rom 390

Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4847(a)(1) of the Internal Revenue Code {except black lung

OMB No. 1545-0047

2008

benefit trust or private foundation)
m.:' sI::u o P> The organization may have to use a copy of this retum to satisfy state reporting requirements.
A For the 2009 calendar year, or 1ax year begimning OCT 1, 2009 andending SEP 30, 2010
B Checkit C Name of organization D Employer identification number
spplicabie: mlns EOUNDAT ION FOR ICHTHYOSIS AND RELATED
XJas® | e SKIN TYPES
(CJ8@%e | "™ |_Doing Business As FIRST 94-2738019
(IR [ ses | Number and street (or P.0. box if mail is not deliversd to street address) | Roomvsuits | E Telephone number
[ Jiemin- [3=“<D616 N. BROAD ST. (215) 997-9400
[ JAmunded| tons. | city or town, state or country, and ZIP + 4 | G_Gross mootpts $ 767,369.
[Jaspucs- COLMAR, PA 18915-9423 Hi(a) Is this a group retum
Poncind T £ Name and address of principal officerJEAN R. PICKFORD for affiliates? (Cves XNo
SAME AS C ABOVE H{b) Ars all affitiates included? _Jves [_JNo
| Tax-exempt status: X1 501(c) (3 ) (insert no) L 4947(a)(1) or L_]so7 If “No," attach a list. (see instructions)
J_Website: P> WWW FIRSTSKINFOUNDATION.ORG

H(c) Group exemption number P
| L Year of formation: 198 1| M State of @al domicits: CA

Brieﬂy describe the organization’s mission or most significant activities: EDUCATE,

INSPIRE AND CONNECT

THOSE TOUCHED BY ICHTHYOSIS AND RELATED DTSORDERS THROUGH EMOTIONAL

Check thisbox P l:] if the organization discontinued its operations or disposed of more than 25% of its net assets.

§
2
g 3 Number of voting members of the goveming body (Part Vi fine 1a) ... ... 3 18
@ | 4 Number of independent voting members of the goveming body (Part V1, lin@ 1b) ....................ccoorvvvverr 4 18
5 Total number of employees (Part V. MO 28) ..............ooooorovvecerooecerereeereeeeeeeeeeesessscesssssesssseses s s 5 5
8 Total number of voluntesrs (8StIMate f NBCESBAIY) ... ... . ... e e ee e es oo 8 100
7a Total gross unrelated business revenue from Part VIll, column (C), @ 12 _.................ooooovoovvooerrreereern. 7a 1,600.
___|_b Net unrelated business taxable income from Form 880-T, lN@ 34 ..............oovevivveiiii e, b 0.
Prior Year Current Year
g | 8 Contributions and grants (Part VIILING Th) ____.._.._...c..oocmrmmrcmsrscnsmiorinscs 617,682. 615,151.
8  Program service revenue (Part VILIN@ 20) ..., 115,424.
g 10 [Investment income (Part Vill, column (A), lines 3,4, and 7d) ............coooooeioeeiee 36,254. 201526-
11 Other revenue (Part VIll, column (A), lines 5, 6d, 8¢, 9¢c, 10c, and t1e) ... ... 7,443. 3,917.
12 Total revenue - add lines 8 through 11 (must equal Part Vill, column (A), line 12) ......... 661,379. _755,018.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) ... 300,297. 150,000.
14 Benefits paid to or for members (Part IX, column (A), fine 4) ...................o.ooooooooe....
15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 510) 162,708, 226,565.
182 Professional fundraising fees (Part IX, column (A), line 1) ...................oco.oooovi
b Total fundraising expenses (Part IX, column (D), lne 25) P
17 Other expenses (Part IX, column (A), lines 11a-11d, 194249 ... 170,719. 320,229,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), Ine 25) ................... 633, 724. 696: 794.
19 _Revenue less expenses. Subtract line 18 fromlin@ 12 ... oo, 27,655. 58,224.
gg Beginning of Current Year End of Year
25 20 Totalassets (Part X, N0 18)  .............c.oooieeeeeeeeeee oo 1,584,734. 1,727,727.
o 21 Total labilities (Part X, B8 26) .........cccoevecommmmmmreseeenseossesissenseessnoes oo 13,696. 79,787,
2| 22 Nat assets or fund balances. Subtract line 21 from N8 20 .........occovvvvveecceaane.... 1,571,038. 1,647,940.
Purth | SIgnature Block
m nCor penaltes of porury, I'dﬂuanhmwu:Nm:ﬂM:tb .'“n mmmmwmnwwmmtofwhmmwu itis true, comect,
son | (;MJ | Exetuhye. Direcry
Here Signdtyre of officer V Date
JEAN R. PICKFORD, EXECUTIVE DIRECTOR o -] (o -]\
Type or prinl name and title
Praparer's Date CM-CR it mmmng number
ol it | » O F75 570
Use Only ;‘o“:n',;“'""“ RSM MCGLADREY, INC. END Y/-/ 94/#(/ /o
soif-emptoyed), 512 TOWNSHIP LINE RD ONE VALLEY SQ 250
2P+ 4 BLUE BELL PA 19422 Phoneno. > 215.641.8600

May the IRS discuss this retumn with the préparer shown above? {see Instructions)

%2001 02-04-10 LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.

Yes No
Form 990 (2009)

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION



Fom 8868 Application for Extension of Time To File an

(Rev. April 2009) Exempt Organization Return OMB No. 15451709
,?.m n,.'.'i";? m i P File a separate application for each retum.
o If you are filing for an Automatic 3-Month Extenslon, comptlete only Part | and checkthisbox ... . » X]

® If you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form).
Do not complete Part Il untess you have already been granted an automatic 3-month extension on a previously filed Form 8868.

Automatic 3-Month Extension of Time. Only submit original (no copies needed).

A corporation required to file Form 880-T and requesting an automatic 6-month extension - check this box and complete

Partlonly .ottt ettt er et et et et a et et e r et e et e e e e e e e 1o s s e e e st e s e e e oo

All other corperations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time

to file income tax retums.

Electronic Filing (e-fils). Generally, you can electronically fita Form 8868 if you want a 3-month automatic extension of time to file one of the ratums
noted below (6 months for a corporation required to file Form 980-T). Howaver, you cannot file Form 8868 electronically if (1) you want the additional
(not automatic) 3-month extension or (2) you file Forms 990-BL, 6089, or 8870, group returns, or a compostte or consolidated Form 990-T. Instead,
you must submit the fully completed and signed page 2 (Part Il} of Form 8868. For more details on the electronic filing of this form, visit
www.irs.gov/efile and click on e-file for Charities & Nenprofits.

Type or | Name of Exempt Organization Employer identification number
print FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES 94-2738019
Fito by the

duscato for | Number, street, and room or suite no. If a P.O. box, ses instructions.

Hing your 2616 N. BROAD ST.
inebuctions. City, town or post office, state, and ZIP code. For a foreign address, see instructions.

COLMAR, PA 18915-9423
Check type of retumn to be filed(file a separate application for each retum):

X] Form 880 (] Form 880-T (corporation) ] Form 4720
[J Form 990-BL [ Form 980-T (sec. 401(a) or 408(g) trust) (] Form 5227
(] Form 990-€2 (] Form 980-T trust other than above) (1 Form 6069
[ Form asoPE ] Form 1041-A [J Fom 8870

JEAN PICKFORD, EXECUTIVE DIRECTOR
® Thebooks areinthe careof » 2616 N. BROAD ST. — COLMAR, PA 18915
Telephone No.»> (215) 997-9400 FAX No. P
® I the organization does not have an office or place of business in the Unlted States, checkthisbox ... ... » (]
® Ifthis is for a Group Retum, enter the organization's four digit Group Exemption Number (GEN) . i thia Is for the whols group, check this
box P D . If it is for part of the group, check this box P> D and attach a list with the names and EINs of all members the extension will cover.

1 Irequest an automatic 3-month (6-months for a corperatlon required to file Form 990-T) extension of time unti!
MAY 16, 2011 + to file the exempt organization retum for the organization named above. The extension
is for the organization’s retum for:
» [ catendar year

or
’m tax yearbeginning OCT 1, 2009 .andending SEP 30, 2010
2 If this tax year is for less than 12 months, check reason: l:] Initial retum D Final retum D Change in accounting period
3a If this application Is for Form 990-8L, 890-PF, 980-T, 4720, or 8069, enter the tentative tax, less any
nonrefundable credits. See Instructions. 3al 8
b If this application is for Form 890-PF or 990-T, enter any refundable credits and estimated
tax payments made. Include any prior year overpaymsnt allowed as a credit. 3bls

¢ Balance Due. Subtract line 3b from line 3a. Include your payment with this form, or, if required,
deposit with FTD coupon o, if required, by using EFTPS (Electronic Federal Tax Payment System).

See instructions. 3c N/A
Caution. If you are going to make an electronic fund withdrawal with this Form 8868, see Form 8453-EO and Form 8879-EO for payment Instructions.

LHA  For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rav. 4-2009)

923831
05-26-09



FOUNDATION FOR ICHTHYOSIS AND RELATED
Form 990 (2009) _SKIN TYPES 94-2738019 page2
- Part iil:| Statement of Program Service Accomplishments

1 Briefly describe the organization’s mission:
EDUCATE, INSPIRE AND CONNECT THOSE TOUCHED BY ICHTHYOSIS AND RELATED
DISORDERS THROUGH EMOTIONAL SUPPORT, INFORMATION, ADVOCACY AND
—-——ﬁl—_—_l_““

RESEARCH FUNDING FOR BETTER TREATMENTS AND EVENTUAL CURES.

2  Did the organization undertake any significant program services during the year which were not listed on
the Prior FOMM 880 OF 880-EZ? .........cccoevvvermmreemoeeee oo eeeeee e ee e seees oo oo (Jves XIno
If “Yes,* describe these new services on Schedule O.

3 Did the organization cease conducting, or make significant changes in how it conducts, any program services?... . ... [ves m No
If "Yes,* describe these changes on Schedule O.

4 Describe the exempt purpose achlevements for each of the organization's three largest program services by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

48 (Code: ) (Expenses $ 150,000. including grants of § 150,000. )(Revenue $
RESEARCH PROGRAM: THE FOUNDATION'’S COMMITMENT TO RESEARCH IS A MAJOR
COMPONENT IN OUR MISSION. FIRST OFFICIALLY LAUNCHED ITS OWN IN-HOUSE
RESEARCH GRANT PROGRAM IN EARLY 2006, WHICH HAS STIMULATED INTEREST
INTO THE ICHTHYOSES AND RELATED SKIN TYPES. THE PROGRAM IS MANAGED BY A
RESEARCH REVIEW COMMITTEE COMPRISED OF PROMINENT, KNOWLEDGEABLE
PHYSICIANS AND SCIENTISTS AND FOUNDATION LEADERS. SINCE ITS INCEPTION

FIRST HAS RECEIVED MANY WORTHY GRANT APPLICATIONS AND WILL CONTINUE TO
FUND THE MOST PROMISING PROJECTS, BASED UPON AVAILABLE FUNDING.

4b (Code: ) (Expenses $ 113,624. includinggrantsof § ) (Revenue $ 115,424.),
ON JUNE 25 - 27, FIRST HOSTED ITS BIENNIAL FAMILY CONFERENCE IN
ORLANDO, FL AT THE REGAL SUN RESORT. SINCE ICHTHYOSIS IS SO RARE,
AFFECTED PEOPLE FEEL VERY ALONE AND ISOLATED. THE FAMILY CONFERENCE
PROVIDES AN OPPORTUNITY FOR THESE INDIVIDUALS AND THEIR FAMILIES TO

MEET EACH OTHER, SHARE THEIR EXPERIENCES, AND DISCUSS THEIR CONDITION
WITH EXPERT DERMATOLOGISTS.

4¢c (Code: ) (Expensges $ 35,439. including grants of $ }(Revenue $
A SCIENTIFIC MEETING OF INTERNAT IONAL EXPERTS IN ICHTHYOSIS RESEARCH

TOOK PLACE FROM WEDNESDAY, JUNE 23 THROUGH FRIDAY, JUNE 25 AT THE REGAL
SUN RESORT IN ORLANDO, FL.

THE MEETING AGENDA COMBINED REPORTS OF RECENT PROGRESS IN A FEW
CUTTING-EDGE AREAS OF ICHTHYOSIS RESEARCH, AND FRANK DISCUSSION ABOUT
HOW TO EFFICIENTLY AND EFFECTIVELY MOVE RESEARCH FORWARD. THE GOAL OF
THE MEETING WAS TO IDENTIFY NEW TECHNOLOGIES AND OPPORTUNITIES FOR
RESEARCH COLLABORATION, AND TO IDENTIFY NEW WAYS IN WHICH THE
INVESTIGATORS, PATIENTS, AND PATIENT SUPPORT GROUPS CAN ACHIEVE ONGOING
SYNERGISTIC INTERACTIONS FOR BETTER PATIENT CARE, THE MEETING WAS
SPONSORED BY NIAMS AND ORDR.

4d  Other program services. (Describe in Schedule 0)

(Expenses $ 269,537 including grants of § ) (Revenue $ )
4e _Total program service expenses D> $ 568,600.
— Form 980 (2009)
02-04-10 ,
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Form 980 (20!

FOUNDATION FOR ICHTHYOSIS AND RELATED

09) SKIN TYPES 94-2738019 Paged -

V. Ccldist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
I °Y0s," COMPIBIO SCROQUIBA ........................coooeeeemeeeemimmmimieesssssie e eeeeeeeeee oo eeeeeoeoeeoee oo 11 X
2 Is the organization required to complete Schedule B, Schedule of Contributors? ...~~~ 2 | X
3  Did the organization engage In direct or Indirect political campalgn activities on behalf of or In opposition to candidates for
public office? /f "Yes," complete Schedule C, PRIt .......................cooooimeoeeeooooseeeeeeooooooeoeooooeooeooeeoeoe 3 X
4 Section 501(c)(3) organizaticns. Did the organization engage in lobbying activities? if "Yes, " complete Schedule C, Partll | 4 X
§ 8ection 501(c){4), 501(c)(6), and 501(c)(6) organizations. Is the organtzation subject to the section 6033(e) notice and
reporting requirement and proxy tax? if “Yes, " complete Schedule C, Partll ........................ 5
8 Did the organization maintaln any donor advisad funds or any similer funds or accounts where donors have the right to
provide advice on the distribution or Investment of amounts in such funds or accounts? *Yes," complete Schedule D, Part! | @ X
7  Did the organization receive or hold a conservation easement, including easements to preserve open speace,
the environment, historic land areas, or historic structures? If *Yes, * complete Schedule DoParth......coooomemeeemiriiin, 7 X
8 Did the organization maintaln collections of works of art, historical treasures, or other similar assets? /f "Yes, * compiete
SCROQUIG D, PEILHI ..............ccoosvvvorieeeeee e ceess s s seseee s eneee oo oeeeeeoeeeoo 8 X
9  Did the organization report an amount In Part X, iine 21; serve as a custodian for amounts not listed in Part X; or provide
credit counseling, debt management, credit repalr, or debt negotlation servicea? /f “Yas," complate Schedule D, Part iV ) X
10  Did the crganization, directly or through a related organization, hold assets in term, permanent, or quaskendowments?
It *Yes," COMplete SChOGUI D, PEITV .................cccocceeemiiiceceemeeoeeeeoeeoeeeeeeeseeee oo 10| X
11 Is the organization’s answer to any of the following questions "Yes"? if so, complete Schedule D, Parts Vi, VI, VIli, IX, or X
B GPPUCEBID ..........cc.ccccttt et eeeeeeeeeoeo
® Did the organization report an amount for land, buildings, and equipment in Part X, line 107 #f *Yes,* compiete Scheoule D,
Part V1.
¢ Did the organization report an amount for investrments - 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 VIi.
® 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 ¥f "Yes, " complete Schedule D, Part VIll.
® Did the organization report an amount for other assets in Past X, line 15 that Is 5% or more of its total assets reported in
Part X, line 18? if “Yes," compilete Schedule D, Part IX.
¢ Did the organization report an amount for other liabilities in Part X, ine 252 If “Yes, " complete Schedule D, Part X,
® [Did the organization’s separate or conscildated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 487 /f "Yes," compiete Schedule D, Part X.
12  Did the organization obtain separate, independent audited financial statements for the tax year? /f "Yes, " compiete
Schedule D, Parts Xi, Xil, and XIH.
12A Was the organization includad in consotidated, independent audited financial statements for the tax year?
If “Yes," completing Schedule D, Parts Xi, X, and Xllt s optional ... . 1
13  Is the organization a school described in section 170®)(1)AN? if “Yes, " complete Schedule £ ... . .
14 Did the organization maintain an office, employees, or agents outside of the United States? 140 X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
and program service actlivitles outside the United States? if *Yes,” complete Scheaulo F, Part! . 14b| X
15  Did the crganization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If *Yes," complete Schedulo F, Parthl ... .. 181 X
16  Did the organization report on Part IX, column {A), line 3, more than $5,000 of aggregate grants or assistance to individuals
located outside the United States? If “Yes," complete Schedule F, Partill ... 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundralsing services on Part IX,
column (A), lines & and 1167 If *Yes,* complete Scheaule G, Part! ... 17 X
18  Did the organization report more than $15,000 total of fundraising event gross Income and contributions on Part Vill, lines
1c and 8a? f *Yes," COMPIOS Scheaule G, PArtll ...............ccccccccccemmooeveeeeereoeeeeoeseoeees oo 18| X
19  Did the organization report more than $15,000 of gross income from gaming activitles on Part VIll, line 9a? if *Yes,"
COMPIONE SCHOGUIS G, PAITHI ................c...o.cocoec et eeoeoeoee 19 X
20 Did the organization operate one or more hospltals? If “Yas,* complote Scheaufo H _..............cooooeeeec 20 X
Form 980 (2009)

832003
02-04-10

3

410N127Q0 1222n1 2974000 N0N TNNG ARNATIN TATIRINAMTAAM DAR TATIMIIVYACTE A

NYANNANAANND



FOUNDATION FOR ICHTHYOSIS AND RELATED
Form 890 (2008) SKIN TYPES 94-2738019 Paged
: V:| Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to govemments and organizations in the
United States on Part IX, column (A), line 12 If "Yes,* compiete Schedule |, Partslandll ... .. . . . .. 2| X
22 Did the crganization report more than $5,000 of grants and other assistance to individuals in the United States on Part IX,
column (A), line 27 If "Yes," complete Schedule }, Parts 1 @ndlll ... 22 X
23  Did the organization answer *Yes® to Part VI, 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? If “Yes," complete
SCROOUIB U ...........oooeriei e estes et st ettt oo ee oo oo eeee e eeeee oo 23 X
248 Did the organization have a tax-exempt bond lssue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 #f "Yas, * answer lines 24b through 24d and complate
Scheckile K. I "NO®, QO LOUINO 25 .....................c.ccoooeeeeeeavareeeeeieeeeeeeee oo eeeeeeeeeeeeeeeeee s s oo e eseseeeeoeeseeeeeeeeeooee 248 X
b Did the organization invest any proceeds of tax-axempt bonds beyond a temporary period exception? ... 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the ysar to defeass
NY BXOXBIMPEDONAST .........iioiooi et et ee oo e eeseeeeeee e 24c
d Did the organization act as an "on behalf of* issuer for bonds outstanding at any time duringtheyear? ... ... . 24d
26a Section 6501(c){(3) and 501(c)(4) organizations. Did the organization engage in an axcess benefit transaction with a
disqualffied person during the year? If Yes,* complete Schedule L, Part! ... . 25a X
b s the organization aware that it engaged In an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-E27 Jf "Yes," complete
SCROGUIB L, PAITI ...ttt oot eoeeeee oo oo oo oo eeoeooeeooeooooeeee . 28b X
28 Was aloan to or by a cument or former officer, director, trustee, key employee, highly compensated employee, or disqualified
peraon outstanding as of the end of the organization's tax year? if "Yes," complete Schedule L, Partl ... . . 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? ¥ "Yes," compiete
SCROGUIB Ly PAIHHI ............cooooe et s st
28 Was the organizaticn 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): )

8 Acurent or former officer, director, trustee, or key employee? if “Yes," complete Schedule L, ParttV ... . . .. . X
b A family member of a current or former officer, director, trustee, or key employee? if *Yes,” compiste Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustes, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? If *Yes, complete ScheduleL, Partv ... . .. .. . . 28¢ X
20  Did the organization receive more than $25,000 In non-cash contributions? If *Yes,* complete SchecduleM ... . . 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contrbutions? If *Yes, " COMPIOt® SCHEGUIBM ................o.ccoccovmrvemseeeeseeeseeeseee oo 30 X
31 Did the organization liquidate, terminate, or digsolve and cease operations?
1 *YeS,” COMPIOL SCHOGUIB N, PAIt] ..................cocccoceemeeetcereeossee oot eees s oo 31 X
32  Did the organization sell, exchange, dispose of, or transfar more than 25% of its net assats?/f *Yes, " complete
SOOGUION, PAILIL ...t e sees et e eoeeoee oo 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sectlons 301.7701-2 and 301.7701:37 i “Yes," complete Scheduo R, Part! ... . a3 X
34  Was the organization related to any tax-exempt or taxable entity?
If *Yes," complete Schedtule R, Perts Il i, IV, &nGV, 00 T ... 34 X
38 Is any related organization a controlled entity within the meaning of section 512(b)(13)?
If *Yes,” complete Schodule R, Part V, 0@ 2 ...............cccccoooeeoooeroeoeeseeeoeeseoeeoooooo as X
38 Section 501(c)(3) organizations. Did the crganization make any transfers to an exempt non-charitable related organization?
It “Yes,” complole Schodulo R, Pt V, i@ 2 .....................ccccooomomooeeeeeeeseeeeeeeeoooooo 26 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that g treated as a partnership for federal Income tax purposes? /f *Yes," complete Schedule R, PartVi ... .. . 37 X

38 Did the organization complete Schedute O and provide explanations in Schedule O for Part V1, lines 11 and 197

Note. All Form 990 filers are required to complete Schedul® O. ... 3 | X
Form 990 (2009)

932004
02-04-10
4
41401728 1IN 24n00N0NN INNA NARAIN DATAINAMTAN TNAD TAUMUIVACSTE a 294nnnn1



FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 880 (2008) SKIN TYPES _ 94-2738019  Page$5
Part V| Statements Regarding Other IRS Fllings and Tax Compliance

18

b
c

g eo?®

Od’a

120

Enter the number reported in Box 3 of Form 1088, Annual Summary and Transmittal of

U.S. Information Retums. Enter0-ff notapplicable ..o, 1a
Enter the number of Forma W-2G included in line 1a. Enter -0-if not applicable ........................... 1b

Did the organization comply with backup withhelding rules for reportable payments to vendors and report

(gambling) WINNINGS t0 PrIZE WINNGIBT _........... ..ot e evere st e e s et e e e e e e s eeese e e emeeeseesestess oot e eeee e e e
Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,

filed for the calendar year ending with or within the year covered by thisretum ... ... 20

Yes | No

if at least one is reported on line 2a, did the organization file all required federal employment taxretums? ...
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this retum. (see instructions)

Did the organization have unrelated business gross income of $1,000 or more during the year covered by this retum?
if “Yes,* has it filed a Form $80-T for this year? if "No, " provide an explanation in Schedule © ... .
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, sacurities account, or other financial account)?
If *Yes,* enter the name of the foreign country: >
See the instructions for exceptions and filing requiraments for Form TD F 80-22.1, Report of Foreign Bank and

Financlal Accounts.

If *Yes,” to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited

Tax ShBREr TRNSACUONT ..ottt et eee e s see et e e st s e e ee st e e eeeeeeee oo
Does the organization have annual groas receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? ... .. ... e
If *Yes," did the organization include with every solicitation an express statement that such contributions or gifts

WeTB NOT tAX ABAUCTIDIBT ... .. ... .o .o eee e e et ee e e et e e
Organizations that may receive deductible contributicns under section 170(c).

Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services
PROVIIOO 10 th PAYOIT .............voieieitceeeeteitec ettt ees e s e e e s s e s s e s eeeeee e e oo oo eeee e eeeeeee oo
If *Yes,” did the organization notify the donor of the value of the goods or services provided? .. ... .
Did the organization sell, exchange, or otherwise dispose of tangible parsonal property for which it was required
BORIB FOMB2B2Y ...ttt e e e et e en e e s ee e es e e s ee et e e

7a X

7b

If *Yes,* Indicate the number of Forms 8282 filed duringtheyear ... ... | 7d |

Did the organization, during the year, receive any funds, directly or indlrectly, to pay premiums on a personal
DONOMIt COMMIRCT . e e ee e e e oo e e e s et eee e
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ..
For all contributions of qualified intellectual property, did the organization file Form 8899 as requlred? ... .
For contributions of cars, boats, alrplanes, and other vehicles, did the organization file a Form 1098-C as required?
Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a spensoring organizatlon, have excess business holdings

atany time QUANG the YORIT ... .. .. .....ccoooeiieeieececee et oo

Did the organization make a distribution to a donor, donor advisor, or related person? ... ...
Section 501(c}(7) organizations. Enter:

Initiation fees and capital contributions included on Part Vill, line12 ... 10a
Gross receipts, included on Form 980, Part VIil, line 12, for public use of club faclities . . 10b
Section 801(c){12) organizations. Enter:

Gross income from membersorsharehelders ... 11a
Gross income from other sources (Do not net amounts due or pald to other sources agalnst

amounts due of received from themM.) .. .....................cooeiiiieeee oo 11b

Section 4847(a)(1) non-exempt charitable trusta. Is the organization filing Form 990 in lieu of Form 10417

b If *Yes," enter the amount of tax-exempt interest received or accrued duringtheyear ... l 12b l

932005
02-04-10
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FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 980 (2009) SKIN TYPES 94-2738019  Page6
; ] 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.

Section A. Goveming Body and Management

1a Enter the number of voting members of the goveming body ..............c..co.cooomveevevieeee, 1a
b Enter the number of voting membera that areindependent ... 1b
2 Did any officer, director, trustee, cr key employee have a family relationship or a business relationship with any other

officer, director, trustee, Or Key @MPlOYe0T ... ...
3  Did the organization delegate control over management dutles customarily performed by or under the direct supervision

of officers, directors or trustees, or key employees to a management company or cther person? ... . . 3 X

4 Did the organization make any significant changes to its organizational documents since the prior Form 980 was filed? ... . 4 X

6 Did the organization become aware during the year of a material diversion of the organization's assets? .. .. . . 6 X

8  Does the organization have members or stockholders? ... [ X
7a Does the organization have members, stockholders, or other parsons who may elact one or more members of the

BOVOIMING DOTYT . et ee e e es et ee e e e e s oo es oo X

X

b Are any decisions of the goveming body subject to approval by members, stockholders, or other persons? ... ..
8 Did the organization contemporansously document the meetings held or written actions undertaken during the year
by the following:
8 The QOVEMING DOTYT ...ttt ee st ee oo e ee e e oo e oo e eoeeeeee oo
b Each committee with authority to act on behalf of the goveming body? ...
8 Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at the

organization's mailing addregs? if “Yes, " provide the names and addresses in SChedule O ... 9 X
Section B. Policles (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No

108 Does the organization have local chapters, branches, or affiliates? .. ...~ 10a X
b If “Yes," does the organization have written policies and procedures goveming the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? ...~ 10b

11 Has the organization provided a copy of this Form 880 to all members of its govemning body before filing theform? .
11A Describe In Schedule O the process, if any, used by the organization to review this Form 990.
123 Does the organization have a written conflict of interest policy? if *No,"go totihe 13 ... . . .
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
BOCONMCEST ... ettt sss s e eee e oo oo oo oo oo oo oo oo oo eeeeeeeeeeeeoeoeeseeoee

persons, comparabllity data, and contemporanecus substantiation of the deliberation and decision?
& The organization'a CEO, Executive Director, or top management official ...~
b Other officers or key employees of the organization ...

16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a

taxable entity during the YOar? ... e

b If “Yes," has the organization adopted a written policy or procedure requiring the organization to evaluate its participation
In joint venture amangements under applicable federal tax law, and taken steps to safeguard the organization’s
us res to such AT 16b

Section C. Disclosure
17 List the states with which a copy of this Form 890 is required to be filed AK , AL, AR, A2 ,CA,CT,DC,FL,GA, IL,KS,KY
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 it applicable), 980, and 880-T (501(c)(3)s only) available for

public inspection. indicate how you make these available. Check all that apply.

[ own website [ Ancthers website XJ Upon request

19 Describe In Schedule O whether (and if s0, how), the organization makes its goveming documents, conflict of interest policy, and financlal

statements avallable to the public.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: P>

JEAN PICKFORD, EXECUTIVE DIRECTOR - (215) 997-9400

2616 N. BROAD ST., COLMAR, PA 18915

Form 990 (2009)

Sonio SEE SCHEDULE O FOR FULL LIST OF STATES
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FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES

94-2738019

Page 7

Employees, and Independent Contractors

{Part VIl Compensaﬂon of Officers, Directors, Trustees, Key Employees, Highest Compensated

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax

year. Use Schedule J-2 if additional space is needed.
® List all of the organization’s current cfficers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.

Enter -0- in columns (D), (E), and (F} if no compensation was pald.

@ List all of the organization’s current key employees. See instructions for definition of "key employes."

® List the organization's five currant highest compensated employees (cther than an officer, director, trustes, or key employee) who received reportabla
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.
® List all of the crganization’s former officers, key employees, and higheat compensated employees who received more than $100,000 of
reportable compensation from the organizaticn and any related organizations.
© List 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.

D Check this box if the organization did not compensate an

cumrent officer, director, or trustee.
{C) D)

w ® ® 2]
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per from from related other
week 2 the organizations compensation
s organization (W-2/1099-MISC) from the
g B g (W-2/1089-MISC) organization
2 § and related
g EH gg E orgenizstions
DAVE SCHOLL
PRESIDENT 2.001X X 0. 0. 0.
PHILIP FLECKMAN, M.D.
BOARD MEMBER EMERITI 2.00|X 0. 0. 0.
MIKE BRIGGS
BOARD MEMBER 2.00|X 0. 0. 0.
ELENA LEVITAN
BOARD MEMBER 2.00[X 0. 0. 0.
AMY PALLER, M.D.
VICE PRESIDENT 2.00(X X 0. 0. 0.
TERRY MELTON, PH.D.
BOARD MEMBER 2.00(X 0. 0. 0.
MARK KLAFTER
BOARD MEMBER 2.00|x 0. 0. 0.
JANET MCCOY
SECRETARY 2.00[X X 0. 0. 0.
JOHN J. SCHOENDORF
CHIEF FINANCIAL OFFICER 2.00(X X 0. 0. 0.
TERRENCE TORMEY
BOARD MEMBER 2.00(X 0. 0. 0.
SHERRI BALE, PH.D.
BOARD MEMBER 2.001X 0. 0. 0.
JONATHAN DYER, MD
BOARD MEMBER 2.00[X 0. 0. 0.
ANGELA GODBY i
BOARD MEMBER 2.00[|X 0. 0. 0.
MARK DUNKIN
BOARD MEMBER 2.00(X 0. 0. 0.
JENNIFER HILLMAN, ESQ.
BOARD MEMBER 2.00(X 0. 0. 0.
MOISE LEVY, MD
BOARD MEMBER 2.001X 0. 0. 0.
WILLIAM B. RIZZ0, MD
BOARD MEMBER 2.00]X 0. 0. 0.
Form 990 (2009)
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FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 980 (2009) SKIN TYPES 94-2738019 Page8
Port VH| Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
(A ® {C) 0) () (3]
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per from from related other
week E the organizations compensation
s organization (W-2/1089-MISC) from the
g S g (W-2/1089-MISC) organization
g and related
g g g2 5% £ organizations
ERIC SCHWEIGHOFFER
BOARD MEMBER 2.00|X 0. 0. 0.
P. BRIAN SEE, ESQ.
BOARD MEMBER 2.001/X 0. 0. 0.
LEONARD M. MILSTONE, MD
BOARD MEMBER EMERITI 2.00(X 0. 0. 0.
MARY WILLIAMS, MD
BOARD MEMBER EMERITI 2.001X 0. 0. 0.
JEAN R. PICKFORD
EXECUTIVE DIRECTOR 40.00 X 88,832. 0. 0.
AB TOML .o seasese s cnaeaas > 88,832. 0. 0.

2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 in reportable
compansation from the organization P

3  0id the organization list any former officer, director or trustee, key employee, or highest compensated employee on
line 1a? If “Yes," complete Schedule J for such individual
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 if “Yaes, " complete Schedule J for suchindividual ...
8§ Did any parson listed on lina 1a receive or accrue compensation fioin uny unruluted organization for services randerad to
the omanization? If "Yes, " complete Schedule J fOr SUCH DBISON ... it ittt ezesren e tenesessaeasesrseecees
Section B. Independent Contractors
1 Complete this table for your five highest compensaated independent contractors that received more than $100,000 of compensation from

the organtzation. NONE

(©)

) ®)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who recelved mcre than

$100.000 in compensation from the organization »> 0
Form 990 (2009)
932008 02-04-10
8
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FOUNDATION FOR ICHTHYOSIS AND RELATED

Form §80 (2009) SKIN TYPES 94-2738019 Page 9
[Part ViiE:| Statement of Revenue
Total revenue Rela(tae)d or Un «l:;ted R"SB')'“
axempt function bu:ness °"f£§".?,§’£"‘
revenue revenue Sg%i?g? 5511 42.
£38| 1a Federated campaigns . 1al 219,682.
=
gg b Membershipdues ... [1b] 35,573,
E| © Fundraisingevents ... [1e] 97,852,
%5 d Related organizations ... |1d
JE| e Govemment grants (contributions) |1e 30,000,
%" 1 Al other contributions, gifts, grants, and
% similar amounts not Included above ... (11| 232,044.
%'g @ Noncash contributicns Included in (ines 1e-11 §
O9 h Total. Addlines 1a-1f . T .
Business Code ;
2a NATIONAL CONFERENCE 900099 115,424.] 115,424.
T
c
Ej y
°
f All other program service revenue . ...
_ | 9 Total.Addiines2a2f ... S 115,424.
3 Investment income (Including dividends, interest, and
other similar amounts)................ S 20,526. 20,526.
4  Income from investment of tax-exempt bond proceeds P
B Royaftles ......o.ococoovevviiiiene. R
() Real Personal
6 a GrossRents . _ .
b Less: rental expenses . .
¢ Rental income or (loss) ...
d Net rentalincome or 1088)  ...........ooooeiviiininiiiaencee P
7 a Gross amount from sales of Securitles (i) Other
assets other than inventory
b Less: cost or other basis
and sales expenses ... .
¢ Gainor(loss) ....................
d Netganor (089) .....cccooovveeeerniirereeeeeisnineee PP
g 8 a Gross income from fundraising events {not
£ including $ 97,852. of
i contributions reported on line 1¢). See
PartIV,lne 18 ... a| 12,351.
g b Less:direct expenses. . b 12,351,
¢ Net income or (loss) from fundraising events ............ P
9 a Gross income from gaming activities. See
PartiV.line19 ... ... ... @
b Less:direct expenses ... e B
¢ Net income or (loss) from gaming activities .............. P
10 a Gross sales of inventory, less retumns
and allowances . ....... rcerreee. @
b Less:costofgoodsscld ... .. e b
|___e Netincome or Goss) from sales of inventory ............... P>
Misceilanecus Revenue Business Code
11 a MISCELLANEOUS 900099 2,317. 2,317.
b ADVERTISING INCOME 541800 1,600. 1,600.
¢
d Allotherrevenue .. . ... ... ..
e Total. Add lines 11a-11d ... 3,917.} !
___112__ Total ravanus. See instructions. 755,018.] 117,741. 1,600., 20,526.
0 Form 990 (2009)
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FOUNDATION FOR ICHTHYOSIS AND RELATED

Form 990 (2009) SKIN TYPES 94-2738019 Page10
| Part 1X.| Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns.

All other organizations must complete column (A) but are not required to complete columns (B}, (C), and (D).

Do not include amounts reported on lines @b,
7b, 8b, 9b, and 10b of Part Vill.

{A)
Total axpenses

F’rograr‘t;ﬂ service

expenses

1

2

»

10
11

@ - an0co

18

EBRE83

Grants and other assistance to govemments and

75,000,

75,000

organizations in the U.S. See Part IV, line 21
Grants and other assistance to individuals in
thoUS.SeePartlV,line22 ... . .. ... .. ..

Grants and other assistance to governments,
organizations, and individuals outside the U.S.
See PartIV,lines15and16 . ...

75,000.

75,000

Benefits pald to or for members ...

Compensation of cumrent officers, directors,
trustees, and key employees

89,509.

60,809.

-
Management and

Funé!rjarlsing

8,566.

20,134,

Compensation not included above, to disqualified
parsons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(8)

Cther salaries and wages

116,307.

79,014.

11,130.

26,163.

Pension plan contributions (include section 401(k)
and saction 403(b) employer contributions)

3,873.

2,631.

371.

871.

Other employee benefits
Payroll taxes

16,876.

11,465.

3,796.

Management

12,076.

12,076.

Lobbying

Profassional fundraising services. See Part IV, line 17

Investment managementfees . . ... ... .

15,522.

10,092.

2,559,

2,871.

Royalties

15,310.

13,379.

1,352,

579.

Travel

Payments of travel or entertainment expenses
for any federal, state, or focal public officials

Conferences, conventlions, and meetings

115,117,

113,624.

1,493,

Interest

3,222.

2,739.

322.

l6l.

Other axpenses. itemize expenses not coversd
abova. (Expenses groupad together and labsled
miscsllansous may not exceed 5% of total
expenses shown on line 25 below.)

TAXES

2,717.

a
b SCIENTIFIC MEETING 35,439. 35,439.
¢ WEBSITE MANAGEMENT 24,560. 23,242. 1,318.
d RESEARCH 21,398. 21,398.
¢ PRINTING & PUBLICATIONS j0,037. 13,465. 268. 6,304.
f All other axpenses 53,948. 31,303. 6,797. 15,848.
25 Total functional expenses. Add fines 1 through 24t 696,794. 568,600. 48,656. 79,538.
26 Jolst costs. Check here » |1 i following
SOP 98-2. Complete this line only if the organization
reported in column (B) jeint costs from a combined
aducational campaign and fundraising solicitation ..
832010 02-04-10 10 Form 990 (2009)
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FOUNDATION FOR ICHTHYOSIS AND RELATED

Liabilities

18 __ Total assets. Add lines 1 through 15 (must equal line 34)

SKIN TYPES 94-2738019 Page 11
(A) |
Beginning of year End of year

1 Cash-non-interestbeanng ... e 9,88l.] 1 1,639.
2 Savings and temporary cash investments ... 1,326,534.] 2 1,446,824,
3 Pledges and grants receivable, N8t ... ...
4  Accountsreceivable, NBt . ... ... 2,148 5 24_7“-
8 Receivablas from current and former officers, directors, trustees, key

employees, and higheat compensated employees. Complate Part Il

of Schedule L

68 Receivables from other disqualified persons (as defined under section
4958(f)(1)) and persons described in section 4858(c)(3)(B). Complete

Part Il of Schadule L

7 Notesand loans recelvable, N8t .......................ccooooimiomeiomeeceereernaenn.

8 Inventoriesforsale oruse ...................cccocoeeveeieiiiiiiiieee e

9 Prepald expenses and deferred charges

10a Land, buildings, and equipment: cost or other

basis. Complete Part VI of Schedule D

b Lessa: accumulated depreciation

D |® v |>

1,400.

12,435.

10,169.

11 Invesiments - publicly tracled securities
12 Investments - other securities. See Part IV, line 11
13 Investments - program-related. See Part IV, line 11
14 Intangible assets

232,636.

258, 348.

1,100.

4,100.

1,584,734.

1,727,727,

17 Accounts payable and accrued eXpenses ... .
18 Gramtspayable ...
19 Defermrod rovenue ... ........c.cc.o.ooieeieeieeeeeeeeee et
21 Escrow or custodial account liabllity. Complete Part [V of Schedule D
22 Payables to current and former officers, directors, trustees, key employees,
highest compensated employees, and disqualified persons. Complete Part ||
of Schedule L
23 Secured mortgages and notes payable to unrelated third parties
24 Unsecured notes and loans payable to unrelated thirdparties ...
28 Other liabilities. Complete Part X of Schedule D
26 _ Total iiabilities. Add lines 17 through 25

13,696.

4,787.

75,000.

13,696.

79,787,

Organizations that follow SFAS 117, check here » [ X and complete

lines 27 through 29, and lines 33 and 34. ‘
§ 27 Unrestrictod NBLaSEtS .........................occooooevvoeeereeeemmeemmnsssssesesssererreoeesessones ' . 1058, .
8 |28 Temporarly restricted net assets ... ... 505,011. 519,607.
g 20 Permanently restricted netassets . ..., 70,203 70,203
& Organizations thot do not follow S8FAS 117, checkhere » [ ] and
8 compiete lines 30 through 34.
30 Capital stock or trust principal, orcurrent funds ... 30
31 PaidHn or capital surplus, or land, building, or equipment fund ... 31
% |32 Retained eamings, endowment, accumulated income, or other funds ... ... — 32
Z |33 Total netassetsorfundbalances ... 1,571,038.] a3 1,647,940.
—_134_ Total liabilitles and net assatsffund balances ... 1,584,734.] 2 1,727,727,
Form 990 (2009)
532011 02-04-10
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FOUNDATION FOR ICHTHYOSIS AND RELATED
SKIN TYPES 94-2738019 Page12

| Financial Statements and Reporting

Yes | No

1 Accounting method used to prepare the Form 880: CJcash  [X] Accrual (I 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? ...
b Were the organization’s financial statements audited by an independent accountant? ._.................ccccooooovcommmveomrceors oo
¢ If "Yes® toline 2a or 2b, does the organization have a committee that assumes respensibility for oversight of the audit,
review, or compilation of its financlal statements and selection of an independent accountent? ...
if the organization changed either its oversight process or selection process during the tax year, explain In Schedule O.
d If *Yes® to line 2a or 2b, check a box below to indicate whether the financial statements for the year were Issued on a
consolidated basis, separate basis, or both:
[X] separatebasis [ Consotidated basis [ Both consolidated and separate basis
3a As aresult of a federal award, was the organization required to undergo an audh or audits as set forth in the Single Audit

Act and OMB CIRUIBr ArT337 L ... eees e e st e e
b If *Yes,* did the organization undergo the required audit or audits? If the organization did not undergo the required audit

or audits, axplain why in Schedule O and describe any steps taken to undemo such audi. ... _3b
Form 990 (2009)
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OMB No. 1545-0047

- on.c2 Public Charity Status and Public Support 200 g
Complete if the organization is a section 501(c)(3) crganization or a section

Dopartmont of the Tressury 4947(a)(1) nonexempt charitable trust.

(ntomat Ravenuo Sorvice P> Attach to Form 960 or Form 890-EZ. D> See separate instructions. :

Name of the orgsnization FOUNDATION FOR ICHTHYOSIS AND RELATED Employer identification number

_SKIN TYPES 94-2738019

5 7] Reason for Public Charity Status {All organizations must completa this part.) See instructions.
The omanization Is not a private foundation because it is: (For lines 1 through 11, check only cne box.)
[_] A church, convention of churches, or assoclation of churches described in section 170{b)(1)(A)).

1

2 [ ] A school described in section 170(b)(1)(A)H). (Attach Schedule E)

3 [_] Ahospital or a cooperative hospital service organization described in section 170(b)(1)(A)(il).

4 D A medical research organization operated In conjunction with a hospital described in section 170(b){1)(A){iil). Enter the hospital's name,
city, and state:

5 D An organization operated for the benefit of a college or university owned or operated by a govemmental unit described in
section 170{b)(1)(A)(iv). (Complete Part I1.)

6 D A federal, state, or local govemment or govemmental unit described In section 170{b)(1)(A)(V).

7 [X] An organization that normally recelves a substantial part of its support from a govemmental unit or from the general public described in
section 170{b)(1)(A){vi). {Complete Part I1.)

8 D A community trust described in section 170{b)(1){A){vi). (Compiete Part II.)

9 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 certaln exceptions, and (2) no more than 33 1/3% of its suppoert from gross investment
income and unrelated business taxable Income (less section 511 tax) from busineases acquired by the crganization after June 30, 1975.
See section 509{a)(2). (Complete Part lil.)

10 [:] An organization organized and operated exclusivsly to test for public safety. See section 508(a)(4).

1 [:] An organization organized and operated exclusively for the benetfit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations describad in saction 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box that
describes the type of supporting organization and compiete lines 11e through 11h.

Type | Type Il Type lll - Functionally integrated d[J Type Iil - Other
o[ By checking this box, | certify that the organization Is not controlled directly or indirectly by one or more disqualified persons other than

foundation managers and cther than one or more publicly supported organizations described in section 508(a)(1) or section 509(a)(2).
t if the organization received a written determination from the IRS that it is a Type ), Type Il, or Type Ili

supporting organization, CheCK thiS BOX ...................ooeimeomoeeeeeeeee e e eee oo e oo D
g Since August 17, 2006, has the crganization accepted any gift or contribution from any of the following persons?
® A person who directly or indirectly controts, either alone or together with persons described in (il) and (i) below, Yes | No
the governing body of the supported organization? ... 1
() A family member of a person described In () @DOV? .......................oo..oooveeieeereeeeeeeeeeeeeeeeeeeeee oo 11g(i)
(i) A 35% controlled entity of a person describedin M or (HabOVe? ..o 11g{li

h Provide the following information about the supported organization(s).

AVANINNDND

(1) Type of Iv) ts the organization| (v) Did you notify th (vi) Is the
i e organzation "‘)mf t("l)ells;gd in our: (:) anl¥:t|llon "t't)éma °°‘""£ fonincot | (¥l Amount of
organization (described on lines 1-9 [ =% 1 dmm:m? “)WM our support? | (1) 010aniZed n ing support
above or IRC section 9 y pport: il
(soe Instructlons)) Yes | No Yes No Yes No

Jotal

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for

Form 990 or 980-EZ.

932021 02-08-10
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FOUNDATION FOR ICHTHYOSIS AND RELATED
Form 990 or 980-£7) 2009 SKIN TYPES 94-2738019 page2
Support Schedule for Organizations Described in Sections 170(b){1){A)(iv) and 170(b)(1)(A)(vi)
{Comptete only if you checked the box on line 5, 7, or 8 of Part I.)

Section A. Public Support
Calendar year (or fiscal year beginning in)P>] __ (a) 2005 {b) 2008 {c) 2007 (d} 2008 (e} 2009 () Total
1 Gifts, grants, contributions, and
membership fees racelved. (Do not
include any ‘unusual grants.”)
2 Tax revenues levied for the organ-
ization's benefit and either paid to
orexpendedonitsbehalf =
3 The value of sarvices or facilities
fumished by a governmental unit to
the organization without charge L
Total. Add lines 1 through 3 .. 481,890,/ 1188052.] 733,964. 617,682.| 730 (975,
§ 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,

Schedylo A

481,890.| 1188052.| 733,964.| 617,682.{ 730,575.| 3752163.

3752163.

»

column(® o, 246,417,
6_Public support. t I 3505746.
Section B. Total Support
Calendar year (or fiscal year beginning i) (a) 2005 {b) 2008 {c) 2607 {d) 2008 {e) 2009 {f) Total
7 Amountsfromiined ... ... . 481,890.[ 1188052.] 733,964.] 617,682. 730,575.] 3752163.

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royaltiea
and income from similar sources . ... 15,335. 50,685. 55,944. 36,254. 20,526. 178, 744 .

8 Net income from unrelated business
activities, whether or not the
business is regularly carried on

10 Other income. Do not Include gain
or loss from the sale of capital
assets (Explainin Part IV)) ...

11 Total support. Add lines 7 through 10

30,864.
3961771.

12 Gross recsipts from related activitles, etc. (see Instructions) ... .. 12
13 First five years. f the Form 990 is for the organization's first, second, third, fourth, or fifth tax ysear as a saction 501(c){3)
ization, check this box and S10P here ... ]
Section C. Computation of Public Support Percentage
14 Pubilc support percentage for 2009 (line 8, column (f) divided by line 11, column () ... 14 88.49 o
16 Public support percentage from 2008 Schedule A, Part ll,fine14 ... .~~~ 16 83.80
16a 33 1/3% support test - 2000.If the organization did not check the box on line 1 3, and line 14 ia 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported organization .....................ccoo > [X]
b 33 173% support test - 2008.If the organization did not check a box on Iine 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualfies as a publlcly supported organization ... > ]

17a 10% -facts-and-circumstances test - 2009, If the organization did not check a box on line 13, 164, or 18b, and line 14 Is 10% or more,
and if the organization meets the "facts-and-clrcumstances® test, check this box and stop here. Explain in Part [V how the organization
moets the "facts-and-circumstances® test. The crganization qualifies as a publicly supported organization ... > D

more, and if the organization meets the *facts-and-circumstances® test, check this box and stop here. Explain in Part IV how the
organization meets the *facts-and-circumstances* test. The organization qualifies as a publicly supported organization ... > l:]

18 _Private foundation. if the oranization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions ... B[ ]
Schedule A (Form 980 or 890-EZ) 2009

932022
02-08-10
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980 or 980-E2) 2009 Page 3
Support Schedule for Organizations Described in Section 508(a)(2) (Complate only i you chacked the box ¢n line § of Part 1)

SGctlon A. Public Support

Calendar year (or fiscal year beginning in)P> (s} 2005 _(b) 2008 {c) 2007 () 2008 {e) 2009 {0} Total
1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants.”)

2 Gross receipts from admissions,
marchandise sold or services per
formed, or facifities 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 undersection513

4 Tax revenues levied for the organ-
ization’s benefit and either paid to
orexpendedon fts behalf

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

6 Total. Add lines 1 through § .........

78 Amounts included on lines 1, 2, and
3 received from disqualified persons

b Amcunts Included on lines 2 end 3 recolved
from other than disquaiified porsons thet
excood the groster of $3,000 or 1% of the
amounton ine 13 fortheyear . .. .. ... .. .

cAddlines 7aand7b ...

8 Public su 8)
Section B. Total Support
Calendar year (or fiscal ysar beginning in)P> {e) 2005 (b) 2008 {e) 2007 {d) 2008 (e) 2009 {0) Total
8 Amountsfromline® ...
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

cAddlines10aand10b ... ...

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 (Emslm in Pan 'V) ............
13 Total support (Ada iines 9, 10c, 11, and 12))
14 First five years. If the Form 880 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501 (c}(3) organization,

ChOCK thiS DOX BMA BTN NEFE ..o s s eeeen et sesssnsnee s »]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column () ..o 15 %
18 Public support percentage from 2008 Schedule A, Part I, NG 15 ......ooovimeoereveoeeeeeeisoeeeeeveererenns 16 %
Saction D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column {f) divided by fine 13, column @) ... 17 %
18 Investment income percentage from 2008 Schedule A, Part 11, liN@ 17 _..............cc...ccoovivrirverree, 18 %
188 33 1/3% support tests - 2009. 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 andstop here. The organization qualifies as a publicly supported organization ... . »[]

b 33 1/3% support tests - 2008. If the organization did not check a box on line 14 or line 19a, and line 16 is mora than 33 1/3%, and
ine 18 Is not more than 33 1/3%, check this box andstop here. The organization qualifies as a pubiicly supported organization ... »[]

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see nstructions ...................... » E:]
Schedute A (Form 990 or 980-E2) 2009

®2023 02-03-10
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Schedule B Schedule of Contributors OMB No. 1545.0047
(Form 690, 980-EZ,

or 890-PF) P Attach to Form 990, 980-EZ, or 960-PF.
e 2009
Name of the organization Employer identification number
FOUNDATION FOR ICHTHYOSIS AND RELATED
SKIN TYPES ) 94-2738019
Organization type(check one):
Fllers of: Section:
Form 980 or 880-EZ [X] §01(c)( 3 ) (enter number) organization
] 4947(a)(1) nonexempt charitabla trust not treated as a private foundation
D 527 political organization
Form 990-PF ] so1 (c)}(3) exempt private foundation

[:] 4947(a)(1) nonexempt charitable trust treated as a private foundation

(] 501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.
Note. Only a section 501(c}(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

] Foran organization flling Form 880, 880-EZ, or 980-PF that received, during the year, $5,000 or more (in money or property) from any one
contributor. Complete Parts | and Il

Special Rules

[K] For a section 501(c})(3) organization filing Form 990 or 990-EZ that met the 33 1/3% support tast of the regulations under sections
508(a)(1) and 170(b)(1)(A)(vi), and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or {2) 2%
of the amount on (i) Form 890, Part VI, line 1h or (i) Form 980-EZ, line 1. Complete Parts | and II.

L] For asection 501(c}(7), (8), or (10) organization filing Form 990 or 880-EZ that received from any one contributor, during the year,
aggregate contributions of more than $1,000 for use exclusively for religious, charitable, sclentific, iterary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts |, II, and Hll.

|:] For a section 501(c}(7), (8), or (10) organization filing Form 980 or 980-EZ that recelved from any one contributor, during the year,
contributions for use exclusively for religious, charitable, etc., purposes, but these contributions did not aggregate to more than $1,000.
if this box is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Do not complete any of the parts unless the General Rule agplies to this crganization because it received nonexclusivety
religlous, charitable, etc., contributions of $5,000 or more during theyear. ... > s

Caution. An organization that is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 890, 930-€2, or 980-PF),
but it must answer "No" on Part IV, line 2 of its Form 880, or check the box on line H of its Form 990-EZ, or on line 2 of its Form 930-PF, to certify
that it does not meet the filing requirements of Schedute B (Ferm 990, 880-EZ, or 990-PF).

LHA For Privacy Act and Paperwork Reduction Act Notice, soe the Instructions Schedule B (Farm 930, 890-E2, or 380-PF) (2009)
for Form 990, 990-EZ, or 890-PF.

823451 (2-01-10
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Schodute B (Form 990, 990-E2, or 990-PF) (2009)

Page 1ot 1 otpan

Nams of organization Employer identification number
FOUNDATION FOR ICHTHYOSIS AND RELATED
SKIN TYPES 94-2738019
£ Contributors {see instructions)
®) {c) (d)
Name, address, and ZIP + 4 Aggregate contributions Type of contribution
1 | LENNOX FOUNDATION Porson  [XJ
Payrol  []
501 SILVERSIDE ROAD, SUITE 123 (3 25,000, Noncash [ |
(Complete Part Il if there
WILMINGTON, DE 198091377 is a noncash contribution.)
(a) (b) {c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
2 | UNITED WAY OF METROPOLITAN ATLANTA Person x]
Payroh [ ]
100 EDGEWOOD AVENUE, N.E. s 154,682. Noncash [ ]
{Complete Part Il if there
ATLANTA, GA 30303 is a noncash contribution.)
{a) ®) (c) (]
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
3 | DAVID SCHOLL Person  [X]
Payrot []
8108 ROLLING HILLS DRIVE [ 3 25,000. Noncash [ ]
(Complete Part Il if there
ATHENS, OH 45701 is a noncash contributicn.)
(s} ®) {c) ¢
No. Namo, address, and ZIP + 4 Aggregate contributions Type of contribution
4 | UNILEVER, INC. Person  [X]
Payrol [ _]
800 SYLVAN AVENUE 3 50,000. Noncash [ ]
{Complate Part Il If there
ENGLEWOOD CLIFFS, NJ 07632 is a noncash contribution.)
(a) ®) {c) (d)
No. Namoe, address, and ZIP + 4 Aggregate contributions Type of contribution
5 | GREATER MIAMI JEWISH FEDERATION Person  [X]
Payroll D
4200 BISCAYNE BLVD. $ 65,000. Noncash [ |
{Complete Part 1l if there
MIAMI, FL 33137 is a noncash contribution.)
(o) (®) (¢ {(d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
NATIONAL INSTITUTE OF ARTHRITIS,
6 | MUSCULOSKELETAL AND SKIN DISEASE Person xJ
Payroll |:|
1 AMS CIRLCLR $ 30,000. Noncash [ ]
(Complete Part I if there
BETHESDA, MD 20892-3675 Is a noncash contribution.)
823452 02-01-10 Scheduta B (Form 990, 930-EZ, or 990-PF) (2009)
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Schedute B (Form 990, 890-E2, or 990-PF) 2009

of . of Part I

Nams of arganization
FOUNDATION FOR ICHTHYOSIS AND RELATED

Employer Identlfication number

SKIN TYPES 94-2738019
Noncash Property (see instructions)
(o)
(c)
No. ®) ]
from Description of noncash property given m ::;t;?‘:::::)) Date recsived
Part |
(e)
(o)
No. (b) (o)
from Description of noncash property given ':::: ::;::2;‘::; Date received
Part!
(o)
{c)
No. ®) ()
from Description of noncash property given '(:::: I(:;t::.::‘:c::; Dato recsived
Part|
Ne. ) ‘°’ (@
FMV {or estimate)
':r::il Description of noncash property given (see instructions) Date received
o ) te) @
FMV (or estimate)
;r::tn' Description of noncash property given (se0 instructions) Date received
(a)
{c)
No. ®) (9
from Description of noncash property given fm :ma::’) Date received
Part!
923453 (2-01-10 Schedule B (Form 880, 890-E2, ar 890-PF) (2009)
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Scheduls B (Form 990, 890-E2Z, or 990-PF) 2009) Pago of of Pant il
Namoa of organization Employar tdentlfication number
FOUNDATION FOR ICHTHYOSIS AND RELATED

SKIN TYPES : 94-2738019

Exciusively religlous, charftable, etc., Individual contributions to section 501(c)(7), (8), or (10) organizations aggregating
more than $1,000 for the year. Complste columns {a) through (e) and the following line entry. For organizations completing
Part [ll, enter the total of exclusively religious, charitable, etc., contributions of

000 or less for the year. (Enter this informatlon once. Ses instructions) P $
{a) No.
'f’r:'t'nl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
(o) Transfer of gift
_Transferee's name, address, sand ZIP + 4 Relationship of transferor to transferoe
{a) No.
l"':rftnl (b) Purpose of gift {c) Use of gift (d) Description of how gift is held
(o) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
Pm {b) Purpcse of gift {c) Use of gift (d) Description of how gift is held
(o) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transteree
(a) No.
m (b) Purpose of gift (c) Use of gift {d) Description of how gift is held
(o) Trangfer of gift
Transferee's name, address, and ZIP + 4 Relatienship of transferor to transferee
923454 02-01-10 Schedute B (Form 990, 980-EZ, or $80-PF) {2009)
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