Advocate Summary

Issue: Coverage Parity for the Treatment of Mental Illness Under Medicare

Advocate:  National Alliance for the Mentally Ill

Date of Interview: Wednesday, March 3, 1999
Basic Background

· NAMI is pursuing coverage parity for the treatment of mental illness under Medicare as part of a coalition called the Mental Health Liaison Group (MHLG)…Unlike many provider groups, NAMI is interested in public sector patients and the treatment of the seriously or chronically ill population. 

· We haven't been very active on the issue of parity of coverage under Medicare because this issue hasn’t yet hit Congress.  In addition, we have less interest in Medicare than we do in Medicaid.  And the Medicare Commission that is discussing what to do to keep the Medicare program solvent hasn’t been very amenable to lobbying.  However, John Breaux (chair of the Medicare Commission) has said that he will introduce a bill in the Senate if he can’t get support from 11 of the 17 members of the Medicare Commission (the votes of 11 members are needed to endorse a specific proposal).

· [The organizations that started NAMI, see Organizational Age] had been operating separately at a time when parents were being told they were responsible for their child’s mental illness.  This perspective on mental illness at the time NAMI was founded is one reason why we have long advocated research on mental illness – it is a disorder of the brain.  We feel that it's key that we remain science-based so we can emphasize that mental illness is a medical disease like any other disease.  One-fourth of our Board of Directors consists of consumers (this term preferred over the term patients).  We focus only on a “short list” of adult disorders (adult disorders usually manifest themselves between ages 17 and 21) in order to target our interests and advocacy. 

· We're less interested in Medicare than Medicaid.  For one, more of our member families are on Medicaid than on Medicare.  Medicaid is relatively easy to get – SSI has the same income threshold throughout the nation so when a child that has had psychotic disorders for a few years becomes an emancipated adult, the income of their parents no longer applies to them and they qualify for SSI and SSDI.  Then they quickly matriculate through SSI and SSDI to Medicaid.  Second, our interest in Medicare is not for the population it serves over 65 years of age.  Rather we're interested in the roughly three million Medicare recipients who are disabled by a mental disorder other than mental retardation (the definition the Social Security Administration uses to define disability via a mental illness).  About one quarter of the three million disabled are disabled by mental illnesses other than mental retardation.  For the two years that these folks are waiting to get on Medicare, they are covered by Medicaid.  Some people feel the psychologists who treat consumers under Medicaid are better than those who provide treatment through Medicare – this probably isn’t true.

· Medicare is not as attractive a program to us as Medicaid because prescription drugs are not covered by Medicare as they are by Medicaid.  Moreover, Medicaid has parity of coverage because under Medicaid, one cannot discriminate in service provision and treatment by diagnosis.  (The problem with Medicaid is that the duration/amount and scope of service varies by state for all diagnoses.  Also, some Medicaid plans legislate what prescriptions will be covered – we don't want to curtail utilization of effective treatment drugs.) But, as Medicare and Medicaid become more closely linked, we've been paying attention to Medicare.  Medicaid and Medicare don’t work well together because the regulations are in conflict under a managed care model.  Some of our consumers are dually eligible.

· We did spend time on Medicare in the 103rd Congress.  Representative Pete Stark proposed a bill that would have created a national health insurance program by defining a Medicare Part C which would pick up a lot of the uninsured.  The public sector subcoalition of the MHLG was working together and tried to alert Stark to the fact that there were some problems with Medicare which wouldn’t make it a good vehicle for universal insurance.  One of these problems was the 50% coinsurance for outpatient therapy (talk therapy) under Medicare whereas other treatment visits including doctor (psychiatrists) visits are covered at 80%.  We didn’t insist that all therapy be covered at 80%, rather we tiered it so that after some number of visits, the coinsurance rate increased.  There is also a 190-day lifetime limit on stays in specialty hospitals under Medicare.  This provision was designed to prevent coverage of the elderly who were residing long term in state mental institutions.  But therapies for treatment are different now so the very hospitals in which stays are limited are among the best hospitals.  And, more than 190 days can easily be used up by someone who has this disease over their life cycle, even if they take their medications.  Finally, the subcoalition talked about something called “partial hospitalization.” The HCFA OIG looked at this last year and found serious fraud and abuse, especially in Texas and Florida.  Supposedly, it’s cheaper to do partial than a full inpatient stay but there’s also a weakness in the legislation because supposedly to qualify for partial hospitalization you must meet all the requirements for inpatient care except that you don’t need to be inpatient.  This creates a problem for a doctor who sees a patient who might not yet be in need of inpatient care who needs some intense intervention in addition to drug therapy. Between doctor visits to check your medicine and partial hospitalizations, Medicare provides nothing.  Medicaid, on the other hand, offers a whole host of services in between that can really help. 

· I'd like to see a national minimum benefit [I’m not sure if he’s talking only about Medicare fee for service plans or what].  Breaux has begun to support this -- when I testified before the Medicare Commission, Thomas and Breaux were arguing that there should not be a minimum benefit package.  But, if you don’t have a national minimum benefit, lesser disorders won’t be treated in rural areas.

· In the 102nd Congress, 218 members signed a resolution supporting parity of coverage.

Prior Activity on the Issue 

None mentioned.

Advocacy Activities Undertaken

· Since the issue isn’t currently in the Congress, we’ve been spending more time talking before the Medicare Commission, saying basically that for this program to work for people with severe and chronic mental disorders, this is what we want done.  

Future Advocacy Activities Planned

None mentioned.

Key Congressional Contact(s)/Champions

· The key champions for mental health issues in Congress are Senators Domenici (R-NM), Wellstone (D-MN), Rockefeller (D-WV), and Breaux (D-LA), and Representatives Stark (D-CA), DeFazio (D-OR), Kaptur (D-OH), Roukema (R-NJ), Wise (D-WV), McDermott, Brown (D-OH), DeJett (D-CO), and Strickland (D-OH).  Domenici has a child who is mentally ill, Wellstone’s brother has a mental illness, Roukema’s spouse is a psychiatrist, Jim McDermott (D-WA) is a psychologist, and Strickland used to be a prison psychologist.  

Targets of Direct Lobbying

None mentioned.

Targets of Grassroots Lobbying

None mentioned.

Coalition Partners: Names/Participants

· NAMI is a member of the Mental Health Liaison Group (MHLG), a coalition of about 100 groups many of which are provider rather than family or consumer organizations.  NAMI is interested in public sector patients and the treatment of the seriously or chronically ill population.  These consumers are most often treated via public programs and public dollars.  In the MHLG there are about 2 or 3 public providers – these are the associations of the county and state behavioral health directors and the National Council for Community and Behavioral Health.  These groups, NAMI, the National Mental Health Association, and the Brazelon Center for Mental Health Law worry more about public sector patients and work as a subgroup of the MHLG. 

Other Participants in the Issue Debate

· There are several mental health working groups on the Hill in both chambers – Domenici and Wellstone are the organizers in the Senate and Defazio, Kaptur, Roukema, and Wise are the organizers of these working groups in the House. 

Ubiquitous Argument(s) and Evidence

· We’ve been…talking before the Medicare Commission, saying basically that for this program to work for people with severe and chronic mental disorders, this is what we want done.  First, prescriptions have to be provided because otherwise we are being discriminated against -- discrimination is a good advocacy word -- because of the mode of treatment that is most effective.  Prescription drugs are the preferred treatment for people with mental illness – Medicare doesn’t cover prescriptions.  Breaux wants to put in prescription drugs – Breaux thinks he can get Tyson’s vote and Altman’s vote. Second, with the aging of the baby boom and the longer lifespan of folks with mental illness, Medicare needs to be attentive to the issues of diagnosis and treatment of mental disease. We're concerned about the lack of treatment and the undertreatment of depression in the over 65 population.  Many of these folks are treated by primary care physicians rather than by psychiatrists so PCPs must be educated to recognize the symptoms of depression.  Finally, Medicare, generally, has to pay attention to the fact that mental illness is a medical disorder, it’s not different simply because it involves the brain.

Secondary Argument(s) and Evidence

None mentioned.
Targeted Arguments, Targets, and Evidence

None mentioned.

Nature of the Opposition

· History and cost are the biggest opponents to achieving parity of coverage.  History refers to the 190-day cap on stays in specialty hospitals, hospitals that are now especially likely to treat these patients. Cost concerns refer to high cost of providing prescription care over the long term, and the expense of the medication that is used to treat mental illness.  You’re coming at Congress at a time when they are trying to reign in the cost of Medicare, and parity will cost more.

· Legislation [involving parity] is difficult because since the BBA of 1997 -- budget increases that are not offset require a supermajority [I’m not sure I have this point correctly].

· When Domenici and Wellstone introduce a new parity bill the members of the Mental Health Liaison Group will probably disagree about the disorders that should be covered.  There are roughly 400 mental disorders listed in a document called the Diagnosis and Statistical Manual.  This list is regularly updated and the number of disorders listed has grown considerably over the years.  (MCs like to throw this at people to say what new disorders are you going to add next?)   We prefer not to get into these fights because we focus solely on severe and chronic mental illness.

Ubiquitous Argument(s) and Evidence Articulated by the Opposition 

None mentioned.

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

· Ways and Means in the House, and Finance in the Senate are the key committees on these issues.  

Action Pending or Taken by Relevant Decision Makers

· The mental health parity bill that will be introduced by Domenici and Wellstone this year – the issue that’s of biggest concern now to the coalition – doesn’t affect Medicare and Medicaid, it will affect private insurance and it pierces the ERISA shield. In the last session of Congress, Domenici and Wellstone tried to get an amendment to the Kennedy-Kassenbaum bill to allow portability of mental health benefits.  They were unsuccessful but they did add an amendment to the appropriations bill for HHS in 1997 under which employers of 50 or more would have to provide equal lifetime and annual coverage for mental health benefits.  You were excluded if it would cost you more than one percent in additional premiums (we tried to have the regulation written so that you couldn’t just claim it cost more, you had to try it and prove it).  Employers would not be required to add mental health coverage, and they could drop the coverage they had.  But if you offer it, the coverage had to be equivalent to the other medical coverage you provide.  This was passed with a sunset provision – it’s coming up for renewal. We minimally want it renewed but we'd prefer that it be expanded

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

· NAMI opposes the status quo.  They are pursuing coverage parity for the treatment of mental illness under Medicare although they represent consumers who are more likely to be covered by Medicaid than by Medicare.  Moreover, within Medicare, they are interested in the roughly three million Medicare recipients who are disabled by a mental disorder other than mental retardation rather than in the over 65 age group.

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

· I interviewed Robert Bohlman, Director of the Office of Government Relations. Bohlman has been at NAMI for seven years – he answered an ad in the Post.  Prior to coming to NAMI he worked for the State of Wisconsin – he worked at the Hall of States in DC for 15 years and left that job when they wanted him to relocate to Madison.
Reliance on Research: In-House/External 

· [The organizations that started NAMI, see Organizational Age] had been operating separately at a time when parents were being told they were responsible for their child’s mental illness.  This perspective on mental illness at the time NAMI was founded is one reason why NAMI has long advocated research on mental illness – it is a disorder of the brain.  NAMI feels that it is key that they remain science-based so they can emphasize that mental illness is a medical disease like any other disease.

· The membership of NAMI is very concerned about and pushes for research funding, lobbying for higher appropriations for the NIMH.  We work with NIMH to try to get language inserted into the appropriations bills to have certain studies done.  Last year we got an update of a study that assesses how much the nation spends on these disorders, the number of people affected, and so on.  This gives us a benchmark (updated) of information that we can use in advocacy.

· NAMI has a separate corporation called the NAMI Research Institute that supports bench research on mental health disorders.  The Institute provides grants in excess of $10 million per year.

Number of Individuals Involved in Advocacy
· The NAMI policy team in DC consists of a director, a deputy executive director, two registered lobbyists, a state affairs coordinator, a director of research, a communications staff of four, and a legislative associate.  There are about 12 people on staff.  The policy team at NAMI also includes a series of NAMI-supported researchers and other researchers whose work is published in a NAMI publication called “Decade of the Brain,” a scientific publication.  The member newsletter is called “The Advocate.”

Units in Organization Involved in Public Affairs/Policy 

Not obtained.

· Advocate’s Outstanding Skills/Assets 

· A big problem for us is trying to get on MCs screens because they have so much going on.  But we are very good at constituent advocacy especially when MCs are at home in their districts.  Also, mental illness hits about one in every five families so people see it in their lives and the issues we talk about resonate with them.

· What we bring to a coalition is the perspective of families and consumers on mental illness.  We have no economic axe to grind – rather we are looking for help for a pool of ill people who have been discriminated against.

Type of Membership: None, Institutions, Individuals, Both 

Not obtained.

Membership Size 

Not obtained.

Organizational Age 

· NAMI was started in 1979 by a set of local organizations that somehow found out about each other.  Most of these groups were comprised of parents of children with schizophrenia or bipolar disorder.

Miscellaneous

· It's really key to get the attention of those who really believe in this issue.  This is especially useful in the Senate where the atmosphere is very clubby.  In the House, it’s much harder to make something happen.

· I believe that money drives a lot of what happens in Congress.  Hospitals and doctors do well because they give money.  They do especially well if they also have good data to bear on the issue.  They [hospitals and doctors] get first in line to bring forward their issues because of the money they can spend in Congress.

· Also key to success is where the issue you care about appears in the legislative process.  If you get what you want included in the committee chair’s mark-up, then a MC has to raise an amendment to get that provision out of the mark-up.  And, if you don’t get what you want included in the committee chair’s mark-up, then a MC has to raise an amendment to get that provision in the mark-up.  Also, it’s much easier to get things in during committee than on the floor. You want a committee member who is willing to “shoot their wad” on your issue. Committees will again regain prominence in the House because Hastert wants them to resume control of their issues.  Gingrich had things spread out from committees to task forces.
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