Short Form OMB o, 1545-1150
rom 990-EZ Return of Organization Exempt From Income Tax 2018

Under section 501{c), 527, or 4847(a){1) of the Internal Revenus Code (except private foundations)

P Do not enter social security numbers on this form as it may be made public.

Open

E:;ﬂr:::::;:esmﬁw P Go to www.irs.gov/Form990EZ for instructions and the latest information. !nspecimn
A For the 2018 calendar year, or tax year beginning JuL 1, 2018 andendng JUN 30, 20 1 9 .
apgﬁcﬂfg,a._ € Name of organization D Employer identification number
Addsess change
[ ivamecrangs | Hope for Hypothalamic Hamartomas 27-1433464
pitiaireture | NUTIDEF and street (or P.0. Box, i mall is not delivered to street address) Room/suite JE Telephone number
eminatag. m
[ amended return] C1LY OF tOWN, State or province, country, and ZIP or foreign postal code F Group Exempion
:Ihggimahon pending Number P
G Accounting Method: a5 Accrual  Other {specify) p» HCheck || i the organization is
| Website: p- www.hopeforhh.org notrequired 1o attach Schedule B
J Tax-exempt status (check only one) — L] 509(c)3)L__] 501(c) ( y(insertno.) [ 4847(a)(1) or |__| 527} (Form 990, 990-EZ, or 980-PF).
K Form of organizatior:  L%] Corporation || Trust [_I Association L] Other
L Add lines 5b, 6¢, and 7b fo line 9 fo determine gross receipts. If gross receipts are $200,000 or mare, or If total assets (Part |l,

_column (BY) are $500,000 or more, file Form: 990 instead of FOM 0907 s > $ 156,682,

anges In Net Assets or Fund Balances (see the instructions for Part )
Check if the organization used Schedule 0 fo respond to any question inthis Part ] ... i
1 Contributions, gifts, grants, and similar amounts received e i 156,64 6 .
2 Program service revenue Including government fees and contracls ... 2
3 Membership duss and aSSeSSIBNIS | | e et 3
4 INVESIMEIEINCOME ..o eeeeeeeesenvesons e s ne oo renese e See Schedule 0. | 4 36.
5a Gross amount from sale of assets otherthan inventory ... 5a e
b Less: costor other basis and sales @Xpenses e, b S
¢ Gain of (loss) from sale of assets other than inventory (Sublract line 5b fromline 5a) ... ..o 6o
6 Gaming and fundraising events: T
) a Gross income from gaming (attach Schedule G if greater than
2 150000 oot e |_ea |
E b Gross income from fundraising events (not including $ of contributions
from fundraising events reported on line 1) (attach Schedule G if the sum of such
gross income and contributions exceeds $15,000) e, 8b
¢ Less: direct expenges from gaming and fundraisingevents ... 6c EtE
d Netincome or (loss) from gaming and fundraising events {add lines 6a and 6b and subtractline 6} . .. .. 6d
7a Gross sales of inventory, less returns and allowances ... . 7a :
b Lessicostofgoodssold ... . ... ib -2
¢ Gross profit or (loss) from sales of inventory (Subtractine 7b fromline 7a) . 7e
8  Other revenue (describeinSchedule O) s 8
9 Total revenue. Add lines 1,2, 3,4,56,80, 76,8008 . |9 156 , 682,
10 Grants and similar amounts pald (lstin Schedule O} ... 10
11 Benefits paid to ar for MBMBEIS | . ... .o e e 1
§ 12 Salaries, other compensation, and emplayee beneflts L, 12
£ [13 Professional fees and other payments o independent CONACOrS ... 13
& 114 Ocoupancy, rent, utiities, and MaIMENANCE | .. oo eeeeeseeseoee e 14
@ 115 printing, publications, postage, and shipplng e 15 199,
18  Other expenses (describe in Schedwle 0) . ... .. See Schedule O . 16 40,087.
17 Total expenses. Add lines TOROUGN 16 ... oooovvivoroeeeeeee oo es oo bt |17 40,286.
2 18 Excess or{deficit) for the year {Subtract fine 17 from Bne O} . e 18 116,396.
@ |19  Netassets or fund batances at beginning of year (from line 27, column (Ah e
% (mustagree with end-of-year figure reported on proryear's refIMY e, 19 178,791.
E 20 Other changes in net assets or fund balances (explain in Schedule O} | ... 20 0_
21 Netassets or fund halances at end of year. Combine lines 18 through 20 ... oo AT 295,187,

LHA For Paperwork Reduction Act Notice, see the separate Instructions. Form 990-EZ (2018)

832171 12-11-18
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Fom990-£Z(2018)  Hope for Hypothalamic Hamartomas 27-1433464  Page?
Balance Sheets (see the instructions for Part Il)
Check if the organization used Schedule O to respond to any question inthis Part Il . ..o ... C]
: (A) Beginning of year (B) End of year
22 Cash, 5avings, and INVESIMANIS ... oo 178,791./2 295,187,
28 LandandbUings .. .. ...t et 23
24  Otherassets (describe in SehedulB O) | ..o 24
25 TOWIIASSEES s e 178,791.|2 295,187,
26 Total liabitities (describein Schedwle 0) . ... 0.l 0.
27  Netassets or fund balances (fine 27 of column (B) mustagree with line 21) ... ... 178,791 .12 295,187,
Statement of Program Service Accomplishments (see the instructions for Part 1) Expenses
Check if the organization used Schedule O to respond to any question in this Part ill [X] | (Required for section

What is the organizations primary exempt purpose?See Schedule O

501(c)(3) and 501(c)(4)
organizations; optional for

Deseribe the organization's program service accomplishments for each of Hs three largest program services, as measured by expenass. In a clear and conoclse
manner, describe the sarvices.provided, the number of persons benefited, aﬁd other ralevant information for each program titie.

oihers.)

% See Schedule O

{Grants $ ) If this amount includes foreign grants, check Here ..., p L ||284 10,611,
23 See Schedule O

{Grants $ ) If this amount includes foreign grants, checkhere ..o b L__1]204 7,426.
30 See Schedule O

(Grants $ ) If this amount includes foreign grants, check here ... ..o » | _||304 17,629,
81 Other program services (describe In Schedule O) .. ..o

Grants $ ) Jf this amount includes foreign grants, checkhere ..o B [ _llsta

penses (add lines 288 through 318 ... i »-| 32| 35,666,

Directors, Trustees, anc

Key Ernployees {list each one even if not compensated - see the instructions for Part 1V}

Check if the organization used Schedule O to respond to any questioninthisPart V. _ ... ]
(b} Average hours () Reportante | {d) Heatth benefts, | (@) Estimated
(a) Name and ttle - per week devotedto | compensation (orm o oven banett | amaunt of other
position {# not paid, enter -G-) P'ag:ﬁigﬂs";{gged compensation
Ilene Miller
President 35.00 0. 0. 0.
Lisa Dunn Soeby
Vice President 20.00 0. 0. 0.
Erica Webster
Secretary 20,00 0. 0. 0.
Emma Kane
Board Member 4.00 0. c. 0.
Kathy Jdensen
Board Member 15.00 0. 0. 0.
Kimberly Ranson
Treasurer 4.00 0. 0. 0.
832172 12-11-18 Form 990-EZ (2018)
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Form 990-EZ (2018 Hope for Hypothalamic Hamartomas 27-1433464

PartV| Other Information (Notethe Schedule A and personal benefit contract statement requirements in the
instructions for Part V.) Check if the organization used Sch. O to respond to any question in this Part V

Page 3

Yes| No
38  Did the organization engage in any significant activity not previously reported to the IRS? if "Yes," provide a detaled description of each
AOIVIY 0 SOIOTUIE O e e h et re e 33 X
84 Were any significant changes made to the organizing or governing documents? If "Yas," attach a conformed copy of the amended
documents if they reflect a change to the organization's name. Otherwise, explain the change on Schedule O (see instructions) ..., 94 X
85a Did the organization have unrelated business gross Incoeme of $1,000 or more during the year from business activities (such as those reported
onfings 2, 62,and 72, AMONGOMOISI2 e 352 EX_
b If"Yes"to line 354, has the organization filed & Form 880-T for the year® if "No," provide an explanation in Schedule O . . 35 | N/
¢ Was the organization a saction 501(c)(4), 501(c)(5), or 501{c)(6) organization subject to section 6033(e) notice, reperting, and proxy tax
requirements during the year? if "Yes,” complete Schedule G, Part 1l e 36¢ X
38 Did the organization undergd a liguidation, dissolution, termination, or significant disposition of net assets during the year? If *Yes,”
complete applicable parts 0f SEhadule N o e e e s 36 X
37a Enter amount of political expenditures, direct or indirect, as described in the instrugtions ... > | 37a | 0. RSN S
b Did the organization file Form T120-POLTarthis YEar? . . . e 37b X
382 Did the organization borrow from, or make any loans fo, any officer, director, trustee, or key employse or ware any such loans made : S SRR : A
in & prior year and still outstanding at the end of the tax vear covered by this return? .. R RSURTI 38a X
b If"Yes,” complete Schedule L, Part 1l and enter the total amountinvelved . ... ... 38b N/A I R R
30  Section 501(c){7) organizations. Enter: e
a Initiation fees and capital contributions includedon line 9 e, 3%a N/A
b Gross receipts, included an line 9, for public use of club faciliies . . ... ... a0b N/A
40a Section 501{c)(3) organizations. Enter amount of tax imposed on the organization during the year under; _
section 4911 0 . ;section 4912 p 0. ;section 4955 0.
b Section 501(c)(3), 501{c){4), and 501{c}29) organizations. Did the organization engage in any section 4958 excess benefit
transaction during the year, or did it engage In an excess benefit transaction in a prior year that has not been reported on any
of its prior Forms 930 or 990-EZ7? If "Yes,” complete Schedule L Part D e 40b X
¢ Section 501(c)3), 501(c)(4), and 501(c)(29) organizations. Enter amount of tax imposed on ER EORE B
organization managers or disqualified persons during the year under sections 4912, 4955,and 4858 . > 0.
d Section 501(c)(3), 501(c)(4), and 50Hc)(29) organizations. Enter amount of tax on line 40¢ reimbursed
BY e OFGANIZAtiON oot > 0.
@ All organizations. At any time during the tax year, was the organization a party to a prohibited tax shelter SRR KAEE R
transaction? 1 *Yes,  COMPIOt FOMM BBBE-T | ittt 40e X

41 Listthe states with which a copy of this return is fled 3 MD ,MI ,NC,GA ,CA

42a The organization's books are in careof p» Ilene Mille ) ] Telephone no. m
Located at R ' ZP+d P

b Atany time during T8 ar O CIe-eroamiZaton nave an interest in or a signature or other autharity .
over a financial account in a foreign country (such as a bank account, securities account, or other financial Yes; No
BOCOUIEY Y e e e ee e eA et A SR e e et eb s 42b X
If "Yes," enter the name of the foreign country; > SITE R
See ihe instructions for exceptions and flling requirements for FinCEN Form 114, Report of Foreign Bank and Financlal Accounts (FBAR).

¢ Atany fime during the calendar year, did the organization maintain an office cutside the United States?
If"Yes," enter the name of the foreign country. P

43 Section 4947(a)(1) nonexempt charitable trusts filing Form 990-£7 in lieu of Form 1041 - Check here

and enter the amount of tax-exempt interest recelved or accrued during the tax year s » | 43 |
Yesi No
44a Did the organization maintain any denor advised funds during the year? If "Yes," Form 990 must be completed instead of R R R
BOMI 000 oot ee et 442 X
b Did the organization operate one or more hospital facilities during the year? If "Yes," Form 890 must be completed instead I 5
OFFOIT O00-EZ o et eee et taeh e Aot 44b X
¢ Did the organization receive any payments for indoor fanning services during the Year? s A4c X
d 1f"Yes" to line 44c, has the organization filed a Form 720 to report these payments? If "No," provide an explanation g '_ - i ST B
OIS O e et e ee e e s e L oAb n e b arae s shm s e et aL R R R s s 44d .
45a Did the organization have a controfled entity within the meaning of section 512(b){13)? 453 X
b Did the organization receive any payment from or engage in any transaction with a controlled entity within the meaning of section R TNl R
512(h){13¥? If "Yes,' Form 990 and Schedute R may need to be completed instead of Form 890-£2, See instructions ........................ 45b

Form 980-EZ (2018)
832173 12-11-18
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~ Form 990-£7 (2018) Hope for Hypothalamic Hamartomas 27-1433464  Paped

Yes| No
46  Did the organization engage, directly or indirectly, in political campalgn activities on behalf of or in opposition to candidates for public office? | Zf T
1f"Yes," complete Schedule G, PAM L ..o e R 46 X
Section 501{c){3) Organizations Only
Al section 501 (c)(3) organizations must answer questions 47-49b and 52, and complete the tables for lines 50 and 51.
Check if the organization used Schedule O to respond to any guestion Inthis Part VI ... ... ... .. ... D
' Yes| No
47 Did the organization engage in lobbying activities or have a section 501(h) election in effect during the tax vear? [f "Yes,' complete Sch. C, Partii § 47 X
48 |3 the organization a school as described in section 170(b)(1)(A)(ii)? If “Yes,” compiete Schedule E ... 48 X
49a Did the organization make any transfers to an exempi non-charitable related organization? ... 40a X
b If*Yes," was the related organization 2 Section 527 Organization | e ea e 49h

50  Complete this table for the organization's five highest compensated employees (other than officers, directors, trustees, and key employees) who each received more
than $100,000 of compensation from the organization. If there is none, enter "None."

{a) Name and title of each employee {b) Average hours {6) Reportante | (d) Heaith benefits, | (&) Estimated
i centributlons fo
per week gigvoted to “°v"c,{’,j;‘1%agg'_’ug°é;“5 ermplayes benett | AMount of u‘ther
NONE position D'ag:l-“;gf‘ :;{gged compensation
f Total number of other employees paid over $100,000 ... >

51 Complete this table for the organization's five highest compensated independent contractors who each received more than $100,000 of compensation from the
organization. If there is none, enter *None.' NONE

{a) Name and business address of each indepsndent contractor {b) Type of service (¢} Compensation
¥ - F
K f
¢ Total nurmber of other Independent contractors each receiving over $100,000 . ... >
52  Did the organization complete Schedule A? Note: All section 501(c}(3} organizations must attach a :
COPPIBIBO SCRBAUIR A ........ooov oot oo oo oo oot oo e s et oS soce s ot e e o tosen oL b oSt p [Xves T INo

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 complete. Declaration of preparer {other than officer) is based on all information of which preparer has any knowledge.

Sign } igratore oT GiGe I Date
Here Ilene Miller, President
Eype or prﬁ Thname and e
Print/Type preparer's name Preparar's signature Date Check 1 | T |PTIN
Paid self- employed
Preparer Edward Ngff dward ItIeff - 11/05/19 P00359218
Use Only Frmsname p Taksey Neff & Associates, LLC Firm'sEIN »56-2360192
Firm's address p 2 Research Place Suite 310 Phoneno. (301)294-1100
Rockville, MD 20850
May the IRS discuss this return with the preparer shown above? See iNStruCtions ... p [ Xlves | | No

Form 980-EZ (2018)

832174 12-11-18

15461105 726436 1261 2018.04030 Hope for Hypothalamic Hamar 1261 1



SCHEDULE A . . . OMB No, 1546-0047

(Form 990 or 990-E2) Public Charity Status and Public Support W—

Complete if the organization Is a section 501{c){3) organization or a section
4947(a){ 1) nonexempt charitable trust.

 Depertment of the Treasury P Attach to Form 990 or Form 900-EZ. Open to. Puhl;c G
Intemat fevenue Service P Go to www.irs.qov/Form990 for instructions and the latest information. . Inspegtion’: - -
Names of the organization Employer |denuf|cation numhar

BarT

Hope for Hypothalamic Hamartomas 27-1433464
€ason 1o0r FUblc arity atus {All organizations must complete this part.) See instructions.

1
2 [
3 []
4

000 B D

10

1 [
12 ]

The organlzatlon is not a private foundation because it is: (For fines 1 through 12, check only ohe box.}

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

A school described in section 170{b){$)(A)(ii}. (Attach Schedule E (Form 990 or 980-£2).)

A hospital or a cooperative hospital service organization described in section 170{b}{1)(AXiii).

A medical research organization operated in conjunction with a hospital described in section 170(b)( 1){A)(ii). Enter the hospital's name,
city, and state:

An organization operated for the benefit of a college or university owned or operated by a govemmental unkt described in

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

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

An arganization that normally receives a substantial part of its support from a governmental unit or from the general public described In
section 170{b){1MA)}{vi). (Complete Part Ii.)

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

An agricultural research organization described in section 170{(b){1){A)(ix) operated in conjunction with a land-grant college

or university or a hon-and-grant college of agriculture {see instructions). Enter the name, city, and state of the college or

university:
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and {2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income {less section 511 tax} from businesses acquired by the organization after June 30, 1975.
See section 509{a}{2). (Complete Part IIl.)

An organization organized and operated exclusively to test for public safety. See section 509{a}{4}.

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 508{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 D Type |. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

the supported organization{s) the power to regulariy appoint or elect a majerity of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.

b D Type Il. A supporting organization supervised or controtled in connection with its supported organization{s), by having

controi 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.

c [ Type HI 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 Il non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

that is not functicnally 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:I Check this box if the organization received a written determinatiors from: the IRS that it is a Type |, Type Il, Type Il

functionally integrated, or Type HI non-functionally integrated supporting organization.

{ Enter the nUmber of SUPPOred OFGaNiZationS e et a st ra et e tetrenas | I

__g Provide the following information about the supported organization(s).

(i) Name of supported {H} EIN (iil} Type of organization o) I6 The Grganizanan Tsed {v) Amount of monetary {vi) Armount of other
o {described on lines 1-10 i voyr goverRing document? | - ) . )
organization Yas No support (see instructions} | support (see instructions)

above {ses Instructions))

Total

LHA For Paperwork Reduction Act Notlca, see the Instrucﬂons for Form 990 or 990-EZ. 832021 10-11-18  Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E2) 2018 Hope for Hypothalamic Hamartomas 27-1433464 page2
- Support S cﬁe% ule for Organizations Described in Sections 170(b)(1){A)4v) and 170(D)(1){A)VI)
{Complete only if you checked the box on line 5, 7, or B of Part | or if the crganization failed to qualify under Part lI1. If the organization
fails to qualify under the tests listed below, please complete Part |11}

Section A. Public Support

Calendar year (or fiscal year beginning In) {a} 2014 (b) 2015 {c) 2016 {d) 2017 {e) 2018 ) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants.") 55,242, 70,929. 60,373.] 107,031.| 156,646.] 450,221.

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

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

Total. Acdnes 1 touoh . |55, 242 70,9791 60,373 107,031 156,648 450,221

IS

5 The portion of total contributiong
by each person (otherthan a
governmenital unit or pubficly
supported organization) included
on fine 1 that exceeds 2% of the
amount shown on line 11,

cobrmngy N B P TP [ R SR 161,040.
8 _Public support. subtractline s from e 4, | <= - s oot i i e e ] 289,181,
Section B. Total Support
.Calendar year {or fiscal year beginning in) (a) 2014 {b) 2015 (c} 2016 (d) 2017 {e) 2018 {f) Total
7 Amounts from line 4 55,242, 70,929.] 60,373.] 107,031.] 156,646.] 450,221,

8 Gross income from interest,
dividends, paymeants received on
securities loans, rents, royalties,
and income from similar sources 17. 21. 29. 28. 36. 131.

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

10 Other income. Do not include gain
or loss from the sale of capital
assets (ExplaininPart VL) ...

11 Total support, Add lines 7 through 10 [ 5 = o F i b o e e s e | 450, 352,

12 Gross receipts from related activities, etc (see mstructlons) _____________________________________________________________________ 12 |

13 First five yoars. 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 ... PD
Section C. 5ompufafion of PuBi:cSupport Percentage

14 Public support percentage for 2018 (line 6, column (f divided by line 11, column (7) 14 64.21 o

16 Public support percentage from 2017 Schedule A, Part i, line 14 15 59.58 g

16a 33 1/3% support test - 2018. If the organization did not check the box on Jine 13, and line 14 Is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported Organization e e »
b 33 1/3% support test - 2017, If the organization did not check a box on lins 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported OrganiZation | ...........ovmuecrermrmna e »

17a 10% -facts-and-circumstances test - 2018. If the organization did not check a box on line 13, 18a, or 16b, and line 14 is 10% or more,
and if the organization meets the “facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances” test. The organization qualifies as a publlicly supported organization ... >
b 10% -facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, 16b, or 172, and fine 15 is 10% or
more, and if the organization meets the “facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the
organization meets the “facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... ..
18 _Private foundation. If the organization did not check a box on line 13, 16a, 16b, 178, or 17b, check this box and see instructions ... | - L]
: Schedule A (Form 990 or 990-EZ) 2018

832022 19-11-18
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27"1433464 Page3

{Complete only if you checked the box on ling 10 of Part | or if the arganization failed to qualify under Part Il. If the organization fails to
ualify under the tests listed below, please complete Part H.

Section A. Public Support

Calendar year {or fiscal year beginning in) > {a) 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 frem admissions,
merchandise sold or services per-
formed, 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 bus-
iness under section 513

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

8§ The value of services or facilities
fumished by a governmental unit to
the organization without charge

6 Total. Add lines 1 through5 .
Ta Amounts included onlines 1, 2, and

3 recelved from disqualified parsons
b Amounts included on Tines 2 and 3 received
from other than disqualified persons that
excead the greater of $5,000 ar 1% of the
amounton line 13 fortheyear
cAddlines7aand7b
8 Public support: (spmetlize 76 Som 06 6)
Section B. Total Support

Calendar year (or fiscal year beginning in) - {a) 2014 {b) 2015 {c) 2016 {d) 2017 (e} 2018 {f) Total
9 Amountsfromlne6 ..
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

€ Add lines 10a and 10b

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carmedon

12 OCther income. Do not include gain
ot loss from the sale of capital
assets {(Explain in Part VI.} -

13 Total support. (add fines g, 10¢, 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 DOX AN STOP MOIE ....cooooiii it et es oo oo s i e e i | ]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2018 (iine 8, column {f}, divided by line 13, column () ... 15 %
16 _Pubiic support percentage from 2017 Schedule A, Part L ine 35 i oo 16 %
Section D. Computation of Investment income Percentage
17 Investment income percentage for 2018 {line 10¢, column (f), divided by line 13, column (f) . .. 17 %
18 investment income percentage from 2017 Schedule A, Part L line 17 e, 18 ' %

19a 33 1/3% support tests - 2018, [f the organization did not check the box on fine 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box andstop here. The organization gualifies as a publicly supported organization . ... .. . »
b 33 1/3% support tests - 2017. I the organization did not check a box on line 14 or line 19z, and line 16 is more than 33 1/3%, and
ling 18 is not more than 33 1/3%, check this box andstop 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 ...z » D
832023 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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uie A Form 990 or 990-

‘art IV} Supporting Organizations
(Compiete only if you checked a box in line 12 on Part |, If you checked 12a of Part 1, complete Sactions A
and B. If you checked 12b of Part |, complete Sections A and C. if you checked 12¢ of Part |, complete
Sections A, D, and E. if you checked 12d of Part |, complete Sections A and D, and complete Part V)

o018 Hope for Hypothalamic Hamartomas 27-1433464 pagea

Section A. All Supporting Organizations

1 Are all of the organization’s supported organizations listed by name in the organization’s governing
documents? i *No," describe in Part VI how the supported organizations are designated. If designated by
ciass or purposs, describe the designation. If historic and continuing relationship, explain.

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)7 If “Yes, " explain in Part VI how the organization determined that the supported
organization was described in section 509(aj(1) or (2). ‘

3a Did the organization have a supported organization described in section 501(c)(4}, (5). or (6)? If "Yes," answer
(b} and (c} below.

b Did the organization confirm that each supported organization qualified under section 501(c){4), (5}, or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Part VI when and how the
organization made the determination,

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes, " explain in Part VI what controls the organization put in place to ensure such use.

4a Was any supported organization not organized in the United States (“foreign supported organization”)? If
"Yes, " and if you checked 12a or 12b in Part I, answer (b) and (c) below.

b Did the organization have ultimate control and discretion In deciding whether to make grants to the foreign
supported organization? If "Yes, " describe in Part Vi how the organization had such control and discretion
despite being conirolled or supervised by or in connection with its supported organizations.

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501{ck3) and 509(a)(1) or (27 If "Yes," explain in Part VE what controls the organization used
to ensure that all support to the foreign supported organization was used excilusively for section 170(c)2)(B}
PUrposes.

Sa Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c} below (if applicable). Also, provide detaill in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i) the reasons for each such action;
(if) the authority under the organization's organizing document authorizing such action; and (iv) how the action
was accomplished {such as by amendment to the organizing document).

b Type I or Type H only. Was any added or substituted supported organization part of a class afready
designated in the organization’s organizing document?

¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control?

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (j) its supported organizations, (i) individuals that are part of the charitable class
benefited by one or more of its supported organizations, or (il other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? f "Yes, " provide detaif in
Part Vi,

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
{as defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with

| Yes

No

regard to a substantial contributor? if "Yes, " camplete Part | of Schedule L (Form 990 or 990-EZ).
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in iine 77 S
If “Yas," complete Part | of Schedule L. (Form 990 or 990-E2). a' '
8a Was the organization controlled directly or indirectly at any time during the tax year by one or more T
disqualified persons as defined in section 4346 (other than foundation managers and organizations described R
in section 500(=)(1) or (2))? If "Yes," provide detail in Part V1. 9a
b Did one or more disqualified persons {as defined in line 9a) hold a controlling interest in any entity in which e
the supporting organization had an Interest? if "Yes, " provide detail in Part V1. 8b
¢ Did a disquaiified person (as defined in line 9&) have an ownership interest in, or derive any personal benefit : _:'
from, assets in which the supporting organization also had an interest? if "Yes," provide detail in Part V1. 8¢
10a Was the organization subject to the excess business holdings rules of section 4943 because of section F
40943(f) {regarding certaln Type H supporting organizations, and all Type Il non-functionally integrated R
supporting organizations)? f "Yes," answer 10b below. i0a
b Did the organization have any excess business holdings in the tax year? (Lise Schedule C, Form 4720, to R o
deterrnine whether the organization had excess business holdings.) 10b
832024 10-11-18 Schedule A (Form 990 or 990-EZ) 2018

8
15461105 726436 1261

2018.04030 Hope for Hypothalamic Hamar 1261 1



Form 990 or 990-67) 2018 Hope for Hypothalamic Hamartomas | 27-1433464 pages
Supporting Organizations ¢ontinjeq)

Schedule A

Yos | No
11 Has the organization accepted a gift or contribution from any of the following persons? ol
a A person who directly or Indirectly controls, either alone or together with persons described in (b} and (¢} A
below, the goveming body of a supported crganization? 11a

b Afamiy member of a person described in (a) above? 11b
¢ A 35% controlled entity of a person described in {a) or {b) above?If "Yes" to a, b, or ¢, provide detail in Part VI, 11c

Section B. Type | Supporting Organizations

Yes Np

1 Did the directors, trustess, or membership of one or more supported organizations have the power 1o
reguiarly appoint or elect at least a majerity 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 fo 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.

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? If “Yes," explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated, RN ACPE
supervised, or controlied the supporting organization. 2

Section C. Type |l Supporting Organizations

Yes | No
1 Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors by
or trustees of each of the organization's supported arganization{s)? If "No," describe in Part VI how controf
or management of the supporting organization was vested in the same persons that controlled or managed S
the supported organization(s). ;|
Section D. All Type lll Supporting Organizations

Yes | No
1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the R R
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 notiflcation, and (jij) copies of the S foa
organization’s governing documents in effect on the date of notification, to the extent not prevldusly provided? 1
2 Were any of the organization’s officers, directors, or trustees sither (j) appointed or elected by the supported L
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).
3 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 al times during the tax year? if "Yes, " describe in Part Vit the role the organization’s DN SRR TRt
supported organizations played in this regard. 3
Section E. Type il Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Iintegral Part Test during the yealsee instructions).

a [_1The organization satisfied the Activities Test. Complete fine 2 below.

b The organization Is the parent of each of its supported organizations. Complete line 3 below.

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

2 Activities Test. Answer {a) and {b) below. Yes | No

a Did substantiaily all of the organization’s activities during the tax year directly further the exempt purposes of cE
the supported organization(s) to which the organization was responsive? f "Yes," then in Part Vi identify
those supported organizations and explain how these aciivities directly furthered their exempt purposes,
how the crganization was rasponsive to those supported organizations, and how the organization determined
that these aclivities constituted substantially all of its activities.

b Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more
of the crganization’s supported organization(s) would have been engaged in? f "Yes, " explain in Part VI the
reasons for the arganization’s position that its supported organization(s) would have engaged in these
activitias but for the organization's involvement.

3 Parent of Supported Organizations. Answer (a) and (b) below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustess of each of the supported organizations? Provide details in Part V1. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each . B
of its supported organizations? If "Yes, " describe in Part V| the rofe played by the organization in this regard. 3b
832025 10-11-18 9 Schedule A (Form 990 or 980-EZ) 2018
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27-1433464 pages

Part V| Type lii Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 LI Check here If the organization satisfied the Integral Part Test as a qualifving trust on Nov. 20, 1970 {explain in Part V1) See instructions. All

other Type |Il non-functionally integrated supporting organizations must complete Sections Athrough E.

Saction A - Adjusted Net Income

{A) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other grass income (see instructions)

Add lines 1 through 3

Depreciation and depletion

G WO [N =

D BN |-

Portion of operating expensas paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income {see instructions)

-}

7 Cther expenses (see instructions)

-]

8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4)

Section B - Minimum Asset Amount

(A} Prior Year

{B} Current Year

{opticnal)

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):

a_Average monthly value of gecurities

1a

b_Average monthly cash balances

1b

¢ Fair market value of other non-exempt-use assets

1c

d Total (add lines 1a, 1b, and 1¢)

1d

e Discount claimed for blockage or other
factors (explain in detait in Part V1)

N

Acquisition indebtedness applicable to non-exempt-use assets

]

Subtract line 2 from line 1d

@

EY

see instructions)

Cash deamed held for exampt use. Enter 1-1/2% of line 3 (for greater amount,

Net value of non-exempt-use assets (subtract line 4 from line 3)

5
6 Multiply iine 5 by .036
7 Recoveries of prioryear distributions

8 _Minimum Asset Amount (add line 7 to line 6)

o~ ;s

Section C - Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, line 8, Column A)

Enter 85% of line 1

Minimum asset amount for prior year (from Section B, line 8, Column A}

Enter greater of line 2 or line 3

Income tax imposed in prior year

o b WM =

O [on [ {60 [N |-

Distributable Amount. Subtract line 5 from line 4, uniess subject to
emergency temparary reduction {see Instructions)

g

7 LI Check here if the current year is the organization’s first as a non-functionally 1ntegrated Type III supportang orgamzaﬂon (see

instructions).

832026 10-11-18
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Schedule A (Form 990 or 990-E7) 2018 Hope for Hypothalamic Hamartomas 27-1433464 page7
Part V| Type Ill Non-Functionally Integrated 509(a)(3) Supporting Organizations continyeq)

Section D - Distributions Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

2  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 agsets

Qualified set-aside amounts (prior IRS approval required)

Other distributions {describe in Part VI}. See instructions.

Total annual distributions. Add lines 1 throtigh 6.

Distributions to attentive supported organizations to which the organization is responsive
{provide datails in Part VI). See instructions.

9 Distributable amount for 2018 from Section C, line 6

10__Line 8 amount divided by line @ amount

T m~e o e e

(i) i} (i}
Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable

Pre-2018 Amecunt for 2018

1 Distributabie amount for 2018 from Section G, line 6

2 Underdistributions, if any, for years prior to 2018 (reason-
able cause required- expiain in Part Vl). See Instructions.

3 Excess distributions carryover, if any, to 2018

a From 2013

b From 2014

¢ From 2015

d

e

f

From 2016
From 2017
Total of lines 3a through e
__9 Applied to underdistributions of prior years
h
i
i

Applied to 2018 distributable amount
Carryover from 2013 not applied {see instructions)
Remainder. Subtract lines 3g, 3h, and 3i from 3f.

4 Distributions for 2018 from Section D,

line 7: $
a Applied to underdistributions of prior ysars
b Applied to 2018 distributable amount
¢ Remainder. Subtract lines 4a and 4b frormn 4.

5 Remaining underdistributions for years prior to 2018, if T SRR
any. Subtract fines 3g and 4a from line 2. For result greater |~ "
than zero, explain in Part VI. See Instructions. L

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

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

8 Breakdown of line 7:

Excess from 2014

~ Excess from 2015

Excess from 2016
Excess from 2017
Excess from 2018

o |l |TiR

Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 900.62) 2018 Hope for Hypothalamic Hamartomas
Part VI

27-1433464 pages
Supplemental Information. Provide the explanations required by Part II, line 10; Part i1, line 17a or 17b; Part ill, line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9b, 9¢, 113, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part 1V, Section C,
line 1; Part 1V, Section B, lines 2 and 3; Part IV, Section E, lines 1e, 2a, 2b, 34, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,

Section D, lines 5, 8, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.
{See instructions.) :

832028 10-t1-18
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ °§——i—°j‘fi5§”

{Form 990 or 990-EZ) Complete to provide information for responses to spacific questions on
Form 990 or 990-EZ or to provide any additional information, : ) o
Department of the Treasury P Attach to Form 990 or 990-E2, ~ - Open to Public: -
Intecnal Reverue Servics P Go to www.irs.gov/Form990 for the latest information, - Inspection: .- -
Name of the organlzation ) Employer identification number
Hope for Hypothalamic Hamartomas 27-1433464

Form 990-EZ, Part I, Line 4, Other Investment Income:

Description of Property: Amount ¢

Investment Interest 36.

Form 990-EZ, Part I, Line 16, Other Expenses:

Description of Other Expenses: Amount :

Legal 1,385.
Digital & web , 5,255,
Memberships _ 285.
Insurance 1,070.
Database 3,040.
Filing fee 310.
Supplies 481.
Patient webinar digital ed ' 129,
Patient aid surgical gift bags 2,188,
Professional conferences 17,121.
Regearch 6,796,
Medical Advisory Board dining 2,027,
Total to Form 990-EZ, line 16 40,087.

Form 990-EZ, Part III, Primary Exempt Purpose - Hope for Hypothalamic

Hamartomas provides information, support and community to HH patients,

caregivers and healthcare providers. We promote research into early

detection, improved treatments, living with HH as a complex medical

syndrome, and cure.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2018)
832211 10-16-18
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Schedule O (Form 990 or 990-E7) (2018) Page 2

Name of the organization . Employer identification number
Hope for Hypothalamic Hamartomas 27-1433464

Form 990-EZ, Part III, Line 28, Program Service Accomplighments:

Receiving a diagnosis of Hypothalamic Hamartoma (HH) can

be overwhelming and may leave a patient and their

caregivers with many unanswered questions and feelings of

isolation. Hope for HH organizes a biennial Family Forum designed to

bring together disparate patients and caregivers from around the globe

for information, networking, and community. Hope for HH invites the

foremost HH experts to present the most up-to-date research on

treatments, comorbidities, best care practices and daily living

challenges. Given the rarity of the disease and how dispersed families

are, for many patientsg, this is the only time they will meet another HH

patient and caregiver. Hope for HH also awards financial aid for travel

to the Family Forum to ensure wide-spread access. Moreo#er, key Family

Forum information sessions are videorecorded so the content can be

broadly disseminated post conference to serve an international

audience. In addition to Family Forums, Hope for HH staffs Information

and Referral service to answer gquestiong, provide referrals, and offer

support to newly diagnosed patients as well as those living with and

managing the disease over the course of their lifetime. Moreover, Hope

for HH maintains an in-depth website, weekly blog, monthly electromic

newsletter, daily social media channels, and downloadable print

materials on many topics from Questions to ask a Neurosurgeon through

to A Seizure Action plan - all to ensure the widespread availability of

information and support for patients and their families. Patients

preparing for surgery at two of the centers with the largest volume of

spurgical patients will also receive a Comfort Care bag filled with

comfort items for the patients and caregivers.

832212 10-10-18 1 Schedule O (Form 990 or 990-EZ) (2018)
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Schedule O (Form 990 or 990-EZ) (2018) Page 2
Name of the organization Employer identification number

Hope for Hypothalamic Hamartomas 27-1433464

Form 990-EZ, Part III, Line 29, Program Service Accomplishments:

Hope for HH coordinates a triennial International Research

Symposium to provide an opportunity for otherwise

disparately located HH experts, researchers and clinicians

to exchange information, share best practices, identify gaps, seed

collaborations and develop a roadmap to improve diagnosis, treatment,

management, and cure. The inaugural meeting was in Marseille, France in

2013 and has been convened every 3 years since including London (2016)

and Washington DC (2019). The meeting began with 35 HH experts and has

grown to include more than 60 HH experts and epilepsy thought leaders

across 11 countries, 25 institutions and many subspecialties including

neurosurgery, neurology, endocrinology, radiology, neuropsychiatry,

neuropsychology, genetics, basic research, and epidemioclogy.

Form 990-EZ%, Part III, Line 30, Program Service Accomplighments:

Hope for HH funds research for better treatments and a

cure for Hypothalamic Hamartoma syndrome, comorbidities

and related epilepsies by awarding research grants to

gqualified scientists and clinicians. Hope for HH also awards grants to

support the professional development, training and mentoring of Young

Investigators. Hope for HH grants fund basic, clinical, and

translational science. The results extracted from this research will

seed larger scale multi-institutional international collaborations and

enable promising projects to qualify for larger governmental and other

funding sources. Research areas include developing fMRI for surgical

planning to improve targeting and outcomes, developing animal model for

HH, exome sequencing and genetics, comparative effective surgery pilot,

Young Investigator development, Symposium and conference support, and
832212 10-10-18 . Schedude O {Form 990 or 990-EZ) (2018)
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Schedule O {(Form 920 or 990-E7) (2018) Page 2
Name of the organization . i Employer identification number
Hope for Hypothalamic Hamartomas 27-1433464

SUDEP research.

Form 990-EZ, Part V, Information Regarding Perscnal Benefit Contracts:

The organization did not, during the year, receive any funds, directly,

or indirectly, to pay premiumg on a personal benefit contract.

The organization, 4id not, during the year, pay any premiums, directly,

or indirectly, on a personal benefit contract.

832212 10-10-18 Schedule O (Form 990 or 990-EZ) {2018)
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