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1. INfrogucCTtion

The LSN was asked to write our ‘story’ to inform
and encourage infernational groups within the ILF
community. This is not fo imply that we know it all,
always get it right or that we have completed our work,
as none of these things is frue. But what is frue is that
the hard work, dedication and expertise of everyone
involved in the organisation since it began in 1991 has
seen the LSN grow from a group of seven members with
big ideas, fo the UK's leading lymphoedema chairity,
still with big ideas! This is a précis of our work and a more
complete record of how we have reached this point
can be found on our website. We have fried fo be frue
to the history and the heart of the organisation, but
space limitations mean that there are pieces, events
and people missing. We sincerely apologise, but would
like formally to thank all those who have served the
LSN, in any capacity, or who have supported us, over
the past nineteen years, as we would literally not be
where we are today without them.

Anita Wallqce Karen Friett
LSN Chair LSN Chief Executive
The LSN team
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NTroduUcCTion

Message from Professor Peter Mortimer,
Lymphoedema Support Network’s Chief
Medical Advisor

€& in my view, the LSN is the best thing to
have happened fo lymphoedema and its
management in the UK in the last twenty
years. The inftroduction of Decongestive
Lymphatic Therapy in the early 1980°s created
the opportunity for a structured approach to
treatment but was hampered by a lack of
4 awareness and a lack of acceptance for a
. ].-'- freatment that did not use drug or surgical
L . therapy. The founding of the LSN changed
that. Through its campaigns and canvassing
of politicians and commissioners, the NHS
had fo listen. Progress has been made through the
skilful and targeted policies of the LSN in a way that
would not have been possible by NHS professionals
alone. The production of fact sheets has not just
educated patients but professionals as well. The LSN
provides patients with an information resource that

gives them direction and hope.99
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2. 1Nne Lymphoedema
Support Network

The first meeting of the LSN took place in 1991, instigated by
Eunice Jeffs and Sian Thomason, lymphoedema specialist
nurses at The Royal Marsden Hospital (RMH) in London
and was attended by just seven people. Sally Harrison was
elected chair, and a desk and filing cabinet in the RMH
Appeal office became the first LSN office. By February
1993, the LSN had a formal Board of Trustees, obtained
charitable status, 150 members, had held its first Annual
General Meeting and had published its first newsletter. As
the years passed, local groups were established, fact sheets
produced, newsletters prinfed and memibers recruited.
Talks about the condition were given across the length
and breadth of the country and partnerships formed with
industry, professional bodies and other charities. The aims
and objectives of the group were constantly reviewed fo
reflect the needs of the membership and eventually staff
were appointed and offices established. Today the LSN
is recognised as the largest provider of information on
lymphoedema in the United Kingdom. Despite a growing
reputation and sphere of influence, those seven original
members would still recognise the LSN, as it remains true to
their aims of being an organisation run by lymphoedema
patients for lymphoedema patients.

GROWING MEMBERSHIP

Our first meeting was affended by just seven individuals.
Growing the organisation to 3.600 members was no simple
task. Early members spent hours making posters and visiting
surgeries, but it took nearly two years to reach 100 members.
The LSN website helped support an increase of between
150 and 250 new members each year, reaching 1,000 in
1999. Fact sheet production raised our profile and, our

¢ In the beginning,
we certainly never
hoped orexpected
such success on

so many different
levels. 99

Founder member,
Kathleen Harvey

eI became a
memibber of the LSN
and look upon it as

a safety net. 99
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The Lymphoedema Support Network

;rr\:/go‘(r)r]\ousond and first member was recruited Growing Membership

m It Takes tfime to build up
Many members are elderly or ill and inevitably memibbership - be patient
we lose significant numbers each year. So, we
not only have to grow our membership, but
also maintain it. We use personalised renewal disposal
letters and reminders; in’reg.ra’red rpelmbership = Protect people’s personal
forms on fact sheets; posters in UK clinics; media
opportunities; work with the British Lysnphoedema
Society (BLS); and the LSN website. This allows
us to replace those members unable to maintain their
membership and recruit a further 300 individuals every
year.

m Use all tools at your

informaftion

The present financial climate has had an impact on the
UK charity sector and we have noted an increase in those
discontinuing their membership. This has led to the first ever
year-on-year decline in membership. Although it is only a
small number, we are, and will continue, to do all we can
to reverse this.

Membership

Numbers of members

0
Year

1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009
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The Lymphoedema Support Network

€ As the National
Clinical Director for
Cancer, | am very
aware of the need
for condition specific
support groups such
asthe Lymphoedema
Support Network.
They provide a
level of individual
support to patients
and those affected
by lymphoedema
which can only
enhance the care
given by healthcare
professionals. We
are delighted that
the LSN has allowed
several of its fact
sheets to be made
widely available
through the National
Cancer Information
Pathways and value
its involvement in
the National Cancer
Survivorship initiative.ee

Professor Sir Mike
Richards, UK
National Cancer
Director

MANAGING
THE ORGANISATION

Initially managed solely by Trustees, it was
decided that there would be advantages in
registering the LSN as a charity. To do this, the
organisation had to write a constitution, formally
appoint Trustees, submit annual accounts to the
Charity Commission and hold an Annual General
Meeting. In March 1993, the LSN was registered
as a charity in the UK. The LSN continued to grow
in influence and efficacy, and in 1996 became
an employer, necessitating formal contracts. The
Big Lottery Fund grant application meant that the
organisaftion was put under the microscope in
terms of management as it only offered grants to
organisations ‘that are managed in such a way

Managing the
organisation
m Ensure your organisation

works within legal and
charity law guidelines

m Keep accurate records
of all meetings

m Protect your organisation
fromrisk by putting formal
policies and procedures
in place

m Respect the roles, talents
and experiences of all
members of your team

as to be lawful and promote sustainability’. The
fact that the LSN received a grant is testament to
what has been achieved. There are now routine strategic
planning meetings, business plans, budgets and written
policies and procedures reflecting key work. This allows us to
optimise efficiency and provides checks and balances for
what we do. Effective management is often not seen as a
priority among busy work schedules, but not taking the time
to ensure that an organisation is being run to best effect is
short sighted and potentially dangerous. Weak governance
can leave small organisations open to litigation, misuse
of funds, inefficiency and ultimately disconfinuation. The
Trustees and staff of the LSN take this role seriously.

PARTNERSHIP WORKING

The LSN has developed many positive partnerships
to achieve its aims and to support the work of others.
For the ‘Lymphoedema Families’ research in 1993,
research geneticists needed twenty families affected by
lymphoedema, so the LSN advertised the study and licised
with participating families. The research led directly fo the
discovery of the gene responsible for Milroy’s disease. As the
LSN became recognised as the voice of the lymphoedema
patient, more calls were made onif, including in 1997 writing
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The Lymphoedema Support Network

a patient experience chapterin alymphoedema Parinership working
book for healthcare professionals.

m Value the input you bring
We continue to create positive partnerships in a as an ‘expert’ patient
National Health Service (NHS) where the patient
voice is valued. The LSN is an organisation that
gets things done, is realistic and proactive, and
has a professional approach to all that we do. We
are confident of the patient’s right to influence
services, policy and product development.
We know what we want to achieve, how fo
achieve it and whose help we will need. Some
partnerships are short-term and project based,
otherslonger term, but all have specific strategic
and operational objectives, and are based on
agreed outcomes and honest communication.
There are limitations to what we can, or should, try
to achieve on our own and we value our partners
and hope that they feel that working with us has
furthered their objectives as well as supporting ours.

m Behave professionally at
all fimes

m Seek out partnerships
that benefit both
organisations

m Don’t be afraid to say
no if it is not right for your
organisation

In 2000, the LSN become partners with the ILF in a
piece of research to look at the prevalence and
patient experience of lymphoedema. This partnership
proved so successful that it was contfinued, leading
to lymphoedema garments being available
on prescription in the UK and two international
lymphoedema conferences at which there has been
concurrent patient conferences.

The BLS is a pivotal group in the UK. Last year, the BLS ran
a lymphoedema awareness campaign and the LSN
was happy to support them by taking telephone calls
from members of the public resulting from magazine
articles, etc. Many BLS members are instrumental in
our fact sheet production. We will soon be producing
joint information for healthcare practitioners on the
LSN and BLS websites.

The LSN has worked with the Leeds Lymnphoedema
Service on the development and production of ifs
‘How to manage your lymphoedema’ DVDs. Both
groups did a great deal of work on the project and
both benefited in terms of kudos and a shared profit
scheme.

This Department of Health group, led by the UK's
National Cancer Director, created information
pathways to ensure that all those who receive a cancer
diagnosis in the UK receive the correct information at
the correct time. As a result of our work with this group,
11 LSN fact sheets are now available on the cancer
network pathways, meaning that every patient in the
UK who has treatment for a variety of cancers receives
information about lymphoedema and risk reduction. It
has also raised our profile in the Department of Health
and sees us freated as equals alongside the major UK
cancer charities.
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3.ProvIsion
of information

FACT SHEETS

The production of quality information has always
formed a large part of the work of the LSN. Our
first fact sheets were produced in the late 1990s u Alwgys work with
and became an invaluable resource. This work
continues to be one of the cornerstones of our
organisation; twenty-two fact sheets are now m Ensure the patient
available, of which, 50,000 are purchased by
hospitals, clinics, practitioners and hospices
throughout the UK each year. In order to ensure m Develop a relationship
that the information we provide is accurate and
appropriate, a rigorous process is followed.
It takes sensitive editing and up to ten drafts to
get each fact sheet right, particularly as some healthcare
professionals find writing for patients challenging. We pay
no fees to conftributors but most consider being asked a
professional compliment. All contributors are acknowledged
and information is dated, includes our charity number and
=l <o membership application form. Information
' is reviewed and updated regularly. The LSN is
constantly looking to develop our fact sheets
and it seems that the more we produce, the
more gaps are identified and the higher the
quality expectation. We value the reputation we
have built up and acknowledge that this is only
possible because of the collaborative working
between the healthcare professionals who
write for us, our medical and nursing advisors,
the LSN Chair, Trustees and members.

Fact sheets

healthcare professionals

perspective is included

with key professionals
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Provision of information

Fact sheet production

A gapin
information

provision identified

A practitioner with
particular interest
and expertise in the
topic is identified

and approached to

write initial draft,

First draft is sent fo a

- panel of healthcare

professionals to
ensure consensus
and accuracy.
Second draft is
produced.

Second draft is

checked by LSN

Chair to ensure
information is not
overly prescriptive,
is patient friendly

and easily

understood. Third
draft is produced.

Third draft is sent
to other LSN
Trustees and

patient members

for commments/
suggestions. Final

draft is produced.

The final draft is
reviewed and
approved by the
LSN Chair and Chief
Medical Advisor.

The final document
is sent to the LSN
designer for type
setting and proof

copy is checked by

two Trustees prior to
printing.

The new fact sheet
is launched -
usually by a feature
in the organisation’s
newsletter
LymphLine and
added to the LSN

order form.

LYMPHLINE
NEWSLETTER

‘LymphLine” was first produced in 1993 and
by 1997 there were four editions a year. o
LymphLine reaches patients and healthcare between Qd\{er*'s' ng
professionals and keeps members informed space, ediforial and
of our work. Content, quality and balance arficles

are managed by LSN Chair (Editor) and a Do not be afraid to edit
Trustee (Assistant Editor). A grant from medii articles

UK covers a percentage of the publication
costs of our twelve page, gloss finished
magazine, with four colour pages. Arficles
reflect current issues, information about
research studies, treatment developments,
patient experience stories, fundraising events,
support group news, fips and hints and news
about LSN fact sheets or other merchandise. Some
advertisements are included in LymphLine partly
to generate income to cover production costs
and also to keep members informed of current
lymmphoedema garments and other products.
Information is accurate and of a high standard
and has led to authors being keen to be asked

Newsletter
m[ry to get a balance

m Allow plenty of fime
to source articles
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Provision of information

to write for what is seen as a prestigious publication. The
LSN does not commission arficles and does not pay author
fees. LymphlLine is currently distributed to 4,000 individuals
and groups. The mail-out of the newsletter is organised by
the LSN and a team of volunteers.

¢ [ find your newsletter
a great comfort in
what can sometimes
be a very lonely
and frightening

condition.
= An electronic index of all arficles printed in LymphLine is

maintained at the LSN office and selected articles are
published on the LSN website,

VIDEO/DVDS

The first LSN video was produced with support fromn MLDYK
and demonstrated exercises and deep breathing. Little
funding was available and whilst of use, it had limitations.
Some years later Dr Jacqui Todd from the Leeds
Lymphoedema Service and the LSN worked together to
produce two videos, one for upper and one for lower limb
patients, covering all aspects of self-management. The
project was jointly funded and intended to supplement
information already provided by clinics, although for those
people not currently receiving care, how and when to
use the activities was made clear, as was the fact that
some people should not use the video without first seeking
medical advice.

€ think the
DVD is brilliant -
informative and
understanding
and hits just the
right note. 99

In 2008, the LSN and Jacqui Todd worked in partnership on
new DVDs. Jacqui secured some funding fromn Macmillan
Cancer Support and the preparation, filming and editing
process took 18 months. Two DVDs were produced, one
for arms and the other legs. LSN members
demonstrated exercise, compression garments,
simple lymphatic drainage (SLD) and skin care DVD

and recorded fheir experiences of adjusting fo Y IaV i ieNeRaT=telialele (=
life with lymphoedema. These DVDs contain more professional that you
information and include perspectives about the

condition from Professors Mortimer and Moffaftt, itk

The LSN Patron, actor, Zoé Wanamaker CBE, JLRVNcNeIcIolol[W slol(Tol1)%
giffed her time to carry out the voice-over. The have the condition not
DVDs have been universally well received by models

patients and healthcare professionals.

m Producing a DVD is
expensive, try to obtain
funding for the project
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Provision of information

Website

Technology is a vital information tool and one W it
which the LSN utilises to reach a wider audience. ebsite

In 1996, the first LSN website was set up and [ RREIellaiRelelalitel eI MRIal=)
included information about the condition, the website

LSN, news and articles. In 2001, useful links to
other organisations and related charities were added.

m Make sure the information

on your website is accurate
The LSN website continues to develop and is very and regularly updated

well visited with over 2,500 hits each month. The
information is categorised to help people find
what they need quickly and includes medical arficles,
lipoedema, campaigning and advocacy, support group
information, useful links and merchandise. All medical
articles are checked by our medical advisor. Members value
the patient experience section as a way for individuals to
share the impact lymphoedema has on their lives and we
encourage people to be honest about their challenges and
successes. We are fortunate to have a Trustee who has the
skills to maintain our welbsite at no cost to the organisation,
SO we are able to ensure the contents are kept current and
responsive.

A new LSN website is currently being designed and
built as a gift to the organisation. It will include more
information and give a truer representation of the
dynamism of the organisation; some new features include
the ability to make payments and donations online and
comprehensive information specifically aimed at healthcare
professionals.

A
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4./NAlvVIAUAl sUpport

Being run by those living with lymphoedema means that
the LSN appreciates how challenging it can be fo learn
you have a lifelong condition and that your body will
never be the same. Meetings and written information are
helpful but there are tfimes when people need access
to someone who understands. Initially, LSN members
shared their tfelephone numbers so those interested in
joining could access information, but soon, some were
providing much more. There was a need for a telephone
support line and for many years several people
generously volunteered their fime, expertise
and home telephone numbers to man this
service. Eventually, when the organisafion had
grown significantly, the telephone information m Neverofferadvice you are
and support line was run from the office and it not trained in or qualified
continues to be an enormous source of support to dispense

and information for those calling. It can be a
difficult and challenging job dealing with callers I RECMNERVSSI{VIIN Sl CTelplelglS
who may be distressed, angry or frightened and numbers close to hand

it is vital that they understand we are unable
to give medical advice. Often what people
require is information about clinics or how to get
an accurate diagnosis, but sometimes it is the
opportunity to talk to someone who understands.
We have also written and produced a comprehensive
information pack which we send out free of charge to
callers which contains information about the condition and
tfreatment options and the type of information the LSN can

provide.

Information & support
telephone line

m Protect the emotional
health of those manning
ENE
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Individual support

LOCAL SUPPORT GROUPS

The LSN began as a group meeting in London, but there
was also a need for support for those in other areas of
the country. Whilst the LSN ran its telephone support and
information line, this was not the same as meeting with
others with lymphoedema. Some people decided to start
their own local groups and the LSN supported the inifiative
by producing ‘how to’ information. Each local group
had their own team prepared to organise meetings and
manage the money as well as access to alocal healthcare
professional. Trustees from the LSN spent many hours
fravelling to meetings explaining the practicalities and the
boundaries of information sharing amongst patients. Some
of these groups never got off the ground, wanting a level of
support from the LSN that was just not possible, while others
flourished, having monthly meetings, visiting speakers, social
activities and fundraising events.

There are currently 67 local lymphoedema support groups
across the UK. They remain very individual with some
even carrying out fantastic fundraising events that raise
enough money to support their clinics. The LSN continues to
produce information on how to start a group and maintains
a database so we can signpost new members to groups.
The LSN values the individual support local groups are
able to offer patients and will continue to promote their
development and worth.

Local support groups

m Produce "how 1o’ written guidance
m Keep a database of groups and contact details

m Accept and embrace individuality
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5.Nncome generation

Compression garments are manufactured by a few
companies in the UK. The LSN realises the potential of
working with industry to ensure that patients can influence
product development and we can obtain funding for
our work. It began with  medi UK in 1997, who gifted an
educational grant to sponsor our newsletter, LymphlLine.
As the LSN has grown, we have developed and formalised
our corporate relationships as we need predictable income
and access to key people in companies, our members
need to be kept appraised of new products/
developments and have a way of feeding back
to product manufacturers, and companies need
to demonstrate they are working with users and m Start small, seek funding
potentially have access to focus groups. for specific projects and
We currently have seven corporate sponsors, build up to a corpora’re
Activa Healthcare, BSN medical, Cosyfeet, membership scheme
Haddenham Healthcare, Juzo UK, medi UK,
and Sigvaris and more are contacting us.  EaRSANVI(CENeleli sl olelgiICH
Companies pay a fixed fee annually, allowing enefit

them a half page advertisement plus a 500 word
advertorial in LymphlLine, reciprocal welbsite
links and opportunities to sponsor our AGM LBV (el el elfe) (=T [e]ale]
and other events. We will continue to explore relationships with key
ways of working with industry that will benefit all, individuals

whilst being very aware that our reputation for
professionalism has taken hard work to develop, and strict
management of who we are associated with, regardless
of the financial temptations involved, will continue to be a

priority.

Corporate sponsorship

m Don’'t get greedy




Elements of an effective national patient organisation - the Lymphoedema Support Network

Income generation

RAISING FUNDS

The LSN receives no statutory funding; originally
costs were small but grew as the charity did.
Income was raised from subscriptions, donatfions m Persevere
and small grants from ftrusts. It was a constant
challenge and most work had to be done on a
shoestring. Needing funds as our work increased
and diversified, the LSN began ambitious plans to
apply for loftery funding buf were fwice fumed S ERIYIetYeilelolalolilolalReiRell
down. Eventually, in 2004, with the help of a sizes, every penny counts
professional fundraiser we successfully obtained
a substantial grant from the Big Lottery Fund.
Managing our financesis a constant balancing act and whilst
we remain dependent on subscriptions and donations, we
now also raise income from corporate sponsorship, the sale
of our information to specialist services and merchandise
sales. We fund special projects from grant making frusts
or restricted donations but such applications can be time
consuming.

The LSN does not hold large fundraising events, as a small
national charity, we do not have the manpower to do so
and our supporters are spread across the UK. We produce
a fundraising information pack for those wishing to hold
events for us and are increasing opportunities to donate
to us through our own welbsite and online giving schemes.
Occasional income from legacies is an added bonus, but
cannot be relied on and the LSN remains as dependent
on the generosity and loyalty of our members as we were
at our inception.

Fundraising

m Balance spending

with your ability to raise
income

€& think for the subscription we pay each year we

certainly get good value for money. 99
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6._ONclusion

- it has taken us nineteen years to this point
and we sfill have a long way fo go.

- set goals that can be achieved and
then aim just a bit higher.

-you need a balance of pragmatists
and dreamers, those with specific skills and those who
have the time and energy to dedicate to the cause.

- it will be with your organisation
for life and should reflect the purpose of your
organisation.

- we cannot be experts in
everything, so find others who are, and work with
them.

- treat ofthers with the respect you
would like to receive whether they be a professor,
clinical nurse specialist, company chief executive,
patient or member of the public.

- keep accurate accounts, comply
with charity law, write policies and procedures. If you
fall down on these you will not be able to continue
your work, no matter how important it is.

- you will not get it right all the fime and will
never be able to please everyone. Remember that
you at least are doing something positive, learn from
your mistakes, minimise the damage and move on.
Take pride in your achievements and remember to
share a laugh when you can.
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To improve the management of
lymphoedema and related
disorders worldwide

To increase by raising the profile of lymphoedema.

To increase about lymphoedema by initiating and/or
contributing to

To this knowledge by implementing an

Toincrease of lymphoedema and its management
by creating and/or contributing to the development

To provide a cross cultural networking platform through an |
where all stakeholders will have the opportunity [
to contribute and influence the ILF agenda. |

|
To promote and document Best Practice with the development of \“
an )
To facilitate and/or contribute to better for =\

patients worldwide.

To promote and whose goals are to improve the
national/regional/local management of lymphoedema anywhere
in the world.

To help the Healthcare Industry understand the of
patients and practitioners, and develop and evaluate improved
diagnostic tools and treatments.
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