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February 17, 1994

MEMORANDUM
TO: Kristine M. Gebbie .
FROM : Alice M. Litwidgw

SUBJECT: AHCPR'’s "Highlights of HIV-Related Research" and News
Clips "Early HIV Infection Guideline" -- INFORMATION

AHCPR provided copies of the latest version of "Highlights of
HIV-Related Research" for our office. I have distributed copies
to staff at HHH and 750.

Also, AHCPR printed a special publication of news clips on the
"Early HIV Infection Guideline." This is your copy; a copy is
also being circulated at HHH and 750.

I understand AHCPR plans to send you directly a copy of the most
recent report regarding the distribution of the "Early HIV
Infection Guideline."

co:
Barrerxr
Lee
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Please Note: Unpublished information provided
here is to be regarded as strictly confidential
and not for reference, publication, citation, or
public discussion without the explicit
permission of the researcher, or of the
Administrator, Agency for Health Care Policy and
Research.

"AIDS Cost and Service Utilization Survey" (ACSUS)

Westat, Inc., Rockville, MD

Contract No. 282-89-0020 (Project Officer: Fred Hellinger)

Expected completion: 6/31/94

ACSUS is a national survey that
collects data on the utilization
and costs of health and social
services for persons with AIDS and
other HIV-related illnesses. The
sample includes approximately 1900
adults and adolescents, plus 100
children. Respondents were re-
cruited from 26 providers of medi-
cal care, located in 10 communi-
ties across the country. Respon-
dents have been interviewed every
3 months over an 18-month period.
In addition to receipt of inpa-
tient and ambulatory medical care,
respondents were asked about their
use of social, mental health, and
oral health services; informal
social supports; barriers to care;
employment history; and quality of
life. Interview data will be
supplemented by clinical data
abstracted from patient medical
records and by information on
charges for services, which are
supplied by providers and insur-
ers.

These sources will provide a com-
prehensive picture of the direct
and indirect costs of medical and
support services, during various
stages of HIV-related illness.
Data will include third-party and
out-of-pocket payments, for both
inpatient and outpatient care,
including care received in physic-
ians’ offices, ambulatoryclinics,
and the patient’s home. Utiliza-
tion and charges for the services
of physicians, nurses, and other
health care workers will be ob-
tained, as will charges for drugs,
medical supplies, and devices.
Documented data tapes will be
available for use by the research
community. The data from ACSUS
will support examination of utili-
zation, cost, and access across
HIV exposure categories (e.g.,
homosexual, heterosexual, or in-
travenous drug use), stage of
illness, demographic characteris-
tics, geographic area, and payment
source. By addressing the full
spectrum of HIV-related illness
and the range of health care pro-
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viders and payers, ACSUS will
provide a rich source of data for
research and the basis for policy-
relevant analyses concerning the
utilization and costs of health
care services associated with HIV
illness.

The AHCPR is publishing a series
of reports on ACSUS. The first
report, by Berk, Mafeo and Schur,
describes the research design and
analysis objectives of the study
(ACSUS Report No 1, AHCPR Pub. No.
93-0019). The second report enti-
tled, "Health Insurance Coverage
of Persons with HIV-related Ill-
ness" by Claudia L. Shier, Ph.D,
and Marc L. Berk, Ph.D., Project
HOPE, covers insurance data from
the ACSUS. The third, and last in
the series, entitled, "Patterns of
Health Care Use Among HIV-infected
Adults: Preliminary Results" by
Penny Mohr, M.A., Project HOPE
looks at factors affecting utili-
zation of several different types
of health and social services.

Data from ACSUS have been used by
Hellinger (J. Amer. Med. Assoc.,
270:474-8, July, 1993) to estimate
the cost of medical care for per-
sons with HIV infection from the
time of infection until death.
Data from patient interviews con-
ducted during the spring and early
summer of 1992, and billing data
from a survey of providers were
used. The monthly cost of care at
each of four HIV-disease stages
was multiplied by the estimated
mean occupancy time at each stage
(using data from the San Francisco
Men'’s Health Study) to derive a
synthetic estimate of the cost of
treating a person with HIV. Under
the assumption that persons re-
ceive treatment continuously from
the moment of infection until
death, the upper bounds of the
lifetime cost of HIV-related medi-
cal care was approximately
$119,000. The cost of care from
the time of HIV infection until
the development of AIDS was esti-

mated to be $50,000. It was found
that the cost of treating a person
with AIDS, which has risen rapidly
in the past, has fallen as a re-
sult of a reduction in the use of
inpatient hospital services.

In an article in Health Services
Research 28:543-61, Dec. 1993,
Hellinger used ACSUS data to find
that women and adolescent girls
infected with HIV receive fewer
medical services, such as medica-
tions, hospital admissions and
outpatient visits, than similarly
diagnosed men. An asymptomatic
HIV-infected female is 20 percent
less likely to receive AZT than an
asymptomatic male, and females
with AIDS are 20 percent less
likely than a male drug user to be
hospitalized. This suggests that
females with AIDS incur less hos-
pital costs than male injection
drug users with AIDS. It is un-
clear why females receive fewer
health services than males after
adjusting for income, race, insur-
ance and geographic differences.
This finding may reflect the fact
that women have more family-relat-
ed responsibilities, but discrimi-
nation could be a factor.

Three ACSUS Public Use Data Tapes
are now available through NTIS.
They are:

® ACSUS Tape 1, "AIDS Cost and
Services Utilization Survey 1
(ACSUS 1) (for microcomputer)

@ ACSUS Tape 2, "Adult Time 1 and
2 Questionnaire Data"

® ACSUS Tape 3, "Adult Time 3 and
4 Questionnaire Data"

Other early, but unpublished find-
ings from ACSUS include:

® Controlling for disease stage,
African-Americans were more likely
to report a hogpitalization than
either whites or Hispanics.



® Level of physical impairment
was associated with higher numbers
of inpatient admissions and with
more total nights spent as an
inpatient. (based on waves 1-4)

@ In general, people without
health insurance were less likely
to be hospitalized than those with
either public or private insur-
ance. The effects of insurance
appear to be more pronounced at
earlier stages of HIV infection
than for people with AIDS.

® Among people with AIDS, women
were less likely to be hospital-
ized than men. Gender differences
are less strong for earlier stages
of HIV infection.

® People in unstable housing
circumstances, compared to those
with stable housing, were more
likely to be hospitalized, were
more likely to use the emergency
room, and reported higher mean
number of inpatient nights.

® The proportion of HIV-infected
persons reporting a stay in a
nursing home was low (e.g., less
than 2 percent of people with
AIDS).

® The median number of ambulatory
medical visits reported for a
three-month period was 3.5 for
asymptomatic respondents, 4.2 for
HIV-symptomatic persons, and 5.3
for persons with AIDS.

® Among people with AIDS, white
respondents reported more ambula-
tory visits than either African-
Americans or Hispanics,

® Among people with AIDS, people
with private insurance had more
ambulatory visits than those with
public insurance or no insurance.
(Effects of insurance were less
pronounced for people at earlier
stages of HIV infection,)

® Among people with AIDS or with
symptomatic HIV infection, women
had more ambulatory visits than
men. Gender differences were less
pronounced for asymptomatic re-
spondents.

® People in unstable housing
circumstances reported fewer ambu-
latory medical care visits than
people in stable housing situa-
tions

® Regardless of disease stage, a
high proportion of respondents
(>60%) reported using AZT.

® ACSUS data show little varia-
tion in use of AZT as a function
of exposure group or
race/ethnicity.

® Among asymptomatic respondents,
women were less likely to receive
AZT than men. Gender differences
were less strong for respondents
with more advanced HIV infection.

® People without any health in-
surance were less likely to re-
ceive AZT than those with public
or private coverage.

® Among respondents with AIDS,
whites were more likely than
African-Americans or Hispanics to
report receiving psychiatric or
other mental health services.

® Among people with AIDS, those
with private insurance were more
likely to have received psychiat-
ric support than those without
insurance.

® 1In all disease stages, women
had higher rates of use of psycho-
social support services than men.

® Use of a dental care provider
was strongly related to socioeco-
nomic status: whites (compared to
African-Americans or Hispanics),
those with higHer incomes (com-
pared to those with lower in-
comes), and those with insurance



(compared to those without) were
more likely to report use of den-
tal services.

e Ten percent of respondents
could be characterized as being in
unstable or precarious housing
circumstances at the time of the
second interview.

® About one-third of the precari-
ously housed were living "doubled
up" in temporary arrangements with
friends or family. Another one-
third were living in SRO or wel-
fare hotels.

[ Women and African-American
respondents were overrepresented
among the precariously housed,

® 19% of respondents at the sec-
ond interview reported at least
one unmet need for medical or
social services.

® Dental care was the most preva-
lent unmet need (9% of respon-
dents) .

® Respondents with private health
insurance were less likely to
report an unmet need than those
with either public or no insur-
ance.

® 30% of the pediatric sample
experienced a hospitalization
during the first six months of the
observation period.

® For pediatric cases older than
seven, 32% had used mental health
services.

® 42% of the pediatric sample
used formal home care services in
the first six months of the obser-
vation period.

"Psychosocial Predictors of Pregnancy, Women at HIV Risk"
Ahluwalia, Indu B., University of North Carolina

RO3 HS 07958 (Dissertation) (Project Officer:

Expected completion: 8/31/94
The study examines empirically the
relationship between specific
social psychological and demo-
graphic factors on pregnancy in-
tentions and subsequent pregnancy
status of women at risk for HIV.
The specific aims of this research
include: 1) to determine the role
of psychosocial and demographic
factors, and knowledge of HIV
serostatus in predicting pregnancy
intentions and subsequent pregnan-
cy status; 2) to assess the psy-
chometric properties of the study
variables; and 3) to determine
whether the psychosocial, demo-
graphic, HIV serostatus and barri-
er contraceptive use variables can
discriminate between women with
planned and unplanned pregnan-
cies.

Julius Pellegrino)

A longitudinal data set obtained
from the National Institutes on
Drug Abuse will be used to examine
the role that social psychological
and demographic factors play in
explaining women’s pregnancy in-
tentions at baseline and pregnancy
status at follow-up. Seventy-five
percent of this nationwide sample
are minority women reached by
extensive outreach methods. Anal-
yses will encompass descriptive
statistics, principal component
and factor analyses to construct
scales and indexes, and tests of
multivariatemodels using logistic
regression. Findings from this
research can help in preventing
the incidence of unintended preg-
nancy among women at high risk for
HIV and thus reducing HIV in chil-
dren.



"OQutcomes of Hospital Dedicated AIDS Units"

Aiken, Linda;
RO1 HS 06858 (Project Officer:
Expected completion: 8/31/94

The AIDS epidemic has served as a
catalyst for experimentation in
the organization of inpatient care
which, if carefully evaluated,
could yield promising solutions to
many of the persistent problems of
hospitals, including a dissatis-
fied and unstable nurse work force
and uneven quality of care. Two
models for organizing inpatient
care have emerged as hospitals in
high HIV incidence cities have
responded to the AIDS epidemic:
dedicated AIDS units with contigu-
ous beds and a separate nursing
staff specializing in the care of
people with HIV-related illnesses,
and scattered-beds located usually
on multi-diagnosis medical units.
Debate on the pros and cons of
these two models has been heated,
but empirical evidence has been

"Pediatric AIDS:

University of Pennsylvania
Anne Bavier)

largely lacking., This study is a
23 hospital study comparing clini-
cal and economic outcomes of care
provided in these two models. The
study is a comparative, multi-site
observational study, in which
matching is employed at the hospi-
tal level to introduce the control
elements of quasi-experimental
design. Approximately 1500 pa-
tients are being studied, half
having received their care in
dedicated AIDS units and half in
scattered-beds on medical units.
Usingstate-of-the-scienceinstru-
ments to stage severity of ill-
ness, the study will examine
inhospital mortality, patient
satisfaction, 1length of stay,
destination at discharge, and
costs.

Local Responses, Service Use, and Cost"

Allison-Cooke, Sherry; National Perinatal Information Center

RO1 HS 06271
Completed: 6/30/92

This project provided both longi-
tudinal and cross-sectional data
about the utilization and costs of
inpatient and outpatient care for
infants, children, and women with
AIDS. The data was obtained
through interviews with providers
at 83 sites. One aspect of the
study focused on discharge, bill-
ing, and cost data for HIV posi-
tive women in childbearing years
and their offspring from 10 hospi-
tals in 7 urban areas with high
incidence of  ©pediatric AIDS
(Atlanta, Baltimore, Boston,
Bronx, Miami, Los Angeles, and
Newark) and analyzed trends from
1987 to 1990. In addition, de-
tailed case studies were developed
to address questions about alter-
nate community responses to meet-

(Project Officer:

Frantz Wilson)

ing the health care needs of women
and children with AIDS and to
obtain data on outpatient
services.

Selected findings of the study
include:

® While coordinated, comprehen-
sive family centered care is a
general goal of most programs, few
fully achieve this goal in part
because the programs rely on hos-
pital-based specialty and primary-
child care which does not 1lend
itself to being dovetailed with
services for other family members,
and in part because the extensive
range of servjces required by
children complicated attempts to
create "one-stop shopping."



® Services tailored to women with
HIV are scarce and are not well
utilized in part due to conflict-
ing demands of other family mem-
bers. Women neglect their own
needs while making significant
efforts to care for their HIV-
infected children.

® Only rarely do private physi-
cians treat women or children with
AIDS, while many Community Health
Centers have developed systems for

"1988 U.S. Hospitals AIDS Survey"

diagnosis, referral, follow-up and
primary care, forging links with
community providers.

® A common response to fragmented
care had been case management, yet
case management is often fraught
with duplication and inefficiency.
The investigators reported fre-
guent accounts of multiple manag-
ers per client, but with none of
them having sufficient time to
achieve optimal results.

Andrulis, Dennis; National Public Health & Hospital Institute

RO3 HS 06445 (Project Officer:
Completed: 4/30/91

The 1988 U.S. Hospital Survey
assessed the financial and pro-
grammatic impact of AIDS on hospi~-
tals. The study surveyed over
1200 hospital members of five
associations: The National Asso-
ciation of Public Hospitals, COTH,
The National Association of Child-
ren’s Hospitals and Related Insti-
tutions, The National Council of
Community Hospitals, and the Cath-
olic Health Association. Research
focused on examining hospital
variation in utilization, the
hospital’s organizational struc-
ture, AIDS/HIV outpatient services
of hospitals, financial character-
istics of hospitals, and specific
treatments. Additional analyses
focused on use of AZT and aerosol-
ized pentamidine, the financial
and programmatic impact of HIV-
related illnesses, hospitals par-
ticipation in clinical trials, and
community linkages and support.

Comparisons across hospital type
indicate that patients in Catholic
hospitals and community hospitals
were more likely to be privately
insured than those in public
and/or teaching hospitals where
Medicaid was the predominant pay-
er. Lengths of stay were observed
to be decreasing across all types
of hospitals and large caseload
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Melford Henderson)

growth was observed in public and
teaching hospitals where longitu-
dinal data were available. Forty-
four percent of all patients in
public hospitals with HIV did not
have AIDS, but they had fewer
admissions and lower lengths of
stay. Across hospital type, pa-
tients with "other" HIV-related
illness were more likely to be
IVDUs (IVDUs represent 75% moreHIV
than AIDS clients). Medicaid was
the primary payer for those with
other HIV. Children with HIV were
most likely to be cared for in
public hospitals.

In a report by Andrulis, et al.
(J. Amer. Med. Assoc.;
1992;267;2482-6) on 325 responding
hospitals, it was observed that
these hospitals treated 30 percent
of all AIDS patients alive during
1988, but that service utilization
by other HIV patients was found to
comprise a substantial portion of
the total HIV burden and related
costs. The average hospital was
found to 1lose $204,000 a year
treating uninsured persons hospi-
talized for AIDS, plus another
$109,360 for treating HIV illness
in uninsured patients. For every
100 AIDS cases ddmitted to hospi-
tals, an additional 53 persons are
admitted with other HIV-related



illnesses. Other HIV patients
were more likely than AIDS pa-
tients to be intravenous drug
users, female, non-white, and to
have no source of health care
coverage. The authors conclude
that accounting only for the uti-
lization of services by persons
with AIDS, as defined by the CDC,
will understate significantly the
total burden of the HIV epidemic

on hospitals, and the losses sus-
tained from treating HIV cases
other than AIDS, added to the
treatment expenses for AIDS may
someday force hospital to 1limit
the number of these patients they
admit. The results suggest that
the expanded definition (then)
proposed by the CDC would incorpo-
rate a large hospitalized popula-
tion.

"Variations in Care of AIDS Patients with 1st Episode PCP"
Bennett, Charles Lee; The RAND Corp.

RO1 HS 06494
Completed:

(Project Officer:
8/31/93

This study analyzed retrospective-
ly five years of hospitalization
data on patients presenting with
a first episode of PCP in order to
assess variations in quality of
care, outcome (mortality), and
resource use. AIDS care was exam-
ined in 5 high-AIDS-familiarity
and 10 lcw-AIDS-familiarityhospi-
tals located in Los Angeles, Chi-
cago, Miami, and New York (a total
of 45 hospitals). Patient dis-
charge records were reviewed for
patients admitted from October 1,
1986 through October 1, 1991,
Factors associatedwith familiari-
ty in treating PCP patients, hos-
pital resource scarcity, process
of care (period of time in diag-
nosing, initiating therapy, and
recognizing failure to respond),
and patient severity will be exam-
ined in relation to outcome.

Preliminary findings were present-
ed at the VII International Con-
ference on AIDS in Florence, enti-
tled "1987 Volume-Caseload Rela-
tionships of HIV-Related PCP in
New York City." Replicating a
study previously performed in
California, the investigators
found, across 75 hospitals in NYC,
that patients in high-caseload
hospitals (those treating at least
150 cases of PCP) were signifi-
cantly less likely to die than

Elinor Walker)

patients in low-caseload hospi-
tals, after controlling for insur-
ance status, illness severity,
race, and prior hospitalizations.

Further results were presented in
a 1992 article in the J. Acquired
Immune Deficiency Syndrome. The
chances of death from PCP de-
creased when care was given at
hospitals with higher numbers of
PCP cases (i.e., patients with
HIV-related PCP were twice as
likely to die when they recieved
care at hospitals that treated
more than 160 cases of first-epi-
sode PCP in 1987). It is suggest-
ed that hospital experience may
decrease mortality with this
subset of patients with HIV dis-
ease. A 1993 article in the J.
Acquired Immune Deficiency Syn-
drome discusses policy implica-
tions of this finding, including
regionalization of AIDS care.

In another 1993 article, differ-
ences were found between care
received by men and women with
PCP. The differences seemed to
revolve around access to care--not
having health insurance and being
admitted thru the emergency room,
and these differences seemed to be
associated with’a greater likeli-
hood of women than men to die in
hospital.
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"Hospital Resource Use for HIV-infected Patients"”
Bialy, David J.; University of Michigan

RO3 HS 07493 (Dissertation) (Project Officer:

Completed: 9/29/93

Using data from 114 hospitals,
this retrospective study measured
the actual hospital inpatient
resources required for the care of
people with AIDS/HIV infection.
The study was to: develop a pro-
file of inpatient services (DRGs

Melford Henderson)

488, 489 and 490); develop a pro-
file based on major severity stag-
es based on the International
Classificationof Clinical Servic-
es, and determine variations in
the use of inpatient resources
according to payor.

"Discriminatory Attitudes and Knowledge about AIDS"
Blendon, Robert Jay; Harvard School of Public Health

RO3 HS 06379
Completed: 12/31/91

This is a secondary analysis of
public opinion survey data to
examine the relationship between
hostile attitudes held by individ-
uals toward persons who are in-
fected with HIV and misinformation
held by those individuals about
how the wvirus is transmitted.
Data come from surveys conducted
by the Roper Center for Public
Opinion Research, the Gallup Orga-
nization, and the Los Angeles
Times, among randomly selected,

(Project Officer:

Jean Carmody)

national household samples, since
1985. Variables include knowledge
and beliefs about how HIV is
transmitted, demographic charac-
teristics, attitudes and moral
judgments about persons who are
infected. Findings will inform
the policy debate regarding the
need for anti-discrimination leg-
islation to protect individuals
infected with HIV, and should be
useful in addressing educational
efforts.

"State Medicaid Policies for AIDS-related Health Care"
Buchanan, Robert J., Ph.D, University of Illinois

RO3 HS 07210
Expected completion: 8/31/94

The objective of the project is to
describe and catalog current Med-
icaid payment, coverage, and eli-
gibility policies for a range of
health services provided to Medic-
aid recipients with AIDS. The
study includes assessment of pre-
scription drugs and services pro-
vided by hospitals, nursing facil-
ities, physicians, home health
care agencies and hospices. Pay-
ment, coverage, and eligibility
data will be collected by surveys
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Melford Henderson)

mailed to the Medicaid programs
and to the associations represent-
ing the health providers in each
state and the District of Colum-
bia. Survey questions will elicit
information on services and ac-
cess, comparing AIDS care with
Medicaid reimbursement for other
patients. The study will: (1)
describe how State Medicaid pro-
grams are addressing the health
needs of Medicaid recipients with
AIDS, (2) identify innovative



policies which increase their
access to care, and (3) identify
Medicaid policies that create
obstacles to providing care to
Medicaid recipients with AIDS.

Preliminary findings include:
With respect to hospice care, at
least 13 Medicaid programs do not
cover hospice services, but at
least 13 programs do cover servic-
es which would allow AIDS hospice
patients to stay at home. Compli-
cations of Medicaid hospice care
relate to coverage of drug thera-
pies (e.g., should hospice pa-
tients receive aggressive drug

"HIV Prevention in Primary Care:

therapies?). With regard to home
health care, almost all Medicaid
programs pay home health providers
for SNC and HHAS on a per visit
basis, without adjustment for
intensity of care, providing a
disincentive to care for patients
with AIDS. Similarly, AIDS pa-
tients can have care needs in
excess of many program’s utiliza-
tion limits. Medicaid payments
for home health care is low rela-
tive to other payment sources, but
innovative and expansive programs
have used the Home and Community-
Based Waiver option.

An Objective Assessment"

Carney, Patricia A.; University of Washington

RO3 HS 07988 (Dissertation) (Project Officer:

Expected completion: 7/31/94
Providers in primary care have had
a significant impact on patients’
preventive health behaviors, and
are appropriate health profession-
als to address the challenge of
primary prevention of AIDS. Phy-
sician self-report, patient report
and chart review of HIV preventive
performance in primary care indi-
cate these activities are not
occurring at an acceptable rate.
These methods of evaluation have
inherent inaccuracies, and vari-
ability in patient presentation
can influence provider's perfor-
mance. Unannounced standardized
patients (lay individuals trained
to replicate a clinical encounter
consistently for the purposes of
evaluation) offer an objective
prospective method of provider
assessment, while controlling for
patient variability. Using unan-
nounced standardized patients and
audiotaping via a hidden micro-
phone and recorder for validation,
this exploratory study aims to

Julius Pellegrino)

assess the frequency, and content
of HIV risk factor determination,
education, and counseling provided
to heterosexual men and women by
20 primary care providers (family
nurse practitioners and family
physicians). The study also will
assess the process of preventive
health delivery in sequence and
content of risk assessment and
services delivered, and cost and
time spent during the periodic
health exam provided to individu-
als at risk of HIV exposure. This
research would identify gaps in
HIV risk factor determination,
counseling and education being
provided to heterosexual patients.
Understanding how primary care
providers organize the delivery of
preventive health services will
assist in the design of interven-
tions to increase providers skill
at identifying and assessing pa-
tient needs and delivering appro-
priate services,
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"Outcomes of Pharmaceutical Therapy of HIV Disease"”
Chaisson, Richard E.; Johns Hopkins University School of Medicine

RO1 HS 07809 (Project Officer: Lynn Bosco)

Expected completion: 1/31/98

This project will assess the im-
pact of antiretroviral and prophy-
lactic and treatment antimicrobi-
als on the natural history of
human immunodeficiencyvirus (HIV)
infection using a comprehensive
longitudinal data base. The popu-
lation studied is representative
of the HIV-infected population in
Maryland. The aim of the research
plan is to develop a data base of
individuals receiving care for
infection with the HIV in order to
assess utilization, appropriate-
ness, and effectiveness of pharma-
ceutical therapies used in treat-
ing HIV disease. The specific
aims are as follows: 1) to com-
plete and maintain a comprehensive
automated clinical data base--
3,000 patients will be enrolled
(30 percent female and 70 percent
male comprised of 75 percent
African-American and 25 percent
non-Hispanic whites); 2) to delin-
eate the frequency, consistency,
and appropriateness of prescrip-
tion drug use; 3) to determine
factors that are associated with
differences in prescription drug
use, including insurance status,
sociodemographic variables, psy-
chiatric co-morbidity clinical
status, and functional status; 4)
to delineate differences in rates
of drug-related adverse reactions
to therapies for HIV disease by
patient characteristics and deter-
mine how these rates affect subse-
quent outcomes; 5) to evaluate the
effectiveness of antiviral and
other antimicrobial therapy in
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preventing progression of HIV
disease; 6) to determine the asso-
ciation of surrogate laboratory
and clinical markers such as the
CD4 lymphocyte count, CD4 cell
percentage, and functional status
with subsequent clinical outcomes;
and 7) to determine the natural
history of specific opportunistic
infections and malignancies that
complicate HIV infection treated
with current prophylactic and
maintenance pharmaceutical thera-

pY.

In a report now in press, Moore,
Stanton, Gopalan and Chaisson
write that, although there were no
racial differences in stage of HIV
disease of subjects at presenta-
tion, there were racial dispari-
ties in receipt of therapy, with
antiretrovirals received by 48
percent of eligible African-Ameri-
cans and 63 percent of eligible
non-hispanic whites. PCP prophy-
laxis was received by 58 percent
of eligible African-Americans and
82 percent of eligible whites.
There were no significant differ-
ences in receipt by age, gender,
HIV transmission, insurance, in-
come, education or residence. The
observationthat African-Americans
are significantly less likely than
whites to receive antiretroviral
or PCP prophylaxis at first pre-
sentation suggests a need for
culturally-relevant interventions
to ensure that uniform standards
are applied,.



"Variations in AIDS Care in North Carolina"
Cohn, Susan, E., University of North Carolina

RO3 HS 07526 (Project Officer:
Expected completion: 9/29/94

The study examines factors associ-
ated with morbidity and mortality
that occur in the context of inpa-
tient care for HIV-associated
Pneumocystis carinii pneumonia
(PCP) . Data will be collected
through a review of medical re-
cords from at least 300 adult
patients admitted to 16 area hos-
pitals for HIV-associated pneumo-
cystis carinii pneumonia. Hospi-
tal medical records staff will
identify cases based upon nine
codes. Additional data will be
obtained from interviews of hospi-
tal administrators to determine
such characteristics as bed num-
ber, percentage Medicaid as payor,
etc. The major outcome variable
is in-hospital mortality.

"Physicians, Nurses, and AIDS:

Jean Carmody)

Predictor variables include loca-
tion of residence, rural vs. urban
residence, gender, HIV risk fac-
tor, type of hospital, and charac-
teristics of the hospital, In
addition to comparisons within the
proposed study population, compar-
isons will be made between the
study population (North Carolina
only) and four other urban popula-
tions (Miami, Chicago, Los Angel-
es, and New York) with much higher
HIV caseloads. Finally, study
data will be compared to those
derived from a study at a
Veterans’  Administration (VA)
hospital, to identify any differ-
ences that might exist in the
outcome of care at the regional VA
hospital.

A Natiomal Study"”

Colombotos, John; Columbia University

RO1 HS 06359
Completed: 3/30/93

The researchers conducted a na-
tional survey of physicians and
nurses to obtain data on how their
knowledge, attitudes, risk percep-
tions, practices, and career plans
relate to AIDS. Descriptive find-
ings were extended through analy-
ses of the interrelationships
among these variables, e.g., the
relationship between knowledge
about AIDS and willingness to
treat AIDS patients. Variations
associated with respondents’ pro-
fessional characteristics and
personal background were studied.
Other analyses focused on the
influence of geographic location,
comparing health care workers from
San Francisco with those from New
York/New Jersey, and examining the
possible influence on health care

(Project Officer:

Jean Carmody)

workers of the cumulative AIDS
caseload in their State.

Upon completion of data collection
(as reported in an AHCPR Program
Note, June 12, 1991), weighted
respective response rate for phy-
sicians and nurses of 80% and 73%
were achieved. Preliminary uni-
variate analyses indicate a will-
ingness by over one-half of health
professionals to have health care
workers tested, and even larger
percentages were in favor of man-
datory testing for ©patients.
Overall, however, a substantial
proportion of providers incorrect-
ly equate transmission probabili-
ties of HIV .and hepatitis B and
believed that .the risk to the
health professional of contacting
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HIV was greater than that estimat-
ed by public health authorities.
Furthermore, whereas a majority of
professionals had provided care to
HIV patients, very small propor-
tions spend more than 10 percent
of their time with HIV patients.
Despite their experience and sense
of ethical responsibility to care
for HIV patients, many providers,
especially physicians, did not
believe that the provision of care
to HIV persons was binding legally
or desirable personally.

In another not yet published re-
port (7/17/92), the investigator
notes that HCW’s in rural areas,
compared with those in urban
areas, are less willing to provide
care to AIDS patients and they are

less likely to feel that they have
a "duty to treat"--although rural
HCW’s are neither less knowledge-
able than urban HCW’s nor do they
perceive more risk in contracting
HIV from infected HIV/AIDS
patients, They hold attitudes
commonly associated with unwill-
ingness to treat--negative atti-
tude toward gay men and IVDU’s and
conservative political views, and
they are more likely to be affili-
ated with conservative religious
groups and to be religious. These
views, more deeply entrenched and
more resistant to change than,
say, knowledge about AIDS trans-
mission and precautionary guide-
lines, pose a significant chal-
lenge for professional training
programs about HIV/AIDS.

"Evaluation of Community-based Clinical Studies for AIDS"

Cozen, Myrna L.;

RO3 HS 07998 (Dissertation), (Project Officer:

Expected completion: 8/31/94

The purpose of this project is to
explore the quality of information
that results from conducting tri-
als of experimental therapies for
AIDS in community settings. Tra-
ditionally, drug trials are con-
ducted in tightly controlled medi-
cal care settings. Because of the
nature of HIV disease--its long
latency period and the fact that
there are no effective cures--
there has been increased pressure
on the biomedical community to
broaden the availability of exper-
imental treatments, including the
testing of new therapies in commu-
nity medical care settings. This
study will test the quality of
data emanating from those studies
to determine whether factors ex-
isting in the community that are
not found in the medical research
center environment seriously af-
fect the results of the studies.
If such biases or sources of error
are found to exist, then study
designs can be modified to improve
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the reliability of these results
in the future.

The characteristics of two groups
of HIV infected patients will be
compared: those enrolled in sim-
ple follow-up studies of disease
progression who receive standard
therapies for HIV related disor-
ders, and those who are selected
to participate in clinical experi-
ments. This study will examine
the characteristics of both
groups. The appearance of signif-
icant differences in characteris-
tics between the two groups could
indicate biases that jeopardize
the validity of the results of
these studies. The effects of any
such biases also will be measured.



"Health Care Costs and Utilization in AIDS Home Care"
Crystal, Stephen; Rutgers University

RO1 HS 06339 (Project Officer:
Completed: 9/29/93

This is an in-depth study of the
utilization and costs of health
and social services for partici-
pants in New Jersey’s Home and
Community-based Services Waiver
for Persons with AIDS/ARC--i.e.,
the AIDS Community Care Alterna-
tives Program (ACCAP). Data
sources include complete Medicaid
payment records for all program
enrollees, case management
records, and (for 400 new
enrollees), personal interviews
conducted monthly, fromenrollment
in the program for up to 18
months. A combination of cross-
sectional and longitudinal analy-
ses will focus on service utiliza-
tion across subgroups of persons
with AIDS-related illnesses, in-
cluding ethnic minorities, women,
and children; the interrelation-
ships between home care, institu-
tional care, and social supports;
and differences in utilization and
costs for persons who are and
those who are not enrolled in
ACCAP.

Two papers from this research were
presented at the VII International
Conference on AIDS in Florence,
Italy. One, by Dr. Crystal, "Out-
patient Medical Care and the
Course of AIDS," focused on in-
depth interviews with 107 persons
with AIDS from a statewide repre-
sentative sample drawn from the
state registry of patients report-
ed to the CDC with AIDS. Results
indicated a dramatic shift to
reliance on hospital clinics for
outpatient care as illness pro-
gressed. These changes were con-
current with dramatic impoverish-
ment and shift in payor status as
the illness progressed.

The second paper, by Cheryl
Merzel, "Predictors of Inpatient
Utilization in an HIV Medicaid

Frantz Wilson)

Waiver Population," examined num-
ber of hospitalizations and inpa-
tient utilization for 733 adults
enrolled in the New Jersey ACCAP.
Results indicate use of AZT had a
significant impact on decreased
hospitalization. In contrast to
this, being black, an IVDU, and
having a history of PCP increased
hospitalization. No gender effect
was noted, but a significant in-
teraction between gender and race
was present--with black women
experiencing higher utilization.
Effects for blacks and IVDUs were
on longer hospital stays, not more
admissions. The effect of AZT was
on both admissions and lengths of
stay.

In a paper in Health Care Financ-
ing Review, 1992;13:27-44, Merzel
et al., provide information about
the study’s population, types of
health services used, costs, ser-
vice delivery problems, and unmet
needs of participants. Compari-
sons are made to general Medicaid
AIDS patients in New Jersey. It
also examines the role of case
management, client satisfaction,
and related policy issues.
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"Effective Strategies of AIDS Programs in San Francisco"
Dearing, James W., Michigan State University, East Lansing, MI
RO1 HS 07610 (Project Officer: Terry Shannon)

Expected completion: 7/31/95

With diffusion theory and social
marketing theory as a starting
point, this project will explore
the organizational strategies used
by various community-based HIV
education programs targeted to
unique population groups in San
Francisco to learn lessons from
effective and ineffective dissemi-
nation strategies employed by
these programs. This project will
use the experiences of a broad
range of programs in San Francisco

which are responding to HIV/AIDS
as the basis for identifying im-
portant elements of effective
dissemination strategies, as well
as assessing the degree to which
these programs are consistent with
principles of the theoretical
models chosen. The principles
gleaned could have broad applica-
tion across a wide range of pro-
grams currently seeking to provide
services to other than mainstream
populations.

"Health Care Workers Overcoming Fear of HIV Contagion"

Duffy, Pam; University of Arizona

RO1 HS 06448
Completed:

(Project Officer:
12/31/92

The purpose of this study was to
generate a process model explain-
ing how providers successfully
manage the threat of occupational
HIV exposure. The grounded theory
method of analytic induction
(Glaser and Strauss, 1967) was
utilized. Data were gleaned from
51 audiotaped interviews of physi-
cians and nurses practicing in
Arizona and New York.

The discovered process of Finding
a Comfort Zone is evidenced by a
litany of strategies used routine-
ly and bolstered by mastery tech-
niques such as ‘self-talk,’ per-
sonal algorithms or acronyms. An
expectation of periodic recycling,
reactive to "close calls", through
four behavioral substages of the
process was found,

The four substages inherent to
Finding a Comfort Zone are [1]
Checking It Out, an active search
for information about occupational
exposure through scientific liter-
ature, clinical immersion in HIV
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care, and/or consultation with
credible experts; [2] Bringing It
In, an experiencing of the threat
as personal rather than theoreti-
cal, evidenced by recalling past
incidents of possible exposure and
imagining ‘what if’ scenarios; [3]
Fitting It In, or affirming a just
cause for the threat through one
or more of five rationales; and
[4] Taking It On, an ongoing se-
ries of technical changes, innova-
tions, and skill adaptations ac-
companied by a commitment to mas-
tering the threat.

Discovery of the process of Find-
ing a Comfort Zone may have impli-
cations for provider education,
research, and theory. The theory
may be used as a teaching model,
preparing providers for cognitive,
emotive, and behavioral strategies
that "work." Further research may
provide a means of "staging" vari-
ous providers and factoring spe-
cific interventions to facilitate
management of the threat of occu-
pational exposure.



"Direct Medical Costs of Pre-Class IV/HIV Care in an HMO Setting"
Ehreth, Jenifer; University of Washington
RO3 HS 06880 (Project Officer: Melford Henderson)

Expected completion: 8/31/94

The primary purpose of this study
is to quantify the direct medical
care costs and utilization of
pre-Class-IV HIV patients who are
actively receiving care at the
Group Health Cooperative of Puget
Sound (GHC) in 1990. While there
have been numerous empirical stud-
ies of the use and costs of medi-
cal care for persons with AIDS,
there are practically no similar
data for other HIV-infected per-
sons. With early medical treat-
ment of HIV-infected persons be-
fore the development of AIDS be-
coming the generally accepted
practice, data for this group of
patients are urgently needed by
health care providers and planners
at all levels. This study will
explore: the costs and utiliza-
tion occurring prior to showing
symptoms; treatment costs using
the latest treatment modalities;
and treatment costs occurring
within an HMO setting. The HMO
setting is a particularly desir-
able one in which to study asymp-
tomatic HIV-positive patients in
that their condition may be non-
reportable to health officials
until AIDS symptoms appear and,
hence, they are difficult to study
in other settings.

The study will compare costs and
utilization of the following three

groups: (1) GHC enrollees (n=250-
275) who have had a T4/T8 cell
count performed at the GHC labora-
tory in 1990, but have not been
designated class IV HIV-positive
(AIDS); (2) all class IV HIV-
positive enrollees (about 200);
and (3) a group of other GHC
enrollees matched on age and sex.
Comparisons will be made separate-
ly for males and females, although
the number of HIV-infected female
enrollees is expected to be small.
In addition, the study will quan-
tify the use and costs of care by
specific type of service (e.q.,
inpatient care, outpatient primary
care, pharmacy). Cost and utili-
zation data will be collected from
GHC's Utilization Management/Cost
Management Information System
(UM/CMIS) for one year, 1990.
Because GHC provides comprehensive
medical coverage and also docu-
ments out-of-plan services which
are reimbursable by the plan, it
is believed that practically all
services used by the study popula-
tions will be captured. For com-
parison of the use and cost data
of the three groups, a linear
regression analysis will be per-
formed. A time series regression
model will be used to predict the
increase in use and cost of HIV
infection from diagnosis to AIDS
to death.

"Strategies for Improving Primary Care for HIV Patients"
Epstein, Ronald M.; University of Rochester

RO3 HS 06444 (Project Officer:
Completed: 1/1/92

This grant was a hypotheses-gener-
ating, qualitative first-phase of
a planned three-phase study to
explore physicians’ fears, con=-
cerns, attitudes, and beliefs
toward HIV disease. This study

Frantz Wilson)

intended to identify a variety of
barriers to care, and design,
implement, and evaluate proposed
educational intérventions, alter-
ations in reimbursement schemes,
and changes in practice management
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in order to overcome these barri-
ers. The study employed open-
ended interviewing of 30 primary
care physicians (general inter-
nists, family practitioners, and
obstetricians) who provided care
to at least two HIV positive pa-
tients in the preceding two years
in small metropolitan areas in New
York State and New England. The
study: explored what motivates
physicians to provide care for HIV
patients; identified specific
difficulties faced by these physi-
cians, such as financial consider-
ations, time constraints, fear of
contagion, difficulty with termi-
nal illness, burnout, prejudicial
attitudes, and lack of knowledge
and/or experience with HIV pa-
tients; learned what factors were
influential in overcoming these
difficulties, such as educational
or clinical experiences; and use
these findings to develop recom-
mendations for primary outpatient
care.

Findings based on 30 gqualitative
narrative interviews with primary
care physicians in five small
Northeastern towns who provided
care to HIV patients indicated
that most believed HIV care to be
no different than managing

complications associated with any
chronic illness. Primary care
physicians were thought to be able
to provide continuing care for HIV
patients, but needed more educa-
tion in counseling skills, acces-
sible biomedical information,
reliable subspecialty backup, and
opportunities through focus groups
to deal with personal reactions to
HIV patients. The same physicians
found relationships with HIV-in-
fected injection drug users more
difficult and less rewarding be-
cause physicians perceived that
these patients were more destruc-
tive and less apt to follow their
physician’s advice. Results were
published in Archives of Family
Medicine, 2:159-67, 1993,

Epstein and others, in a paper in
Family Medicine, 25:264-68, 1993,
noted that although primary care
physicians believe they are of low
risk of contracting HIV from their
patients, for some physicians the
fear of contagion takes a high
emotional toll. Conflicts between
fears and ethical responsibilities
create intense personal dilemmas.
Some physicians reported taking
excessive precautions to prevent
exposure to body fluids, while
others took inconsistent or no
precautions. The study confirms
the existence of significant con-
tagion in the clinical workplace.

"Costs, Correlates and Outcomes for Persons with AIDS"
Epstein, Arnold M.; Harvard Univ. School of Public Health
RO1 HS 06239 (Project Officer: Frantz Wilson)

Completed: 9/29/93

Investigators collected and ana-
lyzed information on the use and
costs of medical services and
outcomes for a cohort of approxi-
mately 500 AIDS patients who re-
ceive primary care at one of three
Boston-area providers. Data in-
cluded the costs of a wide range
of inpatient and outpatient ser-
vices, as well as indirect costs
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associated with disability and
premature mortality. Data on
patient clinical characteristics,
stage of illness, functional sta-
tus, and socioceconomic status were
used to explain costs and to pre-
dict costs, utilization, function-
ing, satisfaction, and survival.
The purpose of the survey was to
identify how formal and informal



services to AIDS patients affect
their survival, quality of life,
and costs of care.

The investigators, in Medical
Care, 1992;30:1059-66 (Fowler et
al.), describe unique factors
involved in surveying people with
AIDS. Key issues include the need
to have specific techniques to
avoid disclosing a persons’s HIV
status; the difficulty in recruit-
ing patients, many of who may be
too sick to participate, and the
difficulty and variability in
identifying a site where inter-
views could occur. Face-to-face
interviews took twice as long as
they ordinarily would have for

persons without HIV. Procedures
for consent and protection were
lengthy and exhausting for respon-
dents. The authors offer sugges-
tions to improve survey procedures
and recommend ways to overcome
data collection difficulties.

At the 1993 annual meeting of
APHA, the investigators reported
(Abstract page 232) that average
reporting error on patient self-
reports, as compared to medical
billing records, was very small.
They concluded that self-reports
of utilization by AIDS patients
during a period of 4 months or
less will provide valid data for
analytic purposes.

"Alternative Assessments of Functional Status of AIDS Patients"
Felton, Barbara (formerly Bruce, D. Rapkin); New York University

RO1 HS 06415 (Project Officer:
Completed: 6/30/93

The purpose of the study was to
develop and test two complementary
approaches to the measurement of
functional status (defined as
overt performance of behaviors
important to successful adjustment
and quality of life) in persons
with a diagnosis of HIV-related
illness. The first instrument
involves adaptation of a nomothet-
ic measure of activities of daily
living and instrumental activities
of daily living to include HIV-
specific areas of instrumental
functioning such as “finding
rest, " "immunity-promoting behav-
iors," "coping with inhospitable
living conditions," "meeting de-
mands of social service red tape, "
"making it on the street," "recip-
rocating support, " and "passing in
non-AIDS environments." The sec-
ond approach is an extension of
idiographic techniques that empha-
sizes current goals and concerns
of patients related to performance
of activities. Both basic and
higher order aspects of function-
ing will be addressed and measure-
ment of construct validity will be

Elinor Walker)

undertaken by demonstrating rela-
tionships with treatment and ser-
vice usage, history of illness,
concurrent measures of health and
well-being, and predictions of
health outcomes (survival) and
subsequent use of services.

The proposed project was carried
out in two phases. Measurement
development involved focus group
sessions and interviews with peo-
ple with HIV care partners, and
health care providers to ensure
measures are relevant. The field
test involved empirical research
on 224 subjects (15% female) in
three facilities (day care set-
ting, residential setting, and
outpatient setting) who were fol-
lowed twice after an initial in-
terview over the course of one
year. Early analyses of field
test data are focusing on differ-
ences between patients’ and provi-
ders’ ratings of functional sta-
tus, and upon patients’ strategies
for maintaining’ independent func-
tion. Adherence to regimens were
also examined.
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"Delivery of Home Care for People with AIDS"
Fleishman, John A.; Brown University

(Project Officer:
11/30/90

RO3 HS 06378
Completed:

This grant focused on the avail-
ability and organization of home
health services for people with
AIDS. Data were collected from a
sample of home health care agen-
cies, providing different levels
of service to persons with AIDS,
in nine cities with varying inci-
dence of AIDS. Issues addressed
were: 1) organizational charac-
teristics of agencies that provide
various amounts of care to AIDS
patients; (2) organization of AIDS
services within these agencies; 3)
coordination with other service
providers; and 4) problems in
delivering home care to AIDS pa-
tients. Analysis include descrip-
tive statistics explaining home
care agencies’ involvement with
the AIDS population.

The investigator found that, al-
though three-quarters of the sam-
ple served at least one AIDS pa-
tient, within each geographic area
only a few agencies served a large
number of AIDS patients. Propri-
etary status and services offered
were associated with whether or
not an agency served HIV patients.

Katy Benjamin)

Freestandingagencies, proprietary
agencies, and agencies offering
specialized services (e.g., high-
tech nursing, hospice care, home
attendant care) were more likely
to treat AIDS patients. Reim-
bursement issues were a major
impediment in providing AIDS care,
particularly the willingness to
accept patients on Medicaid.
Psychological stress and safety
concerns were considered a signif-
icant problem for staff. Staff
reluctance, was a significant, but
not overwhelming problem in influ-
encing involvement with AIDS care.
The reluctance to serve seemed to
be concentrated among the lesser
skilled staff. The lack of will-
ingness to accept drug users al-
most was entirely concentrated in
areas where substance abuse was
not prevalent. Another frequently
cited problem was in inter-agency
communication, with half of agen-
cies noting problems in communi-
cating with other agencies, ser-
vice duplication, difficulty in
communicatingwith physicians, and
lack of consensus on primary care
responsibility across agencies.

"ATHOS -- AIDS Time-Oriented Health Outcome Study"
Fries, James J.; Stanford University Medical School

(Project Officer:
5/31/94

RO1 HS 06211
Expected completion:

This study is developing a pro-
spective, longitudinalinformation
system on 5,000 to 8,000 AIDS,
HIV-positive, and at-risk sub-
jects. Medical record and patient
interview data on clinical, labo-
ratory, economic, and quality of
life indicators will be obtained
from private practices and clinics
in the San Francisco Area, Los
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Angeles (Keith Clinic) and San
Diego (Owen Clinic). As of Janu-
ary 1993, 5,650 patients have been
enrolled in ATHOS and detailed
clinical/laboratory data are
available on over 3,700 patients.
Analyses will include: factors
influencing -transition between
clinical states, quality of life,
patient outcome, and costs; as



well as assessment of both direct
and indirect costs and efficacy of
both approved and unapproved ther-
apies. The conceptual framework
for ATHOS was described by Fries
in Computers and Biomedical Re-
search, 1992;25:586-601.

Two papers from this study were
presented at the Annual Meeting of
the American Public Health Associ-
ation, 1990. One paper, by
Lubeck, et al., focused on a de-
scription of the system. Prelimi-
nary data indicate that patients’
insurance status is related to the
locus of care, with 41% of
patients at the Owen Clinic being
on Medicaid and 17% uninsured. In
comparison, less than one percent
of patients in private practice
were on Medicaid and 78% had pri-
vate insurance. The second paper
by Hubert, et al., indicated that
key factors in predicting disabil-
ity include number of symptoms,
self-assessed health status, reli-
ance on home care, gender and
ethnicity. Women and nonwhites
were more likely to report being
disabled.

A paper by Lubeck and Fries, in
Quality of Life Research, 1992;
1:359-66, comparedpatient-report-
ed quality of life obtained from
questionnaires which cover func-
tional ability, social function-
ing, cognition, mental health,
disabilitydays, disease symptoms,
and overall health in the previous
3 months. These scales have been
validated on HIV populations.
Declines in health status and
psychosocial status were found
over the year for all persons.
Individuals with symptomatic dis-
ease or AIDS had significant de-
clines of 10-20 percent in all
aspects of role functioning (so-
cial, daily activities, energy,
and global health) and increased
disease symptoms, but no signifi-
cant declines in cognition or
mental health. Persons with AIDS
had greater declines that those

with symptomatic disease. AIDS
and symptomatic patients also
reported significantly fewer hours
at work and more disability days
than asymptomatic patients. The
impact that HIV disease has on the
health status of non-AIDS symptom-
atic patients is especially strik-
ing. These results, though pre-
liminary, offer encouragement
regarding the potential of self-
administered health status scales
in surveys of HIV-infected
patients, and they indicate that
a major focus of the care and
treatment of HIV-infected persons
should be on the psychosocial
aspects of the disease. In a
report 1in Medical Care, 1993;
31:269-76, Lubeck and Fries noted
that the lower sensitivity of the
mental health scales may be a
function of patient treatment and
the existence of extensive patient
social support networks,

Lubeck, et al. (J. Acquired Immune
Deficiency Syndrome, 1993;6:478-
84) reported that HIV-infected
patients with diarrhea miss twice
as much work, socialize less, and
decline more rapidly in health and
functioning than those with HIV
who do not have diarrhea. Care
for patients with chronic diarrhea
is costly--about 50 percent higher
than for similar patients without
diarrhea ($24,567 vs. $14,471),
and these patients need nearly 60
percent more health resources,
including diagnostic tests and
outpatient visits.

Kupperman, et al. (Amer. J. Oph-
thalmology, 1993;115:575-82) re-
ported confirmation of the clini-
cal impression that cytomegalovi-
rus (CMV) retinitis and HIV-
related noninfectious retinal
vasculopathy are late manifesta-
tions of AIDS, and that those with
CD4 lymphocyte counts of 50 or
less are far more likely to suffer
from this condition. Patients
with CMV retinitis often are not
referred to an ophthalmologist
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until the condition threatens
their sight. A primary care phy-
sician can only see the posterior
one~-third of the retina with di-
rect ophthalmoscopy, but the spe-
cialist can use indirect ophthal-
moscopy to diagnose the condition.
The authors recommend periodic
screening of AIDS patients for CMV
retinitis once their CD4 cell
counts fall to 200, with screening
repeated every 3 to 4 months.

Tamayo et al., in J. Gen. Inter.
Med, 1993;8:69-75, evaluated the
efficacy of specific diagnostic
methods compared with ultrasonog-
raphy to detect enlarged spleens
in 27 individuals with HIV infec-
tion. They concluded that physi-
cal diagnostic techniques for
detection of splenomegaly are
relatively insensitive but specif-
ic. Using either percussion or
palpation in conjunction with
ultrasound increased diagnostic
accuracy.

At the 1993 Annual Meeting of
APHA, the investigators presented
additional findings (Abstracts,
pages 31, 298, 309, 316 and 395):

® In the course of a year, ARC
patients suffer declines in the
quality of life similar to AIDS
patients; HIV negative (at-risk)
individuals are more similar to
asymptomatic, positiveindividuals
than the general population. Work
disability is associated with
disease progression in a manner
similar to other chronic illness-
es. However, there was no differ-
ence between controls and HIV+
(but not AIDS) individuals for
days not able to work. Employed
patients with AIDS reported about
6.8 more days unable to work than
either controls or HIV+ non-AIDS
individuals. These data call into
doubt the popular view that HIV
infected individuals are far more
likely to be absent from work than
persons without AIDS.

® AIDS and ARC patients reported
significantly more fatigque than
HIV+ patients, but HIV- (at -risk)
individuals report levels of fa-
tigue more similar to HIV+ persons
than to the general population.

"Concentration of AIDS-Related Inpatient Care"
Green, Jesse, New York University Medical Center

RO3 HS 07205 (Project Officer:
Completed: 8/31/93

The study was to measure the con-
centration of AIDS-related hospi-
talizations within 27 US metropol-
itan service areas (MSAs) account-
ing for 60 percent of US AIDS
cases. Earlier studies suggested
that AIDS inpatient admissions
were not only highly geographical-
ly concentrated, but occur in a
small number of hospitals within
those areas, and that such concen-
tration may result in improved
clinical outcome. Other reports
indicated that concentration of
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Melford Henderson)

AIDS inpatient services may be
harmful, if it reflects limited
access to hospital care in a wide
array of facilities. Concentra-
tion of AIDS care may also result
in serious financial losses for
those hospitals with a dispropor-
tionately large share of AIDS
inpatient treatment.

Concentration gf AIDS-inpatient
hospitalizations will be assessed
by using measures of inequality of
a distribution, including the Gini



index. Inpatient discharge data
for the period between 1983
through 1990 were studied. The
relationship between the measure
of concentration of AIDS admis-
sions and patient and hospital
characteristics were assessed.

"Monitoring Trends in the Financing of HIV-Related Care"
Green, Jesse, New York University Medical Center

RO3 HS 07847 (Project Officer:
Expected completion: 4/30/94

This retrospective study will
examine trends in the financing of
HIV-related inpatient care over a
ten year period. The purpose of
the study is to determine how the
distribution of payers for HIV-
related hospitalizations has
changed over time, to consider how
these changes can be accounted
for, to compare the mix of payers
that finance HIV-related care with
the financing of care for other
diseases, and to consider some
implications for access to care.

This investigation builds upon and
extends an earlier study which

Melford Henderson)

used hospital discharge data from
New York City, San Francisco, and
Los Angeles to analyze trends in
the financing of AIDS. The prior
study covered three cities and
five years (1983-1987); the pro-
posed study covers 33 cities and
the non-urban areas of six states
and extends the time period to ten
years (1983-1992). In addition to
expanding the investigation, this
study also considers new hypothe-
ses, including a comparison of the
financing of AIDS with several
other medical conditions, and the
relationship of payer to stage of
illness.

"Impact of Computer Support on HIV Infected"
Gustafson, David; University of Wisconsin

R18 HS 06177
Completed: 9/30/93

This study conducted a longitudi-
nal experiment to determine wheth-
er use of the Comprehensive Health
Enhancement Support System (CHESS)
by HIV-positive patients resulted
in more efficient utilization of
health services, improved func-
tional status, and reduced risk
behavior. CHESS is a PC-based
system, with individual  units
connected by modems to a central
"host" computer to allow anonymous
communications with other CHESS
users. The project assessed the
cost of operating CHESS, charac-

(Demonstration) (Project Officer:

J. Pellegrino)

teristics of individuals who use
it, and variations in utilization
across time depending on patient
characteristics and the location
of the system. Among the types of
information available on CHESS
are; listings of available ser-
vices, summaries of key research
findings on AIDS, and answers to
questions raised by subjects
through the computer. In FY ’'92,
a minority supplement was awarded
to the project’ investigators in
order to analyze aspects of CHESS
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specifically geared to minority
males.

Preliminary results of the first
phase of the study indicate that
CHESS was used 5520 times in 982
person weeks of access to CHESS.
Usage was very high during the
first two weeks after receiving
CHESS, averaging over 19 uses per
user per week, then settled into
a pattern of between 100 and 300
uses per week. The data generally
support the expectation that CHESS
had a positive effect on emotional
health of persons with HIV infec-
tion. Heavy users of CHESS bene-
fit most from CHESS. Visits to

"HIV Home Health Care Services:

Hanley, Barbara E.; University
RO1 HS 06404 (Project Officer:
Completed: 8/31/93

This descriptive study assessed
resource allocation of home health
care services for persons with
HIV/AIDS across 14 states moder-
ately affected by the epidemic.
Factors related to the availabili-
ty of services for adult and pedi-
atric persons were analyzed. The
first phase of the study performed
an analysis of state long-term
plans for HIV-related direct ser-
vice provision and public policies
related to access, availability,

primary care physicians increased
252% in the contronl group visits
and stayed essentially unchanged
or decreased slightly in the ex-
perimental and heavy user groups.
Use of HIV specialists increased
in control, experimental and heavy
user groups but decreased 57% in
the female group. Feelings of
control over their health care
increased for experimental, heavy
user and female groups. CHESS use
was significantly related to im-
proved feelings of control. The
amount of reported anal sex in-
creased for the control group and
decreased for the experimental

group.

Survey and Policy Analysis"
of Maryland at Baltimore
Julius Pellegrino)

and reimbursement for HIV home
health care. The second phase of
the study involved analysis of a
mail survey sent to 2000 home
health agencies. The survey cap-
tured information on access to
home health care services, the
array of services offered, types
of services refused, problems with
staff refusal to provide services,
and problems experienced by the
agencies in servicing the HIV
population.

"Cost of Treatment of IV Drug Users with AIDS"
Hidalgo, Julia; Department of Health and Mental Hygiene, Maryland

RO3 HS 06185
Completed: 3/31/90

Using a Statewide (Maryland) AIDS
information system, this study
identified characteristics of
intravenous drug abusers with
AIDS, studied the use and costs of
health care services they receive,
the fiscal impact of their care on
Medicaid and other public pro-
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(Project Officer:

Claire Maklan)

grams, and the level of uncompen-
sated hospital costs.

The study detected racial and
gender differences. For example,
whites were 1.8’times more likely
to receive AZT than non-whites;
males were 1.8 times more likely



to receive AZT than females; homo-
sexual males were 2.0 times more
likely to receive the drug than
IVDUs; and patients who received
care in outpatient departments or
from office-based physicians were
nearly 4 times more likely to use
the drug than those with no prima-
ry source of care. These patterns
persisted even within primary care
settings. Improved survival was

evidenced betwveen 1983 and 1989
with whites experiencing a median
survival of 584 days compared to
407 for non-whites in 1989.
Whites receiving AZT were also
more likely to live significantly
longer (761 days) compared to non-
whites taking the drug (620 days).
Female survival was also 610 days.
The investigators postulated that
delayed diagnosis was responsible
for the variation,

"Costs of Health Services for HIV Infected Individuals"
Hogan, Andrew J.; Michigan State University

RO3 HS 06260
Completed:

(Project Officer:
12/30/90

Using Medicaid records and some
private health insurance data,
this project studied use and cost
of services for HIV-related ill-
nesses between 1985 and March 1989
in Michigan. Hypotheses focused
on differences in use and cost by
risk group and sex, on the impact
of AZT on average monthly Medicaid
payments, and on apparent under-
utilization of services by some
AIDS patients.

Findings, presented at the Ameri-
can Public Health Association
Annual Meeting in October 1990 in
New York City, indicated that
female use of and payments for
medical services were far less
than that observed for men. In
particular, only 19 percent of
women had a paid prescription for
AZT, compared to nearly 61 percent
of men. Differences between the
genders among IVDUs were not sig-
nificant. In multivariate analy-
sis, gender and its interaction
with race are related to whether
an individual used AZT. White
women were the least likely to use
it, and white men the most likely.
Reasons for the gender differences
are unexplainable and may be re-
lated to variations in provider
prescribing patterns. Black women
were shown to use significantly

Melford Henderson)

more services than white females.
Survival among persons using AZT
was twice that of others, regard-
less of gender and race. A criti-
cal factor explaining survival
differences is "living in Wayne
County." This may point to the
significance of its Coordinated
Community AIDS Program or to in-
formal care provision by families
among people returning home to
die.

In Public Health Reports, 1992;
107:461-8, Solomon and Hogan re-
port that the average monthly
Michigan Medicaid payment in 1989
dollars for HIV services was
$1,302.57. Services unreiated to
HIV infection accounted for 12.5
percent of the total amount for
health care received, and 2.5
percent was undetermined. The
average monthly expenditure for
men was roughly twice that for
women. Payments for HIV-related
treatments rose with age to about
40 years and declined slightly
among older adults, with the high-
est payments for those 19-35 years
of age.

27



"Interactive Video for AIDS Prevention Education to Persons with

Mental Retardation"

InfoUse; Berkeley, California
Contract No. 213-90-0032
Completed: 9/28/93

The goal of this contract was the
development of a production-ready
system for AIDS prevention educa-
tion to be used by agencies serv-
ing persons with mental retarda-
tion. The project had the follow-
ing objectives:

® Refine information on AIDS
education needs of persons with
mental retardation, identify cur-
ricula or tools used by field
trainers and the identify the
needs of providers and potential
of their settings.

(Project Officer:

Gerald Cohen)

® Create an interactive video
system product by identifying
topics for inclusion, generating
an instructional design, creating
a script and a storyboard, and do
the Hypercard programming.

@ Determine the effectiveness of
the product in terms of knowledge
gains in users of the system, and
test facilitators for subjective
responses to system usefulness

® Make any changes necessary from
the evaluation, and create a pro-
duction ready product.

"Prospects for Caring for Persons with AIDS in Nursing Homes:
Perspectives of Current Residents, Policy Implications"

Kane, Rosalie; University of 'linnesota

Contract No. 282-87-0049, Task 35, (Project Officer: J.Pellegrino)

Completed: October 1989

This project explored the issues
surrounding admission of persons
with AIDS to nursing homes in
Minnesota. The researchers inter-
viewed key informants and conduct-
ed a series of focus groups with
nursing home residents, staff, and
family members from both nursing
homes that were receptive toward
HIV patients and those which were
not. Results indicated that resi-
dents of receptive homes were more
comfortable about receiving HIV
patients than were residents of
the comparison homes; staff mem-
bers had more active feelings of
discomfort in admitting HIV pa-
tients than did residents,
although feelings of discomfor
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t were stronger in the comparison
homes; 27 percent of staff across
nursing homes would prefer not to
care for an HIV patient; and posi-
tive attitudes towards HIV
patients was directly related to
the rank of the nurse. Qualita-
tive findings indicated that among
those who cared for PWAs comfort
increased with time, although the
care was judged to be more diffi-
cult physically and emotionally;
considerable emphasis among all
was placed on the necessity of
having separate facilities for
PWAs.



"The Quality of Care in AIDS: Pneumocystis Carinii Pneumonia"”
Kanouse, David E.; The Rand Corporation

RO1 HS 06016
Completed: 12/30/92

This project examined the quality
of medical care provided to pa-
tients with AIDS by conducting a
retrospective review of hospital
records of about 600 newly diag-
nosed AIDS patients (from 1983-87)
in Southern California with an
initial episode of pneumocystis
carinii pneumonia (PCP). The
researchers developed prognostic
staging models based on clinical
and laboratory markers and mea-
sures of early resource use.
Indices of severity were used to
control for severity and comorbid-
ity. Preliminary results indicate
that the process of care does
affect patient outcomes for the
first episode of PCP. Although
most patients in the study were
appropriately diagnosed, and
started on antimicrobial therapy,
failure to deliver therapy in

"AIDS and Insurance:

(Project Officer:

Bertha D. Atelsek)

adequate dosages increases the
odds that a patient either will
die or experience severe respira-
tory failure. The study also
found substantial beneficial ef-
fect of receiving active anti-PCP
agents before hospital admission,
which has important implications
for assessing institutional quali-
ty of care, inasmuch as quality
differences may reflect patient’s
previous treatment history, as
well as average severity of ill-
ness at admission. Results sug-
gest that the decreased survival
of patients who had "do not resus-
citate" (DNR) orders written early
could be seen as humanitarian
because of the extremely poor
prognosis, during the period cov-
ered by the s*tudy, for PCP
patients requiring mechanical
ventilation.

The Experience of a High-Risk Cohort"

Kass, Nancy E.; Johns Hopkins University

RO3 HS 06108
Completed: 11/31/90

This study surveyed homosexual and
bisexual men who voluntarily par-
ticipated in the Baltimore and Los
Angeles chapters of the NIH-funded
Multi-center AIDS Cohort Study,
homosexual AIDS patients at Johns
Hopkins University, and a control
group of male leukemia patients at
Johns Hopkins University. The
research addressed issues of ac-
cess to insurance by examining the
relationships among HIV testing,
antibody status, and symptom sta-
tus with the experiences of re-
spondents in applying for health,
life, or disability insurance over
the past five years, and their
current insurance coverage.

(Project Officer:

Fred Hellinger)

Results from this nonrepresenta-
tive sample suggest that although
persons with AIDS are not signifi-
cantly more likely to be uninsured
than persons who do not have AIDS,
they are thirty-six times more
likely to have Medicaid coverage
(roughly 28 percent of the AIDS
patients were covered by Medicaid,
compared with less than 1 percent
of the gay and bisexual men with-
out AIDS, and 7 percent of leuke-
mia patients). Although health
insurance loss in the total sample
was small, this too, varied by
antibody status, with more AIDS
patients losingscoverage than the
other groups (Kass, N.E., et al.
Inquiry, 1991;28:249-54). Persons

29



with AIDS were also five times
more likely to report AIDS-related
discrimination from employers than
persons who do not have AIDS.
Eighteen percent of persons with
AIDS were denied treatment from a
doctor or dentist due to known or
suspected HIV-related condition,

compared to five percent of sero-
positive and one percent of sero-
negative. Significantly more
respondents reported refusal of
dental care than of medical care
(Kass N.E., et al. Am. J. Public
Health, 1992;82:1277-9).

"Research Agenda on Community-Based Care of Persons with AIDS"
Keenan, Joseph M.; University of Minnesota

R13 HS 06224
Completed: 12/31/89

This grant supported a conference
on research problems and issues
related to home and community-
based care for AIDS patients. The
purpose of the conference was to
identify and prioritize research
issues related to appropriate care
settings, quality of care, cost,
health care policy, and both lay
and professional caregivers. The

(Conference) (Project Officer:

Jerry Weston)

conference met in Minneapolis,
August 14-16, 1989. Papers pre-
sented covered: caregiver issues,
settings of care, policy issues,
ethical issues, and research de-
sign. The proceedings have been
published in Community-Based Care
of Persons with AIDS: Developing
a Research Agenda, April 1990,
USDHHS, PHS, AHCPR.

"AIDS and Medical Residency Selection in NY, SF, and LA"
Kelly, Joyce V.; Association of American Medical Colleges

RO3 HS 06428 (Project Officer:
Completed: 12/31/90

This project examined the effects
of the AIDS epidemic on the selec-
tion of post-graduate training by
senior medical students in three
cities with very high AIDS case-
loads. Available data on medical
students, residency programs, and
residency matches were linked with
measures of the prevalence of AIDS
in residency hospitals. Specialty
choice and preferred hospital
location were analyzed in terms of
student background, exposure to
AIDS in medical school, student
test scores, and characteristics
of the residency programs. Trends
between 1983 and 1988 were exam-
ined in residency recruitment to
New York City (NYC), the city that
reports the greatest number of
AIDS cases nationally, to a com-
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parison group of hospitals in the
four largest US cities with the
fewest AIDS cases.

Recruitment to high-AIDS and low-
AIDS programs in voluntary hospi-
tals in the four largest cities
with the fewest AIDS cases and
nationally increased as much as
10% above baseline. The exception
was the high-AIDS voluntary hospi-
tal programs in NYC City, which
dropped precipitously to 30% in
the year 1988 to 1989. 1In 1990,
high-AIDS voluntary internal medi-
cine programs’ U.S. graduate
matches plummeted by over 50% in
one year. Fill rates in 1990
decreased in high-AIDS municipal
programs by 29.4% from a baseline
rate of 68.7% and in low-AIDS



voluntary hospitals by 16.1% from
a baseline rate of 58.9%. A simi-
lar rate of decline was not found
among categories of surgery or in
other specialties including family
practice, etc.

Data indicated an eroding ability
of high-AIDS municipal residency
programs in NYC to attract U.S.
medical graduates. Most or all of
the programs studied demonstrated
these same trends. Although some

of these service positions were
filled by foreign medical gradu-
ates, a quarter went unfilled by
1990. These observations make it
difficult to attribute the ob-
served trends predominantly to a
systemic avoidance of large num-
bers of AIDS patients. Multiple
economic and social factors, in-
cluding AIDS, may have contribut-
ed. Results of the study appeared
in J. Amer. Med. Assoc.,
1991;266:2843-6.

"The New York State Response to AIDS"
Lambright, W. Henry; Syracuse Research Corp.

RO1 HS 06184
Completed: 3/31/91

New York State’s emergency re-
sponse to AIDS, especially the
work of the AIDS Institute, was
studied. The focus was on the
coordinating role of the Institute
and its regional outreach organi-
zations. By identifying factors
that have led to success and to
problems in coping with 2AIDS in
New York, the investigators define
a model administrative organiza-

"In Whose Care and Custody?

(Project Officer:

Julius Pellegrino)

tion that other States may repli-
cate. The AIDS Institute devel-
oped from a research and community
outreach organization, largely
arising from the advocacy of the
gay population, to a centralized
system of resource allocation with
decentralized service delivery
attempting to represent the diver-
gent needs of various exposure
categories.

Orphans of the HIV Epidemic in
Historic and Global Perspectives"

Levine, Carol; The Orphan Project, Fund for the City of New York
R13 HS 07872 (Conference) (Project Officer: Tom Lally)

Expected completion: 1994

One of the most alarming--yet
unstudied-~socialramificationsof
the worldwide HIV pandemic is the
large number of children who have
become, or will become, orphans.
This conference will explore the
critical policy and service deliv-
ery questions raised by this as-
pect of the AIDS crisis. The
conference will examine analyti-
cally other historical instances--
wars, famines, and other epidem-
ics~--which left large numbers of
orphans. The conference will

assess those social, cultural, and
biological forces that shaped the
experiences of children in the
context of massive familial and
community disruption. By examin-
ing these historical cases, and
the wide variety of social and
institutional responses to chil-
dren without parents, the investi-
gators intend to identify a range
of policy options for serving the
important health and social ser-
vice needs of orphans in the con-
temporary context. The conference
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will bring together scholars and
policy experts as a working group
to identify policy options and
propose possible solutions. The
role of governments, religious
institutions, extended families,
and philanthropies will be evalu-

ated. The conference will produce
recommendations and a book of
critical historical essays and
policy analyses that will shape
the response to orphans of the HIV
epidemic in the future.

"Caregiving for Minority Women with AIDS"
Litwak, Eugene, Columbia University

RO3 HS 07265 (Project Officer:
Expected completion: 09/29/94

The main objective of this study
is to explore the caregiving needs
of minority women who are HIV
seropositive and to identify the
actual caregivers and the care-
givers who are best suited to
provide the needed services.
Thirty open-ended interviews of
HIV-infected women were conducted
at the Columbia-PresbyterianMedi-
cal Center outpatient HIV clinic.
The sample was evenly divided
between African-American and
Latina women (the latter equally

"Caregiver Burden with AIDS"

Linda Siegenthaler)

between first and second genera-
tion immigrants). Most of the
respondents were relatively asymp-
tomatic and ambulatory. Analysis
of the data indicates that acute
needs, problems, and significant
gaps between actual and desirable
caregiving in the following areas:
1. Disclosure of HIV condition.
2. Practicing safe sex. 3. Com-
pliance with medical regimen. 4.
Keeping periodic clinic appoint-
ments at required time intervals.
5. Maintaining welfare and medic-
aid entitlements.

Lynn, Lorna (previously Eisenberg, John); Univ. of Pennsylvania

RO3 HS 06640 (Project Officer:
Completed: 7/31/92

The unusual nature of contagion in
HIV infection, the special vulner-
ability of the population and the
stigma of the disease provide
special sources of caregiver
strain, especially as more and
more care is being provided in the
home. This study describes per-
sons with HIV who are in need of
informal care and the types of
persons providing such care. The
intent is to measure caregiver
burden and determine the factors
associated with it. Chart review
was used to assess clinical char-
acteristics of patients. Care-
giver perception of burden was
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measured through a battery of
instruments measuring health,
social health, psychological well-
being, financial cost of care, and
knowledge and attitudes about
AIDS.

It was found that caregivers were
most often female relatives or
male homosexual lovers of pa-
tients. Drug or alcohol abuse in
the patient, personal risk for
HIV, and being employed increased
caregiver burden. For those with
personal risk for HIV, factors
increasing burden were lower men-
tal health, financial strain, and



the patient’s level of disability.
For those without risk, lower
mental health of social support
and patient’s need for assistance
with activities of daily living

"Ambulatory Care for HIV/AIDS:
Markson, Leona E.
Medical College

RO1 HS 06465 (Project Officer:
Expected completion: 5/31/95

The original study "Consequences
of Patterns of Provider Care for
AIDS" (Barbara Turner, Principal
Investigator) utilized secondary
data from 1983 through 1990 in
order to examine the differential
outcomes associated with illness
severity and varying patterns of
provider care, involving such
factors as primary care status of
practitioners, AIDS experience of
providers, Medicaid experience of
providers, and continuity of care.
One arm of the study focused on
adult homosexual men and IVDUs.
A second arm will focus on chil-
dren and will involve the develop-
ment of a pediatric indicator of
illness severity, which would be
useful in secondary data analysis.
Such indicators have been devel-
oped previously by the investiga-
tor for the adult population.
Focus will be placed primarily on
the Medicaid populations in the
states of New York and California.
An attempt is being made to con-
trol for left-censoring by supple-
menting data with SPARCS discharge
data and Empire Blue Cross/Blue
Shield data for the state of New
York. Right-censoring will be
controlled by obtaining and inte-
grating data from the National
Death Index.

Early findings indicated that
Medicaid women in NY State from
1983-87, regardless of IVDU sta-
tus, used fewer health resources
than men (with IVDU’s using more

increased burden. Many caregivers
wanted more contact with health
care providers and needed more
information about caring for pa-
tients.

Models and Outcomes"
(previously Turner, Barbara J.); Jefferson

Melford Henderson)

than non-IVDUs), but this had
little impact on survival. In-
stead survival was determined
primarily by AIDS-definingdiagno-
sis and age.

A second analysis found that the
SIAP (Severity Index for AIDS
Patients, based on a model derived
from expert opinions by grouping
patients into four categories
based on survival estimates), is
a predictive tool for health re-
source utilization. More severely
ill patients had expenditures
respectively at 3, 6, and 12 month
intervals. Data were analyzed for
New York State Medicaid patients
diagnosed between 1983 and 1986.
Other findings include:

® 83 percent of patients surviv-
ing more than 6 months after AIDS
diagnosis have clinic visits with-
in the first 6 months of diagno-
sis.

® the role of clinics as the
dominant site, or primary provid-
er, of ambulatory care increases
dramatically from 54% before AIDS
diagnosis to 79% after diagnosis,
while the role of private physi-
cians diminishes, from 46% to 21%.

® the odds are greater that AIDS
patients with a primary provider
will present in emergency rooms
(ERs) for care, than will those
without primary providers.
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® women are less likely than men
to have a consistent ambulatory
care provider and to receive AZT,
but are more likely to use ERs.

Keyes, Fanning and Turner reported
at the 1993 APHA meeting (Abstract
page 30) that, overall and within
provider type, the proportion of
primary caregivers declined over
time and the proportion of spe-
cialists increased, suggesting
that there have been substantial
change in the composition of pro-
viders of AIDS Medicaid beneficia-
ries in New York. Also, it was
found that, state-wide, the number
of low volume clinics declined
over time while the remaining
high-volume clinics absorbed ever-
increasing numbers of AIDS cases.

In an abstract presented at the
1993 APHA meeting (page 66) by
Turner it was reported that many
specialists proceeded before offi-
cial approval to offer children
with AIDS a drug shown to be bene-
ficial to HIV infected adults. It
was suggested that managed care
progrias need to develop links
between primary care providers and
specialists who can advise about
the use of potentially life-pro-
longing therapeutic advances.

Keyes, Markson and Turner, writing
in AIDS and Public Policy J.,
1993;8:142-50, noted that a large
and increasing number of primary
care physicians and clinics pro-
vided ambulatory care for New York
State Medicaid patients between
1983 and 1990. However, the per-
cent of primary care providers--as
a proportion of all physicians--
declined over time, while the
percentage of specialists and
subspecialists increased. Most
primary care physicians treated a
small number of AIDS patients, and
the level of "experience" did not
increase over the eight years of
the study. The authors found a
large increase not only in the
numbers of AIDS patients treated
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by infectious disease and other
specialty clinics, but also by
primary care clinics within and
outside of State-designated AIDS
centers. Although larger primary
care clinics treated a larger
number of AIDS patients, the turn-
over in staff may overstate the
experience level in these clinics.
These clinics may be reaching a
threshold where staff will become
overburdened, and it was suggested
that offering consultative servic-
es to primary care physicians may
increase the likelihood that AIDS
patients will remain with their
current providers. Large increas-
es in the proportion of persons
using mental health, psychiatric
and ambulatory surgery centers
also was observed, but the rate of
use of the emergency room as a
source of ambulatory care did not
increase, although half of all
study subjects visited the ER at
least once each year.

Markson’s continuation of Turner’s
project carries forward research
on ambulatory care for HIV/AIDS
patients by gathering additional
data on organizational features of
such care and analyzing the impli-
cation of these for patients. An
elaborate data base that originat-
ed from New York State Medicaid
files will be extended for two
years, and additional provider
data will be generated from a
survey of up to 250 clinics caring
for HIV/AIDS patients in New York
State. The clinic survey data
will provide information on orga-
nizational features of ambulatory
care that can be linked with the
core data on patients. The ana-
lytical goals of the proposed
project are to: 1) classify emer-
ging models of clinic care for
persons with advanced HIV disease
in order to compare the differ-
ences in services and staffing of
HIV/AIDS specialty clinics with
primary care-clinics, and 2) de-
termine whether specific organiza-
tional features of ambulatory care



influence hospital and emergency
room use, use of drug therapies
and patient survival times.

The data span the years 1986-92
and cover more than 25,000 indi-
viduals during 1983-90, of which
nearly 19,000 have a specific AIDS
defining diagnosis. Data are
available on nearly 1,000 clinics
and 4,000 physicians. The provid-
er data relates to Medicaid only,
and does not include non-Medicaid
HIV/AIDS related data. Using
these data, the project will mea-
sure continuity of care (COC),
identify dominant providers, and
measure severity of illness. The
dominant provider is the one that
provides half or more of the care.
Dominant provider type will be
categorized as: no primary pro-
vider; AIDS designated center;
other clinic; and other physician.
Providers are classified as those
that "mainstream" care, and those
that provide a designated or spe-
cific program for HIV/AIDS care;
the latter are further subdivided
by those directed by infectious
disease or other subspecialties,
those directed by internists or
family practitioner, and those
that are shared by various sub-
specialists.

The survey of clinics will be a
telephone-based effort directed to
the medical director. The sample
will be drawn from dominant pro-
viders of identified PWAs.

The 100 most frequently used pro-
viders and up to 150 of the rest
(i.e., smaller caseload clinics)
will be sampled. Clinics having
a specific program for HIV/AIDS
care will be distinguished from
clinics with a program that "main-
stream" HIV/AIDS care into servic-
es provided to other types of
patients. Within the former,
clinics will be subdivided by type
of providers. Five hypotheses are
proposed: Days hospitalized will
be lower for clinics that offer
case management and support ser-
vices; ER use will be lower if
the dominant clinic provides walk-
in or other unscheduled services;
PCP prophylaxis and zidovudine use
will be greater if the primary
providers are AIDS centers or
centers staffed by AIDS special-
ists; AIDS specialty clinics will
have better survival rates than
"mainstreaming clinics"; and Fe-
male patients of clinics with
gynecological services will expe-
rience fewer hospitalizations for
gynecological complications. The
project hypothesizes that clinics
providing the greatest continuity
in one site and having the great-
est expertise in the disease are
going to do the best job in manag-
ing the disease. This project has
potential to address issues of how
alternative delivery modes (in-
cluding case-management and sup-
port services) affect the costs of
HIV/AIDS care, as well as longevi-
ty of PWAs.

"Longitudinal Study of AIDS Health Services Use and Costs"

Mor, Vincent; Brown University
RO1 HS 06214
Completed: 12/31/92

This project builds upon an evalu-
ation of the Robert Wood Johnson
Foundation’s AIDS Health Services
Demonstration by re-interviewing
1031 patients from 9 to 12 months
after their initial evaluation
interview. Hospital, clinic,

(Project Officer:

Fred Hellinger)

physician, and home care service
use records were abstracted. The
overall goal is to describe pat-
terns of medical and social ser-
vice use by persons with AIDS, to
determine the degree to which
their needs are met, and the de-
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gree to which their preferences
for palliative versus aggressive
treatment alter as their disease
progresses.

Preliminary findings suggested
that preferences for palliative
vs. aggressive treatment were
stable over a one-year period,
with a slight trend toward in-
creasing preference for palliative
care. Analyses of costs indicated
that costs increased dramatically
in the six months prior to death.
Mor et al., in Medical Care, 1992;
30:17-29, reported that white
males who do not use intravenous
drugs have higher rates of outpa-
tient clinic use, while nonwhite,
female, intravenous drug users
have higher rates of emergency
room use,

Wachtel et al., in Annals of In-
ternal Medicine, 1992;116:129-37,
reported on the validity of the
Medical Outcomes Study (MOS) Short
Form Health Survey as an indicator
for quality of life in persons

infected by HIV, The authors
found the MOS to be a reliable
measure; they also found it to be
extremely sensitive to the effects
of symptoms, suggesting that it
might be useful as a quality-of-
life indicator for AIDS clinical
drug trials.

Fleishman and Mor, in Inquiry,
30:180-8, 1993, reported that
insurance coverage varied widely
by geographic location, although
gay and bisexual men were most
likely to have private insurance
coverage. People in the South had
a greater chance of losing private
insurance and less chance of gain-
ing public Medicaid insurance than
people in the Northeast. The
proportion of those who were cov-
ered by public insurance since
losing private insurance after
AIDS diagnosis was 81.8 percent in
the Northeast, 90 percent in Seat-
tle, but only 52.2 percent in
Florida and 30.8 percent in the
rest of the South. In all regions
studied, uninsured PWA's seemed to
have less access to medical care.

"Computer Support for Protocol-Directed Therapy"
Musen, Mark A.; (formerly Edward H. Shortliffe); Stanford Univ.

Medical Center
R18 HS 06330 (Project Officer:
Expected completion: 2/28/95

This project will develop
computer-based techniques for
management of knowledge and of
clinical data in AIDS therapy, to
implement them in two THERAPY-
Helper (T-HELPER) systems for
patient care, and to evaluate them
in clinical settings. T-HELPER I
is a data-management environment
which allows the physician to
enter and review data and examine
information on treatment proto-
cols. It includes an electronic
flowsheet of time-oriented patient
data, medical record, online li-
brary of protocol documents, pa-
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tient database, and additional
support functions. T-HELPER II
adds active decision-supportcapa-
bilities to T-HELPER I, such as
situation-specifictherapyadvice,
critique of physician’s plans for
therapy, explanation of therapy
recommendations, and automated
determination of protocol eligi-
bility. Clinicians will use the
two T-HELPER systems to help iden-
tify patients suited to experimen-
tal protocols and to maintain
records of patients receiving
protocol-directed therapy for HIV-
related disease. The investiga-



tors will take advantage of their
past experience in developing the
ONCOCIN system, a data-management
and advice system for use by clin-
ical oncologists. ONCOCIN tech-
nology will be adapted to AIDS
management, and current hardware-
dependent software will be re-
written to be adaptable to general
purpose computers (i.e. personal
computers and work stations). The
investigators plan to evaluate the
tool’'s effects on patient care and
on clinical research, and to de-
termine the value of active deci-
sion-support capabilities as an
adjunct to computer-based data
management,

In Proceedings of the Annual Sym-
posium on Computer Applications in
Medical Care, 1992, pp 128-32, Das
et al. notes that, as data base
models have incorporated more
semantics to interact with clini-
cal decision-supportcapabilities,
the temporal dimension of clinical
data has become increasingly im-
portant. The authors describe the
new temporal data model of the T-
HELPER system. They discuss the
types of temporal predicates need-
ed for HIV clinical trial proto-
cols and present their approach to
providing temporal operations on
these data. They also provide a
basis for understanding and exe-
cuting a temporal version of the
relational query language, SQL.

"AIDS Workplace Policies:

Henry et al., in the same publica-
tion (Proceedings, 1992, pp. 59-
63) describes the complexity of
telephone-triage in a community-
based clinic for patients with
AIDS. The authors performed a
needs analysis to identify defi-
ciencies in documenting and main-
taining data on telephone-triage
encounters, including inaccessi-
bility of the medical record and
failure to document required data
elements. The needs analysis
suggests five design criteria for
a computer-based system to assist
nurses with telephone-triage: (1)
on-line accessibility of the medi-
cal record; (2) ability to move
among medical record and triage-
encounter modules; (3) ease of
data entry; (4) compliance with
standards for documentation, and
(5) notification of the primary-
care physician in an appropriate
and timely manner.

Additionally, Musen et al., also
in Proceedings, 1992, pp 719-23,
observes that T-HELPER, as
described in this article, offers
enhanced possibilities for commu-
nity-based physicians to enroll
patients in clinical trials of
experimental drugs by providing
patient-specific and situation
specific advice concerning new
protocols for which patients may
be eligible, as well as the treat-
ment required by those protocols
in which patients are already
enrolled.

Local Government Responses"”

O’Neill, Nancy G., Florida International University

RO3 HS 07467 (dissertation) (Project Officer:

Expected completion: 9/29/94

This project is an in-depth study
focusing on one large government
agency located in an urban area of
high AIDS prevalence. The purpose
of the study is two-fold: (1) to
provide a comprehensive view of
the types of AIDS policies, pro-
grams, and practices in the work-

Melford Henderson)

place and, (2) to determine the
motivations and/or barriers to
organizational response to AIDS in
the workplace.

Phase I saould Jssist AIDS educa-

tors and employers to understand
the range of choices and combina-
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tions of activities that can be
used in responding to AIDS in the
workplace. Phase II results could
yield practical information about
the processes of decision making

"Guidelines for HIV Screening"

in organizations which facilitate
or impede responses to AIDS; this
information would supplement the
relatively sparse survey data on
employers’ responses to AIDS.

Owens, Douglas K., Stanford University

RO3 HS 07273 (Project Officer:
Expected completion: 2/28/94

The applicant is developing a
decision analytic model to deter-
mine the impact of HIV screening
in different groups of patients
and to make quantitative estimates
of the potential gain in health
benefits that accrue when screen-
ing guidelines are adapted to
specific clinical settings. Rath-
er than looking at overall cost-
effectiveness, the study emphasiz-
es cost-effectiveness in specific
clinical settings. The aims of the
grant are: 1) to extend a pilot
model on the cost-effectiveness of
HIV screening; 2) to make esti-
mates of the importance of varia-
tions in characteristics of dif-

Frantz Wilson)

ferent populations and practice
settings on the cost-effectiveness
of screening; 3) to make estimates
of the potential benefits of de-
termining these differences; and
4) to estimate the cost associated
with determining these differenc-
es. The investigators plan to do
multi-way sensitivity analyses on
study parameters and explore dif-
ferent probability distributions
of model parameters. The methods
proposed include formal decision
analyses utilizing data from pub-
lished literature. In addition,
data will be collected from prac-
tice sites in Palo Alto, Hanover,
and Northern California.

"Modeling Methodology for Projecting the AIDS Epidemic"
Pagano, Marcello; Harvard U. School of Public Health

RO3 HS 06183
Completed: 9/29/91

The issue addressed by the re-
searchers is how population dynam-
ics affect the spread of HIV among
different, interacting population
groups. Due to random variation,
many different epidemics can be
produced from the same initial
conditions. This complicates the
understanding of the epidemic, and
adds to the uncertainty attached
to any predictions one can make
about its future course. This is
especially important if one wished
to evaluate the consequences of
intervention strategies.
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Fred Hellinger)

One method for quantifying possi-
ble future outcomes is to use a
simulation model. A discrete time
stochastic model for the AIDS
epidemic was described. It allows
contacts between and within
groups, using different parameters
for the different modes of trans-
mission. This flexibility allows
a more realistic evaluation of the
uncertainties inherent in models
dealing with human behavior. To
this end, the model yields vari-
ance estimates of predicted infer-
ence. The cbde for the model is
written in C, and is available
from the researchers.



"Determinants of Individual Demand for HIV Testing"
Paringer, Lynn; Western Consortium for Public Health

RO1 HS 06352
Completed: 8/31/90

This study identifies the factors
influencing demand for voluntary
HIV testing and develops a model
to predict future demand. Data
are from the "AIDS Knowledge and
Attitudes" supplement to the Na-

tional Center for Health
Statistics’ National Interview
Survey for 1987 and 1988. In

addition, available data on the
policies of individual States
regarding testing and confidenti-
ality are incorporated. Separate
regression models are estimated
for the two data years, and some
comparisons are drawn. The analy-
sis provides: (1) historical view
of demand for HIV testing (i.e.,
prior to effective treatment); (2)
estimates of demand among differ-
ent subpopulations; (3) impact of
AIDS knowledge on demand; and (4)
impact of State policies on de-
mand.

Multivariate analysis revealed
that, in 1988, the level of AIDS
information, knowledge of risk
status (not asked in 1987) and
state policies regarding protec-
tion of an individual’s privacy
were significant predictors of

(Project Officer:

Miriam Kelly)

likelihood of being tested. Also,
persons living in urban areas,
males, blacks, and younger persons
were significantly more likely to
be tested, even upon controlling
for perceived risk status. Of all
persons tested for HIV (nearly 21
percent of adults), two-thirds
were tested in blood donations
(these were excluded from multi-
variate analysis). Most of these
are ignorant that their blood was
being tested (e.g, as of 1987, of
2,000 persons who had blood tested
since 1985, only 410 indicated
they had their blood tested for
HIV as a result of a blood dona-
tion; respective figures for 1988
are 3,672 and 1,022) and this
population was somewhat more like-
ly than the general population to
report being in a risk group (3.1
percent vs. 2.9 percent). 1988
results further point to a signif-
icant portion of individuals who
never heard of the AIDS test (c.
25%). While this groups was ex-
cluded from the above analysis,
the researchers found this group
to have higher incidence of risk
group membership and lower AIDS
knowledge than the study sample.

"Financing Treatment Costs for IVDA AIDS Patients"

Pascal, Anthony H.; Rand Corp.
RO3 HS 06130
Completed: 11/30/89

Based on a random sample of AIDS
patients affiliated with one New
York City hospital, data were
collected in 1989 to assess the
cost of treatment for a panel of
38 intravenous drug abusers. Data
on costs, payments, patient eco-
nomic variables, and service uti-
lization were used to construct

(Project Officer:

Melford Henderson)

longitudinal profiles of these
patients.

The study estimates that the aver-
age annual charge for medical care
was approximately $33,000. This
figure includes*$24,171 for hospi-
tal inpatient care and $8,831 for
outpatient services. Over 80% of
the latter charge was for pharma-
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ceutical. Those who were homeless
or who changed residences fre-
quently had nearly double the
amount of charges than the group
as a whole.

Findings indicate differential
financing and resourceutilization
between this sample of New York
City IDUs and a sample of men from
Los Angeles. Only five percent of
the New York City men were never
on Medicaid, compared to 53 per-
cent of the Los Angeles men (who
were predominantly white). The
Los Angeles sample was signifi-
cantly more likely to be hospital-
ized and incur higher costs per
day. However, the New York City
sample had greater lengths of
hospital stay, but had lower
charges for lab tests and pharma-
ceuticals. Total median costs for
the Los Angeles sample were nearly
double that for the IVDUs in New
York City and the largest differ-
ential was attributed to outpa-
tient costs.

Estimating the use of medical care
by IVDUs with AIDS patients and
the costs of their care is impor-
tant because they now constitute
the largest AIDS risk group. Most
AIDS studies have focused on
white, middle-class homosexual or
bisexual men. In contrast, IVDU
patients with AIDS are dispropor-
tionately low-income, inner-city
black or Hispanic residents.

Bennett, Pascal and Cvitanic esti-
mated in the Journal of Acquired
Immune Deficiency Syndrome, 1992;
5:1-6, that the total average
annual medical charge (in 1989)
for a group of male intravenous
drug users was roughly $33,000,
including $24,171 for hospital
inpatient care, and $8,831 for
outpatient services. Over 80
percent of the latter charge was
for pharmaceuticals. Charges for
homeless addicts and those who
changed residencies frequently
were nearly double the average for
the group as a whole. Each man
spent an average of nearly 39 days
in the hospital during the 1 year
study.

"Validating Hospital Discharge and AIDS Surveillance Data"
Payne, Susan McNair Cobb; Boston University

RO3 HS 06426
Completed: 9/29/91

This research examined the com-
pleteness of routinely collected
data on utilization and costs of
persons with AIDS and HIV infec-
tion using data from two sources:
the Massachusetts AIDS Reporting
System and hospital discharge data
from the Massachusetts Rate Set-
ting Commission. The performance
of individual codes (both AIDS/HIV
specific and manifestation codes)
and combination of codes in iden-
tifying AIDS/HIV were assessed.
Thirty seven previously unreported
cases were found. The complete-
ness of reporting in Massachusetts
was 96 percent. However, certain
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James Ullom)

patients were more likely to be
under-reported: intravenous drug
users, women, residents outside
metropeclitan Boston, those pre-
sumptively diagnosed, and patients
with cryptococcoses, HIV encepha-
lopathy, and wasting syndrome.
The study also concluded that:
(1) the HIV specific ICD-9 codes
are reliable indicators of HIV/-
AIDS patients (although code 795.8
is less reliable than the 042-044
codes); (2)  manifestation codes
alone are inefficient predictors
and should only be used with fol-
low-up with the medical record to
ascertain patients’ AIDS/HIV sta-



tus; (3) hospital coders may need
additional training in using the
042 and 044 codes accurately to
distinguish between HIV+ patients
who do and do not meet the AIDS
case definition and in using the
795.8 code; (4) combinations of
codes using a more narrow or
strict definition of AIDS offer
higher specificity and predictive

value positive, while codes using
broader definitions identify more
AIDS cases but also have a higher
false positive rate; (5) hospital
discharge data can be used to
identify patients based on resi-
dence, sex, race/ethnic group
hospital, or diagnosis for
focussed follow-up by AIDS epidem-~
iologists.

"Management Systems for Home Health Care Clients with AIDS"
Payne, Susan McNair Cobb; Boston University

RO1 HS 06843
Expected completion: 3/31/94
This project will refine an exist-
ing classificationsystem (Patient
Classification System for Home
Nursing) for nursing home care

"Public Policy and Screening:

(Project Officer:

Melford Henderson)

visits so that it will accurately
predict the length of home health
visits for clients with AIDS.

The Influence of State Policies and

Funding in HIV Screening Utilization"

Phillips, Kathryn;

RO3 HS 06629 (dissertation) (Project Officer:

Completed: 8/31/91

This study examined the manner in
which HIV testing is influenced by
local government policies regard-
ing the testing and care of HIV
patients, The study used data
obtained from the AIDS Knowledge
and Attitude Survey Supplement of
the National Health Interview
Survey. The major research ques-
tions to be addressed were: 1)
the influence of government inter-
vention on screening use; 2) the
relationship between government
AIDS intervention in each state
with specific characteristics of
each state; 3) the comparability
of HIV screening to other screen-
ing tools such as mammography and
syphilis; and 4) the policy impli-
cations of these analyses.

Case Western Consortium of Public Health

Mim Kelly)

Results show that in 1988 states
with "Leading" policies designed
to protect the individuals being
tested were associated with in-
creased voluntary testing only
among whites and low-risk group
members. "Reporter" states are
not associated with significantly
increased testing. Public poli-
cies had only marginal impact on
decisions, but difficulties in
interpretation due to sample size,
group-specific effects, and data
interpretation may obscure poten-
tial policy effects.
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"Staging AIDS Prognoses:
Piette, John; Brown University

RO3 HS 06914 (dissertation) (Project Officer:

Completed: 6/30/92

The purpose of this research was
to determine whether levels of
severity, defined by the Turner
classification system (SCAH),
predict mortality, morbidity, and
medical resource consumption. The
study attempted to validate and
refine the SCAH classification
system as a predictor of mortali-
ty, in combination with T4 counts.
Validation and refinement of mea-
sures was made on 1,780 hospital
admissions in 9 U.S. cities be-
tween 1987 and 1991. Subjects
were clients interviewed as part
of the RWJ AIDS Health Services
Program Evaluation.

Findings showed that information
on CD4 counts, anemia, and hemo-
globin improved prediction of
mortality, over and above SCAH
stage. 1In a report in Amer. J.
Public Health (1993;83:510-514),
medical records for 571 HIV-in-
fected individuals were analyzed.
Incidence rates and relative rates
across CD4 strata (defined by cell
counts) were calculated for inpa-

An Extension of the Turner System"

Melford Henderson)

tient and outpatient events. Rate
ratios comparing people of color
with whites were estimated within
strata, adjusting for confounding
factors using a Mantel-Haenszel
pooling procedure. It was found
that both inpatient and outpatient
service use increased over pro-
gressively lower 1levels of CD4
counts. Within each CD4 stratum
and controlling for other factors,
white participants had more HIV
clinic visits and fewer admissions
than people of color. Among par-
ticipants with fewer than 51 CD4
cells per cubic millimeter, people
of color were admitted 20% more
often, had 35% more inpatient days
per person-year, and had only 74%
as many HIV clinic visits as their
white counterparts. It was con-
cluded that CD4 lymphocyte count
is strongly associated with in-
creased usage of health services.
People of color with HIV disease
are more likely than similar
whites to be admitted to the hos-
pital and less likely to use out-
patient care.

"Evaluating AIDS Education in Black Churches--RACE"

Quinn, Sandra C.; University of Maryland
RO3 HS 07457 (dissertation) (Project Officer:

Completed: 8/31/93

In 1988, the Southern Christian
Leadership Conference was funded
by the Centers for Disease Control
to implement RACE: Reducing AIDS
through Community Education. The
primary objective of RACE was to
provide AIDS education to Black
communities in five cities. The
RACE project represents the most
comprehensive effort to date to
target Black church congregations
with culturally sensitive AIDS
education. The primary goal of
this dissertation study is to
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conduct a secondary analysis of
RACE data to determine the effica-
cy of this community-based initia-
tive. Ten research questions will
be addressed by secondary data
analyses. Results of this study
will contribute to the replication
of culturally sensitive, AIDS
education program components and
provide guidance for broader
health promotion and disease pre-
vention efforte through Black
churches.



"Primary Care of Patients With or At-Risk for HIV"
Ramsey, Paul; University of Washington

(Project Officer:
12/31/93

RO1 HS 06454
Completed:

The objective of this project was
to assess the gquality of care
provided to patients with, or at-
risk for, HIV infection by primary
care physicians with varying lev-
els of expertise in treating HIV
patients. Methods were estab-
lished to judge the behavioral
competency of physicians in iden-
tifying, managing, and counseling
patients. A standardized patient
examination was developed to eval-
uate the knowledge, interviewing,
physical examination, and counsel-
ing skills of physician-subjects.
Modified existing health status
measures were used to evaluate
outcomes associated with patient
functioning, satisfaction with
care, and compliance. One compo-
nent of the study also assessed
the degree to which receipt of a
continuing education course on
identification, management and
counseling of HIV patients enhanc=-
es the performance of physicians
with no experience in treating HIV

Isabel Garcia)

patients on the standardized pa-
tient examinations.

Preliminary findings on patients
reported to the State of Washing-
ton Registry and from a survey of
general internists and family
practitioners in the State of
Washington indicated that 45 per-
cent of patients were seen by
physicians who saw fewer than five
patients with AIDS and that 68% of
physicians saw only one case.
Approximately three-quarters of
family practice specialists and
57% of internists, regardless of
specialty, had some experience in
handling HIV patients, but 68% of
family practice specialists and
61% of internists saw fewer than
six patients in the preceding two
years. Thus, the care of HIV
patients is not consistently con-
centrated in the hands of a few.
Further work is needed to deter-
mine the extent and gquality of
care.

"Changes in Health Status/Utility in HIV Infected Patients"

Revicki, Dennis A.;
Seattle, WA

RO1 HS 06727 (Project Officer:
Expected completion: 7/30/94

This pilot study, encompassing a
sample of 150 HIV infected pa-
tients from three clinics in the
Baltimore-Washingtonarea who will
be followed for 12 months, will
develop and test various health
status measures for HIV infected
patients. Specifically, the study
will: 1) develop or test instru-
ments for health status, neurocog-
nitive function, health utility,
and HIV-related symptom assess-
ment; 2) develop and test a medi-
cal record abstraction forms;

Battelle Human Affairs Research Center,

Isabel Garcia)

3) evaluate alternative patient
recruitment and retention; 4)
examine potential sample biases;
5) estimate sample attrition; and
6) examine interviewer and subject
burdens. The study methodology is
a longitudinal, observational
design with multiple measurements
for asymptomatic HIV disease,
symptomatic HIV disease and AIDS.
Interviews will:provide data on
general health status, depression,
neurocognitive functions, health
utility and HIV related symptoms.
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The patients’ clinical status,
symptoms and severity of illness
will be abstracted from the medi-
cal record.

Fulfilling the study’s aims will
serve to: explore methodological
issues regarding psychometric
health status and health utility
measures; provide information on
the progression of HIV disease in
its relationship to functional
status and psychological well
being; develop health utility
assessment instruments for evalua-
tion of new medical treatments for
HIV disease; and examine the clin-
ical responsiveness of health
status measures to changes in
clinical status. The pilot study
findings will be used to plan
specifics for a larger study.

The investigation would link clin-
ical findings with quality of life
secondary to health status. The
net rational question is: At what
point is life not worth 1living
because of its quality? This type
of research may lead to a new
policy of advance directives, with
its opening question: What is the
validity of an advance directive
by an AIDS patient with a possible
unrecognized neurocognitive defi-
cit that affects competency? This
project will have useful method-
ologic contribution, particularly
in clinical trials of new AIDS
therapies. The challenge of this
effort will be to develop instru-
ments which can address issues of
HIV infected young men, pregnant
women, and drug abusers. A fur-
ther challenge will be to identify
actual impairment of health utili-
ty due to HIV infection in a large
group of patients with consider-
able co-morbidities.

"Effects of Case Management on AIDS Informal Caregivers"
Reynolds, Nancy R.; Ohio State University College of Nursing

RO3 HS 06971 (dissertation) (Project Officer:

Completed: 8/31/92

The objective of this study was to
examine the effectiveness of case
management as a strategy to en-
hance the well-being among infor-
mal caregivers of persons with
HIV. Monthly data on physical and
emotional health, satisfaction

Julius Pellegrino)

with formal services, and a de-
scriptive account of the caregiver
role were collected among subjects
participating in this study, which
is a part of a larger randomized
controlled trial (funded by NIMH)
analyzing the effects of case
management on client outcomes.

"Is Family Medicine Meeting the HIV/AIDS Challenge?"
Ryan, John G.; University of Texas Health Science Center

RO3 HS 06615 (dissertation) (Project Officer:

Completed: 7/31/91

This study involved a mail survey
of a nationally representative
random sample of 2,500 board cer-
tified or eligible family practi-
tioners to ascertain their knowl-
edge, attitudes, and experiences
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concerning HIV/AIDS patients. The
survey was used to analyze the
relationship between these factors
and physician characteristics such
as residency training, urban/rural
location, and academic/private



practice. A response rate of 63.7
percent was achieved.

About 77 percent of respondents
were unable to identify the uni-
versal precautions for blood and
body fluids to prevent occupation-
al transmission of HIV/hepatitis
B virus. Residency trained and
board certified physicians ex-
pressed fewer ‘"external con-
straints" (i.e., fear of losing
patients) and fewer "internal
constraints" (fear of becoming
infected) to providing treatment
to HIV patients. Residency
trained physicians expressed a
greater comfort with discussing

sexually-related topics with their
patients than did non-residency
trained physicians. Sixty seven
percent of the physicians reported
never providing treatment to an
individual with HIV disease.
Residency trained and board certi-
fied physicians expressed a great-
er likelihood to provide treatment
to HIV patients than non-residency
trained and non-board certified
physicians.

Finding were published in Archives
of Family Medicine, 1993;2:637-44;
Journal of AIDS, 1992;5:835-40,
and Journal of Family Practice,
1991;32:559.

"Knowledge-Based Records for Patients with HIV Infections"
Safran, Charles; Beth Israel Hospital

RO1 HS 06288 (Project Officer:
Expected completion: 6/30/94

This project 1is developing a
knowledge-based medical record
system (KBMR-HIV) for the care of
patients with HIV illnesses. It
will provide the physician remind-
ers, directed access to the bio-
medical literature, and informa-
tion on research protocols, commu-
nity resources, and cost-effective
strategies for the management of
common problems. Teams of physi-
cians will be randomly assigned to
experimental (those with access to
KBMR-HIV) and control groups. It
is hypothesized that physicians
who use the system are more satis-
fied with the care they deliver to
their patients. The study also
will analyze the degree to which
physicians adhere to agreed upon
standards of care to help assess
their effectiveness.

In an article J. Amer. Med.
Assoc., 1992;268, Locke, et al.
reported on the rate of detection
of HIV-related factors elicited by
computer interview in comparison
to a standard American Red Cross
procedure for donor suitability.

James McAllister)

Among 272 donors who provided
completed data, the computer iden-
tified 12 who reported either
behaviors associated with a risk
of HIV acquisition or symptoms
compatible with AIDS; none of
these donors has been so identi-
fied either by routine written
questionnaires or by face-to-face
interviews used to screen poten-
tial blood donors. The rate of
elicitationof HIV-related factors
by the computer interview was
12/272 or 4.4%, compared with
2/1,536 using the standard Red
Cross procedure. Tests for anti-
bodies to the HIV were negative in
blood samples from all of the 272
subjects studied. The subjects
enjoyed the computer interview and
judged it to be more private than
the standard donor interview and
predicted that donors would be
more honest with the computer
interview than with a human inter-
viewer. It was concluded that
computer-based gcreening elicits
more HIV-related factors in the
health histories of blood donors
than do the standard questionnaire
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and interviewingmethods currently
in use.

Preliminary results of the KBMR-
HIV controlled clinical trial show
that workstation users provide
more primary care than physicians

without this support, and that
reminders are very effective in
documentation of guideline imple-
mentation,

Findings are discussed in MD Com-
put, 1991;8:291-9, and AIDS Clini-
cal Care, 1992;4:25-29.

"Costs of Medical Care for HIV & Non-AIDS Patients"”
Scitovsky, Anne A.; Palo Alto Medical Foundation/Research Institute

RO3 HS 06646
Completed: 7/31/91

This study examined the use and
costs of medical care of HIV-in-
fected persons without AIDS and
with a CD4 cell count of less than
200/mm’ From a registry of 386
persons who qualified for the
study, data analysis ultimately
was conducted on only 47 persons
who agreed to participate and who
did not take part in other clini-
cal trials. It was found that the
mean annual costs of the patients
who developed AIDS were almost
twice the costs of those who did
not develop AIDS, ($18,579 com-
pared with $9,578) during the 1
year study period. Their costs of
physician and outpatient ancillary
services were more than twice
those of the latter, averaging
$8,538 compared with $3,564, and
their inpatient hospital costs
were more than five times those of
the latter, $4,735 compared with
$887. The cost of drugs, however,
was much the same for the two
groups, $4,422 for those who de-
veloped AIDS and $4,704 for those
who did not progress to AIDS.
Because of these differences, the
distribution of costs by type of
service was found to vary greatly
between the two groups (e.qg., the
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cost of drugs accounted for just
under one quarter of total costs
of patients who developed AIDS
compared with just under one half
of the costs of those who did not
develop AIDS). By contrast, hos-
pital inpatient costs accounted
for 26% of the total costs of the
former compared with only 9% of
the total costs of the latter.
The data on number of services per
person per year showed much the
same differences between the two
groups as do the cost data, the
patients who progressed to AIDS
being higher (and usually signifi-
cantly higher) users than those
who did not develop AIDS. Final-
ly, comparing the mean monthly
pre-AIDS costs and use of those
who developed AIDS with their
costs and use in the months they
had AIDS, only the differences in
total costs were found to be sta-
tistically significant. It was
concluded that the proposed expan-
sion of the CDC AIDS case defini-
tion should have no effect on the
costs of the epidemic, unless
persons with CD4 cell counts of
200/mm’ or less who previously had
not had any medical care would now
seek and obtain care.



"Variation in Cost of AIDS Related to Gender and Risk Status"
Seage, George R.; Boston Dept. of Health and Hospital Corporation

RO3 HS 06150
Completed: 8/31/90

This study was a population-based
cost of illness study which used
records from the Massachusetts
AIDS Surveillance Program to com-
pare patterns of utilization of
inpatient services by women and
intravenous drug users to a group
of non-1IVDU men with AIDS in 1987.
Estimates were made of costs per
patient, controlling for stage of
disease, site of hospitalization,
socioeconomic status, and levels
of social support. Comparisons
were also made of utilization in
hospitals with high and with low
experience treating AIDS patients.

Mean ALOS was 15.5 days and cost
of stay was $11,852. 1IVDUs had
42% longer hospital stays, 38%
higher costs, and 50% higher inci-
dence of hospitalization than did
the control group of homosexual
men. Women had similar cost,
length of stay, and incidence of
hospitalization as did the control
group of men. Disease severity,
as measured by the Turner SCAH
system, was a significant predic-
tor of cost, mortality, and ALOS,
but could not explain the elevated
resource use of IVDUs. The Yale-
Justice system of severity also
could not explain the higher re-
source use of IVDUs, but was asso-
ciated with survival and incidence
of hospitalization.

Overall, patients within low-
experience hospitals were more
likely to be placed in an ICU and

(Project Officer:

Melford Henderson)

have longer stays. The relative
risk of dying within 30 days of
discharge and during an inpatient
admission at a low-experience
hospital relative to a high expe-
rience hospital respectively were
1.68 and 1.86 after adjusting for
a host of factors. In a report of
the study in J. Amer. Med. Assoc.,
1992;268:2655-61, it was noted,
even after controlling for multi-
ple patient-level and hospital-
level variables, that the relative
risk of death was more than twice
as high at hospitals with lower
AIDS familiarity than at hospitals
more experienced in AIDS care.
Moreover, the better outcomes in
high-experience hospitals did not
appear to be the result of more
intensive use of resources as
measured by admission to the ICU,
length of stay or cost. The re-
searchers noted that most high-
experience hospitals offer AIDS
patients access to clinical tri-
als, which also may have an effect
on outcome. The authors state
that their results offer prelimi-
nary support for policies calling
for the development of regional
networks of HIV care, referral and
provider education. Shapiro
notes, in an editorial in that
issue of J. Amer. Med. Assoc.,
that additional work is needed in
this area to assure that such
findings are contemporary and
relevant.
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"Outcomes of Symptomatic Episodes in HIV Infection"”

Shapiro, Martin;
RO3 HS 06775 (Project Officer:
Completed: 12/31/93

This prospective, longitudinal
study will test the diagnostic
yield of a standard medical workup
for diarrhea and constitutional
symptoms in AIDS patients, in
terms of the likelihood that diag-
nosis 1is made and a specific
treatment instituted, and to de-
termine the effect upon health-
related quality of life. The
intent of the study is to contrib-
ute to the diagnostic evaluation
of such patients by: 1) describ-
ing the spectrum, frequency, and
outcome of such episodes; 2) esti-
mating the effects of medical
procedures and fever on quality of
life, and ability to diagnose; 3)
describing the totality of common-

"HIV Treatment Decision-Making"

University of California, Los Angeles
Elinor Walker)

ly used diagnostic tests; 4) char-
acterizingclinical syndromes that
allow for a more focused investi-
gation; 5) identifying patient
characteristics which support
differing 1investigational and
therapeutic strategies; and 6)
developing predictive models for
different diagnostic strategies.
The study will include 355 pa-
tients who receive inpatient or
outpatient services at a county
hospital or a Veterans Affairs
Medical Center. Using medical
record information and patient
interviews, this study will exam-
ine the utility of diagnostic
investigation at different stages
of HIV illness.

Siegel, Karolynn, Sloan Kettering Inst. for Cancer Research, NY

RO1 HS 07656 (Project Officer:
Expected completion: 7/31/95

This exploratory study will in-
volve open-ended interviews with
25 Black, 25 Latino, and 25 non-
Hispanic Caucasian women with HIV
infection, not diagnosed with or
presenting evidence of AIDS.
Unstructured interviews together
with data from a short question-
naire will be used to generate
grounded theory regarding the
treatment behavior among these
groups of women. Theory develop-
ment will be based on explora-
tions, via data gathered in the
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interviews, of how these women’s
experiences and perceptions influ-
enced their decisions concerning
three aspects of treatment: de-
ciding to be HIV tested, deciding
to initiate treatment, and decid-
ing to comply with the treatment
regimen. It is anticipated that
increased understanding of treat-
ment decision-making within the
three racial/ethnic groups will
emerge from the analytical pro-
cess.



"Utilization and Insurance Among HIV Positive Drug Users"
Solomon, Liza; Johns Hopkins University

RO3 HS 06441 (Project Officer:
Completed: 1/31/92

This project described and com-
pared patterns and changes in
patterns of health services utili-
zation between a cohort of 600 HIV
seropositive IVDAs and 600 HIV
seronegative IVDAs. It built upon
the NIDA-funded Project-Alive,
which is a natural history study
of a cohort of HIV seropositive
IVDAs in Baltimore. Prospective
data were obtained by interviewing
participants twice a year for a
period of two years, and included
information on illness severity
(results from a physical examina-
tion including T cell count),
serostatus, illness, insurance
status, drug use, and social sta-
tus.

In a report in Amer. J. Public
Health, 1991:81:1285-90, it was
noted that, of 1881 individuals
studied, the proportion of the

Melford Henderson)

population that was HIV seroposi-
tive was 32 percent. In multi-
variate analysis, the single most
important predictor of both inpa-
tient and outpatient utilization
was the presence of two or more
HIV-relatedclinical symptoms. HIV
positive serostatus alone or known
low CD4 counts were not signifi-
cantly associated with use of
health care services. These data
are consistent with other research
documenting the important role of
symptoms and complaints in pre-
dicting services use, and suggest
that HIV-seropositive IVDUs are
not receiving recommended preven-
tive care. Additional efforts
will be needed to ensure that HIV-
seropositive drug users partici-
pate in currently recommended
protocols for early treatment of
asymptomatic HIV infection.

"Quality and Cost of Care for HIV Infected Medicaid Patients"
Soumerai, Stephen B.; Harvard University

RO1 HS 06893 (Project Officer:
Expected completion: 3/31/95

Although the prevalence of HIV
disease is on the rise, with an
increasing burden being shouldered
by Medicaid, relatively little is
known about the patterns, costs,
and quality of care provided to
Medicaid patients infected with
HIV. The objective of this pro-
ject is to study issues of cost
and quality of care for the HIV-
infected Medicaid population in
New Jersey, with a specific focus
on women and children. The inves-
tigation will encompass three
phases: (1) description of pat-
terns of care among patient sub-
groups; (2) trends and variation
in adherence to scientifically-

James R. Ullom)

based c¢linical guidelines; (3)
predictors of variation in treat-
ment of HIV-infected women by
patient, physician and practice
setting characteristics. This
research will take advantage of
and enhance an existing data base
containing information on all
Medicaid claims, patient demo-
graphic characteristics, and pro-
vider characteristics in caring
for 1.8 million individuals served
by the New Jersey Medicaid Program
from 1980 to 1991, These Medicaid
data will be supplemented with
information from the AIDS Registry
for validating HIV diagnosis. In
addition, risk and social factors
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from the AIDS Registry will be
retrieved and linked in a confi-
dential manner with patient-level
Medicaid data, resulting in a
resource for monitoring variations
in quality of AIDS care among
women, children, intravenous drug-
using males. Physician, setting,

and patient characteristics asso-
ciated with these variations will
be identified and measured. Iden-
tification of physician groups at
risk of providing inappropriate
care is essential in designing
quality improvement programs to
correct gaps in care.

"The Effect of Case Management on Cost of Care for PWAs"
Sowell, Richard L.; Medical College of Georgia

RO3 HS 06315 (Project Officer:
Completed: 12/31/90

This study compared the cost of
two alternative approaches to
delivery of health care to persons
with AIDS. The subjects were men,
ages 20 through 49, who died of
AIDS, in Georgia, between 1986 and
1989. A case management approach
was compared with a less
organized, ad hoc approach to
care, in terms of lifetime costs.
Retrospective inpatient medical
and financial data on 150 deceased
AIDS patients drawn from five
hospitals throughout Georgia were
analyzed. Half of the patients
participated in a case management
system at one public teaching
hospital and the other half from
four other hospitals did not.
Charge figures across hospitals
were standardized and adjusted for
annual inflation rates. The two
groups were equivalent in terms of
race, IV use history, alcohol use,
and use of other drugs. PWAs who
had hospitalizations at sites
other than those participating in
the study were excluded from anal-
ysis.

"Living Wills:

Gary Young)

Results show that for the 121
patients in the study the total
adjusted hospital charges for the
case managed group were signifi-
cantly lower ($11,143 compared to
$20,523). The mean diagnosis to
death charge for hospital care in
the entire total sample (including
patients who received care at
hospitals other than those includ-
ed in the study) was $21,394
(N=150). Multivariate analyses
indicated that approximately 24%
of variation in hospital costs was
related to number of opportunistic
infections and participation in
case management. Race, IVD use,
type of infection, and AZT use did
not contribute significantly to
the model. Also, case managed
patients lived significantly lon-
ger and longer between first hos-
pitalization and death. Thirty-
one percent of the case managed
group received their diagnosis
during their first hospitaliza-
tion, compared to 56 percent of
the total sample (mean=47%).

For Primary Care, AIDS, and Cancer Patients"

Stoeckle, John D.; Massachusetts General Hospital

RO1 HS 06120
Completed:

(Project Officer:
2/28/91

The specific Medical Directive
intervention preferences of co-
horts of oncology and HIV patients
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seen in primary care physician
practices were compared to those
of the general public. Patient



intervention preferences for ad-
vanced care planning across four
scenarios were measured: persis-
tent vegetative state, coma with
small chance of recovery, dementia
without life-threatening illness,
and dementiawith life-threatening
illness. Descriptive and analytic
information were used to tailor
predrafted living will forms to
better meet the needs of patients
whose situation and treatment
preferences might change.

Findings suggest that discussions
about treatment options in physi-
cians’ offices enable patients to
make specific choices and may
later improve adherence to those
choices. Patients’ desire for
advance directives planning did
not vary from that found among the
general population. However,
while the majority of patients and
the general populations wanted
advance directives, only 15 to 20
percent of each had planned for
such. Two reasons were cited for
failure: patients’ expectation
that physician would initiate
contact or a sense that the issue
was relevant only for those in

worse health or older. Increased
motivation for advance care plan-
ning was noted upon completion of
interviews. The majority of pa-
tients and general population also
declined life sustaining treat-
ment, with the smallest proportion
(64%) declining simple tests and
the largest (76%) major surgery.
The decline rate was lowest in the
coma scenario and highest for
dementia with terminal illness.
"Common sense" prediction based on
age, health or demographic fea-
tures was not related to patients’
wishes. However, in contrast to
these decisions, the majority of
patients wanted to be cared for in
a hospital vs. a hospice or home.
Non-sensibleresponsecombinations
were extremely low (e.g, decline
of antibiotics while requesting
major surgery). Treatment de-
clines were durable across time,
but treatment acceptance was high-
ly variable. Durability was high-
est for dementia with terminal
illness and did not vary by age or
health status. Initial choices
for treatment declined over time,
uncertainty tended toward de-
clines, and declines remained
fairly constant.

"Cost-Effective Management of HIV-Related Illnesses"
Tosteson, Anna; Beth Israel Hospital

RO1 HS 06694
Completion:

(Project Officer:
5/30/94

This project will develop a deci-
sion-analytic model to aid in the
determination of optimal clinical
management strategies and in the
assessment of the potential impact
that policy initiatives could have
on the cost and outcomes of care
for HIV-infected persons present-
ing with CNS disorders. The CNS
model will assess the life-expec-
tancy, quality adjusted life ex-
pectancy, short-term morbidity,
cost, and cost-effectiveness of
all clinically reasonable strate-
gies in patients presenting with

Howard Fishbein)

focal neurologic deficits, or with
headache and/or confusion in the
absence of the former. Analyses
will allow for an assessment of
the impact of improvements in the
treatment of CNS disorders, such
as screening for toxoplasma gondii
on the health and economic out-
comes of those presenting with
neurologic symptoms.

Freedberg et al;, reported in the
Journal of Internal Medicine,
1992;7:261-72, that different
methods of diagnosing and treating
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Pneumocystis carinii pneumonia
(PCP) make some strategies more
cost effective than others in
managing HIV infected patients.
Although estimated levels of ef-
fectiveness among various strate-
gies were similar, there was a
marked variation in costs. Three
approaches were consistently most
cost-effective, with incremental
cost-effectiveness ratios below
$50,000 per quality-adjusted life
year saved. The authors suggest
testing patients at highest risk
for infection first with induced
sputum analysis, followed by tri

methoprim-sulfamethoxazol if the
test proves positive, or broncho-
scopy with lavage, if negative.
Intermediate-risk patients should
be tested with arterial blood gas
analysis followed by induced spu-
tum analysis if the alveolar-
arterial (A/a) oxygen gradient is
abnormal, or erythromycin, if
normal. Low risk patients should
be given erythromycin for 1 week
followed by induced sputum analy-
sis if symptoms persist. Changing
management strategies (compared
with no treatment) extended life
expectancy from 0.2 percent in low
risk patients to 3.8 percent in
those with highest risk of PCP.

"Quality of Life in HIV+ and Primary Care Patients"
Tsevat, Joel.; Harvard Medical School, Beth Israel Hospital

RO3 HS 06673 (Project Officer:
Completed: 9/30/92

This study prospectivelycollected
three types of quality of life
data over a period of twelve
months from two cohorts of pa=-
tients at Healthcare Associates.
One cohort was 190 patients with
HIV, and another was a control
group of primary care patients who
were matched on demographic vari-
ables. The three types of quality
of life variables included mea-
sures of: (1) clinical epidemio-
logic status, operationalized by
health functional capacity (the
dyspnea-fatigue index); (2) health
services research operationalized
by health status (medical outcome
study short form, mental health
inventory, quality of well-being
scale); and (3) decision analytic
patient utilities operationalized
by preferences (time trade-off and
verbal categorical scales).

This methodological project was
designed to: (1) assess the rela-
tionship among quality of 1life
measures that have historically
been poorly correlated; (2) ex-
plore reasons for poor correla-
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tion, including interaction ef-
fects (e.g., correlation exists
among specific segments of the
population, such as sicker AIDS
patients) or correlation is time-
dependent, such that clinical
epidemiologic and health services
measures correlate with utilities
at a certain point in time, but
diverge as patients adapt.

Preliminary findings, presented at
the 1992 International AIDS Con-
ference in Amsterdam, examined the
relationships among 5 quality-of-
life measures. Compared to other
HIV+ patients (both asymptomatic
and symptomatic), patients with
AIDS had worse scores on indices
of dyspnea-fatigue, of physical
function, and of general health
perception, and they had better
scores on the Mental Health Inven-
tory. Time trade-off utility
scores did not differ according to
disease stage, and utilities cor-
related only :moderately with
health status measures.



"Developing Tools to Study Resource Consumption in AIDS"
Williams, Sankey V.; University of Pennsylvania

RO3 HS 06230
Completed:

(Project Officer:
6/30/90

This pilot project developed meth-
ods that use computerized hospital
data-reporting systems to identify
AIDS patients and improve under-
standing of the costs of care and
patterns of inpatient resource use
for AIDS patients. Discharge data
from Philadelphia’s five medical
school teaching hospitals were
studied for a 30-month period.
Resource consumption patterns
within and between hospitals were
compared.

The final report, "Improved Iden-
tification of Patients with HIV-
Related Conditions," by David B.
Nash, et al., includes results on
the implementation and evaluation
of an algorithm designed to ac-
count for AIDS/HIV under-report-
ing. Utilizing the Philadelphia
Hospital Research Consortium
(PHRC) database, which cares for
40 percent of cases in Philadel-
phia, 250,000 discharges in five
teaching hospitals from July 1,
1985 to December 1987 were identi-
fied. Based on an initial screen
for diagnostic and demographic

Jennifer Mayfield)

indicators taken from automated
data base codes, investigators
found 274 known HIV cases, B84
definite cases, 111 highly proba-
ble patients, and 31 low probable
patients.

Further validation of some records
by chart review led to a 91% suc-
cess rate for coding for "defi-
nite" cases, and a 56% success
rate for "high probable" cases;
but only a 6% success rate for
"low" probable cases. Further
validation compared PHRC data
using Turner’s <classification
scheme with New York data and
found high comparability, but with
a higher proportion of severe
cases (23.5% compared to 15%).
Only 14% of cases were PCP, ALOS
was 13.2 days, and charges were on
the high side ($1,612 per day),
probably reflective of the teach-
ing status of the hospitals ~nd
the severity of the patients.
Mortality was low also compared to
New York (1ll% vs. 27.5%). Col-
lapsing Turner’s 21 substages into
3, showed consistent charges and
mortality across most categories.

"A Health Status Measure to Evaluate Drug Therapy for PCP"
Wu, Albert W.; John Hopkins University

RO1 HS 07824 (Project Officer:
Expected completion: 8/31/94

This gquestionnaire validation
study is an ad-on to an ongoing
randomized clinical trial of sev-
eral antibiotic regimens in the
treatment of PCP among patients
with HIV infection. The aims of
the study are to: 1) determine the
reliability and construct validity
of the health status measure; 2)
determine if the health status
measure accurately reflects chang-

Lynn Bosco)

es in a physiologic measure of
oxygenation (the A-a gradient)
measured at the same time point
and to determine responsiveness of
the health status measure to
changes over time in the A-a gra-
dient; 3) determine if changes in
drug regimen are related to pa-
tient perceived-health status; 4)
determine if the health status
measure provides additional clini-
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cally useful information beyond
that conveyed by conventional
study endpoints; and 5) compare
the reliability and validity of
Spanish and English versions of
the health status measure. While
traditional measures of improve-
ment in survival and physiologic
improvement in AIDS are important
for evaluating efficacy of pharma-
cologic therapy, these measures do
not necessarily relate to how the
affects the feelings and percep

tions of the patients. Measuring
patient perceived health is par-
ticularly important in evaluating
new forms of therapy for PCP in
patients with HIV infection be-
cause all of the existing treat-
ments involve toxicities. Use of
a health status measure provides
a patient based assessment that
takes into account both patient
perceived improvement in health
status and patient perceived dis-
comfort from toxicity.

"Determinants of House Officers’ Responses to AIDS"
Yedidia, Michael, J.; New York University

RO1 HS 06539 (Project Officer:
Completed: 6/30/93

This study was directed at dis-
cerning factors lying behind dif-
ferences in attitudes toward car-
ing for AIDS patients that are
held by fourth year medical stu-
dents and second year medical
residents. From prior work, it
has been found that the residents
were significantly more negative
in their attitudes. The investi-
gators attempted to discern if the
reason for the difference was due
to socialization or a cohort ef-
fect. 1Included in the study were
all 4th year students from six
medical schools in New York State
who participated in a former study
and are being resurveyed in their
second year of residency. A com-
panion cohort of second year resi-
dents who did not participate in
the first study also were sur-
veyed. In particular, an examina-
tion of factors responsible for
students’ attitudes toward AIDS
patients and aspects of their
training experience was investi-
gated. The study was designed to
assist in developing intervention
strategies to promote positive
attitudes towards AIDS care among
physicians in training.

Preliminary findings from the

study included the observation
that AIDS-related attitudes did
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not differ by geographic location
or over time. AIDS was not a
deterrent to choosing residency
programs in areas with high AIDS
prevalence. In fact, medical
students’ attitudes toward treat-
ing patients with AIDS were not
important in determining residency
choices, while attitudes of resi-
dents regarding AIDS care were
strongly predictive of career
plans. Yet, fourth year medical
students with greatest willingness
to treat AIDS patients entered
specialties which had a greater
likelihood of treating these pa-
tients, and students least inter-
ested in involvement with PWAs
selected themselves out of spe-
cialty training where such in-
volvement is sustained. Although
residents’ assessment of the edu-
cational value of treating PWA's
increased, willingness to treat
declined during training. Resi-
dency faculty outlook was deter-
mined to be the most important
predictive variable of willingness
to treat. Homo- and drug-phobia
were also strongly predictive.
Several potentially alterable
aspects of residency training were
identified which might improve
attitudes of students. A number
of papers are being prepared for
publication,



"Determinants of MDs’ AIDS-Related Practice Behavior"
Yedidia, Michael J. New York University

RO1 HS 08095 (Project Officer:
Expected completion: 01/01/95

This project expands the research-
er’'s prior work by performing the
third in a series of surveys of
medical students who graduated
from six New York State medical
schools in 1989. These physicians
were first surveyed upon medical
school graduation, again in the
third year of residency, and now
in their sixth post-graduate year
when most have entered practice.
The hypotheses of this prospective
longitudinal project are directed
by the investigators’ prior find-
ings concerning the AIDS-related
characteristics, attitudes, and
experiences of these physicians.
The project will focus on identi-
fying factors that shape physic-
ians' willingness to care for HIV

Jean Carmody)

infected persons, especially for
the large proportion of physicians
who, at the end of their residen-
cy, remain uncommitted regarding
their willingness to care for HIV
infected persons. The goals of
this project relate to studying
formation of attitudes, individual
characteristics, and actual behav-
ior of physicians over time in
order to define possible interven-
tions to increase the supply of
physicians committed to treating
patients with AIDS and HIV infec-
tion. Another goal is to document
institutional factors that impact
the attitudes, knowledge and be-
havior of future physicians relat-
ed to the caring of persons with
HIV/AIDS.
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| @he New Pork Times

Friday, January 21, 1994

U.S. Offers Guide for Doctors
On Care of Those With H.I.V.'

By WARREN E.LEARY
Special to The New York Times . 1

WASHINGTON, Jan. 20 — Federal
health officials released new guidelines
today to help family doctors, pediatri-
cians, nurse practitioners and other
non-AIDS specialists diagnose the vi-
rus that causes AIDS and treat people
infected with it. 2

Experts said that many of these non-
specialists had had limited contact
with people infected with the virus but
that the guidelines should help them
offer better care to increasing num-
bers of infected patients, especially at
m stages, before symptoms of AIDS

Dr. Philip R. Lee, Assistant Secre-
tary for Health of the Health and Hu-
man Services Department, said more
than half of the estimated one million
people infected with H.L.V. might not
know they are infected and therefore
were being denied early care, counsel-
ing and treatment.

Part of the problem, he said at a
news briefing, is that family doctors
and others providing primary care are
far more likely to ask a patient about
cigarette smoking than to take a sexual
history or drug-use history or ask other
questions that might lead to testing for

were assembled by a 19-member com-
mittee of doctors, nurses, researchers,
social workers, H.1.V, patients and oth- 4
ers. The panel wrs convened by the
ﬁggncx for Heaith Care ; Jlicy, and

esearch, which is part of é&?nl
Public Health Service.

Among the specifics are treating
H.LV. patients early with preventive
doses of a sulfa drug known to prevent
a form of pneumonia that is a principal
killer of those with the virus, screening
for tuberculosis, which is particularly
deadly for those with weakened im-
mune ems, and providing regular
oral and eye exams (o catch associated
problems early.

The agency also announced two new

consumer guides aimed at people with
H.LV. and parents of children with the
virus. -
Copies of the practitioners' guide-
lines, called “Early Evaluation and
Management of H.LV. Infection,”” an
accompanying quick reference guide,
and the consumer booklets are avail-
able free by calling (800) 342-2437. An
overview of the guidelines and the con-
sumer booklets also are available by
fax by calling 1-301-594-2800.

H.lLV

And too often when a patient is found|

10 be infected, he said, the family doc-
tor quickly refers the patient 1o a spe-
cialist or center, offen far away, when
special treatment is not yet needed.

“There are simply not enough infec-
lious-disease specialists to care ad-
equately for the growing numbers of
people living with H.1.V.,"" Dr. Lee said.

Kristine M. Gebbie, the White House
AIDS Policy Coordinator, recommend-
ed the new guidelines, saying, ““Many
people can gel the care they need clos-
er to home with health providers they
know."

The detailed guidelines, in a 196-page
book that will be distributed free 1o
doctors, nurses, hospitals and clinics,
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Public Health Service Publishes Guide for AIDS Treatment

By David Brown
Washington Post Seall Wrner

Ignorance of medical particulars
will no longer be a good excuse for
doctors and nurses to avoid taking
care of people infected with the
AIDS virus, the United States Pub-
lic Health Service said yesterday.

The agency published a 196-page
“clinical practice guideline™ on how
to diagnose and manage patients in
the early stages of infection with
the human immunodeficiency virus
(HIV).

“Some providers are reluctant [to
treat HIV patients] for a variety o
reasons,” Philip R. Lee, director of
the Public Health Service, said at a
news conference. Some of that re-
luctance comes from fear and prej-
udice, though most, he said, comes
from the belief by many doctors
that HIV infection 1s too complicat-
‘ed for anyone but experts to man-
age.

“By having the knowledge base in
one place, at their fingertips, I think

we'll overcome the major obstacle,”
Lee said.

The guideline is the seventh in a
series of PHS pamphlets aimed at
improving treatment of common
medical problems. As with the oth-
ers, the one for HIV infection
stresses the importance of primary
care practitioners, not specialists,
in making the diagnosis and provid-
ing routine treatment of the illness.

The document functions not only
as a "how-to” manual for strictly
medical questions; it also details
iss s such as the risks and benefits
of revealing one’s HIV status to
others; the importance of including
women and minority groups in
AIDS drug experiments; and some
of the particular problems of access
to care encountered by poor people
infected with the virus.

The guwdeline addresses the
needs not only of adult men—the
original and largest infected pop-
ulation—but also pregnant and non-
pregnant women, adolescents, chil-
dren and infants.

About 1 million Americans are

now infectidd with HIV. This year,
between 40,000 and 60,000 new
infections will occur, and between
47,000 and 66,000 people are ex-
pected to die of AIDS, according to
federal estimates. About half of all
AIDS patients are blacks or His-
panics.

During the early years of the 10-
year-old epidemic—and to a large
extent still—HIV patients were
treated by infectious disease spe-
ciahists or other physicians who had
developed a particular interest and
expertise in the infection.

“In too many communities, peo-
ple have been undiagnosed, misdi-
agnosed or ignored after diagnosis
. . . by providers who are ignorant
of how to treat or unwilling to
treat,” sard Cornelius A. Baker, a
representaitive of the National As-
sociation of People with AIDS. The
guideline “is an extremely useful
tool m demystifying treatment . . .
epecially in those providers who are
sceing their first case of confirmed
HIV mfection.”

Though the guidelines acknowl-
edge that people with advanced

AIDS may need specialty care, they
stress that treatment of relatively
stable HIV-ﬂectmh.lhnllvﬂh-
in a generalist's realm.

“We are here today to say there
is no magic to taking care of HIV-
infected patients. It is no differenc
from taking care of a person with
any other chronic condition,” said
Wafaa El-Sadr, chief of infectious
diseases at Harlem Hospital Center
and a co-chairman of the 19-mem-
ber panel that wrote the guideline.

El-Sadr and James M. Oleske, a
pediatric AIDS specialist at New
Jersey Medical School and the other
co-chairman, examined 30,000 ar-
ticles on HIV infection, ultimately
reading and evaluating 700 of them,
with the help of other panel mem-
bers.

The guideline offers advice on
such subjects as: how frequently
HIV patients should undergo blood
tests to measure the condition of
their immune systems; when anti-
virs. lrugs are most useful; what is

the best drug regimen for prevent~
ing Pneumocystis carinii pheumo-'

ma, a common infection in AIDS

patients; and what routine screen-
ing tests (such as those for TB and
cervical cancer) doctors should be
su~e to order for HIV patients. i

The document is very specific, in
some places naming drugs and dos-
ages. In addition, it cites the med-
jous issues, and labels its recom-
mendations as "supported by evi-
dence,” “suggested by evidence” or
gin?ythepmdnctd“e:pertqh—
won.

A 36-page "Quick Reference
Guide for Clinicians,” which in-
cludes recommendations and treat-
ment “decision trees,” and a 17-
page “Consumer Guide® to early
HIV infection were also released
yesterday

Copies of the documents will be
sent to hospitals, clinics, medical
societies and any person who re-
quests one. Persons wanting an
English-language copy can call 1+
800-342-AlDS, and those wanting &
Spanish-language version can call
1-800-344-SIDA. Deaf access .is
1-800-AIDS-TTY.
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Panel advises primary care givers
on treating early stages of HIV

2T g;‘r é‘.f'. o Ag 500,

coun ow 500,

ovggg?mmulu;umce 2 501:0 A m court indicates a com-
- pr

tots to treat people with the virus  © bRt e

that causes AIDS, a government : ;

-
panel offered primary care pro- P ed WO Constiner “f'a““.
viders new advice Thursday on aimed at le with the
how to treat patients with early 3% & A cl:d oo virus
HIV infeetion. paren with HIV.

El-Sadr, who co-chaired the
panel with Dr. James M. Qleske
of the New Jersey Medical

Those with HIV cac lead long-
er, more productive Lives if they
get early and treat-

ment, and that care does not
have (o come from an AIDS spe-
cialist, the u%e.rls said,

“Today we bring a message of
2&0 to those living with HIV,”

Dr. Wafaa El-Sadr of Har-
lem Hospital Center in New
York.

The 196-page paperback book
of guidelines distills the latest
scientific wisdom on ( treat-
ment of HIV patients, bow to
ward off opporiunistic infections,
detecting and dealing with tuber-
gl:.sis. syphilis and other prob-

The
HIV
drug to avert a deadly poeumo-
nia whep their CD4 cell counts
fall below 200. They also urge
that patieats be offered the AIDS

guidelines urgs that all

patients be put on a sulfa

School in Newark, N.J., said the
guldelines will make primary
care providers “mare confident
and mare comfortable” in caring
for patlents with HIV.

The American Medical Associ-

ation App new

and bas sent a page
booklet offering similar advice
on early treatment of HIV to all
192,000 primary care doctors
across the country.

Cornelivs A. Baker of the Na-
tiopal Association of People with
AIDS said in one , 34 per-
cent of people with said
bealth-care workers were afraid

care for them.

“This guidance will be an ex.’
tremely usgeful tool in de ify-

- ing treatment and ho y re-

moviag the fear,” said Baker.
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Farly care urged
for HIV-positive patients

:: cﬂzmmn ConnNmLL
WASHINGTON = People infected with the
virus can live better and Jonger If primary
Gare follow new government pIdinnm
stressing early counseling and treatment, a federal
agency said today.

“Iwhmm simply :‘.*e enou ’;ﬂ‘e!::uou dis-
easc sta to care adeniate & growi
numbers of ¢ living with H.l{" the tl':‘t
leads to , said Philip R. Lee, the sssistant
U.S. secretary for health,

. The guidclines recommend that even symp-
tom-free HIV pabients be given daily doses of a
sulla drug to ward off 2 deadly pneumonia when
their CD4 cell count falla below 200. A low count
indicates a compromised immune system. i

An oulside m;of experts convened by the
Public Health Service also urged that patients be
offered the AIDS drug zi ine, or AZT, when
their CD4 count drops below b0,

Lee, director of the Public Health Service, paid
hal! the estimated 1 million Americans who carry
the deadly virue do not know they are infected.

Some family doctors fail to ask patients about
their sexual higtory or drug use that might lead to
testing and early detection of HIV, he said.

Togelacopy

Free copies of the guideline “Early
Evaluation and Managsment of HIV Infec-
tion" and consumer booklets are available
by calling 1.800-342-2437, )
Copiea in Spanish are available by call::f
1-800-344-7432, Information is also avail-
able by fax by calling 1-301.584-2800.
ASSOCIATED PRRS)

And too often, primary care doctors refer
patienta who test positive to “costly and distant”
speaizlists, Lee said in prepared remarks. Primary
care physicians can often manage HIV patieats “st
less cost and with greater convenience.”

In addition to the guidelines for physicians, the
federal for Health Care Policy and Re-
BTty an indectod by the

v and for parents of children infected by the
virus,

The 19%-member panel of physicians, nurses,
socizl workers and other experts tat red the
guidelines included two people living with the
infection.

The American Medics! A applauded
the f EWw 80 its own 25-
page booklet of advice on early HIV intervention to
all the country’s 192,000 primary care doctors.

The federal guidelines say;

® A ‘2tailed medical history, including sexual
and substance abuse history, is erudal, ;

¢ Doctors should closely monitor patients’
count of CD4 cells.

@ HIV patients should ba screened

Josis and checked regularty for syphilis

sexually transmitted diseases.

® Women should be given regular pelvic ex.
ame, including amears. :
. ®The doctor d conduct both an oral exam
and an eye exam and urge patients 1o see a dentist
every six months. :

® Patients should be offered zidovidune, or
AZT, when their CD4 count falls below 500.

@ To prevent pneumocystia carinki pneumonia
oeal doses Wmm
, nhmmﬂdbepven y when CD4 counts fall below

'i_ht last recommendation alone *5f universally
applied can result in immense benefit 1o thous

sands, tens of thousands of with
HIV,” upi:l. people
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Associaied Press
WASHINGTON — Seeking to
overcome Lhe retuctance of doctors to
treat people with the virus that
causes AIDS, a panel of-
{:mdyw wm : mnu:::m-
ce er on
tients with eardy HIV infection, ”

care docs pol have Lo come from an

Boston Globe

Saturday, January 22, 1994

US panel offers patients,
physicians advice on HIV

— Associated Press

WASKINCTON - Seeking to
overome Lhe relictance of doctors
to trest people with the virus that
causes AIDS, s government panel
yesterday offered primary care pro-
viders new advice on how to treat

patients with ar|% HIV infection.
The Agency for Health Care

two consumer guides almad at peo-
ple with ﬂn;;m and parents of
children with HIV,

Those with BTV can lead Jonger,
more productive bives if they get ear-
ly counseling and treatment, and
that care does tot have to come from
an A1DS gpecialist, the experts said.

“Todsy we bring a message of
hope to those living with HIV,” said
Dr. Wafas El-Sadr of Harlem Hospi-
tal Center in New Yark.

“Esrly Evihution and Manage-
ment of HIV Mnfection” distills the
latest scientifie wisdom on drug
treatmert of HIV patients, bow to
ward off opporturistic Infections, de-
decting and dealing with tuberculo-
s, syphitis axd other :

The guidelines urge that all HIV
patients be pat on a sulfa drug to

—

‘Today we bring a
message of hope to

those ki with
HVE

WAFAA EL-8ADE
New York doclor

avert 8 deadly pneumonis when
their CD4 cell counta fall below 200,
They also urge that patients be of-
fered the AIDS drug ddovudine, or
AZT, when their CD4 count drops
below 500.

El-Sadr, who co-chaired the pan-
e with Dr. James M. Oleske of the

J Medical said the
providers “more confident and more
cornfortable” in caring for patients
with HIV. Two of the panal live with
the infection themselves.

Kristine Geblre, nationsl AIDS
policy ecordinator, said HIV positive
patients are too often refarred to to
distant, advanced medical centem
for treatmeat,

Panel gives advice to doctors
on how to care for HIV patients

- AIDS specialist, the &xperts said.

‘Toda'i' we bring a message of
hope to those living with HIV,® sald
g; Walea El-8adr, cochairman of

¢ 106-page paperback book of.
guicelines a&ﬁﬂ. B:a latest scientific
wisdom on drug treatment of HIV pa-
tients, how to ward off opportunistic
infections, detecting and dealing
with tuberculosls, syphilis and uther

The guidelines wrge that all HIV

- patients be put on 2 sulfa to

avert a deadly pneumonia

thelr CD4 cell counts fall belaw 900.
CD4 cells are the components of the
immune system that are hﬁeﬂ by
HIV, and a low ¢cell count indicates a
compromised immune system. The

guldelines also that patients be
offered the AIDS Zidovdine, or
AZT. when their CD4 coust drops
. w 500.
The or Care Boli-
and R
{wo consumer guides.

The Agierican Medical Aseocts-
_m:iapplauded, ¢ new gul

ea,
Toe coples of the book of gulde-
lines, y Evaluation and Man-
of HIV Infection,” and the
consumer booklets may be obtained
by calling (800) 8422437,



Kansas City Star

January 21, 1994

Government has new guidelines
on detection, treatment of HIV

Knight-Ridcer Newspapars

WASHINGTON — Hoping 10
stove ofl the onsri of AILS and
hold down hcalth care cosis, the
federal govermment offered new

uidelines Thursday for ca‘ly de-
tection and treatment of HIV in-
fection 10 doctors and other
health care workers,

The LLS, Public Health fervi
and the Centers for Qisu&ﬁ
trol __md__E_ref_unon als> an-
“nounced that they had putdished
new pamphlets with healts care
tips for people with HIV and for
families of children with the in-
fection.

““HIV now is not & discase just
in Newark (N.J.), New Yoik, San
Fiancisco and Miami,"” said
James M. Oleske, director of in-
fectious discases at the New Jer-
sey  Mcdical School and co-
chairman of the panel of ¢xperts
that drew up the guidelinew, “It's
showing up in vast areas of this
country. even the most rural.”

Two of the 19 members of the
panel are H1V-infectad. _

“Front-line physicians wko may

e

“Front-line physicians who
may not know what they 're
dealing with don't do the
simple things that can \m-
prove the quality.of lire and
extend the lives of these pa-
tients.”

James M. Oleske,
New Jersay Modical School

not know what they're Cealing
with don't do the ‘simple things
that can improve the quaiity of

* life and extend the lives of these

patients,” Oleske said in an inter-
view,

For example, the guidelin2s sug-

st wlen 1o begin giving daily

oses of sulfa drugs 10 help pre-
vent the: onset of the type ol poeu-
monia that wcakens anc Kkills
AlIDS victime.

They ‘also suggest whai tests
should be given, and when, to
track the stages of 1hc disease,
then how 1o reacl. And bty give
tips about counseling Iv-

:.pfeaed patients and their fami-
cs.

Two of the most sought-atier
targets for the guidelines are ob-
stetricians and pediatricians be-
cause pregoant women anc ine
fants are among the farivst-
growing segments of the popula-
tion with H1V, officials said.

“We feel that well-trained pri-
mary care physiclans can provide
the basic care these patients re-
quire so that they con't need 10 be
seen by a specialist or travel 1 a
specisl center,” Oleske said.

Kristine M. Qebbic, the rurse
who serves 2s President Clinton's
AIDS policy coordinator, said:
“Evaluating and managing HIV\ at
an early stape will help reduce the
number of persons who are ur ger-
diagnosed and underireated™ and,
itis hoped, extend their Jife spans.
She said 100 many physicians and
other health care workers “arr not
as current as they should be avout
HIv."

Oleske said the guidelines also
would help inexpenenced doctors
overcome their fears about han.
dling HIV-infecied patients.




USA Today

TREATING HIV: Family doctors who may feel i1+
equipped lo trest people with , the AIDS virus, got help
from the government Toursday. The Public Health Service
released guldelines telling physicians how best lo treat such
patients — explaln example, the Importance of
giving early drug tlo ent pneumonla. Guide-
lines and new brochures for patients, are avallable from the
naticnal AIDS hot line, 2-2437,

January 21, 1994

New York Newsday

AIDS Guide
Teaches MDs

By Jessie Mangaliman T

wrarr vares ' News
A new set of guidelines that federal health officials San Jose hlercur}

hope will educate and care i

cians to overcome their reluctance to treat people with

AlDS or HIV was issued yesterday. R
“We've got to demymify this disease,” said Dr. Wafas

E\-Sadz, chief of infectious diseases at Harlem Hospital Doctors, nurses
Center and chair of the 18-member pane] that

drafted the guidelines for the US. of oot

Health and Human Services,

Theusands of people infected with the buman im-
Eoadioal cere et ol help peuton Lk Broa bm pe by oy
medical care !ppro ivea, in part wril] : "
because physicians are umpwm of‘mud.iall knowl :: s -

on HTV treatment, said Dr. Philip R. Lee, bead of the
fodera Publg Kedih Servicn, - d focted with ha ALDE viras, the
“Thisis a to arms to <are providers
step up cave (o indivdual vith HIV," sald Ei-Sadv, Unted B e Heekt
arier Wﬁ,
scot its own guidelines on ur'y %ﬂh treatment to me' 106-
192,000 primary care physicians natiocwide who said e practice guide-
in @ survey they lacked the appropriate knowledge and . on how to diagnose and
were reluctant to treat patients infected with : manage patienta in the early
The federal guidelines advocate the use of a sulfa stages of infection with the hu-
drug that prevents pneumocystis carinii, a form of nan Immunodeflciency virus -
poeumonia that remains the principal killer of people (V). _
with AIDS. They also recommend emphasis on getting “Some providers aze reluc-
early HIV treatment, including anti-retroviral drugs tant (to trest HI'V patients) for
suck as AZT, to women, Leenagers and children, snd 2 variety of ressons,” Phillp B.

escreening for infections such as tu

“Anything that increases nt resources for
people with AIDS and HIV is sorely needed and over-
due,” said John Hatchett, executive director of the
People With AIDS Coalition of New York. = -

"rlhink eepecially now that when . . . a whole new
world of treatment issues are being re-examined, the
basics ol‘fw—n;l%%n are even more important,” said
Hatchett, who has AIDS, - : :

Copies of the guide may be obtained by calling 1-800-
3422437, and for Spanish guides, 1-800-344-7432.

Lee, director of the Public
Health Bervice, sald ot a news
conference. Some of that reluc-
tance comes from feir and prej-
udice, though he said,
comes from the f by many

doctors that HIV infection s too
complicated for but ex-
perts to manage,
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New Guide Tells Doctors, Nurses
How to Care for AIDS Patients

Washington :
Ignorases of medieal partien-
lars will no longer be » good ex-
euse for doetors and nursed to
aveld taking eare of people infee.
ted with the AIDS , |the

United States Public Heal{h Ser-
yice said yesterday.
The agency published a [196-

page “clinical practice guideline”
on how to diagnose and manage

‘patients in the early mages of 1n-
fection with the human immune-
deficlency virus IVL.

“Some providers are reluctast
(to treat patients) for a variety
of ressons,” Philip Lee, director of
the Public Health Servics, paid ata
news conference. Soms of that |
luctance comes from fear and prej-
udice, though most, he maid, comes
from the beliel by many doctors
that HIV infection is to0 complicat-
ed for anyone but experts to man:

age.
“By having the knowledge base
In one place, At thedr fingertips, I
think we'll overcome the major ob-
stacle,” Lee said ‘

The guideline stresses the im-
portance of primary care practitio-
ner1, not specialists, in making the
diagnosis of HIV infection and pro-
viding routine treatment.

The document functions mot
only a1 4 how-to manual for strict-
ly medical questions but also dis-
cusses {ssues such as the risks and
beneflits of revealing one's HIV sta-
tus to others; the importance of in-
cluding women and minority
groupe In AIDS drug experiments;
and some of the problems of access
to care encountered by poor peo-
ple infected with the virus.

About 1 million Americans are
now infected with HIV. This year,
between 40,000 and 60,000 new (n-
fections will occur, and betvwesn

* £7,000 and 66,000 people are expec-

ted to die of AIDS, according to

federal estimates. About half of all

AIDS patients are blacks or His-
cs.

pani
Though the guldeline acknowl-
%g that people with advanced
may need specialty care, it
Aresses that treatment of relative-
ly mable HIV infection falls well
within a generalist's realm.
“Weare bere today tosay th. re
is no magic to taking care of HIV-
infected patients. It is no different
from careof a with
any other mnﬁo.:.n" said
Wafaa E18adr, chief of infectious
diseases at Harlem Hospital Center
and & co<hairman of the 10-mem-
ber panel that wrote the guideline.

Coples of the documents will be
sent to hospitals, clinics, medical
societies and any person who re-
quests one. People wanting an En-
glish-language copy can call 1-800-
32-AIDS, and those wanting a
Spanish-language version can call
1-800-344-SIDA. access is 1900-
AIDS-TTY.



New

Buidelines
will help HIV
patients

The Public Health Service’s
Agency for Health Care Policy and
Research (AHCPR) has released
guidelines aimed at rectifying the
issue of under-detection and under-
treatment of HIV (the virus that
causes AIDS) by family physicians
and other primary care
practitioners.

Developed by a 19-member
panel of experts and people living
with HIV, the new clinical practice
guideline addresses preventive
therapy, special precautions for
pregnant women and children,
disclosure of HIV status and other
key selected aspects of the
evaluation and management of
early HIV infection.

Titled,  “Evaluation and
Management of Early HIV

Infection: Clinical Practice
Guideline" it recognizes the crucial
roles of clinicians, scientists,
administrators, advocates,
politicians, activists, those infected
and affected families and educates
individuals on many aspects of
HIV and AIDS.

Here are some facts stressed by
AHCPR that make the guideline an
important tool:

From 1981 to the end of 1992,
more than 250,000 Americans had

developed AIDS and more than
170,000 had died. In 1994, an
estimated 40,000 to 60,000 will
become infected with HIV and
from 47,000 1o 66,000 Americans
are likely to die of AIDS.

Studies have shown the
economic impact of the disease. In
1992, the cost of medical care and
time lost from work for the United
States was more than $10 billion,

Although African Americans
account for only 12 percent of the

U.S. population, they represent 31
percent of all reported AIDS cases
in the United States and the
numbers continue to rise.

HIV infection was the leading
cause of death for African
American men aged 25 - 44 years
in 1991 and 1992. The death rate
for Black men in this age range is
three times higher than that for
White men in the same agé group.

To obtain a free copy of the
guideline call the National AIDS

hotline at 1-800-342-AIDS or
write: HIV Guideline, CDC
National AIDS Clearinghouse, P.O.
Box 6003, Rockville, MD 20849-
6003.
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NASG4: USA-HEALTH-RIDS : HASHINGTON, 26JAN94-Whi te House Aids Policy czar
Kristine Gebbie talks to reporters about a new set of government
guidelines (L) to help family doctors diagnose and treat people with
the AIDS virus., January 2@ during a Washington news conference. The
guidelines also are aimed at helping people living with and giving
care to an infected person. sv/Donald R. Winslow REUTER
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BC-AIDS-GUIDELINES 1ISTLD ]
GOVERNMENT RELEASES GUIDELINES FOR AIDS TREATMENT (Eds: adds detrils

Lhroughout) : .

WASHINGTON (Reuter) = The government Thursday relea.ed new guidelinus
to help family doctours diagnose and treat people infected with HIV, the
virus that causes AIDS.

The guidelines are aimed at helping laymen as well as family doctors
who may have had limited contact with people infected wilh the Human
Immuriodeficiency Virus (HIV) which causes AIDS.

**More than half of the milliun people infected with HIV probably do
not know they are infected,’’ Health and Human Services Assistant-Secretary
Dr Philip Lee said at a news conference.

He and others involved in developing the guidelines said the goal was
to help doctours become more comfurtable dJdiagnosing and treating AIDS.

The guidelines, produced by t¥: Public Health Service Agency for Health
Care Policy and Research, urge doctors to take detailed medical histories
of ail patients including sexual and drug use history, to identify people
who snould be tested for AIDS.

They aiso strees Lhat early diagnosis and care are essential, and draw
on a wealth of experience to guide family doctors in the treatment of
pecple with AIDS or HIV, the agency said.

They also provide specific guidelines in Lreating .women, children and
adolescents, wino are making up a greater share of people with AIDS.

National AIDS Policy Courdinator Krietine Gebbie said early diagnosis
of the diseacse will help patients live longer and lead more productive
lives.

""Evaluating and managing HIV at an early stage will help reduce the
number of persons who are under-diagnosed and under-treated, '’ Gebbie said.

A key recommendation is to treat patients who have yet to develop
symptoms with daily doses of a sulfa drug to prevent Pneumocystis carinii
pneumonia, a principal killer of HIV-infected people, Lee said.

That alone will all but eliminate that ailment among AIDS patients, ne
said.

The yguidelines were developed by a private sector panel of physicians,
dentists, nurses, social workers, phnysician assistants and a man and woman
living with the virus, and have been endorsed by some 19 organizations, the
agency said.

REUTER Rewt15:26 D1-20
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National Public Radio

TRANSCRIPT

DATE January 20, 199%4

TIME £:00-6:30 PM (ET)
NETWORK National Public Radio
PROGRAM inges Congidere

Corey Plintuff, anchor:

A federal health panel offered new guidelines today
to help doctors treat patients who have the virus that
causes AIDS. The guidelines are an effort to get early
counseling and treatment for people with HIV, even if
they don’t have access to an AIDS specialist. The boock
is also designed to relieve the fears of doctors whc may
not want to deal with HIV natients.

###

Corey Flintoff, anchor:

The federal government is sending some two hundred
thousand family doctors a set of guidelines for treating
people infected with the AIDS virus. The idea is to
help local doctors obtain the latest information abcut
the disease. NPR’s Joe Palca has more.

Joe Palca reporting:

According to government figures, there may be more
than a half million people in this country who are
infected with the AIDS virus but don’t know it. The
point of the new guidelines is to give family doctors a
leg up in diagnosing the infection, and since there
aren’t nearly enough infectious disease specialists in
the country, the guidelines also provide primary care
physicians with the latest information about treating
patients in the early stage of the disease.

For example, a family doctor should know that some
patients may benefit from the drug AZT long before the
patients develo s{mgtoms, and that they can prescribe
sulfa drugs to healthy patiente to prevent bouts of a
deadly pneumonia that strikes people with AIDS. The
governnment is hoping that adopting these recommendations
will help more ARIDS patients receive appropriate
treatment.

This is Joe Palca, in Washington.

# 44
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