How do you diagnose lipodystrophy?
e Lipodystrophy is a clinical diagnosis
typically confirmed by a body
composition test, in combination with
blood tests for triglycerides, glucose
levels, insulin resistance markers, and
sometimes leptin levels.
While most forms of lipodystrophy are
genetic, some can be acquired.
Recent research has led to an increase
in identification of mutations, but not
all mutations have been identified.
A test can confirm a diagnosis of
some types of genetic lipodystrophy,
but not all types. To diagnose, look for
abnormal fat distribution.

Clinical considerations in managing
lipodystrophy may include...

Leptin replacement therapy
(metreleptin) approved for
generalized lipodystrophy

GLP-1 therapies (e.g., semaglutide,
tirzepatide)

Fish oils and fibrates for high
triglycerides

Insulin or metformin for diabetes
Monitor and manage complications
Follow national guidelines for
diabetes, heart, kidney, and liver care
Address anxiety, depression, and
body image concerns

Refer patients to Lipodystrophy
United

Make sure your patient has a team: an
endocrinologist, cardiologist, liver
specialist, dietitian, psychologist, etc.

CONTACT US!

@ Info@lipodystrophyunited.org
22 Frances Rd, Los Lunas NM 87031
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“The degree to which patient and
caregiver priorities can differ from
those of basic scientists and the
greatly outsized impact of motivated
communities is amazing to see.”

-Lipodystrophy
Basic Science Researcher

“As a medical professional with
lipodystrophy, | thought I could help
LU more than they could help me —

but meeting the team and community
showed me they’ve helped me more
than I could ever imagine.”

-Sharon,
Living with FPLD type 1
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Living with Familial
Partial Lipodystrophy
Type 2
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Living with Familial Partial
Lipodystrophy Type 1
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What is Lipodystrophy?
Lipodystrophy-related diseases are a
heterogeneous group of rare diseases

characterized by generalized or partial
lack of subcutaneous adipose tissue

which can be genetic or acquired. Lack
or significantly decreased amounts of
adipose tissue in patients results in
dyslipidemia and insulin resistance and
many other metabolic and cardiac
comorbidities associated with high
incidence of mortality.
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THE FOUR TYPES OF
LIPODYSTROPHY:

Genetic:
Familial Partial (FPLD)

Congenital Generalized (CGL)

Acquired:
Acquired Generalized (AGL)
Acquired Partial (APL)

Why Study Lipodystrophy?
Although lipodystrophy-related
diseases are rare, they serve as an
exemplary model to study and
understand the pathogenesis of
metabolic diseases in adipose
disorders such as obesity. In turn,
this can lead to new therapeutic
targets to treat and/or prevent
metabolic disease(s).

Living with Familial Partial
Lipodystrophy Type 2

SYMPTOMS

Visual symptoms can include some or all of the following:

e Prominent fat loss in some or all parts of the body

e Fat accumulation in areas such as the upper back or
neck and labia majora (females)

¢ Muscular pseudohypertrophy

e Prominent veins

e Dark, thickened patches of skin around the creases of
the neck, arms, groin, or other areas (acanthosis
nigricans due to severe insulin resistance)

e Itchy bumps on the hands, feet, arms, legs, and bottom
(xanthomas)

Non-visual symptoms can include some or all of the

following:

e Cardiac problems, including cardiovascular disease,
cardiomyopathy, and conduction abnormality

e Polycystic ovarian syndrome (PCOS)

o Often displayed as dysmenorrhea, enlarged ovarian
mass (with or without active ovarian follicles or
cysts), hirsutism, female pattern hair loss

e Dyslipidemia and hypertriglyceridemia
o Elevated serum triglycerides, cholesterol, low
HDL/high LDL

¢ Uncontrollable diabetes, resistance to conventional
insulin sensitizing therapies

e Leptin deficiency

e Severe insulin resistance with increased insulin therapy
requirements and diabetes mellitus

e Fatty liver (palpable) and/or non-alcoholic
steatohepatitis (NASH)

e Hyperphagia (increased hunger)

¢ Increased incidence of pancreatitis

e Nephropathies (most commonly proteinuria)

e Generalized or localized muscle pain or inflammation

e Hypertension

e Anxiety and/or depression

e Body dysmorphia

e Fatigue

e Sleep apnea (FPLD)

Patients also report**

e Brain fog

e Digestive issues and/or gastroparesis (bloating,
discomfort)

e Frequent infections or slow wound healing

e Esophageal problems

*Individuals with lipodystrophy may not experience all of
the symptoms described
**“Patients also report” is not yet published



