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Several years ago, I wrote an article for The BMT newsletter explaining strategies for getting insurance coverage for novel medical care, in particular, transplants.  Since that time, the legal landscape has changed in terms of coverage and I felt that it would be a good idea to offer an updated version of that article for BMT readers.

Health insurers, particularly the less savory ones, continue to deny coverage arbitrarily for transplants and other novel therapies.  In addition, medical science is moving quickly against cancer and the therapies of today are moving in and out of favor quicker than in the past.  Because of that, it is getting harder to substantiate the safety and accuracy of some treatments and many insurers have not kept their research up to date.  In addition, the law has become less tolerant of mistakes by patients in attempting to secure coverage.  

In the early 1990's, when experimental medicine litigation first really started, there were almost no cases on the subject.  The cases that did exist oftentimes involved quack therapy or other very unusual treatments which were of little or no help to lawyers and patients attempting to get coverage.  As a result, the lawyers bringing the cases and the court(s improvised a great deal and tolerated mistakes by the parties because so few people understood ERISA, the federal law which governs most people(s access to healthcare.

With the litigation surrounding bone marrow transplants, particularly for breast cancer, and some of the controversies around that, insurers began to insist that people seeking care try to assert their legal rights in court.  As a result of that, the number of cases filed in federal courts for expensive or novel therapies has ballooned in the last decade.  In addition, the law which was never patient friendly, has become even less so.  The end result is that a patient seeking to get care needs to plan how to get coverage and how to put their own best foot forward in an effort to obtain coverage.  

While the number of high-volume, low quality insurers has dramatically shrunk as the industry goes through a series of consolidations, the industry which those few third-party payors spawned, still exist.  There are quite a few (independent review( companies who provide less than an honest evaluation of the therapy.  It has been my experience that most of the insurers truly want to do the right thing but they have to be brought around to that notion.  

The law which controls access to health care benefits in the United States for most people in private employment is a law called ERISA.  ERISA started out with high goals namely to protect the pensions of Americans in the middle 70's.  It has expanded hydra-like to cover almost all benefits workers get in employment, most importantly, their health care benefits.  Plans which are subject to ERISA are mostly self-regulated and much of the state law protections that surround the typical insurance consumer simply do not apply.  There is no right to a jury trial, no right to sue for damages and all actions for better or for worse end up in federal court where most lawyers simply do not practice.  

In addition, because the plans get to make the rules, the rules of each plan differ dramatically.  It is important to look at your health plan to determine just what your substantive rights are.  Generally speaking, this information is contained in sections in your SPD or plan booklet called (claim information( or (how to file a claim(.   The biggest favor you can do yourself is to check that first.  Despite that gloomy observation, it is still possible to help yourself secure coverage for transplants and other therapies even when the insurance company initially denies you.   

The purpose of this article is to explain those new rules of the road and to help you navigate your way.  The most important thing that you need to do to help yourself get coverage is to begin early or at least begin as early as you can.  The most important person who is going to help you in securing coverage is your hospital or doctor(s insurance coordinator or transplant administrator.  Most transplant facilities  have developed excellent procedures and tactics to present your case to the insurer and you should take maximum advantage of that.  When your case is being submitted for approval, you should have a conversation with the transplant coordinator to find out if there is anything which you can provide to them which would be helpful.  Understand that many treatments which are ultimately covered are initially denied, especially transplants.  The mere fact that it has been denied once only means that it is probably an expensive procedure and one the reviewing person was not well aware of.  Just because your procedure is denied, does not mean that you will have to go to court to fight this.  In fact, 95% or better of our cases routinely settle during the appeal period in these denials.  All ERISA plans must have an appeal procedure.  The appeal procedure must be initiated within 180 days or you will lose your right to appeal the denial of the treatment.  You should follow the appeal procedures as set out in your plan documents.  If you do not have a copy of your plan documents, now is the time to request them from both the insurer and your employer.  Oftentimes people wait until its too long and they lose valuable rights because they don(t know what steps to take.  

To be successful, an appeal must start with a conversation with the insurance company which is logical, complies with the plan requirements, and is well documented.  To this end, you should look at the plan language and get help from the transplant coordinator or insurance person in explaining why treatment is appropriate for you.  Oftentimes, your hospital or doctor will also provide the insurance company with helpful medical journal articles or letters from other colleagues.  Sometimes it is helpful to have lists of companies that pay for the same procedure at that institution.  If your first appeal is denied, do not give up but remember that this is still part of a process and do not make an angry or threatening phone call or email to the insurance company.  Although much of the law in this area has changed, one thing is still certain, that angry people tend to say no.  If you anger the insurer at this point, you may have lost a valuable ally within the organization who could help you get the coverage which you require.  

After the first appeal, it is probably time to have a lawyer help you with your case.  Administrative appeals of insurance denials are much more complicated than they were a few years ago.  There are a whole body of independent reviewers out there that help the insurance company make any decision appear to be reasonable.  Don(t just take their word for it.  Oftentimes, these independent reviewers don(t even look at the plan language so that their carefully crafted letters when viewed by a professional are easily demonstrated to be simply form letters with minor identification changes which do not answer the question of (is this experimental according to the insurance contract( at all.  

All insurance contracts have a definition of (experimental( and whether something is experimental or investigative according to your doctor or to you does not mean it is experimental to the insurer or vice versa.  Insurers treat experimental and expensive as synonyms.  If they lack knowledge of a treatment, oftentimes they will simply turn it down.  The denial letters will be written in such a way that you will feel like you have to give up.  That is not the case and particularly, when somebody(s health and well-being lies in the balance, you should do everything in your power to try to get coverage.  When you are investigating a lawyer, make sure this lawyer has done this kind of case in the past or at least has ready access to colleagues who have.  The administrative process now is very complicated, time-consuming and has to be done correctly and only somebody with experience in these kinds of cases can adequately recommend strategies for you to take.  There are referral lists of lawyers who take these kinds of cases and you should feel free to talk with several lawyers to find the one that you are most comfortable with.  Virtually all lawyers who handle these cases will review them for free or for a minimal fixed fee.  Most appeals of transplants will require 8-20 hours of that lawyers time and after the lawyer reviews the case, ask him or her what sort of estimate they will have as to the time necessary.  Remember when you speak to the lawyer to let them know when hospital admission is necessary.  You should designate time frames for each decision process and stick to your time frames.  

If you follow these tips, getting coverage for your transplant will be much less stressful than it might otherwise be.

