“ Poblic Disdesure Copy”

.- 990 Return of Organization Exempt From Income Tax |
Under section 501{c), 527, or 4947(a)(1) of the Internal Revenus Code (except black lung 2@08

Department of the Troasury benefit trust or private foundation) Open to Public

Internal Ravenue Service » The organization may have to use a copy of this return to satisfy state reporting requiremeants. Inspection

A For the 2008 calendar year, or tax year beginnin 7/1/2008 , and ending _ 6/30/2009

B Check if applicable: Pleass | ' Name of organization Alpha-1 Antitrypsin Deficiency Association D Employer identification number

|:| Address change :‘::.:?r boing Business As 41-1712790

D Name change "g‘::’ Number and street (or P.Q. box if mail is nat delivered to street address) Room/suite] E Telephone number

[] initiat retum See |2037 SW 27 AVE 106 }(800) 521-3025

D Tarmination f::ﬂ:'_‘ City or town, state or country, and ZIP + 4 B

(] amended retum  |_tions._|MIAMI FL 33133-377 G_Gross receipts 1,265,467

(] Application pendiing | F Name and address of principal officer: Hia} Is this a group retum for affiliates? DYes No
Marlene S. Erven 2937 SW 27th Ave Suite 106, Miami, FL_33133-3772 | H(b) Are al aMiates included? Cves[ 1m0

| Tax-exemptstatus: [X]501(c) (  3) < (insertno) | ]asav@@ynyor [ ]527 If"No," attach a list. (see instructions)

J Wehsite: » www.alphal.org Hi{c) Group exsmplion pumber #

K Type of organization: Corporation I:l Trust D Association I:l Other IL Year of formation: 1991 M State of legal domicile:  MN

Summary

1 Briefly describe the organization's mission or most significant activities: The Alpha-1 Association is_the leading national patient___
membership_organization which has served ihe Alpha-1 patient community since 1991 Its programs include a National Support ___
8 Network with 75 Support Groups and a Patient Hotline, an Annual National Education Conference, Education Day Conferences, _.
5 a Genefic Counseling Service, an Advecacy Program and a website www.alphat.org. . .. ...
§ 2 Check this box » Difthe organization discontinued its operations or disposed of more than 25% of its assets.
et 3 Number of voting members of the governing body (Part VI, line1ay. . . . . . . . . . . .. 3 14
g | 4 Number of independent voting members of the governing body (Part VI, line1b) . . . . . . . . 4 14
2 | 5 Total numberof employees (PartV,line2a). . . . . . . . . . . . . . . ... ... 5 7
é 6 Total number of volunteers {(estimate ifnecessary). . . . . . . . . . . . . . . . . .. 6 220
7a Total gross unrelated business revenue from Part Vill, line 12, column (C). . . . . . . . . . 7a 22,500
b Net unrelated business taxable income from Form 990-T line34. . . . . . . . . . . . . . 7b 0
Prior Year Current Year
8 Contributions and grants (Part Vil lineb). . . . . . . . . . . . . . . 1,022,503 1,158,472
E 9 Program service revenue (Part VIll, line 29} . . e 86,566 96,828
% 10 Investment income (Part VI, column (A), lines 3, 4, and 7d) . . Coe 11,290 10,167
© 141  Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢c, 10¢c, and 11e) . . . . g 0
12 Total revenue—add lines 8 through 11 (must equal Part VI, column (A}, line 12 ) 1,120,359 1,265,467
13  Grants and similar amounts paid (Part 1X, column (A), lines 1-3) . . . . . . 0] 46,418
14  Benefits paid to or for members (Part IX, column (A), line4). . . . . . . . 0 0
» |15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 248 022 287.501
& |16a Professional fundraising fees (Part 1X, column (A), line 118} . . . . . . . . 0 0
g b Total fundraising expenses (Part IX, column (D), line25) » . 33,323} R S
W 147 Other expenses (Part IX, column (A), lines 11a—11d, 11f=24fy . . . . . . . 672,265 642,105
18 Total expenses. Add lines 13—-17 (must equal Part IX, column (A), line 25) . . 920,287 976,114
19 Revenue less expenses. Subtract fine 18 fromline12 . . . . . . . . . . 200,072 289,353
53 Beginning of Year End of Year
§E 20 Totalassets (PartX,line16). . . . . . . . . . . . . ... ... 611,263 931,291
s% 21 Total liabilities (Part X, line28). . . . . . . . . . e e e e Coe 70,400 101,075
23|22 Net assets or fund balances. Subtract line 21 fromline20 . . . . . . . . . 540,863 830,216
IEXTI signature Block
Under penalties of perjury, | deciare that | have examined this return, including accompanying schedules and statements, and to the best of my knowladge
and belisf, it is true, correct, and cow (other than officer) is based on all information of which preparer has any knowledge.
sign | ) 7 24 _ | lefs /2w
Signature of officer Date
Here Marlene Erven, Executive Director
Type or print name and fitle
Preparer's ’ Date Check if Pregarers_lder;ﬂfyinq number
signature self- (see instructions)
::ci::arer' s g JOHN F. WARD 9/27/2009 | employed ' 123-34-2624
Use Only | hourermery . | JOHNF. WARD, CPA N »
addrasmmﬁw 7342 SW 95TH AVE, OCALA, FL 34481-2536 Phone ng. P (352) 262-6424
May the IRS discuss this return with the preparer shown above? (see instrugtions) . . . . . . . . . . .. ... Yes I:,No
For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2008)

(HTA)



. Farm 950 (2008) ALPHA-1 ANTITRYPSIN DEFICIENCY ASSOCIATION 411712780 Pags 2

Statement of Program Service Accomplishments (see instructions)

1 Briefly describe the organization's mission:
.The mission of the Alpha-1 Assegiation is to identify those affected by Alpha-1 Antitrypsin Deficiency and to improve the quality )
.of their lives through support, education, advocacy, and encourage participation in_research, The. mission_has been accomplished
with the assistance of more than 250 volunteers from the Alpha-1 Community. The Assogciation has provided_ programs and______
services to more than 3,000 Alphas and family members in the year ended June 30, 2008.

2 Did the organization undertake any significant program services during the year which were not fisted on
the prior FOrm 880 or 990-EZ?. . . . . . . . . . . . . . . .. .. ... [] Yes [x]No
If "Yes," describe these new services on Schedule O,

3 Did the organization cease conducting, or make significant changes in how it conducts, any program
services?. . . . . . . . |:|Yes No
If "Yes," describe these changes on Schedule ©.

4 Describe the exempt purpose achievements for each of the organization's three largest program services by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: _____ )(Expenses $ ___ 272,810 including grants of $ ______ 15940 ) (Revenue $ e 47.723)
The 2009.18th Annual Natienal Education Conference, "The Bridge to a Heathier Tomorrow” was held on June 57, 2009,
This confetence was held in San Francisco, CA and was attended, by a record number of patients and family, members. Over 18
.of the attendees were first time participants. The conference brings some of the leading Clinicians and Researchers.inthe
Aloha:1 medical community and other health professionals as Speakers. The programs cover a wide range of medical
‘education topics and supportive topics o.inform and empawer patients about their health,_ The Conference allows patientsto_____
.network with other Alphas, become motivated to take charge of their health, participate in local support groups, awareness,
.oufreach, or advocacy programs. The last three years of presentations are available on our website at www.alphalorg.
The conference was rated a 4.75 out of 5 by this vear'sattendees. .. .

4b (Code: ___ )(Expenses § _____ 183,675 includinggrantsof $ | 0 )(Revenue$ | g)
National Education Series - This series of one day patient educational programs has been conducted since 1999asa
.collaborative effort with the Alpha:1 Foundation, This year the programs were held in Raleigh, NG, Las Vegas, NV, Boise, ID, ____
.Lebanon, NH, Los Angeles, CA and Jacksonville, FL The series has provided access to current medical information and resources
o thousands of Alphas, their families, and caregivers. There is.no cost to the participants other than their personal fravel
.expenses. In many cases these programs are planned in conjunction with Alpha-1_"Foundation-affiiated * Clinical Resource______
Centers. A diinner or event is held in_conjuction with each Day to provide Alphas and their families_an qpportunity to interact with__
‘other Alphas, Speakers, and Exhibitors._ Continuing_education credits are available to respiratory therapists and genetic.
.counselors who attend these programs. More than 100 presentations from this series are_on_our website and available
Jorviewing at www.alona . Or0.

4c (Code: ){(Expenses $ _____ 127,397 includinggrantsof § _____ 18,159 )(Revenue$ __ _ | 0)
[Patient Support Network- The Alpha-1 Support Group Network consists of 75 + Support Groups and four Virtual Support Groups. _
.Support resources are also provided by a Patient Hot Line and Pesr Guide, Referrat program. Support groups are committedto
.improving the quality. of life of individuals and their families affected by Alpha-1. Four new Virtual Support Groups_ were,
. gstablished this fiscal year. They are Alpha-1 Families, Transplant, Caregivers, and Alpha-1 Phone Buddies. A Support Group ___
Leadership Training was held on June 7, 2009_ bringing together 41 Support Group leaders for face to face training. In addition, __
.nonthly telecalls are held for Support Group Leaders to. provide ongeing communication and education. Suppeort Group Leaders. _
‘reached more than 1500 patients and families with programs and services, the National Patient Hotline received approximately __
600 calls, and Virtual Support Groups reached about 100 patients and family members. . ... .. .

4d Other program services. (Describe in Schedule O.)
(Expenses $ 280,291 including grants of $ 12,319 ) (Revenue §$ 26,100)

4e Total program service expenses » § 864,173 (Must equal Part IX, Line 25, column (B).)

Form 990 (2008)



Form 690 (2008) Al PHA-1 ANTITRYPSIN DEFICIENGY ASSOCIATION 411712790 Page 3

Imlﬂ Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes,"
complete Schedufe A . . . . . . 11 X
2 Is the organization required to complete Schedule B Schadule of Contnbutors" S e 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposmon to
candidates for public office? If "Yes," complete Schedule C, Part! . . . . . . . 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying actlwtles? If "Yes complete Schedule C
Partit . . . . .. 4 | X
5 Section 501(c)(4), 501(c)(5) and 501 (c)(s) organlzatlons Is the organrzatlon subject to the sectlon 6033(e) notlce
and reporting requirement and proxy tax? if "Yes, " complete Schedule C, Partltl . . . . . e 5
6 Did the organization maintain any donor advised funds or any accounts where donors have the rlght to
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes, * complete
Schedule D, Part! . . . . . . . . . . . .. . .. 6 X
7 Did the organization receive or hold a conservatton easement mcludmg easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes, " complete Schedule D, Partti . . . . . . . . 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? if "Yes,"
complete Schedule D, Partlif . . . . . . e 8 X
9 Did the organization report an amount in Part X llne 21 serve as a custodlan for amounts not llsted in Part
X; or provide credit counseling, debt management, credit repair, or debt negotiation services? /f "Yes, *
complefe Schedule D, Partiv . . . . . . 9 X
10 Did the organization hold assets in term, permanent or quasi- endowments‘? if "Yes complete Schedule D Part V 10 X
11 Did the organization report an amount in Part X, lines 10, 12, 13, 15, or 257 If "Yes," complete Schedufe D,
Parts Vi, VI, VINl, IX, or X as applicable . . . . . G 11§ X
12 Did the organization receive an audited financial slatement for the year for wh|ch 1t is completang thls retum
that was prepared in accordance with GAAP? If “Yes,” complete Schedule D, Parts XI, X!, and Xt . . . . . . . . |12 | x
13 Is the organization a school described in section 170(b)(1)(A)i)? If "Yes," complete ScheduleE . . . . . . . . . [ 13 X
14a Did the organization maintain an office, employees, or agents outside of the U.S.?. . . | . 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmakmg fundralsmg.
business, and program service activities outside the U.S.? If "Yes,“ complete Schedule F, Part! . . . . . . 14b X
15 Did the organization report on Part X, column (A}, line 3, more than $5,000 of grants or assistance to any organlzatlon
or entity located outside the United States? If “Yes," complete Schedule F, Part i . . . . . . . . . . . . .. .1 15 X
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance
to individuals located outside the United States? If "Yes,” complete Schedule F, Partthi . . . . . 16 X
17 Did the organization report more than $15,000 on Part iX, column (A), line 11e? If "Yes," complete Schedule G ParH 17 X
18 Did the organization report more than $15,000 total on Part VIII, lines 1¢ and 8a? If "Yes,” complete Schedule G, Part If] 18 X
19 Did the organization report more than $15,000 on Part VIII, line 9a? If "Yes," complete Schedule G, Partilit . . . . . | 19 X
20 Did the organization operate one or more hospitals? If “Yes,” complete Schedule H . . . . .. 20 X
21  Did the organization report more than $5,000 on Part IX, celumn (A), line 17 If "Yes, " complate Schedu!el Parts ! and H 21 X
22  Did the organization report more than $5,000 on Part IX, column {A), line 2? If "Yes, " complete Schedule |, Parts land It . . . . 22 | X
23 Did the organization answer "Yes" to Part VI, Section A, guestions 3, 4, or 57 If "Yes,* complete
ScheduleJ . . . . 23 X
24a Did the organization have a tax—exempt bond issue wnh an outstandmg prlncrpal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 /f "Yes, " answer que.st:'ons
24b-24d and complete Schedule K. If ‘No," go to question25 . . ., . . . e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary perlod exceptlon? c e e o .. | 24b
¢ Did the organization maintain an escrow account other than a refundmg escrow at any time during the year
to defease any tax-exemptbonds? . . . . . . . . . . . ... ..., e o | 24c
d Did the organization act as an "on behalf of" issuer for bonds outstandlng at any time durlng the year‘? Ce | 24d
25a Section 501{c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction W|th a
disqualified person during the year? If “Yes,” complete Schedule L, Part! . . . . . .+ . . | 25a X
b Did the organization become aware that it had engaged in an excess benefit transaotlon wnth a dlsqualsf' ed
person from a prior year? If "Yes,” complete Schedule L, Partf . . . . . . . . . . . [25b X
26 Was a loan to or by a current or former officer, director, trustee, key employee, highly compensated employee or
disqualified person outstanding as of the end of the organization's tax year? if "Yes,” complete Schedule L, Partlf . . | 28 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, or
substantial contributor, or to a person related to such an individual? If "Yes," complete Schedule L, Partiif . . . . . | 27 X

Form 990 (2008)



* Form 840 (2008) ALPHA-1 ANTITRYPSIN DEFICIENCY ASSOCIATION 41.1712790  Page 4
GCUINE  Checklist of Required Schedules (continued)

28
a

29
30

3

3z

33

34

35

36

37

During the tax year, did any person who is a current or former officer, director, trustee, or key employee:

Have a direct business relationship with the organization (other than as an officer, director, trustee, or
employee), or an indirect business relationship through ownership of more than 35% in another entity
(individually or collectively with other person(s) listed in Part VI, Section A)? If "Yes," complete Schedule L,
Part 1V . .
Have a family member who had a dlrect or lndrrect bus:ness relat|0nsh|p W|th the organrzatmn'? l’f "Yes
complete Schedule L, Part i1V .

Serve as an officer, director, trustee, key employee partner or member of an entrty (or a shareholder of a
professional corporation) doing business with the organization? if "Yes," complete Schedufe L, Part IV . .
Did the organization receive more than $25,000 in non-cash contributions? If "Yes, " complete Schedule M . .
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If "Yes,” complete Schedule M . . . . . . . . .
Did the organization liquidate, terminate, or dissolve and cease operatrons? If "Yes complete Schedule N
Parfi. . . . . ..

Did the organization sell exchange dlspose of or transfer more than 25% of rts net assets?

If *Yes," complete Schedule N, Parttt . . . . . . . .

Did the organization own 100% of an entity disregarded as separate from the organlzahon under Regulatlons
sections 301.7701-2 and 301.7701-37 If "Yes," complefe Schedule R, Part | . .

Was the organization related to any tax-exempt or taxable ent|ty? If "Yes," complete Schedule R Perts ll

M iVandV, linet . . . . . . . . . . . . o000 .
Is any related organization a controlled entlty W|th|n the meamng of section 51 2(b)(1 3)‘? If "Yes complete
Schedule R, Part V, line 2 . .

Section 501(c)(3) organizations. Did the organrzatron make any transfers to an exempt non-chantable related
organization? If "Yes," complete Schedule R, Part V, line2 . . . . . . . . . . . . . . . . . .. .
Did the organization conduct more than 5% of its activities through an entaty that is not a reiated organlzatron
and that is treated as a partnership for federal income tax purposes? If "Yes,” complete Schedule R, Part

VI .o C e e e e . e e e e

Yes | No

| 28b X
28c X
29 X
30 X
31 X
32 X
33 X
34 X
35 X
36 X
37 X

Form 990 (2008)



Form 990 (2008) ALPHA-1 ANTITRYPSIN DEFICIENCY ASSOCIATION 41-1712790 Page 5
Statements Regarding Other IRS Filings and Tax Compliance

1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittat of
U.S. Information Returns. Enter -0- if not applicable . . . . . e 1a
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not appllcable e 1b
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? . .
2a Enter the number of employees reported on Form W-3, Transmltta! of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return . 2a
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums? .
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife this return. (see
instructions)

3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by

this return? . .

b [f"Yes," hasitfiled a Form 990 T for thls year? If "No prowde an expfanation in Schedu!e O

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authonty

over, a financial account in a foreign country (such as a bank account, securities account, or other financial
accoun)? . . . . L L L Lo L L L Lo Lo

b If"Yes," enter the name of the forelgn country P
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank
and Financial Accounts.

Sa Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . .
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? , .
¢ [f"Yes," to question 5a or Sb, did the organization file Form 8886-T, Disclosure by Tax- Exempt Entity

Regarding Prohibited Tax Shelter Transaction? . e e .o

6a Did the organization solicit any contributions that were not tax deducﬂble”

b If"Yes," did the organization include with every solicitation an express statement that such contnbutlons or
gifts were not taxdeductible?. . . . . . . . . . .. .o

7  Organizations that may receive deductible contnbutions undar gsection 170(0)

a Did the organization provide goods or services in exchange for any quid pro quo contribution of more than
$757. . . L L e e e e

b If"Yes," did the organlzatlon notify the donor of the value of the goods or services provnded?

¢ Did the organization sell, exchange, or otherwise dispose of tanglble personal property for which it was
required to file Form 82827 . e e e e e e

d If"Yes," indicate the number of Forms 8282 fi Ied dunng the year. . . . . . . . . . . | 7d l

e Did the organization, during the year, receive any funds, dlrectiy or mdirectly, to pay premiums on a personal
benefit contract? . ;

f Did the organization, during the year, pay premlums dlrectly or mdurectly, ona personal benef it contract‘7

g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? .

h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as
required? . . .

8 Section 501(c)(3) and other sponsorlng orgamzatlons mamtaining donor advused funds and sectlon

509(a)(3) supporting organizations. Did the supporting organization, or a fund maintained by a sponsoring
organization, have excess business holdings at any time during the year? . . .

9  Section 501(c)(3) and other sponsoring organizations maintaining doner advised funds
a Did the organization make any taxable distributions under section 49667 . ..

b Did the organization make a distribution to a donor, donor advisor, or related person‘7 e e e e e e
10  Section 501(c)(7) organizations. Enter:

a Initiation fees and capital contributions included on Part Vil line 12, . . . . .. 10a

b Gross receipts, included on Form 990, Part VI, line 12, for public use of club fat:|ht|es . 10b
11  Section 501(c){12) organizations. Enter:

a Gross income from members or sharsholders . . . . . ... . | Ma

b Gross income from other sources (Do not net amounts due or pald to other sources

against amounts due or received from them.) . . 11b

12a Section 4947(a)(1) non-exempt charitable trusts Is the organlzatlon f Img Form 990 in Ileu of Form 10417 .

b ¥ "Yes," enter the amount of tax-exempt interest received or accrued during the year .. __ | 12b |

Forrn 990 (200)






