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THE CHAPTERS IN THIS TEXT ADDRESS A
significant problem in the application of
computer technology to facilitate stor-
age and access to patient medical
records: the protection of human rights,
especially the right to privacy. When
these rights are abused, the entire
healthcare system needs to be moditied
to ensure confidentiality and patients’
control of information pertaining to
their health status.

Editor Audrey Chapman properly
frames the rationale for the material pre-
sented in each of the chapters in the
“background” section. She correctly
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points out that “the establishment of
computerized healthcare information
systems has significant human rights
implications” and that “protection and
promotion of four fundamental human
rights norms—universality, privacy,
nondiscrimination and consent—will
depend upon efforts to address human
rights concerns in all stages of the com-
puterization of healthcare data.”

Following the two introductory chap-
ters laying out the human rights issues,
the volume has two major sections. The
first addresses issues related to monitor-
ing access to healthcare, particularly the
status of underserved, vulnerable, and
excluded populations. The second deals
with privacy, nondiscrimination, and con-
sent.

This material, an outgrowth of a pro-
ject sponsored by the American Asso-
ciation for the Advancement of Science
(AAAS) with support of the Robert
Wood Johnson Foundation, was devel-
oped during 1994 and 1995, an ex-
tremely fluid two-year period. Major
reforms to the U.S. healthcare system
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were under intense discussion and
debate. The editor correctly points out
that in August 1996, two major laws—
the Health Insurance Portability and
Accountability Act of 1996 (Kennedy-
Kassebaum bill) and the Personal
Responsibility and Work Opportunity
Reconciliation Act of 1996 (welfare
reform)—were passed, with significant
implications for access to and use of
healthcare information. This volume,
therefore, is an excellent source of the
modern view of the struggle between
human rights and the desire to use med-
ical technology to efficiently administer
healthcare services.

The two overview chapters preceding
each of the major sections, that is,
Chapter 2, “Issues and Methodologies
for Monitoring Universality,” and
Chapter 10, “Introduction and Over-
iew: Privacy, Nondiscrimination and
Consent,” are concise and well written.
They convey the general issues before
the American people, identify limita-
tions in data collection, discuss data
interpretation problems, and define
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terms and policy implications. They
properly set the tone for the chapters
that follow.

All chapters are generally well writ-
ten and focused. Two chapters of par-
ticular note are Chapter 7, “Designing
an Information System to Monitor
Population Access to Care, Health and
Health Care Use,” and Chapter 12,
“Guidelines and Mechanisms for Pro-
tecting Privacy in Medical Data Used in
Research.™ Both are logical presentations
of important aspects of human rights
1ssucs.

In general, this timely volume reflects
the concerns of individuals and desires
of administrators. It provides an impor-
tant framework for designing and evalu-
ating computerized cfforts to develop
medical database systems that adhere to
human rights concerns. For the medical
ethics community, it is a must read.

Joseph D. Bronzino, PhD
Vernon Roosa Professor of Applied Science
Trinity College

Hauztford, CT
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munity outreach campaign for Alana,
more than 35,000 Hawaiians volun-
teered blood samples.

The strategy was pure grass roots.
The media were enlisted to tell stories
about Alana’s plight, and what began
as a family /hospital /registry etfort
grew into a campaign involving more
than 500 volunteers. St. Francis orga-
nized a team to coordinate donor
recruitment and blood sample collec-
tion and testing, placed its tissue-typ-
ing lab on a 24-hour schedule, and
got help from UCLA for the extra
work. More than 30 donor recruit-
ment sites were set up in churches,
schools, parks, hotels, and shopping
malls on all the islands. Volunteer
rechnicians and nurses took blood
samples from potential donors and
sent them to the lab. A local firm
donated offices and computers for
the campaign. Hundreds of volun-
teers worked around the clock to
process dara.

Meanwhile, public relations staff’
turned out daily news releases and
fliers. Entertainers put on concerts to
draw donors. Volunteers created
orange bows to show support. Every
one in the state seemed to know
about Alana and wanted to help in
some way.

The campaign worked. A donor
was found through the international
registry, Alana received her trans-
plant, and today she is a healthy
preschooler. In addition, the cam-
paign resulted in more than 200
potential matches; and a number of
perfect martches have helped save lives
worldwide.

These are just a few examples of
the true meaning of marketing and
public relations. Forget the big
bucks. It’s all about common sense,
creativity, innovation, and big ideas.
Pretend vou have just a few dollars to
spend in communicating with the
community. You’d be surprised at
how successful your efforts can be. o
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With your help,

“my kids” can
look forward to
a future without
neuromuscular

diseases.

Please
volunteer
today.

Muscular
Dystrophy Association
1-800-572-1717
www.mdausa.org

People Help MDA . . .
Because MDA Helps People
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