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‘Mission & Note from CEO

Our Mission:

The ALS Association Tennessee Chapter's committed to our mission to discover treatments and
a cure for ALS, and to serve, advocate for, and empower those affected by ALS to live their lives
to the fullest. The Tennessee Chapter supports people living with ALS and their loved ones
through services and education. We leave no stone unturned in the search for the cure of this
progressive neurodegenerative disease.

Note from Michelle Sweeney, CEO:

Hello! 2021 was another challenging year, but despite the ups and downs, The ALS Association Tennessee Chapter
remained committed to our ALS community as we served, advocated for, and empowered those affected by ALS. |
want to take the opportunity to say thank you to our donors, volunteers, and advocates for your continued
support. We have seen advancements in research, as The Association is now funding 155 active research projects
in 12 countries in an effort to accelerate progress towards effective treatments and a cure, the ACT for ALS was
signed into law by the President of the United States in December 2021, and our Chapter served over 400

individuals and their families living with ALS through vital care services programs, such as ALS Clinics, support
groups, communications programs, and more. | am incredibly grateful for our staff and Board of Directors, who
worR tirelessly towards our mission of creating a world without ALS. | am incredibly grateful to our supporters
who continue to support our efforts so that we can advance our mission. And most importantly, | am grateful to
the individuals and families we serve that remind us to live each day with courage, strength and resilience.

I wish you the best in 2022! -Michelle Sweeney

Tennessee Chapter Board of Directors

Matthew Harrison, President, First Horizon
Bryan Bolton, Vice President, First Horizon
Nick Streff, Treasurer, PNC BanRk
Beth West, Secretary
Paulo Aur, American Paper Optics Steven Boles, First Horizon
Joshua Denton, Frost Brown Todd Scooter Kramer, Bridgestone
Tyler LeRoy, Brown & Brown Insurance Alexander Schmid, Brasfield & Gorrie




& Chapter Impact

BY THE NUMBERS 2021 ALS

nnessee Chapter

Respite/
E’%ﬂ 43 General

Grants

‘ awarded
ALS Clinic

attendees 397 bereavement contacts

17

support group
meetings

.’ communication
interventions

sayono}
1enpiaipul




& Care Services

In 2021, our Chapter met the needs of over 400 people living with ALS, and their families, through
a variety of services, including virtual support groups, multidisciplinary ALS Clinics, the loan of
durable medical equipment, educational resources, and more - all to ensure that individuals
living with ALS receive the highest level of care possible. Learn more about our local care
services programs by clicking here.

Program Highlight - ALS .Mh)ltidisciplinary Clinics

ALS multidisciplinary clinics (MDC) have become the standard of care for ALS worldwide, owing to its ability to
improve patients’ quality of life, prolong their survival, and reduce hospital admissions, according to prior research
studies. These clinics bring together a team of medical specialists, providing comprehensive and specialized care,
addressing many of a patient’s needs in the same place or even in the same visit. Because ALS symptoms affect
every patient differently, treatment typically requires several different types of health care providers with diverse
and specialized skills and knowledge. Instead of patients and their caregivers struggling to balance appointments
and recommendations from several specialty providers, many hospitals and clinics are now providing
multidisciplinary teams who work together to improve care for both patients and caregivers. This approach may
help lower a patient’s stress levels related to having to visit multiple health care providers. Studies have shown that
multidisciplinary teams improve ALS patients’ quality of life, mental health, social functioning, and survival.

These teams may be composed of a neurologist, and physical, occupational, respiratory and speech therapists, as
well as a dietitian, neuropsychologist, nurse, and social worker. If needed, home health care providers, and medical
equipment and assistive technology specialists may also be available. The team usually meets before and
sometimes after the patient’s arrival to design and implement a personalized treatment plan.

In the U.S., many hospitals, Veterans Affairs medical centers, and health care facilities offer multidisciplinary care,
some of which operate on a full-time basis, while others are on a specific schedule. Here in Tennessee, we are very
lucky to have 4 multidisciplinary clinics. The ALS Clinic of the MidSouth in west Tennessee, The Vanderbilt Neurology
Vanderbilt Clinic in middle Tennessee, The ALS Clinic at Erlanger in Chattanooga, and The Gary C. Shealy Memorial
ALS Clinic in east Tennessee.



https://alsnewstoday.com/als-symptoms/
http://webtn.alsa.org/site/PageServer?pagename=TN_8_patient_family_services

&, Advocacy
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Thank you
ALS ADVOGATES

. for championing
the ACT for ALS Act!

Big News in 2021! The ACT For ALS Act is now law. Thank you to all ALS
Advocates for the hard work it took to get this bill across the finish
line. Thank you President Joe Biden for supporting people living with
ALS and their loved ones by signing this historic legislation. Your
tireless support makes a difference!

Thank you to all the ALS Champions in Congress for their leadership in
passing the ACT for ALS. This important bill will directly impact the
lives of people with ALS.

Interested in vital Advocacy issues affecting our ALS heroes?

ADVOCATE



https://www.facebook.com/POTUS/?__cft__[0]=AZWFASEAs8rFqA3OmJcT28PU7bt3pbAS3X7DmFIXKU-9hJutAjMqyLjoPYMfPP-FJ3mke3tA-uzK87U6mTRCS5L5_5ASMaW3UILEb2spub9rpzFsm8nkyMmk-ivS_MIPRSVL8ZEEyTwXxd9udntXwCjs&__tn__=kK*F
https://als.quorum.us/register/
https://als.quorum.us/register/
https://als.quorum.us/register/
https://als.quorum.us/register/
https://als.quorum.us/register/
https://als.quorum.us/register/
https://als.quorum.us/register/

& Research

The ALS Association is the world's largest private funder of ALS
research worldwide, and our efforts have led to some of the
most promising and significant advancements in the field. We
advance ALS science by building research infrastructure and
funding individual research projects and engaging the patient
community in the search for treatments and a cure. The ALS
Association is committed to doing whatever it takes to find
effective treatments and a cure. Thank you for your continued
support!

Throughout 2021, The ALS Association also continued to
Currently funding work tirelessly to bring AMX0035, a promising new drug
155 active shown to extend life and slow disease progression, to
RECET NI [Jadl  people living with ALS. And we’ve never been closer. Amylyx
in 12 countries recently filed a New Drug Application with the FDA for
approval of AMX0035.

Interested in learning more about Amylyx and The ALS Association's support of
their journey? Click here to listen to a conversation between the Amylyx team and
The ALS Association from September 2021.



https://www.connectingals.org/episodes/fight-for-amx0035-approval-moves-forward-with-amylyx-nda-announcement?_ga=2.38427683.1493289831.1641229134-1458655140.1616533450

& Development

Walk to Defeat ALS

Thank you to everyone in Tennessee that participated in the 2021 Walk to Defeat ALS. Teams gathered at home,
local parks, churches, and community centers to bring awareness to the realities of ALS. Close to 500 people
registered and joined one of the 110 teams across the state and over $376,000 was raised! Because of you, The
ALS Association will accomplish great things through research, advocacy, and local care services.
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& Development

An Evening of Hope
Our 4th Annual An Evening of Hope: House Party Edition Tee Off fo r ALS

was a success! Attendees joined friends at a host's home

where they watched a program virtually, ate delicious The 14th Annual Tee Off for ALS Golf Tournament
food, bid on exciting auction items, and donated to took place in August 2021 at Hermitage Golf
support our vital care services programs. The event raised Course in Nashville. Golfers enjoyed a round of
nearly $50,000! Save the date for the 2022 event on golf, bidding on our Golden Ticket package,
Saturday, April 2nd at Richland Country Club in Nashville. enjoying breakfast and lunch, and raising
Click here to purchase tickets or sponsorships! support for The ALS Association Tennessee

Chapter. The golf tournament exceeded its
fundraising goal and raised $75,000! We are
already planning for the 2022 tournament on
Monday, August 15th. You won't want to miss it!
Interested in sponsoring the 2022 Tee Off for ALS
event? Contact Anne Rawlins at
anne.rawlins@alstn.org.

Other Development Updates:
1.0ver 250 donations of $1,000+ S
2.Two successful direct mail r TP SIS o R

campaigns raising over $50,000 hE® ¢
3.Estate Gift of $50,000 received ‘ Ly —

)


https://alscentraltennesse.ejoinme.org/eveningofhope2022

Thanks to our 2021 Circle of Hope members:

current
COH
members

Interested in donating monthly?

Click Here
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Elizabeth Aur
Paulo Aur

Steven Boles

Ben Brandon
Sara Bratten

Beth Bumgardner
Mark Chesnutt
Lester Duncan
Julie Farris

Carl Goff

Jenifer Gregory
Matthew Harrison
Scooter Kramer
Patty Lane
Darlene Pollard
Anne Rawlins
Lora Le Rawlins
Alexander Schmid
Culver Schmid
Andria Sitar
Raymond Sprinkle
Alice Sullivan
Michelle Sweeney
Alicia Thomas
Justin Wandell


http://webtn.alsa.org/site/PageNavigator/TN_12_CircleofHope

& Chapter Financials

Walk to Defeat ALS
Individual Giving
Distinguished Events
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