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INDEPENDENT AUDITORS' REPORT

To the Board of Directors

Foundation for Ichthyosis and Related Skin Types, Inc.

Opinion

We have audited the accompanying financial statements of Foundation for Ichthyosis and Related Skin
Types, Inc. (a nonprofit organization), which comprise the statement of financial position as of September
30, 2024, and the related statements of activities, functional expenses, and cash flows for the year 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
financial position of Foundation for Ichthyosis and Related Skin Types, Inc. as of September 30, 2024,
and the changes in net assets and its cash flows for the year then ended in accordance with accounting
principles generally accepted in the United States of America.

Basis for Opinion

We conducted our audit in accordance with auditing standards generally accepted in the United States of
America. 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
Foundation for Ichthyosis and Related Skin Types, Inc. and to meet our other ethical responsibilities in
accordance with the relevant ethical requirements relating to our audit. We believe that the audit evidence
we have obtained is sufficient and appropriate to provide a basis for our audit opinion.

Responsibilities of Management for the Financial Statements

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

In preparing the financial statements, management is required to evaluate whether there are conditions or
events, considered in the aggregate, that raise substantial doubt about Foundation for Ichthyosis and
Related Skin Types, Inc.’s ability to continue as a going concern within one year after the date that the
financial statements are available to be issued.

Auditors’ 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.

Members of AICPA & CSCPA
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In performing an audit in accordance with generally accepted auditing standards, we:
o Exercise professional judgment and maintain professional skepticism throughout the audit.

o 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.

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 Foundation for Ichthyosis and Related Skin Types, Inc.’s internal control. Accordingly, no
such opinion is expressed.

« 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 Foundation for Ichthyosis and Related Skin Types, Inc.’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.

Report on Summarized Comparative Information

We have previously audited Foundation for Ichthyosis and Related Skin Types, Inc.’s 2023 financial
statements, and we expressed an unmodified audit opinion on those audited financial statements in our
report dated May 15, 2024. In our opinion, the summarized comparative information presented herein as
of and for the year ended September 30, 2023, is consistent, in all material respects, with the audited
financial statements from which it has been derived.

g/véfméw Lt £

Francis S. Infurchia & Company, LLC
Norwalk, CT
March 7, 2025
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FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
STATEMENT OF FINANCIAL POSITION
SEPTEMBER 30, 2024
(WITH COMPARATIVE TOTALS FOR 2023)

2024 2023
ASSETS
Current Assets
Cash and cash equivalents S 947,758 S 157,405
Short-term investments 2,052,448 1,647,432
Prepaid expenses 3,564 15,244
Total current assets 3,003,770 1,820,081
Non-current assets
Investments, with donor restrictions 266,370 237,850
Property and equipment at cost,
net of accumulated depreciation 11,873 16,242
Total non current assets 278,243 254,092
Total assets S 3,282,013 S 2,074,173
LIABILITIES AND NET ASSETS
Current liabilities
Accounts payable and accrued expenses $ 46,944 S 19,514
Net Assets
Without donor restrictions
Undesignated 1,793,824 992,212
Board designated 180,682 180,682
Net assets without donor restrictions 1,974,506 1,172,894
With donor restrictions
Temporarily restricted 994,193 643,915
Permanently restricted 266,370 237,850
Net assets with donor restrictions 1,260,563 881,765
Total net assets 3,235,069 2,054,659
Total liabilities and net assets S 3,282,013 $ 2,074,173

The accompanying notes are an integral part of the financial statements
1
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FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
STATEMENT OF CASH FLOWS
FOR THE YEAR ENDED SEPTEMBER 30, 2024
(WITH COMPARATIVE TOTALS FOR 2023)

2024 2023
Cash flows from operating activities
Change in net assets S 1,180,410 S 128,328
Adjustments to reconcile change in net assets
to net cash provided by (used in) operating activities:
Depreciation 8,614 8,263
Net realized and unrealized loss (gain) on investments (380,247) {(136,385)
Changes in operating assets and liabilities:
(Increase) decrease in:
Prepaid expense 11,680 (11,620)
(Decrease) increase in:
Accounts payable and accrued expenses 27,430 (12,757)
Net cash provided by (used in) operating activities 847,887 (24,171)
Cash flows used for investing activities
Net proceeds from sale (purchase) of investments 14,419 (38,520)
Net transfer {to) from investment accounts - 100,000
Purchase of equipment (4,245) -
Reinvestment of dividends (67,708) (71,604)
Net cash (used in) provided by investing activities (57,534) (10,124)
Net change in cash and cash equivalents 790,353 (34,295)
Cash and cash equivalents - beginning of the year 157,405 191,700
Cash and cash equivalents - end of year S 947,758 S 157,405

Supplemental Information:
Cash paid for interest S - S

Cash paid for income taxes S - $

The accompanying notes are an integral part of the financial statements
4



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

1. NATURE OF ORGANIZATION

The Foundation for Ichthyosis and Related Skin Types (the Foundation) was incorporated in the State of
California on January 2, 1981. The Foundation is an organization offering information, education, and
support services to its global membership of persons affected with ichthyosis and other related skin
conditions and their families.

The Foundation serves as a hub connecting patients, caregivers, the healthcare community, and others
seeking better treatments and potential cures. The Foundation’s website, Medical and Scientific Advisory
Board and knowledgeable community are an invaluable resource to parents of newborn children diagnosed
with ichthyosis as well as adults and others seeking better treatments.

The Foundation communicates regularly with its constituents through twice annually published newsletters,
twice monthly electronic newsletters, virtual and in-person meetups and social media. The Foundation
promotes research through direct funding and by marketing opportunities to participate in quality-of-iife
studies and clinical trials.

The Foundation resumed its bi-annual national conference in Albuguerque, New Mexico. The conference had
264 participants, comprising 113 families with 39 affected children, 117 affected adults, and 31 medical
professionals and researchers. The next national conference will be held in June of 2026 in Minneapolis, MN.

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES
Basis of Accounting

The accompanying financial statements have been prepared on the accrual basis of accounting in accordance
with accounting principles generally accepted in the United States of America (“GAAP”).

In the statement of financial position, assets and liabilities are presented in order of liquidity or conversion
to cash and their maturity resulting in the use of cash, respectively.

Basis of Presentation

The financial statement presentation follows the recommendations of the Financial Accounting Standards
Board (“FASB”) Accounting Standards Codification (“ASC”) 958-205, Presentation of Financial Statements. As
amended by Accounting Standards Update No. 2016-14, the Foundation is required to report information
regarding its financial position and activities according to two classes of net assets:

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 Foundation. These net assets may
be used at the discretion of the Foundation’s management and the board of directors. In total, the
Foundation had $1,974,506 in net assets without donor restrictions.

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 Foundation or by
the passage of time. Other donor restrictions are perpetual in nature, whereby the donor has stipulated the
funds be maintained in perpetuity. At September 30, 2024, the Foundation had



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)
Basis of Presentation (Continued)

net assets with restrictions which are perpetual in nature in the amount of $266,370. In total, the Foundation
had $1,260,563 in net assets with donor restrictions at September 30, 2024.

Designated Net Assets

Periodically, the Board may designate a portion of the Foundation’s net assets for specified long-term
expenditures. These designations aid in meeting the Foundation’s long-term objectives and assist in the
prudent management of its assets. The Board has the authority to change or modify its own actions as
circumstances merit. At September 30, 2024, the Foundation had $180,682 of Board designated net assets —
a subset of net assets without outside donor-imposed restrictions.

Accounting Pronouncements

In 2016, FASB issued ASU 2016-14, Not-for-Profit Entities (Topic 958) — Presentation of Financial Statements
of Not-for-Profit Entities. The FASB update addresses the complexity and understandability of net asset
classification, deficiencies in information about liquidity and availability of resources, and lack of consistency
in the type of information provided about expenses and investment return. The Foundation adopted the new
standard effective September 30, 2019.

In February 2016, the FASB issued ASU 2016-02, Leases (Topic 842), to increase transparency and
comparability among organizations by recognizing lease assets and lease liabilities on the statement of
financial position and disclosing key information about leasing arrangements for lessees and lessors. The new
standard applies a right-of-use (ROU) model that requires, for all leases with a lease term of more than 12
months, an asset representing its right to use the underlying asset for the lease term and a liability to make
lease payments to be recorded. On May 20, 2020 the FASB voted to defer the effective date of ASC 842. The
ASU is effective for the Foundation’s annual period’s beginning after December 15, 2021, which is for the
Foundation’s year ended September 30, 2023. The adoption did not result in a significant impact on amounts
reported in the statements of activities and changes to net assets as of September 30, 2024

Contributions Receivable and Grants and Revenue Recoghnition

Contributions are recognized as revenue when an unconditional promise to give has been made.
Conditional contributions, including conditional promises to give, are not recognized until they become
unconditional.

All contributions and grants are considered to be without donor restrictions unless specifically restricted by
the donor or grantor. Amounts received that are designated for future periods or restricted by the donor or
grantor for specific purposes are reported as net assets with donor restrictions that increases that net asset
class. When a restriction expires, net assets with donor restrictions are reclassified to net assets without
donor restrictions and reported in the statement of activities as net assets released from restrictions.

Additional income is occasionally generated through development of short films with affected individuals to
help generate donations and grants with the first produced in 2024.



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)
Contributions Receivable and Grants and Revenue Recognition (Continued)
There are no unconditional promises to give at September 30, 2024.
Measure of Operations

Transactions deemed by management to be directly related to the programs of the Foundation are reported
as operating revenues and expenses. Non-operating activities consist of gifts-in-kind, contributions, dividend
and interest income, and realized and unrealized capital gains.

Income Taxes

The Foundation is exempt from income tax under Section 501(c)(3) of the Internal Revenue Code. In addition,
the Foundation has been classified as an entity that is not a private foundation within the meaning of Section
509(a) and qualifies for deductible contributions as provided in Section 170(b)(I)(A)(vi). Accordingly, no
provision is required to be made for income taxes in the financial statements. There was no unrelated
business income for the year ended September 30, 2024. The Foundation has filed for and received income
tax exemptions in the jurisdictions where it is required to do so, i.e. the Bureau of Charitable Organizations
of the Commonwealth of Pennsylvania. Additionally, the Foundation has filed Internal Revenue Service Form
990, Return of Organization Exempt from Income Tax, as required.

GAAP requires the evaluation of tax positions taken or expected to be taken in the course of preparing the
Foundation’s tax return to determine whether the tax positions are more likely than not of being sustained
by the applicable tax authority. Tax positions not deemed to meet the more likely than not threshold would
be recorded as a tax benefit or expense in the current year. A reconciliation is not provided herein, as the
beginning and ending amounts of unrecognized benefits are zero, with no interim additions, reductions, or
settlements. That is, the Foundation does not have any uncertain tax positions and associated unrecognized
benefits that materially impact the financial statements or related disclosures. The Foundation is relying on
its tax-exempt status and its adherence to all applicable laws and regulations to preserve that status.
However, the conclusions regarding accounting for uncertainty in income taxes will be subject to review and
may be adjusted at a later date based on factors including, but not limited to, ongoing analysis of tax laws,
regulations, and interpretations thereof.

The Foundation’s informational returns filed with the Internal Revenue Service are generally subject to
examination for three years after the later of the due date or date of filing. However, the Foundation is not
currently under audit nor has the Foundation been contacted by any of the taxing authorities.

Cash and Cash Equivalents

For the purposes of the statement of cash flows, the Foundation considers all demand deposits, money
market funds, and securities with original maturities of three months or less to be cash equivalents.



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)
Property, Equipment and Depreciation and Amortization

Property and equipment are recorded at cost, or if donated, at approximate fair value at the date of donation.
The Foundation capitalizes property and equipment if its value is greater than $500 and its useful life is more
than one year. During 2024, the Foundation purchased two laptop computers totaling $4,245,

When assets are retired or otherwise disposed of, the cost and related depreciation are removed from the
books and any resulting gain or loss is reflected in income for the period.

Depreciation is computed using the straight-line method over the estimated useful lives of the assets as
follows:

Computers, printers, and website - 5 years

Furniture and fixtures - 7-10 years

Office equipment - 10 years

Leasehold improvements - shorter of the remaining term of lease or life of asset

Property and equipment consist of the following for the year ended September 30, 2024:

Amounts
Computer equipment and software S 19,301
Website 64,510
Total property and equipment 83,811
Less: accumulated depreciation and amortization (71,938)
Property and equipment net of accumulated depreciation
and amortization S 11,873

Depreciation and amortization expense, relating to property and equipment, charged to operations was
$8,614 for the year ended September 30, 2024.

Donated Services and Other In-Kind Contributions

Contributed professional services are recorded at the fair value of the services provided by professional
volunteers if the services create or enhance non-financial assets and/or require specialized skills that are
provided by individuals possessing those skills and would typically need to be purchased if not provided by
donation. There were no contributed professional services for the year ended September 30, 2024.

The Foundation also receives donated services from unpaid volunteers who perform a variety of tasks that
support the Foundation’s activities. However, no amounts have been reflected in the financial statements as
these services do not meet the criteria for revenue recognition under GAAP.

Advertising

The Foundation follows the policy of charging the costs of advertising to expense as incurred. There were no
advertising expenses incurred for the year ended September 30, 2024.



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)
Functional Allocation of Expenses

The costs of providing the programs and other activities have been summarized on a functional basis in the
statements of activities. Accordingly, certain costs have been allocated among the programs and supporting
services benefited. Expenses that can be identified with specific programs and support services are allocated
directly to their natural expense classification. Expenses relating to more than one function are allocated to
program and support services based on estimates made by management, including estimates of time spent
by personnel between functions and related expenses incurred for the program and supporting services
benefited. Therefore, certain employee salaries, payroll taxes, and other related costs are allocated on the
time spent by classification by the employee. Management and general expenses include those expenses
that are not directly identifiable with any other specified function but provide for the overall support and
direction of the Foundation.

A breakdown of the functional expenses for the year ended September 30, 2024 consists of:

2024

| Program Services

| Conference/ Education / Management

‘ Advacacy PSF Programs Research and General  Fundraising Total
sataries, payroll taxes and other related costs ~ $ 38,452 § 46,143 $§ 207,643 $ 11,335 § 53,219 § 47971 § 404,763
Bank charges 1,105 1,555 5,967 325 1,594 1,082 11,632
Bookkeeping and administrative 3,035 4,281 16,391 895 4,377 2,971 31,950
Consultant - support and development 3,878 5,470 20,943 1,143 5,593 3,797 40,824
Conferences and meetings 304 428 1,640 83 438 297 3,196
Depreciation 818 1,154 4,419 242 1,180 801 8,614
Dues and subscriptions 178 251 962 52 257 174 1,874
insurance - general and health 1,493 2,114 8,095 443 2,162 1,467 15,780
Investment fees 1,075 1,517 5,806 317 1,551 1,053 11,318
ticenses 510 718 2,752 148 735 459 5,364
National conference and events 23,636 33,339 127,632 6,965 34,085 23,140 248,797
Office expense and supplies 462 652 2,496 136 667 453 4,866
Patient support forums 374 528 2,020 110 538 366 3,937
postage and shipping 713 1,006 3,852 21 1,02% 698 7,505
Printing and publications 2,408 3,397 13,605 710 3,472 2,358 25,350
professional fees 3,241 4,712 18,039 984 , 4,818 3,269 35,163
Rent and utilifies 182 257 582 54 262 178 1,815
Scholarship awards 15,666 17,586 57,913 9,505 - - 101,070
Strategic initiatives - research 16,652 18,694 61,560 10,528 - - 107,434
Telephone 3586 558 2,140 117 572 388 4,172
Technology and software 1,375 1,940 7,825 405 1,983 1,346 14,474
Travel 1,346 1,899 7,269 397 1,941 1,318 14,170
Waehsite management 1,105 1,558 5,969 326 1,594 1,082 11,635
pass-through - Movie 6,228 8,784 33,630 1,835 8,581 6,097 65,555
Pharma partnerships 109 154 530 32 158 107 1,150

Total operating expenses $ 124,847 S 158,702 § 619,140 § 47,705 § 131,207 § 100,911 $ 1,182,513




FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)
Estimates

The preparation of financial statements in accordance with accounting principles generally accepted in the
United States of America requires management to make estimates and assumptions that affect certain
reported amounts and disclosures. Accordingly, actual results could differ from those estimates.

Compensated Absences

Employees of the Foundation are entitled to paid vacation, sick days, and personal days off. As of September
30, 2024, the amount of compensation for future absences is $4,546. Accordingly, the liability has been
recorded and included in accrued expenses.

Comparative Financial Information

The financial statements include certain prior-year summarized comparative information in total but not by
net asset class. Such information does not include sufficient detail to constitute a presentation in conformity
with accounting principles generally accepted in the United States of America. Accordingly, such information
should be read in conjunction with the Foundation’s financial statements for the year ended September 30,
2023, from which the summarized information was derived.

Investments

Investments in marketable securities are reported at fair value. Fair value is determined from quoted market
prices. Unrealized gains and losses are included in the change in net assets. Investment income is reported
as an increase in unrestricted net assets. The Foundation’s investments in marketable securities are subject
to market risk. The degree and concentration of risk varies by the type of investment.

The following table shows unrestricted ($2,052,448) and restricted Investments (5266,370) held by the
Foundation as of September 30, 2024:

Mutual funds — fixed income S 52,858
Exchange traded funds — fixed income 61,727
Mutual funds — equity 1,835,521
Exchange traded funds - equity 368,712

Total investments $ 2,318,818

The following table shows investment income including money market earnings for the year ended
September 30, 2024:

Dividends and interest S 67,708
Realized losses (11,815)
Unrealized Gains 392,060

Total investment income S 447,955

10



FOUNDATION FOR ICHTHYOSIS AND RELATED SKIN TYPES, INC.
NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED SEPTEMBER 30, 2024

2. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (Continued)

The Foundation’s investments have been approved by the Board of Directors in accordance with its
investment policy. The primary investment objective of the Foundation is to provide increased yield and long-
term growth of capital to meet the future obligations of the Foundation, with a secondary objective of
providing the necessary income to meet the current operational needs. Thus, the long-term objective of the
Foundation’s investment of funds is to maximize the real return, or the nominal return less inflation, of the
assets over a complete market cycle with emphasis on preserving capital and reducing volatility through
prudent diversification. Realized gains and losses are computed using the average cost method and are
netted with the unrealized gains and losses on the Statement of Activities. Investment earnings for year
ending September 30, 2024 are included in net assets without donor restrictions.

Statement Reclassifications

Certain reclassifications may have been made in the prior year amounts to conform with current year
statement presentation.

3. FAIR VALUE MEASUREMENTS

FASB ASC 820, Fair Value Measurement, specifies a hierarchy of valuation techniques based upon whether
the inputs to those valuation techniques reflect assumptions other market participants would use based
upon market data obtained from independent sources (observable inputs). In accordance with FASB ASC 820,
the following summarizes the fair value hierarchy:

Level 1 Inputs—Unadjusted quoted market prices for identical assets and liabilities in an active market that
the Foundation has the ability to access. Valuations of these instruments do not require a high degree of
judgment since the valuations are based on quoted prices in active markets.

Level 2 Inputs—Quoted prices for similar assets or liabilities in active markets; quoted prices for identical or
similar assets or liabilities that are not active; and inputs other than quoted prices that are observable, such
as models or other valuation methodologies. Valuations in this category are inherently less reliable than
quoted market prices due to the degree of subjectivity involved in determining appropriate methodologies
and the applicable underlying assumptions.

Level 3 Inputs—Inputs based on prices or valuation techniques that are both unobservable and significant to
the overall fair value measurements. These inputs require significant management judgment or estimation.
These financial instruments have inputs that cannot be validated by readily determinable market data and
generally involve considerable judgment by management. FASB ASC 820 requires the use of observable
market data, when available, in making fair value measurements.

When inputs used to measure fair value fall within different levels of the hierarchy, the level within which
the fair value measurement is categorized is based on the lowest level input that is significant to the fair
value measurement.

As of September 30, 2024, none of the non-investment assets and liabilities were required to be reported at
fair value on a recurring basis. Carrying values of non-derivative financial instruments, including cash and
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3. FAIR VALUE MEASUREMENTS (Continued)

cash equivalents, investments, accounts payable and accrued liabilities and other payables, approximated
their fair values due to the short-term nature of these financial instruments. There were no changes in
methods or assumptions during the year ended September 30, 2024.

The following table shows the investments measured at fair value at September 30, 2024, grouped by the
fair value hierarchy:

Quoted Prices in

Quoted prices in  Markets that are Significant
active markets not level 1 for unobservable
for identical similar assets inputs
Description assets (Level 1) (Level 2) (Level 3) Total
Total at fair value $2,318,818 S - $ - $2,318,818

4. CONCENTRATIONS AND RISK

Financial instruments that potentially subject the Foundation to concentrations of credit risk consist primarily
of cash and cash equivalents, and investments. The Foundation maintains its cash accounts at a commercial
bank which at times exceeds federally insured limits. The Federal Deposit Insurance Corporation (“FDIC”)
insures $250,000 for substantially all depository accounts. The Foundation performs ongoing evaluations of
this commercial bank account to limit its concentration of risk exposure. At September 30, 2024, the
Foundation’s cash accounts exceeded insured limits by $622,416.

The Foundation also maintains cash funds, mutual funds, and investment securities with its custodian, Sun
Trust Bank. These funds are not deposits or obligations of, or guaranteed by the investment company or any
other bank or depository institution and the amount is not insured by the Federal Depository Insurance
Corporation (FDIC) or any other federal, state or government agency. The balance of the cash funds and
mutual funds/investment securities at September 30, 2024 was $75,342 and $2,318,818, respectively.

Recent market conditions have resulted in an unusually high degree of volatility and increased risks and has
affected the short-term liquidity associated with certain investments held by the Foundation. As of
September 30, 2024, the Foundation has unrealized gains on investments of $392,384.

5. OPERATING LEASES

In October 2020, the Foundation’s lease of office space ended. The Foundation moved to a remote work
model for its staff.

The Foundation rents a storage unit in a self-storage facility to store equipment and supplies. Rent expense
for the storage unit included in the accompanying statement of functional expenses was $1,915.
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6. MAJOR CONTRIBUTORS AND GRANTORS

The Foundation defines a significant contribution as greater than 10% of total support and revenue. During
2024, the Foundation was bequeathed $768,423 from the trust of a deceased contributor.

7. LIQUIDITY AND AVAILABILITY OF RESOURCES

The Foundation is principally supported by public donations, corporate and private grants, and an
endowment. The goal of the Foundation is to maintain available financial assets to meet next year’s operating
expenses of approximately $995,250. In the event of unanticipated liquidity needs, the Foundation has the
ability to scale-back and reduce non-essential support services.

The following represents the Foundation’s financial assets as of September 30, 2024 that are allowable to
meet cash needs for operating expenditures within one year:

Cash and cash equivalents S 947,758
Investments 2,318,818
Total financial assets 3,266,576
Less:
-accounts payable & accrued expenses as of September 30, 2024 (46,944)
-net assets with donor restrictions {1,260,563)
Financial assets available to meet general expenditures
within one year $ 1,959,069

8. NET ASSETS WITH DONOR RESTRICTIONS AND ENDOWMENTS

Changes in net assets with donor restrictions for the year ended September 30, 2024 are as follows:

Beginning Ending
Balance Additions Releases Balance
Temporarily restricted:
Diya and Aliya’s Friends (DAF) S 6,992 S 5,245 S 2,816 S 9,421
Strategic initiatives 60,914 139,776 132,666 68,024
Research 576,009 457,529 116,790 916,748
Total Temporarily restricted S 643,915 $ 602,550 S 252,272 S 994,193
Permanently restricted
(Endowments):
Membership assistance program 137,837 28,520 - 166,357
Research 100,013 - - 100,013
Total Permanently restricted S 237,850 S 28,520 S - S 266,370
Total net assets with donor
restrictions S 881,765 $ 631,070 S 252,272 $1,260.563
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8. NET ASSETS WITH DONOR RESTRICTIONS AND ENDOWMENTS (Continued)
The restricted assets will be released when expenses for the restricted purpose occur.

Permanently restricted net assets are maintained in perpetuity. The donors of these assets permit the
Foundation to use all or part of the income earned for general or specific purposes.

The Foundation’s endowment consists of four donor-restricted funds, Edna and Myron Curl Endowment,
Milstone General Research Endowment, Jane Bukaty Membership Assistance Fund, The Weary Fund for
FIRST, and the UFIRST Scholarship Fund which were established for research and member assistance. Net
assets associated with endowment funds are classified and are reported based on the existence of donor-
imposed restrictions, and more specifically classified as permanently restricted assets.

Interpretation of relevant law: The Foundation’s governing board has interpreted the Uniform Prudent
Management of Institutional Funds Act (UPMIFA) enacted in the State of California as requiring the
preservation of the fair value of the original gift as of the gift date of the donor-restricted endowment funds
absent explicit donor stipulations to the contrary. As a result of this interpretation, the Foundation classifies
as permanently restricted net assets (a) the original value of the gifts donated to the permanent endowment,
(b) the original value of subsequent gifts to the permanent endowment, and (c) accumulations to the
permanent endowment made in accordance with the direction of the applicable donor gift instrument at the
time the accumulation is passed to the fund.

The remaining portion of the donor-restricted endowment fund that is not classified as permanently
restricted net assets is classified as temporarily restricted net assets until those amounts are appropriated
for expenditure by the Foundation in a manner consistent with the standard of prudence prescribed by
UPMIFA.,

In accordance with UPMIFA the Foundation considers the following factors in making a determination to
appropriate or accumulate donor-restricted endowment funds:

The duration and preservation of the endowment fund

The purposes of the Foundation and the donor-restricted endowment fund
General economic conditions

The possible effect of inflation and deflation

The expected total return from income and appreciation of investments
Other resources of the Foundation

The investment policies of the Foundation

No s wN e

Spending Policy, Return Objectives and Risk Parameters: The Foundation has adopted investment and
spending policies for endowment assets that attempt to provide a predictable stream of funding to the
program supported by its endowment while seeking to maintain the purchasing power of the endowment
assets.

Corpus of the endowment asset is held in perpetuity for Edna and Myron Curl Endowment, Milstone General
Research Endowment, Jane Bukaty Membership Assistance Fund, The Weary Fund for FIRST, and UFIRST
Scholarship Fund based on donor-restriction. The endowment asset is invested in a mix of equity and fixed
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8. NET ASSETS WITH DONOR RESTRICTIONS AND ENDOWMENTS (Continued)

income securities. Investment earnings on the Edna and Myron Curl and Milstone General Research
Endowments is appropriated to research and will be spent when the Foundation’s board of directors
determine enough interest has accumulated to a level that will enable them to provide research grants.
Earnings on the Jane Bukaty Membership Assistance Fund are used to provide financial assistance to families
with one or more affected individuals who’s financial and reimbursement circumstances make obtaining
adequate care and treatment difficult or impossible. Earnings on The Weary Fund for FIRST are used to
provide financial assistance to families or individuals affected with Ichthyosis or a related skin type to
purchase window air conditioners. Earnings on the UFIRST Scholarship Fund are used to provide scholarships
for students who are affected with a form of ichthyosis or related skin type to advance their post-secondary,
graduate or vocational education.

9. SUBSEQUENT EVENTS

The Foundation’s management has performed subsequent events procedures through March 7, 2025, which
is the date the financial statements were available to be issued. There were no subsequent events requiring
adjustment to the financial statements or disclosures as stated herein.
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