SCANNED AUG 06 2007

v w

Form 990 Return of Organization Exempt From Income Tax | OMBQNE(D;; 7

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

Department of the Treasury Open to Public

Internal Revenue Service » The organization may have to use a copy of this retum to satisfy state reporting requirements. Inspection
A For the 2006 calendar year, or tax year beginning March 1 , 2006, and ending February28 ,20 07
B Chack f applr 200702 031530000 29 1B L D Employer identification number
D] Adaress on PACIFIC NORTHWEST FRIENDS OF FSH 1 86! 1108537
[] Name chani % TERESA COLELLA R E Telephone number
] it returm ﬁ%gkigﬁg Plﬁm 8 ( 425) 827-1663
] Finat rotum! 98033-4903 F Acorfigoetod [7] Gsh ] Accn
[J Amended rotu. 4[] other (spectty) 5;7 —
" i n aw « are not applicable to section organiza
L] Appiication pering  © m&ggﬂf? ;‘mh::::: ;::ed?l‘::’ )((I:t))l:'lo xﬁm&ﬂfnue Hia) s this a group retum for affiliates? [ ] Yes [/] no
G_Website: » www.fshfriends.org H) If “Yes,” enter """'be’ of affiiates » ..............
Hic) Are all affiliates included? [ Yes /1m0
J Organization type (check only one) » [/] 501(c) { 3 ) « (insert no) [ 4947@@)t) or [} 527 (f “No,"” attach a list. See instructions.)
. . 5 izati , H(d) s this a separate retum fied by an
: mﬁnﬁwﬁﬁmmaa&nﬁﬁﬂmmnm&& organization covered by a group niting? [] Yes [} No
to fle a retum, be sure to file a complete retum. 1 Group Exemption Number »
M Check » [] if the organization is not required
Gross receipts: Add lines 6b, 8b, 9b, and 10b to line 12 » 389,682 to attach Sch. B (Form 990, 990-EZ, or 990-PF).
Revenue, Expenses, and Changes in Net Assets or Fund Balances (See the instructions.)
1 Contributions, gifts, grants, and similar amounts received:
a Contributions to donor advised funds . . . . . . . [1a
b Direct public support (not included ontineta) . . . . [ 1b 277,127
¢ Indirect public support (not included on line 1a) . . 1c
d Government contributions (grants) (not included on line 1a) id o
e Total (add lines 1a through 1d) (cash $__ 185,256 noncash ¢ 91,871 ) | te 277,127
2 Program service revenue including govenment fees and contracts (from Part VII, line 93) 2
3 Membership dues and assessments . . 3
4 Interest on savings and temporary cash investments 4 10,133
§ Dividends and interest from securities 5 20
6a Gross rents A I
b Less: rental expenses } 6b
¢ Net rental income or (loss). Subtract Ime 6b from Ilne 6a . e e e e e . 6c
g| 7 Other investment income (describe » ) 7
§| 8a Gross amount from sales of assets other ) Securties () Other
& than inventory . . 55,028 | 8a
b Lo&oostoroﬂrerbasnsandsalsexpens&& 54,841 8b
¢ Gain or (loss) (attach schedule) . . . 187 ] 8c _
d Net gain or (loss). Combine line 8¢, columns (A)and B) . . . 8d 187
9  Special events and activities (attach schedule). lfanyamoumnsfmmgamg,medmae » O
a Gross revenue (not including $ 92,184 of
contributions reported on line1b) . . . . . %a 42,413
b Less: direct expenses other than fundraising expenses . LSb 44,533}
¢ Net income or (loss) from special events. Subtract line 8b fromline9a . . . . . 9c -2,120
10a Gross sales of inventory, less retums and allowances . . |10a 2,029
b Less: cost of goods sold. . . 10b 4043|
¢ Gross profit or loss) from sales of mventory (attach scheduie) Subtract line 10b from line 10a .| 10¢ -2,015
11 Other revenue (from Part VI, line 103) . . ... 11 2,933
12 Totalrevenue.Addllnes1e,23456c7 8d 90 10c and11 e e e e 12 286,265
® 13 Program services (from line 44, column (B e e e e, 13 1?2,2::3
2|14 Management and general (from line 44, e T 14 2
8|15 Fundraising (from line 44, column (D)) ECEIVED SR A I (- 5,270
8|18 Payments to affiliates (attach schedule) . Qf. . . . |16
17 Total expenses. Add lines 16 and 44, . =24 I K'Y/ 149,947
8(18 Excess or (deficit) for the year. Subtract line 17 frolelne 19 ‘UU/ (7; . . . . |18 136,318
2|19 Net assets or fund balances at beginni %‘(A)), .. . |18 242,459
% |20 Other changes in net assets or fund ... . |2
Z | 21 Net assets or fund balances at end of year. Com me ~19; ... 21 378,777
For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. Cat. No 11282Y Form 990 (2006)

G 1T /7




Form 990 (2006) Page 2
Statement of All organizations must complete column (A). Colummns (B), (C), and (D) are required for section 501(c}{3) and (4)
Functional Expenses organizations and section 4947(a)(1) nonexempt charitable trusts but optional for others. (See the instructions.)

Do not include amounts reported on line (B) Program (C) Management
6b, 8b, 9b, 10b, or 16 of Part I. W) Yotal services and gener) | (@) Fundrasing
22a Grants paid from donor advised funds (attach schedule)
(cash$ ____ noncash$ )
If this amount includes foreign grants, check here » [ [22a
22b Other grants and allocations (attach schedule)

(cash$ 122,000 popeash § _ ) \
If this amount includes foreign grants, check here » [ [22b 122,000 122,000 ‘
23 Specific assistance to individuals (attach ‘
schedule) . . . . . 23 2,833 2,833 |
24 Benefits paid to or for members (aﬂach i
schedule) . . . . . N . -

25a Compensation of current ofﬁcers dlrectors
key employees, etc. listed in Part V-A (attach
schedule) . . . . . . |25a
b Compensation of former off cers, directors,
key employees, etc. listed in Part V-B (attach
schedule) . . . 25b
c Canpanﬁmanddherd&rﬂmms.notmdudedabove,to
disqualified persons {as defined under section 4958{f1)) and
persons described in section 4958(c}{3)(B) (attach schedule)
26 Salaries and wages of employees not included
on lines 25a, b, and ¢
27 Pension plan contributions not mcluded on
lines 25a, b, and ¢
28 Employee benefits not mcluded on Ilnes
25a - 27
29 Payroll taxes . .
30 Professional fundralsmg fees
31 Accounting fees .
32 Legal fees .
33 Supplies
34 Telephone .
35 Postage and shlpplng
36
37
38
39
40
a1
42
43
a

7,500 7,500

5,944 2,565 3,379

1,357 116 1,241

Occupancy

Equipment rental and mamtenance

Pnnting and publications .

Travel .

Conferences, oonventons and meetmgs

Interest . .

Depreciation, depletlon etc (attach schedule)
not covered above (itemize):

15 15
5,443 5,443

323 323
3,522 3,522
760 360 400
250 250

§§§§§§§ alzislslalslelelaklzlelly N 8 B

44 Total functional expenses. Add lines 22a
through 43g. (Organizations completing
columns (B)—(D) carry these totals to lines
13-15) . . 4 149,047 130,636 14,041 5,270

Joint Costs. Check » |:I if you are fonowmg SOP 98-2.

Are any joint costs from a combined educational campaign and fundraising solicitation reported in (B) Program services? . » [JYes [INo

If *Yes,” enter (i) the aggregate amount of these joint costs $ ; {ii) the amount allocated to Program services $_________:

(iii) the amount allocated to Management and general $ ; and (iv) the amount allocated to Fundraising $

Form 990 (2006)



Form 990 (2006)

Page3

Statement of Program Service Accomplishments (See the instructions.)

Form 990 is available for public inspection and, for some people, serves as the primary or sole source of information about a
particular organization. How the public perceives an organization in such cases may be determined by the Information presented
on its retumn. Therefore, please make sure the retum is complete and accurate and fully describes, in Part lli, the organization’s

programs and accomplishments.

What is the organization’s primary exempt purpose? » See#1attached . .
All organizations must describe their exempt purpose achievements in a clear and concise manner. State the number
of clients served, publications issued, etc. Discuss achlevements that are not measurable. (Section 501(c)3) and (4)
organizations and 4947(a)(1) nonexempt charitable trusts must also enter the amount of grants and allocations to others.)

Program Service

Expenses
(Rmmudfwwl(:; and
{4) orgs., and 4947(a)(1)

trusts; but
others.)

(Grants and allocations $ "7770) H this amount includes foreign grants, check here B[] 360
b _Gifts granted to FSHD Research Fund- UW Medicine $100,000 to support FSH studies;

_University of Calf Irvine to support FSHD research in Biological Chemistry

(Grants and allocations $ B 122,000) Hf this amount includes foreign grants, check here » ] 122,000
¢ _Sponsored and presented FSH workshop - specialists in FSH research attended

_disease. e e e e e e e m m m = o 2 e e

(Grants and allocations” $ 0) if this amount includes foreign grants, check here » [ ] 5,443
d _Gift granted to support Sara Winokur attendance at March 6, 2007 CHOC Stem Cell Training course._

{(Grants and allocations™ T 0) if this amount includes foreign grants, check here » [ ] 2,833
e Other program services (attach schedule)

(Grants and allocations $ } If this amount includes foreign grants, check here » [}
f Total of Program Service Expenses (should equal line 44, column (B), Program services). . . . . » 130,636

Form 990 (2006)



Form 930 (2006)
XYY Balance Sheets (See the instructions.)

Note:

Page 4

Where required, attached schedules and amounts within the description
column should be for end-of-year amounts only.

A
Beginning of year

®)
End of year

Assets

45 Cash—non-interest-bearing . .
46 Savings and temporary cash mvestments .

Accounts receivable 47a

159,273

5,630

129,075

420,100

b Less: allowance for doubtful accounts .

200

48a Pledges receivable

47b
b Less: allowance for doubtful accounts ; 48b

50

Grants receivable .
Receivables from cumrent and former oft" icers, dlrectors trustees and
key employees (attach schedule) . .

b Recsivables from other disqualified persons (as deﬁned under sechon
4958(f)(1)) and persons described in section 4958(c)(3)(B) (attach schedule)
Other notes and loans receivable (attach
schedule) .

g8

51a
51a

b Less: allowance for doubtful accounts } 51b

52 Inventories for sale or use .

853 Prepaid expenses and deferred charges e e e e e
Investments—publicly-traded securities . » [Jcost LIFMv
b Investments—other securities (attach schedule) » O cost L rmv
Investments—land, buildings, and

equipment: basis 55a

3,861

3,047

b Less: accumulated deprecnatlon (attach

schedule) . 55b

56 Investments—other (attach schedule) ...
57a

Land, buildings, and equipment: basis .

b Less: accumulated depreciation (attach
schedule) . 57b

3

58 Other assets, |nclud|ng program related mvestments
(describe P el
Total assets (must equal line 74). Add lines 45 through 58 .

292,459

428,777

Liabilitles

Accounts payable and accrued expenses .

Grants payable .

Deferred revenue

Loans from officers, dlrectors, trustees and key employees (attach
schedule) . .

64a Tax-exempt bond llabllmes (attach schedule)

b Mortgages and other notes payable (attach schedule) .

2R28(8

50,000

61

50,000

65 Other liabilities (describe »

66 Total liabilities. Add lines 60 through 65

50,000

g 2882 [®

50,000

Net Assets or Fund Balances

Organizations that follow SFAS 117, check here > [4] and complete lines
67 through 69 and lines 73 and 74.

67 Unrestricted .

242,459

l
|
|

378,777

68 Temporarily restncted

69 Permanently restricted

883

Organizations that do not follow SFAS 117 checkhemb El and
complete lines 70 through 74.

70 Capital stock, trust principal, or current funds.

71 Paid-in or capital surplus, or land, building, and equnpment fund

72 Retained eamings, endowment, accumulated income, or other funds

73 Total net assets or fund balances. Add lines 67 through 69 or lines
70 through 72. (Column (A) must equal line 19 and column (B) must
equal line 21)

74 Total liabilities and net aasetslfund balances. Add Imes 66 and 73

292,459

428,777

Form 990 (2006)



Form 990 (2006)
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Page 5
Reconciliation of Revenue per Audited Financial Statements With Revenue per Retum (See the
instructions.)
a Total revenue, gains, and other support per audrted financial statements . a N/A
b  Amounts included on line a but not on Part |, line 12:
Net unrealized gains on investments b1
Donated services and use of facilities . b2
Recoveries of prior year grants . e e b3
Other (SPeCify): ... o e eeimeeeeme——mmmeeemmmmmaes
______________________________________________________________ b4 -
Add lines b1 through b4 b
¢ Subtract line b from line a c
d Amounts included on Part |, line 12 but not on Ime a:
1 Investment expenses not included on Part [, line 6b . d1
2 Other (Specify): ..o iiieceaaececeeeecoemmmmnnen
___________________________________________________ . o Ld2 L
Add linesd1 and d2 . .. d
Total revenue (Part |, line 12) Add Im&s c and d . . . > e
Recondiliation of Expenses per Audited Fnanual Statements Wllh Expenses per Retum
Total expenses and losses per audited financial statements a N/A
b Amounts included on line a but not on Part |, line 17:
Donated services and use of facilities . b1
Prior year adjustments reported on Part |, line 20 b2
Losses reported on Part |, line 20 .. b3
Other (SPeCify): ..ot
___________________________________________ - b4 .-
Add lines b1 through b4 b
¢ Subtract line b from line a c
d Amounts included on Part |, line 17 but not on I|ne a:
1 Investment expenses not included on Part |, line 6b . d1
2 Other (SPeCHY): e eeieeeaanceceeeeeaaaaaannas
____________________________________ . ) d2
Add linesdi andd2 . .. |d
Total expenses (Part I, line 17) Add lines ¢ and d . e

Current Officers, Directors, Trustees, and Key Employm (Llst each person who was an officer, director, trustee,
or key employee at any time during the year even if they were not compensated.) (See the instructions.)

B) (C) Compensation { (D) Ceniributions to employee | (E) Expense account
(A) Name and address Title and average hours per | (If not paid, enter |  benefll plans & deferred | and other allowances
week devoted to position -0-) compensation plans
_BrianColella ] Hon Chairman 4hr
217 19th Place, Kirkland, WA 98033 0 0 0
_TeresaColella ] President 10hr
217 19th Place, Kirkland, WA 98033 0 0 0
ValerieEnger ] VicePresident 1hr
11215 NE 59th Place, Kirkland, WA 98033 0 0 0
_NoraWorsech ] Treasurer 2hr
1718 5th Place, Kirkland, WA 98033 0 0 0
SandyEBaker ] Secretary 1hr
222 19th Place, Kirkland, WA 98033 0 0 0
_SusanBraun ] Protocal Advisor
PO Box 2642, Kirkland, WA 98033 1hr 0 0 0
_RichardColelta | Board Member 10hr
217 19th Place, Kirkland, WA 98033 0 0 0

Form 990 (2006)



Form 990 (2006)
Current Officers, Directors, Trustees, and Key Employees (continued)
75a Enter the total number of officers, directors, and trustees pemmitted to vote on orgamzatlon business at board

Page 6

meetings . . . . . >

b Are any officers, directors, trustees, or key employees listed in Form 930, Part V-A, or highest compensated
employees listed in Schedule A, Part |, or highest compensated professional and other independent
contractors listed in Schedule A, Part lI-A or II-B, related to each other through family or business
relationships? If “Yes,” attach a statement that identifies the individuals and explains the relationship(s) .

¢ Do any officers, directors, trustees, or key employees listed in Form 990, Part V-A, or highest
compensated employees listed in Schedule A, Part |, or highest compensated professional and other
independent contractors listed in Schedule A, Part ll-A or II-B, receive compensation from any other
organizations, whether tax exempt or taxable, that are related to the organization? See the instructions for
the definition of “related organization.”, . . A ¢
If “Yes,” attach a statement that includes the mformatlon descnbed in the |nstruct|ons

d Does the organization have a written conflict of interest policy?

Yes| No
50| V|
!

75¢ v
75d| | v

Former Officers, Directors, Trustees, and Key Employees That Reoelved COmpenmtron or Other Beneﬁts(lf any former
officer, director, trustee, or key employee received compensation or other benefits (described below) during the year, list that
person below and enter the amount of compensation or other benefits in the appropriate column. See the instructions.)

(C) Compensation | (D} Contribubons to employes (E) Expense
(A) Name and address (B} Loans and Advances (if not pad, beneft pians & deferred account and other
enter -0-) compensaton plans allowances
EIEAN Other Information (See the instructions.) Yes| No
76 Did the organization make a change in its activities or methods of conducting activities? If “Yes,” attacha |- - |- |
detailed statement of each change . .. 76 v
77 Were any changes made in the organizing or govemmg documents but not reported to the IRS? 44 v
If “Yes,” attach a conformed copy of the changes. |
78a Did the organization have unrelated business gross income of $1,000 or more during the year covered by | - | - | —
this retum? 78a v
b If “Yes,” has it filed a | tax retumn on Form 990-T for this year? ; 78b
79 Was there a liquidation, dissolution, termination, or substantiat oontrachon dunng the year? If "Yes attach 4
a statement .. . . . . Lt:) v
80a Is the organization related (other than by association wnth a statewnde or natuonwude orgamzatlon) through 4
common membership, goveming bodies, trustees, officers, etc., to any other exempt or nonexempt |- | _ |-
organization? . ) v
b If “Yes,” enter the name of the organlzatlon > .............................. S
__________________________ and check whether it is [ exempt or [J nonexempt L
81a Enter direct and mdlrect political expenditures. (See line 81 mstruc‘hons.) . |81a] I R AJ
b Did the organization file Form 1120-POL for this year? . . . e e . 81b

Form 990 (2006)



Form 990 (2006) Page 7
Other Information (continued) Yes| No
82a Did the organization receive donated services or the use of materials, equipment, or facilities at no charge

or at substantially less than fair rental value? . 82a v

b If “Yes,” you may indicate the value of these items here. Do not mclude th|s
amount as revenue in Part | or as an expense in Part Il.

(See instructions in Part lIl) . . . . R : - -] .
83a Did the organization comply with the pubhc mspectnon nequnrements for returns and exemption applications? |83a v
b Did the organization comply with the disclosure requirements relating to quid pro quo contributions? . 83b| v
84a Did the organization solicit any contributions or gifts that were not tax deductible? 84a Y

b If “Yes,” did the organization include with every solicitation an express statement that such oontnbutlons or : |

gifts were not tax deductible? I K
85 501(c)(4), (5), or (6) organizations. a Were substantlally aII dues nondeductnble by members? . | 85%a

b Did the organization make only in-house lobbying expenditures of $2,000 or less? 85b
If “Yes” was answered to either 85a or 85b, do not complete 85¢ through 85h below unless the orgamzatlon ‘
received a waiver for proxy tax owed for the prior year. ‘

¢ Dues, assessments, and similar amounts rommembers . . . . . . . .|85¢ 1

d Section 162(e) lobbying and political expenditures . . . . .|esd \

e Aggregate nondeductible amount of section 6033(e)(1)(A) duee notloes . . .|85e |

f Taxable amount of lobbying and political expenditures (line 85d less 85¢) . . [85f D D

g Does the organization elect to pay the section 6033(e) tax on the amount on line 85f?

h If section 6033(e)(1)(A) dues notices were sent, does the organization agree to add the amount on l|ne 85f (‘
to its reasonable estimate of dues allocable to nondeductible lobbylng and polmcal expenditures for the =
following tax year? R 85h

86 501(c)(7) orgs. Enter: a Initiation fees and mpltal oontnbutlons mcluded on Ime 12 . |86a ;

b Gross receipts, included on line 12, for public use of club facilites . . . . . |86b !

87 501(c)(12) orgs. Enter: a Gross income from members or shareholders . . . [87a |

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

sources against amounts due or received fromthem.) . . . . . . . .|8m ‘
88a At any time during the year, did the organization own a 50% or greater interest in a taxable corporation or

partnership, or an entity disregarded as separate from the organization under Regulatlons sections . -

301.7701-2 and 301.7701-3? If “Yes,” complete Part IX . 88a v

b At any time during the year, did the organization, directly or |nd|rectly own a controlled entrty wrthln the

meaning of section 512(b)(13)? If “Yes,” complete Part XI . . . . . . .p 88D Y
89a 5017(c)(3) organizations. Enter: Amount of tax imposed on the organlzatlon dunng the year under J
section 4911 W ______________________. ;section4912p_______________ ;section4955 ™ . _____ i
b 501(c)(3) and 501(c)(4) orgs. Did the organization engage in any section 4958 excess benefit transaction '
; during the year or did it become aware of an excess benefit transaction from a prior year? If “Yes,” attach |- .
| a statement explaining each transaction . c e e 8% / ‘
¢ Enter: Amount of tax imposed on the orgamzatlon managers or dlsquallﬁed ‘
| persons during the year under sections 4912, 4955, and4958 . . . . . » i

d Enter: Amount of tax on line 89c, above, reimbursed by the organization . . » x

e All organizations. At any time during the tax year, was the organization a party to a prohlbrted tax shelter | -
transaction? 89e 4

f All organizations. Did the orgamzatlon aoqmre a dlrect or |nd|rect mterest in any apphcable insurance contract? 89f

g For supporting organizations and sponsoring organizations maintaining donor advised funds. Did the
supporting organization, or a fund maintained by a sponsoring organization, have excess business holdmgs S T
at any time during the year? . . e e e e e e 4

90a List the states with which a copy of this retum is filed B y_v.@f-i'.".'.‘ﬂt_?!‘. ____________________________________________________________

b Number of employe% employed in the pay penod that includes March 12, 2006 (See
instructions.) . . . } . . . leob] 0

91a The books are in care of » TeresaColella  ~ ~ ~ ~ ° ~ " ° " Telephone no. » (.425 ) 8278954
Located at p 217 19th PlaceKirkland, WA ZP+4» ... 980334903 .

b 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 (suoh as a bank account, securities account, or other financial Yes| No
account)? O 1. -) v

If “Yes,” enter the name of the forelgn country > ................................................................

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

Form 990 (2006)




Form 990 (2006)

Page 8

Yes| No

WLomer Information (continued)

¢ At any time during the calendar year, did the organization maintain an office outside of the United States'?] 91c v
if “Yes,” enter the name of the foreign country b

92 Section 4947(a)(1) nonexempt charitable trusts filing Form 990 in lieu of Form 1041—Check here

and enter the amount of tax-exempt interest received or accrued during the tax year

. > 192

Analysis of Income-Producing Activities (See the instructions.)

Note: Enter gross amounts unless otherwise
indicated.
93 Program service revenue:

Unrelated business income

Excluded by section 512, 513, or 514

B
Related or

A
Business code

(8)
Amount

(©
Exclusion code!

(D)
Amount

exempt function
income

Medicare/Medicaid payments .

Q@ -0 Q0 0o

Membership dues and assessments .

Dividends and interest from securties

S8&8R

a debt-financed property
b not debt-financed property .

Other investment income

388

101 Net income or (loss) from special events

102 Gross profit or (loss) from sales of inventory

103  Other revenue: a reimbusements

Fees and contracts from govemment agenc:&e

Interest on savings and temporary cash mvestments

14

10,133

14

20

Net rental income or (loss) from real estate:

Net rental income or (loss) from personal propeny

Gain or (loss) from sales of assets other than mventory

14

187

-2,120

-2,015

2,933

oaQaouUT

104 Subtotal (add columns (B), (D), and (E))

105 Total (add line 104, columns (B), (D), and (E))

10,340

-1,202

Note: Line 105 plus line 1e, Part I, should equal the ambunt on I/ne 12 Panl

>

9,138

Pa Relationship of Activities to the Accomplishment of Exempt Purposes (See the instructions.)

Line No.

v of the organization’s exempt purposes (other than by providing funds for such purposes).

Explain how each activity for which income is reported in column (E) of Part VIl contributed importantly to the accomplishment

101 Live and silent auctionand dinner, included speaker&video presentation that educated participants about FSH.

102 Inventory placed on internet site describing FSHactivity; inventory sold through activity to publicize FSH.

103 Reimbusements received from non-medical participants in FSH workshop.

Information Regarding Taxable Subsidiaries and Disregarded Entities (See the instructions.)

A)
Name, address, and EIN of corporation,

(B)

Percenta C End g
partnership, or disregarded entity ownership % Nature ‘gf Lctlvities Total(i[r:z;ome ase-tysw
%
9%
9%
%

Information Regarding Transfers Associated with Personal Benefit Contracts (See the instructions.)

(a) Did the organization, during the year, receive any funds, directly or indiractly, to pay premiums on a personal benefit contract?
(b) Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? [] Yes No

Note: If “Yes” to (b), file Form 8870 and Form 4720 (see instructions).

O Yes No

Form 990 (2006)



Form 990 (2006)

Page 9

is a controlling organization as defined in section 512(b)(13).

Information Regarding Transfers To and From Controlled Entities. Complste only if the organization

Yes | No
106 Did the reporting organization make any transfers to a controlled entity as defined in section 512(b)(13) of
the Code? If “Yes,” complete the schedule below for each controlled entity. v
addr(:)ss. of each Employer I(gt)entﬁm De: (gzio of ®)
ea n scription
controlled enti Number transfer Amount of transfer
a | ]
b | ]
e [ ]
Totals
Yes | No
107 Did the reporting organization receive any transfers from a controlled entity as defined in section
512(b)(13) of the Code? If “Yes,” complete the schedule below for each controlled entity. v
N ddgs. of each Employer I(callm:ﬁcaho Desergi of ©)
ame, a ea n on
led entity Number transfer Amount of transfer
I
L
O ]
Totals
Yes | No
108 Did the organization have a binding written contract in effect on August 17, 2006, covering the interest,
rents, royalties, and annuities described in question 107 above? v
Under penalties of penury, | declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge
and belief, 1t 1s true, correct, and complete. Declaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge.
Plea
Sien A A gl | /07
Hegre Signature of officer Date ¢ 4
Nora Worsech, Treasurer
‘ Type or pnnt name and title
| Paid Preparer's } Date Chock i Preparer’s SN or PTIN (See Gen. inst. )
atu toved
‘ Ws :‘::fs r:me (or yours = D f
‘ Use Only | i X EIN > :
3 address, and ZIP + 4 Phone no, P { )
Form 990 2006)

@ Frinted on recycied paper



SCHEDULE A Organization Exempt Under Section 501(c)(3) OMB No_1545-0047

(Form 990 or 990-E2) {Except Private Foundation) and Section 50](e). 501(f), S01{k), 501(n),
or 4947(a)(1) Nonexempt Charitable Trust
of the Treasay Supplementary Information—(See separate instructions.) 2@06
Internal Revenue Service » MUST be completed by the above organizations and attached to their Form 990 or 990-EZ
Name of the organization Employer identification number

Pacific Northwest Friends of FSH Research

81 ; 1108537

Compensation of the Five Highest Paid Employees Other Than Officers, Directors, and Trustees
{See page 2 of the instructions. List each one. If there are none, enter “None.")

(d) Contnbutions to {e) Expense
(a) Name and address of each employee paid more {b) Title and average hours
than $50,000 per week devoted to posiiion (e} Compensation H‘;‘gfelw"s ?ﬁr:mpemn& m"m
none . e
Total number of ather employees paid over $50,000 . P 0 |

Compensation of the Five Highest Paid Independent Contractors for Professional Services
(See page 2 of the instructions. List each one (whether individuals or firms). If there are none, enter “None.”)

(a) Name and address of each independent comtractor pard more than $50,000

(b) Type of service {c) Compensation

Total number of others receiving over $50,000 for
professional services . . R O 0

Compensation of the Five Highest Paid Independent Contractors for Other Services
(List each contractor who performed services other than professional services, whether individuals or
firms. If there are none, enter “None.” See page 2 of the instructions.)

(a) Name and address of each independent contractor paid more than $50,000

(b) Type of service {c) Compensation

Total number of other contractors receiving over
$50,000 forotherservices . . . . . . . P 0

For Paperwork Reduction Act Notice, see the Instructions for Form 890 and Form 990-E2.

Cat. No. 11285F Schedule A (Form 890 or 990-EZ) 2008



Schedule A (Form 880 or 990-EZ) 2006

Pege 2

Elagll] Statements About Activities (See page 2 of the instructions.) Yes| No
1 Dunng the year, has the organization attempted to influence national, state, or local legislation, including any
attempt to influence public opinion on a legislative matter or referendum? If “Yes,” enter the total expenses paid
or incurred In connection with the lobbying activites » $ (Must equa! amounts on line 38,
Part VI-A, or line i of Part VI-B) . . .. 1 v
Organizations that made an election under section 501(h) by filing Form 5768 must complete Part VI-A. Other
organizations checking “Yes” must complete Part VI-B AND attach a statement giving a detailed descnption of i
the lobbying activities. :
|
2 During the year, has the organization, either directly or indirectly, engaged in any of the following acts with any {
substantial contributors, trustees, directors, officers, creators, key employees, or members of their families, or
with any taxable organization with which any such person is affihated as an officer, director, trustee, majority
owner, or principal beneficiary? (If the answer to any question is “Yes,” attach a detailed statement explaining the \
transactions.) N ;
Sale, exchange, or leasing of property? . 2a v
Lending of money or other extension of credit? 2 v
Fumnishing of goods, services, or facilities? . 2c v
Payment of compensation (or payment or reimbursement of expenses if more than $1,000)? . 2d v
Transfer of any part of its Income or assets? 2e v
3a Did the organization make grants for scholarships, fellowships, student loans, etc.? (if “Yes,” attach an explanation
of how the organization determines that recipients qualify to receive payments.) . e .. 3a v
Did the organization have a section 403(b) annuity plan for its employees? . 3b A
Did the organization receive or hold an easement for conservation purposes, including easements to preserve open
space, the environment, historic land areas or histonc structures? If “Yes,” attach a detailed statement 3c A
Did the organization provide credit counseling, debt management, credit repair, or debt negotiation services? v
4a Did the organization maintain any donor advised funds? If “Yes,” complete lines 4b through 4q. 1f “No,” complete
lines 4f and 4g | 4a v
Did the organization make any taxable dlstnbutlons under section 4966? 4b v
Did the organization make a distnbution to a donor, donor advisor, or related person? 4c v
Enter the total number of donor advised funds owned attheendofthetaxyear. . . . . . . . . . » L
Enter the aggregate value of assets held in all donor advised funds owned at the end of the taxyear . . » 0
Enter the total number of separate funds or accounts owned at the end of the tax year (exciuding donor advised
funds included on line 4d) where donors have the right to provide advice on the distribution or investment of
amountsinsuchfundsoraccounts . . . . . . . . . . . . . . . . . . . ... .0» 0
0

Enter the aggregate value of assets held in all funds or accounts included on line 4f at the end of the tax year »

Schedule A (Form 990 or 890-EZ) 2006




Schedute A (Form 990 or 990-EZ) 2006 Page 3
Reason for Non-Private Foundation Status (See pages 4 through 7 of the instructions.)

| certify that the organization is not a private foundation because it is: (Please check only ONE applicable box.)
5 [ A church, convention of churches, or association of churches. Section 170(b)(1}{A)().

6 [0 A school. Section 170{)(1)(A)i). (Also complete Part V.)
7 [ A hospital or a cooperative hospital service organization. Section 170(b)(1)(A)(ii).
8 [0 A federal, state, or local government or govemmental unit. Section 170(b)(1)(A)(v).

9 [ A medical research organization operated in conjunction with a hospital. Section 170(b)(1)(A)(iii). Enter the hospital’s name, city,

10 [ Anorganization operated for the benefit of a college or university owned or operated by a govemmental unit. Section 170(b)(1)(A)(v).
(Also complete the Support Schedule in Part [V-A.)

11a [] An organization that normally receives a substantial part of its support from a govemmental unit or from the general public. Section
1700)(1)(A)(vi). (Also complete the Support Schedule in Part IV-A))

11b (] A community trust. Section 170(b){1){A)(vi). (Also complete the Support Schedule in Part IV-A))

12 (/] Anorganization that normally receives: (1) more than 33%% of its support from contributions, membership fees, and gross receipts
from activities related to its charitable, etc., functions—subject to certain exceptions, and {2) no more than 33%% 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). (Also complete the Support Schedule in Part IV-A)

13 [ An organization that is not controlled by any disqualified persons (other than foundation managers) and otherwise meets the
requirements of section 509(a)(3). Check the box that describes the type of supporting organization:

O Typel [ Type tl O Type lll-Functionally integrated OType i-Other
Provide the following information about the supported organizations. (See page 7 of the instructions.)
(a) (b) {c) (d) (e)
Name(s) of supported organization(s) Employer Type of Is the supported Amount of

identification organization organization listed in support
number (EIN}) {described in lines the supporting

5 through 12 organization’s

above or IRC govemning documents?

section)
Yes No

14 [ An organization organized and operated to test for public safety. Section 509(a)(4). (See page 7 of the instructions.)
Schedule A (Form 890 or 890-EZ) 2006




Scheduls A (Form 990 or 990-E2) 2006 Page 4

IV Support Schedule (Complete only if you checked a box on [ine 10, 11, or 12)) Use cash method of accounting.
Note: You may use the worksheet in the instructions for converting from the accrual to the cash method of accounting.

Calendar year (or fiscal year beginning in) » {a) 2005 (b) 2004 (c) 2003 {d) 2002 (e) Total

15

Gifts, grants, and contributions received. (Do
not include unusual grants. See line 28.) . 190,183 214,836] N/A 03 1styr N/A 405,019

16 Membership fees receved
17  Gross receipts from admissions, memhandlse
sold or services performed or fumishing of
facilities many that is related to the
organization's e, etc., purpose . . 10,833 21,952 32,785
18 Gross income from interest, dividends,
amounts received from payments on securities
loans (section 512(a){5)), rents, royalties, and
unrelated business taxable income (less
section 511 taxes) from businesses acquired
by the organization after June 30, 1975 . 4,073 7 4,080
19 Net income from unrelated business
activities not included inline 18. . . . 68 68
20 Tax revenues levied for the organization’s
beneﬁtandeltherpajdtonorexpendedon
itsbehalf. . .
21 The value of services or fac:lltles fumlshed to
the organization by a governmental umit
without charge. Do not include the value of
services or facilities generally fumished to the
public without charge . .
22 Other income. Attach a schedule. Do not
include gain or (loss) from sale of capital assets
23 Total of lines 15 through22 . . . . . 205,157 236,795 441,952
24 Lline23 minusfine17. . . . . . . 194,324 214,843 409,167
25 Enter1%oflne23 . . . . . . 1,943 2,368 !
26 Organizations described on lines 10 or 11: a Enter 2% of amount in column (e), line24 . . . _» |26a
b Prepare a list for your records to show the name of and amount contributed by each person (other than a
govemnmental umit or publicly supported organization) whose total gifts for 2002 through 2005 exceeded the B
amount shown in line 26a. Do not file this list with your return. Enter the total of all these excess amounts » | 26b
¢ Total support for section 509(a)(1) test: Enter line24,column(e) . . . . . . . . . . . . .p» |26c
d Add: Amounts from column (e) for lines: 18 19 N oo -
22 26b .» | 26d
e Public support (line 26c minus line 26d total) . . > | 26e
f Public support percentage (line 26e (numerator) deed by Iine 26c (denommaton) > | 26t 9%
27 Organizations described on line 122 a For amounts included in lines 15, 16, and 17 that were received from a “disqualified
person,” prepare a list for your records to show the name of, and total amounts received in each year from, each “disqualified person.”
Do not file this list with your retum. Enter the sum of such amounts for each year:
2005) ................° 26471 2004) ................ 36187 oog3) (002) ...
b For any amount included in line 17 that was received from each person (other than “disqualified persons”), prepare a list for your records to
show the name of, andammtmcelvedforeadtyear that was more than the larger of (1) the amount on line 25 for the year or {2) $5,000.
(Include in the list organizations described in lines 5 through 11b, as well as individuals.) Do not file this list with your retum. After computing
ﬂledlﬁeremebetweentheamumreoewedandﬂmlargaammnndesmbedm(1)u(2),mmewmofﬁmdrffetarwes(ﬂmexce$
amounts) for each year:
(2005) ..oooooii, 0 (2004) ... o0 EO03) @002) i
¢ Add: Amounts from column (e) for lines: 15 405,019 16
17 32,785 oo 21 » |27¢ 437,804
d Add: Line 27a total 72,658 and line 27b total o .»> | 27d 72,658
e Public support (line 27¢ total minus line 27d total). . e e o e 21 369,144
f Total support for section 509(a)(2) test: Enter amount from llne 23 oolumn (e) > 27 441952 | J
g Public support percentage (line 27e (numerator) divided by line 27f (denominator)). . . > |279 83.5%
h Investment income percentage (line 18, column (e) (numerator) divided by line 27f (denommatod) 2Th 99%
28 Unusual Grants: For an organization described in line 10, 11, or 12 that received any unusual grants duning 2002 through 2005,

prepare a list for your records to show, for each year, the name of the contnbutor, the date and amount of the grant, and a brief
description of the nature of the grant. Do not file this list with your retum. Do not include these grants in line 15.

Schedule A (Form 990 or 990-EZ) 2008




Schedule A (Form 990 or 990-EZ) 2006
Private School Questionnaire (See page 9 of the instructions.)

Page 5

(To be completed ONLY by schools that checked the box on line 6 in Part V)

29

30

31

Does the organization have a racially nondiscnminatory policy toward students by statement in its charter, bylaws,
other governing instrument, or In a resolution of its governing body?

Does the organization include a statement of its racially nondiscriminatory policy toward students in all its
brochures, catalogues, and other written communications with the public dealing with student admissions,
programs, and scholarships?

Has the organization publicized its racially nondlscnmlnatory pollcy through newspaper or broadcast media dunng
the period of solicitation for students, or dunng the registration penod if it has no solictation program, in a way
that makes the policy known to all parts of the general community it serves? .

If “Yes,” please descrbe; if “No,” please explain. (If you need more space, attach a separate statement)

Does the organization maintain the following:

Records indicating the racial composition of the student body, faculty, and administrative staff?

Records documenting that scholarships and other financial assistance are awarded on a racially nondlscnmlnatory
basis? . e . . .

Copies of all catalogues brochures announcements, and other written communications to the publlc deallng
with student admissions, programs, and scholarships? .

Coples of all material used by the organization or on its behalf to sohcut contnbutnons"

If you answered “No” to any of the above, please explain. (if you need more space, attach a separate statement.)

Does the organization discnminate by race in any way with respect to:

Students’ rights or pnvileges? .

Admissions policies? .

Employment of faculty or admimstrative staff? .
Scholarships or other financial assistance? .
Educational policies?

Use of facilities?

Athletic programs?

Other extracurricular activities?

If you answered “Yes" to any of the above, please explain. (If you need more space, attach a separate statement.)

Yes

No

MSE‘{

B 8 8 88 B8 @

Does the organization receive any financial aid or assistance from a govermmental agency?

Has the organization’s right to such aid ever been revoked or suspended? ..
If you answered “Yes” to either 34a or b, please explain using an attached statement.

Does the organization certify that it has complied with the applicable requirements of sections 4.01 through 4.05
of Rev. Proc. 75-50, 1975-2 C.B. 587, covering racial nondiscrimination? If “No,” attach an explanation

§

8

35

Schedule A (Form 990 or 990-EZ) 2006




Schedule A (Form 990 or 990-EZ) 2006
Lobbying Expenditures by Electing Public Charities (See page 10 of the instructions.)

Page 6

(To be completed ONLY by an eligible organization that filed Form 5768)

Check » a [] if the organization belongs to an affiliated group.

Check » b [ if you checked “a® and “iimited contro!® provisions apply.

Limits on Lobbying Expenditures
(The term “expenditures® means amounts paid or incurred.)

(a)
Affilated group

totals

®)
To be completed

for all electing
organizations

2888498

R&R

Total lobbying expenditures to influence public opinion (grassroots lobbying) .
Total lobbying expenditures to influence a legislative body (direct lobbying).
Total lobbying expenditures (add lines 36 and 37) .

Other exempt purpose expenditures .

Total exempt purpose expenditures (add lines 38 and 39)

Lobbying nontaxable amount. Enter the amount from the following table—

The lobbying nontaxable amount is—
20% of the amount on line 40 .
$100,000 plus 15% oftheexoewover$500(ﬂ)
$175,000 plus 10% of the excess over $1,000,000
$225,000 plus 5% of the excess over $1,500,000
$1,0600,000 .

if the amount on line 40 is—

Not over $500,000 .

Over $500,000 but not over $1, O(X)(XD
Over $1,000,000 but not over $1,500,000 .
Over $1,500,000 but not over $17,000,000 .
Over $17,000,000 .

Grassroots nontaxable amount (enter 25% of line 41).
Subtract line 42 from line 36. Enter -0- if line 42 is more than line 36
Subtract line 41 from line 38. Enter -0- if line 41 is more than line 38.

Caution: If there is an amount on either line 43 or ine 44, you must file Form 4720.

8188|198

ol
-h

2iale!

4-Year Averaging Period Under Section 501(h)

(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.
See the instructions for lines 45 through 50 on page 13 of the instructions.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or
fiscal year beginning in) >

(a)
2006

(b)
2005

(c)
2004

(d)
2003

{e)
Total

Lobbying nontaxable amount

Lobbying ceiling amount (150% of line 45(e))

Total lobbying expenditures .

Grassroots nontaxable amount .

Grassroots ceiling amount (1509 of line 48(e))

Grassroots lobbying expenditures .

Lobbying Activity by Nonelectlng Public Charities

(For reporting only by organizations that did not complete Part VI-A) (See page 13 of the instructions.)

Dunng the year, did the organization attempt to influence national, state or local legislation, including any

attempt to influence public opinion on a legislative matter or referendum, through the use of:

-3GO -0 Qoo

Volunteers

Paid staff or management (Include compensatlon In expenses reported on Im% c through h.)

Media advertisements. .
Mailings to members, legislators, or the publlc

Publications, or published or broadcast statements

Grants to other organizations for lobbying purposes . .

Direct contact with legislators, their staffs, govemment ofﬁaals, ora leglslahve body
Ralliles, demonstrations, seminars, conventions, speeches, lectures, or any other means

Total lobbying expenditures (Add lines ¢ through h.) . . .
If “Yes” to any of the above, also attach a statement giving a detalled descnptlon of the Iobbylng actnvmes

Yes

Amount

Schedule A (Form 880 or 890-E2Z) 2008



Schedule A (Form 990 or 990-E2) 2006 Page 7
Information Regarding Transfers To and Transactions and Relationships With Noncharitable
Exempt Organizations (See page 13 of the instructions.)

51 Did the reporting organization directly or indirectly engage in any of the following with any other organization described in section
501(c) of the Code (other than section 501(c)(3) organizations) or in section 527, relating to political organizations?

a Transfers from the reporting organization to a nonchantable exempt organization of: Yes| No
M Cash . . . . . .. e e e e e e e e 51a() v
(i) Otherassets . . . . . . . « v « o o e e e e e e e e e e e e afin) v

b Other transactions:
() Sales or exchanges of assets with a noncharitable exempt organization . . . . . . . . . . bfi) v
i) Purchases of assets from a nonchantable exempt organzation . . . . . . . . . . . . . bfii) v
i) Rental of facilities, equipment, orotherassets . . . . . . . . . . . .« . . . . . . boiii) v
(iv) Reimbursementamangements ., . . . . . . . . . . . . . . . . e 4. b(iv) A
{(v) Loans or loan guarantees . . . e e e e e e e e e b(v) v
(vi) Perforrmance of services or membershlp or fundralsmg sollcnatlons e e e e e e e e e b{vi) v

¢ Sharing of facilities, equipment, mailing lists, other assets, or paid employees . c v

d If the answer to any of the above is “Yes,” complete the following schedule. Column (b) should always show the fair market value of the
goods, other assets, or services given by the reporting organization. If the organization received less than fair market value in any
transaction or sharing arrangement, show in column (d) the value of the goods, other assets, or services received:

(a) ®) {c) (@)
Line no Amount involved Name of nonchantable exempt organization Descnption of transfers, transactions, and shanng arrangements

52a Is the organization directly or indirectly affiliated with, or related to, one or more tax-exempt organizations

described in section 501(c) of the Code (other than section 501(c)@)) or insection527? . . . . . .» [] Yes [/ No
b _If “Yes,” complete the following schedule:
(a) ®) (c)
Name of organization Type of organization Descnption of relationship

Schedule A (Form 990 or 990-EZ) 2008
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Pacific Northwest Friends of FSH Research #86-1108537
Form 990 - 2006

Line 8: 8aASales Price 8bABasis/costs 8cAGain(loss)
66sh BA stock $6,028 $6,037 (39
CDs in Merrill Lynch acct 49,000 48.804 196
55,028 50,841 187
Line 9:
Silent Live
Special Events Auction Auction Dinner All Other
1 1 1 1 Total
Gross Receipts 35,797 48,680 30,500 19,620 134,597
Less: Contributions 51,233 26,981 8,940 5,030 92,184 9a
Gross Revenue -15,436 21,699 21,560 4,043 42413 9a
Less: Direct
Expenses 421 19,064 21,957 3,090 44,533 9b
Net Income of (loss) (15,857) 2,635 (397) 11,500 (2,120) 9c
Line 10:
Beginning inventory 3/1/06:  $3,861 all sold at 2/28/06
Contributions — sold 182 books
Inventory sold 4.043
Received — all cash 2.029
Loss on sales : $(2.015
Line 22b:
Grants and allocations —
University of Washington — Kennedy-Hauschka $100,000
University of California, Irvine — Biochemical Research 22,000
Total $122,000
Line 23:

Specific assistance to individuals —
Gifted monies to support tuition at CHOC stem cell course for Sara Winokur = $2,833

#1: Part 1I1:

What is the organization’s primary exempt purpose?

Pacific Northwest Friends of FSH Research shall be organized exclusively for charitable,
scientific and educational purposes. The specific purpose of Pacific Northwest Friends of FSH
Research shall be: 1) To encourage, promote and fund increased scientific and clinical research
of Facioscapulohumeral Dystrophy; 2) To conduct fund raising efforts and solicit grants and
contributions from individuals, private foundations and others, in order to sponsor research to
help advance the study and understanding of FSHD, with the goal of identifying treatment and a
cure for the disease; 3) To disseminate information about FSHD and encourage additional public
support for FSHD research by raising public awareness of the need for more research funding.

Part V-A — 75b:
Teresa Colella, President, and Richard Colella, Board Member, are married and the parents of
Brian Colella, Honorary Chairman.




