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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
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Disclaimer

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

« Continued progress in discovery science and

some advances on therapeutics Growth of Lipedema Primary Data Publications by

45 Year

« Unpublished data challenge widely held beliefs 40

35

« Many barriers remain

30

« Under-resourced environments 25 \
)

20

N ©

« Too few investigators and too few granting mechanisms LIPEDEM A

15 FOUNDATION

« It remains difficult to enroll substantial numbers of o

patients

« We need to ask more of research

1910
1940 =
1951 =
1962
1966
1969
1976
1978
1981
1983
1985 mmm
1987
1989
2019
2021




Guide to evaluating Research: Levels of Evidence

BB Randomized control trial (RCT) Yes Yes
“ - Meta-analysis of RCT with homogeneous results No
WA Prospective comparative study (therapeutic) No Yes
Meta-analysis of Level 2 studies or Level 1 studies No
| with inconsistent results
T RN Retrospective Cohort Study No Yes
Case-control Study No Yes
Meta-analysis of Level 3 studies No
Case Series No No
T S Case Report No No
Expert Opinion No No
Low Personal Observation No No

Hydrocephalus Foundation
https://www.hydroassoc.org/research-101-levels-of-evidence-in-hydrocephalus-clinical-research-studies/




Guide to evaluating Research: Validity vs Legitimacy

Validity Does the experiment address the question?

Are the results statistically significant?
Were the techniques applied correctly?

Can the results be generalized?

Legitimacy Are the conclusions consistent with the results?

Were the biases of the author and funders taken into
account?




Guide to evaluating Research:
How peer review works and what it offers

II The Peer Review Process II

Idea
Theory

Manuscript
(proposed article)

Hypothesis Biicasich
and Send to
Write journal Decision is made to
editor accept, revise, or reject
Reviewed
by 3-5
experts in
the field

University of California San Diego
https://ucsd.libguides.com/mmw13/peerreview




Guide to evaluating Research: Spotting “click bait” science
* Questions to ask

« Are they selling hope or just hype?
* The study says it's about lipedema, but is it?
* Is the study discussing causation or correlation?
« Putting on your statistics hat
* Is the study size right for the change they describe?

« Do they have something to compare their findings to?

 How did they select their study population?




Milestones and proaress at the Lipedema Foundation

« Launched new research projects and a new RFP

« Launched two digital tools

« Lipedema Library (Legato) and Clinical Trial Finder (Legwork)

« Published LF Registry first look with help from this community

« 3000 enrolled, 700 completions!

« LFR to support study recruitment

« Massive comparison of the diagnostic criteria used in Lipedema

« Back in person:
« Relaunched LF research retreat

« Recommitted to conference attendance and networking events

Milestone reached: 175,000 brochures!



Advancing Research on Quality of Life

« The patient journey is diverse

1Y

\

Patients report symptoms across the body - most researchers agree requires more rigorous study (Registry First Look, 2022)

A 0.0571

Socioeconomic and demographic factors like age may influence experiences (Falck, 2022) (SPEAKING TODAY!)

100+
(2
o
L 80-
« Comorbidities may differ significantly between patients (Rockson, 2022) - g
e 60
s -
a2 0]
Quality of Life (QOL) is more than one number 8>
s 20
>
-
+ Made of both quantifiable and abstract experiences 0 L'1 L'2 L'3
B "
+ Stage doesn’t capture all aspects of progression, but may still be a useful proxy (Clarke, 2022) 38+ —
'._g .
2 s 30_ °
Pain is an important facet of QOL ca o AR
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* Nerve cell density may be reduced on abdomen (but not thigh) .% — 10+ iﬁ o
4 L ol
0 T T T
+ Lipedema patients’ thighs were more sensitive to specific pain stimuli L1 L2 L3

(Chakraborty, 2022)

But not always in areas affected by Lipedema (Chakraborty, 2022) - so Lipedema may be exerting its effects at a distance




Discovery sciences

Entering the Genetics Era of Lipedema Research

(YK First Genome Wide Association Study formally published (Grigoriadis, 2022)

A
+ Suggested correlation of Lipedema to adipose and hormone related genes -
_ &
3
! V11| Followup study replicated some initial findings + blood vessel related genes (Klimentidis, 2022) 5
+ Candidate gene approach published (Michelini, 2022)
s
o &
« Are we ready for a genetic test ? § d
z
|

IPI-549

Other potential markers

+ Are macrophages bystanders or participants in Lipedema?

‘YR Activated macrophages shown to change proliferation and differentiation of Adipose Stem Cells (Wolf, 2022)

! V11| Most studies report greater than half of patients have family history (Grigoriadis, 2022; Registry First Look, 2022)

Adipogenic quantification
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(Wolf, 2022)




Nutrition and Metabolism

 Nutrition

+ Multiple supplement hypotheses published R
] | 7—} [ HEE B cxcL8 I;
. | | | | i |TGFA
« Metabolism n gmms bR 8 AN o
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+ Lipedema is generally NOT associated with metabolic disorders (Torre, 2018) = i HEN & suria I
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* New report (Nankam, 2022) o E N e
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« Better glucose metabolism than controls e SEE B m e
LIPEDEMA CONTROL
+ But higher total cholesterol, LDL (Nankam, 2022)

« Higher SYSTEMIC inflammation




Progress in Imaging Lipedema

 DEXA (Dual x-ray absorptiometry)
« Simple, common technique reporting 95% sensitivity, 73% specificity (Buso, 2022)
« Measures leg to total fat mass, results independent of stage

- Lymphangiography
« Most studies to date suggest some edema (even if clinically insignificant)

« 3 studies in 2022 suggest nuance to how lymphatics may be perturbed

' V/1| Differences in Lipedema edema pattern vs Lymphedema (Crescenzi, 2022)

« Transport differences (|| | ||| Rasmussen, 2022; Zaleska, 2022)




Progress in Evaluating Therapies

« Garments and machine-assisted compression largely
upheld as effective

« QOL, and body composition (?) advantages

« Pain and volume changes may require larger studies to detect
« Surprising changes suggested!

« Skin thickness?

 Tissue Sodium?

« Skin temperature?
(Czerwinska, 2023; Wright, 2022; Sanchez-Jimenez, 2023)



What's coming and how to learn more
 Lipedema Research Roadmap

[ d
Get Connected in Research AR :icissss v e o oo i o

Clinical Trial Finder

[ ] L F b I o s Congratulations! You decided to explore how you can work with researchers to get the best care for you and other people
too! This is the first step in becoming part of a very small group of people we call heroes. We know finding and
understanding research studies can be difficult. So we are pleased to offer the Lipedema Foundation LEGWORK service to
make finding those studies easier.

5 Trials

° Filters
W Keyword @ Characteristics of Pain in Women With

Lipoedema

This observational study will seek to investigate the following questions in

O Physical thera
i Ry women with lipoedema: - pain characteristics, intensity and patterns of pain -

O Surgery the relationships between the characteristics, intensity and patterns of pain
walking ability, ability to work, relations with other people, impact on sleep
Address and quality of life. - the impact of pain treatments or medications on the
Enter a location intensity of pain. The information will be collected via an online survey and

participants will be recruited through social media...
Distance radius

Join the Lipedema Foundation Registry

Effect of Ketosis on Pain and Quality of Life in

padencsatist @ Patients With Lipedema
O I have lipedema

. Lipedema is a female progressive fat disorder, characterized by a
O Iam a healthy volunteer

symmetrical increase in subcutaneous adipose tissue in the lower
Type of trial? @ extremities with the exception of the waist. The condition is often

misdiagnosed and underdiagnosed. The etiology is poorly understood.

O Both

Searchable database of actively enrolling studies

References for this talk at

- lipedema.org/blog

 The Power of a Pivotal Year in Lipedema Research




Visit our Booth!

Reach any of our staff
\ 37, LIPEDEMA by email
) 3{7 & FOUNDATION info@lipedema.org

LIPEDEMA.ORG

Or connect via social

° Q 0 ° e media.

Crowne Plaza Atlanta Perimeter at Ravinia
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