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} Another Championship Cause: 2 6
‘ 26th Conference Wrap -up: St. Louis

By Pam Healey
The large number 26 on the back of all
conference sports themed tee shirts
reminded us it was the 26th annual
SOFT conference. In 1990 SOFT mem-
bers met in St. Louis, and this year
brought back a good number from that
original group, along with many who
joined SOFT later and some first time
families both from the area and from a
considerable distance. With the requi-
site agenda and plenty of lobby and
pool time for spontaneous connections,

the time was well spent and flew by. to the conference committee, which
The motto this y e aansisted afsStevdiaich Reggi @antrell,
Championship Cause Scoit aBd Shery dcCoosies, o0Mank iamndh
the Cardinal s6 Wor |IJhyneS &Vrighte and vichellet Wisoni n -
spiration for the theme carried through- (some doing double duty, having

out the conference. We were reminded wor ked on | ast yearo
that, AThe St. L o u iesce). Awa hklpimganvere  AmdynKneh n
amazing 11th World Series last year, for photography and public relations,
but thatods not hi ng tbeoRoghaester gfoup: dackoamd Judieh i |
dren who are World Champs every day. Laird and Barb VanHerreweghe for reg-

We applaud every accomplishment, as istration and fielding questions, and Dr.

if it were a game wStephen Brgdddcko oheSSM (Cardimal A
special thank you and congratulations (Continued on pag@5)

Warm greetings from the St. Louis Conference Committee

We Miss You!

Our motto this year was, i Anot her Champi onshipoCaasée wae BhowlLbaoarsa || i/

took a back seat to SOFT.

Our committee canot begin to express our enormous grafgit

who were unable to travel but shared both emotionally and financially in our success. The army of volunteers from all walks
of life, who appeared out of nowhere, to lend a hand, deserve a hearty thank you.

To the conference sponsors who so generously financed most every aspect and allowed us to focus on enhancing the
SOFT experience, we thank you. Thanks to YOU our conference this year has begun a new model for success, which will

allow us to meet long into the future.
A special O6shout
Braddock organi zed

And finally, thanks to Corey Hodge and the staff of the Frontenac Hilton. Their attention to detail and desire to host our

outd to Dr. Careyb6s good friend Dr. PBte
the clinics but also had a hand i n s m

conference was amazi ng. Corey said: oLetds make it happegno

So many memories will last a lifetime and we will never forget what happened here in St. Louis.

Thanks so much again to everyone.
With Warm Best Wishes,
The St. Louis Conference Committee

Steve and Peggy Cantrell
Scott and Sheryl Crosier
Mark and Jayne Wright
Michelle Wilson

A special thank you to:

& Andy Knef (conference photographer and PR)

& Jack and Judie Laird (registration and many questions)

& Barb Van Herreweghe ( El Presidente)

® Dr . Stephen Braddock, M. D. (Cardin
Center

& Dr. Debbie Bruns ( workshop coordination)




Nothing great was ever achieved without enthusiasmi Ralph Waldo Emerson

Lyndsay Stockman turns 12 years old-
"Living with full Trisomy 18"

We are totally amazed that our little
girl is now 12 years old! When we
brought her home at 4 months of age
we knew she belonged home with us
and her brother and sister--Drew and
Jordan. We were not
sure how long we would
have her but knew we
had decided we would do
everything we could to
help her have a better
quality of life.

Lyndsay came through
a nine hour surgery on
her back for her severe
scoliosis in early
June. Even though we were in the
hospital 8 days, 5 in intensive care we
thank God that she came through
hopefully the last surgery she will ever
have to have. She is now 4 inches
taller after the scoliosis correction and
sits up so tall and straight. To see her
sitting on the pew next to Buster and |
by herself so tall and straight this past

Happy 12th Birthdayll

Lyndsay Stockman
- living with Trisomy 18

Sunday was truly amazing as before
we would just hold her to keep her
supported. We want to thank every-
one who offered up prayers for Lynd-
say while she was in the hospital
and through her
recovery. Prayer
is powerful!

Lyndsay healed
from her surgery
enough for us to
attend the SOFT
Conference in St.
Louis this sum-
mer. She did real
well traveling by
van to St. Louis
from Virginia. How fun it was to see
her name in lights on Friday night,
July 20th at the St. Louis Cardinals
vs Chicago Cubs game. As you can
see they recognized her 12th birth-
day at the ballpark. We were able to
celebrate her birthday on Monday at
my cousin's home in St. Louis with
ice cream cake which she really en-
joyed as you can see. We then
again celebrated on her official day
at Hilton Frontenac hotel on Friday
afternoon before the ball game. It
was a big week of celebrating and
lots of mylar balloons which are her
favorite toy.

We look forward now to Septem-
ber, the starting of a new chapter
with Lyndsay going
into 6th grade--
middle school. Our
girl is becoming a
big girl, a survivor
living with Trisomy
18--enjoying life
with lots of love|
from her family,
friends, church and S5
our SOFT family.

Lynne Stockman |
Mother of
Lyndsay,

full Trisomy 18

Never underestimate the delights
of birthday cake and hugs from
your sistero says

age 12!
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DO YOU HAVE GRANT WRITING EXPERIENCE? SOFT COULD USE YOUR HELP!

Pr es |

Dear SOFT Families:

The conference is over and done for
another year! It is always such a let
down when we return home and we
cannot see our friends every day. We
so miss seeing all the beautiful chil-
dren, those that are able to attend and
the pictures of the beautiful angels
that left us too soon. Great times were
had by all of us! The meet and greet
on Wednesday evening was such a
great addition. Getting to know every
one the very first day was great. It is
hard to believe that this event was
made possible in honor of Morghan
Kubenaods sixteenth
keep getting older but | am moving the
other way, down in age!

The SOFT Stroll for Hope was a
success again this year. We raised
close to $8,000! We rolled around the
ballroom, took great pictures of the
group and later there it was on a bill-
board! How amazing and a great way
to gather awareness in the St. Louis
area.

Families attended the clinics at Car-
dinal Glennon Hospital on Thursday.
That evening we had our dinner with a
special presentation by Ironman him-
self. What advocates we have with
him and his wife. We then presented
the children in attendance at the con-
ference in the Zion Lint Walk of Fame.
They rolled, they walked, they smiled
from ear to ear, as each and every
child heard their name, received flow-
ers, a pennant and cheers from their
SOFT family. What a joy to see.
Then it was time to dance through the
night.

Friday was the day to learn and
gain the knowledge to go home and
work hard for our children for another
year. The workshops were great.
Next it was time to go to the ballgame
to have a little fun and see the World
Series Champods
| guess there were Cardinal fans but |
think | also saw a few brave souls

show

dent 0s

with the VanHerreweghe Family

wearing Cubs shirts, wonder who
that could have been? We had a
great time.

Saturday brought us to sharing
with families, the business meeting
and of course the wonderful video of
all our children. Hal and Kris took
each and every picture they re-
ceived and specially placed them in
their video to special tunes. They
cherish this time every year getting
to know each and every one of your
children, whether they are still here
on earth or if they are in heaven,
each one has a special place in this
video.

b Thert ihvias e to gd bffeto thd
picnic. The barbecue was delicious
and the sweltering heat gave us a
little bit of a break to be able to enjoy
good food and great company. The
highlight of the day was the Ryan
Cantrell Memorial Balloon Release.
Tags were attached to a rainbow of
balloons with special care. We
knew each balloon tag had a story
and a family that endured pain but
had received unconditional love for
minutes, hours, days or years. They
all floated into the sky to that special
child whose life we were celebrating.
There were tears, kisses and hugs
as they each floated high. The
beautiful rainbow of colors was hard
to miss. Butterflies were released
and fluttered around, then gone too

ds

Stacy enjoying the Tobey
Keith concert

soon. Just like this conference over
and gone too soon.

We headed back to the hotel and
enjoyed a night at the auction and our
last night to be together as a SOFT
family.

After a service in the morning we all
went our separate ways home. We
left for Sweden, Canada, Puerto Rico
or the each end of the United States
all hoping to return next year. Love
and health to each of your families
and we hope to see you and new
friends next year. Details will be com-
ing soon of the date and place for
next year so you can start making
your plans soon.

SOFTly,
The VanHerreweghes

Nurse Judie

After being notified by Foun-
dress, Kris Holladay, that the
room was cold and could she
please fetch a blanket for her
comfort, Nurse Judie busied her-
self with the task. Your attention
is directed to the left as she be-
gan the task of wrapping Madam
Holladay in a blue blanket, which
proved to be insufficient during
the course of the meeting.
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Trisomy 18 & 13 Workshop Summary: SOFT Conference 20126 St. Louis

Perspectives on The Medical And Genetic Aspects of the Trisomy 18 & 13 Syndromes
John C. Carey MD MPH University of Utah

Summary by Pam Healey

Dr. Carey began by saying ques-
tions were welcomed. He also noted
most participants were familiar with
the basics of trisomy, so he would em-
phasize new information The result
was he competed about 10% of his
forty prepared slides. The order of in-
formation that follows reflects that
questions that interrupted the pre-
pared presentation.

John began by showing and explain-
ing a karyotype, the diagnostic tool
that dates back to the mid 1950s. He
explained the reversed banding of the
karyotype brings out the differences
better. Chromosomes are paired and
arranged by size, each pair numbered.
Karyotypes are not as widely used as
previously with the advent of new
techniques, which give more specific
information and can measure specific
changes in DNA. With karyotypes cells
are taken from blood lymphocytes,
and a stimulant is given which makes
the cells grow for two days, then addi-
tives are given to stop cell growth dur-
ing metaphase, one of four stages of
cell division. The cell is stopped just as
it is about to split during mitosis. What
is obtained is a picture of chromo-
somes stopped but often curved, over-
lapped and not lined up. Previously,
individual chromosomes were cut and
pasted by students and physically
lined up in pairs by size and counted.
They were then photographed. The
result was a karyotype. Many of us
received this
agnosis. Now a mouse pulls and drags
the individual chromosomes and puts
them in order, a much more efficient
method.

There are more modern techniques
to determine number and structure of
chromosomes, in order to, make a
diagnosis. With the CGH microarray,
we now look at DNA and measure it to
test for smaller, missing or extra
pieces. The karyotype will never be a
technique of the past, but it is not done
as often.

An understanding of the structure of
chromosomes is helpful. There is a

centromere, the middle section or
constriction with an arm on either
side. The smaller arm is the p arm,
named for small in French, petite.
The longer is the g arm, the next let-
ter in the alphabet. This terminology
came from a meeting in Paris in
1960, the same year that Patau and
Smith in Wisconsin and Edwards in
England identified trisomy 13 and
trisomy 18.

From the Human Genome Project
we have learned about specific loca-
tions for specific disorders. We know
the gene for cystic fibrosis is located
at the top of the long arm of chromo-
some 7. BRCA 1, a gene for breast
cancer is located on chromosome 17
near the neurofibrosis type 1 indica-
tor. We know with adults with Down
syndrome that memory and attention
decrease in adulthood, and we now
know the amyloid protein is on chro-
mosome 21 and relates to memory
loss and the development of Alz-
hei merb6s di sease.
18 genes on the 18th chromosome,
now on a data base, but that does not
help in understanding the findings of
trisomy 18. We know colon cancer is
on long arm of 18, It is not certain if
this i s rel ated
prevalence in individuals with trisomy
18. There must be a gene on 18 that
causes a heart defect, specifically a
VSD, affecting the pumping chamber.
Of those with trisomy 18, 90% have a
heart defect, usually a VSD, with

p i ct upolgvalvaldr hearudiseaseh but ndbde s

serious defects, truncus arteriosus or
hypoplastic left heart syndrome oc-
curs in about 10% of those born with
heart defects. The most common
malformations must relate to a spe-
cific but still unidentified gene. It is not
as clear what the effects of three cop-
ies of a chromosome are. Scientists
use two mouse models for Down syn-
drome, actually creating a mouse with
trisomy 16, the closest to Down syn-
drome. We need a T-18 mouse
model. There is a macque monkey
identified as having offspring with T-

18, but primate labs are not as well
tolerated by the public as rodent labs.

There is a specific technique for
determining the extent of mosaicism.
The protocol is to count 20 cells and
look for mosaicism, some cells with an
extra chromosome. This is the stan-
dard. This gives a 95% chance of pick-
ing up a cell with a different cell line. If
one is found, then 50 more are
counted, or 100. The number found
then gives some idea of the percent of
mosaicism: 15 of 100 cells with trisomy
means 15% mosaicism. This was the
best way of picking up cell lines of
DNA before microarrays.

There is also the deletion syndrome,
which means some genetic material is
missing from a specific chromosome.
This leads to manifestations more spe-
cifically than is the case with extra
DNA. For instance, a missing segment
on chromosome 13 puts one at risk for
retinoblastoma. In contrast three cop-
ies of the same chromosome, thus the

Végme lségihent, doésendtt putfoheedd

risk.

Only some chromosomal trisomies
are seen in live born infants. Chromo-
somes number 7, 8, 9 are seen in mo-
saic form in live born infants. In con-

t Otrast, Bheomo¥bimé MOaHd 14 ih Mhe-r

saic form are conceived but not live
born. A few with mosaic 22 are live
born, but rarely. There are fewer de-
velopmental genes in 13, 18, 21, so all
three are live born with a full third chro-
mosome. However, there is substantial
fékdl foss. Half of those identified with
having trisomy 13 before 20 weeks are
still born. Fetal loss is not so great with
Down syndrome. The genes in chro-
mosomes number 1, 2, 3 and 4 do not
allow survival, which perhaps may be
related to the placenta. Smaller chro-
mosomes generally are more likely to
result in a viable fetus, when there is
an extra chromosome. There are ex-
ceptions which must relate to what
genes are present. The 21st chromo-
some is bigger than the 19th, but 19
must include more developmental

(Continued on pag29)
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How many birthdays does the average person have?

One a year!

THE
CHRONICLES
OF JOEY

Part 5
"Happy Birthday I'm 5, and I'm still
alive,
I've been a blessing to my family,
Since the day | arrived"

I'm back to school and doing well and
I'm happy. But on April 5th, | woke up
in the wee hours of the morning with a
distended belly. | remember that day
well because it would have been my
brother, Tucker's, 10th birthday.

At first Mommy thought she over filled
me with the feed pump so she stopped
it. Realizing that she hadn't, she
thought in time my belly would go
down. By 4am, my belly was progress-
ing in the wrong direction. While on
"eternal" hold to the doctor, Daddy
woke up and saw my big belly and
made a command decision to call an
ambulance. I'm glad he did 'cause |
was feeling awful.

It was "De-ja-vu" for Mommy and
Daddy. One year ago on Tucker's
birthday | had a big seizure and was
taken to the hospital by ambulance.
And since | like making this special day
for my parents a memorable one, | de-
cided to do it again.

The ambulance couldn't take me to to
the big hospital in Sacramento that
better handles kids like me, so they
took me to a smaller, closer one. This
hospital didn't quite know what to do
with me. And as we waited for another
ambulance to take me to the bigger
hospital, Mommy anxiously watched
my belly grow bigger and bigger, fear-
ing | might pop!

After our rushed trip to Sacramento |
was admitted in the PICU where doc-
tors looked over my x-rays. | soon be-
came quite popular as the illuminated,
black and white picture of my belly was
on display for all to see. | heard one
doctor say, "That is the BIGGEST co-
lon I've EVER seeeeeen!" Now, | was

quite proud of that diagnosis and
apparently the envy of some doctor
because | was quickly wheeled into
surgery, knocked out, and when |
came to, this doctor had taken 2/3 of
my colon from me. And while at it, he
grabbed my appendix too.

They tried to pass it off by giving
me an illiostomy hoping | wouldn't
notice the difference, but that did-
n't work so well. Ten days later |
went back into surgery and the doc-
tor reversed it while fixing another
blockage caused from an adhesion
from the first surgery. Before | left
the hospital, | ended up with a case
of pancreatitis which prolonged my
stay. | finally left 5 1/2 weeks later. |
had several scars from the PICC
lines, a scar from the illiostomy, and
a scar that looked like a zipper run-
ning down my abdomen. Add these
to the scars from previous surgeries
and | thought | was look'n pretty ma-

cho! That is until Mom drew a cater-

pillar head at the top of my
"zipper"............ with a smiley
face......so unmacho!

When Summer school was out,
Dad rented a car and we headed
east to the SOFT conference.
(Support Organization for Trisomy).
Our first stop was in Reno to visit my
new baby niece. Yes, | am an uncle
again for the 6th time to the cutest
little big, brown eyed princess

named Taylor Kristine. Then off to
Chicago, which is known as the
"windy city". But this year it was the
"hottest city". Little did we know, we
were headed into a record breaking
heat wave with temperature soaring to
108* and with 85% humidity, the heat
index was 128*! It was miserable! At
night we would wake up to tornado
warning sirens blaring. My big Sissy
would sleep through it all. | guess
she's used to it living in Maryland. But
my California Daddy was watching for
funnel clouds searching for shelter.

We took a drive to the Field Museum
where Daddy said we were going to
see the "Man-eater" lions of Tsavo.
This was one of those times | was
glad I'm still a boy. Then Daddy as-
sured me they had long been stuffed.
"Whew!" | was sweat'n it and it had
nothing to do with the heat!

We didn't waste time hanging around
Chicago once the Conference was
over. Daddy had enough
of the heat, tornado warn-
ings and toll roads. He
said the toll roads were
- highway robbery even
though | never actually
saw a masked man on
the side of the road. We
headed south to visit long
time family friends in
southern lllinois and then
over to St. Louis were |
was born. We had lunch
with Cindy the attorney
who helped with my
adoption and Sue, the
: woman from Family
. | Christian Services who
also helped. Then that
night we had dinner at my
foster families house
where | spent the second month of my
life. The next morning, the judge who
finalized my adoption made a hole in
his docket to see us.

With visiting out of the way, we
headed west for home and cooler
weather. Dad decided to give a little
history lesson along the way. He said,
"You know, the pioneers didn't really
head west in droves to look for gold.
They just wanted to get out of this

(Continued on pagé)
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What is round and really violent? A vicious circle!

THE CHRONICLES OF JOEY

(Continued from pagBg)
dang heat!".....Made sense to me.

Driving across Kansas we kept see-
ing signs for "Prairie Dog Town",
"home of the largest prairie dog!". Now
to me, a prairie dog is just a glorified
ground squirrel that is more varmint
than dog. But, being the hunters my
parents are they couldn't resist a peak.
So, we pulled in for a "look see". We
saw hundreds of prairie dogs overtak-
ing the grounds with their mounds. But
what really interested me was the 6
legged steer and his 5 legged cow
cousin. This place was home to many
miss fit animals. On our way out we
passed by a huge box and | heard
what sounded like sizzling bacon in a
hot pan. When we looked inside, there
were dozens of rattlesnake of all differ-
ent types and sizes.

We then headed for the Colorado
Rockies to spend a few days with my
Dad's cousins at their condo. The dry
cool air was a real welcome! Then it
was home.

In September, Mom and Dad entered
me in the Georgetown Founders Day
parade. The theme was logging days
so Mommy and Daddy worked for two
days transforming my adapted bicycle
and radio flyer wagon into a bright red
log truck. Instead of being "Peter Built"
it was "Dad Built". Complete with a
"Road Kill" license plate and a raccoon
hanging off the bumper.

In the fall, my doctor started making
some seizure med adjustments, which
made me very, very sleepy. More ad-
justments, and | started having more
seizures. Christmas day Mom could
tell something just wasn't right with me
but she couldn't quite pin point it.
While she was waiting for the doctor to
return her call, the "south bound" end
of me let loose, and | had the worst
case of diarrhea ever. When the doc-
tor called back mom gave her the lat-
est, embarrassing details that led to
this event. Her advise was get to the
hospital as soon as you can. By the
time we got to the E.R, | was now
throwing up. Green water was coming
out both ends of me and my seizures

were out of control! | was admitted.

Now remembering the "colon con-
spiracy”, | was a little guarded with
my entrails. Thank goodness no sur-
geries were needed but | did have a
bad case of Cdiff and pancreatitis
from one of my medications. And
since they had to take me off that
medication and try new ones, | was
on a video monitored EEG for over a
week. It took a couple weeks but
they finally found some medications
that seemed to keep my seizures
under control. So, | was moved out
of the PICU and on to the pediatric
floor. Mom and Dad felt comfortable
enough to leave me for one night to
go on a preplanned duck hunt with
our church, which was actually
closer to the hospital than home.
Ruthanne, my respite caregiver
came to the hospital to spend the
night with me. Which was a good
thing because during the night, when
nobody would have been in my
room, | had a bad seizure and
stopped breathing. Not being in the
PICU, | wasn't hooked up to any
monitors. So nobody would have
known. | was taken back to the PICU
and Mom and Dad's duck hunt was
cut short. After 3 1/2 weeks, | was
well enough to come home.

Three weeks later | ended up back
in the hospital with pneumonia. It's
not unusual for me to go into the
hospital with one thing and come out
with two or three. But Mom assured
me that this was a very "giving" hos-
pital. And true to form, before | left,
the Doctor said | had the human
metopneumo virus. | guess com-
pared to my others, this was a short
stay. Only 1 1/2 weeks.

This year my friend Lillian and |
shared our birthdays together again.
She always has the greatest parties.
And she is always a "hit" at mine.
Well this about sums up this past
year. | am praying for a healthier
next year!

Your Friend,
Joey
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Cooking SOFTly

with Cindy Cook

Recently | was at church purchas-
ing something from one of the teen-
agers. When | went to hand her my
check, she said "
mom". | stopped in my tracks and just
started at her. "Jonathan's mom". |
have not heard someone say that, just
that, in a long time. That was who |
was for a long time. | know | am
STILL Jonathan's mom, but that is
what everyone used to call me. It was
something | did not realize | missed
hearing so much until she said it.

These days, | am Jacob's mom,
Evan's mom, Nathan's mom, the twins
mom, the Cook boys mom, but rarely

do | hear Jonathan's mom. It melted
my heart. It is a strange thing that
happens when your child is longer
Y ohéré Wvith you. Th& Msaybub @odld.
Everything revolves around the
needs of your Trisomy child. Is the
weather too hot, is the building ac-
cessible, is there air conditioning, are
there outlets for my suction machine
to charge, where can | change my 10
year old son in private, where is the
local hospital, what is the air quality
like today, "No sir, this is NOT a
stroller, it is a wheelchair and yes it
can be brought in".....the list goes on.
Then suddenly, it all stops. You

(7]

Moms Only Workshop

with Cindy Cook

Put 50 plus Trisomy moms,
grandmas, aunties, nurses and
friends in the same room; add some
sweet and salty snacks; sprinkle with
some beverages and you have a rec-
ipe for a magical afternoon! This was
the third year for the SOFT moms
group at the annual conference.
What started out as a side conversa-
tion with some moms in a restaurant
several years ago has turned into one
of the most sought after workshops in
the past 3 years!

What makes the group so suc-
cessful, in my opinion, is the open,
honest, heart-felt sharing that each of
the women feel they can participate
in, without the fear of judgment. We
all getit. We are either living it, have
lived or will live it. If none of those
apply, we are there as your Trisomy
sister to offer you our words, our
hearts, and a shoulder to lean on or
arms to hold you with.

The "theme" this year was coping.
Whether you are still able to physi-
cally hold your child or they are being
held in your heart, we all need to learn
coping skills to keep ourselves
healthy on this Trisomy journey.
Many women shared stories of coping
with humor, cleaning (to get some
control in their lives), exercise, eating
healthy, reading, working outside the

home, talking to friends and espe-
cially other Trisomy moms, using
social media, educating others about
their child, getting away for a day or
weekend with friends, the list goes
on.

We all have our own way of cop-
ing. Sometimes when you have a
child who has special needs you feel
like you are on an island. Even if
you have the most amazing suppor-
tive family and friends imaginable,
they can never really relate to every-
thing you are going through. That is
one of the many experiences that
comes out of this particular work-
shop. We are a family of moms that
learn, share, cry and gain strength
from one another. We walk away
feeling, 1 am not alone, | can do this
and when | feel like | am hanging on
by my fingernails.......... I have 50 plus
sisters that | can call, text, email or
write who will be there for me in an
instant.

That is the power of Trisomy
moms.

Until next year sisters.

Jonathan's Mom
PS-1 need to give another HUGE
shout out to Sara Hayes and family
for the beverage and snack donation!

We love you Sara!

S Y _

—

/_._,/

oA T
Jonathan and his mom, Cindy

flounder for awhile or maybe a long
time. Maybe some of us never stop. |
think that is more the case. That pain
never goes away. You just become
skilled at suppressing it when  you
need to. Or there comes a time, for
some, when you start thinking about
your child, not with as pain and heart-
ache per say, but more of a longing
to just show him this new tech toy, or
cool museum you found. | still find
myself thinking, Jonathan would have
liked this; this is really accessible if
only Jonathan were here; | wish Jona-
than could have seen this. Or as you
watch another mom with a child who
has special needs, and your heart
starts to sink and you remember just
how much you miss your angel.
However, there are times, when
you think, that you need to keep this to
yourself. After all, it has been 5 years,
almost 6 (can't believe that) since your
precious baby went to heaven. You
should not be thinking about your
heartache so much. So you carry on,
smile, stay strong and sometimes feel
like those around you, those  you
don't see often, may have forgotten.
Then, as
doing some random act, like writing a
check, a thoughtful, wonderful young
woman, calls you "Jonathan's mom".
It is then that you realize (again, be-
cause you forgot), yes they all do re-
member him. Yes, | am "Jonathan's
mom"!!  Yes, my Jonathan touched
more lives and lives in the hearts of
more people than | will ever know!
With more pride than words can

express.......... Jonathan's mom.
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Giuliana Lynn
Trisomy 18

This is the story of Giuliana Lynn.

She was born in August of 2010,
weighing only 4lbs 2.50z. Pregnancy
with Giuliana was relatively normal.
Aside from her small size, there were
no concerns because she was grow-
ing consistently. No anomalies or other
conditions had been found. . The doc-
tors decided to induce labor at 37 wks
4 days. The only reason we were
given was they wanted to make sure
nothing went wrong.

Of course there was concern be-
cause we knew that her small size
alone could result in a longer hospital
stay and potentially even a stay in the
NICU . We do not believe in genetic
screening so there was also the possi-
bility that G could have other issues
related to her small size as well.

Giuliana did not tolerate labor
There were problems with her heart
rate and oxygen levels. About 20
hours later, it was decided that an
emergency c-section was necessary.
The neonatologists planned to be in
delivery just in case they were needed.
When Giuliana arrived, she had a lusty
cry, but she was nonetheless in respi-
ratory distress. They examined her
and found some anomalies that ap-
peared to be consistent with trisomy
18, something we had never heard of
before. My husband accompanied G
as she was whisked to the NICU
where the doctors said they could help
her breathe more comfortably.
Giuliana was intubated.

While we waited on blood work , it
was discovered that Giuliana had a
large VSD. She also had an ASD and
PDA which were the obvious reason
she experienced difficulties in natural
birth.

Within 48 hours the FISH blood re-
sults were completed and the suspi-
cions that Giuliana had full trisomy 18
were confirmed. Prior to this we were
promi sed fiti meo wi
nosis, the staff arrived to extubate al-
most immediately. We asked for one
more day with our sweet girl that was
reluctantly granted, however at the

Giuliana Lynn

same time we were advised to
make her funeral arrangements.

Incredibly, G began to breathe on
her own and 10 days later she came
home from NICU. The joy of arriving
home was quickly crushed as we
were greeted by the Hospice people
and the Do Not Resuscitate Order.
G was now on stand by to die.

If her heart remained sick, we
knew that death was inevitable. Our
local doctors made it clear G was
not a candidate for any type of surgi-
cal intervention.

Nothing felt right. Someone must
be able to help this baby. Deter-
mined to exhaust every option, | be-
gan calling facilities to find a surgeon
who would look at her case and re-
pair her heart. My husband obtained
and copied all her records and faxed
them to the facilities that we were
applying to. After looking at six dif-
ferent hospitals, we finally found a
surgeon who was willing to help our
precious daughter. We packed up
the whole family, including our other
three small children and drove 23
hours by car to avoid the risks of air
travel with our fragile girl.

Giulianabds heart
at only 2.5 months and 6lbs 130z. At
10 months, G had an appointment
with a new genetics doctor. At this
visit, we were informed that Giuliana
actually had mosaic trisomy 18. This
had been her diagnosis from the

t rﬁtarbb,utw
she had full trisomy 18.

About the same time, G got sick
with a major kidney infection and it
was discovered that she had multi-
ple kidney stones. We were told that

were leg fppelievg thay g

a primary cause of the stones were
her Lasix that had been administered
in the early months when she was in
heart failure. A ureteral stent was
placed for three months to prevent
obstruction of urine flow, only to find
out it was too large and incorrectly
placed and was doing more harm than
good. After removal, a Ureteroscopy
was done to crush and remove the
stones and she has remained stone
freelll

At 10 months, Giuliana also begun
to have constipation issues. We

thought they were normal at first, as
we knew many trisomy children also
experienced difficulty in this area.

In August of 2011, G would cele-

brate a major milestone of making it to
her 1st birthday!

The next year would prove to be
more challenging than the first.
Giuliana would be in/out of hospitals
due to her constipation. Laxative after

laxative was prescribed and almost
cost G her life.

Giuliana developed extreme side
effects to every laxative available.
She underwent another surgery called
a Mini Pena. The surgery would help
wepasitioh bel dnys andespuate it @i-d
rectly in the middle of the muscle, thus
making it anatomically correct. Unfor-
tunately, the procedure made little
difference in the underlying constipa-
tion issue.

After a year of testing, a final consult
-with a renown motility specialist re-
vealed that G had nothing wrong with
her from a GI standpoint. We were
told a colostomy was our final option.
(Continued on pag8)
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ARA goal i s a dr eamNapoldomHila deadl i ne. o
L] ~ L]
Giulianatds Bi |$0Fmyar d
’ S | Trained Genetic
Genetic Discrimination | | Counselor
Get the Picture? Reaps Referral
tan il referred the co
Survive
—rrl Trisomy |
"yt Gt ‘ g Hi Barb,

/rlf}l’é‘]”J 13 & 18 I hope you and your family are doing
well. | graduated from the genetic
counseling program at Brandeis a few
weeks ago, and have taken my first

(Continued from pag®) Giving hope i the hope that we position as a prenatal and cancer
Since that appointment ,on our own, were not given, is a gift we can offer counselor in Reno, NV. So far it has
we switched G to a gluten-free diet to other families . It is the gift that been a smooth transition even though
even though she has never tested Giuliana was born to share. We will I am far from home and trying to keep
positive for Celiac Disease. She is continue to cel ebr aptwihth&demandsafmadusclinicli f e
now having regular bowel movements and use her accomplishments to | have benefitted so much from re-
and is almost completely potty trained. advocate for others with trisomy | ceiving the SOFT newsletter through-
She says t wo wo r d s13/18 fwitlp thep vision afnedentually out my training, and volunteering with
Afyeaho. She i s worhglping ¢p erode the steeeoiypésraty ,| SOFT gave me valuable personal and
standing/walking and eating larger tached to this diagnosis. professional perspectives.
ipieceso of food. OvWe ard 30, prous lpfeGiuliasa agdo i| n ghave been meaning to write and
very well. all she has accomplished and en- give you my updated address, but to-
As we near "Gbirthday, a nduted. She is the light of our lives | day seemed an appropriate time since
raising awareness remains an impor- and the best [|ittll e justbgaged my ifirst! diaghesisk gf o w!

tant and high priority for us. This
year, our birthday announcement was
much bigger than the small card we
sent out last year. It would better re-
flect the amazing girl Giuliana has
become and at the same time, advo-
cate for other children who are diag-
nosed with trisomy 13/18. Working
with an agency, | arranged to display
three large billboards with a bold mes-
sage.

We believe that genetic discrimina-
tion is the main reason providers are
failing to offer unbiased information to
parents. Realistically, death will al-
ways be a part of trisomy 13/18 but
newer families deserve to know that
surgical intervention may also be
available and can lead to longevity for
some children.

| personally plan to continue the bill-
board project as part of my ambition
for public awareness and education.

Please follow G at:
www.g-giftoflife.blogspot.com
Every child can help make a differ-
ence!! For more information regard-
ing the billboard project please con-
tact :
Jill DelSignore
tris18info@ymail.com
or find me on Face Book at:
Jill DelSignore (Ohio)

Happy
R\rthdoy

Trisomy 18.
| referred the couple to the SOFT
website for some more information as
they contemplate next steps, and |
hope | can continue to use SOFT as a
resource during my practice. The
books that you gave me when | left
Rochester "to start my practice" have
a place on my bookshelf here in my
office. Back then being a full-fledged
genetic counselor felt so far away.
Thanks again for the opportunity to
be a part of SOFT and to learn about
your important work. My new address
is below. | would love to continue re-
ceiving the newsletter.
Erica J. Wellington, MS
Genetic Counselor
Perinatal Associates of
Northern Nevada
1500 E. 2nd Street, Suite 108
Reno, NV 89502
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The Chin Kiss King was re-
viewed in The SOFT Times many
years ago. The novel was discovered
by Chris Hassan, mom to Joanna, now
well into her fourth decade of life. This
is simply the story of a baby with
trisomy 18 and the women who love
him. With Sheryl Crosier nearing publi-
cation of her
three months of life with his family, |
thought this would be an appropriate
companion piece. Both the novel and
the memoir cover the same ground,
express the same strong emotions
and celebrate a child not expected to
be celebrated. If you have the time |
highly recommend reading the book. If
not, enjoy the details provided below.
The author, a syndicated columnist for
the Miami Herald gives a realistic pic-
ture of the medical demands and pow-
erful emotional responses to caring for
a child with trisomy 18. For your addi-
tional reading pleasure, her recent
columns are available on line. Also, be
suretocheckoutl &6 m not a-
-- My Name is Simon by Sheryl Cro-
sier, available as an e-book in the
coming months. Go to Simonismy-
name.com for more information.

The Chin Kiss King by Ana Veci-
ana-Suarez, 1997, Penguin Books.
This book is available in Spanish,
as well.

The Chin Kiss King is a poignant,
often humorous, although devastat-
ingly sad story of three generations of
Cuban American women living in Mi-
ami in the 1990s, who, as all of us
have been, are shocked by the unex-
pected birth of a child with a chromo-
somal diagnosis. This is the story of
this beloved
ning hours before his birth and ending
as he dies. Each woman carries her
own story, weaving the past with the
new challenges of the present, and
clinging to some sense of hope for the
future. Alone and together, they face
and try to make some sense of the
grief and the joy that Victor Eduardo
brings them. Each also changes as he
embraces this dying child who cap-
tures each generation.

book

f
chil dorsgwsh gt

maceuti cal suppl
surface of her [
She knows herbal remedies for much
of what ails family members. She
prides herself on
apocal ypse. o

When she is told her grand-
daughter 6s water
manages a few mambo steps across
her well swept kitchen floor, but still
for some unexplained reason she

eel s Athe weight

Cuca awakens that morning to a
heavy mist and the thick smell of
honeysuckle, and she searches for
meaning. She wonders what is being
presented: melancholy, peace, joy,
evolution, or deep sadness. She be-
lieves traces are being left of what is
to come. When she is unable to order
the mist and heavy fragrance to
leave, she pulls up her covers and

e Water Rag Qreken,reaizgspit is lpag
rg% gertaig o

f ¥ear gay and glaysngmb
this can only be a wonderful sign.
Adela is cautioned by her boyfriend

t- Willa Catber wa y

. thinks, AAccept that
B (0]0) k REVleW able, what is inexplicable, what no one
can find. o She belie
by Pam Heal ey the blinking essences that were the
faithful spirits of her lost loved ones in
Cuca is the 77 year old matriarch, the vast darkness of infinity, so many
who has seen seven of her own in- ©0f them, so many. o
fants die within hours or months of Cuca, who knows more dead peo-
HXth. ARdr Ah@ Hdath of heMéngdt ple than living people soon welcomes
baby, Cuca vows to the Virgin Mary her frail grandson. She, who believes
never to cut her hair, if she can have  she is given a different script than she
one child survive. Her next child, Plans time and time again, is open to
Adela, lives. Cuca wears her hairina  all the possibilities. She is then visited
long braid, her vow kept. She greets by the spirit of her dead husband, who
each day with her 46 bangle brace- Warns her to tread gently, because
lets, her house dress and great re-  things are not as they seem.
solve. She is superstitious, spiritual, @~ Adel a, Cucads sole
philosophical, and emotional. She is 1S @ hairdresser, until a fall puts her on
funny. She makes | fdigabldy. $hg spends ber gnaraings
memory was not what it used to be; scratching lottery tickets and playing
actually never had been, but now she  theé numbers. She spends her nights
had a believable e¥WclRehgrshéei gpdas hu
life as a garden, and her tasks to pick S C | bed as fATinkerbe
the roses with the fewest thorns. She ~ Ment, aging in fits and spurts and not
is observant, able to step back and @l ways in good sense
S )ét[]cg btifef8.€She misses little. From  Sionate, cunning, and in her own way
the time she was a child, when she | oy al Cuca bl ames Ac
was visited by the spirit of her dead ~ her piles of books on making quick
brother, she has communicated eas- Money, mounds of clothes and the
ily with the spirit world, especially in ~ crumpled paper left about, on the need .
the quiet time just before and after f OF order of Adel ab
sleep. She also visits with spirits at ~ Cuca considers her only grandchild to _
the bus stop. She grows herbs, and Pe fan uptight know i
she keeps a kitchen filled with phar- | €arni ng that her d:

P! R Ry Deing bioygt infoga porl p

WO men .
hi

many

WI|| | ove m no

hhg dooks, ||Ik% 18 ecpoked  gayliflower.
f he

Even wal ks
laugh at the immeasurable love of a
grandmother. She believes being a

Ad

[

ma t

grandmathey Feans s affifmations gnd

het f &ouylbey ishe-welcomes the joy without the re-

sponsibilities of a parent. She em-
braces her new role. She believes a
baby will teach her daughter that life is
random, which will force her to relax
and not take herself so seriously.
Maribel, who has her great grandfa-
t her 6s Chinese
young. She thrives on stability and or-
der, never takes risks, and avoids ad-
(Continued on pag#1)
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(Continued from pag0)

venture. Her mother despairs when,
given her first coloring book, Maribel
instinctively colors within the lines.

exquisite bird. In his frailty he is the
most beautiful thing his mother has
ever seen.

Maribel is told of the possibility of

and rejects any empathetic gestures.
She becomes isolated in her grief and
anger.

Maribel leaves the hospital alone.

al wa yWillaCatber mat t e

That is the chasm between Adela, who trisomy and thinks of her first tricycle. She returns often to

knows no boundaries, and the confine- She is told of severe mental retarda- and plays the kissing game. She

ment that drives Maribel, who har- tion, organ defects, limited possibili-  touches each place on his body and

nesses her thoughts and knows nei- ties, but she only wants to see her  with a drum role ends at his chin. Vic-

ther impulse nor curiosity. This curtails tor Eduardo opens his eyes and in his

her joy. Adela is fqained by Maribellfospupils ishe recogni :

constraint and her inability to believe in AAs she lTived andppHtkebedumsN&med spac

dreams. Maribel is proper, correct to a discovered God in the most un- God for fdoing this t

fault and pathologically organized. She usual places, . . . sensed calm in When Maribel is too heartsick to visit

is college educated and has a good the most tumultuous times. She |  the hospital, her mother and grand-

corporate job working for a boss, who had learned her way to and from, mother go and are allowed to take her

appreciates her. but especially through the dark | pjace because the baby needs love to
Cuca believes | if dPagspaesPtraigand regret.q ¢ al| survive. The older women are shocked

of balancing opposi ng forces, 0 and s|heby his frailty, impressed by his hearty

believes the next two generations e had discovered how to sit| ¢ry and encouraged when the doctor

have failed to learn that. Adela wor- still through the ilshentielbaby is a fightdr. MariBel

ries, because she Kknows, feven the stays in bed, trying to grasp the depth

most careful plans [fA83VedanaSyares, the Ghig |5 tofherepain.

Maribel is pregnant with her first child Kiss King The karyotype indicates that Victor

and alone because her drug dealing has trisomy 18, 75% mosaic with all

husband is hiding somewhere to avoid the characteristics of a child with full

arrest. In the months to come Maribel ~ baby. She tells herself there is some-  trisomy 18. The doctor tries to give

has to reconci | e he thingngreng with fig blaod Begause s shope, explaining a few children with a

ness, made more appalling by the  his blood is being tested. She visits  similar diagnosis were alive at three or

daily demands and emotions related to ~ her son for the first time and is  four. He cannot tell this mother if her

the baby, her husbasghacked by allstheetigpgsr and they r child will smile, walk, or know she is

both his son and her feelings as a  Nnoisy machines. She is disappointed  hjs mother. He offers no road map.

mot her, and her bos8he san enlystiokeghdn; when shéy | Maribel keeps vigil by her son after

understanding and unspoken desire. ~ Wants to hold him close. She begins s first surgery, learns to use a G-

Nothing is simple in the lives of these the first of many medical lessons.  tyhe. confronts on-going problems

three women, but the book in its com- She learns about apnea, soon about  gych as a leaky G-tube and severe

plexity is realistic and the several story ~ an esophagus that is not attached,  giaper rash. Maribel thrives in the or-

lines compelling. then kidney reflux, coarctation of the  der required to care for her son. She
During her long and painful labor ~ @orta and holes in his heart. Maribel  |oyes path time, singing and playing

Maribel thinks back to her own child- hears from a kind but honest doctor  \ith her child. The book rings true to

hood and her father who makes that her son may die, and she begins  the feelings of SOFT parents, when

weekly visits, until he just stops and {0 shake and chatter uncontrollably. s he thinks, fAAnd when

presumably dies. She remembers their She has moved from denial after the  spe feels she knows more than the

favorite game of kissing with noses,  first news to shock. When she asks  goctorsé6 | earned knov

toes, knees, elbow, both soft kisses
and bony kisses, always ending with a
drum roll and chin kisses. She delivers
her son as she remembers chin kisses
with her beloved Papi.

She spends Victor
playing the chin kiss game, creating a
connection, ordering her life and carry-
ing on tradition, despite all the limita-
tions imposed by
Victor is the fisequ
who begins life as a three pound infant
with a quiet mew and a look first as a
fish, then a rat, and finally a bird, an

what is happening, her physician

expl ains, it i s

soul , my dear . o0
Maribel asks more questions,

knowing the doctor

FELYr doédveqn fler ut

She clings to the possibility that her
baby might not die, grateful there is
some hope. When she is visited by a

h e fardidagist.s henc & nephrelqgisty |

ragedakes Qvernagtshe rails qf he |
specialists and their dire news, and
they back out of her room. She be-

lieves no one knows how she feels

their passel of theories. Unlike theirs,
liffe® bet@edrR thed dbrs & fa bobk) €
replicated and regurgitated, her knowl-
edge was original and without peer,

s wWirleld ¢ hoaqse ocmarag-t

Balangd wegcof Uhed I B P

boy, 0o and he hol ds
municates with purrs and moans, com-
municating without words.

Victor survives pneumonia, has his
& tube removed, soon develops sei-
zures. He regresses. Maribel worries

(Continued on pag#?)
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Workshop: Transition Points in the Trisomy Journey

By Pam Healey

Transition Points in the Trisomy
Journey was a morning workshop led
by Joyce Coleman, a Licensed Clinical
Social Worker with over 20 years ex-
perience in health care. She has pro-
vided individual, marriage and family
therapy. She has worked at St. Louis
Chil drenb6s Hospita
children have acute or chronic illnesses.
Her focus in her therapy is to help both
individuals and families manage life
changing events and transitions. This
workshop was an opportunity for par-
ents to talk about their experiences
soon after the diagnosis of their child
and at other transition points in their
childés and
ics were skillfully guided by questions
and the introduction of specific topics.
With many in the group eager to share
their own experiences, little prompting
was necessary for group participation.
Most comments that follow came from
parent participants reacting to questions
posed. They spoke from personal ex-
perience and conviction.

Parents were asked when they first
|l earned of their ¢
receiving prenatal diagnosis were told
face-to-face, but others learned such
difficult news by telephone, with no re-
gard for whether they might be alone.
Often there was a limited opportunity to
process what they had been told. The
best scenario was a physician sitting
down with the family giving the diagno-
sis, explaining the implications and
prognosis and supporting the parents
as they absorbed and tried to under-
stand such devastating news. For many
a difficult situation was made more diffi-
cult by health care professionals who
may be focusing on expediency and not
care. Some parents reported that after
the diagnosis less care was available,
as if the diagnosis had sealed the
childés fate.

Next, those attending this workshop
were asked their initial thoughts and
feelings upon hearing the diagnosis.
Older parents shared that after getting a
prenatal diagnosis, or even after birth,
they wanted to learn more and as
quickly as possible. Before it was possi-

t her ef olr e

ble to google a few terms and receive
information instantly, parents went to
the library and hoped there were
some medical books available. Un-
fortunately, the medical books that
might be available were not filled with
beautiful pictures of smiling children.
Trisomy 18 and trisomy 13 were rep-

their unborn child or newborn, repre-
sented the worst, not the best of what
children looked like. Finally, there was
an easily available internet with some
search capacity, but there was more
limited information than is easily avail-
able today There were bulletin boards,
but no list serve; social networking was

respited by dlinical, pictyres of chily, oligniged. In the early years of this cen-

dren showing no affect with an em-
phasis on any physical anomalies
that might be present. Even fifteen
years ago the face of trisomy, what
parents would see to understand

tury SOFT families had a list serve so
they could give and receive information.
Rainbows Down Under, established by

(Continued on paga4)

their

Book Review by Pam Healey

olhe Ghin Kiss King

(Continued from pagil)
whether he is in pain and clings to
every day he lives. She watches him
weaken. She keeps vigil but still re-
treats home. Finally, she can take no
more, and this programmed woman
of order creates chaos to stay sane.
The others understand. Cuca par-
ticularly watches her granddaughter
h to Ise& thér prdgredsy 8he svhoshas
had so much grief in her long life
believes
pain at a pace
believes that interference does noth-
ing but prolong the heartbreaking
progress. She is heartened by
glimpses of Maribel moving on with
her life, despite months of her life
revolving around the hospital rou-
tine, medical tests and procedures
and her child who fights for his life.
There is hope for her, even if there is
little hope for her infant son.

When Victor is five months old
Maribel is told the holes in his heart
have closed on their own. The good
news is short lived, as he faces a
fourth bout of pneumonia. Adela
wants to help her daughter but feels
powerless. She tries to pray but real-
izes she does not know what to pray
for. As Victor weakens, and his
death seems inevitable, Maribel
leaves him with her mother and
grandmother and goes from the hos-

everyone

r i g9nge andghe humanesipry of wiaj ip

pital to the shore and cries. In the
darkness she
want from me?0
hospital and takes Victor home to die
surrounded by the women who love
him, each stronger and more wise
from knowing such love.
This is a wonderful vibrant story
with rich, engaging characters, poign-
S @npy deep spirituality in the midst of
mundane life and passion. It is both a

H01Yr OF thee Guban-Amgricap Experi-

means to be family, to love and to go
on bravely when the script is not the
one expected and too tragic to com-
prehend. It is the story of being the
gardener and finding the blooms de-
spite the many thorns.

In The Chin Kiss King there are
many memorable, perfectly expressed
lines, passages that need to be re-
read and both characters and truths
that remain long after the book is fin-
ished. This well written first novel is
true to the experiences of many in
SOFT. The characters ask the ques-
tions we asked, react with the same
emotions and grow despite everything
devastating that they face. The author
affirms many of our own hopes, fears
and joys and gives language to what
we cannot.

-Pam Healey

yell s,
She
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Our Journey with Angela and Trisomy 13

By David Ricker
The day of Angel abs
early. Contractions had begun at 2:30 am,
and the calls to friends and family and the
midwife went out around six. The morning
dawned in softness, the horizon clothed in
lavender and mist but the day soon became
sharp, bright and clear. It was going to be a
great day to be born on our little hill in
northern New England, the foliage was full,
and having gone apple picking earlier in the
week, baskets and bowls of apples were all
about the house. The place smelled like a
cider mill and the room where Angela was

tion to herself and Mellnda birthed Angela
bedutifdily ad gdnyu nd us U

The next words | remember were the

was to the everyday tragedies that were
probably unfolding around me.
midwifeds saying th ?hvt;/e a\ﬁ}r;éeg r%t}:}he%lhos ital wnhﬂllttle far}nljgrg Ue
. ' N re imply a w i fo t
with the baby. o Whenn bmefjéhd erﬁré’n@e%\ﬁt Tfl%hébfﬁhair.
baby, | looked at her head in near terror, g ambulances or doctors rushing about like
noticed her feet were not quite right as v, would see on television, just a simple
well, and could feel my life changing be-  yheelchair and a guide to take us where we
fore me. | wanted to remain calm, for my  heeded to go. Melinda got into the chair
wife, the kids and thelr grandparents, and holding Angela, and we were led through a
that was made easier by one look at my  geemin endless  subterranean-feeling
baby daughteros fac ?abynntﬁ"ySfrdiml)‘? Mt &Srridoi¥ Sahd® closed

bright and without sign of distress. Her  qqqs 1o a very large elevator, and finally up
face was in fact serene, and | said to my-

going to be born was suffused with a gentle ¢ o | f Awel |l if she iﬁf)c%then oNteonaéalo Integswe -Care gUnlt al
autumnal light. We had been preparing for o ke d u about this o
this day for weeks and all was in readiness.  \oments like thgse lay themselves out . Wﬁaph%rﬂ)engd olel e rfext ﬁ\/g‘dai/s in°

; ; ; ; . play : terms of the information that had to be ab-
By nine, family and friends had arrived, and i unusual ways. There was still a lot of bed. the lack of sl the logisti ‘
our two children, Karina (age 4) and Dylan oy in th thouah obvious! . Sorbed, the fack of sieep, the Iogistics o

- . Joy Inthe room, although ODbVIOUSly SOME-  gagjing with two patients (Angela and post-

(age 2) arose from bed excited to see their \yhat darkened with concern. There was tum Melinda). t Il child
new sibling come into the world, but in par- 5 panic. We even waited for our four partum Melinda), two small children, a grow-
ticular at the sight of the large birthing tub vear old to come downstairs to cut the -9 cotere of well-meaning friends and rela-

; : ; i year f S tives, and the difficult decisions made under
assembled and partially filled in the living ympjlical cord. The midwife called down to g rreme duress would have befuddied the
room. Melinda was anxious to get outside the hospital. The other midwife, an ap- x u wou v u
and enjoy her labor in the open air, so she rentice. had arrived so there were plent most se_asoned staff Of. the Wh't.e Hogse

p ’ plenty  west Wing. | started taking notes in a little
went out alone for a walk. _ of hands on deck. | converted our van into  15own notebook to keep track of evervthin
When the midwife arrived, Melinda was 3 kind of ambulance. warmed it up to a | hot P ything.
; ] ' up The situation was further exacerbated by the
nowhere to be found. This somewhat pice temperature, and soon, Melinda, the ~ L
P p fact that they would not admit Melinda into
alarmed the midwife, but | assured her that  migwife, Angela and | were heading down e o
al |l was probably wel kpathélih-HitchdRISMedgl Icénfeidid 0 birthing pavilion, because she had not
way. We had walked for a long time around | apanon. given birth there. She was exhausted, and
our little hill in rural New Mexico before There is levity in these moments as well. obviously distressed, with no place_ to lie
Karina was born and labored in the Dirt | remember my wife and | joking about down or rest, and the focus was still very
Cowboy Cafe over smoothies in Hanover el abs nose., that mucft; on %‘S r“ttl[-eerﬂ?fbé/ W'}tﬁh ti‘ﬁ large en- ot
before Dylands birth comgl Hofh Rithe? &F Bur r&hdiliss. LRé did Vg ltoth Io;:et ?j | he Id tlum ti OCkb
back at the house, the midwife checked on  \ye know at the time that her nose would _orom feet, and 1 should also mention, be-
; ) witching tear- drop shaped pupils in the
her and the baby and determined that the pe gne of the signatures of her rare and Is of her clear bl
labor was progressing nicely. It was not our  severe syndrome. During a brief moment PoGIs o her clear biue eyes.
first home birth, nor would it be our last. ¢ near panic | had on 1-91, | looked at the The first d_octor who examined Angela was
Karina had been born in a small adobe cpeedometer of our Honda Odvssey. and 2 young resident who gave us a rundown of
- - p er yssey, the family-centered care approach of the
housg in Albuquerque, Dylan, in campus  wondered if it really could do a hundred unit. The next person we saw was the most
housing at Dartmouth College, and Erin  anq forty miles per hour. But there was no -' P : :
later in the same room where Angela was peed. All seemed well in the back of the oo physician of the unit, a man a bit
o e e o g (o SR ISP e e st s
birth turned out to be something a little dif- ; '
ferent. g Iig\:lvtea?ltMgiing\t/reerétagidOfl Eggrsaer:;?nr:ndt for authority, a captain to guide the ship past
Soon after the midwife arrived, Melinda  of profound realization. There everybody dangers vet to be even imagined. | knew
had her first urge to push. Within a half an  \yas aoing about their evervday business right away, this was the guy. He examined
i » going, yaay ' Angela and_voiced his suspicion of some
hourls_hewasonherhandsandknees!n carrying coffees fropm n'-oouc?fsrs;Pr{droarﬁekagﬁls i
the living room (the tub only half full) and in  f,om the Dartmouth Bookstore. talkin
: i e . re, 9  see the feet and the hands. There is some-
the final stages of labor. | was kneeling at  happily in the morning sunshine. It was h :
- et happily ning ' thing else going on her ¢
her side and the first hint that there was a t ther d H No bomb 8
s Just another day in Hanover. NO DomDS — py 5 peyrologist who took one look at An-
problem came as the midwife took out her  haq exploded, the sky had not fallen; yes, gel aos head and said "
amnihook and then set it down, her face  the aker tower bells were tolling, butthey | 6 m not sure what |  am

suddenly becoming very serious. | felt the
first twinge in the pit of my stomach that
something was wrong. That which the mid-
wife had first thought was the bag-of-waters
was instead the membranes of my daugh-
terdés brain. The

were tolling for us alone. How oblivious
was everyone to the tragedy that was
unfolding just a few feet away in the sky
blue minivan. It made me wonder, while

still waiting for the I|ght how obI|V|ous I
mi dwi fe kept his inf

was at this point that | was getting a sense
we had strayed into a kind of Terra incognita,
with all the attendant terrors, real or imag-
ined, that inhabit these nether regions of the
r iygan experience. The neurologist left say-

(Continued on pag#4)
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Our Journey with Angela and Trisomy 13

(Continued from page3)
ing he woul d
take a look.

At some point the senior physician ar-
rives with a resident and an intern. He is
laying out his thoughts, and his philosophy
of total transparency. He assures us that
nothing that we did has caused this to hap-

have

pen. Ailtds not
vitamins (Melinda did), or that you smoke
(we dondt) or dr ank

duces sperm and eggs that have ex-
tra chromosomes. It is just that they
rarely meet, and even when they do,
t he result rar el

What we are seeing is simply the
result of an unlucky roll of the cosmic
dice, he insists. It is here that he first
mentions the word
that i s new to m
things will just get worse. Babies are
programmed to grow. Malformations
could be found a
parentds wor st ni
has some rare and incurable condi-
tion that you have never heard of. It is
as if a hole has been punched in your
universe, and dark matter is rushing
in. It starts to sink in that all this is
adding up to the fact that this child is
not going to make it. Looking at her
feet and hands over the course of this
ordeal, my mind had been flashing
forward to scenes painful and poign-
ant of a child, my child, in a wheel-

chair, by a soccer field watching her cardi ogram. There i s
siblings or peers play. Now even heart, in shadow, in a ghostly light, in
these simple scenes were feeling like shadow again, going waca-waca-waca.
too much to hope for. . The technician moves the mouse and

You bring in a child like this, where A clicks, mouse, click, mouse, click. What
a number of systems are affected, . does a click mean? Is a click bad? This
and it is as if all the lights on the control ~ away, but to the OR instead. At the men- goes on interminably: 25, 35, 45 minutes.
panel are flashing red and all the sirens t i on of AORO, he pauspytes tun tohBurs@nd | fthd mybelt bafkk Y C
are blaring. People start coming and going Petter tal k to the jjgyHigh SR bRIbgY class@HCheak ©
at a dizzying rate from various specialties: ~ quickly disappeared. Soon, | am watching  goes not look right even to my untrained
neurology, plastics, gastroenterology, ge- @S Angel ads smal |l f re3d| leRemd@Ptfinking!l vas Ryi8d tRed
netics, cardiology, and not only doctors, ~Wheeled away on a large gumey and won-  resolution on the screen was not better, that
but residents, interns and students as well.  dering if I would ever see her again. it was best to retain a bit of mystery about
After a while, they are all just white coats. Outside the rarefied, almost holy, air of t hese things. Later, A

You dono6t <catch the
are experiencing the world from within a
diving bell of shock and half the time their
ID badges are turned over. It seems as if
everybody wants a look at this unusual
child. The neurologist returned and the
plan was changed from doing an MRI to
simply getting
the OR. After he leaves, a very hyper an-
esthesiologist shows up all in scrubs ready
to wheel Angela away for her MRI. He puts
a release form under my nose saying

something about the risks, but that it was

the release, not really processing it, and
signed it. | have signed others since, it
says what you would expect, something to
the effect that the patient might die. Again,
he reiterated
fore | finally got a word in and said that |

i rthe Nigh & entergddnéoghe pralific spayn

of common human misery that was the
surgery waiting room. Angela was reduced
to the name of her surgeon on a board
akin to a departures and arrivals board at
an airport. | recall that the irony of this was
not lost on me. Food is proffered, but it

An g e | asgenednhteoacamplexa 19Q MY dO eatn

The magazines with news from Iraq, or the
economy seemed profane. All those dis-
tant concerns simply dropped away. | had
entered into a place where the lesser

slings and arrows of outrageous fortune
simply didnodt matter
ash upon entry into the atmosphere of our
unfolding family tragedy. The payphone in

needed to call my parents and give them
the news. When my mother answered, it
was a terrible moment. How do you tell your
mother that her new baby granddaughter is

word ... and that she might not live?

b e c a u stoughtdhat theipiam Bagd changede thay o uThen I am sitting alone in a small consul-
Angela was not going for the MRI right

tation room. | recall not knowing what to do
with myself. There were books, and
normally | would have taken one off the
shelf and perused it, but they seemed
far away and meaningless. The sur-
geon came in. He was a young man.
He described how they dressed the
wound, how the bandage would stay
moist and protect her exposed brain. A
week later we would be changing this
bandage on the changing table in our
home. He asks how | am doing and
tells me he is truly sorry this has hap-
pened. He is emotional about it. It was
the first moment when someone
seemed to depart from professional
form, where someone met me as one
improbable being meets another in a
moment of simple recognition of a pro-
found human sorrow. This moment
meant a lot to me. This cloak of empa-
thy brought me some comfort amidst
the cold and brutal reality of what was
unfolding.

Next | am sitting alone in the dark
watching the technician do the echo

would tell me the story of when he first saw
a single heart cell under a microscope. It
was beating as if in sympathy with some
great and unseen clock that ticked away in
the heart of the universe. It was at that mo-
ment, he was hooked. He knew what he
was going to do with his life.

By evening, the diagnoses started coming
in, and it was all bad news. My little brown
book records: dura madre, arachnoid, mi-
crocephaly, hydrocephaly, ASD, VSD, colo-

(Continued on pag#5)
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Our Journey with Angela and Trisomy 13, continued

(Continued from pag&4)

boma, tethered chord, myoclonic, chiari
two, all ugly, scary, confusing words. The
descriptors are no better, attenuated, defec-
tive, anomaly, abnormality, translocation,
malformation, and yet miraculously every-
thing appeared to be working. Still, the un-
derlying diagnosis waits. It was decision
time again. Do we do a bone aspirate to get
a faster analysis of her DNA, or another test
that will take longer? We weighed the pros
and cons of both procedures: the pain, the
time, the risks, and decided on the aspirate.
She mercifully slept through the entire pro-
cedure.

It was dark before | was finally alone with
Angela. Well, Angela and the machines. At
times | feel | can hardly breathe, as if the
close air of the little room
is clutching me. The rest of
the world is crowded out
and far away except for
the monitor, which | watch
with  nervousness. Her
SATs, BP, and heart rate
numbers are bouncing
about and changing col-
ors. In the red, an alarm .
goes off. These alarms go g
right to your gut when they
go off. I am sick to my
stomach with anxiety. Sud-
denly, Angela is falling, her
numbers plummeting. It is
all going red. | pick her up. |
I am holding her, willing §
her back. Nobody is com- *
ing. | can feel her falling
away. I wono
Strangely, it is not a mo-
ment of terror but of the
most intense love. She comes back. Every-
thing comes back. | talk to her, soothe her,
and then lay her back down. When the
nurses come to stick her again, | try to
soothe away her suffering. You do every-
thing you can, because it is all you can do. |
sing to her the most corny and outrageous
songs without embarrassment. The singing
brings a strange comfort to us both. It is the
simple things that sustain us in times like
these.

That first night, asleep in the chair in the
room with Angela, | dream of a host of
strange bright plumaged birds perched in
the canopy of a dark jungle. The birds are
crying out at the dying of the day. It is a fitful
sleep. Without rest. | awake to the ma-
chines again. They seem to be going off all
over the unit. All of the children seem to be
crying at once, including Angela. It is as if
some kind of strange confabulation was
taking place, the air itself vibrating with a
kind of avian otherworldliness, the grievous

cries of these poor child tragedians rising
in plaintive chorus to the deaf ears of
some lesser god.

various interventions. Tubes start disap-
pearing, and she is starting to take breast
milk from a syringe, milliliter by milliliter. The

Day two had almost come and gone, prognosis is f@Agri mo, an
with more doctors, more tests, more deci- si mply fAfade awayo, bu
sions, and more tears and still we had not  Angela Frances endures, and we are learn-
given the child a name. The yellow card ing to endure as well, and to live lifetimes in
on the side of the bewymomenply read fBaby
Girl Ri cker. o A fr i en @The heatdew tagssahei adloreofiprepasa- a
woolen angel that we hung from the IV tions for taking Angela home. Little things
stand above her bed. Angela? It was a  began to take on deep meaning, like when
good start. | had been thinking of my pa-  we first put cloth- ing from home on the
ternal Grandmother, and the child shelost ¢ hi | d. ifRemember when K
back in the thirti eswesapatoeach otheraWd teod Angela loru e
baby. 6 Once while vidiistaifmgi a, grtaoveyarld tinhe
Ohio with my grandfather | watched him  breathe the fresh air, to show her the sky,
pour a cup of wat er othe sinhtee clouds. Thkse Inogents weee. 1 |
never found out i f h epackesl switth engahingz entbtionsr runmiogt , ©

down our cheeks. It
seemed almost normal,
the clothing, the outside
air. | remember thinking
about our ancestors, for
. whom child losses were
much more common, on
* them having to endure
the agony and brutal ne-
cessity of clothing the
body of the living child in
A the clothes of the dead,
and of seeing the dead
child in the living.

What about our other
children? How are they
| going to handle this?
There is no joy for a par-
| ent like that of experienc-
ing the world through
their childreno
snowflakes, first live con-
cert, a frog, a dragon- fly,

he said by way of explanation with tears in  a favorite book. These can be highly emo-
his eyes. After my grandfather died, |  tional moments for a parent. How do you
found a little box with a ribbon tied around  present to your children, ages 2 and 4, their
it at the back of a linen closet. Inside were  new baby sister, head swaddled in gauze,
notes of congratulations on the birth of the  and explain to them that she is going to die?
child. The postmarks were from 1934. My ~ When we finally reunited with them after
grandmot her 6s name wasweepingaheic mew baby siskere awayhaed
saint. She would look out for the child.  disappearing from their lives for almost
Melinda and | discussed it. We named the  three days Dylan immediately demanded
baby Angela Frances Ricker. heroically, AWhereds th
On day three, the underlying diagnosis my little sister! o ins

finally arrived from Genetics, the primum
movens of everything else the doctors had
identified. My little brown book simply re-
cords the moment:

ATri somy 13. Not
Aincompatible with
figri mo Aweeks,

By this time we have already been bro-
ken. We are ready for the verdict that we
knew in our hearts to be the truth. The
pain is tempered by the reality that the
child is doing well, is slowly getting free of

These moments were like thunder within a
thick black cloud, followed by a heavy
shower of human tears.

There were gifts for the children, a little

M o mraedlaim balleriAd for KariGae & tbysairptane
| fof Byfan, & feked Ibanmee to protectttHer i v
mont hshamyds yeraad, 0a

on death and dying. The ballerina becomes
a drama within the drama, a kind of meta-
phor for the baby. First, it is left in the hospi-
tal bathroom, and then mercifully recovered

(Continued on pag#6)
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Our Journey with Angela and Trisomy 13, continued

(Continued from pag#5)

after a flood of four-year-old tears. Then it
gets broken. Karina is once again inconsol-
able. She says in full hysteria to a room full
of teary-eyed friends while protesting how

much she |l oves t he
and canot be fixed.
canot be fixed. o0 |s

which she speaks? Her grandmother has
her draw a picture of the doll, whole again,
and this she carries around as a kind of
totem to the doll/

By day four in the hospital, people
wanted to come. A lot of people. It soon
became overwhelming. Friends we have
known for years told us for the first time of
their childbearing loss. We never knew.
These things are kept secret, or rarely spo-
ken of. | guess we were earning the right to
know now. We had the pass-key to that
other world of sorrows that people keep to
themselves. We had a friend take over the
coordination of our personal affairs. Any-
thing outside the hospital room was simply
too much to handle.

At one point | was told that | need to get
out for a bit. An old friend was coming up
from Boston to help. | remember sitting at
the bus station watching the people disem-
bark, one by one, people of all ages, col-
or s, and sizes.
thinking, Asurvivors
never going to look at the world the same
way again. The old friend arrived, and |
was told that | looked ashen. | had forgot-
ten to eat again. My cheeks were feeling
bruised from so much crying.

The morning rounds during the final cou-
ple of days took on the utmost of impor-
tance. We waited patiently for them, putting
off food, visits, even bathroom breaks.
Then the room would be full of white coats
going through the growing laundry list of all
that was wrong with our daughter. What
they had to say did not describe the child
who we were getting to know, the child she
was and is, bright-eyed and full of wonder.
At one point, | interrupted the chief resident
saying Ayou know,
about is all the things wrong with this

child, o then,

show t hem, Awel | ,
right about this child as well. Look at her.
Sheds beautiful .o

interns to weep.

There was a final meeting before the
floor chief left for vacation and handed the
baton to a new doctor. The entire team
was assembled around a large conference
room table. There were a lot of tears, even
among the younger staff. We discussed
what would be next for Angela. Various
options were proffered including leaving
her at the hospital. Melinda and | were of

T h itainty abchworsderd

one mind: This child was born at home and
she will die at home. In the meantime, we
will give her the best life we possibly can.
A plan was discussed for what needed to
occur before they would release her. She
d nekeded dtedsinds,, presiriptiorss Silledp ho
pice gdre atrahged amd what seanvee like

was beautiful. Angela was happy and so
were we.

The homecoming was joyous. We were
finally home and together as a family again,
come what may. Her life would begin anew,

k eowever short or long it would be. As it hap-

pened, days and weeks turned into months,

i athundirdd @thed thiigs. Millilicer syrihgleseof bamd monthsf into years. Six years of final

breast milk needed to turn into tiny bottles.
Of course, the prospect of leaving the hos-
pital was scary. How would we do? How

we call? | had a rather uncomfortable con-

AThe homecomin
ous. We were finally home
and together as a family
again, come wh

-David Ricker

versation with one of the doctors about
how quickly we would need to deal with my
daughteros body.
unhurried goodbye? | had had some ex-
perience with this, having taken care of my

days, and each day the story continues. It
has been a bumpy ride full of many joys,
pains, fears and challenges. In short, six

b awkoyld thehead confiecalsontd Whorh shouldi yemd ofdthe stuff of life, a life lived in the

immediacy of the prospect of the absence
of life. Angela has pushed us in ways that
no other child could have possibly pushed
us and we are stronger and better people

Jbecalsélobit. It haolerr been extremely

difficult and not always been pretty, but she
has al so been the
hours as parents, and as human beings.

A ThroudR Beryive h&¥e met some of the most

amazing people, meeting immense chal-
lenges, and living extraordinary lives. Her
impact on the lives of her siblings and on
the lives of those who know her in our little
community is immeasurable.

Angela started school full time in the fall.

D o e sThisnGhiistmasewe avat¢hedwas $he sat im n

her wheelchair up on stage with her kinder-
garten class at the school holiday concert

i S u rgvahdvather attis horhe untilehendieoh AR-r smiling and laughing. This child is truly spe-

sawdr. :0 We & al 4 wee dmd rhe tcialjl anewitteis thden @ne ¢he breat privi-

On the fifth day, the afternoon before
check out, | filled out Form F-1005, the

leges of my life to raise this child, to be part
of her life, and to be able to say, and say

iNew Hamps hiirDoN®RResus-o cpmldly, that | am her father.

citate Order
form, my eyes swimming with emotion, the

words fAter minal medi c a
citation, o0 fAsignature
power of attorneyo sti
remember scoffing abo

attorneyo part. It

part of judge and jury, with fate waiting as
executioner in the wings. At 2:37 pm on
the afternoon of October 12th, 2004, |
signed my
that is what it felt like. The last image |
have in my head of the hospital is of our

a | | familye mokirggvdewn kthe ¢éomg coriddork of n g

the hospital, a motley procession of gifts,

hol di n gflowes,rluggage and neft-ovgr fobda finallg
t h eveénturingioutealon® intb the great tinknbwni n g

with our little bundle of hope, fear, uncer-
one of

On the road home, heading north on
New Hampshire Route 10, through Lyme,
was like driving through a kaleidoscope of
fall colors. | was driving on egg-shells.
Anybody who has ever put a newborn child
in an automobile for the first time knows
the feeling, driving like there is Waterford
crystal loose in the back seat, uninsured,
with the house payment overdue. But there
was little traffic to worry about and the day

( DNR) . 0

daughterds

t he

| coul d

el

t

On Page 3, Nurse Judie was
shown beginning to meet the

comfort needs of Madam
Foundress. Above, kindly di-
rect your gaze, to the finished
accomplishment that appar-
ently pleased Madam. She was
finally warm. Nurse Judie was
dismissed with a smile.

rai
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