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State of South Carolina Request for Contribution Distribution
This form is designed to collect the information reqiired by South Carolina in accordance with Proviso 117,21 of the appropriations act and Executive Qrder 3022-19, This
form must be submitted to the state agency thatis providin; the contribution for the designated arganization, The state agency providing the contribution should use this
form to coltect information from the designated org; The inf tion must be collected from the designated organitation before the funds ¢an be disbursed,

Contribution Infarmation

State Agency Providing the Contribution Purpose
l $500,000.00[4160 - Department of Disabilities and Special Needs JALS {amyotrophic lateral sclerosis) care services funds ]
Entity Name The ALS Association Contact Name |Jennifer Mundy
Address 1300 Wilson Blvd Suite 60O Position/Title |Managing Director, Care Services
City/State/Zip Arlington, VA 22209 Tefephone 540-797-0561
Website als.org Ernatil lignnifec Mundy@als org
Tax DX 13-3271855
|Entity Type {Nonprofit Organization

PlanfAccounting of how these funds will be spent:

Deacription Budget Explanation
Quality of Life Grant Program $95,000.00 |individual grants that reduce linancial burdens and improve quality of life
Equipment Loan Programs (durable medical equipment, assistive technology, ramps) $350,000.00, i t reuse prog that help reduce the financial costs of ALS, improve
Support Groups $5,000.00| meetings that offer opportunities for supportive connections and information
ALS Clinics $50,000.00| mutidisciplinary care teams composed of health professionals with
Ky [ :.l
- ==
o |
g e Grand Total] $500,000.00
‘,.J

Please explain how these funds will be used to provide a public benefit:

Amyotrophic Laterat Sclercms [ALS) is a progressive and always fatal neurgdegenerative disease that affects voluntary muscles causing individuals ta lose thelr ability to speak, eat, move, and
breathe. The avarage oif of podml’axpenses for peophe living with ALS is $250,000 annually, an amounk very few are prepared for. The ALS Asseciation's goal is to make ALS livable for
everyone, everwthere pntil we cad cure it. We are on the ground in South Carollna, providing help and hope to people living with ALS and their loved ones while supporting the search for new
treatments and a-dbre &ir Iree caré services programs (r.e., Quality of Life Grant, equipment loans, support groups) help bridge care gaps and barriers in South Carolina by providing improved
access 1o needgd.;qpports. enhanced independence, safety, and overall quality of life as well as reduced costs of care for both families impacted by ALS as well as federal and state programs.
Through our ¢linical programs and outreach, we are able to imprave access to speciafized ALS mutidisciplinary clinic care, which has been shown to extend survival, improve quality of life, and
access to clinical trial opportunities as well as reduce burden by allowing individuals with ALS and their caregivers to be seen in one coordinated medical i t.
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Orpanization Certifications
1] Otganization hereby gives assurance thal no person shall, upon the grounds of race, creed, color, or national origin, be excluded from participation in, be denied the benefit of, or be
otherwise subjected to discrimination under any program or activity for which this organization is responsible.

2} Organlzation certifies that it will provide quarterly spending reports to the Agency Providing Contribution listed above.

3} Organization certifies that it will provide an accounting at the end of the fiscal year to the Agency Providing Contribution listed above.

4] Organization certifles that it will allow ihe State Auditor 1o audit &r cause to be audited the contributed funds.

Desubigred by
chief Financial officer
%ﬂawre Title
greg Mitchell 10/27/2023
Printed Name Date

Certitications nt State Agency Providing Contrnibution
1} State Agency certifies that the planned expenditure afigns with the Agency's mission and/for the purpose specified in the appropriations act.
2} Siate Agency certifies that the Organization has set forth a public purpose to be served through receipt of the expenditure.
3) State Agency certifies that it will make distributions directly to the organization
4) State Agency certifies that it will provide the quarierly spending feports and accounting received from the organization to the Senate Finance Commitiee, House Ways and Means

Committee, and the Executive Budges Office by June 30, 2024,

S) Stare Agency certlles that it will publish on therr website any and all reponts, accauntings, forms, updates, ¢ ications, of other lals required by Proviso 117.21 of the
appropriations act.
6) State Agency will cestify 10 the Office of the Governor that it has complied with the requirements of Enecutive Order 2022.19 by June 30, 2024.
[£ - —— %N
11/14/23
Agency Head Signature Date

Constance Holloway

Printed Name
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FOR WAYS AND MEANS INTERNAL RECORDS ONLY

House Member Appropriation Request Form

Member: _ He rolegnar Date:

Project/Event Name*: 'A\‘% Care Ser vices
*Please make sure name is how you would like it listed in the budget

Requested Amount: __ <550 00
Recipient Entity: :ﬁﬁﬂﬁ :A;gg iaion

Is the final recipient a: state agency, local government, ~ aon-profit, or other?

If “other,” please explain:

If a non-profit, is it registered and in good standing with the Secretary of State’s Office? Yes or No

If no, please explain:
Recipient Entity Contact: _L'\r\dm\{ Gl Title/Position: T i
Contact Phone Number: {210 ) R1o0-J4D] Email: L\ r\dSO&l Gl Oals. 0“3
Recipient Entity Website: ol\s. oc _C_J.J
Summary of Intended Use of the Funds: See axachmeryt

Please attach a requested project cost breakdown and any supporting materials or documents. Are there any
materials submitted with this form? Yes or No

Justification of Request/Public Benefit: Sef atochment

*To be completed by House members only*

Hecbbe  cunr

Primary Member Sponsor — Please Print

£4 A

ber Sponsor Signature & Date
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Additional Sponsors;

Amount Recommended by House Member:




association  1he Benefits of Supporting ALS Programs in South Carolina

Overview

At any given time, approximately 900 South Carolina residents! are living with Amyotrophic Lateral
Sclerosis (ALS), sometimes referred to as “Lou Gehrig's Disease.” ALS is a fatal, progressive,
neurodegenerative disease with no known cure or effective treatment options.

In South Carolina, The ALS Association provides assistance to people living with ALS and their families.
With cases of ALS projected to increase by 69 percent over the next 25 years? and anticipated
advancements in diagnostics and treatments, turning a fatal disease into a chronic one, more patient
families than ever before are looking for these free and vital services.

Addressing ALS in South Carolina

With an understanding of the critical medical needs faced by families struggling with ALS daily, and the
many budget constraints, The ALS Association is locking to obtain a reoccurring line-item funding for
ALS Care Services of $500,000 in the FY24 budget. The South Carolina Department of Health and
Human Services (SCDHHS) would provide the oversight of these funds and work in coordination with
The ALS Association on the care services provided.

Securing funding for people with ALS in South Carolina is not only critical to their weli-being, but it is
also a cost-effective measure that would save the state significant funds on an annual basis. These care
service programs may include Durable Medical Equipment {DME) loan programs, multidisciplinary ALS
clinics, assistive technology programming, transportation stipends, and grants for respite care amongst
other priorities.

Financial Impact of ALS

Because each family is different, financial situations vary. However, with no cure or effective treatment
options, the out-of-pocket cost of care for a person living with ALS can exceed $250,000 per year,
which often leads to the depletion of retirement or medical bankruptcy. Additionally, the person living
with ALS, and usually their spouse, may have to leave their jobs and sacrifice their salary and employer
sponsored health insurance.

Supporting Veterans

While the cause of ALS is still unknown, studies prove that military veterans are nearly twice as likely to
develop and die from ALS than members of the public?, Thanks to the advocacy efforts of The ALS
Assaciation, the Veteran’s Administration (VA) has classified ALS as a service-related disease and has
extended important benefits to active-duty personnel and veterans diagnosed with ALS.

This is a critical issue for South Carolina, and over 400,000 military personnel and veterans live in the
state?, The ALS Association provides care coordination and support to meet all immediate needs of
veterans in South Carolina while they wait for VA benefits. This ensures that those who have fought for
us can access critical services and support as they face their biggest battle: ALS.
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Contact Lindsay Gill, Managing Director, Advocacy, Lindsay.Gill@als:org, 210- 860 7407
r- \ S ! l' ‘H

1 https://www.iqvia.com/locations/united-states/blogs/2022/07/disparities-in- medlcare access for- peaﬁle under 65-fiving-with-als

¥ Traynor, Chio, Geiger, Price, Calvo, Arthur “Projected increase in amvotrophlc lateral,sclerosis from 201510 2040 ENhture Communications,
Volume 7, id. 12408 (2016) el Y

3 https:/fwww.als org/sites/default/files/2020-04/navigating-als_m’ Iltarv~veterans_als -in-military-white-paper_0.pdf

4 https:/fscdhec.govfsites/default/files/Library/CR-012238. pdf

OUR VISION: Create 8 world without ALS,

OUR MISSION: To distover treatments and a cure for ALS, and to serve, advocate for, and empower people affected by ALS to live

. their lives to the fullest.

ASKSNCIATION Aamintlas el o s anndiT - R



AB Case for Support for Care Services Funding in South Carolina

ASSOCIATION

The ALS Association currently serves 236 families in South Carolina and is looking to obtain a
reoccurring line-item funding for ALS Care Services of $500,000 in the FY24 budget to provide priority
care services program support for people living with ALS in the state.

$50,000 to support Quality-of-Life Grants for individuals living with ALS in SC

One of the most pressing needs of the ALS community in South Carolina is assistance with the
extreme financial burden of living with ALS. The annual healthcare cost for a person living with ALS
can be as high as $250,000 or more per year and varies depending on the stage of the disease.

We currently offer Quality-of-Life grants of $600 per family per year, and our current annual budget is
$5,000, which means that we can only provide about 8 grants per year. Obviously, the needs are
much greater than what we’re currently able to provide. Financial support of 100,000 would allow us
to increase the grant amount we are able to provide to $1,500 per family per year and support more
families in a more impactful way.

The program helps pay for a variety of critical supports and services, with the goal of helping people
to live independently for as long as possible and improve their safety, well-being, and overali quality
of life. This Quahty-of-Life grant program is particularly critical to people living with ALS in the more
rural and economically challenged areas.

Recognizing the different types of challenges encountered in the progression of ALS, the program
helps people with ALS, and their caregivers, to obtain the following types of services:

Home care (including respite care for caregivers)

Minor home modifications

Durable medical equipment not cbtainable through our loan closet program
Prescription medication costs not covered by insurance/medical expense copays
Transportation services

O O o O O

$245,000 to establish a Loan Closet with Assistive Technology {AT) and more Durable Medical
Equipment and improved service delivery and reduce costs of care
Recognizing a severe need for additional assistive technology and medical equipment for our ALS
families across South Carolina, we began work in June to assess the growing needs in the area and
develop a plan to build assistive technology support and enhance our loan closet offerings in South
Carolina. Financial support in the amount of 245,000 for this purpose would have a major, lasting impact
on ALS families, helping to bridge existing Sewj.f:ﬁg!’fffiﬁffiiﬂ‘gs.% e

SRR S
Barriers currently include the high cost of thif. ggl:.!ipmgnt{‘wh_i_g!!:is ?a- en only partialty covered by an
individual’s insurance, as well as the difficulty of rﬁan‘\';’ farﬁi‘ie'i‘t'b 563 ss this type of equipment either
through us or our partners at the two South:Carolina”ALS Cliticsiih ChigHéston and Greenville. Individuals
living in remote areas of the state, not close to either of these clinics, often are asked to make special




AB Case for Support for Care Services Funding in South Carolina

ASSOCIATION

trips to the clinic forl AT evaluations, and they simply do not make a second or third trip to get the
evaluation and ultimately the equipment.

With this financial support, we will be able to provide better and more assistive technology and durable
medical equipment to our ALS families in $C and assist our ALS clinic partners by providing equipment
that they can use to educate and train both patients and clinic staff on the features and advantages of
assistive technology and durable medical equipment. Access to this type of equipment through our Loan
Closet can be truly life changing—helping patients, caregivers, and healithcare providers communicate
longer and with more ease.

ASSISTIVE TECHNOLOGY

Assistive technology for people living with ALS includes a variety of tools and devices that improve quality of life
allowing people with ALS to communicate, access their computer/tablet/phone and environment despite their
limitations caused by ALS. Our assistive technology program provides equipment at no charge, and the
equipment can be used as long as it is needed. In most cases, each piece of equipment typically gets used by
more than one person in its lifetime due to the nature of the disease. Examples of equipment and items for AT:

High Technology Equipment: Devices that are more complex, typically computer based.

e Speech generating devices {SGD's): electronic devices that synthesize speech.
¢ Eye gaze control systems: devices that use eye movement to select letters and words on a
computer to synthesize speech.

Lite Technology Equipment: Devices that are usually digital and may require a battery or power source.

o Textto speech computer software programs: programs that consist of an on-screen keyboard and
mouse that allows use without needing a person’s hands.
+ Text to speech apps: apps for use on smart phones or tablets that convert text to speech.

Low Technology Equipment: Devices that are readily available, do not require much training and typically
do not require batteries or electricity.

e Communication boards: boards that can be carried to aid communication by pointing on to
images, words, pictures, drawings, or letters
¢ Writing tablets: devices used to communicate when people still have the ability to write.

A ]

Voice Preservation {$5,000 for 25 voices): Voit 'barpk'ing i5:a'rocess that allows an individual to record a
set list of phrases and sentences with thEII"C;\}UI'I voice whlle they are still able. The recordings are then
used to create a personal synthesized voice io_r} fuvtlur@ use wn;_h_ a sg_%gch-generatmg device. Capturing the
essence of their voice before they could lose it, is a crucial step in preserving their identity. This program
provides one on one training and support t‘o plaiine';lgsq t\?:. Ebmdplé?gmé;ri recordings.




ARSOCIATION Case for Support for Care Services Funding in South Carolina

* Voice banking systems: devices that allow people with ALS to store the sound of their voice and
recorded words and phrases before they lose their ability to speak.

* Message banking: creating a pool of pre-recorded messages/staries/sounds using a person’s
natural speech while it is still intelligible.

Adaptive Equipment:

e The Obi feeding robot ($8,200): An adaptive eating device for individuals with upper extremity
strength and mobility limitations. This device allows its users to be in control of what they eat
and when. This can increase independence, social interaction, and meal enjoyment.

Assistive technology is a means to help improve the lives of people with ALS. Communication devices
allow people with ALS to communicate more effectively when they can no longer communicate on their
own. This helps people become maore independent, communicate medical decisions, and overall become
a more active participant in their family and community. In addition, access to the Internet through
email and chat rooms provides a medium to communicate with other individuals and caregivers for
support and information resources.

DURABLE MEDICAL EQUIPMENT

Access to Durable Medical Equipment {DME) is a huge need for people living with ALS. This type of
equipment, while often covered by insurance, is expensive and can break, requiring months to obtain,
be fixed, or replaced. Our Loan Closet can fill this gap and allows continuity of care that people living
with ALS desperately need. DME includes a range of mobility devices that can help a person living with
ALS move safely, conserve energy, and remain more independent. Walking aids like a cane, four-wheel
rollator walker, or ankle foot brace (AFQ) can help with balance and stability. Manual and transport
wheelchairs can help with rest while moving about a person’s home and community. And power
mobility devices can provide freedom of movement even if one has limited physical mobility,

SHIPPING & DELIVERY/PICK-UP COSTS, WAREHOUSE & GOCODES QR INVENTORY SYSTEM

We would like to use a portion of the loan closet funding if granted to help pay for additional storage,
and delivery and pick-up of loan closet equipment. We recognize that this is a large ask but currently,
South Carolina families are having to wait an average of 2-3 weeks for a piece of much needed
equipment from our loan closet. This can seem like an eternity for a person living with ALS and their
caregiver trying to navigate such a debilitating, progressive disease. This financial support would allow
us to eliminate current wait times and access barriers South Carolina families are experiencing by
affording us the opportunity to partner with.a (semce prowder Bungii, that would work in partnership
with our loan closet storage locations tti support‘them |n delwerv and pick-ups of loan closet equipment.

C = g ey £ "
Below are average costs from anotherL ALS ﬂssécnatlén'serwc% Grea that uses state support to utilize
Bungii in partnership with their loan;closets, -whnch has helped them close similar care gaps and would
especially atiow us to get loan equ:pment out to our more réH&e South Carolina families in a timely




m Case for Support for Care Services Funding in South Carolina

ASSOCIATION

manner. The average cost for Bungii deliveries and pick-ups within 40 miles or less is $95-5105. Those
over 40 miles account for most requests and run 5131 on average.

ALS Association YTD 2022

Average Cost of Delivery 5131
Average Distance 41 miles
Total Deliveries 163

Service Level Analysis

Non-Contact 36
Power Wheelchair 42
Room of Choice 74
Round Trip 11

Our goal is for our loan closet partners to have the support as needed through a Bungii delivery and
pick-up service network in Greenville, Charleston and Columbia, enabling delivery to anywhere in 5C
(since all cities in SC are within 150 miles of Greenville, Columbia, and Charleston they fall within their
coverage area).

$2,000 GoCodes QR Inventory System for improved loan closet inventory management and
service delivery

GoCodes is an inventory management system that allows assistive technology and durable medical
equipment to be QR coded and tracked more easily through a database system. This system allows for
real time inventory updates sa that our care services and loan closet partners can mare easily identify
where needed equipment is located and improve service times for those we serve.

$3,000 SUPPORT GROUP TECHNOLOGY

ALS can be a very isolating disease, and many find attending cur support groups very helpful to their
mental health and overall well-being. As ALS progresses, it can be very difficult to travel and engage in
activities therefore, we’d like to offer a hybrid option as South Carolina families have a strong desire to
come together both in-person and virtually and there is technology available to create inclusive, hybrid
support group meetings called Owi Labs. $3,000 in support would allow this possibility.

$165,000 TO START A NEW SC RAMP REUTLIZATION LOAN PROGRAM
Funding support would allow us to be able to start a much-needed Ramp Reutilization Loan Program in
SC. This program would provide individuals with ALS safe entry and exit from their home by providing
them with an ADA compliant reusable steel rariip Ouy identified ramp partner would provide SC
families with a free, onsite assessment of their rimping needs and pending approval by ALS Association
SC, would install ramp and then uninstall whrgqrgoignggr; n}ee::‘led‘vgithout structurally affecting their
home. The uninstalled ramp materials wol-.uld then'be ﬁétun‘rﬂe’ﬂ ééaéur loan pool and utilized for future
families needing a ramp free of charge improving.safety-and quality o:f‘ life.
ALY Ry 2o

$35,000 ALS MULTIDISCIPLINAY CLINIC FUNDING
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;ssommﬁ Case for Support for Care Services Funding in South Carolina

The ALS Association supports a network of multidisciplinary ALS health centers across the US including
two in South Carolina at Medical University of South Carolina and Greenville Health System. These two
centers meet the highest clinical care and treatment standards and afford people living with ALS and
their families in SC much needed access to specially trained ALS experts that can address many of their
needs in a single visit reducing costs of care, patient, and caregiver burden, and improving quality of life.
ALS Clinics also allow opportunities to learn about and participate in clinical trials research as well as
meet their ALS Association Care Services Coordination team that work alongside ALS clinic team and
provides ongoing family support creating a bridge between their home and healthcare system.
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SCSO0S Charity Search

10/18/23_ 10:38 AM

::‘S :3 South Carolina

5oL &

222 Secretary of State
S0 0 (nttps://sos.sc.gov/)

g & A Mark Hammond

Search Charities

Charities Search Home

<< Back to Search Results

The Amyotrophic Lateral Sclerosis Association

! Public Id: P6S0
Calaneet Balas , CEO
1300 Wilson Bivd, Ste 600
Arlington, VA 22209

https:/fsearch.scsos.comicharities




10/18/23, 10:38 AM SCSO0S Charity Search

Status: Registered. Information from this organization's annual financial report is listed below.

! The following financial information has been provided to the Secretary of State's Office by the above named

i organization. The Secretary of State's Office has not independently verified this financial information, If a charity has

| recently registered with the Secretary of State's Office for the first time, there may not be any financial data available.
Below are figyrg; fo‘[,’the organization's fiscal year 2/1/2021 - 1/31/2022.

._—' W
o T
| -5 = )
Financial Report':
! o :f.;
! TOTAL REVENUE: a!l,‘-' $39,792,803.00
-.u $2 17 "J
PROGRAM‘EX ENSES $31,709,737.00
TOTAL EXPENSES: $44,852,298.00
NET ASSETS: $91,089,833.00
FUNDRAISER COSTS: $8,517,641.00

Financial Report File

' P690.pdf (/DisplayFinancialReport.aspx?

|

R

L ReportType=Charity&CopyID=150225)
Crs e loen ) oo Do

Next Report: 02/01/2022 - 01/31/2023 Due Date: 12/15/2023

https:fisearch scsos.comicharilies




1018723, 10:36 AM SCS0S Charity Search

According to the financial information filed with this office, this organization devoted 70.7% of its total expenses to
program services during the year reported.

Disclaimer: The South Carolina Secretary of State’s Charities Search Webpage is provided as a service to customers to research
charitable organizations on file with our office, or that have been the subject of an administrative action. Users are advised that
the Secretary of State, the State of South Caroliha, or any agency, office, or employee of the State of South Carolina do not
guarantee the accuracy, reliability, or timeliness of the infermation provided, as it is the responsibility of the charity to inform

the Secretary of State of any updated information. Furthermore, the information provided does not constitute legal advice.

305.8C.gov Home (hup_:s.llsos.sc.gov) | Privacy Policy (hitps:/isos.sc.goviprivacy-policy) | Contact Us (https Hsos.sc.govicontact-and-feedback)
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South Carolina Department of Disabilities & Special Needs

Special Grant Award for Pass-Through State Contributions

7 SPE 7

Provider Name: ALS Association-ALS Care Services Vendor Number: 7000290417

Grant Name: AlS Care Services Funds Reservation #:

Grant Number:

Grant Period: 7/1/2023 though 6/30/2024 5500'00000

Disbursement request in accordance with Proviso 117.21 and 118.19 of the FY2023-24 Appropriation.

Amount: $500,000
General Ledger Code: $180750000
DDSN Funded Program: 9815.290000%000
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Fund Code Cost Center Functional Area | G/L Account
10050024 1160050010 J160%37AL 5180750000
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Payment Approved by: B’L\W- M”
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