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Welcome to our third, bi-annual, ALLA newsletter.   Our Association continues to do its best to inform the public of Lymphedema and all that surrounds it.  Each newsletter is designed to enlighten and educate the reader about Lymphedema in the hopes that knowledge can be the catalyst for empowerment for those afflicted with it.  We certainly hope that this newsletter fulfills what it is set out to do: inform, educate and empower.
In this newsletter we will be discussing night-time compression garments, Alberta news, and a little bit about Lymphedema research.
President’s Report

Happy New Year and I hope that you have had a Christmas Season full of family and friends. 

I am very optimistic about 2006 for our Association.  The Board has been working on a project that should put the word Lymphedema on the lips of people who had no idea what it meant.

On behalf of our association I would like to thank Mr. Frank Dabbs, the Senior Consultant for National Public Relations, who has worked with the Board on this project.  His enthusiasm and knowledge will ensure that this project will succeed. 

I would also like to thank Joyce Thompson for all the hard work she has done in the role of secretary.  Joyce is going to be travelling more, so has resigned from the secretary position.
Please remember to renew your membership with us and tell others about our group.  

The Benefits of Night-time Compression
Sufferers of Lymphedema now have a variety of night-time garment choices to help manage their Lymphedema while sleeping.  Night-time garments will vary in price, and their comfort will be specific to each individual, therefore no specific product recommendations will be made in this article as all have their merits.  We will list some of the more popular night-time compression garments, however each individual must discuss with their CDT therapist which one works best for them.

So what are the benefits of wearing night-time compression garments?  For people who have been diagnosed with progressive Lymphedema, it is necessary to have around the clock compression.  This means that the edematous region will benefit the most by being compressed 24 hours a day.  If it is not compressed continuously, the 
Lymphedema sufferer might see an increase in swelling which leads to more complications such as an increase in fibrosis, increased chance of cellulitis, and general increase in volume of the edematous region.  Thus the benefits of wearing a night-time compression garment far outweigh the potential for complications.

People without progressive Lymphedema, as diagnosed by their doctor, may benefit from some of the night-time compression 
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garments in the initial intensive phase of 
treatment.  By wearing the garment while going through the intensive phase of treatment, it will help to maximize volume reduction of the edematous region.  Moreover, it will reduce the chance of experiencing one of the possible complications that arise out of Lymphedema.  Once the intensive phase is complete, the patient can then discuss with their CDT therapist or doctor whether continuous use of night-time compression is necessary.

Another great benefit of wearing night-time compression garments is that it can replace the tedious job of self-bandaging every evening before going to sleep.  For those of you who self-bandage or have a significant other help with the bandaging, the night-time compression garment can eliminate or reduce the time it takes to apply the compression bandages to the edematous limb.  For some individuals who find normal bandaging time-consuming, a night-time compression garment can be a godsend.  Also, with the night-time garment there will be an even and consistent pressure night after night on the edematous tissue.  This even and consistent pressure will continuously support the lymphatic system and helps reduce swelling, thereby reducing the possibility of complications.  Furthermore, the compression garment can be adjusted to accommodate volumetric changes in the edematous region if they are to occur.  It is these time saving, comfort factors that often spark a patient to seek out a night-time compression garment, not to mention the added health benefits.
Some of the more popular garment makers are CircAid, Circaid Silhouette, Reid Sleeve, Reid Sleeve Optiflow, JoVI Pack.  The prices vary from $200-$1300 for an arm garment and from $350-$1600 for a leg garment.   The price variations reflect the different benefits and ease of use for each garment, but also the specific needs of each person such as volume and comfort.  Although some of the night-time compression garments seem pricey, most people who wear them appreciate the benefits.  Moreover, once you deduct the cost of bandages that you would normally use, the costs of night-time compression garments seem more practical. 
Yours in Health,

Denny Paccagnan and Kirsten Hausmann

Alberta News
Recently in Calgary a much needed great business opened called Compassionate Beauty.  They are “an innovative centre dedicated to women going through cancer treatment.  By providing the products, services and expertise to improve physical appearance and body image, we will help you regain the confidence you had before treatment.”  This company offers numerous products and services such as wigs and hair products, mastectomy products, esthetics and numerous body services.  Furthermore Compassionate Beauty also offers services and supplies for children living with cancer.  This is a fantastic local Calgary company that is greatly needed.  Their number and location is (403)686-6936, #26  22 Richard Way S.W.
The HOPE (Helping Ourselves Psychologically/& Physically Everyday) Cancer Association of Alberta is an association dedicated to providing support to people with cancer.  HOPE is an association facilitated by cancer survivors who offer ten once-a-week sessions, teaching breathing and relaxation skills for both evening and afternoon groups.  A nominal fee is required, please call and leave a message at (403)802-0852.

Gene Therapy Research
Research offers the promise of hope to those afflicted with a multitude of bodily disorders and Lymphedema is no exception.  And 
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although, for the most part, Lymphedema can be managed it would be a wonderful thing if there was a simple cure.  

According to the World Health Organization there are approximately 250 million people worldwide (that’s nearly 4% of the current world population) afflicted with Lymphedema, and about 120 million of that being filarial Lymphedema.
  A cure would be a wonderful way to alleviate the suffering that occurs as a result of Lymphedema.  So the question begs, what kind of research is taking place for Lymphedema?  Is there anything promising to help those affected with Lymphedema?  Much of the current research revolves around discovering a way to grow new lymphatic vessels.  This article will examine some of the current research on gene therapy in the field of Lymphedema.

In order to understand the research that will be discussed, one must acknowledge what is causing the Lymphedema.  Lymphedema is the result of the lymph system not being able to transport lymph fluid through or out of an area.  In other words, its ability to transport lymph fluid has been compromised due to many possible reasons, from genetic to post traumatic.  As the result of a lymphatic system that isn’t functioning up to its ideal carrying capacity, Lymphedema can occur.  Therefore much of the Lymphedema research over the past few years has been focused on lymph vessel regeneration.  It is the hope that with this lymphangion regeneration (new lymph vessel growth) the lymph transport capacity can be normalized and therefore eliminates or greatly reduce Lymphedema in the affected region.

Essentially the goal of the research is to develop some type of medication/growth factor, via gene therapy research, that can be injected into the edematous region causing new vessels to grow.  These new lymph angions (vessels) can then help transport the lymph fluid that is being “backed-up” by the “sub-par” or deficient lymphatic system.

For example, one group of gene therapy researchers have discovered that vascular endothelial growth factor “C” (VEGF-C) is involved in the development of lymph vessels.
  They have determined that VEGF-C is necessary in the initial stages of development for lymphatic vessels to regenerate.  This is very promising research considering the potential for helping those with Lymphedema. If more stages of lymph vessel growth can be discovered it would mean that new vessels could be grown in an area that has poor transport capacity, thus restoring lymph flow to a more normal capacity.

The benefits of this research could also lead to other practical applications such as growing new vessels in an area that may have been damaged due to trauma, surgeries, infections, and other medical conditions before Lymphedema can establish.  This could be a huge medical breakthrough that could benefit millions of individuals experiencing complications from a poorly functioning lymphatic system.  It is my belief that this field of research has an enormous scope with a far-reaching potential and I certainly look forward to future developments.   

Although the research looks promising, there is no current clinically approved gene therapy treatment that can be applied to patients with Lymphedema.  (If any readers do know of any lymph angion regeneration therapy that is clinically approved, or any other promising Lymphedema research, please write me or A.L.L.A.) 

Sincerely,

Denny Paccagnan

Upcoming Topics
In our June newsletter we will discuss filarial Lymphedema, the unknown epidemic.  What is it and how does one get it?  With bandaging being such an important part of Lymphedema self-management, we will provide some tips for self-bandaging.  As well, we will discuss any current Alberta events.
Parting Thoughts
We are looking for certified Lymphedema therapists from anywhere outside of Calgary to contribute to Aberta Lymphedema Learning Association.  As mentioned in a past newsletter, we are a non-profit, volunteer based association that is always open to a helping hand.  So if you are a certified Lymphedema therapist or an M.D. with a special interest in Lymphedema and would like to get involved in an association with a great cause and meet some great people, please email or call us.  Even if you are unable to attend any meetings in person, your input via submitting articles, ideas, or anything you would like to volunteer, including time would be greatly appreciated.  We look forward to the input of other professionals and laypersons that can help make this association even better.  

The Alberta Lymphedema Learning Association would like to welcome Betty Schofield as our new secretary. Betty has been secretary of many committees and has edited and produced newsletters for Girl Guides of Canada at both local and provincial levels for over 30 years. Lately she has edited a newsletter for a condo complex. Betty retired as a secretary several years ago and currently takes care of her 
husband who has MS. Besides volunteering in various ways, she enjoys travelling, cruising and meeting friends for lunch. She looks forward to her new challenge as secretary of ALLA. 
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 are always happy to hear your feedback in written form via old-fashioned hand written letters or email to:

55 Brookpark Crescent SW

Calgary, AB T2W 2W6

or

Email:  lymphnet@telus.net

Sincerely,

Denny Paccagnan, B.A., R.M.T.

Further information may be obtained by calling (403) 281-9205

STOP PRESS
Name Change

The Alberta Lymphedema Learning Association is changing its name to The Alberta Lymphedema Association (ALA)

Further details in the next Newsletter
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