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AIMING HIGH!

She climbed a mountain to raise
awareness of lipoedema

DON'T GIVE UP ON COMPRESSION

- how to get the

The challenges associated with compression, from

getting measured to delays at the pharmacy and

receiving garments that are ill-fitting, are familiar to patients
and clinicians. So what can be done? Lipoedema UK reports...

[l recommendations for
treating lipoedema
are unanimous that
compression garments
should be the starting point
when it comes to managing
symptoms. When compression
works, it can make a huge
difference.

Patient Lesley Steinitz was
first prescribed toeless knee-
high compression socks in her
thirties, which she said helped
to relieve the constant ache in
her lower legs. Now in her sixties,
Lesley’s relationship with
compression has fluctuated over the
years - there have been times when
bespoke garments didn’t fit and
measuring services were disappointing
- but, she said, ‘I was ultimately referred
to a Lymphoedema Clinic at the Arthur

Rank Hospice in Cambridge, where | was
treated professionally, with kindness and
compassion. They have been absolutely
amazing. Plus, as well as the obvious,
there are positives to compression.
They do streamline the silhouette,
and when properly fitted they are
much more comfortable than any
“shapewear” like Spanx that I've tried
and not worn. If they aren’t comfortable

What are compression
Q) garments?

-

Compression garments are made
of closely fitting material which
applies pressure against the body to
limit the accumulation of fluid. By
providing a firm wall against which
the muscle can pump, garments cause
a change in pressure in the tissues,
improving lymph drainage as you
move your legs and exercise by
encouraging fluid back into the veins
and lymphatic vessels.

RIGHT: Compression comes
in different styles (including
socks and tights) and in
different materials

you need

it’s probably because they don’t fit.’
Another patient, Emily Kearney, agrees.
‘I have been unbelievably lucky. | was
measured by a lymphatic nurse at my local
hospice for my off-the-shelf garments,
and then again for the made-to-measure
compression | needed hefore my surgery.
After surgery, the nurse specified garments
with a zip to open the waist, as the
waisthand had always given me trouble.
Of course garments can be difficult to put
on, but all my compression has always fitted
perfectly and been comfortable to wear.’
While Lesley and Emily’s experiences are
positive, many patients do express frustration
about all aspects of compression, from the
initial difficulty of getting a prescription from
a GP to products that arrive and don’t fit.
One patient, Pamela, believes that GPs
don’t prioritise compression. ‘I think there’s
no concept of the urgency for compression
when it comes to managing lipoedema and
lymphedema - the time it takes from your
measuring appointment to receipt of a
garment can be anything from three to
12 weeks. Considering compression is
recommended, getting it can be draining.
Even when the garments finally arrive - and
at times I've waited more than a month for
my prescription - patients are too scared to

Founded in 2012, our mission is to raise awareness of lipoedema, for all women to receive
early diagnosis, treatment and support, and to find a cure for this debilitating condition.

Lipoedema )







2\ Which products do suppliers
< recommend specifically for lipoedema?

‘It's about finding a balance between therapeutic
effectiveness, comfort and look. Haddenham has
one product, “Eto Grace”, that’s outside standard
offerings and which was originally developed for
people to use after liposuction surgery. It is not
as thick a material as many, and is made to
measure within a certain size range, which
allows the cost of the garment to remain fixed.
It’s available privately - but we recommend
patients be measured by a clinician.

‘| also recommend “Comfiwave”, a whole-
knitted garment, so not quite a traditional flat
knit. It's aimed as a resting garment or for use
at nighttime. It's a sized garment, so no need
for custom measurements, and is available
on prescription or to purchase direct from
www.lymphshop.com.’

say their garments don’t
fit, or hurt them, and then
don’t wear them. Too
often, garments arrive too
short, too long, too tight
or too loose. As someone
who has both prescribed
and privately purchased
compression, it's a waste
to both individuals and
the NHS.’

Lipoedema UK spoke
to several representatives
from compression
companies, including nurses
with measuring experience,
for their advice.

Start right: which
compression

is best for you?

The first hurdle is to make
sure you get the compression
that’s right for you, which

will depend on the severity of
your symptoms. Compression
comes in different styles (such
as socks and tights), and in

Living with Lipoedema

‘Two new ranges are available for lipoedema
patients - “Lipocare” by Cizeta Medicali, which
offers a light and a strong version, in two
lengths; and the “BE YOU Tonic Collection” of
leggings by Solidea, intended to be seen and
worn as garments. Solidea has also done a
pilot study on lipoedema showing reduction in
pain, swelling and inflammation in lipoedema
patients. Both are available off the shelf and
have been designed to support lipoedema.’

‘In 2020, medi UK launched its “mediven®
Cosy” range designed specifically for
lipoedema patients. These flat-weave
garments have good longitudinal stretch
S0 it’s easy for people to get them on, and
the firm fabric supports and streamlines

different materials,
including flat knit
(garments made from
flat-shaped fabric) and
circular knit (seamless,
tube-shaped garments
knitted on a round
knitting cylinder).
Natalie Phillips,
Clinical Manager,

Haddenham, said,

‘As a nurse, |
recommend looking
outside the box at

different products. For
example, many people
with lipoedema wear
circular-knit garments,
which | recommend for

mild Stage 1-2 lipoedema,

but these are not suitable

if you have fat pads
around the knees or
ankles, or if you have high
levels of sensitivity and
pain, because circular

CONTINUED ON PAGEG ...

their shape while also supporting
vessels and joints - the healthcare
professional can advise on the best
fabric for the person’s condition.’

‘We have products to support all stages
of lipoedema, which includes both
circular-knit and flat-knit garments.

For example, for stage 2 lipoedema

we would recommend the “Essential
Comfortable” range that is available
from below knee to tights, including
bodyform tights which have compression
to the waist.’

‘We like the “JOBST Confidence” range
for lipoedema patients. Innovative
knitting technology means these
garments conform well to different
body shapes, while the double-layer
construction helps with managing
moisture. They are available to order
via Daylong Direct. At JOBST (an Essity
brand), we want to help normalise the
discussions around lipoedema. With
JOBST compression garments, women
with lipoedema can get the support
they need.’

‘The Lympha Press® is an investment,
but as a medical-grade system the
pumps have a two-year warranty and
the products are not subject to VAT if you
have a medical condition. It also comes
with proper guidance, safety guidelines
and ongoing support. It’s helpful pre-
and post-surgery and can speed up
results as long as the pressure is applied
carefully and appropriately. One MLD
therapist in Sweden is using it
prescriptively for patients twice a day,
and this treatment (combined with a
mindful diet) means she’s seeing
tremendous results in treating lipoedema
patients - her process is so successful
that many of her patients decide not

to have surgery to reduce limb volume.’




german

BEST PRACTICE GUIDELINES

Lipoedema UK spoke to lipoedema specialist Dr Gabriele Faerber on what

makes the recently published German Guidelines for Lipedema different
from previous recommendations - and why she advocates a ketogenic diet for patients...

n August this year, a new set of hest

practice guidelines for the diagnosis and

treatment of lipoedema was published
in Germany in the JDDG: Journal der
Deutschen Dermatologischen Gesellschaft.
Developed by a team of experts led by
Dr Gabriele Faerber, these guidelines
represent a shift in approach to treatment
which, according to Dr Faerber, has already
caused some controversy.

What’s new about the German guidelines?
‘The thing that is especially innovative and
important is that we recommend that the
morphological stages are not used to classify
patients’ suffering,” Dr Faerber said, referring
to recommendation 2.4 in the guidelines.
The severity of
lipoedema has
historically been judged
using a classification
system that ranges
from Stage 1 - signs
cover skin quality and
subcutaneous fat - to
Stage 3, in which a patient will have
developed a distorted limb profile. (Stage 4
is lipoedema with secondary lymphoedema.)

Dr Faerber said, ‘We are not throwing
away these morphological stages entirely,
but we do not want patients’ suffering to
be judged on the extent of the disproportion
or the volume of the limbs. Of course pain
threshold and pain tolerance differ greatly
between individuals, so it’s difficult to
classify pain, but the point is there can be
pain in a patient’s legs even though their
shape is not dramatically distorted.’

She hopes this recommendation will
enable younger women in particular to
access early treatment. ‘The guidelines
should help someone who cannot play sport

“Whether or not a patient is
obese should not be all about
BMI. Waist-to-height ratio
(WHtR) is important too”

because of her pain to get the right
treatment, starting with compression.
Previously, this person was often likely to gain
weight over time partly because exercising
causes pain. Lipoedema treatment options,
such as compression, nutrition and surgery,
should not depend on a patient’s shape.’

Why it’s not all about BMI

The German guidelines also challenge
conventional practice that uses Body Mass
Index (BMI) to classify weight. ‘Whether or
not a patient is obese should not be all
about BMI. Waist-to-height ratio (WHtR) is
important, too. For example, a normal WHtR
combined with a higher BMI points indirectly
to disproportionate distribution of fat, as in
lipoedema. A WHtR is
also a better indicator
for conditions such as
diabetes. When it
comes to calculating
weight status, BMI
can overestimate the
level for women with
lipoedema and underestimate the danger
for men with relatively high abdominal fat.’

The impact a keto diet has on symptoms
The recommendations for diet and nutrition
in the guidelines are especially important
to Dr Faerber because, as a practitioner,

she has witnessed first hand the impact of

a ketogenic diet on patients’ symptoms.
Her professional interest in nutrition

on lipoedema developed obliquely
in 2008, as a result of an
ultrasound treatment offered

to patients. Though the

ultrasound proved

inefficient, the low-

carbohydrate diet that

patients adopted with it did produce results.

‘We wanted patients to preserve lean
muscle mass, so the diet was high in protein,
not high in fat, and by reducing carbohydrates
decreased water retention. We found that
people lost circumference and fat from their
legs, and in turn their pain and symptoms
such as swelling and congestion were
reduced,’ she said. ‘It's hard to measure how
pain lessens, and it’s true that you cannot
entirely remove the genetic-pattern limb
profile or shape associated with lipoedema,
but even so, the ketogenic protein-optimised
diet reduces pain and symptoms considerably.

‘Around 83 per cent of my patients [who
have followed this diet] still experienced
improved symptoms when they were
interviewed at a mean of three years and
eight months after the intervention. On a
scale of 10, they reported their pain dropping
from 6.5 to 2.5 directly after the treatment,
which is a reduction by almost 70 per cent.
At the time of the interview it was still
reduced by more than 50 per cent compared
to the pain level before the diet.’

Dr Faerber added, ‘The majority who
adopt the recommended diet long term
don’t need liposuction anymore, unless
they fall back into old eating habits.

of patients '

8 3 %reported

improved symptoms
following a ketogenic
protein-optimised diet

4
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In both overweight and normal-weight
patients, it’s vital to eat properly to prevent
symptoms being exacerbated.’

She continued, ‘My study has not been
controlled - I'm a practitioner, not a researcher
- but hundreds of patients
agree they feel better on this
diet, and published studies are
coming out with larger,
controlled samples, so the
German guidelines were
able to give at least a weak
recommendation about this.
Guidelines are just that - a
guide to what you shall, should
or may/can do. A ketogenic diet is anti-
inflammatory, decreasing blood sugar
and insulin production, as is the classic
Mediterranean diet, high in vegetables, with
a moderate fruit intake, with oily fish, nuts
and olive oil. | coach my patients to eat lots
of vegetables and good protein. A well-
formulated protein-optimised ketogenic diet is
anti-inflammatory per se because it maximally
reduces blood glucose and insulin levels,
and high glucose and insulin levels cause
inflammation. It’s easier now than it was
when we started, because today you can buy
things like ketogenic bread and soy pasta.’

‘Progression of lipoedema

is not inevitable’

More generally, the German guidelines

recommend that people with lipoedema

aim to achieve or preserve a ‘healthy body

composition’, which Dr Faerber explains means

a ‘good composition of muscle, fat and water’.
‘Young women with lipoedema need to

know that they don’t have to become obese,’

she said. ‘You need to keep active. Aim to

“Eating disorders and
depression may affect
patients’ symptoms
and quality of life, and
should be considered in
diagnosis and therapy”

preserve your mobility and this will inhibit
the disease progression. The dogma used to
be that this progression was inevitable but
it is not the case.” Recommendation 2.10 is
clear: ‘Lipedema shall not be perceived as
generally progressive
disease, given that
progression is depending
on various factors.’

Dr Faerber believes
that the main goal for
younger women should
be information and
education about what
you can do for yourself
early on. ‘Don’t get caught in the dieting trap
on the one hand or give up and overeat on
the other,” she said. ‘Once you know more
about the disease and get the right treatment,
including nutritional guidance, then you can
find out for yourself whether
you are fine with conservative
treatment or want to go for
surgery. If surgery is to be
performed, it makes more
sense to do it at a younger
age in order to keep yourself
mobile and pain free, and
the results are better in
earlier stages. But many of my patients
opt against liposuction because they don’t
need it once they have found the right
way of eating.’

What else can you do?

The German guidelines contain a total of

60 recommendations, tackling topics such
as physiotherapy - the guidance states that
Manual Lymph Drainage in combination with
additional therapeutic methods should be

“Young women with
lipoedema need to know
that they don’t have to
become obese - you
need to keep active”

6 Dr Gabriele Faerber

Having studied medicine at Albrecht-Ludwigs-University in Freiburg, Dr Faerber worked as

a GP before specialising and qualifying in phlebology in 1990 and in lymphology in 1998.

In 2008, she qualified in nutritional medicine, and since then has focused on the treatment of
overweight and obese patients with lymphatic disorders and lipoedema. Dr Faerber’s scientific
interests are the connections between obesity, inflammation and metabolic disorders and
vascular and lymphological disorders and lipoedema, and her results have been published in
various scientific journals and presented at national and international conferences for vascular

medicine and lymphology.

Dr Faerber is on the boards of Lipedema World Alliance (LWA) and the German Society
of Phlebology and Lymphology, and is a member of the editorial board of the journal
Phlebologie. She has worked at the Centre of Vascular Medicine Hamburg since 2001.

considered to improve quality of life, and
that watersports such as aquacycling may
have a positive effect.

On the psychosocial burden of lipoedema,
the guidance is that psychological disorders
such as eating disorders and depression may
affect patients’ symptoms and quality of life,
and should be considered in diagnosis and
therapy. In this instance, an interdisciplinary
therapeutic approach should be adopted.

Compression therapy is recommended
for pain reduction. ‘There are lots of strong
recommendations regarding compression,
although we don’t really know why it reduces
symptoms,’ Dr Faerber said. ‘The focus is
on pain reduction, and compression’s anti-
inflammatory effect and ability to “stabilise”
the legs.” Compression is sadly not a cure:
recommendation 4.4 states, ‘The patients
shall be informed that the compression
is not suitable for
the reduction of
adipose tissue.’

By contrast,
liposuction can
reduce adipose tissue.
Recommendation
12.1 is that liposuction
‘shall be used as
surgical method of choice for the sustainable
reduction of the affected subcutaneous
adipose tissue of lipedema on legs and arms’.
Furthermore, recommendation 12.3 highlights
that the indication for liposuction ‘shall not
anymore be based on morphological staging,
given that there is no correlation between
the severity of symptoms and the stages’.
This brings us back full circle to Dr Faerber’s
primary point - that stages used to date
shouldn’t be used to judge patients’ suffering.

,CONCLUSION , ,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,

The German guidelines are the
rigorous work of many experts, a
team that included dermatologists,
lymphologists, phlebologists,
vascular surgeons, physiotherapists
and patient representatives.

‘We spent nearly three years
on the German guidelines,” Dr
Faerber said, ‘so | think they are
good. Certainly, together we

weighed every single word.’

Living with Lipoedema December 2024



! FOCUS ON COMPRESSION

CONTINUED FROM PAGE 3 ...

knits are highly elastic and therefore

prone to cutting into certain parts of the
body. In this instance, flat-knit garments

are more suitable, and can be either custom
made or sized, although sized are not
available on prescription.’

The new German guidelines for lipoedema
back this up. Guideline 4.7 states that while
lipoedema may be treated with circular-
knitted or flat-knitted medical compression
stockings, where there are ‘large changes in
the circumference of an extremity or conically
formed extremities, as well as marked tissue
folds, flat-knitted quality shall be prescribed,
because round-knitted material is not
suitable for these anatomical conditions.’

Pamela has an additional recommendation:
a zip. ‘A zip is a game-changer and should
not be considered a luxury,” she said. ‘Many
women with lipoedema have a large butt
shelf or hanging stomach, and a zip can
make items easier to put on. | recently
bought a garment with a zip and I've found
it puts less stress on my hands, arms and
shoulders when getting it on. I've also made
some ill-fitting compression work for me
by using my Dad’s braces - not attractive

e
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Compression and liposuction

Anyone seeking liposuction should consult their surgeon for individual advice about
compression, but there are general guidelines to bear in mind when it comes to surgery
and compression. Mary Warrilow said, ‘In my experience, most surgeons will specify that
the patient is wearing class-two flat-knit tights pre- and post-surgery - but always ask
them what they recommend with post-operative directions.’

Following surgery, most surgeons will provide a specific post-operative garment for
their patients, which will be put on in the operating room to prevent post-operative
swelling. They will also supply specific information about how long it should be worn,
as well as guidance on removing it for showering and so on. It’s important to follow
your surgeon’s recommendations and also to get in touch with them if you have any
discomfort or concerns about your post-operative recovery. It can be very difficult to
obtain compression garments at short notice, either through your GP or local clinic, so
if the surgical team requests that you provide your own garment, it’s important to factor
in plenty of time. Most patients will be the same size immediately after surgery due to
swelling, but this swelling will go down rapidly, and if you require further compression,

it’s important to plan ahead.

or convenient, but functional, and it doesn’t
garrotte the waist.’

When it comes to zips, Lipoedema UK’s
nurse consultant Mary Warrilow said that
zips can also be inserted into the leg part
of the garment, but they are not for
everyone. ‘People with manual dexterity
issues may find zips tricky unless they
have someone to help them. However,
there are many applicators [donning aids]
on the market that can help, and wearing
rubber gloves or specially designed gloves
to help grip the stocking when donning
can be helpful.’

She added that full flat-knit made-to-
measure compression tights can be made
in two parts for ease of application. ‘So, for
example, a capri-style garment and a below-
knee stocking have a slight overlap of material
to make a full panty garment, which may be
helpful for those that are struggling.’

For Lesley, toeless compression tights have
made a difference. ‘They’ve given me a lot
of relief,” she said. ‘They’re cooler to wear
round the house than closed-toe compression.
It did take time to get used to them, and,
yes, they are still very warm, so not ideal
when going through hot flushes, but the
benefits are such that I've stuck with them.’

When it comes to sport, Lesley favours
conventional high-compression sports

LEFT: Dawn Stevens recommends the Sigvaris
‘Essential Comfortable’ range for stage 2 lipoedema

leggings. ‘A tip: as my ankles are a
particular problem, | order the extra-long
size. My legs are short, so the leggings
reach over my ankle to my instep, giving
me compression where | need it, and not
cutting through my ankle. | put on some
fine shoe-liners or trainer socks so that
my feet don’t look weird.’

Measuring for compression
Measurement guidance is crucial to ensure
garments fit properly. Some experts now
measure length to include body curvature,
as that can make a significant difference
(in centimetres) to a measurement and the
fit of a garment, but measuring discrepancies
mean it’s not uncommon for garments to
arrive in the wrong size.

For Pamela, this could be resolved with
standardised measurement forms used by
all manufacturers. ‘In my experience, no
one person measures you the same, and
currently every garment manufacturer
has its own guidelines. The existing
measurement system is imprecise.’

Lorraine Nisbet of Daylong Direct says
it's essential that patients know that their
measurements matter, and for healthcare
providers to understand the importance
of correct measurements. ‘Capturing all
the measurements asked for is vital, as
requirements can vary from product to
product. It's important to use the correct
measurement chart for the product that’s

Living with Lipoedema December 2024
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being ordered or prescribed, and that
the guidelines for those measurements
are followed. Measurements should
also be retaken regularly as they can
change over time.’

Monica Smith, Lymphology Training
Manager at medi UK, emphasises that
measuring should be undertaken by
someone with experience. ‘There are
many fabrics to support
different conditions and
each company which
specialises in
compression has their
own methods. Clinical
practitioners will guide
the patient on the most
suitable fabric, standard and class of
compression to support them best.’

Mary said, ‘Different garment companies
will use different techniques and give
different recommendations. Generally
| measure a patient standing up, unless
they have mobility issues in which case
they’ll be lying down.’

Dawn Stevens, Head of Sales and
Marketing at Sigvaris Britain, noted that
although application (measurement) forms
for compression garments differ in style,
the majority of measurements required are
similar. ‘The principal measuring points are
broadly the same for most companies and
garments,’ she said. ‘The difficulty is because
everyone’s legs are different and there are
S0 many variations. Sometimes you can’t
see the widest part of the calf, for example.
It sounds relatively simple to measure the
halfway point between the ankle and knee,
but that point can appear differently if
you are sitting or standing and so on.’

The advice, then, is to check company
websites for measuring guidance online.
Product lines often have dedicated
measuring guides for individual garments
(Haddenham'’s ‘Eto Grace’ is one example).
medi UK has a made-to-measure app, the
Hosiery Hunter®, to assist healthcare
professionals with measuring and ordering.
The most important thing is that an
experienced person measures you and
guides you towards ordering or prescription.

Finding a measuring specialist

For Monica Smith, the biggest challenge

for patients hinges on obtaining a measuring
service in the first place.

“All made-to-measure
compression should be
undertaken by a qualified
healthcare practitioner”

She said, ‘The main problem we see at
medi UK is the difficulty patients have in
obtaining an accurate measuring service
for compression garments. All made-to-
measure compression should be undertaken
by a qualified healthcare practitioner.
Patients who seek liposuction abroad are
expected, by their consultants, to be in
compression garments for six months prior
to surgery, but as there’s
no NHS funding for surgery,
there are no resources for
measuring them either.
NHS Lymphoedema Services
may not see private
patients, so patients are
left without qualified
clinicians to measure them. People trying
to be proactive and care for themselves find
themselves abandoned. No one is fighting
their corner so they try and measure
themselves, only to find the garment then
doesn’t fit and they have no other support.’

Mark Hudson of Daylong Direct believes
the challenge for lipoedema patients is due
to delayed diagnosis and lack of dedicated
funding within the NHS.

He said, ‘The key thing is that it needs
a diagnosis. The GP needs a reason to
prescribe compression. Generally
compression is prescribed and supplied
through a Lymphoedema Clinic.

Lipoedema patients fall
through the cracks because
there is no budgeting
“box” for lipoedema. It’s

a funding issue - funding
comes through specialist
services, but there’s no
departmental budget code
for lipoedema. It’s not an
allocated disease.’

Mark believes people with symptoms
should be treated even if they don’t have
a diagnosis. ‘Getting treatment early
helps with symptoms but also with the
other associated issues.’

There is also evidence to suggest
that compression worn early can inhibit
the disease progression, although
recommendation 4.4 of the German
guidelines is clear that compression is
not suitable for the reduction of adipose
tissue, and for Mary, diagnosis is key.
‘How can you treat if you don’t know
what you are treating?’ she said.

“Keep track of your
measurements. Keep old
prescription measurements -
they’re useful when it comes
to reordering garments”

" FOCUS ON COMPRESSION ¢

Before (and after) your

doctor’s appointment

Mark is passionate that patients should
take the initiative - and keep track of
their own measurements.

He said, ‘For example, when it comes to
measuring, do your research first - talk to
customer services’ teams, watch advisory
videos, follow the guidelines and keep track
of your measurements. Keep old prescription
measurements. They're useful when it comes
to reordering garments - if you know your
measurements and your garment still fits,
it’s easy to repeat your old order or order
second garments.’

How to ask your GP for compression
Mark believes that getting compression via
prescription hangs on a patient’s relationship
with their GP. ‘Many patients arrive at their
GP at their wits’ end, having been passed from
pillar to post, but it's helpful to be clear about
what you want, and to use the right language
and make it easy for your GP,” he said.

His advice is that patients state clearly
that they have suspected lipoedema, and
then outline their symptoms - tell them
if your legs bruise easily and are painful
and swollen, and if/how these symptoms
affect your Quality of Life (QoL) and prevent
you from doing everyday things.

‘Ask how your healthcare provider can
help you manage
your pain and
improve your
QoL and limb
mobility,” he said.
‘Ask them to get
you a product
that can help and
ask them to take
your leg measurements. If you can’'t get a
diagnosis, ask for “suspected lipoedema”
to be written on your file and request
support for symptoms. If your healthcare
provider doesn’t agree, you can - and are
entitled to - ask for their recommended
care plan to improve your QoL.’

Alternatively, ask for a referral to the
local Lymphoedema Clinic (if there is one)
to get measured there. If there is no local
Lymphoedema Clinic, your GP can refer
you to a service that accepts out-of-area
referrals, such as Accelerate in East London
(acceleratecic.com) and LymphCare
in Dudley (lymphcare.co.uk).
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What to think about when
getting measured by a clinician
or therapist

Monica Smith of medi UK, Natalie

LEFT: Natalie Phillips likes
the ‘Comfiwave’ garment
for nighttime

Phillips of Haddenham and Dawn

ages, and unlike

Stevens of Sigvaris all recommend
taking advantage of companies’
training services.

Monica said, ‘In my opinion, the
best thing a lipoedema lady can
do is go to their practice nurse for
advice, and ask their practitioner to
contact the product manufacturer
to send a representative. Practice
nurses are not necessarily experts
with the tape measure, but company
representatives will be able to guide
them. If the patient finds they have
questions about their compression,

they then have a contact in their
practice nurse to return to.’

Natalie agreed. ‘If you have
access to a Lymphoedema Clinic,
great, and if not, engage with an
MLD therapist. Request they contact
the supplier for measurement training.
As a supplier, our duty of care means that
we can’t allow sales people who have no
clinical background to measure patients,
but our training team can deliver training
to therapists.’

The best specialist should be able to find
a solution. Lesley Steinitz said, ‘My ankles
are particularly bulky, but my nurse specified
a silk lining inside the front of the garments
at the ankle, to stop them cutting into me,
which was really helpful.’

Buying compression off the shelf
Off-the-shelf products can be particularly
useful for early-stage lipoedema or post
operatively. There is an increasing number of
manufacturers offering more comfortable and
stretchy garments specifically for lipoedema
patients. Haddenham'’s nighttime ‘Comfiwave
is one example of an innovative product that
can be very useful in controlling swelling.
Lesley said that, having lost weight, she
now fits off-the-shelf garments. ‘You need
patience and optimism to get the right
compression, but I'm glad | persisted. | like
“Juzo Light” garments, which are lightweight,
class 2 and have a closed toe. It’s a battle to
get them on each morning - much more so
than for the thicker flat-knit garments - and
while they do cost a fortune, they last for

regular tights, they
rarely ladder or snag.
I do recommend to try
them, but it is important
to get the right fit, which
is where a nurse comes in.’
Daylong Direct also sells
products online with home
delivery (as well as supplying
to the NHS). Using track and
trace from the warehouse, Daylong
products arrive in inconspicuous
packaging, allowing patients to
check them at home. Turnaround
is swift, according to Mark
Hudson, and Daylong
has a customer care
team available on the phone.
Information about other companies

S = that sell online can be found on

individual websites.

“0ff-the-shelf products can
be particularly useful for
early-stage lipoedema or
post operatively”

What is Compression Pump Therapy?
Also available privately is the Lympha
Press®, which is a compression therapy
system comprising a pump and garments
that delivers efficient and effective massage
based on the principles of the Vodder
method of MLD massage. According to
Naomi Northen-Ellis, Director of Compression
Therapy UK (the UK supplier), ‘The massage
delivered by the Lympha Press® encourages
a strong lymphatic flow and venous return.
The repetitive nature of the massage further
helps to break down any fibrosis and supports
and shapes the limbs while achieving volume
reduction. Daily use of the Lympha Press® in
the comfort of your own home will also improve
pain (many patients report an analgesic effect
after just one massage), reduce bruising and
increase mobility - all of which has a huge
impact on a person’s self-confidence.’

Naomi (herself a lipoedema patient)
acknowledges that the Lympha Press®

product is not inexpensive, but emphasises
that investing in the right product is very
important. ‘Exceptional medical-grade
equipment is expensive; but efficacy has
been proven after years of medical research,
clinical studies and expertise in the field of
treating these conditions. Sadly too many
women who have struggled to get a diagnosis
and who have no help in managing their
condition so often turn to find a solution
online, purchasing very cheap compression
pumps and garments. These products are
not fit for purpose. Not only are they not
regulated, but they reach dangerously high
pressures and are delivered without any
instruction or guidance and can do far more
harm than good. At Compression Therapy
UK, we very carefully qualify each individual,
taking into account any comorbidities, and
work closely with them and their therapists
to ensure they are receiving the best advice
and support.’

What if your compression doesn’t fit?
Dawn Stevens points out that it’s hard for
compression companies to comment on
prescription items that don’t fit, because the
companies are not measuring the patient to fit
those garments. That being said, if a product
doesn’t fit, you should return it. Don’t make
do with garments that are painful to wear.

Mary Warrilow emphasised the importance
of feeding back to the measurer/prescriber on
fit. ‘It’s good where possible for the measuring
clinician to check fit and ensure that the
garment is comfortable. In my practice, | always
order just one made-to-measure garment
initially, then if needed we “tweak” any minor
changes required on the second garment.’

Natalie Phillips does suggest checking that
you've been shown how to fit it correctly.
‘Compression products are easy to
overstretch,” she said. ‘For example, you
might find that where a garment’s cutting
into your knee, that part should actually be at
the calf. If you feel it’s not right, write down
why it’s not and work with your clinician or
therapist to find something suitable - because
when they fit, the compression garments
offer a complete enhancement of life.’

Last word

Natalie continued, ‘Lipoedema is such a
psychologically distressing disease, and
compression compounds this because as much
as companies try to find materials that look

10
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vaylong NHS

DIRECT. Providing NHS services

FREE specialist
prescription
advice you can
trust - JOIN US

Daylong Direct is your KEY to
fast and accurate dispensing
for ALL compression hosiery

Call us on 0800 195 0160 or www.daylongdirect.co.uk/prescriptions to see how we can help you and your patients.

ARION Magnide and Easy-slide application aids

for medical compression garments

Compression therapy

made easier

Please use your phone to scan
the QR codes for instructions on
how to use the application aids

B

Magnide® Easy-slide®

To find out more visit www.daylongdirect.com Exclusively available from

For further support please contact us on: DagLOﬂq

Tel 0115 932 0144 « Email sales@daylongdirect.co.uk DIRECT.

Daylong Direct is a trading name for Credenhill Limited.
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! FOCUS ON COMPRESSION

Advice for
patients

Keep track of your measurements
and prescriptions. It is empowering
to take ownership of your own
measurements, and if you
haven’t changed shape and your compression still fits,
it’ll make it easier for you to replace old garments.

Be aware that there are sometimes contra-indications to wearing
compression, and changes in your health status may need to
be discussed and re-assessed prior to re-ordering compression.

Help your healthcare provider to help you. Be clear about
what you want and how your symptoms affect your QoL. If you
can, take your leg measurements with you to appointments.
Research what’s available from different companies and talk
to their customer service teams. Ask the person measuring
you to liaise with suppliers for advice and training on measuring
and fitting.

When you receive your garments, check them immediately,
in the pharmacy if that is where you are collecting them. It’s
essential that your garment matches your prescription, so
double-check the code on your product is that which was
specified on your prescription (ie ensure your garment has
not been substituted for a different model or manufacturer).

If you've received or taken your compression at home, try
them on using the donning aids supplied, which might
include wire frames or silky, toe cap-style aids. You can
purchase some applicators online - Daylong Direct has a
selection, but manufacturers usually sell (or supply)
their own. You can find helpful video guides about
donning and doffing compression online - try YouTube
as well as individual supplier websites.

Persevere to find the garment that works for you.
Compression is recommended in the German guidelines
for pain reduction, so don’t settle for painful garments -
well-fitting garments can enhance your life. Don’t give up!

attractive, there’s no glamour factor to
compression. The key is trying to find
products that suit individuals.’

Naomi’s personal recommendation is
to try a bandage system of compression at
night. ‘I found the swelling really reduces,
especially around my knees by the following

could also be useful.

Looking ahead, Pamela hopes the
science of digital measurement might make
garments more affordable and remove
human error, and perhaps gait analysis

Until then, Lesley advises keeping positive.
‘It is very easy to be negative about

Advice for
healthcare professionals

Take advantage of measurement training offered by
companies that supply compression by inviting them to
your clinic. Company representatives will not measure

patients but they will help you, and many offer to
support you if you have patients with particularly
challenging symptoms.

Ensure you have adequate time allocated for patients during
the assessment/consultation. Have empathy and compassion -
this may be the first time that a health professional has really
taken the time to listen and act on a patient’s myriad
symptoms, both physical and psychological.

The impact of a diagnosis of lipoedema can vary - for some,
it’s a relief that it’s not their fault after years of diets and
exercise with little or no results. For some patients, it can bring
up feelings of frustration and disappointment that it may have
taken decades to be diagnosed and offered treatment.

Become a Clinician and Healthcare Professional Member of
Lipoedema UK for up-to-date advice and support on all matters
lipoedema. Membership provides access to the charity’s regular
webinars. Speakers range from researchers, surgeons and
clinicians and there is much to learn from their expertise.

Try to get feedback on how a garment is fitting. Are there
any changes to be made to any further prescriptions in
terms of colour, size, style etc? See what’s working or not.

As well as compression therapy, consider and assess

if the individual needs any additional
support and refer them on if necessary.
For example, do they need well-being
services, occupational therapy or, for joint
problems, orthopaedics?

Lipoedema UK’s differential diagnosis
publication, How to distinguish between:
lipoedema, obesity and lymphoedema, is a great
reference tool and available on the website.

but you're out and about and you can’t adjust
them without looking a bit weird. | try to put
the negative thoughts out of my head, and
be grateful that I've discovered them, and that
compression will help me get through the day.’
The important thing is that compression
garment manufacturers are beginning to
understand the difference between

morning. Daytime compression helps
maintain this improvement in the limbs.’

Emily’s advice addresses getting on your
compression. ‘Turning them inside out and
then unrolling them up the leg was the
best way | found to put them on.’

compression,” she said. ‘It’s easy for “poor
me” and “why me?” thoughts to flood your
head. The battle to get garments on is a daily
reminder that our bodies are not “okay”, not
“normal”, and it's the same when they sag
round the knees or ankles, and cut into you,

lipoedema and lymphoedema and producing
garments exclusively for lipoedema which
take into account the skin sensitivity, pain
and the difficulty of measuring caused by
creases and folds in the skin.
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Brazil hosts first Lipedema Congress

EVENT IS FIRST OF ITS KIND IN BRAZIL

The first Brazilian Lipedema
Congress (Congresso
Brasileiro de Lipedema)
runs in Sao Paulo on the
2" and 3" December 2024,
It is aimed at healthcare
professionals who want
to learn about, or update
their knowledge on,

the treatment of
lipoedema...

he event is the brainchild
Tof Dr Paula Frederichi, a

passionate campaigner for
highlighting lipoedema in her
homeland and abroad. In 2023,
she and the Brazilian Association of
Lipedema Patients (ABRALI)
represented Brazil at the
first World Lipedema
Congress in Germany.
Herself a lipoedema
patient, Dr Frederichi
founded ABRALI with
the main objective
of democratising
access to information
about this frequently
underdiagnosed
condition. The
Brazilian Congress is a
natural extension of this - Dr Frederichi’s
aim is that the Congress spreads knowledge
about lipoedema, and provides a space
for women to share their experiences of
lipoedema through a videocast organised
by ABRALI.

What to expect...

The Congress will include lectures on subjects
including the emotional factors associated
with lipoedema, and the process of fat
formation (adipogenesis) in people with the
condition. Speakers include Dr Luis Paulo,
President of the Brazilian Hormonology
Association (ASBRAH); Dr Burgos de la Obra,

i EXPERT VIEWPOINT‘

Lipoedema UK spoke to Dr Paula Frederichi, the driving
force behind the Congresso Brasileiro de Lipedema...

What inspired you to specialise in lipoedema?

As a lipoedema patient who discovered the disease after years of suffering from it,

| was undoubtedly motivated to want to understand more about it and to help other
women going through the same thing. I love studying the disease and applying what
| learn to my life and those of my patients. With this in mind, | founded ABRALI.

Why is the Brazilian Lipedema Congress important?

We have a huge number of patients and professionals in our country who want to
understand more about the subject. Bringing professionals and patients together to
talk about this complex disease is extremely important.

What do you hope it will achieve?

| hope to change the scientific landscape of lipoedema in Brazil and
worldwide, as the Congress aims to encourage professionals to study
more about the disease.

What changes or developments would you like to see
in the field of lipoedema research and treatment in the
next five years?

| hope that the disease will be recognised in scientific circles
and in the health service, especially the public health service.
That way, more women will have access to the right treatment
and quality information.

What’s your number-one piece of advice
for people with lipoedema?

Get a better understanding of the disease so that we can
control it. Even though it’s a disease without a cure, it can be
controlled and this will lead to a better quality of life.

who will speak on surgery in the treatment
of lipoedema; Dr Karen L Herbst on the
clinical criteria and complementary exams
for accurate diagnosis; Dr José Luis Simarro,
on unravelling the mysteries of the
pathophysiology of lipoedema; and Dr
Philipp Kruppa, on the LWA Delphi First
Guideline on Lipedema.

There has been a lot of interest by
people considering attending the event,
which has capacity for around 500 healthcare
professionals to attend in person. Patients
can also register on the website to attend

the ‘patient day’ remotely. The event is the
first of its kind in Brazil with international
support from major lipoedema organisations,
including the Lipedema World Alliance

(LWA) - lipedemaworldalliance.com -
and the Portuguese association andLINFA
(andlinfa.pt), as well as Lipoedema UK.

The LWA will be represented by the President,
Dr Sandro Michelini, as well as board member
Dr Philipp Kruppa and one of the founders,

Dr Stefan Rapprich; along with Kate Forster,
who is also on the LWA board as a
representative of Lipoedema UK.

For info and to book tickets, visit the website: https://congressolipedema.com.br/global/

Living with Lipoedema



up and select Lipoedema UK as your chosen charity, then browse

and shop online. Once you've clicked through to your chosen
shop, you just shop as normal, but as long as you've clicked through
from giveasyoulive.com, they’ll know you are a Give As You Live
shopper, which enables a donation for Lipoedema UK to be added
automatically to your account. These donations are paid for by retail
partners as a form of commission to Give As You Live for sending
them sales - there is no cost to shoppers or charities.

Easyfundraising works in the same way, turning daily shopping
into magical funds for Lipoedema UK. The website partners with over
8,000 brands who will donate part of what you spend to a cause of
your choice. Again, it doesn’t cost shoppers anything because the
donation is covered by the brand. Brands pay Easyfundraising a
commission when you start your shop from easyfundraising.org.uk
(or the app), which gets turned into a donation.

Both of these websites are a brilliantly easy way to donate, and
even work for everyday grocery shopping and household essentials.
They have an astonishing number of retail partners. For example,
participating brands include well-known supermarkets and food

To use the Give As You Live scheme, all you have to do is sign

shops such as Asda, Marks & Spencer, Morrisons, Majestic, Sainsbury’s,

Tesco and Waitrose. Other shops include Argos, Boots, Clarks, Currys,
Dunelm, Ebay, Homebase, John Lewis, Matalan, Mountain Warehouse,
Sports Direct, TK Maxx, Trinny London, Waterstones and W H Smith.

© OUR CORPORATE SPONSORS

Raise funds
eaS|Iy Wlth

they are the cornerstone that enable us to continue our work.
One really easy way to help us is by signing up to Give As You
Live (giveasyoulive.com) or Easyfundraising (easyfundraising.org.uk),
two websites that offer a free and super-easy way to raise
money for your chosen charity...

There are even ticket and holiday companies within the scheme,
such as Booking.com, Expedia, National Express, P&O Ferries,
Thomas Cook, Ticketmaster, Trainline and Travelodge.

To see all the participating shops, visit
easyfundraising.org.uk and giveasyoulive.com

Debenhams - TESCO
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Lipoedema UK is very grateful for the continued support of our corporate sponsors...
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FUN & FUNDRAISING
Aiming high!

Earlier this year, Kelly McAra
climbed Mount Snowdon to raise
money and awareness for lipoedema.
Having been diagnosed with stage 3
lipoedema in 2021, Kelly went on
to have three surgeries, which
removed a total of 31.2 litres

of lipoedema fat from her legs,
arms and stomach. Her
experience has made her

a passionate campaigner

for lipoedema patients...

1/} B efore my surgery, | had so

much pain, and living with
the condition is also psychologically
hard. Following my decision to have
surgery, | had to have faith that it would

. . Kelly says she used

be okay and thankfully it was - I'm like o Fgalen i
a new woman and | feel 1,000 times up the stairs due o
better. It made me want to challenge to lipoedemapain' ;7
myself and prove to myself that the B
journey through surgery was worth it,

so | decided to climb a mountain. friends did it with me - they were a tower of  afraid that | wouldn’t complete the
I don’t know how | managed it to be strength supporting me. Rather than taking challenge, and he pulled £10 out of his
honest. It was really tough, sometimes the easiest path to the summit, we took the pocket and said, ‘You'll get up that
climbing on hands and knees, but my harder route. | wanted to give up ten minutes  mountain now you've got your first
in, but what spurred me on when | was donation.” | felt the weight of that £10 in

struggling was a chap on the route, my pocket but it really helped me get to
who asked about the charity on my the top. On the way down, we took a few
t-shirt. | told him about lipoedema, stops to take it all in. It was beautiful.
and he asked for my JustGiving Obviously raising money for the charity
page. | confessed that | hadn’t even has been amazing, but | also have a
created a page, because | was so strong pull to help get awareness of this
debilitating condition out there. Since the
climb on 1 June (which | chose to coincide
with Lipoedema Awareness Month), so
many people have reached out, asking
about the condition and sharing that
they think their daughter or friend has
it, too, and it means a lot to me.
| used to struggle with climbing just
one set of stairs due to the lipoedema
pain and discomfort, and now I've
climbed a whole big mountain and |
am so proud of this lipoedema body
of mine for allowing me to achieve
something | never thought possible.

1o Sara Percival and her new
husband on the occasion of
their marriage, which too_k
place at Halloween. Sarat_\ is
one of our much-loved Clinical
Advisors and Trustees.

The team at Lipoedema UK
wishes the newly married
couple every happiness.
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PS5 CHECK OUT OUR WEBINAR LIBRARY
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Liposuction:
J not recorded t . . .
a mother and her ed to protect participants’ privacy. An. essentlal
two daughterg story s If you aren’t yet a member and would like gl'-“de.to |IVII'Ig .
.............................................. B access to the webinars, please join us by with lipedema
MEMBERS’ WEBINAR Lipﬁ&demaé signing up on our website TUUUUUHNENBERS WEBINAR —
i www.lipoedema.co.uk MEMBERS' WEBINAR LipﬂEdemaé
The New Science

of the Microbiome

Why | love |
Lipoedema UK's webinars... S

| have been a member of Lipoedema UK’s online Health & Wellbeing (H&W) group
since its inception in August 2020. Although we initially came together on account
of our similar medical problem, the group quickly became friends. That friendliness
is still important today, and we welcome any new members as they join our

Thursday evening sessions.
H&W get-togethers have expanded into online

Over the last few years, the
webinars, including some eminent medical experts and professionals talking to us

about all things lipoedema. Having attended almost every session, | can honestly
say that the quality of speakers is amazing and the information imparted by them
is useful no matter where you are in your lipoedema journey. We are lucky to
have such a fantastic team running the charity who are forever searching out
speakers on subject matter that is important to their membership.

Although | greatly enjoy hearing from the medical professionals, there is a
special place in my heart for the regular Nurse Consultant & Clinician Open Clinics,
which work as Q&A sessions with clinical advisors. We have all got to know the

advisors well over the years, they are SO generous
with their support and guidance to us all.

(ey

Nicky Temperton - Lipoedema UK Member

PROFESSOR
MANUEL CORNELY

istock / Bulgakova Kristina
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