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PreTerm Baby Café – Life with a Preterm Baby
Tuesday, April 11th, 2017 at 10:00 - 11:30 a.m.

This newsletter
brought to you by

Please follow this link to register: http://www.lifewithababy.com/event-2495764

Amanda Oram on

Stay tuned for new events, as this may be expanded to other communities
soon!

behalf of the NICU
Parent Advisory

Life with a Baby #PreTerm Chats
If you missed Wednesday’s Milestones chat with Dr. Young, stay tuned for the
next one.
Check here: http://www.lifewithababy.com/preterm
Also watch facebook groups.

Kangaroo Care
New Beginnings
With this first newsletter of 2017, we’d
like to celebrate new beginnings. New
beginnings might be a new baby, but it
also might be heading home from the
NICU, finally having a diagnosis for your
child, or meeting new friends or staff.

On the NICU Parent Advisory
Committee, we are also seeing many
new beginnings this year with new
committees, projects, and a new
structure to come. To celebrate, we

have a few new features in this
newsletter – a staff spotlight, and a
new series featuring an expert or
medical diagnosis you might
encounter after your NICU stay. We
wanted to give you a little update on
some of the things that have
happened and the projects the NICU
Parent Advisory Council have been up
to.

Monday, May 15th, 2017
Kangaroo-a-thon and other
events will take place at
Mount Sinai.
For more information or to
volunteer, please contact Kasia
Pytlik

at kasia.pytlik@sinaihealthsyste
m.ca
Read our article about
Kangaroo Care by Jamie Lunan
in this newsletter.

NICU Graduate Picnic

NICU Graduate Picnic
Sunday, June 11th, 2017 at 12:00 - 3:00 p.m.
For more information or to volunteer, please
contact Kasia Pytlik
at kasia.pytlik@sinaihealthsystem.ca or Janet
Narciso at Janet.Narciso@sinaihealthsystem.ca

CAPHC Presents
Did you miss one of the recent webinars? You can view the slides online.
Starting Solids: what NICU parents need to know
With Karen Weishuhn.
http://ken.caphc.org/xwiki/bin/view/CAPHC+Presents%21/Starting+Solids%3A+what+NICU+parents+need
+to+know
Sleep Strategies for NICU Babies and Families
With Robyn Stremler and Kate Robson.
http://ken.caphc.org/xwiki/bin/view/CAPHC+Presents%21/Sleep+Strategies+for+NICU+Babies+and+Famili
es
Feeding Your Baby in the NICU
With Tammy McBride, Kate Robson, and
Marianne Bracht.
http://ken.caphc.org/xwiki/bin/view/CAPH
C+Presents%21/Feeding+Your+Baby+in+th
e+NICU
To look for upcoming webinars or to view
other past presentations, visit:
http://ken.caphc.org/xwiki/bin/view/Other
+Resources/Life+With+a+PreTerm+Baby+Se
ries
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Q &A Staff Spotlight: Cindy Lakeman, NICU bedside
nurse

“As parents, be present,
accept help from the staff,
family and friends, learn to
care for your baby and
remember that you are your
babies advocate!”

1.

How long have you been working at Mount Sinai? As an NICU nurse? As
a nurse in general?
I have been working at MSH for 22 years, as an NICU nurse for 34 years
and as a nurse for 36 years.

2.

What drew you to NICU nursing?
I love the teaching opportunities, the bond with the families and my
own learning opportunities.

3.

What do you like the most about being an NICU nurse? The least?
I like the most the time spent with the families, the least the time spent
charting- very time consuming!

4.

You’ve embraced Family Integrated Care—why are you a supporter of
the practice?
It prepares families so well to care for their babies, I like to refer to it as
the world's best parenting course.

5.

What does your life look like outside the NICU?
I am married for 32 years to my best friend, have a 29 year old daughter
who lives in Sweden and teaches, who is getting married this summer,
and a 26 year old son who lives in Calgary, works as a chemical
engineer and was married last fall. I live in Milton, for the last 22 years.
My favorite thing about my house is my in-ground pool.

6.

What do you like to do when you’re away from the hospital? Hobbies?
Sports? Travel?
I love to read, swim walk and bike. I enjoy travel, hope to do more
once I am retired.

7.

Anything you’d like to share that you think would surprise the families
your work with?
My son and my surrogate daughter (a friend of my son's who lived with
us for 4 years) are both gay, I am a proud supporter of gay rights.

~Words of Wisdom from Cindy

Kangaroo Care
By Jamie Lunan
Becoming a parent of a preemie in the NICU has many challenges, including ways in which
you are able to bond and nurture your little bundle of joy. In most cases, a preterm baby is
separated from their parents in the NICU, which may interfere with the normal
development of parent-infant interaction, and so helpful programs such as Kangaroo Care
have been introduced.
As a parent of a 26 weeker in Mount Sinai’s NICU, I assumed I would not be able to hold my
son as he lay in his condo like incubator, attached to his CPAP mask for oxygen. As much
as I wanted to hold and nurture him, the thought itself seemed doubtful, until I was
introduced to Kangaroo Care.
One day, his primary nurse asked if we wanted to hold him, and with great excitement as
well as slight hesitation, my husband and I both said “Yes, of course”.
(continue on next page)
Page 2
3

NICU News ● April 2017 ● Mount Sinai ● Parent Advisory Council

continue Kangaroo Care
Benefits of Kangaroo Care to the Baby Include:
- Stabilization of heartrate
- Improved or more regular breathing patterns
- More rapid weight gain
- Decreased crying
- More successful breastfeeding

-Earlier Hospital Discharge
Benefits of Kangaroo Care to Parent Include
- Improved bonding and feeling of closeness with their babies,
- Increase in breast milk supply

- More confidence in the ability to care for their baby
- Sense of control
Kangaroo Care, also known as Skin-to-Skin
Care is a technique of newborn care,
specifically with preterm infants, where
babies are able to bond with their parents
and/or caregivers (fathers included). This
method includes holding the newborn who
is mostly naked except for a diaper and a
piece of cloth, typically a blanket covering
their back, as they are held in an up-right
position against the parents’ bare chest.
Evidence has shown that this technique not
only assists with the beginning stages of
bonding with your newborn, but many great
benefits to both parent(s) and infant.

The staff at Mount Sinai, continue to encourage Kangaroo Care in the NICU
throughout the year, including the participation in a competition each year for
hours of completed Kangaroo Care.
Monday, May 15th, 2017 marks International Kangaroo Care Awareness Day and
there will be many events taking place in the NICU and Family Lounge at Mount
Sinai to promote Kangaroo Care.
If you would like to volunteer for this upcoming event, please contact Kasia at:
Kasia.Pytlik@sinaihealthsystem.ca and feel free to come out and support the unit
and meet fellow NICU families and graduates to promote Kangaroo Care
Awareness!!!

After the NICU – Developmental Coordination Disorder (DCD)
By Cheryl Campbell
Developmental Coordination Disorder, also known as dyspraxia, is a motor disorder that, while underdiagnosed and under
recognized, is actually quite common. It affects 5-6% of school age children, or roughly 1 or 2 children in every classroom.
In a recent CAPHC webinar by Occupational Therapist, Dr. Jill Zwicker, it was mentioned that 50% of preemies may be
affected by DCD. It is often not diagnosed until children are school-aged. In preemies, predictors include: male sex,
postnatal steroid exposure, and low birth weight.
Common symptoms:

Difficulty with motor skills as compared to what would be expected for their age

Difficulty with learning new motor skills: e.g. child has trouble learning to ride a bike, swim, use cutlery, or print.

Psychosocial difficulties: confidence issues, anxiety, depression,
loneliness,
bullying,
teasing
Thanks
to everyone
who
reached out to their MPP in support of this bill!

Often occurs with other disorders, especially ADHD and speech issues. Some professionals consider the speech disorder apraxia to be a
verbal form of dyspraxia (and in fact, it is sometimes called verbal dyspraxia)
Does this sound like your child?
More information:
CanChild:
https://canchild.ca/en/diagnoses/developmental-coordination-disorder
CAPHC Webinar:
http://ken.caphc.org/xwiki/bin/view/CAPHC+Presents%21/The+ABC’s+of+DCD+%28Developmental+Coordination+Disorder%
29
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The “Marianne Effect” – Marianne Bracht Retires

Graduate and
current NICU
parents surprising
Marianne with a
scrapbook and
cake on her last
day of work in
December.

Celebrating
Marianne’s 50 years
of Nursing!!

By Lori O’Leary
Over 70 families enthusiastically shared
reflections of Marianne's 35+ years of
magic with NICU families at Mount Sinai
Hospital. Notes and photos came from
all over Ontario and beyond, and one
preemie in her 20's wrote in herself!
Contributions were added to a big
scrapbook of memories and gratitude
for Marianne to cherish.
About twenty families, staff - and even
some NICU grads - surprised Marianne
at the end of her last afternoon parent
class on December 21st, 2016. She had
just finished a lesson about 'the midline' using her baby models with a
group of mostly moms. How many of
you remember attending sessions and
learning about your baby's midline
from Marianne? Tummy time? Those
were good times.
Many families provided updates about
what their NICU graduates are up to
now - lots of healthy, happy, active
children! Snowboarders, singers, school
success stories...
Below are only a few quotes from the
letters that made up a scrapbook filled
with thoughts and images for
Marianne.
"She was a bright light for us during a
difficult time and we cannot thank her
enough for all her help."
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"..you had the vision of understanding
the vital role of the family many years
ago as everyone was energized by
your passion and drive to involve
parents at every level of care."
"You provided balance and kept us
grounded when everything around us
felt crazy and out of control. You were
a never-ending source of information
and ideas on how to entertain and
challenge a fragile baby. But most of
all, you gave us confidence in
ourselves as parents and our ability to
read and know our baby. Our
experience would have been so
different without you there."

needed yet but we were so
grateful we received it."
"The Mount Sinai family will
definitely miss you and I feel sorry
for the new NICU families who
won’t know what it’s like to
experience the 'Marianne effect'"
"We wish you all the very best and
may you enjoy each day of your
retirement to the fullest! Now it's
time to take the time and care for
yourself!!"
"Your life’s work has made a
difference!"

"I'll never forget your thoughtfulness
during one of the hardest times of my
lives."
"It's hard to focus in times like that as a
parent as your emotions take over your
mind, but you lovingly emphasized the
importance of kangaroo care, CPR,
RSV, hand sanitizing, rules of the
minimal visitors in the first year and so
much more to us."
"You were careful to spend time with
everybody and find ways to get
answers to the myriad of questions that
parents and families in the NICU
have...you even gave us valuable
information that we did not know we
needed yet but we were so grateful
we received it."
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"The Mount Sinai family will definitely

Riding the Preemie Rollercoaster
(And how to stand up straight when you get off!)
Speech given by Gena DiGiovanni
Good afternoon, my name is Gena Digiovanni. I am here today because I got
tricked into speaking by my daughter. When Vikki was asked to speak about
“Growing up Preemie” she thought that my story was equally important to tell.
So here I am.
I am the mother of 3. My stepson Jimmy is 32 and just recently married, my
biological son Joey is 23 and Victoria turned 21 in July. I work for the Educational
Resource Facilitators of Peel which is an independent union that supports
Teaching Assistants and Early Childhood Educators in Peel District School Board.
Prior to that I owned a commercial daycare centre in Brampton. In my role as
an educator I have worked with kids ranging in age from infants to high school,
students both neuro typically developed and students with disabilities including
Down syndrome, Cerebral Palsy, Autism, and Global delays.
Just over 21 years ago, on the 4th of July, 1995, a life-changing event took place;
one which assured that I would never be the same. My daughter Victoria, whose
due date was October, arrived at 25 weeks’ gestation weighing only 790 grams.
I struggled to come to terms with her early birth; I feared that being due to her
prematurity, my treasured child would surely die. I felt it was not a matter of if,
but when. Day by day, however, the nurses and doctors encouraged me not to
give up hope, sharing that other babies had made the perilous transition from
the NICU to home. At the same time, they did not hide the possibility of a
negative outcome. We had to be prepared for anything. The doctors told us
that they could not be sure of any damage to her brain or what the effects of
that potential damage.
The NICU is conversely an amazing place and the worst place to be. Back then
it was noisy, hot, and busy. Alarms were constant; there was a distinctly sterile
smell. And the wires – there were miles and miles of wires and tubes - tubes with
gasses, tubes with liquids - all connected to my child. I say child, because in
most cases, the children are so tiny, and thin, they do not look like babies at all.
I remember the first time I saw Vikki, beneath the plastic wrap, behind the tubes
and tape, there was a little person. A little person who I had to leave behind
when I was discharged from the hospital, a little person who would spend the
next 3 months fighting for her life.
For some parents, this place represented hell. It was the place where they spent
the last few moments with their children. I saw them, hugging each other, and
crying in pain and sorrow, and I knew that they had been on the same route as
we were.
My experience of life in the NICU was usually described as "The Emotional Roller
Coaster". We have all seen enough to understand why. The ways in which the
children swing from improving, to merely surviving, and back again, and your
emotions are taut, stretched first one way, then the next.
Through all of this, the nurses (our Angels in disguise) whose task it is to care for
your sick child, take on the extra burden of helping YOU to cope with your
feelings.
Feelings of GUILT (could I have done anything different?)
Feelings of ANGER (how could let this happen?)
Feelings of FEAR (what if tomorrow, I am one of those unlucky parents?)
The
The support
support that
that my
my family
family and
and II received
received from
from Mount
Mount Sinai
Sinai was
was unparalleled
unparalleled
and
will
never
be
forgotten.
The
staff
had
become
like
family.
and will never be forgotten. The staff had become like family. They
They encouraged
encouraged
me
the warrior
warrior
me to
to ask
ask questions
questions and
and to
to take
take over
over and
and become
become the
the advocate,
advocate, the
parent.
From
the
staff
in
the
NICU
I
obtained
not
only
the
strength
parent. From the staff in the NICU I obtained not only the strength
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parent. From the staff in the NICU I obtained not only the strength necessary to face each new struggle and uncertainty, but also the confidence
required to begin feeling like I was in control of the situation.
When Vikki was transferred from MSH to Peel Memorial Hospital in Brampton my confidence in caring for her was a little unsettling to the staff of this
much smaller hospital. I assured them that I had come from a first class facility and didn’t hesitate to sing the praises of my early days in the NICU. This
confidence came through the teaching and learning facilitated by the staff at Mount Sinai. They quickly realized that I would voice my questions,
and seek out the support that I knew my daughter needed. No matter what! Other parents who had come from other level 3 facilities (is it even
called that anymore?) were amazed at the way I took control of many situations and they too became assertive enough to start caring for their own
children in the way that I did.
Often when you leave the NICU, there are problems with your child that the doctors cannot fix. Many children have learning difficulties, and other
medical problems that manifest themselves in later life. Parents leaving the care of the NICU have to be counselled, and prepared to face these
challenges if and when they occur. They also need to identify and overcome problems arising from their early birth.
This is the phase when I got off this roller coaster, but was still unsteady and I feared that there was a brand new roller coaster just waiting for me to
get on. I found that friends and family didn’t understand why I felt this way. "Just get over it,” was the implication of many. Those are the words that
break up friendships and cause family friction. What I did to cope was search for others who have ridden the roller coaster. I needed someone who
truly understood what my family had been through or may go through in the future. With the support of these friends I begin to get my life back on
track.
Through Mount Sinai I was able to find out about support programs for preemie families. Although I didn’t have a parent buddy, I signed up for the
buddy program as soon as I felt I would be of some help to another parent. It was my way of giving back to the hospital. It was a wonderful
experience to be a parent buddy to 4 parents over the years. It not only helped them, but it helped me to heal.
I then became involved with the Preemie Picnic. My first picnic experience was in 1996, I was so amazed with the work that went into it that I just had
to volunteer to help the following year and continued for many years after that.
Although I handed the picnic torch over many years ago, the memories have never faded. I still feel a deep connection to Mount Sinai Hospital so
when we met Fabi, I felt an instant connection. Her passion for helping parents of preemies brought me back to my early years as an NICU Mom.
I was looking back on Vikki’s life in the NICU. We had some pretty tense moments when she needed a transfusion and then again when she was
taken off the vent, and once again when there was a spot on her "brain ultra sound” but really we were very fortunate. That’s not to say that life after
the NICU was a breeze.
We did not have much success breast feeding, so I was pumping milk. I also had a two year old to care for and my 11 year old was so fascinated by
the pumping machine that he invited a friend in one day to check it out…while I was pumping! Needless to say that was a little awkward. I guess the
look on my face was enough to tell him that I wasn’t ok with it.
Winters were extremely rough, we had countless trips to the emergency room in the early years. Vikki had pneumonia numerous times each winter
and asthma which she thankfully outgrew by the age of 4. Chronic constipation, ear infections and tubes in her ears three times all could have been
seen as common occurrences, but for parents of preemies these things seemed so magnified - they brought back the memories of the NICU.
I’m sure Marianne Bracht remembers the phone calls from me, when I thought my world was once again crashing down around me. But I knew that if
I made that call I would get some reassurance. I also remember being told at the follow up clinic that Vikki was very under-weight and that I would
need to feed her foods that were higher in fat. Layered on top of everything, I was now feeling that I wasn’t doing well in the most basic parenting
job – feeding my child properly. Even though Vikki wasn’t my first child, this was all new to me, dealing with this child who was so small and fragile,
while still trying to keep some kind of normality for the rest of the family.
I look at Vikki today with wonder and amazement. I remember being told that had she been born a few days earlier there would have been no
chance of survival.
I also look at the advances since then and how they are now saving babies at a much earlier gestational age.
During the first few years of Vikki’s life I often wondered what it would be like raising a child with special needs, because we didn’t know what she
would be capable of doing until she actually did it. It seemed to take so long to get to all those milestones. I often remember saying “She’s been a
baby for so long”. It was very difficult to deal with all the “what ifs” and the “might nots”. The stress often became unbearable. As the years went on
she reached the milestones and eventually caught up to her peers, size wise. She has accomplished far more than ever thought possible, especially
when contrasted again her initial prognosis.
The experiences that I have gained because of Vikki have lead me down paths that I might not have gone down had things been typical. Our roller
coaster ride came to an end when Vikki was around 8. Now that’s not to say that my experiences as a parent of a preemie didn’t affect me
anymore, even today if I watch a show or smell a certain smell (bactistat soap does it for me) all the memories and emotions come flooding back. I
worried and still worry when Vikki gets sick or just doesn’t look right. For years, I wondered if this was the time that something bad was going to happen
(that should have happened then) In the back of my mind I wondered if the Roller coaster ride was going to start all over again?
Support and understanding is key to dealing with any challenges life throws our way. We all deal in different ways, and with the support of other
parents living through the same things we have lived through, as well as having a wonderful team of people here at MSH, I have no doubt that you
will all end up on our feet after the ride is over.
Thank you to the NICU team for all of your patience and understanding in the early years.
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New Parent Advisory Committee Project Bulletin Board
One of our latest projects (under Gillian’s great leadership) has been
taking ownership of the blank bulletin board area just inside the NICU we want to fill it up with articles, tips of the month and most
importantly, things that will hopefully bring a smile to the faces of all the
families that are currently there. We are updating the board on the
second Wednesday of each month and are in need of some creativity
from all our little ones.
If you would like to get involved and share your child’s artwork, poetry,
or other craft, choose any item that can be adhered to the bulletin
board. It's technically a 'shadow box' so you can make something 3-D
if you like, as long as it can be taped, stapled or tacked to the wall. On
the back, please include your child's first name, gestational age at
birth and current age. The information will be added on a little sign
next to their work so it will be an inspirational visual for the families
presently in the NICU, to see so many awesome NICU graduates
making art, cards for special days and crafts! As a parent, you can
include a card of your own too - as long as it is flat (not a folded card).
In April we will have a spring theme. Even if you have artwork that isn't green or spring-like, we'd still love to display it!
In April we will have a spring theme. Even if you have artwork that isn't
green or spring-like, we'd still love to display it!
All you have to do is fold up a piece of artwork into an envelope, pop a stamp on it and send to:
Mount Sinai Social Work Office
All you have to do is fold up a piece of artwork into an envelope, pop
ATTN: Kasia Pytlik
a stamp on it and send to:
600 University Ave, 4th Floor, Rm 444,
Mount Sinai Social Work Office
Toronto, On M5G 1X5
ATTN: Kasia Pytlik
600 University Ave, 4th Floor, Rm 444,
Or, if you are in the area, you can drop it off at the NICU. Other features include tips for parents and a featured/famous
Toronto, On M5G 1X5
preemie story. Ideas are welcome! Thanks so much for helping us make our bulletin board a happy little corner for current
NICU parents to check out.
Or, if you are in the area, you can drop it off at the NICU.
Other features include tips for parents and a featured/famous preemie
story.
Ideas are
welcome!
Holiday
Helpers
ThanksEach
so much
for helping
us help
makeofour
bulletin
board
a happy
little
Christmas
with the
Maria
Elena
Figueroa
Yepez,
Holiday
cornerHelpers
for current
NICUhas
parents
to check
out.NICU families with much needed
Canada
provided
several
baby items, supplies, and even furniture. This provides them with a true new
beginning when they bring their baby home. We can’t express enough
gratitude for the difference Holiday Helpers makes for these families.

Have you visited the Canadian Premature Babies Website yet? http://cpbf-fbpc.org/
Did you know there’s a Facebook support group for families of preemies (both current and graduates)?
Canadian Preemie Parent Support Network

