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Dear Client,
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Your 2018 U.S. Form 990, Return of Organization Exempt from Income Tax, return will be
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We very much appreciate the opportunity to serve you. If you have any questions regarding this
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Sincerely,
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m 990

Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax

| OMB No. 1545-0047

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code {except private foundations)

» Do not enter social security numbers on this form as it may be made public.
» Go to www.irs.gov/Form990 for instructions and the latest information.

A For the 2018 calendar year, or tax year beginning

, 2018, and ending

, 20

2018

Open to Public

Inspection

Ooopooofe

Check if applicable:
Address change
Name change

Initial return

Final return/terminated
Amended return
Application pending

€ Name of organization Sickle Cell Discase Association of America, Inc| D Employer identification number
Doing business as 23-7175985
Number and street (or P.O. box if mail is not delivered to street address) Room/suite E Telephone number
7240 Parkway Drive 180 (410)528-1555

City or town, state or province, country, and ZIP or foreign postal code
Hanover, MD 21076

GGrossreceipts$ 4,227,112,

F Name and address of principal officer:

Beverly Francis-Gibson, 3700 Koppers Street, Baltimore, MD 21227

1 Tax-exempt status:

501(0)3) 5010 )« (insert no) [] 4947@(n) or [ 527

J Website: »

www.sicklecelldisease.oxrg

H(a) Is this a group retum for subordinates? D Yes No
Hi{b} Are all subordinates included? D Yes [] No

If “No,” attach a list. (see instructions)

H(c) Group exemption number »

K Form of organization: X| Corporation [Jrrust [] Association [_] Other» l L Year of formation: 1972 I M State of legal domicile: MD
Summary '
1  Briefly describe the organization’s mission or most significant activities: 1o advocate for people affected by sickle cell conditions and empover
§ community-based organizations.
©
§ 2  Check this box »[1if the organization discontinued its operations or disposed of more than 25% of its net assets.
& | 3 Number of voting members of the governing body (Part Vi, line 1a) . . 3 16
3 4  Number of independent voting members of the governing body (Part Vi, line 1b) 4 16
21| 5 Total number of individuals employed in calendar year 2018 (Part V, line 2a) 5 13
2| 6 Total number of volunteers (estimate if necessary) . 6 28
2| 7a Total unrelated business revenue from Part VIlI, column (C), line 12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 38 . 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIl line 1h} . 2,106,792, 3,633,522,
g 9  Program service revenue {Part VIIi, line 2g) 535,761. 587,144.
3 110 Investment income (Part VIII, column (A), lines 3, 4, and 7d) . -373.
& 11 ~ Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢, 10c, and 11¢) . 5,1009. 6,446.
12  Total revenue—add lines 8 through 11 {must equal Part VIll, column (A), line 12) 2,647,289. 4,227,112,
13  Grants and similar amounts paid (Part IX, column (A), lines 1-3) . 1,040,055, 2,173,771.
14  Benefits paid to or for members (Part IX, column (A), line 4) .
@ 15  Salaries, other compensation, employee benefits (Part [X, column (A}, lines 5-—1 0) 820,593. 775,634,
% | 16a Professional fundraising fees (Part [X, column (A), line 11¢) ..
S b Total fundraising expenses (Part IX, column (D), line 25) P 67,467, I R
i 17  Other expenses (Part IX, column (A), lines 11a-11d, 11{-24e) 866,480. 1,034,833.
18  Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) 2,727,128. 3,984,238.
19 Revenue less expenses. Subtract line 18 from line 12 -79,839. 242,874,
5 § Beginning of Current Year End of Year
$5|20 Total assets (Part X, line 16) 938,257. 1,315,287.
§§ 21  Total liabilities (Part X, line 26) . 510,977. 668,367.
= Net assets or fund balances. Subtract line 21 from llne 20 427,280. 646,920.

Signature Block

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

> I S 109/16/2019
Sign Signature of offlcer ST e Date
Here } Beverly Francis-Gibson, President
Type or print name and title

Pai d Print/Type preparer’s name Preparer's signature Date Check D i PTIN
Preparer RACHEL LOCUS RACHEL LOCUS 11/15/2019]| selt-employed| P02263155
Use Only Firm'sname » F S TAYLOR & ASSOCIATES P C Firm'sEIN > 52-1196225

Firm’s address » 1420 N STREET NW SUITE 100, WASHINGTON, DC 20005] Phoneno. (202)898-0008
May the IRS discuss this return with the preparer shown above? (see instructions) Yes [ No
For Paperwork Reduction Act Notice, see the separate instructions. BAA REV 05/20/19 PRO Form 990 (2018)



Form 99C (2018) Page 2
EdIl]  Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line inthisPartitl . . . . . . . . . . . . .

1

Briefly describe the organization’s mission:

To advocate for people affected by sickle cell conditions and empower
community-based organizations to maximize guality of life and raise
public conscioiness while advancing the search for a universal cure.

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

prior Form 990 0or990-E2? . . . . . . . . . . . . . . . . . . . < .+ « .« .« .« . . [Yes XiNo
If “Yes,” describe these new services on Schedule O.

Did the organization cease conducting, or make significant changes in how it conducts, any program

services? . . . . . . . . . e e e e e e e e e e e e e o oo o v v v [OYes XINo
If “Yes,” describe these changes on Schedule O.

Describe the organization’s program service accomplishments for each of its three largest program services, as measured by

expenses. Section 501(c)(3) and 501(c){4) organizations 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: Y {(Expenses $ 2,923, 237. including grants of $ 0.)(Revenue$ 2,856,887.)

HRSA: To provide a newborn screening follow-up program that ensures
access to care for individuals with sickle cell disease (SCD). It
includes providing follow-up servigces: FEducation, counseling, lead
advocacy initiatives, and _access_ _to medical home.

4b

(Code: ) (Expenses $ 254,912, including grants of $ 0. ) (Revenue $ 433,078.)

SCDAA: SCDAA and its member organizations engage 1in community outreach
and program efforts throughout the United States and Canada. These

efforts include but not limited to: Educational campaigns_ that build
awareness of SCD and related conditions and programs that provide services
such as genetic testing and counseling, case management, and psychosocial
support for individuals and families impacted by sickle cell disease.

4c

(Code: ) Expenses $ 43,112, including grants of $ 0. ) (Revenue $ 37,598.)
PCORI: To develop a national advocate network of sickle cell disease

patients, families, caregivers and other stakeholders experts that can

partner with clinicians and researchers to design, implement and

eventually disseminate patient centered outcomes research and comparative
effectiveness research (PCOR/CER) projects that improve outcomes to

patients with sickle cell disease (SCD).

4d

Other program services (Describe in Schedule O.)
(Expenses $ 10, 991 . including grants of $ 0. ) (Revenue $ 39,607.)

de

Total program service expenses P 3,232,252.

REV 05/20119 PRO Form 990 (2018)



Form 99G (2018) Page 4
Checklist of Required Schedules (continued)
Yes | No
22  Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 22 If “Yes,” complete Schedule I, Parts | and I e e e e e e 22 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 . e e e e 23 X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 2002? If “Yes,” answer lines 24b
through 24d and complete Schedule K. If “No,” go to line 25a . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary perlod exceptlon’7 . 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 outstandlng at any tlme durlng the year’7 . 24d
25a Section 501({c)(3), 501{c){4}, and 501(c)(29) 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 990 or 990-EZ?
If “Yes,” complete Schedule L, Part! . e e e e e e e 25b X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any
current or former officers, directors, trustees, key employees, highest compensated employees, or
disqualified persons? If “Yes,” complete Schedule L, Part I e e e e e 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee,
substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity or family member of any of these persons? 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 offlcer dlrector trustee, or key employee (or a famlly member thereof)
was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L, Part IV 28¢c X
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes,” complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or gualified
conservation contributions? If “Yes,” complete Schedule M . 30 X
31  Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes 7 complete Schedule N Partl 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 Lo . . 32 X
33 Did the organization own 100% of an entity drsregarded as separate from the organlzatlon under Regulatlons
sections 301.7701-2 and 301.7701-37 If “Yes,” complete Schedule R, Part ! . . . 33 X
34 Was the organization related to any tax-exempt or taxable entlty’7 If “Yes,” complete Schedule R Part I, m,
orlV, and Part V, line 1 .o . 34 X
35a Did the organization have a controlled entlty Wrthln the meaning of sectlon 512(b)(1 3) 35a X
b If “Yes” to line 35a, did the organization receive any payment from or engage in any transaction W|th a
controlled entity within the meaning of section 512(b)(13)? If “Yes,” complete Schedule R, Part V, line 2 . 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable
related organization? If “Yes,” complete Schedule R, Part V, line 2 . e e e e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is 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 11b and
197? Note. All Form 990 filers are required to complete Schedule O. 38| X
Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Part V .. O
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . 1a 0
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? . 1c

REV 05/20/18 PRO

Form 990 (2018)



Form 939G (2018) Page 6
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.
Check if Schedule O contains a response or note to any lineinthisPartVl . . . . . . . . . . . . .

Section A. Governing Body and Management

1a

[

(=2 2041 JE -

a
b
9

Yes | No

Enter the number of voting members of the governing body at the end of the tax year. . 1a 16
If there are material differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or similar
committee, explain in Schedule O.

Enter the number of voting members included in line 1a, above, who are independent . 1b 16

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?

Did the organization delegate control over management duties customarlly performed by or under the direct
supervision of officers, directors, or trustees, or key employees to a management company or other person?

Did the organization make any significant changes to its governing documents since the prior Form 990 was filed?

Did the organization become aware during the year of a significant diversion of the organization’s assets? .
Did the organization have members or stockholders?

Did the organization have members, stockholders, or other persons who had the power to elect or appomt
one or more members of the governingbody? . . . . . . . . . . Ce e e 7a

Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the governing body? . . . . 7b X
Did the organization contemporaneously document the meetings held or written actions undertaken durlng
the year by the following:

The governing body? . . . . C e e e e e 8a | X
Each committee with authority to act on behalf of the governing body’? ... 8b | X

Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at
the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O. . . . . 9 X

N
X

{0 || W
X [ X [X|X

X

Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)

10a
b

i1a

12a

13
14
15

16a

Yes | No
Did the organization have local chapters, branches, or affiliates? . . . e e e e e e 10a X
If “Yes,” did the organization have written policies and procedures governing the activities of such chapters,
affiliates, and branches to ensure their operations are consistent with the organization’s exempt purposes? 10b
Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? |11a| x
Describe in Schedule O the process, if any, used by the organization to review this Form 990.
Did the organization have a written conflict of interest policy? If “No,” go to line 13 . . . . 12a| x
Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conﬂlc’ts? 12b| x
Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes,”
describe in Schedule O how this was done . . . e e e e 12¢| X
Did the organization have a written whistleblower pollcy’7 e e e e e e e 13 | X
Did the organization have a written document retention and destructlon pohcy'7 e ; 14 | X
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?
The organization’s CEO, Executive Director, or top management official . . . . . . . . . . . . 15a| X
Other officers or key employees of the organization . . . e e e 15b| X
If “Yes” to line 15a or 15b, describe the process in Schedule O (see mstructlons)

Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity duringtheyear? . . . . . . . . . . . . . . . . . o . oo 16a X

If “Yes,” did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization’s exempt status with respect to such arrangements? . . . . . . . . . . . . . . 16b

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed ™ See Part VI, Line 17 stmt

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

1 Own website [1 Another’s website Upon request [ ] Other (explain in Schedule O)

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

State the name, address, and telephone number of the person who possesses the organization’s books and records P

The Organization, 3700 Koppers St, #570, Baltimore, MD 21227 (410)528-1555

REV 05/20/19 PRO Form 990 (2018)



Form 990 (2018) Page 8
U Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
©)
Position
a ® (do not check more than one ) ® ®
Name and title Average | pox, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | compensation |compensation from amount of
week (list any| o= = = =T = from related other
hours for aa a 3 2| 38| ¢ the organizations compensation
related ss|218|¢e %g 3 | organization (W-2/1099-MISC) from the
organizations| 2§ | 3 § o | 7 |(W-2/1099-MISC) organization
below dotted| S 5 | & 2l"s and related
line) é g b k] organizations
gla ?
Q
(15) Thomas L. Johnson, JD 5.00
Member X 0. 0. 0.
(1) Kwaku Ohene-Frempong, MD 5.00
Member X 0. 0. 0.
{17)Tanique Mitchell 5.00
Member X 0. 0. 0.
{18} Beverly Francis—-Gibson 45.00
President /CEO X 140,000. 0. 0.
(19) Leroy Hughes 45.00
Vice President X 100, 000. 0. 0.
(20)
(21)
(22)
(23)
(24)
(25)
1b Sub-total . e e e e e e » | 240,000. 0. 0.
¢ Total from continuation sheets to Part VII, Section A »
d Total {add lines 1b and 1c¢) . » | 240,000. 0. 0.

2 Total number of individuals (including but not limited to those listed above
reportable compensation from the organization » 1

~

who received more than $100,000 of

Yes | No

3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated
employee on line 1a? If “Yes,” complete Schedule J for such individual . . . . . . . . . . . . 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 $150,000? If “Yes,” complete Schedule J for such

individual . . . . . . . . . . Lo, 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If “Yes,” complete Schedule J for such person . . . . . . 5 P

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. Report compensation for the calendar year ending with or within the organization's tax
year.

1G] (B) €}

Name and business address Description of services Compensation

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

REV 05/20/19 PRO Form 990 (2018)




Form 990 (2018) Page 10
Statement of Functional Expenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response or note to any line in this Part IX .. |
Do not include amounts reported on lines 6b, 7b, B (c) D)
8b, 9b, and 10b of Part VILL roeleonses | Prgamimn™ | bemamenad | Funcend
1  Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 2,173,771. 2,173,771.
2 Grants and other assistance to domestic
individuals. See Part IV, line 22
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15 and 16 .
4  Benefits paid to or for members
5 Compensation of current officers, dlrectors
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 salaries and wages 670,252. 318,154. 352,098. 0.
8  Pension plan accruals and contnbutlons (|nc|ude
section 401{k) and 403(b) employer contributions)
9  Other employee benefits . 105,382. 44,235, 61,147. 0.
10  Payroll taxes .
11 Fees for services (non- employees)
a Management
b Legal
¢ Accounting
d Lobbying . .
e Professional fundraising services. See Part lV ||ne 17
f Investment management fees
g Other. (If line 11g amount exceeds 10% of line 25, column
(A} amount, list line 11g expenses on Schedule O.) 369,436. 265,288, 102, 359. 1,789.
12  Advertising and promotion 19,154. 27. 15,092. 4,035.
13  Office expenses
14  Information technology
15 Royalties .
16  Occupancy 60,225. 0. 60,225. 0.
17  Travel . . 23,952, 5,657. 18,095. 200.
18 Payments of travel or entertalnment expenses
for any federal, state, or local public officials
19  Conferences, conventions, and meetings 254,449, 254,449, 0. 0.
20 Interest . 28,190. 174. 28,015. 1.
21 Payments to afﬂhates .
22  Depreciation, depletion, and amortlzatlon 1,0668. 0. 1,668. 0.
23 Insurance . e e e e e e
24  Other expenses. Itemize expenses not covered
above (List miscellaneous expenses in line 24e. If
line 24e amount exceeds 10% of line 25, column
(A) amount, list line 24e expenses on Schedule O.)
a Professional fees and insurance 141,767. 4,018. 136,554, 1,195.
b Equipment 7,273, 1,894. 2,889. 2,490.
¢ Fundraising expenses 47,780. 0. 0. 47,780.
d Dues and subscriptions 13,097. 1,720. 6,385. 4,992.
e All other expenses 67,842. 162,865. -100,008. 4,985.
25  Total functional expenses. Add lines 1 through 24e 3,984,238. 3,232,252, 684,519. 67,467.
26 Joint costs. Complete this line only if the

organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here » [] if
following SOP 98-2 (ASC 958-720) .o

REV 05/20/19 PRO

Form 990 (2018)



Form 990 (2018)
IEZXEd Reconciliation of Net Assets

Page 12

Check if Schedule O contains a response or note to any line in this Part XI|

0

©ooO~NOOUN AWM=

s
o

m Financial Statements and Reportmg

Total revenue (must equal Part Vi, column (A), line 12} .

4,227,112,

Total expenses (must equal Part IX, column (A), line 25)

3,984,238.

Revenue less expenses. Subtract line 2 from line 1

242,874.

Net assets or fund balances at beginning of year (must equal Part X hne 33 co|umn (A))

427,280.

Net unrealized gains (losses) on investments

-23,234.

Donated services and use of facilities

Investment expenses .

Prior period adjustments .

©|00 (NG| H|WIN|=2|,

Other changes in net assets or fund balances (explam in Schedule O) .

Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X Ime
33, column (B)) .

—
o

646,920.

Check if Schedule O contains a response or note to any line in this Part XIi .

2a

3a

Accounting method used to prepare the Form 990: [ ] Cash Accrual  [] 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? .

If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or
reviewed on a separate basis, consolidated basis, or both:

[Separate basis  [_] Consolidated basis [_] Both consolidated and separate basis

Were the organization’s financial statements audited by an independent accountant? N

If “Yes,” check a box below to indicate whether the financial statements for the year were audlted on a
separate basis, consolidated basis, or both:

Separate basis  [] Consolidated basis  [_] Both consolidated and separate basis

If “Yes” to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight
of 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 during the tax year, explain in
Schedule O.

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 audlts’? If the organrza’tlon d|d not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

2a

2b

2¢c

3a

X

3b

X

REV 05/20/19 PRO

Form 990 (2018)



SCHEDULE A Public Charity Status and Public Support | oo 1siv-0017

(Form 990 or 980-E2) Complete if the organization is a section 501(c})(3} organization or a section 4947(a){1) nonexempt charitable trust. 2 @ 1 8
Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number

Sickle Cell Disease Association of America, Inc 23-7175985

Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 [ A church, convention of churches, or association of churches described in section 170(b){1}{A)(i).
2 [ A school described in section 170{b){1)(A){ii). (Attach Schedule E (Form 990 or 990-EZ).)
3 [ A hospital or a cooperative hospital service organization described in section 170(b){1){A)iii).
4 [] 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:

[] 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 11.)

[T] 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 governmental unit or from the general public
described in section 170{b)(1}(A}{vi). (Complete Part Il.)

8 [ A community trust described in section 170{(b)(1)(A){vi). (Complete Part 1.)

9 [lan agricultural research organization described in section 170{b){1}{A){ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

10 [] An organizafion that normally receives: (1) more than 3375% of its support from confributions, membership fees, and gross
receipts from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 33'3% of its
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part lI[.)

11 [] An organization organized and operated exclusively to test for public safety. See section 509(a)(4).

12 [] An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes
of one or more publicly supported organizations described in section 509{(a){1) or section 509(a}{2). See section 509(a)(3}).
Check the box in lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a [ Type l. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the
supporting organization. You must complete Part IV, Sections A and B.

(4}

~N O

b [] Type Il A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

¢ [ Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

d [ Type lli non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

e [ Check this box if the organization received a written determination from the IRS that itis a Type [, Type I, Type llI
functionally integrated, or Type [ll non-functionally integrated supporting organization.

Enter the number of supported organizations . . . s e e e e :l
g Provide the following information about the supported organlzat[on( ).

—

(i) Name of supported organization (i) EIN {iii} Type of organization | {iv} Is the organization | {v} Amount of monetary {vi} Amount of
(described on lines 1-10 | listed in your governing support (see other support {see
above (see instructions)) document? instructions) instructions)

Yes No

(A)

(B)

(©)

(D)

(E)

Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. paa Schedule A {Form 990 or 990-EZ) 2018
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Page 3

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

{Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part I1.
If the organization fails to qualify under the tests listed below, please complete Part 1l.)

Section A. Public Support

Calendar year {or fiscal year beginning in) »

(@) 2014

{b) 2015

{c) 2016

(d) 2017

(e) 2018

{f) Total

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

2 Gross receipts from admissions, merchandise
sold or services performed, or facilities
furnished in any activity that is related to the
organization’s tax-exempt purpose .

3  Gross receipts 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 7aand 7b

8 Public support. (Subtract line 7c from
line 8.) .

Section B. Total Support

Calendar year (or fiscal year beginning in) »

{a) 2014

(b) 2015

{c) 2016

{(d) 2017

{e) 2018

{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 busmess
activities 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 VL) .

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 > [
Section C. Computation of Public Support Percentage
15  Public support percentage for 2018 (line 8, column (f), divided by line 13, column (f)} 15 %
16  Public support percentage from 2017 Schedule A, Part lli, line 15 16 %
Section D. Computation of Investment Income Percentage
17  Investment income percentage for 2018 (line 10c¢, column (f), divided by line 13, column f)) . 17 %
18 Investment income percentage from 2017 Schedule A, Part lll, line 17 . 18 %

1%a 33'3% support tests—2018. If the organization did not check the box on line 14, and |1ne 15 is more than 3313%, and line

17 is not more than 3313%, check this box and stop here. The organization qualifies as a publicly supported organization

> O

b 33'3% support tests—2017. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33"3%, and
line 18 is not more than 3313%, check this box and stop here. The organization qualifies as a publicly supported organization » []

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

REV 10/24/18 PRO
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Schedule A (Form 990 or 990-EZ) 2018
EEEIM  Supporting Organizations (continued)

11
a

b
c

Page 5

Has the organization accepted a gift or contribution from any of the following persons?

A person who directly or indirectly controls, either alone or together with persons described in (b) and (¢}
below, the governing body of a supported organization?

A family member of a person described in (a) above?
A 35% controlled entity of a person described in (a) or (b) above? If “Yes” to g, b, or ¢, provide detail in Part VI.

Yes

No

11a

11b

11c

Section B. Type 1 Supporting Organizations

Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all times during the
tax year? If “No,” describe in Part VI how the supported organization(s) effectively operated, supervised, or
controlled the organization’s activities. If the organization had more than one supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlied the supporting organization? If “Yes,” explain in Part
VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Yes

No

Section C. Type Il Supporting Organizations

Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors
or frustees of each of the organization’s supported organization(s)? If “No,” describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s).

Yes

No

Section D. All Type lll Supporting Organizations

Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization’s tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, (i) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving on the governing body of a supported organization? If “No,” explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s).

By reason of the relationship described in (2), did the organization’s supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income or assets at all times during the tax year? If “Yes,” describe in Part VI the role the organization's
supported organizations played in this regard.

Yes

No

Section E. Type Ill Functionally Integrated Supporting Organizations

1
a
b
c

2
a

Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).

] The organization satisfied the Activities Test. Complete line 2 below.
[] The organization is the parent of each of its supported organizations. Complete line 3 below.

] The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

Activities Test. Answer (a) and (b) below.

Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? If “Yes,” then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities.

Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more
of the organization’s supported organization(s) would have been engaged in? If “Yes,” explain in Part VI the
reasons for the organization’s position that its supported organization(s) would have engaged in these
activities but for the organization’s involvement.

Parent of Supported Organizations. Answer (a) and (b) below.
Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part VI.

Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If “Yes,” describe in Part VI the role played by the organization in this regard.

Yes

No

2b

3a

3b

Schedule A {Form 990 or 990-EZ) 2018
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m Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D—Distributions

Page 7

Current Year

1

Amounts paid to supported organizations to accomplish exempt purposes

N

Amounts paid to perform activity that directly furthers exempt purposes of supported

organizations, in excess of income from activity

Administrative expenses paid to accomplish exempt purposes of supported organizations

Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required)

Other distributions (describe in Part VI). See instructions.

Total annual distributions. Add lines 1 through 6.

(N[O |05 |W

Distributions to attentive supported organizations to which the organization is responsive

{provide details in Part VI). See instructions.

©

Distributable amount for 2018 from Section C, line 6

Line 8 amount divided by line 9 amount

Section E—Distribution Allocations (see instructions}

(i)

Excess Distributions

i)
Underdistributions
Pre-2018

(iii)
Distributable
Amount for 2018

Distributable amount for 2018 from Section C, line 6

Underdistributions, if any, for years prior to 2018
(reasonable cause required —explain in Part VI). See
instructions.

Excess distributions carryover, if any, to 2018

From 2013

From 2014

From 2015

From 2016

From 2017

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2018 distributable amount

Carryover from 2013 not applied (see instructions)

T T@ |The (|0 |T

Remainder. Subtract lines 3g, 3h, and 3i from 3f.

S

Distributions for 2018 from
Section D, line 7: $

Applied to underdistributions of prior years

o

Applied to 2018 distributable amount

Remainder. Subtract lines 4a and 4b from 4.

Remaining underdistributions for years prior to 2018, if

any. Subtract lines 3g and 4a from line 2. For result
greater than zero, explain in Part V. See instructions.

Remaining underdistributions for 2018. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in

Part VI. See instructions.

Excess distributions carryover to 2019. Add lines 3j
and 4c.

Breakdown of line 7

Excess from 2014

Excess from 2015 .

Excess from 2016 .

Excess from 2017 .

o (|0 |T |

Excess from 2018 .

REV 10/24/18 PRO
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Schedule B

. OMB No. 1545-0047
hedule of Contributor

(Form 990, 990-EZ, Sche ors

o gﬁ;;f) e » Attach to Form 990, Form 990-EZ, or Form 990-PF. 2 @ 1 8

]ntgmal Reve"nue%eﬁ;i“ry » Go to www.irs.gov/Form990 for the latest information.

Name of the organization

Sickle Cell Discase Association of America, Inc 23-7175985

Organization type (check one):

Filers of:

Form 990 or 990-EZ

Form 990-PF

Section:

x]

501(c)( 3 ) (enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization

501{(c)(3) exempt private foundation

4947(a)(1) nonexempt charitable trust treated as a private foundation

o oo o o

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.

Note: Only a section 501(c)(7), {8), or {10) organization can check boxes for both the General Rule and a Special Rule. See
instructions.

General

O

Rule

For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000
or more (in money or property) from any one contributor. Complete Parts | and Il. See instructions for determining a
contributor’s total contributions.

Special Rules

Caution:

For an organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 331/3% support test of the
regulations under sections 509(a)}{(1) and 170(b)(1)(A)(vi), that checked Schedule A (Form 990 or 990-EZ), Part Ii, line
13, 16a, or 16b, and that received from any one contributor, during the year, total contributions of the greater of (1)
$5,000; or (2) 2% of the amount on (i) Form 990, Part VIII, line 1h; or (ii) Form 990-EZ, line 1. Complete Parts | and Il

For an organization described in section 501(c)(7)}, (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the year, total contributions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes, or for the prevention of cruelty to children or animals. Complete Parts | {entering
“N/A” in column (b) instead of the contributor name and address), 11, and I,

For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the year, contributions exclusively for religious, charitable, etc., purposes, but no such
contributions totaled more than $1,000. If this box is checked, enter here the total contributions that were received
during the year for an exclusively religious, charitable, etc., purpose. Don’t complete any of the parts unless the
General Rule applies to this organization because it received nonexclusively religious, charitable, etc., contributions
totaling $5,000 or more during theyear . . . . . . . . . . . . . . . . . P> §

Employer identification number

An organization that isn’t covered by the General Rule and/or the Special Rules doesn’t file Schedule B (Form 990,

990-EZ, or 990-PF), but it must answer “No” on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its
Form 990-PF, Part |, line 2, to certify that it doesn’t meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

For Paperwork Reduction Act Notice, see the instructions for Form 990, 990-EZ, or 990-PF. REV 11/12/18 PRO
BAA
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Page 2

Name of organization

Sickle Cell Disease Association of America, Inc

Employer identification number
23-7175985

IEZdl Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.

(@) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 FACEBOOK DONATIONS Person
Payroll [l
1 HACKER WAY 332,483, Noncash Il
(Complete Part Il for
MENLO PARK CA 394025 noncash contributions.)
(a) (b) () (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 GLOBAL BLOOD THERAPEUTICS Person
Payroll O
171 OYSTER POINT BLUD, SUITE 300 35,000. Noncash U
(Complete Part Il for
SOUTH SAN FRANCISCO CA 94080 noncash contributions.)
(@) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
9 HAVAS PR NORTH AMERICA, INC. Person
Payroll [
200 MADISON AVENUE 40,000. Noncash ]
(Complete Part Ii for
NEW YORK NY 10016 noncash contributions.)
(a) (b) (c) (d)
No Name, address, and ZIP + 4 Total contributions Type of contribution
10 IMAGINE DESIGN CONCEPTS Person
Payroll [l
8514 BOSSOM BELL LANE 10,000. Noncash g
(Complete Part Il for
MISSOURI CITY TX 77489 noncash contributions.)
(@) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
11 IMARA, INC Person
Payroll ]
700 TECHNOLOGY SQUARE, 3RD FLOOR 10, 000. Noncash ]
{Complete Part Il for
CAMBRIDGE MA 02139 noncash contributions.)
(a) (b) (o) (d
No. Name, address, and ZIP + 4 Total contributions Type of contribution
12 | IRONWOOD PHARM Person
Payroll ]
301 BINNEY STREET 10, 000. Noncash ]
(Complete Part I for
CAMBRIDGE MA 02142 noncash contributions.)
BAA REV 11/12/18 PRO Schedule B (Form 990, 990-EZ, or 990-PF) {2018)
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Name of organization

Sickle Cell Disease Association of America,

Inc

Employer identification number

23-7175985

IEXd Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.

(a) No. (b) {c) . (d)
g:rrtn I Description of noncash property given F?g\e’e(gzt?:;'i':na:)e) Date received
(a) No. (b) (c) )
from D ioti £ h . FMV (or estimate) D -
Part | escription of noncash property given (See instructions.) ate received
(a) No. (b) {c) ) )
;":rrtnl Description of noncash property given Fl(\g\e’e(i‘; ;t?:;ir:nzt)e ) Date received
(a) No. b) {c) (d)
from D . f h tv di FMV {or estimate) D .
Part | escription of noncash property given (See instructions.) ate received
(a) No. ) (o) )
lg:rTI Description of noncash property given F'(\gge(; ;tff;'ir:nitf ) Date received
(a) No. () (c) ) d
I];I:rTI Description of noncash property given Fl(\g;’e(ﬁgt?f:,:gnit)e ) Date received
BAA REV 11/12/18 PRO Schedule B (Form 990, 990-EZ, or 990-PF} (2018)



SCHEDULE D

. . OMB No. 1545-0047
(Form 990) Supplemental Financial Statements |
» Complete if the organization answered “Yes” on Form 990, 2@ 1 8
: Part IV, line 6,7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 123, or 12b. .
Department of the Treasury » Attach to Form 990. Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
Sickle Cell Disease Association of America, Inc 23-7175985

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered “Yes” on Form 990, Part IV, line 6.

{a) Donor advised funds {b} Funds and other accounts

1 Total number at end of year . .
2  Aggregate value of contributions to (durlng year)
3  Aggregate value of grants from (during year)
4  Aggregate value at end of year .
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised

funds are the organization’s property, subject to the organization’s exclusive legal control? . . . . . . (1 Yes [ 1 No
6  Did the organization inform all grantees, donors, and donor advisors in writing 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? . . . . . . . . . . . . . . . . . . . . . . []Yes[] No

I Conservation Easements.
Compilete if the organization answered “Yes” on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
[ Preservation of land for public use (e.g., recreation or education) [] Preservation of a historically important land area

] Protection of natural habitat [C] Preservation of a certified historic structure
[1 Preservation of open space

2 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

a Total number of conservationeasements . . . . . . . . . . . . . . . .. 2a

b Total acreage restricted by conservation easements . . . . e 2b

¢ Number of conservation easements on a certified historic structure mcluded n@. . . . 2¢

d Number of conservation easements included in {(c) acquired after 7/25/06, and not on a
historic structure listed in the National Register . . . . 2d

3  Number of conservation easements modified, transferred, released extmgmshed or termlnated by the organization during the

tax year

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

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

violations, and enforcement of the conservation easementsitholds? . . . . . . . . . . . . . T[] Yes [] No
6  Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
| S
7  Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
»$
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h){4)(B)i)
and section 170(hy4)B)@H? . . . . . . . . . . . . . . . . . . . . . . . . . .. []JVYes[] No

9 In Part Xlll, 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.

IEEdIl Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered “Yes” on Form 990, Part IV, line 8.
1a [f the organization elected, as permitted under SFAS 116 (ASC 958), 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 Xlll, the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958}, 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 o these items:

(i)} Revenue included on Form 990, Part Vill,linet1 . . . . . . . . . . . . . . . . p» §
(i) Assets included in Form 990, Part X . . . R )

2  If the organization received or held works of art hlstorlcal treasures or other srmllar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 (ASC 958} relating to these items:

a Revenueincluded on Form 990, Part Vlll,linet1 . . . . . . . . . . . . . . . . .» %
b Assetsincludedin Form990,PartX . . . . . . . . . . . . . . . . . . .. .P 8
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2018
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EGATIIR  Investments —Other Securities.
Complete if the organization answered “Yes” on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of security or category {b) Book value {c} Method of valuation:
{including name of security) Cost or end-of-year market value

Page 3

(1) Financial derivatives .
(2) Closely-held equity interests . e e e e
(3) Other Tnvestments 498,394 .| FMV
(A
(B)
C)
D)
E)
(F)
Q)
H)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 12.) W 498,394.
Investments—Program Related.
Complete if the organization answered “Yes” on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.

{a) Description of investment {b) Book value {c} Method of valuation:
Cost or end-of-year market value

(1)
(2)
]
(4)
{5)
(6)
7
(8)
)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.} P>

Other Assets.
Complete if the organization answered “Yes” on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
{a) Description {b) Book value
(1) Security deposits held 9,720.
(2)
3)
4
(5)
(6}
(7)
(8)
)
Total. (Column (b) must equal Form 990, Part X, col. B)line15.) . . . . . . . . . . . . . .» 9,720.
Other Liabilities.
Compilete if the organization answered “Yes” on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,

line 25,
1. {a) Description of liability (b) Book value
(1) Federal income taxes
@ peferred rent 5,255,
3)
4
(5)
(6)
)
(8)
(@)
Total. (Column {b) must equal Form 990, Part X, col. (B) line 25.) 5,255,

2. Liability for uncertain tax positions. In Part Xill, 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 (ASC 740). Check here if the text of the footnote has been provided in Part XIll  []

Schedule D (Form 990) 2018
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SCHEDULE O
{(Form 990 or 990-EZ)

Supplemental Information to Form 990 or 990-EZ

Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.

»- Attach to Form 990 or 990-EZ.
» Go to www.irs.gov/Form990 for the latest information.

| OMB No. 1545-0047

2018

Open to Public
Inspection

Employer identification number

23-7175985

Department of the Treasury
Internal Revenue Service

Name of the organization

Sickle Cell Disease Association of America, Inc

Pt VI, Line 1lb: Prior to filing, the Form 990 is presented at a special board

meeting for

review and comments.

Pt VI, Line 12c: Officers and directors are reguired to submit an annual questionnaire.
Pt VI, Line 15a: Compensation policy is reviewed and approved by the Board of
Directors.

Pt VI, Line 15b: Compensation policy is reviewed and approved by the Board of
Directors.

Pt VI, Line 18: The organization makes its financial statements available to

the public via the Federal Audit Clearinghouse.

Pt VI, Line 19: Governing documents along with conflict of interest policy and

financial statemennts are available to the public upon request.

Pt XII, Line 2c: The proces has not changed from prior year.
Pt III, Line 44d:
Expenses: $10,991 including grants of: $0 Revenue: $39,607
Description: Other programs
Pt VI, Section C, Line 17:
State: NY
State: CA
Pt IX, Line 24e:
Description: Supplies
Total: $14,863

Program services: $3,103

Management and general: $10,763

Fundraising: $997

Description: Printing and postage

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

BA#. No. 51056K Schedule O (Form 990 or 990-EZ) (2018)

REV 10/24/18 PRO



- 3879-EQ IRS e-file Signature Authorization

. - OMB No. 1545-1878
for an Exempt Organization °

For calendar year 2018, or fiscal year beginning , 2018, and ending , 20
Department of the Treasury » Do not send to the il_i\gige;b“f_o; yourrecords. 2 @ 1 8
Internal Revenue Service » Go to www.irs.gov/Form8879EO for the latest information.
Name of exempt organization Employer identification number
Sickle Cell Disease Association of America, Inc 23-7175985

Name and title of officer

Beverly Francis-Gibson, President
Type of Return and Return Information (Whole Dollars Only)

Check the box for the return for which you are using this Form 8879-EO and enter the applicable amount, if any, from the return. If you
check the box on line 1a, 2a, 3a, 4a, or 5a, below, and the amount on that line for the return being filed with this form was blank, then
leave line 1b, 2b, 3b, 4b, or 5b, whichever is applicable, blank (do not enter -C-). But, if you entered -0- on the return, then enter -0- on
the applicable line below. Do not complete more than one line in Part L.

1a Form 990 check here » b Total revenue, if any (Form 990, Part VIII, column (A}, line 12) . . . ib 4,227,112,
2a Form 990-EZ check here ™ [J b Total revenue, if any (Form 990-EZ, line 9. . . . . . . . . 2b
3a Form 1120-POL check here» [1 b Total tax (Form 1120-POL, line22) . . . . . . . . . . 3b
4a Form 990-PF check here ™ [] b Tax based on investment income (Form 990-PF, Part VI, line 5) . . 4b
5a Form 8868 check here ™ [ b Balance Due (Form 8868, line3c) . . . . . . . . . . . . . 5b

IEd Declaration and Signature Authorization of Officer

Under penalties of perjury, | declare that | am an officer of the above organization and that | have examined a copy of the
organization’s 2018 electronic return and accompanying schedules and statements and to the best of my knowledge and belief, they
are true, correct, and complete. | further declare that the amount in Part | above is the amount shown on the copy of the
organization’s electronic return. | consent to allow my intermediate service provider, transmitter, or electronic return originator (ERQ)
to send the organization’s return to the IRS and to receive from the IRS (a) an acknowledgement of receipt or reason for rejection of
the transmission, {b} the reason for any delay in processing the return or refund, and (c) the date of any refund. If applicable, |
authorize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal (direct debit) entry to the
financial institution account indicated in the tax preparation software for payment of the organization’s federal taxes owed on this
return, and the financial institution to debit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial
Agent at 1-888-353-4537 no later than 2 business days prior to the payment (settlement) date. | also authorize the financial institutions
involved in the processing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and
resolve issues related to the payment. | have selected a personal identification number (PIN) as my signature for the organization’s
electronic return and, if applicable, the organization’s consent to electronic funds withdrawal.

Officer’s PIN: check one box only
11 authorize to enter my PIN L

ERO firm name

| as my signature

Enter five numbers, but
do not enter all zeros

on the organization’s tax year 2018 electronically filed return. If | have indicated within this return that a copy of the return is
being filed with a state agency(ies) regulating charities as part of the IRS Fed/State program, | also authorize the aforementioned
ERO to enter my PIN on the return’s disclosure consent screen.

As an officer of the organization, | will enter my PIN as my signature on the organization’s tax year 2018 electronically filed return.
If [ have indicated within this return that a copy of the return is being filed with a state agency(ies) regulating charities as part of
the IRS Fed/State program, [ will enter my PIN on the return’s disclosure consent screen.
Officer’s signature » Date» 09/16/2019
EH Certification and Authentication
ERO’s EFIN/PIN. Enter your six-digit electronic filing identification
number (EFIN) followed by your five-digit self-selected PIN. | I | 8 | 1 | 010]8 | S5

Do not enter all zeros

1]4]3

| certify that the above numeric entry is my PIN, which is my signature on the 2018 electronically filed return for the organization
indicated above. | confirm that | am submitting this return in accordance with the requirements of Pub. 4163, Modernized e-File (MeF)
Information for Authorized IRS e-file Providers for Business Returns.

ERO’s signature » Date» 11/15/2019

ERO Must Retain This Form — See Instructions
Do Not Submit This Form to the IRS Unless Requested To Do So

For Paperwork Reduction Act Notice, see back of form. BAA REV 11/05/18 PRO Form 8879-EO (201s)




