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Disclosures
Nothing to Disclose

• The Lipedema Foundation receives no external funding, and sells no products, nor services.

• Articles in this presentation that were funded by the Lipedema Foundation are noted by the 
Lipedema Foundation Logo 

The content, text, graphics, data, and services offered herein are provided solely to educate consumers on 
health care and medical issues that may affect their daily lives. 

Nothing in the Content should be considered, or used as a substitute for, medical advice, diagnosis or treatment. 

Always seek the advice of your physician or other qualified health provider with any questions you may have 
regarding a medical condition.

Disclaimer
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Find Lipedema Research Literature
LEGATO Comprehensive Lipedema Research Library 

Beta Launch 
Curated and full-text searchable publications 
www.lipedema.org/library



Get Involved in Research –
LEGWORK Clinical Study Finder 

Searchable database of actively 
enrolling studies
www.lipedema.org/legwork



Lipedema Foundation 2021 Awards



Lipedema Research Landscape is 
Expanding
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Approximately 1/3rd of Journal Articles Published on Lipedema Present Primary Data

FALSE TRUE

>50% of primary data 
sources have been 
published in last 4 
years

Secondary analysis (Reviews, Editorials, etc)                     Primary Data (excluding case reports)

~20% of primary data 
sources since 2017 
have been supported 
by the Lipedema 
Foundation

Be suspicious of new 
articles that seem 
unaware of recent 
studies



NIH Gave its 1st Research Grant 
to Lipedema!!!

Dr. Rachelle Crescenzi
Vanderbilt University
Medical Center



The US Standard of Care 
Strengths:
• Delphi - Developed with a “voting” approach to prevent one 

opinion from dominating discussion

• Broad scope – Documents consensus of authors on 
Diagnosis, Therapeutic approach AND some non-medical 
aspects

Wait and Sees
• Evidence Grading - is challenging in Lipedema.  As data 

emerge, the SOC will  require periodic review

• Differences from other 
professional points of view 

Stop by the Lipedema 
Foundation booth for a 
breakout of how 
guidelines compare.



Some things haven’t changed
General Cautions About Lipedema Research
• Small Field

• Be excited, but stay skeptical 
• Most science requires repetition  

• Under-funded field
• Studies are small and often lack necessary controls

• Combining stages is often necessary
• Tendency for imprecise measurements 
• Double blinding often isn’t possible 

• Be skeptical of unblinded Pain or Quality of Life measurement



The Background:
• Nutrition is one of the few things you change yourself
• Very little medical literature specific to Lipedema 

The Studies
• Apkhanova (2021) -- Ketogenic Diet and Nutraceutical Correction
• Di Renzo, L. (2021) -- Modified Mediterranean Diet on Body Composition Nutrients. 
• Sørlie, V. (2021) Effect of a ketogenic diet on pain and quality of life.  

New Nutrition Data 
Including first Lipedema Data on Keto

More details at 

1. Our Booth
2. lipedema.org/fdrs-2022

Cautions
• These are “modified” and personalized plans
• Sometimes benefits are not specific to lipedema symptoms

General conclusions
• Numbers supports belief that weight loss is possible, but disproportionate
• If helpful for pain, maybe only when actively on the program
• There may be many successful dietary approaches for any person



Conservative Therapy Shows Benefits

The Background:
• The value of conservative therapy has been challenged by some medical opinions and 

insurer policies

The Studies
• Atan (2021) -- RCT. Effects of Complete Decongestive Therapy or Intermittent Pneumatic Compression on 

Severe Lipedema: A Randomized Controlled Trial. 
• Donahue (2021) Physical Therapy in Women with Early Stage Lipedema
• Volkan-Yazıcı (2021) Complex Decongestive Physiotherapy in Patients with Lipedema

General conclusions
• MLD + Compression shows benefits in late stages (no extra benefit to IPC)
• Reduced limb volume, pain and physical function
• Pilot data in Stage 1-2, suggest benefit and possible changes in molecular markers of inflammation

Cautions
• Small studies - but show possibility of statistical power for some measures 
• Baseline demographics sometimes different between populations



Surgery Studies Move Beyond the Operating Room 
The Big Picture:
• Largest growing area of Lipedema data (still, <10 studies)
• Focused on operative outcomes (e.g., volume of lipoaspirate, leg volume reduction)
• -- emerging attention to other patient priorities

The Studies
• Cornely (2022) Lipedema Pain after Bariatric Surgery
• Herbst (2021). Survey Outcomes of Lipedema Reduction Surgery in the United States.
• Kruppa, (2022). 10 year outcomes of Lipedema Surgery survey
• Sandhofer, (2021). Safety of high volume liposuction
• Schlosshauer, (2021) Liposuction treatment improves disease-specific quality of life in lipoedema patients

General conclusions
• Liposuction generally reduces need for conservative therapy and pain in all stages 
• – there may be benefit to earlier stage or age intervention
• Significant adverse events are rare.  
• -- Less severe events (fibrosis, anemia) may occur more frequently  
• Continued growth of lipedema affected tissue is possible even after surgery. 
• Bariatric surgeries may support weight loss, but may be less likely to reduce lipedema symptoms

Cautions
• QOL measures have not been validated in Lipedema patients.



New Genetics Studies Focus Attention on Unique 
Causes of Lipedema

The Big Picture:
• Family history of Lipedema is 30-89% in recent research
• Genetics research has failed to identify strong contributors to risk of Lipedema
• Genetics is very helpful for understanding origins of a disease

The Studies

• Michelini (2022) A Multi-Gene Panel of genetic variants. Journal of Personalized Medicine 
• Ishaq (2021) Key signaling networks are dysregulated in patients with the adipose tissue 

disorder, lipedema
• Grigoriadis, D (2021) Genetics of ‘UK Lipoedema’ cohort. 

lipedema.org/blog

Recent LF Blog

Cautions
• Control groups especially hard to define.
• Statistical association of genes does not mean the gene causes Lipedema  
• Most genetics research needs thousands of participants

General conclusions
• Highlighting molecules involved in regulation of adipose, estrogen, and  cell 

division.
• Genetic testing based on current knowledge is statistically unlikely to offer insight 

into risk for Lipedema beyond a family history 



The Role of Sex Hormones

• Katzer, K. et al. (2021) Lipedema and the Potential Role of Estrogen in Excessive 
Adipose Tissue Accumulation

• Al-Ghadban, S. et al. (2021) Estrogen as a Contributing Factor to the Development of 
Lipedema. 

New Models of Lipedema
• Stanley, T.L. et al. (2021) Growth, body composition, and endocrine issues in Williams 

syndrome. 
• Muley, A. et al. (2021) Unique functions for Notch4 in murine embryonic 

lymphangiogenesis. 

Epidemiology

• Herpertz, U. (2021) The Prevalence Was Probably Overestimated (Comment on Kruppa
2020). 

Other areas with new questions

?



What do we need to fix?
Access to Patients
• Better tools to support the clinical diagnosis
• Larger studies
• Diverse

Better understanding of what goes wrong in Lipedema
• How does Lipedema develop?
• How does vary between people?

Measure and Move the Field.
• How do we turn those learnings into:
• New ways to treat lipedema 
• Strong and reproducible measurements



What do we need to fix?

Acceptance that the status quo is good enough

1974 paper

How can you be involved?



Getting involved in research can be as easy as 
picking up your phone

• COVID related perceptions and beliefs 
of the FDRS community

• How have you fared?   How do you 
think about COVID?

• Go to:
• lipedema.org/survey
• scan the QR code
• See our booth

• Results at tomorrow’s registry talk



CONTACT 
INFORMATION

Visit our Booth!

Reach any of our staff by email 
info@lipedema.org

Or connect via social media.

Notes, references, and more at lipedema.org/fdrs-2022



Patient Reported Outcomes
The Big Picture:
• Patient reported data can be very informative
• Standardized questions can accurately measure complex symptoms (pain, QOL, etc)
• Many clinical trials now also focus on these measures  

The Studies
• Angst (2021) – Comparison of Fibromyalgia and Lipedema. 
• Dudek (2021) - Quality of life study of Polish women with lipedema
• Lipedema Foundation Registry First Look – FDRS 2022 Talk  

Cautions
• Still no validated measures for a Lipedema Population
• Lipedema symptoms can be complex, and difficult to measure completely

General conclusions
• Measurements of one QOL factor may help predict other QOL indicators 
• Some patient reported measures are showing early signs of being able to support differential 

diagnosis
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