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Bishop Visits 
The Most Reverend Robert Finn, Bishop 
of the Diocese of Kansas City - St. Joseph, 
toured Alexandra’s House, blessed every 
room, and formally enthroned St. Joseph 
as a special patron.  This was his first visit 
here and all present felt it was a very special  
moment and a great spiritual gift.  

Father Rocha and a small group of  
Alexandra’s House devotees, which in-
cluded Kathy Tarbe and Gina and Bill Vogt, 
accompanied Bishop Finn thoughout the 
house and prayed the blessings with him.

Following the prayer service, a small 
reception was held in Bishop Finn’s honor. 
The Bishop kindly  remained to visit with
the group and discuss the work of  
Alexandra’s House while offering
his encouragement. The Bishop especially 
asked the Lord to “give us strength.”  
For that prayer, for him, for his faith-
fulness, for Father Rocha, and all who help 
with this mission, we are filled with 
deep appreciation.

Two Babies, Two  
Miracles…and a Black Tie 
Gala is Born
By Judith Gorski

Two ladies, originally from the New York 
City area, Yonkers and Brooklyn, moved to 
Johnson County Kansas, joined the same  
parish, and now attend daily Mass together.  
In order to show their appreciation for the 
dedication, love, and unselfishness that  
Alexandra’s House shows for the parents of 
terminally ill babies, they are hosting the 
first annual BOW TIES FOR BABIES 
GALA  fundraiser. 

Two miracles have led these two women to 
promote the mission of Alexandra’s House.  
Martha Hubbard and Joan Brisimitzakis both 
have experienced, first hand, the fear, sorrow, 
and frustration that are associated with a 
very sick baby.

While her husband was in the military,  
Martha’s first son was delivered three 
weeks early and weighed only 4 pounds 5 
ounces. He immediately had trouble breath-
ing. Perhaps by a miracle, a Pediatric
Cardiologist just happened to be in the 
delivery  room.  The baby was handed over  
to him and Martha recalls him saying,
“breathe…breathe…breathe.”  Several days 
later, the doctors discovered that the baby had 
a heart problem and would eventually  need 
open heart surgery; but at that point it was a 
risky procedure.

At six months, Baby Brian began experienc-
ing heart failure and it was determined that he



I Hope to Plant a Sycamore Tree

“At that time, Jesus came to Jericho and intended to pass through the town. Now a man there 
named Zacchaeus, who was a chief tax collector and also a wealthy man, was seeking to see 
who Jesus was; but he could not see him because of the crowd, for he was short in stature. So 
he ran ahead and climbed a sycamore tree in order to see Jesus, who was about to pass that way. 
When he reached the place, Jesus looked up and said, “Zacchaeus, come down quickly, for today 
I must stay at your house.”

While meditating upon this reading from St. Luke’s Gospel, I knew intimately how Zacchaeus 
felt and it made me want to run home and plant a sycamore tree! I learned though they could be 
as tall as167’ and that our yard might be too small. This did not diminish my kinship with Zac-
chaeus.

A large part of my life was very worldly and one I actually quite liked. I did not attend church, 
as I was never sure if God really existed. At one time, located mid-way between my home and 
my office was a Catholic Church, so at least twice a day, sometimes four if I went home for 
lunch, I passed this church. This was not a conscious observation until something inside of me 
began to bid me to come inside the church. Not being a very spiritual person, my interpretation 
of this inner movement was guilt, so for a long period of time I just kept driving. This feel-
ing never stopped. So finally I begrudgingly pulled my car into the parking lot, thinking that it 
would be a quick trip, as surely the doors would be locked. Not so!

So day after day, week after week, for I don’t recall how long, I would go in, sit down, look 
around, and nothing would happen. I really think I was looking for a miracle, evidence that God 
really existed. There were statues of saints and I would look at them, thinking one would come 
alive or wink at me, or something. Nothing. So, off I would go. Finally, at one of those cross-
roads of life moments, I finally knelt down; I finally spoke, inside my heart. Immediately, into 
my right ear a male voice spoke, aloud, (though the church was otherwise empty) a voice so full 
of authority and so very deep, that when I think of it even now, maybe 20 years later, my inner 
ear still vibrates, these words: “Just believe.” That simple directive began the transformation of 
my life.

So, though I didn’t climb a sycamore tree, though I would have, and though I did not see Jesus 
in the flesh, this was my Zacchaeus moment. And now I have these moments every time I meet 
one of our babies; any time a volunteer helps; any time a staff member comes to work – for it is 
not wealth that they seek -; every time someone offers us a helping hand in any way; in the mo-
ments of greatest desolation and abandonment: these are some of my other Zacchaeus moments.

For each of you, thank you for being our sycamore tree and helping us to see Jesus.  
We love you!!!    Your Patti

Two Babies, Two Miracles......continued

should undergo open-heart surgery at  
Vanderbilt Medical Center. 

The Friday prior to surgery, Martha took her 
baby to his pediatrician for a pre-surgical 
evaluation.  The doctor grimly listened to the 
baby’s strained heartbeats and made notes on 
his record.  As Martha gathered her son to 
leave, instead of handing her Brian’s records 
to take to Vanderbilt, the Doctor asked her to 
leave the baby’s files with him for the week-
end.  She thought it strange and somewhat 
irritating because it would mean an additional 
trip to the doctor’s office on Monday, but she 
didn’t argue.

Later that day she was talking with a friend 
who just happened to mention that there was 
a blessing for seriously ill babies who had no 
need for Extreme Unction. This caustic 
statement shocked Martha into reality about 
the seriousness of the operation.  She knew 
that help could only come from God, so she 
hurried to her parish church to seek the bless-
ing.  The priest talked with her and gave her 
a prayer— Blessings for Sick Babies.   
Together they recited that prayer and 
prayed over Brian.

She spent a frantic weekend preparing herself 
and her baby for the trip to the out-of-town 
hospital.  Almost grumbling at having to  
make a detour at the pediatrician’s office, she 
drove to his building and carried the sick  
baby down the long hall to his office.  The 
doctor  performed one final examination of  
the baby and then looked at Martha.  He 
asked, “What happened this weekend?”   
Martha cringed.  The doctor carefully listened 
to Brian’s heart again and shook his head as 
he stared down at the baby.   Again he lifted 
his stethoscope and listened.  This time a 
smile spread across his face as the doctor 

looked at Martha.  She did not know how to 
react and was shaking—fearing the worst.  
The doctor announced, “Brian’s heart is 
beating regularly  now.  He will  not have to 
undergo open heart surgery, but I still want 
you to take him to Vanderbilt so that they 
can evaluate him.”

Martha and Baby Brian traveled to Vanderbilt 
and the doctors could not find any problems 
with his heart that would require immediate 
surgery.  He did not have open-heart surgery 
for another five years.  Forty-six years later,  
Brian is still  healthy and  has two children 
of his own.

Joan’s story is a bit different.  Joan had 
suffered two miscarriages and took extra 
precautions when she discovered that she was 
pregnant.  Everything seemed to be moving 
along in a very positive manner. She was so 
happy to feel the baby kicking and moving.  
In her jubilation at knowing that she was 
about to deliver a daughter, she named her 
Maria in honor of the Blessed Mother.  Joan 
prayed to Mary and offered her daughter to 
the Virgin Mother.  She felt that this was a 
way to both honor Mary and dedicate her
 first daughter to her.

Three days before the delivery, Joan could 
not feel movement from the baby.  Joan 
knew that something had happened.  At the 
delivery, Maria was stillborn and Joan was 
devastated. Joan had Maria baptized, and
that brought some closure.

Her family provided her with the physical 
help that she needed to heal.  Her faith gave 
her the spiritual support.  God allowed her to 
understand that Maria was with Him in  
Heaven and the Blessed Mother was caring



Two Babies, Two Miracles......continued

for her.  It was through this special time that 
Joan’s relationship with God deepened. 

When Joan learned about Alexandra’s 
House, she knew that this was a way to help 
others who are frightened or grieving.   
Alexandra’s House has programs which help 
parents cope with the grief of a lost baby.  
Joan has adopted its mission as a personal 
crusade and wants to make sure that strug-
gling parents know about this resource.  She 
wants to help heal the wounds of losing a 
baby, as well as letting the parents know that 
their baby is now with God.  By understand-
ing this, parents will be comforted.

When Joan announced her intention of 
launching a fundraiser for Alexandra’s House, 
Martha came forth to join her, promising to  
handle the financial responsibilities.   
Together they discussed possible options and 
finally agreed to a Black Tie Gala.  They then 
presented their idea to Alexandra’s House 
staff. All were moved by Joan’s and Martha’s  
generous hearts and knew that moving for-
ward would be an act of faith. Thus, the 
“BOW TIES FOR BABIES FUNDRAISING 
GALA” was born.

It will be held at the downtown Marriott on 
September 12, 2009.

Both women have known the sorrow 
associated with a sick or lost child and
neither had an adequate support group to 
which to turn.  In order to address this serious 
issue they hope to provide funds to promote 
the mission of Alexandra’s House in order to 
make it available to all who need 
this service. 

If you would like more information about 
this event, please call 816-931-5378

*************************************
Charity Fridays at the 
Greenhouse

If you search the dictionary for the definition 
of “wonderful” you will find there the owners  
and staff of Suburban Lawn and Garden at 
135th and Wornall. 

Suburban President, Mr. Bill Stueck, invited 
Alexandra’s House to participate in their  
Fridays for Charity program this year. As 
customers stroll through Suburban’s green-
house shopping for their lawn and garden 
needs, they also can learn about a variety of 
organizations in the Kansas City area. Invited 
charities host a table with informational  
materials and ten percent of sales that Friday 
evening are donated to the featured charity.

June 26th was Alexandra’s House night.  
While the outside temperature was high, it  
was no match for the warmth of the staff
and the many friends who came to support  
the work of Alexandra’s House. 

Thank you to all!

Salute to Volunteers . . . continued
If you are interested in helping to collect  
items (otherwise each basket costs $28.00 to 
fill) as an individual or group, please let us 
know. The baskets and all their contents are 
given away as gifts.  We often hear from fami-
lies who received these who tell us that they  
are very comforting and healing in an other-
wise dark time. Thanks for caring!

HOLY TRINITY PARISH (Lenexa) 
THREADERS 
What do you get when you mix scraps of  
material, multiple skeins of colorful yarn, 
spools of thread, patterns by the dozen, and a  
legion of creative women?  It would be an 
understatement to say just blankets.  

These dedicated sewers, quilters, knitters, 
and crocheters organized just a year ago. 
Luckily for Alexandra’s House, this talented 
group has volunteered to make baby gowns 
and blankets that we provide to our families 
through our Swaddling Clothes Program.   
The Threaders meet every other week to 
“stitch” and socialize.  They provide items  
for many local charities and nursing homes.  
All of their creations are designed and sewn 
with much love and blessed with prayers 
before they are delivered.  One of their recent 
projects was to make quilts for all of the 
newly ordained priests.  Their masterpieces 
are a special gift to all who receive them. 
Alexandra’s House is very honored to be the 
recipient of their labors of love.

A YOUNG BUT DEDICATED 
VOLUNTEER     
Recently Alexandra’s House received an  
email from a 12-year-old young lady Maddy 
asking if we would have need of knitted baby 
blankets.  Her mother had seen Alexandra’s 

House website and was impressed with our 
mission. Maddy plans to organize a knitting 
group with several of her young friends with 
the purpose of knitting baby blankets.  These 
will be included in our Wee Care Baskets. So, 
to Maddy, her mother, and her knitting pals, 
we say a big - THANK YOU!!!

Volunteers Needed……………
If you have the time and talent to work on  
any of the following projects, please give us 
a call; we would love to hear from you.  
Most of these projects can be completed in 
your spare time at home.

- Adorers or prayer warriors who will pray 
  for the needs of Alexandra’s House, for all
  its caregivers, strength for those parents  
  who will receive a lethal fetal diagnosis, 
  for the medical community that will care 
  for them, and for those still recovering from
  a loss of any kind.

- Organized individual who can research 
  and update our cemetery and funeral 
  home information.

- Monogrammers who could embellish our 
  baby gowns and blankets.

- Calligraphers to update our “Book of Life.”

- Industrious individuals who could organize 
  a parish/church group to collect supplies for
  the Champ’s Wee Care Baskets and who 
  will serve as liaisons between their faith 
  communities and Alexandra’s House.

- Computer gurus to help with computer 
  problems (MAC).

- Web Page Designers—to keep our web site
  up to date.

- Handy men or women who would be 
  available for minor repairs.



options, they agreed upon a Spring-Cleanup-
Fling to get the gardens and yard spruced up.  
Michael recruited Elizabeth Hermes, Mary 
Kanowsky, and Teresa Vodopest to join him 
in the project.

On Friday, April 24th the smiling and eager 
crew arrived with tools in hand.  Jobs were 
handed out to teams of workers and off
they went to tackle the grime that the winter 
months had left behind. Porches were swept 
clean, furniture was washed down, leaves 
were raked, the tool shed was organized 
and new flowers beds were planted.  The  
afternoon went by quickly but much was  
accomplished.

Thanks to the hard work of these wonderful 
teens and their fearless, tireless supervisor 
Judith Gorsky, they transformed Alexandra’s 
House into a neighborhood showcase.  A 
big “thanks” to all for your hard work, kind 
hearts, and dedication. 

In August, Michael Roper will enter the semi-
nary to study for the priesthood. Please keep 
Michael, his parents Bob and Kelly, and their 
family in your prayers.

WEE CARE BASKETS
As a labor of love in honor of their son 
Champ, stillborn in 2007 from anencephaly, 
Jill and Darrel Pulliam of Belton have spent 
countless hours gathering supplies to fill spe-
cial gift baskets to deliver to local hospitals.  
Champ’s Wee Care Baskets are distributed to 
mothers in local maternity wards who have 
lost a baby from any cause.  The baskets con-
tain various toiletries, warm fuzzy socks, a 
hand-made baby blanket, a camera, and a kit 
for making hand and foot prints of the baby.  

Fathers are provided activity books to help 
time pass more quickly.  The hospitals that 
receive these baskets cover the entire 
greater Kansas City area including St. Luke’s,   
Lee’s Summit Hospital, St. Mary’s in Blue 
Springs, Liberty Hospital, and West to Over-
land Park Medical Center.  

Recently John and Erica Kratofil and their 
daughters visited Alexandra’s House for a 
second time. For both their daughter’s first 
birthdays, in lieu of presents, John and Erica 
asked their friends to make contributions to 
Alexandra’s House. After Caitlyn’s party this 
summer, the whole family delivered several 
gift bags to us, filled with items for Wee Care 
baskets as well as cash gifts. We are always 
truly amazed by the absolute goodness of 
humanity. Thank you so much!

Dr. Bill Schwartz,  
Perinatologist, 
Newest Medical Advisor

William J. Schwartz III sounds too formal 
for a man who so humbly calls himself 
simply “Bill”.  A  native of Kansas City,  
William Schwartz, M.D.  received his Doctor 
of Medicine degree from UMKC in their suc-
cessful six year BA/MD program.  He 
conducted his transitional residency in  
Phoenix and completed his Obstetrics and  
Gynecology Residency at UMKC.  In ad-
dition, he received a Fellowship for further 
study in Maternal Fetal Medicine at the  
University of Oklahoma College of Medicine.  
He is certified by the National Board of  
Medical Examiners, the American Board of 
Obstetrics and Gynecology, and is board 
eligible in Maternal Fetal Medicine.

Dr. Schwartz is licensed to practice in both 
Kansas and Missouri.  He is in private prac-
tice with Midwest Perinatal Associates 
in Overland Park, Kansas, the Associated 
Women’s Care Clinic in Lee’s Summit, and 
serves as the Chief of OB/GYN at Kaiser  
Permanente/Managed Care in Overland Park.  

Dr. Schwartz also shares his knowledge and 
experience in the classroom as an Assistant 
Professor in the Department of Obstetrics 
and Gynecology at UMKC.  He is currently 
a Clinical Associate Professor in the 
Department of Obstetrics and Gynecology 
at the University of Kansas Medical Center  
as well as a Clinical Associate Professor 
in the Department of Obstetrics and  
Gynecology at UMKC.

A Special Thank You:

Our appreciation and a warm 
thank you to Judith Gorsky, 
volunteer and contributing 

editor for the newsletter and to 
Liz Howard for her Design and 

Layout Services on 
several Alexandra’s House 

projects.  

Their contact information is:

Judith Gorsky:  
jaginkc@yahoo.com 

Liz Howard:  
elizah58@yahoo.com

Away from the office and hospital, Dr. 
Schwartz is involved in the Kansas City
community and we are proud to have him 
as a member of the Medical Advisors 
Board at Alexandra’s House.  He offers an  
invaluable service and is always willing to  
lend a helping hand when  
needed. Dr. Schwartz  
is immediately  
responsive any-
time his help is  
requested.

It has been said  
that “behind every  
successful man  
there is a woman.”  In  
his case there are three: 
wife, Diane and three daughters—Rachel,  
Anne Marie, and Sara.   Alexandra’s House 
thanks him for all of his support and his great 
passion for its mission.



Alexandra’s House 
Honored by The Royals
The Boys in Blue…Major League 
Baseball…The “K”…
Alexandra’s House??
By Judith Gorsky

One might wonder how Patti’s name became 
associated with baseball.  She’s not an owner, 
she’s not a player, and she’s not a manager 
in that sense, but within a period of six  
months she received two baseball - related 
awards.  Does any other Kansas Citian hold 
that distinction?

In 2008, Patti was selected as one of the  
Buck O’Neil Legacy Seat Honorees. Buck 
O’Neil, a legend in Kansas City baseball, “had 
an enormous impact on the world of baseball 
and on the lives of the everyday 
people he touched.”  In his honor, the Royals 
have designated Seat 1, Row C in Section 
101 as the Buck O’Neil Legacy Seat. Buck 
supported the Royals from that seat behind 
home plate and today; those individuals who 
embody his spirit are given the opportunity 
to cheer The Royals on from that same  
venue.  John Schmidt, one of the fathers 
served by Alexandra’s House, nominated  
Patti for this award. He nominated her for  
giving up a lucrative career to found  
Alexandra’s House and to provide free servic-
es to area families and their terminally ill  
babies, with the utmost compassion and dig-
nity. 

Just five months later on January 16, 2009, 
Patti again found herself seated among many 
loyal Royal fans and players.  This time it  
was Royals Awards Night at the Sheraton 
Hotel in Overland Park.  It was a true baseball 
gathering where video highlights of 40  
years of Royals Baseball were shown.  

Garage Sale Grows, 
Benefits Many
What began nearly a dozen years ago in
an Overland Park neighborhood has grown 
into a large and successful cooperative 
philanthropic endeavor. 

Those many years ago a small band of  
women from Holy Spirit Church at 10300 
West 103rd Street in Overland Park began 
holding an annual garage sale at Mike and 
Denise Slaven’s home to provide clothing, 
classes and other essentials to pregnant 
women.  When one of their companions died 
suddenly and at a very young age from a  
heart attack, Denise and the remaining  
women were even more determined to keep 
this annual event going in honor of their 
deceased girl friend.

Concomitantly, other ladies in the parish were 
holding their own garage sales at their own 
homes to benefit other groups like Habitat 
for Humanity. With each passing year each 
individual sale grew and ultimately, around 
2001, the ladies approached the then pastor 
of Holy Spirit, Fr. Albert Hauser, about the 
possibility of consolidating the sales and  
holding one large annual garage sale at the 
church. Father agreed and now the sale is  
conducted Memorial Day weekend every 
year. Each woman still represents her own 
charity at the sale. When it is over, a small 
amount of money is withdrawn for adminis-
trative expenses, and the remaining money is 
divided equally among four charities. Father 
Harry Schneider graciously supported this 
parish project during his years as pastor at 
Holy Spirit and in fact, personally delivered 
the check to Alexandra’s House the last sev-
eral years. Father Schneider’s new assignment

Patti was surrounded by the Who’s Who of 
Royals Baseball:  Willie Wilson, Frank  
White, George Brett, Mike Sweeney, Zach 
Grienke, Trey Hillman, and even Julia Irene 
Kauffman.  Zach Grienke received the Joe 
Burke Award and Mike Sweeney received the 
Ewing Kauffman Mr. Baseball Award.  But to  
open the evening’s celebration, Mr. Stan  
Weiner, a good friend of the Quisenberry  
family, presented a very nervous Patti with  
the first ever Dan Quisenberry Special  
Achievement Award, recognizing her 
outstanding service to the community as the 
Founder of Alexandra’s House.  That night  
she became a “Royal” in her own 
right, but she is quick to say that it is the  
work of Alexandra’s House that merits 
attention, not  her.

The crack of bats or the loud noises of the 
crowd are not heard at Alexandra’s House.  
Instead there is a calm and peacefulness.   
Amid this quiet and peace, if you listen so  
very carefully, you are sure to hear  
Alexandra’s House Babies and 
their grateful parents singing the praises of 
those who stepped in to help and support, 
to direct and care, when there seemed 
nowhere else to turn.

is as pastor at St. Peter’s Cathedral in 
Kansas City, Kansas. Holy Spirit’s new
pastor is Fr. Storey.

Every year the ladies begin advertising the 
upcoming sale in the parish bulletin. A truck  
is available to pick up large donations and 
once all is organized the sale begins.  What-
ever doesn’t sell is donated to Catholic  
Charities, Wayside Waifs and other organiza-
tions that ask for items.

Denise, a married mother of seven children, 
one grandchild, and Holy Spirit’s Music 
and Liturgy Co-coordinator learned of  
Alexandra’s House during a group pilgrimage 
to Rome and other religious sites in Europe  
in 2002. Since then, Garage Sale Chair- 
women Maria O’Bryan and Teri Kilgore
with help from Denise run the annual 
garage sale. So over a decade later and after 
laboring along with her parish friends every 
Memorial weekend, this year the parish gave 
Alexandra’s House a check in the astounding 
amount of $5,375.00.  Denise feels that the 
current economic conditions helped to make 
this year’s sale such a success. 

To Denise, Maria and Teri, your companions, 
the parish staff, and all who helped and 
all who shopped, your faithful service and 
generous hearts humble us. Thank you to all!

*************************************
Salute to Volunteers

Service Project Spruces Up 
Alexandra’s House
Michael Roper, a home schooled student  
from Our Lady of Good Counsel Parish, 
wished to complete a service project at  
Alexandra’s House.  After discussing several



(Baby Boston . . . . continued)

We learned all of this when I was five 
months pregnant.  We were also told, 
repeatedly, that there was no other test or in-
dicator that would definitely confirm Boston’s 
diagnosis.  We spent four months praying, 
crying, grieving, and doing our best to live and 
love our little boy with all of our hearts.  To 
cope, I started a blog called 
“Baby Boston’s Mara-
thon,” http://www.
babybostonsmarathon.
blogspot.com) which 
gave me an outlet to 
share my feelings and 
update others on our 
progress.  I contacted 
Patti at Alexandra’s 
House and she helped 
me to process my 
thoughts and feelings 
about the possibil-
ity of Boston’s death 
and then focus on my 
pregnancy.  Each holi-
day that we celebrated 
during the pregnancy: 
my birthday, Thanks-
giving, Christmas, was made especially more 
significant because I knew it could be the only 
one we had with Boston.  The Carlson family 
(baby Caden) graciously gave us the gift of 
taking our two year old son Clark to Build-
a-Bear to make a bear, who Clark named 
Champ.  We told Clark that Champ was going 
to help to fight to make Boston get better.  
Clark gave Champ a lion’s roar to make him 
big and strong. 

 Our beautiful baby boy was born at 39 weeks.  
He looked perfectly healthy, but his lab results 
told us that the inutero testing had been cor-
rect: Boston’s kidneys were dumping protein 
in his urine.  This is what we had feared.  
There was nothing the doctors could do with-
out a kidney transplant.  We were transferred 
to Children’s Mercy to wait for Boston to get 
sick as his kidneys started working on  
their own. 

 
The time in the hospital was sur-
real as we struggled to control our 
simultaneous feelings of love and 
grief.  For me, nothing existed out-
side of spending time with Boston.

This is the turning point in our 
story.  Boston got sicker for the first 
couple of days, but by day four, he 
had stabilized.  He began to gain 
weight and although he was still 
losing protein, miraculously, he 
wasn’t getting sicker.  The doctors 
had no explanation, but joined in 
our rejoicing.   A few days later, 
after spending just a week in the 
hospital, we were able to go home.  

As if that blessing was not enough, by two 
months old, Boston was no longer produc-
ing any extra protein.  Our sweet baby boy 
who had less than 1% chance of being born 
without a defect and who was in fact told that 
he would need a kidney transplant has been 
miraculously healed of any medical ailment.  
We are blessed. He is perfect.

Baby Boston’s Marathon
By Mommy Sarah Preston

I want you to know the end of the story 
first. We are blessed. Boston Preston, our  
five–month old baby boy, is alive and 
healthy, but he wasn’t supposed to be.  
Here is our story: 

“Expect miracles.” “Never give up hope.”  
“Keep the faith.”  These words are often 
spouted by well-meaning supporters, but 
for the parents of a child who is likely to die 
before, during, or soon after birth, these  
words can seem hollow and are often difficult 
to internalize and apply.  Even when the heart 
can wrap around God’s power to heal, often 
it is our head that just can’t get to the place 
where a miracle seems like a possibility.  As 
much as you want a miracle, you know there 
are no guarantees. 
 
Our first inkling that our pregnancy journey 
would not be typical came with a call on  
September 2, 2008.   My husband Brian 
and I elected to have blood work done to 
test for genetic syndromes like Down’s and 
Spina bifida.  The tests showed troubling 
alpha-fetoprotein (AFP) levels.  We rushed to 
the hospital to find out what was wrong, not 
knowing if he was even still alive.  The initial 
ultrasound could not tell what was wrong.  
On the screen, Boston looked like a perfectly 
healthy boy.   We decided to have an amnio-
centesis done to determine whether or not the 
issue was with Boston, or the placenta, or me.  
Those results were even more disheartening.  
The normal range of AFP is between 0.5 and 
1.5.  Levels greater than 1.5 are concerning.  
Spina bifida usually occurs in the range of 3 
to 4.  Fatal kidney syndromes, which Boston 
was suspected of having, range around 10.  
Boston’s number was over 60.  Statistically, 

Boston had more than a 99% chance of being  
born with a birth defect.  Genetic testing  
revealed it was likely, although not conclu-
sive, that Boston would be born with 
malfunctioning kidneys that would dump too 
much protein in his urine.  The excess protein 
loss would cause the protein level in his  
blood to drop and result in high blood pres-
sure, loss of his ability to fight infection, and 
severe swelling.  Although these symptoms 
could be controlled with medication, this 
would continue until he got a kidney trans-
plant.  A transplant could not occur until  
Boston reached 20 pounds and because he 
would have difficulty eating and gaining 
weight, he would likely die before reaching 
transplant size.  The syndrome also made it 
likely that Boston would be born blind and 
mentally retarded.  No child born with this 
syndrome had lived beyond age 5.


