FREE • Vol I, Issue 8: October 2012

www.preemieworld.com

Preemie Family
Preemie Life

To Do List

Anne Daniel aka Andie
Gestational Age:
25 weeks

SIGN IT AND PASS IT ON: RSV
Petition to give preemies the best
shot at surviving RSV season:
http://bit.ly/RSVPetition

Weight:
1 lbs. 11 oz.

WINNERS: Twitter Contest –
@MinnPreemies & @Special Needs
Radio; Facebook page contest –
Donna Reed and Kelsey Craven.

Days in the NICU:
84 days

Photo Credit: Anne Daniel

Parent Tip:
It is okay to take a day off and take
some time for yourself. The NICU
nurses will love your baby when
you’re not there.

Proudest Moment in the
NICU: When I came in with
a new haircut because I’d
taken that time for myself.
The new cut was called “the
bed head” and and had the
nurses in hysterics!
Coming Soon!:
Check www.PreemieWorld.com for an
update on Andie now!

Advocate: RSV Petition
The American Academy of Pediatrics (AAP) revised their RSV
guidelines so that many premature babies no longer qualify to
receive Synagis to help them through RSV season. This has
landed babies in the PICU creating long-term issues and even
death. Speak out alongside 2,700+ other supporters and read,
sign and pass it on: http://bit.ly/RSVPetition

Download PreemieWorld’s FREE
tools http://bit.ly/PreemieFreebies to
use and to pass onto others.

MARK YOUR CALENDAR!
Preemie Power Photo/Essay Contest
Hand to Hold
October 1-19, 2012
http://bit.ly/PreemiePower
5th Annual “Rainbow of Roses”
Zoe Rose Memorial Foundation
October 13, 2012
http://bit.ly/ZoeRose
Power to Grow in California
Graham’s Foundation
October 19, 2012
http://bit.ly/Power2GrowCA

Tools and Resources
for the Preemie Community

Preemie Resource: Access to Synagis
PreemieWorld provides a number of free handouts to
be used in the NICU and beyond in its “Freebies For
You” section of the website. This month’s freebie is
“Access to Synagis.” “Over the last few years I have
supported a lot of parents who were scrambling to
get their baby covered by Synagis, ” comments Deb
Discenza, co-Founder of PreemieWorld, LLC. “To

Follow us on FB, Twitter & LinkedIN!

say the least they are terrified. From their tips that
worked, we created this tip sheet to help other
families.” Parents and professionals alike will
appreciate this freebie in that it is easy to print and
reproduce. So go download it here now:
http://bit.ly/A5vsTZ And check out more like this
here: http://bit.ly/PreemieFreebies
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Term: Nasal Cannula
Nasal Cannula:
If your baby is on oxygen, you
will see a device with prongs
that go up in his nose to deliver
the much needed oxygen. The
rest of the device is often taped
to your baby’s face with medicaltype tape or special nasal
cannula circular “Band-Aids”
that are meant specifically for
this use.

Support: Preemie Prints

Deb’s Take:
When we brought Becky home
on oxygen, we were
given a roll of tape to attach the
device to her cheeks. She
developed a rash on each cheek,
so we contacted the oxygen
vendor and asked if they had
something else we could use that
would avoid the rash. They
brough out dot-like Band-Aids
and everything changed
dramatically. Our daughter
didn’t look like a poorly
wrapped present! Ask your
nurse or doctor about these dots!
This excerpt is from The Preemie
Parent’s Guide to Survival to
the NICU on sale at
www.PreemieWorld.com

Beginnings: Preemie Prints was
inspired by the early birth (32 weeks)
of identical twin girls Eden and
Pryscilla Collier. Their mother
photographed their journey and found
it helped immensely with bonding.
Programs: (National): the gift of
professional photography through a
network of volunteer photographers,
support online, information on the
website as well as text, email and
phone support; (Regional): Sewing
meetings, NICU H.O.P.E. meetings, gift
bags and needed items to hospitals,
and family events.
Web: http://www.PreemiePrints.org
Have a support group you want to share? Contact us!
connect@preemieworld.com

PreemieWorld: Preemie Parent Alliance Summit in Chicago
PreemieWorld was honored to attend the Preemie
Parent Alliance (www.PreemieParentAlliance.org)
Summit in Chicago in mid-September.
The organization focuses on connecting preemie
support groups together to create a collective voice
on the issues relating to parents of preemies on both
the parent and professional side.

@PreemieParentAl
www.Facebook.com/PreemieParentAlliance
www.PreemieParentAlliance.org

Led by alliance head Keira Sorrells and co-led by
Families Blossming’s Gigi Khonyongwa-Fernandez,
Bsc, Msc., the event boasted an attendance that
included 23 organizations from across the United
States that support preemies not only nationally but
also internationally.
Parents & Professionals: Subscribe to this FREE
newsletter at www.PreemieWorld.com
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After the NICU:
RSV Season – Yikes!

Preemie Genius: Preemie
The Details:

The Genius:

Name: Preemie
By:
Kasey Mathews
(http://bit.ly/KMathews)

Every parent of a preemie can
relate to Mathew’s frustrations,
fears and anxieties depicted.
Told with startling honesty the
Focus: Author Kasey Mathews book details what so many
tells a poignant story of the
parents know: the hard journey
trauma of giving birth to a
from the early birth on into the
premature baby at 25 weeks
NICU and at home. Yet what
and its aftermath in the NICU sets this book apart and makes it
and beyond.
genuine is Mathews’ willingness
to share to what lengths she goes
to in order to help her daughter,
her family and finally herself,
thrive. This is a book to help
preemie families but also
educate professionals and the
public at large. COOL: We have a

Parents going home or who are
already home are likely freaked out
that October has arrived and with it,
RSV season. Family and friends
often do not understand preemie
parents’ concerns, so here are some
easy tips to help keep sane:
-

Doctor’s Note: Create a note that
states the precautions needed to
keep the baby healthy and not
have him/her wind up back in
the hospital. It can be a full
letter or simple instructions
written on a prescription pad.

-

Your Note: Parents can also
have their own letter that
reinforces what the doctors are
requesting and why. Here is a
free download to help:
http://bit.ly/WeAreExcited

copy to give a way to one lucky new
Facebook follower that “likes” our page
from 10/1/12 – 10/29/12. Go to:
http://bit.ly/FBPreemie

Preemie Support Online
On the Preemie Support Forum on INSPIRE:

On PreemieWorld’s Twitter Page:

“Please LIKE us on Facebook – The Preemie
Want to connect with over 12,000 other parents of
Parent’s Survival Guide to the NICU –
preemies online? Check out the www.Inspire.com
Preemie Support forum. It is the largest and most
http://bit.ly/PreemieBook”
active forum online and moderated by
On PreemieWorld’s Facebook Page:
PreemieWorld’s own Deb Discenza, the Inspire
Preemie forum has “rooms” that range from “In the
NICU” to “Going Home and Family” to “Growing Up “ARTICLE: Kangaroo Care for Preemies ‘Has
Lasting Positive Effect on Brain Development –
and Education” and more. Here are a few of the
http://ow.ly/dXqhi “
topics we have seen online lately:
“Food Stages”

On PreemieWorld’s LinkedIN Group:

“Growth Issues Anyone?“

“NIH STUDY: Vaginal delivery safe for head first
births before 32 weeks – http://ow.ly/dXl96“

“New to the NICU”

Follow us on FB, Twitter & LinkedIN!

“GREAT CONFERENCE: PreemieWorld attended
the Preemie Parent Alliance summit in Chicago, IL”
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Get “Social” With Us!

www.PreemieWorld.com
www.LittleMantheMovie.com

@PreemieWorld




“little man” is every
preemie parent’s story

PreemieWorld
Preemie Parent’s Survival
Guide to the NICU
www.littlemanthemovie.com

PreemieWorld

Check out other LinkedIN groups
we moderate:
•
•
•
•
•

NICU Professionals
Early Intervention
Professionals
Preemie Parent Support
Group Leaders
Preemie Parents
Little Man the Movie

Tools and Resources
for the Preemie Community

Interested in advertising? Contact us at
connect@preemieworld.com

Consectetuer:
Q&A: The Importance of Getting All Synagis Shots
in a Season
Q: My baby has been prescribed Synagis to
keep her healthy during Respiratory Syncytial
Virus (RSV) season. There are 6 shots with
one every thirty days. Isn't one enough? And
should I still take precautions with handwashing and limiting visitors?
A: Synagis is different from most immunizations.
Other immunizations involve giving a part of the
bacteria or virus from which the body can learn to
fight the infection without actually getting the
disease. We don’t have something like that for RSV.
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Synagis binds to the RSV directly and prevents it
from becoming a full-blown infection.
Since Synagis levels start to go down after several weeks,
we cannot maintain high enough levels in the body to
prevent infection unless it is given monthly.
Other precautions such as handwashing are still
important, and you should avoid frequent visitors,
especially those who “just have a cold.” That little
cold might be RSV!
Have a question for a pro? Contact us at:
connect@preemieworld.com
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