HAVING A CHILD WITH DOWN SYNDROME FROM MULTIPLE BIRTHS

ANNA KOPECKA AND HELENA ZAJACOVA

In Czechia approximately 50 children with Down syndrome (DS) are born every year (Table 1). The birth of twins or multiples in the DS population is therefore very rare

(probability less than 0.1 %).

For the purposes of our presentation, we contacted families in Czechia with twins or triplets where one or two of the children were born with
born between years 2000 — 2017. None of the births were result of in vitro fertilization (IVF). All of commented births were premature, rangir
of pregnancy) to heavy (30th week of pregnancy). Births of twins in 2000, 2001 and 2004 were without DS positive prenatal diagnosis and tr

DS. All the children were
g from moderate (38th week
e labours were natural. De-

liveries in last years were made exclusively by cesarean section. Most of the mentioned twins and triplets have another sibling. All these chi
(home) environment and were educated together with their siblings.

YEAR | NUM. @ . ix
2000 4 58 .- .-e.J.Q'\!’ﬁ (DS) AND

£ ANNA (DS) AND

“| gave birth to babies in week 37, after 11 hours of suffering, the delivery was completed by C-section. All the
prenatal tests were fine. After the delivery they found out that Anna has DS. Personnel in the hospital did not
want to show me the girl, for the first three days | breastfed only Adam. Finally, on strong request they showed
me Anna and told me, that she has not only DS, but a serious heart defect too. | had already filled-out a request
for Anna’s placement in the institute (infants care center)... They supposed (they made the decision for me) that
| would prefer to go home only with a healthy son. It was awful, | gave birth to two children, so | wanted to leave
the hospital with two. At the age of 4 months Anna underwent a heart surgery. Now Anna attends special school,
2003 61 she likes to help me with household works and she is enjoying to have common hobbies like any teenage girl.
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“1 was 29 years old when | learned that I'm pregnant with twins. It was a shock for a moment. | already had a son and so | thought one baby could be a little girl.
200 5 5 4 Pregnancy was good without any suspicion of anything. To my great surprise, two beautiful girls were born naturally in 38th week of pregnancy. A few days after the
birth, they found a congenital heart defect and a DS suspicion that was confirmed by a genetic test. | was told this fact in incoherent manner. | received the booklet
“Dear Mum, Dear Dad” which helped me in the beginning. Kaja had a heart surgery at 3 months. The operation was successful. And then began pleasant cooperation
with the Association of Parents and Friends of Children with DS (DownSyndrom CZ), Early intervention, Portage etc. When the girls grew up, we attended group of
200 6 3 5 parents, then speech therapy, orofacial regulation therapy, rehabilitation and other.

When the twins turned 5 they started integrating into a regular preschool in our neighborhood - it was the right decision. Although for Majda, a healthy twin,
it was not always easy, she was burdened with worry about her poor-speaking sister. After careful consideration, we chose a practical school for Kaja. Here Kaja is
doing very well, having real friends around her. Kaja likes to dance and swim, along with other children. Here the integration works perfectly, she does both activities

2007 5 8 just as well as others, she enjoys it very much and has a strong sense of competency. Kaja is in the care of many doctors, orthopedic (operative scoliosis of the spine),
endocrinologist (hypothyroidism), cardiologist (congenital heart defect). We continue to get the speech therapy and other specific therapies. Although it is not always
easy to raise them, I’'m grateful for being a mother of this band. Kaja shows us all what the real life is about, simple and full of beautiful things. It’s a ride! ”
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Gt ~ , | | By prenatal diagnosis was confirmed
twins, not Down syndrome. Birth was
provoked, but natural.
has Down syndrome has been pronounced on cardiology in Brno two and a half
months after birth, genetic tests confirmed this presumption. At the age of 5, he
underwent a heart operation, has confirmed celiac disease and hypothyreosis.
At the age of three, he attended with his brother a mainstream kindergarten,
where he was another 4 years. At the age of 7, he joined the special school. This
year, he has completed compulsory school attendance here. This September,

he will be enter a practical school. Jonas visits common free time activities in
our city - art and swimming. He has been horse riding from the age 2 years,
swimming, cycling and skiing. Twins have younger brother Daniel (2005).

Jonas is an amazing young man full of love and sense of humor.”

dren are living in their natural

Suspicion that Jonas

“In December 2013, my gynaecologist confirmed that | was pregnant; “Congratulations, it will be triplets,” he said. He

o ~ (om] P informed me they will be polyzygotic triplets (separate sacs, separate placentas). After the first shock, me and my husband
PV VOJTECH (DS) AN D PV TO MAS (DS) @',EZ 05/ 201 6 we both were very happy, it was an unexpected gift for us. At that time we already had one son Peter, 14 months old.
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Shortly after triplets were home from the hospital

“In October 2015, we learned that | am pregnant with two- we contacted Association for Early Intervention and
eyed twins. After first trimester screening appeared to be specially trained consultants started to come to our
suspected of DS in both. So we were sent to genetics and home. They guided us, showed us how to work with
then to ultrasound, or amniocentesis. Amniocentesis finally boys, borrowed us literature, materials, and toys that
-I- AB LE .I did not last. Heartbreaking was also good at week 20. helped to develop Martin and Tomas more.
“1 got pregnant in June 2016 and it seemed to be twins. One week later,
there was another ultrasound, where there appeared not 2 embryos, At the 35th week of pregnancy, boys Vojta and Tomas were born after We also found a very strong supportin the Association of
NUMBER OF CHILDREN but 3. No one expected this, and after the initial shock we remained spontaneous delivery. There were feeding problems after the birth, the boys Parents and Friends of Children with DS (DownSyndrom
BORN WITH DOWN happy. During the screening at 13th week a high risk of trisomy 21 had to be probed ax.d Tomas was found to have a heart defect. And gene’zc CZ). Since the boys were 2 we started to go to SPC
SYNDROME PER YEAR was detected. No one has dealt with this and no other tests were not tests confirmed cr;romosome trisomy of both boys. Due to a heart defect Tom4s (Special pedagogic centre) every two weeks. We also
INTOTAL (NUM.) recommended. At 30th week of pregnancy the triplets were born by underwent operation. Boys are under supervision of neurologist | visited speech therapist every month.
_ acute cesarean section (because of bad condition of one of the fetuses): cardiologist endocrir;ologist |
SOURCE: Stella, Jan and Filip - DS was confirmed shortly after the birth. After ophthalmok;gist and ear spécialist Currently the triplets are 4 years old and this year they
UZIS CR, 4 weeks, Filip was operated due to necrotizing enterocolitis. Another ' started to go to the same regular preschool as Peter,
ANNUAL REPORT 2016, surgery followed in 2 months. In spite of all complications everything Despite all other things, me, my husband their older brother. Boys are in the same class as their
WWW.UZIS.CZ went well. We are monitored in a risk counseling for preterm infants, and our older sons, we all love our little sister Zuzana. Martin and Tomas both have their own
neurology and endocrinology. Filip is very well and he has the great boys, they are very smart, smiling assistant, who helps them with everything. ”
advantage of having siblings of the same age who motivate him.” and we are very happy with them. ”

Association of Parents and Friends of Children with DS

Czech non-governmental association established in 1996 | Prague.
A member of EDSA (European Down Syndrome Association, www.edsa.eu).
Provides support and help for families with a person with Down syndrome.

Successful programs include: support of skills development of the youngest children (music therapy,
massages, early learning and reading), support for school inclusion, programs for teens and adults, summer and winter
camps for families, lectures and seminars for parents.

@ The Association publishes its own magazine PLUS 21.

DownSyndrom CZ
www.downsyndrom.cz ~ PLUS 21

@ SSN 1213-1466, since 1999, 3 issues (36 pages) per year.
PY Information platform and space for sharing not only parental experiences.
PY The annual subscription (equivalent of 10 EUR) is intended for all interested parties.

@ tis distributed freely to maternity hospitals, genetic workplaces, collaborating physicians, schools, non-profit associations,
Graphic editor: Iveta Kopecka teachers and more.

They referred me to a tertiary maternity hospital where specialists for both obstetric and premature baby care were
available. Ultrasound in 12th week showed a positive screening of foetus C, 1:22, and | was offered an amniocentesis.
After a discussion with my husband, we decided not to put two healthy babies in danger by such invasive examination. We
accepted the fact one boy may have Down syndrome, but still hoped he will be alright. During pregnancy, | suffered only
from gestational diabetes, and all following examinations were normal, not showing any abnormalities. Children were born
at 32 + 3 weeks gestation by caesarean section. Two boys and a little girl, “a pair and a spare” - Zuzana 1860g, Martin
2130g and Tomas 2134g. They all were just moderately preterm babies, they required four weeks of NICUcare, but nothing
special: the first night both boys had CPAP and few weeks feeding by NGS and that was it. All three without any acute
problem. Hearts without defects. We were told the very morning they were born that they suspect Martin and Tomas to
have Down syndrome. Genetics confirmed the boys are identical, including the third chromosome 21.
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