
ALS is a challenging disease to understand and treat, but
researchers around the world are conducting trials and studies,
collaborating, and making important progress.

Participation from people who have been diagnosed with ALS is
the key to building a better understanding of the disease, which
will lead to effective treatments and ultimately a cure. There are
a variety of ways you can help, such as enrolling in clinical trials,
participating in observational studies, and donating tissue.

Clinical Trials
Clinical trials explore new drugs and devices that show promise but may or may not end up being
effective. There are always clinical trials looking for participants who have been diagnosed with
ALS. Most trials are connected with ALS clinics and require travel to the research site.

Here are some important things to know:

You should not have to pay to participate in any trial.
Many trials have eligibility criteria, so you may not qualify for certain trials.
The research team should explain potential risks and monitor your safety.
You may experience adverse side effects from the drug or treatment.
You can stop participating at any time.
You may get the real drug, or you may get a placebo.

Some people participate in clinical trials because they want access to a new therapy that is not yet
available to the public that could slow down, stop, or cure their ALS. Chances are small, though,
that a trial drug will turn out to be effective and get approved. Enrolling in a trial is more about
volunteering to help advance science and understanding.

One benefit of enrolling in a clinical trial is that participants often experience a better quality of life
because they have more frequent interactions with ALS professionals who can help answer
questions and provide additional support between clinic visits.

Beyond Clinical Trials
When people think of research, they often think of clinical trials. But there are other important ways
you can help advance research.

Participating in ALS Research



Deciding Whether to Participate

Observational studies do not ask you to try a new drug or treatment. Instead, you may be asked to
fill out a survey about your family history, environmental exposures, lifestyle, and other factors so
researchers can look for patterns, potential causes, and promising areas for future research. Other
studies may involve drawing blood or tracking symptom progression digitally to help researchers
learn more about the disease.

A large unmet need for researchers is finding people who are willing to donate their brain and
spinal cord after death. Doctors don’t always ask patients about tissue donation, so if you are
interested, you may need to proactively tell your neurologist that you would like to donate your
body to research.

Participating in ALS research is a very personal decision. Some people may feel the need to
contribute to ALS research even if it may not benefit them personally. Others may prefer to spend
their time with loved ones and prioritize other pursuits. Considerations may include the amount of
time you need to commit, travel and transportation, associated costs, and your caregiver support.

If you are interested, talk with your ALS neurologist and care team about how you can participate
in ALS research. Here are some additional resources:

The Participation in Clinical Research Guide (www.lesturnerals.org/als-participation-in-
clinical-research) can help you decide if you want to participate. 
The ALS Trial Navigator (www.als.net/als-trial-navigator) is a user-friendly tool that can help
you learn about and find clinical trials.
clinicaltrials.gov is a comprehensive database with information about active trials.
The National ALS Registry (www.cdc.gov/als) asks you to fill out surveys about potential
environmental risk factors.
The ALS Research Collaborative (www.als.net/arc) is an ongoing study that allows you to
participate from home by sharing your medical history, lifestyle, and disease progression.

For additional information on this topic,
including video clips with experts, scan

the QR code or visit our website at:
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