Fomb
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5}9'9 . Retumn of Organization Exempt From Income Tax
- Under sectton 501{c), 527, or 4947(a){1) of the Internal Revenue Code {except black lung

benefit trust or private foundation}

|_OME No 15450047

2001

Depanment of the Treasury Open 1 Public
Intemnal Revenue Service j The organization may have 1o use a copy of this return to sapsfy siate reporing requirements Inspection
A For the 2001 calendar year, or tax year beginning v , 2001, and ending , 20
8  Check il appiicable Please |G Name of organization D Employer idertificaion numbes
] Accress chango me ™S | CHARGE SYNDROME FOUNDATION 43-1642150
D Name change pant or Number and street (or P O box it mail 1s not delvered to street address) Room/suite E Telephone number
0 ot eiom "% | 2004 PARKADE BLVD (573)499-4694
L—_I Final refum m City or lown state of country and ZIP + 4 F Accourting method: Cash D Accrual
[1 Amended retum bor. COLUMBIA, MO 65202 [ omer (specty) j
E] Application pending ® Sechon SO1{c)3) organizations and 4947{a){1) nonexempl charitable H and | are not applicable 10 section 527 orgarzahons
tnssts must atiach a compieted Schedule A (Form 990 or 290-£2) H{a) Is this a group retur for atfiliates? D Yes b:! No
H{®) 1l "Yes * enter number of atlilates ]
GWebste: 3 W) Are all atiates included? O Yes o
J Oganizzontype (checkonlyone)  J [ ] 501008 ) @nsetno) [ ] 4pe7ayny o [ s2v {1 "No * atiach a fist See wnstructions )
. H{d) I3 his a separate return hled by an
K Check here j If the organizalion $ gross recerpts are nomally not more than $25 000 The organizaton covered by a group ruling? D Yes D No

organization need not file a retum with the IRS but if the organization recerved a Form 990 Package 1

Entar 4-digit GEN j

in the mail 1t shoutd {ile a retum wihout tnanca) data Some states requan: a complets retiom M Check j H the organization 1s not required
L Grass receipts Add ines 6b 8b Bb, and 10b to lina 12 j to attach Sch B (Form 890, 990-EZ, or 990-PF)
| Part 1] Revenue, Expenses, and Changes in Net Assets or Fund Balances (See Specific Instruchons on page 16 )
1 Coninbutions, gifts, grants, and similar amounts recerved
a Direct public suppont . . . . e e . . la 69,715
b Indirect public support . . . Ib
¢ Govemment contributions {(grants) .. . . . .1 lc .
d Total (add hines 1a through 1¢) (cash $ 69 715 noncash $ ). .. 1d 69,715
2 Program service revenue Including government fees and contracts (from Part VI, ine 93) . 2 39,4895
3 Membership dues and assessments . .. . . ] 3 6,210
4 Interest on savings and temporary cash investments . . . 4 3,342
5 Dwidends and interest from securntes P .. . .. .. 5 25
6a Gross rents . . e .. . ba
b Less rental expenses . &b
¢ Net rentat ncome or (loss} (subtract ine §b f:om line 6a) .. . 6¢
R] 7 Other mvestment ncome (descrbe j Y1 7
® | 81 Gross amaunt from sales of assets other (A) Securihes {B) Other
: than inventory . 8a
n b Less costorother basis and sales expenses 8b
@ : ¢ Gain or {loss) (attach schedule) 8c
Y d Netgain or (loss) (combine line 8¢, columns {A) and {(B)} . .. - 8d
¥ 9 Special events and activities (attach schedule)
:-:, a Gross revenue (notincluding $ of
= contnbutions reported on ne 1a) . . .. Qa
-=-; b Less direct expenses other than fundraising expenses ?b
¢ Netincome or (loss) from special events (subtract ine 9b from hne 9a) .. Qc
10a Gross sales of Inventory, less retums and allowances 10a
b Less cost of goods sold 10b
¢ Gross profit or (loss) from sales of nventory (attach schedule) (subtract ine 10b from lne 10a) . . 10¢
11 Other revenue {from Par VI, ine 103) . ST e aﬁ—:—" 11
12 Total revenue {2dd bines 14, 2, 3, 4, 5, 6¢, 7, 8¢, 9¢, 10c, and 11) l_-— JCEWE 12 118,787
f 13 Program senvices {from Iine 44, column {B)) ‘ .. 8. 13 e ENY L
p | 14 Management and general (from line 44, column (C}) g J UN 1 9 20{]2 Q 14 / 9;: 239
2115 Fundrasing (from line 44, column (D)) . Nl . g {5 }'rfé 5
5116 Payments to affiiates {attach schedule) ; - . 16 —_
. 17 Total expenses (add Iines 16 and 44, column (A)) . QGDEN: UT 17 124,428
? 18 Excess or (deficit) for the year (subtract ine 17 from ine 12) 18 {(5,641)
a | 19 Net assets or fund balances at beginning of year (from line 73, column (A)) 19 114,813
.E 20 (Other changes In net assets or fund balances (attach explanation) 20
L 121 Netassets or fund balances atend of year {combine ines 18, 19, and 20) 21 109,172
For Paperwork Reduction Act Notice, see the separate instructrons EEA Form 990 (2001)
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Form 90.{2001)

Page 2

[Part 1T | Statement of

Functional Expenses

Al organlzations musi compiets cotumn (A) Columns (B) (C) and (D) are required for section 501{c)3) and {4} organizations
and sectlon 494 7{a)(1} nonexempi chaniabls trusts but optional lor others {See Specific Instructions on page 21}

Do not include amounts reported on line B) Program C) Management
6b, 8b, 9b, 10b, or 16 of Part (A) Toual (B) Program | (Q) Mar qeneral | (P} Fundraising
22  Grants and allocations (attach schedule) — o
(cash$ 5,000 noncash$ 4, 895) 22 9,895 9994 , \

23 Specific assistance to mdviduals (attach schedule) 23
24 Benefits pad to or for members (attach schedule) 24
25  Compensation of officers, directors, etc 25 12,537 (ood (b0 | 45377
26 Other salanes and wages . 26 )
27 Pension plan contnbutions . 27
28 Other employee benefits 28
29 Payroll taxes . 29 933 233
30 Professional lundraising fees 30
31 Accounting fees 31
32 Legalfees . 32
33 Supples .. . 33 1,215 /pob e
34 Telephone . . .| 34 1,136 ] 0D 7.2
35 Postage and shipping 15 4,528 3 £PO SO z28
36 Occupancy . . 36
37 Equpment rental and maintenance -1 37 l,06¢ l, 090
38 Pnnting and publications 38 7,506 7000 Y 20l
39  Travel . . . 39 5,565 £S5 (oD
40 Conferences, conventons, and meelings 40 74,729 74729
41 Interest . . .. - . . 41
42 Depreciation, depletion, etc (attach schedule). . . . 42
43 Owmer expenses not covered above (itemize) o BOARD EXP |43a 3,476 I Tle

b MISC 43b 1,538 S0 Y Hff 5 94

¢ RENTAL UNIT 43¢ | 290 L,370 1%

d 43d

e 43e
44 Total lunchonal expenses  (add lines 22 through 43)  Organzations

picing cofumes (B}D). cany theseo otas o fnes, 13-15 a4| 124,428 /o362 | 19925 15 5

Joint Costs  Check
Are any joint costs from a combined educational campaign and fundraising solicitation reported in {B) Program services?
, (i) the amount allocated 1o Program services $

3 O it you are following SOP 98-2

If *Yes," enter (1) the aggregate amount of these joint costs $
{in) the amount allocated to Management and general §

3 OYes O No

, and {1v) the amount allocated to Fundraising $

tPart Hll { Statement of Program Service Accomplishments

(See Specific Instructions on page 24)

What 1s the organization's pnmary exempt purpose? 7 EDUCATE AND SUPPCORT Program Service
All orgamzations must descnibe their exempt purpose achievements in a clear and concise manner  State the number (Heqmmﬁxrgf;'gf(scm) and
of clients served, publications issued, etc  Discuss achievements that are not measurable (Section 501(c){3) and (4) (4)orgs and 4847(a)1)
organizations and 4947{a){1) nonexempt chartable trusts must also enter the amount of grants and allocations to others ) lms‘ts&b:t;ﬂ?m
a PROVIDE INF ABOUT CHARGE SYND THROUGH PUBLICATION;
PROVIDE SUPPORT TO FAMILIES W/2A CHARGE MEMBER; 1232 £29
PROVIDE BIENNIAL CONF; SUPPORT RESEARCH INTO CAUSE _ /
{Grants and allocations $ R895 ) W
b
(Grants and allocatons $ )]
c
(Grants and allocations $ )
d
(Granls and allocations $ )
e Other program services {attach schedule) {Grants and allocations $ )
f Total of Program Service Expenses (should equal ine 44, column (B), Program services) 3 L0 3, £29

EEA

Form 990 (2001)



Form 990,{2001) Page 3
{ Part IV']- :Balance Sheets  (See Specific Instructions on page 24 )
Note Where required, attached schedules and amounts within the descnption (A) (B)
column should be for end-of-year amounts only Beginning of year End of year
45 Cash - non-nterest-beanng ., . . . .. 43,109 | 45 35,826
46 Savings and temporary cash invesiments 71,704 | 46 73,091
47a Accounts recevable . 47a .
b Less allowance for doubtful accounts . 17b 47¢
482 Pledges recewvable .. . 48a )
b Less allowance for doubtful accounts 48b 48¢
49  Grants recevable 49
50 Recewables from officers, directors, trustees, and key employees
{attach schedule) . . . 50
A 51a Other notes and leans recervable (attach )
s schedule) . . . Sla .
s b Less allowance for doublful accounts . . . 51b 51¢
e 52 Inventonies for sale or use . .. . .. 52
t 53 Prepaid expenses and deferred charges .. . . . 53
5 54 Investments - secunlies (attach schedule) j O cost [J v 54
552 investments - land, buddings, and
equipment basis . . . 55a )
b Less accumulated depreciation (attach
schedule). .. . 55b 55¢
56 Investments - other {aftach schedule) . . 56
572 Land, bulldings, and equipment basis .. 57a .
b Less accumulated depreciation (attach
schedule)} .. e . 57b 57¢
58 Other assels (describe J ) 58
59 Total assets (add hnes 45 through 58) (must equal line 74) 114,813 | 59 108,917
L 60  Accounts payable and accrued expenses . . . e &0
| 61 Grants payable . ... ... 61
a 62 Deferred revenue . .. 62
:’ 63 Loans from ofiicers, directors, trustees, and key employees (attach .
I schedule) . . . . 63
i &4a Tax-exempt bond habiites {attach schedule) . . 642
t b Mortgages and other notes payable (attach schedule) . . . 64b
L 65 Other habiltres (descnbe ) 65
: &6 Total liabihties {add lines 60 through 65) . . . 66
Organizadons that follow SFAS 117, check here j [ﬂ and complete lines -
67 through 69 and hnes 73 and 74
N F &7  Unrestrcted . . .- 43,149 | 67 35,826
e u] 68 Temporanly restncted. . . 71,664 | é8 73,091
t g 49 Permanently restricted . 69
A Organizations that do not follow SFAS 1 l7 check here j [] and
s B complete lines 70 through 74
: f 70  Capital stock, trust pnncipal, or current funds . 70
t o2 71 Pad-in or capital surplus, or land, buiding, and equipment fund .. 71
§ 2 72 Retaned eamings, endowment, accumulated income, or other funds . 72
o e 73 Total net assets or fund balances (add lines 67 through 63 OR lines
rs 70 through 72,
column (A} must equal ine 19, column (B} must equal ine 21) - 114,813 | 73 108,917
74 Tota! labilities and net assets / fund balances (add lines 66 and 73) 114,813 | 74 108,917

Form 890 1s avaitable for public inspection and, for some people, serves as the pnmary or sole source of mformaticn about a

pariicular organization  How the public percewves an organization in such cases may be determmned by the mformation presented
onits return  Therefore, please make sure the retum 1s complete and accurate and fully descnbes, in Part tl, the organizaton’s

programs and accomplishments

EEA



Form 990 (2001) Page 4
iPart IV-A.] Reconciliation of Revenue per Audited Part IV-B | Reconciliation of Expenses per Audited
Financial Statements with Revenue per Financial Statements with Expenses per
Return (Sese Speaific Instructions, page 26 ) Retumn
a  Total revenue, gans, and other support a Total expenses and losses per . .
per audited financial statements .3 ]a 118,787 audited financial statements . jla 124,428
b Amounts ncluded on hne a but noton b Amounts included on hne a but not !
line 12, Form 990 on line 17, Form 990
(1Net unrealized gains {1) Donated services
on mvestments . $ and use of facities  $
{2)Donated services " (2) Prior year adjustments
and use of facilites  $ - - reported on line 20, !
{3)Recoveries of pnor Form 990. $ .
year grants .8 {3) Losses reported on ’
{4)Other {specify) fine 20, Form 990 $ -
{4) Cther (specify}
$
Add amounts on knes (1) through {4) j b $
Add amounts on nes (1) through{4) J | b
¢ Lineamnuslneb . .. j|c 118,787 ¢ Lmeammnusimeb . s 124,428
Amounts included on line 12, d Amounts included on line 17,
Form 98¢ but not on Iine a- Form 990 but not on line a :
(1)Iinvestment expenses (1) Investment expenses
not included on hne . not included on line
6b, Form 950 $ 6b,Fom930 . §
(2)Other {specify) (2} Other (specify)
$ $
Add amounts on lines (1) and (2) j[d Add amountsonlnes {1)and (2) . J |d
e Tolal revenue per ine 12, Form 980 e Total expenses per ine 17, Form 990
{line c plus line d) . J e 118,787 {(ine ¢ plus hne d} . Jle 124,428

Part V _  List of Officers, Directors, Trustees, and Key Employees
Instructions on page 26 )

(uist each one even I not compensated, see Speciic

Coninbutions to
(B} Title and average hours per {C) Compensation (gr)nployee benetit {E) Expense
(A) Name and address {if not paed, enter plans & deferred account and other

See attached statement

week devoted to position o) compensalion allowances

75 D any officer, director, trustee, or key employee receive aggregate compensaton of more than $100,000 from your

organization and all related organizations, of which more than $10,000 was provided by the related organizations?

if *Yes,” attach schedule - see Specific Instructions on page 27

3j I:IYes No

EEA Form 990 (2001)
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Form 990 {2001) Page 5

J[Part VI_|-Other Information _ (See Specific Instructions on page 27 ) Yes | No
74  Did ihe orgamzation engage In any activity not previousty reported to the IRS? ¥ "Yes " atlach a dewaled descnption of each activity 76 X
77 Were any changes made m the organizing or goveming documents but not reported to the IRS? . - 77| ™o |4k

If "Yes," attach a conformed copy of the changes .
78a Dnd the organization have unrelated busimess gross income of $1,000 or more during the year covered by this retum® 78a X
b If“Yes,” hasitfiled a tax return on Form 990-T fortisyear? . ... ... . .. . e . 78b
79  Was there a liquidation, dissolution, termination, or substantial contraction dunng the year? If "Yes," attach a statement 79 X
80a Is the arganization related {other than by association with a statewide or natienwide erganization) through common .
membership, goveming bodies, trustees, officers, etc , to any other exempt or nenexempt orgamzation? . ., . . 80a X
b If"Yes," enler the name of the organizaton
and check whether itis |_f exempt OR L_] nonexempt ;
81a Enter direct or indirect political expenditures See hine 81 instructions e e e e l Bla |
b Did the organization file Form 1120-POL for this year? . . . f ot e e e e .. 8lb
82a Did the organization receve donated services or the use of matenals, equipment, or facifittes at no charge
or al substantally less than far rental value? e . . e e e 82a X
b If "Yes,” you may mdicate the value of these tems here Do notinclude this amount .
as revenue m Part | or as an expense n Pant !l (See nstructions in Part 1L ) e e l 82b|
83a Did the organizatiton comply with the public Inspection requirements for retums and exemptior: applications? . . . 83a| X
b D the organization comply with the disclosure requirements relating to quid pro quo contributions? e e e 83| X
84a D the organization solicit any contnbutigns or gifts that were not tax deductible? .. .. . . 84a X
b If *Yes," did the organization mclude with every solicitation an express statement that such comrlbullons o
or gifts were not tax deductble? . . I . .. 84b
85 501(c)(4), (5}, or (6) organizations a Were substantally alt dues nondeducllble by members‘? C e e e e . 85a
b Did the organization make only in-house lobbying expenditures of $2,000 orless? . . .. ... .. 85b
If *Yes® was answered to either 85a or 85b, do not completa 85¢ through 85h below untess the organizahon
receved & waiver for proxy tax owed for the pnor year
¢ Dues, assessments, and similar amounts from members e . . «. ....]|85c .
d Sechon 162(e) lobbying and poliical expenditures . . . . .. B5d
e Aggregats nondeductible amount of section 6033(e)(1)(A) dues notices . . .. ..|85e
f Taxable amount of lobbying and political expenditures (Ine 85d less 85e) « ..} BS5F
g Does the organization elect to pay the section 6033(e) tax on the amounton ne 857 ., . .. . . 85¢g
h If section 6033(e)(1)(A) dues nolices were sent, does the organizalion agree to add the amount on line 85t o its
reasonable estimate of dues allocable to nondeductible lobbying and political expenditures for the following tax year? . 85h
86 501(c}(7)orgs Enter a Inibation fees and capital contributions included on kne 12 .. 86a
b Gross receipts, included on hne 12, for public use of ¢lub faciliies . . .. . 8éb .
87 501(c){12) orgs Enter a Gross income from members or shareholders e 87a
b Gross mcome from other sources (Do not net amounts due or paid to other
sources against amounis due or received from them ) . . 87b .
88 Atany time dunng the year, did the organization own a 50% or greater interestin a laxable comoratnon or
parinership, or an entity disregarded as separate from the organization under Regulaticns sections
301 7701-2 and 301 7701-37 If "Yes," complete Part IX . . . . 88
8% 501{c){3) orgamzahons Enter Amount of tax imposed on the organization durlng the year under
section 4911 j , section 4912 ] , sechion 4955 j .
b 501(c){3) and 501(c)(4) orgs Did the organization engage in any section 4958 excess benefit transachon
dunng the year or did it become aware of an excess benefit transachon from a prior year? If "Yes," attach
a statement explaning each transaction . . 8%b
¢ Enter Amount of tax imposed on the orgamzation managers or disqualfied persons dunng the year under
sections 4912, 4955, and 4958 e . .o . 3j
d Enter Amount of tax on tine 89c¢, above, rembursed by the organization . . . . j
90a List the states with which a copy of this retum 1s filed
b Number of employees employed in the pay period that includes March 12, 2001 (See nstructions) | 90b |
91 Thebooks are in care of ] MARTON NORBURY Telephoneno § 573-499-4696
Locatedat j 2004 PARKADE COLUMBIA MO 2P+4 j 65202-312
92  Section 4947(a)(1) nonexempt charitable trusts flling Form 920 in heu of Form 1041 - Check here -] u
and enter the amount of tax-exempt interest receved or accrued during the tax year .. j | 92 |

EEA Form 990 (2001)



Form 990 (2001}

Page 6
[Part V1E | . Analysis of Income-Producing Activities (See Specihc Instructions on page 32 )
Note Enter gross amounts unless otherwise Unrelated business Incoma Excluded by seclion 512, 513 or 514 (E)
ndicated (A) (B) (C) (D) mF’t::;:m ;m
93  Program service revenue Business code Amount Exclusion code Amourt Incoma
a VARIOCUS 39,495
b
C
d
e
f  Medicare/Medicaid payments .
g Fees and contracts from govemment agencies . .
94  Membership dues and assessments -
95  Interest on savings and temporary cash investments
96  Dividends and interest from secunties
@7  Netrental ncome or {loss) from real estate =
a  debt-financed properly .
not debi-financed property .
98  Netrental ncome or {loss) from personal property
99  Other investment income .
100  Gain or (loss) from sales of assets other than invento
10t Netwncome or (loss} from special events
102  Gross profit or {loss) from sales of inventory .
103 Otherrevenue a
b
c
d
e
104  Subtotal {add columns (B), (D), and (E)} . .. 39,4985
105  Total (add line 104, columns (B}, (D}, and (E)) . . . . s | 39,495

Note Lme 105 plus ine 1d, Part |, should equal the amount on line 12, Part ]

| Part VHI | Relationship of Activiues to the Accomplishment of Exempt Purposes {See Specific Instructions on page 32 )
Line No Explain how each activity for which income 15 reported in cotumn (E) of Part VIl contributed importantly to the accomplishment
v of the organization's exempt purposes (other than by providing funds for such purposes)
[Part X | Information Regarding Taxable Subsidiaries and Disregarded Entities {See Specific Instructions on page 33 )

{B)
Percentage of
ownership interest

(A) Q) (P)
Name, address, and EIN of corporation, Nature ol activiies Total income

parmership, or thsregarded entity

(E}
£nd-of-year
—_asgets.

%

%

Yo

%

[ Part X 1 Information Regarding Transfers Associated with Personal Benefit Contracts (See Specific Instructions on page 33 )

(a) Did he organization dunng the year receive any funds, directly or indirectly 1o pay premiums on a personal benehit cortract?
(b} Did the orgamzation, during the year, pay premiums, directly or indirectly, on a personal benefit contract?
Note lf "Yes® to (b}, file Form 8870 and Form 4720 {see mstruchons)

] Yes
[J Yes

[ No
[ No

Under penaities
and betief, it

Please

perury | declare that | have exanuned this relum induding accompanying schedules and staternents and to the best of my knowledge
fue comect and complete Dedaration of preparer (other than officer) 15 based on all information of which preparar has any knowledge

| g /50 2

Dale

£A’ Ec L«.F{?’Vc DIAP'_ﬂ_L. Fo r




SCHEDULE A Organization Exempt Under Section 501 (c)(3)

OMB No 15450047

(Form 990 or 990 EZ) {Except Private Foundatlon) and Secuon 501 (e}, 501(f), 501({k),
) 501{n), or Secuon 4947(a}{1) Nonexempt Chantable Trust 200 .
Supplementary Information -- (See separate mstructions.) 1
Depariment ol the Treasury R
Intemal Revenue Service 7 MUST be completed by the above organizations and attached to thewr Form 990 or 990-EZ
Nama of the organization Employer ldentificabon number
CHARGE SYNDROME FOUNDATION 43-1642150

Part]  Compensation of the Five Highest Paid Employees Other Than Officers, Direct
{See page 1 of the nstructions  List each one If there are none, enter *None )

ors, and Trustees

N d add of each I d mo Tite and average hours (d) Centnbutions to {e)} Expense
(a) Namo and a ra::s ::ogp ayee pa thd S:)week devm:d mﬂ tion {c) Compensation employee benelit plans & account and other
an P pos detered compensation allowances
None

Total number of other employees paid over
$50,000

... j .
Part 1l Compensation of the Five Highest Paid Independent Contractors for Professional Services

(See page 2 of the instructions List each one (whether individuals or frms) W there are non

o, enter "None )

-
0]

{a) Name and address of each independent contractor paid more than $50 000 {b) Type of service

{c) Compensaton

None

Total number ot others recewving over $50,000 for

professional services . ]

For Paperwork Reducbon Act Nobee, see the instnuchons for Foem 990 o Form 990-EZ. EEA

Scheduls A (Form 990 or 990-E2Z) 2001



Schedule B

(Form 990, 990-EZ, Schedule of Contributors QM o 1545007
or 990-PF) Supplementary Information for

Department of the Treasury line 1 of Form 990, 990-EZ and 990-PF (see Instructions)

Internal Ravenus Sewvice

Name of organization

CHARGE SYNDROME FOUNDATION

Organization type (check one)

Filers of

Form 990 or 990-EZ

Form 990-PF

Secuon

5}

501(c) (3 ) {enter number) organizahon

4947(a}(1} nonexempt chantable trust not treated as a private toundation
527 political organization

501(c)(3) exempt pnvate foundation

4947(a}{1) nonexempt chartable trust treated as a prvate foundation

O 0o o a o

501(c)(3) taxable private foundation

Check if your organization 1s covered by the General rule or a Special rule (Note. Only a section 501({c){7), (8), or {10)
organization can check box(es) for both the General rule and a Special rule - see instructions )

General

Rule -

For organizations filing Form 990, 990-EZ, or 990-PF that receved, during the year, $5,000 or more {in money or
property} from any one contnbutor (Complete Paris | and Il )

Special Rules -

g

For a section 501(c)(3} orgamzation filng Form 990, or Form 990-EZ, that met the 33 1/3% support test of the regutations
under sections 509(a)(1)/170(b)(1)(A){vi) and receved from any one contributor, dunng the year, a contribution of the
greater of $5,000 or 2% ot the amount on line 1 ot these forms {Complete Parts | and iV )

For a section 501(c)(7), (8}, or {10) organization fiing Form 990, or Form 990-EZ, thal received from any one contnbutor,
dunng the year, aggregate contnbubons or bequests of more than $1,000 for use exclusvely for religious, chantable,
scientific, literary, or educational purposes, or the prevention of cruelty to chiidren orarmmals {Complete Pars I, H, and
It)

For a section 501(c)(7), (8). or (10} organization filing Form 990, or Form 990-EZ, that received from any one contnbutor,
dunng the year, some contnbutions for use exclusively for religious, chartable, etc , purposes, but these contributors did
not aggregate to more than $1,000 (If this box 1s checked, enter here the total contnbutions that were recerved duning
the year for an exclusively religious, chantable, etc , purpose Do not complete any of the Parts unless the General rule
apples to this organization because it receved nonexclusively religious, chantable ete , contnbutions of $5,000 or more

dunng the year ) . . e . J s

Cauton Qrganizations that are not covered by the General rule and/or the Special rules do not file Schedule B {Form 990,
990-EZ, or 990-PF) but they must check the box n the heading of therr Form 990, Form 990 EZ, or on Iine 1 of therr Form
990-PF, to certify that they do not meet the filng requirements of Schedule B (Form 930, 990-EZ, ar 990-PF)

EEA Schedue B (Form 990, 990-£2, or 990-PF) (2001)

Employer Identfication number

43-1642150



Scheduria B (Fom 990 990-EZ, or 590-PF) {2001)

Pago 1l ®© o Partl|

“Name of orgamzation
CHARGE SYNDROME FOUNDATION

Employer identification number

43-1642150

Part] Contributors (See Specitic Instructions )

(a) (b)
No. Name, address and ZIP + 4

(c)

Aggregate contributions

(d)
Type of contnbution

1

@) | (b)
No. Name, address and ZIP + 4

Person U

Payroll ]

Noncash (]
(Complete Part [l f there is
a noncash contnbution )

{c)

(d)
Type of contribution

Person O

Payroll O

Noncash O
{Complete Part 1 if there is
a noncash contribution )

()

(d)
Type of contribution

Person g

Payroll O

Noncash U
(Complete Part I} if there 15
a noncash contnbution )

(a) (b)
No. Name, address and ZIP + 4

(c)

Aggregate contributions

{d)
Type of contribution

Person 0

Payroll 0

Noncash 0
(Complete Part Il if there 1s
a noncash contribution )

(a) (b}
No. Name, address and ZIP + 4

(¢}
Aggregate contributions

{(d)
Type of contnbution

Person O

Payroll 0

Noncash |
{Complete Part Il if there 1s
a noncash contribubion }

(a) (b)

{c)
Aggregate contributions

(d)
Type of contnibution

Person Od

Payroll a

Noncash (1
{Complete Pant Il it there 1s
a noncash contnbution )

EEA

Schedule B (Form 990, 950-EZ, or B90FPF) (2001)
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Namae{a) shown on return Idontifying Number
CHARGE SYNDROME FOUNDATION 43-1642150

CASH 5000 WAS GIVENE TO IWK HEALTH CENTER FOR RESEARCH
NONCASH 4895 WAS PAYING FOR FAMILIES TO ATTEND THE

CHARGE CONFERENCE




"Form 990 - Part V

List of Officers,Directors,Trustees,and Key Employees

2001

Name(s) shown on retum

CHARGE SYNDROME FOUNDATION

Identfying Number

43-1642150

(A}
Name and address

Title and (C)

(D)

(E}

Average Hrs Compensation Contrib. Expense

BRUCE APPELL PRESIDENT

2004 PARKADE COLUMBIA MO 5 0
NEAL STANGER VICE PRES

2004 PARKDADE COLUMBIA MO 5 0
RICK OGAN DIRECTOR

2004 PARKADE COLUMBIA MO 0
COLLEEN FEATHEN DIRECTOR

2004 PARKADE COLUMBIA MO 0
PHYLLIS FISHER DIRECTOR

2004 PARKADE COLUMBIA MO 0
PETER GARAFALO DIRECTOR

2004 PARKADE COLUMBIA MO 0
NANCY HARTSHOREN DIRECTOR

2004 PARKADE COLUMBIA MO 0
MEG HEFNER DIRECTOR

2004 PARKADE COLUMBIA MO 0
DONNA LACEY DIRECTOR

2004 PARKADE COLUMBIA MO 0
BROWNIE SHOTT DIRECTOR

2004 PARKADE COLUMBIA MO 0
WENDI WOOD SEC/TREAS

2004 PARKADE COLUMBIA MO 2 0
DENNIS OTQOLE DIRECTOR

2004 PARKADE COLUMBIA MO 0
MARION NORBURY EXECUTIVE DIR

2004 PARKADE COLUMBIA MO 20 12,500




CHARGE Syndrome Foundation, Inc.
BYLAWS

ARTICLE | NAME
The name of this Foundation shall be The CHARGE Syndrome Foundation, Inc. [Hereinafter the
"Foundation”]

ARTICLE Il LOCATION
The principal location of this Foundation shall be in the State of Missouri.

ARTICLE ill PURPOSE

Section 1.

Section 2

ARTICLE IV
Section 1.

ARTICLE V
Section 1.

Section 2

Section 3.

Section 4.

Section 5

ARTICLE VI
Section 1.

This Foundation 1s organized exclusively for charitable, educational, religious, or
scientific purposes within the meaning of Section 501 (¢c){3) of the Internal Revenue
Code.

The purpose of this Foundation shall be:
A. to establish, maintain, and distribute information about CHARGE Syndrome to any
and all interested persons;
B to provide support to families with a CHARGE member;
C. to further the development of information about CHARGE Syndrome, its causes and
effect on the person so afflicted, their family and others who work with them,
. to support research into the cause and treatment of CHARGE Syndrome:;
to solicit and receive gifts from individuals and organizations,
to do all things alone or in conjunction with other persons, organizations, or
institutions proper or desirable for accomplishing the purposes of the Foundation;
and
G. to do and exercise any and all general powers, whether herein enumerated or not,
which a non-profit corporation may or can exercise under the laws and Constitution
of the State of Missoun

mmo

MEMBERSHIP

Membership 1s open to anyone who supports the purposes of the CHARGE Syndrome
Foundation.

A Individuals, families and friends

B. Professionals

C. Organizations, institutions, hbraries

DUES
Annual dues are payable on or before January 1 of each year.

Dues for members shall be determined by the Board of Directors.

For new members, their year will begin on January 1 of the current year They will
receive all of that year's 1ssues of the Foundation’s newsletter, CHARGE Accounts

Dues will be waived for families who cannot afford the fee upon written request for the
waiver.

A subscription to CHARGE Accounts 1s included in a member’'s dues.

MEETINGS

BIENNIAL MEETING. The bienrial membership meeting shall be held in conjunction with

the Foundation’'s conference



ARTICLE VII BOARD OF DIRECTORS ' ‘
Section 1. COMPOSITION. The Board of Directors shall be composed of twelve (12) voting

members of which at least 7 shall be individuals with CHARGE or their family members. Only one (1)
person from a family may serve on the board of directors at any one time. (2001 Conference)

Section 2 ELECTION
A Directors will serve four year terms with election on an overlapping basis.
B. Directors wil! be elected by mall prior to the biennial conference. The six (6) persons
receiving the highest number of votes will be elected. (2001 Conference)
C. Each membership is allowed one {1) vote. (2001 Conference)
D. Annual dues must be paid prior to election to board. {2001 Conference)

Section 3. BIENNIAL MEETING. The biennial meeting shall be held by the Board of Directors in
conjunction with the Foundation’s bienmal conference.

Section 4. SPECIAL MEETINGS Special meetings of the Board of Directors may be called at any
time by the President or by one-third of the Board members. Written notice of any special meeting
shall be given to each member not less than five (5) days before the meeting. The notice shall state
the date, time, place and purpose for which the meeting 1s called. Such meetings may be conducted
by electronic means {1.e. conference call, internet).

Section 5. DUTIES. The Board of Directors

. shall determine the program of the Foundation
shall provide consultation with experts in the field
shall approve appointments of the President

. shall arrange for an annual audit

DO

Section 6. QUORUM. A majonty of all members of the Board of Directors shall constitute a
quorum for the transaction of business at a regular or special meeting

Section 7. VOTING. Each member of this Board of Directors shall have one (1) vote at all
meetings The act of a majority of the members present shall be the act of this Board
of Directors, unless the act of a greater number 1s required by law or by another
provision herein.

Section 8. REMOVAL FROM OFFICE. Any board member can be voted off the board for
misconduct by a two-third (2/3) vote in favor of removing said member. (2001
Conference) :

Section 8. VACANCIES. If the position of any member of the Board of Directors becomes vacant,
the vacancy shall be filled by action of the Board of Directors.

Section 10. RESIGNATION. Any member of the Board of Directors may resign at any time by giving
wrnitten notice of such resignation to the Secretary of the Foundation,

Section 11, COMPENSATION. Members of the Board of Directors of the Foundation shail serve
without compensation but may be reimbursed for travel expenses. The Board of
Directors shall have power 1n its discretion to approve and pay allowable expenses
incurred by a member of the Board of Directors.

ARTICLE VIl EXECUTIVE COMMITTEE
Section 1. OFFICERS. The officers of the Foundation shall be a President, a Vice-President, and a
Secretary-Treasurer and shall constitute the Executive Committee




.. wction 2. DUTIES OF OFFICERS
o A. President. The President shall:
1. preside at all the meetings of the Board of Directors;
2. have and exercise general charge and supervision of the affairs of the
Foundation;
3. shall appoint a nominating committee of at least three {3) members six (6) or
more months prior to the bienmial conference,
4. will appoint other committees as deemed necessary,
5. perform all duties pertaining to the office; and
6. present an annual report of the Foundation activities in CHARGE Accounts, the
Foundation’s official newsletter.

-

B VICE-PRESIDENT The Vice-President shall perform such duties as are assigned by
the president, and shall, in the absence of the President perform the required duties.
In the event of a vacancy in the office of President, the Vice-President shall succeed
to the office of President.

'C. SECRETARY-TREASURER. *
1. The Secretary shall
a. keep the minutes of the meetings of the Board of Directors,
b  maintain a current st of names and addresses of the Directors,
c. record attendance at board meetings;
d. maintain a file of essential records;
e. conduct the general correspondence of the Board, and
f. shall notify the directors of all regular and special meetings.
The Treasurer shall
a. be responsible for all funds of the Foundation;
b. make reports at all regular meetings of the Board of Directors.
Section 3. ELECTION. The officers shall be elected by a majonty vote of the Board of Directors at
the bienmal meeting of the Foundation with term of office to begin at the close of the meeting at
which they are elected. Officers shall serve for a term of two {2} years. A term shall be defined as
more than six (6) months.

Section 4 The Officers shall have authority to act for the Board of Directors between meetings of
the Board and shall report thereon to the rest of the board within thirty(30) days.

Section 5. Meetings of the Executive Committee may be conducted by electromic means (i1 e.
conference call, internet),

Section 6. VACANCIES. A vacancy in any office except that of President shall be filled by a
majority vote of the Board of Directors at any regular or special meeting for the remainder
of the unexpired term.

ARTICLE IX FOUNDATION DIRECTOR

The members of the Board of Directors may select and/or employ a qualfied and competent
Foundation Director who shall be the direct representative of the Foundation in carrying out 1ts
functions. It shall be the responsibiity of the members of the Board of Directors to determine the
duties and responsibilities of the Foundation Director. The Foundation Director shall serve as an ex-
officio member of the Board of Directors, without vote.

ARTICLE X FISCAL YEAR
The fiscal year of the Foundation shall be from January 1 through December 31.




ARTICLE XI INUREMENT OF INCOME et —* -

No part of the net earnings of the Foundation shall inure to the benefit of, or be distnbutable to, its’
members, directars, officers or other private persons except that the Foundation shall be authorized
and empowered to pay reasonable compensation for services rendered.

ARTICLE XII LEGISLATIVE OR POLITICAL ACTIVITIES

No substantial part of the activities of the Foundation shall be the carrying on of propaganda or
otherwise attempting to influence legislation and the Foundation shall not participate in or intervene
(including the publishing or distnbution of statements) in any political campaign on behalf of any
candidate for public office.

ARTICLE XI!Il OPERATIONAL LIMITATIONS

Notwithstanding any other provisions of these articles, the Foundation shall not carry on any other
activities not permitted to be carned on (a) by a foundation exempt from Federal Income Tax under
Section 501 (c)(3) of the internal Revenue Code of 1954 (or the corresponding provision of any future
United States Internal Revenue Law) or (b} by a foundation, contnibutions to which are deductible
under Section 170 (c}{2) of the Internal Revenue Code of 1954 {or the corresponding provision of any
future United States Internal Revenue Law),

ARTICLE XIV DISSOLUTION

Upon the dissolution of the Foundation, the Board of Directors shall, after paying or making provisions
for the payment of all of the liabilities of the Foundation, dispose of all the assets of the Foundation
exclusively for the purposes of the Foundation in such manner, or to such organization or
organizations organized and operated exclusively for charitable, educational, religious, or scientific
purposes as shall at the time qualify as an exempt organization or organizations under Section 501
{c}(3) of the internal Revenue Code of 1954 (or the corresponding proviston of any future United
States Interna! Revenue Law), as the Board of Directors shall determine.

Any such assets not so disposed of shall be disposed of by the Circuit Court of the county in which
the principal office of the Foundation i1s then located, exclusively for such purposes or to such
organization or organizations, as said Court shall determine, which are argamzed and operated
exclusively for such purposes.

ARTICLE XV PARLIAMENTARY AUTHORITY

The rules contained In the current edition of Roberts Rules of Order Newiy Revised shall govern the
Foundation in all cases to which they are applicable and in which they are not inconsistent with these
bylaws and any special rules of order the Foundation may adopt.

ARTICLE XVI AMENDMENT OF BYLAWS

Section 1. The Board of Directors shall recommend to the membership any bylaws changes prior to
the biennial meeting. Finat approval to amend or rescind these bylaws requires a 2/3 vote
of those members present and voting.

Section 2. The Secretary shall send notice of proposed changes or amendments to these bylaws to
each member of the Foundation at least thirty (30) days pnior to meeting at which they
are to be voted.

Revised March 27, 1997
Revised July 21, 2001

Yuese 4 oy




These I"roposed Amendments were passed at the 5" International CHARGE Syndrome Conference on
July 22, 2001.

ARTICLE VII BOARD OF DIRECTORS
Section 1 COMPOSITION The Board of Directors shall be composed of twelve (12) voting members of
which at least 7 shall be individuals with CHARGE or their farmily members

ADD Only one (1) person from a family may serve on the board of directors at any one time.

Section 2 ELECTION
A Directors will serve four year terms with election on an overlapping basis
B Directors will be elected by mail prior to the bienmal conference

ADD to B.  The six (6) persons receiving the highest number of votes will be elected.

ADD NEW “C” and “D”
C. Each membership is allowed one (1) vote.
D. Annual dues must be paid prior to election to board.

Section 3 BIENNIAL MEETING The bienmial meeting shall be held by the Board of Directors 1n
conjunction with the Foundation’s biennial conference.

Section 4 SPECIAL MEETINGS. Special meetings of the Board of Directors may be called at any time by
the President or by one-third of the Board members Wntten notice of any special meeting shall be given to each
member not less than five (5) days before the meeting. The notice shall state the date, time, place and purpose
for which the meeting 1s called Such meetings may be conducted by electronic means (1 ¢ conference call,
internet)

Section 5 DUTIES. The Board of Directors

A shall determine the program of the Foundation

B shall provide consultation with experts 1n the field
C shall approve appointments of the President

D shall arrange for an annual audit

Section 6 QUORUM. A majonty of all members of the Board of Directors shall constitute a quorum for
the transaction of business at a regular or special meeting

Section 7 VOTING. Each member of this Board of Directors shall have one (1) vote at all meetings The
act of a majonty of the members present shall be the act of thus Board of Directors, unless the act
of a greater number 1s required by law or by another provision herein

New Section 8
Section 8. REMOVAL FROM OFFICE. Any board member can be voted off the board for
misconduct by a two-third (2/3) vote in favor of removing said member.

Renumber Sections 8 thru 10
Section 9 VACANCIES If the position of any member of the Board of Directors becomes vacant, the
vacancy shall be filled by action of the Board of Directors
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Section 10 RESIGNATION. Any member of the Board of Directors may resign at any time by giving
written notice of such resignation to the Secretary of the Foundation

Section 11 COMPENSATION Members of the Board of Directors of the Foundation shall serve without
compensation but may be reimbursed for travel expenses The Board of Directors shall have
power 1n 1ts discretion to approve and pay allowable expenses incurred by a member of the
Board of Directors



For 8908 Application for Extension of Time to File an

(Deceraber 2000 Exempt Organization Retum OMB No. 1545 1700

Department of the Treasury .

Interral Revenue Service 3 File a separate application for each return _
If you are filing for an Automatic 3-Month Extension, complete only Part | and check this box 3

If you are filing for an Additional {not automatic) 3-Month Extension, complete only Part [l (on page 2 of this form)
Note Do not complete Part [l unless you have already been granted an automatic 3-month extension on a previously filed
Form 8868
*Part | -+ Automatic 3-Month Extension of Time - Only submut origmal (no copies needed)

Note Form 990-T corporattons requesting an automauc 6-month extension - check this box and complete Pant T only
All other corporations (including Form 990-C filers) must use Form 7004 to request an extension of ume to file income tax
retuns Parmerships, REMICs and trusts must use Form 8736 to request an extensien of ume to file Form 1065 1066, or 1041

O

Type or Name of Exempt Organizanon Employer identlfication number
print CHARGE SYNDROME FOUNDATION 43-1642150

::::3::“ Number street and room or suite no 1fa P O box, see mstructions

filing your 2004 PARKADE BLVD

:’“:‘:::“ City, town or post office, state, and ZIP code For a foreign address, see instructions

COLUMBIA, MO 65202

Check type of return to be filed (file a separate apphication for each rerurn)

Form 990 [] Form 990-T (corporauon) [] Form 4720

[ Form 990-BL [} Form 990-T (sec 401(a) or 408(a) trust) [ Form 5227

D Form 990-EZ [] Form 990 T {trust other than above) D Form 6069

[J Form 990-PF (] Form 1041-A [] Form 8870
If the organization does not have an office or place of business 1n the United States, check this box . :] O
If this 1s for a Group Return, enter the orgamization's four digit Group Exemption Number (GEN) If this 15

for the whole group, check this box j U s for part of the group, check this box j (1 and attach a list with the
names and EINs of all members the extension will cover
1 I request an automauc 3-month (6-month, for $90-T corporation} extenston of ume untit $20
to file the exempt orgamzauon remn for the orgaruzaton named above The extension 1s for the orgamzation’s return for
3 X catendar year 20 0_1_ or
j [] tax year beginming .20 __ ,and ending , 20

2 If this tax year 1s for less than 12 months, check reason D Initial reumn D Final retarn D Change m accounting penod

3a If thts applicauon s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax less any

nonrefundable credits  See instructions ]
b If this application 1s for Form 990 PF or 990-T, enter any refundable credits and estmated tax payments
made Include any pnor year overpayment allowed as a credit . b

¢ Balance Due Subtract line 3b from line 3a Include your payment with this form or, 1f required, deposit
with FTD coupon or, if required, by using EFTPS (Electronuc Federal Tax Payment System) See
mstructions ‘. . $

Signature and Venfication

Under penaltics of perjury | declare that | hawve examaned this form, including panying schedules nd 3 and 1o the best of my knowledge and belief
s ube correct und complews and dhat 1 am suthorized w prepare tha form

il M G)Sel

For Paperwork Reducuon Act Nouce, see instrucuon Form 8868 (12-2000)



