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Pregnancy. The months and weeks leading up toittieof a child are some of a woman's most exgitimes, filled
with the anticipation, hope and joy of giving bittha new life. When all goes well during the pragey, labor and
delivery, and a beautiful healthy baby comes ihtoworld, a miracle takes place. But what happédren a condition
goes undetected or is misdiagnosed and in 95%sekdhe outcome is fatal? Even in today's modedfical world
of advanced technology and well-trained cliniciamgrsights occur. This is especially true whes & rare condition
like vasa previa and is not part of the normalmai&al screening.

Vasa previa, reported in 1:3000 pregnancies, andition in which fetal blood vessel(s) from thag#nta or

umbilical cord cross the entrance to the birth tareneath the baby. The condition has a high fatatality due to rapid
fetal hemorrhage resulting from the vessels teasingn the cervix dilates, membranes rupture, tirafvessels

become pinched off as they are compressed betledraby and the walls of the birth canal.

Vasa previa has been detected during pregnanariysas the 16th week. Infant death from vasaiprisvpreventable
when diagnosed prenatally.

The International Vasa Previa Foundation (IVPF) established in January 2001. It is a result ofhsa Previa e-mail
group which was founded on June 25th, 2000 by parehtsws experienced a vasa previa pregnancy.

The IVPF agrees that vasa previa can, but shouldeya devastating complication of pregnancy. Desjs severity, it
is commonly unrecognized by women, midwifes, andetimes even obstetricians. Despite the technaaigting to
detect vasa previa prenatally, it is rarely diagmogrior to the onset of labor and sometimes, figalsions are made
during labor and delivery.

The goals of the IVPF are to increase awarenessgt &hea previa and to adjust the medical rulespaotbcols
worldwide in such a way that fatal outcomes assediwith vasa previa can be prevented.

The IVPF would like to take this opportunity to ighten you further about this condition and trytevent the fatal
outcome by reaching the medical community and gemerblic. Attached is additional information abthe IVPF as
well as stories from our members and their childbenth the vasa previa survivors and the vasa pviels. Please take
a moment to visit our press roomhgtp://www.vasaprevia.org

In the event you would like more information ona&gsevia, please contact us and we will connectwitiuone of
our members and/or spokesperson physicians.

We look forward to the day when vasa previa isamgér a fatal condition. After all, it only takesrement to
diagnose life.

Regards,
/Jdm%wa@

Victoria Goldstein IVPF PR
Committee
Victoria.Goldstein@vasaprevia.com
Tel: 561-504-3540
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History

Thelnternational Vasa Previa Foundation (IVPF)was established in January 2001. It is a resuh@¥asa Previa e-
mail group which was founded on June 25th, 2000 by parehtsve experienced a vasa previa pregnancy.

Vision
Creating a world without vasa previa deaths whilgp®rting those whose lives have been impacted by i
Mission

To raise awareness about vasa previa and to ddgistedical rules and protocols in such a wayfttat outcomes
associated with vasa previa can be prevented.

An Avoidable Tragedy

The International Vasa Previa Foundation agreas/isa previa is an avoidable tragedy and shoultéea devastating
complication of pregnancy because it can be detaliteng pregnancy with use of transvaginal songlgyan
combination with color Doppler. Despite its sevgrit is commonly unrecognized by women, midwivasd many

obstetricians. It is rarely detected during premyaand often, inadequate decisions made duriray katd delivery result
in fetal mortality rates estimated to be as hig@&apercent.

Donations

International Vasa Previa Foundation, Inc.
P.O. Box 272293
Boca Raton, FL 33427-2293

Tel. 309-797-1995

Board Members:

Amy Brown Gaghagen
Cindy Paris

Mike Krznaric
Natasha Donnolley
Meredith Kirby

Kristy Schryver
Jennifer Munson

Contact;

Victoria.Goldstein@vasaprevia.com
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Fact Shed

Vasa previaccurs when fetal blood vessel(s) from the placentambilical cord cross the
entrance to the birth canal, beneath the baby. Wiaséda can result in rapid fetal
hemorrhage (occurs from the vessels tearing whenedhvix dilates or membranes rupture)
or lack of oxygen (if the vessels become pinchédsthey are compressed between the
baby and the walls of the birth canal). The abéwassels result from velamentous
insertion of the cord, bilobed or succenturiateehbplacenta.

Vasa previa can be asymptomatic but can also presgnsudden onset of abnormally
heavy or small amounts of painless vaginal bleetfitbe second or third trimester of
pregnancy. Source of blood should always be ingatsd to determine whether the
blood is maternal or fetal.

Rarely reported, occurs in 1:2500 to 3000 birththaifetal mortality rate estimated to be as
high as 95 percent if not diagnosed prenatally)(1-

When properly diagnosed prenatally, prognosis ofigal is very good. The fetal mortality
rate is very low when an elective C-section is genked after fetal lung maturity is
adequate.

Changing current routine obstetrical ultrasoundquols to include checking the placental
cord connection for velamentous cord insertionrtuell routine obstetrical ultrasounds is
recommended (preferably with color Doppler). Alspected cases of velamentous cord
insertion, placenta previa, low-lying placenta, tingéstational pregnancies, and multi-
lobed placentas need to be checked for vasa pnét¥iaransvaginal color Doppler
ultrasound(3) Vasa previa can be detected during pregnanewpdsg as the 16th week
with use of transvaginal sonography in combinatidh color Doppler. (4) Infant death
from vasa previa is preventable if diagnosed pediyat

Vasa previa might be present if any (or none) efftlowing conditions exist: low-lying
placenta (may be caused by previous miscarriadiesvied by curreting of the uterus
(D&C), or uterine operations, which causes scariintpe uterus), bilobed or succenturiate-
lobed placentas, velamentous insertion of the quegnancies resulting from in-vitro
fertilization or multiple pregnancies. (5-6) Vasaya bleeding is painless. Other OB or
birthing bleeding complications are not necessadlinless.

When diagnosed prenatally, treatment plans cowldde the following: use of tocolytes to
stop all uterine activity; bedrest; no sexual ioterse, vaginal exams, lifting, heavy
straining during bowel movements (use of stooleswdts); hospitalization; fetal
monitoring; regular ultrasounds to monitor progi@s®f vasa previa; determination of
source of bleeding (either fetal or maternal); aoantesis to access fetal lung maturity;
steroid treatment to develop fetal lung maturity] anost importantly, elective cesarean
delivery early enough to avoid an emergency betdatough to avoid complications of
prematurity. When not diagnosed prenatally, agiwvesesuscitation complete with blood
transfusion for the infant if necessary must bepéal for and/or expected. (7)

http:/Avww.vasaprevia.org
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What the experts have to say about Vasa Previa

Vasa previa is a rare condition; however it is often a lethal one. For years we have tried to get the general ObGyn
community to appreciate this condition and to realize that it can result in the death of an otherwise totally normal infant.
The tragedy is even greater because the pregnancy is often entirely uncomplicated, and demise of the baby occurs just at
the very end of pregnancy when the parents are looking forward with excitement and expectation to the birth of a healthy
baby. Our attempts to have more frequent screening performed have been criticized becauseit is felt that the condition is
rare, andindeed it is. However, very few other conditions carry such a high mortality in a previously normal fetus. The
arguments have been that it is prohibitively expensive to screen for vasa previa using ultrasound and that it requiresa
reasonable degree of skill to make the diagnosis. As such, it is not currently the standard of care to ook for vasa previa.
Neverthel ess, we have identified a second-trimester low-lying placenta as an important risk factor, and recommend
targeted sonographic screening with transvaginal sonography and color Doppler for vasa previa in women whose
placentas have been identified as low-lying in the second trimester, regardless of whether the placenta remains low-lying
at term or not. Other women who should be screened for vasa previa include those with placentas which have
succenturiate lobes, women with multiple pregnancies, and those with pregnancies resulting fromin-vitro fertlization.
Because survival of the baby depends almost entirely on prenatal diagnosis, this strategy for selective screening, followed
by elective cesarean delivery, will help reduce the mortality from vasa previa..

Yinka Oyelese, M.D

Georgetown University Hospital, Washington, D.C.

October 2001

Vasa previa isa very rare but well known and well respected condition in the areain which | practice, obstetrics. The
advancesin ultrasound have greatly aided in the diagnosis and management of this problem. The biggest problemisto
identify the patients that are at risk for this condition. The way that we discover these rare abnormalities of placentation
is through routine screening ultrasounds at 18-20 weeks. |f there are low lying placentas or placenta previas, we then
examine the lower uterine segment with doppler flow. We then routinely send these patients to an ultrasound center for
confirmation. Also, any patients with abnormal bleeding in the 2nd and 3rd trimesters need appropriate evaluation for
this condition. The fetal mortality rate if undetected varies considerably from 33%-66%. The fetal mortality rate when an
elective c-section is performed when fetal lung maturity is adequate is very low.

Frank A. Frenduto, M.D.

Private Practice OBGYN, Durham, North Carolina
October 2001

| bedieveit isreally important to heighten the awareness of physicians and sonographers doing obstetrical ultrasound to
the potential cluesto this dangerous condition. | also believe vasa previa is more common than currently bdieved. In my
practice alone, | have diagnosed five patients with vasa previain the last year. | urge my studentsto look for the clues of
vasa previa. If a placenta is hilobed, regardless of location, or if there are unusual blood vessels at the placental
periphery which could be a clue to a membranous umbilical cord origin, then scans using colorflow imaging over the
internal os (entrance) of the cervix should be done to exclude vasa previa.

Harris Finberg, M.D.

High-risk obstetrical radiologist in Phoenix

November 2000

Of course | support your goal for vasa praevia. Unfortunately, | fear that this is a problem that will continue to evade
even the most vigilant of sonographers unless they actively look for vasa praevia. Additionally, I am lucky that all the
ultrasound machines in my unit have colour Doppler. Unfortunately, thisis not the case in many hospitals world wide,
making the detection of vasa praevia even more difficult.

Basky Thilaganathan

Director, Fetal Medicine Unit

St.George's Hospital Medical School London June(20
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Glossay

amniocentesis- (also commonly referred to as "amnio") is a commuamatal test. During the procedure, an ultrasound
device is used to determine the baby's positiot tle@n a long hollow needle is introduced to wittwdiamniotic fluid

from around the fetus. (The baby is not touchelg particles of the baby's sloughed-off skin dédating in the water

are then tested in a lab for fetal abnormalitiessuits are usually back in 8-10 days. Amnios a&se ased to determine
fetal lung maturity when preterm labor has beeonmuoended.

antepartum- relating to the period before parturition (actiorpeocess of giving birth); before childbirth

bilobed placenta(latin name: placentae bilobata) - To be clagsiéie bipartite or tripartite the two or three lobéa
placenta should be separated by a membrane arfcejeal or near equal size. There is no certaiorinétion on how
multilobed placentas are formed. A bipartite pldaen one pregnancy may be followed by greater-#ngected
frequency of bipartite placenta in the next pregyaiihis raises the possibility that some multildiptacentas have
genetic origin. The umbilical cord most often insénto the membranes between the two lobes oftitipalacentas but
in about one-third of cases it inserts into thgdarf the two lobes. The two clinical manifestai@f multilobed placetas
most often cited are bleeding in the first trimestigpregnancy, and a failure of one of the lolweseparate at delivery
with consequent postpartum hemorrhage.

color Doppler ultrasound- used to measure the velocity of blood flow. Doppilérasound can be used to listen to the
fetal heart beat, examine the fetal heart for &fand estimate placental blood flow. This spdgia of ultrasound
shows different rates of blood flow in differeni@® blue and red on a monitor in real time. Onlercgoes from the
placenta to the baby and the other one from thg tmathe placenta. This way the location of thalfgessels can be
detected and the suspected diagnosis vasa previzeczonfirmed or rejected.

low placenta -early in pregnancy, the zygote (fertilized egg) lamps in the uterus and forms a placenta. Implamtat
that occurs low in the uterus may result in a pige¢hat is close to or covers the cervical ogt{lianal). Most low-lying
placentas migrate (move) during later pregnancyatds/the fundus (top of the uterus) and away fitwencervix.

A low placenta has four degrees of severity:

1. Low-lying placenta: The placenta is implanted Ia the uterus close to the cervix but the edginefplacenta does not
reach the cervical os.

2. Marginal placenta previa: The edge of the plecenat the margin of the cervical os.

3. Partial placenta previa: The cervical os isipliytcovered by the placenta.

4. Total placenta previa: The cervix is completayered by the placenta

multi-gestational pregnancies -a pregnancy of twins, triplets and beyond

Ogita-test -test used to determine presence of fetal blood. tds$tewill detect fetal hemoglobin down to a cortcation
of 20%

placenta previaan abnormal implantation of the placenta at or tieainternal opening of the uterine cervix so that
tends to precede the child at birth usually causengere maternal or fetal hemorrhage

steroid shots —-administered when fetal lung maturity needs toduelkerated for early delivery prescribed when
continuing pregnancy to term would compromise bsimgalthy outcome.



Glossary page 2

succenturiate lobed placenta A succenturiate (accessory) lobe is a seconki@ placental lobe that is much smaller
than the largest lobe. Unlike bipartite lobes,gh®ller succenturiate lobe often has areas ofdtifer or atrophy. The
risk factors associated are advanced maternajpaigggravida, proteinuria in the first trimestermfegnancy, and major
malformations in the fetus. The membranes betwetobes in such placenta can be torn during dglivnd the extra
lobe can be retained after rest of the placentdbes delivered, with consequent postpartum blgedin

tocolytes Denoting any pharmacological agent used to artesing contractions: often used in an attempttesh
premature labor contractions.

transvaginal sonography Small device which is used within the vagina tiidizes high frequency (5.0-7.5 MHz)
transducers, which offers improved resolution afmal anatomy and pathology in the female pelvismt@mpared to
the transabdominal approach. This advantage isplantly apparent in the obese patient, the patiétiit a
retroflexed/retroverted uterus and in identificataf anatomy too small to be visualized transabdattyi or that which
cannot be palpated on manual exam.

Trophotropism theory (Theory developed by Dr. Harris Finberg, M.D.) thopropism in placental tissue can be
compared to the tendency of a plant to lean towtirelsun to get the light it needs to survive. Sithe lower segment of
the uterus is not as nourishing as the upper segherplacenta will grow upwards to reach moreristing tissue.

vasa previa (latin name: Vasa Praevia) Vasa previa is aydfdeB000) reported condition in which fetal blogeksel(s)
from the placenta or umbilical cord crosses theagwe to the birth canal, beneath the baby. Thditon has a high fetal
mortality rate (50-90%). This can be attributedapid fetal exsanguination resulting from the vesssaring when the
cervix dilates, membranes rupture or if the vessetome pinched off as they are compressed betivedraby and the
walls of the birth canal.

velamentous insertion of the cord Normally, the veins of the baby run from the niéddf the placenta via the
umbilical cord to the baby. Velamentous inserticzans that the veins, unprotected by Wharton's, jellyerse the
membranes before they come together into the urabitord.
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VASA PREVIA STORIES

I would like to tell you about my “miracle” babywlould be very surprised if you had ever hearchefdondition, “vasa
previa (VP)". It is a little known condition thateurs in 1:3000 pregnancies. The fatality rateDi$d590%. | was told that
if undetected before birth, the fatality rate ist§3.00%. And this begins my story.

In June 1996, my husband and | found out we wepedating our second child. We were thrilled! My fipgegnhancy was
textbook, so | didn't foresee what we would go tigh.

When | was eight weeks into my pregnancy, | notie@ahe spotting. Since this did not happen at athyrfirst
pregnancy, | made an immediate appointment witldogtor. An ultrasound was done. My doctor informesl that
everything was fine, except that there was an éatra on the placenta. (I have since discovereitthiigis one of the
primary indicators of VP.) The doctor informed rhattthe only complication would be if they didnidw about it
during delivery and all the placenta did not delivighe said that since we knew, there would be bi@ptications. She
did, however, follow-up with subsequent ultrasouddsng my term. The lobe seemed to move, disappeappear, etc.,
but that should still cause no problem. | stilt fe#ry good about this pregnancy and did not watrail.

At 36 weeks, | awoke one morning to a LARGE amafriilood. | immediately woke my husband and whilg bnother
came to stay with our two year old, Bob rushed ortta¢ hospital. We saw a resident doctor in faitgrt order and
another ultrasound was performed and the bellp stis put on to keep track of the baby's heartbbi ultrasound
showed that the baby was breech. An obstetriciancaied in because of the bleeding. The nursesadane to getup
and walk, but every time | did, the bleeding incexh They did not seem to think that the bleediag avproblem. They
were more concerned with the fact that the babylbwasch. The resident voiced his opinion to usinggthat he thought
a caesarean should be performed that day. My faioityor thought that a C-section was unnecessatyhht they
should induce within the next day. The obstetriciame in, looked at one ultrasound very quickly kfidl was kept in
the hospital over night and Bob took the next diiyhinking that | would be induced. My doctor aadl the next morning
and said that the obstetrician wanted me to go heomdeake it easy until labor started on its owim lHeing a specialist,
| really thought he knew what he was talking abi@ytthis time, the bleeding had stopped.)

| went home, happy to be back with my husband andlscalled my place of employment and told théat 1 would
have to go on disability until the baby came asdwetor’s orders. They were great about it the alsaiold me to stay on
bed rest, except for going into the hospital evexy days for a bio-physical profile (an in-depttrasound.)

Things went fine for 12 days. Then, on the morrdhdan. 27, 1997, | once again awoke to profusedifg - bad enough
that | initially thought that my water had brokémvas much calmer this time, due to the casualtiegthe medical staff
seemed to be treating this with, but | did prepargo to the hospital right away.

When we arrived at the hospital, it was exactlit &aad been the previous time. The same residestonaluty, the nurses
set up the ultrasound and the belly strap was i@ces would periodically check in to check tharheate, but other
than that, we were just left there for two hourgsked if anyone had called my doctor and wasttaltithey could not

call her until something happened (what exactiy, ot sure.)

| finally sent my husband off to work, thinking Beould save his time off for when the baby did ceme this looked

like it was going to be a repeat of our previoustviAs Bob was walking away from the room, | f@lush and though
my water broke. | screamed for Bob to come backc#died a nurse and we were all excited until we et my water
did not break, but it was blood. The nurse triefirtd a heartbeat, but couldn’t. She called thédesg in and he also
could not find a heartbeat All of a sudden, thegv&ldl Bob out of the way and said they were takiegothe OR. The
last thing | remember is a bunch of doctors andesistanding over me with scalpels.



When | awoke, Bob and my doctor were standing direwer me. | asked how my baby was and all thestalr said was
that she would pray. They did not expect the babiwé 24 hours and so they took a Polaroid pictfreer for me and
tolled my stretcher up and into NICU to see hee Bloked fine to me, other than being hooked ugpentilator and all
the other monitors. | was told what happened wihenvwgas born. Apparently, Carlyne ruptured a bloesbel and that
was all the blood. She lost 3/4 of her blood suptblys her heart quit beating. She was born ats1&onatology was
waiting for her and worked on her unto 10:30 tasegtate her. This may sound morbid, but it makesealize how
close we were to losing her - the neonatologist toé that he was just going to call time of deatiemvshe took her first
breath. She also received a blood transfusion bptimand, in the event of seizure, phenobarbita wdministered (and
overdosed, we found out nine months later).

The next day, Carlyne was still living and holdimgy own. We were called into the neonatologistficef He told us that,
yes, Carlyne would live. But, she would be mentaty/or physically handicapped, to what degreepdptnew. We
were thrilled that she would live and devastatelgé#on the challenges she would face in her litgly@e was released
from the hospital after two weeks (her due datbg Would have been released a week earlier had keen for the
phenobarbital overdose. To me, she was a perfeatiyal, happy baby, and that's the way | continteetthink of her.

For the first year of Carlyne’s life, we spentedst two days a week in doctor’s offices. We wermtddiatricians,
neurologists, development doctors, physical thergpy name it, Carlyne endured cat scans, KEG'sdigork, etc. At
one point, when she was three months old, and Megshappy with her progress, we had an appointméh the
pediatric neurologist. At the end of the appointtnee said she appeared to be a normal, healtbg-thonth-old baby,
but “don't get your hopes up - no child can go tigiowhat she did at birth and not be disabled mesway.” | am happy
to say that Carlyne had her last appointment withdt eighteen months and he said that he wasgladyto eat his
words and that she was the sunshine in his dathidéen months, when she started walking, Carlyas released from
physical and occupational therapy. At 2-1/2 yeamg daughter knew her alphabet, could count to Ikaew her first,
middle and last names. Neonatology said they |@esing her, but after that day, they never wardesgté her again. My
daughter was finally given a clean bill of health.

Thinking back, if my doctor had looked further inte extra lobe, she may have had some indicatida the VP. Also,
the first time | went into the hospital, had thegted the blood, they would have known that it @adyne bleeding, not
me. And finally, if they had done a C-section ttiay, before any blood vessels had had a chancgptiore, she would
have been born PERFECTLY HEALTHY and we could halvéad a much happier and stress free 1997.

Bob, Ryan, Carlyne and | are very fortunate. Carlignalive and with us. This happy ending doesogotir very often, if
at all. We count our blessings and thank God egtayyfor her. My goal through all of this is to make make the
medical community and people planning on familieseraware of vasa previa and its complications.défét want to
scare mothers, but if VP is detected early in tiegpancy, it can be dealt with and chances aregalthave a perfectly
norm al, healthy child with a planned C-sectione@imple test can mean life or death to many ahildt:3000 is a
pretty high chance. My goal is to make a color Deppxam part of every prenatal program.

Debi & Carlyne

My name is Marya and | live in the Tampa FL areg.lMle girl, Rebekah is a vasa previa (VP) suoriv

In May of 1999 | was beginning the last trimestemy pregnancy (my sixth, | have two older childeerd have had
three miscarriages.) A prior ultrasound showedplaeenta a little low, but nothing to be concerabdut. That May,
during one week | was not feeling well with coldrgtoms. Rebekah's movements had slowed enoughltpcencern
me, and | called the doctor. He said | should ginéohospital and let them put me on the monitbatTwent fine; they
said she was slow because | wasn't feeling welll ¥téle | was there, the Dr. ordered another gitnend and that is
when they found the vasa previa as well as a pattaenta previa.

They sent me home on modified bed rest for a feekaeMy Dr. grew increasingly concerned, | liverites from the
hospital and | was the first patient he had everigh it, and he knew if something happened thaytcould not get me
to the hospital in time. SO, in the middle of Jungas hospitalized for the remainder of the pregyd was told over
and over again to tell someone of the slightesttisigoand under no circumstances to allow anyorgotanything
internally. The high-risk specialist said to penfoan amnio at 36 weeks. If lung function was adtgjua take the baby
then, if not, to wait another week and take hemadter what, situation was too dangerous to coatbeyond that point.



It was a very difficult time for my family, espetiafor my 3 year old who didn’t understand why asvin the hospital.
Well, she was not ready, so they waited anothekwaél July 6th and delivered her via c-sectiorséttion went fine,
but she was having trouble breathing and was eedlGU. She stayed there for two weeks. When hgothome she
was 5.7 Ibs. Now, at almost one year old she ibd8&nd is a few months behind developmentallys s@eoccupational
therapist once a week to help her catch up. | arelered if her small size and developmental probleere due to the
VP (my second child was 10 Ibs)

Marya Mesa & Rebekah

When | was 17 weeks pregnant with my second balgnt in for the routine ultrasound that every preag woman can
get. During the exam, we would check baby's sizgao function, gestational age, sex, etc.

While my second pregnancy was much like my firgtas much more nervous during this one. But | latbgical
reason to believe anything would be wrong. Asideffslight morning sickness and fatigue, | felt fiMy first
pregnancy was normal, | was under 30, had neveketh@nd was in good physical condition. There mahing about
my medical history that would put my baby or meisit for anything.

I met my husband, Greg, at the office of Dr. HaFiisberg, a radiologist who specializes in obststrDuring the exam,
it took Dr. Finberg only took a few seconds to aggoblem. He told me | had something called vassgig. Despite
immersing myself in pregnancy books, magazines, ¥itels, etc., during both pregnancies, | couldectil ever seeing
anything written about it.

As Dr. Finberg described it, vasa previa existsmaidetal blood vessel from the placenta or umdilgord crosses the
entrance to the birth canal, beneath the babyoldente this meant I'd have a c-section and thaOBywould discuss
with me other implications and management strategie

| returned home that evening and scoured my boo#tsveagazines for mention of vasa previa and founhbimg. The
closest thing | could find was a condition calléacgenta previa — a condition where the placenédf it@mpletely or
partially covers the entrance to the birth canalas relieved to read that placenta previa was menyageable and didn’t
pose much risk to the baby or the mother.

But when | spoke to my OBs about my diagnosisphfbout something very different. Since the bloedsel that crosses
the entrance of the birth canal contains fetal djoizk to the baby is very high. If the blood \&dsreaks, the baby could
lose all its blood in a matter of minutes — or l&3%e mortality rate associated with vasa previgstimated to be as high
as 95 percent.

They were going to treat me very carefully. | wasnediately put on pelvic rest (no sex, no inteex@ms, etc.) and was
told no lifting or intense activity. Since they wed to keep a close eye on me, they prepared nevémtual
hospitalization.

At about 24 weeks gestation, | began experienaingesuterine irritability. Knowing that contractioosuld cause
dilation and ultimately a rupture, | called my dost They sent me to OB triage for monitoring ashinded me that |
might not go home for a while.

My stay would last 74 days. While there, | was nhangid daily, medicated to stop contractions ancopugtrict bed rest
with only bathroom privileges. Being there also nmteay baby had a better, but not guaranteed, chafrsgrvival if a
rupture occurred.

Being hospitalized was very challenging. Life &méw it stopped. | was away from my home, my famihy friends, my
pets and my job. | had no privacy, the food wasvbeh average and bad and my room needed a magmorading. | felt
like a caged circus animal.

But, whenever | felt badly about it, all | had to @as think of my options. | could either be at legknowing that my
baby could die at any moment, or | could not kntwwt the vasa previa at all. | could go in to lalimbeed, and lose my
baby.



| had it the best way | could have it. | remindegbgif that my situation was temporary and thaive fears; these
months would only represent a blip in my life. Arfak, this small price, | could enjoy celebratingtbdays, holidays, and
everyday with my child in our home — not at a gsitee

Ten weeks later, after two rounds of steroid tremti® and an amniocentesis, | delivered Claire Béitaat 34 weeks’
gestation by c-section. She was small, but othertvautiful and perfectly healthy.

| still look back and am humbled by it all. We wes@incredibly lucky to have had Dr. Finberg imvadv | am convinced
that if it weren’t for him, my life would be drameally different today.

With the help of the incredible women | have mebtigh the Vasa Previa Foundation, we hope to iseresvareness
among women and the medical community. Women ne&ddw about vasa previa and the medical commumitgt
look for it. As expressed by the Vasa previa Fotiod& slogan, “It only takes a moment to diagnhifee”

Susan Mulligan and Claire Elizabeth

In September 1996, we lost a perfectly healthy, fulerm baby boy to vasa previa (VP). Quite unexpeedly, as is
most common. It wasn’t diagnosed until he was delared by emergency c-section after a sudden but bfibleeding
episode at home. He only lived 38 hours - the mgatecious hours of our lives.

Nathan was a complete surprise for our family. VeeeADONE having children. Having another one nelasvned on us.
It took months to get used to the idea of expanttiegamily again. By the time he arrived, we wezally looking
forward to it again. | had redecorated the nursgiy made baby clothing and a new blanket. My olsiestiearned to
drive so he could help transport the others teebdssons and soccer practices.

Then | arrived at full term - my pregnancy had beempletely uneventful. One morning | awoke vershed he baby
was awake too. | relished in the thought of hisampioig arrival, shared a moment with him and we tellrback to

sleep. An hour later | awoke and knew somethingwrasg. | reached down to find my hand covered Withod. | got

up and ran to the bathroom. Sitting in the bathroldieit the baby turn and thought, “This may wedl the last time | ever
feel him move again.”

My family called the doctor and | was taken to EiR right away. The bleeding had stopped almosbas as it started.
But there was a lot of it | was put on a fetal ntonthat showed our child’s heartbeat at 130 amopidg”. They got
ready to do an ultrasound, but then his heart sthgftogether and we were rushed into surgery.

The next thing | remember was being told the bahy wboy, and was his name “Nathan”? | said, “Yies/as still
coming out of the anesthesia and thought, “It'®w B\ sweet boy. It's over, thank God, it's ovel¥vasn't even able to
open my eyes yet. Next, the surgeon came in witpthcenta and explained what had happened andvasatprevia
was. | still couldn’t open my eyes or concentrateriuch more than a moment at a time. It turnedtmttNathan had
had to be aggressively revived and was extremeldd was going to be transferred to intensive eamelocal childrens’
hospital. But he was here. He was alive. They guotdut. | was scared, but sure he would be alltrigh

They brought him to me just before he was transterHe was in an incubator type box, on a respiatd had tubes and
wires all over. He reminded me of ET in that sceear the end of the movie. We had considered giingthe middle
name of “Elliot”. Now | was sure it should be “Hitl'. | was sooo happy to see him, but the hospiasonnel were
somber and serious. They handed me some Polahaig$ad taken before he left the operating roond Hieeady had
two units of blood.

After that visit with my new son, | was moved tooc@m in the maternity wing. Phone calls startediognm. My sister-
in-law delivered her baby THE VERY SAME MORNING!\Mtas excruciating receiving phone calls from extimily
members who were initially unaware of Nathan’'s demlt was along day and news from Cardinal Glenasn’t good.
Two EEGs showed no brain wave patterns. My babidodtumaintain a proper pH, blood pressure or btagperature.

Against medical advice, | got out of bed the vegxtrmorning so | could be with my son. Suddeniglt €xtremely guilty
about abandoning him during his first 24 hourfidfwas going to do well he needed his mother, noverthan ever. |
asked to be transferred to his hospital. They wooldallow it. | told them | was going anyway. Thggve me a “pass”
and | left. My poor child! The drugs were not helpimuch to stabilize him and they couldn’t give limch more



because his kidneys were not functioning. Spetsadistermined that his kidney problems would prdbabprove on
their own if his overall condition improved. | lefiith a heavy heart. By the time | was settled baaky own hospital,
Nathan’s doctors were calling. He was getting wanrse they needed to discuss things like “heroicsmess”. Oh, God! |
was back at Cardinal Glennon Childrens’ Hospitdhimi 30 minutes. My other children had just beesrdtto see their
brother. Word was sent to intercept them and deeth hack up to the ICU. Nathan’s condition was destp. His
kidneys were now bleeding which meant he would nesgain use of them. Every organ in his body wagtsg down.
We simply could not let him die alone in that citibs father held him for a few minutes then Nathars placed in my
arms and removed from life support. He squeezefimggr when they pulled the breathing tube outisfthroat. We
were moved to a private sitting room in the ICU véhBathan’s brothers and sister took turns holding He met his
grandparents and some of his aunts. We loved hird.tAen we let him go. At 10:50 pm he stopped biegtand was
placed back into my arms where he took one lastthr@nd passed quietly from this world.

Cindy Paris and Nathan Elliot

I am 39 years old and have a beautiful daughterigMzlaire who is 6 1/2 years old. | had been psimg her a baby
sibling for years and had had a miscarriage and D®&pril 2000 when at 10 weeks no heartbeat wasdo In
December 2000, | discovered | was pregnant adaias thrilled. The pregnancy went pretty wellhaligh |
experienced severe vomiting during the first fiventins.

From the beginning | had voiced concerns to mykdecause my cousin and one of my best friends tsidHeir babies in
2000, days before their due date, one due to asrapipcord strangulation and the other still da®sknow how. Because
of this, | had asked the Dr. for a color Doppld@ragound the last four weeks of pregnancy to clfiec&ord positioning
and although he initially said yes, at around té#h 3veek he said no to the ultrasounds becausstheDoppler was too
expensive and insurance would not cover. He readsue | was fine anyway and not to worry. He slaéd even if | did
a weekly ultrasound, the cord could strangulatebtii®y at any time (not too reassuring).

After my amnio in late March, the doctor told meald a marginal placenta. | had several ultrasoandsn June the
placenta showed to be low lying. In ultrasound’t8, the placenta had risen to normal.

At the beginning of week 38, | was diagnosed witthiblood pressure. As soon as | learned aboutdhdition | began
to practically beg my Dr. to induce me or do a ctiem, but he refused arguing that since the cemés high and closed
and the baby was not yet in my pelvis, inductiorulddead to c-section, which was too risky. No mattow much |
begged, it all fell on deaf ears. | was sent honte@dered to lie on my left side for a couple dagsayed pretty much
on bed rest since then.

| was admitted to the hospital two days before mg date on 8/24/2001 at 3 a.m. after passing trge lelots of blood at
home and then bleeding a LOT more than normal,cqapately 300 cc’s of blood (although Dr. and nsrasserted this
was normal bloody show). The blood was very liquidt, clotty and | kept asking at the hospital hawne | had bled so
much but the doctor never ordered testing of tbedhl Instead he ordered a regular ultrasounddgiot Doppler),

which indicated a score of 8/8 and after 8 hounsiofiitoring | was discharged from the hospital etl@ugh | begged
the Dr. to "get my baby out" and to keep me infthspital. The doctor told me the hospital was thi nurses were busy
and they did not have time for an elective proceduwent home distraught.

Then the unthinkable happened 2 days later. | waed at 11:30 p.m. and felt my baby kick. | sgpdd night to her.
And then a second later, | felt a warm liquid. &sanot my water; it was blood, lots of liquid rddda. As | sat on the
toilet bleeding profusely, | called the Dr's seeveind he called back 5 minutes later. Althougretdizally yelled that |
was hemorrhaging profusely, he calmly said, “OK,ame going to deliver this baby, go to the Hospit&le told me to
drive to a hospital that is 8 miles away insteatbdhe nearest hospital that is 1/2 mile awaylamnthas privileges there
too. Upon arrival there, nurses checked for fetgrtbeat and none was found. It was only thenttiegt notified the Dr.
and he arrived 10 minutes later. Ultrasound foomtheartbeat, 40 minutes had passed since myrchihg Sophie
Isabelle was declared dead at 12:11 a.m. on 8/2KI9vorst nightmare had come true. My cervix whl Isigh and
closed. We proceeded to induce and | delivered3ttBat morning. Sophie Isabelle was a beausifl 11 oz baby.

The blood on Friday the 24th was fetal blood, natemal blood, due to a small membrane ruptures Wais a huge
warning that was ignored. If the doctor had haddlbed tested with a simple APT or Ogita test, lwaidt have realized
this was no “normal bloody show”. Two days later,Sophie’s due date, two days after our last wagrshe lost her life
when my membranes ruptured and she exsanguinagetb dasa previa.



| am now working with the International Vasa PreW@undation to increase awareness of this devaghafiatal
condition amongst the medical community and pregnemen. 95% of vasa previa diagnosis made aritepaesult in
the successful birth of healthy babies when cdyrecanaged by the OB, but up to 95% of vasa preages that are
undiagnosed result in the death of these otherndsithy babies. A simple transvaginal ultrasourtth wdlor Doppler as
early as the 16th week of pregnancy can diagnosa paevia and prevent an almost certain fatal ouecdt only takes a
moment to diagnose life.....

Victoria Goldstein and Sophie Isabelle

Last year, in June, Robert and | decided to laireatule. We have always wanted children and waghothat the time
was right now. We both felt like we were ready, abte to give our child a bright future, surrounaéth our love.
Everything went great, we had a wonderful pregnahtgid not get morning sickness and the check-aipthe midwife
were terrific (blood pressure, blood- and urine glas) heartbeat of the baby).

Because we were not certain of the date the babydwa, we had an ultrasound in December. We weliedhwhen we
found out that | was one more month pregnant thathought. Everybody said | looked radiant fromgiapss and | felt
great! Through the whole pregnancy | had no comisait all. Of course | slept less comfortabléhatend and walked
less flexible but that is normal.

When | got my pregnancy leave, four weeks befoeedile date | had enough energy left to paint thsdédinside) and
do a lot of little jobs around the house, which tmfle done before the baby came. | traveled thrawtgour country to
visit my friends and sister-in-law who had justideted a baby of their own. On Wednesday, May 2Bpie all the way
to the south of the Netherlands (2,5-hour drive)isit my parents. | went shopping with my mum tgybthe last baby
stuff (clothes, a photo album), and we couldn’pdidking about the baby. The next day we wouldelkiack to
Kwintsheul (near The Hague) and she would help le@ncour house and bring the baby cradle, whichmuagn and my
dad had made themselves. The whole family was meigh involved in my pregnancy. They were actuallitie bit
pregnant themselves. It would be the first granddior my parents and the second one for Robeatiselr, who had just
welcomed his first grandchild 4 weeks ago. We hadautiful picture in our heads of how our childukbgrow up
together with little Julian, the son of Robert'sthrer, and how they would play together.

But that night, from Wednesday to Thursday, my whteke, at my parents’ house. | went to the bathrat 3.30 in the
morning and noticed that | could not control mynetiso | thought. Back in bed | felt fluid flowimgpwn my legs and
then | realised that it could be amniotic fluid. Myther and | couldn’t sleep anymore and at 6.0@etaip and drove
back to Kwintsheul. | phoned Robert out of bed. Wése so exited! It had started; we would soon benrand dad.

The midwife came by when we were back in Kwintstend she confirmed it to be amniotic fluid. Thaedlwas clear as
water with little dark hair in it: baby hair of olong expected child! If the contractions would statrt the next morning |
would have to go to the hospital where they woulifigially provoke the contractions. This becatisere would be a big
chance of infection if we didn't do so. That daywere in a party mood. We knew for sure that weld/twecome mum
and dad that particular day or the day after. Wkecsny mum if she would like to be present at tblévdry and she was
thrilled. Robert went to work that day to finisketburrent things and to tell everyone the good n¥Wesagreed that when
the contractions started | would immediately cath land he would come straight home.

| went to the greenery to buy a fresh pineappléchwvhate completely, because there appears tornething in the heart
of the pineapple that starts the contractionsgaitlthat is what | read. But the contractionsnditdcome that day, or the
night after. Too bad, because we would have logeatktiver our baby at home. But going to the hedpitas extra safe,
we would have nothing to worry about. There wowddabwvhole team of professionals and thus nothiddago wrong.

On Friday morning, May 26, we arrived at the hadt 8.30. | had to lie down in the middle of #keeds in a row and
got belly ties attached to measure the contractimidsthe heart of the baby. The doctor came todntre herself. It was a
young enthusiastic doctor (hamed Annemarie) whest@d us: getting into labour in a hospital isagfen!

The heartbeat of our baby was an example of hehaitild be, and thus is was perfect! When the ddéotahed me
inside, | appeared to have an opening of 3 cm, lmigs great. This meant that they could startrifeiion with
oxytocine through a tube immediately. Before gairtg the delivery room | had to go to the bathrcamad | noticed a
little bit of blood upon the toilet paper. But thiyd me that it was normal after the touching.



Then Annemarie came by to insert a pressure meteetsure the intensity of the contractions, anelectrode that they
would screw on the babies head to measure thebleahnf the baby. But when she inserted the pregsater, an
enormous amount of blood came out of me. | wadfigtrand tears started to roll down my face wheaw the look on
Annemarie’s face. ‘Milani, now!" | heard her shagi After a telephone call from the assistant, alobtilani came in,
the gynaecologist. Annemarie still had her armdesif me; she didn’t dare to pull it out. ‘Solutdshe asked. ‘No, the
blood is too thick for a solution’, doctor Milargéplied. When Annemarie pulled her arm out of me@gd stream of
blood came out. The gynaecologist put the electomdeur baby’s head anyhow and we saw the heartleeatase. For
one moment it looked like it was stabilising bugrtithe heartbeat rapidly decreased.

| was taken to the operation theatre in a rush Weg delivered Julia with a C-section. This wasuad 15 minutes after
the blood came out for the first time. Our babyeaout of my uterus at 10.01 without a heartbela¢. faediatrician took
over and started to clear her longs and apply meassage. In the meantime they tried to bring rnleatbinto her blood-
circulation but they failed. After 17 minutes ofirémation they gave up on her. Robert was themngithe reanimation
and for ten long minutes he still had hope. Thaalsovere working on her, it should be all righe keld our Julia in his
arms while | was waking up from the anaesthesawl people in green coats all over me were drimegacross the
corridor to the delivery room. They all looked vesiad. ‘How is my baby?’, | asked, but no one ansdiekrasked it again
and again. ‘The doctor will be here any minute’e @f them replied. And then | knew. | started cgyand suddenly |
heard Robert crying heartbreaking. ‘No!!’; | shedtand Robert put the baby in my arms. ‘It's g,'ditheard somebody
say. She was so beautiful! This wonderful littleature, our Julia. Why? How is this possible?

Later it appeared to be diagnosed with Vasa Praavibvelamentous insertion of the umbilical cordsas stated
during the operation. While inserting the pressueter they probably have ruptured a vessel, whitbriged to Julia and
made all the blood in her body flow away. A lithaby has only 300 ml of blood in contradiction watt adult who has 5
litres. She was perfectly healthy, a beautiful gfrB625 grams (which is a little more than 7 pa)rehd 50 cm. She had
everything present to be able to cope with thedvddlt it was not meant to be.

Our whole world collapsed, we had been looking mamvo this baby girl so much, she was so welconguddenly your
hands are empty and my belly too. And this whilergwhere around us perfectly healthy babies amegdadrn. Why us,
why our baby, she still had everything going fohyAdid they have to use that stupid pressure mdéiée the ties
around my belly also worked all right? Why didriey do a check-up before after which they wouldehaerformed a C-
section immediately. All questions without an answe

She will always be our first child, our Julia and are her proud parents. We have beautiful picofréer that we love to
show to everyone. But life at home, after the leuashd stir of the funeral, is empty and meanirgyl&verything brings
up memories of her and the life we could have hitld er, the life we desired so much. The daydieel with tears,
consternation and search for distraction. It &iill take a long time for us to deal with this emous loss. Life goes on
around while for us the world seems to stand sti#{,do realise that. And we also know that the loegges of our
sorrow will wear off. We also know that life wilklwe its new beautiful moments where we can gestangth from,
although it is hard to imagine that right now.usf takes time.

We want to do something with all our feelings obalief, anger and inability we have right now. Wanivto prevent
other people of losing their babies the same wayeadid. Internet taught me that Vasa Previa igngpsom that appears
in 1:3000 pregnancies. | would say that is a wihatleThe mortality rate is 50-90%. With a Doppleltidsound it can be
made visible in advance and a C-section can be made

Besides this we are furious about the insertiothefpressure meter that seems to have rupturee$sel of our little
girl. They seem to use two kinds of pressure méeifse hospital we went to. One is very thin alectible while the
other one, the one they used, was very stiff, samty big. In the delivery room where | was broughthey used
instruments that could only be combined with tli gtessure meter. The doctor that inserted theem@nnemarie) told
us afterwards that she would never use that kindeiér again. Too late for us though.

From others we heard that the hospital of theiiaghdid not use any inserting material at all. Theg the belly ties
through all the deliveries. Having used those alatbuld probably still be alive. Especially becatiféo of the babies
that die because of Vasa Previa, most of all dienduhe rupture of the membranes and they weeadir broken in our
case. Nature did his job right, it should have gard.



We recently found out about an academic thesis daftee policy of premature broken membranes a .
Ottervanger. She contradicts the words of the nfaamd the hospital; in fact she says that it efgrable to wait for the
contractions for 48-72 hours and that the chantéagextions are to be neglected. When nature wbalk gone its
course, there would have been a chance that Jalildvinave lived now. Besides this Ottervanger waldteut
Prostaglandin as the preferable way to provoketidractions, above oxytocine which involved insegrthe pressure
meter. Why didn’t they use that?

We feel that the medical science has failed. Wezhelsances of bringing our baby healthy to the aidBly waiting 48-

72 hours before artificially starting the labouogess, letting them investigate me through ultradsibefore inserting
dangerous instruments, by using a belly belt imstda pressure meter. We do realise that it vatllring our angel back
but we cannot put it aside us. Somewhat latereRdhinks he remembers that the obstetrician adwperformed the
Ultrasound in the beginning of our pregnancy- taédthat the umbilical cord was not in the middléhaf placenta, but
that seemed to be no problem according to her. $heyld have investigated us further then already.

We've had two appointments with the gynecologistey feel that they have to do something with daise and told us
they are going to organise a congress about VasaaHn Holland. They want to share experiences;dis how to
prevent situations like ours and how to act whentlood loss does occur.

Marlou van Dijck and Julia Elisabeth



