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Everything you need ®
under one roof!

Your
Dedicated Partner
in Lymphedema Management

EIvarex® and Elvarex® Soft Garments

Call us today, we have the solution! r ¢
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Lymphedema suffering

he focus of this magazine is to empower
patients and professionals who are living
with or treating lymphedema. We believe that
this includes sharing a global perspective of
lymphedema and an awareness of what is
happening outside our Canadian borders. After
all - it's the Canadian way! It opens our eyes to
world issues, helps us appreciate what we have
in Canada, and reminds us not to complain
about matters outside of our control - enabling
us to view lymphedema health care from a
global perspective. We can learn from others,
share ideas with them or even just recognize
that sometimes we are all confronted with
similar difficulties and challenges, no matter
where we live. Lymphatic filariasis (LF) is in the
spotlight for this issue. Most Canadians have
no or little knowledge of this severe type of
lymphedema and how it is an epidemic
in countries such as India, Brazil and Haiti.
120 million people are affected worldwide,
primarily in tropical and subtropical countries.
Rosemary Kelly recently visited India
and gives us a firsthand account of the
lymphedema treatment protocol at the Institute
of Dermatology (IAD). | first met Dr. Bose, an
IAD doctor, at an international conference in
Brighton many years ago. | was impressed with
his work and am glad the holistic approach to
lymphedema treatment adopted by the IAD,
under the mentorship of Professor Terence
Ryan, is receiving attention in North America.
You don't need to travel as far as India to
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witness the suffering of lymphatic filariasis
patients. Haiti is another country where the
associated pain and profound disfigurement
of LF leads to permanent disability, and the
resulting mental, social and financial losses
contribute to stigma and poverty. Robyn Byork
shares her excitement, optimism and hopes
that recent new program funding and initia-
tives will change the course of this country.
The Haiti protocol approach to LF will no
doubt be widely studied.

Canadian lymphedema therapists may
think they will never see a patient with
lymphatic filariasis in their practice. Nadine
Maraj-Niri is a Toronto-based certified lymph-
edema therapist who shares a case study of
her patient who moved here from India with
this condition, and the successful compre-
hensive treatment program that reduced her
swelling and suffering.

The majority of lymphedema cases in
North America stem from breast cancer treat-
ment. Yet there are also a significant number
of patients with leg lymphedema, primarily
from gynecological cancer. Dr. Mei Fu gives
us a review of gynecological cancer and
lymphedema to share the spotlight with
BC related lymphedema.

How does Canada handle diagnosis,
treatment and follow-up of breast cancer
related lymphedema? Andre Tilley is a phys-
iotherapist who provides us with a snapshot
from New Brunswick, by sharing the outcomes
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of a breast cancer related rehabilitation
program in her home town.

An important link in lymphedema
education and awareness is the provincial
lymphedema associations in Canada. Diane
Martin gives us a personal perspective on
her cancer and lymphedema journey and
how it inspired her to establish the Alberta
Lymphedema Association. A new column on
provincial affiliates highlights the work of this
organization including their recent advocacy
successes to make lymphedema treatment
accessible for all Albertans.

There are now seven provincial organiza-
tions dedicated to helping patients manage
their lymphedema. This is a long way from
1997 - when the Lymphedema Association
of Ontario was the pioneer and only voice.
We encourage readers to contact their local
association for help to find therapists,
support, fitters and products.

I am very thankful that | live in Canada
where we have so many lymphedema
related products to choose from and a
lymphedema association in almost every
province. Learning about the lymphedema
challenges in other parts of the world makes
me more appreciative, and it validates that
I have much to be grateful for. m
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Hard Work and Hope:
Lymphatic Filariasis
Treatment in India

A visit to one of the world’s
top lymphedema clinics

A remarkable clinic where professionals come together
to combine Homeopathy, Ayurveda and Allopathy
(biomedicine) into a successful program that can be
translated from clinic or camp to home based treatment.

Lymphedema after Gynecological Cancer
An overview

Patients undergoing gynecological cancer treatment need to be
educated about the risk factors of lymphedema and self-monitoring
to ensure early detection and timely treatment.

Managing lymphedema in a resource limited
setting can be daunting, but achievable.
Keys to success include international
collaboration, donations, and creative use
of limited resources. There is hope that

the suffering of lymphatic filariasis in

Haiti may soon fade into distant memory.

Reviewing a Breast Cancer Rehab Program

Survivorship Care Plans are gaining approval in Cancer Centers in North America.
Canadian physiotherapists need to get involved in order to help breast cancer
survivors reach their physical potential following treatment.

Treating Lymphedema Due to Filariasis
A Case Study

A demonstration of the success and reduction one
can achieve when all aspects of CDT are implemented, highlighting the
value of a multi-disciplinary and multi healthcare approach, working
together with family support, to help a patient manage lymphedema.

Embarking on One of Life’s Most
Profound Journeys

How a breast cancer and lymphedema diagnosis changed life drastically for
one woman and inspired her to start a provincial association.

22

Ask the Expert
Thankfully community organizations exist as an excellent resource
for patients and health professionals.

4 Lymphedemapathways.ca
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Lymphatic Filariasis Treatment in India

A remarkable clinic where professionals come together to combine Homeopathy, Ayurveda and Allopathy
(biomedicine) into a successful program that can be translated from clinic or camp to home based treatment.

By Rosemary Kelly

s | write this, | have been traveling all over

India for four months, as a tourist, guest,
speaker and student. Before | arrived, | did
not appreciate the scale and scope of this
magnificent country. Everything is different,
there is so much to learn, adjust to, discover
and be amazed by. It would take a lifetime
to experience.

The social contrasts in the “developing
world” are quite shocking to the westerner.
In Delhi, for example, a gigantic luxurious
North American style shopping mall is
directly across the street from a small
community shared by humans and livestock,
without running water or electricity. They
use worn tarps and cardboard for shelter,
open fires for cooking, for light and for
burning the ubiquitous mounds of leftover
garbage that has already been picked
through for any edible scrap by goats
and cows. There is beauty and misery
here in equal measure; India is full of life,
commerce, history, scintillating colours
and spectacle.

As a lymphedema educator, my
talks focus on lymphedema as a side
effect of cancer surgery and radiation. |
briefly mention lymphatic filariasis (LF)
(elephantiasis) as a condition mainly seen in
India, Africa and Brazil, but, until now, it was
merely a footnote because it was outside of
my experience and rarely seen in Canada.

In 2010, at the Lymphedema Association
of Ontario’s conference, a short video
was shown highlighting the esteemed
Emeritus Professor Terence J. Ryan, from
the Oxford Medical School UK, and the
work of the Institute of Applied Dermatology
(IAD) in India. This clinic is treating LF
with great results. | was very excited and
impressed. The following year at the
International Lymphedema Conference,
held in Toronto, Professor Ryan and Dr.
Guruprasad Aggithaya from the IAD
presented an inspiring workshop about
their integrative methods and wonderful
results. | knew then that if life ever took
me to India, | would visit the IAD.

| IAD

st of Aoped Dematology

Rosemary Kelly is a lymphedema educator based in Kitchener Waterloo
and Toronto. She has been teaching people about lymphedema locally and
internationally for over a decade. She is one of the co-creators of Laughing
Lymphercise. She communicates enthusiastically via email and invites you to

visit her website, www.rosemarykelly.ca
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Welcome to Kasaragod

The IAD is situated on the west coast of
India, just on the outskirts of Kasaragod,

a town of 1.2 million. The clinic is a warm
and welcoming three-storey building with a
large, airy foyer and reception. The doctors’
offices, pharmacy, lab, admission/diagnosis
rooms, quarantine area and the patient
counseling rooms are all on the ground
floor. The second floor houses the rooms
used for treatment, telemedicine (computer),
yoga and the medical kitchen where the
Ayurvedic preparations are made
for the patients’ daily washes.
The top floor has the guest
room, administration offices
and a large meeting room.
One side of the building

has stairs and the other

has a ramp. Since mobility is
an issue for most patients and

exercise is so vital, the gently inclined ramp is
a safe way for patients to get moving again.

Lymphedemapathways.ca 5



Ayurveda is an ancient practice which includes yoga.

Ayurvedic doctors study for many years and are respected
physicians and healers. In the 1800s the British suppressed
Ayurvedic medicine in India and closed all the teaching facilities,
but the knowledge was preserved, text books were hidden away,
practice went underground and once Independence was declared,
it re-emerged. Sadly there is nothing that effectively regulates
the use of the words “Ayurveda” or “Ayurvedic” in India and this
has resulted in some substandard centres around the country,
but the results of the work at IAD speak for themselves.

The clinic does not accommodate patients
overnight. They stay in town at the various
inns and guest houses and are shuttled to
and from the IAD in the clinic’s one little van,
seven days a week.

Observing the routines at the IAD
There are many components to the patient’s
well being and the success of their treatment.
The volunteer is welcome to politely and
compassionately observe every aspect of the
process. Visiting professionals are encouraged
to share their expertise. My visit was organized
so that | had one-on-one time with the doctors,
therapists and consultants who all have a part
in patient care. | was invited to observe patient
admission and diagnosis, join morning rounds
and watch presentations by staff members
explaining his or her role.

One of the IAD’s special qualities is the
fact that the majority of the staff is trained in
several aspects of patient care. This creates
a very strong team. Another is the openness
with which they share knowledge, including
how carefully they train the caregivers who
accompany the patient.

6 Lymphedemapathways.ca

Treatment protocol

The process for a patient once admitted is
that s/he is examined and their condition
assessed to determine the best medicines and
treatment for the specific condition.

Texture, colour and temperature of the skin

of the affected area are some of the many
factors considered in diagnosis. The girth of
the limb(s) is measured in seven specific spots
and also by the water displacement method.
The patient stands in a big pail of warm

water, one leg at a time and the displaced
water that drains through a hose, is measured
in litres. As the limb becomes smaller over
time, it will displace less water. The limb(s) is
then carefully dried and bandaged.

Next, the patient and his or her caregiver(s)
will be counselled on what will happen during
their stay as well as their own vital role. This is
one of the components that make the work of
the IAD so powerful. The patient is expected
from the beginning to commit to being an
active participant in his or her recovery as are
the family member(s). During the initial
treatment (7, 14 or 21 days depending on the
condition of the patient), the participants will
be taught how to do every step of the protocol

so that they can continue the work, the
healing and the good results once they return
home. This responsibility is emphasized and
carefully explained by the IAD counsellors.

For some patients hoping for a magic
cure, the idea of working at one’s health can
seem daunting, especially when living with
your condition requires so much effort. Some
patients may go away and think about it, but
the majority consent, especially since they
have been shown encouraging examples of
other LF sufferers who have persevered and
gained success. Many patients come to the
IAD after disastrous surgical interventions have
exacerbated their conditions. People arrive
miserable and desperate.

In extreme cases, patients must be
quarantined because their condition is so
severe: infection, putrefication and maggots.
Though LF can affect anyone who has been
repeatedly bitten by the mosquito carrier/
transmitter, it tends to affect a very large
number of the population’s poorest people.
These are people with little education,
sometimes superstitious, with no resources or
socialized medicine as there is no government
safety net of any kind. The condition can
cause shame and their impaired mobility and
inability to work, increases their misfortune.
They are unable to care for themselves and
due to lack of water their affected skin can
become horribly malodorous and they can
be shunned by their families. Crippling,
disfiguring and debilitating, LF is a dreadful
condition that affects an estimated 23 million
people in India. The negative financial effect
is tremendous, with losses to the Indian
rural economy calculated at over one billion
dollars annually. Remember, these are some
of India’s poorest citizens who have very
little to begin with, often calling a makeshift
tent their home. Those fortunate enough to
have contact with the IAD and who agree to
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participate in their own recovery have hope.
The second and subsequent days of
treatment begin with unbandaging the
affected limb(s) and examining the skin again,
Positive changes are often already discernible.
S/he then moves to the phanta washing
room where a specific ayurvedic decoction
has been provided as per diagnosis and, with
the help of a small machine with a pump and

a hose, poured over the affected limb(s) for
20 minutes. This can also be done without a
machine, as electricity is not always available.
The IAD defines phanta as “the process of
soaking the affected limb in an herbalized
solution to heal micro-scopic ulcers”.

a

The skin is then meticulously dried and
an antifungal cream is applied between the
toes and in all the crevices and skin folds
where it could crack and create entry points
for bacteria. Skin care is of utmost impor-
tance in LF treatment.

Yoga is the next step for the patient, incor-
porating exercises for balance, deep breathing
(Pranayama) and yoga postures (Asanas).
Breathing exercises are very important for
the lymphatic system. Although hard work,
people with LF and huge limbs sit down on
the floor crossing their legs as best they can.

This is followed by IMLD (Indian Manual
Lymphatic Drainage), a rhythmic almost
percussive massage technique to help move
the lymph. It is attuned to the patient’s
breathing, with a greater pressure applied on
the up strokes towards the heart: 5 minutes
of dry massage, then 20 minutes using one
of six Ayurvedic oils (again specific to the
diagnosis). If both legs are affected, two
therapists will massage at the same time. Any
oil not absorbed into the skin is wiped off and
the meticulous rebandaging of the limb(s) is

Founded by Steve Norton,

renowned authority in

the field of lymphedema

done, using gauze around the toes and strips
of foam of various sizes underneath the short
stretch compression bandages. Of all aspects
of the treatment, the bandages are the most
expensive part and patients reuse them as
much as possible.

After the bandaging, the patient returns for
more yoga, and then s/he must walk up and
down the ramp that goes from the ground

continued on page 8

NORTON SCHOOL
OF LYMPHATIC THERAPY

DID YOU KNOW?

Germany has one certified
lymphedema therapist per 3,000
members of the general population.
North America has one certified
lymphedema therapist per 100,000
members of the general population!

Summer 2014

—
Minneapolis, MN ¢ July 5-13 Orlando, FL * October 2014
Los Angeles, CA - July 12-20 Long Island, NY ¢ October 4-12

Durham, NC - August 2-10 New York, NY ¢ Oct.25 - Nov. 2
Freehold, NJ * August 2-10 Dallas, TX ¢ November -9
Olympia, WA - August 16-24 St. Louis, MO - November [-9

therapy, the Norton School

of Lymphatic Therapy is the
premier educational institution
for training rehabilitation
professionals to become
experts in the treatment of
pathologies related to the
lymphatic system.

Upcoming Lymphedema Therapy Certification Course Schedule

/

Eugene, OR - July 5-13 Philadelphia, PA + September 20-28

Cleveland, OH - September 13-21 San Jose, CA ° November 8-16

(866) 808-2249 Toll-Free *« www.NortonSchool.com ¢ info@NortonSchool.com
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floor to the top of the building as best s/he
can, improving daily. During this entire time
the family member/caregiver is participating,
observing, being shown what to do and
supporting the patient. The therapists carefully
show the “student” over and over again, as
they practice on their loved one becoming
more confident and skilled. This can take at
least three hours or more every day, gradually
decreasing as everyone learns what they are
doing and less explanation is needed.

At the end of the treatment period a
final examination includes weighing and
measuring once again. Patients often see
a b0% reduction in swelling and leave the
clinic with tremendous hope and faith that
they have turned a corner and are on the
way to recovery. There is a one-month, a
three-month and a six-month follow up.

Compassion and medicine

The IAD’s philosophy makes it a unique
clinic, recognized as one of the top three
clinics in the world by the International

Photo: R. Kelly

emotional and physical state.

Their family had long ago sold their land in order to
pay for their son’s treatment. As the eldest, he has the
responsibility to take care of the family and this was
impossible with his LF. He also felt very sad that his

A family’s experience

| spent a lot of time with Manjunath,
a 30 year old man who has suffered
from LF since he was 12 years old,
and Oomesh, his younger brother
(pictured here). Coming from a rural
area some 450 km away, they had
experienced many other treatments in the big hospitals yet
Manjunath’s condition was only getting worse, affecting his

Lymphoedema Framework, the World Health
Organization and the International Society
of Lymphology. One reason for the clinic’s
effectiveness is the dedicated healers who
have come together bringing the very best

of each of their disciplines, to achieve

an outstanding non-surgical result. Dr
S.R.Narahari (a Dermatologist) and Dr K.S.
Bose (a Homeopath) compared notes for
many years before the IAD was formed with a
group of doctors and specialists from a variety
of areas. All were focused on relieving the

suffering caused by these neglected diseases,

and the patient’s well being was always

put first. | am impressed by the humility

of professionals who can come together in
this way to combine Homeopathy, Ayurveda
and Allopathy (biomedicine) into a successful
program that can be translated from clinic

or camp to home based treatment.

Another remarkable thing about the IAD
is their humanity and dedication to relief of
suffering; no one is turned away. The govern-
ment does not fund this hospital. Wealthier

patients are asked to sponsor poorer patients.
Every morning Dr Narahari comes to the IAD
and consults with his colleagues on the best
course of treatment for each individual new
case. He does morning rounds, and then
drives into the centre of town to his other
separate clinic. In order to help keep the IAD
going, he doesn’t draw a salary from it! Before
the clinic was built, a very devoted colleague
from abroad offered to sell his house to fund
the construction. This ended up not being
necessary but illustrates how important

the 1AD is in the world and how it attracts

a cheerful devoted staff of selfless people.

Learn more about LF in India

Many readers know of the pain and
frustration of living with lymphedema first
hand. | hope this article has given some
insight into the horrendous suffering brought
on by LF. Thankfully the IAD plays an
important role and is making a difference.
For more information on how you can help,
please visit their website www.iad.org.in

younger brother had to take care of him, as this is not
the order of things in India. Both young men came to the
clinic with determination and a focus on learning every-
thing properly. Oomesh has the focus of a surgeon and
became highly skilled at everything, especially bandaging.
He never left his brother’s side and concentrated on
every element of care. It was a real joy to watch them
work together and after three weeks they left the clinic
with a 50% reduction in Manjunath’s legs, feeling lighter
and optimistic about the future. Manjunath and Oomesh
are pictured throughout this article.
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Therapy for everybody.
Thérapie pour tous.

We have the tools you need for effective
lymphedema treatment at home.
Nous avons les outils nécessaire pour vous aider a traiter
efficacement le lymphoedéme a la maison.

Learn more about Lympha Press” Systems

Pour en apprendre plus sur
le systéme de Lymphapress™

1-800-931-2739
paradigmmed.com
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