ADVANCING RESEARCH TOGETHER GET INVOLVED

ALD Connect plays a central role in shaping and There are many ways to be part of the
accelerating ALD research by ensuring patient ALD Connect community:

voices guide priorities and decision-making.

COLLABORATIVE RESEARCH NETWORK

ALD Connect convenes researchers, clinicians, .
and individuals with lived experience to identify
shared priorities, address unmet needs, and foster
collaboration across disciplines.

BREAKTHROUGH RESEARCH FUND .

The Breakthrough Research Fund supports
high-impact, patient-informed research designed
to move promising ideas forward and close critical
gaps in ALD care and treatment.

EMERGING INVESTIGATORS PROGRAM

We invest in early-career researchers dedicated
to advancing ALD science and building the next
generation of leaders in the field.

ALD LANDSCAPE PROJECT

A global effort to better understand the ALD
population, disease progression, and unmet needs,
helping guide research, care, drug development,
and policy decisions.

THE GREY ZONE PROJECT

Focused on reducing uncertainty around
variants of uncertain significance, this initiative
helps families and clinicians navigate
diagnosis, surveillance, and decision-making
with greater clarity.

Through collaboration, data, and lived
experience, we work to accelerate progress
responsibly and equitably.

Attend the Annual Meeting and Patient
Learning Academy

Join a Community Call or Peer Mentor Program
Participate in educational programs
Advocate and raise awareness

Fundraise to support ALD Connect programs
and research initiatives

Support patient-centered research and
community-driven efforts

Learn more,
connect with our community,

take action or donate at:

ALDCONNECT.ORG

ALBConnect

ALD_onnect

We are a 501(c)(3) nonprofit
organization focused on improving
the quality of life for individuals
living with adrenoleukodystrophy
through advocacy, education,
research, and support.




WHAT IS ALD?

Adrenoleukodystrophy or ALD, is a rare genetic
condition caused by variants in the ABCD1 gene,
which is located on the X chromosome. It affects the
brain, spinal cord, and adrenal glands. It can present
differently based on age, sex, and stage of life.

Some individuals remain symptom-free for years,
while others experience rapidly progressing disease.
Early detection, ongoing monitoring, and access to
specialized care are critical.

. ALD affects
approximately
1in 15,000
people
worldwide.

WHO IS AFFECTED BY ALD?

ALD symptoms vary based on age, sex, and the
tissues affected. The tissues most commonly
involved are the brain, spinal cord, and adrenal
glands. Not all tissues are affected at the same
time, and symptoms can change over the
course of a person’s life.

There are five main types of ALD, and individuals
may experience more than one type.

ASYMPTOMATIC ALD

Individuals do not show signs or symptoms of
ALD. Babies identified through newborn screening
often fall into this category. Many individuals with
variants in the ALD gene remain symptom-free for
years, sometimes well into adulthood.

WHO IS AFFECTED CONTINUED
ADRENAL INSUFFICIENCY (Al)

Adrenal insufficiency results from permanent
injury to the adrenal glands. Symptoms may
include fatigue, loss of appetite, skin darkening,
and abdominal pain. While manageable, adrenal
insufficiency can become life-threatening if it is not
detected early. Most boys with ALD will eventually
develop adrenal insufficiency.

CEREBRAL ALD

Cerebral ALD occurs when the disease affects the
brain. Early symptoms may include vision changes,
hyperactivity, and learning difficulties. The condition
can progress rapidly, making early diagnosis
essential. Without timely treatment, cerebral ALD
can lead to severe disability or death. Approximately
40 percent of boys with ALD develop cerebral ALD.

ADRENOMYELONEUROPATHY (AMN)

AMN primarily affects adult men and involves spinal
cord dysfunction. Symptoms often include difficulty
walking, muscle stiffness or spasms, numbness or
tingling in the legs and feet, and bladder or bowel
dysfunction. Symptoms may begin in early adulthood
and progress over time. Adult men with AMN can
also develop cerebral ALD.

SYMPTOMATIC WOMEN

Women with ALD can experience mild to severe
symptoms, including walking difficulties, pain in

the extremities, and bowel or bladder dysfunction.
Cerebral disease and adrenal insufficiency are rare
in women, but symptoms can significantly impact
quality of life. Recognition of symptomatic women is
essential for appropriate care and monitoring.

HOW ALD CONNECT
SUPPORTS THE COMMUNITY

¥
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Community Calls that provide connection,
shared learning, and support

Peer Mentor Program connecting individuals

and families with trained mentors

Financial assistance for eligible families

Annual Meeting and Patient
Learning Academy

Evidence-based resources for patients,
caregivers, and clinicians

Patient-centered programming across
the lifespan

Bringing patients, families, clinicians,
researchers, and industry together

Creating space for collaboration, shared
learning, and trust




