After having been treated by several EMS organizations, Kathleen (Kaddy) Ackroyd realized a lacking of experience in the treatment and understanding of Marfan syndrome.  Because of this, Kaddy has been conducting training sessions for local fire departments on Marfan syndrome and aortic dissection.

 Marfan syndrome is a heritable disorder of the connective tissue, which is the glue and scaffolding of the body.  The primary purpose of connective tissue is to hold the body together and provide a framework for growth and development.  In Marfan syndrome, the connective tissue is defective and does not act as it should.  Because connective tissue is found throughout the body, Marfan syndrome can affect many body systems, including the skeleton, eyes, heart and blood vessels, nervous system, skin, and lungs.
In the United Stated, at least 40% of the cases are diagnosed on the autopsy table because aortic dissection occurs and goes undiagnosed.  In many cases, the symptoms are not recognized for many years and then tragedy hits when the aorta ruptures.
A perfect example of this is Jonathon Larson, the playwright of the Broadway hit, “RENT.”  Larson was turned away from two New York City hospitals while experiencing severe chest pain.  Jonathon died alone on the second night.  His aorta had ruptured.
Kaddy, who has Marfan syndrome herself, has been working diligently to inform EMS/EMT’s across the area about Marfan syndrome and its many characteristics.  During her training sessions, she goes into a lot of the physical characteristics that can be recognized by EMS.  Not only does she discuss the symptoms, but Kaddy demonstrates what she is talking about on herself.  She covers things like subluxated lenses to long thin extremities and how the length of the arm relates to the torso.
As was said by Deputy Chief Michael Wallace of the Salem, N.H. Fire Department, “ The training was very informative and designed to meet the first responder’s needs in dealing with patients who suffer from Marfan syndrome.  I would strongly recommend that all first responders attend this very valuable training session.”
Lt. Robert Chatel, EMS Coordinator of the Pelham, N.H. Fire Department said, “ Speaking on behalf of all our members, we all found it very educational and interesting as a lot of us were unaware of Marfan syndrome.”
Chuck Hemeon, director of EMS, Derry, N.H. Fire Department said,” I would like to take the opportunity to personally thank you Kaddy for your commitment to educating the EMS community as well as my department on Marfan syndrome.  Most of my EMS providers would admit that they had little background or experience with this disorder.  Many had no previous training or knowledge of Marfans…
Kaddy is a well prepared and knowledgeable presenter.  She has an important message well worth listening to.  It could help sale a life.  My department has over 80 EMS providers and most 
of them participated in Kaddy’s training.  I heard nothing but positive remarks and how everyone enjoyed this informative program.  Knowledge is the key.”
--Kaddy Ackroyd is not only a great advocate of Marfan awareness for the Marfan community but also someone I work with closely on many Marfan initiatives and whom I consider a very good friend.- Jon Rodis

