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Robert A. Stein,

Executive Director, American Bar Association



The American Bar Association is the nation’s premier source of legal information. With more than 400,000 members, representing every specialty and every type of legal practice, the ABA is in a unique position to deliver accurate, up-to-date, unbiased legal information to its members, to the media, and to the general public. The ABA website—www.abanet.org—is an unrivaled database in the legal field.

This book is a good example of how you can benefit from the ABA’s network of hundreds of thousands of lawyers.

The ABA Guide to Health Care Law was written with the aid of ABA members from all over the country. Many members of our Health Law Section served as reviewers of the manuscript. The Health Law Section is one of the newest and fastest growing of the ABA’s sections. The input of its members was especially valuable because they are experts in their topic and have had considerable experience in dealing every day with health law. They reviewed draft chapters, offering clarifications, suggesting additional topics that would be helpful to readers, and polishing the manuscript to make it even better.

Other ABA members reviewing the manuscript brought a rich range of experience to the project. They included professors of law and of public health, experts on medical ethics, and specialists in the legal problems of the elderly.

Finally, the ABA’s Standing Committee on Public Education provided oversight for this project. This committee and its excellent staff contribute the perspective of experts in communicating about the law.

Thanks to all of the lawyers who worked on this book, you can be sure that the information it includes is


	useful,

	helpful,

	unbiased,

	current,

	written in a reader-friendly style that you can understand easily, and

	reflects a national picture, since the ABA’s members practice in all jurisdictions.



Public education and public service are two of the most important goals of the American Bar Association. This book shows how the ABA takes an active role in providing the public with information it can use.

The American Bar Association is the largest voluntary association in the world. Besides its commitment to public education, the ABA provides programs to assist lawyers and judges in their work, and initiatives to improve the legal system for the public, including promoting fast, affordable alternatives to lawsuits, such as mediation, arbitration, conciliation, and small claims courts. Through ABA support for lawyer referral programs and pro bono services (where lawyers donate their time), people like you have been able to find the best lawyer for each particular case and have received quality legal help within each budget.


Robert A. Stein is the Executive Director of the American Bar Association. He was formerly dean of the University of Minnesota Law School.




INTRODUCTION
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Allan J. Tanenbaum, Chair

ABA Standing Committee on Public Education



Health care in America is better than ever. We are leading longer, healthier lives. Thanks to advances in medicine, we have conquered some of the long-term scourges of humanity.

Unfortunately, health care also costs more than it ever has. Health spending has gone from about 5 percent as a share of the economy to about 14 percent—all in less than forty years. Paying for these health bills is a big issue for politicians (the government pays for about half of our health costs) and a big issue for consumers (who pay the rest, either out of pocket or through their insurance).

This book is designed to help you sort through the maze of health insurance, HMOs, and government programs, while also giving you tips on dozens of other issues where health care and law interact, such as your right to informed consent, new reproductive technologies and the law, and disabilities and the law.

No matter who you are, no matter what your health status is, you probably have plenty of questions about the impact of the law, but you may have no idea where to turn. That’s where this book can help. It can help you sort out issues. It provides background information and suggests the pros and cons of various courses of action.

Our main author is an outstanding lawyer and journalist, Cindy J. Moy. Her manuscript was reviewed and approved by health-law experts from all over the country, under the guidance of the ABA’s Standing Committee on Public Education. Together, we’ve worked to provide you with easy-to-understand information that will help you use the laws that affect health care. Our goal is to help you spot problems before they become major—when they’re easiest to handle.

In this book you’ll find practical, down-to-earth information about everything from guarding the privacy of your medical records to choosing a nursing home. We cover everything from the traditional—such as the licensing of doctors—to the cutting edge, such as research on humans. We get into medical malpractice suits and other possible steps to take when care goes wrong, and we look into the legal side of such end-of-life issues as your right to refuse treatment.

Our authors cover these topics and more in plain, direct language. You won’t find legal jargon or technicalities here—just concise, straightforward discussions of how the law affects health care every day.

HOW TO USE THIS BOOK

Most of you will want to keep this book handy, to refer to it at various stages of your treatment. It’s clearly organized so you can easily find the help you need as a new issue comes up.

Section One—Patients’ Rights gives you an overview of your right to confidentiality and privacy, your right to emergency care, and your right to what the law calls “informed consent”—your right to understand and approve your treatment. In this area especially, knowledge is power. To use your rights you have to realize you have them and understand the steps to take to exercise them. We tell you what you need to know.

Section Two—Paying for Medical Care looks at your options for footing the bill, from private insurance to HMOs and government programs. We help you understand the rapidly changing legal environment, especially of HMOs, look at Medicare and Medicaid, and fill you in on your rights to continue your health insurance for a period when you leave a job—the mysteriously named but popular COBRA legislation. As always, the focus is on you—and how this information can benefit you and your family.

Section Three—Reproduction looks at the birds, bees, and deep freeze. It covers everything from the old (midwifery) to the very new, giving you guidance on how law is struggling to catch up with advances in reproductive technology. Other chapters look at some of the legal consequences of failures of reproductive technology—wrongful birth and wrongful pregnancy cases. Sterilization remains a difficult issue, though dwarfed in controversy by abortion. For all these areas, we don’t take sides, but rather tell you what the law is, what some of the trends seem to be, and how the legal situation affects people caught up in these difficult circumstances.

Section Four—People with Disabilities covers a wide range of issues dealing with disabilities and the law. We begin by looking at some of the essential protections for people with disabilities, then look at some specific issues. Most of us don’t think of pregnancy as a disability, but pregnancy-related conditions are sometimes classified that way under the law, resulting in important legal protections for pregnant women. There are many questions regarding the privacy of persons with disabilities, and we try to give you tips on how the law affects these issues. Vaccinations are covered in this section, as is mandatory testing. We end by taking a look at an old form of disease control, quarantine, and examine some of the legal issues it raises.

All in all, a surprising number of people are affected by the laws regarding disability, and this section will help them, and their families, understand their rights under the law.

Section Five—Nursing Homes is a very practical section that will help you understand such basic matters as how to choose a nursing home, how to pay for it, and what some alternatives are to nursing homes. America’s population is aging, and more and more Americans are looking into alternatives to living at home, either for themselves or their aging parents. It’s not just your home or the nursing home anymore. We explore assisted living, congregate care, and other alternatives. If you do choose a nursing home, we give you checklists to help you select the right one. We discuss how planning ahead can help you pay for such care, and provide some suggestions on qualifying for Medicaid.

Section Six—Regulating Medical Professionals discusses some of the legal protections in place for patients. We alert you to the protections established by the requirement that doctors be licensed. We also discuss the rapidly evolving area of legal protections for people undergoing experimental procedures. Finally, we look at medical malpractice, an area of law designed both to make medicine safer and to provide a way for patients hurt through negligence to receive compensation for their injuries.

Section Seven—Death and Dying canvasses a number of end-of-life issues. Perhaps the most important of these is your right to refuse life-sustaining treatment, and the tools—living wills, health care advance directives, and the like—that you can use to assure that your wishes will be effective in determining your treatment, even if you can no longer speak for yourself.

The hospice movement is one of the ways the law and medicine are changing regarding end-of-life choices. This form of caring for the terminally ill has proven a comfort for many families. We alert you to some of the legal issues and some ways in which you can try to guarantee that a hospice functions as well as it can.

Organ donation is also growing in importance, and we discuss some of the evolving legal issues it raises. Finally, we look at how the law deals with a highly controversial topic—assisted suicide.

Our final chapter—“Where Do You Go from Here”—gives you websites, books, and other sources of useful information, many just a touch of a computer key or telephone keypad away.

WRITTEN WITH YOU IN MIND

We’ve made a special effort to make this book practical, by using situations and problems you are likely to encounter. Each chapter is clearly laid out, with a real-life starting situation that shows the practical ramifications of the subject.

Within chapters, brief special sidebars alert you to important points:


	sidebars with this icon [image: ] generally give you practical tips that could be of benefit to you or provide interesting additional information;

	sidebars with this icon [image: ] generally give you a warning about a potential pitfall that you can navigate with the right information and help;

	sidebars with this icon [image: ] highlight important steps to take; and

	sidebars with this icon [image: ] provide clear, plain English definitions to legal or medical terms



A brand-new feature in this series—talking to a lawyer—highlights our experts responding to actual questions from people, giving legal information that may help you as you grapple with similar issues within your own family. It is designated with a telephone icon ([image: ]).

At the end of each chapter, in a section entitled “You must remember this …” we highlight the most important points that chapter has covered. In a concluding section of each chapter, entitled “The World at Your Fingertips,” we also advise you where to go for more information if you’d like to explore a topic further—usually to free or inexpensive materials that will fill your mind without emptying your wallet.

Sometimes a problem is so complex, or so much is at stake, that you’ll want to seek legal advice from someone who knows the facts of your particular case and can give you advice tailored to your situation. But with this book, you’ll be able to make informed decisions about a wide range of problems and opportunities. Armed with the knowledge and insights we provide, you can be confident that the decisions you make will be in your best interests.


Allan J. Tanenbaum is Chair of the ABA’s Standing Committee on Public Education. He is General Counsel of AFC Enterprises, Inc., in Atlanta, Georgia. He represents the State Bar of Georgia in the ABA House of Delegates.





PART ONE
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Patients’ Rights

All of us are medical patients, whether our care is for yearly checkups or ongoing illnesses. In the past many of us accepted our treatment without question. Now, patients are taking a more active role in assessing their treatment and their options. Patients are becoming informed as much as possible about their health concerns and are taking an active part in decisions about their health care.

In this section we will discuss the rights that are unique to you as a patient. Chapter 1 deals with your right to confidentiality and privacy. Who gets to see your medical file? What is the difference between your confidentiality and the doctor-patient privilege? We answer these questions as well as many others. Then we will tell you how you can protect yourself from violations of privacy and where to turn if you believe your privacy is violated.

Chapter 2 discusses emergency care. This became an important topic when insurance companies and health maintenance organizations began putting restrictions on your access to emergency services. The state and federal governments took action when patients complained that needed services were not being covered. The question of the services an emergency room staff is required to provide to you is answered in this chapter, too.

Chapter 3 explains informed consent: What is it and what responsibility does it place on you? We provide you with a list of questions to ask your doctor when you are facing an illness or deciding on treatment options. In addition, we will clarify what you should do when your doctor hands you a consent form for your signature and, after signing it, how to let your doctor know you changed your mind.

These three topics are the mainstay of your rights as a patient. Get informed and know your rights as a patient. If you would like more information, please check at the end of each chapter and of the guide as a whole for additional resources and websites regarding these issues.




CHAPTER 1
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Confidentiality/Privacy and the Patient’s Bill of Rights

Your Guide to the Complicated Legal World of Medical Privacy


Imagine sitting with your friends, enjoying dinner. Your friend Jane tells you that she is taking medication for depression after having an abortion. Jane then turns to another friend and announces that her husband has herpes. She leans across the table to inform another companion that her daughter is being treated for bulimia. She openly tells your hosts that her son is being counseled for substance abuse.



Few of us would discuss our medical problems so candidly. You would not want such information to be readily available to others, and there are laws and regulations that safeguard this information, though your specific rights may depend on the state in which you live and the circumstances of your situation.

WHO HAS ACCESS TO YOUR FILE?

Remember signing all those forms at the doctor’s office—the ones that allowed your doctor to share your medical information with the insurance company? Ever wonder who else gets to see that information? As patients, we often have to bare our souls, among other things, in order for doctors to properly diagnose us and to prescribe the correct treatment. Although a thorough medical examination is certainly needed to properly diagnose and treat us, the information it reveals is often very personal, sometimes embarrassing.

The fact is that dozens of doctors, nurses, secretaries, and other professionals in the health care field have legitimate access to this medical information. But what about that accountant at the insurance company? Your spouse? Your children? Your employer? You may be surprised to learn that many of those people have access to an amazing amount of information about you.

There are laws that protect your privacy, especially on the state level, but they vary considerably.

What Is in Your File?

Your medical file contains


	your name, address, and phone number;

	your age, sex, and marital status;

	names and ages of your children;

	your occupation and Social Security number;

	results of lab tests and physical examinations;

	whether you have a living will or a health care power of attorney;

	your family medical history, including risk factors (such as smoking, obesity, or high blood pressure), allergies, immunizations, and any medications prescribed.



The wrong person can do a lot of damage with this information. In one instance, a Maryland banker sat on the state health commission. He got his hands on a list of cancer patients and compared that list with the loan records at his bank. He then called due any loans to individuals whose names were on the list of cancer patients.



[image: ]


RECORDS OFTEN MISUSED

According to one survey, one-third of human resources employees admitted to using medical or insurance records in deciding whom to hire, promote, or fire.



In another case, a company executive found out which employees were taking certain medications and realized that one employee in particular was taking a drug to fight AIDS. The executive then told co-workers. The employee sued the company, but the company won the case. Would you want your employer to know that you are taking birth control pills? Heart medication? Drugs for a sexually transmitted disease? Probably not, but it’s all in your file.

HOW THE LAW PROTECTS YOUR INFORMATION

The Federal Government

The United States Constitution

There is no outright guarantee of privacy under the Constitution. There is, though, an implied right to privacy under the Constitution that has been consistently expanded throughout the past thirty years. This is the right under which the United States Supreme Court placed a woman’s right to obtain an abortion. This privacy right was extended by the Court to individually identifiable medical data. This is any medical data by which someone could find out your name, address, or Social Security number.

A New York law required doctors to report to the state any person taking certain prescription drugs that could be sold by the patient for illegal use by others (such as morphine). The Court ruled that this did not violate the patient’s right to privacy because the state took sufficient security measures to protect the data. When deciding whether the state can get access to your medical data, a court will look at



[image: ]



TALKING TO A LAWYER
Access to Your Own File

Q. I asked my doctor for a hard copy of my medical file. My doctor told me that he is not required to provide me with a hard copy. What legal right do I have to a copy of my own file?

A. Medical records of your care and treatment are technically the property of the physician or health facility providing the care. Your right to access to your medical records is generally governed by your state’s laws. Most states have laws granting access to your own records. However, access is limited to the official record and does not include personal notes of the provider. Moreover, if the provider, to a reasonable degree of medical certainty, believes that access to such information will cause substantial harm to the patient, the provider may deny the request in whole or in part. You generally will have a right to appeal this denial to an outside agency; therefore, you should put your request in writing and further request that a written response be given if the provider does not honor your request.
    In most cases providers will comply with your request. They may also require a reasonable fee for reproduction of such records.

Answer by Salvatore J. Russo, Executive Senior Counsel, New York City Health & Hospitals Corporation, New York, New York




	whether the intrusion into your privacy is justified by the kind of information requested;

	the potential for any harm to you;

	the safeguards provided to prevent the unauthorized disclosure of your information to someone else;

	the degree to which your information is needed.



Privacy Laws

There is no federal law at this point that comprehensively and specifically applies your right of privacy to individually identifiable medical information. (However, at present, each state has its own laws governing this information. Moreover, state lawmakers around the country are busily considering an array of proposed new laws, discussed later, to strengthen such protections.) There are also standards that all Medicare and Medicaid facilities must meet. And some federal privacy laws provide some protection of medical data, such as HIV status or psychiatric treatment. These are discussed in later chapters.

The Privacy Act of 1974 requires that government agencies act fairly when collecting, using, and releasing any information that identifies you. The agency collecting the data is required to notify you that information is being collected and why. You have the right to see this data and to correct any errors within it. The information may not be released to another person without your consent except in certain situations. Your consent is not required if the information is released for a reason that is compatible with the reason for which the information is collected in the first place. Any hospital or health care facility that is operated by the federal government or that maintains records under a government contract must follow the Privacy Act.

The Privacy Act does not protect data that is required to be released under the Freedom of Information Act. The Freedom of Information Act, though, grants an exception to some personal medical information. This information will not be released by the government agency if to do so would clearly violate your privacy.

Proposed Legislation

Patient privacy is a major political issue right now, and legislators are in the process of trying to come up with a law that finds the right balance between your privacy rights and the rights of insurance companies, hospitals, and health care providers. These proposed laws typically grant you a clear right of privacy when it comes to your medical information. Some allow you to separate certain portions of your medical records, such as mental health information, from the rest of your record. Many of these proposed laws seek to give you the right to sue in civil court anyone who abuses your personal health information. Other proposals include criminal sanctions for breaches of patient confidentiality or misuse of personal medical information.

Proposed laws such as these will be on the agenda for federal and state legislators to consider for the next few years. The trend is to give you greater rights to privacy, although the penalties for violating your rights are uncertain.

Medicare

Hospitals that participate in the Medicare program must comply with the Medicare Conditions of Participation for Hospitals. These conditions require that hospitals take certain steps to keep your information confidential. The hospital may release copies of your records only to authorized individuals, such as your doctor. The hospital must also take steps to make sure that unauthorized individuals cannot access your records. Furthermore, your original medical records cannot be released by the hospital except by court order, subpoena, or a state or federal law. In most cases where your records are released, the hospital will provide a certified copy of the record, which is accepted in lieu of the original.

State Laws

Current Law

For the most part, health care issues are deferred to each state, including the protection of medical data. The Tenth Amendment to the Constitution gives this power to the states. The result is that your right to privacy regarding your medical information depends in large part on where you live. State law protects your medical data through laws against invasion of privacy and the special duty your doctor has to keep your information confidential.

In short, the law recognizes that a special relationship exists between you and your doctor. Your doctor, as a medical professional, must protect that special relationship by acting in a way that is appropriate for the profession. This includes keeping your information confidential. Breach of patient confidentiality constitutes professional misconduct for licensed health care professionals. National and state medical associations have many guidelines as to what constitutes breach of confidentiality.

The patient-doctor relationship is also regulated by state statutes concerning professional misconduct. Laws against invasion of privacy protect you from a doctor who takes your personal information and gives it to the public. Some state laws provide criminal sanctions for breaches of patient confidentiality. Civil lawsuits for money damages may also be possible.

Some states consider the relationship between you and your doctor to be a contract. These states assume that any time you are treated by a doctor, that doctor enters into an unwritten contract with you and agrees to keep your information confidential unless you grant your permission to do otherwise. Patients are having more success with this contract theory than with invasion of privacy because rarely is medical data released openly to the public. Not all states recognize that a contract exists between you and your doctor, though.

Proposed Legislation

Nearly every state already has laws dealing with privacy of medical records. Many are considering new legislation dealing with medical records, especially when it comes to keeping pace with developments on the information superhighway. The proposed legislation usually contains a common thread—hospitals and health care providers may not disclose your medical information to any unauthorized person. If your information is released, the punishment could be monetary fines or even imprisonment. Approximately ten states already have laws on the books that protect your personal data that is stored in the state’s databanks, including medical information. New York requires that insurance companies keep private any medical information received in order to make payments on claims.

Professional Associations

Professional associations are not legal bodies that can make laws. However, they can come up with standards and require their members to adhere to those standards. Those standards are not laws but guidelines for you to use to determine whether your information is as secure as it could be. If a doctor or a hospital violates these standards, they may be subject to professional disciplinary procedures. State and federal laws are still needed to back those standards and to give you an opportunity to seek damages when your privacy is violated.

Hospitals

Many hospital administrators put their own procedures into place to ensure that your information stays private. One lawyer who worked as general counsel to a small Chicago hospital reports that both clinical and administrative hospital staff went to extraordinary lengths to ensure patient confidentiality. On more than one occasion, clinical staff members contacted her to inform her of possible breaches of patient confidentiality—in some instances reporting the behavior of persons who were senior to them.

In addition, a great number of hospitals belong to professional organizations or associations that obligate member hospitals to use caution when dealing with patient records. Additionally, the hospital may face tort liability (discussed in Chapter 17) for breaching patient confidentiality.

The Joint Commission on Accreditation of Healthcare Organizations (JCAHO)

JCAHO furnishes standards to its member hospitals regarding patient confidentiality. The standards require that confidentiality and security of patient information are maintained. The hospital is supposed to design its computer system to allow for easy access to information by doctors and nurses while not compromising the confidentiality of your records. These standards are meant to ensure that your records are accessible when needed but that people who do not need to see your information are denied access. (This is where precautions such as passwords come into play.)

The American Medical Association (AMA)

The AMA released a statement on medical information confidentiality. The statement recommends that only authorized personnel be allowed to enter medical information into a patient’s computerized medical record. The AMA also recommends that no information be released from the patient’s record without the patient’s permission. In addition, the AMA’s Code of Medical Ethics requires that doctors treat your information with the most confidentiality possible. The American Nurses Association follows a similar code of confidentiality.

WHEN YOU GO TO THE DOCTOR

Any time you enter a hospital or other medical facility, you automatically agree—whether you know it or not—to let anyone directly involved with your care see your medical record. This includes secretaries, nurses, interns, residents, doctors, nutritionists, pharmacists, and technicians. Obviously, it makes sense that anyone involved with your care have access to your medical information. (Medical researchers generally must obtain permission before getting access to your medical records.)

While providing access is necessary to provide you with the best treatment possible, it can be a bit unsettling to realize just how many people get to see your records.

There are three terms to keep in mind when it comes to medical information:


	confidentiality;

	privilege;

	privacy.



In everyday language these terms might seem interchangeable, but from a legal standpoint, they have distinct definitions.

Confidentiality

Confidentiality means that a doctor should not reveal your personal information to anyone except those people who are caring for you. This duty is rooted in the Hippocratic Oath, which states in part: “Whatever, in connection with my professional practice, or not in connection with it, I see or hear in the life of men, which ought not to be spoken abroad, I will not divulge, as reckoning that all such should be kept secret.”
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LEARNING THE LINGO

Confidentiality: Doctors should not reveal personal information of patients to anyone except those people involved in the care of the patients.



Confidentiality refers to your expectation that what you tell your doctor will not be repeated to anyone not involved in your treatment. It is your decision as to what other uses may be made of the information. It should be up to you whether your information is released to pharmaceutical companies, other patients, or anyone else not involved in your care.

Privilege

The doctor-patient privilege means the doctor cannot disclose the patient’s personal information during a legal proceeding without the patient’s consent. This privilege is a right held by the patient, but not every state grants patients this right. Privilege can stop a doctor from giving the patient’s medical information to the court, but it does not prohibit a doctor from providing the information to the patient’s employer, insurance company, or other doctors. That ban comes from privacy and confidentiality rights. Privilege is not absolute. It may be overridden by a court order.

Privacy

The right to privacy allows you


	to refuse to see visitors or anyone else not directly involved in your care and to prevent them from seeing your medical records;

	to wear religious medals and your own bedclothes, as long as they don’t interfere with your treatment;

	to request to have a person of your sex present during a physical examination by a member of the opposite sex, and not to be required to remain disrobed any longer than is necessary for the medical treatment;

	to insist on being transferred to another room if the person sharing the room with you is unreasonably disturbing to you (for example, with loud music).

	(These examples are drawn from George Annas’s excellent The Rights of Patients, Humana Press, 1992, page 191.)



Unlike the doctor-patient relationship, in most locations there is no duty on the part of the insurance company to keep your personal information private. One employee of a large insurance company would reportedly look up the names of prospective dates on his computer, although he didn’t need access to that information to perform his job. He had access to millions of files. If he saw that a woman asked about or sought coverage for an abortion or for medications used to treat sexually transmitted diseases or substance abuse, he would refrain from asking her on a date. As insurance companies and health maintenance organizations (HMOs) merge and become linked, such renegade employees will have access to more information about more people.
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TALKING TO A LAWYER

Law Enforcement

Q. My health plan is being investigated by the state attorney general’s office. Will they notify me before they look at my medical records?

A. In general, federal law at this time does not allow law enforcement officials to gain access to your medical records without your consent. (There is an exception for the Secret Service.) Law enforcement may, however, get a search warrant, court order. or subpoena in order to get access; but in that case you would be notified of their need to see your medical records. In cases of Medicare or Medicaid fraud, your medical records may be given to the investigating agency without notifying you. This is because the government is paying for the medical care on your behalf.

Answer by Cindy J. Moy, attorney and author, Golden Valley, Minnesota



Exceptions That Prove the Rule

It Is in Your Best Interest

In theory, you have the right to dictate which people can and cannot see your medical information. In the real world, doctors, nurses, and other health care workers have considerable discretion in releasing your personal information. For example, your doctor can decide to share your personal information with your spouse and close relatives, but only if the doctor believes in good faith that it is in your best interest.

When is such disclosure in your interest? The therapeutic privilege requires that a physician make a reasonable medical judgment that disclosure of the patient’s medical condition and obtaining an informed consent would cause an adverse and substantial effect on the patient’s medical condition. This is a rigorous standard rarely relied on by physicians.

You Are Unconscious

If you are unconscious or unable to make decisions regarding your care, the doctor has the right to provide your family members with all the information necessary to make an informed decision on your behalf. Otherwise, doctors should use only very general terms, such as “stable,” when describing your condition.

Many people have anticipated that at some point in the future they might not be able to make decisions and have written and signed a living will, health care advance directive, or health care proxy. Through any of these devices, you can appoint a health care agent (sometimes called a health care power of attorney) to make decisions for you. If you have such a document, then that person alone is entitled to information regarding your medical condition. This subject is discussed further in Chapter 26.

Reporting Vital Statistics

Just as the law requires some information to be kept under wraps, it also requires doctors, nurses, and other health professionals to release information in certain circumstances. For instance, most states have laws requiring doctors to file birth and death certificates. Doctors are also usually required to report injuries caused by guns or sharp instruments, such as knives.

When There Is Abuse or Danger to Others

There is a duty to protect that is spelled out by law in many states. For instance, when child abuse is suspected, doctors, nurses, and other health professionals must report the abuse. The same is true for situations when a doctor or a therapist decides that the patient is a danger to others or to himself. If the doctor or therapist feels that disclosing the patient’s statements is necessary to protect the patient or a third person, the doctor or therapist must do so.

As an example of what can happen when this information is not shared, a patient told his therapist that he intended to kill his former girlfriend. The therapist believed the patient meant to kill the young woman but did not warn her or confine the boy to a mental institution. After the patient killed the girl, her parents sued the therapist. The therapist claimed the patient’s statements were confidential. Although that case was eventually settled out of court, cases such as this and statutes in many states now generally require doctors to warn those who are at risk of the patient’s violence or to take other reasonable steps, such as involuntary commitment of the patient or the notification of the police.

When You Have a Communicable Disease

Many states require doctors to report cases of communicable diseases, including (but not limited to) smallpox, tuberculosis, pneumonia, measles, chicken pox, mumps, syphilis, gonorrhea, AIDS, and HIV. AIDS and HIV present a special challenge to patient privacy and confidentiality. This topic is covered more thoroughly in the section on AIDS and disabilities.

In general, confidentiality is needed so that people will be comfortable being tested for AIDS or HIV. That need for confidentiality must be balanced with the desire to protect others from contracting the disease. Although doctors in all states are required to report AIDS cases to state public health departments, states differ in how this information is used.

In Legal Proceedings

Medical information is commonly used in legal proceedings, even when a privilege exists between the doctor and the patient. Any time you make your health or physical condition the focus of a lawsuit, such as in a suit for worker’s compensation or for injuries from a car accident or medical malpractice and in some child custody cases, your doctor can be brought into court to testify about your medical condition.

With Other Doctors

A doctor is allowed to discuss a patient with health care professionals that are not involved in the patient’s care, but only if the patient consents or if the doctor doesn’t reveal the patient’s identity. In other circumstances, you have a right to maintain your privacy. For example, imagine that a doctor shows up to examine you—and is trailed by a group of medical students. You have the right to refuse to let the medical students watch your examination.

YOUR CHILD’S MEDICAL RECORD

To a certain extent, you control what goes into your child’s medical record, particularly when your child is very young. If you do not tell the pediatrician that your child received medical treatment from an opthamologist or a chiropractor, the pediatrician will not be aware of that treatment.

The situation is very different for older children, who might be able to keep information from you. What happens when your child becomes a teenager? Do you still get to see your child’s medical information?

Once again, the law differs from state to state. Overall, states recognize that parents need to be able to give doctors medical information about their children before those children take medication or undergo surgery. In many states, though, such as Illinois, if your child becomes pregnant and asks for an abortion, you may no longer be given access to her medical records. In Montana, however, parents retain the right of access to a child’s medical records because her parents are considered to have the right to protect her from decisions she makes as a minor. Some states resolve the issue by letting the doctor decide whether it would be in the child’s best interest to let parents see the information.

HOW TO PROTECT YOURSELF

Tell your doctor that you are concerned about who has access to your medical information. Ask her what steps are taken to keep that information confidential. Don’t let your concerns be brushed aside.

Take your time and read every form you are asked to sign at the doctor’s office or hospital. If you want insurance to pay your claim, you will have to sign the release form allowing the doctor to send your information to the insurance company. On the other hand, you can also specify that the doctor release only the specific information necessary to pay the claim—no more.

For particularly private or embarrassing medical issues, if possible, pay for the visit, medication, or therapy yourself so that the information will not be sent to the insurance company for reimbursement. This may seem unfair after paying insurance premiums, but it is the best way to keep the information out of your insurance company’s database.

Ask your doctor for the clinic’s or the hospital’s policy on discussing patients among the medical staff. Notice whether the staff discusses personal information of patients while at the nurses’ station, in the elevator, or in the cafeteria. In one situation, while sitting in a hospital visiting room with her young daughter, an attorney listened as four medical residents discussed in very unflattering terms the personal hygiene of a patient in the maternity ward. Report such breaches to your doctor and ask that the situation be corrected.

Do not discuss your medical concerns while talking on a cellular or cordless phone. A simple baby monitor will allow your neighbors to hear your conversation. Think twice before e-mailing an Internet discussion group and providing information about your medical history. This information can be traced back to you, compiled by the discussion group “host,” and sold to marketing companies.

If you believe your medical information is not being treated confidentially by medical staff members, discuss your concerns with your doctor. If you feel your doctor is violating your confidentiality or privacy, report the situation to a managing partner in the clinic or to the chief of staff—even doctors have bosses. You can also report the problem to your state’s medical licensing board and the local medical professional association. Both numbers are in your phone book.

WHEN YOU MIGHT WANT TO CONSENT TO RELEASE YOUR INFORMATION

The general rule is that you must consent before your medical information is released to another party, such as your insurance company. Some states have laws that allow your information to be released to any requesting party once you have signed a general release form. In other states your information may only be released to certain parties, such as your HMO or the department of health. Your consent will be required if you plan to submit claims to your insurance company. There are also special authorization forms for HIV and drug-treatment program information, which have further requirements.

What Has to Be in the Release?

Typically a release form will include:


	your name, address, and date of birth;

	a description of the information to be released;

	the identity of the party that will receive the information;

	a statement that you authorize the release of information;

	your signature;

	the time period for which the release will be valid.



What Happens to the Doctor if Your Information Is Released Without Your Consent?

Almost half of the states will take disciplinary action against a doctor if it is discovered that a doctor released confidential information without the patient’s consent. This may include revoking the doctor’s medical license, though reprimand is the more likely remedy. Remember, though, that the doctor may legally give your information to other health care professionals who are taking part in your medical care or to the state department of health if you suffer a knife or gunshot wound or have a communicable disease.

THE PATIENT’S BILL OF RIGHTS

As part of an ongoing effort to reform managed health care, Congress continues to debate a federal Patient’s Bill of Rights. Both Republicans and Democrats agree that a bill of rights is needed, but they cannot seem to agree on what should be included. At a minimum, these proposed bills tend to include


	a requirement that health plans give consumers facts about benefits, exclusions, doctor credentials, and hospital track records;

	direct access to specialists for patients with serious medical needs;

	coverage of emergency services when lack of such care would cause serious harm to the patient;

	a requirement that doctors and health plans provide patients with information on treatment risks, benefits, and alternatives and on any financial arrangements influencing decisions;

	the banning of “gag” clauses, which forbid doctors from disclosing all treatment options (some states already ban these clauses);

	a simplified appeals process that can be accessed quickly.



In 1997, President Bill Clinton appointed the Advisory Commission on Consumer Protection and Quality in the Health Care Industry to research the question of how to provide quality health care for all Americans. To read the advisory commission’s report, visit the commission’s website at http://www.hcqualitycommission.gov/. A summary of the commission’s proposed patient’s bill of rights is available at http://www.hcqualitycommission.gov/press/cbor.html#head1. This summary goes into greater detail regarding the preceding list of rights.

THE WORLD AT YOUR FINGERTIPS


	For a readable, popular look at your right to privacy regarding medical information, personal computers, voice mail, e-mail, and other property, see Invasion of Privacy by Louis R. Mizell (Berkley, 1998).

	Computer-based Patient Record Institute is a nonprofit organization working with health information in an increasingly technological world. To visit their website, go to www.cpri.org.

	The Health Law Resource: For a discussion on the need for confidentiality of medical records, see www.netreach.net~wmanning/cdm.htm.

	The Center for Democracy and Technology is a nonprofit organization concerned with privacy issues. See www.cdt.org/privacy/health/960614_testimony.html for congressional testimony regarding the confidentiality of medical records.



YOU MUST REMEMBER THIS


	Your doctor has a duty to keep your information confidential. The insurance company does not.

	Read all forms thoroughly.

	Ask your doctor how your medical information is protected.

	You need to be open with your doctor in order to receive the best treatment possible. In some instances, however, you should consider paying for the treatment yourself, rather than seeking reimbursement from the insurance company.




CHAPTER 2
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Emergency Care

You Have Rights to Emergency Care—Know How to Use Them


Julie awoke in the middle of the night to the sound of her toddler’s cry. Libby’s forehead was hot. When Julie took her temperature, the thermometer read 104 degrees. Julie immediately headed for the emergency room of the nearest hospital. The emergency room nurse told Julie that the hospital was too busy with other patients and told her to go to another hospital about fifteen minutes away. Julie drove to the other hospital. The doctor there administered a shot of acetaminophen, which soon brought the fever down. Libby was diagnosed with a viral infection from which she recovered in a few days. Julie’s insurance company refused to cover Libby’s trip to the emergency room because Julie did not call for prior approval before going to the hospital. Julie is still recovering from the bill.



MANAGED CARE VERSUS EMERGENCY CARE

Understanding Your Policy

Ever read your entire health insurance policy? Did you understand it? Reading an insurance policy can be tedious and confusing. The terms are unfamiliar, and the language seems to be a riddle meant to baffle you. Some health plans do not even give their policyholders the whole policy. Instead they provide you with a shorter outline of your coverage. One man who received such an outline noted that he was covered for “emergency transportation.” Later on the man needed to be airlifted to a hospital. The health plan denied coverage, claiming that it only covered ambulances. When the man took the health plan to court, he was able to get the bill for the helicopter covered by the health plan.

When the language in the policy is clear, it will almost always be enforced as it is written, even though doing so may be to your disadvantage. When there are terms such as “emergency transportation,” which can be interpreted in several ways, courts will define the terms to protect the reasonable expectations of the insured—you.

Limiting Emergency Care

Emergencies cannot really be managed. By their very nature, emergencies are unexpected, unforeseen, and often frightening—the very qualities that make them difficult to manage.

Originally, however, HMOs did try to manage them, sometimes with disastrous results. When HMOs first became prevalent, many of them limited the use of emergency rooms and services. Patients were required to call the HMO to ask permission to go to the emergency room. Patients would describe their symptoms to HMO personnel who would then approve or deny permission to seek emergency care. Unbeknownst to patients, they were not always speaking with a doctor. Sometimes the decisions were made by customer service representatives with no medical training.

If the patient was denied permission and sought emergency care anyway, the HMO refused to cover the bill. Even if the HMO approved the emergency visit, it would sometimes reverse its decision upon receiving the bill if HMO personnel decided it wasn’t an emergency after all. One patient received approval to seek emergency care for severe abdominal pain. He was admitted to the hospital and died within a few hours. His HMO refused to pay the bill, arguing it had not been an emergency.

State Legislatures Get Involved

HMOs argue that instances like these are rare, that most people under managed care give it high marks, and that the procedures that sometimes limit medical care are necessary to contain costs.

However, on the emergency room issue, as more and more horror stories came to the attention of the press and the public, legislators began taking a closer look at how HMOs were operating. Some HMOs required the approval of a doctor to visit the emergency room but did not staff their phone lines outside of normal business hours. Other patients waited hours to receive a call from an HMO doctor, only to be turned down. Still other patients were told by HMO personnel that they were not to call 911 because their problems were not serious enough to warrant ambulances. Some of those patients died before they were able to see their primary physicians.

Public outcry led to state senators and representatives taking on the HMOs, although the outcome varied from state to state. Most states no longer allow HMOs to require that you get preapproval to seek emergency care. Other states require that HMOs offer a telephone number that is staffed twenty-four hours a day, seven days a week, and that a doctor must get back to the patient within a specified period of time, such as thirty minutes.

As patients become frustrated with restrictions on their health care, states are responding by limiting the power of the

ILLEGAL DUMPING—THE EMERGENCY MEDICAL TREATMENT AND ACTIVE LABOR ACT




	give an appropriate examination to you when you go to the emergency room;

	decide whether an emergency medical condition exists;

	stabilize or transfer you.





What Is an “Appropriate” Medical Examination?










What Is an “Emergency Medical Condition”?


When Is a Patient Stabilized?




























When and How May a Patient Be Transferred?



	the patient requests the transfer in writing; or

	the doctor certifies that the benefits of transferring the patient outweigh the risks.






	the transport, such as an ambulance, must have adequate equipment and personnel;

	the hospital to which the patient is being transferred must agree to accept the patient;

	the first hospital must give all the patient’s medical records to the second hospital.






	refuse treatment;

	refuse to agree to the transfer;

	request the transfer yourself.



Which Hospitals Must Comply with EMTALA?








How the Medicare Program Affects Your Emergency Care








MALPRACTICE AND MANAGED CARE

Managed Care and the EMTALA










Malpractice and the ERISA Curse



Why the Law May Change


Getting Your Medical Bills Covered


THE WORLD AT YOUR FINGERTIPS


	The American Hospital Association website addresses many issues faced by hospitals today. To see how they are facing concerns about emergency care, go to http://www.aha.org and search for “emergency.”

	The American College of Emergency Physicians offers a comprehensive site discussing all aspects of emergency care, including how it is affected by managed care. See www.acep.org.

	For a directory of websites for specific hospitals throughout the country, take a look at the listings on http://smi.bih.harvard.edu/EM.bookmarks.html, a site maintained by the Division of Emergency Medicine at the Beth Israel Deaconess Medical Center in Boston.



YOU MUST REMEMBER THIS


	Emergency room doctors are required to examine you, to determine whether there is an emergency, and then—if there is an emergency—to either stabilize you or transfer you to another hospital.

	An “appropriate” medical examination is one that a doctor would give to any patient presenting your symptoms, vital signs, and complaints, regardless of your race, gender, religion, insurance status, or income level.

	You can request to be transferred to another hospital. You can also refuse to be transferred to another hospital.

	Hospitals are not required to transfer patients in ambulances. The type of transportation required depends on the distance to be traveled and on the condition of the patient.
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