
End-of-life care makes
inroads in adult patients,
so why do children suffer?
Study reveals disparity in pediatric palliative care

Pediatric oncology teams should take a closer
look at the long tradition of protocol-based
management and put greater stake in improv-

ing childrens’ quality of life during end-of-life care.
That’s the recommendation from a two-year

study of children who died of cancer between 1990
and 1997 and received care at Boston’s Children’s
Hospital, Dana-Farber Cancer Institute, or both.1

Parents of 103 children who died were interviewed
during 1997 and 1998, and additional data were
obtained from medical records review.

“This is one of the first studies to highlight the fact
that palliative care is less adequate than needed in
children with cancer. Without asking, we may have
assumed that care was as best as could be expected,
given the circumstances and given that we made
such great strides in curing pediatric cancers,” says
Joanne Wolfe, MD, lead author of the study. Wolfe 
is an instructor in pediatric oncology at Harvard
University, the Dana-Farber Cancer Institute, and
Children’s Hospital.

Researchers found that children who die of can-
cer receive aggressive treatment at the end of life,
but many experience pain in the last month of life
because many caregivers focus on treating the dis-
ease rather than the pain. Cancer is the leading
cause of non-accidental death in childhood,2 but 
little research has been conducted into the overall
experience of children in end-of-life care or into
their symptoms, the authors point out.

Parents surveyed reported that 89% of the children
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had suffered “a great deal” or “a lot” at the end 
of life from at least one symptom. More than half
(57%) reported suffering significantly from at least
three symptoms. The most common complaints
parents reported were fatigue, pain, dyspnea, and
poor appetite. Of those treated for pain, only 27%
reported feeling better following treatment.

The preliminary results prompted Wolfe and
colleagues at both Children’s Hospital and Dana-
Farber to develop a multidisciplinary palliative
care program, which she recommends for ethics
committees looking to revise existing pediatric
programs. (For more on the multidisciplinary
palliative care program, see story, p. 27.)

The results weren’t surprising for palliative care
advocates. Suzanne Mintz, co-founder and presi-
dent of the National Family Caregivers Associa-
tion in Kensington, MD, says other studies point 
to the conclusion that many people die in pain.

Caring for children is a different matter

Caring for children with cancer at the end of life
poses different problems than caring for adults,
Wolfe and her team of researchers point out in the
article. First, the providers’ goal of treatment is to
achieve a cure. That often leads to the physicians’
inability to change their focus, even when there is
little hope of a cure, they write. In fact, considera-
tions such as toxicity of therapy, the quality of life,
and growth and development usually are sec-
ondary to that goal.

A second problem is that parents and patients
usually have little or no time to participate in
decisions about end-of-life care or address emo-
tions, such as anticipatory grieving, because they
are reluctant to abandon treatment.

Additionally, more training and education on
the part of caregivers is needed in pain manage-
ment and spiritual care to improve palliative care
among children. Physicians should take an active
role in the child’s care, even if that involves frank
discussions of death with family members.

“We did find that when the parent reported
that the primary oncologist remained actively
involved in the child’s end-of-life care, the child
experienced less suffering from pain. This sug-
gests that one can effectively manage symptoms
when we pay close attention to them and inte-
grate palliative care more comprehensively into
the treatment plan,” explains Wolfe.

The ethics committee can play an integral role
in educating not only caregivers and parents on
palliative care with children. Wolfe suggests
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ethics committees help in communicating with
parents about decision making for end-of-life care
issues. “Ethics committee members are trained to
elicit and respect the values of patients, families,
and parents. This is critical to developing an
appropriate personalized, palliative care plan,”
says Wolfe.
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Study prompts gains 
in pediatric palliative care
Multidisciplinary approach boosts quality of life

Early results from a two-year study on end-of-
life care in children with cancer prompted

improvement efforts in palliative care at Child-
ren’s Hospital and Dana-Farber Cancer Institute,
both in Boston.

“Based on early results, we developed a pallia-
tive care service called PACT, which stands for
pediatric advanced care team. It is a multidisci-
plinary consult service available to children cared
for at Dana-Farber and Children’s Hospital,” says
Joanne Wolfe, MD, an instructor in pediatric
oncology at Harvard University and at the Dana-
Farber Cancer Institute and Children’s Hospital.
Wolfe led research on a two-year study of pallia-
tive care for children with cancer; the results were
published in the Feb. 3, 2000, issue of The New
England Journal of Medicine.

The PACT team, implemented in 1997, is a
multidisciplinary group consisting of:

March 2000 / MEDICAL ETHICS ADVISOR ™ 27

CMEquestions

1. According to Joanne Wolfe, MD, lead
author of a study and instructor in pediatric
oncology at Harvard University, the results
point to the need(s) for:

A. Better transition between hospice and 
intensive care unit care

B. Improvement in quality of life during 
end-of-life care

C. Legislative changes allowing for the use of
stronger medications

D. All of the above

2. The most common complaint(s) parents
cited in the study “Symptoms and Suffering
at the End of Life in Children with Cancer”
were:

A. Fatigue
B. Pain
C. Poor appetite
D. All of the above

3. One of the most disturbing findings com-
paring caucasian and African-American
women with breast cancer, according to
James J. Dignam, PhD, research assistant
professor at the University of Pittsburgh’s
Department of Biostatistics, is:

A. Treatment was delayed or postponed
B. Treatment was not necessarily optimum
C. Patients were told the cancer was in 

remission
D. All of the above

4. The problem with ethnic bias, according to
Barbara Ross-Lee, DO, dean of The Ohio
University College of Osteopathic Medi-
cine, is that:

A. All minority Americans have problems get-
ting equal health care treatment

B. Physician attitudes can never be changed
C. Hospital accreditation is jeopardized
D. All of the above

• Dana-Farber Cancer Institute, 44 Binney St., Boston,
MA 02115. Telephone: (617) 632-3000. World Wide
Web: http://www.dfci.harvard.edu.

• National Family Caregivers Association, 10400
Connecticut Ave., # 500, Kensington, MD 20895-
3944. Telephone toll-free: (800) 896 3650. Fax: (301)
942 2302. E-mail: info@nfcacares.org. World Wide
Web: http://www.nfcacares.org.
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Minorities need better
access to breast screening
Ensuring fair treatments is ethical responsibility

Health care institutions need to do more to
ensure minority patients receive equal access

to breast cancer screening and aggressive thera-
pies, according to information collected by a
researcher at the University of Pittsburgh Gradu-
ate School of Public Health.

The good news is that the ethics committee can
take a leading role in ensuring fairness in treat-
ments and procedures among all patients in the
hospital.

According to his recent analysis of several
national research studies, black and white women
experience similar outcomes when they are diag-
nosed at the same stage of disease and given sim-
ilar treatment. Nationwide, however, mortality
rates for black women meet or exceed those of
white women, even though the incidence of
breast cancer is lower among African-Americans.

“I did an overview article, combining a lot of
research on this topic,” explains James J. Dignam,
PhD, research assistant professor at the school’s
department of biostatistics. Dignam is author of a
study published in the January issue of CA: A
Cancer Journal for Clinicians.1 “It seemed that [in]
the studies that take into account early detection,
similar stage of diagnosis, and then treatment for

disease stage — when those factors are compara-
ble — the outcomes are more similar.”

The findings indicate that the disparity in out-
comes is largely due to environmental and social
factors rather than physiological differences in
disease progression among the two groups.

Although some of the studies reviewed indi-
cated differences in tumor size, tumor resistance
to therapy, and age at diagnosis (which may indi-
cate a small propensity to poorer prognosis for
black women), those factors were not enough to
justify the significant disparity in outcomes,
Dignam adds.

Differences in receiving appropriate therapy

Most disturbing among the findings were indi-
cations that black and elderly women at some
institutions were less likely to receive diagnostic
and therapeutic options in accordance with nation-
ally accepted guidelines for breast cancer treat-
ment. “With a lot of studies, what we saw was that
the treatment that was given at a particular stage
was not necessarily the optimum,” he says.

For example, when studies compared women
with the same stage of disease, black women
more often showed characteristics associated
with poorer prognosis, which would call for more
aggressive therapies, such as chemotherapy in
addition to or instead of tamoxifen therapy. But,
many of the studies reviewed showed that black
women were not undergoing those therapies.

In addition, many of the studies indicated that
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• physicians;
• nurses;
• psychosocial clinicians;
• ethicists;
• chaplains;
• pain team consultants.
“We provide consults, educational efforts, and

are developing interventions to improve the qual-
ity of life in children with advanced disease,”
notes Wolfe.

Patients can be referred to PACT at any time.
Early involvement with children is encouraged,
she says. Providers are asked, “Would you be sur-
prised if the child died in the next year?” If their
answer is “no,” the child is eligible for PACT.

The team also developed a medication work-
sheet to guide clinicians on recommending medi-
cations that would help patients at home should
their conditions change. Generally, the same

PACT members follow the patient in both inpa-
tient and outpatient settings.

Having an ethicist on the team proves invalu-
able, adds Wolfe. “Our ethicist has been critical in
developing a comprehensive palliative care plan
during [ethics] consults. He has been helpful in
educating the PACT about the ethics of end-of-life
decision making,” she says. Decisions may be
needed, for example, regarding withholding fluids
and nutrition and determining resuscitation status.

A recent addition to the program is a patient
diary, which is still being evaluated in terms of
effectiveness. The diary, which the patient shares
with PACT members, is designed to improve
physician-patient communication around symp-
toms and quality of life. “For the individual chil-
dren and families we have served so far, we have
seen wonderful improvements in the child’s
experience,” Wolfe says.  ■



black women were much more likely to receive
total mastectomy rather than lumpectomy with
radiation therapy in cases where either procedure
would be appropriate.

Dignam attributes that to a knowledge gap at
certain institutions of the latest evidence-based
recommendations for treating those conditions.

“The National Institutes of Health [NIH] fre-
quently convenes consensus panels of experts,
and sometimes experts from other areas do the
same,” he says. “They form guidelines on when
certain diagnostic tests should be ordered and —
based on the result — which treatments are indi-
cated. Because we are at an institution [Univer-
sity of Pittsburgh] that performs clinical research,
we are aware of these recommendations when
they are being made. But we tend to forget how
long it can take for that information to get out
and become part of the common practice.”

Dignam also attributes the disparity to eco-
nomic factors. More black women may seek treat-
ment at financially strained urban hospitals with
fewer resources available for diagnostic testing
and early detection screening. “If the early diag-
nosis isn’t there, then often the other treatment
options are not going to be possible,” he adds.

Additionally, there’s the issue of insurance.
Patients with inadequate or no insurance may be
given treatment options that are less expensive.

The problem isn’t limited to women with
breast cancer, experts say. Minority Americans
have problems getting equal treatment from the
health care system across the board, not just for
breast cancer, and the reasons are complex,
advises Barbara Ross-Lee, DO, dean of The Ohio
University College of Osteopathic Medicine and
the first African-American woman to head a U.S.
medical school.

“There is an institutional bias against minori-
ties in the system, which is compounded by
access issues,” says Lee. “One of the largest barri-
ers is poverty, then whether the patients are unin-
sured or underinsured. But it is not that simple to
think that changing poverty, specifically, would
solve everything. There are other social and cul-
tural factors as well.”

For example, a Department of Veterans Affairs
retrospective review of cardiac patients2 found
that the only significant difference in whether
some patients received catheterization or revascu-
larization procedures while others did not was
the patient’s race, she continues.

To counter ethnic bias, hospitals need to be
aware that the cultural and social biases of their

clinicians will be reflected in the overall care their
patients receive, says Ross-Lee. Ethics committees
play a crucial role in ensuring policies are devel-
oped to address the potential for discrimination.

Compounding that problem are issues related
to minorities’ trust of institutional systems such
as hospitals, she adds. “Often, minorities delay
and do not seek treatment for a long time. There
is a historical culture in the minority community
that avoids use of the health care system. Because
they tend to come in isolated from the large insti-
tutional system . . . there has never been any
effort to build their trust.”

In many of the trials Dignam studied, black
women were more likely to be diagnosed with a
more advanced stage of breast cancer, indicating
they may have waited longer before seeking
treatment, he says. That can have the most signif-
icant impact on the patient’s survival.

“The stage of the primary breast cancer at diag-
nosis remains the foremost determinant of ulti-
mate outcome,” he writes in the research paper.
“The benefit obtained from effective treatments is
modest compared with the predictive effect that
disease stage has on prognosis.”

What hospitals should be doing

Hospitals first should strive to ensure they are
following the latest treatment recommendations
from the NIH and other consensus panels, says
Dignam. Standard treatment guidelines will
reduce the possibility of patients with the same
disease characteristics receiving unequal treat-
ment. Hospitals also must communicate the need
for early diagnosis and preventive screening to all
patients more effectively, he adds.

Those changes are not likely, however, until
health systems are held accountable for the health
of their communities at large, Ross-Lee says.

“In my opinion, we need to start looking at
ways to hold institutions and providers account-
able for overall health,” she says. “Right now, we
hold them accountable through our legal system
for errors related to disease, but we need to also
hold them accountable for health status. If you are
in a community, by virtue of the fact that you are
the health system in that community, the health
status of that community is your responsibility.”

For example, hospitals that discover they are
diagnosing a number of black women with late-
stage breast cancer should feel it is their responsi-
bility to facilitate preventive screening and breast
cancer awareness in that community, Ross-Lee
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says. “We need to put that level of accountability
for health into the health system.” 

Both Dignam and Ross-Lee say minorities also
are underrepresented in clinical research, and
recruiting more minority participation is needed
to help discover the reasons for the disparity in
health outcomes and determine the remedies.

“We don’t get the recruitment we would like,
even in our trials,” Dignam says. “We have a per-
centage of minority participation that is relative
to their presence in the population, but the over-
all studies are not large enough that we have a
significant number of African-American, Asian,
and other minorities represented.”

Research only means to treat

The numbers of minority participants are not
high enough to determine the impact of different
treatments in those specific populations, Ross-Lee
agrees. However, she expresses concern that
some medical policy-makers see more minority
participation in research as a direct means of pro-
viding at-risk populations with access to new
and/or costly treatments.

“There is an ethical question for me in that it
seems that some people are saying that the only
way women can achieve the appropriate treat-
ment, or the full range of options of treatment, 
is by engaging in research or by becoming a
research subject,” she says. “It is very scary. I do
hear people propose that the way to improve the
access of minorities to care is that they should go
into research projects. 

“At the same time, you hate to oppose this
when you know that there are women out there
dying because they don’t have all of the options
or the cutting-edge treatments, but I think that 
is our default position. If we did the job we are
supposed to do [in providing equal access to
screening and treatment], then this issue would
have never come up.”  
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Medical record portability
may erode patients’ rights 
Some pending legislation limits patients’ choices

As the deadline nears for government adop-
tion of regulations that will protect the confi-

dentiality of patient medical information, some
experts fear that the rush to make health informa-
tion accessible will erode patients’ rights to pri-
vacy and leave ethics committees making difficult
decisions for hospitals.

“We are very concerned that some of the bills
on Capitol Hill and even the President’s privacy
regulations eliminate the choice and control citi-

zens now have over their
medical information,” says
James Pyles, a privacy expert
and health care attorney who
lobbies Congress on behalf 

of the Chicago-based American Psychoanalytic
Association. “It is ironic that the new regulations
are designed to increase public control, when, in
fact, they decrease or eliminate it in most cases.”

The Health Insurance Portability and Account-
ability Act of 1996 required Congress to pass 
regulations protecting the confidentiality of indi-
vidually identifiable patient medical information
by Aug. 21, 1999. In the event Congress failed to
do so, the Department of Health and Human
Services (HHS) would be required to implement
its own confidentiality regulations by Feb. 21,
2000.

Although four separate legislative measures
were introduced last year, none passed, and HHS
Secretary Donna Shalala proposed departmental
regulations on Oct. 29, 1999.
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As this issue of Medical Ethics Advisor went to
press, HHS announced it was delaying imple-
mentation of the regulations due to an over-
whelming number of comments on the proposed
rule. The comment period was extended, and a
date for final implementation of the rule has not
been set.

The main sticking point for Pyles is that the
proposed regulations do not specifically require
obtaining the patient’s consent for releasing iden-
tifiable medical information.

“As the regulations are currently written, the
patient would not have the choice to not give 
out the information,” he says. “and they don’t
require any record to be kept of the disclosure.
So the patient would not only not know when
and where the information went out, they 
would have no way of finding out.”

Although the regulations state that the patient’s
right to privacy should not be violated and that
agencies and people who obtain individually 
identifiable information through “false pretenses”
should be subject to punishment, the regulations
do not provide for enforcement of those protec-
tions and, essentially, remove the individual
patient’s ability to protect himself, says Pyles.

“The rules state the individually identifiable
information can be given out if the purpose is for
one of three things: medical treatment, payment,
or for health care operations. There is no require-
ment that the patient consent,” Pyles explains.
“The terms are so broad that almost any organi-
zation could make an argument to obtain that
information, and the patient would not only have
no power to keep the information private, he or
she would not even be informed that the disclo-
sure was made.”

Although the regulations were designed with
the intent of facilitating the sharing of medical
information among providers and throughout the
health care system, the end result will be a mas-
sive violation of patient-provider trust, says
Pyles.

Once identifiable patient information is dis-
closed to one source, it can be disclosed again 
and again without the patient’s consent or even
knowledge, notes Pyles.

“I don’t think this proposal was thoroughly
thought out,” he says. “If the public cannot trust
that their private medical information can be kept
confidential, then they will decide to seek treat-
ment underground, outside the system.”

The Chicago-based American Health Infor-
mation Management Association (AHIMA), a

professional organization representing 40,000
health information management professionals,
submitted comments on the proposed rule Jan.
20. In general, AHIMA supports the HHS effort 
to form a “clear and consistent set of privacy
standards” for the entire country.

“The current legal obligation of health care
providers to maintain the confidentiality of
health information is based on what the Office of
Technology Assessment found to be a patchwork
quilt of federal and state laws,” wrote AHIMA
executive vice president/CEO Linda L. Kloss,
MA, RHIA. 

“We commend HHS for proposing standards
consistent with the administrative simplification
provisions of the Health Insurance Portability
and Accountability Act of 1996,” she wrote.

Regulations don’t go far enough

However, the association did make several rec-
ommendations to strengthen the privacy protec-
tions in the proposal, including the following:

• add language that would require agencies
obtaining information to only acquire the mini-
mum amount of identifiable information necessary
for the performance of their specific treatment or
health care task and to destroy the record of the
information afterward;

• establish a standard for “de-identifying”
health information so the patient’s identity is 
not discernible and outline penalties for agencies
that receive de-identified information and then
“re-identify” it or reinsert information linking 
the information to a specific patient;

• add language that would offer more pro-
tection for the patient against unauthorized 
re-disclosure of identifiable information from 
the covered agency to a third party.

Interestingly, AHIMA did not object to the re-
moval of the patient’s right to restrict the release 
of identifiable information to third parties.

“While we believe individuals should have 
the right to access, copy, amend, and correct their
information, giving them the right to request
restricting its uses and disclosures is in contrast
with the intent of the proposed rule,” AHIMA’s
comments state. “Permitting patients to dictate
the flow of their health information for treatment,
payment, and health care operations will seri-
ously hamper the ability to achieve the intentions
stated above.”

Pyles considers that opinion to be dangerous.
“The regulations propose to substitute security
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measures to protect the information [in place of
requiring patient consent for release],” he says.
“But the regulations also concede that they don’t
have authority under the statute to institute effec-
tive enforcement of these protections. They are
rendering the patient incapable of protecting
themselves, and then the government cannot pro-
vide substitute protection. The bottom line is the
right to privacy is eliminated.”

In the event the regulations are put into effect,
hospitals will be placed in the uncomfortable sit-
uation of deciding when it is appropriate to
release identifiable medical information. Most
likely, those decisions will be brought to the
ethics committee for resolution.

“Right now, if a physician or hospital receives a
request for a patient’s medical record, the only
thing they can do is ask for the patient’s consent,”
Pyles says. “If the patient does not consent, that is
the end of it.”

Under the proposal, however, the provider can
be placed in the position of deciding whether the
purpose of the request for the information is for
“treatment, payment, or health care operations.”

“It could be an employer, a health plan, or
insurer or any other individual or agency making
the request,” Pyles says. “As long as they convince
the provider that they have a valid reason for giv-
ing the information, it would be legal. And what if
the provider makes the decision to release that
information and, at a later date, a court decides the
disclosure violated the patient’s privacy?”

Implications not well-understood

The damage release of confidential medical
information can have is not well-understood by
many Americans, including some of our coun-
try’s leaders, says Claire Dixon-Lee, PhD, RHIA,
immediate past president of AHIMA.

During her tenure, AHIMA sent a letter to Sen.
John McCain (R-AZ) asking the presidential can-
didate to reconsider his decision to release his
entire medical record to the media.

“We as the public are, essentially, hiring the
president,” she says. “Are we going to require all
applicants for that job to turn over their medical
information? What does that say about other
employers’ ability to demand this information?”

The American public needs to become more
savvy about what that might mean, she says. “We
need to do more education with the public about
what information is contained in the medical
record.” For example, a given patient’s medical

history will contain not only information about
the patient himself or herself, but about his par-
ents and possibly siblings, she notes. Clinicians
use the medical record to document their deci-
sion-making process in deciding for or against
certain treatments or therapies.

“When you consider allowing the public to
have access to this information, you are really
releasing information about more than just your
own personal medical history,” she advises.

If physicians feel the documentation of the 
process they go through to make decisions will 
be shared with multiple third and fourth parties,
they may become reluctant to put that informa-
tion in there, she adds.

“What we don’t want to see happen is physi-
cians creating ‘shadow’ records, where they have
the official medical record and then another
record detailing the process that they go through
to make a treatment decision.”

Currently, the medical record is designed to
include information about the patient that is
shared with other providers who care for that
patient, not for anyone who just might be inter-
ested in knowing, she says.

The Washington, DC-based American Asso-
ciation of Health Plans also opposes the HHS
proposal, but on the grounds that the privacy
requirements are so broad that they afford
patients too much power to restrict access to 
their medical information.

Pyles argues that health plans and other agen-
cies wanting health information for the purposes
of statistical analysis or quality control should be
able to use the information without the patients’
identifying information attached.

“We have no objection to the release of infor-
mation if it is stripped of all identifying factors,”
Pyles notes. “Then it does not violate a person’s
right to privacy.”  ■
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• For the AHIMA comments on the proposed regula-
tions, go to the organization’s Web site: http://www.
ahima.org/privacy.comments.html.

• For a copy of the proposed regulations from the
Department of Health and Human Services, see the
Nov. 3, 1999, Federal Register, p. 59,917.

• James Pyles, American Psychoanalytic Association,
222 N. LaSalle St., Suite 400, Chicago, IL 60601.

• Claire Dixon-Lee, P.O. Box 285, Oshtemo, MI 49077.
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What the privacy 
legislation says
What you might encounter under new regulations

Here is more detail about the “Standards for
Privacy of Individually Identifiable Health

Information,” issued by the U.S. Department of
Health and Human Services (HHS) on Nov. 3.1

❏ Information protected:
• Information that relates to an individual’s

health, health care treatment, or payment for
health care and that identifies the individual is
protected from time it becomes electronic. That

protection continues as long
as the data are in the hands
of a covered entity, such as a
health care provider who
transmits data electronically,

a health plan, or a health care clearinghouse.
Paper versions of the information, such as com-
puter printouts, also are protected.

❏ Individual rights:
• the right to receive a written notice of infor-

mation practices from health plans and providers;
• the right to access one’s own health informa-

tion, including the right to inspect and obtain a
copy of the information;

• the right to request amendment or correction
of protected health information that is inaccurate
or incomplete;

• the right to receive an accounting (audit trail)
of instances when protected health information
has been disclosed for purposes other than treat-
ment, payment, or health care operations.

❏ Obligations of health care providers/plans:
• Develop a notice of information practices.

Providers would provide the notice to each patient
at the first service after the effective date of the rule
and post a copy of the notice.

• Allow individuals to inspect and copy their
protected health information.

• Develop a mechanism for accounting for all
disclosures of protected health information for
purposes other than treatment, payment, or
health care operations.

• Allow individuals to request amendments or
corrections to their protected health information.

• Designate a privacy officer who will be
responsible for all necessary activities.

• Provide privacy training through the facil-
ity’s policies and procedures to all staff and any

others who would have access to protected health
information.

• Establish administrative, technical, and phys-
ical safeguards to protect identifiable health infor-
mation from unauthorized access or use.

• Establish policies and procedures to allow
individuals to complain about possible violations
of privacy.

• Develop and apply sanctions, ranging from
re-training to reprimand to termination, for
employee violation of entity privacy policies.

• Have available documentation on compli-
ance with the requirements of the regulation.

• Develop methods for disclosing only the
minimum amount of protected information nec-
essary to accomplish any intended purpose.

• Develop and use contracts that will ensure
that business partners also protect the privacy of
identifiable health information.

• Be prepared to respond to requests for pro-
tected health information that do not require con-
sent, such as for public health, health oversight,
or judicial activities.

❏ Disclosures without patient authorization:
• Covered entities could use and disclose pro-

tected health information without patient autho-
rization for purposes of effecting treatment,
payment, or health care operations. Individuals
must be informed of the right to request restric-
tions concerning the use of protected health infor-
mation for treatment, payment, or health care
operations.

• Under specific conditions, covered entities
are permitted to disclose protected health infor-
mation for federal, state, and other health over-
sight activities; public health activities and
emergencies; judicial and administrative proceed-
ings; to a law enforcement official with a warrant
or subpoena; to next-of-kin; to coroners and med-
ical examiners; for government health data sys-
tems; for purposes of hospital and other facility
directory listings; for certain banking and pay-
ment processes; and for health research.

❏ Uses and disclosures with patient 
authorization:

• Covered entities could use or disclose pro-
tected health information with the individual’s
consent for lawful purposes. If an authorization
would allow the covered entity to sell or barter
information, that fact would have to be disclosed
on the authorization form.

• Authorizations must specify the information
to be disclosed, who would receive the informa-
tion, and when the authorization would expire.
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Individuals could revoke an authorization at any
time.

• Covered entities would be prohibited from
conditioning treatment or payment upon an indi-
vidual’s agreeing to authorize disclosure of infor-
mation for other purposes.

❏ Scalability:
HHS intends that these new privacy standards

be flexible and scalable, taking into account each
covered entity’s size and resources.

❏ Preemption:
The regulation establishes a “floor” of privacy

protections. State laws that are “less protective”
of privacy are preempted, but states are free to
enact “more stringent” statutes or regulations.

❏ Enforcement:
• Under the Health Insurance Portability and

Accountability Act of 1996 (HIPAA), the HHS Sec-
retary has the authority to impose civil monetary
penalties against those covered entities that fail to
comply with the requirements of the regulation.

• HIPAA also established criminal penalties for
certain wrongful disclosures of protected health
information. Those penalties are graduated,
increasing if the offense is committed under false
pretenses or with intent to sell the information or
reap other personal gain.

• Civil monetary penalties are capped at
$25,000 for each calendar year for each standard
that is violated.

Reference

1. 99 Fed Reg 59,917 (Nov. 3, 1999).  ■

Americans concerned
about Web site ethics
Internet users suspicious of health-related sites

An on-line survey reveals that Internet-savvy
Americans are concerned about the privacy

of health information, but more importantly, sus-
picious of the ethics of health-related World Wide
Web sites.

The on-line poll, with 1,009 responses, was
commissioned by the Oakland-based California
HealthCare Foundation and the Internet
Healthcare Coalition, an international nonprofit
organization. Titled “Ethics Survey of Consumer
Attitudes about Health Web Sites,” the survey
found the average American Internet user is:

• concerned about the privacy of on-line health
information;

• suspicious of the ethics of many Internet
health Web sites;

• uncertain whether personal health data are
protected by law;

• confused about who should regulate Internet
health information or if it should be regulated.

When asked about general privacy issues,
61% said they were “concerned” or “very con-

cerned.” Respondents indi-
cated they were more
concerned, however, with
on-line privacy issues than
with non-Internet issues.

Three main fears regarding privacy cited by
respondents (with percentages) include:

1. sites sharing information with a third party
without permission (75%);

2. individuals other than the addressee reading
e-mail (65%);

3. unauthorized hacking into personal health
information (59%).

The most cited turn-offs for consumers were
sites that share profiles with advertising and mar-
keting partners.

The issue of who should regulate the use of
personal health information on the Internet is
still divided. The government, according to 35%
of on-line users, should take the lead in regulat-
ing health information. But 20% said industry
associations should develop regulations, and 8%
said no regulation should occur.

Top honors for the most trusted sites went to
government-sponsored institutions such as the
Centers for Disease Control and Prevention in
Atlanta and the National Institutes of Health in
Bethesda, MD. Medical groups, including the
American Medical Association, received high
honors as well. Ranking at the bottom were on-
line pharmacy outlets and portals such as Yahoo!

Patients are more likely to visit or share infor-
mation with a site if their physician recommends
it. In fact, 80% said a recommendation from their
physician would increase their willingness to
share. 

(Editor’s note: To see the survey in its entirety, visit
the California Healthcare Foundation on the World
Wide Web: http://www.chcf.org.)  ■
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ACS endorses stem-cell
research proposals
Society cites ‘extraordinary promise’

Dependent upon appropriate restrictions 
and oversight, the Atlanta-based American

Cancer Society (ACS) decided to endorse and 
support research proposals involving stem-cell
research. The 80-year-old organization announced
its decision in late 1999. Acknowledging that stem-
cell research holds “extraordinary promise in erad-
icating cancer,” the organization states the decision
to endorse such funding was not made lightly or
with disregard for the concerns of others. Stem-cell
research, officials at the ACS say, has the potential
of unraveling the mystery of how cancer cells
develop.

Opens vast field of research

Additional areas where stem cell research
could provide insight include these:

1. developing and testing new cancer drugs;

2. treating chemotherapy side effects in cancer
patients;

3. repairing damaged tissue;

4. improving the odds against rejection follow-
ing organ transplantation;

5. assisting in gene therapy studies.

To be considered by the ACS for funding, how-
ever, grant proposals must meet existing ACS
review standards. Additionally, the proposal will
have to comply with proposed guidelines by the
National Institutes of Health, which guarantee
federal oversight of stem-cell research. The guide-
lines also provide informed consent standards for
donors and prohibit payments or incentives for
the creation of human embryos for specific
research purposes.  ▼

New institute formed 
to distribute stem cells

The Wisconsin Alumni Research Foundation 
in Madison (WARF) announced in February 

it has established a private, nonprofit subsidiary
with the main goal of distributing stem cells to
qualified scientists. Embryonic stem cell research
was first conducted in 1998 by a team of scientists
from University of Wisconsin at Madison. The
patents used to govern the use and technology of
the cells are held by WARF. 

The primary mission of the new WiCell
Research Institute is to supply cells for academic
and non-academic research. The institute’s director
will be James Thomson, the biologist whose lab
first isolated human embryonic stem cells. The lab
has received more than 100 requests for cells, and
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at least a dozen companies have approached
WARF about stem-cell technology.

The National Institutes of Health guidelines on
stem-cell research, when implemented, likely will
accelerate the demand for cells because they will
permit the use of federal money for the first time
to conduct human stem-cell research.  ▼

Suicide how-to video 
aired in Oregon

Ahow-to video on drugs to take to commit 
suicide was broadcast in Oregon last month,

angering assisted-suicide foes and right-to-die
advocates alike.

The video was created by Derek Humphry, the
British journalist who wrote a book on suicide for
terminally ill patients, Final Exit. The video, he
says, can be shown to terminally ill patients and

their families. It is available for purchase at
Amazon.com, he says.

The decision to air the video on a local cable
program was intended to serve the public’s needs,
but critics call it reckless. “There is undoubtedly a
hunger for this type of information,” counters
Humphry, who lives in Oregon. “This is some-
thing 60% to 70% of the public supports.” 

Advocates of the state’s Death with Dignity
Act fear the video will cause people to act irre-
sponsibly. “It can give people the means to act on
impulsiveness,” says Barbara Coombs Lee, exec-
utive director of the Portland-based Compassion
in Dying Federation. Humphry does not support
a medical model of assisted suicide like her group
does, she adds.

The video includes instructions on buying
items in hardware stores, getting prescription
drugs, and mixing the drugs. The cable channels
that broadcast the video included warnings about
the program’s contents.  ■
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