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Gilbert & Jacqueline Fern Foundation and our industry partners.
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Online Education Tools 

L E S  T U R N E R  A L S  F O U N D A T I O N

My ALS Decision Tool™ can 
help you choose ALS care that’s 
in line with your needs and 
values. This interactive tool 
explains ALS treatment options 
and includes reflection 
questions to help you decide 
what’s right for you.

Looking for in-depth information 
about ALS symptoms and care 
options? Les Turner ALS 
Foundation has you covered. We’ve 
created guides about key topics 
like nutrition, communication, 
mobility, and more.

Our online ALS Learning Series
aims to empower the ALS 
community through the latest 
information and insights. 
Educational webinars and 
interactive Q&A’s covering a 
diverse array of topics, from 
nutrition to respiratory care, are 
offered monthly.



L E S T U R N E R A L S . O R G

Les Turner Symposium on ALS 

Angela Genge, MD, FRCP(C)

Join virtually or in person as leading ALS 
researchers, clinicians, advocates, and people living 
with ALS gather to discuss the latest research and 
perspectives on ALS.

It's an opportunity to ask questions, share insights, 
and engage with people striving to deliver the best 
possible ALS care — and it's a window into the future 
of treatment of the disease.

Monday, November 4, 2024 

lesturnerals.org/symposium
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ALS Approved Medications

Talk to your 
medical 

provider to 
determine if 

the approved 
medications for 
ALS are right 

for you

Connect with 
ALS 

community 
organizations 

to find the 
resources and 

support you 
need

Community Support

Learn about 
Clinical 

Research 
options that 

may be 
available for 

you to 
participate in

Other Medical Professionals

Include other 
specialists as 
part of your 

care team as 
needed, such 
as a physical 

therapist, 
speech 

therapist, social 
worker and 

dietician

ALS Healthcare Providers

Choose a 
medical 

provider who 
understands 

and has 
experience 
caring for 

people living 
with ALS

ALS Research Engagement Program

CONNECTING COMMUNITIES THROUGH INFORMATION

Pillars of ALS Care



UNDERSTANDING 
CLINICAL RESEARCH

What is Clinical 
Research, and why 
is it important?



Clinical 
Trials

Studies

Expanded 
Access

Tissue
Donations

Clinical Trials
A "clinical trial" also known as an "interventional trial" is a medical 
experiment performed on human volunteers These experiments help 
researchers identify information about study drugs, special diets, or 
medical devices.

End of Life Tissue Donations
A donation of tissue (also referred to as brain and spinal cord) is a 
significant and impactful gift to ALS research. Each donation could lead to 
new discoveries and potential treatments for ALS.

Observational Studies
This type of experiment is also called a biomarker study. In these experiments, 

volunteers may fill out surveys, provide samples of their blood or spinal fluid, or 
get an imaging test done of their brain. These studies are used to identify trends 

in people living with ALS and discover new possibilities for clinical trials.

Expanded Access
Expanded Access (EA), also referred to as Compassionate Use, is a pathway 

for people with ALS who do not qualify for a clinical trial, to access an 
investigational product (IP) that is not yet approved for everyone's use. An IP 

offered through EA is experimental, so its effectiveness as a treatment for ALS 
is not yet known. 

What is ALS Clinical Research? 

ALS clinical research involves the 
participation of human volunteers in 
medical experiments and programs. 
Clinical research includes: 1) Clinical 
Trials 2) Observational Studies 3) 
Expanded Access 4) End of Life Tissue 
Donation Programs. 

Why is ALS Clinical Research Important?

Clinical Research is the best way to get 
answers to questions about ALS including: 
What causes ALS? How can ALS be 
diagnosed sooner? How can progression 
of symptoms be slowed down? Can ALS 
symptoms be reversed? Can ALS be 
cured?

Observational

ALS Research Engagement Program

CONNECTING COMMUNITIES THROUGH INFORMATION

ALS Clinical Research

End of Life



CLINICAL TRIALS

What are the 
Phases of Clinical 
Trials, and what 
happens in each 
Phase?



The Phases of Clinical Trials

O
ut

co
m

es

Phase IIIPhase II Phase IV

A Phase 1 trial is the 
first test of an 
investigational product 
in a small group of 
human volunteers. The 
purpose of a phase 1 
trial is to determine 
safety, tolerability and 
appropriate dosing for 
humans.

Phase I

ALS Research Engagement Program

CONNECTING COMMUNITIES THROUGH INFORMATION

A Phase 2 trial is the second 
test of an investigational 
product in a group of 
human volunteers. The 
purpose of a phase 2 trial is 
to continue to monitor 
safety and appropriate 
dosing for humans, and to 
begin to understand the 
potential biological effects 
of the investigational 
product.

A Phase 3 trial is the third test of an 
investigational product, performed 
on a larger group of human 
volunteers than in previous phases. 
The purpose of a phase 3 trial is to 
continue to monitor safety, 
appropriate dosing for humans, and 
confirm the beneficial responses or 
outcomes in the prevention, 
treatment or progression of a 
disease (therapeutic efficacy) 
observed in the phase 2 trial. 
Confirmation of therapeutic efficacy 
can result in a request for drug 
approval being submitted to the FDA 
(Federal Drug Administration).

A Phase 4 trial occurs after 
approval of the investigational 
product by the FDA (Federal 
Drug Administration). The 
purpose of a phase 4 trial is to 
determine long-term safety and 
effectiveness and to identify 
adverse effects that may not 
have been apparent in prior 
trials. This phase occurs 
between pharmaceutical 
companies and the FDA and 
does not involve human 
volunteers and researchers.



PARTICIPATING IN
CLINICAL RESEARCH

How do I decide if 
Clinical Research is 
right for me?



DISCUSS

CONSIDER
IDENTIFY

CONNECT

Learn about ALS 
Clinical Research 
from reliable
sources such as your 
ALS licensed health 
care provider and 
online resources

Think about your 
personal reasons for 
wanting to participate 
in research, and the 
level of commitment 
you and your 
caregivers/family are 
willing and able to 
make

Find trials or studies 
that are of interest 
to you, and make 
note of trial / study 
expectations to 
discuss with the 
research team

Contact the research 
team to get answers 
to your questions 
and understand the 
expectations of 
research participants

REVIEW
DECIDE

Communicate with 
your ALS licensed 
health care provider 
for input on any 
trials or studies you 
are interested in

Is Clinical 
Research 
Right for Me?

Know that investigational products being tested in trials are 
experimental, and the effects on people with ALS are not yet understood

The decision to participate in clinical research is a personal choice 
based on many factors. There is no right or wrong decision.

ALS Research Engagement Program

CONNECTING COMMUNITIES THROUGH INFORMATION

Deciding to Participate in Clinical Research



LEARN MORE ABOUT
CLINICAL RESEARCH

What resources are 
available to learn 
more about 
current clinical 
research?



ALLISON BULAT
Community Engagement

Bridging communications 
about ALS research with 
families impacted by ALS, 
researchers conducting 
trials, and drug companies 
developing new ALS 
treatments 

CHRISTINA SMITH 
Communications Coordinator

Assisting individuals 
searching for clinical research 
opportunities in their area, 
answering general questions 
about enrolling in clinical 
trials and connecting families 
with ALS specialists.

JUDITH CAREY, RN
Research Access Nurse

Communicating with 
families impacted by ALS 
about clinical trials enrolling 
at MGH and beyond, and 
answering general research 
questions from the patient 
community and medical 
professionals

CATHERINE SMALL
Patient Navigation

Connecting with potential 
research participants, 
medical professionals, and 
research centers across the 
country to share 
information about the 
HEALEY ALS Platform Trial

abulat@neals.org alstrials@neals.org mghalsresearch@mgh.harvard.edu 
617-724-8995

healeyalsplatform@mgh.harvard.edu 
833-425-8257

ALS Research Engagement Program

CONNECTING COMMUNITIES THROUGH INFORMATION

Community Resources



“The Patient Navigator will
lead communication efforts to
disseminate information and
educate ALS patients regarding
the Platform Trial. The Patient
Navigator will act as an
intermediary between patients,
caregivers, families and study
teams to address questions
related to trial participation
and enrollment. The Patient
Navigator will be a member of
various committees as a
patient representative.”

Assist with patient education and communications.

Connect potential research participants with local sites. 

Provide personalized site support on a case-by-case basis.

Organize weekly Platform Trial Q&A webinars. 

Navigating Patient Navigation



Webpage Link:

https://bit.ly/3r6Nd2L

Every Thursday! 
5:00-5:30pm 

Eastern TimePlatform Trial Q&A Webinars 
Open to Everyone!

https://bit.ly/3r6Nd2L


Digital Brochures – The Healey Platform Trial



Short Video LP Demo:

Webinar Recordings:
March 30th with James Berry
June 22nd with Shafeeq Ladha 
Aug 10th feat. participant story

Educational 
LP Resources

https://bit.ly/3Ozl0wK

https://bit.ly/3UMDqOD

https://bit.ly/3Ozl0wK
https://bit.ly/3UMDqOD


EAP Webpages and Resources

Link to EAP Website:

https://bit.ly/3uni3Ic

https://bit.ly/3uni3Ic


WHERE TO FIND 
CLINICAL RESEARCH 
ONLINE

What online 
resources are 
available to learn 
more about a 
specific trial or 
study?



23

https://clinicaltrials.gov/



https://tools.neals.org/als-clinical-trials/



• Easily Explore Global Opportunities: Access in-depth 
information on research opportunities around the world.

• Get Tailored Recommendations: Answer questions to 
unlock a personalized list of trials tailored to your criteria.

• Access a Personalized Portal: Create an account to save, 
annotate, and bookmark trials within your personalized 
portal.

• Empower Your Decision-Making: Learn important terms 
and concepts to make informed decisions.

A new innovative set of tools that match 
you to trials and help you to make 
informed decisions!

Scan the QR Code to check 
out the ALS Trial Navigator



https://www.iamals.org/get-help/als-signal-clinical-research-dashboard/



NORTHEAST ALS 
CONSORTIUM 

(NEALS)



NEALS Scientific Advisory Board (SAB)
The SAB provides a forum for investigators and industry to 

vet new ideas for drugs, technologies, & trials.

NEALS Coordinating Centers
Our strong infrastructure facilitates rapid institution and 

support of trials sponsored by industry, foundations, and 

federal granting agencies.

NEALS Biorepository
NEALS has extensive shared clinical data and biofluid samples 

available to researchers to further the understanding of ALS 

and for developing disease biomarkers

NEALS Members
Our 155+ member sites are academic research centers 

equipped to perform clinical trials and research in ALS and 

MND.

ABOUT US
Governed by a seasoned 

Leadership Team, NEALS has 
developed into an active 

network of 155+ trial-ready 
sites with extensive training 

on conducting clinical 
research and robust 

experience in designing and 
managing FDA-regulated 

clinical trials for ALS. 

NEALS has successfully 
partnered with industry and 

academic researchers to 
conduct high-quality ALS 

studies for over 25 years and 
has grown to be the largest 
ALS research consortium in 

the world.



Our mission is to accelerate the development of new 
treatments through innovative research and working 

collaboratively with people living with ALS and all 
stakeholders in the ALS research community.

OUR VALUES
At NEALS, our values underscore our commitment to the integrity 

of ALS clinical research and to the ALS community.

• Transparency: We believe in open scientific communication and strive to share information 

openly with our partners and stakeholders.

• Integrating the Lived ALS Experience: We are dedicated to building strong partnerships with 

people living with ALS, to ensure research initiatives align with community priorities.

• Excellence: Our approach to scientific research relies on rigorous peer review and ongoing 

quality improvement.

• Democratic Governance: We value inclusive decision-making and diverse perspectives to 

ensure that our organization and activities reflect the input and needs of the community.

MISSION



NEALS has established numerous committees 
focused on advancing ALS research and patient 

care. 

These ad hoc committees are established by 
the Executive Committee, as needed, or by 
membership proposal. Subcommittees are 

chaired by NEALS members and meet 
throughout the calendar year.

NEALS
COMMITTEES

BIG DATA COMMITTEE

BIOREPOSITORY 

COMMITTEE

BULBAR 

COMMITTEE

fALS/FTD

COMMITTEE

IMAGING 

COMMITTEE

NUTRITION 

COMMITTEE

PALLIATIVE 

COMMITTEE
PEACe

COMMITTEE

PT/OT 

COMMITTEE

RECRUITMENT, RETENTION, AND 

EXPERIENCE IN ALS RESEARCH

RESEARCH COORDINATOR 

COMMITTEE

RESEARCH NURSE 

COMMITTEE

TECHNOLOGY IN ALS

UPPER MOTOR 

NEURON COMMITTEE

VENTILATION COMMITTEE

VETERANS AFFAIRS 

(VA) COMMITTEE

ADVANCED PRACTICE 

PROVIDER COMMITTEE



NEALS Information & Community Education 
Leadership Working Group

Senda Ajroud-Driss, MD

Northwestern
Amy Chen, MD, PhD

University of South Florida Penn Medicine

Lauren Elman, MD

Stephen Goutman, MD

University of Michigan

Jinsy Andrews, MD, MSc

NEALS Co-Chair

Columbia University

James Berry, MD, MPH

NEALS Co-Chair

Mass General

Justin Kwan, MD

NIH

Bjorn Oskarsson, MD

Mayo Clinic, Jacksonville

Xiaowei W. Su, MD, PhD

Penn State Health
John Novak, MD

Ohio Health

Allison Bulat
NEALS/Mass General

Christina Fournier, MD, MSc
Emory University

Dominic Ferrey, MD
UC San Diego Health

Kelly Gwathmey, MD
VCU Health

Stephen Johnson, MD
Mayo Clinic, Scottsdale



www.neals.org
Community Education

Expanded Access

For PLWALS

Search for Studies



THE INTERNATIONAL 
ALLIANCE OF ALS / 

MND ASSOCIATIONS



Patient Fellows Program
Empowering people living with ALS/MND and their 
caregivers to actively participate in the scientific 
community’s dialogue. By bridging the gap between 
patients and researchers, we aim to accelerate 
progress towards effective treatments and 
ultimately a cure for ALS/MND.

www.als-mnd.org



ALS OFFICE 
HOURS

A Community-Led Program



www.officehoursals.com



AFTER ALS

A Community-Led Program



Mission Statement: 
We provide a compassionate and supportive community for all 
who have lost someone to Amyotrophic Lateral Sclerosis (ALS), 
Motor Neuron Disease (MND), and/or Frontotemporal 
Degeneration (FTD). Our community is facilitated by individuals 
who have lost someone to ALS, MND, and/or FTD.

Vision Statement: 

We are dedicated to offering a safe space for sharing 
experiences, expressing emotions, and lending support; we 
understand the unique challenges of ALS/MND/FTD-related 
grief. We want people to know they are not alone. Through 
empathy, education, and mutual support, we foster healing, 
resilience, and hope. 

Meetings:
Weekly 3:00-4:00 EST every Wednesday for people wanting to 
volunteer as part of the group.
Monthly the second Wednesday of each month from 7:00-8:00 
EST for support.

Facebook:
https://www.facebook.com/profile.php?id=61562407402718

Website:
Under construction



VETERANS ACTION 
GROUP

(ALS Hope Foundation)



Objective: To bridge the gap 
between Veterans living with ALS 
and the ALS scientific/research 
community, by raising awareness 
about current ALS research , 
providing the Veteran community 
with accurate and reliable 
information about clinical trials and 
research programs, and creating a 
space for the Veteran stakeholder 
voice in the ALS drug development 
process. 

For more information, contact:
Mandibailey1@icloud.com



END THE LEGACY
(ALS Hope Foundation)



www.endthelegacy.org

https://www.endthelegacy.org/recruiting-studies



ALS CLINICAL TRIALS 
FACEBOOK PAGE



https://www.facebook.com/groups/2688029951255361



ALS UNTANGLED



https://www.alsuntangled.com/









Everyone CAN be involved in research, or support research in some capacity if they choose

The Science and Patient Communities are working in partnership to create the most 
patient-centric approach to research possible

Research is where hope and the pathway forward live

Takeaways….



THANK YOU!

Judi Carey: MGHALSResearch@mgh.harvard.edu
Allison Bulat: Abulat@neals.org

Clinical Research is a 
journey of curiosity, 
where every question 
leads to an answer, 
and every answer 
uncovers new 
possibilities. Keep 
exploring!

~ Author Unknown

mailto:MGHALSResearch@mgh.harvard.edu
mailto:Abulat@neals.org


Ambereen Mehta, MD, MPH, FAAHPM
Johns Hopkins Center for Specialty ALS Care

Thursday August 29, at 12 PM CST
Empower Your Voice: Navigating Conversations with your ALS 

Care Team 

Coming in August 

Suzana K. E. Makowski, MD
Compassionate Care ALS
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