PATH Celebrates its 20" Anniversary!!
To celebrate PATH’s twenty years of service, we have printesbme heartfelt stories
about the beginnings of PATH.
Susan Rosano, Editor

When my daughter, Cameron, was born prematurely maretthenty years ago at Yale-
New Haven Hospital, we struggled through the experiencaioown. When she was a
few months old, and | was contacted by a social work&NsdH to help start a parent
support group, | jumped at the chance. Surely, parents athbden through the
experience would have something valuable to offer new parents

A very diverse group of parents attended that first imgeihcluding Donna Levine and
myself. Donna told me years afterward that she wasure how committed | would
be when | showed up with my husband and seemingly headiy in tow, and for my
part, | was stunned when Donna listed the number of proldaffesed by her son, Ari.
However, that diversity set the tone for the group. MMBenna's son Ari died some time
later, a social worker said Donna would need to leavgrib@p because she would
frighten other parents. As it turns out, we kept Cagrio PATH's eternal benefit.

Many parent support groups develop a very narrow focus. PATéhmhexpanded to
meet needs as they arose. After Ari's death, PATHadec support for parents who lost
a child and trained listeners to help. When my second pregbacame high risk and
involved extensive bed rest, PATH grew to support those mo#sewell. The essential
premise of PATH has been proved valid for twenty yeaients who have been
through an experience have a unique ability to support otherg fobugh similar
situations, and in turn become healed themselves. |a@ndpo have played a part in its
inception

By Carolyn Carpino, Founder

When my daughter was born fiteen weeks early, | spesty waking moment at her
isolette, going home only to sleep. Luckily, there wayesiblings at home, and, | lived
only 10 minutes away. My entire life became the newbmihat Yale. While the nurses
were a wonderful support system, my social interactias with the other mothers in the
unit. We began to bond and soon were pumping together, runnimgtddoring up food
for each other and crying together. During those pumpasgiens, we would compare
notes and talk about our feelings. Sometimes our caati@ns would become quite
technical...since we all hung on the results of blos®gand other such tests. We would
joke that we could go to a rural area and start our owutooen unit with the knowledge
we had...knowledge | certainly never expected to haveer\le were discharged, a
couple of us stayed in contact and continued to meet kndAaupport system was
born. We realized we still needed that support aftedideharge for ongoing issues and
also because no one else could really understand whaadveeen through. You had to
be there to feel it. | found that | felt like an odesi with mom's that had “normal”
birthing experiences, and could not really relate to thehad watched Priests
administer last rites to dying babies, dead babies in the @roaring nurses being taken



out of the unit, people in such pain that I still shudalerost 22 years later at the
memories. My baby had come back from several neah @egeriences and had been
resuscitated in my arms. | felt so alone and isolated,my newborn unit friends
understood that feeling of being on the outside lookinghe. would never be that
carefree new parent with the balloons and cigars. Wiegeactually started PATH, we
did so not only for the current unit parents, but also fwselves, to provide a forum for
us to share and talk about our own experiences. Our fiimabPATH offering was
coffee and snacks once a week in a conference room outsideit for "drop in"
support. PATH was a lifesaver for me and through PATiHet some incredible people
that | still share my life with. Lifelong friendsfdsaving friends.

By Sandy Balayan, Founder

My son Ari was born at Yale-New Haven Hospital in 1988 multiple birth defects.

At that time there were no Birth to Three programetber family supports available to
families of newborn infants, and after three surgearekfive weeks in the Newborn
Special Care Unit, Ari was sent home under my cameasl a law student, not a medical
student, but I quickly became familiar with more medin&drmation than | cared to
know. | took a leave from law school and spent my dgadepping to doctors and trying
to find ways to deal with my sudden isolation with a sick baldhen Ari was six

months old, | called the March of Dimes to see hlild do some volunteer work from
home; they told me they were trying to get a group tagethsupport families with
babies in the Newborn Special Care Unit at Yale. Welhgged them a few times
before the first meeting occurred, and then suddenly, inviéed to a meeting of other
parents.

As | recall, there were about 6 or 8 parents atitberheeting in the Yale-New Haven
Hospital NBSCU waiting room, along with the unit's soararker and a representative
of the March of Dimes. The social worker and Marcibohes worker had attended a
national conference of organizations supporting parentschiltiren born prematurely
or with problems. Such groups were already a happening thidglifornia and other
parts of the West, and we decided to make it our businéss/éoYale catch up with the
trend. We spent months discussing and trying out various pregvantelt would be
helpful, creating our logo, becoming a non-profit orgaiman, and raising some funds,
with the Lapides Foundation being our first sponsor.

We faced some resistance when a new social workes oato the unit, but we were a
strong force by then and were eventually accepted amportiant resource for the unit.
When Ari died at age two, working with the other pardéms PATH was very
therapeutic for me and PATH delicately began to include stjgothe possibility that
some of our babies might pass away. Over time, wéeeaaut to other hospitals,
eventually creating a network across the state (bg®re Yale-New Haven Hospital did
the same!). | am proud to have been one of the founf&ATH and pleased that | was
able to find a way to channel my energy in a positive Vitgy the loss of our son. |
consider every family helped by PATH to be part of mysstagacy, and | cherish that.
By Donna Levine, Founder



When | was hired in Norwalk's Neo-Natal Intensive Gané (NICU), | started looking
for an organization to help support parents who had had baligs NICU. When my
twins were born at 30 weeks, there were no servicelaae at Norwalk Hospital for
parents of preemies. Back when they were born, yrealhted to talk with someone
who had been in my shoes and could help make sendeobftad things happening to
my babies. | found PATH was an already established uliN&tH and started attending
meetings. At some point, | joined as part of the groupliasesmer, started helping with
the Gala, became a board member and eventually bebaraison of PATH for
Norwalk Hospital. Because pre-maturity is something nedrdear in my heart, | wanted
to find a way to make a difference in parents lives watme kind of light shining at the
end of the road. That became PATH for me.

| do not have any one memorable event with parents antHP#s every person has
different needs at different points of their stagiNICU. Although | have mentioned
PATH to many people here at this NICU, there seems tadse of a connection as a
listener with a parent. | have become very closé wiany of the parents here and love to
find out that there was a connection made with PATH ltbjped make a

difference. Having walked the walk, and talked the tallkhwitountless parents trying to
make sense of pre-maturity and all it entails, | haveddbat no two people have the
same needs. However, | have also found that miseihape love company and that
many parents find solace in the fact that we all ilytistart out miserably sad, but still
go on hoping to get the chance to love our children andnlitteeir futures.

By Cathy Abbot

NICU Nurse, Norwalk Hospital.

You've Come A Long Way Baby

Ariana Sofia Balayan was our first live birth afteiotgregnancy losses. Unfortunately,
even with a cerclage, my cervix opened and Ariana wasjostrshy of 25 weeks
gestation at Yale on 1-13-84. She weighed 720 grams (1 Ib&hdzayent downto 1 1b 6
oz at her lowest weight. She was 12 inches long. Thedogave us little hope for her
survival, and even less hope that if she did, she wouldax@ long-term effects. She
was on a respirator for 9 1/2 weeks, had a grade 2 bleeeklbas a host of other
complications. She came home on 4-11-84, on theoplsliwed as an apnea monitor,
after 3 months in the hospital. She was on the mofatoaimost a year. At about 3 years
old, she was finally caught up developmentally and size toisoddlers her age. She is
now almost 22 years old, a senior in college, and aqyifs. She has always done
phenomenally well in school. It is a miracle and wpyg every minute with her. She is a
theatre and dramatic literature major and has accomagli;much on the stage as well as
behind the scenes. She has traveled extensively and sthobhed a Her career goal is to
be a stage director and have her own theatre compagryzelst for life never fails to
amaze us and we feel incredibly lucky to have had thi®fdur daughter...a true
miracle. We still feel so indebted to the Yale NBS&hdl the amazing people there.

In 1987, Ariana got a little sister from Korea...LoriemKBalayan...and then our family
was complete. Adoption was a wonderful way to corepbetr family and so much



easier than infertility, pregnancy loss and 3 monthsboen intensive care! We highly
recommend it!!!

We were founding members of the PATH group, as we waatpobvide support to
parents going through similar experiences as ours. didleve know how it would take
off!! We are so proud to have been a part of PATH amfjatulate them on their 20th
anniversary!

Sandy and John Balayan

Ariana’s Story

| understand the events surrounding my birth are quite uhiras; in fact family and
friends often refer to me as "the miracle baby". Heveit is not until | think about it in
depth that | truly realize the magnitude of it all. | vib@sn at 25 weeks gestation instead
of 40, weighed 1 Ib. 9 0z. and was 12 inches long-all becayseam's cervix did not
work properly. Obviously, | do not remember it, but | do kribat in 1984, doctors did
not give me much chance of surviving. | had very little cleaof being "normal”
Physically and mentally if | was to survive, but | arfnasmal”’ as anyone else my age. |
doubt | would have survived if | were not fortunate to benatae of the incredible
doctors at Yale New Haven Hospital. | was on a ragpi and in intensive care for 3
months, in which my parents stayed by my side, and talkédang to me. | do not
believe | would have survived if they had not decided to loggegardless of whether |
would live or not. | am so lucky to have had the love amppsrt from my mom and dad,
and they continue to support me in any endeavor | taketbimkl about the
circumstances surrounding my birth from time to time, eisflg as | prepare to graduate
from college. The largest thing | take from the expeseis | think | survived for a
reason. | do my best to live life to the fullest arkketadvantage of every opportunity |
am given. | am about to graduate from Wheaton Collegynton, MA with a BA in
Theatre and Dramatic Literature, concentrating in @ing. | have always had a passion
for the stage; | started by acting and singing in musitabugh high school. My ultimate
goal is to run my own theater company, and direct thguet directed my first full-
length play at Wheaton, Les Liaisons Dangereuses, th axmaim. At Wheaton, | have
been involved in many clubs and activities, including the & Chorale and Wheaton
Chamber Singers, Tour Guide in the Office of Admiss©@osChair of the Relay for Life,
and | am currently President of my all female a capgibup, the Whims. We have a
tradition where every senior chooses a "senior song"hthiey arrange and then solo
on. | picked "Wonder" by Natalie Merchant, for its apprater lyrics in relation to my
birth. Last year | studied abroad all year, at the sitenEugene O'Neill Theater Center
in New London, CT in the fall and London, England ie sipring. This past summer, |
worked at Barrington Stage Company in the Berkshires of & really connected with
the people and environment. | am returning there to assigtrtistic Director in January,
and next summer. To parents who are struggling with a pegeafant in the NICU right
now, | would say do not hesitate to name your child, anel them for everything they
are. | can imagine it is a difficult time in your Is#bdut there is hope. | am living proof.

Ariana Balayan



PATH Kids

By Kiki Thorington

Age 10

5th Grade

St Thomas the Apostle School

| love Stephie as if she is my sister and whenever

she gets sick and has surgery, | always pray for her

and tell my teacher and the whole class prays for her.

Like sister's we get on each other's nerves but eventuall

we fix the problem. Before Stephie was born, | thought pewsplemedical problems or
disabilities could not do anything but since | known Steph&ve learned that people
who have medical issues can succeed in life even thoigyat their pace. When other
people make fun of people with medical issues, | alveégsd up for them, knowing it is
not their fault but the way they were born. | anmitfal that | have my cousin Stephie
because | would not know anything about people with medsa¢ssor disabilities. Now
| know that they have feelings just like me for exaarbley are nice, they get sad or mad
just like anybody else. | believe that everyone shoutthksomeone with a disability and
treat him or her like a human being.

PATH on the Move
By Carmina Cirioli and Nanfi Lubogo
Co-Executive Directors

There is an African saying that states, "In order to kminere you are going, you have
to be able to see where you have come from." As PAdiebcates its 20th Anniversary,
one cannot help but reflect back to where it all began.

PATH was founded by a group of mothers who sought suppontdach other while
tending to their sick children at the NICU in Yale Ne\aven Hospital. Each of these
mothers was dedicated to help support other families aseln¢be isolation that they
often felt when their newborns were in the hospitaky did this even while they cared
for their own children and the up and downs and tragedss#me along with that.
Over the years, it has blossomed from a small suppoupgor mostly premature babies
to a network recognized and utilized by many across CT. TB4ay has an active
network of over four thousand (4000) people made up of suppartérsmmilies with a
pool of about two hundred (200) Listeners. PATH is what tibday because of these
courageous women and the legacy of their children.



Looking Back at 2005

In the summer, PATH hosted the Third Annual Fun Dagnailf outing, at a Bridgeport
Bluefish baseball game. This year we will expand thaheto include the New Haven
Cutters and the New Britain Rock Cats. Look for updatethe website. The summer
also saw the completion and launching of our new wehswav.pathct.org. We
encourage you to continue to visit and welcome your cortsnEmciting additions are
on the way such a message board and chat rd®RATH is looking for an individual
with experience in moderating message boards who is willirtg volunteer their

time. Interested parties please call: 1-800-399-7284 or email:
PATHP2PCT@pathct.org.

In the fall, PATH completed the mini grant from the OD Council. We created a
promotional video, for use as an outreach tool to maostlier-represented communities.
PATH wishes to thank the DD Council for funding our requalsio in the fall, PATH
had the opportunity to network with many key disability orgations and parents of
children with special needs at an award and recognidoguet hosted by the Milford
Mayors Committee for People with Disabilities. Théwwrking opportunity was
priceless and PATH is enthusiastic to forge new relatigps and help more families as
we continue to grow.

Looking Ahead in 2006

One of our major focuses this year will be to re-estabielationships with our hospital
partners as well as form new ones. We will begindayiag back full circle to where it
all began, Yale New Haven Hospital. At a recent ngetvrith key hospital staff, many
exciting ideas were discussed and PATH was invited to cobéd with the hospital in
making them a reality. Some of these ideas will incloidgects such as the refurbishing
of the family waiting room in the newborn unit, namedR&ATH many years ago, as
well as several onsite events for families, such ssgpport group and fun family
activities. Stay tuned! PATH has already begun cootidiganeetings with many other
CT hospitals and will keep you informed on the progress.

The PATH event to attend this year will be our 20th Annamr€elebration- PATH's
13th Annual Gala and Silent Auction event. We hope thatgoubiggest supporters,
new and old, will join us to mark this very important everPATH's history. "Save the
Date" cards have already gone out so be sure to marlcgtandars. New this year, is
the option to utilize our website to purchase your tickatsugh a secure PayPal service.
For more information, please visit www.pathct.org &Kkamder News and Events.

In closing, we cannot forget to thank our Founders andatllhdad a hand in making
PATH what it is today, as well as each and every PAdmily for all your support over
the last 20 years. We are often overwhelmed by the res@om support that many
families turn around and reciprocate to PATH. You haveesharany touching stories
and miracles with us for which we are grateful. Truhthout you, there would be no
PATH. Thank you, thank you!



THANK YOU'S

Over the past 20 years, PATH has enjoyed wonderful oakttips with many hospitals
across CT. This is usually the first introduction to thedimal/disability world and roller
coaster ride families find themselves on when theidobi are diagnosed with a medical
condition. Even if it does not seem like enough, PATH e many families that we
serve would like to pay tribute and say THANK YOU to th@yndoctors, nurses, social
workers and hospital staff who have taken care of bildren. Through out the year, we
will continue to feature heartfelt letters from PAT&ifilies to our professional partners.
Here a few below:

Dear Jennifer Pappa and Anne Whie.

I know | have thanked you many times before for thie gau gave to Kevin (and our
whole family) during the weeks after his birth. We wengd continue to be, so thankful
for your kindness and knowledge back then and have naitfergyou for a moment.
The most important thing you gave to us was the confidencare for our own child
and to learn from him instead of feeling inadequate when evaatihave all of the
answers. We continue to be amazed by Kevin as he gramssJand loves life. We are
forever grateful for your role in that! Thank you, tkgmu, thank you!!! We love you.
The Lynch Family
Carolyn, Tom, TJ and Kevin
Westport, CT

Dear NICU staff at Norwalk Hospital,

Our family is forever grateful to you for the compassaod care that you showed us
during the three months that our son, Addison, was .thiisestay there was such an
intense experience with emotional lows and incredilgé$iThe doctors and nurses
became like family to us. It would be too difficult to dmg@ut just one or two individuals
that impressed us the most because so many people pidgied les in working
towards the eventual outcome...bringing home a happy, hdadity Our family thanks
you.

Meredith and Adam Siburn and son Addison (age 2)

Dear Dr Law:

It has already been 3 years since you left us, yet g@atdl very much in our hearts.
Thank you for the loving care that you showed us, neveariiad), never thinking about
yourself, always about your patients, even towardsrte¥ou were a true angel, living
amongst us. Even though you are sorely missed, we dedujjfar the times we had.
Stephie is almost 7 yrs old and doing well and has adigter, Emily. Somehow, | think
you know that, we know you watch over all your kids. Yaiarids and the staff at
CCMC carry on your legacy through the Nancy's Kids Fouadatnd you remain in the
hearts of all the families whose lives you continueotah.

We miss you, we love you.

The Lubogo's

Nanfi, Steven, Aaron, Stephie and Emily



Dear Dr. DiMario :

You have known Christian all his life - from the daysliwed in the NICU at birth - to
the present, when we come to our visits at CCMC foewological check-up. We have
been so very grateful for all your help and support throughe past twelve years. It is
a pleasure to come for a visit, as you are alwayslingnand make us feel like welcome
guests. You have the best bedside manner of any doctoz ey worked with and we
know that Chris is in the best of care in your hafdenks for being there for Chris and
all the other children you take care of. You are truly atgdector.

Susan Rosano & Christian Grimaldi



