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ALS ASSOCIATION ROUNDTABLE PROGRAM 
OVERVIEW

On April 27, 2022, The ALS Association convened our seventh multistakeholder 
Roundtable. The overall topic for this meeting related to the critically 
important issues of Diversity, Equity, and Inclusion (DEI) as key to advancing 
the Association’s goal of making ALS a livable disease. The roundtable focused 
on understanding and developing an action plan to address key issues related 
to advancing inclusion in ALS diagnosis, care, and research. Meeting participants were asked to 
consider the Association’s unique role in advancing inclusion in all efforts to combat ALS.

ROUNDTABLE CONTEXT & FRAMING CONVERSATIONS
To help frame discussions during this Roundtable meeting, participants were provided pre-read 
materials that included examples of definitions and graphics describing the terms Diversity, 
Equity, and Inclusion. The following examples were adapted from the Ford Foundation and 
Brookhaven National Laboratory, respectively:

Diversity is the representation of all our varied individual and 
collective identities and differences (race, ethnicity, gender, disability, 
sexual orientation, national origin, tribe, caste, socio-economic status, 
thinking and communication styles, etc.). 

Equity seeks to ensure fair treatment, equality of opportunity, and 
fairness in access to information and resources for all. 

Inclusion builds a culture of belonging by actively inviting the 
contribution and participation of all people, so that practices, policies, 
and systems are structured/designed in a manner that ensures that 
people from all parts of society are included, particularly those who 
might otherwise be excluded or marginalized. 

ALS is a neurodegenerative disease that can affect anyone, at any time. Bringing effective 
treatments and a cure to people affected by ALS will take the commitment and 
compassion of all people, collaborating with urgency across geographic, socio-economic, 
cultural, and idealogical boundaries. The ALS Association is dedicated to cultivating an 
environment in which all voices are raised and heard as we serve, engage, advocate for, 
and empower people with ALS. We will maintain a community that resolves inequities 
that impede progress in the fight against ALS and ensures that our mission-driven works is 
informed by multiple perspectives and experiences. 

Additionally, Roundtable participants were provided with the current overarching  
statement of the Association related to these topics: 
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KEY ROUND TABLE THEMES
Throughout the Roundtable, fireside chat speakers, panelists, and meeting participants 
highlighted multiple important themes and recommendations for the Association to consider 
as it pursues actionable efforts to advance inclusion:

Top priority topics that emerged include:
Overarching
• Inclusivity cuts across domains – e.g., inclusivity in language, in data collection, in technology 
solutions, in clinical trial opportunities, in access to care and shared decision making, in  
coverage and reimbursement, and in how we describe ALS/think about who is impacted by  
the disease.
• Patient-centered care is inclusive, lifts people up, and does not burden them.
• Inclusiveness requires action and intentionality. If we stay where we are, we will not encounter 
different people. We must go out and engage more people, particularly underrepresented 
individuals and communities. We must make it easy for underserved groups to find the 
resources and access the care they need. We must create and maintain a culture and practices 
that communicate to a diverse community that we are inclusive and provide them a sense of 
belonging.

Diagnosis
• Data about incidence of ALS is based on clinics/centers, but if those sites are not seeing  
underrepresented patients, then existing datasets are not inclusive. “We are missing what we 
are missing.”
• Diagnostic guidelines need to be as inclusive as possible and should recognize the diversity of 
the population (e.g., younger people can and do get ALS).
• Toolkits and tailored resources are needed to help all health care providers be inclusive in 
their ability to consider an ALS diagnosis among diverse populations. 
• The thinkALS tool may need to be enhanced or modified to overcome systemic barriers for 
underserved populations and enhance inclusion to ensure timely diagnosis for all people 
 facing ALS. 
• Patients should not have to fight to get their diagnosis: the system should be more accessible 
and facilitative in getting them where they need to go.

Our Promise:
• We pledge to ensure dignity and opportunity for all people engaged in the fight to 
end ALS.
• We pledge to invest in recruiting and retaining a workforce and volunteer cohort that is 
representative of the ALS community.
• We pledge to be thoughtful and judicious in our language and culture-building, seeking 
out diverse perspectives and experiences to achieve our vision of a world without ALS. 
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Care, Services, and Supports
• The current system is not equitable in coverage and access to services for all populations. 
Access to care varies widely across a variety of factors. These variations must be addressed by 
expanding availability and coverage of multidisciplinary and specialty care for ALS, as well as 
needed supports for living with ALS (e.g., apply the VA model of care and coverage to all people 
with ALS). 
• It is important to expand availability of services, specialists, expert centers to more  
communities, while advancing awareness and education about ALS among all types of health 
care providers who may engage with people living with ALS.
• Health care providers must be aware of their own biases and work to overcome them by 
tailoring their approach to each specific patient, engaging in shared decision making, and 
respecting individuals’ care decisions.

Research & Clinical Trials
• Incentives should be advanced to encourage clinical trial sponsors to make their trials as  
inclusive as possible. 
• FDA is advancing guidance asking sponsors to present diversity plans for all studies.
• Congress is considering legislation to advance inclusion in NIH sponsored studies. 
• Payers can limit payment for a product that was not developed with diverse studies.
• The ALS community can expand portals to promote inclusive research participation by  
working with the Historically Black Colleges and Universities (HBCUs), Federal Qualified Health 
Centers (FQHC), and faith-based institutions. 
• There is a need to increase diverse representation among clinical ALS researchers and staff to 
ensure that individuals who are designing trials are inclusive.

PANEL & TOWN HALL GROUP DISCUSSIONS
Through these panels and the town hall discussion among all meeting participants, the 
following list of potential action items and topics emerged. While this broad set of ideas 
exceeds the capacity of any single organization to undertake on its own, it provides a 
foundation for development of a more curated set of near term actionable priorities: 

• Expanding availability and accessibility of ALS multidisciplinary clinics and specialists (more 
clinics reaching more communities, leveraging telehealth, working with partners in FQHCs, 
HBCUs and faith-based institutions)
• Advocating to ensure broader benefits for people living with ALS (modeled on the VA 
approach)
• Setting a goal for cutting time to diagnosis in half. Begin with broad dissemination of thinkALS 
tool, expand its reach and applicability to other health care providers (develop a tool focused 
on pre-ALS diagnoses that could signal ALS and should trigger referral to ALS clinics)
• Conducting a review and update of ALS diagnostic processes
• Supporting additional research to understand the variability of disease
• Advancing appropriate education for physicians and other care providers within community 
settings. Leveraging the COVID infrastructure to support identification and treatment of ALS 
and its symptoms. 
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• Identifying ways to leverage claims data to better understand the true impact of ALS, 
specifically impact of ALS within underserved and underrepresented communities.
• Developing a formal organization of people living with ALS and their caregivers from 
underrepresented populations to provide insights and their voice to ensure that the ALS 
community is inclusive and responsive to the full range of individuals and families impacted by 
ALS (sponsors and others could call on them for input)
• Creating and implementing specific, tailored plans for outreach with underserved groups 
impacted by ALS and partnering with influential messengers from within underserved 
communities to enhance ALS awareness and education.
• Working with other funding partners and regulatory bodies to encourage, ensure and 
incentivize diversity in clinical trials and research in general. 
• Advancing efforts to expand reporting of ALS diagnoses nationwide, including advocating for 
state level programs to report ALS to the Centers for Disease Control and Prevention (CDC) ALS 
Registry

NEXT STEPS
In addition to developing a detailed meeting summary from the Roundtable meeting, 
Association staff will engage with key stakeholders to review all recommendations made 
by participants and determine best next steps to prioritize those actions that can be 
operationalized into programs for the near-term and those that may require additional 
consideration, time, resources, and/or potential collaborations. 
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