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Py of this return to satisfy state reporting requirements.

OMB No. 1545.0047

ue Code (except black lung

Internal Revenue Service » The organization may have to use a co
A For the 2009 calendar year, or tax year beginning » 2009, and ending ., 20
B_check i appicasie: | Please | C Name of organization CYS T IC FIBROSIS FOUNDAT ION - GROUP D Employer identification number
e | RS g Business As | ' 13-6161105
Name change § Pfinto Number and street {or P.O. box if mail is not delivered to streat address) Room/suite | E Telephone number
wimn | Ses | 6931 ARLINGTON ROAD oo (301) 951-4422
Terminated m" City or town, state or country, and ZIP + 4 .
Amendeg Yons. | BETHESDA, MD 20814 G Gross receipts $ 112,811,993,
::ﬂ;gifm F Name and.address of pﬂqdpm: ROBERT " J. BEALL, PH.D. H{a) Lsml"rait{.:,,wwp feturn for n Yes No
6931 ARLINGTON ROAD, STE 200 BETHESDA, MD 20814 H(b) Are all affiiates included? Yes No
I Taceremptstatus: | X [5010c) (3 ) Gnsertno) | [ a0a7(ay1) or | Ts27 . WW"No aliach a list. (see instructions)
J  Website: p WAW.CFF.ORG . - H{c) Group. exemption number » 1393
K Form of organization: , X 'Corporalion l ’ Tru_st, , Association ' ' , Other P , L Year of formation: 1 955, M_State of legal domicite: DE
Summary
1 Briefly describe the organization's mission or most O S, e e
) THE' MISSION OF THE CYSTIC FIBROSIS FOUNDATION IS TO ASSURE THE
H PES’.'.E}??P?KTIP}:’ZTZHZEZZ@E@?Z?@ICPPFZK@ZCZ@@T*E?EIC?ZSE‘ZIIC:Zﬁi@é@?iii@: LT
§| IO IMPROVE THE QUALITY OF LIFE FOR coooeE HITH THE DISERSE, 7777 ==
§ 2 Check thisbox » D if 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 B 3 17
81 4 Number of independent voting members of the goverriing body (Part Vi fine L 4 16
5o Tommumte o emtmen(pan vz, e 5 433
<[ 6 Total number of volunteers Comeelnocesgany) |, ., .. ][ 6 250,000
7a Total.gross unrelated business revenue from Part W column () five 12 DT 7a 0.
b _Net unielated business taxable income from Form 00T Wnedd . ........ ... . il 7b 0.
Prior Year Current Year
5o b oreandomnls (Pan Vil e ) 111,213,739.]" 100,206, 674,
.c:: 9 Program service revenue (Part VilWne2g), Ll 0.
é_ 10 Investment income (Part VIll, column (A), lines 3, 4, and L 0.
11 Other revenue (Part Vi, column (A), fines 5.6,8c, 9, 10c, and 11e) 1,272, 926. 929, 945,
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A).line12), . . . . . .. 112,486,665. 101 ,136,910,
13 Grants and simitar amounts paid (Part IX, column (A), lines 1-3) e 0.
14 Benefits paid to or for members (Part IX, column W.lneay T 0.
2115 Salaries, other compensation, employee benefits (Part IX, column (A), lines 510), ... 18,185,064, 16,806,006.
§ 16a Professional fundraising fees (Part IX, column (A), line 1e) . e e e 0,
x| _ bTotal fundraising expenses, Part IX, column (D), line 2% __6,650,594. " 9
“117 Other expenses (Part X, column (A), lnes 11a-110, 11k2af) L TTTTTT 94,301, 84,330,913,
18 Total expenses. Add lines 13-17 (must equal Part X, column (A), ine 25) T 112,486, 665.] 101,136,919,
19 Revenue less penses. Suplrectline 18 fromline 12, . , ., .., ... 11T .
&8 Beginning of Year End of Year
S0 Tmeeseaiery T o, 0.
SE|2) Jowlabies Partxineze) [T 0. 0.
2 Net assets or fund balances. Subtract line 21 from line 20 .. e 0. 0.

Signature Block
Under fenames of perjyqy, | declare that | have examined this retum, including accompanying schedules and Slatements, and to the best of my knowledge
and belief, it is-true, A complete. Declaration of preparer (other than officer) is based on ali Information of which preparer has any knowledge.
Sign | ), | 8isiio
Here Signature of r . Date
Roixd T Ao eil, Dh. D, Presedon o
Type or print nams and fitle ’ .
P s Date Cr'ueck if ;’rep?re'r’s llqenmying aumber
self- Qe ins|
Paid . | signature ?"‘/"20/0 employed p» | | See nsinctions)
peoparers Hoaanme o vours NARGY, WILTSE & ROBINSON, T C. EN _ »  54-1586533
se 3
y address, an5z|3+4 8905 GREENSBORO DRIVE, 7TH FLOOR MCLEAN, VA 22102 Phoneno. p 703-893-0600
May the IRS discuss this return with the preparer shown above? (see mstucllons) . T [x | Yes | INo

For Privacy Act and Paperwork Reduction Act Notice, see the Sseparate instructions. *
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ILERRIN  Statement of Program Service Accomplishments
.1 Briefly describe the organization’s mission:
ATTACHMENT 4

2 Did the organization undertake any significant program services during the year which were not listed on
Hvons o000 00 EZ? . . L e et isted on [Ives [X]no

................

3 Did the organization cease conducting, or make significant changes in how it conducts, any program
services?”.”””_.h .... e e DYes_ [X]No
If "Yes,” describe these changes on Schedule O, - '

4 Describe the exempt purpose achievements for each of the organization's three largest program services by expenses.

Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: J(Expenses $ 79,284, 968 including grants of $ ) (Revenue $ )
MEDICAL PROGRAMS: THE CYSTIC FIBROSIS FOUNDATION HAS 80 OFFICES
IN 39 STATES THAT HELD TO COMMUNICATE AND DISTRIBUTE INFORMATION
ABOUT SCIENTIFIC STUDIES AND INVESTIGATIONS, CYSTIC FIBROSIS
CENTERS AND OTHER MEDICAL PROGRAMS.

4b (Code: ) (Expenses $ 8,788,285. _including grants of $ )(Revenue $ 5 )
PUBLIC INFORMATION AND EDUCATION: TO BROADEN ITS REACH AND TO :
SUPPORT ITS MISSION, THE CYSTIC FIBROSIS FOUNDATION HAS PROGRAMS
DESIGNED TO INFORM CYSTIC FIBROSIS PATIENTS, THEIR FAMILIES AND
THE GENERAL PUBLIC REGARDING THE DISEASE. 1IN 2009, CHAPTER
OFFICES PREPARED AND DISTRIBUTED EDUCATIONAL MATERIALS TO THE CF
COMMUNITY, INCLUDING AUDIO AND VISUAL AIDS, EXHIBITS AND
. CORRESPONDENCE.. THE CHAPTER OFFICES ALSO MADE AVAILABLE UP TO 22
PUBLICATIONS AND 4 INFORMATIONAL WEBCASTS THAT WERE DEVELOPED
SPECIFICALLY FOR THE CF COMMUNITY BY THE CYSTIC FIBROSIS

FOUNDATION.

4c¢ (Code: )(Expenses $ 4.750,424. including grants of § ) (Revenué $ )
COMMUNITY SERVICE PROGRAMS: THE CYSTIC FIBROSIS FOUNDATION PR
PROVIDES YEAR-ROUND EFFORTS TO EDUCATE, INFORM AND EMPOWER
PATIENTS AND THEIR FAMILIES ABOUT THE LATEST DEVELOPMENTS IN
TREATMENT AND CARE. CONSISTS OF PROGRAMS DESIGNED TO HELP THE
GENERAL PUBLIC AND CYSTIC FIBROSIS FAMILIES IN THE DETECTION OF
THE DISEASE BY PROVIDING A REFERRAL SERVICE AND HANDLING INQUIRIES
CONCERNING PATIENTS. APPROXIMATELY 25,000 PATIENTS WERE SERVED IN
2009, INCLUDING APPROXIMATELY 0960 PATIENTS WHO WERE NEWLY

DIAGNOSED.

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

(Expenses $ including grants of $ ) (Revenue $ )
4e Total program service expenses ) 92,823,677.

Form 990 (2009)
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iRl Checklist of Required Schedules

Wh 1)

2
3

4

10

11

¢ Did the organization report an amount for other liabilities in Pait 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

-~ MLV L AUV Page 3

i Yes | No
Is the organization described in section 501(c)(3) or 4947(a)( 1) (other than a private foundation)? If “Yes,” [ |
complote Schedule A . . . . ... T TR es 1 X
-Is the organization required to complete Schedule B, Schedule of Contributors?. . . ... ........... . . 2 X
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If “Yes," complete Schedule CParti....... ... ... ........ . . 3 X
Section 501(c)(3) organizations. Did the organization engage in lobbying activities? /f "Yes," complete
Schedule C, Part Il . . G R 4 X
Sections 501(c)(4), 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the section 6033(e)
notice and reporting requirement and proxy tax? If "Yes,"” complete Schedule CPartll ............... 5
Did the organization maintalfi “afly donor advised funds or any similar funds or accounts where donors have ]
the right to provide advice on the distribution or investment of amounts in such funds or accounts? Jf "Yes,"
pomplelo Schedule D, Partl. . . . . . ... TS 6 X
Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? /f "Yes," complete Schedule D, Part . . . . . .. . .. 7 X
Did the organization maintain collections of works of art, historical treasures, or other similar assels? If "Yes,"
pollole Schedule D, Partll - . . ... ... 0 7 T T eseRtes 8 X
Did the organization report an amount in Part X, line 21: serve as a custodian for amounts not listed in Part
X; or provide credit counseling, debt management, credit repair, or debt negotiation services? /f "Yes,"
oo e Schedule D, PRrtlV . . .. . . ... T st e 9 X
Did the organization, directly or through a related organization, hold assets in term, permanent, or
quasi-endowments? /" Yes," complete Schedule DPatv.. ... ... 10 X
Is the organization's answer to any of the following questions "Yes"? if So, complete Schedule D, Parts Vi,

vl D% or Xasappliable . . . . .. ... 0 00T T TRee B Pans V- '
Did the organization report an amount for land, buildings, and equipment in Part X, line 107 If "Yes," complete [

Schedule D, Part V|,

Did the organization report an amount for investments-—other-securities in Part X, line 12 that is 5% or more
of its total assets reported in Part X, line 167 If “Yes," complete Schedule D, Part V.

Did the organization report an amount for investments-pn_)gram related in Part X, line 13 that is 5% or more
of its total assets reported in Part X, line 1672 If "Yes,"” complete Schedule D, Part Vill,

Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets
reported:in Part X, line 167 /f "Yes,” complete Schedule D, Part IX,

the organization's liability for uncertain tax positions under FiN 487 if "Yes," corhplele Schedule D, Part X,

12 Did the organization obtain separate, independent audited financial statements for the tax year? /f “Yes,”
, eomplote Schedule D, Parts Xi, Xl and Xl . . .. . ... .. .. . "0 T OYRTST
12A Was the organization included in éonsolidated. independent audited financial statement for the tax year?
f "Yes, " completing Schedule D, Parts Xi, Xii, and Xiii is optional. . . ... ..... . . ..., ... ... IJ 2A
13 s the organization a school described in section 170(b)X1)(AXii)? If "Yes," complete Schedule E. . . .. .. .. ..
14a. Did the organization maintain an office, employees, or agents outside of the United Statés?. . . . . . . . .
b Did the organization have aggregate revenues or-expenses of more than $10,000 from grantmaking, fundraisin.
business, and program service activities outside the United States? If "Yes,” complete Schedule F, Part |.. . . . . .
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any
organization or entity located outside the United States? If “Yes,” complete Schedule F, Partll. . . . ... .. ... 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $6,000 of aggregate grants or assistance
. toindividuals located outside the United States? /f “Yes," complete Schedule F, Partil . ........... .. . 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services
on Part IX, column (A), lines 6 and 11e? If "Yes," complete Schedule GPartl .................... 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIll, lines 1c and 8a? If "Yes," complete Schedule GParth ...... ... ... . ... 18 X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VIll, line 9a?
If "Yes," complete Schedule GRartll. .. ... 19 X
20 Did the organization operate one or more hospitals? Jf "Yes," complete ScheduleH . . .. ............ . 20 X

JSA

Form 990 (2009)
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LA  Checklist of Required Schedules (continued)

Page 4

. Yes | No
21 - Did the organization report more than $5,000 of grants and other assistance to governments and organizations
in the United States on Part IX, column (A). line 17 If "Yes," complete Schedule |, Parts landll. . . . .. .. . . .. 21 X
22  Did the organization report more than $5,000 of grants and other assistance to individuals in the
United States on Part IX, column (A), line 27 If “Yes," complete Schedule LPatsiandlil, . ............. 22 X
23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
‘employees? If "Yes,"complete Schedule J . . . ... ........ ... ... ... .. .. ... 23 | X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 Jf "Yes," answer lines
24b through 24d and complete Schedule K. If ‘No,go to question 25 . . . . . . . . ... .. .. ... . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?. . .. ... 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
lo defease any tax-exemptbonds? . . .. ... ... ... ...l 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year?, . . . ., . . 24d
25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction
with a disqualified person during the year? /f “Yes," complete Schedule L, Part! . . .. ............... 25a X
b 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-E2? If "Yes," complete Schedule L Part . . . . ... ......... ...\ 25b X
26  Was aloan to.or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization's tax year? If "Yes," complete Schedule L, Part Il . | 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, ‘
substantial contributor, or a grant selection committee member, or to a person related to such an individual?
If "Yes," complete Schedule L, Partill . . . . ............ ... .. et e et e e e e e e e
28° Was the organization a party to a business transaction with one of the following parties (see Schedule LI
Part IV instructions for applicable filing thresholds, conditions, and exceptions): S
a A current or former officer, director, trustee, or key employee? /f "Yes," complete Schedule L, Part 1V . . . . . . . . 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete :
Schedule LPartIV. . . ..., ... ... ... . . e e 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a
- family member) was an officer, director, trustee, or direct or indirect owner? If "Yes," compiete Schedule L,
PartV . . . o e e 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? /f "Yes," complete Schedule M | 29 X
30 Did the organization receive contributions of ant, historical treasures, or other similar assets, or qualified
conservation contributions? If "Yes,"complete Schedule M . . .. . ... ... .. .. ... ... .. ... .. .. 30 X
31 .Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes," complete Schedule N,
Part] . . ... T Tt e e e e e e e e e e e e e e e e e e 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes," complete
Schedule N, Partll . . . ............. I T 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regutations
sections 301.7701-2 and 301.7701-3? Jf “Yes,” complete Schedule R, Part!. . . ... ...... e 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes," complete Schedule R, Parts I,
MN,andViline1 . . ...... ... .. .. T 34 X
35 Is any related organization a controlied entity within the meaning of section 512(b)(13)? If "Yes,” complete .
Schedule R, PartViline2 .. ... ... ... .. ... .. .. . . T 35 X
36  Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? /f "Yes, " complete Schedule R, Part Viline2 . . . . ... 36 X
37  Did the organization conduct more than §% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If “Yes," complete Schedule R
PatVl oo T 37 X
38  Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and
19? Note. All Form 990 filers are required to completeSchedule O. . . . . . . ... ................ 38 X
Form 990 (2009)
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i Page 5

Lllay Statements Regarding Other IRS Filings and Tax Compliance

1 Yes | No

"1a ‘Ent'_er‘the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of

US. Information Returns. Enter -0- if not applicable, . ., . ... . ... ... .. .. 1a 76
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable. , . . . . . .. 1b 2
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? . . . .. e

2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return _ | 2a , 433
b If at ieast one is reported on fine 2a, did the organization file all required federal employment tax returns? 2b| X
Note. If the sum of lines 19_ and 2a is greater than 250, you may be required to e-file this return. (see |;

instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by
PrOWI? oo 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," 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 e e e

b If “Yes," enter the name of the foreign country: » .

See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank
and Financial Accounts.

5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? ., |

b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction?

¢ f "Yes," to question 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding

--------------------------------

rohlbited Tax Shelter Transacton? , . . . .. ... .. ... . .. 0 reswde 5¢
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the
organization solicit any contributions that were nottaxdeductible? . . ., ., ... . ., ... . . ... . ... 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or
Qs were nottaxdeductible? . . .. .. ................. ... ... .. . . .. e ‘

7 Organizations that may receive deductible contributions under section 170(c).

a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods
ryooroes providedtothe payor? . . . L
b If "Yes," did the organization notify the donor of the value of the goods or services provided? , . . . . .. .. . .
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
roquiredto file Form 82827 .. . . ... ... ..., T T e bwes
d if "Yes," indicate the number of Forms 8282 filed duringtheyear , . ., . . . ... 7d , 1
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? , , | T I T T
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract?
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required?, , . . _ _
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as

required? | e e R R T e 7
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting.;f

organizations. Did the supporting organization, or a donor advised fund maintained by a sponsoring |33
organization, have excess business holdings at any time duringtheyear? . . ., . . .. e e e e e e :

9 Sponsoring organizations maintaining donor advised funds. £

a Did the organization make any taxable distributions under section 49667, ... ... ...

b Did the organization make a distribution to a donor, donor advisor, or related person? . . .. ... ........ _

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

a Initiation fees and capital contributions included on Part VIll, ine 12 ., . ...

b Gross receipts, included on Form 990, Part Vill, line 12, for public use of club facilites , ., , . [10b

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

@ Gross income from members or shareholders . .., ... ... .. . .. . . .. .. 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) , . .. ... ... ... 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 {12a
b_lf"Yes," enter the amount of tax-exempt interest received or accrued duringtheyear ., . . . . 12b L
Form 990 (2009)
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Governance, Management, and Disclosure For each "Yes’ response {0 lines 2 through 7b below, and

« .

Schedule O. See instructions.

for a "No" response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
g

Section A. Governing Body and Management
. Yes | No
1a Enter the number of voting members of the governingbody . . ... .............. 1a 17
b Enter the number of voting members that are independent . . . ................. 1b 16
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, directer, trustee, or key employee? . . . . . .. ... e, 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct
supervision of officers, directors or trustees, or key employees to a management company or other person? 3 _ X
4 Did the organization make any significant changes to its organizational documents since the prior Form 990 was filed?. . . . . 4 X
5 Did the organization become aware during the year of a material diversion of the organization's assets?. . . . . . 5 X
6 Does the organization have members or stockholders? . . . .. ......... e e e e e ] X
7a Does the organization have members, stockholders, or other persons who may elect one or more members
ofthegoverningb’ody?...............................' .................. 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? . . . .
8 Did the organization contemporaneously document the meetings held or written actions undertaken during
the year by the following: SoTER T
a Thegoverningbody?. . .. .............. O 8a | X
b Each committee with authority to act on behalf of the governingbody? .. ..................... 8b | X
9 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? I "Yes, " provide the names and addresses in Schedule O . . . .. ....... 9a X
Section B. Policles (This Section B requests information about policies not required by the Internal
Yes | No
102 Does the organization have local chapters, branches, oraffiliates? . .. . ... ................... 10a| X
b If "Yes," does the organization have written policies and procedures governing the activities of such chapters,
affiliates, and branches to ensure their operations are consistent with those of the organization?. . ... .. ... 10b| X
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the
form?. .o T
11A Describe in Scheduls O the process, if any, used by the organization to review this Form 990. ;
12a Does the organization have a written conflict of interest policy? If "No,"gotoline 13 . . ... ... ........ 12a
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give
risetoconficls? . ... .. ... T 12b] X
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? if "Yes,"
describe in Schedule O how thisisdone . . ... ............. .. ... .. .. . . ... . .. . . 12¢] X
13 Does the organization have a written whistieblower policy?. . . . . ... ............ ... .. ... . - X
14 Does the organization have a written document retention and destructionpolicy?. . . . .............. X
15 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?
a The organization's CEO, Executive Director, or top management official . . . . . .. . e e e e e
b Other officers or key employees of the organization . . . ... ... ......... .. ..... e .
If "Yes" to line 15a or 15b, describe the process in Schedule O. (See instructions.) E
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? . . . . . . T 16a X
b If "Yes,"” has the organization adopted a written policy or procedure requiring the organization to evaluate

its participation in joint venture arrangements under applicable federal tax law, and taken steps to safeguard

th X tus with res to such arrangements? . . . . . . . . . Sts e et e e e e us s s
Section C. Disclosure _
17 List the states with which a copy of this Form 990 is required to be fied »_ ATTACHMENT 5 ______

18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only)
vailable for public in ion. Indicate how you make these available. Check all that apply.
Own website Another's website Upon request
19 Describe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest

policy, and financial statements available to the public.

20 State the name, physical address, and teleghone number of the person who possesses the books and records of the
organization: » ROBERT J. BEALL, PH.D. 6931 ARLINGTON ROAD, STE 200 BETHESDA, MD 20814

Form 990 (2009)
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Page 7

m Compensation of Officers, Directors, Trustees, Key

" _Employees, and independent Contractors

Employeés, Highest Compensated

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

1a Complete this table for all persons required to be listed. Report com

organization’s tax year. Use Schedule J-2 if additional space is needed.

e List all of the organization's current officers, directors, trustees
of compensation. Enter -0-_in columns (D), (E), and (F)-if no compen

® List all of the organization's current key employees. See instructions for definition of "key employee.”

e List the organization’s five current highest compensated employees (other than an officer, director, trustee,
who received reportable compensation (Box 5 of Form W-2

organization and any related organizations.

® List all of the organization's former officers, key employees,
$100,000 of reportable compensation from the organization and a
® List all of the organization’s former directors or trustees that received, in the ca
the organization, more than $10,000 of reportable compe

List persons in the following order: individual trustees or
compensated employees; and former such persons.
[ Check this box if the organization did not compensate any current officer, director, or trustee.

and highest compensated em
ny related organizations.
pacity as a former director or trustee of
nsation from the organization and any related organizations. -

and/or Box 7 of Form 1098-MISC) of more than $

pensation for the calendar year ending with or within the

(whether individuals or organizations), regardless of amount
sation was paid.

or key employee)
100,000 from the

ployees who received more than

directors; institutional trustees; officers; key employees; highest

A (B) © (D) (E) F)
Name and Title Average | Position (check all that apply) Reportable Reportable Estimated
hours per [ 515 < || Ccompensation compensation amount of
week |[22[2|9|F|33 g from from retated other
gg. El8|q g—ﬁ 3 the organizations compensation
25 §' 885 || oganiation | (W-211000-MiSC) from the
‘g8 g|”8 (W-211089-MISC) organization
g [ 3 and related
§ § § organizations
g

Form 990 (2009)
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B il 3

.___Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

o (A) (B) (© () (E) (F)
Name and title Average | Position (check all that apply) Reporiable Reportable Estimated
hours per [ sislolxTox = | Cctompensation compensation amount of
week o8 (R |H12[3519 from from related other
s5|E|8le &2 13 the organizations compensation
8518 3 @o | | organization (W-2/1099-MISC) from the
(2] (28 (W-2/1099-MISC) organization
g3 2| © and related
Tla g organizations
, 3 %
Q.
Total. . ... .. . = - .. P» | 221,507| 3,162,623 419,418
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 in
reportable compensation from the organization » 2

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 S e .

4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from
the organization and related organizations greater than $150,000? If “Yes,” complete Schedule J-for such
individual,

§ Did any person listed on line 1a receive or accrue compensation from any unrelated organization 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.

(A) ® (€}
Name and business address Description of services Compensation

ATTACHMENT 6

2 Total number of independent contractors (including but not limited to those listed above) who received
more than $100,000 in compensation from the organization » 8 pas

Form 990 (2009)
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» grants
mounts

ns, gifts,
similar a

Contributio
her

l and ot
)

2a

' Program Service Revenue

b
c
d
e
f
9
3

6a

(1}

7a

Other Revenue

S T EE A el el WA

1,782,249,

Federated campaigns B I 1
Membershipdues . ........[1b

Fundraisingevents . . .. .....| 1¢c

77,420,773,

Related organizations . . . . ..., | 1d

Government grants (centributions) . . |_1e
All other contributions, gifts, grants,

21,003,952,

and similar amounts not included above . |_1f

13,345,381,

Noncash contributions included in lines ta-1f §

h Total.Addlines1a—1f...................

Business Code

(A)
Total revenue

8) () (D)

Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue 512, 613, or 514

WS
At LB

All other program service revenue . . . . .
Yotal. Add tines2a-2f . . . .........

Investment income (including dividends, interest, and

other similaramounts). . . . ... ... ..

Income from investment of tax-exempt bond proceeds . . . P

Royallies------------------

(i) Real

(i) Personat

GrossRents. . . ... ..

Less: rental expenses . . .

Rental incomeor(ldss) .

Net rental income or(loss). . . .. .....

(i) Other

. (i) Securities
Gross amount from sales of -

assets other than inventory
Less: cost or other basis

and sales expenses . . . .

Gainor(loss) . . ... ..
Netgainor(loss) . . ............
Gross income from fundraising
events (not including § __77. 420,773,

of contributions reported on line 1c).
SeePartiV,line18 . ....... ... a

Less:dlrectemenseé P 1

Net income or (loss) from fundraising events .

Gross income from gaming activities.
See Part v, line19 | _ _ . e e s ee.. @

Less: directexpenses . . ... ... .. b

Net income or (loss) from gaming activities . .
Cross sales of inventory, less
returns and allowances _ , , . e e ... @

Less: costofgoodssold. . . . ..... b
Net income or (loss) from sales of inventory. .

11,215,698 .f
11,215,698,
PPN

1,389,321.f

459,376,

Miscellanecus Revenue

Business Code

11a
b

c
d
e

12

051 1.000

o

N
Sy

5

SR S
e e 'I—A?iu?j.’:é‘

St e

é%f@«;ﬁ%gﬁj%

L il

0.

Bl REaia 5o e
A5 T & o S e
R

E5T

R X
T
: “%&.‘i‘mm

Allotherrevenue . . . ..........
Total. Add lines 11a-11d - . . . .. ... .
Total Revenue. See instructions . . . . . . .

0. |

101,136,919,

s

929,945.

Form 990 (2009)
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LlRNY Statement of Functional Expenses
. s Section 501(c)(3) and $01(c)(4) organizations must complete all columns.
* All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).

i : Al B! (%
780,00 ans on r P | o | gl | g
1 Grants and other assistance to governments and S B
organizations in the U.S. See Part IV, line 21 . . 0.
2 Grants and other assistance to individuals in
the US.SeePart IV, line22 ... ... ... .. v 0.
3 Grants and other assistance to governments,
organizations,, and individuals outside the
US.See PartiV, lines 15and 16 | . . . . . ‘ 0.
4 Benefits paid toor formembers, , , . . . . . 0.
5 Compensation of current officers, directors,
trustees, and key employees , . . . . . . . . . 0.
€ Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) . . . 0.
7 Other salariesandwages. , . ., , ..... .. 12,864,835. 8,362,143, 900, 538. 3,602,154,
8 Pension plan contributions (include section 401(k), ’
and section 403(b) employer contributions) . . . 596,183. 387,519. 41,733. 166,931,
9 Other employeebenefits . . . .. ....... 2,218,501. 1,442,026, 155, 295. 621,180.
10 Payrolitaxes. . . .. ............. 1,126,487. 732,217.] 78,854. 315,416.
11 Fees for services (non-employees): :
a Management . . ., ., .. . .. ... .. 0.
blegal ................... .. 0.
CAccounting . . . ... ............ 0.
dlobbying . .................. 0.
e Professional fundraising services. See Part WV, line 17 0.
f investment managementfees ., , , . .. . . . 0. i
gOther . . ................... 3,205. 2,083. 225. 897.
12  Advertising and promotion . . . ... ... .. 0.
13 Officeexpenses . . . . ............ 2,400,788, 1,560,512. 168,055. 672,221.
14 Information technology., . . . . ... ... .. 791,007. 514,154. 55,371. 221,482.
15 Royalties, . .. ........... ... .. 0.
16 Occupancy . .. ............... 2,428,637, 1,578,614. 170, 005. 680,018.
17 Travel . . ... ..., 583,850. 379,503. 40,869. . 163,478.
18 Payments of travel or entertainment expenses '
for any federal, state, or local public officials 0.
19 Conferences, conventions, and meetings . . . . 95,523. 62,090. 6,687. 26,746.
20 Interest . . .................. 0.
21 Paymentstoaffiiates ., .., ., . . ... .. 77,384,799.]" 77,384,799.[
22 Depreciation, depletion, and amortization . . .. 321,597. 208,038. 22,512, 90,047.
23 nsurance . . . .., .. ... . 19,590. 12,733. 1,372, 5,485.

24 Other expenses. Itemize expenses not
covered above. (E)xpenses gi’ouped together
and labeled miscellaneous may not exceed
§% of total expenses shown-on line 25 below.)

aTRAINING 1,1717. 765.] 82. 330.
bMISCELLANEOUS ___ =~~~ 300, 740. 195, 481. 21,050. 84,2009.
C e e
O e
€ e
f Alotherexpenses _ _____________ 0.
25 _Total functional expenses. Add lines 1 through 24f 101,136,919. 92,823,677, 1,662,648. 6,650,594.
26 Joint Costs. Check here p l l If following
SOP 98-2. Complete this line only if the
organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation _ . . e e e es e e

|o'é:szﬁ.ooo Form 990 (2009)
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LIRSl Financial Statements and Reporting

v

1

2a

3a

. Accounting method used to prepare the Form 990: D Cash Accrual D Other

If the organization changed its method of accounting from a prior year or checked "Other," explain in
Schedule O. '

Were the organization's finaﬁcial statements compiled or reviewed by an independent accountant? , . . . .
Were the organization's financial statements audited by an independent accountant?, , , . . .. ... . ...

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. . o

If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were
issued on a consolidated basis, separate basis, or both: .

D Separate basis Consolidated basis D Both consolidated and separate basis

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 A1332. . . .. ... ... ... .. . .. .. . . . .. . .

if "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the
required audit or audits, explain why in Schedu!e O and describe any steps taken to undergo such audits.

Yes | No

.. 2a X

. |3a X

3b

JSA

9E1054 2.000

Form 990 (2009)
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Complete if the organization is a section $01(c)(3) organization or a section
4947(a)(1) nonexempt charitable trust.

ﬁ,‘iﬁ;’;{",{’:\,‘e‘,’.'u'gélﬁi:“'y P Attach to Form 990 or Form 990-EZ. P> See separate instructions.
Name of the organization CYSTIC FIBROSIS FOUNDATION - GROUP Employer identification number
RETURN FOR THE CHAPTERS 13-6161105

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 11, check only one box.)

1

2
3
4

LITT]

T OO

10
11

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

A school described in section 170(b)(1)(A)(ii). (Attach Schedule E.) ‘
A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the

hospital's name, city, and state:

section 170(b)(1)(A)(iv). (Complete Part i)

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 Il.)

A community trust described in section 170(b)}(1)(A)(vi). (Complete Part I1.)
An organization that normally receives: (1) more than 331/3% of its support from contributions, membership fees, and gross

‘receipts from activities related to its exempt functions - subject to certain exceptions, and (2) no more than 331/3% of its

support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 508(a)(2). (Complete Part Iil.)

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

An organization organized and operated extlusively 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
5089(a)(3). Check the box that describes the type of sup orting organization and complete lines 11e through 11h.

a H Type | b D Type lI- ‘¢ Type il - Functionally integrated d D Type il - Other

By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified
persons other than foundation managers and other than one or more publicly supported organizations described in section

509(a)(1) or section 509(a)(2).

f If the organization received a written determination from the IRS that it is a Type |, Type I, or Type il supporting
organization, check thisbox . .. . B

g Since August 17, 2006, has the organization accepted any gift or contribution from any of the
following persons? _ :
() A person who directly or indirectly controls, either alone or together with persons described in (ii) Yes | No

and (iii) below, the governing body of the supported organization? 11g()

(i) A family member of a person described in (habove? ... 11g(ii)
{iil) A 35% controlied entity of a person described in () or () above? T 1g(il)

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

(i) Name of supported (i) EIN (il}) Type of organization| (iv) Is the organization | (v) Did you notify {vi) Is the (vii) Amount of
organization {described onlines 1-9 | in col. (i} listed in your | the organization in organization in col. support
above or IRC section governing document? col. {i) of your {i).organized in the
(see instructions)) . support? T uUs?
Yes No Yes No Yes . No
Total

For Privacy Act and Paperwork Reduction Act Notice,

see the Instructions for Schédule A (Form 990 or 990-E2) 2009

Form 990 or 990-EZ.

A
1210 2.000



S PUpport Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A){vi)
.____(Complete only if you checked the box on line 5,7, 0r8 of Part 1) ,

" Section A..Public Support
Calendar year (or fiscal year beginning in) p

(a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 {N Total

1  Gifts, grants, oontn’butioné. and
membership fees received. (Do not

include any "unusual grants.” . . . . . . 107.506,623.] 108,122,039.| 124,426,212.] 111,213,739.) 100,206,574, 551,475, 587.

2 Tax revenues levied for the organization's
benefit and either paid to or'expended on
ilsbehalf..'.............,

3 The value of services— or “fatilities
furnished by a governmental unit to the
organization without charge . . . . . . .

Total. Add lines 1 through 3. . . . ., . . |

S The portion of total contributions by each |
_person (other than a governmental unit or g
publicly supported organization) included B
on line 1 that exceeds 2% of the amount |~
shown-on line 11, column(f). . . . . . . Aty .
6 Public ort. Subtract line 6 fromiine 4.f7 1 i v i
Section B. Total Support ' - -
Calendar year (of fiscal year beginning in) p (a) 2005 (b) 2006 (c) 2007 (d) 2008 {e) 2009 {f) Total
7 Amounts from lined . . . ... ... 107,506,623 108,122,039.] 124,426,212 111,213,739, 100,206,974.] 551,475,587.
8 Gross income from interest, dividends,
payments received on securities loans,

rents, royallies and income from similar
Sources, ., ., ... .,......

107,506,623,

108,122,039, 124,426,212, 111,213,739, 100,206,974 ., 551,475, 587.
T B B T T A R

S il
L

S el 551,475, 587,

9 Net income from unrelated business
activities, whether or not the business is
regularly carriedon . . . . . ... ...

10 Other income. Do 'not include gain or
_loss from the sale of capital assets
(Explainin Partiv.) . ATCH 1. .. ..

11  Total support. Add lines 7 through 10 . .

12,605,019. 64,578,725.
- e A

12,746, 689.
616,054,312,

12,713,180
s !

- 12,593,876.

12 Gross recelpts from related activities, etc. (see instructions) . . . . . . . . e e e et e e 61,218,713.

13  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)
ﬂggmuuon,checkthlsboxandstophere.......... ...... S et e s e e e e e e e e e ... >r_l

Section C. Computation of Public Support Percentage

14  Public support percentage for 2009 (line 6, column (f) divided by fine 11, column o........ 14 89.52¢,

15 Public support percentage from 2008 Schedule A, Part Ii, fine 14 _ e e, e 15 89.489,

16a 331/3% support test - 2009, If the organization did not check the box on line 13, and line 14 is 331/3% or more, check
this box and stop here. The organization qualiﬂesasapublicly supported organization . . .., ... .. .. R
b 331/3% support test - 2008. If the organization did not check a box on line 13 or 16a, and line 15 is 331/3% or more,
check this box and stop here. The organization qualifies as a publicly supported organization, . . [, ..., ... ... . .4
17a 10%-facts-and-circumstances test - 2009. 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 IV how the organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported
organization, ., ., ..., . . . .. S e e e e e e T
b 10%-facts-and-circumstances test - 2008. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
16 Is 10% or more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here.
Explain in Part IV how the organzation meets the “facts-and-circumstances” test. The organization qualifies as a publicly

supported organization , . ., . . . e e e e e R I €
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see
istructions . . . . ... ... . e e e e e e I I

Schedule A (Form 990 or 990-E2) 2009

JSA
20 1.000



RECARLE oUpport Schedule for Organizations Described in Section 509(a)(2)
__(Complete only if you checked the box on line 9 of Part [.)
" Section A. Public Support
Calendar year (or fiscal year beginning in) b (a) 2005 {b) 2006
1 Gifts, grants, contribulions, and|

membership fees received. (Do not include
any‘unusual grants.”) ...

2 Gross receipts from admissions, merchandise

sold or services performed, or facilities
furnished in any aclivity that is related to the
organization's tax-exempt purpose | .

3 Gross receipts from activifies that aré not an
unrelated trade or business under seclion'51 3,

4 Taxrevenues levied for the organization's
benefit and either paid to or expended on
tsbehalf .

§ The walue of services or facilities
furnished by a governmental unit to the
organization without charge e e e

€ Total. Add fines 1 through 5 e e

7a Amounts included on lines 1, 2, and 3

received from disqualified persons . . . .
b Amounts included on lines 2 and 3
received from other than disqualified
gersons that exceed the greater of
5,000 or 1% of the amount on line 13
fortheyear . . . . ..., ., ...".

{c) 2007 {d) 2008 {e) 2009 (f) Total

¢ Addlines7aand7b. . . ... ... .. ‘
8 - Public support (Subtract line 7c from »
line6.) . . ..............
Section B. Total Support
~ Calendar year (or fiscal year beginning in) »|  (a) 2005 {b) 2006 {¢) 2007 (d) 2008 (e) 2009 {f) Total
9 Amouhﬂs fromiine6, . . ....,. ... : '
10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources. . . ..............
b Unrelated business taxable income (less
. section 511 taxes) from businesses
acquired after June 30, 1975 _ =
¢ Add lines 10a and 10b _ e e
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is regularly
carriedon - ¢ - . .. 0. ... ...
12 Other income. Do not include gain or
loss from the sale of capital assets )
{Explainin Partiv.) . . . . . . e e
13 Total support. (Add lines 9, 10c, 11,
and12) .,
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)
_‘organlzaﬂon,cheokthisboxandstophere.,.....'............. ....... ¢ e e e e .
Section C. Computation of Public Su Percentage -
15  Public support percentage for 2009 (line 8, column (f) divided by line 13, column m. . ..... e 15 %
16 _ Public support percentage from 2008 Schedule A, Partlll, line1s. . . , . ... ... s s s e e el 16 %
Section D. Computation of Investment Income Percentage
17 . Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f)) e e e e, .. L7 %
18  Investment income percentage from 2008 Schedule A, Part lil, line 17 B, ... 18 %

19a 33 1/3% support tests - 2009. if the organization did not check the box on line 14, and line 15 is more than 331/3%, and line
17 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization »
b 33 1/3% support tests - 2008. if the organization did not check a box on line 14 or tine 19a, and line 16 is more than 331/3 %, and
line 18 is not more than '33113%, check this box and stop here. The organization qualifies as a publicly supported organization » H

20 _ Private foundation. if the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions P |
,2§A1 000 Schedule A (Form 990 or 990-E2) 2009
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SiZRzE vupplemental Information. Complete this part to provide the explanation required by Part I, line 10;
. _.Partll, line 17a or 17b; or Part Ill, line 12. Provide any other additional information. See instructions
T, ' ATTACHMENT 1

SCHEDULE A, PART I1 - OTHER INCOME

DESCRIPTION 2005 2006 2007 2008 2009 TOTAL
INSURANCE CLAIM PROCEEDS 180, 916. 180, 916.
GROSS FUNDRAISING REVENUE 12,593,876. 12,565,773. 12,713,180. 12,130, 186. 11,215,698, 61,218,713.
GROSS GAMING REVENUE A 1,789,775, 1,389,321. 3,179,096,
TOTALS 12,593,876, 12,746,689. 12,713,180. 13,919,961. 12,605,019, 64,578,725.
JSA Schedule A (Form 990 or 990-E2) 2009

225 2.000



