LIPODYSTROPHY

An ultra-rare, incurable condition that can reduce life expectancy

GENETIC OR
ACQUIRED

People can be born with lipodystrophy or it
can be acquired after an immune condition
and occur in childhood or adolescence.’

ULTRA
RARE

This little known condition affects
approximately 1-4 people per million
globally." Many patients are diagnosed
late in the course of their disease, when
the physical symptoms may have become
more severe and multi-organ damage may
be irreversible.’

LIFE
LIMITING
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Lack of body fat results in a loss of leptin
production, an important hormone that
helps the body function properly. It can

lead to severe, life-threatening metabolic
problems, organ failure and premature

death."23# |t is associated with other
serious conditions, such as pancreatitis,
liver disease, early onset severe diabetes,
cardiovascular disease, and can cause
severe organ damage if uncontrolled.®

INCURABLE

Lipodystrophy is incurable and can

severely impair quality of life including
emotional and social consequences.?3*
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CHALLENGINGTO LIVE WITH

Lipodystrophy is associated with an unusual body shape which
can result in negative body image. Combined with significant
fatigue and excessive hunger. this can cause more distress than
the metabolic effects and leads to isolation, stigma and mental
health issues.’

Lack of fat in areas such as the face, can lead to the patient looking
prematurely aged.

Lipodystrophy can have devastating emotional and social
consequences that restrict patients’ everyday life, impacting their

relationships, travel, socialising and career choices.?3*

LIPODYSTROPHY IS
HARD TO TREAT

Uncontrolled lipodystrophy can cause severe organ damage.®
Management options vary in effectiveness from person to
person and include diet and exercise, medicinal treatment for the
metabolic consequences of lipodystrophy such as anti-diabetics
and lipid lowering agents as well as cosmetic options. Treatment
options are somewhat limited and directed toward specific
complications of the disease. There is currently only one treatment
approved in the EU for the treatment of the complications of leptin
deficiency: leptin replacement therapy.
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