Understanding Lipedema

Guenter Klose, CI, CLT-LANA, and Roman H.IC Strofenreuther, MD

he term “lipedema” was first used in

1974 by Auen and HINES. Their publica-

| tion is regarded as "the classical
description” of the syndrome®:P- 194

“We wish to describe a clinical syndrome,
lipedemna of the legs. which is frequently
very distressing. In our experience it af-
fects solely women. The chief complaint
is of swelling of the legs and feet...On
questioning, the physician may eficit that
enlargement of the limbs has afways been
generalized and symmetrical. The swell-
ing below the knees js accentuated when
patients are on their feet much and in
warm weather. Aching distress in the legs
is common...Occasionally, a patient feels,
that her large legs have ‘ruined her life.'
Many are ‘ashamed’ of their legs.”

This describes the patient’s problems very
well, but itis difficult to define lipedema pre-
cisely because the definition depends mainly
on subjective findings. There are no medical
or laboratory tests to distinguish local lipohy-
pertrophy (local fat tissue increase) of the legs
or hips from lipedema or general obesity.
Consequently, lipedema is not generally
accepted as a real disease. We will attempt to
describe the current knowledge on the patho-
physiclogy and treatment of lipedema.

Lipedema is a metabolic disorder of the
adipose (fat) tissue with unknown eticlogy,
affecting aimost exclusively females. The fol-
lowing clinical and pathophysiclogical findings
are of importance for differential diagnosis.

The term “lipedema” was chosen by ALLEN
and Hines®'2® to describe a symmetical swell-
ing of both legs, extending from the hips to
the ankles and excluding the feet, caused by
an abnormal amount of subcutaneous adi-
pose tissue. Typically, bulging masses can be
found in the proximal thigh region and at the
medial aspect of the knees. Occasionally,
large, overhanging and hypersensitive fat-
lobes develop in these areast®RRB:, |n
others, contours of the legs are more funnel-
shaped, with a decrease of the adipose tissue
noted below the knees. Some individuals
present with similar changes in the arms
especially when patient is also obese¥®®.

Most patients report slow onset of symp-
tomns, often in connection with beginning of
puberty®33536485; in other cases, there is no
specific time of onsete248128 Some patients
report that other ternales in the family also
suffer from lipedemna@ 1%, ALLEN and Hings'=®
found a positive family history in 20%(n=119),
but epidemiologic studies conceming
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lipedema do not yet exist. There is no evidence
of a specific genetic disorder or incidence
related to race!™.

FIGURE 1:

Typical distribution paticrn
of the increased fat masses:
1 =hip cushion; 2=proximal
thigh bulge; S=medial knee
bulge; 4=fatty cuff at the
malleoli; 5=local pre- or
retromalleolar lipoma®.

Numerous impairments result
from the abnormal patho-
physiology of the tissues. The
gpidermis and subcutaneous
S & tissues of the lipedematous
legs show a decreased elasticity®##7%.
Aging causes further loss of skin elasticity'®®

65,67,1260

and progression of the condition?#841e
Problems with normal ambulation (walking)
lead to secondary orthopaedic deformities of
the knees and feet!s17222333842, The tissue
resistance to the contracting calf muscles (calf
muscle pump) is too low and results in passive
hyperaemia and an increase infiltration of water
through blood capillaries, resulting inincreased
lymphatic water load. Swelling occurs when this
fluid load exceeds the transport capacity of the
lymphatic system%7#, Blood capillaries are
fragile and even insignificant trauma (e.g., hitting
the leg on atable corner) can cause the devel-
opment of small haematomas and a further
increase in lymphatic loads425:128, Blood
Continued on page 2
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coagulation tests for this condition aré
typically normal. Itis not surprising that
many patients develop an ernotional disor-
der considering the physical appearance
of the legs AtLen and HINES pointed out:
“Patients with lipedema ordinarily are
very sensitive about the appearance
of their legs; they wear fong SKirts,
avoid appearance in Swimming suits
and stand behind chairs at parties
...They are likely to be mitror peep-
ers, searching repeatedly in mirrors
for evidence that the appearance of
their legs is not actually as bad as it
seems to be'® r-124_Evidence of
neurosis is likely to be found. Occa-
sionally, a patient feels that hier large
legs have 'ined her life.” Many are
‘ashamed’ of their legs™®?#."

One patient described her situation:
“When you become older, you also
become a little more overweight and
your legs ‘go through the roof.” You
develop constant rubbing between
your thighs; in summer it is itching
and becomes sore. With age you
alsa become more lazy—and, be-
cause of this constant itching and
pain, you don't see any possibility for
doing exercises. As the obesity wors-
ens, lower back pain develops, the
joints begin to hurt and your friends
make silly jokes about your shape—
and finally you rest at home, your only
consolation is the chocolate in your
nightstand and you will be unable o
get out of this vicious circle!”

After some years, in cases of coexist-
ing general obesity, lipedema can trans-
form into lipo-lymphedema (STEMMER'S
sign is now positive) in which fatty tissues
begin to hold fluid'*, Furthermore, there
is a correlation between obesity and dis-
turbances of vascular edema protective
ref|exesg,2ﬂ,25.51 .52,53,5-!1.50.65.?5,85.100,101I Which
leads to additional lymphatic water load.
Edema is always the result of lymphatic
insufficiency and, indeed, the lymphatic
systemn shows typical pathological
changes. The pre-lymphatic channels are
widened; lymphatic capillaries have
aneurysm-like changes® and we find an
irregular corkscrew-like course of the
lymphatic vessels*'°"!"7. The increased
adipose tissue and the enlarged adipo-
cytes most likely deform these thin lym-
phatic structures®'2,

When lipo-lymphedema is present,
pitting (indentable) edema in the lower
legs can be noted when the person is
upright or walking. This edema causes an
uncomfortable feeling of tension. A rever-
sal of the edemalis possible after elevation

of the legs for a longer period or over-
nightﬁﬁ]ﬁ?.da,w?_

Scintigraphy of the lymphatic system?
satie1T118124 ghows contradictory results.
Sometimes, a reduced outflow in com-
parison to normal persons is described'™
117125 gnd other times, normal results
were found?"*?, The decreased transport
capacity of the lymphatics due 10 aging
develops faster than in healthy legs®.

Unfortunately, there are no universally
accepted guidelines for diagnosis of
lipedema and, in some cases, the differ-
entiation between lipedema and lipo-
lymphedema is difficult*™ 2. The typical
progression of lipedema is as follows:

« In the first stage of the disease, the
skin of the legs appears soft, smooth
and regular. But palpation reveals
changed structures of the adipose
tissue that have a resemblance to
“small Styrofoam balls™"'2,

In the second and third stage, the
tissue structure becomes mare and
more nodular and tough, developing
large deforming fatty lobes®™'®, espe-
cially at the inner side of the thighs, the
knees and above the ankles®.

DIFFERENTIAL DIAGNOSIS
The diagnosis of lipedema can be
difficult in the early stage or if a combina-
tion form exists. Differential diagnosis of
LE and lipedema is, in most cases, pos-
sible by taking the medical history and
evaluation of the Stemver’s sign. Distinc-
tion between primary bilateral lower ex-
tremity LE and lipedema can be difficult,
although bilateral LE usually presents
asymmetrically in contrast to symmetrical

presantation of lipedema=2428984.115,

TREATMENT OF LIPEDEMA

While some of the pathophysiological
tissue changes contributing to lipedema
FIGURE Z:

Typical shape of wi- and bilateral
lymphedena and lipedema (1 tor).

are identified, the real cause of the dis-
ease remains unknown. Therefore,
therapy is predominantly symptom ori-
ented. The goal must be to improve the
disturbed lymph transport, the patho-
physiological changes in microcirculation
in the enlarged adipose tissue and a
reduction of pain and the fat masses,

The most common therapeutic inter-
vention for lipedema is Cornplete Decon-
gestive Therapy (CDT)*# 42128127, The
main constituents of this therapy concept
are Manual Lymph Drainage (MLD) 144423
and compression therapy515429.108128,
Diet, skin care and remedial exercises
are also very important.

At the Lymphologica 1999 in Marburg/
Germany, BrRENKE reported, a volume
reduction of 3.2 liters after a 3-week in-
tensive therapy (mean initial volume of
23,3 liters: the average volume reduction
at the thighs was 2.85 liters). In our De-
partment of Lymphology (Freiburg/Ger-
many), the mean volume reduction after 2
weeks of CDT is 14 % on average.

After initial decongestion through MLD
and compression bandages, the patients
are fitted with custom-made compression
stockings. Permanent compression ther-
apy causes significant reduction of adi-
pose tissue's*, has a positive influence
on the disturbed veno-arteriolar response
and improves relative insufficiency of the

BILATERAL PRIMARY LYMPHEDEMA

DIFFERENTIATION | LIPEDEMA
Sex <t | almost exclusively women more women than men
Béginning .~ | often with the menarch aften with the menarche
| Development’ simultaneous begins at the whole legs | usually distal beginning
Extent ? from the lliac crest to the ankle; no whole leg, involvement of the dorsum
e involvement of the dorsum of the feet the feet
Stermmerssign’ © | negative positive
Distribution. - . © | symmetric asymmetric
Painhypersensitivity | yes no
Skin temperature | decreased normal
Skin color normal, sometimes pale or cyanotic normal
| Haematorra yes,even after minor injury no

Tigsue consistence

for a long time very soft tissue;
later development of fibrosclerosis

progressive lymphostatic fibrosclerosis

Edema

“| pitting edema of the lower legs only
after prolonged orthostasis

pitting in stage |, later fi brosclerosis

Dorsum of the fest’

no edema edema in most cases
Hyperkeratosis no yes
Cellulitis | no often

Influence of posi-
tioning on edema

|| only decreases the orthostatic ederma

significant decrease only in state |

./ March 2007 €
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Left 2 photos: Patient with hpo-t)mtpedema;
in-patient Phase-1 CDT given within one year.

before treatment and after 4 months of
Weight reduction was 60 kg and leg volume

reduction of 21 liters. Right 2 photos: Same patient, posterior view.

and improves relative insufficiency of the
venous pump of the lower legs.

Exercise and sport activities are recom-
mended, but the effect on adipolysis or
the loss of leg and hip fat is often disap-
pointing. Nevertheless, some younger
patients report an improvement when
working out 4-5 times a week, a minimum
of 45 minutes and with an exertion rate of
75% (related to the maximum heart fre-
quency). This recommendation may be
unrealistic for sorme women. Some pa-
tients feel a positive effect after Knewre
(hydrotherapy) applications; currently
there is no research available concerning
this therapy method.

Weight reduction is absolutely essential
if patients are overweight because fipo-

lymphedema may develop particularly in
patients who are also obese®®. There are,
however, no specific dietary recommen-
dations for lipedema.

Additional therapy with external pneu-
matic compression is sometimes recom-
mended!®, Some patients report positive
results with pneumatic compression, but
controlled studies do not exist. ALLEN und
Hines® and others consider the use of
diuretics a mistake.

In some select cases, liposuction has
been recommended for the treatment of
lipedema. Surgeons have shown good
results, but problems also exist. After
liposuction, some patients develop
chronic lymphedema?®®2#7, lymphatic
cysts or large haematoma® and have

problems with wound healing. Moreover,
ihe cosmetic results are not always satis-
factory®. In recent years, the technique of
liposuction has improved, and complica-
tions are fewer. Experience with a small
number of patients indicates that the
combination of surgical techniques with
CDT may help to improve the results of
liposuction. (Schmeller et al: Disch
Arztebl 2005; 102:A 1061-1067 [Heft
15]). No definitive studies are available to
confirm this finding.

CONCLUSION
Lipedema must be differentiated from
local lipohypertrophy, primary LE of both
legs and general obesity. Until the real
cause of lipedema is known, treatment is
symptomatic. With adequate treatment
and optimal patient adherence, good
results can be achieved, progression of
lipedema can be halted and additional
health problems prevented.

Guenter Klose, CI, CLT-LANA
Klose Training & Consulting, LLC,
Boulder, CO—guenter@klosetraining.com

Roman Strifenrenther, MD
Bavaria, Germany
stroessenreuther@t-online. de

References available through the NLN
office or at www.iymphnet.org.
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Question Corner
ICathyyn McKillip Thrift, BS, CLT-LANA

Q; What is lipedema?
Many believe lipedema is an ab-

A normal accumulation and storage
of fat in the tissues. Why it occurs is not
understood. Lipedema Dcours predomi-
nantly in women, often oceurring or in-
creasing in severity at puberty, pregnancy
and peri-menopause. Usually, it runs in
tamilies and occurs in the legs, but occa-
sionally, it appears in the arms, &8 well,
There are some classical signs of this
sondition which include a “wall” or
“pracelet effect” at the ankle. Usually, the
taot is not involved unless LE develops,
which often happens after & number of
years if the lipedema is left untreated. The
legs, which typically look like mirror im-
ages of each other, aré often tender and
bruise easily. They may look like columns
(i.e., there doss not seem to be much
definition in their shape). The classical
picture of a woman with lipedema is one
who looks like a size 8 above the waist
and size 16 below the waist—lop half and
bottom half of body don't seem to mateh.

. Recently, | started seeing & new

*» massage therapist who has been
trained in Manual Lymph Drainagé (MLD).
She told me | possibly had the condition
called lipedema. As she was describing
the signs (both my legs are heavy and
equally so, there's a “hracelet” effect at
my ankles and my feet are not swollen;
my legs are extremely tender and | bruise
easily), | nearly cried as she was describ-
ing me exactly. How can | find a physician
who knows about this condition?

o Athough first described in the '40s

®» at the Mayo Clinic by Allen and
Hines, litile is known about lipedema in
this country. There is @ limited number of
doctors in the U.S. and Canada who truly
know about this condition, unlike Europe,
where it is a commonly known and diag-
nosed condition. Physicians and thera-
pists who are LANA certified are familiar
with lipedema. Check the resource guide
at www.lyrmphnet.org and www.clt-lana.
org for a physiclanftherapist in your area.
There are a few articles listed under
ipedema on vwav.google.com that you
could print out to take to your physician.

Q. s there anything that can be one
e for lipedema?

A. Since little is known about the

s cause of lipedema, the best
answer is "it depends.” Now, let me ex-
plain. If you mean: can lipedema receive
therapy that will help reduce the pain and
possibly the size of the legs? Then yes.

Manual Lymphatic Drainage (MLD) has
been found to be effective in managing
this condition.

If you mean: is there a cure? Then
sadly, the answer is no. Because the
cause is not known, a cure is not pos-
sible. However, with Complete Deconges-
tive Therapy (CDT), the symptoms can be
well managed. Following CDT treatment,
compression stockings can help control
the condition by preventing the depen-
dent edema that occurs in the legs during
the day. However, the number of fat cells
will not be reduced.

Diet has not been found 1o be particu-
larly effective in managing lipedema.
Many have found it extremely difficult o
lose weight and have battled their weight
for years, Recent research suggests that
diets that reduce inflammation might be
beneficial. The thought behind this is that
fat produces inflammation in the body;
thersfore, a way of eating that helps to
reduce inflammation might help with
lipedema. Stay tuned for future develop-
ments in this new light an the condition.

Q. Since lipederna has fat deposis,
e would liposuction benefit Some-
one who has lipedema?

A. This is a controversial subject.
e It would appeal lo one's sense of
logic that if the irouble is an extra amount
of fat deposited under the skin, then lipo-
suction should help. Here's part of the
reason this may be a faulty belief: the
amount of fat that would have 10 be
removed to make a sizeable difference in
the look of the legs would be too great
for the body and death could occur.
According to the website, www.liposuc

- tion.com, Standards of Safety dictate

“ the maximum amount of fat that can
be removed safely is probably about 610
8§ pounds.

“Whenever large volume liposuction

. has been used to attempt to treat obesity

by surgery, there has been a significant
increase in the incidence of serious
surgical complications. [In other words, it]
can be fatal., [Since] it is not safe to
remove huge amounts of fat by
liposuction...[it] will not be of any signifi-
cant benefit for an obese patient who be-
lieves liposuction wil &id in the effort 10
lose weight. Liposuction is not a good
treatment of obesity. Liposuction is not
effective, even as a last resort, for people
who are unable to lose weight by dieting
and exercise.”

Some plaslic surgeons do think the
newer tumescent wand could cause less
damage to the lymphatic system and be
less harmiful. Perhaps, some sculpting
can be done after there has been weight
reduction, but it should never be used
instead of weight reduction.

TReach Ms. Thrift at kmtcltlana@aol.com
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children facing a lifetime of treatments
from lymphatic disorders.

The enlire Conference was rmotivating
and brings forth new opportunities. As
advocates, we are the conduit between
those who suffer from and treat LE and
the general public who may have never
heard the term. It will require lots of effort,
but the journey has begun. | know that it
is already happening for me, through the
Breast Cancer Awareness programs.

As the Conferance came 10 aclose, my
brain felt like a giant swollen lymph node
in need of gentle and complete decon-
gestive therapy. However, through the
advocacy program, there is an avernue
through which the information can flow
and spread out to the world.

My special thanks to my fellow LSAP
advocates, Pat O’Connor, Joan White,
Bob Waiss, Debbie Miles, Jennifer
Fortener and Anna Kennedy for their
diligent work and for making me feel
welcomed and excited, and most impor-
tantly, to Saskia, for gently persuading
me to attend this Conference. Also, to
Carmelita Rifkin, PT, for insisting | buy the
red lymph-kicking cowgirl boots to begin
my work, W

LYMPHEDEMA THERAPY
CERTIFICATION COURSES

At Klose Training and Caonsuliing, we pravide the
highest quality Manual Lymph Drainage {(WMLD)
and Complete Decongestive Therapy com
{raining available in the U 8.

CONTINUING
EDUCATION COURSES

These courses provide an excellent opportunity
to advance your DT treatment skills, collsct
continuing education credits, as wall as network
with other experienced therapists.
Our course offerings include:
» Head & Neck Lymphedema
Management Course
« Kinesio Taping for Lymphedema
« Edema Management
Essentials (EME) Course

. ¢DT Advanced and Review Gourse
B I OSIE TRAINING &
COMSULTING ue

LYMPHEDEMA THERAPY CERTIFICATION COURSES

2885 Aurora Avenue, Suite 23
Boulder, Golorado 80303 .

Toll free: 866-621 -7888
Telephone: 303-245-0333
Fax: 303-245-0334

E-mail: info@klosetraining.com
www.klosetraining.com ———
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