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Lobbying Disclosure Act of 1995 (Section 5) - All Filers Are Required to Complete This Page :
1. Registrant name
Organizalion Natlonal Organlzatlon for Rare Dlsorders Inc (NORD)
TR D e o
55 Kenosia Avenue :
city Danbury Sate CT Comtry USA
':’;"'ﬁaﬁé;lﬁ;ﬁ;ﬁ'&;ﬁ;ﬁ;&'ti'f&iﬁ:é}éﬁ;ﬁi;;i‘iﬂgij .......................................................................................
City N , . . ‘ j—,;. o State ‘ ‘ = Country s
City Statc-;'.Zip orConnlry E e e
da. ContactName b. Telephone number ¢. E-mail 5. Senate ID #
Prefix Fult Name L C " C e e
Ms.. DianeE, "'Dom'ian' T, (202)496-1296 - - ddorman@raredlse' : ‘es_‘ rg ARSI S
RS T Y E T RETTIDE
National Orgamzatlon for Rare Dlsorders Inc. (NORD) o © 730689000

TYPE OF REPORT 8 Year 2005

Midyear (January 1-Fune30) Bx] OR

Year End (July 1-December 3

9. Check if this filing amends a previously filed version of this report D

10. Check if this is a Termination Report D p»  Termination Date-

‘11. No Lobbying Activi

12, Lobhymg Firms

INCOME relating to lobbying activities for this reporting period
was:

Lessthan$10,000 ]

$10,0000rmore E] = §

Provide a good faith estimate, rounded to the nearest $20,000,
of all lobbying related income from the client (including all
payments to the registrant by any other entity for lobbying
activities on behalf of the client).

I.NCOME OR EXPENSES - Complete Either Line 12 OR Line 13

13. Organizations

EXPENSES relating to lobbying activities for this reporting
were:

Lessthan 510,000 [X]

m 2 $ - ' Lo

14. REPORTING METHOD. Check box to indicate expen:
accounting method. See instructions for description of optiot

$10,000 ormore

[X] MethodA.
] MethodB.

[C] Method C.

Reporting amounts using LDA definitions onl
Reporting amounts under section 6033(bX(8) ¢
Internal Revenue Code

Reporting amounts under section 162(e) of the

Printed Name and Title ‘Abbey S. Meyers, President .~ {

Revenue Code

LD-2DS (Rev. 4/03)
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: “Bglsmt Name National Organization for Rare Disorders, Client Name 'Vational Organization for Rare Disorc

LOBBYINGACTIVITY. Select as many codes as necessary to reflect the general issue areas in which the t
engaged in lobbying on behalf of the client during the reporting period. Using a separate page for each code
information as requested. Attach additional page(s) as needed

. HCR - Health Issues oo . :
15. General issue area code - {(one per page)

16. Specific lobbying issues

Add page to continue specific issues description for this issu

Development of medml dev:ces for the: ped:atnc populatlons .
FDA Reform

17. House(s) of Congress and Federal agenc1es contacted |:|Check if None

United States Senate

U.S. House of Representatives
Food and Drug Administration
National Institutes of Health

18. Name of each individual who acted as a lobbyist in this issue area  agq 4 page to continue adaiting lobbyists for th

Name Covered Official Position (if applicable)
First Name . _ Last Name _ Suffix

.......................................................................................................

[

Printed Name and Title Abbey S. Meyers, President (7 /fhe. " Q
LD-2DS (REV. 4/03)
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National Organization for Rare Disorders, National Organization for Rare Disort

. ;(eéistrant Name Client Name

LOBBYINGACTIVITY. Select as many codes as necessary to reflect the general issue areas in which the
engaged in lobbying on behalf of the client during the reporting period. Using a separate page for each code
information as requested. Attach additional page(s) as needed.

] : MMM - Medicare/Medicaid L
15. General issue area code s - {oneperpage)

16. Specific lobbying issues

Add page to continua specific issues description for this issua §

Medicare reimbursement for orphan dr‘ugs"énd biologics;administeréd to pa"t_i'ehis"With' i'are-dirsea'ses

17. House(s) of Congress and Federal agencws ccmtacte.d |:|Check if None

Unlted States Senate . - :
U.S. House of Representatives S S 4
Centers for Medicare and Medlcald Servuces (CMS) RO

18. Name of each individual who acted as a lobbyist in this issue area gy 5 pags 1o continus additing lobbyists for th

Name A Covered Official Position (if applicable)

First Name . Last Namc

Printed Name and Title Abbey S. Meyers, Prés”ident"‘% . ,(
[

LD-2DS (REV. 403) 07
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meglstrant Name

' Goto!

TN

National Organization for Rare Disorders, National Organization for Rare Disor

Client Name

LOBBYINGACTIVITY. Select as many codes as necessary to reflect the general issue areas in which the 1
engaged in lobbying on behalf of the client during the reporting period. Using a separate page for each code
information as requested. Attach additional page(s) as needed.

15.

- 16,

17.

18.

: BUD - Budget/Appropriatic s
General 1ssue area code udgetiAppropriations : ~__ (one perpage)

Specific lobbying issues

Add page to continue specific issues description for this issue §

Appropriations, Office of Rare Diseases, National Institutes of Health TRl
Appropnatlons Orphan Products Research Grant Program, Food & Drug Adm:mstrauon o

House(s) of Congress and Federal agencies contacted - ElChcck ifNone

United States Senate -

U.S. House of Representatives
Food and Drug Administration
Nattonal Institutes of Health

Name of each individual who acted as a lobbyist in this issue area  aqg a page to continue additing lobbyists for th
Name Covered Official Position (if applicable)

First Name Last Name ‘Suiﬁx

Add a page for a differe

LD-2DS (REV. 403)

Printed Name and Title Abbey S. Meyers; President (£ e " QWZQMM 57% o)
o/ J o
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' - Registrant Name _National Organization for Rare Disorders, | clientName MNational Organization for Rare Disore

Information Update Page - Complete ONLY where registration information has changed.

20. Client new address
Address ‘ '

City ' : o State Zip Code Country

21. Client new principal place of business (if different than line 20)

City o : Sate ~ ZipCode © i . Coutry

LOBBYIST UPDATE
23. Name of each previously reported individual who is no longer expected to act as a lobbyist for the client
FimNam:_. - . Lasthme ‘ Suffix o Fuxt Na‘ame o e ' LastNlnz ' Sufl

M -

ISSUE UPDATE

"'Find the'code to select below.. -~
24. General lobbying issues that no longer pertain e ‘ ,

AFFILIATED ORGANIZATIONS
25. Add the following affiliated organization(s)

Name Address Principal place of Business
' (city and state or country

Address
P . . 4 . C/sz N .

City -
State ./

city .
State .

26. Name of each previously reported organization that is no longer affiliated with the registrant or client

FOREIGN ENTITIES

27. Add the following foreign entities
Name . Address Principal place of business Amount of contribution Owne

S!Ereet Address . (city and state or country) for lobbyng activities perce
....... S G, e it Erovinee Couatry §

i, % -
R

State - ' Country

28. Name of each previously reported foreign entity that no longer owns, or controls, or is affiliated with the registrant, ¢
affiliated organization

Add a page for mare ur

Printed Name and Title Abbey S. Meyers, President -(* “9\ ngﬁa
o 25 >

LD-2DS (REV. 403) ﬂ/
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