Advocate Summary

Issue:  Patients’ Bill of Rights

Advocate:  American Cancer Society

Date of Interview: Monday, March 22, 1999
Basic Background

· “We are willing to support any bill – regardless of whether it is a Democratic bill or a Republican bill – if that bill includes four provisions [see the fact sheet on managed care reform]: (1) Patient access to specialists – this is very important for cancer patients.  We aren’t willing to support those bills that define specialists solely as a pediatrician or ob/gyn doctor; (2) Patient access to clinical trials – ability to get in and to get payment for routine patient costs for standard procedures (procedures that would be covered under standard treatment) such as blood work [see the myths about clinical trials handout]; (3) Strong and timely -- about 48 to 72 hours --grievance procedures regardless of whether they are external or internal.  [Senator] Jeffords’ bill provides for 90 days which is not acceptable to a cancer patient; and (4) Information for patients about their insurance plans, particularly, in clear language, what is not covered and what is covered (e.g., what drugs are included in drug formularies, what processes are covered). In order to get our endorsement or support the bill must include these four provisions, defined as the American Cancer Society defines them.  So, we do not support Senator Jeffords’ bill – the Senate Republican version of this legislation.  The Democratic bill in the Senate (S 6) is the same as the patients’ bill of rights bill that was introduced in the 105th Congress.  Senator Chaffee has introduced a compromise bill.  I think we’ve supported it” [note:  Williams is relatively new as a lobbyist and she is assisting the main lobbyist on this issue].

· Senator Jeffords who chairs the Health, Education, Labor, and Pensions Committee, held two days of mark-ups last week.  Twenty-two amendments were offered by Democrats – these included amendments providing access to specialists, access to clinical trials, and grievance procedures.  Only two passed, none of which were among the four provisions we want to see in this bill.  One amendment that did pass that the ACS supports deals with rural areas – it’s good because it enhances access to care for the under-served.  The Jeffords’ bill has now passed out of the HELP Committee and goes on to Senate Finance.

· Different arguments may be used depending on who we’re talking to.  We always explain why we support one bill as opposed to another.  If we’re talking to a Democrat that agrees with our four principles, they thank them for their support.  If we’re talking to a Republican or a Democrat who supports a bill we do not support, we explain what they want to see in a bill.  Often what we say depends on how the member voted on similar proposals last year.

Prior Activity on the Issue 

Nothing mentioned.

Advocacy Activities Undertaken

· Ilisa Halpern [the primary lobbyist on this issue] has been working with various members’ staffs to try to get our provisions included in existing bills.  She’s been working with Dodd’s staff to get a clinical trials amendment introduced – that amendment failed. 

· We sent two letters [see copies] – one to the members of the Senate Finance and Senate HELP Committees and the other to the full Senate – when we heard about the scheduled mark-ups.  These letters urge support for our four provisions.  The letters also say that we don’t want states penalized or prevented from providing mandated benefits that are better than those mandated federally, and we want the coverage to apply to all Americans.  ERISA was passed prior to the popularity of managed care and Jeffords’ bill only covers ERISA plans.  As a result, it won’t cover about 1/3 of all Americans who are covered by non-ERISA plans.

Future Advocacy Activities Planned

Nothing mentioned.

Key Congressional Contact(s)/Champions

No one mentioned.

Targets of Direct Lobbying

· We’re  working with the members of the Senate HELP Committee.  We haven’t focused on the House yet because the Senate is taking the lead.  Lott and Daschle are currently debating whether any managed care bills will see floor time.  Lott wants a time limit on the debate, the Democrats do not.  If the House takes up the issue, we will focus on House members.

Targets of Grassroots Lobbying

Nothing mentioned.

Coalition Partners: Names/Participants

· We’re one of a group of organizations that are part of a coalition that is being chaired (and was put together) by a staff member in Kennedy’s office.  The coalition includes consumer groups and others such as the American Society of Clinical Oncology.

· We’re members of another coalition that is working on managed care reform called the Cancer Leadership Council.  But this coalition is not focused solely on managed care reform.  

Other Participants in the Issue Debate

· Health insurance industry

Ubiquitous Argument(s) and Evidence

· Cost estimates and cost studies done by CBO indicate that the costs [of the Cancer Society-supported provisions] are not substantial – five dollars or less a month.  We believe that the relatively small increase in cost for the four provisions is worth supporting.  It is more cost effective, for example, if a person gets the correct type of treatment from a specialist the first time rather than having to get a referral for this treatment.

· See letters sent to members of the Senate and fact sheets.

Secondary Argument(s) and Evidence

None mentioned.

Targeted Arguments, Targets, and Evidence

None mentioned.

Nature of the Opposition

· The health insurance industry claims that the provisions supported by the cancer Society will increase premiums and lead to an increase in the number of uninsured.

· No amendments that contained the provisions the Cancer Society supports were passed during the mark-up of Jeffords’ bill.  Therefore, the bill that leaves committee is not one they support.

Ubiquitous Argument(s) and Evidence Articulated by the Opposition 

· The loudest arguments in opposition are that the provisions the Cancer Society supports cost too much, and that they’ll increase the number of uninsured.  The health insurance industry claims that these provisions will increase premiums and lead to an increase in the number of uninsured.  The main argument is that the cost of providing these provisions is high.  

Secondary Argument(s) and Evidence Articulated by the Opposition

None mentioned.

Targeted Argument(s) and Evidence Articulated by the Opposition (and Targets)

None mentioned.

Described as a Partisan Issue

· No

Venue(s) of Activity

· Senate Health, Education, Labor and Pensions Committee

· Senate Finance Committee

Action Pending or Taken by Relevant Decision Makers

· A bill sponsored by Senator Jeffords has been reported out of the Senate HELP Committee and is going on to Senate Finance.  All but two of about 20 Democratic amendments to this bill were defeated in committee.  There’s also a Democratic bill in the Senate (S 6).

Policy Objective(s) and Support for/Opposition to the Status Quo

· They oppose the status quo.  Specifically, the Cancer Society is willing to support any bill – regardless of whether it is a Democratic bill or a Republican bill – if that bill includes patient access to specialists, patient access to clinical trials, strong and timely review of grievances, and information for patients about plan coverage.

Advocate’s Experience: Tenure in Current Job/Previous Experience

· I interviewed Christine Williams who is a Legislative Representative.  Williams came to the Cancer Society in July of 1997.  She began as a staff assistant with administrative duties, then moved onto legislative tracking and research, and now she is a lobbyist.  Previously she worked for a trade association that represented international auto makers.

Reliance on Research: In-House/External 

· The ACS does rely on research and data when they talk to government officials.  We’re credible because we’re a science-based organization.  We rely heavily on our Cancer Facts and Figures [see the copy she provided] which is prepared by our headquarters in Atlanta.  The fact sheets we develop [see copies provided] are prepared here based on our policies and positions.  Sometimes we hire consultants to do research for us when we don’t have the expertise.  For example, the Health and Medicine Counsel has been hired several times on appropriations matters like cancer research funding.  Others have been hired recently to provide us with help on a CDC program for breast and cervical cancer detection.  We’ve also floated the idea of having someone who could help us develop a plan to provide tax credits to the uninsured.

Number of Individuals Involved in Advocacy 

· In the Washington office, there are 40 staff divided into teams. There are three people on the federal team – the lobbyists (Ilisa Halpern is responsible for all health care issues, Pam is responsible for appropriations issues, and Chris is responsible for issues related to childhood cancer, skin cancer, nutrition, and physical activity).  Then there is the grassroots team – these folk prepare their newsletter called ACS Action and they maintain and activate the grassroots volunteers.  There is one person on the state team, a director.  They also have six regional advocacy managers who supervise advocacy people in the state chapters that fall into each of the six regions.  The collaborations and special populations team does outreach to special populations (e.g., the Congressional Black Caucus, the Congressional Hispanic Caucus) and to groups that are not traditionally focused on health issues (e.g., the NAACP).  They try to get the latter groups involved in health issues – they got the NAACP active on the early breast and cervical cancer detection program.  They also seek outreach to under-served populations because cancer deaths are not declining among this group.

Units in Organization Involved in Public Affairs/Policy 

· Federal team

· Grassroots team

· State team

· Regional advocacy team

· Collaborations and special populations team

Advocate’s Outstanding Skills/Assets 

· The Cancer Society is science-based and it endorses only those proposals that are medically proven.  So, for example, they don’t support the medical use of marijuana but they believe that more research needs to be done, and they don’t support physician-assisted suicide but they are concerned about pain management issues.

Type of Membership: None, Institutions, Individuals, Both 

Not obtained.  Check web site www.cancer.org.

Membership Size 

Not obtained.  Check web site www.cancer.org.

Organizational Age
Not obtained.  Check web site www.cancer.org.

Miscellaneous

· The Cancer Society prioritizes issues so that their message does not get lost when they go in to talk to a member of Congress.  On priority issues they work independently.  On other issues they work through other organizations in coalition.  For example, they work with the National Breast Cancer Coalition on national mammography standards.
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