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This year reminded us of the power of connection: how collaboration
and mutual support can turn good ideas into meaningful progress for
people affected by ALS/MND.

We saw our global community continue to grow, now representing 68
member organizations across almost 40 countries. We welcomed new
associations from Luxembourg, Indiq, the UK, the USA, Canada, and Italy,
while emerging groups in Kenya, Greece, and Vietham took important
steps toward full membership. Each new member brings valuable
experience and fresh insight to our shared mission.

Two of our projects stood out this year: the Emergency Preparedness
Toolkit and the “Day in the Life Of” Experience Suite. Both received
international recognition at the 2025 Associations World Summit,
winning awards for “Best Member Engagement Initiative” and “Best New
Event,” respectively. These achievements celebrate what happens when
our community comes together to create practical tools that truly make
a difference.

Engagement also reached new levels. The Alliance Meeting and Allied
Professionals Forum in Montreal brought together more than 500
people, while our first Spanish-language regional session connected
members across Latin America. The Patient Fellows Program — now
managed directly by the Alliance — gave 23 people with lived
experience a voice in global research discussions.

This year’s progress reflects the collective strength of our members and
partners. Thank you for your continued commitment to collaboration
and care.

CALANEET BALAS
Chair

C’ :
CATHiT:I%‘I mNG,

CAE, MBA
CEO
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OUR VISION::A WORLD FREE OF ALS/MND
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The International Alliance of ALS/MND Associations was founded in 1992 to create a global community for ALS/MND
associations. We help members thrive by adding value to existing and future associations through curation and creation of
information and by acting as a global gateway through which Alliance Members, people living with ALS (PALS) and their
communities, including caregivers and families (CALS), and internal and external contributors connect.

Our two main focuses are Community and Capability and we can do this as we build our Capacity.
Our Strategic Priorities to 2025

e Build Community: Build a global community. Build membership in countries and regions which do not yet have
membership representation. Coordinate the global voice of PALS & CALS. Be the gateway for relevant external
stakeholders.

» Build Capability: Build capability in member associations. Deliver professional development that includes the annual
Alliance Meeting, but also provides Member value throughout the year. Make our members stronger to advocate on
behalf of individuals at the local level and provide a platform for global issues. Increase research capability globally.
|dentify, promote, and support meaningful and timely in person and virtual connections between Members. Facilitate
member peer-to peer support. Be a gateway for external stakeholders to the network of domestic associations.

» Build Capacity: Build internal capacity at the Alliance. Enhance Member Intelligence to deepen the relationship with and
knowledge of Members to better understand their needs, offerings and aspirations. Develop our human, technology and
financial resources to be able to deliver member value and to ensure sustainability of a viable Alliance into the future.
Focus on disseminating information in a concise manner that delivers value add of the Alliance. Build capacity to
harmonize Member communications across the organization and present a strong brand for the Alliance.
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The creation and launch of the ALS/MND Health Literacy Map was
one of the most significant developments of the year.

Developed through extensive consultation with our collaborators,
particularly our PALS & CALS Advisory Council (PCAC), the Map
defines what people living with ALS/MND and their communities
need to know and access throughout the disease journey. Designed
as a living framework, it will evolve and adapt to stay practical and
relevant for those navigating ALS/MND.

It organizes information into four domains:

e Understanding ALS/MND: disease
knowledge, research, and diagnosis

e Living with ALS/MND: planning, physical
and mental health, and quality of life

e Treating ALS/MND: care delivery, clinical
trials, and therapies

e Taking Action: advocacy, rights, and
awareness

The Map was shared with members in
December 2024 at the Alliance Meeting and
published on our website in January 2025. It is
already shaping how we organize our webinars,
roundtables, and communications — including
this Annual Report — to ensure consistent
language and focus.

The Map is used internally to group all our
projects and member initiatives by domain for
strategic planning and content development.
The framework is also being used to identify
content gaps and plan future work.

Several member associations have expressed
interest in adapting the Map for national use,
demonstrating that it is becoming a shared
tool for organizing ALS/MND information across
regions.

03.



Understanding ALS/MND

Our work in this area focused on connecting knowledge, improving
information access, and strengthening collaboration between
researchers, clinicians, and associations. This effort is essential to
understanding ALS/MND in all its complexity: from genetics and
diagnosis to lived experience and care delivery

Roundtables, Discovery Meetings and Webinars

Roundtables and discovery meetings enable us to gather perspectives and
experiences across disciplines. In 2024-2025, five sessions were held:

e India Discovery Meeting (October 2024)

e (e)Quality of Life (February 2025)

e Diagnostic Delay in ALS/MND Discovery Meeting (February 2025)
e Clinical Trial Capacity in the Global South (April 2025)

e Palliative Care Integration (June 2025)

Each session drew participants from around the world and resulted in tangible
outcomes — such as recommendations for trial expansion, frameworks for
early palliative care, and updated principles for working with industry — that
will guide upcoming projects.

Our quarterly public scientific webinars are also a key source of shared
learning. Topics in 2024-2025 included:

e Annual Clinical Trials Update (November 2024)

e ALS/MND Platform Trials Update (March 2025)

e Scientific Advisory Council Mid-Year Review (June 2025)

Engagement with these sessions continued to grow, with hundreds of live and
archived views across sessions.
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Research: We shared research findings at the Northeast Amyotrophic Lateral Sclerosis (NEALS)
Consortium’s Meeting (October 2024), National Society of Genetic Counselors’ (NSGC’s) Conference
(November 2024), International Symposium on ALS/MND (December 2024), and European Network to
Cure ALS (ENCALS) Meeting (June 2025), presenting posters on topics including genetic counselling

access, trial endpoint optimization, and quality-of-life measurement.

Building Networks to Improve Trials Capacity in the

Q\
Global South

o Ass0C"

o}
c%a Jessica Mabe’, Julia Simon’, Martina de Majo', Catherine Cummings’
&

' International Alliance of ALS/MND Associations

Enhancing Quality of Life through Insights based
on the ALS/MND Patient Needs Matrix

Jarnail Chudge', Catherine Cummings', Julia Simon'
) International Alliance of ALS/MND Associations

Global Analysis of Access to Genetic Counselling
and Testing for People Living with ALS/MND

Jessica Mabe’, Julia Simon', Martina de Majo’, Catherine Cummings’

'International Alliance of ALS/MND Associations

BACKGROUND

ALS/MND is a fatal disorder with only a handful of disease-modifying treatments availabie,
mainly in what is defined as the Global North by the United Nations. To date, clinical trials
have shown a high failure rate and a focus on people living with ALS/MND (PALS) of
€uropean descent, excluding a large portion of the world population and potentially
missing valuable information.

in 2023 the International Aliance for ALSTNND Assacatons an s second survey focused
on the fundamental rights for PALS and caregivers, receiving esponses from 54
Countries. Among them, 475% were PALS and their responses highlighted that

* PALS in the Global South (GS, defined by the United Nations) were less likely to be
participating in a trial but more willing to.

* Globally, 36% of PALS were willing to participate in trials in the future however 32%
stated they had no access to them. When analysed separately, 40% of respondents
from the GS stated that they had no access to clinical trials vs 2% in the G

« PALS who answered the survey perceived that they had access to the highest quality
treatment only if they also had access to clinical trials (data not shown).

HYPOTHESIS

With more trials ongoing in the GN, the pool of treatment-naive candidates in those

regions. i becoming limited, while underrepresented communities are left with scarce
access to novel treatments. The Alliance identified two regions of the GS (Africa and Latin
America) where no networks were available to run ALS/MND dlinical trials.

RESULTS

‘GLOBAL NORTH AND SOUTH

w

Figure 1. Distibutlon of countries becween Giobal North and Global South. Econaric classfcation. uV
the world's countries Unied Notons:the GobalNorh (GN) s highightedin blue and the Gl
South (G5’ hghlighted n Ted Miipeda Hondbook or .

METHODS

The survey was conducted by Bramm Research, an independent third party. and launched
through our member organizations and on social media in May 2023. Participants were
given 60 days to respond. We received dlose to 2000 responses from 54 countries and
47% of the respondents were PALS. The survey was available in 16 different languages.

Which of the following statements best describes
‘your situation as it relates to clinical trials?
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e 2. Disparities in clinical trials access between Global North and South. PALS
reSpondents in the GIobal South were less ikely (0 Be pArtPATAg In 3 ral (3% vs. 13% in the
Global North but mare wiling Lo partcpate (474 v. 324 n the Gobal Nort). iy 3 of the PALS
respondents in the Global ricipated in a clinical trial in the past vs. 15% in the Global
Nonh. A the global Ievh 36% of PALS wevt wlng to partkipoi i cini P i i the e yet
324 stated that they hadi no access 1 then. When anapyzed separael, 0k ofrespondents from
the Global South stated that they had no access to clinical trials . 29% in the Global Nort

DISCUSSION

The Alliance is helping to set up networks with secretariat services and global expertise
access Thess research neoworks are nom recogrised 3 ELATAM (Latin Amarica -
hay ) and ALS Af

ALS Africa has nine representatives and is recruiting ALS specialists in the continent and
seeking sponsorship to build infrastructures for ALS rescarch

ELATAM has 64 representatives from 14 countries within Latin America and will have
their first symposium in October 2024. ELATAM is evaluating regional challenges,
infrastructure and registries, and finding sponsorship to setup the network

CONCLUSION

By enabling establishment of clinical networks within Latin America and Africa, the
Alliance is playing a pivotal role in providing the basis for expanding ALS/MND trials to
geographic areas in the GS.
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re 3. Access to clinical trials is higher in the Global North. While a higher
percentage of respondents i the Giobal North has access/participated in a trial, a higher
percentage of respondents in the Global South were wiling o PArtcipate in a clinical tril,
No major changes were reported between 202130 2023
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Figure 4. Setup of clinical trials networks in the Global South. The Alliance s helpiny
10 36t up nctworks with secretaia services and global L-xp(-vusu access. These rescarch
tworks are now recognised a5 ELATAM (Latin America - hps//elatam.org) and ALS
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ACKNOWLEDGEMENTS

We would like to thank the 1900+ people who responded to the survey, particularly the
people living with ALS/MND and their caregivers. We would alsa like o thank the PALS
and CALS Advisory Council of the International Alliance of ALS/MND Associations who
provided feedback and guidance on each iteration of this survey as it was developed.
Additionally, we want 10 acknowledge all the volunteers who have been involved with
this project.

For more information on this project and others please contact us at
alliance@als-mnd.org or visit us at als-mnd.org.

Figure 2. Patiat Meeds Marix mapped against Mastow's Blyer model

BACKGROUND

The International Allance of ALS/MND Associations is leading a research project to explore
the importance and significance of cultural activities in improving guality of life for people
living with ALS/MND {PALS) and their caregivers (CALS). Through a “design thinking” approach,
the project highlights tangible examples of how technological innovations support the
creation of art, Music, games, etc., enabling the pursuit of creative interests for PALS,
Orawing on Maslows hierarchy of needs, insights from the Alliance’s Fundamental Rights
Survey, and the Alliance's Knowledge Map of the ALSYMND landscape, the aim is to provide
personalized insights designed to enhance quality of life for each person. By bringing
individual needs 1o the forefront, the Alliance looks to enhance quality of life, and provide
guidance to help transform a person's lfe course based on their objectives and desires.

METHOD

Through the lens of personal, cultural, and social dimensions, the Alliance has adapted
Maslow's expanded 8-layer model (encompassing the range of needs from physiological,
safety, love and belonging, esteem, self-actualisation, cognitive, aesthetic, and transcendence)
to develop the Patient Needs Matrix (PNM).

Each of the B layers has been broken down into sub-categories. These are mapped against
established personas representative of the 4 different stages and experiences of ALS/MND:
“newly diagnosed,” “slow progression.” “advanced and changing symptoms.” and “caregiver.”
Each intersecting area is populated with a range of technology solutions, When further

iewed through the lens of global access, industry investment, and academic research
interests, the PNM provides a view of the current state of these technologies and identifies
areas where there are gaps to be filled

Since its inception in ::n;n the PHM has continued to evolve. It s curenitly being developed
to support the design a of and personal ks for each

PALS i CALS Thase ramewrts help them understand where mey are on their journey
and identify the specific areas where they will benefit most, for example, voice-Danking.
hygiene, nutrition, creative pursuits, spiritual development, etc.

By applying Maslow's model along 2 planes — “internal vs. external” and “physical/functional
vs. mental/emotional/spiritual” — and combining it with the 4 core areas of the Alliance's
Knowledge Map ("Understanding ALS/MND;” “Living with ALS/AMND;” “Treating ALS/MND,” and
“Getting Involved"), a visual grid is created. Each of the 8 layers is represented within these
grids, allowing for a detailed, individualized assessment of well-being.

This approach offers 2 meaningful way for people to understand “where they are* in their life
journey, identify “where they want to make changes® and imagine “what that could look like”.
it provides 2 valuable tool to support and enrich quality of life.

RESULTS

A key milestone in developing this framework took place in December 2024 at the Alliance's
annual conference, through the creation of a “Day in the Life OF experiential suite. This
involved setting up an actual suite at the venue, showcasing a range of devices, technologies,
adaptations, and innovations — all aimed at enhancing quality of hfe in daily living. The space
included interactive zones focused on eating and drinking, hygiene, entertainment and
creative expression, smart-home automation, rest and relaxation, intimacy, and clothing.

Rgee 1. The “ing rooars I the“ar n the L OF s
in collaboration with partners, suppliers, researchers, and technology companies, the suite
featured both physical and digital tools. These included an eating assistant, a bidet, a
thermostat controlled by eye gaze, a voice preservation system, and a virtual reality gaming

Ty pnes

Figure. Figure 1 madel

setup that enabled access to previously inaccessible experiences. Conference attendees, H g
which included PALS and CALS, were invited 1o explore the suite, with the goal of exposing the H H
full audience over the course of the event 1o the wide spectrum of possibiliies. This H
immersive representation of the “lived experience” across all 8 layers, and the feedback it
generated, served as the evidential base on which a person's needs in relation to quality of
life can be better understood.
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CONCLUSION ACKNOWLEDGEMENT:

while still in development, the Alliance believes this novel approach will help each person
understand where they are on their personal journey and connect with the different layers in
3 uniquely deep and &f with the goal of enh: hing quality of life.

We would like to thank all the participants and supporters of this project, including the
leadership structure of the Alliance for their endorsement of this rescarch area, and the
global community of members f in validating this approach,

For more information on this project and others, please contact us at alliance@als-mnd.org or visit us at als-mnd.org.

BACKGROUND

Amyotrophic Lateral Sclerosis (ALS) or Motor Neuron Discase (MND) Is an adultonset
neurodegeneatve disorde caracteized by progressiv degeneratonof malornewrans. esuting n
1055 of mator function and o oy by respiratary failure within 2-5 years from symptom
et Wile st ALS/AND €236 o opporenty porad, reent LS mave S thot U 10 2198
of people ving with ALSIMND (PALS) carry variants in the ALS/MND gene panel independently of
family history (Shepheard et al 2021)

g Hling and of the I Alliance of ALS/MND Assoclations
fundamental Rights of people h ALS/MND. Originally conceived in the late 19905 as the
baseline of services for people Iing with ALS/MND, these rights represent the ideal for PALS and
caregluers (CALS) worldwide. They are updated each year by the Interational Allance's PALS and CALS
Advisory Counc

On 8 okl scle, saces 1o gunsdc couradling and taring i Hghdy dependart on mulactorl

ystems and professionals, and culture. In April 2021, the

International Allumw created 2 fundamental rights survey for PALS and CALS to assess, among many

ther parameters, access to genetic caunseling and testing for PALS worldwide, in May 2023, a follow-
Up SUrvéy was launched to benchmark against the data captured in is first version.

1 patients with amyotrophic ateral scerosis,

References: SNepheard et al, Value of SySIEMINE BRI Screen
Neurodegeneration 2021
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METHODS

Tne survey was conducted by Bramm Research an independent thi arty, and launched through
our member crganiarions and socal media i May 2023, Paricipats were gven 60 days to respond
W receved close 10 2,000 oM 54 countries and 47% of the respondents were PALS, The
Survey was available in 16 Cesent I.mrlmrns

Assess access to genetic counselling and testing in PALS on a global scale,

For more information on this project and others, please contact us
at alliance@als-mnd.org or visit us at als-mnd.org.

RESULTS
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Genetic testing and counselling can provide PALS with important information to support their journe
Acknowledging the genetic makeup of ALS/MND can help with treaiment options and understanding
the risk of passing it on 1o family members. Some interesting points from our 2023 survey are:

« Genetic counseors are perceived (o be the most highly specialized professional in ALS/MND at
50 folamed by neurciogss ot 735 and rspravay herapats at 0%y Acees 1o 3 geneic

counsellor (as well as professionals specialized in ALS/MNO) is one of the drivers for respondents

who strongly agreed with having access to high quality care (fundamental right #

Access to genetic testing and counselling is lower i the Global South compared 1o the Global

« ACCESS o genetic testing. counselling, and genetic discrimination safeguards has remained the
same since 2021, though in 2023 the results are higher with regards o having 9cess 10 an
ALS/MND association provides better alignment with this right

« Englich-Speaking respondents are more likely to have access 1o up-to-date education about clinical

Eenetics in ALS/MND.

Approximately one quarter of PALS respondents reported that their blood relatives are given the

same access to genetic counselling and testing.

INTERNATIONAL ALLIANCE
OF ALS/MND ASSOCIATIONS
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Additionally,

are also given the same access to
m-t counselling and testing where relevant.
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CONCLUSION

In summary, we demonstrate that access t Genatic counselling and testing s not equally granted,
with major differences between Global North and Global South, Results were mostly unvaried
between 2021 and 2023, showing no major progress in the avallability of these services worldwide.
Equitable access to genetic counselling and testing needs o be prioritized I order for PALS to access
to the highest quality treatments avallable.

ACKNOWLEDGEMENTS

e would ke 1o thank the 1900+ people who responded to the survey, particularly the people
living, with ALS/MND and their caregivers. We would alsa like to thank the PALS and CALS Advisory
Council of the International Alliance of ALSIMND Assaciations who provided feedback and guidance
n each iteration of this survey as it was developed.
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Task Force-Global Effort: Optimizing ALS/MND
Clinical Trial Endpoints

de Majo M(1), Pérodeau A (1), Van Damme P(2), Dave KD(3), van Eijk RPA(4), Sheean B(5), Fournier
C N(6), Kaya A(1), Robinson M(1), Ocampo F(1), Cadavid D(7), Genge A(8), P Green(1), Cummings C(1)

> Assoc\

(1) International Alliance of ALS/MND Associations, (2) University of Leuven, (3) ALS Association, (4) UMC Utrecht, (5) Fight MND,
(6) Emory University, {7) Verge Genomics, (8) Clinical Research Unit, Montreal Neurological Institute, Montreal, Canada

BACKGROUND METHODS

Alliance of AI SIMND i isa Lateral
summ (ALS) and Motor Neu f

ducted a literature clinical trials in the ALS/MND field run in the last 1
years. We usad ClinicalTrals.gov, the Wrd Healh Organization's International Clinical Trials.

ided by
people with ALS/MND (PALS) and thelr caregivers (CALS), the Alionce sene 058
for ALS/MND advocacy and research collaboration

Although approved, their impact
on slowing disease progression remains imited Al the same time, most newy develope
led linical trials (1) ¢
improve [lu: thly o ALSIMND trial protocols have been proposed by expert panels and
regulatory agencies, including the suggestion to adopt better autcome measures that more
a rmrarely measure disease progression (2]

The Alliance put together a global mutti-stakeholder task force to facilitate discussion on
outcome measures for clinical trials to be used worldwide, including key opinion leaders from
the for-profit, non-profit and academic sectors, as well as PAL

As an initial step, we aimed to establish a comprehensive overview of the outcome measures
currently employed in ALS/MND clinical trials, with the ultimate objective of achieving
consensus on a core set that best reflects disease progression in individuals living with
ALS/MND. This remains a significant gap, as no standardized set of outcome measures has yet
been agreed upon across the ALS/MNO research landscape (3),

Registry P o the ALS Py Clinical Trial Navigator.

We also developed a survey to collect information and sponsor/investigator opinions vegavding
outcome measures AL in clinical trials. We
Gistrbuted the Survey o the industry sponsors we were dble o each in the fled (43),collcting
a total of 18 respanses,

REFERENCES

1. Patrov, et al, Front Aging Neurosti (2017).
2. Longinetti, & Fang, Current Opinion in Neurology (2019),
3. Zahir, . et o, Quallty of Life Research (2023).

For more information on this project and others, contact us at
alliance@als-mnd.org or visit us at als-mnd.org.
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DISCUSSION

Among the primary outcome measures, TEAES were the most frequently reported when all trial
phases were considered. However, when focusing specifically on phase 1l and Il trials, CAFS,
emerged as the most commonly used primary outcome. This contrasts with our analysis of past
trials, where the ALSFRS-R was the predominant functional measure.

hen asked to identlfy the most Important outcome measures, respondents consistently
selected ALSFRS.R, survival, and biomarkers for both secondary and exploratory endpaints. This.
aligns with our results, as ALSFRS-R and survival are commonly used across all outcome
categories. In contrast, biomarkers. remain infrequently used as primary outcomes, largely due
10 the lack of validation and regulatory approval — an issue further highlighted by our survey
data (data not shown).

The survey has several limitations. Not all participants completed every question, likely due to
concerns around confidentiality or survey's length. Additionally, the relatively small sample size,
particularly in subgroup analyses, limits the generalisabilty of the findings.

AMS = ALS Impaement Multidomain Scale.
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CONCLUSION

We conducted a survey of industry sponsors involved in ALS/MNO clinical (na\s and re:ewad
18 responses, representing a well-balanced distribution across company sizes—reflecting
strong industry engagement with this topic. The findings highlight substantial variat
efficacy outcome measures, particularly in phase Il and Il trials, This analysis provides a
comprehensive averview of current practices and supports efforts to establish a standardised
core set of measures to accurately reflect disease progression in ALSMND,
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Living with ALS/MND

Two of our initiatives that began as member-driven projects
achieved international recognition this year for their practical
impact.

“Day in the Life Of” (DILO) Experience Suite

Created for the 2024 Allied Professionals Forum in Montreal, Canada, the DILO
Suite allowed participants to experience the daily realities of ALS/MND through
interactive stations featuring assistive devices, technologies, and adaptive
environments.

The inaugural suite included stations on communication and voice banking,
transfers and mobility, daily living aids, and home modifications. Large and
small industry partners collaborated to demonstrate accessible solutions, and
Post-event feedback showed that 92% of participants said the suite improved
their understanding of assistive technology options and caregiver needs.

The concept was awarded “Best New Event” at the 2025 Associations World
Summit in June.
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Many members have
since adapted it for local
use, confirming its long-
term value as a flexible
planning resource. For
example, the ALS Society
of Canada and FightMND
developed localized
versions, each tailored to
their national
emergency protocols
and health-system
structures.

Emergency Preparedness Toolkit: Developed with member input as a result of major
natural disasters around the world, the Toolkit was recognized as “Best Member
Engagement Initiative” at the same awards. It provides step-by-step guidance to help
associations and families prepare for disruptions in care or access to services.
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Patient Fellows Program: The Patient Fellows Program enables people living with ALS/MND and
caregivers to attend the International Symposium on ALS/MND, share their experiences, and
contribute directly to research discussions. This was the first year we managed the program,
coordinating selection, travel, and accessibility support. We had 23 people affected by ALS/MND take
part (12 in person and 11 virtually). Fellows from 14 countries participated, marking the broadest
regional representation to date.

Post-event surveys showed 95% rated their experience as excellent or very good, highlighting
accessibility, engagement with researchers, and feeling represented as key strengths. Their
feedback is now shaping plans for future events to ensure lived experience remains central to global
discussions.
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Treating ALS/MND

We continued to bring members, clinicians, researchers, and allied
health professionals together to improve care and accelerate
knowledge sharing.

“The hybrid format worked perfectly. It made me feel connected even from
thousands of miles away.” (2024 Alliance Meeting)

ONOVER"  pegeNERON
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“The sessions were inspiring and practical. | left with ideas | could use
immediately in my own work.” (2024 Allied Professionals Forum)
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Alliance Meeting & Allied Professionals Forum: The annual Alliance Meeting and Allied

Professionals Forum (APF) truly highlight the spirit of teamwork in the ALS/MND community.

In 2024, these events were held in Montreal, Canada, and offered virtually. We welcomed
199 delegates (149 in person, 50 virtual) to the Alliance Meeting, and 427 participants (265

in-person, 162 virtual) to the APF.

Post-event surveys reflected strong satisfaction across both
events, with over 90% of participants rating the content and
speakers as good or excellent. Attendees praised the
multidisciplinary discussions, practical takeaways, and inclusive
hybrid delivery that enabled global participation.

As part of the APF, we also launched two pre-conference
masterclasses, responding to participant requests for more in-
depth content:

e Engaging in Difficult News with PALS & CALS: Delivering an
ALS/MND diagnosis is only the beginning of many difficult
conversations that allied health professionals must navigate.
This class explored how to improve interactions with patients
and families at every stage.

e Upstream with a Paddle: Healthcare professionals often find
themselves working tirelessly downstream. The risk of burnout
often feels inevitable, but it doesn’'t have to be. This class
taught how to reclaim resilience and enhance well-being while
continuing to care for others.

Sessions received an average rating of 4.3 out of 5, with attendees
describing them as “the most valuable part of the Forum.”

“It was great to hear how different countries are tackling
similar challenges. The discussions felt truly global.” (2024
Allied Professionals Forum)

THANK YOU TO OUR 2024 SPONSORS! ~

S ALIANCEMEETING & ALLIED
PROFESSIONALS FORUM
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Treatment Updates: In addition to webinars and
conference sessions, our Scientific Advisory Council
continued to maintain the treatment briefing notes and
advise on clinical content for webinars and events,
ensuring we are ad trusted source of treatment
information. Updated and new briefing notes on our
website include drugs approved, in development, and no
longer in development, providing a comprehensive
snapshot for members and clinicians.
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Taking Action

Our advocacy and awareness work this year focused on practical

initiatives that reflect member priorities and strengthen the
collective voice of people living with ALS/MND worldwide.

International Representation

We continued active participation in
the World Rehabilitation Alliance
(WRA) through its Emergencies,
Research, Primary Care, and
Workforce workstreams. This
engagement helps integrate the
needs of people living with ALS/MND
into broader international health
policy discussions. Our staff and
members also contributed to global
consultations on assistive
technology, inclusive research, and
ethical industry collaboration,

i Countries where the Alliance

has members

including presentations to the World
Health Assembly side event on
Rehabilitation for All.

Expanding Membership and
Representation

We expanded our Affiliate Membership
with four categories: Emerging
Associations, Networks, Education and
Research Institutions, and Fiscal
Sponsorship/Hosting Arrangements.
This new structure recognizes the
diversity of organizations contributing
to ALS/MND efforts and creates clearer
pathways for collaboration and
engagement.
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Awareness Campaigns

For Global ALS/MND Awareness Day 2025, we created and launched the 2026 ALS/MND Calendar.
Members submitted artwork from their communities, and more than 2,300 public votes selected the
winning images. The final calendar — produced in wall, desktop, and agenda formats — was unveiled
by video and email on June 21. Promotion continues through social media, with proceeds supporting

the participation of people with lived experience in ALS/MND events.

Our annual March of Faces banner and video featured portraits and tributes from across the
community. The 2024 video showcased 60 faces from around the world and used the song “Won't Give
Up, My Friend,” by our own Alper Kaya, a PAL in Turkey. He created it for people living with ALS/MND and
those who have lost loved ones to ALS/MND. He wrote the lyrics, and the music was created with Suno

Al support.

Catriona Dixon

v| (middle); Andres
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| (right); Andres' wite B
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2024 Award Winners

Con?rdtulotions to our award winners. Their achievements reflect
the strength of our community and commitment to lasting impact.

Forbes Norris Award

Awarded to Dr. Glass and Dr. Simmons for their
exceptional work in advancing clinical care and
research in ALS/MND, translating scientific
insight into improved patient outcomes.

DR. JONATHAN D. GLASS DR. ZACHARY SIMMONS

Humanitarian Award

Recognizing Evy Reviers advocacy and
leadership in enhancing quality of life for people
living with ALS/MND, including work on nationall
care legislation in Belgium and international
network building.

Allied Health Professional Award

Awarded to Dr. Apreleva and Dr. Mesquita e
Silva, whose innovations and outreach in
therapy and rehabilitation have strengthened
care practices globally.

DR. ALISA APRELEVA DR. TATIANA MESQUITA E SILVA

Student Innovation Award

These three medical students in Colombia
developed digital tools to help patients,
caregivers and clinicians manage ALS/MND
more effectively, advancing our global cause.

VALERIA OTALORA GARCES VALENTINA GONZALEZ LUISA MARIA HORMIZDA INFANTE




Thank you!

As we look ahead to another year of collaboration and innovation, we remain grateful for
every member, partner, and supporter who makes this global work possible.

Board of Trustees
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Calaneet Balas Marcela Santos Tammy Moore Jennifer Bedford Mary Ellen Bench Evy Reviers Clare Sullivan Yohei Yamada Riccardo Zuccarino
Chair Vice-Chair Treasurer Trustee Trustes Trustee Trustee Trustee Trustee
PALS & CALS Advisory Council Scientific Advisory Council Advocacy & Public Policy Forum Research Directors Forum
Sara Feldman, PT, DPT, ATP Nicholas Cole, PhD Gudjoén Sigurdsson Bec Sheean, PhD
Phil Green (in memoriam) Jinsy Andrews, MD Nguyen Tran Minh Duc, MD Anna Ambrosini, PhD
Stacy Lewin Farber, MD Kuldip Dave, PhD Lung Kuo Raquel Barajas-Azpeleta, PhD
Alper Kaya, MD Jeannine Heckmann, MD, PhD Tammy Moore Martina de Majo, PhD
Albert Koo Tee Yih Caroline Ingre, MD, PhD Evy Reviers Nicholas Cole, PhD
Norman Maclsaac Qing Liu, MD, PhD Marcela Santos Kuldip Dave, PhD
Felipe Ocampo, MD Martina de Majo, PhD llayda Ulgenalp Amy Easton, PhD
Orlando Ruiz Christopher J. McDermott, MD, PhD Hilmi Uysal, MD Natalie Gauld, ONZM, PhD
Marcela Santos Piera Pasinelli, PhD Jane Haley, PhD
Gudjon Sigurdsson Martha Pefia Preciado, MD Jessica Lee
Leanne Sklavenitis Nadia Sethi, DDS Agnes Nishimura, PhD
Leah Stavenhagen Bec Sheean, PhD Kelsie Show
Paula Trefiak David Taylor, PhD
Angelique van der Lit-van Veldhuizen (in memoriam) Fernando Vieira, MD
Conny van der Meijden Paul Wright, PhD

Wim van Minkelen (in memoriam)
Bruce Virgo
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