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Information Is The Key to
Patient Empowerment*

Robert John Kane, J.D.**

I. INTRODUCTION

"Information is power" has been the mantra of the 1990's and
the new 2 1"t century, and has even affected the health care deliv-
ery system. There is nothing new about this principle, especially
with regard to health care. The practice of medicine was born,
and has grown on the principles of obtaining knowledge and in-
formation about disease and the human condition to prevent
and cure diseases and afflictions.1 Most recently, this principle
has required disclosure of information by all participants in the
delivery of health care services, including, but not limited to, the
patient, physician and managed care organization.

It is important to recognize that many powerful elements of
our society impact or regulate the marketplace, as well as a pa-
tient's ability to control his or her own destiny and make health
care choices. Patients have a tremendous number of choices
they may pursue: traditional forms of health care delivery such
as medical, nursing or dental and alternative forms of health
care services such as acupuncture, Chinese medicine, and nap-
rapathy. To make the appropriate choices, patients need an un-
derstanding of their health history, including family history of
diseases and conditions, as well as their own history of diseases
and conditions. This knowledge also assists in making healthy
lifestyle choices.

Today, most patients finance health care through some form
of health insurance or managed care health benefit program,

* The thoughts, ideas, and positions expressed herein do not represent the policy
of the Illinois State Medical Society and are solely those of the author.
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1. THEODORE R. LEBLANG ET AL, THE LAW OF MEDICAL PRACTICE IN ILLINOIS,
§ 1:2, 3-13 (2d. Ed. 1996 & Supp. 2001) [hereinafter LEBLANG].
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generally referred to as "health benefit programs." Typically,
alternative forms of health care have not been covered under
health benefit programs. However, in the 1990's, health benefit
programs have increasingly provided coverage for these alterna-
tive forms of health care services, citing the corporate desire to
meet the needs of the people enrolled in, or insured by, the
program.

Many changes have occurred in the health care delivery sys-
tem which give patients more, and sometimes less control over
health care choices and decisions. A truly empowered patient is
one who has both the information and knowledge to take re-
sponsibility for the health care services necessary to maintain a
healthy mind and body. This paper will discuss patient empow-
erment amid the many statutory, regulatory, professional and
marketplace developments over the last decade. A checklist
will set forth a number of questions for a patient to determine
whether or not he or she has sufficient knowledge and informa-
tion to take responsibility for his or her care and to make re-
sponsible health care decisions.

II. HEALTH CARE DELIVERY MARKETPLACE

Generally, the health care delivery marketplace has been
evolving from one that was characterized by a physician deliver-
ing services to a patient with payment by the patient, to a com-
plex system with many alternative forms.2 Before World War II,
medical services were typically provided by physicians on a fee
for service basis. Over the years, the patient would develop
trust in the physician and the necessary level of communication
to allow the provision of high quality patient care. After World
War II, health benefit programs provided insurance coverage
and reimbursement to patients for health care services. Today,
few fee for service health benefit programs exist. Rather, man-
aged care has permeated most areas of the country to some de-
gree.4 Managed care brought with it the promise of lowering, or

2. GERALD R. PETERS, Healthcare Integration: A Legal Manual for Constructing
Integrated Organizations, NAT'L HEALTH LAWYERS Ass'N 14-18 (1995) [hereinafter
PETERS].

3. ScOTT BECKER, Health Care Law: A Practical Guide § 19.02[2] (2d. ed. 2001)
[hereinafter BECKER].

4. LEBLANG, supra note 1, at § 1:3, 13-17. See also Edward B. Hirshfield & Gail
H. Thompson, Symposium: on Physician Decision-Making and Managed Care: Medi-
cal Necessity Determinations: The Need for a New Legal Structure, 6 HEALTH MATRIX
3, 6 (1996).

[Vol. 11
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2002] Information Is the Key to Patient Empowerment 27

at least stabilizing, the cost of health care by limiting the pa-
tients' choice of health care professionals and the services that
would be covered by the managed care health benefit plan.5

Generally, these limitations reduce costs because of volume dis-
counts provided. Both of these forms of constraint directly af-
fect the health care received or perceived to be received by
patients because the patient and health care professional are not
free to choose the best available course for care or treatment.

The major components of the health care delivery market-
place of today are the patients; the health care professionals
and facilities; the payors, both governmental and private or third
party; and businesses. All of these components are in a continu-
ous state of change.6 In response to increased costs, expanded
government regulation, the necessities of the marketplace and
the demands of consumers and others, a variety of health care
delivery systems have emerged.7 The health care delivery mar-
ketplace changes in the 1990's have been compared to the merg-
ers and acquisitions in corporate America in the 1980's.1

Health benefit programs provide different forms of coverage
for health care services provided to insureds or enrollees.9

These programs may or may not have restrictions on the physi-
cians or hospitals that a patient can utilize. Health benefit pro-
grams are purchased by individuals, employers and
governmental entities.10 Most programs are purchased or spon-
sored by employers with patients often paying for a portion of
the cost of the program." Originally, these systems did not re-
strict which health care professionals a patient could utilize or
what a health care professional could do in terms of treatment.

However, with the advent of health maintenance organiza-
tions, preferred provider organizations and third party adminis-
trators, restrictions have been placed on both the health care
professional and the patient.12 These restrictions narrow which
health care professionals that a patient is allowed to see for ser-
vices, require a patient to choose a primary care physician to

5. PETERS, supra note 2, at 14-18; Douglas A. Hastings et al., Fundamentals of
Health Law, NAT'L HEALTH LAWYERS Ass'N 245-261 (1995) [hereinafter Hastings].

6. See generally PETERS, supra note 2, at 14.
7. Id.; LEBLANG, supra note 1, at §§ 1:15 - 1:21.
8. BECKER, supra note 3.
9. Hastings, supra note 5, at 245-47.
10. LEBLANG, supra note 1, at § 1.21, 176.
11. LEBLANG, supra note 1, at § 1:17, 142-44.
12. Hastings, supra note 5, at 245-61.
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coordinate all their health care services from a limited list, re-
strict the provider that may receive referrals from this primary
care physician, require the health benefit program to approve
the health care services that the physician believes necessary,
and pressure physicians to follow health benefit program direc-
tives on how or by whom specific services are to be provided. 13

The purpose of these restrictions or limitations is primarily to
limit or stabilize health care service costs.14 Cost reductions are
usually obtained through structural or operational integration. 15

Thus, costs are controlled by controlling access and utilization.
Government payors use many of the same techniques to limit
the costs of the system.16

Business plays a significant role as a purchaser of health insur-
ance or health benefit programs in defining the services covered
and how the services are covered. 17 Until recently, it would ap-
pear that in general, businesses simply negotiated for the most
services for the least costs. 18 In the process of searching for the
best price, health programs are sometimes changed. In addition,
health insurance and benefit programs would find new and usu-
ally restrictive ways to reduce costs. Often, this meant patients
would have to change programs every year or two. Conse-
quently, these patients may also have to change physicians. This
cycle can lead to fragmented care and a deterioration of the
traditional relationship between patient and physician. Re-
cently, a number of businesses, such as the Leap Frog Group,
which will be discussed in further detail in Section V, have taken
a public stand to improve the quality of health care services
through insisting on proven quality health care delivery
mechanisms.' 9

13. LEBLANG, supra note 1, at § 1:17, 143-44.
14. LEBLANG, supra note 1, at § 1.21, 176-96.
15. PETERS, supra note 2, at 21-22.
16. Hastings, supra note 5, at 250-52.
17. THE LEAP FROG GROUP, LeapFrog Purchasers, at

www.leapfroggroup.org/purchase.htm (last visited June 26, 2002).
18. See generally EMPLOYERS' MANAGED HEALTH CARE ASSOCIATION, Partner-

ing for Better Health - How Employers are Working with HMOs to Improve Quality
(1997); EMPLOYERS' MANAGED HEALTH CARE ASSOCIATION Communicating Health
Care Quality: How Pioneering Employers Keep Consumers Informed (1997); THE
LEAP FROG GROUP, The Case for Leapfrog, at www.leapfroggroup.org/about.htm
(last visited Jun. 12, 2002) [hereinafter About LeapFrog].

19. About LeapFrog, supra note 18.

[Vol. 11

4

Annals of Health Law, Vol. 11 [2002], Iss. 1, Art. 4

http://lawecommons.luc.edu/annals/vol11/iss1/4



2002] Information Is the Key to Patient Empowerment 29

III. PROFESSIONAL STANDARDS RECOGNIZE THE NEED FOR

ACTIVE PATIENT INVOLVEMENT THROUGH TAKING
RESPONSIBILITY FOR HEALTH CARE DECISION MAKING

For decades, the prominent health care professional associa-
tions represented by the American Medical Association 20 and
the American Hospital Association 21 have recognized the pa-
tients' right to health care information. The American Medical
Association policy specifically states that "A physician shall con-
tinue to study, apply and advance scientific knowledge, maintain
a commitment to medical education, make relevant information
available to patients, colleagues, and the public, obtain consulta-
tion, and use the talents of other health professionals when indi-
cated. '22 Likewise, the American Hospital Association policy
specifically states:

The patient has the right to and is encouraged to obtain from
physicians and other direct caregivers relevant, current, and
understandable information concerning diagnosis, treatment,
and prognosis. The patient has the right to review the records
pertaining to his/her medical care and to have the information
explained or interpreted as necessary, except when restricted
by law.23

In the mid 1990's, as patient rights were discussed in the mar-
ketplace and by state and federal legislatures, the professional
associations adopted clear policies which reflect the reality that
rights come with responsibilities. 24 Both physicians and hospi-
tals essentially view patients' responsibilities as consisting of:

* Being truthful and expressing concerns clearly.
" Providing a complete medical history, to the extent possible,

including information about past illness, medications, hospi-

20. AMERICAN MEDICAL ASSOCIATION, Principles of Medical Ethics (2001) [here-
inafter AMERICAN MEDICAL ASSOCIATION]. For first Code of Ethics, see AMERICAN
MEDICAL ASSOCIATION, Original Code of Medical Ethics (1847). See generally MOR-
RIS FISHBEIN, A History of the American Medical Association 1847 to 1947 (W. B.
Saunders Co. 1947). See also AMERICAN OSTEOPATHIC ASSOCIATION, Code of Ethics
(1998).

21. AMERICAN HOSPITAL ASSOCIATION, A Patient's Bill of Rights (1992) [herein-
after AMERICAN HOSPITAL ASSOCIATION. See generally FISHBEIN, supra note 20.

22. AMERICAN MEDICAL ASSOCIATION, supra note 20, at § 5. See also AMERICAN
OSTEOPATHIC ASSOCIATION, Code of Ethics, supra note 20.

23. AMERICAN HOSPITAL ASSOCIATION, supra note 21, at §§ 2, 7.
24. AMERICAN MEDICAL ASSOCIATION, Policy E-10.02 Patient Responsibilities

(June 2001) [hereinafter AMA Policy E-10.02]; AMERICAN MEDICAL ASSOCIATION,
supra note 20; AMERICAN HOSPITAL ASSOCIATION, supra note 21. See also AMERI-
CAN MEDICAL ASSOCIATION Policy E-10.01 Fundamental Elements of the Patient-
Physician Relationship (1993) [hereinafter AMA Policy E-10.01].
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talizations, family history of illness and other matters relat-
ing to present health.

" Requesting information or clarification about their health
status or treatment when they do not fully understand what
has been described.

" Cooperation with the treatment plan and keep agreed upon
appointments.

" Compliance with instructions to protect the public and
themselves.25

The professional duty of physicians and hospitals to provide
health care information does not permit them to hand patients
copies of articles or books because conveying information
means more than simply handing out a book.26 As seen in the
development of medicine from a point where the physician
made most of the health care decisions (paternalistic), to the
modern health care delivery system where patients are involved
in their health care and make decisions, effective communica-
tion must be provided.

The doctrine of informed consent provides a clear example of
effective communication. As one commentator observed about
informed consent: "The law is [sic] in almost every jurisdiction
requires that a physician has the duty to disclose to his patient,
prior to any treatment or procedure, sufficient information to
enable the patient to make an informed decision. 27

The informed consent doctrine developed over time out of the
concepts of patient self determination, personal autonomy and
reaction against unauthorized touching, or assault and battery.2 8

Over time, the doctrine's primary focus became not the unau-
thorized touching, but the extent of the information provided.29

An informed consent cause of action became a lawsuit against a
physician for negligent failure to provide adequate explanation
of the type of procedure, alternatives and risks of the
procedure.3°

Another example of effective communication is the physi-
cians' ethical duty to communicate with patients. This ethical

25. AMA Policy E-10.02, supra note 24; AMERICAN MEDICAL ASSOCIATION,

supra note 20; AMERICAN HOSPITAL ASSOCIATION, supra note 21. See also AMA
Policy E-10.01, supra note 24.

26. LEBLANG, supra note 1, at § 4:26.
27. BECKER, supra note 3.
28. LEBLANG, supra note 1, at § 4:27.
29. Id.
30. Id.

[Vol. 11
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duty has taken many forms, including new legal duty concerning
communication with deaf patients.3' The American's With Dis-
abilities Act has been interpreted to require all health care pro-
fessionals to provide effective communication for patients which
could include the use of interpreters for deaf patients.32 These
two examples demonstrate that providing information is not
enough; the communication between health care professional
and patient must be adequate and effective. Health care profes-
sional associations advise their members to encourage their pa-
tients to take responsibility for his or her own health care when
they are physically and mentally able to do so.

IV. HIPAA PRIVACY RULES ESTABLISH A UNIVERSAL

STANDARD FOR ACCESS To, AND USE OF, PATIENT
HEALTH CARE INFORMATION

The health care marketplace has been significantly impacted
by the provisions of the Health Insurance Portability and Ac-
countability Act ("HIPAA"). 3 3 In 1996, HIPAA imposed many
requirements on the health care delivery system.34 Most notable
for this discussion is the requirement that individually identifi-
able health care information must be kept private and confiden-
tial in accordance with universal privacy standards. These
standards set a precedent by calling for Congressional action to
establish privacy standards. The failure of Congress to act
prompted the required adoption of privacy rules by a federal
agency.3 6 Another precedent was the creation of a national uni-
versal privacy standard for health care information that

31. Americans With Disabilities Act of 1990, Pub. L. No. 101-336, Titles II and III,
104 Stat. 327 (codified as amended in scattered sections of 42 U.S.C.). See also ILL
ATT'Y GEN, ACCESSING EFFECTIVE COMMUNICATION, (1995) available at
www.ag.state.il.us/disabilities/communq&a.htm (last visited June 13, 2002).

32. Id.
33. Health Insurance Portability and Accountability Act of 1996, Pub. L. No. 104-

191 110 Stat. 1936 [hereinafter HIPAA].
34. Id. HIPAA established numerous requirements including barring health in-

surance or health benefit program limitations on pre-existing health care conditions in
specified circumstances. The provisions, known as "Administrative Simplification,"
are noteworthy for this discussion. These provisions require establishment of the fol-
lowing: national standard health care provider identifier, national standard employer
identifier, national standard health plan identifier, national individual identifier, na-
tional health care information, security and privacy standards, and national billing
transaction standards.

35. 42 U.S.C. §§ 1320d-1320d(8). See also 45 C.F.R. pts. 160 and 164; 67 Fed. Reg.
14775 (March 27, 2002) for proposed changes.

36. HIPAA, supra note 33.

7

Kane: Information Is the Key to Patient Empowerment

Published by LAW eCommons, 2002



Annals of Health Law

preempts all less stringent or conflicting state laws, rules and ju-
dicial decisions on the use and disclosure of health care
information.37

HIPAA privacy rules were established to serve the following
purposes:

" To protect and enhance the rights of consumers by providing
them access to their health information and controlling the
inappropriate uses of that information.

" To improve the quality of health care in the U.S. by restor-
ing trust in the healthcare system among consumers, health-
care professionals and the multitude of organizations and
individuals committed to the delivery of care.

* To improve the efficiency and effectiveness of healthcare de-
livery by creating a national framework for health privacy
protection that builds on efforts by states, health systems
and individuals.38

To meet these purposes, the Department of Health and
Human Services ("DHHS") adopted rules which regulate the
use and disclosure of personal health care information referred
to as "individually identifiable health information ' ' 39 by regu-
lated or covered entities.40 The regulated or covered entities in-
clude any "health plan, '41 "health care clearinghouse, ' 42 and
"health care provider who transmits any health information in
electronic form in connection with a transaction covered by this
subchapter. ' 43 These rules, in part, require covered entities to
do the following:

" Comply with rules requiring patient written consents and
authorizations prior to use or disclosure of health care
information.44

* Permit patients to copy and inspect their own health care
information. 5

37. 45 C.F.R. pts. 160 and 164. See also 67 Fed. Reg. 14775 (Mar. 27, 2002) for
proposed changes.

38. Id.
39. 42 U.S.C. § 1320d(6); 45 C.F.R. § 164.501.
40. 45 C.F.R. pts. 160 and 164.
41. 42 U.S.C. § 1320d(1); 45 C.F.R. § 160.102.
42. Id.
43. Id. See also 45 C.F.R. § 160.103.
44. 45 C.F.R. §§ 164.502-514. See also 67 Fed. Reg. 14775 (Mar. 27, 2002) for

proposed changes.
45. 45 C.F.R. §§ 164.502-524.

[Vol. 11
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2002] Information Is the Key to Patient Empowerment 33

" Grant patients the opportunity to amend their health care
information and to amend incomplete or erroneous
information.46

" Provide patients with an accounting of disclosures of their
health care information for other than health care services,
payment or operations.47

" Provide patients with a statement of how their information
is disclosed or used, referred to as a "Notice of Privacy
Practices.

48

" Grant patients an opportunity to restrict the use or disclo-
sure of information.49

" Grant patients the opportunity to file written complaints.5 °

All of these policies create a universal standard for how
health care information is used or disclosed. DHHS is continu-
ally modifying or changing these standards. 51 After these stan-
dards become effective in April 2003, every patient in every
state will be able to have direct access to their health care infor-
mation. In addition, patients will be able to request an amend-
ment to their personal medical record or health care
information. While many states may allow such access and in-
put, not all do. For instance, in Illinois a patient has direct ac-
cess to their hospital records,52 but not to their health care
professional records53 with the exception of mental health
records. Further, in Illinois the right to seek amendments to
health care records is only provided with respect to mental
health records.54

Establishment of this universal standard of patient access to,
and input in, health care information should facilitate patients'
ability to make health care decisions and take responsibility for
the health care services received from various health care pro-
fessionals and facilities. Patients will be able to obtain and
amend current health care records, which should increase un-
derstanding and accuracy for records.

46. 45 C.F.R. § 162.524
47. 45 C.F.R. § 164.528.
48. 45 C.F.R. § 164.520(a).
49. 45 C.F.R. § 164.522(a).
50. 45 C.F.R. § 164.520(b)(vi).
51. 67 Fed. Reg. 14775 (Mar. 27, 2002).
52. 735 ILL. COMP. STAT. 5/8-2001 (2001).
53. 735 ILL. COMP. STAT. 5/8-2003 (2001).
54. 740 ILL. COMP. STAT. 110/4(c) (2001).
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V. MARKET PLACE REGULATION: To Err Is Human Report

The Institute of Medicine's (10M) infamous report "To Err is
Human: Building a Safer Health Care System" (10M Report)
has sparked significant discussion as well as professional and in-
stitutional responses.55 This IOM Report, irrespective of the
statistics of projected deaths, served its purpose to awaken the
health care industry to the need to reform itself to reduce health
care errors. 56 The Report found that preventable health care
errors were caused in part because of the fragmented nature of
the health care delivery system. 7 This fragmentation takes the
form of a multiplicity of health care professionals and facilities
being involved in the services provided to a patient without ac-
cess to complete information among these providers.5 8 The Re-
port's recommendations consisted of a comprehensive, four-
tiered approach to reducing errors:59

1. Establishing a national focus to create leadership, research,
tools and protocols to enhance the knowledge base about
safety.

2. Identifying and learning from errors through immediate
and strong mandatory reporting efforts, as well as the en-
couragement of voluntary efforts, both with the aim of
making sure the system continues to be made safer for
patients.

3. Raising standards and expectations for improvements in
safety through the actions of oversight organizations, group
purchasers, and professional groups.

4. Creating safety systems inside health care organizations
through the implementation of safe practices at the delivery
level. This level is the ultimate target of all the
recommendations.60

Many of the recommendations depended upon the compila-
tion or use of health care information to prevent errors.6'
Health care information potentially would be used by a number
of different entities to reduce or prevent errors, such as federal
and state regulatory agencies, federal, state and private research

55. INST. OF MED., To ERR Is HUMAN: BUILDING A SAFER HEALTH CARE SYS-
TEM (Linda T. Kohn, et al. eds., National Academy Press 1999) [hereinafter To ERR
Is HUMAN].

56. Id. at 3.
57. Id.
58. Id. See also PETERS, supra note 2, at 18.
59. To ERR Is HUMAN, supra note 55, at 6-14.
60. Id. at 6.
61. Id. at 6-14.

[Vol. 11
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2002] Information Is the Key to Patient Empowerment 35

organizations, health care professionals and health care provid-
ers.62 Many federal and state governmental entities are now in
the process of attempting to determine how to respond to the
IOM Report and institute measures to reduce health care
errors.

63

A direct result of the IOM Report has been a keen awareness
that patients are in a unique position to prevent errors when
they are knowledgeable of their health care services. Many com-
mentors have concluded that health care information in the
hands of the patient can not only improve services, but also re-
duce the potential for errors.64 In fact, federal entities have cre-
ated documents similar to the patient empowerment checklist
set forth below. The federal government's Quality Interagency
Coordination Task Force developed "Five Steps to Safer Health
Care" which basically calls for patients to retain and inquire
about health care information.65 These steps are as follows:

1. Speak up if you have questions or concerns.
2. Keep a list of all the medicines you take.
3. Make sure you get the results of any test or procedure.
4. Talk with your doctor and health care team about your

opinions if you need hospital care
5. Make sure you understand what will happen if you undergo

surgery.66

Businesses can also help prevent errors. Business purchasers
are the significant consumers, besides the government, of health
care services.67 Their purchasing of health care services for
their employees allows them to have tremendous influence over
the services provided. Business purchases are typically negoti-
ated based upon the risks posed by the employee population
and the costs of services with union agreements are a dominant

62. Id.
63. QUALITY INTERAGENCY COORDINATION TASK FORCE, Five Steps to Safer

Health (2001) at www.ahrq.gov/consumer/5steps.htm [hereinafter TASK FORCE]; See
also AGENCY FOR HEALTHCARE RESEARCH AND QUALITY, 20 Steps to Help Prevent
Medical Errors (2001) at www.ahrq.gov/consumer/20tips.htm [hereinafter AHRQ].

64. TASK FORCE, supra note 63; See also, AHRQ supra note 63; AGENCY FOR
HEALTHCARE AND QUALITY, Improving Health Care Quality: A Guide for Patients
and Families, (2000) at www.ahrq.gov/consumer/qutlite [hereinafter Improving Health
Care Quality]; INSTITUTE FOR SAFE MEDICATION PRACTICES, Information for the
Patient at www.ismp.org/Pages/Consumer.htm.

65. TASK FORCE, supra note 63; See also AHRQ, supra note 63.
66. Id.
67. Press Release, The Business Roundtable, Sponsored Initiative Focuses on Pa-

tient Safety (Jan. 26, 2000) available at http://www.brtable.org/press.cfm/375.
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factor.68 In the 1990's, businesses started aggressively negotiat-
ing not only on the basis of services, but on the quality of ser-
vices as well.69 The IOM Report recommended that employers
get involved in creating incentives to reduce errors. 70 Specifi-
cally, the Report recommendation stated:

RECOMMENDATION 7.1 Performance standards and ex-
pectations for health care organizations should focus greater
attention on patient safety.
" Regulators and accreditors should require health care orga-

nizations to implement meaningful patient safety programs
with defined executive responsibility.

" Public and private purchasers should provide incentives to
health organizations to demonstrate continuous improve-
ment in patient safety.71

Business purchasers have since stepped forward by creating
the Leapfrog Group which consists of Fortune 500 companies
from around the country.72 The Leapfrog Group has adopted
principles and goals to increase patient safety.73 The group's
mission is "to mobilize employer purchasing power to initiate
breakthrough improvements in the safety of health care for
Americans. '74 The group adopted goals which enhance quality
of care and are easily assessed and feasible according to substan-
tial evidence. The goals adopted are as follows:

" The mandatory use of computerized physician order entry in
hospitals.

* The mandatory use of evidence based hospital referral
systems.

" The mandatory use of critical care physicians in the care of
hospitalized intensive care patients.

68. See generally Corporate Health Care Purchasing Among The Fortune 500, Na-
tional Health Care Purchasing Institute (May 2001) (on file with the Annals of Health
Law).

69. See generally EMPLOYERS' MANAGED HEALTH CARE ASSOCIATION, Partner-
ing for Better Health - How Employers are Working with HMOs to Improve Quality,
(1997); See also EMPLOYERS' MANAGED HEALTH CARE ASSOCIATION, Communicat-
ing Health Care Quality: How Pioneering Employers Keep Consumers Informed
(1997); About LeapFrog, supra note 18.

70. To ERR Is HUMAN, supra note 55, at 10-13.
71. Id. at 11.
72. About Leapfrog, supra note 18.
73. Id.
74. Id.
75. Id.

[Vol. 11

12

Annals of Health Law, Vol. 11 [2002], Iss. 1, Art. 4

http://lawecommons.luc.edu/annals/vol11/iss1/4



2002] Information Is the Key to Patient Empowerment 37

VI. PATIENT EMPOWERMENT

Patient empowerment means many things to different people
depending upon their involvement in the health care field. For
the purposes of this discussion, "patient empowerment" means
giving patients the ability or authority to direct and be responsi-
ble for their health care services by providing them information.
Patients generally have taken varying degrees of responsibility
for their health care services. Historically, patients could not
have retained copies of healthcare information because any
questions could be answered by their healthcare professional or
provider. The patient's healthcare professional would routinely
inquire as to the patient's compliance with instructions or in a
small community could be able to informally monitor compli-
ance. Today, patients may go to the same office, but not always
see the same healthcare professional. Further, patients often
need tests, evaluations, or procedures that cannot be provided
by the same health care professional or health care provider.

Patients typically may be involved with multiple health care
professionals and facilities to address a particular illness, condi-
tion or complaint. The need to coordinate all of these services
gave birth to the managed care position of "gatekeeper" or pri-
mary care physician.76 The gatekeeper coordinates the services
provided by the various health care professionals and providers,
assimilates the test and procedure information and informs the
patient of significant results and conclusions. 77 While this sys-
tem assists in reducing problems associated with the fragmented
delivery of care, difficulties still exist. The gatekeeper does not
always receive the necessary information from the other health
care professionals and providers, the health care professionals
and providers may order additional tests, procedures or medica-
tion of which the gatekeeper is not informed. The more signifi-
cant set of problems exist when patients seek services from a
variety of health care professionals and providers on their own
and do not inform the gatekeeper or other physician to coordi-
nate services.78

The fragmentation of the health care delivery system de-
mands that patients take control and know their own history.
Patients are the best participants in the health care delivery sys-

76. Hirshfield & Thompson, supra note 4, at 31. See generally THE MANAGED
HEALTH CARE HANDBOOK (Peter Kongstvedt ed., 2d ed. 1993).

77. Hastings, supra note 5, at 246.
78. See generally To ERR Is HUMAN, supra note 55.
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tem to truly know and be responsible for their overall care and
treatment that they receive.

Professional provider standards support patients not only re-
ceiving health care information, but making health care deci-
sions. 79 In fact, the physician-patient relationship is the most
important aspect of providing health care services.8 0 A funda-
mental element of this relationship is the sharing of information:

From ancient times, physicians have recognized that the health
and well-being of patients depends upon a collaborative effort
between physician and patient. Patients share with physicians
the responsibility for their own health care. The patient-physi-
cian relationship is of greatest benefit to patients when they
bring medical problems to the attention of their physicians in a
timely fashion, provide information about their medical condi-
tion to the best of their ability, and work with their physicians
in a mutually respectful alliance. 81

This relationship is a collaboration or team alliance where the
persons work together. Patients who know their health history
and take responsibility for their health care services receive the
greatest benefit from that care.

Additionally, the principle hospital accreditation body, the
Joint Commission on Accreditation of Healthcare Organiza-
tions, just recently adopted new patient safety standards encour-
aging hospitals to share more information about treatment with
patients including health care errors.82 Consequently, new ef-
forts are being made to facilitate hospitals sharing more infor-
mation with patients around the country.83

Furthermore, in recognition of a growing awareness that pa-
tients need to know more and in recognition of "[g]overnment
agencies, purchasers of group health care, and health care prov-
iders are working together to make the U.S. health care system
safer for patients and the public," the Agency for Healthcare

79. Patient's rights to information and responsibilities to use are set in the follow-
ing: AMA Policy E-10.02, supra note 24; AMERICAN HOSPITAL ASSOCIATION, supra
note 21; AMERICAN MEDICAL ASSOCIATION, supra note 20. See also Policy E-10.01,
supra note 24.

80. BECKER, supra note 3. See generally LEBLANG, supra note 1, at § 4:4, 677-680;
Becker, supra note 28.

81. AMA Policy E-10.01, supra note 24.
82. JOINT COMM'N ON ACCREDITATION OF HEALTHCARE ORG. Revisions to

Joint Commission's Standards in Support of Patient Safety and Medical/Health
Care Error Reduction, RI 1.22 and Intent of PF.3.7 (July 1, 2001) at
http://www.jcaho.org/standard/fr-ptsafety.htm.

83. Id.
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Research and Quality created a patient safety fact sheet.84 This
public document entitled "20 Tips to Help Prevent Medical Er-
rors" 85 sets forth twenty things patients can do to not only re-
duce errors, but take responsibility for their health care services.
These tips stress "[t]he single most important way you can help
to prevent errors is to be an active member of your health care
team," then sets forth specific tips under the categories,
"medicines," "hospital stays," "surgery" and "other steps you
can take. 86

Legal barriers to patients' access to health care information
have been significantly reduced with the recognition of a physi-
cian's duty to provide informed consent,87 the patients' rights to
make advance directives and the professional or provider's duty
to document directives in the individual's medical record,88 and
patients' right to health care information.89 These barriers ei-
ther prevented a patient from obtaining his or her records or
making health care decisions. 90

Some marketplace forces currently encourage patients to con-
trol health care decision making and to reduce costs. Health
benefit programs impose significant limitations on patient
choice. A reality of the marketplace is that patients are not al-
lowed to receive anything they want regardless of cost. Except
as limited by health benefit programs, patients have the right to
decide what health care services they will receive even with
these limitations. Additionally, patients may still receive neces-
sary services through private payment. Now patients must ac-
cept responsibility for making decisions to continue to improve
the quality of health care services and to protect themselves
from errors.

VII. PATIENT EMPOWERMENT CHECKLIST

Many patients need assistance in knowing what questions to
ask in order to better understand their health care services.

84. AHRQ, supra note 63.
85. Id.
86. Id.; See also TASK FORCE, supra note 63.
87. See also Clarence H. Braddock et al., Informed Decision Making in Outpatient

Practice: Time to Get Back to Basics, 282 J. AM. MED. ASS'N 2313 (1999).
88. 42 U.S.C. § 1395cc(f)(1)(B) (requiring all federally funded health care facili-

ties and others to provide patients with written information about their rights to make
health care decisions including advance directives). See also LEBLANG, supra note 1,
at § 8:20.

89. 45 C.F.R. 164.524 (2002) (HIPAA Privacy Rules).
90. See generally BECKER, supra note 3.
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These questions are simply a way to understand the whole
health care situation. This section includes examples of helpful
suggestions for a patient to determine whether or not he or she
has sufficient knowledge and information to take responsibility
for his or her care and to make responsible health care
decisions.

1. Do You Have a List of All Your Illnesses or Conditions
For Which You Sought Health Care Services, Including Any

Therapies, Treatments or Medications Received?91

Patients should develop a concise and comprehensive list of
all illnesses and conditions for which they have sought care.
This is similar to a history and physical completed by a health
care professional. It should be compiled contemporaneously
with the services that are documented to avoid mistake or con-
fusion. At a minimum, the following information should be
included:

" Date of birth, ethnic background
" Allergies to medicines, foods, fluid, etc.
* Chronic illnesses and treatments
" Surgeries and major illnesses (if female, obstetric history)
" Immunization record
" Current medications (including over the counter or alterna-

tives such as herbs and roots)
" Family history of major or chronic illness including cancer,

diabetes, high blood pressure and cardiac problems
Patients with such a list will be better prepared to discuss their

health care service needs than those patients who rely solely
upon memory. This information is the fundamental information
that the health care professional needs to help assess the pa-
tient's illness and condition. A significant problem with this rec-
ommendation is the historic inability of patients to remember
exactly what health problems they have had and the care and
treatment that was provided. Contemporaneous creation of this
list should reduce the possibility of errors. Patients can of
course also double check their summary of the services with the
health care professional.

91. AHRQ, supra note 63; TASK FORCE, supra note 63.
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2. Do You Check On Your Health Care Professionals'
Education and Experience or Your Health Care

Facilities' Experience?92

Patients should investigate the health care professional or fa-
cility from which they are, or will, be receiving services. Patients
should know the background and experience of their health care
professionals in the service the patient is seeking. Health care is
both an art and a science. Numbers and statistics cannot truly
capture the extent of a health care professional's experience.
The best sources of information about a health care professional
are the physician or health care professional who refers the pa-
tient for services, friends, family and former patients. Some re-
sources exist to gather information about a physician, including
state licensing agencies, the Federation of State licensing agen-
cies and American Medical Association Physician Profiles.

Advocates for mandatory access to professional liability infor-
mation argue that it is significantly important and should be dis-
closed in an easily accessible format. However, there are
numerous reasons why a lawsuit is settled besides poor health
care, such as the lack of documentation of the service provided
or business decisions of the professional liability insurance com-
pany. Each of these reasons, however, can be wholly unrelated
to the quality of care and the public disclosure of professional
liability information is unduly prejudicial. For instance, non-doc-
umented services may have in fact been provided and evidence
other than the documentation, such as laboratory results and
prescriptions, may exist to show that the services were provided;
documentation may have nothing to do with the quality of ser-
vices. In fact, the prejudicial nature of this information is the
reason that the systems that require public disclosure do not in-
clude actual figures and do include descriptive information.

A significant impediment to the investigation of health care
deliverer's background exists in emergency or emergent situa-
tions where obtaining information is difficult or impossible. An-
other problem could arise if a patient substantially delays
necessary treatment because of an exhaustive search of the
health care professional's experience. Anecdotally, some pa-
tients have been known to delay treatment while waiting for the
right doctor or hospital to go to that their disease progresses to
the point where no treatment will help cure them.

92. AHRQ, supra note 63; TASK FORCE, supra note 63.
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3. Do You Have a List Of All Your Current Prescriptions,
Over The Counter Medications and Assistive Devices?93

A potential problem is that the physician and/or pharmacist
may not know the alternative medicines being taken. This lack
of information could lead to an adverse reaction by the patient
to care or treatment provided by the physician- if the physician
knew the specifics of the herbs the physician may have been
able to prevent or avert the adverse reaction. Patients should
therefore maintain a list of all current prescriptions and over the
counter medications, including alternative medicines and herbs.
This list should at a minimum include (1) the name of the medi-
cations or medicine; (2) dosage; (3) when it is taken; (4) when it
was started and (5) the reason(s) for taking the substance. This
list should be provided to the patient's health care professional,
especially any physician and pharmacist. Patients should specifi-
cally inquire of their health care professional whether there are
any concerns or risks with taking these substances at the same
time. Patients should also include over-the-counter medications
taken as needed such as Tylenol in case of a headache or
Sudafed for a cold.

4. Do You Inform Your Health Care Professionals and
Health Care Facilities of The Treatments You Are Receiving at

The Time You Seek Services?94

Patients should inform the health care professionals and
health care facilities of the treatments or services that the pa-
tient is receiving from other health care professionals or facili-
ties. This information is vital to the assessment of necessary
services, but also to avoid potential conflicts between the ser-
vices received from different sources. Patients typically will not
know the counter indications or conflicts between services and
must provide their health care professional or facility with the
information necessary to avoid these problems.

A potential problem is the loss of privacy for the patient. Not
all patients are willing to share their health information even
with their health care professional. However, this disclosure is
essential to avoid conflicts and poor health care. Health care
professionals cannot properly treat patients with out accurate
and complete information from the patient.

93. AHRQ, supra note 63; TASK FORCE, supra note 63.
94. Id.
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5. Do You Ask Questions When You do not Understand
Something or Something Confuses You?9 5

Patients should take the initiative and inquire of their health
care professionals or facilities why they are receiving services,
what the expected outcome should be and what complications
or problems should be watched for in the delivery of health care
services. A knowledgeable patient willing to ask "WHY" can
prevent health care errors from occurring. Further, the frag-
mented nature of the health care delivery system allows for mul-
tiple points at which simple human error can occur and harm a
patient. Patients simply need to keep asking questions until
they believe they understand.

6. Do You Insist Upon Legible Instructions From Your

Health Care Professional or Facility?96

Patients will be more informed as to the need for therapies,
treatments or medications with written instructions. This infor-
mation will be available for referral at a later date. Taking
charge of coordinating your care necessitates this information,
since contemporaneous and subsequent treating health care pro-
fessionals need complete and accurate information. If a patient
needs large print, has learning disabilities or cannot read, he
needs to inform his health care professionals.

7. Do You Know Which Health Care Services are Covered
and Which Health Care Professionals or Facilities are

Authorized by Your Health Benefit Program?

Patient's with health benefit programs should review all the
coverage materials they receive. If patients have specific health
care conditions or concerns, they should inquire about the pro-
gram's coverage before accepting or choosing the program. Pa-
tients with specific diseases may want to contact disease specific
organizations such as the American Cancer Society for their
comments or recommendations.

Generally, the patient responsibility statements of the Ameri-
can Medical Association and the American Hospital Associa-
tion can also be reviewed.97 These statements express patient
responsibilities as follows:

95. Id.
96. AHRQ, supra note 63; TASK FORCE, supra note 63.
97. AMA Policy E-10.02, supra note 24; American Hospital Association, supra

note 21. See also AMA Policy E-10.01, supra note 24.
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" Being truthful and expressing concerns clearly.
* Providing a complete medical history, to the extent possible,

including information about past illness, medications, hospi-
talizations, family history of illness, and other matters relat-
ing to present health.

" Requesting information or clarification about their health
status or treatment when they do not fully understand what
has been described.

" Cooperation with the treatment plan and keep agreed upon
appointments.

" Compliance with instructions to protect the public and
themselves.

98

In addition to the checklist given above to help empower pa-
tients to be responsible for their care, some patients may want
to keep copies of their health care records. If so, patients should
compile copies of their health care records in an organized fash-
ion. These records can be organized in any number of ways such
as chronologically or by illness or condition. The materials
should clearly indicate the name, address, and telephone num-
bers of the health care professionals and facilities which pro-
vided health care services.

VIII. CONCLUSION

Patients are in a unique position to take charge of, and re-
sponsibility for, all of the care they receive from a variety of
sources. Patients seek the care in the first place. Information is
the key to patients taking charge of their health care, and only
patients know if they take their medications. These patients
have few legal, or governmental barriers to hinder them from
being responsible for their own care. Patients coming forward
to take control of health care decision making can lead to better
quality of care and better health.

Over the last decade, the continuing changes in the health
care delivery system have revealed the obvious truth that there
is a difference between access to information and use of the in-
formation. Patients should take this opportunity to use their
health care information and become partners with their health
care professionals in the delivery of health care services.

98. Id.
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