
•• ACDA website www.acd-assocation.com

••  Compassionate support for grieving families

•• A closed Facebook group for parents

•• A library of medical articles on ACD/MPV cases 
 and related subjects

•• Copies of literature when access to a medical 
 library is not available

•• A directory of families in our organization that
 can offer support

•• A list of known cases, including those from our
 organization

••  Contact with physicians, researchers and  
 pathologists interested in ACD/MPV 

•• Referrals for parents and the medical
 community to doctors familiar with ACD/ 
 MPV in order to facilitate communication and
 awareness

•• A quarterly newsletter with updates regarding
 our families and research studies

The purpose of our organization is to gather and 
share information while offering a supportive 
environment to share fears and concerns.

Twitter:@ACDAssociation

 Facebook: https://www.facebook.com/
ACD.Association

We offer the following:

While we do not offer medical 

advice, we try to provide as much 

information as each 

family requires.

In the years since the ACDA has been established, 
we have talked with physicians and families about 
how we might make a difference.  We believe that 
we have begun to make a difference, but there is 
still much we can do.  We have learned one very 
important thing – as our numbers grow, our voice in 
the medical community gets louder.  It is that voice 
which will lead to the answers we all long for.

Please contact us and join the growing number of 
families who search for answers.

We want to hear 

from you......

ACD Association 

c/o Steve and Donna Hanson
5902 Marcie Court

Garland, TX USA 75044-4958

Email: sdesj@verizon.net
Website: www.acd-association.com
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ACDA
Searching for Answers.

Hoping for a Cure.
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What is acd/mpv?

Facts

ACD/MPV is a rare disorder of newborns caused by abnormal development of the blood vessels (small arteries and 
capillaries) in the airspaces of the lungs (alveoli). Most reported cases presented in the fi rst hours to days of life, and 
had an initial diagnosis of Primary Pulmonary Hypertension of the Newborn (PPHN).  Respiratory distress and further 
complications quickly develop in these newborns because of their inability to shift from fetal circulation to newborn 
circulation, resulting in extremely high blood pressure in the lung vessels. 

There are a several characteristics that ACD/MPV infants have in common, such as low oxygen levels, cyanosis 
(turning blue), pulmonary hypertension (high lung blood pressure) and respiratory distress. ACD/MPV infants are 
usually born at term from uncomplicated pregnancies. 

The lungs of these newborns are described as having Misalignment (malpositioned) of the Pulmonary Veins (MPV), 
idiopathic PPHN. These newborns frequently undergo a protracted course of Extracoporeal Membrane Oxygenation 
(ECMO), Nitric Oxide (iNO), Prostacycline Vasodilators or a combination of these. Recently, Sildenafi l has also been 
used to treat the affected infants. In all reported cases, infants have been found to be refractory to all known 
therapies.

The disease can have a variable severity according to the degree of lung blood vessel maldevelopment. In very rare 
instances, infants may present at several weeks or months of age with severe, refractory pulmonary hypertension.

Defi nitive diagnosis is made by lung biopsy or at autopsy (postmortem).  Approximately forty percent (40%) of 
cases of ACD/MPV have been found to be caused by sporadic genetic abnormalities not present in either parent.  
These may occur when an egg is being made early in the mother’s life or in the early embryonic stages.  The most 
common abnormalities observed are mutations in the FOXF1 gene or deletions in Chromosome 16 involving the 
gene. However, the cause for many babies with  confi rmed diagnoses of ACD/MPV is 
still not known, and more research needs to be done. In very 
rare cases, ACD has been found to recur in the  
family, but the pattern of inheritance is 
complex and not well understood.

The ACD Association (ACDA) is a group 
of parents throughout the world who 
have experienced a common tragedy – 
the death of a baby caused by Alveolar 
Capillary Dysplasia with Misalignment 
of Pulmonary Veins (ACD/MPV).  We 
are working towards a common goal: 
to fi nd a cause and a cure for Alveolar 
Capillary Dysplasia.

The purpose of the ACDA is to gather 
and share information about the 
disorder while offering a supportive 
environment to share fears and 
concerns with bereaved families.  The 
Associaton is dedicated to providing 
networking  opportunities to families 
affected by ACD/MPV and to increase 
awareness of ACD/ MPV in the medical 
community.  The ACDA is committed 
to raising funds for ACD research.

It is our hope that together we can 
make a difference so that other families 
will not experience the depth of loss 
that we have faced.

Since the ACDA was founded in 1996, 
our organization has grown from one 
family to a nucleus of international 
families with different but similar 
stories.  We have all experienced a 
great sense of loss, and we want to 
assist you by answering your questions 
and sharing your grief.

Mission

While the microscopic details of ACD/MPV are now recognizable, it is not known 
what causes the disease in many confi rmed cases. Researchers are getting closer to 
answers but more research is needed.

More than 200 cases of ACD/MPV have been identifi ed by our organization
of dedicated parents since we began in 1996.

The ACDA has families from around the world including, Australia, New Zealand, 
England, Belgium, France, Spain, Czech Republic, Germany, Singapore, Hong Kong
and Italy as well as the United States and Canada.

ACD/MPV is recognized by The National Organization for Rare Disorders (NORD) 
and research is on-going at Baylor College of Medicine in Houston, Texas.
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The Associaton is dedicated 

to providing networking  

opportunities to families 

affected by ACD/ MPV and to 

increase awareness of ACD/ MPV 

in the medical community. 
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