Docusign Envelope ID: 6FFA1228-FBB9-8960-82F4-9FC2B472CBB7

m 990

Department of the Treasury
Internal Revenus Servica

Return of Organization Exempt From Income Tax
Under section 581(c), 527, or 4947(a){1) of the Internal Revenue Code {except private foundations)

Do not enter social security numhbers on this form as it may be made public.

Ao to www.irs.gov/Form880 for instructions and the Jatest information,

|_OMEB No, 1545-0047 |

2020

. Open'to Public'"-
“ingpection i

A For the 2025 calendar year, or fax year beginning and ending
B Check if G Name of organization D Employer identification number
welesble | NATIONAL FOUNDATION FOR ECTODERMAL
[M&are | DYSPLASIAS
?ﬁ;"ﬁée Deing business as 37-1112456
toten Number and street (o7 P.O. box if mall is not defivered to strest addrass) Room/suite | E Telephone number
Foal 6 EXECUTIVE DRIVE, SUITE 2 618-566-2020
aed" City or town, state or province, country, and ZIP or foreign postal code G Grossrecelpis $ 2,941 . 167.
nencedl FATRVIEW HEIGHTS, IL 62208 H{a} Is this a group retum
D%’Tg;: F Name and address of principal officer; KARL: NELSEN for subordinates? [ves No

SAME AS C ABOVE

§ Tax-exempt status: 501(c3) [ 1 501fc) ¢ )

J Website:

WWW . NFED.ORG

(insertno [ ] 4947ayyor [ ] 507

H{b) are all subordinates included? I:lYes Lw_ml No
i "No," attach a list. See instructions
M{c} Group exemption number

K _Form of arganization: Corporation [ | Trust [ ] Association

[]

Other

[ & Year of formation; 19 8711 M State of lepal domicile: TLs

[Part1] Summary

o| 1 Briefly desciibe the organization’s mission or most significant activities: EMPOWER AND CONNECT PEOPLE
o TOUCHED BY ECTODERMAL DYSPLASTAS VIA EDUCATION, SUPPORT, & RESEARCH.
E 2 Check this box [:] if the arganization discentinued its operations or dispesed of more than 25% of its net assets.
% 3 Number of voting membars of the goveming body (Part V|, line 1a) 3 11
g 4 Number of independent voting members of the gaveming bady (Part VI, fine 1b) 4 11
gl 5 Totalnumbar of individuals employed in calendar year 2025 (Part V, fine 2a) 5 10
€| 6 Total number of volunteers (estimate if necessary) ... 6 443
'3;3 7 a Total unrelated business revenue from Part Vill, column (C), line 12 7a 0.
b Net unrelated business taxable income from Form 990-T, Part 1, line 11 . | IR 0.
Prior Year Current Year
o| 8 Coniributions and grants (Part Vll, fine 1h) 971,012, 1,120,585,
g 9 Program service revenue (Part Vll, line 2g) 10,275, 45,440,
#| 10 Ivestmentincome (Pant VIll, column (&), lines 3,4, and 7dy .. 241 f 442, 460 ’ 376,
111 Other revenue (Part VIli, column {A), fines 5, 6d, 8¢, 9c, 10c, and 11e) 6,923. 20,723,
12 Total revenue - add lines 8 through 11 {must equal Part VHIl, column (A), line 12) ... 1,229,652, 1,647,124,
13  Grants and simitar amounts paid (Part 1X, column {4), lines 1-3} 14,325, 45,9015,
14 Benasfits pald to or for members (Part IX, cofumn (A), finedy . C. 0.
gt 15 Salaries, other compensation, employee benefits Part IX, column (A}, fines 5-10) ______. 628,902, 804,433.
4| 16a Professional fundraising fees (Part X, column (&), line 19e) . . 0. 0.
§ b Total fundraising expenses (Part IX, column (D), line 25) 219,560. i sl
W] 17 Other expenses (Part IX, column (A), lines 11a-11d, 14248 560,156. 619,183,
18 Total expenses. Add lines 13-17 (must equal Part X, column (A), line 25) 1,203,383, 1,558,531,
19 Revenue less expenses. Subtract line 18 from ling 12 26,269, 87,593,
58 Beginning of Gurrent Year End of Year
25 20 Total assets (Part X, M@ 16) ..o 4,790,999, 4,979,793,
<X 21 Total liabilities Part X, line 26} 98,322. 126,727.
=3 22 Net assets or fund balances. Subtractline 21 from line 20 ... 4,692,677, 4,853,066,

{ Part II" | Signature Block

Urder penalties o'f_‘ Egg% f, ge_cfare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and bekief, it is

trug, corracy apd ﬂomp!ge}e. E}gplaralion of preparer {other than officer) is based en all infarmation of which preparer has any knowledgs.
N\ AT~ | 51172026

Sign Signatineof ntfieand... Date
Here KARL NELSEN, PRESIDENT

Type or print name and title

Preparer's name Praparer's signaltxe Date thee [ ]| PTIN
Paid JEFF PARKER JEFF PARKER W_D/ @fw@,m_ 05/01/26 iﬂ-emp!ﬁ:ﬁé P00970069
Preparer |Firm'sname CLIFTONLARSONALLEN LLP Z Firmsem 41-0746749
Use Only |Firm'saddress 475 REGENCY PARK, SUITE 175

O'FALLON, IL 62269 Phoneno. { 618) 233-1200

May the IRS discuss this return with the preparer shown above? See instructions

Yes E:] No

LHA For Paperwork Reduction Act Notice, see the separate instructions,

532001 12-15-25

Form 890 (2025) Created 4/30/25



Bocusign Envelope 1D: 6FFA1228-FBB8-8360-82F4-9FC2B472CBBY
NATIONAL FOUNDATION FOR ECTODERMAL

Form 990 {2025) DYSPLASIAS _ 37-1112496  Page?2
| Part 1l { Statement of Program Service Accomplishments
Check if Schedule O contains a response ornote to any line in this Parb Il

1 Briefly describe the organization's mission:

TO EMFOWER AND CONNECT PEQPLE TQUCHED BY ECTODERMAL DYSPLASIAS THROUGH
EDUCATION, SUPPORT, AND RESEARCH.

2  Did the organization undertake any significant program services during the year which waers not listed on the

DR FOMM 880 O 00022 e [ lves [XinNo
If “Yes," describe these new services on Schedule O.
3  Did the arganization cease conducting, or make significant changes in how it conducts, any program senvices? . . DYes No

If "Yes," describe these changes on Schedule O.

4  Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501{c}{3) and 501{c}{4) organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program setrvice repottad.

4a  (code: Y {Expenses s 626,577- including grants of § 45 ,915 s} (Revenues 49 ,642. }
SUPPORT -~ NFED PUBLISHES HIGH QUALITY INFORMATION TO PROVIDE FAMILIES
WITH KNOWLEDGE THAT WILL INCREASE THEIR QUALITY OF LIFE. INFORMATION
IS SHARED THROUGH THE FIRST CONNECT PROGRAM, A WER SITE, MEDICAL/DENTAL
GUIDE SERIES, AND CONFERENCES. THE NATIONAL FAMILY CONFERENCE IS THE
NFED'S HALLMARK PROGRAM BRINGING ENTIRE FAMILIES TOGETHER TO LEARN,
SHARE, AND NETWORK WITH ONE ANOTHER AND WITH EXPERT CARE PROVIDERS.
AFFECTED CHILDREN AND THEIR SIBLINGS ATTEND KIDS CAMP AT THE
CONFERENCES WHERE THEY PARTICIPATE IN EDUCATIONAL AND SOCIAL ACTIVITIES
WITH OTHER CHILDREN LIKE THEM TO DEVELOP SELF-ESTEEM. THE NFED
PROVIDES FINANCIAL ASSISTANCE TO INDIVIDUALS TO ATTEND THE FAMILY
CONFERENCE. THE NFED'S FAMILY-TQO-FAMILY NETWORK CONNECTS FAMILIES WITH
A CARING LIATSON IN THEIR REGION WHO CAN PROVIDE MORAL SUPPORT,

4b  (code: Y {Bpenses 8 293 I 085. including grants of § 0. } {Revenue$ 0. )
TREATMENT - NFED'S PATIENT CARE COUNCIL, COMPRISED OF MEDICAL AND
DENTAL EXPERTS, OVERSEES THE NFED'S INITIATIVES TO IMPROVE TREATMENT CF
ECTODERMAL DYSPLASIAS. THE NFED TEACHES CARE PROVIDERS HOW TO DIAGNOSE
AND TREAT THE RARE DISORDERS THROUGH PROFESSIONAL. SYMPOSTA AND GRAND
ROUNDS AT UNIVERSITIES. THE NFED ADVOCATES FOR IMPROVING ACCESS TO
CARE WITH SPONSORING LEGISLATION TO COVER CONGENITAL ANOMALIES, AND
COLLABORATING WITH UNIVERSITIES, GOVERNMENT, PATIENT HEALTH
OCRGANIZATIONS. AFFECTED INDIVIDUALS CAN RECEIVE MORE AFFORDABLE CARE
FROM EXPERIENCED TEAMS OF DENTISTS IN TREATMENT OF ECTODERMAL
DYSPLASIAS AT NFED DENTAL TREATMENT CENTERS IN TEE U.S. THE NFED ALSO
HELPS FAMILIES PAY FOR NEEDED CARE THRQUGH THE TREATMENT ASSISTANCE
PROGRAM AND INSURANCE COACHING.

4c  (Gode: Y (Expenzes $ 398,931 .  inciudinggrants ot § D4 ) (Revenves 0.
RESEARCH - NFED'S8 SCIENTIFIC ADVISORY COUNCIL OVERSEES THE NFED’'S
RESEARCH INITIATIVES, AIMED TO IMPROVE THE HEALTH AND QUALITY OF LIFE
OF AFFECTED INDIVIDUALS BY FINDING MANAGEMENT SOLUTIONS AND,
EVENTUALLY, FINDING CURES FOR ECTODERMAL DYSPLASIAS. THE NFED ADVANCES
RESEARCH THROUGH ADVCOCACY AND PARTNERSHIPS WITH ORGANIZATIONS SUCH AS
THE NATIONAL INSTITUTE OF HEALTH. THE NFED PROVIDES SEEDS FUNDS TO
RESEARCHERS, PROVIDES THEM WITH ACCESS TO AFFECTED INDIVIDUALS, AND
SHARES TINFORMATION TO LAUNCH LARGER PROJECTS. NFED IS DEVELOPING A
WEB-BASED ECTODERMAL DYSPLASTAS INTERNATIONAL REGISTRY TO SERVE AS A
REPOSITORY OF GENETIC AND CLINICAL INFORMATION AND FACILITATES
COMMUNICATION AMONG SCIENTISTS WHO STRIVE TO ADVANCE RESEARCH ON
ECTODERMAL DYSPLASIAS. THE NFED ALSO SPONSORS SCIENTIFIC MEETINGS TO

4d Other program services (Describe on Schedule O.)
{Expenses $ including grants of $ } (Reverus § )

4e Total program service expenses 1 ) 318 ' 583.

Form 990 (2025)
532002 12+15.25 SEE SCHEDULE O FOR CONTINUATION({(S)
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Docusign Envelope ID: 6FFA1228-FBB9-8360-82F4-9FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Fotm 990 (2025) DYSPLASIAS 37-1112496  pPage3
i Part IV { Checkiist of Required Schedules

Yes | No

1 Is the organization described in section 501(c)(3) or 4947(a)(1) {other than a private foundation}?

1 PYES, " COMPIBIE SCRBOUIE A oo et ettt et e e et e e e et e et eeeaen 1| X
2 [s the organization required to complete Schedule B, Schedule of Contributors? Seeinstructions ... 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for

public office? If "Yes," complete SCREAUIE ©, PAMr | ...o.oooooeooee ettt ee et ee e 3 X
4 Section 501(c}{3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect

during the tax year? If “Yas,  complate SEhadle G, PAM I _.........coooooooeeeeeeeeeeeeeeeeeeee oot ee e e 4 X
5 s the organization a section 501{(c){4), 501{c){5}, or 501{c)(E) organization that receives membership dues, assessmeants, or

similar amounts as defined in Rev. Proc. 98-19% I "Yes, " complate Scheduia C, PArt Il _..........cocoioeeoeeeeeeeeeeeeeeeeeeeeee s 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donots have the right to

provide advice on the distribution or investment of amounts in such funds or accounts? f *Yes,* complefe Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,

the environiment, historic land areas, or historic structures? jf =Yes,” complete Schedtle D, Part Il ......ccooooeeeoeeeeeeeeeeeeeeeeen 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? f "Yes,* complete

SCNBOUIE D, PAIE I ___..__o-.. oo oo oo oo eee oo oo 8 X
8 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability; serve as a custodian for

amounts not listed in Part X, or provide credit counseling, debt management, credit repair, or debt negotiation services?

If “Yes," complete Schedule D, Part IV .. 9 X

10 Did the organization, directly or through a re!ated orgamzalton ho!d assets in donor restncted endowmants
or in quasi-endowments? ff "Yes, " complete Schedule D, Part V' ... S N - X

11 W the organization’s answer to any of the following questions is "Yes,"” then complete Schedu!e D Paris VI VEI VIII lX ar X

as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? jf "Yes," complete Schedule D,

Part VI oo e | May X
b Did the organization repmt an ammmt for mvestments other secuntnes in Part X I|ne 12 tha! is 5% or maore of ItS total
assets reported in Part X, line 167 Jf "Yes, " complete Schedule D, PAI VI .....ocooo oot 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13, that is 5% or more of its total
assets reported in Part X, fine 167 jf "Yes, " complete SCNEAUIE D, PAR VIl oooooooooeeoeeeeeeeeeeeeeeeeeeoeeee e e X
¢ Did the organization report an amount for other assets in Part X, line 15, that is 5% or mare of its total assets reported in
Part X, line 167 jf “Yas, " complete SCREOUIE D, PATTIX ......cccc.ocvooivoiieseesie oo iaesiee st s e ee e sn e em e 1id p:4
e Did the organization report an amount for other fiabilities in Part X, fine 257 1 "Yes, " complete Schedule D, Part X .................. 1 11e X
f Did the organization’s separate or consolidated financizal statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 {ASC 740)? if "Yes, " complete Schedule D, Part X ... ] X
i2a Did the organization obtain separate, independent audited financlal statements for the tax year? /f "Yas, " complate
SCREOUHE D, PATS XEANG XI _.o-o.-...ooooo oo oo oo oo oo oo eeee oo oo oo oo 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
if "Yes, " and if the organization answered “"No® to ting 12a, then completing Schedule D, Paris Xl and Xt is optional  ............... 12b X
13 Is the organization a school described in section 170{YIHANIN? if "Yes, * complete Schedule E ._...ocovcvveeneairenen. 118 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues ar expenses of more than $10,000 from grantmaking, fundraising, businsss,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? Jf "Yes," complata Sehedule F, Parts FANG IV ..o oot ee ettt r e an et e ean st e e e eaeeaa e e eeamneeneeas 14b X
15  Did the organization report on Part 1¥, column (&), fine 3, more than $5,000 of grants or other assistance 1o or for any
foreign organization? f "Yes, " complete Schedule F, Parts Hand IV ............... e 118 X
16  Did the organization report on Part I1X, column (A), line 3, more than $5,000 of aggregate grants or olher ass;stance to
or for foraign individuals? If *Yes, * complete Schedule F, Parts H BNG IV ..o oeeoeeeeereeeseseers s eere s s es s es e neeeenenen 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 1%,
column (A), lines 6 and 1167 Jf "Yes," complata Scheduls G, Part |. See instructions e P17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contnbuhons on F’art VHI Imes
1cand 8a? Jf *Yas,® complate SCHBOUIE G, PAIT I ..o 18| X
19 Did the organization report more than $15,000 of gross incoma from gaming activities on Part Vill, line 9a? jf "Yas, "
complete Schedule G, Part ilf . 19 X
20a Did the organization operate one or more hospnal facuh:zes'? jf "Yes comp!ete Schedufe H ___________________________________________________ 20a X
b If "Yes" to fine 20a, did the organization attach a copy of its audited financial statements to thisretum? ... 20h
21  Did the organization raport more than $5,000 of grants or other assistance to any domestic organization ot
domestic govemment on Part IX, column (A}, fine 17 if "Yes " complete Schedule | Parts land Hl ..o Ty 21 X
§32003 12-15-25 Form 980 (2025)
3
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Dacusign Envelope 1D: 6FFA1228-FEB9-8860-82F4-8FC2B472CBBY

NATIONAL FOUNDATION FOR ECTODERMAL

Form 590 (2025) DYSPLASIAS 37-1112496  paged
[Part 1V | Checklist of Required Schedules (continued)

Yes | No

22  Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on

Part IX, column {A), line 27 jf "Yes, " complete Schedule |, Parts TN Bl ..o 22 | X
23 Did the arganization answer “Yes" to Part Vil, Section A, line 3, 4, or 5, about compensation of the organization’s current

and former officers, directors, trustees, key employees, and highest compensated employeas? ff “Yas," complete

SOAEGUIE U —..ooooo oo oo oot p oot ettt 23 X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 |f *Yes, " answer lines 24b through 24d and complets
SCHEOUIE K. I “NO," GO 10 18 258 ....—.o-... oo oo oo eoeeeeoo oo eee oo ee e oo oo s ee oot ees e es e 24a X
b Did the organizaticn invest any proceeds of tax-exempt bonds beyend a temporary period exception? . 1 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exemptbonds? . et | 240G
d Did the crganization act as an "on bahalf of” issuer for bonds outsiandmg at any tlme durang the year'? e L 24d
25a Section 501(c)(3), 501(c}{4), and 501(c}{29} organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? jf “Yes,® complete Schedufe L, Partl ..oooooooeoeeeeeeeeeeeeeeeeeeeee, 25a X

b ls the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 880 or 990-EZ? Jf "Yes, ® complete
Schedule L, Part! ... e | 25B X

26 Did the organization report any amount on Part X E|ne 5 ar 22 fur recelvables from ar payabIes lo any current
or former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family membar of any of these persons? jf "Yas,* complate Scheduia L, Part Il ..o 26 X

27 Did the organization provide a grant or other assistance to any current or former officer, director, trustee, key employee,
creator or founder, substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity (including an employee thereof) or family member of any of these persons? Jf "Yes," complete Schedule L., Part il .........

28 Was the organization a party fo a business transaction with one of the following parties? (See the Scheduls L, Part IV,
instructions for applicable filing thresholds, conditions, and exceptions): .

a A current or former officer, director, trustee, key employae, creator or founder, or substantial contributor? ¢

TYES, " COMPIBIE SCREOUIE L, PArt IV ..o 28a X
b A family member of any individual described in line 28a7? if *Yes, " complete Schedule L, Part IV ............cocoiiiiiiee, 28b X
¢ A 35% controlled entity of one or more individuals and/or organizations described in line 28a or 28b7? ¥
*Yes,” complete Schedule L, Part IV .. . . |28 X
29  Did the organization receive more than $25 000 in noncash contributions? lf “Yes comp!eta Schedu!e M . |28 ] X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservatlon
contributions? Jf “Yas," complste Schedwle M ... e 1830 X
31 Did the organization liquidate, terminate, or d;ssotve and cease operatlons" if" Yes cornpfete Schedu!e N Par[! .................. a1 X
32 Did the organization sell, exchange, disposa of, or transfer mora than 26% of its net assets? Jf "Yas, " complate
Schedule N, Part il .............. e, |82 X
33 Did the organization own 100% of an entlty dlsregarded as separate !rom ihe organlzallon under Regufations
sections 301.7701-2 and 304.7701-37 jf "Yes, ° complete Schedule R, Part| ... SO - X
34 Was the organization related to any tax-exempt or taxable entity? jf *Yes, * complete Schedufe R Part H IH or ,'v and
PV, HNE T oot e et et e et ee e et e et et et e ee e et et e et et e e et et e et reeas e e e s e et mete et e tent et etenenerereenn e 34 X
35a Did the organization have a controlled entity within the meaning of section 512N 1) a5a X
b If “Yes" to fine 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section B12[B)13)? If *Yes, " complate Schedls B, Fart V, B 2 oo oot 35b
36 Section 501(c}{3d) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
1f “YEs,” COMDIBLE SCREAUIR By PAIM V, B 2 oo oooevioeeeeeeeeeteet e st ees s st e st st cram s betses st et sestvasrtsensatesanstsrar st s s samsat e raatstaarenson 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? Jf “Yes," complete Schedule R, Part Vi ... a7 X
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part Vi, lines 11b and 197
Note: All Form 990 filers are required toc complete Schedule O ag | X
[PartV] Statements Regarding Other IRS Filings and Tax Compllance
Check if Schedule O cantains a response ornote toany lineinthisPart V. oo [
Yes | No
1a Enter the number reported in box 3 of Form 1086, Enter -O-if notappticable ... | 1a i by

b Enter the number of Forms W-2G included on {ine 1a. Enter -0- if not applicable 1b
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming

{gambling) winnings to prize Winners? ... 1c
532004 12-15-25 Form 990 (2025)
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Docusign Envelope |D: 6FFA1228-FBB9-8960-82F4-0FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL

Form 990 (2025) DYSPLASIAS 37-1112496 - page 5
{Part V| Statements Regarding Other IRS Filings and Tax Compliance ontinved)

Yes | No
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, i R

filed for the calendar year ending with or within the year covered by thisreturn ... 2a 10
b if at least one is reported on line 2a, did the organization file all required federal employment taxretums? ... ob | X

3a Did the organization have unrelated business gross income of $1,000 or more during the year? ... |.8a X
b If *Yes," hasit filed a Form 990-T for this year? jf "No" to line 3b, provide an expianation on Scheduls O _....cccocoivvivininenn. 3b

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a

financia! account in a foreign country {such as a bank account, securities account, or other financial account)? . .. 4a X
b 1f *Yes," enter the name of the foreign country S I
See instiuctions for filing requirements for FInCEN Form 114, Report of Fareign Bank and Financial Accounts (FBAR).

Ha Was the otganization a party to a prohibited tax shelter transaction at any time during the taxyear? . ... ... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
¢ If "Yes® to line 5a or bb, did the organization file Form 8886-T? ... . ... ... L5c

6a Does the organization have annual gross receipts that are normaEIy greater than $100 000 and dld lhe orgamzat;on sohc;t

any contributions that were not tax deductible as charitable contrbUtONS T e 6a X
b if "Yes,” did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible? e &b

7 Organizations that may receive deductible contributions under section 170{c}. B
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for gaods and services provided to the payer? | 7a X
b If "Yes,” did the organization notify the donor of the value of the goods or services provided? . .. .. ... 7b
¢ Did the organization self, exchange, or otherwise dispose of tangible personal properly for which it was required

1O 8 FOIM B2B2T et ee e e e 7c X
d If "Yes," indicate the number of Forms 8282 filed during theyear . .. | 7d | R R
e Did the organization receive any funds, directly or indirectly, to pay premiums on a perscnal benefit contract? .. 7e X
{ Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ... 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8839 as required? | 7g
h If the organization received a contribution of cars, boats, aimplanes, or other vehicles, did the organization file a Form 1098.C? 7h |

8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring crganization have excess business holdings at any time during the year? e, 8 1

9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 e, | 98
b Did the sponsoring organization make a distribution to a denor, donor advisor, or related person? gh
10 Section 501{c}{7) organizations. Enter: SR

a Initiation fees and capital contributions included on Part Vill, ine 12 . i 202

b Gross receipts, included on Form 990, Part VHI, line 12, for public use of club facalmes __________________ 10b
11 Section 501{c){12) organizations. Enter:

a Gross income from members or shareholders s 11a

b Gross income from other sources. (Do not net amounts due or paid to other sources against

amounts due or received fromthem.) e 11b S

12a Section 4947{a){1} non-exempt charitable trusts. |s the organization filing Form 990 in lieu of Form 10417 12a

b [If "Yes," enter the amount of tax-exempt interest received or accrued during theyear ... 12b i

13  Section 50%(c}{29) qualified nonprofit health insurance issuers.
a |s the arganization licensed to issue qualified health plans in more thanone state? .. ...
Note: See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization is required to maintain by the states in which the

organization is licensed to issue qualified health plans e, 13h
¢ Enterthe amountofreservesonhand 13¢
14a Did the organization receive any payments for indoor tanning services during the taxyear? . 14a X
b If "Yes," has it filed a Form 720 to report these paymenis? Jf "No," provide an explanation on Schedule O _........ccococoovunen. 14b
15 Is the organization subject to the section 4860 tax on payment(s) of more than $1,000,0600 in remuneration or
excess parachute payment(s) GUHNG the YEAIT | ..ot i5 X
If “Yes," see the instructions and file Form 4720, Schedule N. FES KR
16 s the organization an educational institution subject to the section 4868 excise tax on net invesiment income? 16 _ X

If “Yes," complete Form 4720, Schedule O.
17  Section 501(c}21) organizations. Did the trust, or any disqualified or other person engage in any activilies

that would rasult in the imposition of an excise tax under section 4961, 4952 0r 49537 17
If "Yes * complete Form 6069. RO SR :
532005 12-15-25 Farm 980 (2025)
5

11400507 131839 A389508 2025.03040 NATIONAL FOUNDATION FOR E A3895081



Docusign Envelope ID: 6FFA1228-FBBS-8960-82F4-9FC2B472CBR7
NATIONAL FOUNDATION FOR ECTODERMAL

Form 990 {2025) DYSPLASIAS 37-1112496  page6
Part Vi | Governance, Management, and Disclosure. rpreach *ves® respanse to lines 2 through 7b below, and for a "No® response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes on Schedule O. See instructions.

Check if Scheduls O contains a response or note to any linein this Part VI e [Z]
Section A. Governing Body and Management

N_o

1a Enter the number of voting members of the goveming body at the end of the faxyear . . 1a

If there are material differences in voting rights among members of the governing body, or if the governing
hody detagated broad authority to an executive committee or similar eommittee, explain on Schedule Q.

b Enter the number of voting members included on line 1a, above, who are independent ... . 1b

2  Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other

n

officer, ditector, trustee, or key employee? e
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, trustees, or key employees to a management company or other person? 3 X
4  Did the organization make any significant changes to its governing documents since the prior Form 990 was fled? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . ... 5 X
6 Did the organization have members or stockholders? 8 X
7a Did the organization have members, stockholders, or other persons w’no had the power to etect or appomt one or
more members of the goveming body? 7a X
b Are any governance decisions of the organrzatlon reserved to (or sub}ect lo approval by) members stockholders or
persons other than the govetning body? 7b X
8  Did the organization contemporaneeusly docurnent the meetmgs held or wlttan actlons undartaken during the year by the following; S
a The governing body? e O SOOI I -~ T ..
b Each committes with authonty to act on beha!f of the govemmg body? gh | X
8 s there any officer, director, trustes, or key employes listed in Part Vi, Section A, who cannot be reached at the .
organization’s mailing address? jf "Yeg.® arowde the WWB&M O 9 X
Section B. Policies gy o - - s Coda.)
Yes | No
10a Did the organization have local chapters, branches, or affitiates? s 30a2 X
b 1 "Yes,” did the organization have written policies and procedures governing the actlvrt;es of such chapters affallales,
and branches to ensure their aperations are consistent with the organization’s exempt purposes? . .. ... 10b

11a Has the organization provided a complete copy of this Form 890 to all members of its goveming body before filing the form? 11a| X
b Describe on Schedule O the process, if any, used by the organization to review this Form 890. pest

e

12a Did the organization have a wiitten conflict of inferest pPolicY? If "N,  go 0 1IN8 13 oo 12a
b Were ofiicars, direciors, or trusteas, and key employeas required to discloss annually interests that could give rise to conflists? ... 12b
¢ Did the organization regulatly and consistently monitor and enforce compliance with the policy? Jf *Yes, " describs
on Schedule O how this was done . t2¢| X
13  Did the organization have a written whrst!eb!ower polrcy” SRR U U SO ST VST T RO T U U STV R ST TRt 131 X
14  Did the organization have a written document retention and destmctton pollcr? __________________________________________________________________ 14 | X _
15 Did the process for determining compensation of the following persons include a review and approval by independent e &
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? e
a The organization's CEQ, Executive Director, or top management official e, 15a | X
X

b Other officers or key employees of the organization
if "Yes" to fine 15a or 15b, desctibe the process on Schedule O. Ses instructions.
i6a Did the organization invest in, contribute assets to, or participats in a joint venture or similar arrangement with a
taxable entity during the year? ... 16a
b I *Yes," did the aorganization follow a written pollcy or procedure requrrmg the organrzatron fo evaluate its parm:lpatmn SRR
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? . . | 16D
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be fited _ T 1L
18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 980, and 990-T (section 501(c){3}s only) available
for public inspection. Indicate how you made these available. Check all that apply.
Own website l:f Another's website Upon request D Other faxpiain on Schedule O}
19 Describe on Schedule O whether {and If so, hbw) the organization mada its goveming documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization’s books and records
MARY FETE - 618-566-2020
6 EXECUTIVE DRIVE, STE 2, FAIRVIEW HEIGHTS, IL 62208

532006 12-15-25
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Docusign Envelope 1D: 6FFA1228-FBBS-8960-82F4-9FC2B472CBBY
NATIONAL FOUNDATION FOR ECTODERMAL

Form 890 {2025) DYSPLASIAS 37-1112496 Page 7
Part VII] Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note 10 any Ine i this Park VIl e e emmen eeeeneen sns ene e snenn [ ]

Section A, Officers, Directors, Trustees, Key Employaas, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization's tax year.
® List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F} if no compensation was paid,
& List alf of the organization's current key employees, if any, See the instructions for definition of "key employee.”
® List the organization's five ¢urfent highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (box 5 of Form W-2, box 6 of Form 1095-MISC, and/or box 1 of Form 1089-NEC) of more than
$100,000 from the organization and any related organizations.
® List all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.
® | ist all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
See the instructions for the order in which to list the parsons above.

Check this box if neither the arganization nor any related organization compensated any cument officer, director, or trustee.

(A) (B) {C) (23] (E) {F)
Mame and title Average | cfe‘c)ks:ri\]:\?enﬁwn ore Reportable Reportable Estimated
hotirs per | box, untess person is both an compensation compensation amount of
week afficer and a diectar/tustes) from from related other
{list any g the organizations compensation
hours for | & = organization (W-2/1098-MISC/ from the
related g g (W-2/1099-MISC/ 1099-NEC) organization
organizations| £ ElE. 1089-NEC) and related
balow | 5| E é Sle organizations
: line) E E|E|E8] &
{1) MARY FETE 40,00
EXECUTIVE DIRECTOR X 118,000. 0. 0.
{2} KARL NELSEN 5.00
PRESIDENT X X 0. 0. 0.
(3} CHARLES RICHTER 1.00
DIRECTOR X 0. 0. 0.
{4) KEITH THROM 1.00
DIRECTOR X 0. 0. 0,
(5) JEANNE WANG 1.00
DIRECTOR X 0. 0. 0.
{6) RICHARD STRATZ 1.00
TREASURER X X 0. 0. 0.
{(7) J. TIMOTHY WRIGHT, DDS, MS 1.00
DIRECTOR X 0. 0. 0.
{8} ANIL VORA 10.00
VICE PRESIDENT X X 0. 0. 0.
(9} RUTH GEISMAR 1.00
AD HOC ADVISOR X 0. 0. 0.
(10} JACK XRIZ 1.00
SECRETARY X X 0. 0. 0,
{11} SOREN ROE 1.00
DIRECTOR X 0. 0. 0.
{12) BILL WILKINSON 1.00
DIRECTOR X 0. 0. 0.
532007 12-15-25 Form 980 (2025)
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Docusign Envelope ID: BFFA1228-FBB9-8960-82F4-9FC2B472CBR7
NATIONAL FOUNDATION FOR ECTODERMAL

Forin 90 (2025) DYSPLASIAS 37-1112496  Page8
|?art VH' Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees fcontinued)
{A) {B) (Ql D) (E} (F)
Name and title Average (do not c'i‘:ksgfg‘mﬂ one Reportable Reportable Estimated
ROUrS Per | poy, unless person is bath an compensation compensation amount of
week officer end & duector/ustes) from from related other
fistany | & the organizations compensation
hoursfor | & = organization (W-2/1099-MISC/ fram the
related | = | £ z {(W-2/1093-MISC/ 1099-NEC) organization
organizations| & | = = 1099-NEC) and related
below (2151 1558 crganizations
B SUBLORE | 118,000, 0. 0.
¢ Total from continuation sheets to Part Vi, Section A 0. 0. 0.
d Total (add lines 1b and 1c) .. i ieiieiiezisiiisnzeeren eevens 118 000. 0. 0.
2 Total number of individuals (i (ncludmg but not Iimlted to those l|sted above) who received more than $100,000 of repartable
compensation from the organization 1
Yes | No
3 Did the organization list any former officer, director, trustee, key employes, or highest compensated employee on o s
line 1a? if "Yes," complate Schedule J fOr SUCH INAIIOUAT  _..........c.coco oottt 3 X
4  For any individual fisted on line 1a, is the sum of reportable compensation and other compensation from the organization S
and related organizations greater than $150,000? if “Yes, " complete Schedule J for such individual . . N .. X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or Indswduat for services BN REER
) rendered to the organization? Jf *Yes," complete Schedile. ] for SUCH DEISOM. oo -sammesss o sasmns - aam s e semgs st s 1 meagsass B X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contraclors that received more than $100,000 of compensation from
the organization, Report compensation for the calendar year ending with or within the organization’s tax year.

{A)
Name and business address

NONE

B)
Description of services

()
Compensation

2 Total number of independent contractors {including but not limited to those listed above) who received more than

$100,000 of compensation from the organization

0

532008 12-15-25
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Docusign Envelope ID: 6FFA1228-FBB9-8950-82F4-9FC2B472CBRBY
NATIONAL FOUNDATION FOR ECTODERMAL

Form 930 (2025) DYSPLASTIAS 37-1112496  page9
[ Part Vill | Statement of Revenue
Check if Schedule O contains a response ornoteto anylineinthisPart VHE oo i:]
{A) (B) G

Total revenue

Related or exempt
function ravenue

Unrelated
business revenue

(B}
Revenus excluded
from tax uncer

sections 512 - 514

Jél i a Federated campaigns ... 1a
o b Membership dues 1b
et ¢ Fundraising events ic 268,144,101
g d Related organizations . 1d
,,,-: e Government grants {contributions) {1e
é £ All other coniributions, gifis, grants, and
3 similar amounts not included abave | 1§ 852 441,
'E g Noncash contributions included In fines 1a-11 | 1g{$ 110,642, DA R S
38 b Total Add lines 1a-1f 1,120,585.)
Business Code BRSOt a] e
8 9 5 NATIONAL AND REGIONAL FAMILY CONF £24100 45,440, 45 440,
£ b
] e
a f All other program service revenue .
g Total. Addfines 220 ... 45,440,
3  Investment income {ncluding dividends, interest, and
other similar amountsy 87,280, 87,290,
4  Income from investment of tax-exempt bond proceeds
S Royalies ... e
{) Real (i) Personal
6a Grossrenis ... ... 6a
b lLess: rental expenses | {6b
¢ Rental income or {loss) 6¢
d Netrentalincomeor(oss) ...
7 a Gross amount from sales of (i} Securities {ii} Other
assets other than inventary |7a| 1,6%9,055,
b Less: cost or other basis
2 and safesexpenses . |7b| 1,285,969,
§ ¢ Gainorfoss) 7e 373,086, B s R S Rt
2 d Netgainorfloss) _.....ooocoooooeroeeeeeeeeis 373,086, _ 373_:_93_5_-
G| 8a Grossincome from fundraising events (not R i
g including $ 268,144, of
contributions reported on line 1c). See
Part IV, line18 ... 8a 25,195
b Less: directexpenses . gh 8,674
¢ Netincome or {loss) from fundraisingevents ...
9 a Gross income fram gaming activities. See
PatiV,line 19 ... 9a
b Less: direct expenses 18
¢ Net income or {loss) from gaming activities ... ...
10 a Gross sales of inventary, less retumns
and allewances . 103
b Less: cost of goods sold 10bl
¢ Net income or (loss) from salesof inventory ...
Buslness Code TR SRR
gg 11 a MISC. INCOME 624100 4,202, 4,202,
sg °
§ d Alfotherrevenue . . ... N -
e Totah Addlines Thatid ... ... ... 4,202, e R DA
12 Tolal revenue. Ses insiructions 1,647,124, 49,642, 0. 476,897,
532009 12-15-25 Form 990 {2025}
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Bacusign Envelope ID; 6FFA1228-FBB9-8960-82F4-3FC2B472CBBY
NATIONAL FOUNDATION ¥FOR ECTODERMAL

Form 930 (2025) DYSPLASIAS 37-1112496  page 10
['FaT't_IY([ Statement of Functional Expenses
Section 501(c)(3) and 501{c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response ornotetoanylineinthis Part IX . e D
Do not incitde amounts reported on fines 6b, Total é)?;‘:enses Progra!?service Managégw)ent and Func‘iraa)ising
75, 8b, 9b, and 10b of Part VIl expenses general expenses expenses
1 Grants and athar assistance to domsstic arganizations T ST
and domestic goveramants, See Part IV, ling 21
2 Grants and other assistance to domestic
individuals. See Part V, line 22 45,915, 45,915,
3 Grants and other assistance to foreign :
organizations, foreign governments, and foreign
individuals, See Part IV, lines i5and 16
4 Benefits paidtoorformembers ..
5 Compensation of current officers, directors,
trustees, and key employees
6 Compensation not included above to disqualified
persans (as detined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) ...
7 Cthersalariesandwages . ... 796,191. 643,127. 13,198. 139,866.
8 Pensian plan accruals and contributions (includea
section 401{k) and 403(h) emplayer contributions) 18,673, 15,083. 310. 3,280.
9 Otheremployee benefits 14,893, 12,030, 247, 2,616,
10 Payrolltaxes 64, 676. 52, 242, 1, 072. 11, 362.
11 Fees for services {nonemployses):
a Managemant
b Legal 12,953. 10,621, 130. 2,202,
e Accounting o 54,706. 44,8589. 547. 9,300,
@ LOBBYING ..o
e Professional fundraising services, See Part [V, line 17 B R R
f Investment managementfees . ... .. ... 13 ¥ 600, 11 ; i52. 136, 2 ' 312.
g Other, (if line Hg amount exceeds 10% of ling 25,
column (A), amount, list tine 11g expenses on Sch .) 87,567, 71,804, B76. 14,887.
12  Advertising and promotion 31,401- 25,591- 628. 4,082,
i3 Officeexpenses 37,872, 31,057, 379. 6,436,
14 Information technology .
15 Royallies | ...
16 OCCUPaNeY 9 P 066. 7 4 434, 91. 1 ¥ 541.
17 Travel
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings
20 nterest ..
21 Paymentsioaffiliates .. ...
22 Depreciation, depletion, and amortization
23  Insurance 10,984. 9,007.]
24 Other expenses. Hamize expenses not covered e e FC SR S Tl
abovs. {List miscellansous expenses on line 24e. If
lina 248 amount axcaeds 10% of line 25, colursn (A}, T T e
amount, list line 24e expenses on Schedule O.) R |
a FAMILY CONFERENCES 156,560, 156,560.
t RESEARCH FUNDING 90,639, 90,639.
¢ ADVOCACY 53,368, 53,368,
d DEVELOPMENT 32,856, 13,139, 3,288, 16,429,
e All other expenses 27,611. 23,865, 366. 3,380.
25  Tolal functional expenses. Add jines 11hrough 24e 1,559,531, 1,318,593, 21,378. 219,560.
26 Joint gosts. Complete this line anly if the organization
reported in cofumn (B) joint cosis from a combinad
educational campaign and fundraising solicitation.
Check here [::] if following SOP 98-2 (ASG 958-720)
532010 12-15-25 Form 890 (2025)
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Docusign Envelope 1D: 6FFA1228-FBBS-8960-82F4-9FC2B472CBB7
NATIONAL FOUNDATION FOR ECTODERMAL

Form 890 (2025) DYSPLASIAS 37-1112496 page 11
[ Part X | Balance Sheet
Check if Sshedule O contains a response ornote toany lineinthis Part X . L]
(A) {B)
Beginning of year End of year
1 Cash - nomdnterestbeaning ... 363,891.] 1 290,386.
2 Savings and temporary cash investmenis 628, 166.] 2 950,037.
3 Pledges and grants receivable, net ..o 3
4 Accountsreceivable, net 4
5 Loans and cther receivables from any current or former officer, director, R
trustes, key employes, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons ... 5
6  Loans and other receivables from other disqualified persons {as defined R
under section 4958({1)), and persons described in section 4958{c}3)B) ... 6
a 7 Notes and loans receivable, nel e, 7
8 | 8 Inventories for sale OF USe ... ... oo creeenenerencon o 8
< | g Prepaid expenses and deferred charges 19,447,] 9 18,058.
10a Land, buildings, and equipment: cost or other e D T
basis. Complete Part Vi of Schedule B 10z 41,323 Hhe Patee o
b Less: accunulated depreciation 10b 41,323 0.] 10c 0.
11 Investments - publicly traded securities 3,740,384.] 11 3,698,005,
12 investments - other securities, See Part IV, lins 11 12
13 Investments - program-related. See Part IV, tine 11 13
14 Intangibleassels e, 39,011.] 14 23,306.
15  Ofherassets. See Part IV e 11 e e 15
16 Tota! assets, Add lines 1 through 15 (must equal ine 33} ... 4,790,999.] 16 4,879,793,
17  Accounts payable and accrued expenses 37,182.1 17 48,025,
18 Grantspayable 22,129.) 18 55,395,
18 Deferred 1eVENUE | . . ...
20 Taxexempt bond liabiliies oo
21  Escrow or custodial account fability. Complete Part IV of Schedule B
2 22  Loans and other payables to any current or former officer, director,
= trustee, key employee, creator or founder, substantial contributor, or 35% RERERY
E controlled entity or family member of any of these persons . . 22
“ |23 secured mortgages and notes payable to unrelated third parties . 23
24  Unsecured notes and loans payable to unrelated third parties 24
25  Other liabilities (ncluding federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
Of SERBALIE D oo 39,011.[ 25 23,307.
26 _ Totalliabilities. Add lines 17 throUgh 25 oo s, 98,322.] 26 126,727,
Organizations that follow FASB ASG 958, check here B e e B it
§ and complete lines 27, 28, 32, and 33. : B R R
5 |27 Net assets without donor restrictions e 4,674,445.] 27 4,853,066,
3|28 Metassetswith donorrestrictions 18,232.] 28 0.
2 Organizations that do not follow FASB ASG 958, check here L] Ao :
lt and complete lines 29 through 33. e
; 29 Capital stock or trust pringipal, orourrent funds . 29
@ |30 Paidin or capital surplus, or land, building, or equipment fund 30
2 31 Retained eamings, endowment, accumulated income, or other funds 31
;‘7 32 Totalnet assets or fund balanCes .. ... ... 4,692,677, a2 4,853,066.
___ 133  Totalliabilities and net assets/fund balances  ............oooiiniinnin 4,790,999.] a3 4,979,793,
Form 990 (2025)
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Docusign Envelope ID: 6FFA1228-FBBS-8960-82F4.9F C2B472CBB7
NATIONAL FOUNDATION FOR ECTODERMAL

Form 990 (2025} DYSPLASIAS 37-1112496 page 12
| Part XI | Reconciliation of Net Assets
Check if Schedule O contains aresponse crnote toanylineinthisPart Xt o i ]
1 Total revenue {must equat Part Vill, column (A}, line 12) 1 1,647,124,
2 Total expenses (must equal Part 1X, cofurn (A), line 25) 2 1,559,531,
3 Revenueless expenses. SUBAGt e 2 rom N8 b 3 8'7,593.
4 Net assets or fund balances at beginning of year (must equal Part X, line 32, column (AN ... 4 4,692,677,
5 Net unrealizad gains (osses) on investments 5 82, 958,
6 Donated services and use of facilities 6 -10,162.
7 InVeStMENT BXPENSES | ettt ee e 7
8  Prior petiod adiUsteNtS oo 8 :
9 Other changes in net assets or fund balances (explainon Schedule Oy . 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 {must equal Part X, line 32,
column (BY) .. 10 4,853,066,
| Part XIij Financial Statements and Heportmg
Check if Schedula O contains a response or note to any line inthis Part Xl .0

Yes | No
1 Accounting method used to prepare the Form 880: [ __| Cash Accrual  [__] Other R
If the organization changed its method of accounting from a prior year or checked "Other," explain on Schedule O.
2a Woere the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
If *Yes,” check a box below to indicate whether the financial statements for the year were compiled or revsewed ona o 3 B
separate basis, consolidated basis, or both:
i:l Separate basis [_] Cansclidated basis [ Both consolidated and separate basis
b Woere the arganization's financial statements audited by an independent accountant? s
If "Yes," check a box below to indicate whether the financial statements for the year were audlled ona separate basls

consolidated basis, or both:
Separate basis [_] consolidated basis [::J Both consolidated and separate basis

¢ If "Yes" to line 2a or 2b, does the arganization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? ... 2c | X

If the organization changed either its oversight process or selection process during the tax year, explain on Schedule O.
3a As a result of a federal award, was the organization required to undergo .an audit or audits as set forth in the

Uniform Guidance, 2 C.F.R, Part 200, Subpart F* ... ... . 3a X
b If *Yes,” did the organization undergo the required audit or audlts’? I! the organlzatmn dld not undergo the requued audrt
or audits, explain why on Schedula O and describe any steps takentoundergo suchaudits ..o 3b
Form 990 (2025)
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Docusign Envelope ID: 6FFA1228-FBBY-8560-82F4-9FC2B472CBB7

SCHEDULE A . . . OMB No. 1545-0047
(Form 990) Public Charity Status and Public Support
Complete if the organization is a section 501(c)(3) organization or a section
4947(a){1) nonexempt charitable trust.
Departmant of the Treasury Attach to Form 990 or Form 880-EZ.
ternal Ravenua Servica Go to www,irs.gov/Ferm880 for instructions and the latest infarmation.
Name of the organization NATIONAL FOUNDATION FOR ECTODERMAL

DYSPLASTAS 37-1112496

[Parti

| Reason for Public Charity Status. (l organizations must complete this part.) Ses instructions.

The organization Is not a private foundation because it is: (For lines 1 through 12, check only one box.)

1 [ ]
2 []
a []
4[]

0w o ~ & o

0 00 ®WO O

[y
=]

11
12

g

A church, convention of churches, or association of churches described in - section 170{b) 1}{A}i).

A school described in section T70{bY{ 1}{Aliii}. (Attach Schedule E (Form 880).}

A hospital or a cooperative hospital service organization described in section 170{b}{ 1){A){iii}.

A medical research organization operated in conjunction with a hospital described in section 170{b){1}{{Al{iiil. Enter the hospital's name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b){(1}{AYiv). {Complete Part Il.)

A federal, state, or local govemment or govermmental unit described in section 170{b)}{ T{{A}v).

An organization that normally receives a substantial part of its support from a governmental unit or from the genaral public described in
section 170{b}{ 1{A}{vi). (Complete Part 1.}

A community trust described in section 170{b)(1}{A}vi}. (Complete Part I1)

An agricultural research organization described in section 170{b){ 1)(A}{ix) operated in conjunction with a land-grant college

or uhiversity or a nondand-grant college of agriculture (see instructions). Enter the name, city, and state of the college or

university:
An organization that normally receives (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts fram
activitias ralated to its exempt functions, subject to certain exceptions; and {2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (ess section 5171 tax) from businesses acquired by the organization after June 30, 1975,
See section 508{a}{2). (Complete Part lIL.)

An organization organized and operated exclusively to test for public safety. See section 508{aK4).

An organization organized and operated exclusively for the benefit of, to perform the functions of, or ta carry out the purposes of one or
mare publicly supported organizations described in section 509{a){1) or section 509(a){2). See section 508(a}{3). Check the box on
fines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a |:| Type L. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

the supported organization{s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part {V, Sections A and B.

b [] Type Il A supporting organization supervised or controlled in connestion with its supported organization{s), by having

control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part 1V, Sections A and C.

¢ ] Type Hl functionally integrated. A supporting organization operated in connection with, and functionally integrated with,

its supported organization(s} (see instructions). You must complete Part WV, Sections A, D, and E.

d 1] Type [l non-functionally integrated. A supporting organization operated in connection with its supported organization(s}

that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement {see instructions). You must complete Part IV, Sections A and D, and Part V.

e E:] Chack this box if the arganization received a written determination from the IRS that it is a Type §, Typs I, Type lll

functionally integrated, or Type lll non-functionally integrated supporting organization.
er the number of supported organizations I I

f Enter the number of supported organizations e e
g Provide the following information about the supported organization(s).
(i) Nama of supported (IR EIN {ill) Type of organization lglvlabi”:\gigﬁﬂsgg;r'{;iﬁg {v) Amount of monetary {vi) Amount of other
organization (described on fines 1-10 | TV DT —1 support {see instructions) | support {see instructions)

abova (see instructions) Yes No

Total

LHA For

Paperwark Reduction Act Notice, see the Instructions for Form 990 or 900-EZ. 532024 12-10-25 Schedule A {Form €90) 2025 Created 4/11/25



Docusign Envelope 1D: 6FFA1228-FBBS-8960-82F4-9FC2B472CBR7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule A (Form 990) 2025 DYSPLASIAS 37-1112496 Pagez
| Partil{ Support Schedule for Organizations Described in Sections 170(b}{(1}{A)(iv) and 170{b}{1){A}{vi)
(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part llf. if the organization
fails to qualify under the tests listed below, please complete Part 111.)
Section A. Public Support
Calendar year (or fiscal year baginning in} {a) 2021 {b} 2022 {c] 2023 {d) 2024 {e) 2025 {f} Total
1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants.”} 1500948.| 1170684.| 884,423, 971,012.] 1120585.1 ho47652.

2 Tax revenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf

3 The value of services or facilities
furnished by a govermnmental unit to
the organization without charge

4 Total Add lines 1 through3 1500948.| 1170684.| 884 ,423.1871,012,] 1120585.1 5647652,

5 The portion of total contributions B s e e
by each person (other than a
governmental unit or publicly
supported organization) included
on fine 1 that exceeds 2% of the
amount shown on tine 11,

columnfy 32,9837,
6 Public suggort Subtract line 5 from line 4. 5614715.
Section B, Total Support
Calendar year (or fiscal year beginning inj {a) 2021 {b} 2022 {c) 2023 {d) 2024 {e) 2025 {f) Total
7 Amountsfromlined 1500948.| 1170684.{ 884,423.] 971,012.| 1120585.] 5647652.

& Gross income from interest,
dividends, payments received on
securities loans, rents, royalties, ;
and income from similar sources 25,780. 36,066, 48,569, 162,047.1 87,290.| 359,752,

9 Net income from unrelated business
activilies, whether or not the
business is regularly carried on

10 Other income, Do not include gain
or foss from the sale of capital

assets (Explain in PartVl) 803. 3,786. 2,879, 718, 4,202. 12,388.
11 Total support. Add liags 7 through 10 |55 o R Y RS T cefamaeaneenil 6079792,
12 Gross receipts from related activities, etc. (see instructions) 12 f 168,283.
13 First 5 years. if the Form 8380 is for the organization’s first, second, thll’d fourth of llfth tax year asa sechon 501(c)(3)

organization, check this box and stop here ... OO DSOS ROOOOooN N |
Section C. Computation of Public Support Percentage
14 Public support percentage for 2025 (line 6, column (f), divided by line 44, column &y ... |14 93,27 o4
15 Public support parcentage from 2024 Schedule A, Part ll, ine 14 15 90.38
16a 33 1/3% support test - 2025, If the organization did not check the box on line 13, and line 14 is 33 1/3% or moare, check this box and

stop here, The organization qualifies as a publicly supported organization

b 33 1/3% support test - 2024. |f the arganization did not ¢check a box on line 13 or 16a and I|ne 15 is 33 1/3% or mors, check thls box
and stop here. The organization qualifies as a publicly supported organizalion || ..o e L]

17a 10% -facts-and-circumstances test - 2025. If the organization did not check a box on line 13, 163, or 16b, and line 14 is 10% or more,
and if the organization meets the facts-and-circumstances test, check this box and stop here, Explain in Part VI how the organization .
meets the facts-and-circumstances test. The organization qualifies as a publicly supported organization m
b 10% -facts-and-circumstances test - 2024, if the organization did not check a box on line 13, 16a, 16b, or 173, and line 15 is 10% or
more, and if the organization meets the facts-and-circumstances test, check this box and stop here. Explain in Part Vi how the
organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported organization
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and ses instructions
Schedule A {Form 890) 2025

532022 12-10-25
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Procusign Envelope I 6FFA1228-FBB9-8960-82F4-9F(2B472CBBY

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule A (Form 990) 2025 DYSPLASIAS 37-1112496 Page3
{ Part 1li | Support Schedule for Organizations Described in Section 509(a){2)
(Complete anly if you checked the box on line 10 of Part1 or if the organization failed to qualify under Part I, If the organization fails to
qualify under the tests listed below, please complete Part 11.)
Section A. Public Support
Galendar year {or fiscal year beginning in) {a} 2021 {b} 2022 {c) 2023 {d) 2024 {e} 2025 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”}

2 Grass receipts from admissions,
merchandise sold or services per-
formed, or facilities furnishad in
any activity that is related to the
organization’s tax-exempt purpose

3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513

4 Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

§ The value of services or facilities
fumished by a govemmental unit to
the organization without charge

6 Total. Add lines 1 through5

7a Amounts included on lines 1, 2, and

3 recsived from disqualified persons

b Armounts inciuded on lines 2 and d received
from other than disqualified persons that
exceed tha greater of $5,000 or 136 of the
amount on fine 13 for the year

¢ Add lines 7a and 7h

8 Public support. (Suhtract fing e from bag 6)
Section B. Total Support

Galendar year {or fiscal year heginning in) (a) 2021 (k) 2022 {c} 2023 {d} 2024 {e) 2025 {f] Total

9 Amountsfromiine6

10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources

b Unretated business taxable income
(less section 511 faxes} from businesses
acgUired after June 30, 9975

¢ Add lines 10aand 10b ...
11 Neat income from unrelated business
activities not included on line 10b,
whether or not the business is
regularly cariedon
12 Other income. Do not include gain
or foss from the sale of capitaf
assets (Explain in Part V1) ---oeene
13 Tolal suppont. (add lines 9, 10¢, 11, and 12)

14 First 5 years. if the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a sectien 501{c}3) organization,

Check this box and SEOP REFE i il ieieeeeeeeei e [
Section C. Computation of Public Support Percentage
16 Public support percentage for 2025 (line 8, column {f), divided by line 13, column ()} .. ... 15 %
16_ Public suppont percentage from 2024 Schedute A PartllLbineds ..o | 16 %
Section D. Computation of Investment Income Percentage
17 Invaestment income percentage for 2025 {ling 10c, column (f), divided by line 13, column {f)) . ... 17 %
18 Investment income percentage from 2024 Schedule A, Part L, line 17 . 18 %
19a 33 1/3% support tests - 2025, If the organization did not check the box on fine 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... [:]

b 33 1/3% support tests - 2024, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stop here, The organization qualifies as a publicly supported organization . I:]
20 Private foundation, If the organization did not check a box on line 14, 18a, or 18b, check this box and seeinstructions __...ooococeenc [ ]
532023 12-10-25 Schedule A (Form 990) 2025
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NATIONAL FOUNDATION FOR EBECTODERMAL
Schedule A (Form 990) 2025 DYSPLASIAS 37-1112496 Pagesa

{Part IV | Supporting Organizations
(Complete only if you checked a box on line 12 of Part |. if you checked hox 12a, Part |, complete Sections A
and B. If you checked box 12b, Part |, complete Sections A and C. If you checked box 12¢, Part |, complete
Sections A, D, and E. If you checked box 12d, Part |, complete Sections A and D, and complete Part V)

Section A. All Supporting Organizations

1 Yes | No

1 Are all of the organization's supported organizations listed by name in the organization's governing
documents? (f "No," describe in Part Vi how the supported organizations are designated. If designated by

class or purpose, describe the designation. If historic and continuing relationship, explain.
2 Did the organization have any supported organization that does not have an IRS determination of status

under section 509{a}{1) or (2)? Jf "Yes,* explain in Part VI how the organization determined that the supported

organization was described in section 509(a)(1) or (2). i 2 :
3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? if "Yes,* answer e
lines 3b and 3c below. 3a

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a}{2)? If "Yes, * describe in Part Vi when and how the

=

organization made the determination. _3b
¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2}B) RS
purposes? If “Yes, * explain in Part VI what conltrols the organization put in place lo ensure such use. 36

d4a Was any supported organization not organized in the United States (*foreign supported organization®)? f
“Yes,” and if you checked box 12a or 12b in Part I, answer fines 4b and 4¢ below.

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? {f "Yes, " describe in Part VI how the organization had such control and discrefion
despile being controlled or supervised by or in connection with its supported organizations.

¢ Did the organization support any foreign supported arganization that does not have an IRS determination
under sections 501(c)(3) and 509(a){t) or (27 1f "Yas,* explain in Part Vil what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170{c)(2)(B)

pUrposes.
B6a Did the organization add, substitute, or remove any supported organizations during the tax year? jf “Yes,*

answer lines 5b and 5c below (if applicable). Alse, provide detail in Part Vl, including () the names and EIN
numbers of the supported organizations added, substituted, or removed; (1) the reasons for each such action;
(iify the authority under the organization's organizing document authorizing such action; and fiv} how the action
was accomplished (such as by amendment fo the organizing document).
b Type | or Type [l only, Was any added or substituted supported organization part of a class already
designated in the organization’s organizing document?
¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control?
6 Did the organization provida support (whether in the form of grants or the provision of services or facilities) to
anyona other than (1) its supported organizations, (i} individuals that are part of the charitable class
henefited by one or more of its supported organizations, or {iii) cther supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? Jf “Yes, * provide detail in
Part V.
7 Did the organization provide a grant, loan, compensation, or other simifar payment to a substantial contributor
(as defined in section 4858{(c){3)(C}), a family member of a substantial contributor, or a 35% controlled entity with

regard to a substantial contributor? Jf "Yes,* complete Part | of Schedule L (Form 980). 7_
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not desciibed on line 77 SRR
if *Yes,” complete Part | of Schedule L (Form 890). . :8

8a Woas the organization controfled directly or indirectly at any time during the tax year by one or more
disqualified persons, as defined in section 4946 (other than foundation managers and organizations described

in section 509()}{1) or 2)? If "Yes, " provide datail in Part VI, 9a —
b Did one or more disqualified persons (as defined on fine 9a) hold a controlling interest in any entity in which FEEE e e
the supporting crganization had an interest? Jf "Yes, " provide detail in Part VI, 9b

¢ Did a disqualified parson {as defined on line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporling crganization also had an interast? 7 "Yes, * provide detail in Part Vi,
10a Woas the organization subject to the excess business holdings rules of section 4843 because of section
4943(f (regarding certain Type Il supporting organizations, and alt Type Il non-functionally integrated

supporting organizations)? Jf "Yes," answer line 10b below. 10a | |
b Did the organization have any excess business holdings in the fax year? @se Schedule C, Form 4720, to RNt SEAREE Y
datermine whether the organization had excess business holdings) 10b
532024 12-10-25 Schedute A (Form 990} 2025
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Docusign Envelope 1D: 6FFA1228-FBBY-8960-82F4-9FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule A (Form 580) 2025 DYSPLASIAS 37-31112496 Ppages
| Part v i Supporting Organizaﬁons {continued)

Yes | No
i1 Has the organization accepted a gift or contribution from any of the following persons? SRR IR
a A person who directly or indirectly contrals, either alone or togsther with persons described on lines 11b and

11c below, the goveming body of a supported organization? 11a
b A family member of a person described on line 11a abovs? 11b
c A 35% controlled entity of a person described on fine 11a or 11b above? tr *Yes® to line 11a, 115, or 11¢, EERTEAN IR

—_provide detail in Part VI, 11e
Section B. Type | Supporting Organizations

Yes | No

1 Did the govemning body, members of the gaveming body, officers acting in thelr official capacity, or membership of one or R e
more suppotted organizations have the power to regularly appoint or elect at feast a majority of the organization's officers,
directors, or trustees at all times during the tax year? if *No," describe in Part VI how the supported organization(s)
effectively operated, supervised, or controlled the organization's activities. If the organization had more than one supported
organization, describe how the powers to appoint and/or remove officers, directors, or irustees were allocated amaong the
supported organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 1 i

2 Did the organization operate for the benefit of any supported organization other than the supported P

organization(s) that operated, supervised, or controlled the supporting organization? f *ves, * sxplain in
Part V| how providing such bensfit carried out the purposes of the supported organization(s) that operated,

- gupervised, or controlled the supporting organization 2
Section C. Type Il Supporting Organizations

Yes | No

1 Were a majority of the organization’s directoers or trustees during the tax year also a majority of the directars B R
or trustees of each of the organization's supported organization(s)? (f "No,” describe in Part VI how control
or managament of the supporting organization was vesfed in the same persons that controlfed or managed

e the supported organization(s) 1
Section D. All Type Il Supporting Organizations

Yes: No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the fo
organization's tax year, (i) a written notice describing the type and amount of suppert provided during the prior tax
year, (i) a copy of the Form 980 that was most recently filed as of the date of notification, and (i) copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided? 1

2 Were any of the organization’s officers, directors, or trustees either () appointed or elected by the supported T
organizatian{s} or (i) serving on the govermning body of a supported organization? If "No,* explain in Part VI how
the organization maintained a close and continuous working refationship with the supported organization{s).

3 By reason of the refationship described on line 2, above, did the organization's supporied organizations have a
significant voice in the organization's investment policies and in directing the use of the organization's
income or assets at all times during the 1ax year? Jf "Yes,* describe in Part VI the role the organization's

w...SUpDOrted organizations plaved In this regard, 3
Section E. Type Il Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used o satisfy the Integral Part Test during the year (see instructions),
a E The organization satisfied the Activitles Test. Complate line 2 befow.
El The organization is the parent of each of its supported organizations. Complete line 3 helow.
c E:] The organization supported a governmental supported organization. Pescribe in Part VI how you supported a governmental
supported organization (see instructions).

2  Activities Test, Answer lines 2a and 2b below. Yes | No
a Did substantially all of the organization’s activities during the tax year directly further the exempt purpases of its IR SR o
upported organization(s)? if *Yes, " then in Part Vl identify those supported organizations and explain  how these

activities directly furthered their exempt purposes, how the organization \was responsive to each of its supported
organizations, and how the organization determined that these activities constituted substantially alt of its activities. 2a

b DBid the activities described on line 2a, above, constitute activities that, but for the organization’s involvement,
one or more of the-organization's supported organization(s) would have been engaged in? f "Yas," explain in
Part Vi the reasons for the organization's position that its supported organization(s) would have engaged in

these activities but for the organization's involvement. 2b - -
3 Parent of Supported Organizations, Answer lines 3a, 3b, and 3¢ below. SRR Fbet
a Are the organization and its supported organization(s) part of an integrated system (for example, a hospital

system)? If "Yas," provide details in Part Vi. 3a_
b Did the organization direct the policies, programs, and activities of each of its supported erganizations? ff "yes, SRV
describe in Part VI the role piayed by the organization in this regard. _ 3!:_ al
¢ Did the organization have the power to regularly appoint or elect (and remove) a majotity of the officers, RS &
directors, or trustees of each of the supported organizations? jf “Yes® or "No.* provide details in Part V. 3¢
532025 12-10-25 17 Schedule A {Form 990} 2025
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Docusign Envelope ID: 6FFA1228-FBBS-8960-82F4-9FC2B472CBR7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule A (Form 990) 2025 DYSPLASIAS 37-1112496 Pages
[Part VT Type Il Non-Functionally Integrated 509(a)(3] Supporting Organizations

1 [: Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1870 { expiain in Part VI). See instructions.
All other Type lil non-functionally integrated supporting organizations must complete Sections A through E.

. . . {B) Cuirent Year
Section A - Adjusted Net iIncome (A) Prior Year {optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instiuctions)

Add lines 1 through 3.

Depreciation and depletion

Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, ar
maintenance of property held for production of income {see instrugtions)
Other expenses (see instructions)

Adjusted Net Income {subtract lines 5, 6, and 7 from line 4) 8

[ E- 0

=200 [ I P L LV

L2

-~

00 I~

. - . , (B} Current Year
Section B - Minimum Asset Amount (A) Prior Year {optionaly

1 Aggregate fair market value of all non-exempt-use assels {see
Instructions for short tax year or assets held for part of vear)
Average manthly value of securities
Average monthly cash balances
Fair market vatue of other non-exempt-use assets
Total (add lines 1a, 1b, and 1c)
Discount claimed for blockage or other factors
e JeXDIaI0 in detail in Part VIY:

2 Acquisition indebtedness applicable {o non-exempt-use assets
Subtract line 2 from line 1d.
Cash deemed held for exempt use. Enter 0.015 of fine 3 (for greater amount,
see instructions).
Net value of non-exempt-use assets (subtract line 4 from line 3}
Multiply line 5 by 0.035.
Recoveries of prior-year distributions
Minimum Asset Amount (add line 7 to line 6}

oo o oW

N

il
G

-9

0~ [ [Xn
03 [~ [OF {Ch |

Section G - Distributable Amount Current Year

Adiusted net incoms for prior year {from Section A, line 8 column A)
Enter 0.85 of line 1.

Minimum asset amount for prior year (from Section B, line 8, column A)
Enter greater of line 2 or line 3.

Income tax imposed in prior year

Distributable Amount. Subtract line & from line 4, unless subject to
emsargency temporary reduction (see instructions). 6 i L
7 I:i Check here if the current year is the organization's first as a non-functionally integrated Type Ilf suppotting organization {see
instructions).

LA F N L O N

D B (W N |-

Schedule A {Form 930) 2025
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NATTIONAL FOUNDATION FOR ECTODERMAL

Schedule A (Form §50) 2025 DYSPLASIAS N 37-1112436 Page7
[Part V- Type Il Non-Functionally Infegrated 509(a}{3) Supporiing Organizations {continued)
Section D - Distributions Current Year
1 __Amounts paid to suppaorted organizations lo accomplish exempt purposes 1
2  Amounts paid to perform activity that directly futhers exempt purposes of supported
organizations, in excess of income from activity 2
3 Administrative expenses paid fo accomplish exempl purposes of supported organizations 3
4 Amounts paid to acquire exempt-use assets 4
5 Qualified set-aside amounts {prior IRS approvatl required - provide details in Part V) 5
6 Total annual distributions. Add lines 1 through 5. 8
7 Distributions to attentive supported organizations to which the organization is responsive
(nrovide details in Part V). See instructions. 7
8 Distributable amount for 2025 from Section C, line 6 8
8 Ling 7 amount divided by line 8 amount ]
(i} (ii} (iii)
Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable
Pre-2025 Amount for 2025

1 Distributable amount for 2025 from Section C, line 6

2 Underdistributions, if any, for years ptior to 2025 (reason-
able cause required - evpiain jn Part VI). See instructions,

3 Excess distributions carryover, if any, 1o 2025
a_ From 2020
b _From 2021
¢ From 2022
d_From 2023
e From 2024
f Total of lines 3a through 3e
g Aopplied to under distributions of prior years
h_Applied to 2025 distributable amount
i__Carryover from 2020 not applied {see instructions)
ji__Remainder. Subtract lines 3g, 3h, and 3i from fine 3f.
4  Distributions for 2025 from Section D,

line 6: $
a Applied to underdistributions of prior years
b Applied to 2025 distributable amount
¢ _Remainder. Subtract lines 4a and 4b from line 4.

5 Remaining underdistributions for years prior to 2025, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part VL. See instructions.

6 Remaining underdistributions for 2025. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part V. See instructions.

7 Excess distributions carryover ta 2026. Add lines 3j
and 4c.

8 Breakdown of line 7:

Excess from 2021

Excess from 2022

Excess from 2023

Excess from 2024

Excess from 2025

[0 o B {o i 1 ol 1,1

Schedule A {Form 990) 2025
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NATIONAL FOUNDATION FOR ECTODERMAL

Schedule A (Form 990) 2025 DYSPLASIAS 37-1112496 pPages
l Part Vi I Supplemental Information. Provide the explanations required by Part Il, ling 10; Part |l, line 17a or 17b; Part i, line 12;

Part {V, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, b, 9¢, 11a, 11b, and t1¢; Part IV, Section B, fines 1 and 2; Part IV, Section G,

line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1g, 2a, 2b, 3a, 3b, and 3¢; Part V, line 1; Part V, Section B, line 1e;

Part V, Section D, lines 5 and 7; and Part V, Section E, {ines 2, §, and 6. Also complete this part for any additional information.

(See instructions.)
SCHEDULE A, PART II, LINE 10, EXPLANATION FOR OTHER INCOME:
MISCELLANEQUS

2021 AMOUNT: § §03.

2022 AMOUNT: § 3,786,

2023 AMOUNT: & 2,879.

2024 AMOUNT: § 718.

2025 AMOUNT: § 4,202,

532028 12-10-25 Schedule A (Form 990} 2025
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Schedule B Schedule of Contributors

(Form 990) OMB No. 1545-0047

(Rev. Decamber 2024) Attach to Form 990, 890-EZ, or 880-PF.

:3*’95“"’9“‘ af the Treastry Go to www.irs.gov/Form990 for the fatest information.

nfernal Revenus Service

Name of the organization Employer identification number
NATIONAL FOUNDATION FOR ECTODERMAL
DYSPLASIAS 37-1112486

Organization type (check ons}:

Filers of: Section:

Form 890 or 880-E2 501{c)( 3 } (enter number) organization

4947(a){1) nonexempt charitable trust not treated as a private foundation
527 political organization

Form S80-PF

501(c)(3) exempt private foundation

4847(a){1) nonexempt charitable trust treated as a private foundation

Jo0oond

501(e)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.
Note: Cnly a section 581(c)(7), (8), or (10} crganization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

[ 1 Foran organization filing Form 980, 880-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more (in money or
proparty) from any one contributor. Complete Parts | and il. See instructions for determining a contributor's total contributions.

Special Rules

For an organization desctibed in section 501{c)(3} filing Form 830 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(a)(t) and 170()(1}{A)}vi), that checked Schedule A {Forim 980}, Part 1, line 13, 16a, or 16b, and that received from any one
contributor, during the year, total contributions of the greater of (1) $5,000; or {2) 2% of the amount on () Form 990, Part VIli, line 1h;
or (i)} Form 990-EZ, line 1. Complete Parts ! and H.

|____:| For an organization described in section 501(c)(7), (8), or (10) filing Form 930 or 990-EZ that received from any one
contributor, during the year, total contributions of mare than $1,000 exclusively for religious, charitable, scientific,
fiterary, or educational purposes, or for the prevention of cruelty to children or animals. Complete Paris | {entering
*N/A" in column (b) instead of the contributor name and address), Il, and 1.

[ Eoran organization described in section 501(c)({7), (8), or {10) filing Form 890 or 990-EZ that received from any one contributer, during the
year, contributions gxciusively for religicus, charitable, etc., purposes, but no such contributiens totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an  exclusively religious, charitable, etc.,
purpose, Don't complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religicus, charitable, etc., contributions totaling $5,000 or more during the year %

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 980}, but it must
answer “No® on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 980-PF, Part |, line 2, to certify
that it doesn't meet the filing requirements of Schedule B {Form 990).

For Paperwork Reduction Act Notlce, see the instructions for Form 990, 990-EZ, or 890-PF, Schedule B {Form 990} {Rev. 12-2024)
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Docusign Envelope |D: 6FFA1228-FBBS-8960-82F4-9FC2B472CBRB7

Schedule B (Form 990) (Rev. 12-2024)

Page 2

Name of organization

NATIONAL FOUNDATION FOR ECTODERMAL

Employer identification number

DYSPLASIAS 37-1112496
Pa'rt] 5. Contributors (see instructions). Use duplicate capies of Part | if additional space Is needed,
{a) (k) {c) (d)
Na, Name, address, and ZIP + 4 Total contributions Type of contribution
1 Person
Payroll l:]
$ 51,000. Noncash E:}
{Complete Part Il for
noncash confributions.)
{a) (b} ] {d}
No. Name, address, and ZIP + 4 Tatal contributions Type of contribution
2 Person
Payroll |::]
8 107,561, Noncash
{Complete Part I for
noncash contiibutions.)
{a) {b) ic (d}
No. Name, address, and ZIP + 4 Total contributions Type of confribution
3 Person
Payroll [::|
$ 50,000. Noncash [ ]
{Complete Part If for
noncash contributions.)
(a} (b} {c) {d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
4 Person
Payroll [
$ 25,000. Noncash [ ]
(Comnplete Part I for
noncash contributions.)
{a) (b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 Person
Payroll [ |
8 75,000. Noncash [ ]
{Complete Part || for
noncash contributions.)
(a} (b} {e) (d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
6 Person
Payroll |:|
g 25,000. Noncash [ ]
{Complete Part Il for
noncash contributions.)

523452 04-01-25
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Schedule B {Form $90} {Rev. 12-2024)
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Docusign Envelope ID: 6FFA1228-FBB9-8960-82F4-9FC2B472CB87

Schedule B (Form 830} (Rev. 12-2024)

Page 2

Nama of organization

NATIONAL FOUNDATION FOR ECTODERMAL

Employer identification number

DYSPLASIAS 37-1112496
‘Part1: Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(a) {b) {c} (d}
Na. Naie, address, and ZIP + 4 Total coniributions Type of coniributic_m
7 Person
Payroll D
4 25,000, Noneash [ |
(Complete Part il for
noncash contributions.)
{a) {b} {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution.
a Person
Payroll I:I
$ 25,000, Noncash [ ]
(Complete Pari Il for
noncash contributions.)
{a) {b) 1] {d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
S Person
Payroll [
$ 27,552, Noneash [ ]
(Complete Part Il for
noncash contributions.)
(a) {b} {c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
10 Person
Payroll ]
$ 54,000. Noneash [ ]
(Complete Part Il for
nancash contributions.)
{a) {b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person D
Payroll l___|
$ Noncash [ |
{Complete Part Il for
noncash contributions.)
{a) {b) (c} (d}
Na. Name, address, and ZIP + 4 Total contributions Type of contribution
Person |:|
Payrall [:]
$ Nonecash [ |
{Complete Part  for
noncash contributions.)

523452 04-01-25

12130507 131839 A389508
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Schedule B (Form 880} (Rev. 12-2024)

Docusign Envelope 1D: 6FFA1228-FBBY-8860-82F4-9FC2B472CBR7

Page 3

Name of organization Employer identification number
NATIONAL FOUNDATION FOR ECTODERMAL

DYSPLASTIAS 37-1112486
Partll: Noncash Property (see instructions). Use duplicate coples of Part Il if additional space is needed.

G)]

No. (e
from Description of n o h rty gi FMV (or estimate) Dat “ ived
o p of noncash property given (See instructions.) ate receive

357 SHARES OF ORACLE STOCK
2
100,480, 09/30/25

{a)

No. {c)

o o (b} . FMV (or estimate} (d) .
from Description of noncash property given . . Date received
Part | {See instructions.)

{a)

{c}

Na.

. ) . FMV {or estimate} (d) .
from Description of nhoncash property given . - Date received
Part | (See instructions.)

{a)

{c}

No.
from D inti . {b) h ) FMV (or estimate} Dat (e} ived
o escription of noncash property given (See instructions.) ate receive

{a)

{c)

No. . (b} i FMV (or estimats) td} .
from Description of noncash property given instructi Date received
Part 1 (See instructions.)

(a}

(c})

No.

o o (b) . FMV {or estimate) (d .
from Description of noncash property given . X Date received
Pt 1 (See instructions.)

533453 04-M1-25

11400507 131839 A389508

2025.03040 NATIONAL FOUNDATION FOR E A3895081
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Docusign Envelope ID: 6FFA1228-FBBO-8860-82F4-9FC2B472CBB7

Schedule B (Farm 990) (Rev. 12-2024) Page 4
Name of organization Employer identification number
NATIONAL FOUNDATION FOR ECTODERMAL

DYSPLASIAS 37-1112496

Part Il Exclusively religious, charitabte, etc., coniributions to organizations described in section 561{c){7}, (8}, or {10) that total more than §1,000 for the year
’ " fram any one contributor. Complete columns {a) through {e} and the following line eniry. For organizations
completing Part B, enter the fotal of exclusively raligicus, charitable, ete., contributions of $1,DOG or less for the year, (Enter this info. once.) $

Use duplicate copies of Part il if additional space is needed.

{a} No.
lg?rTi {b) Purpose of gift {¢) Use of gift (d) Description of how gift is held
{e} Transfer of gift
Transferee's name, address, and ZiP+4 Relationship of transferor fo transferee
(a} No.
ff'mrrtnt {b} Purpose of gift {c} Use of gift {d} Description of how gift is held
a
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
Ff’rorTf {b} Purpose of gift {c} Use of gift {d} Description of how gift is held
a
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferece
{a) No.
I!'eri {b} Purpose of gift {c} Use of gift (d) Description of how gift is held
a
{e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of iransferor to transferee

523454 04-0%-25 Schedule B {(Form 980) (Rev, 12-2024)
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Docusign Envelope |D: 6FFA1228-FBBO-8980-82F4-9FC2B472CBR7

SCHEDULE D Supplemental Financial Statements

{Form 880) Complete if the organization answered "Yes® on Form 990, OMB No. 15350047

{Rev. December 2024) Part iV, line 6,7, 8, 8, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.

Depariment of the Treasury Attach to Form 980. :’Opento Public

Intesnal Revents Bervica Go to www.irs.gov/Form890 for instructions and the latest information, ~Inspaction

Name of the organization NATIONAL FOUNDATION FQOR ECTODERMAL Employer identification number
DYSPLASIAS 37-1112496

{ Part |: ] Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organizaticn answered "Yes® on Form 990, Part IV, line 6.

{a} Denor advised funds {b) Funds and other accounts

Total number atend ofyear
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregatevalue atendofyear ..
Did the organization inform all donars and donor advisors in writing that the assets held in donor advised funds
are the organization's property, subject te the organization’s exclusive fegal controi? |:| Yes E:l No
6 Did the organization inform all grantess, donors, and donor advisors in writing that granl funds can be used onfy
for charitable purposes and not for the benefit of the donor or donar advisor, or for any other purpose conferring
impermissible private benefit? ... e e [ _lYes [ INo
[ Part Il | Conservation Easements. Camplete if the organization answered "Yes® on Form 990, Part IV, fine 7.
1 Purpose{s) of conservation easements held by the organization {check all that apply).
[:I Preservation of fand for public use (for example, recreation or education) m Preservation of a histerically important land area
|:| Protection of natural habitat |:| Preservation of a certified historic structure
!:] Presarvation of open space
2  Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a ccnsewat:on easement on the last

U oh W N A

day of the tax year. 2 f Held at the End of the Tax Year
a Total number of conservation easements . 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a cerified historic structure included online2a | 2¢
d Number of conservation easements included on line 2c acquired after July 25, 2008, and not
on a historic structure listed in the National Register 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the fax
year

4 Number of states where property subject to conservation easement is located
5 Does the arganization have a written policy regarding the pericdic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? r__} Yes |:| No

6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

7 Amount of expenses incurred in monitoring, inspacting, handling of violations, and enforcing conservation easements duiing the year

8 Does each conservation easement reported on line 2d above satisfy the requiremants of section 170hH4)}BY)

and S6CHON 17OMMANBYIN? ... oo oot eeee e sree e [ Ives [ INo
9 In Part Xili, describe how the organization reporls conservation easements in its revenue and expense statement and

balance sheet, and include, if applicable, the text of the footnote to the organization's financial statements that describes the

organization’s accounting for conservation easements,

|'Part lll.| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes® on Form 880, Part IV, line 8.
1a if the organization elecled, as permitted under FASB ASC 958, not to report in its revenue statement and balance shest works
of art, historical treasures, or other similar assets held for public exhibition, education, or ressarch in furtherance of public
sarvice, provide in Part Xl the text of the footnote to its financial statements that describes these items.
b If the organization elected, as permitted under FASB ASC 958, to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service,

provide the following amounts relating to these items.
{i} Revenue included on Form 980, Part VI, line 1 : $

{ii)y Assetsincluded in Form 980, Part X
2 If the organization received or held warks of art, historical treasures, or other similar assets for financial gain, provide
the following amounts required to be reported under FASB ASC 958 relating to these items:

a Revenue included on Form 890, Pant VIl line © e, $
b Assetsincludedin Farm 980, Part X $
For Paperwork Reduction Act Notice, see the [nstructions for Form 990. Schedule D {Form 990} (Rev. 12-2024)

LHA  sazos1 as-01-25
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Docusign Envelope ID: 6FFA1228-FEB9-8960-82F4-0FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule D (Form 990) (Rev. 12:2024) DYSPLASIAS _37-1112496 page?2
jPartlil'{ Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets onsinved)
3 Using the organization's acquisition, accession, and other records, check any of the following that make significant use of its
collection items (check all that apply).
a Cl Public exhibition d m Loan or exchange program
b ] Scholarly research e [__]Othe
[+] [:] Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization's exempt purpase in Part XJil,
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be malntained as part of the organization'scollection? .. [ ]|Yes [ Jno
| Part IV l Escrow and Custodial Arrangements cComplete if the organization answered "Yes® on Form 990 Part IV, line 9, or
reported an amount on Form 930, Part X, line 21,

1a s the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not included
on Form 990, PartX? e L1 Yes I No

b If "Yes," explain the arrangement in Pan XIII and comp!ete the fol[owmg table

Amount

Beginning balance
Additions during the Year e
Distributions during the year
Ending balance .

2a Did the organization tnclude an amount on Form 990 Part X Ilne 21 for esciow or custodsal account Ilab;hty’?

b_If "Yes ® explain the arrangement in Part XiIl, Check here if the explanation has been provided in Part X

! PartV . 1 Endowment Funds Complete if the organization answered “Yes" on Form 990, Part IV, line 10.
{a} Current year {b} Prior year {c} Two years back | {d} Three years back | (e} Four years back

- P o0

1a Beginning of year balance
Contributions .
Net zrwestment eammgs gams and Iosses
Grants or scholarships
Other expenditures for facilities
and programs
Administrative expenses

g End of year balance e,
2 Provide the estimated percentage of the current year end balance {line 1g, column (a)} held as:

a Board designated or quasi-endowment Y%

b Parmanent endowment %

¢ Term endowment %

The percentages on lines 2a, 2b, and 2¢ should equal 100%.

3a Are there endowment funds not in the possession of the organization that are held and administered for the

[~ TR + B -

-

organization by: Yes | No
(i) Unrelated o7GanIZREONET || ...t oot e e e ee et e e et n e se s 3afi}
{ii) Related organlzalions? e e 3afii}
b If "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R? o L
Describe in Part Xlll the intended uses of the organization's endowment funds.
| Part VE: | Land, Buildings, and Equipment
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.
Description of property (a) Cost or other {b} Cost or other {c) Accumulated (d) Book value
basis (investment} basis {ather) depreciation
Ta Land e T
h Buildings
¢ lLeasehold |mprovements
d Equipment . 41,323. 41,323. 0.
e Other . e
Total. Add lines 1a through 1o, (Qqﬂ,:mn @ must ﬁqua[ Form 990 _Part X_fine 10¢_column {B) b —————— 0.

Schedule D (Fcrm 990) {Rev. 12-2024)

532052 04-01-25
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Docusign Envelope ID: 6FFA1228-FBBO-8960-82F4-9FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule D {Form §90) (Rev. 122024) DYSPLASTAS 37-1112496 page3
[ Part VIE| Investments - Other Securities
Complete if the organization answered "Yes® on Form 990, Part IV, line 11b. See Form 980, Part X, line 12.

{a) Description of security or category fincluding name of secuwity) {b) Book valtue {c} Method of valuation: Cost or end-of-year market value

(1) Financial derivatives |, .. ...

{2) Closely held equity interests

{3) Other
(A
B}
()
)
(E)
(@]
(G)
H)

Total. (Cal. (b} must aqual Form 980, Part X, line 12, col. (B)}
| Part VIll} Investments - Program Related.

Complete if the organization answered *Yes" on Form 980, Pant IV, tine 11¢. See Form 938G, Pant X, line 13.
{a} Description of investment {b) Book value {c} Method of valuation: Cost or end-of-year market value

(1}
{2)
{3)
{4)
(5}
(8}
(7}
8
{9)
Total. (Col. (b} must equat Form 993, Pari X, Hine 13, col. (B)}
| Part IX] Other Assets
Complete if the organization answered “Yes” on Form 990, Pait IV, line 11d. See Form 990, Part X, line 15,
{a) Description {b) Book value

(1
(2)
(3)
{4}
(5}
{6)
{7y
(8)
(a

Total. (Column (b) must equal Form 880, Part X ine 18, €of MBI} oo
Part X:| Other Liabilities

Complete if the organization answered "Yes" on Form 980, Part IV, fine 11e or 11f. See Form 990, Part X, line 25,

1. {a) Description of liability (b} Book value

{1} Federal income taxes

(¢} LEASE LIABILITY 23,307,

(3)

()

(5)

(&)

7}

(8)

)]

Total, (Column (b) must equal Form 990, Part X. ine 25, 0oL (Bl oo i 23,307,
2. Liability for uncertain tax positions. In Part Xill, provide the text of the footnote to the organization's financial statements that reporis the

organization’s fiability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part XlIl .

Schedule D (Form 980) (Rev. 12-2024)

532053 04-01-25

29
11400507 131839 A389508 2025.03040 NATIONAL FOUNDATION FOR E A3855081



Docusign Envelope ID: 6FFA1228-FBBS-8960-82F4-9FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL

Schedule D (Form 990) (Rev. 122024) DYSPLASTAS 37-1112496_ page4
{Part X1 .| Recongiliation of Revenue per Audited Financlal Statements With Revenue per Return

Complete if the organization answered "Yes" on Form 980, Part IV, line 12a,

1 Total revenue, gains, and other support per audited financial statements 1 i ’ 738,756,
2 Amounts included on tine 1 but not on Form 930, Part Vll, line 12: o

a Net unrealized gains (losses) on investrents

b Donated services and use of faGlities

¢ Recoveriesof prioryeargrants

d Other (Describe in Part X1}

e Addlines Zathrough 2d e, 91,632,
3 Subtractline 2e from ne T e a3 | 1,647,124,
4  Amounts included on Form 980, Part Vill, line 12, but not on line 1: i

a Investmant sxpenses not included on Form 9980, Part Vil line7b . ... | 4a

b Other (Describe in Part XHLY | ..o 4b o

G Addiines 4aand4b . e e 4c 0.
5__ Total revenue. Add tines 3 and 4c. /This must equal Form 990 Part | iine 12) oo 5 1,647,124,

| Part Xl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
Complete if the organization answered "Yes” on Form 98¢, Part IV, line 12a. )
1 Total expenses and losses per audited financial SlatememtS 1 1 ' 578 ’ 367.
2  Amounts included on line 1 but not on Form 990, Part X, fine 25:

a Donated services and use of facilities ... | 2a

h PrioryearadjusIments et 2b

© OINBIIOBSOS | e 2¢

d Other (Pascribain Part XUL) e 2d

e Addlines 2athrough 2d ettt 18,836,
3 Subtract Bie 2e fom NE T . ..o iiecoreorecoseoieoreoreesssres e sesosess e eeeeseesessessrrne. |3 | 1,559,831,
4  Amounts included on Form 890, Part IX, fine 25, but not on line 1: S

a Investment expenses not included on Form 990, Part VL tine7b ... | 4a

b Gther (Describein Part XL} | e 4b A

e Addlinesdaanddb e 4c 0.
5__Total expenses. Add lines 3 and 4c. (This must equal Form 990 Part L fine 18 wr--ioowreoirriiiiiiiiiiiciii 5 1,559,531,

| Pai‘.t.‘XIlll Supplemental Information

Pravide the descriptions required for Part I, lines 3, 5, and 9; Pant {l}, fines 1a and 4; Part IV, lines 1b and 2b; Panl V, line 4; Part X, line 2; Part X,
lines 2d and 4b; and Part XH, lines 2d and 4b. Also complete this part to provide any additional information.

PART X, LINE 2:

NFED IS TAX-EXEMPT UNDER SECTION 501(C){(3) OF THE INTERNAL REVENUE CODE
AND, THEREFQRE, IS EXEMPT FROM BOTH FEDERAL AND STATE INCOME TAXES.
ACCORDINGLY, NO PROVISION HAS BEEN MADE FOR INCOME TAXES TN THE
ACCOMPANYING FINANCIAL STATEMENTS.

PART XI, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSE NETTED WITH REVENUE ON 990 8,674,

PART XII, LINE 2D -~ QTHER ADJUSTMENTS:

SPECIAL EVENT EXPENSE NETTED WITH REVENUE ON FORM 9930 8,674,

532054 04-01-25 Schedule D {(Form §50) {Rev. 12-2024)
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NATIONAL FOUNDATION FOR ECTODERMAL

Schedule D (Form 980) (Rev. 12:2024) DYSPLASTAS 37-1112496 pages
|Part X1l | Supplemental Information ontinved)

Schedute D {Form 990) {Rev, 12-2024)

532055 04-01-25

31
11400507 131839 A389508 2025,03040 NATIONAL FOUNDATION FOR E A3895081



Docusign Envelope ID: 6FFA1228-FBB8-8960-82F4-9FC2B472CBB7

SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities
. A ) . OMBE No. 1545-0047

{Form 890) Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the
(Rev. December 2024) organization entered more than $15,000 on Form 990-EZ, line 6a. S
Dopartment of tha Treastry Attach to Form 990 or Form 990-E2, o _?pﬂ_“ﬁg P“_b__“c o
Internal Revenua Servica Go to www.irs.gov/Form@80 for instructions and the latest information, o NSPeCon &
Name of the organization NATTIONAL FOUNDATION FOR ECTODERMAL Employer identification number

DYSPLASIAS 37-1112496

Fundraising Activities. Gomplete if the organization answered "Yes® on Form 990, Part }V, fine 17, Form 980-EZ filers are not
required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.

a |—_—] Mal solicitations e l:] Solicitation of nongovernment grants
b |:] Internet and email solicitations f D Solicitation of government grants
c El Phone solicitations g D Special fundraising events

d I:] In:person solicitations
2 a Did the organization have a written or oral agreement with any individual {including officers, directors, trustess, or
key employees listed in Form 890, Part VH) or entity in connection with professional fundraising services? [:l Yes [ INo

b i “Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization,

. . ili} Dia v} Amount paid . :
{i} Name and address of individual . . ﬁ(m alser {iv} Gross receipts [g zor retaineﬁ by) {vi} Amount paid
or entity (fundraiser) (i Activity P cféam?, from activity fundraiser to (or retained by}
OF CON & - '
contributions? listed in col. (i) organization
Yes | No
Total
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 930-E2Z, Schedule G (Form 890) (Rev. 12-2024)
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Bocusign Envelope ID: 6FFA1228-FBB9-8960-82F4-9FC2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Scheduls G {Form 990) (Rev. 12-2024) DYSPLASTAS 37-1112496 Page2
| Part 1l | Fundralsmg Events. complste if the organization answered "Yes® on Eorm 990, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,600.

{a} Event #1 {b) Event #2 {c} Other events {d]) Total events
HALLOWEEN (add col. {a) through
BASH 5 col. {c}}
o {event typs)} (event typs) {total number)
jo |
[
% 1 Grossrecelpts 101,434, 191,905. 293,339.
[
2 Less: Contrbutions 82,334, 185,810, 268,144,
3 Grossincome (tine 1 minusline2y ... . . i9 ,100 . 6,095, 25 ’ 195,
4 Cashprizes ...
5 Noncashprizes . ... ...
[
@
E 6 Rent/facilitycosts
[=1
i
§ 7 Foodand beverages ... ...
5
8 Entertainment |
9 Ofherdirectexpenses ... B,6298, 375. 8,674.
10 Direct expense summary. Add fines 4 through S in column () 8,674,
|11 Net income summary. Subtract line 10 from line 3 column{dy ... .. 16,521,

| Part i | Gaming. Complete if the organization answered "Yes" on Form 990 Part N Ime 19 or reported more ihan
$15,000 on Form 890-EZ, line Ba,

. {b) Pull tabs/instant ) {d) Total gaming {add

g (a} Bingo bingo/progressive birgo {c) Other gaming col. {a} through col. {c})}

1 Grossrevenue ...
o] 2 Cashprizes
@ :
&
el 3 Noncashprizes
s
B -
g 4 Rentfaclitycosts
=

5 Otherdirectexpenses ...

] Yes_ % ] Yes % ] Yes_ %
6 Volunteertabor D No [ ne [ Ino

7 Direct expense summary, Add lines 2 through S incolumn (dY

8 Net gaming income summary. Subtract line 7 from line 1, column (d}

9 Enter the state(s) in which the organization conducts gaming activities:
a Is the organization ficensed to conduct gaming activities in each of these states? E:] Yes [:I No
b if "No,” explain:

10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year? I:i Yes L__j No
b if "Yes," explain:

532082 04-01-25 Schedule G {Form 990) (Rev. 12-2024)
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Docusign Envelope ID: 6FFA1228-FBB9-8050-82F4-9FC2B472CBBY

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule G (Form 980} (Rev. 12-2024)DYSPLASIAS 37-1112496 Pages_
11 Does the organization conduct gaming activities with nenmembBers? [ 1ves |:| No
12 Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed
to administer charitable gaming? |:] ves [__INo

13 Indicate the percentage of gaming activity conducted in:

a The organization's facllity e e 13a %
b AnoUtside TaGIlY et 13b %
14  Enter the name and address of the person who prepares the erganization's gaming/special events books and records:
Name
Address
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? D Yes D No

b if "Yes," enter the amount of gaming revenue received by the organization $
of gaming revenue retained by the third party  $
¢ If "Yes," enter the name and address of the third party:

and the amount

Name

Address

16 Gaming manager information:

Name

Gaming manager compensation g

Description of services provided

I::l Director/officer |:] Employse D Independent contractor

17 Mandatory distributions:

a |s the organization required under state law to make charitable distributions from the gaming proceeds to
TEtaIN Ehe SHate AN OISO ettt eee ettt et et ettt et err e een [ Tves [_INo
b Enter the amount of distributions required under state law to ba distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year $
[pal’t ]Vi Supplemental Information. Provide the explanations required by Part, line 2b, columns (i} and (v); and Part 1ll, lines 8, 9b, 10b,

18b, 15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions.

532083 04-0%-25 Schedule G (Form 990) (Rev. 12-2024)
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Bocusign Envelope ID: 6FFA1228-FBB9-8960-82F4-9F C2B472CBB7

NATIONAL FOUNDATION FOR ECTODERMAL
Schedule G (Form 990) DYSPLASIAS 37-1112496 pages
1Part IV | Supplemental Information ontinveq)

Schedule G (Form 990)
532084 04-01-25

35
11400507 131839 A389508 2025.03040 NATICNAL FOUNDATION FOR E A3895081



{vzoz-21 "Aod) (066 Wacy) | anpayas

St

SZ-L0b0 LOLZES  wHT

"066 W04 10} SUORINASU| 31F 335 ‘SORON IOV UoRoNpay pomsaded Jog

9|qe] | aul s Ul GRS SUONEZIURRIC 18I0 [0 J8quIn [e)0} 18U &
Sjqes | sul 2y} w1 pelsy suoiieztuetao juswuanch pue (£)(0) LS UoRD9S JO Jaquiny [e1o} |y 2

._mm_mm_._wu%>$u_ QouElsisse
IOUBRISISSE D SOURISISSE USBIUCU sj00 q) uoenien yseouou ueib yses {e1qeodde 1) wawwsaoh 1o
Juelf jo asoding (y) jo uonduasaq (B) 10 poulaA (3) 10 unowy {a) Jo unowy (p) uoiass OH (0} Ni3 {q) uonezivehi:o Jo SSaLPPE pue awep (e) |
“Papasu s| doeds [RUOIIDPE | PBIRDIAND 8Q UBD || 1B "000'SE UBUL SU0W panesal JeL 1usidioa:
Aue 50} ‘L2 8Ui| 'A] Hed ‘066 wuog U0 SBA, PeIeMSUE UoKeZUeBIo ey it 91eduiog SIUSLILIGA0N) JRSAWO pue suogeziueB.g) alsswod o3 DUBSISSY JAYIO pue spuean [ ueg

NC]  =A[E]

"SeTRIS PSRiUf] Oy U SpUN] JUEIB JO 8sn BU) BUNOYUOW 10} S8.1npaoord § UONEZueh o By Al WEd Ul oquoss &

£O3UBISISSE 0 SIURIB BUl PIEME O} Pasn Buduo

UOII00[as S} PUE '8ourlsisse Jo siuel au 1o ApdiBlie sealurib oy *eouRISISSE JO SjURIE B JO JUNOUIE O} OEIRISGNS 0} SPI0A UIBIUIEW LoiEZIueBio o) seoq L

22UESISSY PUE SJULD UO uoReULIOJ] [e18UsD) [ [1ied |

967¢TIT~-LE

Jaquinu uagestiuap: telopduy

SYISVIdSAA

TYREHAOLIE d0d NOTLVYANAOS TUNQOLLYN uonezuefio ey jo swen

CHLE yonoadsul
i ongnd o3 uadg

AP00-SPSL "ON AIND

*UCHEWLIoUI ISATE] AU} PUB SUORONYSL 10) 0BEWI0L/AOB SIF MMM 0} 05
066 WJo4 0} yoeny
"2 40 | au| ‘Al Hed ‘066 Wi U0 ,S3A, palomsue uoneziuebio o § sjaidwos
S3]BIS PaHuUN SYj ul S[eNpPIAIPU] pue ‘SJU3WUI9AOL)
‘suoneziuebliQ oy IJURISISSY 1310 Pue sjueln

LH802L¥920-46-v-128-0968-6084-822 1 V449 1Gi adofamuz ubisnoog

BIAOS GUBAGH Fouauy
Aincuel] ey Jo susunmdeg

{r2oz lequesag Aoy}

(066 waog)
I IINGIHIS



(b202-gl "Asd) (086 wuoy) | sjnpaysg

LE

ST-L0-+0 20LesS

TS¥EdIACYd H¥VD O4 ATLOIYIA INIS H¥VY SANOJ ‘HONVLSISSY LNAITD d04

T _ANIT ‘T L¥¥d

"UOILBULIOIU [BUGIHIPPE 1910 AUR pUR 1(q) Lnod (|| 1ed g aulf ‘| Hed Ui pennbal UOHEULIOMI 8y} 8PIACI "uoheIodu [ejuawsiddng _”” Al Hed: _

SOUBISISSE USeaucU Jo uonduasag (3)

"0 “L¥sLt ST ONICNAS LNIRIVIAL

0 Tose'ET £2 AYQ ADYDOAQY -~ EINVLSISSY TIAVEL ONY SANIIILS

‘0 "870°S5T 9T SIIHSYVIOHIS EONTUZINOD ATINVI
(tauic ‘eserdde 'AlNd yooq) | @DUERISISSE YyseD urib gses syuatdivas

uotenfea jo pousy ()

-UoU Jo 3unoury (p)

1o Junouny (o}

o sequuny (g}

soueysisse Jo puetfl Jo adAy (e)

“E% BUIL N HBd ‘055 W0 U0 ,SBA, palamsue uoneziuebio syl §l @laidwos S[ENPIAIDUI J13S3MIOC OF SJURISISSY JOUI( PUE SIUBE)

‘papesy 1 69eds [RUCHIPRE )i pereoRdnp 8g UBD ||| ey

Il ed:

T abegy

96FZTTT~LE

SYISYIdSAQ Welecl AoH) (066 Uod) | olpayas

TYREEAOLOE Y04 NOILVANNOS TYNOILYN

L8802.r820:46-7428-0968-6814-822 1 V=149 :a] adojaauz ubisnoeq



Docusign Envelope 1D: BFFA1228-FBB9-8960-82F4-9FC2B472CBB7

SCHEDULE M Noncash Contributions OMB No. 15450047

Form 000 2025

Complete if the organizations answered "Yes" on Form 990, Part IV, line 29 or 30.

Department of fhe Treasury Attach to Form 850, " Open to Public -
internal Revenus Servica Go to www.irs.gov/Form990 for instructions and the latest information. i Inspection <
Name of the organization NATIONAL FOUNDATICN FOR ECTODERMAIL Employer identification number
DYSPLASIAS 37-1112496
[Part1:| Types of Property
{a) (b) e {d)
Chack if Number of Noncash contribution Method of determining
applicable j contributions or [ amounts reporied on noncash contribution arnounts

items contributed] Form 980, Part VI, line 1g

Art-Worksofart ||,
Art - Historical treasures
Art - Fractional interests
Books and publications ..
Ciothing and household goods
Cars and othervehicles . .
Boatsandplanes ...
Inteflectual property ...
Securities - Publicly traded X 1 110,642.STOCK MARKET VALUE
Securities - Closely held stock
Securitias - Partnership, LLC, or
tustinterests
Securities - Miscellansous
Qualified conservation contribution - N
Historic strvctures
14 Qualified conservation contribution - Other
15 Real estate - Residential . .
16 Realestate - Commercial
17 Realestate-Other .. ...
18 Collectibles ...,
19 Foodinventory .
20 Drugs and medical supplies ...
21 Taxidermy o,
22 Historcal artifacts

23 Scientific specimens

24  Archeological artifacts

L o~ N s 0N

e
[

Y
.

-
=]

-
4]

25 Other ( )
26 Other { )
27 Other ( )
28 Other { }
29  Number of Forms 8283 received by the organization during the tax year for contributions
for which the organization completed Form 8283, Part V, Donee Acknowledgment | 29

1Yes No_

30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through 28, that it
must hold for at least 3 years from the date of the initial contribution, and which isn't required to be used for

exempt purposes for the entire holding periad? e, 30a
b If “Yes," describe the arrangement in Part il e
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? 1 81 X
32a Doss the organization hire or use third parties or related organizations to solicit, process, or sell noncash

b If “Yes,” describe in Part Il
33  If tha organization didn’t report an amount in column (c) for a type of property for which column (g} is checked,
describe in Part H, . i 50
For Paperwork Reduction Act Notice, see the Instructions for Form 990, Schedule M {Form 990} 2025 Created 12/29/25

LHA 532141 01-13-26
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Docusign Envelope ID: 6FFA1228-FBBY-8960-82F4-9FC2B472CBRB7

NATIONAL FOUNDATION FCR ECTODERMAL
Schedule M (Form 280y 2025 DYSPLASIAS 37-1112496 Page 2

{Partil] Supplemental Information. piovide the information required by Part I, lines 30b, 32b, and 33, and whether the organization
is reporting in Part |, column (b), the number of contributfons, the number of items received, or a combination of both, Also, complete
this part for any additional information.

532142 01-13-26 . Schadule M {Form 990) 2025
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Docusign Envelope ID: 6FFA1228-FBBS-8960-82F4-9FC2B472CBB7

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 5B No. 1545.0047

{Form 990} Complete to provide information for responses to specific questions on

Rev. Decamber 2024) Form 990 or 990-EZ or to provide any additional information. IR e I
sriment of the Treasur Attach to Form 990 or Form 890-E2. - Openta Public: ..

Dep ssery ; ; ; ; i dnspection’ i

Internal Revenus Service Go to www.irs.gow/Form990 for instructions and the latest information. R

Name of the organization NATTIONAIL, FOUNDATION FOR ECTODERMAL Employer identification number

DYSPLASIAS 37-1112496

FORM 990, PART IITI, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:
INFORMATION AND PRACTICAL ADVICE, GUIDANCE, AND RESOURCES.

FORM 990, PART III, LINE 4C, PROGRAM SERVICE ACCOMPLISHMENTS:
INCREASE UNDERSTANDING OF THE DISORDERS.

FORM 990, PART VI, SECTION B, LINE 11B:

THE ORGANIZATION PROVIDES A COPY OF FORM 990 TO EVERY BOARD MEMBER. IT IS
REVIEWED IN DETAIL BY THE ORGANIZATION'S EXECUTIVE DIRECTOR AND BOARD
PRESIDENT AND VICE-PRESIDENT OR TREASURER OR FINANCIAL, ADVISOR. '

FORM 990, PART VI, SECTION B, LINE 12C:

THE AUDIT, BUDGET AND FINANCE COMMITTEE ANNUALLY REVIEWS THE DISCLOSURE
PROCESS AND REPORTS TC 'THE BOARD OF DIRECTORS ON THE SUBMISSION OF ALL
REQUIRED DISCLOSURE STATEMENTS.

FORM 990, PART VI, SECTION B, LINE 15:

THE BOARD OF DIRECTORS REGULARLY ASSESSES THE PERFORMANCE AND EFFECTIVENESS
OF THE EXECUTIVE DIRECTOR AND DETERMINES FUTURE ACTIONS TO INCLUDE AMOUNT
OF COMPENSATION BASED ON THAT ASSESSMENT. THE BOARD OF DIRECTORS PROVIDE
GUIDANCE TO THE EXECUTIVE DIRECTOR IN DETERMINING THE COMPENSATION OF THE
ORGANIZATION'S STAFF. THE MEMBERS OF THE BOARD OF DIRECTORS ARE NOT
COMPENSATED.

FORM 990, PART VI, SECTION C, LINE 19:

THE ORGANIZATION MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY
AND FINANCIAL STATEMENTS AVAILABLE TO THE PUBLIC. THE FINANCIAL: STATEMENTS
AND FORM 990 ARE POSTED ON THE ORGANIZATION'S WEBSITE AND COPIEE OF OTHER
GOVERNING DOCUMENTS SUCH AS FORM 1023 AND CONFLICT OF INTEREST POLICY ARE
AVATLABLE UPON WRITTEN REQUEST.

FORM 990, PART XTI, LINE 2C: AUDIT PROCESS -
THERE WERE NO CHANGES IN THE OVERSIGHT PROCESS OR SELECTION PROCESS

DURING THE VYEAR.

FORM 950, PART VI, PAGE 6, QUESTION 20 - BOOKS IN CARE OF
THE ORGANIZATION EXTERNALLY CONTRACTS FOR BOOKKEEPING SERVICES.

For Paperwork Reduction Act Notlce, see the Instructions for Form 890 or 990-EZ. Schedule O {Form 990) (Rev. 12-2024)
LHA 532211 04-01-25
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