s 990-EZ

Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
P Do not enter social security numbers on this form as it may be made public.

P Go to www.irs.gov/Form@90EZ for instructions and the latest information. {80(0

2949205150102 1

OMB No 1545-1150

2017

Open to Pubiic
Inspection

Short Form

A Forthe 2017 calendar year, of tax year beginming JUL 1, 2017 and ending JUN 30, 2018
B g‘gﬁé‘;{,,e C Name of organization D Employer identification number
Address change
namechange | Hope for Hypothalamic Hamartomas 27-1433464
D,nma, return Number and street (or P O box, if mail i1s not delivered to street address) Room/suite E Telephone number
femnaes | P.O. Box 721 506-999-4822
DAmended return | Cily OF town, state or province, country, and ZIP or foreign postal code F Group Exemption
|:]Apphcanon ceing] Wadell, AZ 85355 05 Number P>
G Accounting Method: [X]Cash [ _]Accrual Other (specify) > H Check B[ if the organization is
I website P www.hopeforhh.org ) not required to attach Schedule B
J_Tax-exempt status (check only one) — [ X1 501(c)(3)[__1501(c) () imsertno) [ 1 4947(a)(1) or (] 527] (Form 990, 990-EZ, or 990-PF).
K Form of orgamzation [X] Corporation Trust |:| Association I: Other
L

Add hines 5b, 6¢, and 7b to line 9 to determine gross receipts. If gross receipts are $200,000 or more, or If total assets (Part Il

column (B) below) are $500,000 or more, file Form 990 instead of Form 990-EZ > $ 107,059.
[ Part | [ Revenue, Expenses, and Changes in Net Assets or Fund Balances (see the instructions for Part I)
Check if the organization used Schedule O to respond to any question in this Part | I__X—_l
1 Contributions, gifts, grants, and similar amounts recesved 1 107,031.
2 Program service revenue including government fees and contracts 2
3 Membership dues and assessments 3
4 Investment income See Schedule O 4 28.
5a Gross amount from sale of assets other than inventory 5a
b Less. cost or other basis and sales expenses 5b
¢ Gan or {loss) from sale of assets other than inventory (Subtract line 5b from line 5a) 5¢
6 Gaming and fundraising events
o a Gross income from gaming (attach Schedule G if greater than
U 3
O: $15,000) | 6a |
jz> E:: b Gross income from fundraising events (not including $ of contributions
=z from fundraising events reported on kne 1) (attach Schedule G if the sum of such
m gross income and contributions exceeds $15,000) 6b
O ¢ Less: direct expenses from gaming and fundraising events 6¢
p=2 d Netincome or (loss) from gaming and fundraising events (add hines 6a and 6b and subtract hine 6¢) 6d
;8 7a Gross sales of inventory, less returns and allowances 7a
) b Less: cost of goods sold 7b
fat ¢ Gross profit or (loss) from sales of inventory (Subtract hne 7b from line 7a) 7c
~ 8  Other revenue (describe in Schedule 0) 8
= 9 Total revenue. Add lines 1, 2, 3, 4, 5¢, 6d, 7c, and 8 » | 9 107,059.
- 10  Grants and simifar amounts paid (hist n Schedule 0) Sge—-Schedute—o 10 30,371.
11 Benefits paid to or for members RECE| ED 11
o 12 Salanes, other compensation, and employee benefits - 8 12
g 13 Professional fees and other payments to independent contractors gl JUN 032020 |9 13
g |14 Occupancy, rent, utiibes, and maintenance (=)} @ 14
W 145  Printing, publications, postage, and shipping =1\ 15 794.
16  Other expenses (describe in Schedule 0) Sge .@E@Qﬁﬂa téT 16 41,906.
17 Total expenses. Add lines 10 through 16 ) » | 17 73,071.
w |18 Excess or (deficit) for the year (Subtract line 17 from ine 9) 18 33,988.
:,5, 19  Net assets or fund balances at beginning of year (from line 27, column (A))
& (must agree with end-of-year figure reported on prior year's return) 19 144,804.
g 20  Other changes in net assqts or fund balances (explain in Schedule O) 20 0.
21 Net assets or fund balances at end of year. Combine Iines 18 through 20 » [ 21 178,792.

LHA For Paperwork Reduction Act Notice, see the separate instructions
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Form 990-E7 (2017) Hope for Hypothalamic Hamartomas 27-1433464 Page 2
Part Il | Balance Sheets (see the instructions for Part Il)
Check if the organization used Schedule O to respond to any question in this Part I ]
(A) Beginning of year (B} End of year

22 Cash, savings, and investments ' 144,804.|22 178,792.
23 Land and buildings 23
24  Other assets (describe in Schedule Q) 24
25 Total assets 144,804.(2s 178,792,
26 Total liabilities (describe in Schedule 0) 0.|2 0.

Net assets or fund balances (line 27 of column (B) must agree with line 21) 144,804.|27 178,792.
Part Il | 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 1il[X]

What ts the organization's primary exempt purpose?See  Schedule O

Describe the organization's program service accomplishments for each of ils three largest program services, as measured by expenses In a clear and concise

manner, describe the services provided, the number of persons benefited, and other retevant information for each program title

(Reguired for section
501(c)(3) and 501(c}(4)
organizations; optional for
others )

28 See Schedule O

(Grants $ ) If this amount includes foreign grants, check here » [ ]|28a 31,555,
29 See Schedule O

(Grants $ ) If this amount includes foreign grants, check here > [ 1|29 1,105.
30 See Schedule O

(Grants $ ) If this amount includes foreign grants, check here » [ 1{30a 30,371.
31 Other program services (describe in Schedule O)

(Grants $ ) If this amount includes foreign grants, check here | 3 ':, 31a
32 Total program service expenses (add ines 28a through 31a) > |32 63,031.

Part IV List of Officers, Directors, Trustees, and Key Employees (hist each one even If not compensated - see the instructions for Part IV)
Check if the organization used Schedule O to respond to any question in this Part IV [ 1]
(b) Average hours (c) Reportable  {{d) Health benefits, | (e) Estimated

(a) Name and title per week devoted to

compensation (Forms
W-2/1099-MISC)

contributions to
employee benefit

amount of other

posiion (f not paid, enter -0-) D‘ac":ﬁ‘;';g Gefered | compensation
Ilene Miller
President 35.00 0. 0. 0.
Lisa Dunn Soceby
Vice President 20.00 0. 0. 0.
Erica Webster
Secretary 20.00 . 0. 0. 0.
Emma Kane
Board Member 4.00 0. 0. 0.
Kathy Jensen
Board Member 15.00 0. 0. 0.

732172 11-22-17
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Forﬁwggo-Ei(zo17) Hope for Hypothalamic Hamartomas 27-1433464 Page 3

[ Part V | Other Information (Note the 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. [x]

Yes| No
33 Did the organization engage in any significant activity not previously reported to the IRS? If "Yes," provide a detailed description of each
activity in Schedule O 33 X
34 Were any significant changes made to the organizing or governing documents? If "Yes," attach a conformed copy of the amended
documents If they refiect a change to the organization's name Otherwise, explain the change on Schedule O (see instructions) 34 X
35a Did the orgamization have unrelated business gross income of $1,000 or more during the year from business activities (such as those reported
on fines 2, 6a, and 7a, among others)? 35a X
b 1 "Yes" to ine 35a, has the organization filed a Form 990-T for the year? If *No," provide an explanation in Schedule O 35b [ N/A
¢ Was the organization a section 501(c)(4), 501(c)(5), or 501(c){6) organization subject to section 6033(e) notice, reporting, and proxy tax
requirements during the year? If "Yes," complete Schedule C, Part Il 35¢ X
36 Did the organization undergo a hquidation, dissotution, termination, or significant disposition of nct asscts during the year™ If "Yes,”
complete apphicable parts of Schedule N 36 X
37a Entor amount of political expenditures, direct or indireet, as deseribed in the instructions » | J7a I 0o oofro ] v
b Did the organization file Form 1120-POL for this year? 37b X
38a [Did tho organization borrow from, or malke any loans to, any officer, dircctor, trustce, or key employee or were any such loans made ' N
in a prior yoear and still outstanding at the end of the tax year covered by this return? 30a X
b If"Yes,” complete Schedule L, Part Il and enter the total amount involved 38b N/A
39  Section 501(c)(7) organizattons. Enter.
a Initiation fees and capital contributions included on Iine 9 39a N/A
b Gross receipts, included on hne 9, for public use of club facilities 39b N/A
40a Scction 501(c)(3) orgamzations Enter amount of taxmposed on tho organization during the year under
section 4911 p- 0. :section 4912 p 0. ,section 4855 p 0.
b Section 501(c)(3), 501(c)(4), and 501(c)(29) orgamizations Did the organization engage 1n 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 990 or 990-EZ? If "Yes," complete Schedule L, Part | 40b X
¢ Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Enter amount of tax imposed on
organization managorg or dicqualifiod persons during the year under sections 1012, 4955, and 4968 » 0.
d Sectron 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Enter amount of tax on line 40c reimbursed
by the organization > 0.
¢ All organizations. At any time during the tax ycar, was the organization a party to a prohibited tax shclter e
transaction? H Yes,” complete Form 8886-T 40e X
41  List the states with which a copy of this return s filed > MD , MI , NC
42a The organization's books are incare of p The Organization Telephoneno P> 506-999-4822
Locatedat > P.O. Box 721, Wadell, AZ 2P+4 p» 85355
b Atany time duning tho calondar year, did the organization have an interest in or @ signature or other authonty
over a financial account in a forcign country (such as a bank account, sccunitics account, or other financial Ycs| No
account)? 42b X
If "Yes," enter the name of the foreign country. P> !
Seo the instructions for exceptions and filing requirements for NnGCN Form 114, Neport of Torcign Bank and Ninancial Accounts (TBAR) i H
¢ Atany time during tho calondar yoar, did the orgamization maintain an office outside the United States? 42¢ X
If “Yes," enter the name of the foreign country: P>
43  Section 4947(a)(1) nonexempt charitable trusts fiing Form 990-EZ in bieu of Form 1041 - Check here > (]
and cnter the amount of tax exempt interest received or accrued during the tax year b | 43 l N/A
Yes| No
44a Did the orgamzation maintain any donor advised funds during the year? If "Yes," Form 990 must be completed instcad of ! '
Form 990-€Z 44a X
b Did tho organization operato ono or morc hospital facilitios during the year? 1f "Yes,” Form 990 must be complcted instcad _ ..
of Form 990-EZ 44b X
¢ Did the organization receive any payments for indoor tanning services during the year? 44c X
d If"Yes" to hine 44c, has the organization filed a Form 720 to report these payments? If “No, " provide an explanation
in Schedule O 44d
45a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 45a X
b Did the organization racewvo any payment from or cngage i any transaction with a controllcd cntity within the mcaning of section ’ ’
512(b)(13)? ) "Yes," Form 990 and Schedule R may need to be completed instead of Form 990-EZ (see instructions) 45b

Form 990-EZ (2017)

732173 11-22-17
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Form 990-£Z (2017) Hope for Hypothalamic Hamartomas 27-1433464 Page 4
Yes| No

46  Did the organization engage, directly or indirectly, in political campaign activiies on behalf of or in opposition to candidates for public office?
Iif 'Yes complete Schedule G, Part! ... . ... . . e e - e . 46 X
| Part VI| Section 501(c)(3) orgamzatlons only

All 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 questioninthisPartV ..... ... ... ... ......... ... oo aan D
Yes| No
47 Dud the organization engage in [obbying activities or have a section 501(h) clection in effect dunng the tax year? If “Yes,’ complcte Sch. C, Part 11 | 47 X
48 is the organization a school as described in section 170(b)(1)(A)(ii)? i “Yes,” complete SchedulcE . . . .. .40 X
49a Did the organization make any transfers to an exempt non-charitable related organization? L L. o 49a X
b 1f"Yes,” was the related organization a section 527 organzation? s 49b

50 Complete this table for the organization’s five highest compensated employees (other than olﬁoers dlrectors lrustees and key employees) who each receved more
than $100,000 of compensabon from the organzahon. If there i15 none, enter *None.”
{a) Name and trtle of each employee (b) Average hours () Reportabte [ (d) Heatth benefits, | (&) Estimated
per week devotedto | compensation (Forms | Sonmeuiens 2, | amount of other

y W-2/1089-MISC)
{ans, and deferred
NONE position P! e:m:nensallon compensation

t Total number of other employees paid over $100,000
51 Complete this table for the organization’s five highest compensated mdcpcndcnt contraclor" who each reccived more than $100,000 of compensation from the

organization. if there is none, enter "None.* NONE
(a) Name and business address of each independent contractor {b) Type of service {c) Compensation
d Total number of other independent contractors each receiving over $100,000 i »
§2 Did the organzation complete Schedule A? Note: All section 501(c)(3) organizations must attach a
completed Schedule A ... . . s e, e e, » [XIves [ INo

Under penalties of perjury, | declare that { have exammed thls return, mcludmg accompanying schedules and statements, and to the best of my knowledge and belef, it 1s
true, corract, and complete. Declaration of preparer (other than officer) 15 based on all information of which preparcr has any knowledge.

_ O~ [  ops/i13/z0
Sign Signature of officer / 7/ 7 Date 1 4
Here Kimberly Ranson, Treasurer
Type or pnnt name and title
Print/Type preparer's name Preparers signature Date Check [ if {PTIN
Paid self- employed
Preparer dward Neff Edward Neff 02/26/20 P00359218
Use Only |Msnme p Taksey Neff & Associates, LLC Fim'sEN > 56-2360192
Frm'saddress p 2 Research Place Suite 310 Phoneno. (301)294-1100
Rockville, MD 20850
May the IRS discuss thig return with the preparer shown above? Sce mstructions .. VP » [K] Yes [:] No

Form 990-EZ (2017)



SCHEDULE A OMB No 15450047

(Form 990 or 990-EZ)

Public Charity Status and Public Support
Complete If the organization is a section 501(c)(3) organization or a section 20 1 7
4947(a)(1) nonexempt charitable trust.

Department of the Treasury P> Attach to Form 990 or Form 990-EZ. Open to Pubhc

nternal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

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

| Part | [ Reason for Public Charity Status (All organizations must complete this part ) See instructions

The organization is not a private foundation because it s (For lines 1 through 12, check only one box )

1 L]
2 []

]

W

0 00 WO O

10

w
.

12

A church, convention of churches, or association of churches descnbed in section 170(b)(1){(A)(1). 07
A school described in section 170(b)(1)(A)(i1). (Attach Schedule E (Form 930 or 990-EZ) )

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

A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(in). 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). (Compiete Part Il )

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 pubhc described in
section 170(b)( 1)(A)(v1). (Complete Part II')

A community trust descnbed 1n section 170(b){1)(A){vi). (Complete Part Il )

An 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
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 organtzations described in section 509(a)(1) or section 509(a)(2) See section 509(a)(3). Check the box in

Iines 12a through 12d that describes the type of supporting organization and complete ines 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 regularly appoint or elect a majority 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 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.

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

that i1s 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 D Check this box if the organization received a written determination from the IRS that itis a Type |, Type II, Type Il

-

functionally integrated, or Type Il non-functionally integrated supporting organization

Enter the number of supported organizations I I
g Provide the following information about the supported organization(s)

(1) Name of supported (n) EIN (m) Type of organization | V1 e diganization IS T~ () Amount of monetary (v1) Amount of other

10 your governing documeni?

(described on lines 1-10

support (see instructions) | support (see instructions,
above (see instructions)) Yes No PP ) )

organization

Total

LLHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 732021 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 990 or 990-E7) 2017 Hope for Hypothalamic Hamartomas

27-1433464 Page2

Part Il | Support Schedule for Organizations Described in Sections 170(b){1){A)(iv) and 170(b)(1}{A)(vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization falled to qualify under Part lll If the organization
fails to qualify under the tests listed below, please complete Part Ill )

Section A. Public Support

Cal
1

6

endar year (or fiscal year beginning in) P>
Gifts, grants, contnibutions, and
membership fees received (Do not
include any "unusual grants ")
Tax revenues levied for the organ-
1zation’s benefit and either pad to
or expended on its behalf
The value of services or facliities
furmished by a governmental unit to
the organization without charge
Total. Add lines 1 through 3
The portion of total contributions
by each person (other than a
governmental unit or publicly
supported organization) included
on line 1 that exceeds 2% of the
amount shown on line 11,
column (f)

Public support. Subtract line 5 from ine 4

{a) 2013 (b) 2014

{c) 2015

{d) 2016

(e) 2017

(f) Total

31,431.] 55,242.

70,929.

60,373.

107,031.

325,006.

31,431.] 55,242.

70,929.

60,373.

107,031.

325,006.

159,296.

165,710.

Section B. Total Support

Cal
7
8

10

1
12
13

endar year (or fiscal year beginning in) p>
Amounts from line 4
Gross income from interest,
dividends, payments recetved on
secunties loans, rents, royalties,
and income from similar sources
Net income from unrelated business
activities, whether or not the
business i1s regularly carned on
Other income Do not include gain
or loss from the sale of capital
assets (Explain in Part VI)
Total support. Add lines 7 through 10

{a) 2013 (b) 2014

{c) 2015

{d) 2016

{e) 2017

{f) Total

31,431.] 55,242.

70,929.

60,373.

107,031.

325,006.

17,

21.

29.

28.

104.

325,110.

Gross receipts from related activities, etc (see instructions)
First five years. lf the Form 990 i1s 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

12 |

»[ |

Section C. Computation of Public Support Percentage

14 Publc support percentage for 2017 (ine 6, column (f) divided by line 11, column (f))
15 Public support percentage from 2016 Schedule A, Part Il, ine 14
16a 33 1/3% support test - 2017. If the organization did not check the box on line 13, and hne 14 1s 33 1/3% or more, check this box and

18 Private foundation. lf the organization did not check a box on line 13, 16a, 16b, 173, or 17b, check this box and see instructions

stop here. The organization qualifies as a publicly supported organization

14

50.97 %

15

47.28 %

» [X]

b 33 1/3% support test - 2016. If the organization did not check a box on line 13 or 16a, and hne 1515 33 1/3% or more, check this box
and stop here. The organization qualifies as a pubhcly supported organization

17a 10% -facts-and-circumstances test - 2017. If the organtzation did not check a box on line 13, 16a, or 16b, and ine 14 1s 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

b 10% -facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 172, and line 151s 10% or

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

organization meets the "facts-and-circumstances" test The organization qualfies as a publicly supported organization

> ]

» ]

[ |
»[ 1

732

1148
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Schedule A (Form 990 or 990-E2) 2017 Hope for Hypothalamic Hamartomas 27-1433464 Page
Part Il | Support Schedule for Organizations Described in Section 509(a)(2)

{Compilete only if you checked the box on line 10 of Part | or if the orgamzation falled to qualify under Part Il If the organization fails
qualify under the tests listed below, please complete Part |1 )

Section A. Public Support /
Calendar year (or fiscal year beginnming 1n) p- (a) 2013 {b) 2014 {c) 2015 (d) 2016 (e) 2017 /(f) Total
1 Gifts, grants, contnbutions, and
membership fees received (Do not
include any "unusual grants ") /

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furmshed 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-
1ization’s benefit and erther paid to
or expended on its behalf

5 The value of services or faciities
furmished by a governmental unit to
the organization without charge

6 Total. Add knes 1 through 5 /

7a Amounts included on hnes 1, 2, and /
3 received from disquabfied persons

b Amounts included on tines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on hine 13 for the year

c Add lines 7a and 7b /
8 Public support. (Subtiactine 7c from fine 6 ) /
Section B. Tota!l Support /
Calendar year (or fiscal year beginning in) p- {a) 2013 MZOM/ {c) 2015 (d) 2016 (e) 2017 (f) Total

9 Amounts from line 6

10a Gross iIncome from interest,
dividends, payments received on
secunties 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 inciuded in line 10b,
whether or not the business I1s
regularly carned on

12 Other ncome Do not include gan /

or loss from the sale of capital
assets (Explain in Part V1)
13 Total support (addiines g, 10c, 11, and 12) /

14 First five years. If the Form 990 1s f:)/t/he 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

p[ 1

15 Pubiic support percentage for}61 7 (ine 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2016 Schedule A, Part Ili, ine 15 16 %
Section D. Computation 46f Investment iIncome Percentage
17 Investment income percen{age for 2017 (hne 10c, column {f) divided by line 13, column (f)) 17 %
18 Investment Income pergéntage from 2016 Schedule A, Part Ili, ine 17 18 %
19a 33 1/3% support tesis - 2017. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and line 17 1s not

more than 33 1/3%%heck this box and stop here. The organization qualfies as a pubhcly supported organization » D

b 33 1/3% support tests - 2016. If the orgaruzation did not check a box on line 14 or kne 19a, and hne 16 1s more than 33 1/3%, and

hne 18 1s not moye than 33 1/3%, check this box and stop here. The organization qualfies as a publicly supported organization | [:]
20 Private foundation. If the organization did not check a box on line 14, 193, or 19b, check this box and see instructions | 2 I—_—]
732023 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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Schedule A (Form 990 or 990-€2) 2017 Hope for Hypothalamic Hamartomas 27-1433464 Pagea
Part IV | Supporting Organizations
{Complete only if you checked a box in hne 12 on Part ! If you checked 12a of Part |, complete Sections A
and B If you checked 12b of Part I, complete Sections A and C If you checked 12c of Part |, complete
Sections A, D, and E If you checked 12d of Part |, complete Sections A and D, and complete Part V)
Section A. All Supporting Organizations

Yes | No

1 Are all of the organization’s supported organizations histed by name in the organization’s governing
documents? If "No," describe in Part VI how the supported organizations are designated If designated by
class or purpose, describe the designation If histonc and continuing relationship, explain 1

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

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

b Did the organization confirm that each supported organization quahfied under section 501(c)(4), (5}, or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes," descnbe in Part VI when and how the
organization made the determination 3b
c Did the organization cngure that all support to such organizations was uscd 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 3c
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 |, answer (b) and (c) below 4a
b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? /f "Yes, " descrnibe in Part VI how the organization had such control and discretion
despite being controlled or supervised by or in conncction with its supported organizations 4b
c Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explamn in Part VI what controls the organization used
to ensurc that all support to the foreign supported organization was used exclusively for section 170(c)(2)(D)

purposes 4c
5a Did the organization add, substitute, or remove any supported organizations during the tax year? /f "Yes," 1
answer (b) and (c} below (if applicable) Also, provide detail in Part VI, including (i) the names and EIN
numboars of the supported organizations added, substituted, or removed, (i) the reasons for each such action,
(m) the authonity under the organization's organizing document authonzing such action, and (iv) how the action
was accomphished (such as by amendment to the organizing document) Sa
b Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization’s organizing document? 5b
c Substitutions only. Was the substitution the result of an event beyond the organization’s control? 5c
6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than ()) ts supported organizations, (1) indmiduals that are part of the charntable class
benefited by one or more of its supported organizations, or (m) other supporting organizations that also
support or benefit one or more of the filing organization's supported organizations? If "Yes, " provide detail in
Part VI. 6
7 Dud the organization provido a grant, loan, componsation, or other similar payment to a substantial contnbutor . ! e
(defined in section 4958(c)(3)(C)), a family member of a substantial contnibutor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 990 or 990-E2) 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 72 -
If "Yes," complete Part | of Schedule L (Form 990 or 990-E2) 8
9a Was the organization controlled directly or indirectly at any time dunng the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described R
in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 9a
b Did one or more disquahfied persons (as defined in ine 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? If "Yes," provide detail in Part VI. gb
c Did a disqualified person (as defined in line 9a) 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 Vi. 9c
10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type 1l supporting organizations, and all Type lll non-functionally integrated
supporting organizations)? If "Yes," answer 10b below 10a
b Did the organization have any excess business holdings In the tax year? (Use Schedule C, Form 4720, to
deterrmine whether the organization had excess business holdings ) 10b
732024 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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[ Part IV | Supporting Organizations (continued)

11 Has the organization accepted a gift or contnbution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)
below, the governing body of a supported organization?
b A family member of a person described in (a) above?
¢ A 35% controlled entity of a person described in () or (b) above?If "Yes" to a, b, or c, provide detail in Part V1.

Yes

No

11a

11b

1ic

Section B. Type | Supporting Organizations

1 D 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," descnbe in Part V! how the supported organization(s) effectively operated, supervised, or
controlled thc organization's activitics If the organization had more than onc supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restnictions, if any, apphed to such powers during the tax year

Did the organization oporate for the benefit of any supportod organization other than the supported
organization(s) that operated, supervised, or controlled the supporting orgamization? /f "Yes, " explain in

Part VI how prowviding such benefit carmed out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization

]

Yes

No

Section C. Type Il Supporting Organizations

1 Were a majority of the organization's directors or trustees during the tax year also a majonty of the directors
or trustees of each of the organization's supported organization(s)? If "No," descnbe 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

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the

organization’s tax year, (1) a written notice describing the type and amount of support provided during the prior tax
year, (n} a copy of the Form 990 that was mast recently filed as of the date of notification and () copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided?

2 Were any of the organization's officers, directors, or trustees either (1)) appownted or elected by the supported

organization(s) or (1) serving on the governing body of a supported organization? /f "No," explamn 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 orgamizations 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 durnng the tax year? If "Yes," descnbe in Part VI the role the organization's
supported organizations played in this regard

Yes

No

Section E. Type [l Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test dunng the yea(scc instructions).

a |:] The organization satisfied the Activities Test Complete line 2 below
b |:] The organization i1s the parent of each of its supported organizations Complete line 3 below

c D The organization supported a governmental entity Descnbe in Part VI how you supported a government entity (see instructions

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

a Did substantially all of the orgamzation's activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the orgamzation 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

b Did the activities described In (a) constitute activities that, but for the organization’s involvement, one or more
of the orgamization’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 involverment

3 Parent of Supported Organizations Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majonty of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part VI.

b Did the organmization exercise a substantial degree of direction over the policies, programs, and activities of each

of its supported organizations? /f "Yes, " descnbe in Part VI the role played by the organization in this reqard

Yes

No

2a

2b

3a

3b

732025 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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[Part V | Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations
1 Check here if the organization satisfied the integral Part Test as a qualifying trust on Nov 20, 1970 (explain in Part VI ) See instructions. All
other Type |l non-functionally integrated supporting organizations must complete Sections A through E

(B) Current Year

Section A - Adjusted Net Income (A) Prior Year {optional)
1 Net short-term caprtal gain 1
2 Recoveries of prior-year distributions 2
3 _ Other gross income (see instructions) 3
4 Add hnes 1 through 3 4
5 Depreciation and depletion 5
6 Portion of operating expenses 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) 6
7 Other expenses (see instructions) 7
8 Adjusted Net Income (subtract lines 5, 6, and 7 from hne 4) 8
. . (B) Current Year
Section B - Mimimum Asset Amount (A) Prior Year (optional)
1 Aggregate far 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 securities 1a
b Average monthly cash balances b
¢ _Fair market value of other non-exempt-use assets 1c
d Total (add hnes 1a, 1b, and ic) 1d

e Discount claimed for blockage or other
factors (explain in detail in Part VI)

2 Acquisition indebtedness applicable to non-exempt-use assets 2
3 Subtract line 2 from line 1d 3
4 Cash deemed held for exempt use Enter 1-1/2% of line 3 (for greater amount,

see instructions) 4
5 Net value of non-exempt-use assets (subtract line 4 from line 3) 5
6  Multiply line 5 by 035 6
7 Recoveries of prior-year distributions 7
8 Minimum Asset Amount (add line 7 to line 6) 8

Section C - Distributable Amount . Current Year

1 Adjusted net income for prior year (from Section A, line 8, Column A) 1
2 Enter 85% of line 1 2
3 Minimum asset amount for prior year (from Section B, line 8, Column A) 3
4 Enter greater of ine 2 or line 3 4
5 Income tax imposed n prior year 5
6 Distributable Amount. Subtract line 5 from fine 4, unless subject to

emergency temporary reduction (see instructions) 6
7 I:] Check here if the current year i1s the organization’s first as a non-functionally integrated Type Ill supporting organization (see
instructions)

Schedule A (Form 990 or 990-EZ} 2017
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Schedule A (Form 990 or 990-E7) 2017 Hope for Hypothalamic Hamartomas 27-1433464 Pagez
|[PartV | Type Ill Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
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 accomphsh exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts (pnor IRS approval required)
Other distributions (describe in Part VI) See instructions
Total annual distributions. Add lines 1 through 6

Distributions to attentive supported organizations to which the organization 1s responsive
(provide details in Part VI) See instructions

9 Distnbutable amount for 2017 from Section C, line 6
10 __ Line 8 amount divided by line 9 amount

@ [N (o> |d (W

0 (n) ()

Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable
Pre-2017 Amount for 2017

1 Distnbutable amount for 2017 from Section C, line 6
2 Underdistnbutions, if any, for years prior to 2017 (reason-

able cause required- explain in Part VI) See instructions

w

Excess distributions carryover, if any, to 2017

From 2013

From 2014

From 2015

From 2016

Total of ines 3a through e

Apphed to underdistributions of prior years
Applied to 2017 distnbutable amount

Carryover from 2012 not applied (see instructions)
Remainder Subtract lines 3g, 3h, and 3i from 3f
Distributions for 2017 from Section D,

hne 7 $

a Apphed to underdistnibutions of prior years
b _Applhed to 2017 distributable amount
Remainder Subtract hnes 4a and 4b from 4

T ki~ a0 ic|w

H

5 Remaining underdistributions for years pnior to 2017, if
any Subtract ines 3g and 4a from line 2 For result greater
_ than zero, explain in Part VI. See instructions

6 Remaining underdistributions for 2017 Subtract hnes 3h
and 4b from line 1 For result greater than zero, explan in
Part VI _See instructions

7 Excess distributions carryover to 2018. Add lines 3)
and 4c

8 Breakdown of ne 7

Excess from 2013

Excess from 2014

Excess from 2015

Excess from 2016

Excess from 2017

o o |0 T |

Schedule A (Form 990 or 990-EZ) 2017
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Part VI | Supplemental Information. Provide the explanations required by Part II, line 10, Part I, line 17a or 17b, Part Ill, kne 12,
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4¢, 5a, 6, 9a, 9b, 9¢, 113, 11b, and 11c, Part IV, Section B, hnes 1 and 2, Part IV, Section C,
line 1, Part IV, Section D, ines 2 and 3, Part IV, Section E, iines 1c, 2a, 2b, 3a, and 3b, Part V, line 1, Part V, Section B, line 1e, Part V,
Section D, lines 5, 6, and 8, and Part V, Section E, lines 2, 5, and 6 Also complete this part for any addrtional information
(See instructions )

732028 10-06-17 Schedule A (Form 990 or 990-EZ) 2017
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OMB No 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 2017

(Form 990 or 990-E2Z) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information. . . o
Department of the Treasury P Attach to Form 990 or 920-EZ. Open to Public ¢
Internal Revenue Service P Go to www.irs.gov/Form390 for the latest information. Inspection
Name of the organization 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 28.

Form 990-EZ, Part I, Line 10, Grants and Similar Amounts Paid:

Activity Classification: Research

Grantee Name: PAME

Date of Gift: 02/23/18

Amount Given: 500.

Activity Classification: Research

Grantee Name: Hesdorfer

Date of Gift: 12/12/17

Amount Given: N 500.

Activity Classification: Research

Grantee Name: Boerwinkle

Date of Gift: 12/12/17

Amount Given: 10,000.

Activity Classification: Research

Grantee Name: Wilcox-West

Date of Gift: 09/29/17

Amount Given: 19,371.
Total included on Form 990-EZ, line 10 30,371.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 930-EZ. Schedule O (Form 990 or 990-EZ) (2017)
732211 09-07-17
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Schedule O (Form 990 or $90-EZ) (2017) Page 2
Name of the organization Employer identification number
Hope for Hypothalamic Hamartomas 27-1433464

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

Description of Other Expenses: Amount :
Bank fee 15.
Consulting 1,000.
Digital & web : 3,398.
Memberships 378.
Insurance 1,015,
Database 3,185.
Filing fee - 85.
Supplies 29.
Patient aid surgical gift bags 4,070.
Professional conferences 28,590.
Professional development 84.
Travel 57.
Total to Form 990-EZ, line 16 41,906.
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.

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

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

732212 08-07-17 Schedule O (Form 990 or 980-EZ) (2017)
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Schedule O (Form 990 or 990-E2) (2017) Page 2
Name of the organization Employer identification number
Hope for Hypothalamic Hamartomas 27-1433464

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 patients, 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. Moreover, 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 gquestions, 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 electronic

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

surgical patients will also receive a Comfort Care bag filled with

comfort jitems for the patients and caregivers.

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

exchange information, share best practices, identifv gaps, seed
\9-07-17 Schedule O (Form 990 or 990-EZ) (2017)
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Schedule O (Form 990 or 990-EZ) (2017) Page 2
Name of the organization Employer identification number

Hope for Hypothalamic Hamartomas 27-1433464

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 vears 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 epidemiology.

Hope for HH funds research for better treatments and a

cure for Hypothalamic Hamartoma syndrome, comorbidities

and related epilepsies by awarding research grants to

qualified 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 proijects to gqualify 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

SUDEP research.

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

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

or indirectly, to pay premiums on a personal benefit contract.
732212 09-07-17 Schedule O (Form 990 or 990-EZ) (2017)
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Name of the orgamzation i
Hope for Hypothalamic Hamartomas

Employer identification number

27-1433464

The organization, did not, during the vear, pay any premiums, directly,

or indirectly, on a personal benefit contract.

The organization had previously filed a 990-N for tax vyear 07/01/16 to

06/30/2017. Gross receipts require the filing of Form 990-EZ.

732212 09-07-17
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