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INDEPENDENT AUDITOR'S REPORT

Board of Directors
Charcot-Marie-Tooth Association
Glenolden, Pennsylvania

Opinion

We have audited the accompanying financial statements of the Charcot-Marie-Tooth Association (a nonprofit
organization), which comprise the statements of assets, liabilities and net assets — modified cash basis as of
December 31, 2023 and 2022, and the related statements of revenues, support and expenses — modified cash

basis and functional expenses — modified cash basis for the years then ended, and the related notes to the
financial statements.

In our opinion, the financial statements referred to above present fairly, in all material respects, the assets, liabilities
and net assets of the Charcot-Marie-Tooth Association as of December 31, 2023 and 2022, and its revenues,
support and expenses for the years then ended in accordance with the modified cash basis of accounting as
described in Note 2.

Basis for Opinion

We conducted our audits in accordance with U.S. generally accepted auditing standards. Our responsibilities under
those standards are further described in the Auditor's Responsibilities for the Audit of the Financial Statements
section of our report. We are required to be independent of the Charcot-Marie-Tooth Association and to meet our
other ethical responsibilities in accordance with the relevant ethical requirements relating to our audits. We believe
that the audit evidence we have obtained is sufficient and appropriate to provide a basis for our audit opinion.

Basis of Accounting

We draw attention to Note 2 of the financial statements, which describes the basis of accounting. The financial
statements are prepared on the modified cash basis of accounting, which is a basis of accounting other than U.S.
generally accepted accounting principles. Our opinion is not modified with respect to this matter.

Responsibilities of Management for the Financial Statements

Management is responsible for the preparation and fair presentation of the financial statements in accordance with
the modified cash basis of accounting as described in Note 2; and for determining that the modified cash basis of
accounting is an acceptable basis for the preparation of the financial statements in the circumstances. Management
is also responsible for the design, implementation and maintenance of internal control relevant to the preparation
and fair presentation of financial statements that are free from material misstatement, whether due to fraud or error.

Auditor’s Responsibilities for the Audit of the Financial Statements

Our objectives are to obtain reasonable assurance about whether the financial statements as a whole are free from
material misstatement, whether due to fraud or error, and to issue an auditor’s report that includes our opinion.
Reasonable assurance is a high level of assurance but is not absolute assurance and therefore is not a guarantee
that an audit conducted in accordance with generally accepted auditing standards will always detect a material
misstatement when it exists. The risk of not detecting a material misstatement resulting from fraud is higher than for
one resulting from error, as fraud may involve collusion, forgery, intentional omissions, misrepresentations or the
override of internal control. Misstatements are considered material if there is a substantial likelihood that,
individually or in the aggregate, they would influence the judgment made by a reasonable user based on the
financial statements.



In performing an audit in accordance with generally accepted auditing standards, we:
e Exercise professional judgment and maintain professional skepticism throughout the audit.

¢ Identify and assess the risks of material misstatement of the financial statements, whether due to fraud or
error, and design and perform audit procedures responsive to those risks. Such procedures include
examining, on a test basis, evidence regarding the amounts and disclosures in the financial statements.

e Obtain an understanding of internal control relevant to the audit in order to design audit procedures that are
appropriate in the circumstances, but not for the purpose of expressing an opinion on the effectiveness of
the Charcot-Marie-Tooth Association’s internal control. Accordingly, no such opinion is expressed.

o Evaluate the appropriateness of accounting policies used and the reasonableness of significant accounting
estimates made by management, as well as evaluate the overall presentation of the financial statements.

¢ Conclude whether, in our judgment, there are conditions or events, considered in the aggregate, that raise
substantial doubt about the Charcot-Marie-Tooth Association’s ability to continue as a going concern for a
reasonable period of time.

We are required to communicate with those charged with governance regarding, among other matters, the planned
scope and timing of the audit, significant audit findings, and certain internal control related matters that we identified

during the audit.
BBY LLP.

Philadelphia, Pennsylvania
July 26, 2024



CHARCOT-MARIE-TOOTH ASSOCIATION

STATEMENTS OF ASSETS, LIABILITIES AND NET ASSETS - MODIFIED CASH BASIS

December 31, 2023 and 2022

ASSETS
Cash
Investments

Total assets

LIABILITIES

NET ASSETS
Without donor restrictions
Undesignated
Board designated

With donor restrictions

Total net assets

Total liabilities and net assets

2023 2022
$ 908,308 $ 7,382,998
8,657,710 2,478,025
$ 9,566,018 $ 9,861,023

$ - $ -
6,409,888 5,400,154
50,174 12,046
6,460,062 5,412,200
3,105,956 4,448,823
9,566,018 9,861,023
$ 9,566,018 $ 9,861,023

See accompanying notes



CHARCOT-MARIE-TOOTH ASSOCIATION

STATEMENTS OF REVENUES, SUPPORT AND EXPENSES - MODIFIED CASH BASIS

Years ended December 31, 2023 and 2022

REVENUE AND SUPPORT
Contributions and grants
Bequests
Program service revenue
Special events income
Support group revenue
Investment income (loss)
Other revenue

Net assets released from restrictions

Total revenue and support

EXPENSES
Program services
Research, education and other
Supporting services
Management and general
Fundraising

Total expenses

CHANGE IN NET ASSETS

NET ASSETS
Beginning of year

End of year

2023 2022
Without With Without With
Donor Donor Donor Donor
Restrictions Restrictions Total Restrictions Restrictions Total
$ 1,731,208 $ 676,010 $ 2,407,218 $ 752,573 $ 2,520,324 $ 3,272,897
1,365,744 - 1,365,744 4,909,280 - 4,909,280
1,308,834 - 1,308,834 1,581,813 - 1,581,813
242,230 - 242,230 404,001 - 404,001
428,913 - 428,913 324,888 - 324,888
233,894 79,431 313,325 2,989 (8,319) (5,330
17,630 - 17,630 6,216 - 6,216
2,098,308 (2,098,308) - 3,539,668 (3,539,668) -
7,426,761 (1,342,867) 6,083,894 $ 11,521,428 (1,027,663) 10,493,765
5,707,468 - 5,707,468 6,091,426 - 6,091,426
369,088 - 369,088 270,523 - 270,523
302,343 - 302,343 299,494 - 299,494
6,378,899 - 6,378,899 6,661,443 - 6,661,443
1,047,862 (1,342,867) (295,005) 4,859,985 (1,027,663) 3,832,322
5,412,200 4,448,823 9,861,023 552,215 5,476,486 6,028,701
$ 6,460,062 $ 3,105,956 $ 9,566,018 $ 5,412,200 $ 4,448,823 $ 9,861,023

See accompanying notes



CHARCOT-MARIE-TOOTH ASSOCIATION

STATEMENT OF FUNCTIONAL EXPENSES - MODIFIED CASH BASIS

Year ended December 31, 2023 with comparative totals for 2022

Salaries and benefits
Advertising and promotion

Camp fees

Special event costs
Research grants
Information technology
Meetings and travel
Office expense
Professional fees

Miscellaneous

Total expenses

Research,
Education Management Totals
and Other and General Fundraising 2023 2022
$ 875,460 $ 104,135 $ 137,567 $ 1,117,162 $ 992,749
100,308 10,022 10,114 120,444 147,693
303,956 - - 303,956 217,626
305,599 - 23,159 328,758 343,852
2,963,560 - - 2,963,560 3,704,561
69,173 8,228 10,870 88,271 140,775
109,058 72,862 5,677 187,597 165,978
169,561 23,360 40,544 233,465 276,433
792,679 150,166 74,412 1,017,257 659,368
18,114 315 - 18,429 12,408
$ 5,707,468 $ 369,088 $ 302,343 $ 6,378,899 $ 6,661,443

See accompanying notes



CHARCOT-MARIE-TOOTH ASSOCIATION

STATEMENT OF FUNCTIONAL EXPENSES - MODIFIED CASH BASIS

Year ended December 31, 2022

Salaries and benefits
Advertising and promotion

Camp fees

Special event costs
Research grants
Information technology
Meetings and travel
Office expense
Professional fees

Miscellaneous

Total expenses

Research,
Education Management
and Other and General Fundraising Total
$ 763,449 $ 105,314 $ 123,986 $ 992,749
122,589 12,186 12,918 147,693
217,626 - - 217,626
308,853 - 34,999 343,852
3,704,561 - - 3,704,561
119,659 14,078 7,038 140,775
113,895 52,083 - 165,978
195,283 35,015 46,135 276,433
539,448 50,296 69,624 659,368
6,063 1,551 4,794 12,408
$ 6,091,426 $ 270,523 $ 299,494 $ 6,661,443

See accompanying notes



CHARCOT-MARIE-TOOTH ASSOCIATION
NOTES TO FINANCIAL STATEMENTS

December 31, 2023 and 2022

(1) NATURE OF OPERATIONS

The Charcot-Marie-Tooth Association (the "Association") was established to create awareness of Charcot-
Marie-Tooth ("CMT") disorders within the healthcare community and the general public, and to be a leading
source of information regarding CMT disorders. The Association encourages, promotes and supports research
into the cause, treatment and cure of CMT disorders. The Association also facilitates education and support for
persons affected by CMT disorders.

(2) SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES

Basis of Accounting

The financial statements have been prepared on the modified cash basis of accounting, a comprehensive
basis of accounting other than generally accepted accounting principles. Under the cash basis, revenue is
recognized when received rather than when earned and expenses are recognized when paid rather than
when the obligation is incurred. The cash basis has been modified by the recording of investments.

Basis of Presentation

The Association reports information regarding its financial position and activities according to the following
classes of net assets:

Without donor restrictions

Net assets that are not subject to donor-imposed restrictions.

With donor restrictions

Net assets that are subject to donor-imposed restrictions that will be satisfied by actions of the
Association and/or the passage of time. When a restriction is satisfied, net assets with donor restrictions
are reclassified to net assets without donor restrictions and reported in the statements of revenues,
support and expenses — modified cash basis as net assets released from restrictions.

Also included in this category are net assets subject to donor-imposed restrictions that require the net
assets be maintained indefinitely while permitting the Association to expend the income generated in
accordance with the provisions of the contribution. The Association had no net assets required to be
maintained indefinitely at December 31, 2023 and 2022.

Fair Value Measurements of Assets and Liabilities

Fair value is defined as the price that would be received to sell an asset or paid to transfer a liability (i.e., the
"exit price") in an orderly transaction between market participants at the measurement date. Accounting
standards establish a fair value hierarchy for inputs used in measuring fair value that maximizes the use of
observable inputs and minimizes the use of unobservable inputs by requiring that the most observable
inputs be used when available. Observable inputs are those that market participants would use in pricing
the asset or liability based on market data obtained from sources independent of the Association.
Unobservable inputs reflect the Association’s assumptions about the inputs market participants would use in
pricing the asset or liability based on the best information available in the circumstances. The fair value
hierarchy is categorized into three levels based on the inputs as follows:

Level 1 — Valuations based on quoted prices in active markets for identical assets or liabilities that the
Association has the ability to access. Since valuations are based on quoted prices that are readily and
regularly available in an active market, valuation of these assets and liabilities does not require a
significant degree of judgment.




CHARCOT-MARIE-TOOTH ASSOCIATION
NOTES TO FINANCIAL STATEMENTS

December 31, 2023 and 2022

Level 2 — Valuations based on quoted prices in markets that are not active or for which all significant
inputs are observable, either directly or indirectly.

Level 3 —Valuations based on inputs that are unobservable, that is, inputs that reflect the Association’s
own assumptions.

Accounting Estimates

Management makes estimates and assumptions that affect the reported amounts of assets and liabilities at
the date of the financial statements, as well as the reported amounts of revenues and expenses during the
reported period. Actual results could differ from those estimates.

Investments

Investments in equity securities with readily determinable fair values and all investments in debt securities are
reported at fair value, as determined by quoted market prices, with gains and losses included in the statements
of revenues, support and expenses — modified cash basis. Interest and dividend income is recorded as
received.

Revenue and Support

Contributions and grants, bequests, special events income and support group revenue received are
recorded as net assets without donor restrictions or with donor restrictions depending on the absence or
existence and nature of any donor restrictions. Donor-restricted contributions and grants, bequests, special
events income and support group revenue whose restrictions are satisfied in the same period are reported
as net assets without donor restrictions.

Income Taxes

The Association is exempt from federal income tax under Section 501(c)(3) of the Internal Revenue Code.
The Association qualifies for the charitable contribution deduction under Section 170(b)(1)(A) and has been
classified as an organization other than a private foundation under Section 509(a)(2). However, income
from certain activities not directly related to the Association’s tax-exempt purpose may be subject to taxation
as unrelated business income.

Accounting standards require entities to evaluate, measure, recognize and disclose any uncertain income
tax positions taken on their tax returns. Accounting standards prescribe a minimum threshold that a tax
position is required to meet in order to be recognized in the financial statements. The Association believes
that it had no uncertain tax positions.

Functional Allocation of Expenses

The costs of providing various programs and other activities have been presented on a functional basis in
the statements of revenue, support and expenses — modified cash basis and functional expenses — modified
cash basis. Expenses directly attributable to a specific functional area are reported as expenses of that
functional area. Expenses not directly attributable to a specific functional area are allocated. Significant
expenses that are allocated include salaries and benefits, information technology and professional fees,
which are allocated based on estimates of time and effort.

Concentrations of Credit Risk

Cash s a financial instrument which potentially subjects the Association to concentrations of credit risk. The
Association maintains cash deposits at high-quality financial institutions. At times, such deposits may
exceed federally-insured limits.




CHARCOT-MARIE-TOOTH ASSOCIATION
NOTES TO FINANCIAL STATEMENTS

December 31, 2023 and 2022

(3) INVESTMENTS

Investments at December 31, 2023 and 2022 consisted of the following:

Money market funds
U.S. Treasury securities and
obligations of U.S. Government Agencies
Certificates of deposit
Equity exchange traded fund
Private company stock (a)

2023

2022

$ 3,492 $ 566,065

8,454,219 391,601

- 1,441,230

- 79,129
199,999 -

$8,657,710 $2,478,025

(a) Investments in private company stock represent programmatic investments, which consist of preferred stock

Investments are measured at fair value using Level 1 (quoted prices in active markets) valuation inputs, except
for U.S. Treasury securities and obligations of U.S. Government Agencies and certificates of deposit which are
measured using Level 2 valuation inputs and private company stock which is measured using Level 3 valuation

inputs.

Investment income (loss) consisted of the following:

Interest and dividends

Net realized and unrealized gain (loss) on investments

2023 2022
$ 45,563 $ 16,571
267,762 (21,901)

$313,325 $ (5.330)

(4) NET ASSETS WITHOUT DONOR RESTRICTIONS — BOARD DESIGNATED

At December 31, 2023 and 2022, the Board has designated $50,174 and $12,046, respectively, of its net
assets without donor restrictions to support the Association's Strategy to Accelerate Research (STAR) initiative.

(5) NET ASSETS WITH DONOR RESTRICTIONS

Net assets with donor restrictions are restricted for the following purposes:

Balance Balance
December 31, 2022 Additions Releases December 31, 2023
Subject to expenditure for
specified purposes
Strategy to Accelerate
Research (STAR) initiative $2,273,652 $ 676,341 $(2,058,308) $ 891,685
Research and diagnostic
improvement 2,135,171 79,100 - 2,214,271
Camp 40,000 (40,000) -
$4,448,823 $ 755441  $(2.098.308) $3.105,956




CHARCOT-MARIE-TOOTH ASSOCIATION

NOTES TO FINANCIAL STATEMENTS

December 31, 2023 and 2022

Balance Additions Balance
December 31, 2021 (Subtractions) Releases December 31, 2022

Subject to expenditure for
specified purposes
Strategy to Accelerate

Research (STAR) initiative $3,332,403 $2,480,917 $(3,539,668) $2,273,652
Research and diagnostic

improvement 2,144,083 (8,912) - 2,135,171
Camp - 40,000 - 40,000

5,476,486 $2,512,005 $(3.539,668) $4,448,823

(6) RETIREMENT PLAN

(7)

The Association participates in a 403(b) plan that covers substantially all of its employees. Employees can
contribute any percentage of their income up to the Internal Revenue Service limit for the year. The
Association can make a discretionary 3% matching contribution. The Association made contributions to the
plan of $21,887 and $19,679 for the years ended December 31, 2023 and 2022, respectively.

LIQUIDITY AND AVAILABILITY OF RESOURCES

The following table reflects the Association’s financial assets as of the statements of assets, liabilities and net
assets — modified cash basis date, which has been reduced by financial assets not available within one year.

2023 2022
Cash $ 908,308 $ 7,382,998
Investments 8,657,710 2,478,025
Total financial assets 9,566,018 9,861,023
Less: financial assets not available for general operations
within one year
Restricted by donors for specific purposes (3,105,956) (4,448,823)
Designated by the Board of Directors (50,174) (12,046)
Total financial assets available within one year $ 6,409,888 $ 5,400,154

Liquidity Management

As part of the Association’s liquidity management, it invests its cash in excess of daily requirements in short-
term investments, typically money market funds and U.S. Treasury securities and obligations of U.S.
Government Agencies.

(8) SUBSEQUENT EVENTS

Management has evaluated subsequent events through July 26, 2024, the date on which the financial
statements were available to be issued. No material subsequent events have occurred since December 31,
2023 that require recognition or disclosure in the financial statements.

-10-



