NOTICE

GuideStar has been informed by the IRS of processing errors on IRS Forms 990 filed electronically
between January 1, 2009, and December 3, 2010, for form year 2008. These processing errors resulted

in inaccurate data appearing on the scanned images of the affected returns that are posted on
GuideStar and do not reflect the information filed with the IRS.

These errors include:

* Partlll, line 1, organization's mission description—may not reflect what was originally
submitted by the nonprofit organization.

* PartVIll, line 8a, gross income for special events—values may have been transposed.

* PartlX, line 7¢, other salaries and wages, management and general expenses—may show
a blank where a value was originally reported.

* Schedule D, PartV, line 3a(ii), endowment funds and possession by related organizations—
checkbox values may have been transposed.

GuideStar is working with the IRS to obtain a corrected copy of its form year 2008 Form 990. GuideStar
will replace this Form 990 if, and when, the accurate return is made available from the IRS.

For more information, please visit http://www?2.guidestar.org/rxg/help/form-year-2008-returns.aspx
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lefile GRAPHIC print - DO NOT PROCESS | As Filed Data - |

DLN: 93493320028749]

--990 Return of Organization Exempt From |

benefit trust or private foundation)

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

ncome Tax

OMB No 1545-0047

2008

Department of the Open to Public
Treasury B The organization may have to use a copy of this return to satisfy state reporting requirements Inspection

Internal Revenue
Service

A For the 2008 calendar year, or tax year beginning 01-01-2008 and ending 12-31-2008

B Check if applicable C Name of organization D Employer identification number
PP Please FSH SOCIETY INC

[V Address change use IRS 52-1762747

label or Doing Business As E Telephone number
I_ Name change print or
™ Iial ret tsVPe'.fs.ee (617)523-7094

nitial return pecitic Number and street (or P O box if mail i1s not delivered to street address)| Room/suite .

I_nstruc- 64 Grove street C/O BBRI R353 G Gross receipts $ 1,014,034
I_ Termination tions.
|_Amended return City or town, state or country, and ZIP + 4

watertown, MA 02472

I_ Application pending

F Name and address of Principal Officer
william michael

ten post office square 6th floor
boston, MA 021094689

I Tax-exemptstatus [V 501(c) (3) M(nsertno) [ 4947(a)(1) or [ 527

J Web site: = www fshsoclety org

H(a) Is this a group return for

affiliates? [ Yes ¥ No

H(b) Are all affiliates included? [ Yes [ No

(If "No," attach a list See Iinstructions )

H(c) Group Exemption Number -

K Type of organization [¥ Corporation| tust| association | other &

L Year of Formation 1991 | M State of legal domicile MA

EX¥N Summary
1

Briefly describe the organization’s mission or most significant activities

DISORDER, FACIOSCAPULOHUMERAL MUSCULAR DYSTROPHY

TO INCREASE AWARENESS, UNDERSTANDING, AND CONDUCT RESEARCH AND EDUCATION ON THE MUSCULAR

3
=
E 2 Check this box [ if the organization discontinued its operations or disposed of more than 25% of its assets
:?5 3 Number of voting members of the governing body (Part VI, line 1a) 3 16
j 4 Number of Independent voting members of the governing body (Part VI, line 1b) 4 12
z 5 Total number of employees (PartV, line 2a) 5 3
g 6 Total number of volunteers (estimate If necessary) 6 85
a 7a Total gross unrelated business revenue from Part VIII, line 12, column (C) 7a 0
b Net unrelated business taxable income from Form 990-T, line 34 7b 0
Prior Year Current Year
Contributions and grants (Part VIII, line 1h) 934,380 762,891
% Program service revenue (Part VIII, line 2g) 0
% 10 Investment income (Part VIII, column (A), lines 3,4, and 7d) 26,724 -2,746
= 11 Other revenue (Part VIII, column (A), ines 5,6d, 8c,9c, 10c,and 11e) 0
12 Total revenue—add lines 8 through 11 (must equal Part VIII, column (A), line
12) 961,104 760,145
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 292,363 222,062
14 Benefits paid to or for members (Part IX, column (A), line 4) 0
15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-
o 10) 186,256 233,004
% 16a Professional fundraising fees (Part IX, column (A), ine 11e) 0
E b (Total fundraising expenses, Part IX, column (D), line 25 41,097 )
17 Other expenses (PartIX, column (A), ines 11a-11d, 11f-24f) 176,832 188,179
18 Total expenses—add lines 13-17 (must equal PartIX, line 25, column (A)) 655,451 643,245
19 Revenue less expenses Subtract line 18 from line 12 305,653 116,900
= g Beginning of Year End of Year
g% 20 Total assets (Part X, line 16) 1,142,965 1,170,225
EE 21 Total lhlabilities (Part X, line 26) 23,897 1,164
EE 22 Net assets or fund balances Subtract line 21 from line 20 1,119,068 1,169,061

Signature Block

Under penalties of perjury, I declare that I have examined this return, including accompanying schedules and statements, and to the best of my knowledge
and belief, it Is true, correct, and complete Declaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge

Please Fok ok KK 2009-11-16
ignature of officer ate

Sign S f off D
Here

willam michael treasurer

Type or print name and title

Date Preparer’s PTIN (See Gen Inst
Preparer's ’ Chlfeck i p ( )
i signature seli-

Paid 9 empolyed k I_
Preparer’s

Firm’s name (or yours
Use If self-employed), } EIN

dd d ZIP + 4
Only address, an RUSSELL BRIER & CO LLP

TEN POST OFFICE SQUARE - 6TH FL

BOSTON, MA 021094689

Phone no k (617) 523-7094

May the IRS discuss this return with the preparer shown above? (See Instructions)

|7Yes I_No



Form 990 (2008) Page 2
m Statement of Program Service Accomplishments (See the instructions.)

1

Briefly describe the organization’s mission

See Addritional Data Table

Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-EZ? . . . . . . . . . . . . . . . . . . . . I_Yes |7No

If “Yes,” describe these new services on Schedule O

Did the organization cease conducting or make significant changes in how it conducts any program
serV|ces7..........................I_Yes|7No

If “Yes,” describe these changes on Schedule O
Describe the exempt purpose achievements for each of the organization’s three largest program services by expenses

Section 501 (c)(3) and (4) organizations and 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

da

(Code ) (Expenses $ 377,197 ncluding grants of $ 222,062 ) (Revenue $ )

The Facioscapulohumeral Society (FSH Society) 1s a world leader in combating facioscapulohumeral muscular dystrophy also known as facioscapulohumeral
dystrophy, FSH muscular dystrophy, and FSHD Its purpose Is to Increase the awareness, understanding and conduct research and education on the most prevalent
muscular dystrophy worldwide called FSHD FSHD i1s an autosomal dominant muscular dystrophy It can be found worldwide throughout large families across
multiple generations affected by the disease FSHD is also broadly charactenized as a neuromuscular disease (NMD), as muscular dystrophy 1s a subset of NMD
FSHD 1s not a rare muscular dystrophy FSHD 1s one of the most common diseases of muscle (also known as a myopathy) FSHD i1s the most prevalent hereditary
muscular dystrophy A conservative estimate of incidence for the most common type of FSHD 1s 1 in 14,000 births throughout the world However, due to increased
expenence with FSHD, population-based research and improved genetic testing, this estimate may be low, actual incidence may be 1 1n 7,500 FSHD generally
presents outward signs in 95% of affected individuals by the second decade of Iife for men and the third decade of life for women The disease Is said to have a
penetrance of 95% In men by the second decade and in women by the third decade FSHD causes progressive and severe loss, wasting and atrophy of all skeletal
muscles THE FSH society has provided more than two million dollars, since the inception of its research fellowships and grants program, in seed funds and grants to
pioneering FSHD research areas and education worldwide and created an internal collaborative network of patients and researchers The Society relies entirely on
private grants, donations, and grassroots philanthropy The FSH Society offers basic research grants, research and postdoctoral fellowships to support research
relevant to understanding the molecular genetics and cause of FSHD on an ongoing and ad-hoc basis THe FSH society Scientific Advisory Board (SAB) diligently
carres out 1ts mission of providing strategy for FSHD research, recruiting and attracting qualified researchers, selecting research proposals, evaluating research
proposals, granting fellowships and monitoring ongoing projects and research opportunities Since 1997, the FSH Society has funded nearly two million dollars in
$30,000 to $45,000 a year grant fellowhips to dozens of junior and senior level researchers, leading to well over three hundred publications acknowledging Society
support In top-tier scientific Journals Grant making to FSHD researchers and clinicians is one of the largest programmatic components of the FSH Society

4b

(Code ) (Expenses $ 41,024 including grants of $ ) (Revenue $ )

The FSH Society organizes meetings, symposiums and workships The Society annual FSHD International Research Consortuim symposium for researchers
worldwide yields iIimmeasurable gains in our understanding of FSHD The 2008 FSH society FSHD International Research Consortium was held as a satellite meeting
to the American Society of Human Genetics in Philadelphia, Pennsylvania and was attended by 65 scientists, clinicians and researchers This meeting Is a key
meeting for the research community for focusing on issues, collaborating, networking, and for filling in missing gaps In the research In accordance with its primary
purpose of serving the FSHD community in the United States and abroad, the FSH Society has brought together through eduction, patient network meetings,
support group meetigns, peer-support, and advocacy to more than 4,000 FSHD-affected families committed to working cooperatively The 2008 biennial FSH
Society International Patient Researcher Network Day was held in coralvulle, Towa and was attended by 145 patients, family members and fnends The FSH Society
also works with the community to foster research planning meetings, research education meetings and patient support groups Meetings, sumposia, workshops and
networkign activities are one of the most successful programmtic componemtns of the FSH Society

4c

(Code ) (Expenses $ 48,148 including grants of $ ) (Revenue $ )

Through the FSH Society staff and its web site portal at www fshsociety org, electronic Yahoo! bulletin board, Facebook page, Myspace page and quarterly
newsletter, the "FSH Watch", FSHD patients have found ways to be useful to medical and clinical researchers working on their disease The support that patients
receive from one another through shanng their common experence I1s invaluable and iImmeasurable The FSH Society acts as a cleannghouse for information on the
FSHD disorder and on potential drugs and devices designed to alleviate the effects of the disease It fosters communication among FSHD patients,their families and
caregivers, chantable organizations, government agencies, industry, scientific researchers, and academic institutions The FSH Society also provides dedicated
support, education and outreach services to patients, professionals, researchers and families in need of assistance The FSH Watch 1s published quarterly, including a
more techical and scientific annual research edition, and is distributed in hardcopy by U S postal mall, electronically by e-mail, and online at the Society website
www fshsociety org as Adobe pdf files THe FSH Society also designs develops, publishes and distributes brochures on FSHD and Physical Therapy for patients,
families, friends, and professionals involved with FSHD Publications, Iiterature, education, patient support, social networking and research networking combined are
one of the most significant and core programmtic components of the FSH Society

(Code ) (Expenses $ 35,067 including grants of $ ) (Revenue $ )

4d

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

de

Total program service expenses $ 501,436 Must equal Part IX, Line 25, column (B).

Form 990 (2008)



Form 990 (2008)
m Checklist of Required Schedules

10

11

12

13

14a

15

16

17

18

19

20

21

22

23

24a

25a

26

27

Page 3

Is the organization described in section 501 (c)(3) or4947(a)(1) (other than a private foundation)? If "Yes,”
complete Schedule A'E

Is the organization required to complete Schedule B, Schedule of Contributors? 'E .

Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If "Yes,” complete Schedule C, Part I

Section 501 (c)(3) organizations Did the organization engage in lobbying activities? If "Yes,” complete Schedule C,
Part II

Section 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 C, Part III

Did the organization maintain any donor advised funds or any accounts where donors have the right to provide
advice on the distribution or investment of amounts in such funds or accounts? If "Yes,” complete
Schedule D, Part I'E

Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas or historic structures? If "Yes,” complete Schedule D, Part II

Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,”
complete Schedule D, Part II1 'E .

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? If "Yes,”
complete Schedule D, Part I

Did the organization hold assets In term, permanent,or quasi-endowments? If "Yes,” complete Schedule D, Part \/E

Did the organization report an amount in Part X, ines 10,12,13,15,0r 252 If "Yes,” complete Schedule D,
Parts VI, VII, VIII, IX, or X as applicable

Did the organization receive an audited financial statement for the year for which 1t 1s completing this return
that was prepared in accordance with GAAP? If "Yes,” complete Schedule D, Parts XI, XII, and XIII

Is the organization a school as described in section 170(b)(1)(A)(11)? If "Yes,” complete Schedule E

Did the organization maintain an office, employees, or agents outside of the U S ?

Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, and program service activities outside the U S ? If "Yes,” complete Schedule F, Part I

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, Part II

Did the organization report on Part IX, column (A), ine 3, more than $5,000 of aggregate grants or assistance
to individuals located outside the United States? If "Yes,” complete Schedule F, Part III

Did the organization report more than $15,000 on Part IX, column (A), line 11e? If "Yes,” complete Schedule G,
Part I

Did the organization report more than $15,000 total on Part VIII, lines 1c and 8a? If "Yes,” complete Schedule G,
Part II

Did the organization report more than $15,000 on Part VIII, line 9a? If "Yes,” complete Schedule G, Part III
Did the organization operate one or more hospitals? If "Yes,” complete Schedule H

Did the organization report more than $5,000 on Part IX, column (A), line 1? If "Yes,” complete Schedule I, Parts I
and II

Did the organization report more than $5,000 on Part IX, column (A), ine 2? If "Yes,” complete Schedule I, Parts I
and II1

Did the organization answer “Yes” to Part VII, Section A, questions 3,4, or 5? If "Yes,” complete Schedule
J

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 1ssued after December 31, 20027 If "Yes,” answer questions 24b-24d and
complete Schedule K. If "No,” go to question 25

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

Did the organization act as an “on behalf of” Issuer for bonds outstanding at any time during the year?

Section 501 (c)(3) and 501 (c)(4) organizations Did the organization engage in an excess benefit transaction with
a disqualified person during the year? If "Yes,” complete Schedule L, Part I

Did the organization become aware that it had engaged in an excess benefit transaction with a disqualified person
from a prior year? If "Yes,” complete Schedule L, Part I

Was a loan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization’s tax year? If "Yes,” complete Schedule L,
Part II

Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, or
substantial contributor, or to a person related to such an individual? If "Yes,” complete Schedule L, Part III'E

Yes No

Yes
1
2 Yes

No
3
No

4
5
6 No
7 No
8 No
9 No
10 No
11 Yes
12 Yes
13 No
14a No
14b No
15 Yes
16 No
17 No
18 No
19 No
20 No
21 Yes
22 No
23 No
24a No
24b
24c
24d
25a No
25b No
26 No
27 No

Form 990 (2008)



Form 990 (2008)
m Checklist of Required Schedules (Continued)

28

29

30

31

32

33

34

35

36

37

Page 4

During the tax year, did any person who I1s a current or former officer, director, trustee, or key employee

Have a direct business relationship with the organization (other than as an officer, director, trustee, or employee),

or an indirect business relationship through ownership of more than 35% in another entity (individually or
collectively with other person(s) listed in Part VII, Section A)? If "Yes,” complete Schedule L, Part
v

Have a family member who had a direct or indirect business relationship with the organization? If "Yes,”
complete Schedule L, Part IV

Serve as an officer, director, trustee, key employee, partner, or member of an entity (or a shareholder of a
professional corporation) doing business with the organization? If "Yes,” complete Schedule L, Part IV .

Did the organization receive more than $25,000 in non-cash contributions? If "Yes,” complete Schedule M

Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If "Yes,” complete Schedule M

Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes,” complete Schedule N,
Part I

Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes,” complete
Schedule N, Part II

Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
section 301 7701-2 and 301 7701-3? If "Yes,” complete Schedule R, Part I

Was the organization related to any tax-exempt or taxable entity? If "Yes,” complete Schedule R, Parts II, III, IV,
and V, Iine 1

Is any related organization a controlled entity within the meaning of section 512(b)(13)? If "Yes,” complete
Schedule R, Part V, line 2

501(c)(3) organizations Did the organization make any transfers to an exempt non-charitable related
organization? If "Yes,” complete Schedule R, Part V, Iine 2

Did the organization conduct more than 5 percent of its activities through an entity that i1s not a related
organization and that i1s treated as a partnership for federal iIncome tax purposes? If "Yes,” complete Schedule R,
Part VI

Yes No
28a No
28b No
28c | Yes
29 No
30 No
31 No
32 No
33 No
34 No
35 No
36 No
37 No

Form 990 (2008)



Form 990 (2008)
m Statements Regarding Other IRS Filings and Tax Compliance

l1a

2a

3a

da

5a

10

11

12a

Page B

Yes No

Enter the number reported in Box 3 of Form 1096, Annual Summary and Trans mittal
of U.S. Information Returns. Enter -0- If not applicable

la 3
Enter the number of Forms W-2G Included in line 1a Enter -0- if not applicable b

1 0
Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? 1c Yes
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 . . . . 0 0w h e e e e e e e e ] 2a 3
If at least one Is reported I1n 2a, did the organization file all required federal employment tax returns?
Note:If the sum of lines 1a and 2a s greater than 250, you may be required to e-file this return. 2b Yes
Did the organization have unrelated business gross income of $1,000 or more during the year covered by this
return? 3a No
If “Yes,” has 1t flled a Form 990-T for this year? If "No,” provide an explanation in Schedule O 3b
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)? 4a No
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.
Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a No
Did any taxable party notify the organization that it was oris a party to a prohibited tax shelter transaction? Sb No
If "Yes,”to 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction? 5c
Did the organization solicit any contributions that were not tax deductible? 6a No
If “Yes,” did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible? 6b
Organizations that may receive deductible contributions under section 170(c).
Did the organization provide goods or services in exchange for any quid pro quo contribution of $75 or 7a No
more?
If “Yes,” did the organization notify the donor of the value of the goods or services provided? 7b
Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to
file Form 82827 7c No
If “Yes,” iIndicate the number of Forms 8282 filed during the year . . . . | 7d |
Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? 7e No
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f No
For all contributions of qualified intellectual property, did the organization file Form 8899 as required? 79 No
For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as
required? 7h No
Section 501(c)(3) and other sponsoring organizations maintaning donor advised funds and section 509(a)(3)
supporting organizations. Did the supporting organization, or a fund maintained by a sponsoring organization, have
excess business holdings at any time during the 8
year?
Section 501(c)(3) and other sponsoring organizations maintaining donor advised funds.
Did the organization make any taxable distributions under section 49662 9a
Did the organization make a distribution to a donor, donor advisor, or related person? 9b
Section 501(c)(7) organizations. Enter
Initiation fees and capital contributions included on Part VIII, ine 12 . . . 10a
Gross recelpts, Included on Form 990, Part VIII, line 12, for public use of club 10b
facilities
Section 501 (c)(12) organizations Enter
Gross income from members or shareholders

11a
Gross Income from other sources (Do not net amounts due or paid to other sources
against amounts due or received from them) . . . . . .. . . . . 11b
Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a

If “Yes,” enter the amount of tax-exempt interest received or accrued during the

year 12b

Form 990 (2008)



Form 990 (2008) Page 6
Governance, Management, and Disclosure (Sections A, B, and Crequest information
about policies not required by the Internal Revenue Code.)
Section A. Governing Body and Management
Yes No
For each "Yes ”response to lines 2-7 below, and for a "No” response to lines 8 or 9b below, describe the circumstances,
processes, or changes in Schedule O. See instructions.
1a Enter the number of voting members of the governing body . . 1a 16
b Enter the number of voting members that are independent . . 1ib 12
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any
other officer, director, trustee, or key employee? 2 Yes
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 No
4 Did the organization make any significant changes to its organizational documents since the prior Form 990 was
filed? No
Did the organization become aware during the year of a material diversion of the organization’s assets? No
Does the organization have members or stockholders? No
7a Does the organization have members, stockholders, or other persons who may elect one or more members of the
governing body? 7a No
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? 7b No
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the
year by the following
the governing body? 8a Yes
each committee with authority to act on behalf of the governing body? 8b Yes
9a Does the organization have local chapters, branches, or affillates? 9a No
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? 9b
10 Was a copy ofthe Form 990 provided to the organization’s governing body before 1t was filed? All organizations
must describe Iin Schedule O the process, if any, the organization uses to review the Form 990 10 Yes
11 Is there any officer, director or trustee, or key employee listed in Part VII, Section A, who cannot be reached at
the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O 11 No
Section B. Policies
Yes No
12a Does the organization have a written conflict of interest policy? If "No”, gotoline 13 12a | Yes
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b | Yes
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes,”
describe in Schedule O how this 1s done 12c | Yes
13 Does the organization have a written whistleblower policy? 13 Yes
14 Does the organization have a written document retention and destruction policy? 14 Yes
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? 15a | Yes
b Other officers or key employees of the organization? 15b | Yes
Describe the process in Schedule O
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? 16a No
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 the
organization’s exempt status with respect to such arrangements? 16b

Section C. Disclosure

17
18

19

20

List the States with which a copy of this Form 990 1s required to be filed MA

Section 6104 requires an organization to make 1ts Form 1023 (or 1024 if applicable), 990, and 990-T (501(c)
(3)s only) available for public inspection Indicate how you make these available Check all that apply

[T own website [ another's website [+ upon request

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 See Additional Data Table

State the name, physical address, and telephone number of the person who possesses the books and records of the organization

WILLIAM G MICHAEL CPA

TEN POST OFFICE SQUARE 6TH FL
BOSTON,MA 021094689
(617)523-7094

Form 990 (2008)



Form 990 (2008) Page 7

m Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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

1a Complete this table for all persons required to be listed Use Schedule J-2 If additional space I1s needed
* List all of the organization’s current officers, directors, trustees (whether individuals or organizations) and key employees regardless
of amount of compensation, and current key employees Enter -0- in columns (D), (E), and (F) if no compensation was paid

* List the organization’s five current highest compensated employees (other than an officer, director, trustee or key employee)

who recelved reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations

* List all of the organization’s former officers, key employees, or highest compensated employees who received more than $100,000
of reportable compensation from the organization and any related organizations

* List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations

List persons in the following order individual trustees or directors, institutional trustees, officers, key employees, highest
compensated employees, and former such persons

[ Check this box If the organization did not compensate any officer, director, trustee or key employee

()
Position (check all
that apply) () (F)
o T D Estimated
(B) o — = (D) Reportable
2= 3 g= Reportable amount of other
Average = @ 7 T compensation
(A) hours iy =1 o2 s compensation from related compensation
Name and Title ﬁ % = o T | | from the from the
per Lo = _Q S T o2 organizations
week g = =15 |8 S|z organization (W- (W- 2/1099- organization and

=[5 | S|[® |2/1099MIsC) related

) = flrd o= MISC)

= = - = organizations

Iz LIE] o
s E.
T [ul

DANIEL P PEREZ , PRESIDENT & CEO 60 00 X X 110,817 0 0
Willam R Lewis MD , CHAIRMAN 8 00 X X 0 0 0
RICHARD A LEFEBVRE mb , director 200 X 0 0 0
WILLIAM G MICHAEL CP , TREASURER 8 00 X X 0 0 0
howard L CHABNER jd , vice chairman 8 00 X X 0 0 0
E ANN BIGGS-WILLIAMS , DIRECTOR 4 00 X 0 0 0
LOUIS M KUNKEL PHd , DIRECTOR 200 X 0 0 0
CLARRY LAURELLO pe , DIRECTOR 4 00 X 0 0 0
WILLIAM R LEWIS III m , DIRECTOR 500 X 0 0 0
ROBERT F SMITH esq , DIRECTOR 4 00 X 0 0 0
Z JOHN STEKLY DSC , DIRECTOR 4 00 X 0 0 0
carol a perez med , secretary 24 00 X X 0 0 0
james a chin sr, director 500 X 0 0 0
joann p forance , direcTOR 2 00 X 0 0 0
willam s herzberg md , director 300 X 0 0 0
christopher stenmon cp , director 2 00 X 0 0 0
NANCY VAN ZANT , EXECUTIVE DIRECTOR 40 00 X 98,208 0 0

Form 990 (2008)
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m Continued

Page 8

Q)
Position (check all
that apply) (F)
(B) ™ T (D) (E) Estimated
=3 ||= %_'E Reportable Reportable amount of other
Average Z ||l = 7 T
(A) hours 23 =1 R =S compensation compensation compensation
Name and Title or ﬁ % = g - % ;’ E.I'I from the from related from the
wF;ek g.: == 5 % 2 [= | organization (W- | organizations (W- [ organization and
'—__:| = =3 o i 2/1099MISC) 2/1099-MISC) related
i '=_'=' K o organizations
1] o
e B
¢ z
1b Total . . . .+ =+ v v v e e e e e e e e e e e 209,025 0 0
2 Total number of individuals (including those in 1a) who received more than $100,000 in reportable
compensation from the organizationk1
Yes No
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 « « « « « &« &« &« 2« &« « &« = No
4 For any individual listed online 1a, 1s the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,0007 If "Yes,” complete Schedule J for such
mdividual « =« & & & 4 & 4 4w s x s x s x s x s w s w s w e No
5 Did any person listed on line 1a recelve or accrue compensation from any unrelated organization for services
rendered to the organization? If "Yes,” complete Schedule J for suchperson « .« « « &« &« &« =« &« = No
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) (B) ©)
Name and business address Description of services Compensation
2 Total number of Independent contractors (including those in 1) who received more than $100,000 in compensation 0
from the organization . .+ .« « & & & 4 4 & x = a = a o aaa e aawa ae

Form 990 (2008)
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E Statement of Revenue

Page 9

(A) (B) Q) (D)
Total Revenue Related or Unrelated Revenue
Exempt Business Excluded from
Function Revenue Tax under IRC
Revenue 512,513, or
514
_E.E la Federated campaigns . . 1a 3,402
T g b Membershipdues . . . . .1b
o
. E c Fundraising events . . . . 1c
e L
EE d Related organizations . . . id
T
Eﬂ = e Government grants (contnbutions) 1e
E E f All other contributions, gifts, grants, and 1f 759,489
Eg similar amounts not included above
= g Noncash contributions included in
[ =
'E-E lines 1a-1f §
S8 | h Total (Add lines 1a-1f) [ 762,891
@ Business Code
= 2a
Z |
a€ c
La
E d
— e
&
= f All other program service revenue
=
& g Total. Add lines 2a-2f >3
3 Investment income (including dividends, interest
other similar amounts) . . . . . . . . * 25,795 25,795
Income from investment of tax-exempt bond proceeds , , *
5Roya|t|es............"'
(1) Real (n) Personal
6a Gross Rents
b Less rental
expenses
c Rental income
or (loss)
d Net rental Income or (loss) . . . . . . . *
(1) Securities (n) Other
7a Gross amount 225,348
from sales of
assets other
than inventory
b Less cost or 253,889
other basis and
sales expenses
c Gain or (loss) -28,541
Netgammor (Ioss) « + & « +« & + . . .F -28,541 -28,541
8a Gross Income from fundraising
events (not including
© $
= of contributions reported on line 1c¢)
5 See Part IV, line 18
= Attach Schedule G If total exceeds
oL
o $15000 . . . . . . . a
E b Less directexpenses . . . b
E [ Net income or (loss) from fundraising events . . *
9a Gross income from gaming activities
See partIV, line 19
Complete Schedule G If total exceeds
$15,000
a
b Less directexpenses . . . b
[ Net income or (loss) from gaming activities . . -
10a Gross sales of iInventory, less
returns and allowances
a
b Less costofgoodssold . . b
[ Net income or (loss) from sales of inventory . . *
Miscellaneous Revenue Business Code
11a
b
c
All other revenue
Total. Add lines11a-11d . . . . . . . $
12 Total Revenue. Add lines 1h, 2g, 3, 4, 5, 6d, 7d, 8c, 760,145 -2,746 0

9c¢,10c,and11le . . . . . . *

Form 990 (2008)



Form 990 (2008) Page 10
m Statement of Functional Expenses
Section 501(c)(3) and 501(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).
Do not include amounts reported on lines 6b, 7b, (A) Prograff)semce Managé‘;)entand Funég)lsmg
8b, 9b, and 10b of Part VIII. Total expenses expenses general expenses expenses
1 Grants and other assistance to governments and organizations
inthe U S See PartIV,line21l 137,302 137,302
2 Grants and other assistance to individuals in the
US See PartlIV,line 22
3 Grants and other assistance to governments,
organizations and individuals outside the U S See
Part IV, lines 15 and 16 84,760 84,760
Benefits paid to or for members
5 Compensation of current officers, directors, trustees, and
key employees 104,680 94,212 8,374 2,094
6 Compensation not included above, to disqualified persons
(as defined under section 4958(f)(1)) and persons
described Iin section 4958(c)(3)(B)
7 Other salaries and wages 111,822 71,869 21,205
Pension plan contributions (include section 401 (k) and section
403(b) employer contributions)
9 Other employee benefits
10 Payroll taxes 16,502 12,707 2,145 1,650
11 Fees for services (non-employees)
a Management
b Legal
c Accounting 20,668 20,668
d Lobbying
e Professional fundraising See Part IV, line 17
f Investment management fees
g Other
12 Advertising and promotion
13 Office expenses 41,800 41,800
14 Information technology
15 Royalties
16 Occupancy
17  Travel 9,442 6,431 3,011
18 Payments of travel or entertainment expenses for any Federal,
state or local public officials
19 Conferences, conventions and meetings
20 Interest
21 Payments to affiliates
22 Depreciation, depletion, and amortization 7,352 7,352
23 Insurance 15,842 13,466 1,584 792
24 Other expenses—Itemize expenses not covered above (Expenses
grouped together and labeled miscellaneous may not exceed 5% of
total expenses shown on line 25 below )
a publications and member 39,884 37,892 1,992
b SCIENTIFIC ADVISORY BOA 32,062 32,062
¢ Executive and developme 14,018 3,665 10,353
d DIRECTOR'S EXPENSE 6,437 6,437
e EXECUTIVE DIRECTOR & SU 674 633 41
f All other expenses
25 Total functional expenses. Add lines 1 through 24f 643,245 501,436 100,712 41,097
26 Joint Costs. Check [~ 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

Form 990 (2008)
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IXEEd Balance Sheet

Ascols

Liahilitias

Met Assets or Fund Balances

2a

3a

u b W N R

10a

11
12

13

14
15

16
17
18
19
20
21
22

23
24
25
26

27
28
29

30
31
32
33
34

(A) (B)
Beginning of year End of year
Cash—non-interest-bearing 160,881 1 195,562
Savings and temporary cash investments 397,412 2 490,783
Pledges and grants receivable, net 249,524 3 229,530
Accounts receivable, net 4
Recelvables from current and former officers, directors, trustees, key employees or
other related parties Complete Part II of Schedule L 5
Recelvables from other disqualified persons (as defined under section 4958 (f)(1)) and
persons described in section 4958(c)(3)(B) Complete Part II of Schedule L 6
Notes and loans receivable, net 7
Inventories for sale or use 8
Prepaid expenses and deferred charges 1,927 9 858
Land, buildings, and equipment cost basis 10a 49,977
Less accumulated depreciation Complete Part VI of
Schedule D 10b 28,091 27,262| 10c 21,886
Investments—publicly traded securities 305,959 11 231,606
Investments—other securities See PartIV, line 11 Complete Part VII of
Schedule D 12
Investments—program-related See PartIV, line 11 Complete Part VIII
of Schedule D 13
Intangible assets 14
Other assets See Part IV, line 11 Complete Part IX of Schedule
D 15
Total assets. Add /ines 1 through 15 (must equal line 34) 1,142,965( 16 1,170,225
Accounts payable and accrued expenses 23,897 17 1,164
Grants payable 18
Deferred revenue 19
Tax-exempt bond habilities 20
Escrow account liability Complete Part IV of Schedule D 21
Payable to current and former officers, directors, trustees, key
employees, highest compensated employees, and disqualified
persons Complete Part II of Schedule L 22
Secured mortgages and notes payable to unrelated third parties 23
Unsecured notes and loans payable 24
Other liabilities Complete Part X of Schedule D 25
Total liabilities. Add /ines 17 through 25 23,897| 26 1,164
Organizations that follow SFAS 117, check here & [V and complete lines 27
through 29, and lines 33 and 34.
Unrestricted net assets 375,253 27 407,738
Temporarily restricted net assets 743,815| 28 761,323
Permanently restricted net assets 29
Organizations that do not follow SFAS 117, check here & [ and complete
lines 30 through 34.
Capital stock or trust principal, or current funds 30
Paid-in or capital surplus, or land, building or equipment fund 31
Retained earnings, endowment, accumulated income, or other funds 32
Total net assets or fund balances 1,119,068| 33 1,169,061
Total lhabilities and net assets/fund balances 1,142,965| 34 1,170,225
m Financial Statements and Reporting
Yes No
Accounting method used to prepare the Form 990 [ cash [ accrual [ other
Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a No
Were the organization’s financial statements audited by an independent accountant? 2b Yes
If "Yes” to lines 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the Yes
audit, review, or compilation of its financial statements and selection of an iIndependent accountant? 2c
As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the No
Single Audit Act and OMB CircularA-133? 3a
If “Yes,” did the organization undergo the required audit or audits? 3b

Form 990 (2008)
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SCHEDULE A
(Form 990 or
990EZ)

Department of the

Treasury

Internal Revenue

Service

OMB No 1545-0047

Open to Public
Inspection

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. See separate instructions.

Name of the organization

Employer identification number

FSH SOCIETY INC

52-1762747

m Reason for Public Charity Status (to be completed by all organizations) (See Instructions)

The organization 1s not a private foundation because it 1Is (Please check only one organization )

1 I~ a church, convention of churches, or association of churches described in Section 170(b)(1)(A)(i).

2 [T A school described in Section 170(b)(1)(A)(ii). (Attach Schedule E )

3 I~ a hospital or a cooperative hospital service organization described in Section 170(b)(1)(A)(iii). (Attach Schedule H )

4 [T 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

5 [T Anorganization operated for the benefit of a college or university owned or operated by a governmental unit described in
Section 170(b)(1)(A)(iv). (Complete Part II )

6 [T A federal, state, or local government or governmental unit described in Section 170(b)(1)(A)(v).

7 [T An organization that normally receives a substantial part of its support from a governmental unit or from the general public
described in Section 170(b)(1)(A)(vi) (Complete Part II )

8 I~ a community trust described in Section 170(b)(1)(A)(vi) (Complete Part II )

9 [ Anorganization that normally receives (1) more than 331/3% of its support from contributions, membership fees, and gross
recelpts 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 509(a)(2). (Complete Part III )

10 [T  Anorganization organized and operated exclusively to test for public safety See Section 509(a)(4). (See instructions )

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

a |_TypeI b I_TypeII [ |_TypeIII - Functionally Integrated d I_TypeIII - Other
e [T By checking this box, I 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 thatitis a Type I, Type II or Type III supporting organization,
check this box [~
g Since August 17,2006, has the organization accepted any gift or contribution from any of the
following persons?
(i) a person who directly or indirectly controls, either alone or together with persons described in (i) Yes | No
and (1n) below, the governing body of the the supported organization? 11g(i)
(ii) a family member of a person described In (1) above? 11g(ii)
(iii) a 35% controlled entity of a person described in (1) or (11) above? 11g(iii)
h Provide the following information about the organizations the organization supports
(i) Name of (ii) EIN (iii) Type of organization (iv) Is the (v) Did you notify (vi) Is the (vii) Amount of
Supported (described onlines 1- 9 organization in the organization organization in support?
Organization above or IRC section col (i) listed In in col (i) of your | col (i) organized
(See Instructions)) your governing support? inthe U S 7
document?
Yes No Yes No Yes No
Total

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

Cat No 11285F

Schedule A (Form 990 or 990-EZ)
2008
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Page 2

EEETESE support Schedule for Organizations Described in IRC 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.)

Public Support

Calendar year (orfiscal 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 ")

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

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

4 Total.Add line 1-3

5 The portion of total contribution by each
person (other than a government unit or
publicly supported organization) included
online 1 that exceed 2% of the amount
shown online 11, column

(f

6 Public Support subtract line 5 from line
4

Total Support

Calendar year (orfiscal year beginning in) (a) 2004 (b) 2005 (c) 2006 (d) 2007 (e) 2008 (f) Total

7 Amounts from line 4

8 Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources

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

10 Otherincome Do not include gain or loss
from the sale of capital assets (Explain in

Part IV )
11 Total Support (Add lines 7 through 10)
12 Gross recelpts from related activities, etc (See instructions ) | 12 |

13 First Five Years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax yearas a 501 (c)(3)
organization, check this box and stop here >

Computation of Public Support Percentage

14 Public Support Percentage for 2008 (line 6 column (f) divided by line 11 column (f)) 14

15 Public Support Percentage for 2007 Schedule A, Part IV-A, line 26f 15

16a 33 1/3% Test - 2008. If the organization did not check the box online 13, and line 14 1s 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization
b 33 1/3% Test - 2007. If the organization did not check the box online 13 or 16a, and line 15 1s 33 1/3% 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 online 13, 16a, or 16b and line 14 1s 10% or
more, and If the organization meets the "facts and circumstances" test, check this box and stop here. Explainin Part IV how the
organization meets the "facts and circumstances” test The organization qualifies as a publicly supported organization

B
B

B

b 10% Facts and Circumstances Test - 2007. If the organization did not check a box online 13, 16a, 16b,or17a and line 151s 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

18 Private Foundation. If the organization did not check the box online 13, 16a, 16b, 17a or 17b, check this box and see
instructions

.
.

Schedule A (Form 990 or 990-EZ) 2008
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IRl Support Schedule for Organizations Described in IRC 509(a)(2)
(Complete only If you checked the box on line 9 of Part I.)

Page 3

Section A. Public Support

Calendar year

1

7a

c
8

(or fiscal year beginning in)
Gifts, grants, contributions, and
membership fees received (Do not
include any "unusual grants ")

Gross recelpts from admissions,
merchandise sold or services performed,
or facilities furnished in any activity that
I1s related to the organization's tax-
exempt purpose

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

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

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

Total Add lines 1-5

Amounts Iincluded on lines 1, 2, and 3
received from disqualified persons
Amounts included on lines 2 and 3
received from other than disqualified
persons that exceed the greater of 1% of
the total of lines 9, 10c, 11, and 12 for
the yearor $5,000

Total of lines 7a and 7b

Public Support (Substract line 7c from
line 6)

(a) 2004

(b) 2005

(c) 2006

(d) 2007

(e) 2008

(f) Total

574,798

392,978

577,111

784,256

782,885

3,112,028

574,798

392,978

577,111

784,256

782,885

3,112,028

84,647

91,405

90,330

175,254

104,220

545,856

84,647

91,405

90,330

175,254

104,220

545,856

2,566,172

Total Support

Calendar year

9
10a

11

12

13

14

(or fiscal year beginning 1n)
Amounts from line 6

Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources

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

Add lines 10a and 10b

Net income from unrelated business
activities not included in line 10b,
whether or not the business 1s regularly
carried on

Other income Do notinclude gain or loss
from the sale of capital assets

(Explain in Part IV )

Total Support (Add lines 9,10c, 11 and
12)

(a) 2004

(b) 2005

(c) 2006

(d) 2007

(e) 2008

(f) Total

574,798

392,978

577,111

784,256

782,885

3,112,028

11,935

16,321

20,129

26,908

25,795

101,088

11,935

16,321

20,129

26,908

25,795

101,088

3,213,116

First Five Years If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a 501 (c)(3) organization,

check this box and stop here [
Computation of Public Support Percentage
15 Public Support Percentage for 2008 (line 8 column (f) divided by line 13 column (f)) 15 79 870 %
16 Public Support Percentage for 2007 Schedule A, Part IV-A, line 27¢g 16 79 670 %
Computation of Investment Income Percentage
17 Investment Income Percentage for 2008 (line 10c column (f) divided by line 13 column (f)) 17 3150 %
18 Investment Income Percentage from 2007 Schedule A, Part IV-A, line 27h 18 2 890 %
19a 33 1/3% Tests - 2008. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and line
17 1s not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization v
b 33 1/3% Tests - 2007. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33 1/3% and
line 18 1s not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization [
20 Private Foundation If the organization did not check a box online 14, 19a or 19b, check this box and see Instructions [

Schedule A (Form 990 or 990-EZ) 2008
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-m Supplemental Information. Complete this part to provide the information required by Part II, ine 10;
Part II, ine 17a or 17b, or Part III, ine 12. Provide and any other additional information. (see instructions)

Schedule A (Form 990 or 990-EZ) 2008
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SCHEDULE D OMB No 1545-0047
Form 990 - -
( ) Supplemental Financial Statements 2 0 0 8
k- Attach to Form 990. To be completed by organizations t hat -
Department of the answered "Yes," to Form 990, Part 1V, line 6, 7, 8,9, 10, 11, or 12. Open to P.llbllc
Treasury Inspection
Internal Revenue
Service
Name of the organization Employer identification number

FSH SOCIETY INC
52-1762747

m Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete If the

organization answered "Yes" to Form 990, Part IV, line 6.

(a) Donor advised funds (b) Funds and other accounts
1 Total number at end of year
2 Aggregate Contributions to (during year)
3 Aggregate Grants from (during year)
4 Aggregate value at end of year
5 Did the organization inform all donors and donor advisors 1n writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legal control? [ Yes [ No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds may be
used only for charitable purposes and not for the benefit of the donor or donor advisor or other
impermissible private benefit? [ Yes [ No
m Conservation Easements. Complete If the organization answered "Yes" to Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply)
[ Preservation of land for public use (e g, recreation or pleasure) [T Preservation ofan historically importantly land area
[T Protection of natural habitat [T Preservation of certified historic structure
[ Preservation of open space
2 Complete lines 2a-2d If the organization held a qualified conservation contribution in the form of a conservation easement
on the last day of the tax year
-Held at the End of the Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
c Number of conservation easements on a certified historic structure included in (a) 2c
d Number of conservation easements included in (c¢) acquired after 8/17/06 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during

the taxable year &

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

Does the organization have a written policy regarding the periodic monitoring, inspection, violations, and
enforcement of the conservation easements 1t holds? [~ Yes

6 Staff or volunteer hours devoted to monitoring, inspecting and enforcing easements during the year b

7 Amount of expenses Incurred in monitoring, inspecting, and enforcing easements during the year &= $

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section
170(h)(4)(B)(1) and 170(h)(4)(B)(11)? [~ Yes
9 In Part XIV, describe how the organization reports conservation easements In its revenue and expense statement, and

balance sheet, and include, If applicable, the text of the footnote to the organization’s financial statements that describes
the organization’s accounting for conservation easements

|_No

|_No

m Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete If the organization answered "Yes" to Form 990, Part IV, line 8.

1a Ifthe organization elected, as permitted under SFAS 116, not to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education or research in furtherance of public service,
provide, In Part XIV, the text of the footnote to its financial statements that describes these items

b Ifthe organization elected, as permitted under SFAS 116, to report in 1ts revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service,
provide the following amounts relating to these items

(i) Revenues included in Form 990, Part VIII, line 1 3
(ii) Assets included in Form 990, Part X 3
2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the

following amounts required to be reported under SFAS 116 relating to these items

@ Revenues included in Form 990, Part VIII, line 1 3

b Assets included in Form 990, Part X 3

For Paperwork Reduction Act Notice, see the Intructions for Form 990 Cat No 52283D Schedule D (Form 990) 2008



Schedule D (Form 990) 2008 Page 2
Manizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3

b

[

a

5

Using the organization’s accession and other records, check any of the following that are a significant use of its collection
items (check all that apply)
[ Public exhibition d [T Loan orexchange programs

l_ Scholarly research e l_ O ther

I_ Preservation for future generations

Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in
Part XIV

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

m Trust, Escrow and Custodial Arrangements. Complete If the organmization answered "Yes" to Form 990,

Part IV, ine 9, or reported an amount on Form 990, Part X, line 21.

l1a

a n

1]

f

2a
b

Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not

included on Form 990, Part X? [~ Yes ™ No
If "Yes," explain why in Part XIV and complete the following table
A mount

Beginning balance 1c

Additions during the year id

Distributions during the year le

Ending balance if

Did the organization include an amount on Form 990, Part X, line 21°? [~ Yes [ No

If “Yes,” explain the arrangement in Part XIV

m Endowment Funds. Complete If the organization answered "Yes" to Form 990, Part IV, line 10.

l1a

3a

b
a

m Investments—Land, Buildings, and Equipment. See Form 990, Part X, line 10.

(a)Current Year | (b)Prior Year | (c)Two Years Back | (d)Three Years Back | (e)Four Years Back

Beginning of year balance

Contributions

Investment earnings or losses

Grants or scholarships

Other expenditures for facilities
and programs

Administrative expenses

End of year balance

Provide the estimated percentage of the year end balance held as
Board designated or quasi-endowment
Permanent endowment I

Term endowment
Are there endowment funds not In the possession of the organization that are held and administered for the
organization by Yes | No

(i) unrelated organizations . . . . . . . & & 4 4 aaaw e e e e e e e | 3a(i)
(ii) related organizations 3a(ii)
If "Yes" to 3a(i), are the related organizations listed as required on ScheduleR? . . . . . . . . . 3b
Describe in Part XIV the intended uses of the organization's endowment funds

(@) Cost or other |(b)Cost or other

Description of Investment basis (investment) basis (other) (c) Depreciation (d) Book value
1a Land
b Buildings
c Leasehold improvements
d Equipment . . .+ 4 h e e e e e e 49,977 28,091 21,886
e Other . . . .+ .+ .« & & & 44w e e e 0
Total. Add lines 1a-1e (Column (d) should equal Form 990, Part X, column (B), Iine 10(c).) . . . . .+ . . . m» 21,886

Schedule D (Form 990) 2008
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[EYix%:] Investments—Other Securities. See Form 990, Part X, line 12.

(a) Description of security or cateory
(including name of security)

(b)Book value

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

Financial derivatives and other financial products

Closely-held equity interests

Other

Total. (Column (b) should equal Form 990, Part X, col (B) line 12 ) *

|EI“H! Investments—Program Related. Se

e Form 990, Part X, line

13.

(a) Description of Investment type

(b) Book value

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

Total. (Column (b) should equal Form 990, Part X, col (B) line 13 ) *

Other Assets. See Form 990, Part X, line 15.

(a) Description

(b) Book value

Total. (Column (b) should equal Form 990, Part X, col.(B) Iine 1

5.)

Other Liabilities. See Form 990, Part X, line 25.

(a) Description of Liability

(b) Amount

Federal Income Taxes

Total. (Column (b) should equal Form 990, Part X, col (B) Ine 25 ) m

In Part XIV, provide the text of the footnote to the organization's financial statements that reports the organization's hability for

uncertain tax positions under FIN 48

Schedule D (Form 990) 2008
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m Reconciliation of Change in Net Assets from Form 990 to Financial Statements

1 Total revenue (Form 990, Part VIII, column (A), line 12) 1 760,145
2 Total expenses (Form 990, Part IX, column (A), line 25) 2 643,245
3 Excess or (deficit) for the year Subtract line 2 from line 1 3 116,900
4 Net unrealized gains (losses) on iInvestments 4 -66,907
5 Donated services and use of facilities 5
6 Investment expenses 6
7 Prior period adjustments 7
8 Other (Describe in Part XIV) 8
9 Total adjustments (net) Add lines 4 - 8 9 -66,907
10 Excess or (deficit) for the year per financial statements Combine lines 3 and 9 10 49,993
miﬂl Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
Total revenue, gains, and other support per audited financial statements . . . . . . . . .| 1 795,368
2 Amounts Iincluded on line 1 but not on Form 990, Part VIII, ine 12
a Net unrealized gains on Investments . . . . . . . . . . 2a
b Donated services and use of facilities . . . . . . . . . 2b 102,130
c Recoveries of prioryeargrants . . . . .+« .+ .« .« . . . 2c
d Other (Describe in Part XIV) . . . . .« .+ « « « &« « 2d -66,907
e Add lines 2athrough 2d P e e e e e e e e e e e e e e 2e 35,223
3 Subtract ine 2efromline 1 . . . . . & &« &« 444w a e e e e e 3 760,145
Amounts Iincluded on Form 990, Part VIII, line 12, but noton line 1
Investment expenses not included on Form 990, Part VIII, ine 7b . da
Other (Describe in Part XIV) . . .+ .+ .+ .« .« .« .« .« . 4b
c Addlines4aandd4b . . . . . . . . . 040w w e e e e e e e 4c 0
5 Total Revenue Add lines 3 and 4c. (This should equal Form 990, PartI,line12) . . . . . . 5 760,145
miﬂﬂ Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
Total expenses and losses per audited financial statements . . . . . . . . . . . . 1 745,375
2 Amounts included on line 1 but not on Form 990, Part IX, line 25
a Donated services and use of facilittes . . . . . . . . . . 2a 102,130
b Prior year adjustments . . . . . . . . . . . . . . 2b
[ Losses reported on Form 990, Part IX,line25 . . . . . . . .| 2c
d Other (Describe in Part XIV) . . . . .« .+ « « « &« « 2d
e Add lines 2athrough2d . . . . . . . .+ .+ .+« & . & 4 44 a e e e 2e 102,130
3 Subtract ine 2efromline 1 . . . . . & &« &« 444w a e e e e e 3 643,245
Amounts Iincluded on Form 990, Part IX, line 25, but not on line 1:
Investment expenses not included on Form 990, Part VIII, line7b . . da
Other (Describe in Part XIV) . . . . .« .+ « « « &« « 4b
c Addlines4aandd4b . . . . . . . . . 040w w e e e e e e e 4c 0
Total expenses Add lines 3 and 4c. (This should equal Form 990, PartI,line18) . . . . . . 5 643,245

m Supplemental Information

Complete this part to provide the descriptions required for Part II, lines 3,5, and 9, Part III, lines 1a and 4, Part XIV, lines 1b and 2b,
Part V, line 4, Part X, Part XI, line 8, Part XII, ines 2d and 4b, and Part XIII, ines 2d and 4b

Identifier Return Reference Explanation

Schedule D (Form 990) 2008
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m Supplemental Information(continued)

Identifier

Return Reference

Explanation

Schedule D (Form 990) 2008
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SCHEDULE F
(Form 990)

Department of the
Treasury

Internal Revenue
Service

Statement of Activities Outside the United States

» Attach to Form 990. Complete if the organization answered "Yes" to
Form 990, Part IV, line 14b.

OMB No 1545-0047

Open to Public
Inspection

Name of the organization
FSH SOCIETY INC

Employer identification number

52-1762747

m General Information on Activities Outside the United States. Complete If the organization answered
“Yes” to Form 990, Part IV, line 14b.

1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or
assistance, the grantees' eligibility for the grants or assistance, and the selection criteria used to award
the grants or assistance .

I_ Yes |7 No

2 For grantmakers. Describe in Part IV the organization’s procedures for monitoring the use of grant funds outside the

United States

3 Activites per Region (Use Schedule F-1 (Form 990) if additional space Is needed )

(b) Number of

(c) Number of

(d) Activities conducted In
region (by type) (1e,

(e) If activity listed in (d)
IS a program service,

(f) Total expenditures in

(a) Region offices In the employees or |fundraising, program services,
region agents In region| grants to recipients located in describe specific type of region
the region) service(s) In region
Totals. . . . . w

For Paperwork Reduction Act Notice, see the instructions for Form 990.

Cat No 50082W

Schedule F (Form 990) 2008



Schedule F (Form 990) 2008 Page 2
EXYEE:] Grants and Other Assistance to Organizations or Entities Outside the United States. Complete If the organization answered "Yes" to Form 990,
Part IV, line 15, for any recipient who received more than $5,000. Check this box iIf no one recipient received more than $5,000 . > [
Use Schedule F-1 if additional space 1s needed.
b) IRS code .

1 ¢ )sectlon (f) Manner of (g) Amount of (h) Description (i) Method of
(a) Name of and EIN (/f (c) Region (d) Purpose of (e) Amount of cash of non-cash of non-cash valuation
organization licabl grant cashgrant disbursement assistance assistance (book, FMV,

applicable) appraisal, other)
Fundacion Allende- To research on 14,760
8vo piso, Hipolito Facloscapulohumeral
Yrigoyen 384, 5000- |muscular dystrophy
Cordoba, concentrating on
ARGENTINA "analyses of
functional domains in
the pro-apoptotic
protein DUX-4 "
Postal Zone S-4-P, [Toresearchon 35,000
Einthovenweg Facloscapulohumeral
20,2333 ZC Leiden, |muscular dystrophy
THE NETHERLANDS |concentrating on
"Refinement of FSHD
citical region on 4gA
Chromosomes "
DIBIT-HSR 1B4- To research on 35,000
Room 97, Via Facloscapulohumeral
Olgettina 58, 20132 |muscular dystrophy
Milano, ITALY concentrating on
"Functional
Characterization of
D4Z4 in FSHD"

2 Enter total number of organizations that are recognized as charities by the foreign country or for which the grantee or counsel
has provided a section 501(c)(3) equivalency letter .

3 Enter total number of other organizations or entities . .

-~ B BN wm ogwm

P



Schedule F (Form 990) 2008 Page 3

EXEYTE:id Grants and Other Assistance to Individuals Outside the United States. Complete If the organization answered "Yes" to Form 990, Part IV, line 16.
Use Schedule F-1 (Form 990) if additional space 1s needed.

(h) Method of

(a) Type of grant or (b) Region (c) Number of (d) Amount of (e) Manner of cash () Amc;:r;thof non- (gc?faiif:apst:n valuation
assistance ¢ reciplents cash grant disbursement (book, FMV,
assistance assistance

appraisal, other)

Schedule F (Form 990) 2008
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m Supplemental Information
Complete this part to provide the information required in Part I, ine 2, and any other additional information.

Identifier ReturnReference Explanation

Schedule F (Form 990) 2008



Additional Data

Software ID:
Software Version:

EIN:
Name:

52-1762747
FSH SOCIETY INC

Form 990 Schedule F Part II - Grants and Other Assistance to Organizations or Entities Outside The United States

Return to Form

(a) Name of
organization

(b) IRS code
section
and EIN(if
applicable)

(c) Region

(d) Purpose of grant

(e) Amount of
cash grant

(f) Manner of
cash disbursement

(g) Amount of non-
cash
assistance

(h) Description of
non-cash
assistance

(1) Method of
valuation
(book, FMV,
appraisal, other)

Fundacion Allende- To research on 14,760
8vo piso, Hipolito Facioscapulohumeral
Yrigoyen 384, 5000- |musculardystrophy
Cordoba, concentrating on
ARGENTINA "analyses of
functional domains In
the pro-apoptotic
protein DUX-4 "
Postal Zone S-4-P, To research on 35,000
Einthovenweg Facioscapulohumeral
20,2333 ZC Leiden, |musculardystrophy
THE NETHERLANDS |concentrating on
"Refinement of FSHD
citical region on 4gA
Chromosomes "
DIBIT-HSR 1B4- To research on 35,000

Room 97, Via
Olgettina 58, 20132
Milano, ITALY

Facioscapulohumeral
muscular dystrophy
concentrating on
"Functional
Characterization of

D4Z4 in FSHD"
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Schedule 1
(Form 990)

Department of the Treasury
Internal Revenue Service

OMB No 1545-0047

Open to Public
Inspection

Grants and Other Assistance to Organizations,
Governments and Individuals in the U.S.

Complete if the organization answered "Yes,” on Form 990, Part IV, lines 21 or 22. Attach to Form 990.

Name of the organization
FSH SOCIETY INC

Employer identification number

52-1762747

m General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees' eligibility for the grants or assistance, and
the selection criteria used to award the grants or assistance? .

2 Describe in Part IV the organization's procedures for monitoring the use of grant funds in the United States

|7 Yes |_ No

Im Grants and Other Assistance to Governments and Organizations in the United States. Complete If the organization answered "Yes" on
Form 990, Part IV, hine 21 for any recipient that received more than $5,000. Check this box If no one recipient received more than $5,000. Use
Part IV and Schedule I-1 if additional space Is

needed. . .

A

1(a) Name and address of (b) EIN (c) IRC section (d) Amount of cash (e) Amount of non- |(f) Method of valuation| (g) Description of (h) Purpose of grant
organization iIf applicable grant cash (book, FMV, appraisal,| non-cash assistance or assistance
or government assistance other)

The Research Institute at 31-6056230 501(c)(3) 10,000 To research on
Nationwide Children's Facioscapulohumeral
Hospital700 Childrens Drive Muscular Dystrophy
Columbus,OH 43205

Tulane University Health 72-0423889 501(c)(3) 35,000 To research on
Sciences Center1430 Facioscapulohumeral
Tulane Avenue Muscular Dystrophy
New Orleans,LA 70112

University of California 95-2540117 501(c)(3) 30,000 To research on
Irvine240D med Sci I Facioscapulohumeral
Irvine, CA 92697 Muscular Dystrophy
University of Illinois at 37-6006007 501(c)(3) 30,000 To research on
Urbana-Champaign601 S Facioscapulohumeral
Goodwin Ave Muscular Dystrophy
Urbana,IL 61801

University of Maryland 52-1103228 501(c)(3) 30,000 To research on

School of Medicine660 W Facioscapulohumeral
Redwood Street Muscular Dystrophy
Baltimore, MD 20201

]
2 Enter total number of section 501(c)(3) and government 5
organizations . |

3 Enter total number of other organizations . | 5

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

Cat No 50055P

Schedule I (Form 990) 2008



Schedule I (Form 990) 2008

Page 2
m Grants and Other Assistance to Individuals in the United States. Complete If the organization answered "Yes" on Form 990, Part IV, lne 22.
Use Schedule I-1 (Form 990) if additional space 1s needed.
(a)Type of grant or assistance (b)Number of (c)A mount of (d)A mount of (e) Method of valuation (f)Description of non-cash assistance
reciplents cash grant non-cash assistance (book, FMV, appraisal,
other)

BEEESEYA Supplemental Information. Complete this part to provide the information required in Part I, line 2, and any other additional information.
See Additional Data Table

Identifier Return Reference Explanation
Procedure for Monitoring PartI, Line 2 Schedule I, Part I, Line 2 The Scientific Advisory Board of FSH Soclety, chaired by David Housman, Ph D , Massachusetts
Grants inthe U S

Institute of Technology, meets to review grant applications for approval and provides payment in 2 installments The first

installment 1s granted upon approval of grant, and the second one I1s granted after a 6 month review of progress via a progress
report

Schedule I (Form 990) 2008
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Schedule L Transactions with Interested Persons

(Form 990 or 990-EZ)
k- Attach to Form 990 or Form 990-EZ. 2 0 0 8

= To be completed by organizations that answered

OMB No 1545-0047

Department of the "Yes" on Form 990, Part IV, lines 25a, 25b, 26, 27, 28a, 28b, or 28c,
Treasury or Form 990-EZ, Part V lines 38b or 40b. Inspection
Internal Revenue
Service

Name of the organization Employer identification number

FSH SOCIETY INC

52-1762747
m Excess Benefit Transactions (section 501(c)(3) and section 501 (c)(4) organizations only).
To be completed by organizations that answered "Yes" on Form 990, Part IV, line 25a or 25b, or Form 990-EZ, Part V, line 40b

(c) Corrected?
Yes No

1 (a) Name of disqualified person (b) Description of transaction

2 Enter the amount of tax imposed on the organization managers or disqualified persons during the year under
section 4958 . . . . i ke e e e e e e e e e e e e e e e s

3 Enter the amount of tax, ifany, on line 2, above, reimbursed by the organization. . . . . . . 3

m Loans to and/or From Interested Persons
To be completed by organizations that answered "Yes" on Form 990, Part IV, line 26, or Form 990-EZ, Part V, line 38a

(b) Loan to or (e)In Appfrfo)ved (g)Written
from the
(a) Name of Interested person and orgamation? (c)Original p;lnmpal (d)Balance due| default? |by board or |agreement?
purpose amoun committee?
To | From Yes | No | Yes | No Yes | No
Total .. .e . - 3

Grants or Assistance Benefitting Interested Persons
To be completed by organizations that answered "Yes" on Form 990, Part IV, ine 27.

(b)Relationship between interested person

(a) Name of Interested person and the organization

(c)Amount of grant or type of assistance

m Business Transactions Involving Interested Persons
To be completed by organizations that answered "Yes" on Form 990, Part IV, ine 28a, 28b, or 28c.

(b) Relationship (e) Sharing of
between interested (c) Amount of organization's
(a) Name of Interested person person and the transaction (d) Description of transaction revenues?
organization Yes No
russell brierand co llp willlam g, michael, 17,000 |russell brier and co provides tax No
treas and dir 1s a and accounting services to fsh
partner of russell brier soclety for a fee
and co

For Paperwork Reduction Act Notice, see the Intructions for Form 990 Cat No 50056A Schedule L (Form 990 or 990-EZ) 2008
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SCHEDULE o OMB No 1545-0047
(Form 990) Supplemental Information to Form 990 2 0 0 8
Department of the k- Attach to Form 990. To be completed by organizations to provide additional information for

Treasury responses to specific questions for the Form 990 or to provide any additional information. Open to Public
Internal Revenue Inspection
Service

Name of the organization
FSH SOCIETY INC

Employer identification number

52-1762747
Identifier Return Explanation
Reference
Form990. Part VI CAROL PEREZ, AN OFFICER AND DIRECTOR, IS THE MOTHER OF DANIEL PEREZ AN OFFICER AND
Section A Ine 2 ' DIRECTOR WILLIAMR LEWIS MD, AN OFFICER AND DIRECTOR, IS THE FATHER OF WILLIAM LEWIS Il
' MD, A DRECTOR C LARRY LAURELLO, PE, AND JOANN P FORNACE ARE BROTHER AND SISTER
Identifier Return Explanation
Reference

The 990 I1s review ed extensively by the President and Treasurer before filing then presented to a five
Form 990, Part V|,

board member audit and finance commitee for review before filing and filing given to all board
Section A, line 10

members for review

Identifier Return Explanation
Reference
Form 990, Part VI Section B, line All directors respond to an annual questionaire and based on such no conflicts
12¢ exist
Identifier Return Explanation
Reference
Form990, Part V|, The President's salary Is set by board approved contract w ith the Society The executive
Section B, line 15 director's salary I1s review ed each year by the officers of the society
Identifier Return Explanation
Reference

Form990, Part V|, Governing documents, conflict of interest policy, and financial statements are available upon request
Section C, line 19 at the Society's office FSH Soclety c/o BBRIR353 64 Grove Street Watertow n, MA 02472

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 51056K Schedule O (Form 990) 2008



