Published online: 2020-10-01

& Thieme

Response to the Letter to the Editor regarding Lipoedema - myths and facts,
Part 1 and Part 5. European Best Practice of Lipoedema - Summary
of the European Lipoedema Forum consensus. Phlebologie 2020; 49: 31-49

We are delighted to receive the letter from
the USA; it shows that our series of articles
is not only read in Germany and Europe but
worldwide. Two and a half years after the
publication of part 1, all 5 articles of the
series can be found among the top 10
“most read articles” of the “Phlebologie”
(1, August 2020) [1]. In Europe as well, the
“Myths and Facts about Lipedema” have re-
ceived a great deal of attention and con-
tribute further to a much-needed paradigm
shift regarding this disease. Renowned
Lipedema experts from 10 European coun-
tries support the consensus on lipedema
elaborated in part 5 of the series [2]. In
“Pathways”, the official magazine of the
Canadian Lymphedema Framework, the
myths about lipedema as well as the para-
digm shift will be the main topic of the
autumn issue.

We are aware that in the USA the old nar-
rative regarding lipedema is still being re-
tained. There, three patient organizations
with strong media coverage and strong fi-
nancial backing as well as a few physicians
closely associated with these organiza-
tions dominate the opinion on lipedema:
Lipedema Simplified by Catherine Seo [3],
Fat Disorder Research Society (FDRS) [4]
and Lipedema Foundation [5], the latter
two being interconnected closely. Felicitie
Daftuar is both a member of the leader-
ship team of FDRS [6] and founder and Ex-
ecutive Director of Lipedema Foundation
[7]. This is important to note, as the au-
thor of the letter to the editor - Karen
Herbst - is very closely connected to FDRS
[8] as well as to Lipedema Foundation [9].
Since 2015 Felicitie Daftuar has been sup-
porting Karen Herbst’s projects with mil-
lions of Dollars [10, 11].

Before we discuss the co-signers of the
letter to the editor, we will clarify the dis-
puted points A to F.

The author of the letter begins her let-
ter with the statement: ,Lipedema is a dis-
ease of loose connective tissue (LCT) - not
just fat. Constituents of LCT include cells and
an extracellular matrix of collagen fibers
around glycosaminoglycans (GAGs) bound
to sodium and water.”

However, there is no scientific evidence
of lipedema being a disease of the loose
connective tissue; the author does not
provide any scientific reference supporting
her statement. In contrast, the statement
of the loose connective tissue having an
extracellular matrix that consists of fibers
and basic substance (here also glycosami-
noglycans) is correct. It is also true that
glycosaminoglycans have a high water-
binding capacity. The connection between
glycosaminoglycans (GAGs) and lipedema
is explained by the author in point A.

Regarding A. Edema

She writes “Edema is defined as excess inter-
stitial fluid (IF) (2) that is free, or bound in a
GAG gel as in lipedema.”

While the first half sentence of this
statement certainly represents correct
and general medical knowledge, the sec-
ond half sentence ("or bound in GAG gel
as in lipedema") lacks any reliable proof.
The source for this statement is the au-
thor’s own work mentioned under A.2,
which will be discussed further below.

Regarding 1.

The described “overgrowth of blood ves-
sels in lipedema tissue” was only found in
the obese lipedema study population of
the mentioned study of Al-Ghadban, not
in the group of non-obese [12]. Thus, the
described changes are much more likely
to be attributed to obesity and not to the
lipedema syndrome. In the recently pub-
lished work by Felmerer, Hagerling and
Gousopoulos in pure lipedema patients,
only “increased adipocyte size” could be
detected. Although the VIPAR method of
3-D reconstruction developed by Hager-
ling was used in this histopathological
examination, there was no evidence of al-
tered lymphatic or blood vessels in lipede-
ma patients [13].

The co-author Gousopoulos gave a
presentation on the results of the work
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mentioned by the letter at the German
Congress of Lymphology 2019 in Bad Kro-
zingen. His conclusion, which can also be
read in the congress abstract, is: “No mor-
phological changes in the lymphatic com-
ponent are present in lipedema” [14]. Fur-
thermore, there is no scientific evidence of
“leaky capillaries” in the lipedema syn-
drome. The source given by the author
dates in 1986 and did not discuss the lipe-
dema syndrome.

Regarding 2.-6.

Points 2 to 6 regularly refer to the concept
of existing GAGs in lipedema. The only
source mentioned to describe this concept
of GAGs in lipedema is a work by the au-
thor of the letter herself. For those interes-
ted in Herbst’s understanding of science,
this paper (“Lipedema Is Not Just Fat”) is
recommended [15]. The statements she
made there were in no way comprehensi-
ble to us. Neither do the sources men-
tioned by Herbst give any indication as to
how GAGs are connected to lipedema. It
is true that the review by Reed and Rubin
mentioned by Herbst deals in detail with
glycosaminoglycans - but in a completely
different context. GAGs do not occur in
the studies mentioned by the author of
the letter, and the references to lipedema
seem to us — with all due respect - to be
far-fetched. The question what the postu-
lated GAGs have to do with the strong pain
symptoms reported by patients remains
unsolved.

It is therefore not surprising that this
concept has not been published in a scien-
tific (peer reviewed) journal, but on her
own website Lipedema.com [16], which
she operates together with co-signatories
and lipedema activists (Kahn, Iker and Ehr-
lich) [17]. Herbst and the same co-signa-
tories are also the editors of a book (Lym-
phedema and Lipedema Nutrition Guide:
Foods, Vitamins, Minerals and Supple-
ments), for which the chairman of the Li-
pedema Foundation, Felicitie Daftuar,
wrote the foreword [18].
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Yes, we know this may read a bit com-
plicated, but it is important to understand
how “science” works in the US when finan-
cially strong patient organizations - with
their own interests — enter close coopera-
tion with practitioners.

Regarding the facts

Edema are defined as “abnormal accumu-
lation of fluids” in the tissue [19]. How-
ever, neither clinical examination nor ima-
ging could ever prove a relevant edema in
patients with lipedema syndrome [20]. A
multi-centric study using high resolution
ultrasound on patients with the diagnosis
lipedema did not find any proof of fluids
within the soft tissue of the legs [21]. In a
study published in 2020, in which patients
with lipedema syndrome are examined by
MR lymphography, the authors conclude:
“The fat tissue was homogenous, without
any signs of edema in pure lipedema pa-
tients” [22]. The presence of edema has
never been described in histological exam-
inations either [20]. Reich-Schupke, Alt-
meyer and Stiicker wrote in their pioneer-
ing article in 2012: “The term ‘lipedema’ is
actually misleading, since it is not an ede-
ma in a sense of accumulation of fluid in
the tissue” [23]. This was confirmed by
the authors of the Dutch lipedema guide-
line, in which they described lipedema as
an “unfortunate term”, as it suggests fluid
in the tissue where no fluid can be found
[24]. Finally, the European Lipedema
Forum - an international group of high-
ranking experts from seven European
countries — summarized in a highly recog-
nized consensus paper: “There is no scien-
tific evidence that Lipedema is an ‘edema
problem’” (emphasized in the original)
[25].

Regarding B: Manual Lymph
therapy and compression

Besides their own pilot study on 7 (!) pa-
tients treated with “whole body manual
subcutaneous adipose tissue (SAT) ther-
apy”, the only therapy studies focusing on
lipedema mentioned in this section by the
author of the letter are the two studies by
Szolnoky et al. The scientists investigated

the effect of Complete Decongestive Ther-
apy (CDT) on lipedema. CDT consists of
manual lymphatic drainage (MLD), com-
pression, movement and exercise therapy,
skin care (recently also with additive self-
management) [26]. Patients in this study
reported an improvement of symptoms
under CDT.

Unfortunately, the author of the letter
to the editor confuses MLD and CDT. The
study of Szolnoky et al. does not clarify
which of the above-mentioned compo-
nents of CDT have actually been effective.
Compression and sports are effective in
the treatment of lipedema due to their
anti-inflammatory effects. This was de-
scribed in part 5 of the article series and is
consistent with the European Consensus
[25]. The effectiveness of MLD, as claimed
by the American author, remains without
evidence.

Furthermore, the question arises: If, as
explained above, there is no evidence of
relevant fluids in lipedema, what is the
point of the repeatedly demanded drain-
age? Which substance in the soft tissue of
the legs should be drained with MLD, fatty
tissue?

Regarding C: Lipohypertrophy

The painless and complaint-free increase
of leg volume is called lipohypertrophy in
German speaking countries, in accordance
with Herpertz [27]. This is a far-reaching
consensus and makes sense. If the dispro-
portionality of the legs - which is per-
ceived subjectively by the patient - would
already fulfill the criteria for the diagnosis
of lipedema, the door would be opened
to the abuse of any kind of therapy (espe-
cially regarding the current ideal of beau-
ty, which prefers thin legs and is propaga-
ted in online-media). The author of the
letter to the editor further writes: “A wom-
an with painful lipedema who underwent
therapy and has no pain, still has lipedema”.
We agree with this statement. Similarly, a
patient with arterial hypertension who
has normal blood pressure after taking an-
tihypertensive medication, still has arterial
hypertension. However, before taking the
drugs, the physician measured elevated
blood pressure. The same applies to the
symptoms of lipedema syndrome.
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Regarding D: Obesity,
secondary lymphedema
and bariatric surgery

Obviously, lipedema, lymphedema and
obesity are quite different diseases. In or-
der to differentiate these, the experienced
clinician does not need a biomarker. How-
ever, over 80 % of patients diagnosed with
lipedema are obese, about 50 % even mor-
bidly obese, which means they have a
BMI = 40 kg/m?2 [28-33]. On these facts,
the international data is very consistent.
In other words: lipedema and obesity oc-
cur together in the vast majority of wom-
en. Morbid obesity can lead to a lymphatic
drainage disorder or lymphedema in some
patients. The pathophysiology of this is
well documented and - usually - not dis-
puted [34, 35]. Patients with obesity-asso-
ciated lymphedema are the fastest grow-
ing group of patients in the European
Center for Lymphology in Hinterzarten.

The author of the letter to the editor
writes: “Many severe obese women with li-
pedema do not develop lymphedema”.
We agree with this statement. However,
not every “chain smoker” suffers from
bronchial carcinoma. And certainly, the
author agrees with us that “chain smok-
ing” carries a significantly increased risk of
developing bronchial carcinoma.

We are glad that the author mentions
the biomarker PF 4 which is currently pro-
pagated by Stanley Rockson and is increas-
ingly being promoted in lipedema patient
forums. According to Rockson et al., PF 4
hints to a lymphatic dysfunction underly-
ing lipedema: “Finally, our results support
the prevailing hypothesis, that in lipede-
ma, lymphatic dysfunction plays a role”
[36]. In a current webinar of Lipedema
Simplified (the other above-mentioned
lipedema patient organizations), Rockson
presents a patient - supposedly - suffer-
ing from lipedema (“This patient has lipe-
dema”), showing that PF 4 was increased
[37]. The here presented lipedema patient
obviously suffers from a (probably obesity-
associated) lymphedema with already ex-
isting stasis dermatosis! We can believe
that PF 4 is increased in those patients.
However, the correct diagnosis of the
patients is essential to enable the produc-
tion of valid and serious results. This also
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applies to imaging studies. Already earlier
clinical studies using indirect lymphogra-
phy and lymph scintigraphy showed that
lymph transport from the subepidermal
compartment is not impaired in lipedema
patients [38-40]. Furthermore, recent
studies with modern histopathological
examination methods did not provide evi-
dence of altered lymphatic vessels in lipe-
dema patients [13].

The data on long-term success of baria-
tric surgery in morbid obesity is very con-
sistent and convincing [41-49]. A current
study of the University Hospital in Freiburg
in cooperation with the European Center
for Lymphology in Hinterzarten regarding
the effects of bariatric surgery in severely
obese patients with lipedema syndrome
shows a success of this therapeutic option
and confirms our experiences made since
2008 with this group of patients [50].

Regarding E: Psychology

Here, too, we disagree with the author of
the letter to the editor. In a study of 150 pa-
tients with a confirmed diagnosis of lipede-
ma syndrome, 80 % of the women present-
ed mental disorders (mostly depression,
eating disorders or post-traumatic stress
disorder) or severe psychological impair-
ment such as burnout or chronic stress.
However, these disorders or severe mental
impairments existed before the develop-
ment of lipedema-associated pain in soft
tissue [29]. Purely in terms of formal logic
- and this has been verified - something
that temporally precedes the development
of lipoedema cannot be its consequence. In
other words: the lipedema syndrome can-
not be the cause of this psychological
stress. The influence of psychological stress
and mental disorders on the development
of pain as well as on pain perception has
been studied extensively and is very consis-
tent [51-57]. Compared to the 12-month
prevalence of these mental disorders in
the general population [58], depression
and eating disorders were significantly in-
creased in the 12-month period before the
onset of lipedema-associated pain symp-
toms [29]. Therefore, the statement “psy-
chological factors can contribute signifi-
cantly to the development of lipedema”,
which was criticized by the author of the
letter, is well documented.

Regarding F: Liposuction

We know that many patients disagree on
performing liposuction depending on the
body weight (and therefore the Body
Mass Index).

The European Consensus, which was
criticized by the author of the letter, con-
siders a BMI of 35 kg/m2 with simulta-
neous central obesity as the upper limit
for liposuction. Above a BMI of 35 kg/m?
(with rare exceptions), the obesity of the
lipedema patient is in the foreground and
should be focused on. The European Con-
sensus recommends reviewing the indica-
tion for bariatric surgery. This corresponds
to the recommendations of the S3 guide-
lines of the German Society of Surgery of
Obesity. The positive effect of bariatric
surgery on the lipedema syndrome has
been investigated and confirmed [50]. We
consider liposuction in patients with clear
central obesity to be malpractice. The
criteria for liposuction were clearly defined
in the European Consensus [2].

In Germany, too, the - largely similar -
assessment of the Federal Joint Commit-
tee (GBA) led to an outcry of indignation
from patient representatives. The self-
help associations described the GBA’s de-
cision as a “farce” [59]. In a press release
worth reading (because it is demasking)
issued by the organised self-help group
for women with lipedema on 9-20-2019,
liposuction is hyped as a “saving treat-
ment”, “to prevent a life in a wheelchair”
or even a "very premature mortality" [60].
Nothing could be further from reality! Nei-
ther does pure lipedema (without being
accompanied by severe obesity) lead to a
“life in a wheelchair” nor to a “strongly
premature mortality”. Furthermore, we
are not aware of any data that indicate
liposuction to be a “saving treatment” re-
garding the prognoses presented above.

However, the reasoning of the author
of the letter is also noteworthy: “We dis-
agree that Liposuction is not a treatment
option in patients with a BMI >35 kg/m?
and central obesity (WHtR >0.5) [1] Wom-
en can develop lipedema LCT on the abdo-
men [14]”. As a source for this “lipedema
of the abdomen”, the author again cites
one of her own publications.

The lipedema of the abdomen was al-
ready mentioned in a critical letter to the
editor by Schmeller in 2018. Thus, Schmel-
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ler wrote: “The association of subcuta-
neous fat increases localized at trunk and
extremities as consequence of obesity or
as consequence of the lipedema ... can be
very difficult, partly probably also impossi-
ble”. And further down: “Whether the adi-
pocytes of the lipedema cause an increase
in volume and weight viscerally in the
abdominal area in addition to the subcutis
of the extremities can currently not be
assessed with certainty” [61].

In the following, we will quote our repli-
ca to Schmeller’s thoughts at the time
[62]. “We would like to emphasize that
subcutaneous fat tissue proliferations on
the abdomen or adipocytes in the abdom-
inal cavity should NEVER be brought into a
connection with lipedema! Thought
games such as this one lack any scientific
evidence. In these regions there are no
pain symptoms reported by the patients.
However, we can already see - on a daily
basis — patients who are presented to us
with a diagnosis of lipedema (or “lipolym-
phedema”) and who are convinced that
their lipedema is the cause of their weight
gain, their obesity. More and more often
we see obese patients who claim to suffer
from “whole-body lipedema” or “lipede-
ma of the abdomen” - which is also often
certified by medical colleagues - and who
see this as the cause of their weight gain.
Here we would like to shout out loud to
the author of the letter: “HOLD MR.
SCHMELLER, NO; PLEASE DO NOT OPEN
THIS PANDORA’S BOX!” (end of quote). It
seems that the box has now been opened.

Ultimately, this letter to the editor also
reflects the controversial debates of re-
cent years, which the first author of the
series of articles with Karen Herbst, but
also with Felicitie Daftuar, has held on
stages and conferences in the past. We
are concerned that the very narrow US-
American view of lipedema, a view that ig-
nores the problem of obesity as well as the
- pre-existing — psychological burdens on
women, does not do justice to the com-
plexity of this disease.

A final word on the co-signers of this
letter. Nearly every person listed there is
connected with “The US Standard of Care
Committee”. If you enter this supposed
organization in Google, you will not find
any entry. However, you can find them on
Herbst’s own website “lipedema.com”
mentioned above, where the author of
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the letter, Karen Herbst, was also able to
publish her contribution to the GAGs.
There, they refer to a meeting that took
place in April 2019 in Baltimore and in
which 18 of the 22 co-signers took part.
The author of the letter to the editor and
the two patient organisations FDRS and
the Lipedema Foundation mentioned
above [63] had invited to this conference.
One of the aims of the meeting in Balti-
more was to develop US guidelines on lipe-
dema. Imagine this situation in Germany
(or other European countries): Lipedema
self-help groups organize a conference, in-
vite “self-selected physicians” and then
develop a so-called guideline.

Research and therapy that is indepen-
dent of interests, which would be essential
especially in the case of lipedema, certain-
ly works differently.

Further, other co-signatories who do
not belong to this group also have close
links to the Lipedema Foundation [64, 65].

CONCLUSION

Money makes the world go round -
this also applies to patient-funded
and thus controlled research into lipe-
dema in the USA.
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