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As most of the kids in the U.S. head back to school this month I would like to challenge all of you.  
What are you going to do to make a difference?  What are you going to do to inspire? What are you 
going to do to promote change on how we view people? 
I was lucky enough to meet someone 13 years ago that did make a difference, that did inspire me, 
and did change my views.  I will never forget that feeling.  I will always be grateful for this person and 
I will always push forward and achieve.  Why you ask, because that is all I can give in return to 
accomplish, succeed, and pay it forward to make a difference in someone else’s life.  
I challenge all of you to be that to someone, just make a difference in one life.  It doesn’t cost 
anything to be a friend. 
 
Event Calendar       
BWS Get Together 
When:  September 10, 2016 
Where:  LA area - Orange, CA 
For more information please contact Kristen kristenbws@gmail.com 
 
BWS Get Together 
When:  September 15, 2016 
Where:  Portland, Oregon 
For more information please contact Anita bwcfianita@aol.com 
 
Pamper Night for the Ladies 
When: First Saturday of every month beginning September 3rd 
Where: Australia  
For more information please contact Stuart -047473343 Emily -0403669891 Melissa- 0448255604 
 
 *** If you have an event in your area please let us know so we can include it in the newsletter.  
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Spotlight on Research 
Developing a BWS registry in the USA      
Lead investigator:  Jennifer Kalish, MD, PhD 

For parents/patients looking for more information  
on how to be a part of this research please  
contact Dr. Kalish at bws@chop.edu 
 

Research in Toronto, Canada 
 Lead investigator:  Rosanna Weksberg, MD, PhD 
 Cheryl Shuman, MS, CGC Director, Genetic Counselling 
 For parents/patients looking for more information  
           on how to be a part of this research please  
 Contact Dr. Weksberg at rweks@sickkids.ca or Cheryl at cheryl.shuman@sickkids.ca 
 
Educational Articles 
http://www.beckwith-wiedemann.info/protocolprint.html 
 
Foundations/Organizations 
England  -          www.aibws.org 
Spain   -             www.asebewi.org 
New Zealand  -  www.bwcanz.org 
      Beckwith-Wiedemann Children’s Association of New Zealand 
United States  -  www.beckwithwiedemann.org    

     Beckwith-Wiedemann Children’s Foundation International (West Coast) 
United Kingdom - www.bwssupportnetworkukandeurope.com  
         Twitter @bwsnetwork  Facebook group https://www.facebook.com/groups/B.W.S.supportnetwork/  
Japan -      http://8310.teacup.com/kouki_papa/bbs 
Swiss and German  bws-schweiz.ch 
 
If you need help please contact your closest Foundation to see what they can do for you.  If you are 
interested in raising money for one of these groups please reach out as all these groups run off of 
donations.  They need donations to help support families. 
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Social Media Resource/Facebook 
Adults and Teens Group 
 https://www.facebook.com/groups/201677519931954/ 

Main BWS Group 
 https://www.facebook.com/groups/78357624606/ 

Twins Group 
 https://m.facebook.com/groups/248975661961840?tsid=0.9341443572193384&source=typeahead 

Medical “Ask the Expert” Group 
 https://www.facebook.com/groups/400692410112333/  

 
To request a free DVD please visit: https://www.facebook.com/BWCFI/?ref=hl or the foundations 
YouTube channel  
https://www.youtube.com/channel/UCxf2KQZ-GRgZIOlRns89j3A 

 

  
Meet our Family of the Month 
Written by: Tricia Surles 
South Carolina, USA 
 
In December of 2012, we finally broke ground on our dream house on 36 acres of land.  We were a 
family of three but planned on being a family of four so we added a second bedroom upstairs for our 
future child.  

In January of 2013, we found out we were pregnant with identical twins.  So much for our family of 
four!  But we had complications from the beginning and I spent most of pregnancy with weekly 
ultrasounds of my twin girls.  In hindsight, many BWS symptoms were present and some 
complications were due to BWs but no doctor ever mentioned Beckwith-Wiedemann Syndrome, even 
at my bi-weekly visits to Maternal Fetal Medicine.  An ultrasound picture had Baby A (Lane)’s tongue 
sticking out and no one thought it was strange.   

Lane and Ella were born 7/21/13 at 33 weeks gestation.  Lane weighed 4lbs 11oz.  At birth, Lane 
presented with a large abdomen, ear pits, hypoglycemia, enlarged tongue (macroglossia), difficulty 
breathing and metopic ridge.  She was sent to Greenville Health System’s NICU Level 1 where she 
received a feeding tube, nasal cannula for oxygen and placed in an isolet for maintaining her body 
temperature.  The NICU staff contacted Greenwood Genetics to examine Lane and Dr. Curtis Rogers 
explained he would be testing her DNA for a methylation on Chromosome 11 for Beckwith-
Wiedemann Syndrome. 

Lane in her isolet receiving light therapy for jaundice: 
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Ella weighed 4lbs 2oz and did not have the 
symptoms Lane had; she was placed on CPAP for 
breathing for 2 days and received light therapy as 
well.  While I had worried I wouldn’t be able to tell 
them apart, this quickly became a non-issue as they 
did not appear identical in any way.  This was one of 
several things I would have to overcome: my 
expectations of the perfect children.   

 

 

 

Ella in her isolet:  

During Lane’s NICU 25 day stay, she received 
many blood tests, echocardiogram for her heart 
murmur, renal ultrasound (found multi-cystic 
kidneys), and had several apnea episodes.  Lane 
came home on August 14, 2015 with car seat 
restrictions.  Ella was able to come home at 23 
days with no restrictions and was not being tested 
for Beckwith-Wiedemann Syndrome. 

 

 

 

Lane & Ella home at last (Lane has hat): 

 

Lane’s tongue seemed to grow during the first few 
months of her life.  Photo by Allison Fowler 
Photography; Lane is 2 months old.   Also pictured: 
Ryan (5) and Ella (2 months) 

 

 

 

 

 

 



Thanksgiving 2014:  

In February 2014, at one of Lane’s abdominal 
ultrasounds, a solid mass was found on her kidney and all 
feared it was a Wilm’s Tumor.  Lane would undergo a 
sleep study, CT Scan, multiple blood draws, MRI and 
more ultrasounds to determine the makeup of the mass.   

In March 2014, through a Facebook support group, we 
found out Ella should be receiving the same screenings 
as Lane.  Our geneticist contacted Dr. Weksberg who 
said we should 
begin screening as 
a mosiac copy of 
BWS cannot be 

ruled out.  At her first ultrasound, it was discovered she had 
multi-cystic kidneys too.  Genetics ordered bloodwork and skin 
swabs and found she has the DNA marker for BWS in her 

blood but not her skin cells.  The 
theory is that she received an in-
utero transfusion with Lane like 
most identical twins do.   

March 2014: We realized Lane’s tongue was going to be a hindrance for 
her eating and her sleep study revealed Obstructive Sleep Apnea.  Having 
a tongue reduction was now being researched and scheduled. Lane being 
prepped for MRI on 3/31/14 to determine kidney mass make upWe 
receive the good news! Oncologists and GHS Tumor Board thinks her 
mass is a complex cyst  - NOT Cancer! 

We begin scheduling her tongue reduction surgery with world-renown Dr. 
Jeffrey Marsh of Kids Plastic Surgery in St. Louis, MO.  Because the 
procedure is rare, we must travel to find an experienced surgeon.   

May 14, 2014 is the big day.  Nervous doesn’t begin to describe it. 

Post-surgery she must learn to re-eat and will have a mouth full of 
stitches for 6 weeks.  She did phenomenal and is released the 
following day – still, it was a very tough road of recovery. 

Lane on the left at 11 
months (no more 
stitches!); she uses her 
fingers to move food in 
her mouth as she still 
can’t figure out her new 
tongue.  She received 
speech therapy once a 

week to help. 

 
 

 



 

 

 

 

 

 

Happy 1st Birthday – no 
problem eating cake! 

For us, the first year was 
definitely the hardest.  In Lane’s first year of life, she 
had seen many NICU nurses and doctors, cardiologist, 
nephrologist, geneticist, physical therapist, Early 

Interventionist, Speech Therapist, oncologists, lab 
techs, ENTs, Sleep Medicine physician, plastic 
surgeon, feeding specialist and of course her 
pediatrician.   

Lane and Ella had to have ear tubes placed and 
adenoids removed in May 
2015 due to chronic ear 
infections.  Their ENT noted 
Lane had the largest adenoids he’d ever seen and they were blocking 90% 
of her airway.  He said Ella’s were very large too.  Both girls were back to 
normal in no time! 

Waiting patiently with no food or water before surgery: 

In November 2015, we repeated Lane’s sleep study to see if her 
Obstructive Sleep Apnea had improved (it had not): 



After 3 reschedules, Lane had her tonsils removed in June of this year.  It was a hard 2 week 
recovery but she has stopped snoring so we 
hope this is 
her last 
surgery for a 
very long time 
and her sleep 
apnea is 
cured! 

Both girls are 
happy and 
smart - strong 
and defiant - 

funny and energetic.  Their 3rd birthday is coming up and I really feel 
like they have turned a corner.  BWS just seems like another thing 
we do which all the senior parents told us would happen.  I would not 
change their diagnosis as it has opened many doors and we have 
met wonderful people along the way.   

Recently we got to meet two other BWS families:  

 

 
 
 
 
 

 
Meet other families around the world and their stories 
Written by: Dana Schultz 
Washington, USA 
 
My husband and I had been trying for some time to have a baby. It got to the point that we really 
didn’t think it was ever going to happen. Then, in November of 2013 I found out that was pregnant. 
When I told my husband I could see on his face that he was both excited and terrified about this new 
chapter in our lives. 

We went to all of the normal prenatal visits together. Because of my “advanced maternal age” we 
insisted on having every test performed and each time they performed a test we were told that 
everything was normal. At the gender reveal ultrasound I was so excited to hear that we were going 
to have a little girl. My husband, in a state of shock, insisted that they redo the test. He was so 
adamant that we were going to have a boy.  



Then one day while they were performing the ultrasound the doctor noted that 
I had an excessive amount of fluid. They didn’t know why I had the excess 
fluid but at the same time there wasn’t a lot of worry so that was basically the 
end of it.  

By June, there was a concern that the little one growing inside me was going 
to be big – too big for a natural birth. We decided then and there that we 
weren’t going to take any chances so the cesarean section was scheduled for 
August fifth; and at 8:05 a.m. Mackenzie took her first breath in the world. 

She was 8lbs. 5oz. with a tongue that appeared to be a little too big for her 
mouth. It would dart in and out of her mouth, like it was a wad of gum and she 
was preparing to blow a bubble. While I thought that it was odd, I didn’t think 
too much of it. After all, the prenatal tests said that everything was normal. 

Feeding was difficult at best. Her large tongue kept her from latching on properly.  

On day 3 of our 5-day hospital stay, the pediatrician came in and told me that he was concerned that 
something might be wrong with our perfect little girl. He noted that he had discussed with the other 
doctors that she “didn’t look like the other babies in the nursery.” Based on her protruding tongue, he 
was convinced that Mackenzie had Down syndrome. He handed me a form to sign that would give 
consent to test her for Trisomy 21. He then just walked out of the room. I was devastated. I felt like 
the world just stopped and every sound was deafening and silent at the same time. I was holding this 
little bundle of love and it was like all my nerves stopped working. All I could do at that moment was 
pray for our baby girl.  I tried to call my husband at work but I couldn’t even speak.  When I was finally 
able to talk to my husband I told him everything that the doctor said and my husband raced to the 
hospital.  

My husband was furious with the doctor. Not with anything that was said, but how it was said. He was 
upset that the doctor waited until I was alone to drop this bomb on me. After he had some words with 
the doctor regarding his bedside manner we signed the paperwork for the genetic testing to be 
performed. 

My mother, a retired neonatal nurse from a prestigious Children’s Hospital, was also with us and 
asked the doctor how he was able to conclude that Mackenzie had Down’s. The doctor noted only her 
protruding tongue. At that point my mother suggested Beckwith Wiedemann Syndrome. He rebuffed 
her, insisting that BWS is extremely rare and is, in his words, “almost always presented with an 
omphalocele, which she doesn’t have.” The doctor also showed us how Mackenzie was “floppy” and 
said that in all his years of practice he had never seen a BWS baby. When we told him that all of the 
prenatal genetic testing was negative, he told us that the test wasn’t 100% accurate and that we 
would be in the 1% or 2% false negative. When the doctor left us, my mother summarily dismissed 
his diagnosis; she was certain that Mackenzie had BWS. 

We were discharged 5 days after Mackenzie was born and after what seemed like an eternity, the 
trisomy test results came in. Mackenzie was normal. The Doctor was surprised to say the least but 
since Beckwith was brought up, we needed to check that off the list. We asked the doctor if he could 
request the genetic test to be performed but he said the he couldn’t request it. We then went to 
Mackenzie’s pediatrician where we got the same story. It turns out that for some reason only a 
geneticist can order that test (at least that’s the way it was in Arizona). We tried to make an 
appointment at the local children’s hospital to meet with a geneticist but Tucson had been without a 
pediatric geneticist for a couple of years and it didn’t look like a new one would be there for some 
time. We ended up having to make an appointment at Children’s Hospital in Phoenix.  



We were told that the wait for a geneticist would be about 6 months but my husband was very 
impatient, he called almost daily to find out if there were any cancellations. After about two weeks of 
calling we were told that there was a cancellation and we could be seen the next morning. The next 
day we met with a wonderful geneticist. Almost immediately she picked up on the same markers that 
my mother did; the ear pits, large tongue, and stork bites. She proceeded to tell us that based on her 
observations, Mackenzie almost certainly had BWS but that only a 
genetic test could confirm it. She ordered the test and asked us to get 
some baseline tests done when we were back in Tucson.  

When we got back home we tried making appointments for the 
baseline tests. For one reason or another we kept getting the run 
around. We were told that the order had to come from our daughter’s 
pediatrician. Then we were told that the only doctor that could perform 
the test was not available for 6-8 weeks. After multiple failed attempts 
to get an appointment my husband got impatient. He called Phoenix 
and they said that we could be seen the next morning. So, the next 
morning we made another 120 mile trip, this time it was for a test that 
only took five minutes. The baselines came back “normal.” We 
received the BWS test results over the phone on Christmas Eve. We 
finally had a real diagnosis and we knew exactly what we were dealing 
with.  

After discussing with the pediatrician and the geneticist as well as a cranial facial surgeon, we 
decided to look into tongue reduction surgery. My husband found Dr. Marsh and began 
corresponding with him. We all decided that the best thing to do was to have Dr. Marsh perform an 
evaluation so we scheduled an appointment for right after Mackenzie’s 6 month birthday. 

Dr. Marsh was amazing. He told us that Mackenzie was boarder-line and that her tongue wasn’t the 
biggest that he had seen, nor was it the smallest. He stated that there was a chance that Mackenzie 
might be fine without the TR but he couldn’t say for sure. He also noted that Mackenzie had an edge 
bite and that while without the TR it would not get better it might stay the same or get worse. When 
we left the office, we hadn’t committed to anything and we wanted to talk it over with family. We sat in 
the car and talked to my parents and then my husband’s parents. 

Over the course of the discussions we continued to have 
questions so I kept having my husband run back into the 
office to see if the Dr. Marsh or his staff could answer the 
questions. We had one final determining question for Dr. 
Marsh – If we were to do the TR would her bite go back to 
normal. Dr. Marsh said that he was about 90% sure that it 
would and with that answer we decided to proceed with the 
procedure. I can honestly say that that was the most difficult 
decision that we have ever had to make.  



Mackenzie made it through like a trooper. The day after surgery she was up and smiling. We did have 
a few minor problems with feeding but they weren’t her problems, they were ours. It turns out that our 
little one is as stubborn as the day is long. We were given a squeeze bottle to feed her with but she 
refused to use it. She would fight and cry every step of the way. Exhausted, we decided to try her 
normal bottle and that is exactly what she wanted all along. Although it hurt to suck and she would 
whimper every time she would suck, she wanted the bottle that she was used to.  

Her tongue healed nicely and you would be hard pressed to tell if 
anything surgical was ever done. Additionally, because of difficulties 
coordinating medical services between Tucson and Phoenix we 
moved to California. We are very aggressive with the protocol, having 
AFP and ultrasound tests every six weeks and so far, her AFP 
continues to trend down and the ultrasounds are clear. In August 
Mackenzie will be celebrating her 2nd birthday. She’s shown our family 
so much in these past two years, most importantly, she’s taught us 
not to worry about all the “what if’s” in life and just enjoy the moment. 

 

 

 
 
 

      
 
Without the love and support we get from one another and the medical community this wouldn’t be 
possible.  If you have any stories/updates, news going on around the world, or suggestions we would 
love to hear them. If you know anyone that would like to sign up for the newsletter please email me. 
Kristen.burr@mch.com  
 
***All photos that are used are approved by parents or individual*** 

 

 
If you have a story to tell or want more information on a certain topic, please 
reach out.   
This newsletter will be sent out monthly.  If you want to unsubscribe please me 
or if you know someone that would like to receive these monthly newsletter 
please have them email to join the list.  Please be mindful and not forward this to 
friends and family, if you would kindly have them subscribe. 
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