
 
May 4, 2011 

 

Via Electronic Transmission  

 
John Walter 
President and Chief Executive Officer 
The Leukemia & Lymphoma Society 
1311 Mamaroneck Avenue, Suite 310 
White Plains, NY 10605 
 
Dear Mr. Walter: 
             

In December 2009, I asked for an accounting of industry funding that The Leukemia & 
Lymphoma Society (LLS) receives from pharmaceutical and medical device companies as well 
as foundations established by these companies or the insurance industry.  I appreciate your 
response, which I have attached to this letter.  I write today to follow up on any efforts by your 
organization to improve transparency and accountability in its relationships with the 
pharmaceutical and device industries. 
 

As I stated in my previous letter, I started my inquiry, in part, as a result of accounts 
documenting the lack of transparency in financial relationships between the pharmaceutical 
industry and nonprofit health and medical organizations. Specifically, I cited the April 2008 
article in The Wall Street Journal, which reported that industry representatives, including ten 
major drug companies, had formed a coalition to promote looser restrictions on off-label 
marketing.1  The coalition had asked the National Alliance on Mental Illness (NAMI) to speak in 
favor of this issue. 
 

In response to my concerns in my April 2009 letter to NAMI, NAMI began to voluntarily 
disclose to the public any amount of funding exceeding $5,000 that it received from 
pharmaceutical companies and foundations on its website.  Further, NAMI began to provide a 
brief description of the purpose of the funding on its website.  I commend NAMI for its 
leadership and had hoped that when I reached out to your organization and 32 others, your 
organization would follow NAMI’s example and begin posting similar funding information on 
LLS’s website.  

 
As of the date of this letter, it appears that your organization has taken steps to identify on 

its website the corporate or industry sponsors and their range of funding support.  However, the 
website does not specify the purposes of that funding.  If LLS is currently taking steps to further 

                                                            
1 Alicia Mundy, “Off-Label Use of Drugs Gets a Push --- Big Pharma Lobbies Washington to Relax Rules on 
Marketing,” The Wall Street Journal, April 18, 2008. 



 
 

enhance the transparency of its financial relationships with the pharmaceutical and device 
industries, I would appreciate information regarding those steps.  In particular, please state 
whether or not LLS will be adding information in the future about the purpose of the funding it 
receives.  If not, please explain why not.   

 
The Medicare Payment Advisory Commission (MedPAC) recommended in a report to 

Congress in March 2009 that Congress require that pharmaceutical and device companies report 
their financial relationships with physician groups, patient organizations, and others.  More 
specifically MedPAC said the following:  
 

Given the potential benefits of public reporting, we recommend that the Congress 
mandate the reporting of comprehensive information on industry relationships 
with physicians and other health care entities and that the Secretary post this 
information on a public searchable website.2  

 

MedPAC then went on to say in Recommendation 5-1 that:  
 

The Congress should require all manufacturers and distributors of drugs, 
biologicals, medical devices, and medical supplies (and their subsidiaries) to 
report to the Secretary their financial relationship with:…physician groups and 
other prescribers…patient organizations; and professional organizations.3  
 

I look forward to working with you and other health and medical organizations to further 
increase sunshine on financial relationships. 

 
Thank you for your cooperation and attention in this matter.  I would appreciate a 

response by May 25, 2011.  If you have any questions, please do not hesitate to contact Brian 
Downey for the Committee on the Judiciary at (202) 224-5225. 

 
 

Sincerely, 
 

                               
               Charles E. Grassley 

            Ranking Member  
 
Attachments 
 

                                                            
2 Medicare Payment Advisory Commission, “Public reporting of physicians’ financial relationships,” Report to 
Congress: Medicare Payment Policy, March 2009. 
3 Id. 



 
 

Attachment 











FY2006                

7/1/05 - 6/30/06
Company Program Dept Amount Awarded Award Date

Amgen Inc. Older Adult Chapter Programs Patient Services $211,000 August-05

Amgen Inc. Transplant Booklet & Teleconference Patient Services $155,000 November-05

Amgen Inc.

Older Adult, Patient Aid, Journey of Hope, 

Team in Training 

Pation Services & 

Fundraising $200,000 October-05

Amgen Inc. Mission Day Public Policy $15,000 February-06

Berlex

Journey of Hope Research Awards Dinner 

05 Fundraising $5,000 July-05

Bristol-Myers Squibb CML Online Patient Education Patient Services $125,000 July-05

Bristol-Myers Squibb CML Patient Education Patient Services $448,200 July-05

Bristol-Myers Squibb

Family Support Group Facilitators Training 

Conference Patient Services $20,000 July-05

Bristol-Myers Squibb

Jouyney of Hope Research Award Dinner 

2005 Donor Development $25,000 September-05

Bristol-Myers Squibb

Journey of Hope Research Awards Dinner 

06 Donor Development $25,000 March-06

Bristol-Myers Squibb

Clinical Trials Chapter Patient Education, 

AOSW Patient Services $245,000 April-06

Bristol-Myers Squibb Post ASCO Teleconference Patient Services $200,000 May-06

Bristol-Myers Squibb CML Global Patient Services $794,000 June-06

Bristol-Myers Squibb Light The Night Sponsorship - Canada Fundraising $50,000 June-06

Celgene

Journey of Hope Research Awards Dinner 

05 Donor Development $25,000 September-05

Celgene MDS Booklet Patient Services $65,000 August-05

Celgene MDS Teleconference Patient Services $50,000 October-05

Celgene Myeloma Teleconference Patient Services $75,000 September-05

Celgene Exploring Myeloma Teleconference Patient Services $120,000 March-06

Celgene Myeloma Teleconference Series Patient Services $80,000 March-06

Celgene MDS-Myeloma Teleconferences Patient Services $130,000 June-06

Celgene

Journey of Hope Research Awards Dinner 

06 Fundraising $25,000 June-06

Cephalon AML Booklet & Teleconference Patient Services $120,000 December-05

Genentech General Program Support Fundraising $400 September-05

Genentech Insights - NHL Patient Services $970,000 January-06

Genentech Light The Night National Sponsorship Fundraising $63,000 January-06

Genta CLL Teleconference-Web cast Patient Services $200,000 May-06

Genitope Vaccine Therapy Fact Sheet Patient Services $20,000 August-05

GlaxoSmithKline

Journey of Hope Research Awards Dinner 

05 Donor Development $10,000 October-05

GlaxoSmithKline NHL Web cast Patient Services $180,000 July-05

Merck Mission Day Public Policy $20,000 February-06

Millennium

Journey of Hope Research Awards Dinner 

05 Donor Development $10,000 July-05

Millennium

Family Support Group Facilitators Training 

Conference Patient Services $30,000 November-05

Novartis ALL Low Literacy Booklet Patient Services $65,000 July-05

Novartis CML Nursing Education Patient Services $449,400 September-05

Novartis CML Links Teleconference-Web cast Patient Services $445,000 October-05

Novartis Mission Day Patient Services $10,000 February-06

Pfizer Inormation Resource Center Brochure Patient Services $10,000 March-06

Pharmion MDS Teleconference Patient Services $50,000 July-05

Epsilon

Journey of Hope Research Awards Dinner 

05 Donor Development $12,500 August-05

Infocision

Journey of Hope Research Awards Dinner 

05 Donor Development $10,000 August-05

National Pharmaceutical Funding FY2006 - FY2010
The Leukemia & Lymphoma Society     



Total Awarded  

FY06 $5,763,500

FY2007                

7/1/06 - 6/30/07
Company Program Dept Amount Awarded Award Date

Abbott Laboratories

Family Support Group Facilitators Training 

Conference Patient Services $10,000 December-06

Amgen Inc. Understanding Transplants Booklet Patient Services $70,000 December-06

Amgen Inc. Breaking the Age Barrier Teleconference Patient Services $100,000 December-06

Amgen Inc. Understanding Drug Therapies Booklet Patient Services $70,000 December-06

Amgen Inc. TNT - Greater LA Chapter Fundraising $25,000 December-06

Amgen Inc.

Journey of Hope Research Awards Dinner 

06 Donor Development $25,000 October-06

Biogen Idec CLL Teleconference co-sponsorship Patient Services $50,000 June-07

Biogen Idec CLL Booklet Patient Services $70,000 February-07

Bristol-Myers Squibb CML Monitoring Booklet Patient Services $100,000 June-07

Bristol-Myers Squibb CML Global Patient Services $630,000 December-06

Bristol-Myers Squibb Clinical Trials Web cast Patient Services $200,000 December-06

Bristol-Myers Squibb

Family Support Group Facilitators Training 

Conference Patient Services $25,000 December-06

Bristol-Myers Squibb Patient Navigation Patient Services $150,000 December-06

Bristol-Myers Squibb Post ASCO CML Teleconference Patient Services $80,000 December-06

Bristol-Myers Squibb Light The Night National Presenting Sponsor Fundraising $250,000 December-06

Bristol-Myers Squibb Light The Night National Sponsor - Canada Fundraising $40,000 February-07

Bristol-Myers Squibb CML Virtual Home Patient Services $100,000 December-06

Celgene Myeloma-MDS Patient Services $175,000 April-07

Cephalon CLL Teleconference co-sponsorship Patient Services $50,000 June-07

Cephalon

Journey of Hope Research Awards Dinner 

06 Donor Development $25,000 August-06

Cephalon AML Teleconference Patient Services $80,000 January-07

Cephalon Links & Newsline online Newsletters Marketing $50,000 January-07

Genentech Meet the Experts - NHL Teleconference Patient Services $175,000 March-07

Genentech Patient Navigation Patient Services $100,000 March-07

Genentech

Journey of Hope Research Awards Dinner 

06 Donor Development $10,000 September-06

Genentech NHL Teleconference Series Patient Services $575,000 February-07

Genentech NHL Hispanic Outreach Patient Services $80,000 February-07

Genentech Light The Night National Sponsor Fundraising $100,000 February-07

Genta

Journey of Hope Research Awards Dinner 

06 Donor Development $10,000 September-06

GlaxoSmithKline

Journey of Hope Research Awards Dinner 

06 Donor Development $15,000 October-06

GlaxoSmithKline NHL Teleconference Patient Services $80,000 November-06

Infocision

Journey of Hope Research Awards Dinner 

06 Donor Development $10,000 September-06

Millennium Exploring Myeloma Teleconference Patient Services $60,000 April-07

Millennium Myeloma Links Teleconference Series Patient Services $200,000 December-06

Millennium

Family Support Group Facilitators Training 

Conference Patient Services $25,000 September-06

Millennium

Journey of Hope Research Awards Dinner 

06 Donor Development $10,000 July-06

Millennium Mantle Cell Lymphoma Teleconference Patient Services $80,000 October-06

Millennium Mantle Cell Lymphoma Fact Sheet Patient Services $25,000 December-06

Millennium Myeloma Guide Booklet Patient Services $60,000 December-06

Novartis CML Teleconference Series Patient Services $310,935 May-07

Novartis Chapter Patient Education Programs Patient Services $100,000 May-07



Novartis CML Programs Patient Services $835,000 August-06

Novartis CML Booklet Patient Services $70,000 September-06

Novartis Chapter Patient Education Programs Patient Services $75,000 November-06

Novartis Myeloma Booklet Patient Services $70,000 November-06

Novartis CML Post ASH Web Cast Patient Services $207,000 November-06

Pharmion MDS Programs & Light The Night Support

Patient Services & 

Fundraising $50,000 July-06

Total Awarded 

FY07 $5,707,935

FY2008        

7/1/07-6/30/08
Company Program Dept Amount Awarded Award Date

Abbott Laboratories Family Support Group Facilitators Training Patient Services $25,000 September-07

AmgenMed Understanding Blood Cell counts Booklet Patient Services $90,000 May-08

AmgenMed Breaking the Age Barrier Nat'l Chap. Prog. Patient Services $10,000 May-08

Biogen Idec NHL Journey/Targeted Therapies Patient Services $135,000 July-07

Biogen Idec CLL Teleconference Series w/newsletters Patient Services $125,000 Dec-07,March-08

Bristol-Myers Squibb CML Global Patient Services $205,770 April-08

Bristol-Myers Squibb Post ASCO Teleconference-2008 Patient Services $50,000 Jan & April-2008

Bristol-Myers Squibb CML Personal Journey-2008 Update Patient Services $50,000 Jan & April-2008

Bristol-Myers Squibb Monitoring booklet and on-line tool Patient Services $50,000 Jan & April-2008

Bristol-Myers Squibb LTN Nat'l Sponsorship Fundraising $125,000 Jan & April-2008

CDC Patient Services Programs Patient Services $424,299 September-07

Celgene Myeloma Links Teleconference Series Patient Services $200,000 May-08

Celgene New Directions in Myeloma Teleconference Patient Services $100,000 November-36

Celgene TNT 20th Anniversary Celebration Fundraising $50,000 December-07

Celgene Myeloma/MDS/Journey of Hope 

Patient Services & 

Donor Development $175,000 September-07

Celgene ACP Program Patient Services $264,000 December-07

Celgene

Advances in Clinical Trials Web cast & 

Teleconference Patient Services $240,000 January-08

Celgene Mantel Cell Lymphoma Teleconference Patient Services $100,000 January-08

Cephalon AML Teleconference Series Patient Services $125,000 February-08

Cephalon AML Educational Booklets Patient Services $170,000 October-07

Cephalon Links & Newsline Online newsletters Marketing $50,000 September-07

Cephalon AML Teleconference Series Patient Services $100,000 September-07

Cephalon CLL Teleconference Series w/newsletters Patient Services $125,000 February-08

Eli Lilly My Personal Clinical Trials Journey Patient Services $70,000 Dec-07,Apr-08

Eli Lilly

Journey of Hope Research Awards Dinner 

07 Donor Development $15,000 September-07

Enzon ALL Educational Booklet Patient Services $85,000 December-07

Genentech Insights Series 2008-2009 Patient Services $600,000 April-08

Genentech NHL Journey on-line program, 2nd in series Patient Services $100,000 March-08

Genentech Patient Navigation Patient Services $100,000 March-08

Genentech Lymphoma Booklets Patient Services $130,000 March-08

Genentech Light The Night Nat'l Sponsor Fundraising $100,000 March-08

Genzyme Post ASH Chapter Leukemia Ed Program Patient Services $25,000 January-08

Genzyme AML Teleconference Series Patient Services $100,000 January-08

GSK My Personal Clinical Trials Journey Patient Services $50,000 April-08

GSK Mission Day Public Policy $10,000 March-08

MGI Pharma AML Teleconference Series Patient Services $75,000 April-08

Millennium ASH Satellite Symposium Patient Services $62,500 June-08

Millennium Career Development Scholar- Research $25,000 March-08

Millennium Outlook on Myeloma Teleconference Series Patient Services $100,000 February-08



Millennium Mantel Cell Lymphoma Teleconference Patient Services $200,000 February-08

Millennium Paving the Way Chapter Program Patient Services $100,000 July-07

Millennium

Journey of Hope Research Awards Dinner 

07 Donor Dev $100,000 July-07

Millennium

Family Support Group Facilitators Training 

Conference Patient Services $10,000 January-08

Novartis

Journey of Hope Research Awards Dinner 

07 Donor Dev $25,000 August-07

Novartis TNT 20th Anniversary Celebration Marketing $50,000 September-07

Novartis CML Therapy Webcast Program Patient Services $207,585 October-07

Novartis Chapter Patient Education Programs Patient Services $75,050 November-07

Novartis

Family Support Group Facilitators Training 

Conference Patient Services $25,000 November-07

Novartis Patient Navigation Chapter Program Patient Services $113,375 November-07

Novartis CML Links Teleconference Series Patient Services $345,000 March-08

Novartis Patient Navigation Patient Services $156,015 March-08

Novartis CML Post ASH Webcast & Teleconference Patient Services $282,100 May-08

Novartis Chapter Patient Education Programs Patient Services $150,000 June-08

Pharmion MDS Teleconference Patient Services $50,000 July-07

Pharmion MDS Educational Booklet Patient Services $85,000 January-08

Pharmion

MDS Personal Journey Interactive Web 

Page Patient Services $140,000 January-08

Regence BCBS Welcome Back - Pacific Northwest Patient Services $100,000 January-08

TOTAL AWARDS 

FY2008 $6,850,694

FY2009                

7/1/08-6/30/09
Company Program Dept Amount Awarded Award Date

Allos Therapeutics CTCL Patient Education Teleconference Patient Services $50,000 May-09

Allos Therapeutics        LLS Newsline & Links e-newsletters Marketing $50,000 March-09

Abbott

Family Support Group Facilitators Training 

Conference Patient Services $25,000 September-08

Biogen Idec,               CLL Personal Journey Patient Services $80,000 August-08

Bristol-Myers Squibb    The Road to New Discoveries Patient Services $62,500 February & April -09

Bristol-Myers Squibb Leukemia Online Support Groups Patient Services $25,000 February-09

Bristol-Myers Squibb Light The Night Nat'l Sponsorship Marketing $62,500 February & April -09

Bristol-Myers Squibb

Journey of Hope Research Awards Dinner 

08 Donor Development $15,000 July-08

Bristol-Myers Squibb Light The Night Nat'l Sponsor Fundraising $125,000 September-08

Bristol-Myers Squibb Post ASCO Teleconference-2008 Patient Services $50,000 September-08

Bristol-Myers Squibb CML Personal Journey-2008 Update Patient Services $50,000 September-08

Bristol-Myers Squibb Monitoring booklet and on-line Patient Services $50,000 July & September-08

Bristol-Myers Squibb ASCO Donation Booth Fundraising $10,000 December-08

Celgene New Dev. in Immunotherapy for FSS ASH Patient Services $50,000 May-09

Celgene Milestones in Myeloma Therapy Chap. Prog. Patient Services $100,000 May-09

Celgene Myeloma Teleconf series w/newsletters Patient Services $100,000 May-09

Celgene Patient Aid Appeal Patient Services $150,000 April-09

Celgene TrialCheck Patient Services $50,000 April-09

Celgene Advances in Clinical Trials Teleconference Patient Services $75,000 April-09

Celgene Mantle Cell Lymphoma Teleconference Patient Services $75,000 March-09

Celgene                                ACP Satellite Symposium  April 21-25, 2009 Patient Services $133,500 February-09

Celgene MDS Teleconference Patient Services $125,000 November-08



Celgene Anemia - Clues to a Cancer Diagnosis Patient Services $133,500 September-08

Celgene

Journey of Hope Research Awards Dinner 

08 Donor Development $15,000 July-08

Cephalon Light The Night Nat'l Sponsor Patient Services $125,000 March-09

Cephalon E-Newsletters (Links & Newsline) Marketing $50,000 March-09

Cephalon AML Teleconference Series w/newsletters Patient Services $125,000 March-09

Cephalon CLL Teleconference Series Patient Services $125,000 March-09

Cephalon                       

CLL Personal Journey - interactive web 

page Patient Services $80,000 January-09

Eisai/MGI Pharma AML Teleconference Series 08-09 Patient Services $62,500 January-09

Eisai Inc. T-Cell Lymphomas Teleconference Patient Services $25,000 May-09

Eli Lilly & Company                                                              TrialCheck Patient Services $20,000 April-09

Eli Lilly & Company                                                       

Journey of Hope Research Awards Dinner 

08 Donor Development $15,000 October-08

Eli Lilly Trial Check Patient Services $25,000 August-08

Genentech                       Light The Night Nat'l Sponsor Fundraising $125,000 February-09

Genentech Increased Access to Clinical Trials Public Policy $29,000 June-09

Genentech NHL Insights Series with newsletters Patient Services $600,000 February-09

Genentech Patient Navigation Patient Services $100,000 February-09

Genentech NHL Online Support Group Patient Services $100,000 February-09

Genentech Online Lymphoma Survivorship Patient Services $100,000 February-09

GlaxoSmithKline            CLL Educational Booklet Patient Services $90,000 April-09

Millennium TrialCheck FY10 Patient Services $25,000 June-09

Millennium Patient Financial Aid Appeal Patient Services $250,000 June-09

Millennium Mantle Cell Lymphoma Teleconference Patient Services $75,000 April-09

Millennium                         Myeloma Booklets (reg & low literacy) Patient Services $90,000 March-09

Millennium

Family Support Group Facilitators Training 

Conference Patient Services $25,000 February-09

Millennium

Chapter Block Grant for Professional 

Education Programs Patient Services $150,000 May-09

Millennium Myeloma Links Teleconference Series 08/09 Patient Services $200,000 February-09

Millennium Clinical Trials Workshop Research $25,000 February-09

Millennium Light The Night Nat'l Sponsor Fundraising $125,000 February-09

Millennium                         Career Development Scholar II - Research $150,000 January-09

Millennium Patient Education Programs Patient Services $25,000 July-08

Millennium New Directions in Myeloma Therapy 08/09 Patient Services $100,000 August-08

Millennium Path to Progress-Clinical Trials  08/09 Patient Services $100,000 August-08

Millennium                           2008 ASH Satellite Symposium Dec 5 Patient Services $128,000 August-08

Millennium

Journey of Hope Research Awards Dinner 

08 Donor Development $25,000 August-08

Novartis CML Teleconference Series w/newsletters Patient Services $380,000 April-09

Novartis                                       

Family Support Group Facilitators Training 

Conference Patient Services $25,000 September-08

Novartis CML Booklet Patient Services $90,000 November-08

Novartis CML Low Literacy Booklet Patient Services $90,000 December-08

Novartis Chapter Grant Patient Ed Programs Patient Services $150,000 December-08

Regence BCBS Welcome Back - Pacific Northwest PS & Chap. Campaigns $125,000 May-09

Wyeth Pharmaceuticals

Family Support Group Facilitators Training 

Conference Patient Services $50,000 July-08

Wyeth Pharmaceuticals

Journey of Hope Research Awards Dinner 

08 Donor Development $15,000 August-08

Total FY2009 $5,876,500

 FY2010                 

7/1/09-6/30/10
Company Program Dept Amount Awarded Award Date

Amgen

Understanding Drug Therapy & Managing 

Side Effects Educational Booklet Patient Services $45,000 August-09



Bristol-Myers Squibb Light The Night Nat'l Sponsor Fundraising $62,250 July & October-09

Bristol-Myers Squibb Leukemia Online Support Groups Patient Services $25,000 July-09

Bristol-Myers Squibb The Road to New Discoveries Patient Services $62,250 July & October-09

Celgene AAFP Oct. 14-17, 2009 Patient Services $50,000 August-09

Celgene ASCO Donation Station Fundraising $5,000 September-09

Cephalon AAFP Oct. 2009 Patient Services $100,000 November-09

Cephalon Sales Teams Donation for LTN Fundraising $3,000 September-09

Enzon ALL Teleconference & Webcast Patient Services $156,602 August-09

Genzyme

Family Support Group Facilatators Training 

Conference Patient Services $15,000 September-09

Merck AAFP Oct. 2009 Patient Services $20,000 October-09

Millennium

Family Su[[prt Group Facilatators Training 

Conference Patient Services $25,000 November-09

Millennium MM Patient Access to Healthcare Research Public Policy $357,000 September-09

Millennium Career Development Scholar I - Research $100,000 August-09

Millennium Career Development Scholar I I Research $50,000 July-09

Millennium The Road to New Discoveries Patient Services $100,000 July-09

Millennium Myeloma Teleconf series with newsletters Patient Services $180,000 July-09

Millennium Milestones in Myeloma Therapy Chap. Prog Patient Services $100,000 July-09

Novartis  CML Post ASH Teleconference Patient Services $100,140 July-09

Novartis

Family Support Group Facilatators Training 

Conference Patient Services $25,000 September-09

Regence BCBS Welcome Back Program Pacific Northwest Patient Services $75,000 September-09

Total Awarded 

FY10 $1,656,242

Total 2006-

2010 $25,854,871


