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From Lipedema to Lipalgia Syndrome

Why We’'re Renaming the Condition—and What That Means for Patients, Doctors,
and Therapists

| A decision that was long overdue

We're changing the name. What we’ve previously called “lipedema” at our clinic will now be
referred to as lipalgia syndrome (formerly lipedema).

This is not a cosmetic change or academic quibbling, but rather the logical conclusion drawn
from what science has shown in recent years—and from what we experience here every day,
both in the outpatient clinic and on our wards.

After all, the name of a condition creates an expectation, and a false expectation leads to the
wrong treatment. That is exactly what has been happening with lipedema for decades.

| What the old name implies—and the harm it causes

The word “lipedema” contains the word “edema.” Edema means: fluid in the tissue. Anyone
who hears this name must assume that they are suffering from a condition in which water
accumulates in the leg and which, consequently, must be drained.

This assumption is incorrect.

In lipalgia syndrome, there is no edema. The lymphatic vessels are intact. There is no
lymphatic dysfunction. The German S2k guideline states this unequivocally in Chapter 4:

“lipedema is, first and foremost, neither an edema-related condition nor a
clinical picture involving venous or lymphatic dysfunction.”

And the International Consensus, the 2020 position paper published by experts from ten
European countries, reaches the same conclusion:



“Lipedema does not involve significant edema, nor does it impair the
lymphatic system.”

Even back then, this consensus drew the conclusion that we are now implementing: The term
“lipedema” is outdated and needs to be reevaluated.

Prof. Dr. Hugo Partsch, the legendary figure in phlebology who passed away in 2023, states in
the foreword to the same document: “Lipedema is not accompanied by edema, nor 1is
there scientific evidence of lymphatic insufficiency”—which is why decongestive
therapy is an inappropriate treatment for patients with pure lipedema.

And the evidence has not weakened since then, but rather has become more robust. Imaging,
histology, molecular biology, and impedance measurement all independently arrive at the
same conclusion—here in the authors’ own words (we have translated the English-language
citations):

Hirsch etal. (high-resolution ultrasound, multicenter registry study): Fluid retention
could not be detected in patients with painful lipohypertrophy. The authors
conclude “that the disease designation ‘lipedema’ is misleading and should be
reconsidered.”

Cellina et al. (MR lymphography): The adipose tissue was homogeneous,
“without any signs of edema in patients with pure lipedema.”

Felmerer etal. (Histology and Molecular Biology, Scientific Reports):
“Lipoedema is not caused by any detectable lymphatic abnormality; this
confirms its distinct pathological nature”—in contrast to lymphedema.

Mackie et al. (Indocyanine Green Lymphography, ALERT Center Sydney): In 34
of 40 women, the lymphatic system was found to be completely normal. In
the remaining six cases, the findings could not be attributed to lipalgia
syndrome: four cases involved a localized post-traumatic change at the
ankle, and one case involved a previously known primary lymphedema. The
authors’ conclusion: “the absence of lymphedema in a clear majority of women
with lipedema of the legs.”
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By Atzigen et al. (comparative histology, University of Zurich): Neither the
number nor the size of the lymphatic vessels differed from the control
tissue. The authors thus see this as confirmation of “the absence of
lymphatic vessel-related changes in lipedema.”

The International Lipoedema Association (ILA), the first international professional association
dedicated to this condition, also lists the assumption of edema as a myth in its awareness
campaign against misinformation—and clearly counters it: “Lipoedema 1is neither an
edematous nor a lymphatic disease.”

This is not an opinion. It is a medical finding!

A name that implies fluid accumulation where none exists is therefore not harmless. It is
misleading.

Why We Do Not Perform Lymphatic Drainage for Lipalgia
Syndrome

This is the real reason behind our decision.

Every day we see patients—both outpatients and inpatients—who have received manual
lymphatic drainage for years and continue to request it, even though they have nothing but
lipalgia syndrome. They request it because they’ve been told they have edema. They request it
because the name of the condition suggests the same thing to them. They want it because no
one has explained to them that there is no fluid buildup to be drained in this case.

Where there is no edema, there is no need for decongestion.

For this reason, the Foldiklinik has not treated lipalgia syndrome with manual lymphatic
drainage since 2021. This decision is not a cost-cutting measure, nor is it a dismissal of a
therapeutic method that we use daily and with conviction to treat lymphedema. It is the
logical consequence of a diagnosis.

Important: If, in addition to lipalgia syndrome, there is edema from another cause—such as
obesity-related, primary, or secondary lymphedema—then this will, of course, be decongested
and treated in accordance with guidelines. We treat what is present, not what the name
suggests.

| What Now Takes Center Stage: The Pain

The primary symptom of lipalgia syndrome is not swelling. It is pain. The new name says
exactly that: “lipos” for fat, “algos” for pain.
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This finally brings what women are actually suffering from to the center of treatment. And
with that, effective therapies are now available:

e Compression: Compression helps reduce swelling in cases of edema. With lipalgia
syndrome, however, there is no swelling to reduce—here, it serves to reduce pain and
support the soft tissues.

e Exercise with compression: anti-inflammatory, alters the pain threshold, and improves
mood.

e Psychosocial therapy: because when it comes to pain disorders, the question “physical or
psychological?” has long been answered: Every pain is always both.

e Weight management: today also involving medication with GLP-1 receptor agonists, and
bariatric surgery when indicated—because accompanying obesity significantly influences
the course of the condition.

Exercise in compression, psychosocial therapy, and the treatment of obesity—including
bariatric surgery—are recommended in the guideline with full consensus.

| What the New Name Means for You
We know that a name change can cause uncertainty. So let’s be very clear:

Your condition is real, recognized, and requires treatment. And in the future, every
healthcare provider will be able to immediately understand what your condition is all about
just from the name.

For the first time, the new name puts pain at the center. This makes it immediately
clear to everyone that pain is a central part of the condition and that treatments are designed
to alleviate that pain.

The suffix “-algia” opens up a wide range of effective therapies. In this context, the
body and mind are always interconnected.

What the new name puts an end to is the decades-long misdirection in diagnosis, treatment,
and expectations.

| For doctors and therapists
The renaming follows an international trend; it is not a unilateral decision by a single clinic.

Wales has led the way: there, the condition has been classified as Lipalgia Syndrome since
2023. The Foldiklinik is now the second institution worldwide to take this step—and the first
in the German-speaking world. Klose Training in the U.S., the largest and most renowned
training center for lymph therapists, will
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follow our lead and incorporate the term into its curricula. Furthermore, a joint initiative by

the German Society for Phlebology and Lymphology and the Union Internationale de
Phlébologie to establish a formal renaming process has been launched.

We are aware that we are leading the way in this. We are not doing this out of a desire to be

different, but because we believe it is wrong to be aware of a new understanding and yet

continue to use a term that obscures it.

Coding and prescriptions remain unaffected

The renaming is a matter of language, not of reimbursement law. Specifically:

e The ICD-10 code remains unchanged: E88.28. Nothing about the coding changes.

e In our physician’s letters as well as in outpatient and inpatient discharge reports, we will

henceforth write: “Lipalgia syndrome (formerly lipedema), E88.28.” This ensures that
the diagnosis can be clearly identified by any practice providing follow-up care, any
medical supply store, and any insurance provider.

e The renaming neither expands nor restricts entitlements to compression therapy,

rehabilitation, or other services.

In practical terms, this means the following for those working with us:

1.

Diagnostically, the two criteria of the International Consensus and the S2k guideline
remain unchanged: disproportionate accumulation of adipose tissue in the extremities
plus relevant pain in this tissue. Without relevant pain, there is no diagnosis of lipalgia
syndrome. “Relevant” in this context means: described by the patient as impairing—not
merely pressure pain that can be triggered by palpation. For disproportionate fat tissue
accumulation alone without relevant symptoms, the term “lipohypertrophy” continues to
apply, which does not denote a specific disease state.

. Leg swelling and a tendency to develop hematomas are no longer diagnostic criteria.

. Stages are no longer used according to the S2k Lipedema Guideline; the extent of adipose

tissue accumulation does not correlate with pain intensity.

. The term “lipolymphedema” is no longer used! Lipalgia syndrome and lymphedema

are two distinct conditions. They may occur in the same person, but in such cases they
stem from different causes and are not mutually exclusive.

. We do not issue prescriptions for MLD in cases of confirmed, isolated lipalgia syndrome.

In cases of lymphedema resulting from other causes, we do, of course.

We understand that this policy requires discussions: with patients, with payers, and with

medical practices. We are happy to engage in these discussions and will provide you with the

underlying publications and relevant sections of the guidelines upon request.
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| Frequently Asked Questions

Do | now have a different condition? No. You have the same condition as before. It has
simply been given a name that describes what is actually present: pain in disproportionate
fatty tissue—and not edema.

Do | need to have my medical records updated? No. The ICD code remains E88.28. In the
future, our physician’s reports will state “Lipalgia syndrome (formerly lipedema), E88.28.”
This makes the diagnosis clear for everyone involved.

Will 1 continue to receive compression stockings? Yes, as before. Compression is and
remains a cornerstone of treatment. It helps reduce swelling in cases of edema—but with
lipalgia syndrome, there is no edema to reduce. Here, it provides pain relief and support. Your
current treatment plan remains the same.

Will 1 continue to receive inpatient treatment or rehabilitation? Yes. The reclassification
does not change the eligibility requirements or your entitlements.

Why am | no longer receiving lymphatic drainage? It really helped me. We believe you
when you say it helped you—and we don’t want to downplay that. Any pleasant touch can
provide short-term pain relief; this is a well-known neurophysiological effect and has nothing
to do with decongestion. However, this effect does not last. What has a longer-lasting effect is
exercise while wearing compression garments, because it actually alters the pain threshold.
We allocate our resources where they will help you in the long term.

What if |1 also have lymphedema? Then, of course, you’ll receive decongestive therapy in
accordance with guidelines, including manual lymphatic drainage. We treat whatever
condition is present.

Does the new name mean that my pain is “psychological”? No. Physical and psychological
factors interact in every pain condition—whether it’s back pain or lipalgia syndrome. Your
pain is real. It opens up additional treatment options.

My primary care physician’s office isn’t familiar with the term. What should I do? Bring
our physician’s letter with you; it explains both. Upon request, we’ll be happy to provide your
practice with the relevant passages from the guidelines and publications.

Does this change the assessment of liposuction? No, the name change does not affect this
issue. Our position remains unchanged: It is an option for a small, clearly defined minority of
patients—those with stable weight, without significant obesity, without significant coexisting
mental health conditions, and after unsuccessful conservative therapy.

For healthcare providers: What do you prescribe instead? Exercise therapy while wearing
compression garments, customized flat-knit compression garments, psychosocial support, and
weight management—including, if necessary, medication with GLP-1 receptor agonists—up to
and including bariatric surgery. Exercise while wearing compression garments, psychosocial
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therapy, and the treatment of obesity—including bariatric surgery—are fully supported by the
S2k guideline with unanimous consensus.

| A Final Word

With this decision, we are abandoning a term that has been established for decades. This is
not an easy decision for us. But a term that misdescribes the condition has led to incorrect
treatments for decades—and we consider this cost to be higher than that of making the
change.

Lipalgia syndrome is not an edema disorder. It is not a lymphatic disorder. It is a pain
disorder—and we treat it as such!

Tobias Bertsch, M.D. Chief Physician and Medical Director
Dr. Michael Oberlin, Chief Physician and Medical Director,
Foldiklinik - European Center for Lymphology, Hinterzarten
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