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Form 990

Depaytment of the Treasury

Interhal Revenue Service

Return of Organization Exempt From income Tax

Under section 501(c), 527, or 4947(a)(1) of the Intemnal Revenue Code (except private foundations)

» Do not enter social security numbers on this form as it may be made public.
» Go to www.irs.gov/Form990 for instructions and the latest information.

| omBNo 1545-0047

2017

Open to Public

Inspection

SCANNED 0oCT 032018

N
\O
'~
- —— - ©o
A For the 2017 calendar year, or tax year beginning January 1 , 2017, and ending December 31 ,20 17 e
B Check if applicable |C Name of organization WORLD FEDERATION OF HEMOPHILIA USA D Employer identification number . o
[J Address change Doing business as_WFH USA 16-1513923 o~
D Name change Number and street {(or P O box if mail 1s not delivered to street address) Room/suite E Telephone number L.
D Initial return PMB 142, 911 CENTRAL AVE 877-417-7944 )
D Final return/terminated]  City or town, state or province, country, and ZIP or foreign postal code ™
(O Amendedreturn  |ALBANY, NEW YORK, 12206-1304 G Gross recetpts § ot
[ Appication pending | F Name and address of pnincipal officer: Ha} is this a group retum for subordinates? ] Yes N O
~7 H(b) Are all subordinates included? Od Ye<-No N
| Tax-exempt status 501(c)(3} [ 501() ( ) « (insert no ) [ 4947¢a)1) or { Chso?” If “No,” attach a list (see instructions)
J  Woebsite: »  www.wfhusa.orq , e H{c) Group exemption number » o0
K Form of organization Corporation D Trust [:] Association [:] Other & I L Year of formation 1996 l M State of legal domicile NY
Summary i
1  Briefly describe the organization’s mission or most significant activities: Affiliated to the World Federation of Hemophilia, an
§ international charitable organization based in Montreal, the mission of the World Federation of Hemophilia USA is 1s to advance
g the global mission of WEH within the US to improve and sustain care for people with inherited bleeding disarders around theworld
§ 2  Check this box »[11f the organization discontinued its operations or disposed of more than 25% of its net assets.
8| 3 Number of voting members of the governing body (Part VI, line 1a) . . 3 12
: 4  Number of independent voting members of the governing body (Part VI, line 1b) 4 12
2| 5 Total number of individuals employed in calendar year 2017 (Part V, line 2a) 5 1
Z| 6 Total number of volunteers (estimate if necessary) .o 6 12
< | 7a Total unrelated business revenue from Part VIll, column (C), line 12 7a
b Net unrelated business taxable income from Form 990-T, line-34 .. 7b
/(ﬁ\\IE Prior Year Current Year
o] 8 Contributions and grants (Part ViHi, Iine\1h) E— /\ 326,371,306, 354,625,076
g 9 Program service revenue (Part VI, line 2g) .m 6,883 9,146
é 10  Investment income (Part Vili, column (A), hne\s 3 Lﬁ\f \an&?d) 5 5
11 Other revenue (Part VIil, column (A), lines 5(‘)6\d 8¢, 9c Eg and 11e) 1 0 0
12 Total revenue—add lines 8 through 11 (must equal-Part Villz column (A)Hmi 12) 326,378,194, 354,634,227
13 Grants and similar amounts paid (Part IX, éolumrﬁﬂ);ﬁfn@s-ﬁS) . 326,068,233 354,269,071
14  Benefits paid to or for members (Part IX, columri(A), fine 4) . 0 0
@ 15  Salaries, other compensation, employee benefits (Part (X, column (A), lines 5-10) 0 24,821
2| 16a Professional fundraising fees (Part IX, column (A), line 11e) 0 0
&| b Total fundraising expenses (Part IX, column (D), line 25) B - e - -
i 17  Other expenses (Part IX, column {A), lines 1ta-11d, 11f-24¢) 361,838 281,719
18  Total expenses. Add lines 13-17 (must equal Part IX, column (A}, line 25) 326,430,071 354,575,611
19  Revenue less expenses. Subtract line 18 from line 12 -51,878 58,616
5 § Beginning of Current Year End of Year
$5)20  Total assets (Part X, line 16) 764,251 1,294,602
25|21 Total liabilities (Part X, line 26) . 202,770 669,168
22 561,481 625,435

22 Net assets or fund balances. Subtract line 21 from Ime 20

Signature Block

Under penalties of penury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s
eclaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge

true, correct, and complete E

Sign Signaturp of officer Date e
Here AlLA» BANALA - Chece t‘vc 1‘1'/&, A"Iz '3
Type or pnnt name and title

Pai d Prnnt/Type preparer’'s name Preparer's signature Date Check D i PTIN
Preparer self-employed
Use only Firm's name _ » Firm's EIN P

Firm's address » Phone no
May the IRS discuss this return with the preparer shown above? (see instructions) [JYes [ JNo
For Paperwork Reduction Act Notice, see the separate instructions. Cat No 11282Y Form 990 (2017)
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Form 990 (2017) Page 2
Ldll] Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any linein thisPartill . . . . . . . . . . . . .

1 Briefly describe the organization’s mission:

The specific purpose of WFH USA is to advance the global mission of the World Federation of Hemophilia ("WFH") within the United
States to improve and sustain care for people with inherited bleeding disorders around the world through developing resources to
support this mission and building U.S. awareness for the global vision of Treatment for All. Charitable solicitations for the common
purposes of WFH and WFH USA within the U.S. are canducted through WFH USA, a 501(c)3 affiliated entity

2 Did the organization undertake any significant program services during the year which were not listed on the
priorForm9900r990-E2? . . . . . . . . . . . . . . . . . . . . . . . . . .. [OYes [¥INo
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? . . . . . . . . . . . . . . . . . . . . . . . . . .. .. ... OYes [@No
If "Yes,” describe these changes on Schedule O.

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

4a (Code: ) Expenses § __354,304,858including grantsof § 1 0)(Revenue$ 354,304,858 )
HUMANITARIAN AID PROGRAM
Established in 1996, the WFH Humanitarian Aid Program channels the world's largest supply of donated clotting factor concentrates
(CFCs) to people with bleeding disorders. Treatment products are received as donations by the organization and distributed to
developing countries for treatment of persons with hemophilia and related bleeding disorders. Product donations enable the
organization to help thousands of people in more than 55 developing countries per year.

4b (Code: )(Expenses$_____Qincludinggrantsof$ | 0)(Revenue$ __ 70361)
SUSAN SKINNER MEMORIAL FUND
This 1s an endowment fund which supports, through scholarship payments, the training and education of young women with bleeding
disorders. The fund is managed with the goal of generating enough funds to distribute scholarships while maintaining the
long-term viability. Until the SSMF has a five year history of investment returns, the annual distribution rate will not exceed 4% of the
prior year's principal balance.

No scholarship payments were made in 2017.
4c (Code: )(Expenses$ _ 2072includinggrantsof$ 0)(Reverue$ 0)
WFH RESEARCH PROGRAM
The WFH Research Program encourages international coliaborations to support epidemiological and clinical research that will
build the evidence base for the optimal management of inherited bleeding disorders. It fills a unique need within the global community
and has great potential to add value to the existing evidence base.
In accordance with the Fiscal Sponsorship agreement between WFH USA and the WFH, WFH USA solicits donors based in the United
States to support the WFH Research Program.
In 2017, WFH USA did not recerve any donations for the Research Program. e,

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

(Expenses $ 3,734 including grants of $ 0) (Revenue $ 9,146 )

4e Total program service expenses » 354,310,664

Form 990 (2017)



Form 990 (2017)

Lo tMenddY..

Checklist of Required Schedules

1

10

11

12a

13
14a

15

16

17

18

19

Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If “Yes,”
complete Schedule A . . .

Is the organization required to complete Schedule B, Schedule of Contnbutors (see instructions)? .
Did the organization engage in direct or indirect political campaign activities on behalf of or in oppositlon to
candidates for public office? If “Yes,” complete Schedule C, Part | . . 3

Section 501(c)(3) organizations. Did the organization engage in lobbying actuvmes or have a section 501(h)
election in effect during the tax year? If “Yes,” complete Schedule C, Part Il .

Is the 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 .
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 |

Did the organization receive or hold a conservatlon easement, mcludmg easements to preserve open space,
the environment, historic land areas, or historic structures? If “Yes,” complete Schedule D, Part I

Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f “Yes,”
complete Schedule D, Part Il

Did the organization report an amount in Part X, line 21, for escrow or custodial account Ilabrhty, serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt management credit repair, or
debt negotiation services? If “Yes,” complete Schedule D, Part IV .

Did the organization, directly or through a related organization, hold assets in temporanly restncted
endowments, permanent endowments, or quasi-endowments? If “Yes,” complete Schedule D, Part V

If the organization’s answer to any of the following questions is “Yes," then complete Schedule D, Parts Vi,
VI, VI, IX, or X as applicable.

Did the organization report an amount for fand, buildings and equipment in Part X, line 10?7 If “Yes,”
complete Schedule D, Part Vi .

Did the organization report an amount for mvestments other securities in Part X, hne 12 that 1S 5% or more
of its total assets reported in Part X, line 16? if “Yes,” complete Schedule D, Part VIl .

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 ViIl .

Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its tota| assets
reported in Part X, line 167 If “Yes,” complete Schedule D, Part IX e e e e

Did the organization report an amount for other liabilities in Part X, line 257 If “Yes,” complete Schedule D, Part X
Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organtzation’s liability for uncertain tax positions under FIN 48 (ASC 740)? If “Yes,” complete Schedule D, Part X

Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete
Schedule D, Parts Xl and Xl

Was the organization included in consohdated mdependent audlted fi nanmal statements for the tax year’7 If
“Yes,” and if the organization answered “No” to line 12a, then completing Schedule D, Parts X and Xll is optional
Is the organization a school described in section 170(b)(1)(A)(ii)? If “Yes,” complete Schedule E

Did the organization maintain an office, employees, or agents outside of the United States? .

Did the organization have aggregate revenues or expenses of more than $10,000 from grantmakmg,
fundraising, business, investment, and program service activities outside the United States, or aggregate
foreign investments valued at $100,000 or more? If “Yes,” complete Schedule F, Parts | and IV.

Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If “Yes,"” compiete Schedule F, Parts Il and IV

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 Il and IV. .
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part 1X, column (A), lines 6 and 11e? If “Yes,” complete Schedule G, Part | {see instructions)

Did the arganization report more than $15,000 total of fundraising event gross income and contributions on
Part Vill, lines 1c and 8a? if “Yes,” complete Schedule G, Part I .

Did the organization report more than $15,000 of gross income from gaming activities on Part VIII lrne 9a'7
If “Yes,” complete Schedule G, Part Ili

Yes | No
1Y
2|V
3 v
4 v
5 v
6 v
7 v
8 v
9 v

11a v
11b v
i1c| v
11d v
11e v
11f v
12a| v
12b v
13 v
14a| v
14b| ¥
15 |V
16 v
17 v
18 v
19 v

Form 990 (2017)



Form 990 (2017)

Page 4

Checklist of Required Schedules (continued)

20 3 Did the organization operate one or more hospital facilities? If “Yes,” complete Schedule H .
b If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this return?

21

22

23

24a

26

27

28

29
30

31

32

33

34

35a

36

37

38

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 1? If “Yes,” complete Schedule I, Parts and If .

Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 27 If “Yes,” complete Schedule |, Parts | and ili

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 Schedule J .

Did the organization have a tax-exempt bond issue with an outstandrng principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 If “Yes,” answer lines 24b
through 24d and complete Schedule K. If “No," go to line 25a .

Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exceptlon’7 .
Did the organization maintain an escrow account other than a refundlng escrow at any time during the year
to defease any tax-exempt bonds?

Did the organization act as an “on behalf of” issuer for bonds outstandlng at any time durrng the year? .
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 |

Is 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?
If “Yes,” complete Schedule L, Part | .

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, trustees, key employees, hlghest compensated employees or
disqualified persons? If “Yes,” complete Schedule L, Part Il

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 lif .

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 current or former officer, director, trustee, or key employee? If “Yes,” complete Schedule L, Part IV
A family member of a current or former officer, director, trustee, or key employee? If “Yes,” complete
Schedule L, Part IV

An entity of which a current or former offlcer d|rector trustee or key employee (or a famlly 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 llqmdate terminate, or dissolve and cease operat:ons” If “Yes ” complete Schedule N,
Part | .

Did the organlzatlon sell exchange dlspose of or transfer more than 25% of its net assets’? If "Yes
complete Schedule N, Part |l

Did the organization own 100% of an entity dlsregarded as separate from the organlzatlon under Regulatlons
sections 301.7701-2 and 301.7701-37? If “Yes,” complete Schedule R, Part | .

Was the organization related to any tax-exempt or taxable entrty’? If “Yes,” comp/ete Schedu/e R Part I, m,
orlV, and Part V, line 1

Did the organization have a controlled entlty within the meaning of section 512(b)(1 3)'?

If “Yes” to line 35a, did the organization receive any payment from or engage in any transactlon W|th a
controlled entity within the meaning of section 512(b)(13)? If “Yes,” complete Schedule R, Part V, line 2 .
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charntable
related organization? If “Yes,” complete Schedule R, Part V, line 2 . C Coe

Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that I1s treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R,

Part VI .

Did the organlzatlon complete Schedule O and provude explanatrons in Schedule O for Part VI llnes 11b and
19?7 Note. All Form 990 filers are required to complete Schedule O.

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

28a

28b

28¢

29

30

31

32

33

AN D N AN A

35a

35b

36

37

38

v

Form 990 (2017)



Form 930 (2017)
Statements Regarding Other IRS Filings and Tax Compliance

Page 5

Check if Schedule O contains a response or note to any line in this Part V O
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . 1a 0
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable . . . . 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and |
reportable gaming (gambling) winnings to prize winners? . 1c
2a Enter the number of employees reported on Form W-3, Transmrttal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return | 2a 0
b If at least one is reported on line 23, did the organization file all required federal employment tax returns? 2b
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 during the year? 3a v
b [f “Yes,” has it filed a Form 980-T for this year? If “No” to line 3b, provide an explanation in Schedule O 3b
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)? . e e . 4a v
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). ‘
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . 5a v
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b v
€ If “Yes” to line 5a or 5b, did the organization file Form 8886-T? 5¢
6a Does the organization have annual gross receipts that are normally greater than $100 000 and dld the
organization solicit any contributions that were not tax deductible as charntable contributions? . 6a v
b If “Yes,” did the organization include with every solicitation an express statement that such contrlbutlons or
gifts were not tax deductible? 6b
7 Organizations that may receive deductlble contrlbutlons under sectlon 170(c)
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? . e .. R . . 7a | v i
b If “Yes,” did the organization notify the donor of the value of the goods or services provrded'7 . 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which |t was
required to file Form 82827 . e e e e e e 7c v
d If “Yes,” indicate the number of Forms 8282 filed durmg theyear . . . . . . . . ud | I
€ Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e v
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f v
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7g v
h  |f the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? 7h v
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the N
sponsoring organization have excess business holdings at any time during the year? . 8
9 Sponsoring organizations maintaining donor advised funds. R ”]
a Did the sponsoring organization make any taxable distributions under section 49667 . . 9a
b Did the sponsonng organization make a distribution to a donor, donor advisor, or related person’7 gb
10 Section 501(c){(7) organizations. Enter:
a |Initiation fees and capital contributions included on Part VI, line 12 . . . . . 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facmtles . 10b ‘
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 pald to other sources
against amounts due or received fromthem.) . . . . . . . . . . . 11b “
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization flllng Form 990 in lieu of Form 1041? 12a
b If “Yes,” enter the amount of tax-exempt interest received or accrued duringthe year. . |12b|
13  Section 501(c){29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one 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 e e e e e 13b
¢ Enter the amount of reservesonhand . . . . 13¢
14a Did the organization receive any payments for lndoor tannlng services durmg the tax year” . 14a v
b_If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation in Schedu/e O 14b

Form 990 (2017)



Form 990 (2017)

Q"] Govemance, 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, descnibe the circumstances, processes, or changes in Schedule O. See instructions.

Page 6

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

Section A. Governing Body and Management

ia

a
b
9

Enter the number of voting members of the governing body at the end of the tax year. . 1a 12

Yes

No

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 12

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

Did the organization delegate control over management duties customarr(y performed by or under the drrect
supervision of officers, directors, or trustees, or key employees to a management company or other person?

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 appornt
one or more members of the governing body?

Are any governance decisions of the organization reserved to (or sub]ect to approval by) members
stockholders, or persons other than the governing body? . .

Did the organization contemporaneously document the meetings held or wrrtten actions under‘taken durlng
the year by the following:

The governing body? .

Each committee with authority to act on behalf of the governrng body'? .

Is there any officer, director, trustee, or key employee listed in Part Vii, Section A, who cannot be reached at
the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O .

N

NSNS IS

OO |a|W

7b

‘8a

8b

9

Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)

10a
b

11a
b
12a
b
c

13

14
15

16a

Did the organization have local chapters, branches, or affiliates?

If “Yes,” did the organization have written policies and procedures governrng the actrvrtres 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

Were officers, directors, or trustees, and key employees required to disclose annually interests that could grve nse to conﬂrcts”
Dd the arganization regularly and consistently monitor and enforce compliance with the policy? If “Yes,”
describe in Schedule O how this was done . .o . . . .

Did the organization have a written whistleblower polrcy’7 . .

Did the organization have a written document retention and destructron pohcy” .

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 .

If “Yes"” to line 15a or 15b, describe the process in Schedule O (see rnstructlons)

Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? . e e e e e e

if “Yes,” did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
arganization’s exempt status with respect to such arrangements?

Yes

No

10a

10b

11a

<~

12a

12b

12¢c

RN N

13

14

15a|

15b

16a

16b

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed »

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  [] Another’s website [0 Uponrequest [ 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: »
ALAIN BAUMANN EXECUTIVE DIRECTOR, 1425 RENE LEVESQUE BLVD WEST, #1200, MONTREAL, QUEBEC CANADA, H3G IT7

Form 990 (2017



Form 990 (2017) Page 7
mompensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains a response or note to any lineinthisPart VIl . . . . . . . . . . . . .
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.
* List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.
¢ List all of the organization’s current key employees, if any. See instructions for definition of “key employee.”
* List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee)

who received reportable 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 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.

¢ 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.

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

©
A ® (do not ch:::nrrll%r:e than one ©) ® ®
Name and Title Average | box, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/truste) | compensation |compensation from, amount of
lweek (st an ezl slol =2zl from related other
hours for ;1‘9' a2 133@3- Q the organizations compensation
related 3512180 52 g organization (W-2/1098-MISC) from the
organizations| 2 & § - .a § 5| ° |w-2/1099-MISC) organization
below dotted| =+ | & 2 S and related
line) ala 3 2 organizations
o I
Q
(1) _Mark W Skinner 4
President v v 0 0 0
{2) Glenn Pierce 1
Vice-president v v 0 0 0
(3) Paula Bell 1
Treasurer v v 0 0 0
(4) Alain Baumann 1.5
Executive Director / Secretary v v 0 0 0
(5) Craig Kessler 1
Director v 0 0 0
(6) _Eric Stolte 1
Director v 0 0 0
(7) Maria Manahan 1
Director v ) a o
(8) Phillip Kucab 1
Director v 0 0 0
(9) Amy Dunn 1
Director v 0 0 0
(10} Ken Trader 1
Director v 0 0 0
(11) Joseph Pugliese 1
Director v 0 0 0
(12) Frank L. Schnabel IV 1
Director v 0 0 0
{13) Dawn Rotellini 1
Ex-Officio v 0 0 0
(14) Sarah Ford 10.5
National Director v 0 0 24,821

Form 990 (2017)



Form 990 (2017) Page 8
ETSQVIIN Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

©
Paosition
W @) (do not check more than one © @ ®
Name and title Average | pox, unless person 1s both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | Compensation compensation from amount of
lweek (ltst any o= = . - from related other
hours for ;_5 2 g é‘ 3% e the organizations compensation
refated | 52 E| 812|883 | orcanzaton | (W-2/1099-MiSC) from the
organizations| 2 & 51" % '3:”; =~ |(W-2/1099-MISC) organization
below dotted| 25 [ 3 g 03 and related
Iine) 5 3 2 o organizations
g2 g
@ @
a
(15)
{16)
(7
(18)
(19)
(20)
@Y
(22)
(23)
(24)
(25)
ib Sub-total . . . . A € 24,821
c Total from contlnuatlon sheets to Part VII SechonA . €
d Total (addlines1bandic). . . . . . N < 24,821
2 Total number of individuals (inciuding but not Ilmlted to those listed above) who received more than $100,000 of
reportable compensation from the organization »
3 Did 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 e e e e
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the
organization and related orgamzations greater than $150,0007 If “Yes,” complete Schedule J for such
individual . .. . .
5 Did any person Ilsted on hne 1a receive or accrue compensatlon from any unrelated orgamzatnon or mdwndual

for services rendered to the organization? If “Yes,” complete Schedule J for such person

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.

(A) (2] (©
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who o "*?-o:m ;ﬁ%’»"%ﬁ oo S

received more than $100,000 of compensation from the organization b %3}.' CER TRy .

Form 990 (2017)



Form 990 (2017)

XTI Statement of Revenue

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

Page 9

O

(A)
Total revenue

(8)
Related or
exempt
function
revenue

(C)
Unrelated
bustness
revenue

(D)
Revenue
excluded from tax
under sections
512-514

1a

Contributions, Gifts, Grants
and Other Similar Amounts
-0 Qo0

o gl o }

Federated campaigns . . . | 1a

Membershipdues . . . . | 1b

Fundraisingevents . . . . | 1c

Related organizations . . . | 1d

Govemnment grants (contributions) | 1e

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

354,625,076

Noncash contributions included in lines 12-1£.§ 353,263,573
Total. Addlinest1a-1f . . . . . . . . . P

354,625,076

2a

Program Service Revenue

Q@ "0 a0 o

Business Code

Investment Income 52510

9,146

9,146

All other program service revenue .

Total. Add lines2a-2f . . . . L. ..

8a

Other Revenue

Investment income (including dividends, interest,
and other similaramounts) . . . . . . . WP
Income from investment of tax-exempt bond proceeds »
Royalttes . . . . . e ...

.(I) R-eal : (1) Personal

Gross rents

Less rental expenses

Rental income or (loss)

Net rentalincome orfloss) . . . . »

Gross amount from sales of () Securities {u) Other

assets other than inventory

Less' cost or other basis
and sales expenses .

Gain or (loss) .

Netgainor(oss) . . . . . . . . . . »

Gross income from fundraising
events (not including $

of contributions reported on line 1c).
SeePartiv,iine18 . . . . . g

Less: directexpenses . . . . b

Net income or {loss) from fundraising events . »

Gross income from gaming activities.
SeePartiV,line19 . . . . a

Less: directexpenses . . . . b

Net income or (loss) from gaming activities . . »

Gross sales of inventory, less
returns and allowances . . . g

Less: costofgoodssold . . . b

Net income or (loss) from sales of inventory . . »

Miscellaneous Revenue Business Code

11a

o ao

12

All other revenue

Total. Add lines1ta~-11d. . . . . . . . P
Total revenue. Seeinstructions. . . . . . »

354,634,227

9,151

Form 990 (2017)



Form 980 (2017) Page 10

Statement of Functional Expenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).

Check if Schedule O contains a response or note to any lineinthus Part IX . . . . . . . . . . . . .
Do not include amounts reported on lines 6b, 7b, Total élx\)en o Proar aﬁ)semce M (C) L and Fun é?a)lsm
S | anagemen
8b 9b, and 1Ob Of Part VI”' P gxpenses genergl expenses expensesg

1 Grants and other assistance to domestic organizations
and domestic govemments See Part IV, line 21

2 QGrants and other assistance to domestic
individuals. See Part |V, line 22

3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 . . . 354,269,071 354,269,071

4  Benefits paid to or for members

5 Compensation of current officers, dlrectors,
trustees, and key employees . . . . 24,821 24,821

6  Compensation not included above, to dlsquahfled
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)

7  Other salaries and wages

8 Pension plan accruals and contrlbutlons (lnclude
section 401(k) and 403(b) employer contributions)

9  Other employee benefits .

10  Payroll taxes .
11 Fees for services (non- emp!oyees)

a Management . . . . . . . . . . 165,420 2,072 37,113 126,236
b legal . . . . . . . . . . . .. 20,000 12,000 8,000
¢ Accounting . . . . . . . . . . . 4,052 4,052
d Lobbying . .
e Professional fundraising services See Part lV Ilne 17
f Investment managementfees . . . 3,734 3,734
g  Other (If ine 11g amount exceeds 10% of line 25, column
{A) amount, list line 11g expenses on Schedule O) . 10,750, 10,750,
12 Advertising and promotion . . . . . . 10,539 3,782 6,757

13  Office expenses
14  Information technology

15 Royalties .
16  Occupancy e e e
17 Travel . . . 13,928 5,816 8,112

18 Payments of travel or entertalnment expenses
for any federal, state, or local public officials

19  Conferences, conventions, and meetings . 30,371 23,787 6,583

20 Interest . .

21 Payments to afflhates .

22  Depreciation, depletion, and amomzatlon

23 Insurance . . . . e e 4,000 4,000

24  Other expenses. ltem|ze 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 O.)

Chantable registrations and filing fees 17,395 17,395
Postage / shipping 1,096, 1,093 3
Telephone 435 435

Qa0 oo

All other expenses
25 Total functional expenses. Add lines 1 through 24e 354,575,611 354,310,664 106,444 158,503

26 Joint costs. Complete this line only if the
organization reported mn column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here » [ if
following SOP 98-2 (ASC 958-720) .

Form 990 (2017)



Form 990 (2017)

Balance Sheet

Page 11

Check if Schedule O contains a response or note to any line in this Part X .. O
(A (B)
Beginning of year End of year
1 Cash—non-interest-bearing e 393,043 1 737,557
2 Savings and temporary cash investments . 23,857 2 23,861
3 Pledges and grants receivable, net 3
4  Accounts receivable, net . 22,237 4 107,495
5 Loans and other receivables from current and former offlcers dlrectors
trustees, key employees, and highest compensated employees.
Complete Part Il of Schedule L .. 5
6 Loans and other receivables from other disqualified persons (as defined under section
4958(f)(1)), persons descnbed in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(c){9) voluntary employees' beneficiary
) organizations (see instructions). Complete Part Il of Schedule L . .o 6
§ 7  Notes and loans receivable, net 7
< | 8 |Inventories for sale or use 8
9 Prepaid expenses and deferred charges 284, 9 245
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a )
b Less: accumulated depreciation 10b 10c
11 Investments—publicly traded securities 11
12  Investments—other securities. See Part IV, line 11 12
13  Investments—program-related. See Part IV, line 11 . 324,831 13 425,444
14 Intangible assets . . 14
16  Other assets. See Part IV, Ime 11 . 15
16  Total assets. Add lines 1 through 15 (must equal I|ne 34) 764,251 16 1,294,602
17  Accounts payable and accrued expenses . 80,815 17 443,090
18 Grants payable . 18
19  Deferred revenue .o 121,955 19 226,078
20 Tax-exempt bond liabilities . 20
21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
#1122 Loans and other payables to current and former officers, directors,
£ trustees, key employees, highest compensated employees, and . I o
% disqualified persons. Complete Part Il of Schedule L 22
o [ 23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
of Schedule D . e e e e 25
26 Total liabilities. Add lines 17 through 25 202,770 26 669,168
Organizations that follow SFAS 117 (ASC 958), check here > |:] and t
§ complete lines 27 through 29, and lines 33 and 34. ) L L
S 127  Unrestricted net assets . 27
g 28 Temporarily restricted net assets . 28
b 29 Permanently restricted net assets . 29
2 Organizations that do not follow SFAS 117 (ASC 958), check here b |:| and
= complete lines 30 through 34, I i L
£ 130 Capital stock or trust principal, or current funds . 30
§ 31 Paid-in or capital surplus, or land, building, or equipment fund 31
f 32 Retained earnings, endowment, accumulated income, or other funds . 561,481 32 625,435
2|33 Total net assets or fund balances . .. 561,481| 33 625,435
34 Total liabilities and net assets/fund balances . 764,251 34 1,294,602

Form 990 (2017



Form 990 (201 7)‘
=i @ {l Reconciliation of Net Assets

Page 12

Check if Schedule O contains a response or note to any line in this Part X!

QW O~NOOOGAEWON—-

-l

Financial Staterments and Reportmg

Total revenue (must equal Part VIll, column (A), line 12) .

354,634,227

Total expenses (must equal Part 1X, column (A}, line 25)

354,575,611

Revenue less expenses. Subtract line 2 from line 1

58,616

Net assets or fund balances at beginning of year (must equal Part X hne 33 column (A))

561,481

Net unrealized gains {losses) on investments

25,687

Donated services and use of facilities

10,750

Investment expenses .

Prior period adjustments .

OO |N|O| |8 [W[N[—=].

Other changes in net assets or fund balances (explam in Schedule O)

(31,100)

Net assets or fund balances at end of year. Combine fines 3 through 9 (must equal Part X hne
3300!umn(B)).....

-
o

625,435

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

a

2a

3a

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.

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
reviewed on a separate basis, consolidated basis, or both:

[(JSeparate basis (] Consolidated basis [ Both consolidated and separate basis

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 on a
separate basis, consolidated basis, or both:

Separate basis [] Consolidated basis [[] 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
Schedule O.

As a result 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-133?. .

If “Yes,” did the organization undergo the required audit or audlts'7 if the organlzatlon d|d not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

Yes | No

3a v

3b

Form 990 (2017)



| OMB No. 1545-0047

2017

Open to Public

SCHEDULE A

Public Charity Status and Public Support
(Form 990 or 990-E2)

Complete if the organization is a section 501(c)(3) erganization or a section 4947(a)(1) nonexempt charitable trust.
» Attach to Form 990 or Form 990-E2Z,

Department of the Treasury

Intemnal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organizaﬁonr Employer identification number
WORLD FEDERATION OF HEMOPHILIA USA 16-1513923

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 [0 A church, convention of churches, or association of churches described in section 170(b)(1){(A)i).

2 [ A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990 or 930-EZ).) iJ /

3 [ 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}(ii). Enter the

hospital’s name, city, and state:
{3 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.)

(1 A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).
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 ii.)

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

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 agricutture (see instructions). Enter the name, city, and state of the college or
university:

10 [ An organization that normally receives: (1) more than 3373% 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 33'4% 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 lll.)

11 [ An organization organized and operated exclusively to test for public safety. See section 509(a)(4).

12 [ 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 [ 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.

Type II. 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.

Type il 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.

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.

Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type lli
functionally integrated, or Type lll non-functionally integrated supparting organization.

[41]

~N

b 0O

d O

e [Od

-

Enter the number of supported organizations . . . . . . . . .
g Provide the following information about the supported organization(s).

{i) Name of supported organization (ii) EIN {iii) Type of organization | (iv) Is the organization | (v) Amount of monetary {vi) Amount of
(descrnibed on lines 1-10 [listed in your governing support (see other support (see
above (see instructions)) document? instructions) instructions)

Yes No
(A)
(8)
(©)
(D)
(E)
Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-E2Z.

Cat No 11285F

Schedule A (Form 990 or 990-EZ) 2017



Scheduls A (Form 990 or 990-EZ) 2017

m Support Schedule for Organizations Described in Sections 170{b){1)(A)(iv) and 170(b)(1)(A){vi)

Page 2

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under
Part lli. 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) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
1 Gifts, grants, contnibutions, and
membership fees received. (Do not
include any “unusual grants.”) . 32,477,707| 25,251,070  98,168,187| 326,571,324| 354,565,465| 837,125,438
2 Tax revenues levied for the
organization'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 . 32,477,707 25,251,070 98,168,187 326,571,324 354,565,465 837,125,438
& 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 (f) . 702,082,516
6  Public support. Subtract ne 5 from line 4 135,042,921
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2013 {b) 2014 (c) 2015 (d) 2016 (e) 2017 {f) Total
7 Amounts from line 4 32,477,707 25,251,070 98,168,187] 326,571,324 354,565,465 837,125,438
8 Gross income from interest, dlwdends
payments received on securities loans,
rents, royalties, and income from
similar sources . S e 1,696 6,130 7,513 11,872 34,833 60,662
9 Net income from unrelated business
activities, whether or not the business
is regularly carned on .
10  Other income. Do not include gain or
loss from the sale of capital assets
{Explain in Part Vi.) . ..
11 Total support. Add lines 7 through 10 837,186,100
12  Gross receipts from related activities, etc. {see instructions) 12 l
13  First five years. |f the Form 990 is for the organization’s first, second thlrd fourth or flfth tax year as a section 501(c)(3)
organization, check this box and stop here > [
Section C. Computation of Public Support Percentage
14  Public support percentage for 2017 (line 6, column (f) divided by line 11, column ()} . . . . 14 16.13 %
15 Public support percentage from 2016 Schedule A, Part ll, line14 . . . 15 15.37 %
16a 33%3% support test—2017. If the organization did not check the box on Ilne 13 and Ime 14 is 33%3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization » [
b 33'3% support test—2016. If the organization did not check a box on line 13 or 16a, and ||ne 15 is 33‘/3% or more, check
this box and stop here. The organization qualifies as a publicly supported organization . .o » O
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 . > [
b 10%-facts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, 16b, or 173, and line
15 is 10% or more, and If the organization meets the “facts-and-circumstances” test, check this box and stop here.
Explain in Part VI how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly
supported organization > O
18  Private foundation. If the orgamzatlon dld not check a box on hne 13 16a 16b 17a or 17b check thls box and see
instructions >

Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 980 or 990-EZ) 2017

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

Page 3

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

Section A. Public Support

d

Calendar year (or fiscal year beginning in) »

1

2

c

8

Gifts, grants, contributions, and membership fees
received. (Do notinclude any “unusual grants.”)

Gross receipts from admissions, merchandise
sold or services performed, or facilities
furmished in any activity that 1s related to the
organization’s tax-exempt purpose .

Gross receipts from activities that are not an
unrelated trade or business under section 513

Tax revenues levied for the
organization’s benefit and either paid to
or expended on its behalf

The value of services or facilities
furnished by a governmental unit to the
organization without charge .

Total. Add lines 1 through 5 .
Amounts included on lines 1, 2, and 3
received from disqualified persons

Amounts included on lines 2 and 3
received from other than disqualified
persons that exceed the greater of $5,000
or 1% of the amount on line 13 for the year

Add lines 7a and 7b

Public support. (Subtract line 7c from
line 6.) .

(a) 2013

(b) 2014

(c) 2015

(d) 2016

(e) 2017

/(f) Total

=

/

s

/

/

/

/

/

/

Section B. Total Support /

Calendar year (or fiscal year beginning il})/ >

9
10

1

12

13

Amounts fromline6 . . . . /£ .
Gross income from interest, div/idends,
payments received on securities loﬁns, rents,
royalties, and income from sin}ilar sources .

Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June/30 1975 .

Add lines 10a and 10b .

Net income from unrelated busmess
activities not.included in line 10b, whether
or not the business is regularly carried on
Other income. Do not include gain or
loss from the sale of capital assets
(Explaln in Part VI.) .

Total support. (Add lines 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 . » O
Section C. Computation of Public Support Percentage
/18 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 lIl, line 15 16 %
Section D. Computation of Investment 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 lil, line 17 . 18 %
19a 33'3% support tests—2017. If the organization did not check the box on line 14, and Ilne 15 is more than 33'3%, and line
17 1s not more than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organization »
b 33'3% support tests—2016. If the organization did not check a box on line 14 or line 193, and line 16 is more than 33'3%, and
line 18 is not more than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organization » []
20  Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions > []

Schedule A (Form 990 or 990-EZ) 2017



Scheduls A (Form 990 or 990-EZ) 2017 Page 4
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

1 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. 1

2 Dd 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(a)(1) or (2). 2
3a Did the organization have a supported organization described in section 501(c)(4), (5}, or (6)? If “Yes,” answer
(b) and (c) below. 3a

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

organization made the determination. ‘3b‘

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2}(B)
purposes? If “Yes,” explain in Part VI what controls the organization put in place to ensure such use. 3¢

4a Was any supported organization not organized in the United States (“foreign supported organization”)? If
“Yes,” and if you checked 12a or 12b in Part I, answer (b) and (c) below. 4a

b 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 L
despite being controlled or supervised by or in connection with its supported organizations. 4b

¢ 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. 4c

5a 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 (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i) the reasons for each such action;
(i) 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). "5a
b Type | or Type Il only. Was any added or substituted supported organization part of a class already | i

designated in the organization’s organizing document? 5b
¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control? 5¢c

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than () its supported organizations, (i) individuals that are part of the chartable class benefited
by one or more of its supported organizations, or (jij) 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. 6

7  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-EZ2). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7? N
If “Yes,” complete Part | of Schedule L (Form 990 or 990-EZ). 8

9a 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. 9a
b 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? If “Yes,” provide detail in Part VI. 9b
¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit

from, assets in which the supporting organization also had an interest? If “Yes,” provide detail in Part VI. 9c

10a 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 Il non-functionally integrated

supporting organizations)? If “Yes,” answer 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to o
determine whether the organization had excess business holdings.) 10b

Schedule A (Form 990 or 990-EZ) 2017
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gl Supporting Organizations (continued)
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b
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Page 5

Has the organization accepted a gift or contribution from any of the following persons?

A person who directly or indirectly controls, either alone or together with persons described In (b) and (c)
below, the govemning body of a supported organization?

A family member of a person described in (a) above?

A 35% controlled entity of a person described in (a) or (b) above? /f “Yes” to g, b, or ¢, provide detail in Part VI,

Yes

No

11a

11b

11c

Section B. Type | Supporting Organizations

1

Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority 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
controlfed 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.

Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controiled the supporting organization? If “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.

Yes

No

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 directars
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).

Yes

No

Section D. All Type Il Supporting Organizations

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, (1) a written notice describing the type and amount of support provided during the prior tax
year, (i) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

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? If “No,” explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s).

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.

Yes

No

Section E. Type Il Functionally Integrated Supporting Organizations

1

a
b

Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).

[0 The organization satisfied the Activities Test. Complete line 2 below.
(J The organization is the parent of each of its supported organizations. Complete line 3 below.

¢ [0 The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

2
a

Activities Test. Answer (a} and (b) below.

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 actwities constituted substantially all of its activities.

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.

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

Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported arganizations? If “Yes, " describe in Part VI the role played by the organization in this regard.

Yes

No

2a

2b

3a

3b

Schedule A (Form 990 or 990-EZ) 2017



Schedule A (Form 990 or 990-EZ) 2017 Page 6
Type lil Non-Functionally Integrated 509(a)(3) Supporting Organizations
1 [JCheck here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part Vl). See
instructions. All other Type lil non-functionally integrated supporting organizations must complete Sections A through E.
(B) Current Year
(optional)

Section A - Adjusted Net Income (A) Prior Year

1 Net short-term capital gain

2 Recoveries of prior-year distributions

3 Other gross income (see instructions)

4 Add lines 1 through 3.

5 Depreciation and depletion

6 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) 6
7 Other expenses (see instructions)
8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4). 8

[ RR- NIRRT

-J

(B) Current Year

Section B - Minimum Asset Amount {A) Prior Year (optional)

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

a Average monthly value of securities ia
b Average monthly cash balances ib
¢ Fair market value of other non-exempt-use assets 1c
d Total (add lines 1a, 1b, and 1c) 1d
e Discount claimed for blockage or other
factors (explain in detail in Part VI):

2 Acquisition iIndebtedness applicable to non-exempt-use assets

3 Subtract line 2 from line 1d.

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

see instructions).

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

6 Multiply line 5 by .035.

7 Recoveries of prior-year distributions

8 Minimum Asset Amount (add line 7 to line 6)

N

W

X IN|O |01

Section C - Distributable Amount Current Year

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

2 Enter 85% of line 1.

3 Minmum asset amount for prior year (from Section B, line 8, Column A}

4 Enter greater of line 2 or line 3.

5 Income tax iImposed in prior year

6 Distributable Amount. Subtract line 5 from line 4, unless subject to

emergency temporary reduction (see instructions). 6

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

A& WIN| =
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Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D - Distributions

Page 7

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 activity

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.

@ INIO O h WL

Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

©

Distributable amount for 2017 from Section C, line 6

Line 8 amount divided by line 9 amount

Section E - Distribution Allocations (see instructions)

0) 6
Underdistributions

Excess Distributions Pre-2017

(iii)
Distributable
Amount for 2017

1 Distributable amount for 2017 from Section C, line 6

2  Underdistributions, if any, for years prior to 2017
{reasonable cause required —explain in Part VI). See
instructions.

3 Excess distributions carryover, if any, to 2017

a
b From 2013
¢ From 2014
d From 2015
e From2016 . . . . .
f _Total of lines 3a through e
___g Applied to underdistributions of prior years
h_Applied to 2017 distributable amount
i Carryover from 2012 not applied (see instructions)
j Remainder. Subtract lines 3g, 3h, and 3i from 3f.

4 Distributions for 2017 from

Section D, line 7: $
a_ Applied to underdistributions of prior years
b Apphed to 2017 distributable amount
¢ Remainder. Subtract lines 4a and 4b from 4.

6 Remaining underdistributions for years prior to 2017, if
any. Subtract knes 3g and 4a from line 2. For resuit
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 VL. See instructions.

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

8 Breakdown of line 7:

a Excess from 2013 .
b Excess from 2014 .
¢ Excess from 2015 .
d Excess from 2016 .
e Excess from 2017 . ‘

Schedule A (Form 990 or 990-EZ} 2017
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Supplemental Information. Provide the explanations required by Part I, line 10; Part Il, line 17a or 17b; Part
-~ I, line 12; Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c¢, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11¢; Part IV, Section
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, ines 1c¢, 2a, 2b,
3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

Part li, Section C, line 17a

See explanation pertaining to the facts-and-circumstances test in the attached document.

Schedule A (Form 990 or 990-E2) 2017



SCHEDULE D

- - OMB No 1545-0047
(Form 990) Supplemental Financial Statements |
» Complete if the organization answered “Yes” on Form 990, 2@ 1 7
Part IV, line 6, 7, 8, 9, 10, 113, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b. .
Department of the Treasury » Attach to Form 990. Open to Public
Internal Revenue Service > Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number

World Federation of Hemophilia USA 16-1513923
Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered “Yes” on Form 990, Part IV, line 6.

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

1 Total number at end of year .
2  Aggregate value of contributions to (durrng year)
3  Aggregate value of grants from (during year)
4  Aggregate value at end of year .
5 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 legalcontrol? . . . . . . [J Yes [ No
6 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 privatebenefit? . . . . . . . . . . . . . . . . . . . . . . [OVYes[ No

IEZXI Conservation Easements.
Complete if the organization answered “Yes” on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
O Preservation of land for public use (e.g., recreation or education) [J Preservation of a historically important land area
[J Protection of natural habitat [ Preservation of a certified historic structure
(OJ Preservation of open space
2 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. at the End of the Tax Year

a Total number of conservation easements e 2a

b Total acreage restricted by conservation easements . . . . R 2b

¢ Number of conservation easements on a certified historic structure |nc|uded in (a) . 2c

d Number of conservation easements included in (c) acquired after 7/25/06, and not on a
historic structure listed in the National Register . . . 2d

3  Number of conservation easements modified, transferred, released extingurshed or terminated by the organization during the

tax year »

4  Number of states where property subject to conservation easement is located

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

violations, and enforcement of the conservation easements it holds? . . . . .« « « « « [Yes [ No
6  Staff and volunteer hours devoted to monitoring, inspecting, handiing of violations, and enforcmg conservation easements during the year
>
7  Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
>3
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and section 170(h4)BYm? . . . . . . . . . . . . . . . . . . . . . . ... .. [OYesOd No

9 In Part Xlll, describe how the organization reports conservation easements in its revenue and expense statement, and
balance sheet, and include, if applicable, the text of the footnote to the organization’s financial statements that describes the
organization’s accounting for conservation easements.

m Organizations 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 Xlll, the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet
works of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide the following amounts relating to these items:

(i) Revenueincluded on Form 990, Part Vill, linet . . . . . . . . . . . . . .. .» & .
(i) Assets included in Form 990, Part X . . . A )

2 If the organization received or held works of art historicai treasures or other S|milar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenueincluded on Form 990, PartVill,line1 . . . . . . . . . . . . . . . . .p» §

b Assets included in Form 990, Part X . . . . PR

For Paperwork Reduction Act Notice, see the Instructions for Form 990 Cat No 52283D Schedule D (Form 990) 2017
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3

a
b
c

4

5

Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
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):
[J Public exhibition d [J Loan or exchange programs
[ Scholarly research e [0 Other

[ Preservation for future generations
Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part
X,

During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization’s collection? . . [] Yes [ No

mEscrow 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 Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not
included on Form 990, Part X? . . . . .. e e e e . o . ... . .. o .. . . OYes ONo
b If “Yes,” explain the arrangement in Part Xlll and complete the followmg table:
Amount
¢ Beginningbalance . . . . . . . . . . . . . . L. L. . Lo ic
d Additions duringtheyear . . . . . . . . . . . . . . L oL L. 1d
e Distributions durngtheyear . . . . . . . . . . . . . . . . .. ie
f Ending balance . . . 1f
2a Did the organization mclude an amount on Form 990 Part X lme 21 for escrow or custodlal account liability? [] Yes [J No
b _If “Yes,” explain the arrangement in Part XIIl. Check here If the explanation has been providedonPart Xill . . . . O
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 year balance . . . 322,454 323,835 288,325 244,540 201,385
b Contributions . . . 70,361 18,619 35,510 43,785 43,155
¢ Net investment earnings, gams and
losses . . . . . . . . . . 0 0 0 0 0
d Grants or scholarships . . . 0 20,000 0 0 0
e Other expenditures for facilities and
programs .
f Administrative expenses . .
g Endofyearbalance . . . 392,815 322,454 323,835 288,325 244,540
2  Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment » %
b Permanentendowment » - 100%
¢ Temporarily restricted endowment » %

b
4

The percentages on lines 2a, 2b, and 2c should equal 100%.
Are there endowment funds not in the possession of the organization that are held and administered for the

organization by: Yes| No
() unrelated organizations . . . . . . . . . L. . L . L. L 000 o e 3a(i) v
(i) related organizations . . . N < 1 (D) v
If “Yes"” on line 3a(ii), are the related organlzatlons Ilsted as reqmred on Schedule R” e e e e e 3b

Describe in Part Xlil the intended uses of the organization’s endowment funds.

I 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 | (b} Cost or other basis (¢} Accumulated (d) Book value
(investment) (other) depreciation

1a Land

b Buildings . .

¢ Leasehold |mprovements

d Equipment

e Other

Total Add lines 1athrough 1e. (Column (d J must equal Form 990, Part X, column (B), line10c.) . . . . . W

Schedule D (Form 990) 2017
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FE AN Investments —Other Securities.

Complete if the organization answered “Yes” on Form 990, Part IV, lIine 11b. See Form 990, Part X, line 12.

(a) Descnption of secunty or category
(including name of security)

(b) Book value

{c) Method of valuation-
Cost or end-of-year market value

(1) Financial derivatives .
(2) Closely-held equity interests .
(3) Other

A)

(8)

©

(D)

(E)

®

Q)

H)

Total. (Column (b} must equal Form 990, Part X, col. (B) line 12.) »
Investments —Program Related.

Complete if the organization answered “Yes” on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

(a) Descnption of investment

{b) Book value

{c} Method of valuation*
Cost or end-of-year market value

{1) Cash

21,259

Fair market value

{2) Money Market Fund

19,068

Fair market value

(3) Bond Fund

133,142

Fair market value

(4) Equity Fund

182,506

Fair market value

{5) Other Assets

69,469

Fair market value

(6)

(7)

8

()]

Total. (Column (b) must equal Form 990, Part X, col. (B} line 13) »

425,444

Part IX Other Assets.

Complete if the organization answered “Yes” on Form 990, Part |V, line 11d. See Form 990, Part X, line 15.

{a) Descnption

{b) Book value

A

(2

3

4

()]

€

)

8)

9)

Total. (Column (b) must equal Form 990, Part X, col. (B) line 15.) .

. >

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) Descnption of hability (b} Book value

(1) Federal income taxes

@

@)

@

(6)

(6)

™

8)

©)

Total, (Cofumn (b) must equal Form 990, Part X, col. (B) line 25) »

2. Liability for uncertain tax positions. In Part XIll, 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 Xlll [

Schedute D (Form 990) 2017



Schedule D (Form 990) 2017 Page 4
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered “Yes” on Form 990, Part IV, line 12a.
1 Total revenue, gains, and other support per audited financial statements .

354,565,469

2  Amounts included on line 1 but not on Form 980, Part VIil, line 12:

a Net unrealized gains (losses) oninvestments . . . . . . . . . | 2a :

b Donated servicesanduseof facilites . . . . . . . . . . . |2b 10,750

¢ Recoveriesofprioryeargrants . . . . . . . . . . . . . . |2

d Other (DescribeinPartxil) . . . . . . . . . . . . . . . l2d

e Add lines 2a through 2d . 10,750
3  Subtract line 2e from line 1 . 354,554,719
4  Amounts included on Form 890, Part VIII Ime 12 but not on hne 1

a Investment expenses not included on Form 990, Part Vlll, line7b . . | 4a ol

b Other(DescribemPartXill) . . . . . . . . . . . . . . . lab 79,508[ 7.5

¢ Add lines 4a and 4b 79,508

5 Total revenue. Add lines 3 and 4c. (I' h/s must equa/ Form 990 Partl l/ne 12 ) ..
Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes” on Form 990, Part IV, line 12a.

354,634,227

1 Total expenses and losses per audited financial statements 354,571,877
2  Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated servicesand useoffacilites . . . . . . . . . . . |2a

b Prioryearadjustments . . . . . . . . . . . . . . . . | 2b

¢ Otherlosses . . . T <)

d Other (Describe in Part XIII ) e <

e Add lines 2a through 2d . 354,571,877

3 Subtract line 2e from line 1

4  Amounts included on Form 990, Part IX, hne 25 but not on Ilne 1 olE

a Investment expenses not included on Form 990, Part Vill, line7b . . { 4a 3,734 wa,fi ’

b Other (DescribeinPartXily. . . . . . . . . . . . . . . |4b ,m,,

¢ Addlines4aand4b . . . . e K- 1 3,734
8 Total expenses Add lines 3 and 4c (T h/s must equal Form 990 Partl //ne 1 8 ) e e 5 354,575,611

E1e @I}  Supplemental Information.
Provide the descriptions required for Part i, lines 3, 5, and 9; Part ll, 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 X, lines 2d and 4b. Also complete this part to provide any additional information.

Schedule D, Part V, line 4

The Susan Skinner Memonial Fund (SSMF) has been established as an endowment fund to support, through scholarship payments,

the training and education of young women with bleeding disorders.

Schedule D, Part XI, line 4b

The amount of $79,508 reported on line 4b contains the following:

1) Donations to the endowment fund totaling to $70,361 are recorded as an increase to the Net Assets on the financial statements and thus,

are not part of the revenue of the financial statements, though included on Form 990.

2) Gross earnings on the endowment fund (dividend and interest income) of $9,147 are presented as deferred investmnet income on the

Balance Sheet of the Audited Financial Statements and thus, not part of the revenue.

Schedule D (Form 990) 2017
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" SCHEDULE F
(Form 990)

Statement of Activities Outside the United States

» Complete if the organization answered “Yes” on Form 990, Part IV, line 14b, 15, or 16.
» Attach to Form 980.

Department of the Treasury
Internal Revenue Service

» Go to www.irs.gov/Form$90 for instructions and the latest information.

| OMB No 1545-0047

2017

Open to Public
Inspection

Name of the organization

WORLD FEDERATION OF HEMOPHILIA USA

Employer identification number

16-1513923

Form 990, Part IV, line 14b.

General Information on Activities Outside the United States. Complete if the organization answered “Yes” on

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other

assistance, the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the

grants or assistance? .

“lyes [INo

2 For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other
assistance outside the United States.

3 Activitles per Reglon. (The following Part |, line 3 table can be duplicated if additional space is needed.)

(a) Region {b) Number of | {c) Number of {d) Activities conducted in the {e) If activity Histed In (d) is {f) Total
offices in the employees, region {by type) (such as, a program service, expenditures for
region agents, and fundraising, program services, describe specific type of and investments
independent | investments, grants to reciplents service(s) in the region in the region
contractors located in the reglon)
in the region
(1) CENTRAL AMERICA & CARRIB NONE NONE PROGRAM SERVICES HUMANITARIAN AID 20,972,526
(2) SUB-SAHARAN AFRICA NONE NONE PROGRAM SERVICES HUMANITARIAN AID 44,479,524
(3) SOUTH ASIA NONE NONE PROGRAM SERVICES HUMANITARIAN AID 193,494,428
(4) RUSSIA AND NEIGHBORING S NONE NONE PROGRAM SERVICES HUMANITARIAN AID 16,252,750
{5) MIDDLE EAST AND NORTH AF NONE NONE PROGRAM SERVICES HUMANITARIAN AID 29,550,303
(6) EAST ASIA AND THE PACIFIC NONE NONE PROGRAM SERVICES HUMANITARIAN AID 48,290,689
7) SOUTH AMERICA NONE NONE PROGRAM SERVICES HUMANITARIAN AID 14,000
(8) EURQPE NONE NONE PROGRAM SERVICES HUMANITARIAN AID 209,350
9) NORTH AMERICA NONE NONE PROGRAM SERVICES HUMANITARIAN AID 1,005,500
(10)
(11)
(12)
(13)
(14)
(15)
(16)
(17)
Ja Sub-total . . 354,269,071
b Total from continuation ’
sheets to Part | .
¢ Totals (add lines 3a and 3b) 354,269,071

For Paperwork Reduction Act Notice, see the Instructions for Form 890,

Cat. No. 50082wW

Schedule F {Form 980) 2017
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Scheduls F (Form 990) 2017
144\ Foreign Forms

1

Page 4

Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If “Yes,”
the organization may be required to file Form 926, Retumn by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926) . e e e e e e e

Did the organization have an interest in a foreign trust during the tax year? If “Yes,” the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Csrtain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign
Trust With a8 U.S Owner (see Instructions for Forms 3520 and 3520-A; don't file with Form 990)

Did the organization have an ownership interest in a foreign corporation during the tax year? If “Yes,”
the organization may be required to file Form 5471, Information Return of U.S. Persons With Respect To
Certain Foreign Corporations (see Instructions for Form 5471) .

Was the organization a direct or indirect sharsholder of a passive foreign investment company or a
gualified electing fund during the tax year? If “Yes,” the organization may be required to file Form 8621,
Information Retumn by a Shareholder of a Passive Foreign Investment Company or Qualified Electing
Fund (see Instructions for Form 8621). . . .o

Did the organization have an ownership interest in a foreign partnership during the tax year? if “Yes,”
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form 8865)

Did the organization have any operations in or related to any boycotting countries during the tax year? /f
"Yes,” the organization may be required to separatsly file Form 5713, International Boycott Report (see
Instructions for Form 5713; don't file with Form 990) . .. .

3 Yes No

7 ves No

7 Yes No

O Yes No
O Yes No
[ ves No

Schedule F (Form 990) 2017



Schedule F (Form 990) 2017 Pags §

Supplemental Information
Provide the information required by Part |, line 2 (monitoring of funds); Part |, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part Il, line 1 (accounting methaod); Part lil {accounting method); and
Part Ill, column (c) (estimated number of recipients), as applicable. Also compilete this part to provide any additional
information. See instructions.

SCHDULE F, PART 1, LINE 3 (F) -

The accrual method is used .

SCHEDULE F, PART 2, LINE 1 (1)

Schedule F (Form 990) 2017



SCHEDULE L Transactions With Interested Persons |_OMB No 1545-0047

(Form'990 or 980-EZ)| » Complete if the organization answered “Yes” on Form 990, Part IV, line 25a, 25b, 26, 27, 28a, 2@ 1 7
28b, or 28c, or Form 990-EZ, Part V, line 38a or 40b.

Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open To Public
Intemal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number

World Federation of Hemophilia USA 16-1513923

Excess Benefit Transactions (section 501(c)(3), section 501(c)(4), and 501(c)(29) organizations only).
Complete if the organization answered “Yes” on Form 990, Part IV, line 25a or 25b, or Form 990-EZ, Part V, line 40b.

Corrected?
{b) Relationship between disqualified person and (c) Description of transaction @
organization Yes | No

1 {a) Name of disqualified person

(1)
@
3
)
(6)
(6)
2 Enter the amount of tax incurred by the organization managers or disqualified persons during the year
under section 4958. . . . . . . e

3  Enter the amount of tax, if any, on line 2, above, reimbursed by the organizaton . . . . . . . . » §

m Loans to and/or From Interested Persons.
Complete if the organization answered “Yes” on Form 990-EZ, Part V, line 38a or Form 990, Part IV, line 26; or if the
organization reported an amount on Form 990, Part X, line 5, 6, or 22.

(a) Name of interested person | (b) Relationship | (c) Purpose of {d) Loan to or {e) Onginal (f) Balance due |{g) In defauit?{ (h) Approved| (i) Wntten
with organization loan from the principal amount by board or | agreement?
organization? committee?

To From Yes | No | Yes | No | Yes | No

(1)
(2
)]
4)
)
(6)
U
8
]
(10)
Total . . . . . . . . . ..., » 8 '
Grants or Assistance Benefiting Interested Persons.
Complete if the organization answered “Yes” on Form 990, Part IV, line 27.

{a) Name of interested person (b) Relatronship between interested |{(c) Amount of assistance (d) Type of assistance (e) Purpose of assistance
person and the organization
(1)

(2
3)
4
(5)
(6)
@)
8
(9)
(10)
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 50056A Schedule L (Form 990 or 990-EZ) 2017




Schedule L (Form 990 or 990-E2) 2017 Page 2

Part IV Business Transactions Involving Interested Persons.
Complete if the organization answered “Yes” on Form 990, Part IV, line 28a, 28b, or 28c.

{a) Name of interested person {b) Relationship between {c) Amount of (d) Description of transaction (e} Sharing of
Interested person and the transaction organization’s
organization revenues?
Yes | No
(1) worid Federation of Hemophilia Affiliated organization 1,005,500/Allocation for approved projects v
(2) world Federation of Hemophilia Affiliated organization 190,241{Compensation for services v
(3) worid Federation of Hemophilia Affiliated organization 70,698|Reimbursement of expenses v
(4) world Federation of Hemophilia Affiliated organization 33,780|Transfer of donations received on v
(5)
(6)
(@)
(8)
(9)
(10)

Supplemental Information
Provide additional information for responses to questions on Schedule L (see instructions).

1) Aliocation for approved projects

Effective January 1, 2011 World Federation of Hemophilia USA and the WFH signed a Fiscal Sponsorship Agreement, whereby

WFH USA serves as the fiscal sponsor of the WFH in the United States with respect to the Humanitarian Aid Program - the jointly conducted _

program that channels the world's largest supply of donated clotting factor concentrates (CFCs) to people with bleeding disorders in more

than 55 developing countries. In 2017, WFH USA allocated $1,005,500 to cover the WFH's expenses for Humanitarian Aid program.

2) Compensation for services

The WFH provided administrative and other services to WFH USA throughout the year. The $190,241 represents the portion of the WFH staff

salaries and administrative costs spent on WFH USA in 2017.

3) Reimbursement of expenses

The WFH incurred certain expenses an behalf of WFH USA throughout the year. These expenses totaling to $70,698 were recorded and

reimbursed to the WFH.

4) Donations received on behalf of WFH USA

the WFH to WFH USA.

Schedule L (Form 990 or 990-EZ) 2017
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| omBNo 1545-0047

2017

Inspection

SCHEDULE M N ——
oncash Contributions

(Form 990) t

» Complete if the organizations answered “Yes” on Form 990, Part IV, lines 29 or 30.
Department of the Treasury » Attach to Form 990. Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information.
Name of the organization Employer identification number
World Federation of Hemophilia USA 16-1513923

Types of Property

(a) () Noncash fzcc:ntribution (d)
Check if | Number of contributions or amounts reported on Method of determining
applicable items contributed Form 990, Part VIIl, line 1g noncash contribution amounts
1 Art—Works of art
2 Arnt—Historical treasures .
3 Art—Fractional interests . .
4 Books and publications . . . v 10,750 Fair market value
5 Clothing and household
goods . .o
6 Cars and other vehicles
7 Boats and planes
8 Intellectual property
9  Securities—Publicly traded . .
10  Securities—Closely held stock .
11 Secunties—Partnership, LLC,
or trust interests .
12  Securities—Miscellaneous
13  Qualified conservation
contribution—Historic
structures .
14  Qualified conservation
contribution—Other
15 Real estate—Residential .
16  Real estate—Commercial
17  Real estate—Other .
18 Collectibles .
19 Foodinventory . . . . . .
20 Drugs and medical supplies . . v 140,950,611 353,263,571| Reference Pricing Book
21  Taxidermy .
22  Historical artifacts .
23 Scientific specimens
24  Archeological artifacts .
25 Other b ( )
26  Other b ( )
27  Other» ( )
28  Other» (
29 Number of Forms 8283 received by the organization during the tax year for contributions for
which the organization completed Form 8283, Part IV, Donee Acknowledgement . . . . . 29
Yes| No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through
28, that it must hold for at least three years from the date of the initial contribution, and which isn't required
to be used for exempt purposes for the entire holding period? 30a v
b If “Yes," describe the arrangement in Part |l
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard ]
contributions? T T
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
contributions? . 323 v
b If “Yes,” describe in Part Il.
33  If the organization didn't report an amount in column (c}) for a type of property for which column (a) is checked, )
describe in Part [l. .
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 512274 Schedule M (Form 990) 20}7



Schedule M (Form 990) 2017 Page 2

WSupplemental Information. Provide the information required by Part |, ines 30b, 32b, and 33, and whether
the organization is reporting in Part |, column (b), the number of contributions, the number of items received,
or a combination of both. Also complete this part for any additional information.

Schedule M, Part |, Line 4, Column C

WFH USA receives a research report on global forecasts of the factors VIII and IX market from the Marketing Research Bureau. The report

Is a great resource and an invaluable source of information for the organization's policy work.

Schedule M, Part |, Line 20, Column B

The number of items contributed is the number of International Units (IU) of medications received

Schedule M, Part |, Line 20, Column D

Method of determining non cash contribution amounts - Reference Pricing Book

Product donations are priced using the current year RED BOOK, a reference document used by pharmacists to help them determine

the pricing of most common drugs, among other things. The World Federation of Hemophilia USA relies upon the expertise of the authors of

the RED BOOK. The calculations made by World Federation of Hemophilia USA based upon the RED BOOK data are verified by the auditors,

who confirm the values and validate that disbursements were delivered as recorded.

For products not listed in the RED BOOK, the organization establishes their prices based on products with similar characteristics listed in

the RED BOOK.

Schedule M {(Form 990) 2017
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SCHEDULE 0 Supplemental Information to Form 990 or 990-EZ | omsNo 15450047

{Form'990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.

Department of the Treasury » Attach to Form 990 or 990-EZ. Open to Public
Intemal Revenue Service » Go to www.irs.gov/Form990 for the latest information Inspection
Name of the organization Employer identification number

WORLD FEDERATION OF HEMOPHILIA USA 16-1513923

Statement of Program Service Accomplishments - Part lll, 4d

Other program services expenses ($3,734) represent investment management fees for the Susan Skinner endowment fund.

Other program services revenue ($9,146) is gross investment earnings on the Susan Skinner endowment fund.

PART VI, Section A: Governing Body and Management LINES 6, 7a, 7b

PART VI, Section B: Policies LINE 11b

Form 990 is prepared by staff of the WFH. The form is then sent to the WFH USA Finance Committee for their review and approval for filing.

Upon approval, a copy of the form is also provided to all other members of the Board. Subsequently, Form 990 is published on the

WFH USA web site for public inspection.

PART VI, Section B: Policies LINE 12¢

Officers_and Directors_have to sign a conflict of interest form every year at the first annual board meeting. This is a standing agenda item

such that conflicts are updated, if required, at each board meeting.

Disclosure of a conflict or potential conflict of interest enables the Board to request the abstention of a member from an area where conflict

occurs or could occur.

Part Vi, Section C - Disclosure Line 17

in the process to reqister WFH USA as a national charitable organization, a copy of the form 990 has to be provided to the following states:

Arkansas, Alabama, Califormia, DC, Florida, Georgia, Hawaii, lllinois, Kansas, Kentucky, Maryland, Massachusetts, Michigan, Minnesota,

Mississippi, New Hampshire, New Jersey, New Mexico, New York, North Carolina, Oregon, Pennsylvania, Rhode Island, South Carolina,

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-E2. Cat No 51056K Schedule O (Form 990 or 990-EZ) (2017)



Schedule O (Form 990 or 990-E2) (2017) o 2

Name of the organization Employer identification number

WORLD FEDERATION OF HEMOPHILIA USA 16-1513923

Part V|, Section C - Disclosure Line 19

www.quidestar.org . The WFH USA does not make its governing documents and a conflict of interest policy available to the public.

Part 1X, Lines 5 - 10, hne 11a Salaries, ather compensation, employee benefits

The WFH provided administrative and other services to WFH USA throughout the year. The National Director of the World Federation of

Hemophilia USA also holds a position of Strategic Projects Director with the WFH and has been paid by the WFH. Her time and other

WFH employees’ time dedicated to WFH USA, as well as overhead cost related to those services 1s being compensated by

staff costs are reported in the line 11a.

Part XI, Line9 Other changes in net assets or fund balances

As of 2013, a large portion of the endowment fund (Susan Skinner Memorial Fund) has been invested in publicly traded securities.

Per Memorandum of understanding of the SSMF, the endowment fund is managed with the goal of generating enough funds

to distribute scholarships while maintaining the long-term viability of the SSMF. The available earnings are presented as deferred investment _

income on the Balance Sheet. The $31,100 represents the 2017 portion of these earnings that have been deferred.

’

Schedule O (Form 990 or 990-EZ) (2017)
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Schedule R (Form 990) 2017 Page 5

Part " Supplemental Information.
Provide additional information for responses to questions on Schedule R. See instructions.

Part V, line 1m

salaries and administrative costs spent on WFH USA in 2017.

Part V, line 10

In 2017, the National Director of WFH USA was also holding a position of Strategic Projects Director within the WFH. The employee was

paid by the WFH. Employee's time dedicated to WFH USA 1s determined based on the time sheets and the dollar equivalent is being

compensated by WFH USA to the WFH. The compensated amount was $24,821 in 2017.

Part V, hine 1p

The WFH incurred certain expenses on behalf of WFH USA throughout the year. These expenses totaling to $70,698 were recorded in the

accounting books and reimbursed to the WFH

Part V, line 1r

Effective January 1, 2011 World Federation of Hemophilia USA and the WFH signed a Fiscal Sponsorship Agreement, whereby

WFH USA serves as the fiscal sponsor of the WFH in the United States with respect to the Humanitarian Aid Program - the jointly conducted

program that channels the world's largest supply of donated clotting factor concentrates (CFCs) to people with bleeding disorders in more

than 55 developing countries. In 2017, WFH USA allocated $1,005,500 to cover the WFH's expenses for Humanitarian Aid program,

Part V, line 1s

The WFH received monetary donations on behalf of WFH USA throughout the year. These donations, totaling to $33,780 in 2017, are being ____

transferred from the WFH to WFH USA.

Schedule R (Form 990) 2017



