EXTENDED TQ AUGUST 15,
Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
P Do not enter social security numbers on this form as it may be made public.
ov/Form990 for instructions and the latest information.

n 390

Depariment of the Treasury

Internal Hevenue Service P _Go to www.irs.

2019

OMB No. 1545-0047

2017

Open to Public
Inspection

oeT 1, 2017

A For the 2017 calendar year, or tax year beginning

andending SEP 30,

2018

B Checkif C Name of organization D Employer identification number
wplcadle | POUNDATION FOR ICHTHYOSIS AND RELATED

tinge | SKIN TYPES
yr?;;%a Doing business as FIRST 94-2738019
el Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
e 2616 N. BROAD ST. (215) 977-9400
sea City or town, state or province, country, and ZIP or foreign postal code G _Gross receipts $ 1,725,059.
amendedl  COLMAR, PA  18915-9423 H(a) Is this a group return

Dﬁopf"_ca' F Name and address of principal officer MOUREEN WENIK for subordinates? | lYes No
PR SAME AS C ABOVE H(b) Are all subordinates included?l:!YeS i:l No

| Tax-exempt status: 501(c)(3) || 501(c)( y (insertno.) || 4947(a)(1)or __] 527 If "No," attach a list. (see instructions)

J Website: pr WWW.FIRSTSKINFOUNDATION,.ORG H(c) Group exemption number P

K_Form of organization: | X] Corporation | | Trust |__] Association |__] Other >

| L Vear of formation: 19 8 1] m State of legal domicile: CA

[Part I] Summary

o | 1 Briefly describe the organization's mission or most significant activities: TO IMPROVE LIVES AND SEEK CURES
% FOR THOSE AFFECTED BY ICHTHYOSIS AND RELATED SKIN TYPES.
g 2 Check this box P> L_Iifthe organization discontinued its operations or disposed of more than 25% of its net assets.
3| 3 Number of voting members of the governing body (Part VI, line 1a) e 3 11
:‘3 4 Number of independent voting members of the governing body (Part Vi, line1b) 4 11
8| & Total number of individuals employed in calendar year 2017 (Part V, line 2a) 5 6
g 6 Total number of volunteers (estimate if necessary) 6 400
g 7 a Total unrelated business revenue from Part VIli, column (C), line12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 e KA 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIt, line 1h) 595,647, 595,765.
g 9 Program service revenue (Part VIIl, line 2g) o S 9,700. 128,859,
g 10 Investment income (Part VIIl, column (A), lines 3,4, and 7d) 70,222. 109, 095.
11 Other revenue (Part VIIl, column (A), lines 5, 6d, 8¢, 9c, 10c, and 11e) 8,152. 168.
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12) 683,721. 833,887,
18 Grants and similar amounts paid (Part IX, colurn (A), lines 1-3) 16,280. 131,913,
14 Benefits paid to or for members (Part IX, column (A), line 4) e 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 362,931. 191,744,
% 16a Professional fundraising fees (Part IX, column (A), line 11e) . . 0. 0.
g b Total fundraising expenses (Part IX, column (D), line 25) P> 47 , 912,
Y147 oOther expenses (Part IX, column (A), lines 11a-11d, 11¢24¢) 251,004. 340,151.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), fine 25) 630,215. 663,808.
19 Revenue less expenses. Subtract line 18 from line 12 . 53,506. 170,079.
E% Beginning of Current Year End of Year
B3| 20 Total assets (Part X, line 16) 1,966,454, 2,122,220,
<3| 21 Total liabilties (Part X, line 26) 40,676, 29,668,
25| 22 Net assets or fund balances. Subtract line 21 from line 20 ... 1,925,778. 2,092,552,

[Part Il [Signature Block

Under penalties of47erjury;hgeclare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
true, correct, and complete. Diclagation of preparer (other than qﬂTEé}) is based on all information of which preparer has any knowledge.

VN Ry oy i =5
Sign } S\I@m LS 'V‘\*-/\)( |D£ I[ r) [({
Here MOUREEN WENIK, EXECUTIVE DIRECTOR
Type or print name and title
Print/Type preparer's name reparer's sigy .ture ale oneok ||| PTIN

Paid MICHAEL LOMBARDO, CPA Y/ / _5}2‘67 19 ;'e”.m,md P01823513
Preparer |Firm'sname p BAUM, SMITH & CLEMENSY 'L! Firm'sENp  23-2315910
Use Only |Firm'saddressy, 2060 DETWILER RD, SUITE 125

HARLEYSVILLE, PA 19438 Phoneno.(215)368-5755

May the IRS discuss this return with the preparer shown above? (see instructions)

Yes L_J No

732001 11-28-17

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

Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 990 (2017) SKIN TYPES Ik kkkkkAk*  pogon

Jli| Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part Il ...

Briefly describe the organization's mission:

RELATED SKIN TYPES.

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

prior FOrm 990 of 990-EZ?  _..........oooovveoooeoeoeveeo oo [ Yes X No
If "Yes," describe these new services on Schedule O.
Did the organization cease conducting, or make significant changes in how it conducts, any program services?............... [ lYes No

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

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 service reported.

4a

(Code: ) (Expenses $ 167,976. Including grants of $ 8,672, ) (Revenue $ 128,859. )
NATIONAL CONFERENCE IN NASHVILLE. THE MEETING ENROLLMENT EXCEEDED
EXPECTATIONS, AND WAS THE HIGHEST ATTENDED CONFERENCE TO DATE WITH 503
ATTENDEES AT THIS MEETING, 40% OF THE ATTENDEES WERE FIRST TIME
ATTENDEES. REGISTRANTS TRAVELED FROM MANY PARTS OF THE UNITED STATES,
CANADA AND PARTS OF THE GLOBE AS FAR AS NAMIBIA. THE CONFERENCE ALLOWED
PARTICIPANTS TO LEARN ABOUT THE MOST CURRENT RESEARCH IN THE AREA OF
THE JTCHTHYOSES. CLINICAL SCREENINGS WERE AVAILABLE TO ALL AFFECTED
INDIVIDUALS, AND PARTICIPATION SAW ENROLLMENT OF 80 KINDRED IN THE
NATIONAL REGISTRY FOR ICHTHYOSIS. THERE WERE NUMEROUS BREAKOUT SESSIONS
HELD IN AREAS OF CARE AND TREATMENT, ADVOCATING FOR AN INDIVIDUAL, OR A
CHILD WHEN LIVING WITH A RARE SKIN CONDITION, AS WELL AS A GENERAL
SESSION TO UNDERSTAND THE ROLE OF PHARMA AND RESEARCH. THE ACCESS THE

4b

(Code: ) (Expenses $ 50,000. Including grants of $ 501 000. ) (Revenue $ )
FIRST SUPPORTS AND PUBLICIZES THE REGISTRY AT YALE. THE REGISTRY
ENROLLED 87 KINDREDS, WITH GENETIC DIAGNOSES PROVIDED TO 118 FAMILIES,
INCLUDING 80 FAMILIES FROM THE POP-UP CLINIC AT FIRST’S NATIONAL
CONFERENCE 2018. REGISTRY SUPPORT ENABLED SEVEN PUBLICATIONS, INCLUDING
A HIGHLY CITED MANUSCRIPT ON THE PHENOTYPIC SPECTRUM ASSOCIATED WITH
CARD14 MUTATIONS AND THE RESPONSE OF PATIENTS TO THERAPY WITH
USTEKINUMAB. A COLLABORATION RESULTED IN A NEW GENE PERP, FOR A SEVERE
DISORDER FEATURING PALMOPLANTAR KERATODERMA. TWO NEW MANUSCRIPTS
REPORTING NEW GENETIC CAUSES OF ICHTHYOSIS ARE IN PREPARATION. WORK IN
IMMUNOPHENOTYPING ITCHTHYOSIS IS ALSO SUPPORTED BY THE REGISTRY. THERE
HAVE BEEN POSITIVE OPPORTUNITIES FOR TRAINING THE NEXT GENERATION OF
PHYSICIAN SCIENTISTS WITH AN INTEREST IN ICHTHYOSIS.

4c

(Code: ) (Expenses $ 328,605. Including grants of $ 73,241. ) (Revenue $ 168. )
FIRST SUPPORTS MEMBER CREATED AWARENESS AND FUNDRAISING EVENTS THROUGH
VENUE AND TICKET ACQUISITION AS WELL AS EDUCATIONAL MATERIALS.

AWARENESS BRIDGES A GAP BETWEEN THE COMMUNITY WHERE OUR MEMBERS LIVE ’
AND THE PUBLIC’S UNDERSTANDING OF ICHTHYOSIS.

4d

Other program services (Describe in Schedule O.)
(Expenses $ Including grants of $ ) (Revenue $ )

4e

Total program service expenses P> 546,581.

Form 990 (2017)

732002 11-28-17 SEE SCHEDULE O FOR CONTINUATION(S)



FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 990 (2017) SKIN TYPES Kk_kkkkkkk  paaeg
‘Part IV Checklist of Required Schedules
Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If "Yes," complete Schedule A, S ————————— il
2 |s the organization required to complete Schedule B, Schedule of Contnbutors‘? .................................................................. 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 Schedule C, Part! . .. .. . . 3 X
4 Section 501(c)(3) organizations. Did the organization engage in Iobbylng actlvmes or have a sectlon 501 (h) electlon in effect
during the tax year? If "Yes," complete Schedule C, Part Il ... ...t 4 X
5 Isthe organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 If "Yes," complete Schedule C, Part Il _._...................cccccvvveiiii. 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? /f "Yes," complete Schedule D, Part] | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part Il .................cccoooeiiiiiii .. 7 X
8 Did the organization maintain collections of works of ant, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Part lil .. |8 X

9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodlan 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 related organlzatlon hold assets in temporarlly restrlcted endowments permanent
endowments, or quasi-endowments? /f "Yes, " complete Schedule D, Part V .

11 If the organization’s answer to any of the following questions is "Yes," then complete Schedule D Parts VI VII VIII IX or X

as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 /f "Yes," complete Schedule D,
POt VI ... iiiessessionsereesssessssessessesssesesssss bl seoiesesssessssssssossssnsessonsasssssenees e Biensssssessesessnesssesessessssesssassssen 11a| X
b Did the organization report an amount for |nvestments other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIl . e 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, line 167 If "Yes," complete Schedule D, Part VIl ... ... e 11¢ X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX . po— : SO I b [ X
e Did the organization report an amount for other Ilabllltles in Part X, ||ne 25? /f "Yes, ! complete Schedule D Part X ,,,,,,,,,,,,,,, 11e X
f Did the organization’s separate or consolidated financial 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 ........... 11 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? /f "Yes, " complete
Schedule D, Parts XINd XII ettt 1ottt et 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 line 128, then completing Schedule D, Parts X! and Xll is optional .............. 12b X
13 Is the organization a school described in section 170(b)(1)(A)(i)? /f "Yes," complete Schedule E ... . ... .o, 13 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 or expenses of more than $10,000 from grantmaking, fundralsmg, busmess,
investment, and program service activities outside the United States, or aggregate forsign investments valued at $100,000

or more? If "Yes," complete Schedule F, Parts | and IV . e, | 14b X

15 Did the organization report on Part IX, column (A), line 3 more than $5 000 of grants or other aSS|stance to or for any

foreign organization? If "Yes," complete Schedule F, Parts Il and IV . e 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to

or for foreign individuals? If "Yes," complete Schedule F, Parts 111 and IV 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,

column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part ] . . . e 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contrlbutlons on Part VIII, lines

1¢ and 8a® If "Yes," complete Schedule G, Partll ... .. v 118 X
19 Did the organization report more than $15,000 of gross income from gaming act|V|t|es on Part VIIl Ilne Qa? If "Yes,

complete SCheTUIE G, Part M ....... ..ot et ettt et e et ettt e ste st tasiete s e stessetentesssnenssbtesensarssrensnnnsrnnsnnnnranns | 3O X

Form 990 (2017)

732003 11-28-17



FOUNDATION FOR ICHTHYOSIS AND RELATED

990 (2017) SKIN TYPES hk_kkkkkkk Page 4

20

21

22

23

24

25

26

27

28

29
30

31

32

a3

35

36

a7

i Checklist of Required Schedules (continued)

a Did the organization operate one or more hospital facilities? If "Yes," complete Schedule H R A TR M R e
b_If "Yes" to line 20a, did the organization attach a copy.of its audited financial statements to this raturn?

Did the organization report more than $5,000 of grants or other assistance to any domestic organization or

domestic government on Part IX, column (A), line 17 If "Yes," complete Schedule I, Parts land il .

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

Part IX, column (A), line 2?7 If "Yes," complete Schedule |, Parts 1 and Il ... . . . e

Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5§ about compensation of the organization’s current

and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complete

Scheduled ... ... ...
a Did the organization have a tax exempt bond issue W|th an outstandlng pr|n0|pa| 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 complete

Schedule K. If "NO", GO B0 IN@ 258  ..................c.cccoiii et et
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? .
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

any tax-eXOMPY DONAST e e ettt ettt ettt b sttt b e bt
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time duringthevyear? ... ... ...
a 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? If "Yes," complete Schedule L, Part | e
b Is the organization aware that it engaged in an excess benefit transaction with a drsquahfled person in a prlor year, and

that the transaction has not been reported on any of the organization's prior Forms 990 or 990-E2? If "Yes, " complete

SCREAUIE L, Part ] e e ettt

Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or

former officers, directors, trustess, key employees, highest compensated employees, or disqualified persons? If "Yes,"

complete Schedule L, Pat Il i i b s s s e s i a5l e T i b 5 e e e e s s e

Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial

contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member

of any of these persons? If "Yes," complete Schedule L, Part Il . . e

Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV

instructions for applicable filing thresholds, conditions, and exceptions):
a A current or former officer, director, trustee, or key employee? /f "Yes," complete Schedule L, Part IV
b A family member of a current or former officer, director, trustee, or key employee? /f "Yes," complete Schecdule L, Part IV
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,

director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV

Did the organization receive more than $25,000 in non-cash contributions? If "Yes, " complete Schedule M

Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation

contributions? If "Yes, " complete Schedule M

Did the organization liquidate, terminate, or dissolve and cease operations?

If "Yes," complete Schedule N, Part |

Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete

Schedule N, Part !l ... ..

sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part |
Was the organization related to any tax-exempt or taxable entity? If "Yes, " complete Schedule R, Part Il, Ill, or IV, and
Part V, line 1
a Did the organization have a controlled entlty wrthm the meanlng of sectlon 512(b)(1 3)?
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)? If "Yes, " complete Schedule R, Part V, line 2

If "Yes," complete Schedule R, Part V, line 2
Did the organization conduct more than 5% of its activities through an entity that is not a related organlzatlon

Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197

Yes | No
20a X
20b.
21 X
22 | X
23 X
24a X
24b
24c
24d
25a X
25b X
26 X

............................... 28a X
,,,,, 28b X
.............................................................. 28¢ X
.......................... 29 X
_____________________________________________________________________________________________________ 30 X
_______________________________________________________________________________________________________________ 31 X
32 X
Did the organization own 100% of an entlty dlsregarded as separate from the organlzatlon under Regulatlons
.................................................................. 33 X
34 X
.................................................. 35a X
...................................................... 35b
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
.................................................................................................................. 36 X
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, PartVI ... |37 X
Note. All Form 990 filers are required to complete Schedule O ... 38 | X
Form 990 (2017)

732004 11-28-17



FOUNDATION FOR ICHTHYOS1S AND RELATED

Form 990 (2017) SKIN TYPES Kk kkkkKK*  paoh
P | Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Parv. D
Yes | No
1a._Enter the number reported in Box 3 of Form 1096, Enter -0- if not applicable ... 1a

b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable ... 1ib
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? . TR R
2a Enter the number of employees reported on Form W 3 Transmlttal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by this return . . 2a
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? .......................... "
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more duringtheyear? .. .. .. ...
b If "Yes," has it filed a Form 990-T for this year? If "No, " to line 3b, provide an explanation in Schedule O ... ... ... ...
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)?
b If "Yes," enter the name of the foreign country: >
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).

Ba Was the organization a party to a prohibited tax shelter transaction at any time during thetaxyear? ...
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction?
c If "Yes," to line 5a or 5b, did the organization filo FOrm 8BB6-T .. . . e

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit

any contributions that were not tax deductible as charitable contributions? ... ... .. e
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were Not tax dedUCHDIO?  ,.iwsmmeasrmss o o S e S I A ST

7 Organizations that may receive deductible contributions under section 170(c). i :
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a | X

If "Yes," did the organization notify the donor of the value of the goods or services provided? .. ... . s | M || X

Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was requwed

to file Form 82827 R e

If "Yes," indicate the number of Forms 8282 flled durlng the year . .. e | Td |

Did the organization receive any funds, directly or indirectly, to pay premiums on a personal beneflt contract? ... 7e

Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ................ LT

If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as reqwred? | 7g

If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the

sponsoring organization have excess business holdings at any time during the year?
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49867 . . . ... i
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?

10 Section 501(c)(7) organizations. Enter:

a Initiation fees and capital contributions included on Part VI, line 12 . i 10a
b Gross receipts, included on Form 990, Part VIl line 12, for public use of cIub facnltles

11 Section 501(c)(12) organizations. Enter:

a Gross income from members or shareholders 11a

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

6a X

o

1]

e -0 o

amounts due or received from them.) . e 11b :
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 the year ................ l 12b
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more thanone state? .. ... ... 13a
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 ... . . 13b
¢ Enterthe amount of reserves on hand ... ... 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? . . _ R 12148 X
b _If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Scheduie 0 giasoaispsssas 114D
Form 990 (2017)

732005 11-28-17



FOUNDATION FOR ICHTHYOSIS AND RELATED
990 (2017) SKIN TYPES *k_kkkkkkk  paoo G

",: Governance, Management and Disclosure For each "Yes" response to lines 2 through 7b below, and for a “No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or note to any line in this Part VI ... i

Section A. Governing Body and Management

1a

(3}

7a

b
9

Enter the number of voting members of the governing body at the end of the taxyear ... . . .. 1a
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain in Schedule O.

Enter the number of voting members included in line 1a, above, who are independent _................. 1b
Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key employee? ... ... 2
Did the organization delegate control over management dutles customarlly performed by or under the dlrect superV|S|on

of officers, directors, or trustess, or key employees to a management company or other person? ....._...........c..ccccvviiiiiniiii,
Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? ...
Did the organization become aware during the year of a significant diversion of the organization's assets? .. ... ...
Did the organization have members or stockholders? .
Did the organization have members, stockholders, or other persons who had the power to elect or appomt one or

more members of the GOVEIMING DOTY T e
Are any governance decisions of the organization reserved to (or subject to approval by) members stockholders, or

persons other than the governing body?

Did the organization contemporaneously document the meetlngs held or wrltten actlons undenaken dunng the year by the followmg

The governing body? .. .
Each committee with authorlty to act on behalf of the governing body?

Is there any officer, director, trustee, or key employee listed in Part VI, Section A who cannot be reached at the

<

L E it

organization’s mailing address? If "Yes," provide the names and addresses in Schedule O _.................. e | 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code )

Yes | No

Did the organization have local chapters, branches, or affiliates? e 10a X

10a
b

11a
b
12a
b
c

13

14
15

16a

exempt status with respect to such arrangements?

If "Yes," did the organization have written policies and procedures governing the actlvmes of such chapters, affiliates,

and branches to ensure their operations are consistent with the organization’s exempt purposes? ...
Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form?
Describe in Schedule O the process, if any, used by the organization to review this Form 990.

Did the organization have a written conflict of interest policy? If "No," go to line 13

10b

12a
12b

Wera officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts?

X
X

Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how this was done 12¢ | X
X
X

Did the organization have a written whistleblower policy? . e
Did the organization have a written document retention and destructlon pollcy?

Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

The organization’s CEO, Executive Director, or top management official
Other officers or key employees of the Organization . ... e
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).

Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a

taxable @NtitY AUHNG the YO e e
If “Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its part|0|pat|on

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's

152 | X
15b | X

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed BAK , AL , AR, AZ, Ca,CT,DC,FL,GA, IL,KS,KY
Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, 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 Anocther's website Upon request D Other (explain in Schedule O)

Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
State the name, address, and telephone number of the person who possesses the organization's books and records: | 4

MOUREEN WENIK - (215) 997-9400
2616 N. BROAD ST., COLMAR, PA 18915

732006 11-28-17 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED
SKIN TYPES ok kkokokokok ok
}| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line in this Part VII . .
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Emgloxees
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.

® | st all of the organization’s current key employeses, if any. See instructions for definition of "key employee."

Page 7

® List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

® | ist 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.
® | jst 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.

List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees;

and former such persons.

[_I Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

(A) (B) ©) (D) (E) F
Name and Title Average | . . cfe‘c’fmgg I Reportable Reportable Estimated
hours per | box, untess person Is both an compensation compensation amount of
week officer and a direator/tnusiee) from from related other
(list any ?E the organizations compensation
hours for ] organization (W-2/1099-MISC) from the
related é § (W-2/1099-MISC) organization
organizations| £ | 3 £l and related
below | £ % 5| E|E £ B organizations
line) Bl 2|5 |28 |2F| s
(1) JEFF HOERLE 5.00
PRESIDENT X X 0. 0. 0.
(2) LARRY SILVERMAN 1.00
CHIEF FINANCIAL OFFICER X X 0. 0. 0.
(3) DENISE BENEDETTO 1.00
SECRETARY X X 0. 0. 0.
(4) MARK EVANS 1.00
2ND VICE PRESIDENT X X 0. 0. 0.
(5) TRACIE PRETAK 1.00
VICE PRESIDENT X X 0. 0. 0.
(6) GABRIELE RICHARD, MD 1.00
BOARD MEMBER X 0. 0. 0.
(7) ROBERT SILVERMAN 1.00
BOARD MEMBER X 0. 0. 0.
(8) KIMBERLY COLE 1.00
BOARD MEMBER X 0. 0. 0.
(9) DENISE GASS 1.00
BOARD MEMBER X 0. 0. 0.
(10) SEAN MCTERNAN 2.00
BOARD MEMBER X 0. 0. 0.
(11) REITH CHOATE, MD, PHD 3.00
BOARD MEMBER X 0. 0. 0.
(12) MOUREEN WENIK 40.00
ACTING EXECUTIVE DIRECTOR X 67,129 0. 0.

732007 11-28-17 Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES kk_kkkkkkk Page 8
1 Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
A (B) © (D) (E) (F)
Name and title Average Bl cfe‘c’f':]'gg N Reportable Reportable Estimated
hours per | pox, unless person Is both an compensation compensation amount of
week i i Gl from from related other
(list any § the organizations compensation
hoursfor | 5 organization (W-2/1099-MISC) from the
related | g E (W-2/1099-MISC) organization
organizations ﬁ = 8 E and related
below | § £ B gk organizations
e |5 |58 5|52
1b Sub-total > 67,129. 0. 0.
¢ Total from continuation sheets to Part Vil, SectionA ... ... P 0. 0. 0.
d Total (add lines 1b and 1€) ... ..o > 67,129. 0. 0.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P> 0
Yes | No

3 Did the organization list any former officer, director, or trustee, key employes, or highest compensated employee on
line 1a? If "Yes," complete Schedule J for sUCh INAIVIGUal e

4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f "Yes," complete Schedule J for such individual

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the organization? If "Yes, " complete Schedule Jforsuchperson ..o
Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors 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.

G (B) ©)
Name and business address NONE 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

Form 990 (2017)
732008 11-28-17
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and Other Similar Amounts
@

Contributions, Gifts, Grantsi:

=

FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES

Statement of Revenue
Check if Schedule O contains a response or note to an

S

Federated campaigns 1a

line in this Part Vill
: A

Membershipdues ... ... 1b

Total revenue

Fundraisingevents .................... |1¢c

Related organizations v |1

Government grants (contributions) 1e

All other contributions, gifts, grants, and
similar amounts not included above 1f

587,125.

Noncash contributions included in lines 1a-1f: $

Total. Add lines 1a-1f ... ...

am Service
evenue

Pro%r
o -~ 0o 0 0 T O

Business Code|

NATIONAL CONFERENCE 900099

128,859.

B) (C)
Related or Unrelated
exempt.function business
revenue revenue

D)
Revenue excluded
from tax under
“sections

512-514

128,859.

All other program service revenue

Total. Add lines 2a-2f

128,859.

5]

Other Revenue

10 a

1+]

Investment income (including dividends, interest, and
other similar amounts) ...

64,651.

64,651.

Income from investment of tax-exempt bond proceeds P>

Royalties ...........ccooooiieiiinn, s P

(i) Real

(i) Personal

Gross rents R
Less: rental expenses ...,
Rental income or (loss) ...

| (i) Securities (i) Other

Net rental income or (loss)
Gross amount from sales of

935,616.

assets other than inventory

Less: cost or other basis
and sales expenses 891,172.
Gainor(loss) ... 44,444.
Net gain or (1088) .....oooooiviiien, i P

Gross income from fundraising events (not
including $ of
contributions reported on line 1c). See
Part IV, line18 . ..

Less: direct expenses

Net income or (loss) from fundraising events

Gross income from gaming activities. See
Part IV, line 19 R
Less: directexpenses ... b
Net income or (loss) from gaming activities
Gross sales of inventory, less returns

and allowances ... a

Less: cost of goods sold ...
Net income or (loss) from sales of inventory ...

Miscellaneous Revenue

o QA 060 T o

12

MISCELLANEOUS 900099

168.

l68.

All other revenue

Total. Addlnes11ai1d ... ... W

168.

Total revenue. See instructions.

833,887.

129,027.

0.

109,095.

732009 11-28-17

Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 990 (2017) SKIN TYPES kk_kkkkkkk  page{Q
Statement of Functional Expenses
Sectlon 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 or note(}\o any line in this Part D((B){C){D} [ ]
Do not include amounts reported on lines 6b, : 2
7b, 8b, 9b, and 10b ot Pt Vil ERTEREEES F’f°g;gg‘ng:f;'°e N;magm;g‘;gg Fg:g;ﬁ*:;gg
1 Grants and other assistance to domestic organizations
and domestic governments. See Part 1V, line 21 110,500. 110,500.
2 Grants and other assistance to domestic
individuals. See Part IV, ne22 ... . . 21,413. 21,413.
8 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 ...
4 Benefits paid to or for members ...
5 Compensation of current officers, directors,
trustees, and key employees ... B 72,129. 54,097. 7,213. 10,819.
6 Compensation not included above, to dlsqualmed
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) .........
7 Othersalariesandwages ... ... 101,247- 82:767- 11,314. 7r166-
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions)
9 Other employee benefits ...
10 Payrolitaxes ... 18,368. 14,580. 1,890. 1,898.
11 Fees for services (non- employees)
a Management ... ... ...
b Legal .. . o
¢ ACCOUNtiNG . 13,795. 13,795.
d Lobbying ...
e Professional fundraising services. See Part IV, line 17
f Investment managementfees ... ... 13, 333. 13 [4 333.
g Other. (If line 11g amount exceads 10% of line 25,
column (A) amount, list line 11g expenses on Sch 0.) 1,821. 1,821.
12 Advertising and promotion ...
13 Office exXpenses. ..., 41,626. 22,974. 11,728- 6,924-
14 Information technology ... ... ... 3,991. 3,871. 120.
15 Rovalties ...
16 OCCUPANCY ... 25,930. 23,337- 1,815. 778-
17 Travel ... o i ... o svvasismesesisss -« -
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings ... 180,972, 180,223. 340. 409,
20 Interest ..
21 Paymentsto affiliates ...
22 Depreciation, depletion, and amorllzatlon - 6,593. 5,934. 461. 198.
23 INSUIANCE oo 5,596. 1,004. 4,559. 33.
24  Other expenses. Itemize expenses not covered
above. (List miscellaneous expenses in line 24e. If line
24e amount exceeds 10% of line 25, column (A)
amount, list line 24e expenses on Schedule 0.)
a GRASS ROOTS 34,254, 17,127, 17,127.
b DUES AND SUBSCRIPTIONS 5,145, 5,145.
¢ LICENSES 3,486. 1,046. 2,440,
d STRATEGIC INITIATIVES 3,409. 3,409.
e All other expenses 200, 200.
25 Total functional expenses. Add lines 1 through 24e 663,808. 546 ,581. 69,315. 47,912.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check here P> It following SOP 08-2 (ASC 968-720)

732010 11-28-17

Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED

(2017) SKIN TYPES

hk vk kkckkkk

Page 11

i Balance Sheet

Check if Schedule O contains a response or note to any line in this Part X ...........c.ooooooiiii i

L]

732011 11-28-17

(A) (B)
Beginning of year End of year
1 Cash-nonsinterest-bearing ... ... 1
2  Savings and temporary cash investments 139 7 185.| 2 136,876.
3 Pledges and grants receivable, net .. ..., 3
4 Accounts receivable, net 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule L ... ..
6 Loans and other receivables from other dlsquallfled persons (as deflned under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
% employees’ beneficiary organizations (see instr). Complete Part Il of Sch L .. 6
z; 7 Notes and loans receivable, et ... e 7
8 INVentories TOr 8ale OF USE ... oo oo 8
9 Prepaid expenses and deferred charges 738. 9
10a Land, buildings, and equipment: cost or other
basis. Complete Part VIl of Schedule D .. 10a
b Less: accumulated depreciation ... |10b 40,130. 25,043 .| 10¢c 18,450.
11 Investments - publicly traded securities ... ... .. ... 1,798,488.| 11 1,963,894.
12  Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 13
14 Intangible @886t ... ... 14
15 Other assets. See Part IV, line 11 ... . 3,000.| 15 3,000.
|16 Total assets. Add lines 1 through 15 (must equal Ime 34) ............................. 1,966,454.| 16 2,122,220.
17  Accounts payable and accrued expenses ..o 40,676.| 17 29,668.
18 Grants payable ...
19 Deferred revenue
20 Taxexempt bond liabilitios ...
21 Escrow or custodial account liability. Complete Part IV of ScheduleD ...
4 22 Loans and other payables to current and former officers, directors, trustees,
E key employees, highest compensated employees, and disqualified persons.
< Complete Part llof Schedule L .
= |23 Secured mortgages and notes payable to unrelated third parties .........
24 Unsecured notes and loans payable to unrelated third parties ._...................
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
Schedule D ... B s e e R e e
26  Total liabilities. Add lines 17 through 25 .............
Organizations that follow SFAS 117 (ASC 958), check here P - and
@ complete lines 27 through 29, and lines 33 and 34. S SRR ERE R
g 27  Unrestricted net @sSets 1,125,159, 27 1,190,240,
B |28 Temporarlly restricted Net aSSetS ... ... 690,606.| 28 792,299.
T 20 Permanently restricted net assets ... 110,013 110,01 3
Z Organizations that do not follow SFAS 117 (ASC 958), check here P [:l
] and complete lines 30 through 34.
% 30 Capital stock or trust principal, orcurrentfunds ... ...
ﬁ 31  Paid-in or capital surplus, or land, building, or equipment fund ......................
% |32 Retained earnings, endowment, accumulated income, or other funds ...
Z |33 Totalnetassetsorfundbalances ... .o 1,925,778.| a3 2,092,552.
___ 134 Totalliabilities and net assets/fund balances ... 1,966,454.) 34 2,122,220.
Form 990 (2017)



FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES Hh_kkkkkhd  paae12
- Xl | Reconciliation of Net Assets
Check if Schedule O contains a response or note to any lineinthis Part Xl .. [ ]
1__Total revenue (must equal Part VIll, column (A), line 12) 1 833,887.
2 Total expenses (must equal Part IX, column (A), N 25) .. . e 2 663,808.
3 Revenue less expenses. Subtract line 2 from line 1 3 170,079.
4 Net assets or fund balances at beginning of year (must equal Part X Ilne 33 column (A)) 4 1,925,778,
5 Net unrealized gains (losses) on investments 5 -3,305.
6 Donated services and use Of faCilities . .. e 6
T INVESIMONT OXPONSES . it ee et 7
8 Prior period adiUstmMeENts . .. e e 8
9 Other changes in net assets or fund balances (explainin Schedule O) ... ... i, 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
10 2,092,552,

XMl Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part Xl

1 Accounting method used to prepare the Form 990: |:] Cash Accrual [:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? ... ...
If *Yes," check a box below to indicate whether the financial statements for the year were compiled or revnewed ona
separate basis, consolidated basis, or both:
] Separate basis (1 consolidated basis [ Both consolidated and separate basis
b Were the organization's financial statements audited by an independent accountant? ... .. .
If "Yes," check a box below to indicate whether the financial statements for the year were audlted ona separate baS|s,
consolidated basis, or both:
Separate basis [_] Gonsolidated basis [_1 Both consolidated and separate basis
¢ If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? .......................................
If the organization changed either its oversight process or selection process during the tax year, explain in Scheduls O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-1337 |
b If “Yes," did the organization undergo the reqmred audlt or audlts? If the organlzatlon dld not undergo the requlred audlt
or audits, explain why in Schedule O and describe any steps taken to undergo such audits ... 3b
Form 990 (2017)

732012 11-28-17



o o0 s Public Charity Status and Public Support 2017

Complete if the organization is a section 501(c)(3) organization or a section

4947(a)(1) nonexempt charitable trust.

Department of the Treasury P> Attach to Form 990 or Form 990-EZ.
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information.

Name of the organization FOUNDATION FOR ICHTHYOSIS AND RELATED
SKIN TYPES Kok —kokkokok ok ok
~ Reason for Public Charity Status (All organizations must complete this part.) See instructions.

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

1 A church, convention of churches, or agsociation of churches described in section 170(b)(1){(A)(i).
2 D A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990 or 990-EZ).)
3l ]a hospital or a cooperative hospital service organization described in section 170(b){1)(A)iii).
4 !:| A medical research organization operated in conjunction with a hospital described in section 170(b)(1){A)(iii). Enter the hospital’s name,
city, and state:
5 ] An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(A)(iv). (Complete Part Il.)
6 D A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).
7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170(b)(1)(A){(vi). (Complete Part Il.)
8 |:| A community trust described in section 170(b)(1)(A){vi). (Complete Part I1.)
9 [ ] An agricultural research organization described in section 170(b)(1)(A)(ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:
10 I:l An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related 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 (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part IIl.)
1 E] An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
12 I:| An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or

more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
a D Type |. 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 IV, Sections A and B.
b E Type Il. A supporting organization supervised or controlled in connection 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 IV, Sections A and C.
c D Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.
d [ Type Il 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 [_1 Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type !l
functionally integrated, or Type lll non-functionally integrated supporting organization.
Enter the number of supported Organizations . e [ |

Provide the following information about the supported orgamzation(s)
(i) Name of supported () EIN (i) Type of organization | 0¥ Isine 0’9“"'“50” 50 | (v) Amount of monetary (vi) Amount of other

i i in your governing document?
organization (described on lines 1-10 Y. N support (see instructions) | support (see instructions)
above (see instructions)) es o

-

=]

Total
LHA For Paperwork Reduction Act Notlce. see the Instructlons for Form 990 or 990 EZ 732021 10-06-17 Schedule A (Form 990 or 890-EZ) 2017




FOUNDATION FOR ICHTHYOSIS AND RELATED
e A (Form 990 or 990-£7) 2017 SKIN TYPES Kok Kk KKKKKK pagen
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 lIi. If the organization
fails to qualify under the tests listed below, please complete Part Ill.)

Section A. Public Support
Calendar year (or fiscal year beginning in) P (a) 2013 (b) 2014 {c) 2015 (d) 2016 (e) 2017 {f) Total

1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants.") 798,176.| 701,102.| 572,534.| 595,647.| 595,765.| 3263224.

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 governmental unit to
the organization without charge

4 Total. Add lines 1 through 3 798,176.] 701,102.| 572,534.| 595,647.| 595,765.| 3263224.

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

593,455.
2669769.

6 Public support. Subtract line 5 from line 4.
Section B. Total Support
Calendar year (or fiscal year beginning In) P> {a) 2013 {b) 2014 {c) 2015 (d) 20186 (e) 2017 (f) Total

7 Amounts from line 4 798, 176.] 701 7 102.| 572 ,534 . 595, 647.| 595 7 765.| 3263224.

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources . 41,510. 55,573. 73,102. 49,196- 64,651- 284,032.

9 Net income from unrelated business
activities, whether or not the
business is regularly carried on . 4,458. 4,125. 4,300. 5,100. 0. 17,983.

10 Other income. Do not include gain
ot loss from the sale of capital

assets (Explain in Part VI.) 3,851. 605. 582. 3,052 168:}_ 8,258.

11 Total support. Add lines 7 mfﬁ&@’ﬁ&b 3573497.
337,284.

12 Gross receipts from related activities, etc. (see instructions) R - l 12 ‘
13 First five years. If the Form 990 is for the organization's first, second, third, fourth or flfth tax yearas a sectlon 501(c)(3)

organization, check this box and stop here ... e
Section C. Computation of Public S Support Percentage
14 Public support percentage for 2017 (line 6, column (f) divided by line 11, column (f)) ... 14 74.71 %
15 Public support percentage from 2016 Schedule A, Part Il, line 14 ... 15 76.24 o
16a 33 1/3% support test - 2017. If the organization did not check the box on Ilne 13 and Ilne 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization ... ... ... e >

b 33 1/3% support test - 2016. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization ... . ... e > D

17a 10% -facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, 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 .. ... > [:l
b 10% -facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, 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 ... .. .. . P 1:‘
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 173, or 17b, check this box and see instructions ......... [ ]

Schedule A (Form 990 or 990-EZ) 2017

732022 10-06-17



FOUNDATION FOR ICHTHYOSIS AND RELATED
Schedule A (Form 990 or 990-£2) 2017 SKIN TYPES

hok kok ok ok ok ok ok ngea

1 Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part 11.)

Section A. Public Support

Calendar year (or fiscal year beglnning in) P>
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished 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
5 The value of services or facilities
furnished by a governmental unit to
the organization without charge
6 Total. Add lines 1 through5 .........
7a Amounts included on lines 1, 2, and
3 received from disqualified persons

b Amounts Included on lines 2 and 3 recelved
from other than dlsqualified persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year

cAddlines7aand7b ...
8 Public support. @untmpt line 7¢ from line 6.

(a) 2013

(b) 2014

{c) 2015

(d) 2016

(e) 2017

{f) Total

Section B. Total Support

Calendar year (ot fiscal year heglnning in) P>
9 Amounts fromline6 ... ...
10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources ...
b Unrelated business taxable income
(less section 511 taxes) from businesses
acquired after June 30, 1975

¢ Addlines 10aand10b ... ... ...
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1) -----oeeeo
13 Total support. (add Iines 9, 10c, 11, and 12.)

(a) 2013

{b) 2014

(c) 2015

(d) 2016

(e) 2017

(f) Total

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

check this box and stop here ............

»[ ]

Section C. Computation of Public

Support -ls.ercentage —

15 Public support percentage for 2017 (line 8, column (f) divided by line 13, column (f)) .._........... ... 15 %
16 Public support percentage from 2016 Schedule A, Part |l, line 15 16 %
Section D. Computation of iInvestment Income Percentage
17 Investment income percentage for 2017 (line 10c, column (f) divided by line 13, column (f)) 17 %
18 Investment income percentage from 2016 Schedule A, Part I, line 17 ... . 18 %
19a 33 1/3% support tests - 2017. If the organization did not check the box on line 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 _....................c...... > ’:]

b 33 1/3% support tests - 2016. 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 andstop here. The organization qualifies as a publicly supported organization ... . . > |:]

20 Private foundation. |f the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ... | - [:]
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Schedule A (Form 990 or 990-E2) 2017 SKIN TYPES hk—kkxkkk** Ppaged
Part V.| Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12¢ of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations
Yes | No

Ja

4a

5a

9a

10a

Are all of the organization's supported organizations listed by name in the organization’s governing
documents? If "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.

Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)? If "Yes," explain in Part VI how the organization determined that the supported
organization was described in section 509(g)(1) or (2).

Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Yes," answer
(b) and (c) below.

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)? /f "Yes, " describe in Part VI when and how the
organization made the determination.

Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use.

Was any supported organization not organized in the United States ('foreign supported organization")? /f
"Yes," and if you checked 12a or 12b in Part I, answer (b) and (c) below.

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

Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI 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.

Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, including (j) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i} the reasons for each such action;
(iii) the authority under the organization’s organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document).

Type | or Type 1l 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?

Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (j) its supported organizations, ji) individuals that are part of the charitable class

benefited by one or more of its supported organizations, or (jii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? if "Yes," provide detail in
Part VI.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ).

Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 77
If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ).

Was the organization controlled 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(a)(1) or (2))? If "Yes, " provide detail in Part VI.

Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? /f "Yes, " provide detail in Part VI.

Did a disqualified person (as defined in line 9a) have an ownership interest in, or detive any personal benefit
from, assets in which the supporting organization also had an interest? If "Yes, " provide detail in Part VI.
Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type |l supporting organizations, and all Type lIl non-functionally integrated
supporting organizations)? /f "Yes," answer 10b below.

Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.)
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Supporting Organizations (continued)

No_

11 Has the organization accepted a gift or contribution from any of the following persons?
a_ A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)

below, the governing body of a supported organization? 11a
b A family member of a person described in (a) above? 11b
¢ A 35% controlled entity of a person desctibed in (a) or (b) above?If "Yes" to g, b, or ¢, provide detail in Part VI. 11¢c

Section B. Type | Supporting Organizations

Yes | No

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majotity of the organization’s 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 directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supetvised, or controlled the supporting organization? /f "Yes, " explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Section C. Type Il Supporting Organizations

1 Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s supported organization(s)? If "No," describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s).

Section D. All Type Illl 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
organization’s tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, (il) a copy of the Form 990 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?

2 Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving on the governing body of a supported organization? /f "No," explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s).

3 By reason of the relationship described in (2), did the organization's supported 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 tax year? If "Yes," describe in Part VI the role the organization’s
supported organizations played in this regard.

Section E. Type lll Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yealsee instructions).

a [_|The organization satisfied the Activities Test. Complete line 2 below.

b I:I The organization is the parent of each of its supported organizations. Complete line 3 below.

c [:] The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

2 Activities Test. Answer (a) and (b) below. Y

a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? If "Yes," then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities.

b Did the activities described in (a) constitute activities that, but for the organization's involvement, one or more
of the organization’s supported organization(s) would have been engaged in? If “Yes," 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.

3 Parent of Supported Organizations. Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part VI.

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each

_of its supported organizations? If "Yes, " describe in Part VI the role played by the organization in this regard.
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Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 I:‘ Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI.) See instructions. All

other Type lIl non-functionally integrated supporting organizations must complete Sections A through E.

Section A - Adjusted Net Income

(A) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveties of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and depletion

B (W=

o | | W N (=

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

»

7 Other expenses (see instructions)

~J

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

Section B - Minimum Asset Amount

(A) Prior Year

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):

Average monthly value of securities

(B) Current Year
(optional)

Average monthly cash balances

Fair market value of other non-exempt-use assets

Total (add lines 1a, 1b, and 1¢)

o a0 |

Discount claimed for blockage or other
factors (explain in detall in Part VI):

N

Acquisition indebtedness applicable to non-exempt-use assets

(4]

Subtract line 2 from line 1d

f-Y

Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,
see instructions)

Net value of non-exempt-use assets (subtract line 4 from line 3)

5
6  Multiply line 5 by .035
7 Recoveries of prior-year distributions

8 Minimum Asset Amount (add line 7 to line 8)

0 (N (O~

Section C - Distributable Amount

Adjusted net income for prior year (from Section A, line 8, Column A)

Current Year

Enter 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

O BN (=

;|G (BN =

Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction (see instructions)

7 D Check here if the current year is the organization’s first as a non-functionally integrated Type Ill supporting organization (see

instructions).
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Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D - Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2  Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from actlivity
Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts (prior IRS approval required)
Other distributions (describe in Part VI). See instructions.
Total annual distributions. Add lines 1 through 6.
Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part V). See instructions.
9 Distributable amount for 2017 from Section C, line 6
10 Line 8 amount divided by line 9 amount

N OO W

(0] (i) (i)
Section E - Distribution Allocations (see instructions) Excess Distributions U“depr‘:;fg(')l;‘_;t'ms Arlr)m::t::tb;‘;fg:;7

1 Distributable amount for 2017 from Section C, line 6

2 Underdistributions, if any, for years prior to 2017 (reason-
able cause required- explain in Part VI). See instructions.
Excess distributions carryover, if any, to 2017

w

From 2013

From 2014

From 2015

From 2016

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2017 distributable amount

Carryover from 2012 not applied (see instructions)

Remainder. Subtract lines 3g, 3h, and 3i from 3f.

Distributions for 2017 from Section D,

line 7: $

a Applied to underdistributions of prior years
b Applied to 2017 distributable amount
¢ Remainder. Subtract lines 4a and 4b from 4.

5 Remaining underdistributions for years prior to 2017, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part VI. See instructions.

6 Remaining underdistributions for 2017. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part VI. See instructions.

7 Excess distributions carryover to 2018. Add lines 3j
and 4c.

8 Breakdown of line 7:

Excess from 2013

Excess from 2014

Excess from 2015

Excess from 2016

Excess from 2017

=Tk |0 |aj0 ||

»

® a0 |T|o
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SchaduIeA (Form 990 or 990-£7) 2017 SKIN TYPES
Supplemental Information. Provide the explanations required by Part 11, line 10; Part Il, line 17a or 17b; Part lll, line 12;

Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4¢, 5a, 6, 93, 9b, 9¢, 11a, 11b, and 11c¢; Part |V, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, Iines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 5, 8, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.

(See instructions.)

kk_kkkkkkk ng&a
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SCHEDULE D Supplemental Financial Statements

OMB Ne. 1545-0047

(Form 990) P> Complete if the organization answered "Yes" on Form 990, 2 01 7

Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.

Department of the Treasury P> Attach to Form 990. )

Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information.

Name of the organization FOUNDATION FOR ICHTHYOSIS AND RELATED Employer identification number
SKIN TYPES Kk _kokokokokokok

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.Complete if the
organization answered "Yes" on Form 990, Part IV, line 6.

N b WN =

(a) Donor advised funds {b) Funds and other accounts

Total numberatendofyear ... . .. ...
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate value atend of year ...
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control? ... D Yes [_INe
Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only

for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring

impermissible private benefit? ... ; 5 . |:| Yes [ INo
Ak 'Ianservatlon Easements. Comp ete |f the organtzatron answered "Yes" on Form 990 Part IV Ilne 7

[= T - T - -]

Purpose(s) of conservation easements held by the organization (check all that apply).

[:] Preservation of land for public use (e.g., recreation or education) [ Preservation of a historically important land area

[:I Protection of natural habitat [ Preservation of a certified historic structure

[ 1 preservation of open space

Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last
day of the tax year. Held at the End of the Tax Year

Total number of CONSErVation @ASEMENTS | . . ... et ee et e e s e e e 2a
Total acreage restricted by conservation @asements ... . 2b
Number of conservation easements on a certified historic structure includedin @) ................................. 2¢

Number of conservation easements included in (c) acquired after 7/25/06, and not on a historic structure
listed In the National REGISTEr ... ... ... i it etttk 2d
Number of conservation easements modified, transferred released, extinguished, or terminated by the organization during the tax
year P>

Number of states where property subject to conservation easement is located | 2

Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easements it holds? ... I:] Yes L INe
Staff and volunteer hours devoted to monitoring, inspecting, handling of VIolatlons and enforctng conservatlon easements during the year
>

Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements duting the year

> $

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h){4)(B)()

and section 170(h)@)B)([)? .................... e [ vYes C INo
In Part Xlil, describe how the organization reports conservatlon easements in |ts 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
servation easements.

Organlzatlons Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

1a

If the organization elected, as permitted under SFAS 116 (ASC 958), not 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, in Part XIll,
the text of the footnote to its financial statements that describes these items.

If the organization elected, as permitted under SFAS 116 (ASC 958), to repott 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 990, Part VHL, N 1 .. e PP B
(i) Assets included in Form 990, Part X ... . i P 8
2 [f the organization received or held works of art, h|stor|ca| treasures or other S|m|lar assets for flnanCIaI gain, prowde
the following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:
a Revenue included on Form 990, Part VI, INe T ... o e > 3
b Assets included in Form 990, Part X ... O el ik )
LHA For Paperwork Reduction Act Notice, see the Instructlons for Form 990 Schedule D (Form 990) 2017
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Schedule D (Form 990) 2017 SKIN TYPES
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items
(check all that apply):

a [ Public exhibition

b |:| Scholarly research

c lj Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part XlI.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets

kkkkkkkkk PageZ

d [_|Loanor exchange programs

e D Other

to be sold to raise funds rather than to be maintained as part of the organization’s collection? _.............. [ vYes [ INo
Escrow and Custodial Arrangements. Complete if the organization answered "Yes' on Form 990 Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.
1a ls the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X? ... L dves [INo
b If "Yes,” explain the arrangement in Part XIII and complete the foIIowmg table
Amount
€ BegiNnINg DAIANCE ... oottt | 1E
d Additions during the Year . . . . . . e | 1D
© DistribUtions dUiNG the YEar . . i e et .. | 1e
f Ending balance . 1f
Did the organlzatlon |nc|ude an amount on Form 990 Part X Ilne 21 for esCrow or custodlal account ||ab|I|ty? .......... l:] Yes [_INo
If "Yes," explain the arrangement in Part XIIl. Check here if the explanation has been provided on Part XIIl oo L]
PartV j 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
1a Beginning of yearbalance . ... 119,617, 120,856, 122,756, 122 006. 124,365,
b Contributions ... 300. 750, 550.
¢ Net investment earnings, gains, and losses 291, 491,
d Grants or scholarships .........................
e Other expenditures for facilities
and programs ... 1,530, 2,200. 3,400,
f Administrative expenses ...
g Endofyearbalance ... 119 617, 119,617, 120,856, 122,756, 122,006,
2  Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment P> %
b Permanent endowment P 91.97 %
¢ Temporarily restricted endowment P 8.03 %
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 organization
by: Yes | No
() UNFEIALOA OTGANIZAYONS ... ..o o\ oot s a st e ettt 3a(i) X
(1) FOIAEET OFGANIZAtONS . . o o oo ettt 3a(ii) X
b If "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R? ......................... 3b

4 Describe in Part Xl the intended uses of the organization's endowment funds.

{ 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
basis (investment)

{b) Cost or other
basis (other)

(¢) Accumulated
depreciation

(d) Book value

1a Land .
b Bundlngs

e Other .

¢ Leasehold |mprovements
d EQUIPMENt e

58,580.

40,130.

18,450.

Total. Add Ilnas 1a throuqh 1e. {Cofumn :’dJ must equaj Form 990, Part X, column (B), line 10c.) ..

P

18,450.
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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 (including name of security) (b) Book value {¢) Method of valuation: Cost or end-of-year market value
(1) Financial derivatives ... ...
{2) Closely-held equity interests
(3) Other

(A)

(B)

(C)

(D)

(E)

(F)

(G)

(H)
Total. (Col. (b) must equal Form 990, Part X, col. (B) line 12.) B>
fil} Investments - Program Related.

Complete if the organization answered "Yes' on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.
(@) Description of investment {b) Book value (¢) Method of valuation: Cost or end-of-year market value

age 3

(1)
(2)
(3)
)
(5)
(6)
7)
(8)
(@)

(b) must equal Form 890, Part X, col. (B) line 13.) P>

Other Assets.
Complste if the organization answered "Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
(a) Description (b) Book value
(1)
(2)
(3)
__4
(6)
(6)
(7)
@)
(@)
Total squal Form 990, Part X, ok (B) @ T5.) ..o voooeooeoeoeeeeoioeoeeisineesseeeiiasssiscinseseeeseeee PP
. Other Liabilities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.
1. {a) Description of liability (b) Book value
(1) Federal income taxes
@)
(3)
4)
(5)
(8)
(7)
(8)
@)
Total. (Column (b) must equal Form 990, Part X, col. (B) line25.) ............... >

2. Liability for uncertain tax positions. In Part Xlll, provide the text of the footnote to the organization’s financial statements that reports the
organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XlII X1
Schedule D (Form 990) 2017
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- Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes" on Form 990, Part |V, line 12a.

1 Total revenue, gains, and other support per audited financial statements 830,582.
2 Amounts included on fine 1 but not on Form 990, Part VIil, line 12:

a Net unrealized gains (losses) on investments ..o, | 2@

b Donated services and use of facilities ..., | 2b

¢ Recoveties of prior year grants ... | 2€

d Other (Desctibein Part XIL) . | 2d

© A lINES 28 thIOUGN 20 . e et -3,305.
3 Subtract line 2e from line1 ... .. e |8 833,887.
4 Amounts included on Form 990, Part VIII Ilne 12 but not on I|ne1

a Investment expenses not included on Form 990, Part VIlI, line 7b

b Other (Describein Part XHL) e

¢ Addlines4aanddb 0.
5 Total revenue, Add lines 3 and 4. (This must equal Form 990, Part , ine 12.) 833,887.

. {}’| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1 Total expenses and losses per audited financial statements ... 663,808.
Amounts included on line 1 but not on Form 990, Part IX, line 25:

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

b Prioryear adjustments e 2b

€ OtherIOSSES . .. i .| 2¢

d Other (Describe in Part XIll.) ............ T e e P o) . L2d

€ AdAliNES 28 ThIOUGN 2 e ettt e 0.
B SUBraCt N6 2 frOMI lINe 1 e e e oo ettt et e 663,808.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part Vlli, line7b ... | 4&

b Other (Describe in Part XIIL) e 4b

C AAAINES 48 and D e 0.

__5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Partl, line 18.) ..o 5 663 f 808.

(lil| Supplemental Information.

Prowde the descriptions required for Part Il, lines 3, 5, and 9; Part |Il, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,
lines 2d and 4b; and Part Xl|, lines 2d and 4b. Also complete this part to provide any additional information.

PART V, LINE 4:

CORPUS OF THE ENDOWMENT ASSET IS HELD IN PERPETUITY FOR THE EDNA AND MYRON

CURL ENDOWMENT AND THE JANE BUKATY MEMBERSHIP ASSISTANCE FUND BASED ON

DONOR-RESTRICTION. THE ENDOWMENT ASSET IS INVESTED IN A MIX OF EQUITY AND

FIXED INCOME SECURITIES. INVESTMENT EARNINGS ON THE EDNA AND MYRON CURL

ENDOWMENT ARE APPROPRIATED TO RESEARCH AND WILL BE SPENT WHEN THE

ORGANIZATION'’S BOARD OF DIRECTORS DETERMINE ENOUGH INTEREST HAS

ACCUMULATED TO A LEVEL THAT WILL ENABLE THEM TO PROVIDE RESEARCH GRANTS.

EARNINGS ON THE JANE BUKATY MEMBERSHIP ASSISTANCE FUND ARE USED TO PROVIDE

FINANCIAL ASSISTANCE TO FAMILIES WITH ONE OR MORE AFFECTED INDIVIDUALS

WHOSE FINANCIAL AND REIMBURSEMENT CIRCUMSTANCES MAKE OBTAINING ADEQUATE

CARE AND TREATMENT DIFFICULT OR IMPOSSIBLE.
732054 10-09-17 Schedule D (Form 990) 2017
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Scledub
Hal ﬂl Supplemental Information (continued)

Page 6

PART X, LINE 2:

THE ORGANIZATION IS REQUIRED TO RECOGNIZE, MEASURE, CLASSIFY, AND DISCLOSE

IN THE FINANCIAL STATEMENTS UNCERTAIN TAX POSITIONS TAKEN OR EXPECTED TO

BE TAKEN IN THE ORGANIZATION'S TAX RETURNS. MANAGEMENT HAS DETERMINED

THAT THE ORGANIZATION DOES NOT HAVE ANY UNCERTAIN TAX POSITIONS AND

ASSOCIATED UNRECOGNIZED BENEFITS THAT MATERIALLY IMPACT THE FINANCTIAL

STATEMENTS OR RELATED DISCLOSURES. GENERALLY THE ORGANIZATION IS NO

LONGER SUBJECT TO TAX EXAMINATIONS BY TAX AUTHORITIES FOR FISCAL YEARS

PRIOR TO 2015.

Schedule D (Form 990) 2017
782055 10-09-17
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ | —a G4~

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 2 01 7
Form 990 or 890-EZ or to provide any additional information.
Department of the Treasury | Attach to Form 990 or 990-EZ.
Intemal Revenue Service P Go to www.irs.gov/Form990 for the latest information. i i
Name of the organization FOUNDATION FOR ICHTHYOSIS AND RELATED Employer identification number
SKIN TYPES ke de ok ok ok ok ok ok ok

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:

ATTENDEES HAD TO THE EXPERT PHYSICIANS AND RESEARCHERS DURING THE THREE

DAY MEETING WAS INVALUABLE. CHILDCARE FOR CHILDREN 12 AND UNDER WAS

PROVIDED TO ALLOW PARENTS, GRANDPARENTS, EXTENDED FAMILY AND FRIENDS

THE AVAILABILITY TO ATTEND THE NUMEROUS SESSIONS. THE TEENS ENGAGED IN

AN OFF-SITE FIELD TRIP TO STRENGTHEN THEIR FRIENDSHIPS, AND THE

FOUNDATION ORGANIZED A FRIDAY EVENING EVENT FOR THOSE WANTING TO TOUR

NASHVILLE BY TROLLEY.

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

ONCE PREPARED, THE FORM 990 IS REVIEWED BY THE FINANCE COMMITTEE. THE

UPDATED FORM IS ELECTRONICALLY SENT TO OUR BOD FOR THEIR REVIEW. THE BOD

IS ABLE TO COMMENT AND ASK QUESTIONS PRIOR TO FORM 990 BEING SUBMITTED TO

THE IRS.

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

THE BOARD ANNUALLY REVIEWS THE CONFLICT OF INTEREST POLICY. THE POLICY

REQUIRES BOARD MEMBERS TO RECUSE THEMSELVES FROM DISCUSSION OR VOTING IF

THE TOPIC REPRESENTS A CONFLICT OF INTEREST.

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

LOCAL ORGANIZATIONS, SEARCH FIRMS, AND EMPLOYMENT AGENCIES ARE POLLED TO

OBTAIN A SENSE OF APPROPRIATE COMPENSATION. A MORE DETAILED ANALYSIS OF

MARKET RATES HAS BEEN PERFORMED TO ESTABLISH COMPENSATION IS COMMENSURATE

WITH RESPONSIBILITIES AND PERFORMANCE.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2017)
732211 09-07-17
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Name of the organizaton FOUNDATION FOR ICHTHYOSIS AND RELATED Employer identification number
SKIN TYPES ke ok ok ok ok Kok ok

FORM 990, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM 990:

AK,AL,AR,AZ,CA,CT,DC,FL,GA,IL,KS,KY,LA,MA,MD,MI,MN,MS,NC,NH,NJ,NM,NY,OH,OK

OR,PA,RI,SC,TN,UT,VA,WA,WI, WV

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

GOVERNING DOCUMENTS AND CONFLICT OF INTEREST POLICY ARE AVAILABLE UPON

REQUEST. FINANCIAL STATEMENTS ARE PUBLISHED ON OUR WEBSITE AND AVAILABLE

THROUGH OTHER WEBSITES SUCH AS GUIDESTAR AND CHARITY NAVIGATOR.

ADDITIONAL INFORMATION

THE ICHTHYOSIS AND RELATED SKIN TYPES ARE A SET OF RARE SKIN DISEASES

WITH NUMEROUS SERIOUS MEDICAL COMPLICATIONS AS WELL AS PYSCHOSOCIAL

ISSUES DUE TO THE PHYSICAL APPEARANCES OF CHRONIC SCALING, CRACKING,

THICKENED, BLISTERING, AND EXTREMELY RED SKIN. ACCESS TO ACCURATE

MEDICAL INFORMATION AND EMOTIONAL SUPPORT IS INVALUABLE. IN TODAY'S

WORLD OF TECHNOLOGY, FIRST'S WEBSITE AND DIGITAL PROGRAM SERVICES ARE

CLOSING THE GAP BETWEEN MEMBERS, FAMILIES, CAREGIVERS, PHYSICANS, AND

RESEARCHERS.

FIRST ADMINISTERS AND FUNDS FOUR INDIVIDUAL GRANT AND SCHOLARSHIP

PROGRAMS FOR ITS MEMBERS. SCHOLARSHIP FUNDS ARE AVAILABLE FOR AFFECTED

STUDENTS TO ADVANCE THEIR POST-SECONDARY EDUCATION. TWO FUNDS ARE

AVAILABLE FOR SMALL GRANTS TO HELP MEMBERS WITH THE PURCHASE OF NEW

CREAMS, LOTIONS OR OTHER PRODUCTS TO HELP THEIR SKIN ROUTINE AND

APPEARANCE. SCHOLARSHIPS ARE ALSO AVAILABLE FOR FAMILIES TO ATTEND THE

NATIONAL CONFERENCE EVERY OTHER YEAR BY WAIVING THE REGISTRATION FEES

AND PROVIDING OVERNIGHT ACCOMODATIONS.

732212 09-07-17 Schedule O (Form 990 or 990-EZ) (2017)
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