Dear Friends and Family,

On November 15, we had the opportunity to meet with the team of ACD researchers and Craig
Snyder. Craig recently founded the 3 Angels Memori  al Fund for ACD Research and was
instrumental in getting Congressional approval this week for $250,00 to fund ACD research in
fiscal 2008. Craig requested the meeting at Baylo r College of Medicine in Houston, Texas for
the purpose of discussing the best way to move for ward with ACD research. The details of our
visit are explained in an article on page 2, butth e recurring theme that we heard from the ACD
research team was the need for additional research samples from affected children. The main
criticism of a prior Baylor proposal to the Nationa | Institutes of Health was that the limited
number of samples available limited the chance of s  uccess. The critical contribution that
ACDA members can make to help with this is a donati on of tissue samples, paraffin blocks, or
blood samples that were collected from your baby. Baylor has less than a dozen complete sets
of samples and needs at least a threefold increase to improve the chances for a successful
genetics study. Consent forms for this contributi on have to be obtained from Baylor. Prior to
contacting your hospital, please contact Dr. Partha Sen at psen@bcm.tmc.edu _ or (832) 824
4764. While samples from affected children are of  utmostimportance, Baylor reminded us that
blood samples from parents and healthy siblings are also needed.

If you haven’t donated samples to Baylor, we urgey  ou to do so now. This is an opportunity for
something positive to come of your loss and to know that your one contribution can make a
difference. In addition to honoring your child los t to ACD, you need to do this on behalf of the
healthy children that you have. Only through this research can the cause of ACD be
determined which will eventually reveal if your hea Ithy children’s offspring may be affected.

Finally, may you create new family traditions this holiday season that include the babies that
you have lost to this terrible disease. All our be st for a healthy and prosperous 2008.

Happy Holidays,
Steve and Donna Hanson
Executive Directors, ACDA
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ACDA Attends Research VMleeting

As we informed you previously, Craig Snyder andwiife, NiCole, established the 3 Angels
Memorial Fund for ACD Research in memory of thensLincoln, and Craig’s two other
children, Rebecca and Jonathan who all died frol AOne of the goals of the 3 Angels Fundlis
to raise money for ACD research. Craig has spemynmours talking to medical professionals
around the United States to help jump start rebea@n November 15, 2007, he convened a
meeting at Baylor College of Medicine, to discuss dn-going research by Partha Sen, Ph.D. gnd
Dr. Claire Langston, a pediatric pathologist. didi@ion, Drs. Galambos and Barmada attended as
they have the skills needed to complete the teatraaminterested in ACD research We had the
opportunity to attend this meeting.

In addition to us, the following people were ireatiance:

» Craig Snyder, founder, 3 Angels Memorial Fund f@[AResearch

» Dr. Naomi Bishop, Assistant Professor of Pediataicg/eill Medical College, Cornell
University (Naomi cared for Craig’s child Lincoln the hospital)

» Dr. Claire Langston, Professor of Pathology and#&geds, Baylor College of Medicine

» Partha Sen, PhD, Assistant Professor, Dept. ofaffexi — Nutrition, Baylor College of
Medicine

» Dr. Csaba Galambos, Pediatric Pathologist, Childrelespital of Pittsburgh

* Dr. Michael Barmada, Department of Human Genetiesyersity of Pittsburgh

Dr. Langston opened the meeting with an overvieweasfinvolvement in ACD cases since 1989.
She gave an update of the immunohistological sthdtywas funded by a NORD grant. As you
may remember, the immunohistological study is gyio identify differences in the expression @f
proteins in vascular development in the lung infieced vs. affected babies. This is proving tp
be difficult research and they are continuing taleate the results.

She gave an overview of work that she and othefarebers from the Children’s Interstitial Lung
Disease Clinical (ChILD)and Research Cooperativeolved in to classify lung disorders,
including ACD. ACD is categorized as one of theethDiffuse Development Disorders which
also includes Acinar Dysplasia and Congenital Alae®ysplasia. The lung developmental
stages are summarized in the table below .

Lung Growth that Occurs In utero period
Development for humans
Stage
Embryonic Larynx, trachea, primordial lung | 3-6 weeks
buds
Pseudoglandular Airway development 6-16 weeks
Canalicular Capillary ingrowth period 16-24 weeks
Terminal sac Gas-exchanging surface area 24-36 weeks
phase
Alveolar Alveolar development 36 weeks through
adulthood
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Continued from page

It is not yet understood when lung developmentabl@ms begin. It could be the result of arrestec
development at a particular stage (ie normal dgeént until then and then no further developmepnt)
or possibly development is abnormal from the beigigand proceeds far more slowly.

Dr. Sen then presented a numerical accountingeoéttected babies, parents and healthy siblings jtha
are participating in the ACD studies that have ba®igoing at Baylor. Doctors and families from
around the world have contacted Baylor via the ACBAylor’'s posting on Gene-Test, and from

doctor referralsThere are currently 47 families in the study. Asswnentioned in the opening lettef,
additional family participation is needed to insedhe sample size to improve the odds of finding
the cause of ACD. The lack of enough subjectsavasjor reason that the National Institutes of
Health denied funding for a recent Baylor propodat. Sen outlined the areas of ACD research that,
if given the resources, they are prepared to supipctuding:

« Establish a worldwide repository for biomateriatslgenetic material
» Genotype all ACD samples

» Collect all ACD samples

» Test more proteins for the Immunohistological Study

» Conduct fine mapping of potential candidates

« Conduct a microarray study of gene expression

« Study knock out animal models

» Perform a descriptive ultrastructure study

Craig Snyder was then given the floor and he stiiatthe goal of the 3 Angels Memorial Fund was
twofold: (1) to raise money for ACD research aBpt6 raise awareness in the medical community.
Craig shared the following information:
e At least $200,000 should be available from privddaations to support ACD research in 2008.
» The Congress of the United States has just appatepr5250,000 for fiscal year 2008 for A
related activities, to be managed by the CenterBigease Control (CDC). This is an
enormous step for ACD as it is the first recogmitby the federal government as a matter
of public health and a research area worthy ofgpegeded with taxpayer money.
» The foundation is working with a publicist to rame&areness of ACD.
» Craig requested that Baylor submit a proposal rty€®08 outlining the resources they need
to conduct the above mentioned research.
* The Foundation anticipates a grants for ACD reseafter review of the proposal.
* The 3 Angels website has been launched. Pleasétys//3angelsfund.org/ for more
information.

The ACDA is extremely grateful to Craig and alltbé other attendees for initiating and supporting
this gathering and working together to find theseaand cure for ACD.
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My Little Peanut
s story

| had been in labor for probably a week before | we  nt to the hospital. It
wasn't pain, just pressure...until that last day. By 9:30, Friday night, December 3, 2004, |
couldn't take it. At 11:30, the nurse came in and looked at the fetal monitor. She left the
room pretty quick and came back, put me on oxygena  nd informed me that they were going
to have to do an emergency C-Section. | was terrif  ied. JJJis heart rate had dropped to 60
during the last two contractions and | was only dil ated to 2. They didn't want to take any
chances, since | still had a long way to go. | had [} at 2:00 a.m. on Saturday morning.

The nurses brought her to my room around 11 thatda y. | was so drugged up, but still held
her and tried to feed her. She wouldn't eat. | wa sn't sure if that was because | wasn't doing
it right, or what. | have 2 nieces, one 5 and one 2, and helped with both of them as babies.
So, it wasn't like I'd never fed a newborn before. Then | figured that maybe | was just too
drugged up. So, they took her back to the nursery and the nurse there tried to feed her and
had the same problem. She gagged and just wouldn't eat. She switched her formula and
that helped. I guess they thought that was the pro  blem.

The next day, Sunday, | called the nursery around 1  0:30am to have them bring --JJjjp me. 1t
rolled around noon and they still hadn't. | assume d that they were just really busy. It was
time for pain killers anyway, so | called down and told them to not bring her and | would call
again when | woke up. The nurse who answered told me that another nurse was on her way
to talk to me. It wasn't a good conversation. She came in and said that --Jjjad turned
dusky(bluish) in the nursery and they wanted to do a spinal tap on her. | started bawling.
Here, my brand new baby, and a "procedure" already. Of course, | allowed it. They
admitted her to the NICU and did the spinal. The r esults came back clear. | was so happy.

The doctors ended up diagnosing her with pneumonia. They said this was probably a result
of my c-section. They needed to keep her inthe NI  CU to continue her antibiotics but as
soon as she was finished with those, she would be a  ble to come home. The first time |
walked in the NICU and saw my precious baby in the incubator with an oxygen hood over
her whole face, was one of the worst sights of my | ife. It took a few times before | could
handle it. They had her on oxygen for a few days a nd that was it. She seemed to be fine.

| went home on December 7th and they kept -}t il December 15th, which was when she
finished her antibiotics and she came home. | was so excited to finally have her home. |
found out after she came home that they had done an echocardiogram on her in the NICU.
This was an ultrasound of her heart and lungs. They found the pressures in her lungs to be
in the 50's. The normal pressure should have been from 15-20, but because of her
pneumonia, they weren't too worried.

| had to take her to the cardiologist for a follow-  up about a week and a half after she came
home. | took her on January 4th and her pressures were still high. Her cardiologist called
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me and said that he wanted me to get her to Riley H  ospital in Indianapolis, IN as soon as
possible. That in itself scared me to death. OnJ  anuary 7th, | took her to Riley Hospital for the
first time. The cardiologist, Dr. Ebenroth, decide  d to do another Echo on her to check her
lungs for himself. He backed up exactly what her ¢ ardiologist said. Then came the bad news.
He then told me that she might have PPH (Primary Pu  Imonary Hypertension). Itis a lung
disorder, which causes high pressures, but is also not curable. So, | said, "Basically you're
telling me that if this is what she has, that | hav e to just sit back and wait for my baby to die?"
He answered with the most horrifying answer possibl e. "YES". | could have dropped right
there, but | wasn't giving up without a fight.

They admitted her to the heart unit that day and pu  t her on oxygen to see if that might help.
The next day, they did another Echo on her and no ¢ hange in her pressures, but | do think that
the oxygen was helping her breathe.

| hadn't actually realized how much of a problem sh e had breathing until then. 1 started
thinking about how she was when she was home. She would gag during almost every
feeding. At times, she would vomit up her whole bo  ttle. | would feed her an ounce and while
burping her, she would fall asleep. | would havet o wake her up, after almost every ounce.
That stopped in the beginning of her being onthe o xygen. She actually started eating and
sleeping better.

| took her home on the 11th of January and had her home for another week and a half. They
had me schedule her for a cardiac catheter on Janua  ry 20th. This was a test where they would
knock her out, intubate her and then put a catheter straight into her lungs. They would test

her lungs without anything special. Then they woul d test her on 100% oxygen, and then add
Nitric Oxide to the oxygen and see if her lungs rea  ct to that. If they would open up at all. If
they do react then they know she can be helped with a medication. My fingers were crossed
during the whole procedure.

Well, her lungs did react, but not as much as they would have liked. A little was better than
nothing. They had decided to keep her for 24 hours for observation. That night, Thursday, she
was having problems. | fed her and within 20 minut  es, her oxygen saturation, which should be
above 90, was dropping into the 70's. About an hou r after she ate, it came back up. This
continued to happen all that night and the nextday . The doctors just decided to stop feeding
her. They put in a feeding tube and wanted to see if that would stop the de-sating. They also
decided that in a week they were goingtotryand d o a lung biopsy to see if they could figure
out what was wrong with her. They wanted to wait a week just to give her time to rest after her
cardiac catheter.

On Saturday morning, January 22nd, around 7:00AM, | got a, not so nice, wake up call. They
were rushing -JjJjo the ICU. They couldn'tgeth  er oxygen to stay up. | was so terrified. They
got her there and told me that they were goingto h  ave to intubate her to give her higher
amounts of oxygen then she could get through the na sal cannula. They also told me that they
were going to try and put in a central line. ----JJf was so sick. Was my baby going to make it
through this?

While Michele (my friend who went with me to Riley) and | were in the waiting room, a doctor
came in to tell me that --f/as doing worse than ~ when | left her. | asked him if she was going
to die and he said that it was possible. Ilostit . Ijust couldn't understand what was going on.
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They had no idea what was wrong with her and she mi  ght die. | didn't know how to deal with
that. So, | cried for the next half hour, until th e doc came back in and said she was stable. |
gave him the biggest hug...probably scared the poor guy. He was an intern. | got to go see
her shortly after that. The saddest sightinthe e  ntire world. Blood everywhere and my poor
baby laying there with tubes coming out all over.

Then, | found out that they were going to have to p  ut a chest tube in because when they were
losing her, they had to "bag" her. They had to bag her so hard that they blew a hole in her
right lung. | was starting to get numb. | was so scared again. They got the chest tube in
with few complications. ---Jjffst didn't want to be messed with. That actually became
somewhat of a joke between me and the staff. ----JJjJj was always, for the most part, fine until
someone "messed with her". | used to say, just lik e her mother.

The rest of the day Saturday and then on Sunday, we re hard. She was up and down all night
and the next day. By Sunday night, they decided th  at there was nothing else they could do
for her. They had given her every medication possi  ble and nothing would keep her stable for
long. What was | supposed to do? Her wonderful do  ctor, Dr. Nitu, then decided that she
wanted to try her on steroids. She said thatifth ey would have had the chance to do the
biopsy, this was one thing they would have probably put her on anyway, so why not try it
now. She said it couldn't hurt. And, she was righ  t. Within an hour after her first dose, she
was stable.

Then, they came to me with the idea that they need  to do the lung biopsy now. They didn't
want to wait. They didn't think she could make it too much longer and they knew that only a

biopsy was going to give them any information into what was wrong with her. It was so hard
to make the decision to do that because they warned me that she could die during the
operation. As scared as | was, | had to letthem. | then decided to put - life, 100%, in

God's hands. It was the weirdest thing, but as soo  n as | gave God the control, | was fine. |
knew in my heart that she was going to come out of the surgery fine. | didn't even cry when |
left her room. | was fine the whole two hours she was gone. The doc came to the waiting
room to tell me she came through it. | hugged him and told him thank you, but | knew she
was going to be fine. He just smiled.

Well, as soon as she got back to her room, the prob  lems started again. They couldn't keep
her oxygen level up. About three hours after she ¢ =~ ame out of surgery, another doctor came
to me to tell me that he wanted to put her onthe E  CMO machine. Another, oh so scary,

decision to make, but an easier one then the biopsy . The doctor told me that if | didn't agree
to put her on ECMO, she probably wouldn't live anot  her 2 hours. That was all | needed to
hear. | couldn't just sit there and watch her die. Her life was still in God's hands and if it was

her time to go, then at least | knew | did everythi  ng | could for her. When | left her room, right
before they put her on the ECMO, her oxygen sats we re in the 50's...she was purple. | wasn't
as calm this time, but still not as bad as | would think. Again, she came through. What a
fighter -Jwas.

Il s biopsy results back the next day and her Do ctor came in the room, so excited. She
informed me that --vas diagnosed with PPHN (Per  sistent Pulmonary Hypertension of the
Newborn), which was curable. | just couldn't belie  ve it. | have never wanted to scream for
joy, so loud, in my life. | almost knocked Dr. Nit  u over, jumping up to hug her. She stayed
on the ECMO machine for 6 days. That whole week wa s wonderful. All | could do was think
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about all the things that | was going to get to do with my baby, that for a short time, | didn't think
possible. | started keeping a journal. 1wantedt o have everything written down, so when ---- ik
older, | could show her how strong she was and all the nasty things she fought through. She did
so well. The day they took her off the ECMO machin e, her lungs pressures had gone down into
the 40's...they had actually gone over 130, whichi s very bad. She had to have felt like she was
suffocating. Poor baby.

Then, the day after she came off of the ECMO machin e, Dr. Nitu came in with this horrid look on
her face. She proceeded to tell me that ---Jfjn itial biopsy results were wrong. She doesn't have
PPHN, she has ACD(Alveolar Capillary Dysplasia). B  ut, this one isn't curable. | stared at her with
the most intense feeling of numbness that I've ever experienced. How could that be? How could
they have been wrong about something like this?

| decided to do some reading on ACD and found outt  hat it is a so very rare lung disease. As of
now, there are only 116 diagnosed cases in the ENTI RE WORLD. How is this possible? Why my
baby? What are the chances? All the questions goi  ng through my head. They aren't positive,
but they believe that her disease is genetic. She  had a 25% chance of receiving both abnormal
genes from both her father and I, and she did. | f elt so guilty.

Here, | went a week believing that she was goingto  be fine, and then get smacked in the face
with this news. | wanted to hit something. | just kept telling myself and the doctors that God was
going to work a miracle. --JjJJjas going to be fin  e. God brought her this far. He's not going to
take her away from me now. | felt that way untilt he day she passed away.

Almost 2 weeks after she had come off of the ECMO m  achine, she started having problems. Two
days before she passed away, her lung pressures wer e over 100 and the day she passed, her
pressures were over 125. | knew that there was not  hing else | could do for her...except to stop
her suffering. It was another hard decision, buto  ne | knew | had to make, if | love my baby as
much as | knew | did. It was again in God's hands  and knew that is she was meant to live, he
would bring her through this too. At 9:30pm on Mon  day February 14th, 2005, they took - JJjjiff of
her ventilator. 20 minutes later, she passed away in my arms. | was lucky enough to have close
friends and family there with me, but nothing could ease the pain | was feeling. | will always love
my precious -JJJnd know that someday | will see her in Heaven. Without tubes and the happy
baby she should have been here on earth.

| wrote this story for --JJjwebsite about a mont  h after she passed away. Every time | read it, it
feels like someone else's story. Her 3rd Birthday is in two days and right around the corner, it

will be three years since she's been gone. Therea re
days where | still sit back and ask, why me? Other

days my faith gets me through helping me to see

that there is a reason for everything. The pain is still
there but it's just not as raw as it was three year s
ago. JJPwill forever be Mommy's Little Peanuta nd
never forgotten but time does heal. Evenifit's] usta

little at a time.
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Memorial Garden :

" We are dedicated to remembering the birth datesiofamilies’ babies who are not here toI
I share our lives. Please pause to remember them.

I Please let us know if we have inadvertently omigtedr baby’s name or if you do not wish %
to have your baby’s name included in this sectigou can email us adesj@verizon.net =

— ] L} I ] ] I ] ] I L] L] I ] ] I ] ] I

**Announcements**
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WELCOME TO OUR

NEW FAMILIES
Please reach out to our families that have recently
contacted the ACDA:

-I1 ] ]

KKK KKK KKK XK

Cafe Arrival

Born
To

Congratulations!

KKK KK KKK KX

.

ACDA CONTACT INFORMATION
Website — www.acd-association.com
Steve and Donna Hanson
5902 Marcie Court
Garland, TX 75044-4958 USA
(972) 414-7722
Email — sdesj@verizon.net
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