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INDEPENDENT AUDITORS’ REPORT

To The Board of Directors
The Barth Syndrome Foundation, Inc.
New York, New York

We have audited the accompanying financial statements of The Barth Syndrome Foundation, Inc., which
comprise the balance sheets as of December 31, 2020 and 2019, and the related statements of activities, cash
flows, and functional expenses for the years then ended, and the related notes to the financial statements.

Management’s Responsibility for the Financial Statements

Management is responsible for the preparation and fair presentation of these financial statements in accordance
with accounting principles generally accepted in the United States of America; this includes 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.

Auditors’ Responsibility

Our responsibility is to express an opinion on these financial statements based on our audits. We conducted our
audits in accordance with auditing standards generally accepted in the United States of America. Those
standards require that we plan and perform the audits to obtain reasonable assurance about whether the
financial statements are free from material misstatement.

An audit involves performing procedures to obtain audit evidence about the amounts and disclosures in the
financial statements. The procedures selected depend on the auditor's judgment, including the assessment of
the risks of material misstatement of the financial statements, whether due to fraud or error. In making those risk
assessments, the auditor considers internal control relevant to the entity’s preparation and fair presentation of
the financial statements 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 entity’s internal control. Accordingly, we express
no such opinion. An audit also includes evaluating the appropriateness of accounting policies used and the
reasonableness of significant accounting estimates made by management, as well as evaluating the overall
presentation of the financial statements.

We believe that the audit evidence we have obtained is sufficient and appropriate to provide a basis for our audit
opinion.

Opinion
In our opinion, the financial statements referred to above present fairly, in all material respects, the financial
position of The Barth Syndrome Foundation, Inc. as of December 31, 2020 and 2019 , and the changes in net

assets and its cash flows for the years then ended in accordance with accounting principles generally accepted
in the United States of America.

Saddle Brook, New Jersey
April 15, 2021



THE BARTH SYNDROME FOUNDATION, INC.

Cash

Investments
Grants receivable
Due from affiliates
Other receivables
Prepaid expenses

Total assets

Liabilities:

BALANCE SHEETS

ASSETS

LIABILITIES AND NET ASSETS

Accounts payable and accrued expenses

Deferred revenue
Research grants payable

Total liabilities
Net assets:
Without donor restrictions
With donor restrictions

Total net assets

Total liabilities and net assets

December 31,

2020 2019
$ 311,285 $ 384,847
5,161,737 4,472,545
20,000 67,917
30,000
649
60,177 37,285
$ 5,553,199 $ 4,993,243
$ 59,227 $ 26,869
27,183 376
186,150 259,580
272,560 286,825
1,482,290 914,227
3,798,349 3,792,191
5,280,639 4,706,418
$ 5,553,199 $ 4,993,243

The accompanying notes are an integral part

of these financial statements.
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THE BARTH SYNDROME FOUNDATION, INC.

STATEMENTS OF CASH FLOWS

Year ended December 31,

Cash flows from operating activities:
Change in net assets $
Adjustments to reconcile change in net assets
to net cash provided (used) by operating activities:
Contribution of stock
Realized and unrealized (gain) loss on investments
Changes in operating assets and liabilities:
(Increase) decrease in:
Grants receivable
Due from affiliates
Other receivables
Prepaid expenses
Increase (decrease) in:
Accounts payable and accrued expenses
Deferred revenue
Research grants payable

Net cash provided (used) by operating activities

Cash flows from investing activities:
Purchases of investments
Proceeds from sale of investments

Net cash provided (used) by investing activities

Net increase (decrease) in cash

Cash, beginning of year

Cash, end of year $

2020 2019
574,221 $ 115147
(125,221) (34,142)
(351,248) (385,757)

47,917 (67,917)
30,000 (27,435)
649 (649)
(22,892) (34,586)
32,358 7,937
26,807 376
(73,430) 119,433
139,161 (307,593)
(866,570) (123,948)
653,847 578,831
(212,723) 454,883
(73,562) 147,290
384,847 237,557
311,285 $ 384,847

The accompanying notes are an integral part
of these financial statements.



‘SjuaLWale)s [eroueul asau) jo Wed jeibajul ue ale sajou BulAuedwoooe ay |

V12100 § L6vGLL & ©c600c $ 0zZ¥8F $ 00009 $ ¥090LZ § 68Y0C S O06¢ey $ 69c9€l § SFPEGHE $ ¢5590F $ +0888 $ 1/8¢rk $ 60LcEl $ sasuadxa [Bj0]
1827C 16 i 9¥0'C sjeajy
1214 14 8} ovi 724 14 3] uoneonpa pue Buiutes |
000°Z1 00021 [ensia oipny
998 198 998 198 suonejal olignd
doueInsu|
189'¢ ¥€0'C 189°¢ $€0'C auoydefe
ov9'sy s's 296'8L 4] 1e ¥6 Liv'el 9€6'y Zveol uopepodsues |
8€9'L 866'C £€8'e 6LL'e 20€' 1.9 002"} 802 £0g $89) pue seng
s1z'e 966'6 8e8 LLE' 966'6 suonealignd pue Bunuid
ooL'6l 090'vL oLy'e v6L'L 9l Wi GS0'L PAZ] 06t'y 9€8'2 £€90'01 L' asuadxe 9910
0.L¥'06 8Z1'¥01 989'v 16L'S L10'6 000'8L 000'ey 886'L 6€8'L 96.'65 Siv'se S99} [BUOISSBJOId
(000'0%) (08s'LY) (000'0%) (08s'L¥) sejelye Aq papun; sjueib yoleassy
116'9GY L91'eve 116'9 000°00% L9L'eve asuadxa Juesb yoseasay

$06'29% $G2'eey r6'212 86Y'€LL 851'66 10020} 9€0'08 9z.'e8 99v'0L 620'v. sasuadxa pejeal
pue ssie|es |ejo|
0€0¢S 90Z'€S 2LE'ET zel'sl 61701 G60'El €89°LL €8Tl 955'9 7568 sijauaq pue saxe} (j01Aed
y/8'0Lr ¢ 8v0'08¢ $ 2.6'68L $  9LL'¥SL $ $ $ $ ¢ 620'68 ¢ 906'88 $ ese'89 ¢ 688'0L ¢ o1e'€9 ¢ Lip'S9 ¢ saueles

6102 0202 6102 0202 610C 0202 6102 0202 6102 0202 6102 0202 6102 0202
|ejot BUIDIpaW pue 3dusIdg mucw‘_m yojeasay Eo:moaw._ pue ssauaieme SODIAIBS >=Ewu ssaualeme
Ayysibas ypeg pue AoeooApy pUE UOHEJIUNWIWOY
saolnes weiboid

6102 PUB 0Z0Z ‘1€ JoquiadaQ papul SiesA
SISNIdXT TYNOILONNAL 40 SINIJWILVYILS

“ONI ‘NOILVYANNOH INOHYANAS H1¥vE IHL



‘sjuswale)s [eroueul) 8say) Jo Wed [eibajul ue ale sajou Buluedwiosoe ay |

9/€10€1L $ €e6'100°L $ 29oLvee  § cvvoce % [ 7 $ 9198. $ 6¢c86GL ¢ 9¢c8lvl $
£€8¢'C 96 96

1455 *14 (01 (0]

SzL'zh 09¢ Gl 09¢ gacl 09¢

91L8'L 1901 056 00¢ [*14 00¢ Gco

108’ 0z’ 108'c yoz'e L08°¢c 0z'e

109V [ANAS 144 86L°1 L6 86L'L
106'CS 6£9'G GGZ'y 16 zov'L 16 £68'C

L8l 9z0'LL 9050l 820/ ¥6.L'L [AWA] 820',

Sle's 9/¥'Cl 000‘'e 08’z 080°C 08t'e 0c6

8€0'G9 Goc'/S 8¢6'Gl Soe'ey ¥86'clL 29101 7G6°'LE epL'es
$2T'951 oL 'pol ¥G.'G9 8L0'09 z6S'v 0006 29119 8L0°'LS
{0oo0‘0t) (085'LY)

/16°9Sy 19L'eve

169°195 908°L1S £6.'86 7G5'801 1e€'05 L1€'9S 29v'sy GeT'CS
yLy'8S £€98'G9 73¢9 189°CL 182 119G €66 ov0'L
€gc'e0s $ NGRS TAZN S 60126 $ G68's6 $ 00S'.¥y $ 00.0S $ 60677 $ gel'sy $

610C 0202 610C 020cC 610C 020 610¢C 0¢0¢
saoinles bupoddns |elol buisielpuny [eiauab pue Juswabeueyy

pue weliboud |ejo|

sooiAles buioddng

6L0Z PuB 0Z0Z ‘L€ JequisdsQ papul siesA
S3ASNIAXE T¥YNOILONNA 40 SININILVLS

"ONI ‘NOILYANNOA NOHANAS HLYVE IHL

sosuadxa [ejo |

s|eay

uoneonps pue buluel |
[ensia oipny

suonejal oljgnd
aouelInsu|

auoydsje|

uoljenodsuel |

$98} pue sang
suopedignd pue Bunuid
asuadxs 2010

$99) [BUOISSBJ0id
sajeliye Aq papun; sjuelb yosesasey
osuadxe jueib yoseasay

sosuadxs pajejal
pue saueles |20

Sspyeuaq pue saxej |joihed
seliejeg



THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Nature of the Organization

The Barth Syndrome Foundation, Inc. (the Organization) is a not-for-profit organization incorporated under
the laws of the State of Delaware on September 8, 2000 to be operated for the following purposes: a) to
support and educate families with children suffering from Barth Syndrome; b) to fund and facilitate research
addressing the causes, diagnosis, treatment, and cure of Barth Syndrome; and c) to raise physician
awareness regarding Barth Syndrome. The Organization has entered into licensing agreements with
several not-for-profit entities dedicated to Barth syndrome in other countries. The agreements allow for
each of these entities (the affiliates) to use the Barth Syndrome Foundation, Inc. brand in their various
communications and to share in the Organization's programs including the biennial International Barth
Syndrome Scientific, Medical and Family Conference, newsletters, websites and research grants among
others.

Summary of significant accounting policies

Basis of presentation

The financial statements of the Organization have been prepared in accordance with U.S. generally
accepted accounting principles (U.S. GAAP), which require the Organization to report information regarding
its financial position and activities according to the following net asset classifications:

Net assets without donor restrictions - Net assets that are not subject to donor-imposed
restrictions and may be expended for any purpose in performing the primary objectives of the
organization. These net assets may be used at the discretion of the Organization's management
and the board of directors.

Net assets with donor restrictions - Net assets subject to stipulations imposed by donors, and
grantors. Some donor restrictions are temporary in nature; those restrictions will be met by actions
of the Organization or by the passage of time. Other donor restrictions are perpetual in nature,
where by the donor has stipulated the funds be maintained in perpetuity.

Measure of operations

The statement of activities reports all changes in net assets, including changes in net assets from operating
and nonoperating activities. Operating activities consist of those items attributable to the Organization's
ongoing services and interest and dividends earned on investments. Nonoperating activities are limited to
resources that generate return from investments and other activities considered to be of a more unusual or
nonrecurring nature.

Estimates

The preparation of financial statements requires management to make estimates and assumptions that
affect certain reported amounts and disclosures. Accordingly, actual results could differ from those
estimates.

Cash
Cash consists of demand deposit accounts with maturities of three months or less. Money market funds,

held as a portion of the Organization’s investment portfolio, are classified as investments and are not
considered to be cash equivalents for purposes of the statement of cash flows.



THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Summary of significant accounting policies (continued)

Investments

Investments in marketable securities with readily determinable fair values and all investments in debt
securities are valued at their fair values in the balance sheet.

Fair value measurement

U.S. GAAP establishes a fair value hierarchy that prioritizes the inputs to valuation techniques used to
measure fair value. The hierarchy gives the highest priority to unadjusted quoted prices in active markets
for identical assets and liabilities (Level 1 measurement) and the lowest priority to unobservable inputs
(Level 3 measurements).

The three levels of the fair value hierarchy are as follows:

Level 1 - Inputs that reflect unadjusted quoted prices in active markets for identical assets or
liabilities that the Organization has the ability to access at the measurement date;

Level 2 - Inputs other than quoted prices that are observable for the assets or liability either
directly or indirectly, including inputs that are not considered to be active;

Level 3 - Inputs that are unobservable.

Inputs are used in applying the various valuation techniques and broadly refer to the assumptions that
market participants use to make valuation decisions, including assumptions about risk. Inputs may include
price information, volatility statistics, specific and broad criteria data, liquidity statistics, and other factors.
An investment's level within the fair value hierarchy is based on the lowest level of any input that is
significant to the fair value measurement. However, the determination of what constitutes “observable”
requires significant judgment by the Organization. The Organization considers observable data to be that
market data which is readily available, regularly distributed or updated, reliable and verifiable, not
proprietary, provided by multiple, independent sources that are actively involved in the relevant market. The
categorization of an investment within the hierarchy is based upon the pricing transparency of the
investment and does not necessarily correspond to the Organization’s perceived risk of that investment.

Grants receivable

Unconditional promises to give that are expected to be collected within one year are recorded at net
realizable value. Unconditional promises to give that are expected to be collected in future years are
recorded at the present value of their estimated future cash flows. The discounts on those amounts are
computed using risk-adjusted interest rates applicable to the years in which the promises are received.
Conditional promises to give are not included as support until the conditions are met.

Allowance for doubtful accounts

The Organization uses the allowance method to account for uncollectible grants receivable. The allowance
is based on prior years’ experience and management's analysis of possible bad debt. As of
December 31, 2020 and 2019, the Organization determined that an allowance was not necessary.



THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Summary of significant accounting policies (continued)

Revenue and revenue recognition

The Organization recognizes contributions when cash, securities or other assets; an unconditional promise
to give; or a notification of a beneficial interest is received. Contributions received are recorded as net
assets without donor restrictions or net assets with donor restrictions, depending on the existence and/or
nature of any donor-imposed restrictions. When a restriction expires (that is, when a stipulated time
restriction ends or purpose restriction is accomplished), net assets with donor restrictions are reclassified to
net assets without donor restrictions and reported in the statements of activities as net assets released
from restrictions. Conditional promises to give — that is, those with a measurable performance or other
barrier and a right of return — are not recognized until the conditions on which they depend have been met.

Contributions with donor-imposed stipulations regarding how long the contributed assets must be used are
recorded as net assets with donor restrictions; otherwise, the contributions are recorded as net assets
without donor restrictions.

The Organization receives grants from its affiliate organizations to fund a portion of the grants the
Organization pays to the grantees. This revenue is recognized when the grants are committed to being paid
by the affiliate organizations.

The Organization recognizes revenue from conferences when the events takes place. Conferences are
generally held every other year. Amounts received prior to the commencement of the conference, including
deposits, are deferred to the applicable period.

Paycheck Protection Program - grant

In the second quarter of 2020, the Organization was granted a loan in the amount of $92,673 pursuant to
the Paycheck Protection Program (the PPP) by the U.S. Small Business Administration (the SBA). The
PPP, established as part of the Coronavirus Aid, Relief and Economic Security Act (the Act), provides for
loans to qualifying businesses for amounts up to 2.5 times a company’s average monthly payroll expenses.
The loans and accrued interest are forgivable as long as the Organization uses the loan proceeds for
eligible purposes, including payroll, employee benefits, rent and utilities. For purposes of loan forgiveness,
not more than 40% of the proceeds can be used for non-payroll costs. In addition, the amount of loan
forgiveness will be reduced if the Organization fails to maintain its pre-pandemic payroll levels during the
covered period, unless one of the safe harbor provisions within the Act is satisfied. The unforgiven portion,
if any, would be payable over two to five years, depending upon the SBA approval date, at an interest rate
of 1%, with a deferral of payments for the first ten months. While formal forgiveness has not yet been
received by the SBA, the Organization has determined that the loan will be a forgivable grant, substantiated
by eligible payroll expenses, and meeting all requirements as set by the SBA. As a result, the Organization
recorded forgiveness of this grant during the year ended December 31, 2020.

Functional allocation of expenses

The costs of providing various programs and support services have been summarized on a functional basis
in the statement of activities and in the statement of functional expenses. Accordingly, natural expenses
attributable to more than one functional expense category are allocated using a variety of cost allocation
techniques such as time and effort and square footage.



THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Summary of significant accounting policies (continued)

Income taxes

The Organization is a tax-exempt organization as defined by Section 501(c)(3) of the Internal Revenue
Code, though it is subject to tax on income unrelated to its exempt purpose, unless that income is
otherwise excluded by the Code. The Organization has processes presently in place to ensure the
maintenance of its tax-exempt status; to identify and report unrelated income; to determine its filing and tax
obligations in jurisdictions for which it has nexus; and to identify and evaluate other matters that may be
considered tax positions. The Organization has determined that there are no material uncertain tax
positions that require recognition or disclosure in the financial statements.

Risks and uncertainties

Financial instruments that potentially subject the Organization to concentrations of credit risk consist
principally of cash, investments, and grants receivable. The Organization maintains its cash in bank deposit
accounts, the balance, of which, at times, may exceed federally insured limits. Investment securities are
exposed to various risks. Due to the level of risk associated with certain investment securities, it is at least
reasonably possible that changes in the value of investments will occur in the near term and that such
changes could materially affect the amount reported on the financial statements. Concentrations of credit
risk with respect to the accounts receivable are limited due to the balance being historically low at any point
in time. The Organization has not experienced, nor does it anticipate, any losses with respect to such
accounts.

Pandemic

In the first quarter of 2020, the outbreak of a novel strain of coronavirus, COVID-19, was declared a
pandemic. The Pandemic did not have an impact on the Organization until mid-March 2020. The
Pandemic’s impact was largely limited to canceling the 2020 conference and rescheduling this conference
to 2021 year end. The Organization had previously become fully remote and does not maintain a brick and
mortar office, and therefore, the pandemic did not require any significant change to their procedures and
operations.

Due to the fluidity of the pandemic, uncertainties as to its scope and duration, and ongoing changes in the

way that governments, businesses and individuals react and respond to the Pandemic, management is
unable at this time to predict the Pandemic’s future impact on the Organization.

10



THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Availability and liquidity

The following represents the Organization’s financial assets at December 31, 2020:

Financial assets at year end:

Cash $ 311,285
Investments 5,161,737
Grants receivable 20,000
Total financial assets 5,493,022

Less amounts not available to be used within one year:

Net assets with donor restrictions 3,798,349
Less net assets with purpose restrictions to be met
in less than a year (150,000)
3,648,347

Financial assets available to meet cash needs for
general expenditures within one year $ 1,844,675

The Organization’s goal is generally to maintain financial assets to meet 90 days of operating expenses,
net of in-kind (approximately $250,000). As part of its liquidity plan, excess cash is invested in short-term
investments, including money market accounts. In addition to their available financial assets, a significant
portion of the Organization’s annual expenditures will be funded by current year operating revenues
including grants and contributions.

Investments

Investment securities are stated at fair value and summarized as follows at December 31:

2020 2019
Cash and money market 3 753,055 $ 371,037
Equities 1,295,831 1,113,932
Fixed income 3,112,851 2,987,576

$ 5161737 $ 4,472,545

The following schedule summarizes the investment return and its classification in the statement of activities
for the years ended December 31:

2020 2019
Investments:
Interest and dividends $ 62,700 $ 95,117
Realized and unrealized gain (loss) 351,248 385,757

$ 413948 § 480,874

11



Fair value measurement

The classification of the Organization’s

December 31, 2020:

Money market funds
Equities
Fixed income

THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

investment securities at fair value are as follows at

Level 1 Level 2 Level 3 Total
$ 753,055 $ $ $ 753,055
1,295,831 1,295,831
3,112,851 3,112,851
$5161,737 $ $ $ 5,161,737

The classification of the Organization’s investment securities at fair value are as follows at

December 31, 2019:

Money market funds
Equities
Fixed income

Commitments

Level 1 Level 2 Level 3 Total
$ 371,037 $ $ $ 371,037
1,113,932 1,113,932
2,987,576 2,987,576
$ 4472545 $ $ $ 4,472,545

Research grants payable as of December 31, 2020 and 2019 consists of amounts awarded but not paid, of
$186,150 and $259,580, respectively. All are due to be paid within the next 12 to 24 months.

The Foundation is committed to research grants awarded subsequent to year-end, up to the amount of

$250,000, of which $50,000 is committed to be funded by affiliates (see Note 10).
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THE BARTH SYNDROME FOUNDATION, INC.

NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Net assets

Net assets were as follows for the years ended December 31, 2020 and 2019:

2020 2019
Without With Without With
donor donor donor donor
restrictions restrictions Total restrictions restrictions Total
Undesignated $1,482290 $ $1,482,290 $ 914227 $ $ 914,227
Specific purpose:
Drug Development 8,942 8,942
Paula & Woody Varner Science
and Medical Fund 131,434 131,434 120,622 120,622
Science and Medical Fund 97,917 97,917
Will McCurdy Fund for the
Advancement of Therapies
for Barth Syndrome 3,666,915 3,666,915 3,564,710 3,564,710
Total net assets $1,482,290 $3,798,349 $5280,639 $ 914,227 $3,792,191  $4,706,418
Releases from net assets with donor restrictions are as follows at December 31:
2020 2019
Satisfaction of purpose restrictions:
Drug Development $ 8,942 % 27,633
Communications Platform 10,350
Paula & Woody Varner Science and Medical Fund 20,000
Science and Medical Fund 154,850 12,157
Will McCurdy Fund for the Advancement of
Therapies for Barth Syndrome 50,000 200,000
$ 213,792 % 270,140

Maijor sources of support

For the year ended December 31, 2020, two donors accounted for approximately 24% of total support and
revenues. For the year ended December 31, 2019, two donors accounted for approximately 28% of total

support and revenues.

13
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THE BARTH SYNDROME FOUNDATION, INC.
NOTES TO FINANCIAL STATEMENTS

December 31, 2020 and 2019

Research grant expenses

The Organization, as part of its mission to fund and facilitate research addressing the causes, diagnosis,
treatment, and cure of Barth Syndrome, commits to certain research grants which it records as research
grants payable on the balance sheet, upon approval of the award. The related research grant award is
reported on the statement of functional expenses to reflect the full grant expenditure amount. From time to
time, the Organization subsequently receives assistance from affiliated entities to cover portions of the
research grant awards. These amounts have been recorded on the statement of functional expenses as
research grants funded by affiliates, which are presented as a contra expense in the amount of $41,580
and $40,000 for the years ended December 31, 2020 and 2019, respectively.

Subsequent events

The Organization has evaluated subsequent events through April 15, 2021 which is the date the financial
statements were available to be issued. The Organization is not aware of any material subsequent events.
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