed by her and what she’s teaching us 

   about love.” 

Kristen Topper 

Karen Houting 

The Szuras: “You are beautiful, and you have amazing parents    

   and siblings!”  

Matilda Jane, Jane’s Give Back 

Julie Andreae and Molly Robinson 
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If you or someone you know would like to make 

a donation to The SOFT National Organization, 

go to:  www.trisomy.org for further information. 

In Memory of Kamau Bolds Jacob 

Michael Bolds 

 

In Honor of Ella Grace Revere 

Annie and Joe Spell 

 

In Memory of Madelyn Aaron George  and 

 Benjamin Scott Dent 

Nicole George, Madelyn’s mother and Amanda Dent, Benjamin’s 

mother:  “We are two friends who came to know each other through 

our children.  Nicole and I started a 5K in memory of our children.  

Our children both had Trisomy 18. We decided we wanted their 

lives to make a difference, so we are donating half of the proceeds 

to SOFT and the other half to our local hospital to help parents like 

us.”  – Amanda 

In Memory of  

Richard Simmerer, 

Addie Shire’s Grandfather 

Vickie McDonald 

David and Cynthia Borosh 

Wallis F. Callaway, Jr. 

Dr. Linda Kerata 

Albert and Sue Ellen Marko 

 

Florence J. Simmerer 

Sandra S. Bosley 

Michelle Theriot 

Betty Urban 
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Thursday: 7:30 – 8:45am  

  Continental Breakfast in Pavilions A & G 

9:00 – 3:45 

  Workshops 

6:00 - 11:00pm 

  Join us for the Welcome Dinner which will include the an-
nual SOFT Parade of Stars and the Children’s Candle 
Ceremony, to be held in Pavilions A, G & D. 
   
We will also hear from our Keynote Speaker, Trisomy Ad-
vocate Brandon Bosma followed by an evening of music, 
dancing and celebration. 

2016 SOFT 

~~~~ Conference Event Schedule ~~~~ 

Tuesday:  

  If you arrive in Tacoma early, SOFT will have 
available a limited number of discounted tickets 
to the Tuesday night ball game (Tacoma Raini-
ers vs Oklahoma City Dodgers), at Cheney sta-
dium. These tickets are only $7.50 and are avail-
able from the stadium’s “will-call” service. Be 
sure when speaking to them that they under-
stand you are with the SOFT group. 

Wednesday: 7:30 – 9:00pm  

  Ice Cream Welcome Social. Attendees are invited to the Pavilion 
Room A for a casual meet-and-greet social evening. We will have ice 
cream sundaes for all and we will be premiering the Kari Holladay 
SOFT Friends Video during the evening. A must see for all at-
tendees. 
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Friday: 7:30 – 9:00am 

  Full Breakfast in Pavilions A & G, 

9:00– 11:00am 

  The SOFT Business Meeting 

1:00 – 5:00pm 

  Medical Clinics, for families bringing a SOFT child to 

conference, will be held at Mary Bridge Children's Health 

Center in Tacoma, WA. 

1:00 - 4:30pm 

  Remembrance Outing, for families who have lost chil-

dren at Point Defiance Park 

12 - 4:00pm 

  Older Siblings Outing at 6 Flags Wild Waves Water 

Park and Younger Siblings Outing at Tacoma Children’s Museum 

Friday evening: 

  Feel free to enjoy a Family Night Out with your family– a great opportunity for your family 

to explore our wonderful city. If you prefer to stay in, you are invited to join us for some re-

laxing activities in the Hotel Pavilion. 

Saturday: 7:30 -9:00am 

  Continental Breakfast in Pavilions A & G 

9:00–10:00am 

  SOFT Stroll for Hope - grab your costumes, decorate 

your wheel chairs and meet us in the Pavilion Rotunda Trail 

**10:30am Board Bus for Picnic at Cheney Stadium** 

11:00 – 3:00pm 

  SOFT Annual Picnic & Balloon Celebration at Cheney 

Stadium in Tacoma, WA 

6:00 - 10:00pm 

  SOFT Auction in Pavilions A, G & D 

Sunday: 7:30 – 9:00am 

  Continental Breakfast & Conference Farewell in Pavilions 

A & G 
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7th Annual 
Molly Bear Foundation Golf Outing 
 
Please join us for the Molly Bear Golf Outing to benefit the 

Molly Bear Foundation on August 9, 2016. We will be back at Mercer Oaks in West 
Windsor, NJ. The event will include a 4-person scramble with long drive and closest to 
the pin contests, free Brooklyn Brewery beer all day courtesy of the Brewery, plenty 
of exciting auction items, and dinner. Remember to invite your friends to play. Thank 
you for supporting the Molly Bear Foundation Thank you for supporting the Molly 
Bear Foundation. 
 
Date: August 9, 2016  
Times: 1:00 pm 
Facility: Mercer Oaks Golf Course  
Individual: Golfer $150.00  
Foursomes:  $600.00 
 
To register for the event please go to:  https://secure.qgiv.com/for/mollybear/
event/769719/ Be sure to select "EVENTS" when asked "What kind of donation are you 
making?"  
 
Individual golfer and Foursome registrations include dinner; if you would like to join us 
for dinner and the auction only, please select one of the "dinner only" options. Individu-
al golfer and Foursome registrations include dinner; if you would like to join us for din-
ner and the auction only, please select one of the "dinner only" options. If you purchase 
a sponsorship package, please be sure to tell us what you would like the sign to say in 
the appropriate box. Please direct any questions to info@mollybear.org or (609)228-
8575. 
 
At the Molly Bear Foundation we strive to assist in providing a better life for those par-
ents and children fortunate enough to be living with Trisomy 18 up to and beyond that 
first birthday.  By providing supplemental funding to these families we hope to relieve 
some of the stress that accompanies raising a child with special needs, and help im-
prove the quality of life for those little ones beating the odds. 

http://www.golfmercercounty.com/
http://www.brooklynbrewery.com/
mailto:info@mollybear.org
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A Birth Announcement? 

A Wedding Announcement? 

A Graduation Announcement? 

A Fund Raiser Event? 

A Chapter Chair Event? 

A Celebrated Event? 

An Inspiring Story? 

Conference Pics? 

 

Do you have an announcement, event, or story about our:  SOFT 

Kids? SOFT Families? SOFT Sibs? Please submit your article and/

or pictures to our Newsletter Committee at http://trisomy.org/ no 

later than September 10, 2016. The next SOFT Times is scheduled 

to be published by Thursday, the 15th of September 2016. 

 

We look forward to seeing YOU in the next issue! 

The Molly Bear Foundation, Inc. was created by Sean and 
Erin Brown, parents of Molly Elizabeth, out of a desire to 
support families raising children with Trisomy 18.  

 

During Molly's brief but 
important 19 month life, 
the Browns received a 

tremendous amount of support from their friends 
and family: people wanting to help them through the 
stresses every day brought as a result of Molly's needs. 

 
To learn more about Molly and her family, go to:  
http://www.mollybear.org/index.html 


