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Return of Organization Exempt From Income Tax

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

P> The organization may have to use a copy of this return to satisfy state reporting requirements

.
: 990
Foim
Department of the Treasury
Internal Revenue Service

OMB No 1545-0047

2008

Open to Public
Inspection

JUL 1, 2008 andending JUN 30, 2009

A For the 2008 calendar year, or tax year beginning

B Check it C Name of organization

D Employer identification number

applicable Please
use IRS
fusress | NEW JERSEY RETT SYNDROME ASSOCIATION
= ?haar?\%e type Doing Business As 26-1359425
p— nitia

return See Number and street (or P 0. box f mail 1s not delivered to street address) | Room/suite | E Telephone number

908-204-0106

o
N [Jremn- {S0ecfcls 1 7 BRTCKYARD ROAD
- Amended} tions

return City or town, state or country, and ZIP + 4 G Gross receipts $

132,615,

FREEHOLD, NJ 07728

! [ageres

g pendng I'e Name and address of principal offcer LESLIE GREENFIELD for affilates?
417 BRICKYARD ROAD, FREEHOLD, NJ 07728

| Tax-exempt status [X1501()(3 )« (nsertno) [ |4947@@)n)or [ 527

1J_Website: p» WWW . NJRSA . ORG

H(a) Is this a group return

DYes @ No

H(b) Are all affihates included? [ Jves [INo
If "No," attach a list (see instructions)
H(c) Group exemption number P>

ZK Type of orgamization: |_J Corporation [ ] Trust [ X ] Assocation [ ] Other >

[ L Year of formation: 200 7] M State o legal domicile: NJ

4 Partl| Summary
R o | 1 Bnefly describe the organization's mission or most significant activities*
0
c
E 2 Check this box P D if the organization discontinued its operations or disposed of more than 25% of its assets
31 3 Number of voting members of the governming body (Part VI, ine 1a) 3 0
g 4 Number of iIndependent voting members of the governing body (Part VI, ine 1b) 4 0
$1 5 Total number of employees (Part V, ine 2a) 5 0
'; 6 Total number of volunteers (estimate if necessary) 6 0
§ 7a Total gross unrelated business revenue from Part VIII, line 12, column (C) 7a 766.
b Net unrelated business taxable income from Form 990 T, line 34 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part Vil ine 1h) 70,392. 100,7917.
g 9 Program service revenue (Part VI, line 2g)
é 10 Investment income (Part VIII, column (A), ines 3, 4, and 7d) 103. 766.
11 Other revenue (Part VIII, column (A), ines 5, 6d, 8c, 9c, 10c, and 11e) 1,870. 1,663.
12 Total revenue - add hines 8 through 11 (must equal Part VIII, column (A), ine 12) 72,365. 103,226,
13 Grants and similar amounts paid (Part IX, column (A}, nes 1-3) 21,685.
14 Benefit rt 1X, cdlumn (A), hne 4)
9 15 Salarieg, otherR@ng&)‘v yee benefits (Part IX, column (A), lines 5-10)
g 16a Profession mmc% n (A), Iine 11e)
8| b Total fupdrasin ppnge gParhigcoliair (D), Ime 25) > 2,720.
W1 47 Othere %Emlxicolumn(A) I|n£1 a-11d, 111241 2,980. 8,921.
18 Total expensps=Add-ines 1317 T equd) Part IX, column (), Iine 25) 2,980. 30,606.
19 Revenu Iess@&:‘s@ﬁ%&rac&ﬂnhmr m line 12 69,385, 72,620,
g’ | e Beginning of Year End of Year
ne
28| 20 Total assets (Part X, line 16) 70,185. 142,005,
<3| 21 Total labiities (Part X, line 26) 800.
25| 20 Net assets or fund balances Subtract line 21 from line 20 69,385, 142,005,
[Part Il | Signature Block
Under penalties of perju declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s true, correct,
and complete Declarat preparer (other than officer) 1s based on all information of which preparer has any knowledge
-
Sign } ' | (/ ( / (O
Here 1gnatufe of officer I{l.[ Lé) = Date
LESLIE GREENFIEL®, EXEC. DIRECTOR
Type or print name and title
Paid Preparer's ’ Date Cehl?_ck if (Psr:gla:;;sclgg:g;ymg number
Preparer's :ngqat:::e(m : 02/11/20|employes » L] 158-42-2931
Use Only vous F & M Associates END» 05-0593839
saremployed. B, 2822 Morris Avenue
ZiP +4 Union, NJ 07083 Phoneno. > 908-688-6686

May the IRS discuss this return with the preparer shown above? (see instructions)

[KIYes E] o(l

832001 12-18-08 LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.
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Form 990 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Page2

[Part IIl [ Statement of Program Service Accomplishments (see mnstructions)

1 Bnefly descrbe the organization’s mission: See Schedule O for Continuation
TO INCREASE PUBLIC UNDERSTANDING OF RETT SYNDROME , ITS NATURE AND
TREATMENT; TO RESEARCH RETT SYNDROME AND REDUCE THE STIGMA OF THE SAME
BY MEANS OF EDUCATION OF THE COMMUNITY CONCERNING RETT SYNDROME AS A
DISEASE AND PUBLIC HEALTH PROBLEM ; TO MAINTAIN A RETT SYNDROME

2 Dd the organization undertake any significant program services during the year which were not listed on

the prior Form 990 or 990-E27 [ Ives (XINo
If "Yes", descnbe these new services on Schedule O
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? I:IYes m 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 $ 21,685. including grants of $ )(Revenue $ )
ab (Code ) (Expenses $ including grants of $ ) (Revenue $ )
4c (Code ) (Expenses $ including grants of $ )(Revenue $ )

4d Other program services. (Describe in Schedule O)
__(Expenses $ including grants of $ ) (Revenue $ )
4e__ Total program service expenses P> $ 21,685 . (Mustequal PartiX _Line 25, column (B))

Form 990 (2008)

832002
12-18-08
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Form 980 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Page3
[Part IV | Checklist of Required Schedules

Yes | No
1 Is the organization descnbed in section 501(c)(3) or 4947(a)(1) (other than a prnivate foundation)?
If "Yes," complete Schedule A 1 1| X
2 s 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 maimtain any donor advised funds or any accounts where donors have the nght to provide advice
on the distribution or iInvestment 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 histonic structures? /f "Yes,* complete Schedule D, Part Il 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes, " complete
Schedule D, Part Ili 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, credst repair, or debt negotiation services? If "Yes," complete Schedule D, Part IV 9 X
10 Did the organization hold assets in term, permanent, or quasi-endowments? /f “Yes," complete Schedule D, Part V 10 X
11 Did the organization report an amount in Part X, ines 10, 12, 13, 15, or 257
If "Yes," complete Schedule D, Parts VI, Vil, VIll, IX, or X as applicable 11 X
12 Did the organization receive an audited financial statement for the year for which it 1s completing this return that was
prepared in accordance with GAAP? If "Yes," complete Schedule D, Parts XI, Xll, and Xiil 12 X
13 Is the organization a school as described in section 170(b){1)(A)(u)? If "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the U S ? 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 U S ? If "Yes, " complete Schedule F, Part | 14b X
15 Did the organization report on Part 1X, 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 Il 15 X
16 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 Il 16 X
17 Did the organization report more than $15,000 on Part IX, column (A), ine 11e? If "Yes," complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total on Part VIII, ines 1c and 8a? /f "Yes, " complete Schedule G, Part Ii 18 X
19 Did the organization report more than $15,000 on Part VIII, ine 9a? If "Yes," complete Schedule G, Part Iil 19 X
20 Did the organization operate one or more hospitals? If "Yes, " complete Schedule H 20 X
21 Did the organization report more than $5,000 on Part IX, column (A), ine 1? If "Yes," complete Schedule |, Parts | and Il 21 X
22 Did the organization report more than $5,000 on Part IX, column (A}, line 2? If "Yes," complete Schedule I, Parts | and Il 22 X
23 Did the organization answer "Yes" to Part VII, Section A, questions 3, 4, or 5? If "Yes," complete Schedule J 23 X
24a Did the organization have a tax-exempt bond 1ssue 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 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? 24¢
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 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 | 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? /f "Yes," complete Schedule L, Part Il 26 X
27 D the organization provide a grant or other assistance to an officer, director, trustee, key employes, or substantial
contributor, or to a person related to such an individual? /f "Yes, * complete Schedule L, Part Il 27 X
Form 990 (2008)
832003

12-18-08



Form 990 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Paged
[ Part IV | Checklist of Required Schedules (continued)

Yes | No
28 Durnng the tax year, did any person who 1s a current or former officer, director, trustee, or key employee
a 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) isted in Part VI, Section A)? If "Yes," complete Schedule L, Part IV 28a X
b Have a family member who had a direct or indirect business relationship with the organization?
If "Yes," complete Schedule L, Part IV 28b X
¢ 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 28c X
29 Did the organization receive more than $25,000 in non-cash contnbutions? If "Yes," complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contrnibutions? /f "Yes," complete Schedule M 30 X
31 D 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 D 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
Was the organization related to any tax-exempt or taxable entity?
If “Yes," complete Schedule R, Parts Il, lll, IV, and V, Iine 1 34 X
Is any related organization a controlled entity within the meaning of section 512(b)(13)?
If "Yes," complete Schedule R, Part V, Iine 2 35 X
Section 501(c){3) organizations. Did the organization make any transfers to an exempt non-chantable related organization?
If “Yes, " complete Schedule R, Part V, Ine 2 36 X
37 Did the organization conduct more than §% of its activities through an entity that 1s not a related organization
and that Is treated as a partnership for federal iIncome tax purposes? If "Yes, " complete Schedule R, Part VI 37 X

Form 990 (2008)

832004
12-18-08



Form 990 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Page5
[Part V| 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 0
b Enter the number of Forms W-2G included in ine 1a Enter -0- if not applicable 1b 0
¢ Did the orgamization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? 1c 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 0
b If at least one 1s reported on line 2a, did the organization file all required federal employment tax returns? 2b
Note. If the sum of lines 1a and 2a Is greater than 250, you may be required to e-file this return (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more dunng the year covered by this return? 3a X
b If “Yes," has it fled a Form 990-T for this year? If “No, " provide an explanation in Schedule O 3b
4a At any time duning 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 X
b If "Yes,“ enter the name of the foreign country P>
See the instructions for exceptions and filng 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 prohibrited tax shelter transaction? 5b X
¢ If "Yes," to question 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction? 5¢
6a Did the organization solicit any contnbutions 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 Organizations that may receive deductible contributions under section 170(c).
a Did the organization provide goods or services in exchange for any quid pro quo contribution of more than $75? 7a X
b 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 X
d If "Yes," indicate the number of Forms 8282 filed during the year I 7d |
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7t X
g For all contnbutions of qualified intellectual property, did the organization file Form 8899 as required? 79 X
h For contnbutions of cars, boats, arrplanes, and other vehicles, did the organization file a Form 1098-C as required? 7h X
8 Section 501(c)(3) and other sponsoring organizations maintaining donor advised funds and section 509(a)(3)
supporting organizations. Did the supporting organization, or a fund mantained by a sponsoring organization, have
excess business holdings at any time during the year? 8
9 Section 501(c)(3) and other sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions 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 N/A
a Intiation fees and capital contnbutions included on Part VI, ine 12 10a
b Gross receipts, included on Form 990, Part VI, ine 12, for public use of club facilities 10b
11 Section 501(c)(12) organizations. Enter: N/A
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. Is the organization filing Form 990 in heu of Form 1041? 12a
b _If "Yes," enter the amount of tax-exempt interest received or accrued during the year N/A | 12b l
Form 990 (2008)
832005

12-18-08



Form 990 (2008) NEW JERSEY RE_:TT SYNDROME ASSOCIATION 26-1359425 Page6
| Part VI | Governance, Management, and Disclosure (Sections A, B, and C request information about policies not required by the
internal Revenue Code )

Section A. Governing Body and Management

Yes | No
For each "Yes" response to lnes 2-7b below, and for a "“No" response to lines 8 or 9b below, descnbe the circumstances,
processes, or changes in Schedule O See instructions
1a Enter the number of voting members of the governing body 1a 0
b Enter the number of voting members that are independent 1b 0
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 customarly 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 durning the year of a matenal 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 wntten actions undertaken during the year
by the following.
a The governing body? 8a | X
b Each committee with authorty to act on behalf of the governing body? sb | X
9a Does the organization have local chapters, branches, or affihates? 9a X
b If "Yes," does the organization have written policies and procedures governing the activities of such chapters, affiiates,
and branches to ensure their operations are consistent with those of the organization? 9b
10 Was a copy of the Form 990 provided to the organization's governing body before it was filed? All organizations must
descnbe in Schedule O the process, if any, the organization uses to review the Form 890 10 X
11 Is there any officer, director or trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
; organization’s mailing address? /f "Yes, " provide the names and addresses in Schedule O 11 X
| Section B. Policies
Yes | No
12a Does the organization have a wrtten conflict of interest policy? If "No," go to ne 13 12a X
> b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rnise
to conflicts? 12b
: ¢ Does the organization regularly and conststently monitor and enforce comphance with the policy? If "Yes," descnbe
| in Schedule O how this i1s done 12c
13 Does the organization have a written whistleblower policy? 13 X
14 Does the organization have a wntten 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 contemporaneous 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
Describe the process in Schedule O (see instructions)
16a Did the organization invest In, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity dunng the year? 16a X
b If "Yes," has the organization adopted a written policy or procedure requiring the organization to evaluate its participation
In joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s
exempt status with respect to such arrangements? 16b

Section C. Disclosure

17  Uist the states with which a copy of this Form 990 1s required to be filed P>NJ

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for
public iInspection Indicate how you make these available Check all that apply.
D Own website I:] Another's website m Upon request

19 Describe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest policy, and financial
statements available to the public.

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization | 4
TAXPAYER - 908-204-0106
417 BRICKYARD RD, FREEHOLD , NJ 07728

‘ RO Form 990 (2008)




Form 990 (2008)

NEW JERSEY RETT SYNDROME ASSOCIATION

26-1359425

Page 7

|Part VII| 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

® st all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation,
and current key employees Enter -0- n columns (D), (E), and {F) if no compensation was paid.

® List the organization's five current highest compensated employeses (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

® (st 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

® | st 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

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

(A) (B) € (D) (E) (F)
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per 5 from from related other
week § - the organizations compensation
5|z 5 organization (W-2/1099-MISC) from the
£ |2 s |8 (W-2/1099-MISC) organization
= g g 53 and related
R EREREREEE organizations
2|2 |E[Z |Bg|s
KAPILA SESHADRI, M.D.
PRESIDENT 20.00 0. 0. 0.
JAMES E. WARK, M.D.
VICE PRES 20.00 0. 0. 0.
ROBIN DIAMOND
TREASURER 20.00 0. 0. 0.
SHARON LUTZ HORNADAY, MS
TRUSTEE 5.00 0. 0. 0.
STEVE MEDLIN
TRUSTEE 5.00 0. 0. 0.
LESLIE GREENFIELD
EXEC. DIRECT 20.00 0. 0. 0.
832007 12-18-08 Form 990 (2008)



Form 990 (2008)

NEW JERSEY RETT SYNDROME ASSOCIATION

26-1359425 Page8

[Part V"l Section A. Officers, Directors, Tru

stees, Key Employees, and Highest Compensated Employees (continued)

(A)

Name and title

(8)
Average
hours
per
week

(C)
Position

(check all that apply)

Indvadual trustee or director

Institutional rustee

Key employee

Officer

Highest compensated

employee
Former

D)

Reportable
compensation

from
the

organization
(W-2/1099-MISC)

(€) (F)

Reportable Estimated
compensation amount of
from related other
organizations compensation
(W-2/1099-MISC) from the
organization
and related

organizations

1b_Total 0. 0. 0.

Total number of iIndividuals (including those in 1a) who received more than $100,000 in reportable

compensation from the organization | 0

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 mndividual 3 X
4 For any individual listed on line 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 individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to

the organization? /f “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 NONE
(B) (C)
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
from the organization p» 0
Form 990 (2008)

832008 12-18-08




Form 990 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Page9
[Part VIIl | Statement of Revenue
A B C (D)
Total revenue Related or Unreiated exiovenue
exempt function business tax under
revenue revenue Sg%l?g? 551142,
‘3‘2 1 a Federated campaigns 1a
gg b Membership dues 1b
.,,-g ¢ Fundraising events ic 92,917,
%,5 d Related organizations id
'{_."g e Government grants (contributions) le
-% 5 f All other contributions, gifts, grants, and
,-g% similar amounts not ncluded above 1t 7,880.
g'g G Noncash contributions inctuded in ines 1a-1f $§
O®  h Total. Add lines 1a-1f » 100,797.
Business Code
8 2a
g g b
\n g c
3
a f All other program service revenue
g _Total. Add hnes 2a-2f | 2
3 Investment income (including dividends, interest, and
other similar amounts) > 766, 766.
4 Income from investment of tax-exempt bond proceeds | 2
5 Royalties >
(1) Real (n) Personal
6 a Gross Rents
b Less rental expenses
¢ Rental iIncome or (loss)
d Net rental income or (loss) | 2
7 a Gross amount from sales of (1) Securties (n} Other
assets other than inventory
b Less cost or other basis
and sales expenses
¢ Gain or (loss)
d Net gain or (loss) »
o | 8 a Grossincome from fundraising events (not
g including $ 74,689, of
3 contrbutions reported on line 1¢c) See
-4
5 Part IV, ine 18 al 31,052.
g b Less direct expenses b{ 29,389.
¢ Netincome or (loss) from fundraising events » 1,663. 1, 663.
9 a Gross income from gaming activities See
Part IV, ine 19 a
b Less direct expenses b
c Net income or (loss) from gaming activities »
10 a Gross sales of inventory, less returns
and allowances a
b Less’ cost of goods sold b
¢ Net income or (loss) from sales of inventory | =
Miscellaneous Revenue Business Code
11 a
b
c
d All other revenue
e Total. Add Iines 11a-11d >
12 Total Revenue. Add Iines 1h, 2g, 3, 4, 5, 8d, 7d, 8¢, 8c, 10c, and 118 » 103 , 226. 1 L663 . 766. 0.
e 0e Form 990 (2008)




Form 990 (2008) NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Page10
] Part IX | 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 report n lines 6b, (A) (8) (C) D)
7, G, 9. ana 100 ot Part il oslcipenies | Progalowoo | Mamgstonand | Fuimons
1 Grants and other assistance to governments and
organtzations in the U.S. See Part IV, line 21 21,685. 21,685.
2 Grants and other assistance to individuals in
the US See Part IV, line 22
3 Grants and other assistance to governments,
organizations, and indiduals outside the U S
See Part IV, lines 15 and 16
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Other salanes and wages
8 Pension plan contributions (include section 401(k)
and section 403(b) employer contributions)
9 Other employee benefits
10 Payroll taxes
11 Fees for services (non-employees)
a Management
b Legal 75. 75.
¢ Accounting 475. 475.
d Lobbying
e Professional fundraising services. See Part IV, line 17
f Investment management fees
g Other
12 Advertising and promotion 1,988. 1,988.
13 Office expenses
14 Information technology
15 Royalties
16 Occupancy
17 Travel
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 1,500. 1,500.
20 Interest
21 Payments to affiiates
22 Depreciation, depletion, and amortization
23 Insurance 385. 385.
24 Other expenses ltemize expenses not covered
above. (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total
expenses shown on line 25 below )
a SUPPLIES 2,720, 2,720.
b MERCHANT ACCOUNT FEES 1,116. 1,116,
¢ POSTAGE & DELIVERY 577. 577.
d STATE FILING FEES 85. 85.
e
f All other expenses
25  Total functional expenses Add lines 1 through 24t 30,606. 21,685, 6,201, 2,720.
26 Joint Costs Check here p» L1« 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

832010 12-18-08 Form 990 (2008)



Form 990 (2008)

NEW JERSEY RETT SYNDROME ASSOCIATION

26-1359425 Pagel

[Part X [Balance Sheet

(A) (B)
Beginning of year End of year
1 Cash - non-interest-bearing 19,932.] 1 21,461,
2 Savings and temporary cash nvestments 50,103, 2 119,869.
3 Pledges and grants receivable, net 3
4 Accounts recevable, net 150.| a4 675.
5 Recewvables from current and former officers, directors, trustees, key
employees, or other related parties Complete Part Il of Schedule L 5
6 Receivables from other disqualified persons (as defined under section
4958(f)(1)) and persons described In section 4958(c)(3)(B) Complete
Part 1l of Schedule L 6
% 7 Notes and loans receivable, net 7
a 8 Inventones for sale or use 8
< 9 Prepaid expenses and deferred charges 9
10a Land, builldings, and equipment' cost basts 10a
b Less accumulated depreciation Complete
Part VI of Schedule D 10b 10¢c
11 Investments - publicly traded securities 11
12 Investments - other secunties See Part IV, line 11 12
13 Investments - program-related See Part |V, ine 11 13
14 Intangible assets 14
15 Other assets See Part IV, line 11 15
16 Total assets. Add lines 1 through 15 (must equal ne 34) 70,185.] 16 142,005.
17 Accounts payable and accrued expenses 800.] 17
18 Grants payable 18
19 Deferred revenue 19
20 Tax-exempt bond habilities 20
@ |21 Escrow account habiity Complete Part IV of Schedule D 21
g 22 Payables to current and former officers, directors, trustees, key employees,
@ highest compensated employees, and disqualified persons Complete Part Il
- of Schedule L 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable 24
25 Other habilities Complete Part X of Schedule D 25
26 _ Total liabilities. Add lines 17 through 25 800.[ 26 0.
Organizations that follow SFAS 117, check here P I:] and complete
4 lines 27 through 29, and lines 33 and 34.
g 27 Unrestncted net assets 27
g 28 Temporarly restricted net assets 28
'g 29 Permanently restricted net assets 29
a2 Organizations that do not follow SFAS 117, check here » IXI and
S complete lines 30 through 34.
% 30 Capital stock or trust principal, or current funds 0.] 30 0.
§ 31 Paid-in or capttal surplus, or land, building, or equipment fund 0. 31 0.
% | 32 Retained earnings, endowment, accumulated income, or other funds 0.l 32 0.
z 33 Total net assets or fund balances 69,385.] 33 142,005.
Total liabilities and net assets/fund balances 70,185.1 34 142,005,
rPart Xl | Financial Statements and Reportmg
Yes | No
1 Accounting method used to prepare the Form 990. CJcash  [XJ Accruat [ other
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
b Were the organization’s financial statements audited by an ndependent accountant? 2b X
c If "Yes" to lines 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audt,
review, or compilation of its financial statements and selection of an independent accountant? 2c
3a As aresutt 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 3a X
b_If “Yes,” did the organization undergo the required audit or audits? 3b
832011 12-18-08 Form 990 (2008)




SCHEDULE A Public Charity Status and Public Support oM o Toasroon
(Form 990 or 990-EZ) To be completed by all section 501(c)(3) organizations and section 4947(a)(1) 2008
o fofthe T nonexempt charitable trusts. Open to Public
intermal Revonue Service P> Attach to Form 990 or Form 990-EZ. P> See separate instructions. Fl’nspection
Name of the organization Employer identification number
NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425

[Part] | Reason for Public Charity Status (Al organizations must complete this part.) see nstructions)

The organization I1s not a private foundation because it 1s. (Please check only one organization )

1 [
2 []
s ]

4

5 ]

0 RO

© ®

10
11

0

e[ ]

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

A school described in section 170(b){1)(A)ii). (Attach Schedule E)

A hospital or a cooperative hospital service organization descnbed in section 170(b){1)(A)iii). (Attach Schedule H }

A medical research organization operated in conjunction with a hospital descrnibed in section 170(b)(1)(A)(tii). Enter the hospital's name,
city, and state
An organization operated for the benefit of a college or university owned or operated by a governmental unit descnbed in

section 170(b){ 1)(A)iv). (Complete Part 1}

A federal, state, or local government or governmental unit described in section 170(b)(1)(A){(v).

An organization that normally receives a substantial part of its support from a governmenta! unit or from the general public descnbed in
section 170(b)(1)(A)(vi). (Complete Part Il )

A community trust described in section 170(b)(1)(A)(vi). (Complete Part Il )

An organization that normaily receives (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from

activities related to its exempt functions - subject to certain exceptions, and (2) no more than 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 section 509(a)(2). (Complete the Part Ill)

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

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

a [:] Type | b |:| Type I c |:] Type lll - Functionally integrated d I:l Type Il - Other

By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations descnbed in section 509(a)(1) or section 509(a)(2)

f If the organization received a written determination from the IRS that it 1s a Type |, Type |l, or Type IlI
supporting organization, check this box E]
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 (1) and (iii) below, Yes | No
the governing body of the supported organization? 11g(i)
(n) A family member of a person descnbed In (1) above? 11g(ii)
(m) A 35% controlled entity of a person described in (1) or (1) above? 11g(in)
h Provide the following information about the organizations the organization supports
. o iii) Type of iv) Is the organtzation| (v) Did you notify th i) Is th "
i) Name of supported ii) EIN (i) t'v) rganization (v) Did you notify the | (vi) Is the vii) Amount of
@ orgamzatﬁnﬂ (i) (desc(r)rbgeadnggtllﬁ]r;s o I col. (i) hsted in your| organization in col. 8’)93;355[’]"'2%%'{[‘]%% ( )support
1 - .
overning document?| (i) of your support?
above or IRC section g "9 (i) oty P us.?
(see instructions)) Yes No Yes No Yes No
Total
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule A (Form 990 or 990-EZ) 2008

832021 12-17-08



Schedule A (Form 990 or 990-E2) 2008 NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425 Pag
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)p» (a) 2004 (b) 2005 (c) 2006 (d) 2007 (e) 2008 (f) Total
1 Gifts, grants, contributions, and

membership fees received (Do not
include any “unusual grants.")

2 Tax revenues levied for the organ-
1zation'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 lines 1 -3

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)

Public Support. subtact line 5 from hine 4 0.
Sectlon B. Total Support
Calendar year (or fiscal year beginning in)p» (a) 2004 {b) 2005 {c) 2006 (d) 2007 {e) 2008 (f) Total

7 Amounts from line 4

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

9 Netincome from unrelated business
activities, whether or not the
business Is regularly carrnied on

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

11 Total support. Add hines 7 through 10 0.
12 Gross receipts from related activities, etc (see instructions) 12 l
13 First five years. If the Form 990 1s 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 | 2 IE
Section C. Computation of Public Support Percentage
14 Public support percentage for 2008 (ine 6, column (f) divided by line 11, column (f)) 14 %
15 Pubiic support percentage from 2007 Schedule A, Part IV-A, line 26f 15 %
16a 33 1/3% support test - 2008. If the organization did not check the box on line 13, and line 14 1s 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization | 4 |:|

b 33 1/3% support test - 2007. If the organization did not check a box on line 13 or 16a, and Iine 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 on line 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. 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 - 2007. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 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 » [:]

Schedule A (Form 990 or 990-EZ) 2008

832022
12-17-08




Schedule A (Form 990 or 990-E2) 2008

Page 3

[ Part lll [ Support Schedule for Organizations Described in Section 509(a)(2) (complete only i you checked the box on line 9 of Part 1.

Section A. Public Support

Calendar year (or fiscal year beginning in)p»

1

6
7

8

Gifts, grants, contributions, and
membership fees received (Do not
include any "unusual grants ")

Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose

Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513
Tax revenues levied for the organ-
1zation's benefit and either paid to
or expended on its behalf
The value of services or facilities
furrished by a governmental unit to
the organization without charge
Total. Add lines 1 -5

a Amounts included on lines 1, 2, and
3 received from disqualified persons

b Amounts included on lines 2 and 3 received
from other than disquahhfied persons that
exceed the greater of 1% of the total of tines 9,
10c, 11, and 12 for the year or $5,000

¢ Add lines 7aand 7b
Public support (Subtract line 7¢ from ling 6 )

(b) 2005

{c) 2006

{d) 2007

{e) 2008

(f) Total

(a) 2004

" Section B. Total Support

Calendar year (or fiscal year beginning in)p»>

9
10

1

12

13
14

Amounts from line 6

a 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 busmesses
acquired after June 30, 1975

¢ Add lines 10a and 10b
Net income from unrelated business
activities not included in hne 10b,
whether or not the business is
regularly carried on
Other income Do not include gain
or loss from the sale of capital
assets (Explain in Part IV)
Total support (add tines 9, 10c, 11, and 12)

{(a) 2004

(b} 2005

{c) 2006

(d) 2007

(e) 2008

(f) Total

First five years. If the Form 990 1s 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

p 1]

Section C. Computation of Public Support Percentage

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

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

19a 33 1/3% support tests - 2008. If the organization did not check the box on line 14, and Iine 15 1s 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
b 33 1/3% support 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 on line 14, 18a, or 19b, check this box and see instructions

[ ]

»[ ]
p[ ]

832023 12-17-08
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OMB No 1545-0047

SCHEDULE O Supplemental Information to Form 990 2008

(Form 990) P Attach to Form 990. To be completed by organizations to provide

additional information for responses to specific questions for the Open to Public
5,‘:;?,2{";:3;’32;23?;“” Form 990 or to provide any additional information. Inspection
Name of the organization Employer identification number
NEW JERSEY RETT SYNDROME ASSOCIATION 26-1359425

Form 990, Part III, Line 1, Description of Organization Mission:

INFORMATION CENTER; TO PROMOTE THE ESTABLISHMENT OF ADEQUATE FACILITIES

AND SERVICES FOR THE DIAGNOSIS AND TREATMENT OF RETT SYNDROME; TO

ENLIST COMMUNITY RESQURCES IN SUSTAINED AND COORDINATED EFFORT_ TO

RESEARCH , TREAT AND RAISE THE AWARENESS OF RETT SYNDROME.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2008
832211
12-18-08



