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I was first diagnosed with Lymphoedema in May 2011 at that time I would not have believed you, if you had told me the journey, this life long condition would take me on. In
the beginning it was all about getting treated, learning about Lymphoedema the highs
and lows, of anger and tears. The anger didn’t come from having Lymphoedema but
the lack of information, promotion and education I came across. Luckily for me the anger subsided and turned into a passion to do something about this.
In 2013 I started to get my thoughts down on paper and by September 2013 I had set up
my website. The title was easy because every time you told someone you had Lymphoedema they said “Lymph-what”!!!
At the same time as I started the website I set up a Facebook community page and was
then asked to set up a members group which I started in May 2014. The aim of
Lymphwhatoedema is to be caring, informative and positive. Lymphwhatoedema is patient-driven and totally voluntary. From time to time our members will have a rant.
However, as patients we support each other, we understand the anger, frustration and
isolation that many Lymphoedema patients feel.
Unlike many of our members I have had incredible support and so thankful that I live in
Nuneaton. I would like to thank the Lymphoedema team at Mary Ann Evans Hospice
who have helped, encouraged and supported me over the last 3.5 years.

I would also like to thank Karen Friett, Chief Executive of LSN for the information and
direction she has given us.
Having this condition has given me focus and purpose to my life so please “Tell the
world, Lymphoedema exists; we exist”.
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What our members think of Lymph-what-oedema .com

“I am learning so
much from
the site”.

“This is a good
site, I don’t feel so
alone now”.

“I love the name…after 11
years of living with this
wretched condition. I am
worn out trying to explain
what it is”.

Three more members Lymphwhatoedema expressing
their feelings.

Tell the world Lymphoedema exists; we exist

This is just a sample of where are members live in the UK
Our reach due to the power of the internet
Lymphwhatoedema online support group also has
5 members who live in the USA. We have 2 from
New York, 1 each from Georgia, Pennsylvania
and Tennessee.
We have one lady who is from Canada, currently
living in the UK

“It’s a good feeling to be in a
caring group.
So many people are unaware
of this condition”.

We have a member living in Spain

“ You know this has been such a positive thing
for me to join this group. So important for people
to have support. I was very upset when this first
happened because you were not told this could
happen. I think it’s wonderful people can help
each other”.

Two more Lymphwhatoedema,
sharing their feelings.

GP: To Patient: “If it swells my dear,
it’s Lymphoedema”!!!

Patient:
“GRRR HELP”!!!

BMJ learning module for doctors which helps with lymphoedema care. Available from LSN.
Members whose GP’s took this
course said the GP’s found it
very helpful.

FREE PRESCRIPTIONS
In members group one of our greatest achievements was through our member Rosie
who found out and shared that patients with secondary lymphoedema were entitled
to free prescriptions. Most of our members did not know this.
The relevant wording comes at the end of an NHS document which I put here in
brief, with the URL address below.
"The effects of cancer treatment" may be in respect of current treatment or previous
treatment and could arise some time after the treatment. They include all the side-

effects of cytotoxic drugs listed in chapter 8 of BNF and includes prevention of sideeffects of these drugs. This is an example, not exhaustive, and effects of treatment
also include effects of radiation, including the need for camouflages, and secondary
lymphoedema.
Source: Department of Health, January 2009 www.nhsbsa.nhs.uk/
HealthCosts/2411.aspx
If you have a 5 year exemption certificate you can re-apply and it is best to do this 2
months before the expiry date of your current certificate.

This information appeared in the Autumn
2009 issue of Lymphline, the LSN’s quarterly
newsletter and available to all LSN members.
Blood Pressure tablets—Watch Point
At the patient conference held at Ascot in
2009, Professor Mortimer commented on a
type of blood pressure tablet that was discouraged for patients living with Lymphoedema. For the benefit of members unable to
attend the conference, the class of drug is a
calcium channel blocking agent and includes such drugs as Nifedipine, Amlodopine and Felodopine—in other words
any heart or blood pressure ending in ’...ine’.
50% of patients on these drugs develop
swollen ankles and the mechanism is likely
to be a paralysis of the lymphatic vessel
pumping. There use is therefore discouraged in anyone diagnosed with lymphoedema. Reviewed 2014
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TAPING
Compression Hosiery is a
great way of reducing swelling
but taping can be just as successful. Kinesio taping is used to
treat severe Lymphoedema.
Unlike the compression garments that you remove at night,
Kinesio tape can be used 24
hours a day. In simple terms the
tape moves with you and chanKinesio Taping - reproduced with permission of one of our members

nels the flow of lymphatic fluid
away from the areas it has built
up in.

Our members worry about

Many of the ladies in members

Waiting times for referrals to be diagnosed/treatment

the taping for themselves. The

Consultant’s, GP’s, Nurses and Paramedics not being
aware of risks of infection associated in patients who
have lymph nodes removed through surgery

colours which our ladies like. To

Explaining to Health Care Professionals why No BP/
blood tests, injections, IVS or any invasive procedures
from affected side
Clinics that are short-staffed

Therapists who are stressed and over-worked
Lack of trained therapists
Areas of UK where no NHS Practitioners available
Patients being asked to pay for MLD— previously paid
for by NHS
High cost of treatment preventing patients getting care

These are a selection of the worries and fears
Lymphwhatoedema online support group members voice
on a daily basis.

group have been taught to do
tape also comes in a variety of
the left is a photograph of Donna
Walsh's arm showing how her
taping looks.
The taping was done by Craig
Hadley who originally comes from
Dudley but now based at Los Al
Cazares, Murcia, Spain.

The members support group
on Facebook was set up on
13th May 2014. It was set up
at the request of people visiting our community page.
The Facebook community
page is seen by everyone and
therefore doesn’t offer a lot of
privacy. Members who posted
comments on the community
page were not happy with the
format.
The members group is a
closed group and only the
members can see it. Our
members have both primary
and secondary Lymphoedema.
We have had amazing success with the Facebook members group. Within 6 weeks
we had 47 members. We now
have 132 members and we
haven’t been going for 12
weeks.
These are the different types
of Lymphoedema that are
members have:

Wearing compression hosiery, Kinesio tape,
bandaging whilst improving your lymphoedema,
has a demoralising affect on physical and emotional well-being.
On Facebook Lymphoedema Fashion has been
set up by a young woman who has Primary Lymphoedema.

Secondary

This page is a light-hearted creative page whose
members post photographs, share fashion advice
or store names who sell appropriate clothing.

Child Lymphoedema

Take a look.

Primary

The areas affected are:
Feet, toes, lower limbs
Arms including in some cases
both arms

Big thank you to all the members of
Lymphwhatoedema’s Online Support Group
for sharing your stories. The welcome you
give new members is great.

Breast/Chest Wall, front and
back.
Facial

Genital

Big thank you to my Granddaughter Georgia Leech
for her patience in teaching me a new skill. Never
attempted to do a Newsletter before.
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Lymph-what-oedema.com
Was founded by Gaynor Leech September
2013.
The website covers:

Lymphatic System
Keep Healthy
Skin Care
Holiday Care
Support Group

Exercise
It has a blog and you can make comments on
the blog
Always consult your Health Care Professional
In Nuneaton the Lymphoedema Support
Group is held at the Mary Ann Evans Hospice
www. maryannevans.org.uk
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