SCANNED JUL 3 7 2009

3.

Department of the Treasury
Intemal Revenue Service

b Al

rom 990-EZ

Short Form

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Intemal Revenue Code
{except black lung benefit trust or private foundation)
ponsonng orPamzatJons of donor advised funds and controlling organizations as defined in section
512(b)(13) must file Form 990 All other organizations with gross receipts less than $1,000,000 and total
assets less than $2,500,800 at the end of the year may use this form

» The organzation may have to use a copy of this retum to satisfy state reporting requirements

OMB No. 1545-1150

A For the 2008 calendar year, or tax year beginning
B Check If applicable.
|:] Address change

March 1 , 2008, and ending

February 28

Open to Public

2008

Inspection
,20 09

Please
use IRS
tabel or

C Name of orgamization

Pacific Morthwest Friends of FSH Research 86

D Employer identification number

1108537

[ Namo change pnnt or Number and street (or P O box, if mail 1s not delivered to street address] Roonvsute| E Telephone number

D Inthat retum type.

[J Termination See 247 19th Place ( 425 ) 827-8954
{71 Amended retum Is:me“'cif City or town, state or country, and ZIP + 4 F Group Exemption

] Application pending tions. | Kirkland, WA 98033-4203 Number . >

e Section 501(c)(3) organizations and 4947(a)(1) nonexempt charitable trusts must attach

a completed Schedule A (Form 990 or 990-EZ2).

G Accounting method:
Other (specify) »

/1 cash [] Accrual

| Website: » Wwwu.fshiriends.org
J_Organization type (check only one)— E/] 501(c) ( 3 ) «(insert no.)

[ 4947(@)(1) or [ 527

H Check » [] if the organization is not
required to attach Schedule B (Form 990,
990-EZ, or 990-PF).

K Check »[1 if the organization is not a section 509(a)(3) supporting organization and its gross receipts are normally not more than $25,000 A retumn s
not required, but if the organization chooses to file a retum, be sure to file a complete retum.

L Add lines 5b, 6b, and 7b, to line 9 to determine gross receipts, if $1,000,000 or more, file Form 990 instead of Form 990-EZ » $ 314,716
Revenue, Expenses, and Changes in Net Assets or Fund Balances (See the instructions for Part 1.)
1 Contnbutions, gifts, grants, and similar amounts received, .o 1 275,495
2 Program service revenue including govemment fees and contracts 2
3 Membership dues and assessments 3
4 Investment income . .. 4 13,619
8a Gross amount from sale of assets other than lnventory 5a
b Less: cost or other basis and sales expenses 5b
o ¢ Gain or (foss) from sale of assets other than inventory (Subtract I|ne Sb from line 5a) (attach schedule) . Sc
2| 6 Special events and actties {complete applicable parts of Schedule G). ff any amount is from gaming, check here P> 4}
% a Gross revenue (not including $ 83,035 of contributions
c reported on line 1) ) 6a 16,132
b Less: direc fundralsmg expenses 6b 45,030
c l*{et inccﬁﬁ@@sﬁﬁ@ﬁkpecia events and activities (Subtract line 6b from line 6a) . . . |L6c -28,898
7a Gro : . @Jms and allowances 7a 9,470
b ibss|costafg R Y { .733
c Gﬁ OEQL ?ﬁﬂgsal ?/ff inventory (Subtract ine 7b from line 7a) . |LTc -263
8 Q(the revenue (descnbe > i ) L8
9 TataITeyepup\f\d&Iineqq-, 2, 3,14, 5c¢, 6¢, 7c, and 8. .19 259,953
10 G AN A tints-paid-attach schedule) 10 143,690
11 Benefits paid to or for members . . 11
§ 12 Salaries, other compensation, and employee benefits 12
€| 13 Professional fees and other payments to independent contractors 13 1,602
81 14 Occupancy, rent, utilittes, and maintenance . 14
u| 45 Printing, publications, postage, and shipping . . . |15 5,823
16 Other expenses (descnbe P conferences banklng,travel - see schedule y 116 40,636
17 Total expenses. Add lines 10 through 16 .. > 117 161,851
8| 18 Excess or (deficit) for the year (Subtract line 17 from line 9). . 18 98,102
21 19 Net assets or fund balances at beginning of year (from line 27, column (A)) (must agree W|th
< end-of-year figure reported on pnor year's return) . 19 460,524
@ 20 Other changes in net assets or fund balances (attach explanatlon) . . . |20
Z| 21 Net assets or fund balances at end of year. Combine lines 18 through 20 .| 21 558,626

m Balance Sheets. If Total assets on line 25, column (B) are $2,500,000 or more, file Form 990 instead of Form 990-EZ.

(See the instructions for Part 1) (A) Beginning of year I (B) End of year

22 Cash, savings, and investments 501,314 |22 561,148
23 Land and buildings . e e e e e e e e e 23

24 Other assets (describe » inventory ) 9,210 |24 24,694
25 Total assets 510,524 |25 585,842
26 Total liabilities (descnbe b beg: pledge ; end: credit card debt 50,000 | 26 27,216
27 Net assets or fund balances (Iine 27 of column (B) must agree with line 21) 460,524 |27 558,626
For Privacy Act and Paperwork Reduction Act Notice, see the Instruction for Form 990. Cat. No 10642| Form 980-EZ (2008)



P )
Form 990-52' {2008) Page 2
Statement of Program Service Accomplishments (See the instructions for Part [il.) Expenses

What is the organization’s pnmary exempt purpose? See detail gﬁ?‘ii{f"o'°;,?,‘z’;§gfs’
Describe what was achieved In carrying out the organization's exempt purposes. In a clear and concise manner, | and 4947(a)(1) trusts,
describe the services provided, the number of persons benefited, or other relevant information for each program title. | optional for others.)
28 Gift to establish Pacific NW Friends of FSH Research Fund at University of Minnesota

_To supprt scientific and clinic research of FSHD to benefit those with disease.

(Grants $ 0) If this amount includes foreign grants, check here » [1[28a 50,000
29 Crant to: MR Evaluation of the Pattern of Involvement in Skeletal Muscle of Subjects

.with Facioscapulohumeral Muscular Dystrophy_ to University of Washington

_Suppports research of FSHD to ultimately help those with the disease.

(Grants $ 15,690 ) If this amount includes foreign grants, check here . » [ |29a 15,690
30 Restricted gift to: FSH Laboratory of Dr. Stephen Tapscott at Fred Hutchinson Cancer Research

Center, Seattle WA e

_To support research of FSHD for prevention or to benefit those with disease.

{Grants $ 0) If this amount includes foreign grants, check here . . . . . » [] [30a 50,000
31 Other program services (attach schedule) . e e e e e e e e e e

(Grants $ 0) If this amount includes foreign grants, check here . . . . . » [] |31a 31,491
32 Total program service expenses (add lines 28a through31a) . . . . . . . . » |32 147,181

List of Officers, Directors, Trustees, and Key Employees. List each one even if not compensated. (See the instructions for Part IV.)

{c) Compensation
(f not paid,

{b) Title and average

(a) Name and address hours per week

(d) Contnbutions to
employee benefit plans &

(e) Expense
account and

devoted to position enter -0-.) deferred compensation other allowances
BranColella ] Hon Chairman 1 hr
217 19th Place, Kirkland, WA 98033 0 0 0
TYeresaColella President 25 hr
217 19th Place, Kirkland, WA 98033 0 0 0
Valerie€nger ] VicePresident 1 hr
14215 NE 58th Place, Kirkland, WA 88033 0 0 0
NoraWorsech ] Treasurer 3 hr
1718 5th Place, Kirkland, WA 98033 0 0 0
Sandy Eaker ] Secretary 1 hr
222 19th Place, Kirkland, WA 28033 0 0 0
SusanBraun ] Protocol Advisor 1 hr
PO Box 2642, Kirkland, WA 98033 0 0 0
RickColeta ] Member 5 hr
217 19th Place, Kirkland, WA 98033 0 0 0
DianeCook ] fMember 2 hr
10520 Exeter Ave. NE, Seattle, WA 98125 0 0 0
JudyHerzberg ] Member 1 hr
3527 SE Ankeny St Portland, OR 97214-2046 0 0 0
LymnFischer . Member 1 hr
21213 NE 186th St, Woodinville,WA 98077 0 0 0

Form 990-EZ (2008)
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Form 990-EZ (2008) Page 3
Other Information (Note the statement requirements in the instructions for Part VI.)
Yes| No
33 Did the organization engage in any activity not previously reported to the IRS? If “Yes,” attach a detailed
description of each activity .. 33 v
34 Were any changes made to the organizing or govemmg documents but not reported to the IRS’7 If “Yes
attach a conformed copy of the changes . 34 v
35 If the organization had income from business activities, such as those reported on Ilnes 2 6a and 7a (among others) but
not reported on Form 990-T, attach a statement explamning your reason for not reporting the income on Form 990-T.
a Did the organization have unrelated business gross income of $1,000 or more or section 6033(e) notice, reporting,
and proxy tax requirements? 35a v
b If “Yes,” has it filed a tax return on Form 990-T for th|s yeaﬂ .. 35b
36 Was there a liquidation, dissolution, termination, or substantial contraction dunng the yeaﬂ lf “Yes ”
complete applicable parts of Schedule N 36 /
37a Enter amount of political expenditures, direct orlndlrect as descnbed in the |nstruct|ons > l@!l 0
b Did the organization file Form 1120-POL for this year? . . |37b v
38a Did the organization borrow from, or make any loans to, any officer, dlrector trustee or key employee or were
any such loans made in a prior year and still unpaid at the start of the period covered by this return? 38a
b If “Yes,” complete Schedule L, Part Il and enter the total amount involved . . . . |38b
39 Section 501(c)(7) organizations. Enter:
a Initiaton fees and capital contributions included online9 . . . . . . . . . . 39a
b Gross receipts, included on line 9, for public use of club facilities . . . 39b
40a Section 501(c)(3) organizations. Enter amount of tax imposed on the organlzatlon dunng the year under:
sectond4911 »__ 0 ;secton4912p» 0 :section4955» _ 0
b Section 501(c)(3) and (4) organizations. Did the organization engage in any section 4958 excess benefit transaction
dunng the year or did it become aware of an excess benefit transaction from a prior year? If “Yes,” complete Schedule
L Part| . . . 40b 4
¢ Enter amount of tax lmposed on organlzatlon managers or dlsquallfled persons durlng
the year under sections 4912, 4955, and 4958 . . . . . Y € 0
d Enter amount of tax on line 40c reimbursed by the organlzatlon . S &
e All organizations. At any time during the tax year, was the organization a party to a prohibited tax shelter
transaction? If “Yes,” complete Form 8886-T. e e e 40e A
41 List the states with which a copy of this retum s filed. > Washmgton
42a The books are in care of » TeresaColella . ... Telephone no. P ( 425 ) 8278954
Located at » 217 19th Place, Kirkland, 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 (such as a bank account, securities account, or other financial Yes No
account)? .. 42b v
If “Yes,” enter the name of the forelgn country b
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank
and Financial Accounts.
¢ At any time during the calendar year, did the organization maintain an office outside of the U.S.? 42c oA
If “Yes,” enter the name of the foreign country: »
43 Section 4947(a)(1) nonexempt chantable trusts filing Form 990-EZ in lieu of Form 1041 —Check here » O
and enter the amount of tax-exempt interest received or accrued during thetaxyear. . . . . P [ 43 |
Yes| No
44 Did the organization maintain any donor advised funds? If “Yes,” Form 990 must be completed instead of
Form 990-EZ . 44 A
45 Is any related organlzatlon a controlled entlty of the orgamzatlon wnthm the meanlng of sectlon 51 2(b)(1 3)’7 If
“Yes,” Form 990 must be completed instead of Form 990-EZ e e e 45 A

Form 990-EZ (2008)
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Folm 990-EZ (2008)

Par

Page 4

A1l Section 501(c)(3) organizations only. All section 501(c)(3) organizations must answer questions 46—49

and complete the tables for ines 50 and 51.

46 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to Yes| No
candidates for public office? if “Yes,” complete Schedule C, Part | . 46 v
47 Did the organization engage in lobbying activities? If “Yes,” complete Schedule C Part II 47 f
48 Is the organization operating a school as described in section 170(b)(1)(A)(ii)? If “Yes,” complete Schedule E 48 v
49a Did the organization make any transfers to an exempt non-charitable related organization? 49a oA
b If “Yes,” was the related organization(s) a section 527 organization? . 49b
50 Complete this table for the five highest compensated employees (other than offlcers d|rectors trustees and key employees) who
each received more than $100,000 of compensation from the organization. If there is none, enter “None.”
(b) Title and average {c) Compensation L (d) Contnbutions to {e) Expense
(a) Name and address of each employee paid more hours per week mployee benefit plans & account and
than $100,000 devoted to position deferred compensation other allowances
L
Total number of other employees paid over $100,000 » 0
51 Complete this table for the five highest compensated independent contractors who each received more than $100,000 of
compensation from the organization. If there is none, enter “None.”
(a) Name and address of each independent contractor paid more than $100,000 {b) Type of service (c) Compensation
L L
Total number of other independent contractors each receiving over $100,000 . > 0
Under penalties of penjury, | declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge
and behef, it 1s true, correct, and complete. Declaration of preparer {other than officer) 1s based on all information of which preparer has any knowledge.
Sign =2 2%l | 7/6/09
Here Signature of officer Date
Nora Worsech, Treasurer
Type or pnnt name and title
Paid Prep;re rs ’ Date ge";iCk if D Preparer's Identifying Number {See instructions)
signature
Preparer's | — employed ¥ .
iIrm’s name (or yours EIN » :
Use Only if self-employed), }
address, and ZIP + 4 Phone no » { )

May the IRS discuss this return with the preparer shown above? See instructions

»

[J Yes [1 No

Form 990-EZ (2008)




Department of the Treasury
Intemal Revenue Service

i) ' i
' SCHEDULE A
(Form 990 or 990-EZ)

| omB No. 15450047

Public Charity Status and Public Support

To be completed by all section 501(c)(3) organizations and section 4947(a)(1)
nonexempt charitable trusts.

» Attach to Form 990 or Form 990-EZ. p See separate instructions.

Open to Public
Inspection

Name of the organization
Pacific Northwest Friends of FSH Research 81 !

Employer identification number
1108537

Reason for Public Charity Status (All organizations must complete this part.) (see instructions)

The organization is not a private foundation because it i1s: (Please check only one organization.)
1 [ A church, convention of churches, or association of churches described in section 170(b){(1)(A)(i).
2 [ A school described in section 170(b){1){A)(ii). (Attach Schedule E.)
3 [0 A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii). (Attach Schedule H.)

‘ 4

5

10
11

e O

h

ﬂ
N0 00 O

oa

O A medical research organization operated in conjunction with a hospital described in section 170(b){1)(A)(ii). Enter the

hospital's name, city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit descnbed in
section 170(b)(1)}(A)(iv). (Complete Part Il.)

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 govermmental 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 33 % of its support from contributions, membership fees, and gross
receipts from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 33% % of its
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part ili.)

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

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

a [ Typel b [ Type ll ¢ [0 Type Il-Functionally integrated d O Type lI-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).

If the organization received a wntten determination from the IRS that it is a Type |, Type ll, or Type Il supporting

organization, check this box .

Since August 17, 2006, has the organlzatlon accepted any glft or contnbuﬂon from any of the

following persons?

(i) A person who directly or indirectly controls, erther alone or together with persons described in (ji)
and (jii) below, the governing body of the supported organization?

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

(iii) A 35% controlled entity of a person described in (1) or (i) above'? .

Provide the following information about the organizations the organization supports.

Yes | No

11gf)
11gfi)
1g(il)]

() Name of supported
organization

(vif) Amount of
support

() EIN (iif) Type of organization | (iv) Is the organizaton | (v) Did you notify

(descnbed on ltnes 1-9 | in col @) listed in your | the orgamzation in

above or IRC section goveming document? col (i} of your (i) organized in the
{see instructions)) support? us?

Yes No Yes No Yes No

(vi) Is the
organization in col

Total

|
| For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 999.

Cat No 11285F Schedule A (Form 930 or 990-EZ) 2008
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Schedule A (Form 990 or 990-EZ) 2008

Page 2

Support 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, or 8 of Part 1.)

Section A. Public Support

Calendar year (or fiscal year beginning in) p (a) 2004 {b) 2005 {c) 2006

(d) 2007

(e) 2008

(f) Total

1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”)

2 Taxrevenues levied for the organization’s
benefit and erther paid to or expended on
its behalf

3 The value of services or facilities
furnished by a govemmental unut to the
organization without charge

4 Total. Add lines 1-3

5 The portion of total contnbutions by each
person (other than a governmental unit or
publicly supported organization) included
on hne 1 that exceeds 2% of the amount
shown on line 11, column (f)

6 Public support. Subtract line 5 fror'n line 4

Section B. Total Support

Calendar year (or fiscal year beginning in) p (a) 2004 (b) 2005 (c) 2006

(d) 2007

(e) 2008

(f) Total

7 Amounts from line 4

8 Gross income from interest, leldends
payments received on secunties loans,
rents, royalties and income from similar
sources .. e e

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

10 Other income. Do not include gan or
loss from the sale of capital assets
(Explain in Part IV)

11 Total support. Add lines 7 through 10

12 Gross receipts from related activities, etc. (see instructions)

12 |

13 First five years. If the Form 990 i1s for the organization’s first, second, thll'd fourth or ﬂfth tax year as a section 501(c)(3)

organization, check this box and stop here

Section C. Computation of Public Support Percentage

14 Public support percentage for 2008 (line 6, column (f) divided by line 11, column (f))
15 Public support percentage from 2007 Schedule A, Part IV-A, line 26f

14

%

15

%

16a 33'% % support test—2008. If the orgamization did not check the box on line 13, and Ilne 14 1S 33‘/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization

>0

b 33% % support test—2007. If the organization did not check a box on line 13 or 163, and Ime 15 IS 33‘/6% or more, check this

box and stop here. The organization qualifies as a publicly supported organization .

»

17a 10%-facts-and-circumstances test—2008. If the organization did not check a box on line 13, 16a or 16b and hne 141s 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 .

» O

b 10%-facts-and-circumstances test—2007. If the organization did not check a box on line 13, 16a, 16b, or 173, and line 15 1s 10% or
more, and If the organization meets the “facts-and-circumstances” test, check this box and stop here. Explamn in Part IV how the
organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported organization .

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions » 0

»>

Schedule A (Form 990 or 990-EZ) 2008
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Schedule A (Form 990 or 990-EZ) 2008

Page 3

(Complete only if you checked the box on line 9 of Part 1.)

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

Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2004 (b) 2005 {c) 2006

(d) 2007

(e) 2008

{f Total

1 Gifts, grants, contributions, and

membership fees received. (Do not include
any "unusual grants.”) . . . . . 214,836 190,183 277,127

256,680

275,494

1,214,320

2  Gross receipts from admissions, merchandlse
sold or services performed, or facilities
furnished in any activity that is related to the
organization's tax-exempt purpose . . . 21,852 10,833 44,442

46,246

16,357

139,830

3 Gross receipts from activities that are not an
unrelated trade or business under section 513 0 0 0

0

9,245

9,245

4 Tax revenues levied for the organization’s
benefit and either paid to or expended on
tsbehalf . . . . . . . . . 0 0 0

5 The value of services or facilities
fumished by a govermmental unit to the
organization without charge A 0 0 0

0

0

0

6 Total. Addlnes1-5 . . . . . . 236,788 201,016 321,569

302,926

301,096

1,363,385

7a Amounts included on hnes 1, 2, and 3
received from disqualified persons . 7,724 7,471 81,255

48,319

70,253

215,022

b Amounts included on lnes 2 and 3
recetved from other than disqualified
persons that exceed the greater of 1% of

the total of lines 9, 10c, 11, and 12 for the
year or $5,000 . . . .r . 3,698 3,880 18,857

13,444

16,350

56,339

¢ Addlnes7aand7b . . . . 11,422 11,461 100,992

61,763

86,603

271,361

8 Public support (Subtract line 7¢ from
line 6) L. ..

1,092,034

Section B. Total Support

Calendar year (or fiscal year beginning in) » (a) 2004 (b) 2005 (c) 2006

(d) 2007

(e) 2008

(f) Total

9 Amounts from ine 6 . . 236,788 201,016 321,569

302,926

301,086

1,363,395

10a Gross income from interest, d|V|dends
payments received on securities loans,

rents, royalties and income from similar
sources . e e e e 7 4,141 10,349

18,194

13,619

46,310

b Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June 30,1975 . . . 0 0 0

¢ Addlnes 10aand 10b . . . 7 4,141 10,349

18,194

13,619

46,310

11 Net income from unrelated busmess
activittes not included in line 10b,
whether or not the business 1s regularly
camedon . . . . . . . . . 0 0 0

12 Other income Do not include gain or
loss from the sale of capital assets
(ExplaninPartiv) . . . . . . 0 0 0

0

13 Toéa: 2s;1pport (Add lines 9, 10c, 11,

1,409,705

14 First five years. If the Form 990 IS for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here

>

Section C. Computation of Public Support Percentage

15 Public support percentage for 2008 (line 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2007 Schedule A, Part IV-A, line 27g . . 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2008 (line 10c, column (f) divided by fine 13, column (f)) . 17 %
18 Investment income percentage from 2007 Schedule A, Part IV-A, line 27h 18 %

19a 33'% % support tests—2008. If the organization did not check the box on line 14, and hne 15 is more than 33/ %, and line
17 is not more than 33% %, check this box and stop here. The organization qualifies as a publicly supported organization »

b 33'% % support tests—2007. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 334 %, and
Iine 18 1s not more than 33% %, check this box and stop here. The organization qualifies as a publicly supported organization »

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see Instructions » |

Schedule A (Form 990 or 990-EZ) 2008



'Schedule A (Form 990 or 990-EZ) 2008 Page 4

Supplemental Information. Complete this part to provide the explanation required by Part Il, line 10;
Part II, line 17a or 17b; or Part Ill, line 12. Provide any other additional information. (see instructions)

Schedule A (Form 930 or 930-EZ) 2008



| OMB No. 1545-0047

2008

S"(:HEDL);.EG Supplemental Information Regarding

(Form 990 or 930-EZ2) Fundraising or Gaming Activities
Department of the Treasury » Attach to Form 980 or Form 980-EZ. Must be completed by organzations that answer “Yes” to Form 990, Part IV, Enes 17, Open To Public
Intemal Revenue Service 18, or 19, and by organizations that enter more than $15,000 on Form 930-EZ, fine 6a. Inspection
Name of the organization Employer identification number

Pacific Northwest Friends of FSH Research 81 1108537

Fundraising Activities. Complete if the organization answered “Yes” to Form 990, Part IV, line 17.

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.

a Mail solicitations e Solictation of non-government grants
b (/] Email solicitations ¢ [] solicitation of govemment grants
c Phone solicitations g |Z] Special fundraising events

d EZ] In-person solicitations

2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees
or key employees listed in Form 990, Part Vil) or entity in connection with professional fundraising services? [ ves |Z| No

b If “Yes,” list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is
to be compensated at least $5,000 by the organization. Form 990-EZ filers are not required to complete this table.

() Name of individual (i} Activity (iif) Did fundraiser have | (iv) Gross receipts {v) Amount paid to (vi) Amount pa:d to
or entity (fundraiser) custody or control of from activity {or retained by) (or retained by)
contnbutions? fundraiser listed in organization
col i)
Yes No

none

Total . . . . . . . . . . . . . . . ... ...»

3 List ali states in which the organization is registered or licensed to solicit funds or has been notified it is exempt from
registration or licensing.
Washington

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 980. Cat No 50083H Schedule G (Form 980 or 990-EZ) 2008



Schedule G (Form 990 or 990-EZ) 2008

Page 2

Fundraising Events. Complete If the organization answered “Yes” to Form 990, Part IV, line 18, or reported

more than $15,000 on Form 990-EZ, line 6a. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 {c) Other Events (d) Total Events
Silent Auction Live Auction see schedule {Add col (a) through
(event type) (event type) {total numben) col ()
o
3
[=
% 1 Gross rece[pts . 27,292 3;570 38,305 99,167
@ | 2 Less: Chantable
contnbutions 52,242 23,078 7,715 83,035
3 Gross revenue (line 1
minus line 2) -24,950 10,492 30,520 16,132
4 Cash prizes 0 0 0 0
8|5 Non-cash prizes . 0 0 0 0
[ o
()
,_% 6 Rent/facility costs 0 0 2,422 2,422
°
.‘%’ 7 Other direct expenses . 533 15,344 26,731 42,608
8 Direct expense summary. Add lines 4 through 7 in column (d) . » | 45,030)
> -28,898

9 Net income summary. Combine lines 3 and 8 in column (d)
1

Gaming. Complete if the organization answered “Yes” to Form 990 Part IV line 19,

Part or reported more
than $15,000 on Form 990-EZ, line 6a.
[} (a) Bingo {b) Pull tabs/Instant (c) Other gaming (d) Total gaming (Add
2 bingo/progressive bingo col (a) through col {c))
5
T | 1 Gross revenue 0 0 5,735 5,735
8|2 Cash prizes 0 0 0 0
C
[}
L% 3 Non-cash prizes . 0 0 o 0
]
£| 4 Rent/facility costs 0 0 0 0
(]
5 Other direct expenses . 0 0 0 0
(JYes ... % | [JYes .. % | A Yes _____: 100 %
6 Volunteer labor [1 No (] No O No
7 Direct expense summary. Add lines 2 through 5 in column (d) . > | 0)
8 Net gaming iIncome summary. Combtne lines 1 and 7 in column (d) . > 5,735
Yes | No
9 Enter the state(s) in which the organization operates gaming activities: _Washington
a Is the organization licensed to operate gaming activities in each of these states? %9 | /
b If “No,” Explain:
10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the tax year? 10a v
b If “Yes,” Explain:
11 Does the organization operate gaming activities with nonmembers? 1"y
12 |s the organization a grantor, beneficiary or trustee of a trust or a member of a partnershlp or other entlty
formed to administer chantable gaming? .. e e e e 12 v

Schedule G (Form 990 or 980-EZ) 2008
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13
a
b

14

15a

16

17

Indicate the percentage of gaming activity operated in:
The organization’s faciity . . . . . . . . . . . . . . . . . . .. 13a %

Yes

No

An outside facility . . . . . 13b 100 %

Provide the name and address of the person who prepares the organlzatlon S gammg/specnal events books
and records:

Does the orgamization have a contract with a third party from whom the organlzation receives gaming
revenue?

If “Yes,” enter the amount of gaming revenue recenved by the organ|zat|on > $ _________________ and the
amount of gaming revenue retained by the third party » $

if “Yes,” enter name and address:

Description of services provided P e e

(] Director/officer D Employee ] Independent contractor

Mandatory distnbutions:

Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license?

Enter the amount of distributions required under state Iaw dlstnbuted to other exempt organlzattons or spent
in the organization's own exempt activities during the tax year » $

15a

17a

Schedule G (Form 990 or 930-EZ) 2008




Pacific Northwest Friends of FSH Research #86-1108537
Form 990EZ - 2008

ltem C

Other names used by organization:

1) Friends of FSH Research

2) PNFFR.

Part |

Line 10 - Grants and similar amounts paid $143,690:
Narme and address Activity $ Relationship

University of Minnesota Medical School — Minneapolis,, MN
Gift to establish Pacific NW Friends of FSH Research Fund $50,000 - no relation

University of Washington — Seattle, WA
Grant to MR Evaluation of the Pattern of Involvement in Skeletal Muscle of Subjects
with Facioscapulohumeral Muscular Dystrophy $15,690 - no relation

Fred Hutchinson Cancer Research Center - Seattle, WA
Restricted gift to FSH Laboratory of Dr. Stephen Tapscott $50,000 - no relation

University of California, Irvine — Irvine, CA
Restricted gift to Sara Winokur’s laboratory of for FSH Research $28,000 — no relation.

Line -16 — Other Expenses $10,636:

Program Services — Conferences $ 3,491
Banking fees 2,763
Supplies & misc 3,306
Set-up & Display 422
Other 654

Total Expenses $10,636



,\

Pacific Northwest Friends of FSH Research #86-1108537

Form 990EZ - 2008 continued

Part il

Statement of Program Service Accomplishments — 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.

Line 31: Other Program Services $31,491:

$28,000 Restricted gift for FSH research of Sara Winokur at the University of
California — Irvine, CA

$ 3,491 FSH Research Conference — Seattle, WA - travel and food $3,491
University of Washington — Seattle, WA

990 (990EZ) - Schedule G:

Other Events — detail event Gross Revenue $5000 or greater:

Dinner Various under $5000 All Other
Gross Receipts $21,250 $17,055 $38,305
Less: Contributions 0 7,715 7,715
Gross Revenue 21,250 9,340 30,590
Cash Prizes 0 0 0
Non-Cash Prizes 0 0 0
Rent/Facility 2,422 0 2,422

Other 25,219 1,512 26,731



