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FRONTO

9 0 Return of Organization Exempt From Income Tax | OMB No 15450047
F°m: Under section 501(c), 527, or 4947(a)(1) of the Inte;nal gevenue Code (except black lung 2009
3‘?3%&‘523 3,2 lnjr;%‘grﬁ?::‘ry P The organization may havebt‘:)nu.?::at ;“éz;t); I'cfp trt:;’sa::tu?: rt‘o :;It‘i)sr;g)/ state reporting requirements. qugggcmgtm
A For the 2009 calendar year, or tax year beginnin ,and endlnlg
B Checkfapphcabte | Please | C Nameofomanizaton THE ASSOCIATION FOR FRONTOTEMPORAL D Employer identification number
Addresscange |15 ° DEMENTIAS
D Name change print or Doing Bustness As 41-2073220
D — tgl;:- Number and street {or P O box if mail 1s not delivered to street address) Room/suite E Telephone number
290 KING OF PRUSSIA RD BUILDING 200 267-514-7221
D Termination ;?:ril,? City or town, state or country, and ZIP + 4 G Gross receipts § 730,153
[ ] Amendedretum | tions. | RADNOR PA 19087
D Application pending F Name and address of principal officer H(a) s thts a group return for
DARLENE M. RYAN, TREASURER affiliates? Yes No
290 KING OF PRUSSIA ROAD Hb) freaialiaes ™ ves | | o
RADNOR PA 1 9 0 8 7 If "No,” attach a list. {see instructions)
| Tax-exempt status IYI s01¢c) ( 3 ) <d(nsertno) [_l 4947(a)(1) or f—| 527
J Website: » WWW.FTD-PICKS.ORG H(c) Group exemptron number P>
Type of orgamzauonJ)a Corporation Trust J—I Association m Other P> I L Yearofformaton 2002 I M State of legal domicile PA
Part Summary
1 Briefly describe the organization's mission or most significant activities:
° PROMOTE AND FUND RESEARCH INTO FINDING THE CAUSE, THERAPIES, AND CURES FOR
g THE FRONTOTEMPORAL DEMENTIAS;
c
% 2 Check this box »» [] if the organization discontinued its operations or disposed of more than 25% of its net assets.
g 3 Number of voting members of the governing body (Part Vi, hne 1a) 3 14
2| 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 14
g 5 Total number of employees (Part V, line 2a) 5 [
;5 6 Total number of volunteers (estimate If necessary) . 6 50
7a Total gross unrelated business revenue from Part VIII, column (C), line 12 7a
b Net unrelated business taxable income from Form 990-T, line 34 7b 0
Prior Year Current Year
o | 8 Contrbutions and grants (Part Vill, line 1h) 715,649
g 9 Program service revenue (Part VIII, ine 2g) ((%
3 | 10 Investmentincome (Part VIlI, column (A), lines 3, 4, and 7H) 3’) 11,473
@ | 11 Other revenue (Part VIlI, column (A), lines 5, 6d, 8c, 9c, 1 o 3,031
12_Total revenue — add lines 8 through 11 (must equal Part V|1, — 730,153
13 Grants and similar amounts paid (Part IX, column (A), lines|1-3) OGDEN, Ul 368, 386
14 Benefits paid to or for members (Part IX, column (A), line 4)
al 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 153,141
@ | 16a Professional fundraising fees (Part 1X, column (A), ine 11e) 12,499
2 b Total fundraising expenses (Part IX, column (D), line 25) p> 43,436
o 17 Other expenses (Part IX, column (A), lines 11a—11d, 11f-24f) 172,106
18 Total expenses. Add lines 1317 (must equal Part IX, column (A), line 25) ) 706,132
19 Revenue less expenses. Subtract line 18 from line 12 24,021
S § Beginning of Current Year End of Year
85| 20 Total assets (Part X, line 16) 772,042 859,015
<2 21 Total liabihties (Part X, line 26) 63,582 126, 534
Z5{ 22 Net assets or fund balances. Subtract line 21 from line 20 708,460 732,481
Part it Signature Block
Under penalties of penjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge
and bglef, it 1s true, comect, and complete Declatajon of preparer (other than officer) 1s based on all information of which preparer has any knowljedge
s () W o= | &]a]abio
g-lere Signature of officer U Date | l
~ } DARLENE RYAN TREASURER
S Type or pnnt name and title
jai d Preparer's ’ / é : Q ﬂ/ ! Z Date g;}?_c'( if - (F;r:: :anr:tl;:égz::;ymg et
reparer's signature ' & 06/03/10| employed » l_]
onl Fum's name (o yours O'HARA, WARD & ASSOCIATES EIN_P 23-2706776
alse Only | employed) 1036 MILL CREEK DR Phone
g address, and2P+4 ' FEASTERVILLE, PA 19053 o B 215-322-5558
ZMay the IRS discuss this return with the preparer shown above? (see instructions) DQ Yes IM
&gg Privacy Act and Paperwork Reduction Act Notice, see the separate Instructions. "Form 990 (2009)\
@D N\




FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 2
Paltiil ) Statement of Program Service Accomplishments
1 Briefly describe the organization's mission:

SEE SCHEDULE O

2 D the organizatton undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-EZ? D Yes No
If "Yes,"” describe these new services on Schedule O.

3 Did the organization cease conducting, or make significant changes in how it conducts, any program
services? D Yes No
If "Yes," describe these changes on Schedule O.

4 Describe the exempt purpose achievements for each of the organization's three largest program services by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: ) (Expenses $ 428, 991 including grants of $ 330,000 ) (Revenue $ 143,502
RESEARCH: AWARDED AN AMAZING $330,000 IN GRANTS, INCLUDING THE LADEN FAMILY
FTD FELLOWSHIP AND A SECOND YEAR OF DRUG DISCOVERY GRANTS. A SPECIAL GRANT
FUNDED BY A GIFT FROM THE MORGAN FAMILY WAS AWARDED TO MANUELA NEUMANN AT
THE UNIVERSITY OF ZURICH TO RESEARCH THE TDP-43 PROTEIN. AFTD HAD AN
UNPRECEDENTED 30 SCIENTIFIC APPLICATIONS FOR OUR ANNUAL RESEARCH AWARD, AND
WE HOSTED AN EXCITING MEETING OF GENETIC RESEARCHERS FROM AROUND THE WORLD
IN VIENNA.

4b (Code: ) (Expenses $ 92,032 including grants of $ 30,000 ) (Revenue $ 19,209)
SUPPORT : A NEW CAREGIVER RESPITE GRANT PROGRAM PROVIDES FINANCIAL SUPPORT
TO HELP OUR UNPAID FAMILY CAREGIVERS TAKE SOME TIME FOR THEMSELVES. 1IN
2009, AFTD AWARDED NEARLY $30,000 TO FULL-TIME FTD CAREGIVERS. WE

SPONSORED FOUR REGIONAL CAREGIVER CONFERENCES-TWICE AS MANY AS IN ANY
PREVIOUS YEAR. AFTD RESPONDED TO MORE THAN 1,000 INQUIRES FROM PATIENTS
AND CAREGIVERS ON OUR WEBSITE AND TOLL-FREE HELPLINE

4c (Code: ) (Expenses $ 52,789 including grants of $ ) (Revenue $ )
EDUCATION AND INFORMATION: CREATED A NEW, MORE USER-FRIENDLY WEBSITE THAT
INCLUDES UPDATED INFORMATION AND A MAP OF RESOURCES ACROSS THE US AND
CANADA. WE EXPANDED OUR NEWSLETTER TO TWELVE PAGES AND ARE SENDING IT TO
MORE THAN 3,000 PEOPLE. WE SPONSORED FOUR REGIONAL CAREGIVER CONFERENCES,
TWICE AS MANY AS ANY PRIOR YEAR.

4d Other program services. {Describe in Schedule O.)
(Expenses $ 37,058 including grants of $ )} (Revenue $ 390 )
4e Total program service expenses P 610,870

Form 990 (2009)

DAA




FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 3
P3rt IV ) Checklist of Required Schedules

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

2 Is the organization required to complete Schedule B, Schedule of Contributors? 2 X

3 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 | 3 X

4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities? If “Yes,” complete
Schedule C, Part Il 4 X

5 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 Il| 5

6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have
the nght to provide advice on the distribution or investment of amounts in such funds or accounts? If “Yes,”
complete Schedule D, Part | 6 X

7 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 Il 7 X

8 D the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yes,”
complete Schedule D, Part Il 8 X

9 Did the organization report an amount in Part X, ine 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 IV 9 X

10 Did the organization, directly or through a retated organization, hold assets in term, permanent, or
quasi-endowments? If "Yes,” complete Schedule D, Part V 10 X

11 Is the organization's answer to any of the following questions “Yes"? If so, complete Schedule D, Parts VI,
VII, VIII, IX, or X as applicable 11 X

o Did the organization report an amount for land, butldings, and equipment in Part X, ine 10? If "Yes," complete
Schedule D, Part VI.
o Did the organization report an amount for investments—other securities in Part X, line 12 that 1s 5% or more
of its total assets reported in Part X, ine 167 If "Yes," complete Schedule D, Part VII.
o Did the organization report an amount for investments—program related in Part X, line 13 thatis 5% or more
of its total assets reported in Part X, line 167 If "Yes," complete Schedule D, Part Viil.
o Did the organization report an amount for other assets related in Part X, line 15 that is 5% or more of its total assets
reported in Part X, line 167 If "Yes," complete Schedule D, Part IX.
o Did the organization report an amount for other fiabilities in Part X, line 257 If "Yes,” complete Schedule D, Part X.
o Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 487 If "Yes," complete Schedule D, Part X.
12 Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete
Schedule D, Parts XI, X1, and XIi. 12 | X
12A Was the organization included in consolidated, independent audited financial statements for the tax year? Yes | No
If "Yes," completing Schedule D, Parts XI, Xll, and XlIl is optional. I 12A X
13 Is the organization a school described in section 170(b)(1)(A)(ii)? If “Yes,” complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, and program service activities outside the United States? If “Yes,” complete Schedule F, Part | 14b | X
15 Did the organization report on Part IX, column (A), ine 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 ll 15 | X
16  Did the organization report on Part X, column (A), line 3, more than $5,000 of aggregate grants or assistance
to individuals located outside the United States? If “Yes,” complete Schedule F, Part lil ) 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services
on Part IX, column (A), lines 6 and 11e? If “Yes,” complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIII, tines 1¢ and 8a? If "Yes," complete Schedule G, Part Il 18 X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VIIi, line 9a?
If "Yes," complete Schedule G, Part Il 19 X
20 Did the organization operate one or more hospitals? If “Yes,” complete Schedule H 20 X
Form 990 (2009)
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FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 4
Part IV Y Checklist of Required Schedules (continued)
‘ Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations
in the United States on Part IX, column (A), line 1? if "Yes," complete Schedule I, Parts 1 and Il 21| X
22 Did the organtzation report more than $5,000 of grants and other assistance to individuals in the
United States on Part I1X, column (A), line 2? If "Yes,” complete Schedule |, Parts | and il 21 X

23  Did the organization answer “Yes” to Part Vi, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J 23 X

24a Did the organization have a tax-exempt bond 1ssue with an outstanding principat amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 If “Yes,” answer fines

24b through 24d and complete Schedule K. If “No,” go to line 25 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? 24c
d Did the organization act as an “on behalf of” issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction
with a disqualified person during the year? If “Yes,” complete Schedule L, Part | 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a
prior year, and that the transaction has not been reported on any of the organization's prior Forms 890 or

990-EZ? If "Yes,” complete Schedule L, Part | 25b X
26 Was aloan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization’s tax year? If “Yes,” complete Schedule L, Part || 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee,
substantial contributor, or a grant selection committee member, or to a person related to such an individual?
If "Yes,” complete Schedule L, Part il 27 X

28 Was the organization a party to a business transaction with one of the following parties (see Schedule L,
Part IV instructions for applicable filing thresholds, conditions, and exceptions):

a A current or former officer, director, trustee, or key employee? If “Yes," complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete
Schedule L, Part IV 28b X

¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a
family member) was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L,

Part IV 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes,” complete Schedute M 29 X
30 Did the organization receive contnbutions of art, historical treasures, or other similar assets, or qualified

conservation contributions? If “Yes,” complete Schedule M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes,” complete Schedule N,

Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes," complete

Schedule N, Part Il ) ) 32 X
33  Did the organization own 100% of an entity disregarded as separate from the organization under Regulations

sections 301.7701-2 and 301.7701-3? If “Yes,” complete Schedule R, Part | 33 X
34  Was the organization related to any tax-exempt or taxable entity? If “Yes,” complete Schedule R, Parts II,

I, IV, and V, line 1 . 34 X
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)? If “Yes,” complete

Schedule R, Part V, line 2 35 X
36  Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charntable related

organization? If “Yes,” complete Schedule R, Part V, line 2 36 X

37 Did the organization conduct more than 5% of its activities through an entity that 1s not a related organization
and that is treated as a partnership for federal Income tax purposes? If “Yes,” complete Schedule R,

Part Vi . 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and
197 Note. All Form 990 filers are required to complete Schedule O. 38| X

Form 990 (2009)
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FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 5
PaxtV ) Statements Regarding Other IRS Filings and Tax Compliance
. Yes | No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S. Information Returns. Enter -0- if not applicable ) 1a 9
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? 1¢c | X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return 2a 6
b If at least one Is reported on line 2a, did the organization file all required federal employment tax returns? 2b | X
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file this return. (see
instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by
this return? 3a X
b If“Yes,” has it filed a Form 990-T for this year? If “No," provide an explanation in Schedule O 3b

4a At any time dunng the calendar year, did the organization have an interest in, or a signature or ather authority
over, a financial account in a foreign country (such as a bank account, secunties account, or other financial
account)? ) 4a X
b If“Yes,” enter the name of the foreign country: P> .
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank
and Financial Accounts.

5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
¢ If“Yes,” to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding

Prohibited Tax Shelter Transaction? 5¢
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the
organization solicit any contributions that were not tax deductible? 6a X
b If “Yes,” did the organization include with every solicitation an express statement that such contributions or
gifts were not tax deductible? 6b

7  Organlzations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods

and services provided to the payor? 7a X
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 . Tc X
If “Yes,” indicate the number of Forms 8282 filed during the year I 7d I
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? 7e X
Did the organization, dunng the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? | 79 X
h  For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as
required? 7h

8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting
organizations. Did the supporting organization, or a donor advised fund maintained by a sponsoring

organization, have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distnbutions under section 49667 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10  Section 501(c)(7) organizations. Enter
a Initiation fees and capital contributions included on Part Vill, line 12 10a
b Gross receipts, included on Form 990, Part VIli, line 12, for public use of club facilites 10b
11 Sectlon 501(c)(12) organizations. Enter:
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. |s the organization filng Form 990 in lieu of Form 10417 12a
b _If*Yes,” enter the amount of tax-exempt interest received or accrued during the year l 12b

Form 990 (2009)
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FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL  41-2073220 Page 6

Patt VI ‘Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and

. for a "No" response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.

Section A. Governing Body and Management

Yes No
1a Enter the number of voting members of the governing body 1a 14
b Enter the number of voting members that are independent 1b 14
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 X
3 Did the organization delegate control over management duties customarily performed by or under the direct
supervision of officers, directors or trustees, or key employees to a management company or other person? 3 X
4  Did the organization make any significant changes to its organizational documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a material diversion of the organization’s assets? 5 X
6 Does the organization have members or stockholders? 6 X
7a Does the organization have members, stockholders, or other persons who may elect one or more members
of the governing body? 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during
the year by the following:
a The governing body? g8a | X
b Each committee with authority to act on behalf of the governing body? 8b X
9 Is there any officer, director, trustee, or key employee listed in Part Vil, Section A, who cannot be reached
at the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal
Revenue Code.)
Yes | No
10a Does the organization have local chapters, branches, or affilates? 10a X
b If“Yes,” does the organization have written policies and procedures governing the activities of such chapters,
affiliates, and branches to ensure their operations are consistent with those of the organization? 10b
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the
form? . 11 | X
11a Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Does the organization have a written conflict of interest policy? If “No,” go to line 13 12a | X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give
rise to conflicts? Cp2e ] X
¢ Does the organization regularly and consistently monitor and enforce comphance with the policy? If “Yes,”
descnbe in Schedule O how this I1s done 12c | X
13  Does the organization have a written whistieblower policy? 13| X
14  Does the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporanecus substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official . 15a | X
b Other officers or key employees of the organization 15b X
If “Yes” to line 15a or 15b, descnbe the process in Schedule O. (See instructions.)
16a Did the organization invest 1n, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? 16a X
b If“Yes,” has the organization adopted a wnitten policy or procedure requirng 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  List the states with which a copy of this Form 990 is required to be filed P> PA,AL,RK,AZ,AR,CA,CO,CT,DC,FL,GA,HI, IL
18  Section 6104 requires an orgamzation to make its Forms 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.
[:] Own website D Another's website @ Upon request
19 Descnbe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest
policy, and financial statements available to the public.
20  State the name, physical address, and telephone number of the person who possesses the books and records of the
organization. » SUSAN DICKINSON 290 KING OF PRUSSIA ROAD
RADNOR PA 19087 267-514-7221
DAA Form 990 (2009)




FRONTO

Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 7
Part Vil ' 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. Report compensation for the calendar year ending with or within the
organization's tax year Use Schedule J-2 if additional space is needed.

e List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount
of compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.

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

e List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (Box 5§ of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations.

o List all of the organization's former officers, key employees, and highest compensated employees who received more than

$100,000 of reportable compensation from the organization and any related organizations.

o 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 current officer, director, or trustee.

(A) (8) () (D) (E) {F)
Name and Title Average Position (check all that apply) Reportable Reportable Estimated
hours per B=T= =TT compensation compensation amount of
week g1 3 2 |25] ¢ from from related other
21218 |e |53 a the organizations compensation
ag| s g_ ki organization (W-2/1099-MISC) from the
Shed I g 1®8 (W-2/1099-MISC) organization
S. 3 2 % and related
3 2 § organizations
SUSAN DICKINSON
EXEC DIRECT 40.00 X 60,774 0 0
BILL BROWN
BOARD OF DIR 1.00 |X 0 0 0
HELEN-ANN COMSTO(QK
BOARD CHAIR 1.00 [X X 0 0 0
SUSAN EISSLER
SECRETARY 1.00 [X X 0 0 0
BETH WALTER
VICE CHAIR 1.00 {X X 0 0 0
PHILIP LOVETT
BOARD OF DIR 1.00 [X 0 0 0
COLLEEN QUINN
BOARD OF DIR 1.00 |X 0 0 0
LISA RADIN
BOARD OF DIR 1.00 |X 0 0 0
BRUCE RICHARDSON
BOARD OF DIR 1.00 | X 0 0 0
DARLENE RYAN
TREASURER 1.00 [X X 0 0 0
JOANNE SACKHEIM
BOARD OF DIR 1.00 X 0 0 0
JOYCE SHENIAN
BOARD OF DIR 1.00 |X 0] 0 0
FRANCINE LADEN
BOARD OF DIR 1.00 (X 0 0 0
SYLVIA MACKEY
BOARD OF DIR 1.00 I X 0 0 0
ZBYSLAW J. PETRYHKA
BOARD OF DIR 1.00 |X 0 0 0
KENT JAMISON
VICE CHAIR 1.00 [X X 0 0 0
LOUISE O'CONNOR
BOARD OF DIR 1.00 |X 0 0 0

DAA Form 990 (2009)



FRONTO
Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 8

Part Vil Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

; A, ® () (D) (€) ")
Name and Title Average Position (check all that apply) Reportable Reportable Estimated
' hours per o= = =~Toxzl = compensation compensation amount of
week ;3 a g 2 |3&| g from from related other
55 2181 |27 ‘3" the organizations compensation
agli 5| " | 3 |15%] © organization (W-2/1099-MISC) from the
Ched -1 gl® 8 (W-2/1099-MISC) organization
g 3 3 3 and related
sl @ s organizations
o 13
3 1
3
GEORGE SIDORIS
BOARD OF DIR 1.00 [X 0 0 0
ROBERT POTAMKIN
BOARD OF DIR 1.00 |X 0 0 0
1b_Total » 60,774

2  Total number of individuals (including but not limited to those listed above) who received more than $100,000 in
reportable compensation from the organization » 0

Yes | No

3 Dud 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 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from

the organization and related organizations greater than $150,0007 If “Yes,” complete Schedule J for such

individual 4 X
§ Did any person listed on line 1a receive or accrue compensation from any unrelated organization for

services rendered o the organization? If “Yes,” complete Schedule J for such person 5 X
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 Descnption of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received

more than $100,000 in compensation from the organization » 0
DAA Form 990 (2009)
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Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 9
Pait VIiI ' Statement of Revenue
(A) (B) (C) (D)

* Total revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue 512, 513, or 514

.‘g."c.! 1a Federated campaigns 1a
5,3 b Membership dues 1b
g% ¢ Fundraising events 1c
58| d Related organizations 1d
g—g e Govemment grants (contnbutions) 1e
-.9.. 5 f Al other contnbutions, gifts, grants,
é% and similar amounts not included above 1f 715,649
‘g"g g Noncash contnbutions included in Iines 1a-1f $ 277,209
O % h Total. Add lines 1a—1f > 715,649
§ Busn. Code
% 2a
o b
&l ¢
gl o
0
E e
54 f All other program service revenue
& | g Total. Add lines 2a-2f >
3 Investment income (including dividends, interest, and
other similar amounts) | 2 11,473 11,473
4 Income from investment of tax-exempt bond proceeds P>
§ Royalties »
(1) Real (n) Personal
6a Gross Rents
b Less rentalexps
C Rentalinc. or (loss)
d Net rental Income or (loss) »
7a Gross amount from (1) Secunties (u) Other
sales of assets
other than inventory
b Less costorother
basis & sales exps
¢ Gain or (loss)
d Net gain or (loss) >
ol 8 Gross income from fundraising events
g (notincluding $
o of contributions reported on line 1c)
E SeePart IV, line 18 a
é’ b Less: direct expenses b
© ¢ Netincome or (loss) from fundraising events »
9a Gross income from gaming activities.
See Part IV, line 19 a
b Less: direct expenses b
¢ Netincome or (loss) from gaming activities »
10a Gross sales of inventory, less
returns and allowances a
b Less: cost of goods sold b
c_Net income or (loss) from sales of inventory »
Miscellaneous Revenue Busn. Code
11a  OTHER INCOME Yxi2i\ 3,031 3,031
b
c
d Ali other revenue
e Total. Add ines 11a-11d > 3,031
12__ Total Revenue. See Instructions. » 730,153 3,031 11,473

DAA

Form 990 (2009)
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Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 10
PartIX ' Statement of Functional Expenses
. Section 501(c)(3) and 501(c)(4) organizations must complete all columns.
Al other organizatlons must complete column (A) but are not required to complete columns (B), (C), and (D).
Do not include amounts reported on lines 6b, Total g?[)aenses Progra(n?)serv:ce Managt(eﬁ\)ent and Funég)lsmg
7b, 8b, 9b, and 10b of Part Vill. expenses general expenses expenses
1 Grants and other assistance to governments and
organizations in the U.S. See Part IV, line 21 282,500 282,500
2 Grants and other assistance to individuals in
the U.S. See Part IV, line 22 25,886 25,886
3 Grants and other assistance to governments,
organizations, and individuals outside the
U.S. See Part IV, lines 15 and 16 60,000 60,000
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 60,773 40,471 11,151 9,151
6 Compensation not included above, to disqualified
persons (as defined under section 4358(f)(1)) and
persons descnbed in section 4958(c)(3)(B)
7 Other salaries and wages 80, 682 65,121 6,234 9,327
8 Pension plan contributions (include section 401(k)
and section 403(b) employer contributions)
9 Other employee benefits
10 Payroll taxes 11,686 8,723 1,436 1,527
11 Fees for services (non-employees):
a Management
b Legal
¢ Accounting 11,419 11,419
d Lobbying .
e Professional fundraising services See Part IV, line 17 12,499 12,499
f Investment management fees
g Other 18,136 18,136
12 Advertising and promotion
13  Office expenses 28,768 18,388 8,141 2,239
14 Information technology
15 Royalties
16 Occupancy 13,100 10,522 1,289 1,289
17 Travel . 11,722 10,705 20 997
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19  Conferences, conventions, and meetings 52,393 48,330 2,870 1,193
20 Interest
21 Payments to affiliates .
22 Depreciation, depletion, and amortization
23  Insurance 3,180 3,180
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 WEBSITE 12,098 9,346 2,250 502
b POSTAGE 7,356 4,695 902 1,759
¢ TELEPHONE 6,721 4,506 1,966 249
d SUPPLIES 3,571 2,840 567 164
e BANK CHARGES 2,689 67 82 2,540
f Al other expenses 953 634 319
25 _ Total functional expenses.Add lines 1 through 24f 706,132 610,870 51,826 43,436
26 Joint costs. Check here B || if following
SOP 98-2 Complete this iine only if the
organization reported sn column (B) joint costs
from a combined educational campaign and
fundraising solicitation
DAA Form 990 (2009)
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Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 11
part X ' Balance Sheet
(A) (8)
Beginning of year End of year
1 Cash—non-interest bearing 74,532f 1 136,156
2 Savings and temporary cash investments 693,471] 2 718,775
3 Pledges and grants receivable, net 3
4 Accounts receivable, net 2,411] a 1,682
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employees Complete Part Il of
Schedule L 5
6 Receivables from other disqualffied persons (as defined under section
4958(f)(1)) and persons described in section 4958(c)(3)(8). Complete
@ Part Il of Schedule L 6
@ | 7 Notes and loans receivable, net 7
3 8 Inventories for sale or use 8
<L Prepaid expenses and deferred charges 678] 9 902
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a
b Less. accumutated depreciation 10b 10c
11 Investments—publicly traded securities 11
12 Investments—other securities. See Part IV, line 11 12
13 Investments—program-related. See Part IV, Iine 11 13
14 Intangible assets 14
15 Other assets See Part IV, ine 11 850] 15 1,500
16 Total assets. Add lines 1 through 15 (must equal line 34) 772,042] 16 859,015
17 Accounts payable and accrued expenses 3,582| 17 784
18 Grants payable 60,000] 18 125,750
19 Deferred revenue 19
20 Tax-exempt bond habilittes 20
g 21 Escrow or custodial account hability. Complete Part IV of Schedule D 21
£ |22 Payables to current and former officers, directors, trustees, key
E employees, highest compensated employees, and disqualified
3 persons. Complete Part || of Schedule L 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabiiities. Complete Part X of Schedule D 25
26 __ Total liabilitles. Add lines 17 through 25 63,582] 26 126,534
2 Organizations that follow SFAS 117, check here P and
g complete lines 27 through 29, and lines 33 and 34.
% 27 Unrestricted net assets 342,563] 27 563,443
m |28 Temporarily restricted net assets 365,897]| 28 169,038
B |29 Permanently restricted net assets 29
z Organizations that do not follow SFAS 117, check here b D
'-6 and complete lines 30 through 34.
7] 30 Capital stock or trust principal, or current funds 30
3 31 Paid-in or capital surplus, or land, building, or equipment fund 31
2 32 Retained earnings, endowment, accumutated income, or other funds 32
% |33 Total net assets or fund balances 708, 460] 33 732,481
Z |34 Total liabiities and net assets/fund balances 772,042] 34 859,015

DAA

Form 990 (2009)
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Form 990 (2009) THE ASSOCIATION FOR FRONTOTEMPORAL

41-2073220

Page 12

Part Xt 'Financial Statements and Reporting

2a

Accounting method used to prepare the Form 990: D Cash [X] Accrual D Other

Yes

No

If the organization changed its method of accounting from a prior year or checked “Other,” explain in
Schedule O.
Were the organization's financial statements compiled or reviewed by an independent accountant?

b Were the organization's financial statements audited by an independent accountant?
¢ If“Yes” to ine 2a or 2b, does the organization have a committee that assumes responsibility for oversight of

3a

the audit, review, or compilation of its financial statements and selection of an independent accountant?
If the organization changed either its oversight process or selection process dunng the tax year, explain in
Schedule O.

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

As a result of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Act and OMB Circular A-1337? .

If “Yes,” did the organization undergo the required audit or audits? If the organization did not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

2a

2b

2c

3a

3b

DAA

Form 990 (2009)
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SCHEDULE A Public Charity Status and Public Support OMB No_1545-0047

(Forth 990 or 990-EZ)

4947(a)(1) nonexempt charitable trust.

Complete if the organization is a section 501(c)(3) organization or a section 2009

E::;r;rlnsgc :rf‘ :::eszrri?::ry , P Attach to Form 990 or Form 990-EZ. D> See separate instructions. OT::;:;;‘:,M
Name of the organizaion THE ASSOCIATION FOR FRONTOTEMPORAL Employer Identification number
DEMENTIAS 41-2073220

Part |

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

The organization i1s not a private foundation because it is* (For lines 1 through 11, check only one box.)
D A church, convention of churches, or association of churches described in section 170(b){1)(A)(l).
2 D A school described in section 170(b)(1)(A)(il). (Attach Schedule E.)

1

3 D A hospital or a cooperative hospital service organization descnbed in section 170(b){1)(A)(lii).
4 D 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 [] An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(A)(iv). (Complete Part II.)
6 . A federal, state, or local government or governmental unit described in section 170(b)(1){(A)(v).
7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public
descnbed in section 170(b)(1){A)(vi). (Complete Part ll.)
8 D A community trust described in section 170(b)(1){(A)}(vl). (Complete Part 11.)
9 D An organization that normally receives: (1) more than 33 1/3 % of its support from contnbutions, membership fees, and gross
receipts from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 33 1/3 % 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 sectlon 509(a)(2). (Complete Part l1.)
10 D An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
1" [:] 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 D Type | b D Type Il c I:I Type llI-Functionally integrated d D Type lI-Other
e [] By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified
persons other than foundation managers and other than one or more publicly supported organizations described in section
509(a)(1) or section 509(a)(2).
f If the organization received a written determination from the IRS that itis a Type |, Type Il, or Type |ll supporting
organization, check this box D
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the
following persons?
() A person who directly or indirectly controls, either alone or together with persons descnbed in (i1} Yes | No
and (i) below, the governing body of the supported organization? 11g(1)
(if) A family member of a person described in (i) above? . [11g(1)
(ili) A 35% controlled entity of a person descnbed in (1) or (1) above? 11g(ili)
h Provide the following information about the supported organization(s).
(i) Name of supported (H) EIN (ill) Type of organization (Iv) Is the organizaton | (v) Did you notfy (vi) Is the {vii) Amount of
organization (descnbed on lines 1-9 incol (i) isted in your | the orgamzationn Jorganization in col support
above or IRC section governing document? col () ofyour  }(i) organized in the
(see instructions) ) Support? us?
Yes No Yes No Yes No
Total

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for

Form 990 or 990-EZ.

DAA

Schedule A (Form 990 or 990-EZ) 2009
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Schedule A (Form 990 or 990-E2) 2009 THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 2
Part it 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 |.)
Section A. Public Support
Calendar year (or fiscal year beginning in)» (a) 2005 (b) 2006 (c) 2007 (d) 2008 {e) 2009 (f) Total
1  Gifts, grants, contnbutions, and
membership fees received. (Do not
include any "unusual grants.") 133,586 151,144 641,241 810,148 715,649 2,451,768
2 Tax revenues levied for the organization's
benefit and either paid to or expended on
its behalf
3 The value of services or facilites
furnished by a governmental unit to the
organization without charge
4 Total. Add lines 1 through 3 133,586 151,144 641,241 810,148 715,649 2,451,768
5  The portion of total contnbutions by each
person {other than a governmental unit or
publicly supported organization) included
on line 1 that exceeds 2% of the amount
shown on line 11, column (f) 991, 966
6 Public support.Subtract line 5 from line 4 1,459,802
Section B. Total Support
Calendar year (or fiscal year beginning in)»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
7  Amounts from line 4 133,586 151,144 641,241 810,148 715, 649 2,451,768
8  Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources 1,407 4,604 4,580 10,398 11,473 32,462
9  Netincome from unrelated business
activities, whether or not the business is
regularly carried on 0
10  Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part IV.) 3,031 3,031
11 Total support. Add lines 7 through 10 2,487,261
12  Gross receipts from related activities, etc. (see instructions) I 12 3,031
13  First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here | d f—l
Section C. Computation of Public Support Percentage
14  Public support percentage for 2009 (line 6, column (f} divided by line 11, column (f)) 14 58.69%
15  Public support percentage from 2008 Schedule A, Part il, line 14 15 60.69%

16a 33 1/3 % support test—2009. If the organization did not check the box on line 13, and line 14 is 33 1/3 % or more, check this box

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

b 33 1/3 % support test—2008. If the organization did not check a box on line 13 or 16a, and line 15 is 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—2009. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or

more, and if the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in Part IV how the

organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported organization

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

> [X]
> []

> []

45

DAA

Schedule A (Form 990 or 990-EZ) 2009
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Schedule A (Form 990 or 990-E7) 2009 THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 3
Part il  ® Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 9 of Part I.)
Section A. Public Support
Calendar year (or fiscal year beginning in)» (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

1 Gifts, grants, contnibutions, and
membership fees receved. (Do not include
any "unusual grants.")

2 Gross receipts from admissions, merchandise
sold or services performed, or facilites
fumished in any activity that is related to the
organization's tax-exempt purpose

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

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

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

6 Total. Add lines 1 through 5
7a Amounts included on lines 1, 2, and 3
received from disqualified persons
b Amounts included on lines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year
¢ Addlines 7a and 7b
8  Publlc support (Subtract line 7c from
line 6.)
Section B. Total Support
Calendar year (or fiscal year beginning in}» (a) 2005 (b) 2006 {c) 2007 (d) 2008 (e) 2009 (f) Total
9  Amounts from line 6

10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources

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

¢ Addlines 10a and 10b

11 Net income from unrelated business
activittes not included in line 10b,

whether or not the business is regularly
carried on

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

13  Total support. (Add lines 9, 10c, 11,

and 12)
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 » D
Section C. Computation of Public Support Percentage
15  Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2008 Schedule A, Part lll, line 15 16 %
Section D. Computation of Investment Income Percentage
17  Investment income percentage for 2009 (line 10c¢, column (f) divided by hne 13, column (f)) 17 %
18  Investment income percentage from 2008 Schedule A, Part lll, line 17 18 %
19a 33 1/3 % support tests—2009. If the organization did not check the box on line 14, and line 15 is more than 33 1/3 %, and line

17 is not more than 33 1/3 %, check this box and stop here. The organization qualifies as a publicly supported organization » I—]

b 33 1/3 % support tests—2008. 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 is not more than 33 1/3 %, check this box and stop here. The organization qualifies as a publicly supported organization » _I

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

DAA Schedule A (Form 990 or 990-EZ) 2009
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Schedule A (Form 990 or 990-EZ) 2009  THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 4

Part ¥

' Supplemental Information. Complete this part to provide the explanations required by Part Il, line 10;
Part I}, line 17a or 17b; and Part lll, line 12. Provide any other additional information. See instructions.

PART II, LINE 10 - OTHER INCOME DETAIL

$ 3,031

DAA

Schedule A (Form 990 or 990-EZ) 2009
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SCHEDULE D Supplemental Financial Statements OM8 No_15450047
(Form 990) * » Complete if the organization answered “Yes,” to Form 990, 2009

‘ PartIV, line 6, 7, 8, 9, 10, 11, or 12.
Department of the Treasury Opén to PUbIIG
Internal Revenue Service » Attach to Form 990. > See separate Instructions. inspection

Name of the organization

THE ASSOCIATION FOR FRONTOTEMPORAL
DEMENTIAS

Employer identification number

41-2073220

Partl

the organization answered “Yes” to Form 990, Part IV, line 6.

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if

AN W N

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

Total number at end of year

Aggregate contributions to (during year)

Aggregate grants from (during year)

Aggregate value at end of year

Did the organization inform all donors and donor advisors in wnting that the assets held in donor advised
funds are the organization’s property, subject to the organization’s exclusive legal control?

Did the organization inform all grantees, donors, and donor advisors in wnting that grant funds can be
used only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other
purpose conferring impermissible private benefit?

D Yes D No
D Yes D No

Part il

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).

D Preservation of land for public use (e g , recreation or pleasure) Preservation of an historically important land area

Protection of natural habitat Preservation of certified historic structure
Preservation of open space
Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation
easement on the last day of the tax year.

Held at the End of the Tax Year

Total number of conservation easements 2a

Total acreage restricted by conservation easements 2b

Number of conservation easements on a cerhfied historic structure included in (a) 2c

Number of conservation easements included in (c) acquired after 8/17/06 2d

Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during
the taxable year» _ _ __ _ _ '

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

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

violations, and enforcement of the conservation easements it holds? .

Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year

Does each conservation easement reported on line 2(d) above satisfy the requirements of section

170(h)}(4)(B)(i) and section 170(h)(4)(B)(ii)?

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.

D Yes [:] No

D Yes D No

Part it

Complete if the organization answered “Yes” to Form 990, Part IV, line 8.

Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

1a

a
b

If the 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 X1V, the text of the footnote to its financial statements that describes these items.

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

() Revenues included in Form 990, Part Viil, line 1

(if) Assets included in Form 990, Part X .

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 VI, line 1 > 3
Assets included in Form 990, Part X |

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

DAA

Schedule D (Form 990) 2009
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Schedule D (Form 990y2009 THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220

Page 2

Part Il * Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets_ (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its
collection items (check all that apply):
a D Public exhibition d Loan or exchange programs
b [:] Scholarly research ‘e Other
c D Preservation for future generations

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

5 Dunng 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?

D Yes D No

Part Iy Escrow and Custodial Arrangements. Complete if the organization answered “Yes” to Form 990, Part

1V, line 9, or reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not
included on Form 990, Part X?
b If“Yes,” explain the arrangement in Part X1V and complete the following table:

D Yes |:] No

Amount

¢ Beginning balance 1c
d Additions during the year 1d
e Distributions during the year 1e
f Ending balance 1f

2a Did the organization include an amount on Form 990, Part X, ne 217
b If “Yes,” explain the arrangement in Part XIV.

D Yes D No

PartV Endowment Funds. Complete if organization answered “Yes” to Form 990, Part IV, line 10.

(a) Current year {b) Pnor year (c) Two years back | (d) Three years back

(e) Four years back

1a Beginning of year balance

b Contnbutions

c Netinvestment earnings, gains,
and losses

d Grants or scholarships

e Other expenditures for facilities
and programs

f Administrative expenses

g End of year balance

2 Provide the estimated percentage of the year end balance held as’

a Board designated or quas-endowment®» %
b Permanentendowment» _ _ _ _ %
¢ Term endowment P> __ %

3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by:
(i) unrelated orgamizations
(if) related organizations .
b If “Yes” to 3a(ii), are the related organizations listed as required on Schedule R?
4 _Describe in Part XIV the intended uses of the organization's endowment funds.

Yes | No

3a(i)
3a(ll)
3b

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

Descnption of iInvestment {a) Cost or other basis (b) Cost or other (¢) Accumulated {d) Book value
(investment) basis (other) depreciation

1a Land
b Buildings
¢ Leasehold improvements
d Equipment
e Other

Total. Add lines 1a through 1e. {Column (d) must equal Form 990, Part X, column (B), line 10(c) ) »

Schedule D (Form 990) 2009
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Schedule D (Form 990) 2009  THE ASSOCIATION FOR FRONTOTEMPORAL

41-2073220 Page 3

Part VIt 'Investments—Other Securities. See Form 990

Part X, line 12.

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

{b) Book value

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

Financial derivatives .
Closely-held equity interests
Other

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

Part Vil Investments—Program Related. See Form 990, Part X, line 13.

{a) Descniption of investment type

(b) Book value

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

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

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

(a) Description

(b) Book value

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

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

1. {a) Descnption of hability

{b) Amount

Federal income taxes

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

2. FIN 48 Footnote. In Part XIV, provide the text of the footnote to the organization’s financial statements that reports the

organization’s liability for uncertain tax positions under FIN 48.

DAA

Schedule D (Form 990) 2009
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Schedute D (Form 990)2008  THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 4
Part X * Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part VIil, column (A), line 12) 1 730,153
2 Total expenses (Form 990, Part IX, column (A), line 25) 2 706,132
3 Excess or (deficit) for the year. Subtract line 2 from line 1 3 24,021
4 Net unrealized gains (losses) on investments 4
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 through 8 . 9
10 Excess or (deficit) for the year per audited financial statements. Combine lines 3 and 9 10 24,021
Part Xtk Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements 1 730,153
2 Amounts included on line 1 but not on Form 990, Part VI, line 12:
a Net unrealized gains on investments 2a
b Donated services and use of facilities 2b
¢ Recoveries of prior year grants 2c
d Other (Describe in Part XiV.) 2d
e Add lines 2a through 2d 2e
3 Subtract line 2e from line 1 3 730,153
4 Amounts included on Form 990, Part VIil, hne 12, but not on line 1:
a Investment expenses not included on Form 990, Part VIII, line 7b 4a
b Other (Describe in Part XIV.) 4b
¢ Addlines 4a and 4b . 4c
5 _Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) 5 730,153
Part Xil Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 706,132
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:
a Donated services and use of facilities 2a
b Prior year adjustments 2b
¢ Other losses 2c
d Other (Describe in Part XIV.) 2d
e Add lines 2a through 2d 2e
3 Subtract line 2e from line 1 3 706,132
4 Amounts inciuded on Form 990, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VIII, line 7b . 4a
b Other (Describe in Part XIV.) o LL4b
¢ Add lines 4a and 4b 4c
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part |, line 18.) 5 706,132
Part XiV' Supplemental Information
Complete this part to provide the descriptions required for Part Il, lines 3, 5, and 9; Part lll, ines 1a and 4; Part IV, lines 1b
and 2b; Part V, line 4; Part X, line 2; Part XI, line 8; Part Xl|, lines 2d and 4b; and Part XIII, lines 2d and 4b. Also complete
this part to provide any additional information.
Schedule D (Form 990) 2009
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Schedule D (Form 990)2009 _ THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 5
Part XIV ° Supplemental Information (continued)

Schedute D (Form 990) 2009
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Schedule F *
(Form 990)

Statement of Activities Outside the United States

P> Complete if the organization answered “Yes” to Form 990,

Part IV, line 14b, 15, or 16.

OMB No 1545-0047

2009

Department of the Treasury P Attach to Form 930. D See separate instructions. gg_geég&“b“‘:
Name of the organization THE ASSOCIATION FOR FRONTOTEMPORAL Employer Identification number
DEMENTIAS 41-2073220
Parti 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?

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

United States.

3 Activitles per Region. (Use Schedule F-1 (Form 990) if additional space is needed.)

Yes D No

(a) Region (b) Number of {c) Number of (d) Actmities conducted in (e} If actvity listed in (d) 1s (f) Total
offices in the employees or region (by type) (1e, a program service, expenditures for
region agents in fundraising, program services, descnbe specific type of region
region grants to reciptents located in service(s) in region
the region)
Totals »

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

DAA

Schedule F (Form 990) 2009
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FRONTO

Schedule F (Form 990) 2009 THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 4

Partiv  * Supplemental Information
Complete this part to provide the information required in Part |, line 2, and any other additional information.

PART IV - ADDITIONAL INFORMATION

A WRITTEN REPORT WITH BUDGET AT SIX MONTHS (MID-CYCLE GRANT) IS REQUIRED
BEFORE RELEASING THE SECOND HALF PAYMENT OF THE AWARD. ALSO, REQUIRE A
FINAL REPORT WITH BUDGET UPON COMPLETION OF THE GRANT WORK, AT TWELVE

MONTHS.

Schedule F (Form 990) 2009
DAA
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FRONTO

(s Fi':r':‘%‘;'af, M Noncash Contributions

P Complete if the organizations answered “Yes” on Form
990, Part IV, lines 29 or 30.

OMB No 1545-0047

2009

Open To Public

Intormal Rovenus Senvca. > Attach to Form 990. Inspection
Name of the organizaton 'THE ASSOCIATION FOR FRONTOTEMPORAL Employer identification number
DEMENTIAS 41-2073220

Part | Types of Property

() (b) (c)

(@

Check if | Number of Contnbutions Revenues reported on Method of determining
applicable Form 990, Part VIl ine 1g revenues
1 Ant—Works of art
2  Art—Historical treasures
3  Art—Fractional interests
4 Books and publications ) X 1,056] BOOKS AT COST
§  Clothing and household
goods
6  Cars and other vehicles
7 Boats and planes
8 Intellectual property
9  Secunties—Publicly traded X 3 276,153 AVG PRICE ON DATE OF GIFT
10  Securities—Closely held stock
1 Secunties—Partnership, LLC,
or trust interests
12  Securities—Miscellaneous -
13  Qualiffied conservation
contribution—Historic
structures
14  Qualified conservation
contribution—Other
15 Real estate—Residential
16  Real estate—Commercial
17  Real estate—Other
18  Collectibles
19  Food inventory
20 Drugs and medical supplies
21 Taxdermy
22  Historical artifacts
23  Scientific specimens
24  Archeological artifacts
25  Other P ( )
26  Other P ( )
27 Other P ( )
28  Other P ( )
29  Number of Forms 8283 received by the organization during the tax year for contributions for
which the organization completed Form 8283, Part iV, Donee Acknowledgement 29 0
Yes | No
30a Dunng the year, did the organization receive by contribution any property reported in Part |, ines 1-28 that
it must hold for at least three years from the date of the initial contribution, and which i1s not required to be
used for exempt purposes for the entire holding period? 30a X
b If“Yes,” describe the arrangement in Part Il
31 Does the organization have a gift acceptance policy that requires the review of any non-standard
contnbutions? ) 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
contributions? 32a| X
b if“Yes,” descrnbe in Part {l.
33  if the organization did not report revenues in column (c) for a type of property for which column (a) is checked,
describe in Part II.

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

DAA

Schedule M (Form 890) 2009
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Schedule M (Form 990) 2008 THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220 Page 2
Partii . Supplemental Information. Complete this part to provide the information required by Part I, lines 30b,
32b; and 33. Also complete this part for any additional information.

PART I, LINE 32B - THIRD PARTY USED TO PROCESS NONCASH CONTRIBUTIONS
AFTD RETAINS THE SERVICES OF PRIME VEST FINANCIAL SERVICES TO SELL SHARES

OF STOCK RECEIVED AS CONTRIBUTIONS

Schedute M (Form 9890) 2009
DAA



FRONTO

OMB No 1545-0047

SCHEDULE'O Supplemental Information to Form 990
(Form 890) Complete tg provglgg lnformatlt:‘r; for resg:lnlses :o sfpeclﬂc questions on 2009
orm or to provide any additional informatlon. Opan fo P
ﬂfé’r?\';ﬂggflé’;ﬁ:eszﬁ?é‘: i » Attach to Form 990. tngege‘ctltmub“c
Name of the organization THE ASSOCIATION FOR FRONTOTEMPORAL Employer identification number
DEMENTIAS 41-2073220

FORM 990 - ORGANIZATION'S MISSION OR MOST SIGNIFICANT ACTIVITIES
PROMOTE AND FUND RESEARCH INTO FINDING THE CAUSE, THERAPIES, AND CURES FOR

THE FRONTOTEMPORAL DEMENTIAS;

PROVIDE INFORMATION, EDUCATION, SUPPORT AND ADVOCACY TO PERSONS DIAGNOSED

WITH FTD, THEIR FAMILIES AND CAREGIVERS;

EDUCATE PHYSICIANS AND ALLIED HEALTH PROFESSIONALS ABOUT FTDS AND HOW TO

IMPROVE PATIENT CARE;

BRING ABOUT GREATER PUBLIC AWARENESS OF THE NATURE AND PREVALENCE OF THE
FRONTOTEMPORAL DEMENTIAS AND THE NEEDS OF THOSE WHO ARE COPING WITH THEM;
ADVOCATE WITH PUBLIC OFFICIALS AND PROMOTE PUBLIC AND PRIVATE PROGRAMS THAT
PROVIDE APPROPRIATE, AFFORDABLE AND HIGH-QUALITY LONG-TERM HEALTH CARE AND

SOCIAL SERVICES.

FORM 990, PART III, LINE 4D - ALL OTHER ACHIEVEMENTS

AWARENESS: FTD FAMILIES HOSTED AWARENESS EVENTS ACROSS THE COUNTRY, AND
SOME WERE FEATURED BY MAJOR NEWS ORGANIZATIONS IN DALLAS AND SACRAMENTO.
IN DECEMBER, ONE OF OUR FTD FAMILIES WAS FEATURED IN A PIECE THAT AIRED ON

CNN.

ADVOCACY: VOLUNTEERS STEPPED UP TO LEAD THE MAJORITY OF THE REGIONS IN OUR

GRASSROOTS NETWORK SPANNING THE US AND CANADA, BUILDING A STRUCTURE FOR

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009
DAA



FRONTO

Sche;dLEO {Form 990) 2009 Page 2
Name of th§ orgahuzation Employer Identification number

THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220

MORE EFFECTIVE ADVOCACY. FAMILIES WORKED WITH US TO HELP PUSH FOR AN END

TO THE TWO-YEAR WAIT FOR MEDICARE HEALTH COVERAGE.

FORM 990, PART VI, LINE 11A - ORGANIZATION'S PROCESS TO REVIEW FORM 990

THE COMPLETE 990 WAS FORWARDED TO THE BOARD OF DIRECTORS IN ADVANCE OF THE
ANNUAL BOARD MEETING AND DIRECTORS WERE ADVISED THAT THEY NEED TO READ IT
IN FULL. THE TREASURER AND EXECUTIVE DIRECTOR WERE AVAILABLE TO CLARIFY
ANY ISSUES. DURING THE ANNUAL IN-PERSON BOARD MEETING IN MAY 2010 TIME WAS
RESERVED FOR REVIEW AND DISCUSSION OF THE 990. THE 990 IS APPROVED BY THE

BOARD BEFORE FOR FILING.

FORM 990, PART VI, LINE 12C - ENFORCEMENT OF CONFLICTS POLICY
ALL BOARD MEMBERS AND EXECUTIVE DIRECTOR SIGN THE CONFLICT OF INTEREST FORM
EVERY YEAR. IF AN ISSUE WERE TO ARISE IT WOULD BE ADDRESSED BY THE

EXECUTIVE COMMITTEE AND THE BOARD MEMBER/EXECUTIVE DIRECTOR IN QUESTION.

FORM 990, PART VI, LINE 15A - COMPENSATION PROCESS FOR TOP OFFICIAL

THE EXECUTIVE COMMITTEE MET IN PERSON WITH THE EXECUTIVE DIRECTOR TO
COMPLETE A PERFORMANCE REVIEW. UNDER AFTD BY-LAWS, THE EXECUTIVE COMMITTEE
MAY ACT ON BEHALF OF THE BOARD. THE BOARD'S CHAIR OBTAINS A COPY OF A
PUBLISHED SURVEY WHICH LISTS COMPENSATION FOR NON-PROFITS IN THE DELAWARE
VALLEY AND USES THE INFORMATION FROM THAT REPORT (COMPARING SIMILAR
SITUATIONS IN SIMILAR ORGANIZATIONS) TO DETERMINE THE EXECUTIVE DIRECTOR'S

COMPENSATION.

FORM 990, PART VI, LINE 17 - OTHER STATES WHERE COPY OF RETURN IS FILED

KANSAS, KENTUCKY, MAINE, MARYLAND, MASSACHUSETTS, MICHIGAN, MINNESOTA,

Schedule O (Form 990) 2009
DAA
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Schedule O (Form 990) 2009 Page 2
Namé of thg org@dnization Employer identification number

« THE ASSOCIATION FOR FRONTOTEMPORAL 41-2073220

L)

MISSISSIPPI, NEW HAMPSHIRE, NEW JERSEY, NEW MEXICO, NEW YORK,
NORTH CAROLINA, NORTH DAKOTA, OHIO, OKLAHOMA, OREGON, PENNSYLVANIA,
RHODE ISLAND, SOUTH CAROLINA, TENNESSEE, UTAH, VIRGINIA, WASHINGTON,

WEST VIRGINIA, WISCONSIN

FORM 990, PART VI, LINE 19 - GOVERNING DOCUMENTS DISCLOSURE EXPLANATION

ALL GOVERNING DOCUMENTS ARE AVAILABLE UPON REQUEST FROM THE OFFICE.

Schedule O (Form 990) 2009
DAA




