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As you know, the months that encompassed last year’s “Holiday” season were some of the worst in my family’s

lives.

Speaking selfishly,  I had just been blessed with a beautiful and glorious Goddaughter named Bailey, and was on 

cloud 9. Then, within days, the heartbreaking and earthshattering call came from Renee --  telling me that we had received 

a positive screening for some strange disease I had never heard of called ‘GA1’.  My heart sunk, the bottom fell out, I heard 

her words and could barely comprehend them.  I heard her heartbreak and could feel it over the phone line like an anchor at 

the bottom of my soul.  I tried to be encouraging and failed miserably. The prognosis seemed very bleak from what I could 

comprehend, and thus,  the very sad ‘holiday season’ began.  Watching family that you dearly love suffer so much pain was 

excruciating for me, as I have lost many loved ones to tragic ends, and it was something I hoped to never experience again. 

Being able to do nothing to help went against every Type A personality trait within me.  It was simply, awful.

But for us, thankfully, that was the last holiday season we would have to spend in that fear and heartbreak as we 

were given the ultimate gift - a false positive, and the health of our treasured little angel.  We are acutely aware that many

of you have not been so lucky, and we not only count our blessings every day, but we include you in our prayers and wishes 

for all the holiday miracles that we together can imagine and dream of.

The true blessing in this horrible experience for us is that we found you! Your stories, and your dedication, and your 

love and determination have been a true inspiration to us in ways that words cannot fully desribe. YOU are the heroes, 

YOU are amazing.

This holiday I give thanks not only for my incredible family, for Bailey and Kalyn’s health, for my own wonderful son 

Tyler’s health but for my beloved Renee and Scott and their commitment to doing what they can to bring light into the lives 

of others who are so deeply challenged at a level we can barely comprehend. To everyone who has supported my God-

daughter, Bailey, and her wonderful mom, dad, and sister... thank you. Your support, kind words and love have been greatly 

felt this year. I want to encourage all of you to submit a note on our FORUM page and forward an email about our new open 

forum to as many people as are in your mailling list.  We want to hear from everyone!

And last, please join us this Thanksgiving as we say a prayer for our 

first BBAF Angel, �����  She is 5 1/2 and has GA1.  Lily didn’t get the ENBS, 

and has suffered greatly through the progress of her disease.  Even with all

her obstacles, she can light up a room when she smiles!   Recently, Lily went 

in for hip surgery and now is very very sick and having difficulty in recovery.

Her loving mom Sarah is by her side every minute, and is a very amazing woman

to be deeply admired for her loving devotion. 

Together, this holiday season, I give thanks for all the love in my life.

As we all join together at our thanksgiving table and give thanks for our blessings, 

please know you will be in our prayers and in our hearts.

With love and gratitude,

Marcia “Marcy Mama” Beverly (Proud Godmama!) 
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HAPPY NEW YEAR!

As we start this year, there are a few things we want to update you on:

OUR JANUARY 2009 ANGEL is DAMIAN.
 You can find his story under our Featured Angels section.
 Directions:     go to the EVENTS and MEDIA tab
   Scroll down and find the FEATURED ANGELS tab
              click on the corresponding month.

Currently, we have December and January Angels posted... keep an eye the first of each month as we add our new Angels!
 
To submit a child for a Featured Angel,  go to our forum page, and submit your entry on 
SARAH’S DEN ANGEL STORYBOARD

GRANT REQUESTS:  We are still awaiting a status approval from the IRS, so until such time that is received, we are in 
‘data collection’ mode’ only, and not able to issue foundation funds.  But in preparation for the ‘go ahead’, we are currently in 
the process of creating a “SUBMISSION REQUEST / NOMINATION” form.

This form will be available through the site for download.  Completion of this form will be required for all parties who 
wish to submit themselves or nominate someone else for foundation grants.  
Until such time as this form is available, please do not submit requests.

WHAT’S AHEAD FOR BBAF THIS YEAR
As many of you know, the year has been a very busy and challenging one.  And there are always more things to do than 
you can ever imagine when you undertake a project of this magnitude - but we’re putting one foot in front of the other and 
getting ready for when the IRS gives us our clearance!

We are currently developing the following revenue generating support arms:
 - BBAF Merchandise: t-shirts, awareness bands, and various items for sale through our site and ebay;
 - Celebrity donated items for sale through our site and ebay; INCLUDING A CELEBRITY BABY YARDSALE!
 - Charity fundraiser “Golfing” event, to be held in Los Angeles’
 - Charity fundraiser “Getaway” event to be held in Santa Fe, NM.
 - 5k and/or 10k Run to be held in September 09 to kick off NEWBORN SCREENING AWARENESS MONTH.

If you have any more fundraising ideas for us, please share on our forum!

With warmest regards, and wishes for a very happy and healthy 2009.

Marcia Beverly, Treasurer, Bailey Baio Angel Foundation
and proud Godmother to Bailey!
 

Written by:  Angel Mom, Sarah

As the Mother of a child who did not 
receive expanded newborn screening, I’ve 
often thought that the “other side of the 
fence” might be greener for those families 
who received a diagnosis, shortly after the 
time of their child’s birth. And for the most 
part, it is “greener”. 

Per statistics, most children who are born 
with a metabolic disorder and is detected 
at birth, 75 to 90% of them avoid a crisis, 
which can prevent them from severe de-
velopmental delay, mental retardation, dis-
ability or death (among other things). So it’s 
a good thing when a parent knows ahead 
of time, and the child’s Doctors can follow a 
care plan of action, along with the parents, 
to keep the child in the best of health.

Amidst all the good, there still is the fear 
that if the child does not get proper nutri-
tion or has a sudden or unknown illness, 
dependant on the condition and the child, 
they can still have a crisis. This to me, is 
quite scary! 

Imagine having to weigh food every day, 
medicating them, balancing protein and 
other parts of their formula to perfection, 
and watching them every minute when they 
are ill, because there is always that chance, 
in the blink of an eye, that something could 
still happen.

I have learned a lot from Laura Larks, 
mother of our January BBAF Angel, 
Damian Larks who is eight months old 
and has 3-methylcrotonyl-CoA carboxyl-
ase deficiency, also a metabolic disorder. 

Damian received screening at birth and 
since his diagnosis, Laura has to be 
extremely vigilant in his care to prevent the 
complications I mentioned above. Laura is 
a wonderful Mom, who feels that caring for 
Damian has taught her so much, and made 
her a “different person” altogether. 

Below in her own words, is Damian’s story:

Damian was born on April 27, 2008 at 3:41 
pm and weighed a healthy 8 lbs. 9 oz. 
He is our sixth child and all our children had 
been perfectly healthy so when the nurse 
took him to do his first newborn screen-
ing test, we really didn’t give it a second 
thought. 

And I didn’t have to give it a second thought 
until Damian was five days old.
That’s when the pediatrician called us 
personally at 7:00 pm. I instantly knew 
something was wrong. 

She told us that Damian’s newborn screen-
ing had come back abnormal for 3mcc. I 
was in such a state of shock that I didn’t 
really ask her any questions. 

She asked us a few questions about how 
he was doing (was he sleeping too much, 
difficult to wake, any vomiting, etc.) and 
we had to take him to our local children’s 
hospital to get a second screening as well 
as some other lab work done. 

After my initial shock wore off, I immediately 
got on the internet and began researching 
3mcc. I was overwhelmed with devastating 
information and very sad stories.

After getting the tests done, we went to see 
the pediatrician. She explained that the 
horrible things I found on the internet were 
what could happen to a child who had 3mcc 
and was not diagnosed early. Diet, supple-
ments and special precautions can prevent 
all those things from happening. 

She told me not to worry too much until we 
got the results from the second newborn 
screen and lab work. But of course, I wor-
ried about it every minute of every day! 

After about a week, the results came in and 
again confirmed the 3mcc diagnosis. The 
doctor ordered some more follow up tests, 
which in another week came back with the 
same thing, Damian had 3mcc. 

January 2009: Angel of  the Month

Admittedly, we had a very hard time 
accepting this. We had five other children 
who were completely healthy and it just felt 
unbelievable that we could carry such a 
genetic disorder. It was a lot to deal with 
initially. Time has helped us to realize that 
his early diagnosis was a blessing, as we 
now have the best chance at prevent-
ing the complications associated with his 
disorder. 

The journey we’ve been on since Damian’s 
diagnosis has had its ups and downs, but 
has already taken us amazing places. We 
have met some of the most wonderful 
families and some of the kindest people 
we’ve ever come across in our lives. 

Damian is an adorable, strong little guy 
that has truly changed our family. We have 
learned to see the blessings in everything, 
even in times when life is really difficult. 
When life feels overwhelming I learned to 
just take things day by day, hour by hour, or 
even minute by minute.”  – Laura Larks

Thank you for taking the time to read 
Damian’s story, and have a wonderful 
new year!

Best Wishes,

“Our little angel, 
     shortly after diagnosis.”
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Sarah

Christmas 2008


