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June Support 
Groups

Hope Through Research

The ALS Association 
Mid-America Chapter has 
suspended all in-person 
support groups at this 

time, for the protection of 
the ALS community and 

our staff.

The Chapter does have 
teleconference support 

groups that you can 
participate in by phone 

and/or Zoom technology.

There will be no 
Caregivers Support 
Group in June, due 
to The National ALS 

Advocacy Conference. 
The next Caregivers 

Support Group will be 
Tuesday, July 13th. 

Support Group
(People living with ALS and 
Caregivers) 
Monday, June 21st
4:30 p.m.
Contact Kim Harber at 
kharber@alsa-midamerica.
org to sign up for 
instructions to join this 
meeting or call (800) 878-
2062 for more information.
Meets the third Monday of 
the month.

NEW! Support Group 
(People living with ALS and 
family members)
Wednesday, June 16th
11 a.m.
Contact Tara Dhakal at 
tdhakal@alsa-midamerica.
org to sign up for 
instructions to join this 
meeting or call (800) 878-
2062 for more information.
Meets the third Wednesday 
of the month.

 Are you interested in learning more about and/or participating in an ALS clinical 
trial? The ALS Association partners with the Northeast ALS Consortium (NEALS) to provide 
the most accurate and up-to-date resource for information on both federally and privately 
funded clinical studies focusing on ALS and other similar motor neuron diseases. 
 There are both interventional clinical trials and observational trials. Interventional 
clinical trials examine if an experimental treatment is effective and safe under controlled 
environments. An observational trial examines people in natural environments to collect 
information about their disease, without giving an intervention. 
 To search for an interventional trial in your area, visit NEALS website at: 
https://www.neals.org/als-trials/search-for-a-trial/. 
 1. Click on Advanced Trial Search button 
 2. Click the state where you live in the Location pull down menu 
 3. Click Enrolling – under Study Status heading 
 4. Click Interventional Trial – under Type of Study heading 
 5. Click blue Search Button at the bottom of the page 
 This will list all currently enrolling clinical trials in your area that are testing a drug. 
Using the Advanced Trial Search tab, you can further narrow down trials by selecting 
additional criteria.
 NEALS sources this database from public information posted on www.clinicaltrials.
gov and other public websites. Therefore, not all trials included here are endorsed by The 
ALS Association and/or NEALS. Trials with a NEALS emblem, are those in which NEALS has 
a supporting role. This database is updated regularly, so please check back.
 If you need support, you may contact the ALS Trial Liaison, Carly Allen. Carly is the 
Communications Manager at the Northeast ALS Consortium. You can reach her at (855) 
437-4823 or alstrials@neals.org for more information about clinical trials. She is available 
to answer all your questions, help navigate the NEALS clinical trial database, and can help 
you enroll in a trial.

ALS Research Focus Areas
 The ALS Association is the largest private funder of ALS Research worldwide, 
and our efforts have led to some of the most promising and significant advances in ALS 
research. Everything we do supports our mission of finding treatments and a cure for ALS, 
which is why it is so critical to fund outstanding ALS research. 
 We tackle ALS through supporting scientific studies in the following scientific 
focus areas:
 • Assistive Technology
 • Biomarkers
 • Clinical Studies
 • Cognitive Studies: 
 • Disease Mechanisms
 • Disease Models
 For more information about ALS Research Focus Areas, visit: www.als.org/
research.

• Drug Development
• Environmental Factors
• Genetics
• Nanotechnology
• Natural History Studies
• Precision Medicine
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What can I do to help 
ALS Research?

Currently Enrolling:
 • Healey ALS Platform Trial: This study consists of 
four medication arms: Zilucoplan, Verdiperstat, CNM-Au8, 
and Pridopidine. Key inclusion criteria are onset of symptoms 
less than 36 months and SVC greater than 50% (assessed 
during screening visit) NCT04297683 KU Medical Center
 • Trial of Oxaloacetate in ALS (TOALS): This is a safety 
and dose finding study looking at Oxaloacetate (OAA) in 
patients with ALS. This is a 28-day study in which the research 
team will attempt to enroll approximately 30 participants. 
Participants will know that they are on OAA. NCT04204889 
KU Medical Center
 • CReATe 8009 TRIALREADY: Only enrolling Healthy 
Control patients. This is a prospective study in which patients 
with ALS and related disorders, as well as age and gender 
matched healthy controls, will be recruited and evaluated. 
NCT03912987 KU Medical Center
 • CReATe 8002 CAPTURE: The study will consent 
patients with ALS or related disorders that are receiving care 
at a clinical center in the CReATe consortium that uses Epic as 
its electronic health record (EHR) system. The study aims to 
systematically gather a clinical dataset through the EHR using 
a standardized approach to characterize the natural history of 
ALS and related diseases. NCT03489278 KU Medical Center
 • REFINE-ALS: REFINE-ALS is a prospective, 
observational, longitudinal, multicenter study designed to 
identify biomarkers to serve as quantifiable biological non-
clinical measures of Edaravone effects in ALS. Throughout the 
study period, the investigators will record participant baseline 
and follow-up information and perform clinical and biomarker 
assessments. NCT04259255 KU Medical Center

Upcoming Studies:
 • CY 5031 (Cytokinetics) KU Medical Center
 • PLS Natural History KU Medical Center  
 • CReATe 8011 PGB 2: The purpose of this study 
is to learn more about amyotrophic lateral sclerosis (ALS) 
and other related neurodegenerative diseases, including 
frontotemporal dementia (FTD), primary lateral sclerosis 
(PLS), hereditary spastic paraplegia (HSP), progressive 
muscular atrophy (PMA) and multisystem proteinopathy 
(MSP). More precisely, the investigator wants to identify the 
links that exist between the disease phenotype (phenotype 
refers to observable signs and symptoms) and the disease 
genotype (genotype refers to your genetic information). The 
investigator also wants to identify biomarkers of ALS and 
related diseases. NCT04875416 KU Medical Center
 • CReATe 8010 Image ALS: The primary aim of this 
study is to determine whether longitudinal neuroimaging 
acquired across multiple research and clinical centers is a 
feasible biomarker to use as an outcome measure for clinical 
trials in amyotrophic lateral sclerosis (ALS). NCT04490096 KU 
Medical Center
 • Anelixis: This is a Phase 2a, multi-center, open label, 
multiple dose study of AT-1501, a humanized monoclonal 
antibody antagonist to CD40LG. Approximately 54 adults with 
ALS will be enrolled into the study in the United States at up 
to 12 ALS treatment sites. NCT04322149 KU Medical Center
 • Combat ALS: A Phase 2b/3 multicenter, 
randomized, double-blind, placebo-controlled, parallel 
group study to evaluate the efficacy, safety and tolerability 
of MN-166 given to ALS participants for 12 months followed 
by a 6-month open-label extension phase. NCT04057898 KU 
Medical Center
 For more information, contact your local ALS 
Navigator. If you live in Kansas, contact Cheri Mathis at 
cmathis@alsa-midamerica.org. Or if you live in Missouri, 
contact Tara Dhakal at tdhakal@alsa-midamerica.org.

Research at local ALS 
Treatment Centers

ALS Registry
 One of the questions that people living with ALS 
often ask is – what can I do to help ALS research?
 The National ALS Registry may be the single largest 
ALS research project ever created and is designed to identify 
ALS cases throughout the entire United States. 
 Every person living with ALS in the United States can 
enroll in the National ALS Registry! The Registry is collecting 
critical information about the disease that will improve 
care for people with ALS and help us learn what causes the 
disease, how it can be treated and even prevented. 
 To sign up for the National ALS Registry go to: 
https://wwwn.cdc.gov/ALS

ALS Biorepository
 The Agency for Toxic Substances and Disease Registry 
(ATSDR) launched the National ALS Biorepository as a part of 
the Registry in January 2017. This launch came after a pilot 
study that showed it was feasible to include a biorepository. 
The Biorepository is collecting biological samples from 
persons with ALS. It’s different from other biorepositories 
because it does not limit who can take part to a specific 
area, study, or clinic. This means that participants’ samples 
may help researchers everywhere work toward better 
understanding the causes of, and possible treatments for 
ALS.
 While giving biological samples may sound 
complicated, it is not. The Biorepository makes taking part 
easy, and it’s free to participants. The biological samples will 
be collected in the patient’s home. Samples collected could 
include blood, saliva, and urine. These samples will be stored 
and available for research. It is also possible for a person 
with ALS to sign up to give tissue to the Biorepository after 
his/her death.
 How will these samples be used? Samples will be 
used for research about ALS. Samples can be linked with 
the participant’s Registry risk factor survey data. Connecting 
biological samples with risk factor survey data will make the 
Registry more complete and useful. 
 Also, researchers approved by ATSDR will be able to 
request samples from the Biorepository. This Biorepository 
may help scientists better understand the cause(s) of 
ALS. For example, researchers may be able to study the 
genetic variation in those with ALS. Analysis of these types 
of specimens has already proven useful in discovering 
important genes related to ALS and other motor neuron 
diseases.
 To take part in the National ALS Biorepository, the 
person with ALS must be enrolled in the Registry. From 
there, enrollees who indicate interest in learning more about 
the Biorepository, will receive a packet of information about 
the Biorepository.
 While we do not yet know what causes ALS, the 
Biorepository is an opportunity for people with ALS to 
contribute to ALS research that could help us learn more 
about the causes of ALS. The Registry and Biorepository 
contribute to a better understanding of ALS. Learning more 
about people who have ALS is critical in the battle to defeat 
it.
 The National ALS Biorepository is a powerful, 
generous and meaningful way to take action and push 
research toward the ultimate goal of a cure. Please help 
advance ALS research – consider signing up for the National 
ALS Biorepository today, by visiting: https://wwwn.cdc.gov/
ALS/ALSNationalBiorepository.aspx.


