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Welcome to the first edition of the Alberta Lymphedema Learning Association (ALLA) newsletter.  We are pleased to provide you with a newsletter that will hopefully keep you informed about lymphedema.  Our goal is to keep you up to date on current lymphedema events, research and treatments that will enhance the lives of those diagnosed with lymphedema and/or touched by it.  Your feedback will help make this newsletter more informative for our members, so please feel free to provide your input.   In order to better understand ALLA, our first edition will provide a little bit of its history as to how the association was formed.
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President’s Report

Happy New Year to everyone. Thank you to all the people who have made the Alberta Lymphedema Learning Association a success. We had an exciting and busy 2004 and we are working on a strategic plan to make sure that we are successful for many years to come. I would like to mention a few of the great things we achieved with everyone working together. Our Web site is up and running, over 500 information letters were sent to medical offices, medical personal are referring people to us for information. We were also given a generous donation from "Makin Doors" and donations in kind for printing of pamphlets and signage from B. Wahl and Digital Jungle. In addition several partnerships have been formed with similar associations across Canada. 

But I think the most important thing that we have done since we started this association is we were able to help many people living with or at risk of Lymphedema.
           Diane Martin,   President
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Creation of the Alberta Lymphedema Learning Association

The Alberta Lymphedema Learning Association (ALLA) is a not-for-profit organization formed primarily to support, educate, and empower individuals who have been affected by lymphedema in order to better manage the disorder.  

ALLA’s conception began in March 2003 with a meeting between lymphedema patients and therapists who believed an association was necessary to provide patients with proper care and management of their condition.  They began by phoning approximately four hundred therapists, including physical therapists, occupational therapists, registered and licensed massage therapists, and hospitals in Calgary.  The general consensus was that patients were being treated for lymphedema but more information was required to help the patients.

Once the preliminary information gathering was finalized, the steps toward becoming an association began.  We commenced by contacting the Alberta Government and completing the necessary documents to become an organization under the Alberta Society’s Act.  The next step was to put together a team of individuals who could help make the association a reality.  On April 1, 2003 a group of patients, therapists, fitters and garment venders met to assign positions to the volunteers within the newly formed association.  Once the team was formed we realized it would be advantageous to become a not-for-profit charitable organization.  Shortly thereafter we officially became ALLA.

Our main objective was to make a list of certified therapists and garment fitters that could be forwarded to all the medical facilities, private clinics and hospitals in Calgary.  We received interest from the Tom Baker Cancer Centre and as a result one of the doctors, Dr. Ardythe Taylor, came to a couple of ALLA’s meetings.  Since then the outpatient program has a pamphlet about lymphedema that includes the names of the certified therapists and fitters in Calgary.  Moreover, numerous private clinics, including medical facilities, are now carrying our pamphlet.

To date ALLA has been on Global TV twice, contacted by Readers Digest, and has an article in a Dutch lymphedema magazine.  Furthermore, due to the dedicated effort of numerous individuals, we now have a wonderful association that will provide support and information to those in need.  Let’s give a big pat on the back to those who have helped make ALLA a reality!

Sincerely,
Denny Paccagnan and Kirsten Hausmann
What is lymphedema and who can get it?

Lymphedema is a chronic disorder whereby excess swelling of an affected body part occurs as the result of a poorly functioning lymph system.  The majority of cases are due to high protein concentration in the lymph fluid and the causes are varied. 

The disorder is subdivided into two major categories.  The first category is called Primary lymphedema.  This is lymphedema that is unrelated to any other known condition (p.12 Swirsky, Nannery), may appear at birth, puberty or mid thirties and is usually considered to be genetic in origin.  

The second category is called Secondary lymphedema and is acquired by anything that can injure a healthy lymphatic system.  These causes include:  cancer and cancer surgery, radiation therapy, physical trauma or inflammation, parasitic infections received in particular tropical countries.  The lymphedema itself may occur shortly after the cause or
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even up to 20+ years after the initial cause takes place.  For example, arm lymphedema may develop 20 years after breast cancer surgery and radiation therapy.  It is this
category of lymphedema that is most common.

Furthermore, lymphedema can be categorized as being mild, moderate and severe, or more technically, grades 1-3.  Grade 1 (mild) is when pitting (indentations) occur upon applying pressure on the affected region and edema reverses with elevation of the limb.  Grade 2 (moderate) is when the edema worsens and the limb becomes larger and no longer pits under pressured palpation.  With Grade 3 (severe) the edema continues to worsen and skin changes occur whereby it becomes very thick (fibrosed) and develops huge skin folds, an example being elephantiasis.  It is also important to note that lymphedema may occur on one’s torso, head and specific regions of a limb.

Generally once someone has been diagnosed with lymphedema, it is important to seek out physicians and practitioners who understand how to manage the condition in order to keep you in the best possible health.  As anyone who has been diagnosed with lymphedema knows, there is a lot more to lymphedema than what is described above.  Consultation with physicians and health care practitioners who specialize in lymphovenous conditions is your best way to gain insight into this often-debilitating condition. 
Denny Paccagnan

	Upcoming Topics for Future Newsletters
For our next issue, we will present some simple exercises for those afflicted with lymphedema, along with an article on some of the latest research about lymphedema, information on cellulitis and how to best prevent this inflammatory condition. We will also interview a patient with Lymphedema and how it affects daily life.
As ALLA moves toward becoming a well-established association helping to optimize health for lymphedema patients by supporting, educating and empowering individuals, as well as informing the general public, we look forward to hearing your feedback in written form via old-fashioned hand written letters or email to:
 ALLA,  55 Brookpark Crescent SW Calgary T2W 2W6  or lymphnet@telus.net

Sincerely
Denny Paccagnan, B.A., R.M.T.
Further information may be obtained by calling (403) 281-9205
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