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om 990

Deparlmenl of lhe Treasury

OMB No. 1545-0047

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung
benefit trust or private foundation)

Open to Public

Internal Revenue Service » The organization may have to use a copy of this return to satisfy state reporting requirements. Inspection
A For the 2008 calendar year, or tax year beginning , 2008, and ending , 20
B cneck fsppicatie: | Please |C Name of organization WORLD FEDERATION OF HEMOPHILIA USA D Employer identification number
Bne [ Jamel o] _Doing Business As 16-1513923
Name change ptrinteor Number and sireet (or P.O. box if mail is not delivered 10 street address) Room/suite | E Telephone number
igitiSkrstun sé%?r".c E‘HB 142, 911 CENTRAL AVE (877)417-7944
Termination | pnstruc. City or town, slate or country, and ZIP + 4
! tons. | ALBANY, NY 12206-1304 G Gross receipts $ 1,652,650,
:Zf‘fjf:g““ F Name and address of principal officer: o1, AUDI A BLACK H{a) Iasmll'i\;lse:?wvup retumn for B Yes No
PMB 142, 911 CENTRAL AVE ALBANY, NY 12206-1304 H{b) Are all affliales included? Yias No
] Tax-exempt stalus: I X ] 501(¢c)(3 ) « (inserino.) ] 484 7(aj(1) or ] 527 If "No," allach a fisl. (see instructions)
J Website: p N/ A H(c) Group exemplion number »
K Type of organization: [X I Caorporation ] | Tmsl[ I Association | l Other B I L Year of formalion: 19961 M Stale of legal domicile: Ny
Summary
1 Briefly describe the organization's mission or most significant activities: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ -
o THE WORLD_ FEDERATION OF HEMOPHILIA IMPROVES AND SUSTAINS CARE FOR ______ _ __________
E PEOPLE WITH INHERITED BLEEDING DISORDERS AROUND THE WORLD. _______ . ______
=3 [ SO
é 2 Check this box p [:] if the organization discontinued its operations or disposed of more than 25% of its assets.
o8| 3 Number of voting members of the governing body (Part VI, line 1a) = = = . e e e 3 7
§ 4 Number of independent voting members of the governing body (Part VI, line 1b) . . . ...... 4 7
§ 5 Total number of employees (PartV, line2a) == . e e e 5 NONE
;—‘3 6 Total number of volunteers (estimate if NECESSANY) | | | . . . . L o e e e e e e e e e e e 6 i
7a Total gross unrelated business revenue from Part VIIl, line 12, column(cy e 7a
b Net unrelated business taxable income from Form 990-T, line34 . . . . . @ vt v v v v v« a8 o v« v o o = s 7h
Prior Year Current Year
o | 8 Contribution and grants (Part VIli, line th) R 43,892, 1,651, 965,
g 9 Program service revenue (Part Vil line2g) . . . . . .. ... e e e . NONE
E 10 Investment income (Part VIII, column (A), lines 3, 4,and7d) . . .. ....... . 685.
11 Other revenue (Part VI, column (A), lines &, 6d, 8¢, 9¢, 10¢c, and11e) NONE
12 Total revenue - add lines 8 through 11 (must equal Part Vill, column (A), line12), . . ... .. 43,892, 1,652,650.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) e 16, 236. 1,462,957,
14 Benefits paid to or for members (Part IX, column (A), lined) ... NONE
o 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) . . NONE
é’ 16a Professional fundraising fees (Part IX, column (A), line11e) . _ _ . . . . ... ...... . 9,543. NONE
& b Total fundraising expenses, PartIX, column (D), line25) p- 12, 366._________
Y17 other expenses (Part IX, column (A), lines 11a-11d, 11f-240) . .. . .. ... 25,135, 64, 788.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) . . . . . 50,914. 1,927,745,
19 Revenue less expenses. Subtractline 18from lin@ 12, . . . v v v v 4 o v o o « PO =-7,022. 124,905,
‘°-§ Beginning of Year End of Year
ég 20 Total assets (Part X, fine16) . . . . ... ... ... e e 66,627. 157,621,
<121 Total liabilities (Part X, line26) . .. ... .. e . 36,911. 3,000.
%E 22 Net assets or fund balances. Subtractline 21 fromline20. . . . . v v v o o« . RN TR 29,716. 154,621,

Signature Block

Under penallies of perjury, | declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge
and belief, il is true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.

2L Ll R |

Sign } K5 Job[200T
Here Signature of offjeér Dale v 4
CLAUDIA BlLACLIK 1+ Scceledory - 1 teasvce
Type or print name and litle 4 !
A - Date Check if Preparer's identifying number

. Preparer's . ) alf- see inslructions)
Paid signature } J— 5 t{‘;@r—LL (,/(g/c? employed - : PO04339685
Preparer's | ——
Use Only | I it emmieriop ¥ous WP RT CEWATERHOUS ECOOPERS LLP =l > 98-0189320

address, and ZIP +4 ¥ 99 paNK STREET, SULTE 800 OTTAWA, ONTARIO, CANADA, KIP 1E4 Phoneno. B 613-237-3702

May the IRS discuss this return with the preparer shown above? (Seeinstructions) . . . . . . . v ¢ 4 & v & v & o« v v o o o & o « IKJ Yes |_l No

For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.
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Form 990 (2008) 16-1513923

Page 2

m&atement of Program Service Accomplishments (see instructions)

1 Briefly describe the organization's mission:
THE WORLD FEDERATION OF HEMOPHILIA TMPROVES AND SUSTAINS CARE FOR

PEOPLE WITH INHERITED BLEEDING DISORDERS AROUND THE WORLD.

2 Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-E27 _ . ., ... ...... e e Yes
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
SOIVICES Y e e e T Yes
If "Yes," describe these changes on Schedule O.

4 Describe the exempt purpose achievements 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.

I:]No
ENO

4a(Code: ) (Expenses $ 1,468,100, including grants of $ 1,460,958, ) (Revenue $

HEMOPHTLIA TREATMENT PRODUCTS WERE RECORDED_AS DONATIONS BY THE

ORGANIZATION AND DISTRIBUTED TQO _DEVELOPING COUNTRIES FOR TREATMENT

OF PERSONS WITH HEMOPHILIA AND RELATED BLEEDING DISORDERS. PRODUCT

DONATTONS ENABLE THE ORGANIZATION TO HELP THOUSANDS OF PEOPLE IN

UP TO 30 DEVELOPING COUNTRIES PER YEAR.

4b (Code: ) (Expenses $ 35,043, including grants of $ ) (Revenue $

IN 2008, THE ORGANIZATION DEVELOPED AN AWARENESS BUILDING

INITIATTVE CALLED 'SUMMER CAMP EDUCATIONAL PROJECT' WHICH CONSISTS

OF AN EDUCATIONAL GAME FOR CHILDREN THAT WILL TAKE THEM ON A

JOURNEY TO LEARN ABOUT THE TREATMENT FOR HEMOPHILIA AROUND THE

WORLD.

THE PROJECT WILL BE IMPLEMENTED IN THE SUMMER OF 2009 WITHIN 30

HEMOPHTLTA SUMMER CAMPS ACROSS THE USA.

4c (Code: ) (Expenses $ 3 000. including grants of $ ) 3,000. ) (Revenue $

—_— e —_—

IN 2008, THE ORGANIZATION MADE PAYMENTS OUT OF THE SUSAN SKINNER

MEMORIATL FUND. THESE PAYMENTS WERE IN RESPECT OF THE TRAINING AND

EDUCATION OF WOMEN WITH BLEEDING DISORDERS.

4d Other program services. (Describe in Schedule O.)
(Expenses $ including grants of $ ) (Revenue $ )

4e Total program service expenses p- $ 1,506, 143, (Mustequal Part IX, Line 25, column (B).)

JSA Form 990 (2008)

8E1020 1.000

93489W M181 4



Form 990 (2008) 16-1513923 Page 3
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 L e 59 ST £ R B e s 1] x
2 Is the organization required to complete Schedule B, Schedule of Contributors? . . . .. ... .. .. all 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! . .. ... ... PR X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities? /f "Yes, " complele

Schedule C, Parttl = . Eedle 6 RLETEE E E 4 SRR W e N DA FRfw SR E SR s b e 4 X
5 Sections 501(c)(4) 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the sectlon 6033(e)

notice and reporting requirement and proxy tax? if "Yes," complete Schedule C, Part il 5
6 Did the organization maintain any donor advised funds or any accounts where donors have the right to

provide advice an the distribution or investment of amounts in such funds or accounts? /f "Yes, " complete

Schedule D, Part! e R T o I 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? /f "Yes," complete Schedule D, Partil . . . . . . . . 7 pes
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,

complete Schedule D, Part il | e 8 X

9 Did the organization report an amount in Part X, line 21; serve as a custodian for amounts not listed in Part
X or provide credit counseling, debt management, credit repair, or debt negofiation services? If "Yes, "
complete Schedule D, Part IV 9 X

10  Did the organization hold assets in term, permanent, or quasi-endowments? /f “Yes," complete Schedule D, Part V | 10 X
11 Did the organization report an amount in Part X, lines 10, 12, 13, 15, or 25? If “Yes," complete Schedule D,

Parts VI, VI, VIll, IX, or X as applicable . 11 X
12 Did the organization receive an audited financial statement for the year for which it is completing this return

that was prepared in accordance with GAAP? If "Yes," complete Schedule D, Parts XI, XIl, and XIll cael12)] &
13 Is the organization a school described in section 170(b)(1)(A)ii)? If "Yes, " complete Schedule E.o ooicis wom o 13 X
14a Did the organization maintain an office, employees, or agents outside of the U.S.2 . . .. ... .. ... 14a X

b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,

business, and program service activities outside the U.S.? If “Yes, " complete Schedule F, Part | e h e a..l14D| x
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assstance to any

organization or entity located outside the United States? If "Yes, " complete Schedule F, Part!l . . 15 | X
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assnstance

to individuals located outside the United States? If "Yes," complete Schedule F, Partill, . . . ... . . 16 %
17 Did the organization report more than $15,000 on Part IX, column (A), line 11e? f "Yes," complete Schedule G, Part| . 17 X
18  Did the organization report more than $15,000 total on Part VIlI, lines 1c and 8a? If "Yes,” complete Schedule G, Part il , . 18 X
19 Did the organization report more than $15,000 on Part VIII, line 9a? If "Yes,” complete Schedule G, Part Il .. |19 p
20  Did the organization operate one or more hospitals? If "Yes,"” complete Schedule H .. . .. . 20 X
21 Did the organization report more than $5,000 on Part iX, column (A), line 12  “Yes, " complete Schedule |, Parts | and Il U | X
22 Did the organization report more than $5,000 on Part IX, column (A), line 27 ¥ “Yes, " complete Schedule I, Parts ! and Iii L. 22 X
23 Did the organization answer "Yes" to Part VII, Section A, questions 3, 4, or 5,7 If "Yes," complete

Schedule J 23 X

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 /f "Yes, " answer questions

24b-24d and complete Schedule K. If "No,"go to question 25 . ... ... .. ... ... .. 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exemptbonds? e 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction
with a disqualified person during the year? if "Yes,” complete Schedule L, Part| . . . .. ... .. ... . . 25a %
b Did the organization become aware that it had engaged in an excess benefit transaction with a disqualified
person from a prior year? If "Yes, " complete Schedule L, Part! . ... ... ... ... ... 25b X
26 Was a loan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization's tax year? /f "Yes, " complete Schedule L, Part Il | 26 ¥
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, or
substantial contributor, or to a person related to such an individual? If "Yes," complete Schedule L, Partlll . . . . .| 27 ¥
321021 1.000 Form 990 (2008)
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Form 990 (2008) 16-1513923 Page4
Part IV Checklist of Required Schedules (continued)

Yes | No

28 During the tax year, did any person who is a current or former officer, director, trustee, or key employee:
a Have a direct business relationship with the organization (other than as an officer, director, trustee, or
employee), or an indirect business relationship through ownership of more than 35% in another entity
(individually or collectively with other person(s) listed in Part VII, Section A)? If "Yes," complete Schedule L,
L L 28a X
b Have a family member who had a direct or indirect business relationship with the organization? If "Yes,"
complete Schedule L, Part IV . . . . . L . . 0 it i it e e e s 28b X
¢ Serve as an officer, director, trustee, key employee, partner, or member of an entity (or a shareholder of a
professional corporation) doing business with the organization? If "Yes,” complete Schedule L, PartiV . . . . ... 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes,” complete Schedule M . . . . | 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified

conservation contributions? If "Yes," complete Schedule M , . . . . . . . c i i i it it et et e s 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes," complete Schedule N,

L O 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? /f “Yes,"” complete

Schedule N, Partll . . . . . i it i it i it ettt ettt e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations

section 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part! . . ., . . . . . .o v v eueun 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Parts Il,

LIV, and V, line 1 . o o i s e e it e s e e e e et 34 | x
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)? /f "Yes," complete

Schedule R, Part V. line 2 . . . . . o i i i it i it it i an st e s nesnasesnsoss Tt |8 | X
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related

organization? If "Yes," complefe Schedule R, Part V, in@ 2 . . . . . . v v v v v o v vt v e oo s s aeas e e .| 36 X

37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," compiete Schedule R, Part
[ T R 37 X
Form 990 (2008)
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Form 990 (2008) 16-1513923 Page 5
Statements Regarding Other IRS Filings and Tax Compliance

1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S. Information Returns. Enter -0-if notapplicable. . . . . . . . ... .. ... ... 1a NONE
Enter the number of Forms W-2G included in line 1a. Enter -O- if not applicable . ... ... .. 1b NONE
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? . . . . . v . v v v ... AN TEAT § e N BN emrats el s
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax I [
Statements, filed for the calendar year ending with or within the year covered by this return . . . |22 NONE
Note: If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this return. (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by
thisreturn? . . .. . ... e e e e W W pEEGE ® U S ST 8 N w e e el e v LR X
b If "Yes."” has it filed a Form 990-T for this year? If "No," provide an explanation in Schedule O . . . . « v v v o v ... 3b | N/lA
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
= Lo e 1F Ly
b If "Yes,” enter the name of the foreign country: p
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank
and Financial Accounts.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? . ....... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . . . . | .5b X
¢ If"Yes," to question 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding
Prohibited Tax Shelter Transaction? . . .« . v v v i i it it s i et i it s et e et e ettt e e Sc | /A
6a Did the organization sclicit any contributions that were nottaxdeductible? . . « . . . v v i v v i vt i et e 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or
gifts were not tax deductible? .« . . o v i i e e e e e e e e e e e e e 6b | N/IA
7  Organizations that may receive deductible contributions under section 170(c).
a Did the organization provide goods or services in exchange for any quid pro quo contribution of more than $757 . | .72 X
b If “Yes," did the organization notify the donor of the value of the goods or services provided? « « « « v e o v v« . & 7b | N/A
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
required to file FOrm 82827 « « v « « o et vt t it i e e e e e e s e s e e s e e e s e e 7c X
d If "Yes," indicate the number of Forms 8282 filed duringtheyear . . . . . . . .. v o v v v vt .. IA'_
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract” .....................................................

1c

2b

4a ¥

Te %
7f X

g For all contributions of qualified |ntellectual property, did the organization file Form 8899 as required?. . . . . . . 79
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as
=T U1 =To
8 Section 501(c)(3) and other sponsoring organizations maintaining donor advised funds and section
509(a)(3) supporting organizations. Did the supporting organization, or a fund maintained by a sponsoring
organization, have excess business holdings atanytime duringtheyear?. . . . . . v v v v i vt v v v e v v
9  Section 501(c)(3) and other sponsoring organizations maintaining donor advised funds,
a D|d the organlzatlon make any taxable distributions under sectlon 48667, « v i s e i e e s e

7h

9a
9b

10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIIl, line 12 . . . .. ... ... .. 10a N/A

b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilites . . . [10b N/A
11  Section 501(c)(12) organizations. Enter:
a Gross income from members or Shareholders & » v v v v v o v v e v e v e e e e e en s 11a N/B

b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) + v v v v v v v ot v et e e e e e e 11b N/A

12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 . - . [12a] N/|A
b _If "Yes,” enter the amount of tax-exempt interest received or accrued during the year . . 12b N/A

Form 990 (2008)
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