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ABSTRACT
The Psychological and Social Consequences of HTLV-III Infection:
Homosexuals in Orange County, CA
by
Kenneth Burton Kaisch, Doctor of Philosophy

Utah State University, 1986

Major Professor: Dr. Keith Checketts

Department: Psychology

The purpose of this study was to identify the psychological and
social consequences experienced by homosexual men who learn that they
have positive results on the HTLV-III antibody test, but who have not
yet developed AIDS or ARC. Employing a census survey of the
membership of three California homophile organizations (n=1905), 30
HTLV-III positives and 55 negatives completed a biographical
questionnaire, the IPAT Anxiety Scale Questionnaire, the IPAT
Depression Scale, and the Coping Strategies Inventory. Results
indicate that HTLV-III positives show considerable disorganization
after hearing test results, have clinically high levels of anxiety

(n=10), and clinically high levels of depression (n=14). Positives

were also quite guarded about sharing the results of their testing,
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and experienced negative effects in social (n=15) and occupational
functioning (n=10), and reported pervasive changes in their sexual
activity (n=30). Twelve subjects reported suicidal ideation after
they heard the results of their testing, but only one subject reported
a suicide attempt. The methodological limitations of the study were
examined, with an emphasis on the limitations of the survey method and
difficulties with the follow-up procedures. Speculations to account
for the reported behaviors, implications for counseling HTLV-III
positives, and suggestions for future research with this population

were also discussed.

(241 pages)




CHAPTER I

INTRODUCTION

In early 1985, a blood test was marketed to screen donated
blood and plasma for antibodies to the Human T-Cell Lymphotropic
Retrovirus III (HTLV-III)--the virus that causes Acquired Immune
Deficiency Syndrome (Centers for Disease Control, 1985a). The
HTLV-III antibody test (Popovic, Sarngadharan, Read, & Gallo,
1984) provides a screening tool that measures the presence of an
antibody to the HTLV-III virus. A positive result on the HTLV-III
antibody test may be due "to subclinical [AIDS] infection, to
immunity, to an active AIDS carrier state, or may represent
cross-reactivity to antigens or other viruses" (Centers for
Disease Control, 1985a, p. 1). The HTLV-III antibody test is
currently being used to screen donated blood, and as an initial
screening device for those concerned about the possibility of
infection with the AIDS virus (R. Greenwood, personal
communication, June 4, 1985). In this latter usage, the HTLV-III
antibody test is combined with other, more expensive blood tests.
Together, these tests reliably measure exposure to the virus that

causes AIDS (Greenwood & Hamm, 1985). The most recent information

indicates that positive findings on these tests '"should be




considered presumptive evidence of current infection and
infectiousness" (Centers for Disease Control, 1985d, p. 742).
This use of the HTLV-III antibody test permits an early detection
of the disease in its prodromal state, prior to development of the
full clinical syndrome of AIDS.

In an early study using the HTLV-III antibody test to
identify immunological characteristics of homosexual men, a
population that has been identified as a high risk group for AIDS,
Dr. Anton-Guirgis and her colleagues (1985) at the University of
California--Irvine (UCI) observed that subjects who had positive
results on the HTLV-III test frequently had severe psychological
reactions to this information. These reactions included reported
suicide attempts, fainting, hysterical behavior, and apparent
nonchalance (Dr. Anton-Guirgis, personal communication, May 20,
1985). These reactions appeared to be different from the responses
of other individuals to being informed of life-threatening
illness, in both the frequency and the intensity of the reaction.
This observation has also been reported by individuals associated
with a local testing site which offers the HTLV-III antibody test
to the community without charge (J. Shelley, personnel
communication, October 15, 1985). They found that male homosexuals

with positive results would often have to be referred to a mental

health agency immediately upon learning of these results because




of the severity of their psychological reaction to this
information. However, although these men would typically make
appointments for further counseling, very few of these
appointments were kept.

Thus, the information that one has been exposed and probably
infected with the AIDS-causing virus appeared to have a marked
effect on many homosexual men. The information that one has been
infected with the HTLV-III virus has two components. First, one
is informed of a potentially life-threatening situation. Second,
the message that one's life is threatened is ambiguous, since only
10 to 20 percent of those infected develop AIDS. Further
complicating this ambiguity is the long latency of the HTLV-III
virus within the host organism. Current information suggests that
the infected individual may wait for seven years or more before
developing any clinical manifestations of the infection (Centers
for Disease Control, 1986). This long wait is typically
characterized by uncertainty and anxiety. The marked
psychological reactions that occur after this dual message is
communicated are corroborated by empirical data (Tross et al.,
1985) and by the observations of other clinicians (Morin, Charles,
& Malyon, 1984).

As a result of the apparent severity and frequency of these

psychological reactions, members of the homosexual community in




Orange County have become concerned about the mental health of
those with positive HTLV-III antibody test results. They
approached Dr. Anton-Guirgis and asked for a study which would
identify the psychological and social consequences of knowing that
one is seropositive on the HTLV-III antibody test. Under the
direction of Dr. Anton-Guirgis of UCI and Dr. Keith Checketts of
Utah State University, the present study has been formulated to
address these concerns. The purpose of this study is to determine
the psychological and social consequences of knowing that one is
seropositive for the antibody to the HTLV-III virus. It is hoped
that the resultant information will assist in the development of
counseling programs which can address the needs of these
homosexual men.

Of those men in the homosexual community who have positive
results on the HTLV-III test, it is reasonable to expect a range
of adaptive and maladaptive reactions. What is unknown is the
percentage of homosexual men who have maladaptive reactions to
this information, and the type of reactions that they experience.
In addition, there are no data describing what an adaptive
reaction to this information might be. As a result, there is no
data base that can be used to facilitate the psychological

treatment of these individuals. This research focused on the

problem of gathering this information, so that the counseling




needs of homosexual men who have been infected with the HTLV-ITI

virus can be met more effectively and efficiently.
Purpose and Objectives

The purpose of this study was to identify the psychological and
social consequences experienced by homosexual men who learn that
they have positive results on the HTLV-III antibody test. The

objectives of this research were:

1. Identify the biographical and relevant medical characteristics of
the sample.

2. Identify in a systematic fashion the subjects' initial reaction
to learning of exposure to the HTLV-III virus. Identify how that
reaction changed over time.

3. The literature on the psychosocial reactions of patients with
AIDS suggests that a depressive reaction typically ensues (Dilley,
Ochitill, Perl, & Volberding, 1985; Perry & Tross, 1984), while an
anecdotal description of HTLV-III infected patients who have
physical symptoms but who have not yet been diagnosed with AIDS
suggests increased anxiety (Morin et al., 1984). This

study therefore:

a) tested for both anxiety and depression;

b) compared the levels of anxiety and depression between the group




with positive HTLV-III test results and the group with negative
results;

c) within the group with positive HTLV-III test results, compared
the levels of anxiety and depression for subjects with and without
physical symptoms.

4. Tdentify the behaviors used by subjects with positive HTLV-III
results to minimize the stress caused by this knowledge.

5. Identify the kinds of psychological assistance that individuals

with positive HTLV-III test results perceive that they need.

Research Questions

In order to achieve the purpose and objectives of this research
study, specific research questions have been formulated. These
questions provided the focus for data collection, and were used in
Chapter IV to organize the discussion of the findings.

1. Are there differences between the group having positive HTLV-III
test results and the group having negative HTLV-IIT test results
with regards to age, education, employment, income, sexual
orientation, and relationship status, as measured by a biographical
questionnaire?

2. What are the self reported first reactions to positive HTLV-III

test results, as measured by open-ended questionnaire items? Can




these self reported first reactions be reliably categorized?

3. Is there a relationship between initial and subsequent
emotional and cognitive reactions to the information that one has
positive HTLV-IIT test results, as measured by open-ended
questionnaire items?

4, Are there differences in group mean scores, as measured by the
TPAT Anxiety Scale Questionnaire (ASQ), between the groups with
positive and negative HTLV-III test results? Within the group with
positive HTLV-III test results, are there differences in group mean
scores between those with and without physical symptoms?

5. Are there differences in group mean scores, as measured by the
IPAT Depression Scale (DS), between the groups with positive and
negative HTLV-III test results? Within the group with positive
HTLV-IIT test results, are there differences in group mean scores
between those with and without physical symptoms?

6. What coping strategies were endorsed by those with positive
HTLV-III results on the Coping Strategies Inventory (CSI) (Bauman,
1984)? Within the group with positive HTLV-III test results, are
there differences in the distribution of scores on the CSI between
those with and without physical symptoms?

7. What are the most important coping behaviors identified by

HTLV-III positives, according to their self-report? Can these self

reported coping behaviors be reliably categorized?




8. Within the group with positive HTLV-III test results, is
there a relation between CSI scores and scores on the ASQ and DS?
9. Within the group with positive HTLV-III test results, is
there a relation between scores on the ASQ and DS and common
coping behaviors such as eating, sleeping, using tobacco, alcohol,
and prescription and non-prescription drugs?

10. Within the group with positive HTLV-III test results, are
there differences in the kinds of psychological assistance
requested by subjects with symptoms and those without symptoms?
11. Are the ASQ and the DS reliable over time for the accessible
population?

12, Is there a systematic response bias in the completion of the

questionnaires, as determined by comparing the frequency of

response by zip code areas?




CHAPTER II

REVIEW OF THE LITERATURE

The focus of the present study is to identify the
psychological and social consequences of HTLV-III infection, in
order to provide information relevant to the counseling needs of
homosexual men who are infected with the HTLV-III virus. The
HTLV-III virus has only recently been identified as the causitive
agent of AIDS. In March 1985, the Food and Drug Administration
licensed tests which detect the antibody to the HTLV-III virus.
Thus, the early course of HTLV-III infection--i.e. the course of
the infection prior to the development of the AIDS or AIDS Related
Complex (ARC)--has been readily identifiable only since this
time. To date, no study has been published which has addressed
the psychosocial needs of those with positive antibody test
results. Thus, there is, as yet, no literature that has direct
bearing on the questions posed in this study. However, early
reports (Anton-Guirgis, Culver, Spindler, & Kleinman, 19855 J.
Shelley, personal communication, September 10, 1985) regarding
those taking the HTLV-III antibody test indicated that individuals

who have positive results on the test experience a variety of

psychological and social trauma subsequent to receiving this
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information. This experience appears to be similar to those
diagnosed with ARC or generalized lymphadenopathy, in which those
with non-AIDS diagnoses experienced considerable uncertainty,
anxiety, and depression (Morin et al., 1984; Tross et al., 1985).
The major focus of this study is the psychosocial needs of
those with HTLV-III infection who have not yet developed AIDS.
Because there are no published studies that directly pertain to
the questions of this study, the literature from several related
areas will be examined, in order to provide the context for the
present study. In order to familiarize the reader with the course
of HTLV-III infection, the medical literature in this area will be
reviewed. Because most of this literature focuses on patients
with AIDS, the review will necessarily concentrate on the effects
of AIDS. This will give the reader an understanding of the
end-point of HTLV-III infection, and thereby set the context for
the psychological reactions of those who test positive for the
HTLV-III antibody. This section will include the current
definition of AIDS, what is known about the natural history of the
disease, the manner in which it attacks the immune system of human
beings, the epidemiology of the disease, and the risk factors
associated with the disease. This section will conclude with a

review of the few psychosocial studies which have been conducted

with AIDS patients.
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Unfortunately, very little empirical material has been
generated regarding the psychosocial needs of AIDS patients. In
order to supply this needed information, and to place this disease
in a theoretical perspective which includes other life threatening
diseases, the second section of this review will examine the
psychosocial impact of cancer. Of all the major life threatening
diseases, cancer has generated the most psychosocial research.
The review of this literature will prepare the reader to
understand the range of psychosocial adaptations which are
typically made in the presence of life threatening illness.

The third section of this review will concentrate on the
scientific literature describing the psychological makeup of
homosexual men--the population on which this study is focused.
The values of the larger American culture within which this study
has taken place are quite negative with respect to homosexuality.
As a result, numerous misconceptions and outright fallacies
persist. These misconceptions and fallacies might easily distort
the reader's understanding of this research. In order to address
this problem, the psychological and sociological research
regarding homosexuality will be critically examined. In
particular, the problems of research with homosexual populations

will be described.

Finally, the last section of this review will examine the
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literature which has described the ethical obligations of the AIDS
researcher to his/her subjects. Ordinarily, a section such as
this would be unnecessary. However, because of the extraordinary
public reaction against AIDS patients, those infected with the
HTLV-III virus, and the homosexual population in general, a number
of procedures must be adopted if the psychologist is to fulfill
his/her ethical obligations to the research subject. These
procedures are unusual, when placed in the broader perspective of
most psychological research. In order to describe these
procedures, and to put them in perspective, this section is

included.
The Medical Literature Regarding HTLV-III Infection

In June of 1981, a new and unexplained disorder which
attacked and damaged the human immune system was recognized when
the Centers for Disease Control detailed the cases of five young
male homosexuals from Los Angeles who died of Pneumocystis carinii
pneumonia (Centers for Disease Control, 198la). This was followed
by reports of the deaths of 26 other homosexual males who had
developed an aggressive form of Kaposi's sarcoma--a rare cancer of
the blood vessel (Centers for Disease Control, 1981b). It was soon

apparent that these cases represented the first reports of a new,

unitary disease process. This disease was called Acquired Immune
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Deficiency Syndrome (AIDS), because it was apparently acquired as
the result of a then unknown agent, because it depressed the
functioning of the immune system, and because the disease
presented a syndrome of symptoms which made its identification
possible (Peskind, 1984).

A clinical description of the disease was formulated by the
Centers for Disease Control in 1982 (Centers for Disease Control,
1982), based on clinical criteria, rather than on the, as yet,
non-existent laboratory criteria. This description allowed an
epidemiological surveillance of the disease, and marked the formal
beginning of scientific study of the disease. The current Centers

for Disease Control criteria for the diagnosis of AIDS are listed

in Table 1, below (Centers for Disease Control, 1985b).
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Table 1
Centers for Disease Control Criteria for the Diagnosis of AIDS

AIDS is present when a previously healthy patient between the ages
of 28 days and 60 years meets of the following criteria:

1. No known cause of immunosuppression, such as neoplastic
disease, cortiosteroid therapy or renal failure.

2. The occurrence of a disease that is predictive of a defect in
cell-mediated immunity, including:

a. Kaposi's sarcoma, in subjects less than 60 years old.

b. Primary lymphoma limited to the central nervous system.

c. Meningitis, encephalitis, pneumonitis due to:

Pneumocystis Cryptococcus Candida
Toxoplasma Aspergillus Strongyloides
Cytomegalovirus Nocardia Mucormycosis agents

Esophagitis due to herpes simplex, cytomegalovirus or Candida.
Progressive multifocal leukoencephalopathy.

Chronic (one month) mucocutaneous herpes simplex.

Chronic (one month) cryptosporidiosis enterocolitis.
Disseminated or central nervous system coccidioidomycosis,
histoplasmosis, atypical mycobacteriosis.

J0Q Hh D A

3. In the absence of opportunistic diseases, any of the following
diseases will be considered indicative of AIDS if the person has a
positive serologic or virologic test for HTLV-III:

Disseminated histoplasmosis.

. Isosporiasis, causing chronic diarrhea.

Bronchial or pulmonary candidiasis.

Non-Hodgkin's lymphoma of high-grade pathologic type.
Kaposi's sarcoma in patients 60 years or older.

O a0 o

4. Patient's will be excluded as AIDS cases if they have a negative
result on testing for serum antibody to HTLV-III, have no other type
of HTLV-III test with a positive result, and do not have a low number
of T-helper lymphocytes or a low ratio of T-helper sypporesor
lymphocytes. In the absence of test results, patients satisfying all
other criteria in the definition will continue to be included.




The characteristic feature of AIDS is the dysfunction of the
patients' cell mediated immune system (Gracie, Froebel, Madhok,
Lowe, & Forbes, 1985). In essence, there are two stages in the
disease process (Cesario, 1985). First, the host organism suffers
an infection of the HTLV-III virus, which attacks and destroys the
helper cell subset of the T lymphocytes. This trophism for helper
T-cells has a profoundly disruptive effect on the immune
functioning of the host. Second, the immunocompromised host is
challenged by a variety of opportunistic bacteria, fungi, and
virus organisms which are normally destroyed by the immune

system. The host dies, not from HTLV-III infection per se, but
rather from the opportunistic infections which occur as a result

of the HTLV-III infection.

Etiology and Natural History

The etiology of AIDS has recently been linked to the HTLV-III
virus by Montagnier and his co-workers in France, and by Gallo and
his colleagues at the National Cancer Institute. The HTLV-III
virus was first isolated from a patient with the prodrome of AIDS

by Montagnier and his colleagues at the Pasteur Institute of Paris

(Barre-Sinoussi, et al., 1983). They called the virus the
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Lymphadenopathy Associated Virus (LAV), because it was found in
immunodepressed patients suffering from lymphadenopathy--a
syndrome that was thought to be the prodrome of AIDS (Domingo &
Chin, 1983). Gallo's group reported the isolation of an HTLV virus
from two AIDS patients in 1983 (Gallo et al., 1983). Shortly
thereafter, Essex and others (1983) reported antibodies to HTLV in
both AIDS patients and lymphadenopathy patients. The breakthrough
came in May of 1984, when Gallo and his group published the
results of their extensive work on the HTLV-III virus (Gallo et
al., 1984; Popovic et al., 1984; Sarngadharan, Popovic, Bruch,
Schupbach, & Gallo, 1984; Schupback et al., 1984). They isolated a
virus of the HTLV family of viruses, and clearly demonstrated that
this virus caused AIDS. Further work has shown that the LAV
virus, identified by Montagnier, is identical with the HTLV-III
virus of Gallo (Goedert & Blattner, 1985).

As a result of the research which has identified the
causative agent of AIDS, a test has been developed which detects
antibodies to the HTLV-III virus (Weiss et al., 1985). Antibodies
are developed by the immune system to destroy particular
infectious agents. The presence of an antibody specific to a
particular infectious agent means that the subject has been

infected, at some previous time, with that agent. Studies have

shown that almost 100 per cent of AIDS patients and 89 percent of
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patients with generalized lymphadenopathy were seropositive on the
HTLV-III antibody test (Cheingsong-Popov et al., 1984).

When the HTLV-III antibody test was first developed, there
was considerable controversy about whether the test measured
exposure to, or infection with, the virus. At the present time,
positive results on the HTLV-III antibody test, when confirmed by
positive results on the Western blot test, are considered
"presumptive evidence of current infection and infectiousness"
(Centers for Disease Control, 1985d, p. 724).

Since the development of an antibody test which can detect
the early stages of HTLV-III infection, it has been possible to
describe with more certainty the different forms taken by the
infection. Five distinct clinical stages of HTLV-IIT infection
are currently recognized (Prendergast, 1985; Valle et al., 1985).
These include: 1) transient infection, experienced by those hosts
who mount a successful defense against the virus; 2) a chronic
provirus state, experienced by those who are unable to defend
against the virus; 3) the asymptomatic virus producer state, or
'carriers' of the virus; 4) those who develop a few clinical or
laboratory symptoms of the infection, including those who develop
ARC and generalized lymphadenopathy; and 5) those who develop

AIDS--the end point of HTLV-IIT infection.

Very little is known about the first three forms of the
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infection. Of those infected with HTLV-III virus, an unknown
percentage of hosts have been able to successfully defend against
that infection (Prendergast, 1985). These hosts are antibody
positive, but do not carry the live virus, and are not
infectious. It is not known, at this time, how these subjects
manage to overcome the HTLV-III infection.

The second group of infected subjects is composed of those
who have been unable to overcome the infection. These are
symptomless individuals who are antibody positive, but who are not
currently producing the virus--a proviral state. They may, at a
later time, become active virus producers, but the reasons for
this change of status, and the percentage who make this transition
are currently unknown.

The third stage of HTLV-III infection consists of active
viral production within the host. These subjects are 'carriers'
of HTLV-III, and have the live virus in their systems
(Prendergast, 1985). These hosts do not experience any physical
symptoms, but can transmit the virus.

The fourth group is composed of hosts who develop some of the
clinical or laboratory symptoms associated with AIDS (Prendergast,
1985). The symptoms experienced by members of this group are the

result of a lowered immune response. Clinical symptoms might

include lymphadenopathy, unexplained diarrhea, persistent fever,




19

fatigue and weight loss. Laboratory symptoms included depressed
levels of T4 cells, inverted T4:T8 ratios, elevated serum
globulin, and depressed blastogenesis. Current estimates suggest
that 25 to 40 percent of those with positive HTLV-III antibody
tests develop clinical or laboratory symptoms (Prendergast, 1985).
Patients with two clincial and two laboratory symptoms are
diagnosed as having AIDS Related Complex (ARC) (Centers for
Disease Control, 1982). The presenting complaints of ARC patients
include swollen lymph nodes, flu-like illness, and chronic fatigue
(Ziegler & Abrams, 1985). As the research data on this stage of
the infection has grown, there has been some discussion of
differentiating this stage into several levels. However, this has
not yet occurred.

Approximately half of the symptomatic patients, or 10 to 20
per cent of those originally infected with the HTLV-III virus
enter the fifth stage of the infection and develop AIDS (Peskind,
1984; Prendergast, 1985). The reasons for movement from Stage 4 of
the infection to Stage 5 are not known. Since not all Stage 4
hosts develop the full syndrome of AIDS, it is clear that
intervening variables exist. However, research has not yet been
able to identify these variables.

The natural history of HTLV-III infection appears to move

though five periods, which are related to the development of the
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infection, as described above. After infection, there is a
pre-antibody period lasting four to eight weeks (Gupta, 1985). No
assays have yet been developed which can reliably detect HTLV-III
antigens in sera or plasma at this stage (Goedert & Blattner,
1985). Seroconversion, which occurs during the second clinical
phase of HTLV-III infection, takes place between two and eight
weeks after inoculation with material from patients with AIDS
(Gajdusek et al., 1985; '"Needlestick transmission', 1984).
However, detectable antibodies have not developed in some
infected, asymptomatic individuals for more than six months
(Centers for Disease Control, 1985a; Salahuddin et al., 1984).
"These virus-positive, antibody negative persons may represent the
earliest stage of HTLV-III infection, with active viral
replication and very little or no antibody response" (Landesman,
Ginzburg, & Weiss, 1985, p. 522).

Following infection and seroconversion, there is a
preclinical incubation period of two to five years (Goedert &
Blattner, 1985). There is evidence from some currently reported
AIDS cases that HTLV-III exposure occurred up to seven years prior
to the disgnosis, and "the possibility of a longer incubation
period cannot be excluded" (Centers for Disease Control, 1986, p.

20). During this incubation period, detectable antibodies to the

HTLV-III virus are present. At this stage, there is a slight
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decrease in the efficiency of the immune system, as the helper
T-cells are infected and their functioning impaired. For reasons
yet to be discovered, HTLV-III infection runs a fulminant course
following this incubation period. In the clinical period of the
disease—-the fourth phase of HTLV-III infection--clinical symptoms
associated with decrements in immune functioning appear. During
this phase, ARC is typically diagnosed. In the fifth and final
phase, the immune system of the host is destroyed, with the total
destruction of helper T-cells, and the thymus which produces

them. This is the phase in which AIDS is diagnosed.

Once the HTLV-III infection has progressed to AIDS, the
outlook for the host is grim. The immune system is in such
disarray that the usual armamentarium of drugs that are used to
fight these opportunistic infections are ineffective (Gupta,
1985). At this time, it appears that AIDS is fatal. As of
September 24, 1984, about 45 percent of all persons meeting the
Centers for Disease Control criteria for AIDS in the U.S. have

died. The death rates are described in Table 2, below (Peskind,

1984).
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Table 2
Mortality Rates of Patients with AIDS

Cases diagnosed three years ago........87 percent mortality
Cases diagnosed two years ag0..sese.. ..7/2 percent mortality
Cases diagnosed one year ago...eeeeesss 54 percent mortality
Cases diagnosed less than a year....... 30 percent mortality

These mortality statistics indicate the severity of the compromise

of the immune system by HTLV-III.

Immunology

In order to understand the effects of HTLV-III infection in
the host organism, it is necessary to describe the normal
functioning of an immune system in human beings. The function of
the immune system is to identify and destroy foreign substances
(antigens) such as bacteria, virus, and fungi, which enter the
host (Taylor, 1984). There are two systems which carry on most of
the immunologic activity: the system of cell mediated immunity,
which revolves around the participation of lymphocytes and
macrophages; and the system of humoral immunity, which results
from the presence of immunoglobulins produced by B-cells. Recent

research has demonstrated a series of complex interconnections

between these two immune systems (Gupta, 1985).
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Cell mediated immunity focuses around the activity of
T-cells, which are lymphocytes which have been processed through
the thymus (David, 1985). These cells react directly to the
antigen and destroy it. They provide cellular immunity, which
means that they protect the individual cells of the host. T-cells
make up about 80 percent of the body's lymphocytes. There are two
kinds of T-cells. The T4 or helper T-cells have a central role in
coordinating the response of the entire immune system. The T4
cells can stimulate the production of antibody by B-cells,
generate suppressor T-cells, generate Natural Killer (NK) cells,
stimulate the general activity level of lymphocyte-antigen
interactions, and a host of other growth and differentiation
factors for other lymphoid cells (David, 1985; Marwick, 1985a).
A.S. Fauci, who heads the immunologic research on AIDS with the
National Institutes of Health, has described the helper T-cell as
"the true conductor of the immune orchestra" (Marwick, 1985a, p.
3375). The other kind of T-cell, the T8 or suppressor T-cell, has
a more limited function. T8 cells suppress the functioning of the
T4 cells, after an infection has been successfully overcome.

Humoral immunity, on the other hand, is focused around the
activities of B-cells, which are lymphocytes which have been

processed through the bone marrow (David, 1985). B-cells produce

immunoglobulin, and retain these substances on the cellular
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surface. The humoral system functions by producing antibodies
(immunoglobulins) that are specific to a particular antigen.
Activated B-cells have specific surface sites which attach to the
antigen, permitting the B-cell to identify and destroy the
particular antigen. B-cells make up approximately 15 percent of
the body's lymphocytes.

The HTLV-ITII virus exhibits a marked trophism for the helper
T-cells (Barrett, 1984; Bowen, Lane & Fauci, 1985)., The virus
attaches to the cell wall of the helper T-cell, comes out of its
protein coat, and releases its RNA into the cytoplasm of the cell
(Taylor, 1984). Ultimately, the virus destroys the host cell
(Gupta, 1985). Prior to complete destruction, the HTLV-III virus
seriously interferes with the normal functioning of the helper
T-cell. Specifically, the HTLV-III virus inhibits the production
of and response to interleukin-2 (IL-2) (Marwick, 1985a). IL-2
amplifies the immune response by enhancing the cell function of
T4, T8, and NK cells (Fauci & Lane, 1984; Gupta, 1985; Sinkovics,
Gyorkey, Melnick, & Gyorkey, 1984). Because of the central role of
the helper T-cell in orchestrating the response of the host's
immune system, HTLV-III infection of the host's T4 cells
compromises the functioning of the entire immune system.

During the course of HTLV-III infection, the T4 cells of the

host organism are altered in function, and then are gradually
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destroyed. In the final stages of their illness, AIDS patients
can exhibit the complete absence of T4 cells. By this time, the
thymus--where new T cells are processed--is atrophied and depleted
of lymphoid elements, thus resulting in the inability to generate
new T4 cells (Reichert, Kelly, & Macher, 1985). In these cases,
there may also be a great reduction in the amount of HTLV-III
virus—--a paradoxical finding not uncommon in AIDS patients in the
last stages of infection (Safai et al., 1984; Steis & Broder,
1985).

In addition to infecting T4 cells, the HTLV-III virus also
infects brain glial cells, macrophages, and B-cells (Gupta, 1985).
These are relatively recent findings, and little is presently
known about the effect of HTLV-III infection on these cells.
However, the presence of HTLV-III in brain glial cells probably
explains the high incidence of neurological complications that
appear in AIDS patients (Marwick, 1985b; Snider et al., 1983;
Tross et al., 1985). In addition, HTLV-III infection of B-cells
increases the level of activity in these cells (Fauci, 1984). They
"spontaneously proliferate and secrete immunoglobulin, compared to
B-cells from normal controls" (Fauci, in Marwick, 1985a, p.

3375). This reaction and what it means is not understood at the

present time.

Understanding how the immunologic system of the host is
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compromised by HTLV-III infection permits a larger understanding
of the course of AIDS. The first physical symptoms of HTLV-IIT
infection are usually swollen lymph glands and a low grade fever
(Gajdusek et al., 1985; "Needlestick transmission", 1984). Given
that T4 cells are found in highest concentration in the lymph
nodes, it is reasonable that the lymphatic system would be the
first to demonstrate clinical signs of infection. Also, there
have been some reports of neurologic change, with neuropsychiatric
symptoms, in the early course of the illness (Gapen, 1982; Tross,
1985; Tross et al., 1985). This may be explained by the infection
of brain glial cells.

As the HTLV-IIT infection progresses, the immunocompromised
host is beset by a variety of neoplasms and opportunistic
infections. The occurrence of neoplasms may be due to the
reduction of NK cells, which are thought to be involved in cancer
surveillance (Witti & Goldberg, 1983). Many of these opportunistic
infections are endemic in the human population, but are rarely
seen in acute form because the immune system controls them. In

addition to a lack of immune response to endemic antigens, AIDS

patients demonstrate a failure to produce antibodies to antigens

not previously encountered (Siegal, 1984).

In a host infected with HTLV-III virus, the usual immune

defenses have been impaired or destroyed. Hence, the host is
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susceptible to a wide range of infections. Further, because most
pharmacological treatments function in conjunction with the immune
system of the host, these treatments are either ineffective or
significantly less effective in the HTLV-III infected host
(Cesario, 1985).

These factors result in the high mortality rate seen in AIDS
patients. Because there is, as yet, no cure for HTLV-III
infection, the best that medicine can presently offer are
treatments which respond to the opportunistic infections and
neoplasms. These treatments will only gain time for the AIDS
patient. Because of the total destruction of the T4 cells and the
resulting disarray in the rest of the immune system, there is no
real hope for recovery for the AIDS patient with present

treatments.

Epidemiology

Information about the HTLV-III virus can best be understood
in the larger context of research on human retroviruses.
Retroviruses were labeled because of the unique way in which they

reproduce. While most organisms code genetic information in DNA,

the retrovirus encodes its genetic information in RNA, and then
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uses an enzyme called reverse transcriptase to copy its genome
into DNA (Broder & Gallo, 1984). Retroviruses were first linked to
cancers and immunodeficiency states in animals, but investigators
questioned the existence of human retroviruses. Evidence for
their existence did not emerge until reverse transcriptase was
isolated independently by Baltimore (1970) and Temin and Mizutani
(1970). Another factor influential in the discovery of human
retroviruses was the development of molecular and biologic
approaches which allowed the detection of low levels of
retroviruses in human tissues.

In 1980, Gallo and his co-workers were able to culture the
first retrovirus cells from patients with T-cell
lymphoproliferative disease (Poiesz et al., 1980; Poiesz,
Ruscetti, Reitz, Kalyanaraman, & Gallo, 1981). At this time, the
virus was named the 'human T-cell leukemia/lymphoma virus'. This
virus was found to be endemic in southern Japan, the equatorial
belt in Africa, and certain parts of the Western hemisphere. A
second HTLV virus was identified, and connected with hairy cell
leukemia (Kalyanaraman et al., 1982)., The two viruses were
distinguished by labeling them HTLV-I and HTLV-II. Both HTLV I
and IT cause helper T cells to undergo malignant transformation

and uncontrolled growth (Marx, 1985), resulting in two different

kinds of leukemia.
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In contrast, the HTLV-III virus causes the death of the
T-cells it infects (Marx, 1985). In addition, HTLV-III "produces a
factor with trans-activating abilities in infected cells. The
virus is about ten times more active in this regard than HTLV-I or
-II. This 'exuberant' trans-activation may help to explain why
this virus kills infected cells, whereas infection with HTLV-I and
-II causes transformation'" (Marx, 1985, p. 157). Trans-activation
is caused by the production of a protein which increases " the
expression of genes attached to appropriate viral control
sequences" (p. 156). This process is believed to control cell
division.

Researchers now hypothesize that the HTLV family originated
in Africa. A virus that is closely related to HTLV-I has been
widely found in many species of Old World monkeys (Saxinger et
al., 1984). This virus is distinguishable from HTLV-I only by
molecular analysis (Saxinger et al., 1984). HTLV-I is widely
distributed in humans throughout the equatorial belt in Africa
(Gallo, 1984; Fleming et al., 1983). It is speculated that the
virus mutated and was passed from the animal population into the
human population. This HTLV-I virus then passed into the Americas
by way of the slave trade, and into Japan by way of Portuguese

mariners in the 16th century (Gallo, Sliski, & Wong-Staal, 1983).

The HTLV-III virus is believed to have originated in the
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middle equatorial region of Africa. The virus has been found in
some of the poorest and most isolated people in east-central
Africa (Goedert & Blattner, 1985). However, the clinical syndrome
of AIDS is not found in these people, suggesting that a long
exposure to the virus has resulted in some kind of environmental
adaptation to the virus. '"Some geographically restricted tribes
do have HTLV-III antibodies with seroprevalance rates as high as
50%" (Goedert & Blattner, 1985, p. 23). Recent population shifts
in central Africa, away from remote villages and towards urban
environments, may have been the factor responsible for the
appearance of AIDS at this time.

There is further speculation that the first cases of
AIDS——infection with HTLV-III virus with the now, well-known
symptoms—-occurred in Zaire in 1976 (Piot et al., 1984). This
appearance of HTLV-III infection occurred about two years before
the first cases in Haiti and the United States (Gracie et al.,
1985). HTLV-III may have entered Haiti through immigrant workers
from Haiti, who traveled to Zaire to find work. Because Haiti was
used as a holiday resort by American homosexuals, it is suspected
that the disease entered this country via that route.
Transmission to Europe occurred in two ways: to European

homosexuals from contact with infected American homosexuals, and

to European heterosexuals by means of sexual contact with
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immigrants from Zaire in Belgium. From Belgium, it was further
spread into the European heterosexual population through
prostitutes (Prendergast, 1985).

The hypothesis that a member of the HTLV family caused AIDS
was stimulated by the finding that retroviruses in animals could
induce immunodeficiency states (Hardy et al., 1976). In addition,
the T-cell trophism of these viruses was congruent with the
clinical findings in AIDS patients of depressed levels of helper
T-cells. The hypothesis that an HTLV virus caused AIDS received
direct empirical support in 1983 (Barre-Sinoussi et al., 1983;
Essex et al., 1983; Gallo et al., 1983). Researchers found a
heretofore unrecognized retrovirus in AIDS patients. Further
examination revealed structural similarities with HTLV-I and -II,
so this new virus was called HTLV-III (Gallo, Essex, & Gross,
1984).

The HTLV-III is covered with a relatively fragile protein
envelope (Gupta, 1985). The fragility of the virus inhibits its
transmission among human hosts. It is currently estimated that
the attack rate of the virus--the number of exposures to an
infected host necessary for virus transmission--is between 1:100
and 10:100 (Wiley, 1985). This is further evidence of the

fragility of the virus, and the difficulty of transmitting the

virus.
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The HTLV-III virus "has been isolated from blood, semen,
tears, breast milk, and urine, and is likely to be isolated from
other body fluids and secretions" (Centers for Disease Control,
1985c, p. 682). There is evidence, however, for only two
transmission routes: through semen, and through certain blood
products (Centers for Disease Control, 1985c). While the blood
factors in which the HTLV-III virus is carried have been
identified, details of the sexual transmission of the virus are
not known at this time. While intimate sexual contact is
necessary for transmission, the extent of such contact, and the
mechanics of transmission have not been identified (Landesman et
al., 1985).

As a result of this accumulation of data regarding the
transmission of the HTLV-III virus, it is currently hypothesized
that there are only four vectors of transmission (R. Parker,
personal communication, December 5, 1985). These include: 1)
sexual contact with an exchange of semen or blood; 2) sharing
intravenous needles; 3) blood or certain blood products; and 4)
transmission from mother to child in the prenatal period.

While the transmission of HTLV-III is difficult, the long
incubation period of the virus complicates its spread. Current

estimates of the incubation period range from two to seven years

or more (Centers for Disease Control, 1986; Lawrence, Lui,
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Bregman, Peterman, & Morgan, 1985). This long incubation means
that the host organism can carry the disease-causing virus without
symptoms, and thus without any reason to consider that s/he is
infected. If the mean incubation period is in fact five years,
then the carrier host may be spreading the disease for some five
years before becoming aware of his/her own infection. This
facilitates the transmission of the disease.

The current epidemic status of AIDS is due to an interaction
between the long incubation period of HTLV-III, a social
environment which does not overtly censure multiple sexual
contacts between different partners, considerable covert
intravenous drug abuse, and a medical environment in which blood
transfusions are common (Prendergast, 1985). Thus, the HTLV-III
virus, which may have existed in Africa for centuries previously,
has become a problem at the present time because of an environment
which facilitates the transmission of the virus more readily.

Between June 1, 1981, when a surveillence program was
established in the United States, and January 13, 1986, 16,458
patients (16,227 adults and 231 children) have met the criteria
for a diagnosis of AIDS (Centers for Disease Control, 1986). Of
these, 8,361 have died. Of those who have been diagnosed with

AIDS, 60 percent were white, 25 percent black, and 14 percent

Hispanic. Ninety percent were 20-49 years old, and 93 percent
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were men. The race, age, and sex distributions have remained

relatively constant over time (Centers for Disease Control, 1986).
There are currently six major risk groups for infection with

the HTLV-IIT virus. These groupings have been derived from an

analysis of the possible means of disease acquisition.

Ninety-four percent (15,243 patients) of AIDS patients can be

placed in these groups, which are detailed in Table 3 (Centers for

Disease Control, 1986).

Table 3
AIDS Risk Groups
7 of total Cases

Homosexual/bisexual with IV drug use. . . . . . . . 8% 1,310
Homosexual/bisexual without IV drug use . . . . . . 657 10,600
Heterosexual IV drug user . . « « « « ¢« o« « « o« « « L177Z 2,766
Persons with hemophilia . . . . “ 17% 124
Heterosexual sex partners of persons w1th AIDS

or persons at risk for AIDS . . . . . v a0 182
Recipients of transfused blood or blood products o w2 261

The remaining 984 patients have not been classified by recognized
risk factors. Past experience suggests, however, that many will
later be found to fit the classification above.

From the epidemiologic data, it is clear that homosexual and
bisexual men constitute the largest risk group in the United

States at the present time. Intravenous drug users with no

history of homosexual behavior account for 17 percent of the
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total. Hemophiliac patients who became infected as a result of
the Factor VIII blood products which they receive to facilitate
blood clotting, and others who have received transfused blood
constitute another major risk group. Originally, immigrants of
Haitian descent were thought to constitute a risk group. However,
further data collection from the Haitian patients has found that
homosexual contacts or intravenous drug use account for HTLV-III
transmission in these cases. In June, 1985, the Centers for
Disease Control removed the Haitian category from the list of
groups that are at high risk to contract AIDS (Prendergast, 1985).
Of interest to the present study is the statistic that
approximately 95 percent of those with AIDS on the West Coast of
the United States are homosexual or bisexual men (Prendergast,
1985) .

The HTLV-III antibody test. In 1984, Gallo and his

co-workers (Sarngadharan et al., 1984) developed a test to detect
antibodies to the HTLV-III virus. This test is based on the
finding that, after HTLV-III infection, the host develops
antibodies to combat this virus. The HTLV-III antibody test is an
enzyme-linked immunosorbent assay which detects antibodies to the
HTLV-III virus (Landesman et al., 1985). Because this test is

quite new, based on a relatively new technology, the full meaning

of HTLV-III seropositivity has not yet been determined. At this
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time, researchers are certain that a positive result means that
the subject has, at some previous time, been 'exposed' to the
HTLV-IIT virus (Landesman et al., 1985). It is now accepted that a
positive result on the HTLV-IIT antibody test, when confirmed by a
positive result achieved from the Western blot test, means that
the person has, at some previous time, been infected with the
HTLV-III virus (Centers for Disease Control, 1985d).

The meaning of positive results on the HTLV-IIT antibody test
is complicated by the presence of false positive results
(Fischinger & Bolognesi, 1985; Weiss et al., 1985). This means
that the test identifies a small percentage of those who do not
have the antibody as having the antibody. In addition, cross
reactivity with other antigens has not yet been determined. Thus,
someone with antibody "X" may be mistakenly identified as having
the HTLV-III antibody, because antibody "X" cross reacts with the
enzymes used to identify HTLV-III (Centers for Disease Control,
1985a). To handle these problems, patients with positive results
on the HTLV-IIT antibody test are routinely tested with the
Western blot technique. This more expensive procedure interacts
with the HTLV-III antibody test in such a way that it reliably
rules out false positives and cross reactivity (Fischinger &

Bolognesi, 1985). However, one of the shortcomings of these two

procedures is that they do not distinguish between those who have
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overcome the virus and those who are still infected with the
virus. Epidemiologists currently estimate that 85-90 percent of
those in high risk groups with positive HTLV-III antibody test
results are still infected with the virus (Prendergast, 1985).

Epidemiologic analysis using the HTLV-III antibody test.

Using previously obtained, frozen blood samples from high risk
populations, seroepidemiologic studies have been conducted to
estimate the spread of the HTLV-III infection. In San Francisco,
the prevalence of HTLV-III antibodies among homosexual men
applying for treatment at a clinic for sexually transmitted
diseases rose from 1 percent in 1978, to 25 percent in 1980, to 65
percent in 1984 (Centers for Disease Control, 1984). In
nonepidemic cities, the disease is also spreading. For example, a
study in Pittsburgh found that seropositivity rose from 10 percent
in 1983 to 28 percent in 1984 (Landesman et al., 1985).

Of concern is the data which indicates that the difference
between the high rates of HTLV-III seropositivity in major coastal
cities and the relatively low rates of seropositivity found in
inland cities is diminishing (Landesman et al., 1985). This and
other data indicate that the infection is rapidly spreading among
the high risk groups (Wiley, 1985).

This does not mean that heterosexual men and women who are

not members of high risk groups are not at risk for AIDS. Because
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AIDS is a sexually transmitted disease, intimate sexual contact
with an infected person may result in HTLV-III infection in the
healthy person. In Africa, AIDS is primarily a disease in the
heterosexual population (Goedert & Blattner, 1985). In this
country, in New York City and Orange County, California, the virus
has been found in prostitutes (Prendergast, 1985). Spread of the
infection into the heterosexual population in this country is
likely to occur through this source, through infection passed by
bisexual men, and through infection passed by heterosexual
intravenous drug abusers.

Although no empirical data have been gathered, projections
regarding the current status of the AIDS epidemic have been made.
At the end of 1984, it was estimated that at least 400,000 people
are positive for HTLV-III antibodies (Landesman et al., 1985). The
potential for the spread of the disease is much larger. Even if
the spread of the disease is hypothetically limited to the risk
groups identified above, the numbers are difficult to comprehend.
For example, the population of intravenous drug abusers is
estimated at 400,000 persons (Ginzburg, 1984). An additional
1,000,000 people occasionally inject cocaine and heroin (Ginzburg,
1984). Further, using Kinsey's estimate that 10 percent of the

male population is homosexual for three years or more during their

adult lives, then there are approximately 8 million homosexual men
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in the United States who are 18 or older (Landesman et al., 1985).
With the rapid spread of the HTLV-III infection among these high
risk populations, the implications for the health care system in
this country are staggering. Should the infection spread widely
into the larger population, the implications in terms of human

suffering and medical costs simply cannot be estimated.

Psychosocial Dimensions of
HTLV-ITI Infection

Given that AIDS is an apparently fatal disease with no known cure,
psychiatric and psychosocial sequella are to be expected.

However, because of the newness of this syndrome, there has been
little research effort in this area to date. Compared to the
thousands of medical and epidemiological studies focusing on AIDS,
there are only a handful of articles dealing with the psychosocial
concomitants of the disease. Most of these psychosocial articles
are either anecdotal accounts of those working with AIDS patients,
or case studies, which look at a few subjects. Presently there
are only five empirical studies on the psychosocial impact of
AIDS. The validity of the results of these studies is compromised
by the small number of subjects that were used, and by problems of
design and sampling. Finally, there are few empirical studies

focusing on the psychosocial effects of those infected with the

HTLV-III virus who have not yet developed AIDS. The existent
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studies have focused on subjects with generalized
lymphadenopathy--now recognized as a stage of HTLV-III infection
preceding AIDS.

A variety of psychological and social concomitants could be
expected to accompany AIDS. One would expect that patients with
ATIDS and their close friends would experience the problems
associated with dying from a terminal disease at a relatively
young age. In addition, the public outcry and fear regarding AIDS
would be likely to result in an increased social isolation felt by
AIDS patients. But added to these situations is the fact that the
preponderance of AIDS cases in this country--over 70 percent--have
occurred among homosexual men. Given the social and economic
discrimination against homosexuals in this country, and the common
public perception that AIDS is a disease of homosexuals, one would
expect that the psychological and social problems of AIDS patients
and their friends would be intensely exacerbated. It is within
this social context that the researcher can begin to consider what
is occurring among those who have been diagnosed as infected with
the HTLV-III virus but have have not yet developed AIDS.

However, because there is little empirical literature
regarding this infected population, the psychological and social

consequences for this group are poorly understood at the present

time. At best, one can detail what little is known about the
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psychosocial problems of AIDS and ARC patients and relate this to
the larger infected population. The anecdotal evidence from
patients with ARC suggests that infected men experience much
greater anxiety and depression than AIDS patients. Morin and his
colleagues (1984) talked with an infected man who described his
situation as "life in the gray zone'". Issues for those in the
"gray zone'" include "intense isolation,...poor social and
occupational functioning due to fatigue, loss of initiative and
frustration of achievement and productivity needs" (Morin et al.,
1984). In addition, many experience a sense of shame and a fear of
being stigmatized.

In order to review the psychosocial consequences of HTLV-III
infection, the psychosocial research on AIDS patients will be
examined first. There is currently more information about this
subset of the infected group than about any other. Following a
review of the information on AIDS patients--the 'end point' of
this disease continuum--the anecdotal accounts of infected
patients who have not yet developed AIDS, and the meager empirical
literature on this population will be examined. This sequence
will reveal the spectrum of the psychosocial sequella to HTLV-III
infection.

Psychosocial sequella experienced by AIDS patients. To date,

the most rigorous empirical study in this area compared the




psychological distress experienced by 67 homosexual men diagnosed
with AIDS with 150 asymptomatic homosexual controls, using the
Symptom Check List 90-R (SCL 90-R), a self report inventory which
assesses psychological symptom patterns of psychiatric and
medically ill patients. Hirsch and Dworkin (1985a) found
signficant differences between the two groups on scales measuring
somatization, obsessive compulsive behavior, depression, anxiety,
phobic anxiety, psychoticism, and an index of general severity.
The scores of the patient sample for depression, anxiety and
global severity were particularly elevated. Of interest was the
finding that AIDS patients had varying patterns of psychological
distress, and that some respondants reported symptom levels that
were not within the clinical range of severity.

A second study by Hirsch and Dworkin (1985b) examined the
effectiveness of coping strategies on measures of psychological
distress. The researchers hypothesized that coping behaviors
modulate the psychological response to the stressor of being
diagnosed with AIDS. Using another sample of 60 homosexual AIDS
patients, they administered the SCL 90-R to measure psychological
distress, and the Coping Strategies Inventory (CSI) to evaluate
coping responses. They found that eight coping strategies were

frequently endorsed by their sample. No coping strategy was found

to correlate with significant reduction in measures of
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depression. Three strategies were significantly correlated with
reductions in measures of anxiety and the general severity index.
These included comparison with others who were viewed as less
fortunate, active relaxation, and resigned acceptance.

Only one other study has examined the effect of coping
strategies on patients with AIDS. Alumbaugh, Namir, and Boxley
(1985) looked at the relation between coping styles and social
support systems, using a sample of 50 homosexuals from the Los
Angeles area. Using a self-developed coping scale that was
apparently not tested for validity, Alumbaugh and her co-workers
found that active coping behaviors such as political activist work
and physical exercise were positively correlated with all measures
of social support. A cognitive coping strategy, such as seeking
more information on AIDS, 'was not related to any support
measures, and avoidance coping [such as trying to deny or forget
about the illness] was negatively related to all support measures,
although not at a significant level" (1985; p. 6). Unfortunately,
not enough data were presented in the Hirsch and Dworkin (1985b)
study to compare the responses of these two samples.

Perry and Tross (1984) conducted a retrospective examination
of the charts of 52 AIDS patients at New York Hospital to

determine the prevalence of recorded psychiatric complications.

These investigators found that neuropsychiatric complications were
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pervasive clinical features in hospitalized AIDS patients. About
83 percent had mood disturbances, and 65 percent showed signs of
organic mental syndromes, according to DSM-III criteria.
"References to neuropsychiatric complications--such as being
depressed, anxious, lethargic, or withdrawn--appeared in the
charts of all 52 patients" (p. 202). However, relatively few
psychiatric consultations were seen with this group. Only 10 of
the 52 patients received psychiatric counsultation, and when this
occurred, it was always done because the patient was a management
problem for the hospital staff.

There are several problems with this study. As a
retrospective study, it did not allow key constructs such as
depression and anxiety to be defined in the same way by all
raters. In addition, this study examined only those AIDS patients
who were in acute stages of illness, which may bias the results
towards psychological disturbance. The fact, however, that all
patients had some psychological problems appears significant.
Also significant is the fact that the hospital staff underutilized
psychiatric counsultation, except when the staff had a problem.
This suggests that care givers may have avoided the emotional
issues of these patients.

One other study in this area also examined hospitalized AIDS

patients in an acute stage of illness. Dilley and his colleagues
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(1985) examined 13 out of 40 AIDS patients admitted to San
Francisco General Hospital. The 13 patients seen by the
psychiatric consultation service were referred from the general
medical wards of the hospital. FEleven of the 13 were homosexual,
and two were bisexual. "Twelve of the 13 received psychiatric
diagnoses" (p. 83). Seven were diagnosed with adjustment disorder
with depressed mood; two were diagnosed with a major depressive
disorder; one was diagnosed with a panic disorder; one with
dementia; and one with delirium. None of the patients had
previously been hospitalized for a psychiatric disorder.

There is a curious anomaly between these results and those of
Perry and Tross (1984). They found that 65 percent of their
sample suffered from organic mental syndromes, according to
DSM-III criteria. Dilley and his colleagues found only one case
of dementia and one of delirium—-approximately 15 percent. Other
researchers who have focused on the neurological manifestations of
AIDS have found that about one third of AIDS patients develop
neurological complications prior to death (Levy, Bredesen &
Rosenblum, 1985; Namir, 1985). Thus, the results of Perry and
Tross and Dilley appear to be statistically unusual in comparison
with other, more focused studies which have used larger samples.

Dilley and his co-workers were able to document recurrent

psychological themes in their sample. These included: pervasive




46

feelings of anxiety due to uncertainty about the illness and the
experimental nature of the treatments; social isolation; and a
sense of guilt regarding their homosexual lifestyle. These
patients also evidenced responses typical of those diagnosed with
life threatening illness such as fear, anger, depression, sadness,
and a search for an explanation. These responses are consistent
with the responses found by Hirsch and Dworkin (1985a) and Perry
and Tross (1984).

The Dilley study avoided some of the problems inherent in a
retrospective study such as that of Perry and Tross. However, a
major deficit of the Dilley study is that they looked only at
patients who were referred to psychiatry. One wonders about the
psychological condition of those AIDS patients that Dilley did not
examine. In addition, there was no specification of the stage of
the disease in either study. This makes the results difficult to
interpret and compare. For example, the differences in the
frequency of organic mental syndromes between these studies may be
simply an artifact of the stage of illness. It may be that the
Perry and Tross study examined patients with more advanced stages
of the disease, thus explaining the finding of more organic mental
syndromes. Without more controls on the data gathering, issues of

this sort cannot be resolved.

It is significant, however, that Dilley was able to give
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psychiatric diagnoses to 12 of his 13 patients, and Perry and
Tross found evidence of psychological problems in all of the 52
patients they examined. From these two empirical studies, one can
hypothesize that: 1) adjustment disorders are the most prevalent
psychiatric disorder in the population of hospitalized AIDS
patients; and 2) depression is likely to be the predominant mood
in this population. It is not known how these hypotheses fit the
staging of the disease.

Although there are only five empirical studies of the
psychosocial needs of AIDS patients, there is a considerable case
study and anecdotal literature. David Rubinow (1984), Chief of
the Psychiatry Consultation-Liaison Service for the National
Institute of Mental Health, characterized the psychosocial
situation of AIDS patients as one of '"catastrophic loss". This
loss includes loss of "health, job, financial autonomy, normal
life style,... friends, social supports, harmony with family and
lover....[In addition, there is] loss of sexual activity for some,
and the sexual act is corrupted as it becomes identified as the
mode of transmission of the illness. Patients experience loss of
self-esteem, privacy, control of life's activities, and
ultimately, of life" (p. 27).

The pervasive loss experienced by AIDS patients comes not

only from the debilitating physical effects of the disease, but
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also from the rejection and social isolation that many patients
experience. The attack on the patient by the disease process from
within, is paralleled by the social rejection of others. Both
experiences are stressful and debilitating. One psychologist
characterized the AIDS patient as "the modern-day, 20th century
leper" (Fisher, 1983).

Several organizations are currently providing psychosocial
assistance to AIDS patients. The Gay Men's Health Crisis (GMHC)
in New York has detailed the psychological and social trauma that

accompanies AIDS in homosexual men (Wein & Lopez, 1984). This

information is summarized in Table 4, below.
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Table 4
Psychological and Social Issues of Homosexual AIDS Patients

I. Social isolation
A. Withdrawal of social supports, due to:
1. Fear of mortality among friends, family.
2. Helplessness; inability to effect change.
3. Overidentification with patient.
4. Fear of contagion.
B. Isolation among hospital patients, due to:
1. Severe infection control precautions.
2. Occasional homophobic reactions among hospital staff.
II. Alteration in Patient's Quality of Life.
A. Crisis, disruption, disorganization in thinking and habits.
B. Experiencing 'bankruptcy', boredom, isolation:
1. Patients often too sick to work, too well to stay home.
2. Fatigue limits vocational, social participation.
3. Medical restrictions
4, View of self as leper in social, sexual world.
ITT. Drop in Self-Esteem
A. Stigma of AIDS:
1. AIDS is a sexually transmitted disease.
2. Patients begin to feel guilty, dirty.
B. Internal dialogue: "What did I do to deserve this?"
1. Surfacing of internalized homophobia.
2. Self-condemnation concerning 'life in the fast lane'.
C. View of self as toxic to others.
IV. Intensity of Emotion
A. Obsessive cognitive style:
1. Absence of customary diversions, distractions, daily
habits.
2. Void filled by ruminative thinking.
B. Emotional vacillation:
1. Anger, guilt, rage, depression, fear, easy tears.
2. Fluctuations frequent within course of day.
C. Anger:
1. At lack of justice, righteousness in life.
2. In response to realistic, concrete frustrations.
V. Issue of Control
A. General sense of lack of control over disease, body, life:
1. Reinforcement of passive, helpless patient role by medical
establishment.

2. Lack of effective treatments.
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B. Struggle to regain control:
1. Scrambling from doctor to doctor.
2. Perceived sense of urgency to select treatment option.
C. Relevance for counseling
VI. Denial
A. Defense mechanism:
1. "Not me, it can't be true'".
2. "I'11l be the first to overcome this disease".
3. Denial as primitive but healthy buffer.
B. Importance of denial in keeping patients intact, helps
patients to maintain positive quality of life.
VII. Financial Stressors: cost of treatment usually ranges from
$50,000 to $100,000, and may range as high as $500,000.
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The information presented in Table 4 above was developed out
of clinical experience derived from counseling AIDS patients.
Thus, while there is no information regarding the incidence or
prevalence of these problems, it is clear that these problems are
experienced with enough frequency to rate inclusion in the GMHC
training materials for new counselors. The information presented
in Table 4 is corroborated by other anecdotal reports from a
variety of sources (Deuchar, 1984; Hausman, 1983a, 1983b; Lopez &
Getzel, 1984; Morin et al., 1984).

One investigator (Forstein, 1984) has compiled this anecdotal
information into four stages which describe the typical reaction
to the diagnosis of AIDS. The initial stage, beginning with the
diagnosis, is usually one of shock, numbness and disbelief. To
date, most of the AIDS cases have struck relatively young
homosexual men. These men are given a terminal diagnosis in the
prime of their life, in the midst of successful careers and in
their prime earning years. The shock of a terminal diagnosis is
considerable.

The second stage conceptualized by Forstein is that of
denial: the "attempt to ignore or forget the diagnosis or pretend
it is wrong or not real" (1984, p. 78). This may include

self-destructive behavior, including drug and alcohol abuse,

sexual exploits or excessive risk taking. This stage may last
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until the physical symptoms are so severe that the reality of the
illness can no longer be ignored. One writer (Peskind, 1984) has
described this stage of denial as '"terror management'--a way of
coping that allows the patient to meet the changes involved in the
diagnosis at the patient's own speed.

The third stage is characterized by the question, 'Why me?'
This often involves considerable anger and attempts at
bargaining. Clinicians and counselors working with AIDS patients
have reported finding a large reservoir of anger in many of these
patients (Morin & Batchelor, 1984; Peskind, 1985). This anger
appears to be a function of the relatively early stage of life in
which the illness was diagnosed. Observers have also noticed, in
some homosexual patients, the development of homophobia, a sense
that one is being punished for a deviant lifestyle, and
internalized self hatred (Forstein, 1984; Peskind, 1985).

"Depending on the person's premorbid personality, ego
structure, and level of sophistication in his relationships, the
individual with AIDS will either struggle to remain engaged with
others emotionally, or may give up fighting and accept the reality
of his own demise" (Forstein, 1984, p. 78). This final stage of
acceptance leads to a sense of peace for some, and an orientation

towards preparing for death.

In light of the empirical research in this area, there is a
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curious omission in Forstein's stages. Although other researchers
mention the frequent occurrence of depression in AIDS patients, it
is not part of Forstein's stages. Forstein's stages seem to be a
reworking of Kubler-Ross's stages of dying (1969). Kubler-Ross's
stages include: denial, anger, bargaining, depression, and
acceptance. Forstein's stages of shock, denial, 'why me', and
acceptance seem to add little to the work of Kubler-Ross, and in
fact, miss one of the stages reported by most other observers of
ATIDS patients.

A final criticism of Forstein is one leveled at Kubler-Ross.
A review of the empirical literature on dying patients found no
evidence for Kubler-Ross's stages of psychological adaptation
(Schulz & Aderman, 1974). The data showed that "the process of
dying [is] less rigid and even stageless. There is some consensus
among all researchers that terminal patients were depressed
shortly before they die, but there is no consistent evidence that
other affect dimensions characterize the dying patient'" (Schulz &
Aderman, 1974, p. 137). This suggests that Forstein's stages,
while they may have some heuristic value, are not supported by the

empirical data.

Psychosocial sequella experienced by HTLV-TIT infected

patients who have not developed AIDS. The information on those

patients infected with HTLV-III virus, but who have not yet
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developed AIDS is considerably less well developed than the
literature described above. At this time, this literature
consists of those psychosocial studies or reports that have
examined those with generalized lymphadenopathy or AIDS Related
Complex (ARC).

There is one empirical study which contrasts the
psychological characteristics of healthy homosexual men against
those with AIDS, and those with a generalized lymphadenopathy
syndrome (Tross et al., 1985). Using an interview format with
trained personnel, this study found a pattern of ascending
magnitude of distress, in which the patients with generalized
lymphadenopathy syndrome were more distressed than those with
AIDS, who in turn were more distressed than the asymptomatic
homosexual controls. Statistically significant group differences
were obtained on measures of depression, fatigue, anxiety,
somatization, hostility, global distress, intrusive and avoidant
thinking, work function, and social-leisure function. Of interest
is the data that shows that those infected but not diagnosed with
AIDS had the most severe disturbance. The most frequent
psychiatric diagnoses were adjustment disorders with depressed
and/or anxious mood. This finding corroborates the finding of

Dilley and his co-workers (1985).

This finding of Tross and her colleagues (1985) is also
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corroborated by the anecdotal report of Morin, Charles and Malyon
(1984). These psychologists found that the uncertainties of being
in a group that is at high risk to develop AIDS led to greater
psychological distress than that exhibited by AIDS patients.
Knowing that one is at great risk (some 10-20 percent of those
infected develop AIDS), but not knowing whether they will develop
the disease results in the development of a variety of anxiety
disorders. Complicating this is the hypothesis that psychological
distress may further contribute to immune suppression, and thus
facilitate the further development of the disease (Coates,
Temoshok, & Mandel, 1984; Kemeny, 1985).

These data suggest several conclusions. First, the
psychological distress experienced by the infected group is even
greater than that of the AIDS group. Second, anxiety appears to
be the most common psychological concomitant in the infected
group, with depression more prevalent in the AIDS group. Third,
the most common psychiatric diagnosis in both the infected and the
AIDS groups is adjustment disorder with anxious or depressed
mood. And fourth, the social isolation experienced by those with

positive HTLV-IIT tests, whether AIDS patients or not, can be

quite severe.
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Summary

This completes the section of this review which deals with
HTLV-III infection. In this section, the infection has been
defined by reference to the medical literature. The etiology and
natural history were then examined, reviewing how HTLV-III
infection is caused and the course of the typical infection. The
effects of this infection on the immune system were examined
next. It was shown that the HTLV-III virus has a trophism for the
T4 cell, which is a critical element in the immune system. The
disruption of the functioning of this cell has the effect of
disrupting the entire immune system, leaving the host open to a
variety of opportunistic infections and neoplasms. The spread of
HTLV-IIT infection was then explored, in the section on
epidemiology. Factors that inhibit and promote the spread of the
organism were examined. The development and use of the HTLV-III
antibody test was described here. Finally, the psychosocial
literature on HTLV-III infection was examined. Although there are
few empirical studies at the present time, the existent studies

have generated remarkably similar findings with respect to most of

the psychological findings. These findings indicate that those
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with HTLV-III infection who have not developed AIDS have the most
severe levels of psychological distress. In addition, various
coping styles have been correlated with modulations of the
psychological responses to the disease. Finally, anxiety and

depression are the most prevalent psychological symptoms.

Based on the existent empirical and descriptive literature, the
present study has examined a sample of homosexual men. This
sample included AIDS patients, men with positive antibody test
results, men with negative antibody test results, and men who have
not taken the antibody test. The present study measured levels of
psychological symptoms, coping strategies, and social adjustment,

and determined what relations exist among these variables.

Parallels with Other Life-Threatening Diseases

As the review above has demonstrated, there is very little
empirical data regarding the psychosocial concomitants of AIDS.
There is, however, information from parallel sources—-research
that has investigated the psychosocial impact of other
life-threatening diseases. While this body of information does
not carry the same weight that data developed from AIDS patients

might carry, nevertheless these data can be useful--especially in

these beginning stages of psychosocial research in AIDS. There
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are two ways in which these related data can be useful. First,
they provide an information source from which specific hypotheses
can be generated which may assist the AIDS researcher. GSecond,
the compilation of information from several related sources may
provide the theoretical base from which the psychosocial
concomitants of all life-threatening diseases can be understood.

The usefulness of this related information is contingent upon
the inference that the psychosocial concomitants of one
life-threatening disease will be similar to the psychosocial
concomitants of other life-threatening diseases. In this section
of the review, the psychosocial impact of two parallel
diseases--cancer and AIDS--will be examined. Both diseases are
life-threatening, both are present in epidemic proportions, and
both have resulted in high mortality rates. However, at the
present time, cancer is relatively socially acceptable. That is,
others do not shun the cancer patient--cancer is not typically
considered to be a communicable disease. Thus, while there is
considerable psychosocial research regarding the effects of
cancer, this disease is not directly parallel to AIDS because
there is no element of social ostracism that is similar to the
ostracism experienced by AIDS patients.

To find that social ostracism, one must go back in time to

when tuberculosis (TB) was not yet curable. In the last century
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and the early part of this one, after TB was identified as
communicable but before a vaccine had been found, TB patients were
treated in a manner similar to that of AIDS patients today
(Krause, 1984). They were socially isolated, removed to different
parts of the country, and put into sanitariums. Unfortunately, no
one kept psychosocial data on the effects of this process, so it
is not possible to include this disease as a parallel to AIDS.
There are currently no published epidemiologic surveys which
have identified the incidence of psychological symptoms or the
range of psychosocial adaptations in the population of cancer
patients. However, there are a number of studies which have
examined parts of these issues. These studies seem to fall into
three categories: 1) those dealing with the patient's emotional
reaction to cancer; 2) the psychosocial impact of cancer on areas
of life functioning; and 3) the course of psychosocial adjustment
during the course of the disease (Freidenbergs et al., 1981-82).
The diagnosis of cancer is often associated with increased
levels of psychological distress in the patient. This distress
appears to be caused by three classes of variables: 1) the
emotional effects of knowledge of the disease, 2) the physical
effects of the disease process; and 3) the effects of such

standard treatments as surgery, radiation therapy, and

chemotherapy. The effect of knowing that one has cancer tends to
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have a powerful negative effect on the patient's emotional state
(Feinstein, 1983). This intuitive hypothesis is supported by
considerable empirical evidence. Roberts, Furnival and Forrest
(1972) assessed the morbidity of 112 women with breast cancer
using interviews and questionnaires. They found that half of the
sample admitted being either very anxious or depressed. Craig and
Abeloff (1974), using the Self Report of Symptoms Inventory, found
that more than 50 percent of thirty leukemia and lymphoma patients
were clinically depressed, and 30 percent were clinically

anxious. Using the Beck Depression Inventory, Plumb and Holland
(1977) found that only 23 percent of the 97 cancer patients they
examined were clinically depressed. Supporting this finding,
Worden and Weisman (1977) found that only 20 percent of breast
cancer patients and 18 percent of other cancer patients were
depressed, when tested with the MMPI Depression scale.

These studies provide the primary epidemiologic data upon
which psychological interventions to cancer patients are based.
However, as the knowledge of the relevant variables which effect
the course of the disease has increased, several methodological
shortcomings have been noticed in these studies. Factors such as
the site of the cancer, the staging of the disease, and the type

of medical treatment administered have not been related to the

type or incidence of psychological symptoms. Psychosocial




61

variables such as age, religion, and gender--variables which have
been shown to have an important mediating role on the impact of
the disease (Freidenbergs et al., 1981-82)--have not been utilized
in these studies.

In addition to the patient's emotional reaction to the
knowledge of the disease, there is also a physiologic reaction to
the disease process which can mediate radical shifts in
psychological functioning. For example, cancer can have profound
physical effects on the brain and nervous system (Brain, 1963;
Norris, 1972). When cancer develops in the brain, organic brain
syndromes and toxic states are often psychiatric concomitants
(Holland, 1982). Cancer seems to be correlated with psychiatric
problems in other sites as well. For example, Fras, Litin and
Pearson (1967) found that 76 percent of pancreas tumor patients
exhibited psychiatric symptoms, whereas controls with cancer of
the colon showed that 17 percent of the sample displayed these
symptoms. Roth (1973) found that certain physiological syndromes
are related to psychological symptoms. These include metabolic
syndromes, endrocrinopathies and hematological changes. In
addition, Mitchell (1967) found that neoplastic disease can result
in psychiatric symptoms when malignancies of nonendrocrine tissues

produce hormones which affect the nervous system. For example,

bronchogenic, thymic, pancreatic and renal carcinomas have been
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reported to cause Cushings syndrome (Mitchell, 1967).

The third class of variables which mediate the psychological
distress of cancer is connected with the traditional treatments of
cancer: surgery, radiation therapy, and chemotherapy. Peck (1972)
used psychiatric interviews to study the affective reactions of 50
cancer patients undergoing radiation therapy. He found that 98
percent of those interviewed complained of anxiety, and 75 percent
complained of depression. Extending this finding, Peck and
Borland (1976) found, in a sample of pre-radiation patients, that
62 percent were depressed and 66 percent were anxious. In an
interview following the radiation treatment, they found all but
one showing at least mild to moderate emotional reactions, and 80
percent showing a significant degree of anxiety.

Meyerowitz, Sparkes and Spears (1979) studied the
psychological effects of chemotherapy in women with breast cancer,
using a structured interview. They found that most women
experienced adverse reactions, including a decrease in activities,
and a negative impact on their family life. Unfortunately, there
is no other literature which examines the psychological effects of
chemotherapy.

A number of studies have examined the psychological effects

of surgery on cancer patients (Brown, Haddox, Posada, & Rubio,

1972; Deitz, 1969; Rosillo, Welty, & Graham, 1973; Roberts et al.,
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1972; Worden & Weisman, 1977). These studies indicate that the
psychological impact of surgery is dependent upon premorbid
attitudes towards the management of stress, the severity of the
illness, and the amount of disfiguration caused by the surgery.

The research which has explored the psychosocial impact of
each of the classes of variables reviewed above indicates that
each variable tends to produce a psychological impact on the
cancer patient. In view of the functional similarities between
the effects of a diagnosis of AIDS and cancer, it is likely that
these variables will have a similar impact on the AIDS patient.
Thus, one would expect that the AIDS patient would have a
pronounced emotional reaction following diagnosis of AIDS--perhaps
even more extreme than that of the cancer patient since AIDS is,
at the present time, incurable. Furthermore, one would expect the
typical emotional reaction to involve depression and/or anxiety.
According to the clinical literature on AIDS, this phenomenon is
exactly what occurs.

Second, one would expect that AIDS might have some particular
physical effects which would impact psychological functioning.
Again, this is what happens. The HTLV-III virus attacks the
nervous system, resulting in a variety of neurological changes

which often present to the clinician as psychiatric syndromes

(Perry & Tross, 1984). In addition, the host organism is
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particularly susceptible to microorganisms which flourish in the
central nervous system, also resulting in neurological changes
with psychiatric presentation.

The third class of variables concerns the effect of treatment
on the psychology of the patient. AIDS patients are typically
treated with chemotherapy specific to the opportunistic infection
or neoplasm. To date, no research has been conducted in this area
with AIDS patients, and no clinical observations have been
published. Clinicians and counselors who work with AIDS patients
indicate that some kinds of chemotherapy result in major changes
in psychological functioning, including dementia and ma jor
depression (Peskind, 1985). These reports are unsubstantiated by
empirical investigations at this time.

In each case, AIDS patients have reactions to similar
phenomena as cancer patients, and in ways that are similar to
cancer patients. This suggests that there exists a common
structure to psychological reactions to facing life-threatening
illnesses, and support the inference upon which this part of the
review is based. But there are other elements in the psychosocial
reaction to cancer that do not seem to have as strong a
connection. These include both the impact of the disease on areas

of life functioning, and the course of psychosocial adjustment.

Both of these differences appear to be related to peculiarities




that are specific to AIDS.

In cancer patients, the areas of psychosocial difficulty most
frequently reported, independent of the cancer site, include:
dissatisfaction with medical treatment, family problems,
difficulties in social relations, and difficulties with activities
of daily living (Gordon et al., 1977). In addition, cancer
patients frequently have difficulty in resuming their work
activities. Feldman (1978) found that 13 percent were denied work
because of their cancer history, and 35 percent experienced some
form of job-related discrimination. Gordon et al. (1977) found
that one third of his sample of cancer patients had some form of
vocational difficulty.

With AIDS patients, this situation is acutely exacerbated by
the fears surrounding the disease, and the incurable course of the
disease. There is no possibility of long term occupational
rehabilitation with AIDS patients because the disease is
incurable. And, once the patient tells his employer of his
condition, the anecdotal evidence reported in the newspapers and
popular press indicates that many are terminated from their
employment. The discrimination is apparently so pervasive that
Los Angeles and other city governments recently passed an

ordinance prohibiting discrimination against AIDS patients by

employers and landlords.
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With regard to other variables in this class, such as social
relationships, family problems, and difficulties with daily
living, in each case the problems are likely to be more acute with
AIDS patients than with cancer patients. Because of the
communicable nature of AIDS, the fears surrounding it, and the
fatal course of the disease, the reactions of others to the AIDS
patient are probably more extreme than those experienced by the
cancer patient.

Thus, while similarities in the psychological and
psychosocial reactions to the two disease processes exist, these
reactions are not identical. They appear to be mediated by
variables particular to each disease, including the prognosis and
course of the disease, the effect of the disease upon
physiological functioning, and the social reaction to the
disease.

In 1977, Lloyd attempted to codify the psychological

reactions to physical illness. He isolated the following

variables:
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Table 5
Psychological Reactions to Physical Illness

A. Factors influencing psychological response:

1. Premorbid attitudes and personality traits, especially with
regards to the management of stress.

2. The severity of the illness, or the significance and value
of the affected body part to the patient.

3. The social environment, including cultural background,
close friends, family, and relationships with the
treatment team.

B. Patterns of psychological response:

1. Therapeutic adaptation, including active cooperation with
treatment, and a positive attitude toward the illness.

2. Anxiety becomes prominent when the illness is seen as a
potential threat.

3. Depression is probably the most common psychiatric disorder
that accompanies physical illness. It occurs when "the
illness signifies a loss, which may be anatomical,
functional, or symbolic" (p. 356).

4. Paranoid reactions occur with patients who are inclined to
use projection as a mechanism of defense against the
illness.

5. Denial of illness, which includes coping strategies such as
outright denial to the tendency to minimize the importance
or impact of the illness.

6. Preoccupation with the illness, the opposite of denial,
occurs when the patient actively seeks out all information
about his/her illness and treatment.

7. Prolongation of the sick role, which occurs to maximize the
secondary gain which accompanies illness.
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These factors appear to summarize the psychological reactions to
physical illness, and apply to both cancer and AIDS patients.
There are, however, differences in the intensity with which these
variables occur, depending upon the circumstances particular to
the disease. In addition, there are a variety of social factors
which Lloyd did not examine in A.3. above, but which will have an
effect on psychological functioning. These social factors
include: the communicability of the disease, the effect of the
disease on social and occupational functioning, and difficulties
with daily living brought on by the disease, such as shopping and
housecleaning. As with the psychological variables, the social
variables impact both cancer and AIDS patients, but in different
ways because of the circumstances unique to each disease process.
The occurrence of common psychological and social factors
between the two diseases suggests some directions for future AIDS
research. Hypotheses that are suggested by these common factors

include:

1. What is the degree of social isolation experienced by those with
HTLV-III infection, and how does this impact their adaptation to the
infection? How is this different from cancer patients' adaptation?

2. How do intervening variables, such as the staging of the

infection, the type of medical treatment, age, and religion effect the
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patient's adaptation to the infection?

3. What are the emotional reactions of those with HTLV-III infection
during the different stages of the illness? Are they similar to the
emotional reactions of cancer patients?

4, Do cancer and AIDS patients with similar premorbid personality
traits exhibit similar adaptations to their illnesses? To coping with
stressors?

5. Is stress associated with the progression of HTLV-III infection
from one stage to the next, more critical stage?

6. What are the coping strategies used by those with different stages
of HTLV-IIT infection?

7. What is the degree of anxiety and depression experienced by those
in different stages of HTLV-III infection? Can maladaptive emotional
reactions be predicted by other variables?

8. Do patients who undergo different treatments have different

psychological reactions?

These hypotheses are beyond the scope of the present study, which is
more exploratory in nature. However, as data accumulate regarding

the psychological effects of HTLV-III infection, it will become

necessary to investigate these questions.
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The Male Homosexual Population

In the United States, HTLV-III infection is found primarily
in male homosexuals. Because of the pervasively negative social
opinion towards this population, relatively little is known about
this group. As a result, a variety of misconceptions have arisen
about male homosexuals. The purpose of this section of the review
is to describe briefly the population of male homosexuals, and to
delineate some of the problems involved in doing research with
this group.

The first problem that the researcher encounters is that of
defining this population. A search of the literature reveals a
wide range of opinion on this issue. Homosexuality has been
variously defined as overt sexual behavior with same sex partners
(Ford & Beach, 1951) and as a phenomenon that can be 'latent',
with no behavioral expression (Rado, 1940). Kinsey and his
colleagues (1948) defined sexuality as a continuum, ranging from
heterosexuality to homosexuality, with seven identifiable
divisions. A prominent investigator of homosexual behavior, Judd
Marmor, defines the homosexual 'as one who is motivated in adult
life by a definite preferential erotic attraction to members of

the same sex and who usually (but not necessarily) engages in

overt sexual relations with them" (1980, p. 5). Marmor notes,
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however, that homosexuality does not exclude the capacity for

heterosexual arousal.

Incidence of Male Homosexuality

In a study of 76 modern cultures, Ford and Beach (1951) found
that 64 percent of these cultures considered homosexual activity
either normal or socially acceptable. In some cultures, such as
the Aranda of Australia and the Siwans of North Africa, male
homosexual activities were universal, although these activities
did not preclude heterosexual relationships. Among the remaining
36 percent of cultures where homosexual activity was either
censured or prohibited, there was evidence in many cases that
homosexual activity occurred covertly. In those societies with
attitudes towards homosexuality which are similar to those in the
U.S., it is clear that the study of those who engage in a censured
behavior is very difficult. Actual numbers are virtually
impossible to obtain, due to the threat of punitive action by
other members of the culture. Thus, it is reasonable to assume
that the actual incidence figures present in these cultures are

probably higher than the obtained figures.

Kinsey and his colleagues (1948) surveyed 5300 white American
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males in an effort to measure the actual sexual practices of our
culture. They found that 10 percent were more or less exclusively
homosexual for at least three years between the ages of 16 and 55,
and 4 percent were exclusively homosexual throughout their adult
lives. '"The Kinsey reports represent the most thorough and
extensive surveys done to date" (Marmor, 1980, p. 7). A number of
smaller surveys have been conducted in Europe and all are in
approximate agreement with the Kinsey findings (Gebhard, 1969;
Marmor, 1980). On the basis of these studies, one can
conservatively conclude that the incidence of relatively exclusive
homosexual behavior ranges from 5 to 10 percent of the male
population. If bisexual behavior is included, the incidence may
be twice these figures (Marmor, 1980). "It is clear that the
propensity for homosexual reactivity is a widespread one even in
societies such as ours which strongly discourage it" (Marmor,

1980, p. 7).

Determinants of Homosexual Behavior

A variety of theories have been presented to account for

homosexual behavior. Three classes of hypotheses have been put

forward, suggesting that homosexuality is caused by: 1) biological
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factors; 2) family background; or 3) social and cultural factors.

There are currently two major hypotheses which emphasize
biological factors. The first of these is based on the finding
that homosexual behavior is found in most species throughout the
animal kingdom (Denniston, 1980; Weinrich, 1982). This argument
suggests that homosexual behavior is a natural genetic variant,
similar to hair color and other genetic variants. At this time,
an impressive array of data supports this hypothesis.

The second hypothesis which emphasizes biological factors
argues that homosexual behavior is due to intrauterine or early
postnatal influences. Specifically, Dorner and Hinz (1968) argue
that a deficiency of male hormone during certain critical periods
predisposes the fetus to effeminate patterns of behavior. This
has been demonstrated in an animal model, and in experiments with
adult male homosexuals (Dorner, 1975).

The most prevalent theory of male homosexual development
attributes this development to a particular family constellation.
Bieber and his colleagues (1962), in a study of 106 male
homosexuals, found a parental constellation which included a
detached, hostile father and a close-binding, seductive mother who
dominated the husband. This theory of etiology probably

originated with Freud (1905), and has had a pervasive influence in

psychiatry and psychology.
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The final class of etiological theories of homosexuality
emphasizes social and cultural factors. While these factors have
been minimized in research to date, '"there is substantial reason
to believe that the social and cultural contexts of human
development are relevant to the genesis of some homosexual
behavior" (Marmor, 1980, p. 12). For example, gender-role
patterns appear to vary considerably from culture to culture. In
addition, cultural attitudes regarding the acceptability of
homosexual behavior probably have a bearing on the development of
homosexual behavior. Finally, economic factors may play a part in
some homosexual development. For example, Opler (1965) indicated
that the high incidence of homosexual behavior among the Chukchee
appears to be related to the difficulty in accumulating enough
wealth with which to acquire a wife.

At this time, no single theory of homosexual development has
accumulated convincing support. In all probability, homosexuality
will be found, at a later time, to have multiple determinants, as

is the case with most complex human behaviors.

The Question of Psychopathology

Many of the early studies of homosexuals drew samples from
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legally or psychiatrically involved homosexuals (Gonsiorek, 1977 ).
Often, the homosexual patient/prisoner group was compared with a
heterosexual non-patient/non-prisoner group, as in Cattell and
Monrony (1962). Given the current understanding regarding
research in the behavioral sciences (Borg & Gall, 1979), it is
clear that such comparisons will reveal little information that is
useful. Furthermore, neither the legally nor the psychiatrically
involved homosexual can be considered to adequately represent all
homosexuals. Recent data derived from psychological testing of
non-patient homosexuals supports this contention.

Morin (1978) identified three key studies which have called
into question much of the previous behavioral research on
homosexuality. The first and most influential was the work of
Kinsey and his colleagues (1948), which indicated that homosexual
behavior was much more widespread than previously believed.
Kinsey and his co-workers stated that "37 percent of the total
male population has at least some overt homosexual experience to
the point of orgasm between adolescence and old age' and "an
additional 13 percent...react erotically to other males without
having overt sexual contact after the onset of adolescence" (p.
650 ).

These data indicate that homosexual behavior is widespread in

our culture. Some 50 percent of the males have had homosexual
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experience or been aroused sexually by other men. Some 10 percent
have been homosexual in their sexual preference for a significant
part of their adult lives. Some 5 percent retain a homosexual
preference for all of their adult lives. The large numbers
indicated by these percentages suggest that either: 1)
homosexuality is within the 'normal' range of human sexual
experience; or 2) homosexuality is a perversion of immense
magnitude.

The second major study identified by Morin is that of Ford
and Beach. "Three years after the Kinsey report, Ford and Beach
(1951) published data which indicated that homosexual behavior was
found in almost all species and in almost all cultures, thus
strongly challenging the notion that homosexual behavior was
unnatural” (Morin, 1978, p. 2). These findings have been
replicated by later researchers (Kirsch & Rodman, 1982; Weinrich,
1982).

The third key study identified by Morin was that of Hooker
(1957). Addressing more directly the notion that homosexuality is
indicative of psychopathology, Evelyn Hooker (1957, 1958)
"demonstrated that trained clinicians could not differentiate the
sexual orientation of homosexual nonpatients from that of

nonhomosexuals...by the use of standard projective techniques"

(Morin, 1977, p. 631). Subsequent research (Gonsiorek, 1982) and




clinical evidence (Coleman, 1982a, 1982b; Hencken, 1982) supports
Hooker's findings. The conjunction of the findings of Ford and
Beach with those of Hooker appears to rule out the notion that
homosexuality is a perversion. The conclusiveness of this
evidence is indicated by the recent change in the status of
homosexuality in the psychiatric nomenclature. With the
appearance of the third edition of the diagnostic manual (American
Psychiatric Association, 1980) homosexuality, per se, has been
removed from the list of mental disorders.

Describing the Population
of Male Homosexuals

Kinsey and his colleagues (1948) noted, '"Males do not represent
two discrete populations, heterosexuals and homosexuals. The
world is not divided into sheep and goats. It is a fundamental of
taxonomy that nature rarely deals with discrete categories" (p.
639). This comment suggests the hypothesis that a description of
the male homosexual population may not be very different from a
description of a male population. In a large Kinsey Institute
study, this hypothesis was confirmed. Bell and Weinberg (1978)
studied 686 homosexual males, carefully recruited to characterize
the population of male homosexuals as closely as possible. They

found that male homosexuals, in comparison to heterosexual

controls, were: 1) somewhat more promiscuous; 2) less religious;
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and 3) slightly more liberal in their political views. In all
other areas, Bell and Weinberg found no difference between the
male homosexuals in their study and the heterosexual controls.
This includes the stability of work history, job satisfaction, and
self-acceptance.

By means of self-reported mood measures, male homosexuals
tended to be somewhat more depressed, tense, and worried than
heterosexual controls. However, when homosexuals were
differentiated into five naturally occurring groups, the
differences in mood between homosexual and heterosexuals were
explained. Most of the increase in the homosexual group mean
scores resulted from the increases found in the "dysfunctional
group. The dysfunctional homosexuals were the group "which most
closely accords with the stereotyped of the tormented homosexual.
There were troubled people whose lives offer[ed] them little
gratification....As a whole, the Dysfunctionals displayed poorer
ad justment" (Bell & Weinberg, 1978, p. 225). It was apparent that
the dysfunctional homosexuals accounted for most of the
differences in reported mood states. As a result of this
analysis, Bell and Weinberg suggested that future research should
probably compare dysfunctional homosexuals against dysfunctional

heterosexuals, in order to arrive at a truer understanding of the

two groups.
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On reflection, the finding that male homosexuals and
heterosexuals share more similarities than differences is not
unexpected. Given the sheer magnitude of the number of male
homosexuals, one would expect that homosexuals would be a diverse
population. And, considering that all homosexuals come from
heterosexual families, it is likely that homosexual males would be
identical to heterosexual males on most variables. The evidence
supports the notion that "homosexuality is not a unitary
phenomenon, but rather represents a wide variety of phenomena
which take in a wide spectrum of overt behaviors and psychological
experience" (Livingood, 1969, p. 2).

Methodological Problems
of Homosexual Studies

There are a number of serious problems in conducting rigorous
research with the population of male homosexuals. The single
overriding problem in all studies of homosexuality has been the
difficulty in obtaining an adequate sample. In any study of human
behavior, if the investigator wishes to generalize the results of
the study from the sample tested to a larger population, then the
investigator must use a sample that 'represents' that population
(Campbell & Stanley, 1963). After considerable trial and error,

the procedure of random sampling has been found to most adequately

'represent' larger populations. However, before random sampling
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can occur, all of the members of the target population must be
identified. If the members of the target population are not
identified, then the investigator cannot be certain of selecting a
sample in which every member of the target population has an equal
chance of being selected, and thereby violates the criterion for
randomness. If the sample is not randomly chosen, then it is much
more difficult for the investigator to demonstrate that the small
and intensively studied sample is equivalent to the larger
population about which the investigator would like to make

claims.

In studying homosexuality, it is impossible--in the present
social climate in this country——to obtain a random sample of
homosexuals (Bell & Weinberg, 1978; Gonsiorek, 1977). Homosexuals
are mostly an 'invisible' population (Gonsiorek, 1977). Because
the social climate has been so negative towards homosexuals, it
has been risky to identify one's self in this way. Because the
population cannot be identified by the researcher, a random
sampling procedure is not possible. This means that all of the
published data regarding homosexuals must be considered
applicable, in a strict sense, only to the sample from which the
data was derived. Thus, unlike most psychological and

sociological research, it is not possible to speak with confidence

about the larger population.
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Another of the difficulties faced by the researcher who wants
to describe the homosexual population is that, despite the large
numbers of homosexuals, there are few, if any, instruments which
have been normed on homosexual populations. This means that data
gathered by most standardized psychological instruments cannot be
used without some cautionary note. Thus, not only must the
conclusions from each sample be qualified as not representing the
population, but each test used must also be qualified as having
questionable validity when used to measure a homosexual sample.
Fortunately, with the work of Bell and Weinberg (1978), it seems
reasonable to assume that the norms applicable to men will also be
applicable to homosexual men, on the grounds that the two
populations are sufficiently alike in most cases, although with
the qualifications noted above.

These difficulties are compounded by the perception among
homosexuals of the biases that heterosexual researchers bring to
their research with homosexual populations. Morin (1985) defines
heterosexual bias as "a belief system that values heterosexuality
as superior to and/or 'more natural' than homosexuality".
According to Morin, this bias has resulted in the posing of
research questions which are subtly biased against homosexuals,

and in the biased interpretation of data. This heterosexual bias

is "most clearly seen in the research that begins with the




assumption that homosexuality is per se indicative of
psychopathology'" (Morin, 1977, p. 629).

The results of this heterosexual bias of which Morin speaks
include a reluctance among some homosexuals to participate in

psychological research. Research is often seen by homosexuals as
another tool which can be used against them. This is a further
complication in the sampling process.

A final difficulty in researching this population has to do
with the ways in which homosexual men, in this culture, tend to
view the world. With some cause, they tend to perceive the world
as a somewhat hostile environment. As with any minority group,
there arises an 'in-group/out-group' categorization. This
perceptual framework tends to limit social intercourse between
homosexuals and heterosexuals.

There appears to be a circular mechanism here: the researcher
cannot identify the homosexual population because it is dangerous
for the homosexual to be identified as such. Those who can be
identified as homosexual and persuaded to participate in a
research project, cannot be validly measured, because norms have
not been developed for this population. These norms have not been
developed, in part, because it is impossible to obtain a random

sample of the population. These factors make the study of the

homosexual population very difficult.
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Two factors are currently present which seem to have an
ameliorating effect on these difficulties. First, due to the
pioneering work of homosexual researchers, a more rational
research stance has been developing towards this population over
the last fifteen years. This has permitted the accumulation of
usable data which--despite the problems noted above--allows some
picture to be constructed which describes homosexual behavior
better than either the picture arising from previous research, or
the picture arising from popular misconception.

The second factor which has had a positive influence is,
paradoxically, the epidemic of AIDS in the homosexual population
in this country. The widespread occurrence of this disease has
resulted in the recognition, on the part of some homosexuals, that
more needs to be known about their lifestyle in order to
facilitate treatment of homosexual AIDS patients. This has had a
positive impact on the willingness of many homosexual subjects to
participate in research.

However, the occurrence of AIDS also gives rise to particular
problems. For example, there is a widespread attitude of denial,
anger and fear among male homosexuals with regards to AIDS (L.
Zambrano, personal communication, June 5, 1985). As a result,

while many homosexuals are inclined to participate in AIDS

research, others are likely to reject participation solely on the




grounds that they do not want to deal with anything having to do

with AIDS.

Summary

According to recent research, homosexual behavior in this
country is widespread. This behavior probably has multiple
determinants, as would be expected of any complex social
behavior. A variety of recent studies have provided some support
for the notion that homosexuality is not indicative of
psychopathology. A major attempt to describe the homosexual
population found that male homosexuals were very similar to
heterosexual controls on almost all measures. Given the large
numbers of male homosexuals in this country, this finding is not
unexpected. Finally, a number of methodological problems that are
particular to research with this population were identified.

These include:

1. The impossibility of obtaining a random sample of male
homosexuals at the present time, and the subsequent limitations on
generalizing information from the sample to the population.

2. The lack of appropriate norms for the homosexual

population, because psychological tests have not been standardized
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using homosexual samples. This creates some question regarding
the validity of these measurements. However, because of the Bell
and Weinberg study (1978), the inference can be made that norms
for male homosexuals will be similar to those for males in
general.

3. The difficulty in obtaining the cooperation of homosexuals
for research purposes, due to the history of heterosexual bias in

psychological research.
Ethical Considerations in AIDS Research

While a consideration of ethical obligations is important in
any study involving human subjects, it is of paramount importance
in AIDS research. The two populations who are most at risk for
developing AIDS are male homosexuals and intravenous drug
abusers. Members of these groups are subject, by virtue of group
membership, to legal sanction, social stigma, and occupational
discrimination. Furthermore, disclosure that one carries an AIDS
diagnosis, or is a subject involved in AIDS research '"carries a
stigma that can adversely affect a person's interests socially,
politically, and economically" (Bayer, Levine, & Murray, 1984, p.
2). This confluence of two stigmatizing group memberships presents

special challenges to the AIDS researcher.

The Preamble of the Ethical Principles of Psychologists
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(American Psychological Association, 1981) states that the
psychologist's primary duty is to '"respect the dignity and worth
of the individual and [to] strive for the preservation and
protection of fundamental human rights" (p. 633). In addition,
researchers are bound to consider the welfare of the research
participants (Principle 6), to protect the legal and civil rights
of research participants (Principle 3c), and to respect the
confidentiality of research participants (Principle 5). In AIDS
research, these ethical obligations are competing directly with
the needs of other organizations and agencies who want to know who
has AIDS, and who is infected with the HTLV-III virus. These
organizations include departments of health, blood collection
centers, health and life insurance companies, schools, and
employers.

In 1983, the Centers for Disease Control was charged with
violating the confidentiality of patients with AIDS when they
released, on three separate occasions, the names and other
confidential information to a blood collection center and several
health departments (Marwick, 1983). In commenting on this breach
of confidentiality, a gay rights lobbyist "pointed out that once
information is passed on to private institutions such as

the...blood center, the Centers for Disease Control no longer has

control over it" (Marwick, 1983, p. 945). Subsequent to the
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revelation of this breach of confidentiality, there has been a
serious rupture in the relations between the Centers for Disease
Control and members of the homosexual community.

Prior to the release of the HTLV-III antibody test, most
homosexual publications were advising male homosexuals to refrain
from taking the test (L. Zambrano, personal communication, June
5, 1985). The Lambda Legal Defense Network, a homophile
publication, detailed three major risks to a male homosexual
involved in taking the antibody test in the February, 1985
edition. First, "if a positive antibody test becomes part of your
medical record, it could become justification for denial of life
or health insurance" ("The Test", 1985, p. 4). Second, "a
positive antibody test could also become a reason for denying
employment" (p. 4). Third, "the psychological pressure of knowing
that one has tested positive to antibodies is one of deep concern
to our community'" (p. 4). These risks are not projections without
substance, but rather were stated as the result of a long history
of discrimination against homosexuals in this country.

Thus, there is considerable need for the researcher to take
steps to preserve the confidentiality of research subjects
involved in AIDS research. For this reason, guidelines for

preserving confidentiality and maintaining an ethical posture with

regards to AIDS research will be reviewed in this section.
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The first area of ethical concern has to do with the
necessity of the research and how it is conducted (American
Psychological Association, 1985). Because any breach of
confidentiality in AIDS research carries possible adverse
consequences for the research participant, it is important for the
psychologist to deliberate with peers and with the public
regarding the necessity of the proposed research. In addition to
standard review procedures such as consideration by an
Institutional Review Board, the APA has suggested an
'extraordinary review' by utilizing an advisory group drawn from
the population to be studied (American Psychological Association,
1985). This is particularly important when sampling a homosexual
population. Morin (1977, 1985) has talked at length of the
heterosexual bias of psychological researchers. Review by male
homosexuals would permit this bias to be identified and corrected
before the offending material is sent to the research subjects.
In addition, these procedures are likely to facilitate the
research in other ways, such as recruitment, and improved response
rate.

A second area of ethical concern in AIDS research revolves
around the notion of confidentiality (American Psychological

Association, 1985). This area gives rise to the most acute ethical

problems, because of the competing needs of other organizations to
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have access to the names of research subjects. Thus,
extraordinary measures must be taken to insure that the confidence
of the research subjects is not abused.

The most secure way of maintaining confidentiality is to make
responding anonymous. The use of this method insures that
confidentiality cannot be broken. However, because of the need to
gather longitudinal data, the use of this method may not always be
possible. In these cases, the researcher 'should adopt
methodological strategies...and take legal steps...before a study
is conducted, in order to minimize the possibility of involuntary
disclosure of data" (American Psychological Association, 1985, p.
7). Methodological strategies would include designing the test
materials so that personal, identifying data is not placed on
them. Rather, a coding device is utilized, in which identifying
data is kept in a key that is isolated from the testing material
and stored in a secure place. Legal steps include obtaining
protective orders or confidentiality certificates prior to
initiating the research. Unfortunately, such legal steps have not
yet been tested in the courts, and it is unclear whether they
offer adequate protection at this time (American Psychological
Association, 1985).

In addition, research subjects should be informed of the

limits of confidentiality. It is also suggested that the
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requirement of a signed consent form be waived, if such a consent
form is the only way of linking a particular subject to a research
protocol (Bayer et al., 1984).

A third area of ethical concern revolves around the
intrusiveness of measures used in the research (American
Psychological Association, 1985). For high risk groups, any talk
or reflection on the topic of AIDS is likely to be stressful. "In
general, researchers should minimize the unnecessary intrusiveness
of their studies" (American Psychological Association, 1985, p.
4). This includes limiting recruitment to volunteers, warning
potential participants when the content of an interview or
questionnaire might be stressful, and making explicit that a
participant can withdraw from the study at any time.

A fourth area of ethical concern has to do with carefully
debriefing participants and conducting appropriate followup
(American Psychological Association, 1985). This includes
informing participants of any information developed as a result of
the study which may impact the participant's physical or emotional
health. In addition, "participants need to be made aware of the
uncertainty or ambiguity in the meaning of particular findings"
(American Psychological Association, 1985, p. 8). Finally,

debriefing should entail uncovering other concerns that

participants may have with regard to the subject of the
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investigations, and the researcher should take appropriate steps
to address these concerns.

The fifth and final area of ethical concern identified by the
APA revolves around the careful reporting of results. Because of
the public desire for new information on the subject of AIDS,
there is added pressure on the researcher to report findings
quickly. However, no gain will result from premature reporting of
data that are inadequately analyzed, or that are based on a biased
sample. 'Mistaken reports, even if well intentioned, can result
in unwise public policy, public alarm (or undue complacency), and
stigma for affected groups" (American Psychological Association,
1985, p. 9). Thus it is especially important, when reporting
results in this area, to indicate '"the limitations of the study,
and to emphasize points of uncertainty or alternative
interpretation'" (American Psychological Association, 1985, p.

10).

These five areas have been identified as areas of special
concern for AIDS researchers by the Committee for the Protection
of Human Participants in Research for the American Psychological
Association. They represent an attempt to apply the Ethical
Principles of Psychologists (American Psychological Association,

1981) to the specific challenges of AIDS research. As such, any

psychological research that examines some aspect of AIDS should




shape the research to conform to the demands identified in this

material. This will, insofar as it is possible to do so at this

time, protect the welfare of the participants of the study.
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CHAPTER III

RESEARCH PROCEDURES

Population and Sample

The target population for this study consisted of homosexual men
who have had the HTLV-III antibody test. The accessible
population consisted of homosexual men resident in Orange County,
California, who have had the HTLV-III antibody test, and who were
on the mailing lists of at least one of the three homophile
organizations in Orange County that participated in this study.
The participating organizations included the Elections Committee
County of Orange, Laguna Outreach, and the Gay and Lesbian
Community Center.

The ideal sampling procedure for this study would have been a
random sampling of all homosexual men who have had positive
results to the HTLV-IIT antibody test in a given geographical
area. There were, however, several factors which precluded this.
First, the population of homosexual men was difficult to identify
(Batchelor, 1984). This was due to the negative social climate
with respect to homosexuality, and the fears of homosexuals

regarding social rejection and economic discrimination (s

Zambrano, personal communication, June 5, 1985). Thus, because of
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the difficulty in identifying the population, it was not possible
to draw a random sample (Morin, 1977). Second, there was a problem
in gaining the trust of the homosexual community, due to decades
of psychological research with either an explicit or implicit
homophobic bias (Joseph et al., 1984). Finally, because of the
prevailing fears surrounding AIDS (Kalish, Ostrow, & Phair, 1983)
homosexual men who were being tested engaged in a variety of
procedures which prevented their identification. These procedures
included insistence on the use of code numbers rather than names
for identification when using public health facilities, and making
arrangements with private physicians to hold the data in strictest
confidence (S. Peskind, personal communication, June 5, 1985).
These three factors complicated the sampling procedure of the
present study. In order to gather data in this area, it was clear
that procedures other than random sampling of an identifiable
population would have to be utilized.

As a result, the decision was made to sample a specific and
identifiable subset of the population of male homosexuals--those
who were on mailing lists of homophile organizations in Orange
County, CA. Homosexuals who belong to homophile organizations
typically are different in some respects from the larger

population of homosexuals. Unfortunately, there is no reliable

information in the literature about these differences, due to the




sampling problems described above. However, according to
representatives of the participating homophile organizations,
their members--when compared to homosexuals who are
non-members--characteristically tend to be more politically and
socially active. They tend to be less defensive about their
sexual orientation, and are likely to have 'come out' to more
people. As a result, they are also likely to have more social
support than 'closet' homosexuals (D. Hagan, F. Newman, personal
communication, August 24, 1985).

In addition to the biases inherent in using members of
homophile organizations, there were also biases which resulted
from the geographical area from which the sample was drawn.
Orange County tends, in general, to have wealthier and older
residents, and to have fewer minorities than other areas in this
country.

During the time frame in which this study was conducted,
there was no way to reach and test directly those homosexual men
who had positive antibody test results because of the anonymity
procedures being used by those who conducted these blood tests.
As a result, the current study mailed test materials to a broad
spectrum of homosexual men, knowing that most had not yet taken

the test, and that a much smaller number had taken the antibody

test. As a result, the sample included men with positive antibody
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test results, men with negative antibody test results, and men who
had not taken the antibody test. Because the sampling procedure
included more than the target population, those men with negative
test results and those who had not taken the test served as
control groups to the population of interest in this study. Thus,
this sampling procedure had the advantage of also recruiting
comparable control groups.

As a condition of access to their mailing lists, the
homophile organizations involved in this study insisted on
preserving the anonymity of the respondents. The rationale for
these procedures was that numerous cases of social and economic
discrimination have occurred against those identified as AIDS
patients ("AIDS spreads', 1985). This meant that the procedures
for the study were constructed so that the experimenter did not
know, and could not reconstruct in any way, who the respondents in
this study might be.

As the result of funding from the Department of Community and
Environmental Medicine at the University of California--Irvine
(UCI), and funding from anonymous homosexual donors, the sampling
procedure was able to utilize a census approach, with test
materials being mailed to all homosexual men who had given their

name and address to a participating homophile organization in

Orange County. The test materials were mailed to 1952 subjects on
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October 17, 1985. The subjects were instructed to return the test
materials to the Department of Community and Environmental
Medicine by November 15, 1985. To preserve anonymity, the mailing
lists of the participating homophile organizations were collated
by members of these organizations. In addition, volunteers from
the participating homophile organizations were used to address and
mail the test materials.

The response rate was identified as a critical variable early
in the proposal process. In order to maximize the response rate,
efforts were made to publicize this study and to promote
participation by the sample through the homosexual media. This
involved publishing articles in the newsletters of participating
organizations before the research materials were sent. Further,
the research materials were accompanied by cover letters from
leaders of each of the participating organizations (Appendix A)
indicating both their strong endorsement of the study and
representing the study as being sponsored by these organizations.
In addition, a follow-up prompt letter was planned, to be sent to
all subjects two weeks after the research materials were sent.

However, as a result of the kinds of inquiries which were
received as a result of sending the test materials, the

determination was made not to send a follow-up prompt for ethical

reasons. Numerous angry phone calls and letters were received by
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the Department of Community and Environmental Medicine at UCI--in
excess of 100--in which those who received the test materials
expressed concerns regarding how their name and address had been
procured. These inquiries occurred despite the fact that the
newsletters of the participating homophile organizations
disseminated the information that members could expect these test
materials in the mail. In addition, this information was included
in the cover letter in the packet of test materials.

This volume of calls was not expected and, as a result, no
formal procedures for dealing with these inquiries had been
developed. Hence, when a number of people called demanding that
their names be removed from these mailing lists, no procedure was
implemented to record these names. This meant that we were unable
to delete these names from any follow-up mailing. Given the high
emotional intensity of some of the callers, it was judged that any
follow-up to these subjects might cause undue and severe emotional
distress, and would be viewed by them as an unwarranted invasion
of privacy. For example, one caller stated that he was married
and that his wife did not know of his homosexual orientation. The
test materials had been sent to him at his home, and she had
opened them. This caller was quite upset, did not want to

participate in the study, and wanted his name removed. A number

of callers and letter writers expressed themselves in a similar
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fashion. However, because of the anonymity procedures, those at
UCI did not have a mailing list from which to remove names, and
did not record names of callers in order to preserve their
anonymity. In retrospect, not taking the names of these callers
was a mistake, because it prevented us from sending any follow-up
materials.

This unexpectedly high rate of angry response suggested that
the mailing lists of the participating organizations were not
limited to active homosexuals who were willingly participating in
these organizations and receiving their literature. The phone
calls and written responses indicated that not all of the subjects
saw themselves as members of these organizations. Further, the
number of phone calls indicated a very high degree of concern
among the research participants about being identified as
homosexual. Although almost all were satisfied by our response
that we had no contact with the mailing lists, their concern about
identification was striking. It is likely that these factors had

a negative impact on the response rate of subjects for this

study.
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Response Rate

An AIDS-related study that sampled this population in Orange
County in the winter of 1984 achieved a response rate of
approximately 207 (Anton-Guirgis et al., 1985). A similar response
rate was expected for the present study. Of the 1952 packets of
test materials which were sent, 47 of those returned were
invalid. These included materials sent to: 1) lesbian women (n=
22); 2) non-homosexual males (n= 13); 3) double mailings (n= 5);
and 4) undeliverable questionnaires (n= 7). When these 47 invalid
responses were subtracted from the total, 1905 valid
questionnaires were sent.

Of the 1905 valid questionnaires mailed, 524 were returned,
resulting in a response rate of 27.5 percent. A total of 503
subjects completed the research materials; 16 subjects chose not
to participate in the study, and 5 subjects returned
questionnaires that were not complete enough to be useable. Of
the 503 responses, 30 were positive on the HTLV-III antibody test,
55 were negative, and 19 did not know the results of their

testing. These 19 were participants in one of several area

research studies, and had not received the results of their blood
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tests.

There are two possible ways that these men could have
received HTLV-III antibody testing in Orange County at the time of
this study. Either they were tested as part of the UCI study in
the winter of 1984 or they were tested at the alternative testing
site at the Public Health Department in Santa Ana, California.
The UCI study tested 162 male homosexuals and found 49 HTLV-III
positives. As of November 1, 1985, the alternative testing site
had tested 596 homosexual men, finding HTLV-III positive results
in 182 cases (R. Alexander, personal communication, December 13,
1985). Thus, in the geographical area in which this study was
conducted, a total of 645 homosexual men had been tested for the
HTLV-III antibody, and 231 were found to be positive for
antibodies to the virus. It is known that an indeterminate number
of men were tested at both UCI and the alternative test site,
which would reduce the number of HTLV-III positives. It is also
known that some homosexual residents of Orange County have been
tested outside of the county, which would increase the number of
HTLV-III positives. However, for the purposes of this study, it
was assumed that the sum of the UCI and alternative test site
antibody testing gave an accurate figure of the number of male

homosexuals tested and the number of homosexual HTLV-III positives

in Orange County.




In order to obtain a base rate for HTLV-III testing of male
homosexuals in Orange County, the Kinsey (1948) figure that four
percent of the male population is exclusively homosexual
throughout their adult life was used. According to Marmor (1980),
a prominent researcher of homosexuality, the Kinsey data provides
the most accurate estimate of the incidence of male homosexuals to
date. Thus, it is likely that there are approximately 35,000
homosexual men in Orange County. The estimated base rate for
known homosexual seropositives in Orange County is 231/35,000 or
.0066. The present study sent questionnaires to 1905 homosexuals,
slightly more than 5 percent of the estimated male homosexual
population in the county. Of 1884 subjects who completed the
materials, 30 reported that they were antibody positive, giving a
comparable rate of .0159. This is more than two and one half
times the estimated base rate of the homosexual population in
Orange County. Although one would expect a somewhat higher rate
of seropositives among members of homophile organizations because
their members are more likely to know of testing facilities, there
is no reason to believe that they are being tested at twice the
rate of the rest of the homosexual population. From these data,
it seems that the present study has achieved a higher than

expected rate of HTLV-III positives.

The overall response rate, however, was less than what was
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hoped for, given the efforts of the homophile organizations to
secure participation. Historical events at the time of the
research may have had a negative impact on the response rate of
this study. At the time of the data collection, there was an
upsurge in the amount of negative publicity surrounding AIDS and
the consequences of HTLV-IIT antibody testing. Although the
effects cannot be quantified, it is highly likely that this
information had a negative impact on the response rate of the
study. Between the time the research materials were mailed and
their due date, the following events received considerable

attention in national and local media:

l. Transamerica Insurance Company announced that it would
require HTLV-III testing prior to selling medical insurance, and
that it would not insure HTLV-III seropositives;

2. The city of San Antonio, Texas banned sexual intercourse and
blood donations by HTLV-III seropositives;

3. State legislators in Texas began discussions about
quarantining HTLV-III seropositives;

4. The Armed Forces initiated an HTLV-III screening program,
with the intent of identifying and discharging any seropositives;

and

5. A Houston, Texas mayoral candidate ran on an anti-homosexual,
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anti-AIDS platform.

Another factor which contributed to the relatively few
seropositives that responded was that fewer homosexual men were
tested for the HTLV-III antibody than was expected. When the
study was originally conceived and planned, representatives from
the homophile organizations had the impression that a very large
number, perhaps up to 50 percent of their membership would be
tested by the data collection phase (D. Hagan, F. Newman,
personal communication, June 5, 1985). This did not occur. By the
time that data collection was finished, only 645 homosexual men
had been tested in Orange County--slightly less than 2 percent of
the estimated number of male homosexuals in the county.

One hypothesis that has been advanced to explain this low
rate of HTLV-III antibody testing among homosexuals is the use of
denial to keep from awareness anything having to do with AIDS.

The leadership of the participating homophile organizations
indicated that many of their homosexual acquaintances steadfastly
refuse to talk about these matters. Thus, it is likely that many,
if not most of those who received the research materials simply
discarded them in order to protect themselves from a deeper
awareness of the problem of AIDS in the homosexual community.

The need to use denial to defend against a problem suggests

the presence of a pervasive and intolerable anxiety surrounding




this topic among male homosexuals at the time of this study. This
anxiety is likely to have been an intervening variable which also
contributed to the relatively low response rate among the entire
sample.

Another hypothesis that has been put forward to explain the
overall response rate is that the results achieved by this study
accurately reflect the sample. To test this, I proposed a
telephone survey to randomly sample the membership of the
participating homophile organizations to determine if these
findings were typical of the sample. However, after reviewing
this proposal with the participating organizations, it was
discarded for the same reasons that a follow-up letter was
discarded. ‘

In order to address the lower than expected response rate in
a constructive way, each of the participating homophile
organizations was contacted and asked to publish a follow-up
notice in their newsletters. One organization, Laguna Outreach,
sent a personal letter at their own expense to their membership.
Being a smaller organization with more frequent mailings, they
felt that such a letter would not be offensive or distressing to
their membership. The two larger organizations were unable to put

follow-up notices in their newsletters because of timing. The

earliest that these materials could appear was January and




February, respectively.

106

By this time, most of the research

materials held by non-respondents would have been discarded or

lost, and funding constraints did not permit the purchase of more

materials.

During these contacts to address the

follow-up problem, it

was learned that the Gay and Lesbian Center was developing a

counseling program for HTLV-III positives.

program, Mr. Steve Peskind, was contacted

more men to participate in the study. He

the distribution of test materials to men

participating homophile organizations, in

The director of this

and asked to help gather

was instructed to limit

who were members of the

order to preserve the

integrity of the sampling procedure.

In total, sixteen additional responses were gained during the
follow-up period of this study. Of these, seven responses were
from men who were positive on the HTLV-III antibody test, and two
responses were from HTLV-III negatives. Thus, the study elicited
responses from 30 HTLV-IIT positives, 55 HTLV-III negatives, and
399 subjects who had not yet been tested.

As with any survey, interpreting the results with certainty
is problematic. Because of the low response rate of 27.5 percent,

it is not possible to determine if the respondents accurately

represent the entire sample. Because of restraints imposed by

concern for the subjects' welfare, follow-up procedures which
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might have tested the representativeness of the sample could not
be employed. Of interest is the finding that twice as many
subjects as one would expect from the estimated base rate reported
that they had positive HTLV-IIT antibody test results. Also of
interest is the datum that, of those who took the antibody test
and knew their results, 35 percent were positive. This compares
favorably with the positive rate of 31 percent found by the
alternative test site in Santa Ana (R. Alexander, personal
communication, December 13, 1985), and the rate of 30 percent
found in an earlier Orange County study (Anton-Guirgis, Culver,
Spindler, & Kleinman, 1985). This rate of concurrence suggests
that the data collected by this survey may accurately represent
both the sample and the accessible population of homosexuals in
Orange County. However, given the inability to test this

hypothesis, it must be considered somewhat tenuous.

Description of the Sample

Descriptive data were collected from all of the respondents

regarding age, education, occupation, income, sexual orientation,

and relationship status. The subjects ranged in age from 19 to 68

years, with a mean age of 36 years, and a standard deviation of
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10.7 years. Not counting kindergarten, subjects attended school
for an average of 16 years. Only 16 subjects did not complete
high school. A total of 295 subjects completed college, and 181
of these went on for one or more years of graduate education.
Thus, the sample was composed for the most part of very well
educated, middle aged men.

The high level of education of this sample was reflected in
the choice of occupation. Over half of the sample, 263 subjects,
identified themselves as working in a professional capacity; 133
identified themselves as white collar workers; 53 identified
themselves as blue collar workers; 17 were retired, and 30 were
unemployed. It is likely, however, that not all who identified
themselves as professionals are actually professionals. For
example, one respondent identified himself as a "professional
waiter". Although this subject was not coded in the professional
category, it is likely that others identified themselves as
professionals without providing this discrepant additional
information. However, given the high level of education of this
sample, these data are likely to represent the true occupations of
the sample with high validity.

The respondents also indicated a high average level of

income. Of the 485 subjects who responded to this questionnaire

item, 24.5 percent indicated incomes of $50,000 or more; 19.4
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percent indicated incomes between $35,000 and $49,999; and 17:3
percent indicated incomes between $25,000 and 34,999. Only 5.8
percent had incomes of $9999 or less, and the remaining 33 percent
were relatively equally distributed between $10,000 and $24,999.
With regard to sexual orientation, 413 respondents identified
themselves as exclusively homosexual, constituting 82 percent of
the sample. An additional 80 subjects identified themselves as
primarily homosexual with some heterosexual interest. Thus, 98.2
percent of the sample considered themselves exclusively or
primarily homosexual. Only 7 subjects described themselves as
equally bisexual, and only 2 subjects identified themselves as
primarily heterosexual with some homosexual interest. About half
of the sample, 256 men, indicated that they were not currently in
a primary homosexual relationship-- which is, roughly speaking,
the homosexual equivalent of heterosexual marriage. Of the 236
men in a homosexual relationship, the years in a relationship
ranged from less than one year to 35 years. The great
preponderance of these relationships had been in existence for
five years or less (n=156); and only 42 had relationships lasting
10 years or more. Of interest was the finding that 3 men were
engaged in both heterosexual marriage and homosexual primary

relationships, and 5 men were currently in heterosexual

relationships only.
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Compiling a composite picture of this information, the
average respondent in this sample was a man 35 years of age, with
a college education, professional employment, and an income over
$30,000 per year. He would describe himself as exclusively
homosexual, and was equally likely to be in a primary homosexual

relationship as not.

Design

The purpose of this study was to determine the counseling needs of
homosexual men who have positive HTLV-III test results. In order
to accomplish this purpose, a census survey design was used, using
questionnaires to collect descriptive information that would
pertain to the purpose of the study.

Because of the sensitivity of the subject matter, and because
of the previous difficulties that psychologists have experienced
as they have gathered data regarding homosexuals, this study was
subjected to a series of review procedures. The proposal for this
study was reviewed by the human subjects committees of both Utah
State University and the University of California at Irvine. In
addition, the proposal and questionnaire were reviewed by
representatives of the participating homophile organizations. One

of the organizations, Laguna Outreach, gathered a panel of three

homosexual psychologists to evaluate the study and the test
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materials. From these extraordinary review procedures came a
number of changes in the questionnaire which made that instrument
more sensitive to the lifestyles of male homosexuals. However,

even with these review procedures, the subjects of the study

identified several questions which they found offensive. For
example, question 8 (Appendix C) asked about sexual "preference'",
but several subjects wrote in the margin that the question should
have been phrased as sexual "orientation". In explaining this
response, they indicated that '"preference'" implies choice, but
they felt they had no choice in determining the direction of their
sexuality. This seems to underscore the need for sensitivity and
close collaboration between the non-homosexual researcher and
members of the homosexual community when doing research in this
area.

The test materials included an introductory letter from Dr.
Anton-Guirgis, introductory letters from leaders of each of the
participating homophile organizations (Appendix A), an optional
consent form (Appendix B), a questionnaire designed to gather
demographic information and personal reactions to antibody testing
(Appendix C), the Coping Strategies Inventory (CSI) (Appendix D),
the IPAT Depression Scale (DS), the IPAT Anxiety Scale

Questionnaire (ASQ), and a self-addressed, stamped return

envelope. These materials were mailed to the subjects on October
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17, 1985. They were instructed to complete the questionnaires, and
return them in the return envelope by November 15, 1985.

As mentioned above, a follow-up prompt letter was also
planned. It was to be sent to all subjects two weeks after the
original mailing. However, because of considerations for the
welfare of the research subjects, this letter was not sent.
Instead, Laguna Outreach sent a follow-up letter to their
membership, and the Gay and Lesbian Center solicited subjects from

a group of HTLV-III positives in their membership. A total of
sixteen additional responses were gathered by means of these

procedures, including an additional seven HTLV-III positives.

Instrumentation

In order to address the research questions posed in this study,
several kinds of data were collected: biographical data; medical
data; data regarding levels of anxiety and depression; data
regarding coping behaviors; and data regarding perceptions of
self. All of the data were based on self report, and thus, these

data and the conclusions that are based on these data are subject

to the kinds of limitations inherent in self report data.
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Questionnaire

A questionnaire (Appendix C) was developed to collect
biographical data, medical data regarding the presence of physical
symptoms associated with AIDS and HTLV-III antibody testing, and
data regarding self perceptions and current needs. This
questionnaire was not a validated test instrument. However,
considering the kind of information that was collected by this
instrument, validation did not appear to be essential.

Data regarding the coping behaviors of respondents were
collected using several methods, due to the lack of conceptual and
methodological clarity which surrounds the current understanding
of this construct. Despite considerable research in this area
(see Bauman, 1984 for a review), there is still no commonly
accepted operational definition, no commonly accepted list of
coping behaviors or strategies, and no accepted theoretical model
in which to place an understanding of coping behaviors. As a
result, it is not possible to ground the use of this construct on
a solid theoretical and empirical base. Thus, for the purposes of

this study, coping refers to 'the things that people do or believe

that are intended to protect against stressors" (Bauman, 1984, p.




26). The term 'coping behavior' refers more specifically to things
that people do; and 'coping strategy' refers to things that people
believe.

Of those in the sample with seropositive results on the
HTLV-III antibody test, it was hypothesized that a range of
psychological reactions would be found, from adaptive reactions to
maladaptive reactions. One variable that was hypothesized to
modulate the psychological reaction to this information was the
coping strategies or behaviors used by the subject. Because there
is presently a lack of agreement regarding the definition and
measurement of these constructs, a variety of measures were used
in this study. These included the Coping Strategy Inventory (CSI)
(Bauman, 1984) to measure beliefs used in coping, and several
close-ended and open-ended questions to measure coping behaviors.
For example, an open-ended question, "What have you done to cope
with the information that you have been exposed to AIDS?", was
asked. This question was utilized in order to: 1) force the
respondents to choose the coping strategy or behavior which they
thought was most useful; and 2) detect any unique coping
strategies or behaviors used by homosexuals or by HTLV-III
infected people. Also, a set of close ended questions was used,

which tapped common coping behaviors such as eating, tobacco

smoking, use of alcohol, prescription and non-prescription drugs,




and sleeping. The use of these behaviorally oriented questions
permitted some conclusions to be drawn about the effect of the

information about HTLV-III infection on overt behaviors.

Coping Strategy Inventory

The CSI (Appendix D) is a measure of coping strategies, and
consists of eleven questionnaire items, with four Likert-type
response possibilities. This scale taps the cognitive strategies
used in coping, and was developed from research stemming from
breast cancer patients. In many ways, breast cancer patients are
similar to AIDS patients. Both patient populations face
life-threatening, disfiguring illnesses, and both populations are
seen in a medical setting. These similarities dictated the choice
of this instrument over other coping measures. In addition, the
use of this instrument allowed a comparison between the findings
of this study and a sample of New York AIDS patients.

Because there was an inadequate theoretical basis from which
to measure coping, the CSI was developed to describe what coping
strategies were actually used by breast cancer patients. There

was no information in the dissertation from which this scale was

drawn which described the psychometric properties of the test. In
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addition, the procedures used to develop the test were difficult
to understand. Apparently, a review of the relevant literature
was used to generate a list of possible coping strategies. These
items were administered to a sample of breast cancer patients, and
'marginal items' were eliminated. In addition, three other items
were eliminated because "they were too much like the dependent
variables we were trying to explain" (Bauman, 1984, p. 127). In
the Hirsch and Dworkin study (1985b) which used this measure with
a sample of AIDS patients, these three items were reinstated. In
order to preserve the comparability of results between this study
and that of Hirsch and Dworkin, these items have been retained in
the present study.

In addition, another item was added to the CSI at the
suggestion of Hirsch (personal communication, September 11, 1985).
The only item on the CSI to tap the use of religion in coping
reads, "I believe that prayer and religious faith can cure me of
my illness". This statement is likely to be affirmed only by
practitioners of Christian Science and religious fundamentalists.
Because homosexuals seldom belong to fundamentalist groups, such a
question has poor discrimination value with a homosexual sample.
To address this lack, another item was added which read, "I look

to God or a higher power for help and comfort in my illness".

While there were advantages to using the CSI, the lack of
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psychometric data regarding reliability and validity were of great
concern to the investigator. This concern was moderated by
several factors. First, the research from which the CSI was
derived was dissertation research at Columbia University. As
such, the scale was developed under considerable supervision, and
this increases the likelihood of validity. Second, there is no
coping scale of which the investigator was aware which was normed
on a homosexual sample. Thus, all coping scales--no matter what
reliability or validity coefficients—-were relatively equivalent
psychometrically for use with this population. Thus, although
there were problems with the CSI, it was judged to be the best
coping instrument available, for the purposes of this study.

To collect data regarding anxiety and depression, the IPAT
Anxiety Scale (Krug, Scheier, & Cattell, 1976) and the IPAT
Depression Scale (Krug & Laughlin, 1976) were used. These tests
were originally developed from the 16 Personality Factor
Questionnaire (Cattell, Eber, & Tatsuoka, 1970). Both the ASQ and
the DS were developed using factor analytic methods, with the DS
utilizing "additional evidence provided by the empirical keying or
contrasted groups approach...so the resulting scale can be thought

of as blending these two independent methods of test construction"

(Krug & Laughlin, 1976, p. 4).
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IPAT Anxiety Scale Questionnaire

The ASQ is a 40 item questionnaire that provides an objective
measure of a subject's anxiety. '"It is a brief, non-stressful,
clinically-valid questionnaire...applicable to all but the lowest
educational levels and appropriate for ages of 14 or 15 on upwards
throughout the adult range" (Cattell & Scheier, 1963, p. 5). The
test can be self-administered, has clearly written instructions,
and takes 5 to 10 minutes to complete. According to one reviewer,
the test reliability is .86 over many different studies (Lanyon,
1978) . Another reviewer found that test-retest reliability ranged
from .82 to .93, and split half reliability ranged between .78 and
.92 (McReynolds, 1978). Test validity has been determined by
correlations with other anxiety measures. The ASQ correlates .70
with the Taylor scale and .73 with the Eysenck neuroticism scale.
A wide range of studies show a satisfactory degree of construct
validity (Lanyon, 1978).

Both of the reviewers cited above found that the norms for
the ASQ were inadequate. There are three sets of norms: for the

general population, for college students, and for high-school

students. There are separate norms for men and women, but there
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are no age norms. Thus, the scores of 18 year olds are in the
same group as those who are 50. This makes interpretation of
scores difficult. While this is an important criticism of the
test, it does not invalidate the usage of this test in this
study. For the purposes of this study, a test that could validly
discriminate between levels of anxiety was necessary, so that a
range of scores can be developed from which judgments can be made
regarding adaptive and maladaptive levels of anxiety. The ASQ
fulfilled this requirement. Unfortunately, there were no norms
for male homosexuals, which means that the use of this test with a
homosexual population is questionable. However, this is true of
most psychological tests.

For the purposes of this study, the ASQ had several important
strengths. First, it validly measured (insofar as it is possible
to determine with a homosexual population) the construct of
anxiety. This was of critical importance. Second, it was
relatively non-stressful to the test taker--an important factor
given the high level of stress surrounding the topic of AIDS with
homosexual men. Third, it was self-administered and quickly

completed. The sum of these factors made this the test of choice

for measuring anxiety in this study.




IPAT Depression Scale

The DS is also a 40 item, self-administered questionnaire.
It too is non-stressful, and can be completed quickly--similar to
the ASQ. This test has split half reliabilities measured from .85
to .96. There is no test-retest data available. Krug and
Laughlin (1976) report a correlation of .88 between the DS and a
"pure depression factor" (p. 28) which they identified but did
not define. They suggested that "this [correlation of .88]
represents the upper limit of the test's predictive efficiency"
(p. 28), since reliability is not 1.00. They also found that
there were statistically significant differences between the
responses of normals and diagnosed depressives on every test
item. They concluded that the test is a valid measure that can
distinguish between normals and depressed patients.

This contention was challenged by LaVoie (1978) and Lykken
(1978). They criticized the test as having no construct
validity. LaVoie stated that the combination of the factor
analytic method and the empirical approach used in the

construction of this test resulted in a methodological jumble. In

addition, both reviewers pointed out that the test correlated .31




with the MMPI Depression scale, and .62 with the ASQ. While these
reviewers are correct to note the oddity of the test's
construction, in my opinion, too much was made of it. To assert

that the test has no construct validity is to ignore the data

presented in the test manual. Further, the low correlation with
the MMPT is to be expected, considering the differences in
construction between the two tests. Finally, while the
correlation with the ASQ is high, it is not so high that one might
suspect that they measure the same construct.

The combination test construction of the DS was undertaken in
order to suppress the high correlation between the ASQ and the DS,
when both were administered simultaneously. Four items, developed
empirically, were added to the 36 items which were factor
analytically pure. The additional four items act as a correction
factor, similar to the MMPI K factor. To conclude that four items
of a 40 item test make methodological hash of the test seems to
this writer to be an overgeneralization.

Reviewers (LaVoie, 1978; Lykken, 1978) note that the norms
for the DS are inadequate. Norms are provided for men and women,
but no information is given regarding the sample size or
characteristics. However, for the purposes of this study, this

information is not critical. For the purposes of this study, a

test that could validly discriminate between levels of depression




was necessary, so that a range of scores could be developed from
which judgments could be made regarding adaptive and maladaptive
levels of depression. The DS fulfilled these requirements.

However, as with the other tests used in this study, no norms for

homosexuals were available.
Data Analysis

When the research materials were returned, they were hand scored.
Ten percent of the ASQ and DS were then randomly chosen and
rescored to check reliability, and an error rate of .00375 percent
was found for the ASQ and 00.0 percent for the DS.

The questionnaires were then coded for computer entry. All
of the questionnaires of the HTLV-III positives and five percent
of the remainder of the sample were checked for coding
reliability, and an error rate of less than 2 percent was found.
The data were then assembled by subject on an 80 column data
coding form. The reliability of this data assembly was checked
for all ASQ and DS data, all of the HTLV-III positives, and 10
percent of the remainder of the sample. Thus, all of the HTLV-III
positive data were corrected. Of the 10 percent of the remainder
of the sample, there was one error detected in 3650 characters of

data that were checked, resulting in a data entry error rate of

.0003. After the data were entered into the computer, all of the
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data were checked against the entry sheet and corrected. The
error rates of the scoring, coding and data entry procedures were
considered negligible and unlikely to affect the results of the
study in any significant fashion.

Following data entry, the data were processed on two Cyber
computers, models 710-730 and 177-830, at the California State
University at Fullerton, using the Statistical Package for the
Social Sciences (Nie, Hull, Jenkins, Steinbrenner, & Bent, 1975).
The data analysis procedures involved the computation of
descriptive statistics, t-tests, chi-square tests, Pearson
product-moment correlations, and point-by-point agreement ratiocs.
These tests, with the exception of the point-by-point agreement
ratio, are commonly known, and the reader is referred to other
sources (Hinkle, Wiersma, & Jurs, 1979) for a review. The
point-by-point agreement ratio (Kazdin, 1982) was utilized to
compute reliability between observers in categorizing responses to
the open-ended questions of the questionnaire (Appendix C). This
method assesses the amount of agreement between observers on each
response, and is computed by the formula:

A where A = interobserver agreements for the trial

A+ D and D = interobserverdisagreements for the trial

Three independent observers were utilized in this procedure.




After a period of instruction, they each categorized the subjects'
responses to the open-ended questions of the questionnaire. The

minimum criterion to affirm the reliability of the categories was

.80,




CHAPTER IV

RESEARCH FINDINGS
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In this chapter, the results from the analysis of variables

directly related to the research questions posed in Chapter I are

described. Because of the

relatively large number of questions were

preserve some organization and clarity in
findings, each research question has been
Each research question has been restated,
are pertinent to that question described.
sections which describe other findings of

chapter. The first of these two sections

exploratory nature of this research, a

formulated. In order to
this description of the
addressed in sequence.
and the findings which
Finally, two additional

interest conclude this

describes other findings

regarding HTLV-III positives; the second describes other findings

regarding the entire sample.

Research Questions

Demographic Differences

In this section, the findings resulting from the first research
question are addressed, concerning differences between the group

having positive HTLV-III test results and the group having

negative HTLV-IIT test results with regards to age, education,




employment, income, sexual orientation, and relationship status.

Chi square tests were used because the data were in the form of

frequency distributions.

Table 6
Demographic Comparison of HTLV-III Positives and Negatives
Variable Chi Square Degrees of Freedom Significance
Age 35.58 33 .3478
Education 24.03 15 .0646
Employment 16.34 4 .0026%
Income 16.80 7 .0187%
Sexual Orientation 3.29 3 .3497
Years in Homosexual

Relationship 6.42 10 .7786

With the exception of employment and income, there were no
statistically significant differences between HTLV-III positives
and negatives on the above variables. With regards to employment,
however, 7 of the 30 positives were unemployed at the time of the
survey as compared with 1 of 55 negatives. There were also fewer
professionals among the positive group as compared with the
negative group. As one might expect, given this finding regarding
employment, the income reported by the positives was significantly
lower than the income reported by the HTLV-III negatives.

Some serendipitous information gathered from the data
suggests an interpretation for this pattern of findings.

Questions were asked about the presence or absence of physical

symptoms related to AIDS. Those with positive HTLV-III antibody
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test results indicated a much greater frequency of debilitating
symptoms than those with negative results. Thus, it is likely
that the infection has contributed to or caused the unemployment

and low income experienced by the positive group.

First Reactions to Positive Test Results

In this section, the question which asked about the self reported
first reacticns to positive HTLV-III test results will be
addressed. In order to ascertain the first reactions to positive
HTLV-IIT test results, respondents were asked to list both their
most important emotional feeling, and what they thought about at
that time. Given the retrospective nature of these questions and
the variable time between hearing the test result and responding
to these questions, the results are not likely to be totally

accurate. However, these responses do provide some information

which may be helpful to counselors.




Table 7
Initial Emotional Reactions of HTLV-III Positives
Category Frequency

Numb or shocked s + « « s & @ s o @ 2
Fear or dread 7
ANXACEY < « o & w o @ v 5 % @ s &% 4
ATICOT & 05l & ¢ ‘il uo s % 5,0 4
Depression or sadness . . . . . . . 2
Guilt or shame 1
Disappointment . . 2

Not codeable . . . . . . 8

Many respondents reported several feelings. Only the first
feeling was coded, however, on the assumption that the first
feeling mentioned would be the most important feeling. From
reading the responses, this inference generally seemed to be
justified. Most of the sample reported emotional responses of
fear or dread when they heard their test results. These emotional
responses are consistent with what has been reported anecdotally
by those who work in HTLV-III testing sites. In order to preserve

the qualitative nature of these data, the subjects' verbatim

responses to this question can be found in Appendix F.
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Table 8
Initial Thoughts After Learning of Positive HTLV-IIT Test Results

Category Frequency

Thoughts of dying or catastrophe 5
Disbelief or denial 2
Self-condemnation . . . . Nl 1
Thoughts of confirmation of expected results g A
Hopeful thoughts . . . . e L S ¢
7
6
5

Thoughts regarding social relatlonshlps
Thoughts about what the future might hold
Not codeable

Most of the sample thought about the impact of this information on
their social relationships. Given the pariah status of AIDS
patients in our culture, this is an expected response. Others
wondered about the future or thought that they would die. In
order to preserve the qualitative nature of these data, the
subjects' verbatim responses to this question can be found in
Appendix H.

The categories into which these data have been placed were
devised after inspecting the raw data. These categories were then
used in a preliminary way and then revised, in order to increase
the reliability of the coding. A point-by-point agreement ratio
was used (Kazdin, 1982) to compute reliability, on the grounds
that it provided a more rigorous test than the Pearson

product-moment correlation which is often used to compute

inter-observer reliability. The criterion of .80 was established




=
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as the minimum necessary level of agreement between raters.
The three independent coders achieved agreement ratios of .90 for the

emotions categories and .83 for the thought categories.

Comparison of Initial
and Subsequent Reactions

In this section, the third research question was addressed, which asked if
there was a relationship between initial and subsequent emotional and
cognitive reactions to positive HTLV-III test results.

The emotional and cognitive reactions of the subjects did change over
time. However, it was not possible to determine statistically if there
was a relationship between initial and subsequent reactions, because the
data came in an unexpected form. In order to utilize a chi square test,
there must be an equal number of categories. In both the emotional and
cognitive areas, however, there was a constriction in the number of
categories used as the subjects described their subsequent reactions. In
addition, there were a large number of uncodeable responses, since many
subjects gave thoughts on the emotion questions and emotions on the
thought questions. Thus, relationships between initial and subsequent

reactions could not be measured statistically.

Utilizing a visual inspection, there did not appear to be any
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consistent relationships between the initial and subsequent
reactions for either the emotional or cognitive areas. This
seemed to be a function of two variables. First, subjects had
some difficulty in differentiating between thoughts and feelings,
and often used these terms interchangably. This factor resulted
in many uncodeable responses. Second, there appeared to be a
great variability between initial and subsequent reactions. Table
9 below illustrates these problems.

Table 9

A Comparison of Initial and Subsequent Emotional Reactions:
The First Ten Subjects

Subject Initial Reaction Subsequent Reaction
I Fear Acceptance
2 Depression Not codeable
3 Anxiety Acceptance
4 Not codeable Depression
5 Anxiety Not codeable
6 Not codeable Fear
7 Shock Depression
8 Anger Fear
9 Disappointment Not codeable
0 Fear Optimism

[

1]

The lack of consistent relationships between the initial and
subsequent emotions and thoughts is not surprising, given the
disorganizing effect that life-threatening information might have
on a person. However, as time passes, one would expect that each

subject would develop a relatively enduring stance towards this

information. Tables 10 and 11 present the current emotional and
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cognitive reactions of the infected subjects.

Table 10
Current Emotional Reactions of HTLV-IIT Positives

Category Frequency

Fear « « « s .« « » = 8
Anxiety . =
ATIOET . & ‘on % o o (& fo ey o By ol Be Ts & e 2
DEDresSSTon « « ‘o wps ol s o ow e W 4
Acceptance &
Optimism . 1
Not codeable 9

Table 11
Current Cognitive Reactions of HTLV-III Positives
Category Frequency
Want more information or counseling . . . . . . . . &

Positive thoughts about one's self 3
Thoughts about social relationships 5
Waiting with no mention of hope T 8
Waiting with mention of hope . . . . . . . . . . . 4
Distracting self, keeping busy 1
Thoughts of self-condemnation . . . . . . . . 2
Not codeable < s o & « = s % & @ % ® © #-@m & & o @ 3

Measurements of Anxiety

In this section, several questions regarding differences in the
level of anxiety between groups was addressed. T tests were used
in addressing these questions, to compare the group mean scores.
The first question asked if there were differences in group mean

scores as measured by the IPAT Anxiety Scale Questionnaire (ASQ)

between the groups with positive and negative HTLV-III test




results. The findings are presented in Table 12, below.

Table 12
A Comparison of Anxiety Scores Between
HTLV-IIT Positives and Negatives

Number of Std. Std. T
Group Cases  Mean Dev. Error Value Significance

Positives 30 34.:13 16.81 3.05

2.02 .047%
Negatives 54 27.78 11.99 1.63

There is some difference between the ASQ scores of HTLV-III
positives and negatives—-a difference between the raw score means
of more than 6 points, and a difference of one point using
Cattell's standard sten scores. This difference does not seem
likely to be a chance occurrence. Thus, one can answer this
question in the affirmative: there is a difference between the
group mean scores on the ASQ between those with positive and
negative results on the HTLV-IIT antibody test. The second
question in this section asked if there were differences in the

level of anxiety between HTLV-III positives with physical symptoms

and those without symptoms.
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Table 13

A Comparison of Anxiety Scores Between
HTLV-III Positives With and Without Physical Symptoms

Number of ASQ Std. Std. T
Group Cases  Mean Dev. Error Value Significance

Any Symptoms 24 35.50 16.75 3.42

No Symptoms 6 28.67 16.68 6.81

Swollen Glands 21 34.57 17,27 3.77

No Glands 9 33 311 16.16 5.39

In addressing the question about differences between the groups
with and without physical symptoms, the data were analyzed in two
ways. In the first analysis, those with and without any symptoms
were compared. However, because the physical symptoms associated
with HTLV-III infection are so similar to symptoms of the common
flu, another analysis was made. In the second analysis, those
with swollen glands--lymphadenopathy--were compared to those
without swollen glands. Lymphadenopathy is the characteristic
physical symptom of HTLV-III infection. Contrary to expectations,
there were no statistically significant differences found in these

two analyses.

Measurements of Depression

In this section, several questions regarding differences in the

level of depression between groups were addressed. Again, t tests
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were used in order to compare group mean scores. The first
question asked if there were differences in group mean scores as
measured by the IPAT Depression Scale (DS) between the groups with
positive and negative HTLV-III test results. The findings are
presented in Table 14, below.

Table 14
A Comparison of Depression Scores Between
HTLV-III Positives and Negatives

Number of Stid. Std. T
Group Cases  Mean Dev. Error Value Significance

Positives 30 29.70 18,290 3.34

Negatives 53 17 .62 10551 1.45

There was a considerable difference between the DS scores of
HTLV-IIT positives and negatives—-a difference between the raw
score means of more than 12 points, and a difference of four
points using Cattell's standard sten scores. This difference is
not likely to be a chance occurrence. The second question in this

section asked if there were differences between HTLV-III positives

with and without physical symptoms.




Table 15

A Comparison of Depression Scores Between
HTLV-IITI Positives With and Without Physical Symptoms

Number of DS Std. Std. T
Group Cases Mean Dev. Error Value Significance

Glands Swollen 21 31.33 19.43 4,24

Glands Normal 9 25.89 15.67 22

As above, the data were analyzed in two ways. In the first
analysis, those with and without any symptoms were compared; and
in the second, those with and without lymphadenopathy were
compared. Contrary to expectations, there were no statistically

significant differences found in these two analyses.

Utilization of Coping Strategies

In this section, several questions regarding the utilization of
coping strategies by those with positive HTLV-III results was
addressed. The distribution of CSI endorsements is presented in

Table 16, below. The reader may wish to turn to Appendix D for

the full text of the coping strategies.
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Table 16
Distribution of Coping Strategies of HTLV-III Positives
as Measured by the CSI

Strongly Strongly

Disagree Disagree Agree Agree

(%) (%) (%) (%)
DO THINGS 353 46.7 33.3 16.7
COMPARE 343 30.0 50.0 16.7
FORGET 14.3 60.7 14.3 10.7

ASK OTHERS 41.4 44.8 13.8 0.0
JOKE 13.8 31.0 31.0 24.1
HELP OTHERS 75l 35.7 42.9 14.3
CAILM 0.0 24.1 44,8 31.0

PRAYER 51.9 25.9 14.8 7.4
QUE SERA 0.0 24.1 48.3 27.6
CRY Xl 25.9 44 4 18.5
SEEK INFO 0.0 10.3 44.8 44.8
BRIGHT SIDE 0.0 6.9 55142 Bk9
BEAT IT 0.0 10.3 55,2 34.5
LIVE TODAY 649 34.5 31.0 27.6
GOD 28.6 21.4 39.3 0.0
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This pattern of responses indicates that the most frequently
endorsed coping strategies include BRIGHT SIDE, SEEK INFO, and
BEAT IT. These three strategies are likely to be endorsed by
people who have a relatively optimistic view of the outcome of
their illness. The second most frequently endorsed group of
strategies——-CALM and QUE SERA--are more indicative of a stoic
resignation. Two of the strategies that were least frequently
endorsed--ASK OTHERS and PRAYER--indicate some degree of social
isolation. These subjects apparently do not feel comfortable in
talking with others about their illness, nor do they have a
fundamentalist religious faith that might provide some support.
The other item that was infrequently endorsed--FORGET--indicates
that it is difficult for these men to ignore their illness.

In order to address the question about differences in the
distribution of scores between those with and without physical
symptoms, the data were again analyzed in two ways: first those
with any symptoms were compared to those without physical
symptoms; then those with lymphadenopathy were compared to those
without this symptom. In the thirty computations involved, there
was one item that was statistically significant at the .05 level.

However, because of the number of computations, it is likely that

this statistically significant result is, in fact, due to chance.
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Utilization of Coping Behaviors

In this section, other findings regarding coping behaviors used by
TLV-III positives was addressed. The coping behaviors of the
HTLV-III positives were measured in three ways: by means of the
CSI, as described above; by an open-ended questionnaire item which
asked "What have you done to cope with the information that you
have been exposed to AIDS?"; and by a series of questions which
tapped behaviors such as smoking, drinking and drug use. The
open-ended questionnaire item forced the subjects to limit what
they have done to cope to a single response. The results are
found in Table 17. Using the point-by-point agreement method of
computing inter-observer reliability, the reliability of sorting

the subjects' responses into the above categories was .86 among

three independent observers.
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Table 17
The Most Important Coping Behavior of HTLV-III Positives

Category Number Relative Frequency

Getting more information about AIDS 8

Changing lifestyle in some way 6

Changing sexual practices in some way 3 10.07%
Getting closer to other people 2

Preparing for death 2

Accepting the illness 2

Engaging in some form of spiritual

growth 2 6. 7%
Keeping busy, distracting myself 1 BR8%
Not codeable 4 13.3%

Thus, while these subjects endorsed a number of similar coping
strategies on the CSI, there was a remarkable diversity of
response when they were asked to name their most important
strategy.

In responding to close-ended questions regarding more

behaviorally oriented coping behaviors, the subjects responded as

shown in Table 18.
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Table 18
Changes in Other Common Coping Behaviors
About the
More Same Less

Category (2) (Z) (2)
Food consUmMpPEion. « o « @« @ = » & = =« & s 2315 63.3 113753
Tobacco consumption . . . « « . « « o . 16.7 61,1 2202
Alcohol consumption . . . S5 R Il o 48.1 40.7
Use of prescription medlcatlon ol s e 20.0 64.0 16.0
Use of non-prescription drugs

(marijuana, cocaine, etc.) 8.7 47.8 43.5
Hours of Sleep « « o o o o « o o o o 36.7 46,7 16,7

From these data, it appears that the HTLV-III test results have
had some selective impacts on relatively common coping behaviors.
In the six items in Table 18, the 'About the Same' category ranges
from 47-63 percent. Thus, the information regarding HTLV-III
infection has impacted a wide range of commonly used coping
behaviors. The second conclusion that can be drawn from this
information, is that the trend of these subjects is generally in
the direction of more healthful behaviors. For example, there are
reported decrements in the numbers using tobacco, alcohol, and
non-prescription drugs such as marijuana and cocaine.

Unfortunately, the amount of decrease was not measured.

Coping Strategies Associated
with Anxiety and Depression

In this section, the CSI responses were correlated with ASQ and DS
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responses in order to determine if there were coping strategies
associated with high levels of anxiety and depression. The
results of these correlations are presented in Table 19. Again,
the reader is referred to Appendix D for the full text of the CSI

strategies.

Table 19
Correlations Between CSI Responses and ASQ and DS Scores
ASQ DS

CSI Response Correl. Significance Correl. Significance
DO THINGS <23 .12 .27 07
COMPARE -.15 322 ~-.24 10
FORGET -.04 41 -.03 A4
ASK OTHERS 17 s 19 «15 w22
JOKE -.13 .26 -.11 29
HELP OTHERS 20 +16 «32 .05%
CALM -.25 .09 -.36 .03*
PRAYER -.21 TS -.36 .03%
QUE SERA R .24 «13 24
CRY .14 .24 .30 .07
SEEK INFO -.01 47 -.12 .28
BRIGHT SIDE -.23 a2 -.37 .02%
BEAT IT -.14 .24 -.17 +19
LIVE TODAY .10 .31 .11 .28
GOD -.03 44 -.20 16

For the most part, there appears to be little relation between the
coping strategies endorsed by HTLV-III positives on the CSI and
scores on the ASQ or DS. There appears to be a low positive

correlation in four instances between CSI responses and the DS

scores. Helping others is positively related to high DS scores,

while keeping calm, believing that religious faith can cure, and




seeing the bright side of things are inversely related to high
scores on the DS. When interpreting these relations, one must keep
in mind that, due to the high number of computations and the
placement of the probability level, one would expect to find that

1 or 2 of these 'significant' relations by chance.

Coping Behaviors Related
to Anxiety and Depression

In this section, the common coping behaviors such as eating,
smoking, drinking, and drug use were correlated with ASQ and DS
responses in order to determine if there were coping behaviors
associated with high levels of anxiety and depression. The
results of these correlations are presented in Table 20.

Moderate inverse correlations were found between elevations
in ASQ scores and DS scores and a number of common coping
behaviors. These data indicate that higher levels of anxiety and
depression among the HTLV-III positives in this sample are

associated with decrements in smoking, alcohol and drug use, and

sleeping.
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Table 20

Correlations Between Common Coping Behaviors,
ASQ Scores and DS Scores

ASQ Signif- DS Signif-
Common Coping Behaviors Correl. icance Correl. icance
Smoking tobacco -.45 .03* -.19 <23
Drinking alcohol -.40 «02% -.23 SllhS
Prescription drug use -.40 .03% -.47 01%
Non-prescription use -.45 .02% -.29 .09
Sleeping -.50 .003* -.54 .001*

From these data, it appears that HTLV-III positives who are highly
anxious tend to adopt health promoting behaviors. Those positives
who are highly depressed also tend to adopt health promoting
behaviors, but not to the same degree as those who are anxious.
These findings may be something of an artifact of this
geographical area. Counselors at the public health testing
facility where the antibody test is administered in Orange County
are advising the adoption of these behaviors. As a result, these

finding may not be generalizable to other geographical areas.

Needs for Psychological Assistance

In this section, the data generated to answer the tenth research
question are addressed. Those with positive HTLV-III test results
were asked what kinds of psychological assistance would be useful

in helping HTLV-III positives to cope with their situations. At

test was then used to determine if there were any differences in
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the kinds of assistance requested by subjects with symptoms and
those without symptoms.

The responses to this open ended question were categorized
into four groups. These included: 1) wanting someone to talk to
about the infection; 2) needing professional counseling to deal
with the psychological concomitants of the infection; 3) needing
more education regarding HTLV-III infection; and 4) other,
idiosyncratic responses. Using t-tests to compare group means,
there were no statistically significant differences in the kinds
of psychological assistance requested between the group with
physical symptoms and the group without physical symptoms. When
the data were analyzed again, comparing those with and without the
specific symptom of lymphadenopathy, there were again no

statistically significant differences.

Reliability of the ASQ and DS

Because the ASQ and DS have not been normatized on a sample of
homosexual males, there is some question regarding the reliability
and validity of these tests for this population. The question of
validity was outside the scope of this dissertation. However, the
question of test-retest reliability was addressed.

The ASQ and the DS were sent to all of the HTLV-III positive

subjects who consented to participate in the follow-up phase of




this study. Of the 13 positives who consented to participate in
the follow-up phase, 10 subjects returned the completed retest
materials. In addition, 33 of the remaining 329 subjects who
agreed to participate in the follow-up phase were also contacted.
Of these, 24 subjects completed and returned the retest
materials. Approximately one month separated the dates of
testing. Using a Pearson product-moment correlation, the
following results were obtained.

Table 21
Test-Retest Correlation Coefficients

Entire HTLV-ITIT Remainder

Sample Positives of Sample
Test (n=34 (n=10) (n=24)
Anxiety Scale Questionnaire .97 .96 <93
Depression Scale .93 .95 .88

These data indicate that these tests were reliable over time for
this sample, and the test-retest coefficients compare favorably
with those found in the ASQ literature of .86. There was no
information regarding test-retest reliability for the DS. Of
interest is the datum that the test-retest reliability
coefficients were more stable for the HTLV-III positives than for

the rest of the sample. This suggests that these emotions are

relatively more enduring states for this population.




146

Response Bias

In this section, the question regarding the possibility of reponse
bias was addressed. The frequency of those responding to these
research materials was compared with the frequency of materials
sent by zip code areas, in order to determine if there was a
systematic bias by geographical area. Using a chi square test to
compare these distributions, there were three statistically
significant differences in the frequency of response out of 77 zip
code areas to which these research materials were sent. This
finding is less than what one would expect by chance alone, when
setting the probability level at .05. From this, it can be
concluded that there was no systematic response bias in the
completion of these questionnaires that can be detected by

comparing frequency of response by zip code areas.

Other Findings Regarding HTLV-III Positives

The Question of Suicidal Ideation
and Suicide Attempts

One of the consistent anecdotal reports that has surrounded

testing for the HTLV-III antibody has concerned the incidence of

suicide and suicide attempts. In this sample of 30 HTLV-III
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positives, 12 subjects reported thinking about suicide after
hearing of the results of HTLV-III testing. Of these 12, only 1

subject reported actually making a suicide attempt. This finding,

n

although based on a small sample, suggests that few persons are
likely to attempt suicide after hearing of their testing results.
However, this finding may be biased, under-reporting those who

attempt suicide. Those who successfully completed a suicide

attempt could not respond to the questionnaire.

Changes in Sexual Activities

Of interest is data regarding how knowledge of HTLV-III infection
has changed the sexual activities of those infected. It was clear
that the sexual behavior of those infected in this sample has been

profoundly changed.

Table 22
Changes in Sexual Behavior of HTLV-III Positives
Number % of Sample

Adopted €elibacy « « « 5 « & & = + & = 9 30.0
Reduced frequency of sexual activity . 8 26.7
Engaged in safe sex practices . . . . 10 33.3
Reduced activity & use safe sex . . . 1 33

Not codeable . . . . . . ¢« ¢« ¢« v ¢« « « 2 6.7

All of the subjects who were positive for the HTLV-III antibody

reported some kind of change in their sexual activity, including

those subjects whose responses were not codeable. For the most
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part, either overall sexual activity was reduced or the preferred
type of sexual activity was changed. One third of the sample has
adopted "safe sex' practices; practices which inhibit or prevent
the exchange of sexual fluids or blood between partners.

When one considers the importance of sexual activity among
adult human beings, a change of this magnitude is of great
clinical significance. Sex is used by human beings in many
ways—-to achieve intimacy, to relieve tension, to exert power, and
so forth. Such a change in patterns of sexual activity is likely
to have a profound impact on the self-image and self-esteem of
those individuals who make these changes.

And yet, one would expect that changes due to HTLV-III
positivity would show up here. The HTLV-III virus is typically
transmitted through intimate sexual contact. Thus, one would
expect that if being positive on the antibody test results in
behavioral changes, it is more likely that such changes will occur
in the area of sexual behavior than in activities more removed

from transmission vectors such as occupational functioning.

Changes in Social and
Occupational Functioning

Since AIDS is a fatal disease, it is clear that there are changes

in the social and occupational functioning of AIDS patients.
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However, there has been little data regarding prior points along
the continuum of HTLV-III infection. This study asked those with
positive HTLV-III test results about non-specific changes in their

social and occupational functioning.

Table 23
Changes in Social and Occupational Functioning
Social % of Occupational 7 of
Functioning Sample Functioning Sample
Negative effect 165 536 10 3.0
No noticible change 4 1 6 13 48.1
Positive effect 9 G281 4 14.8

Of interest is the unexpectedly large percentage of the HTLV-III
positives who have experienced positive changes in social and
occupational functioning. Typically, those who report positive
social changes indicated that they felt closer to significant
others since learning of their HTLV-III infection. Those who
reported positive occupational changes indicated that knowledge of
their infection has led to a rethinking of their life goals, and
adjustments in lifestyle resulting from this. Of those who
reported negative effects on occupational and social functioning,
the most common complaint was a sense of emotional distancing,
caused either by themselves or others.

While all of the sample reported some changes in their sexual

activities, typically reducing the frequency or changing the type
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of the activity, there was considerably more variability regarding
changes in social and occupational functioning. Subjects reported
more changes in social functioning than occupational functioning.
This datum supports the hypothesis that the areas of greatest
disturbance will be those areas of functioning that are more

closely related to transmission vectors.

Openness Regarding HTLV-III Infection

Related to the issue of social functioning is the willingness of
subjects to self-disclose regarding important issues. Of the 30
subjects with positive results on the HTLV-III antibody test, no
one indicated that they shared the results of their antibody test
with everyone. Six subjects reported that they have told no one
regarding their test results. Nine subjects reported that they
have shared the results of their testing with most of those with
whom they feel close. The remaining 15 subjects have shared the
results of their testing with some, but not all of the people with
whom they feel close.

These findings suggest that those with positive antibody test
results are quite selective about whom they share those results
with. It is likely that they feel some vulnerability regarding

their test results, and are attempting to protect themselves by

not disclosing indiscriminantly. This finding is quite at
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variance with another finding of this study. A total of 359
subjects, or 71 percent of the sample, consented to participate in
any follow-up research. To do this, they had to reveal their name
and address. Of this group, 13 subjects were HTLV-III
positive-—consitituting 43 percent of the positive group. These
findings are somewhat discrepant with the findings regarding
openness to disclosure described above.

Estimated Incidence of
Ad justment Disorders

Previous studies (Dilley et al., 1985; Tross, 1985) have found a
relatively high incidence of adjustment disorders among HTLV-III
positives. In order to estimate the number of adjustment
disorders in this sample, questions were asked regarding
impairments in social and occupational functioning. The number of
those who reported large or moderate impairments in either social
or occupational functioning and who had sten scores of 9 or 10 on
the ASQ was tabulated in order to estimate the number of subjects
who might be diagnosed with an adjustment disorder with anxious
mood. A total of 2 subjects fit these criteria. The number of
those who reported large or moderate impairments in either social
or occupational functioning and who had sten scores of 9 or 10 on

the DS was tabulated in order to estimate the number of subjects

who might be diagnosed with an adjustment disorder with depressed




mood. A total of 5 subjects fit these criteria. There was no
overlap between these two groups of subjects. Thus, 7 out of 30
subjects, or 23 percent, could be diagnosed under these criteria.

It is important to qualify these diagnoses. They are made
solely on the basis of self-report data, and in the absence of any
clinical observation. As a result, these diagnoses must be
understood as an estimate of the frequency of these disorders, and
not as verifiable psychiatric diagnoses.

These results are similar to those of other studies. Tross
and her colleagues (1985) compared homosexual men with AIDS, ARC,
and asymptomatic controls. Although no numbers or percentages are
given, the Tross study found that men with ARC had the greatest
psychological disturbance, and that adjustment disorders were the
most frequently given diagnosis. The subjects of the present
study are roughly equivalent to Tross's ARC patients. Dilley and
his colleagues (1985) examined 13 of 40 AIDS patients in a general
hospital. They found 7 adjustment disorders with depressed
mood--an incidence of 18 percent. This finding is comparable to

the 17 percent of the present study that are tentatively diagnosed

with an adjustment disorder with depressed mood.




Comparison of CSI Responses of AIDS
Patients and HTLV-II1 Positives

AIDS is the end-point of HTLV-III infection. Thus, one would
expect to find many similarities between those at differing points
along the infection continuum. One of the advantages of using the
CSI in this study is that a direct comparison between the
responses of AIDS patients and HTLV-III positives is now

possible. Hirsch and Dworkin (1985b) used the CSI on a sample of

60 New York AIDS patients. Their CSI responses are compared with

those of this sample in Table 24 below.
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Table 24
Comparison of CSI Responses of AIDS Patients
and HTLV-III Positives

Strongly Strongly

Disagree Disagree Agree Agree

(%) (%) (%) (%)

DO THINGS: HTLV-III Positives 3.3 46,7 33.3 16.7
AIDS Patients 1055 48.1 34.6 5.8

COMPARE: HTLV-III Positives 3.8 30.0 50.0 16.7
AIDS Patients Tl 19.2 57+ 7 15514

FORGET: HTLV-III Positives 14.3 60.7 V43 10.7
AIDS Patients 23,1 46.2 22.4 1.e3

ASK OTHERS:HTLV-IIT Positives 41.4 44,8 13.8 0.0
AIDS Patients 15.4 51.9 26.9 4.5

JOKE: HTLV-ITII Positives 13.8 J1%506 31.0 24,1
AIDS Patients 1.9 26.9 51.9 19.2

HELP OTHERS:HTLV-III Positives Vel 35.7 42.9 14.3
AIDS Patients 5.8 46.2 40.4 Ll

CAIM: HTLV-III Positives 0.0 24.1 44,8 31.0
AIDS Patients 5.8 13.5 57 .1 231

PRAYER: HTLV-III Positives 51.9 25.9 14.8 7.4
AIDS Patients 25.0 34.6 26.9 13.5

QUE SERA: HTLV-III Positives 0.0 24.1 48.3 27 .6
AIDS Patients 3.8 32.7 50.0 13:5

CRY: HTLV-IIT Positives [ B (s | 25.9 44 .4 1855
AIDS Patients 9.6 327 50.0 bl

SEEK INFO: HTLV-III Positives 0.0 10.3 44,8 44.8
AIDS Patients 0.0 4.5 48.1 46.2

BRIGHT SIDE:HTLV-III Positives 0.0 6.9 2552 37.9
AIDS Patients 1.9 5.8 50.0 42.3

BEAT IT: HTLV-III Positives 0.0 10.3 55.2 34.5
AIDS Patients 3.8 9.6 38.5 48.1

LIVE TODAY:HTLV-III Positives 6.9 34,5 31,0 27.6
AIDS Patients k1l 5L 26.9 42,3 19.2

GOD: HTLV-III Positives 28.6 21.4 39.3 0.0
AIDS Patients <<{Not asked of this sample>>




These data were not analyzed statistically. However, from visual

inspection one can see that there are very few differences between

th® responses of these two samples.

Other Findings Regarding the Entire Sample

A Comparison of Subjects With and
Without HTLV-IIT Antibody Testing

One of the issues of interest that has arisen from this study is
the question regarding differences between those male homosexuals
who submit to testing and those who do not. It was hypothesized
that demographic differences, the occurrence of symptoms related
to HTLV-III infection, and the level of anxiety or depression
might influence any given individual's decision to be tested.
Table 25

Demographic Comparison of Subjects With
and Without HTLV-III Testing

Variable Chi Square Degrees of Freedom Significance
Age 50.64 47 .3320
Education 24.63 18 .1355
Employment 2.89 4 <5770
Income 3,30 8 :9139
Sexual Orientation 1.38 3 .7105
Years in Homosexual

Relationship 29.65 24 +1965

Because these data were in the form of frequency distributions, a
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chi square test was used. There were no statistically significant
differences between those who were tested with the antibody test
and those who were not tested on these demographic variables,
indicating that these variables probably are not related to the
decision to be seek antibody testing. However, there were
significant differences in the incidence of physical symptoms
between those who took the antibody test and those who did not.
This suggests that the occurrence of physical symptoms may prompt

individuals to seek the testing.

Table 26
The Occurrence of Symptoms Related to HTLV-IIT Infection
Frequency in Frequency in

Symptoms Test Takers Non-Test Takers
No symptoms 6 852
One symptom only 9 22
Two or more symptoms 15 9
Lymphadenopathy only 7 18
Lymphadenopathy plus

other symptoms 14 {

The symptoms that are found in persons with HTLV-III infection
include: profound and unexplained fatigue, persistent or recurrent
low-grade fever, weight loss of 10 pounds or more that is not
related to dieting, swollen lymph glands, and persistent and

unexplained stomach upset or diarrhea. Not all persons with these

symptoms are infected with HTLV-III. In fact, these symptoms are
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common to many infections including colds and the common flu. But
of these symptoms, swollen lymph glands or lymphadenopathy is the
most pathognomonic for infection with the HTLV-III virus. Using a
chi square test to compare these two distributions, it was found
that those who had taken the test had a statistically significant
greater number of symptoms than those who had not taken the test.
This test was significant at the .0026 level.

This finding suggests that men who have HTLV-III testing may
do so because they are symptomatic. Although lymphadenopathy is a
relatively common concomitant to colds and flu, the finding that
18 of the non-tested group report lymphadenopathy may indicate
that a number of men with the symptoms of HTLV-III infection are
not receiving medical attention.

The final hypothesis in this area was that high levels of
anxiety or depression might prompt individuals to seek testing.

In order to test this hypothesis, t tests were used to compare the

group mean scores of the two groups.
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Table 27
A Comparison of ASQ and DS Scores Between Subjects
With and Without HTLV-IIT Testing

Number of Std. Std. il

Group Cases Mean Dev. Error Value Significance
ASQ i
Test-takers 103 29.22 14.35 1,42

1.75 .080
Non-takers 382 26.75 12.23 .b3
DS
Test-takers 102 21.22 14.38 1.42

3.07 .002%

Non-takers 383 17.34 . 10,36 +23

Those subjects who took the antibody test appear to be more
anxious and depressed than those who did not the test. On the
ASQ, this difference could be attributed to chance. Using
Cattell's standard sten scores on the ASQ, both group means fell
within the same standard score. However, there were statistically
and clinically significant differences on the DS. There was a

difference of one standard score on this measure.

Reasons Given for Not Taking
the HTLV-IIT Antibody Test

The one factor which has had the most impact on the results of
this study was the unexpectedly low percentage of the sample that

had taken the HTLV-III antibody test. Table 28 below tabulates

the responses to an open-ended question in which all the subjects




were asked why they did or did not take this test.

Table 28
Reasons for Not Taking the HTLV-III Antibody Test
Number of Ss Reason Given
105 Believed they had no reason to take the test
57 Were afraid or anxious regarding the results
49 Did not have the time
44 Did not want to know the results
42 Thought that the test was not meaningful
19 Responses were not codeable
14 Did not know where the test was being given
5 Wanted to wait for a more conclusive test
74 Did not respond to this item

Levels of Anxiety and Depression
Among 488 Male Homosexuals

Of interest was the distribution of scores on measures of anxiety
and depression for the entire sample. Table 29 presents these
findings, using Cattell's sten scores. "Sten scales are standard
scores with a 10-point range" (Krug, Scheier, & Cattell, 1976, p.
14). As used in the ASQ and DS, sten scores of 4,5,6, or 7
indicate the average range; sten scores of 1,2, or 3 are typical

of secure, unusually relaxed subjects, and scores of 8, 9, or 10

indicate a high level of anxiety or depression.
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Table 29
Levels of Anxiety and Depression Among 488 Male Homosexuals
Frequency Relative Frequency Relative
of ASQ Frequency of DS Frequency
Sten Score (n) (%) (n) (7))
1 6 1.2 47 9.6
Low 2 23 4.7 32 6.6
3 51 10.5 134 2D
4 88 18.0 100 20,5
Mid- 5 65 13.3 49 10.0
Range 6 85 17.4 10 2.0
7 81 16.6 33 6.8
8 42 8.6 46 9
High 9 28 S st 20 4yl
10 19 3:9 17 35

The distribution of ASQ scores appears to be a relatively normal
distribution. However, the DS scores are skewed towards the lower
end of the distribution, indicating that the male homosexuals of
this sample are not as depressed as the normative sample of the

DS.

Comparison of Levels of Anxiety
and Depression Between Male
Homosexuals and Male Norms

One of the concerns identified in Chapter II was the lack of
normative data on male homosexuals for most psychological tests.

In order to be able to interpret the psychological tests used in

this study, it is important to determine if there are any
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statistical differences between the distribution of scores of the
male homosexuals of this sample and the male norms used to
standardize the tests. In making this comparison, only those
homosexuals who have not taken the HTLV-III test were used as a
comparison group, on the grounds that those who had taken the test
represented an artificial situation that was not comparable to the
original norming sample and may unduly bias the results.

Table 30
A Comparison of ASQ and DS Scores
Between Male Homosexuals and the Male Normative Sample

Number of Std. Std. 1 T Needed for
Group Cases Mean Dev. Error Value Signif at .05
ASQ
Norm Sample 503 26.40 13.38 .596
584 1.98
Homosexuals 382 2675 12:23 625
DS
Norm Sample 488 21.95 9.52 «519
453 1.98

Homosexuals 383 17.34 10.36 .529

From this analysis, there appear to be no statistically
significant differences between the group means. Since there are
no statistical differences, and because the original normative
male samples undoubtedly included from 4 to 10 percent
homosexuals, it seems reasonable to conclude that the ASQ and DS

validly measure the constructs of anxiety and depression for the

homosexual sample.
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CHAPTER V

SUMMARY AND DISCUSSION

The purpose of this study was to identify the psychological
and social consequences experienced by homosexual men who learn
that they have positive results on the HTLV-III antibody test.
Previous research in this area had focused on AIDS and ARC
patients——populations that are comprised of persons with more
advanced stages of HTLV-III infection. The present study sampled
a broad spectrum of homosexual men within a limited geographical
area, and focused on those who had taken the HTLV-III antibody
test, but who had not yet developed AIDS or ARC. A survey was
sent to 1884 male members of three homophile organizations in
Orange County, California, and included a self-developed
questionnaire designed to gather biographical and medical
information, an inventory designed to measure coping strategies,
and standardized psychological tests which measure anxiety and
depression. There were 503 valid returns: 30 from HTLV-III
positives, 55 from HTLV-III negatives, 19 from men who did not
know the results of their testing, and 399 from men who had not

been tested.

There were a number of major findings from the results of
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this study. These are summarized below.

For those who were tested with the HTLV-III antibody and had
positive results, there appears to be an initial period of
emotional and cognitive disorganization. This disorganization was
reflected in the lack of consistency between subjects' initial and
subsequent emotional and cognitive perceptions regarding the
meaning of the testing for them. Initially, there appears to be a
misreading of what the test results mean, and the perception of
imminent personal catastrophe. Subsequent reactions were
typically modified and more reality based.

In addition to this initial period of disorganization, the
study found that the level of anxiety among HTLV-III positives was
higher than that experienced by HTLV-III negatives and those who
had not taken the antibody test. These differences were
statistically significant, but there was not much clinical
difference between the two groups. However, one third of the
positive sample had clinically significant levels of anxiety.

Further, the level of depression among HTLV-III positives was
higher than that experienced by HTLV-III negatives and those who
had not taken the antibody test. These differences were both
statistically and clinically significant. Approximately one half

of the positive sample had clinically significant levels of

depression.
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It was hypothesized that those subjects with physical
symptoms related to HTLV-III infection might show higher levels of
anxiety and depression. In this sample, however, the presence of
physical symptoms had no relation to levels of anxiety or
depression. However, those with symptoms appeared to be more
likely to have taken the HTLV-III antibody test.

The study found that a variety of coping mechanisms are used
by HTLV-ITI positives. The most frequently endorsed group of
cognitive strategies reflected an attitude of positive thinking,
combined with efforts to learn more about the infection. The
second most frequently endorsed group of cognitive strategies
reflected an attitude of stoic resignation. In addition, many
HTLV-III positives were adopting more healthful behaviors such as
reducing the consumption of tobacco, alcohol, and drugs.

About half of the HTLV-III positives in this sample reported
thinking of suicide after hearing of their antibody test results.
Only one of these twelve subjects reported making a suicide
attempt. This finding may be biased, however, because it does not
reflect those who may have been successful in their suicide
attempts.

With regards to sexual behavior, those with positive antibody

test results have made profound changes, ranging from the adoption

of celibacy to changing their preferred sexual activity.




Furthermore, changes of some kind were universally reported by
this sample. These kinds of changes suggest that major shifts in
intrapsychic and interpersonal behavior are occurring in these
sub jects.

In addition to changes in sexual behavior, the HTLV-ITI
positives are also reporting changes in their other social
behaviors. For example, those with positive antibody test results
are being quite selective about sharing those results. Twenty
percent of the sample have not shared their test results with
anyone. Fifty percent of the sample have shared their test
results with only a very few close friends. This may reflect an
interpersonal isolation that could significantly impact the mental
health of these subjects. About half of the HTLV-III positive
subjects indicated that they have experienced some negative
effects in their overall social functioning. These negative
effects were identified by the subjects as the result of the
social distancing--primarily caused by the positives themselves.

Concomitant to changes in social interactions, 37 percent of
the positive subjects indicated some negative change in their work
behavior. This change was identified by the subjects as the
result of social distancing or increasing physical debilitation.

Given the positive contribution to self esteem that working

provides, one can speculate that those positives who are
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negatively impacted in the area of work are likely to suffer
decrements in self esteem.

When positive subjects were asked what kind of psychological
assistance they perceived others in their situation might need,
they identified three kinds of psychological assistance: 1)
someone to talk to about the infection; 2) professional
counseling; and 3) more education regarding HTLV-III infection.
There was no difference in the kinds of psychological assistance
requested between the groups with and without physical symptoms.

Finally, in order to compare the results of this study with
other studies using AIDS and ARC patients, an estimate of the
frequency of adjustment disorders was made. The estimated
frequency of adjustment disorders in this sample of HTLV-III
positives was twenty-three percent. Five subjects were identified
with adjustment disorders with depressed mood; two subjects were
identified with adjustment disorders with anxious mood. These
figures, however, must be interpreted with considerable caution,
because they are the result of correlating self-report data, and
are not based on clinical observation. This finding represents a

considerably lower rate of adjustment disorder that has been found

in other studies using more seriously ill patients.
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Methodological Limitations

This study is subject to a number of limitations as a result of
the methods used. Of foremost importance, when interpreting the
results of the study, are the limitations inherent in a survey
design. A survey can describe the occurrence of variables, it can
explore relationships between variables, and it can be used to
make comparisons between groups. It cannot provide information
regarding cause-and-effect relationships. Thus, although a
relationship was found regarding the occurrence of high levels of
depression in the group of HTLV-III positives, and low levels of
depression in those who tested negative, one cannot go on to state
that group membership caused the depression; or that knowledge of
positive test results caused the depression.

While this is an important limitation, it is also necessary
to keep in mind that the questions posed in this study are not
amenable to the collection of experimental evidence. It is highly
unlikely that subjects could be found who would willingly submit
to HTLV-IIT infection for the purposes of addressing these
issues. Thus, while there are distinct limitations to the survey
design used in this research, it is probably the most powerful

design that can ethically be used to address these questions.

Another methodological limitation of this study has to do
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with the inability to implement the planned follow-up procedure,
and the subsequent uneven follow-up which occurred. One of the
three homophile organizations, Laguna Outreach, is probably
over-represented in this study, because they alone sent a
follow-up letter to their membership. Further, the use of
HTLV-IIT positives from the counseling program of the Gay and
Lesbian Center probably over-represents that organization in the
HTLV-III positive group. What impact this uneven follow-up has
had on the findings of the study is impossible to assess.

Another concern is the relatively small number of HTLV-III
positives who responded to this study. While this study received
returns from more than twice the estimated base rate of those
tested in the geographical area sampled, what this small number of
returns from HTLV-III positives means, and what biases have been
built into the results as a consequence are impossible to
determine. Another concern is the relatively low response rate of
27 percent over the entire sample. This means that 73 percent of
the accessible population did not respond. Clearly, the responses
of this missing 73 percent could greatly influence the results of
this study. Given the limitations of the data collection
procedures, it is impossible to determine if these results

accurately represent the accessible population of the study.

There is some reason to believe, however, that the sample
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does represent the population. The rate of HTLV-III positives
found in this study is equivalent to the rate found in a previous
sample of this population (Anton-Guirgis et al., 1985), and
equivalent to the rate found at the testing facility in Orange
County (R. Alexander, personal communication, December 13, 1985).
A second indicator of validity is that there were no differences
in return rate across zip codes. This means that approximately
the same percentage from each zip code area returned their
questionnaires. There is even some indication as to one of the
biases which may have occurred across zip codes. It was expected
that very few of those who returned their materials would reveal
their name and address for follow-up. Contrary to expectation,
over 71 percent of the sample agreed to participate in the
follow-up. This suggests that the more secure, self-confident
individuals participated in this study. This further suggests
that the levels of anxiety and depression may be somewhat
conservative, compared to what actually exists in the population.
One of the temptations, given the limited data regarding
HTLV-IIT positives at the present time, may be to attempt to
generalize these findings beyond this sample to the target
population of all male homosexuals who have had the HTLV-IIT

antibody test. This is a very dangerous undertaking, given the

demographic characteristics of this sample. The sample from which
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these findings have been derived consists of well-educated,
middle-aged homosexual men who typically are employed in
professional occupations, have an income in excess of $30,000 per
year, are members of homophile organizations, and are currently
residing in Orange County, California. This is clearly a unique
group, and any attempt to generalize beyond the sample must keep

this in mind.

Speculations

While there are a number of limitations about these data, there
are also hints of a pattern that may be emerging. Of course, what
follows is speculation--speculation that clearly moves beyond the
data. However, these speculations may prove useful to other
researchers.

When a person is told that he has positive results on the
HTLV-IIT antibody test, he is told that he may be in a
life-threatening situation: 5-20 percent of those with the
infection will develop AIDS and die. However, what the patient
hears appears to be somewhat different from this. The patient
appears to receive the message that he is currently in a life

threatening situation. The medical implication of this

life-threatening situation is that he will develop a series of
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disfiguring, debilitating physical illnesses which will ultimately
result in his death. The social implication is that no one will
want to be near him--all his friends will abandon him.
Furthermore, sexual activities, which usually have been
problematic for the homosexual, at least as an adolescent, will
have to be curtailed.

The experience of hearing this message has a number of
psychological consequences. First, there appears to be an initial
disorganizing effect--the usual emotions and thoughts of the
hearer are seriously disrupted, now begin to center around
catastrophe, and do not have a direct relation to subsequent
emotions and thoughts. This appears to be a very vulnerable time
for most homosexuals who are told of positive antibody test
results. It is likely--due to the psychological disruption and
the temporary failure of ego defenses--that suicide might occur
with some frequency during this initial period.

For the most part, however, patients are able to pull
themselves together again fairly rapidly. For many, however, this
reconstitution is not complete, because there still exists the
perception of a number of ego-threatening problems: the imminent
possibility of debilitation and death, and social and sexual

isolation. From the limited data that presently exists, it

appears that there are three major modes of responding to these




threats: depression, anxiety, and an adaptive response.

Approximately half of the sample from this study evidenced
clinical levels of depression--one third of the sample was
seriously depressed. It is hypothesized that this depression may
be the result of cognitive distortions of the type described by
Beck and his colleagues (1979) and Burns (1980). These writers
have identified a number of common statements which people often
make to themselves which appear to cause depression. For example,
Burns (1980) describes 'all-or-nothing thinking'--"the tendency to
evaluate your personal qualities in extreme, black-or-white
categories" (pp. 31-32) as an example of a cognitive distortion
which can lead to depression. It is hypothesized that the
depressed subjects in this sample are using such cognitive
distortions and causing the depression they experience.

Another likely contributory cause to their depression is the
social isolation which they have engendered. These subjects often
have not told others of their status. This lack of
self-disclosure appears to contribute to a sense of isolation with
friends and on the job. In addition, sexual relationships are
curtailed or stopped. These behavior changes are highly likely to
have a negative effect on the patient's self-esteem, resulting in

depression. This depression is likely to contribute to a further

reduction of activity, an increase in the use of cognitive




173

distortions, a further deepening of the social isolation, and an
exacerbation of the depression.

Another response to this situation is that of anxiety. One
third of the sample in this study evidenced clinical levels of
anxiety. It is hypothesized that this anxiety may be the result
of: 1) a failure to reconstitute after the initial threat to the
ego (Fenichel, 1946); or 2) as the result of adopting
dysfunctional attitudes which result in generalized anxiety states
(Beck & Emery, 1985).

The Fenichel hypothesis is derived from psychodynamic
theory. When an individual is faced with the threat of imminent
death, his/her ego-defenses are likely to be, at least briefly,
overwhelmed. Those individuals whose ego-defenses are flexible
and adequate will quickly reconstitute their defenses. However,
those without such protection will be faced with a continued
experience of anxiety. The theory derived from cognitive-behavior
therapy suggests that, in a manner similar to the creation of
depression, the individual adopts certain attitudes which engender
anxiety (Beck & Emery, 1985).

Whatever the cause of anxiety in these individuals, it is
likely to lead to an increase in all behaviors. High ASQ scores

were correlated most highly with the CSI strategy of doing

things. They also had the strongest inverse correlations with




trying to stay calm, and with taking a positive attitude.

Nine of the thirty HTLV-III positives were both depressed and
anxious. This suggests that some common mechanism may be causing
both affective states, which would favor the hypothesis that
cognitive distortions are responsible for these behaviors. Only
one individual who achieved a score in the clinically anxious
range did not also have a score in the clinically depressed
range. However, five subjects achieved scores in the clinically
depressed range without a concomitant level of anxiety.

The third common response to the information of HTLV-III
positivity appears to be an adaptive reaction. Fifty percent of
the HTLV-III positives in this sample had neither a depressive nor
an anxious reaction. From the lack of any information to the
contrary, these individuals are hypothesized to have made an
adaptive response to the diagnosis of HTLV-III infection. What

has led to this response is, at present, open to question.

Implications Regarding the Counseling Needs

of HTLV-IIT Positives

There are a number of implications which can be drawn from the

empirical findings regarding the counseling needs of the HTLV-III

positives in this sample. The positive subjects themselves, when
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asked to respond to a question about kinds of psychological
assistance, if any, that they felt they needed, gave answers that
were evenly distributed among three alternatives: 1) needing
someone with whom to talk about their situation; 2) needing
professional counseling to work through the psychological problems
resulting from the infection; and 3) needing more education
regarding the effects of HTLV-III infection and how to cope with
them. These perceptions--because they are generated by those
currently facing the problem—--provide a starting point for this
discussion.

The social isolation that many of the positives in this
sample felt, and their lack of self-disclosure suggests that many
do in fact need someone with whom to talk. The most cost
effective means of meeting this need would entail the formation of
self-help groups for HTLV-III positives. This would allow
homosexuals with similar problems to gather and self-disclose, and
to overcome some of the social isolation which affects them.

These groups could have great positive impact during the initial
period of disorganization that HTLV-III positives seem to
experience. They would provide a social support system that could
'carry' the newly informed individual until his ego-defenses

reconstitute. In addition, this social support would facilitate a

healthy and flexible reconstitution. However, a major problem
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with this notion may revolve around the formation of these
groups. If it is not socially acceptable to identify one's self
as a positive, who will join such a group? This problem must be
addressed before self-help groups for this population can
succeed.

The second alternative, professional counseling, also appears
appropriate in many cases. Given that approximately 80 percent of
the positives in this sample have clinically significant levels of
anxiety or depression, it is clear that many appear to need
professional counseling or psychotherapy. If the speculations
above are accurate, the most appropriate psychotherapy may be
cognitive-behavior therapy. Other problems experienced by this
group also indicate the need for psychotherapy. For example, the
changes in sexual behavior reported by all of the sample and the
changes in occupational functioning reported by 30 percent of the
sample are likely to have profound effects on self-esteem. In
addition, although this study did not attempt to measure
neuropsychological problems, material reported by other studies
regarding the high incidence of neuropsychological problems in
those with HTLV-III infections suggests that these problems are
very common. Professional assistance in the assessment and

management of neuropsychological problems is clearly indicated.

Finally, the need for more education, and more effective
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education, is clearly indicated. Much of the initial
disorganization experienced by HTLV-III positives seems to be the
result of inadequate information about the outcomes of HTLV-III
infection and erroneous information about the imminence of illness
and death. TIf this initial disruption could be minimized, it is
likely that the resulting psychological and social problems of
those with positive test results would be greatly reduced.

To have the maximum impact, this education needs to be aimed
in two directions. First, it needs to be broadcast to male
homosexuals in general, so that they do not come in for testing
with erroneous misconceptions. This kind of education would serve
as a prophylaxis for the kinds of psychological and social
problems which have been occurring with HTLV-III positives.
Second, another educational effort needs to be aimed specifically
at those who go in, or have already gone in for HTLV-III antibody
testing. At the very least, written information should be
prepared which addresses the problems and misconceptions found in
this sample.

In addition to these efforts, more research needs to be done
with this population, in order to facilitate the counseling
described here. As yet, not enough is known about this

population. For example, can some coping strategies reduce or

exacerbate psychological problems with some patients? Once more
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is discovered about the relationships between variables in this
area, the counseling and educational efforts will be greatly

facilitated.

Recommendations for Further Study

There is a growing need, as more and more people are infected with
the HTLV-TIII virus, to do psychosocial research with this
population. The following constitutes some suggestions for

further study.

1. Replicate the current study with samples drawn from different
socio—economic strata and different geographical areas, using the same

measures.

2. Institute longitudinal studies with measures before and after
antibody testing, in order to construct a more accurate picture of the
sequence of events for those with positive antibody tests. Such
studies would help determine the causation of the depression and

anxiety experienced by HTLV-III positives.

3. Test the effectiveness of intervention strategies such as

education, professional counseling, and self-help groups. For whom,
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and under what conditions do these strategies work best? Test the
effectiveness of coping strategies, such as those indicated on the

CSI. Which strategies work, for whom, and under what conditions?

4. Test the hypotheses suggested in the 'Speculations' section above.

Can a model be developed which explains the intra- and interpersonal

reactions of HTLV-III positives?
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Appendix A. Cover Letters

UNIVERSITY OF CALIFORNIA, IRVINE

BENKELEY * DAVIS * IRVINE + LOS ANGELES * RIVERSIDE * $AN DIECO * SAN FRANCIZOO SANTA BARBARA ° SBANTA CRUZ

CALIFORNIA COLLEGE OF MEDICINE IRVINE, CALIFORNIA 92717

DEPARTMENT OF COMMUNITY AND
ENVIRONMENTAL MEDICINE

Dear Friend:

Leaders in the gay community and researchers at the University of
California, 1Irvine are conducting a study on the psychological
difficulties that gay men might experience as a result of the
availability of the klood tests for AIDS. We are inviting you to
participate in this research.

We need your help, whether you have been tested or nct.

Specifically, we are asking that you complete the materials in
this packet, and return them tc us no later than November 15th,
1985, It is important that everyone who receives a packet

complete the information and return it even if you have not been
tested for AIDS.

These who have not been tested, or who have negative test results
will form the control group in this study. Without participation
from everyone, the information obtained will be of limited use.
So please set aside some time to complete these materials as soon
as possible.

Should you choose not to participate, please tell us why, using
the very first blank of the first questionnaire. Then return the
research material. Your thoughtfulness will help us determine
what the results of this research really mean.

Some of you are women. Our mailing lists do not distinguish
between men and women. 1f you are female, please return the
questionnaire, noting your gender.

The Gay and Lesbian Community Services Center of Orange County,
the Elections Committee of the County of Orange, and Laguna
Outreach have all endorsed this study. The research is being
conducted under the auspices of the College of Medicine,
University of California at Irvine.

The test materials are designed to ensure your anonymity. The
informaticn you supply will help us develop guidelines for needs
of treatment programs for your trothers.

Sincerely,

Hoda Anton-Guirgis, Ph.D.
Associate Professor
Principal Investigator
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LAGUNA OUTREACH, INC.
PO. Box 1701 ¢ Laguna Beach, California 92651
(714) 4974237

September 16, 1985.

Dear Friend:

As you are probably already aware, over the last few months many
gay men have take the newly developed blood test which screens

for the AIDS antibody. Recently we have begun to hear reports
that a number of these men who have learned that their test
results are positive have experienced adverse emotional reactions.

To develop effective counseling to meet the needs of gay men at
risk for AIDS, we have asked Mr. Kenneth Kaisch and Dr. Hoda
Anton-Guirgis to conduct a research study, under the auspices of
the University of California, Irvine’'s Medical School, to deter-
mine what is happening to these men.

we believe that this study will be helpful to the future well-
being of our community and ask you to support the research by
filling our the accompanying test materials and returning them
today. We also want you to know that we have taken appropriate
measures to ensure your anonymity.

We need 100% participation - from everyone with positive test
results, from everyone with negative test results, and from
everyone who has never taken the test.

Please, give a few minutes of your time now. Your responses may

provide the data that may someday help someone close to you in
their time of greatest need.

Yours sincerely,

»:

s el Mona
A= [

Karen Joneiz/// Frank Newman
Co-Chair Co-Chair
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Hals(d)

Co-chairs
Caro' Agams
Don Hagan

Board of Directors
Amy Adams
Trezsure

Lyn Calerdine
Pubica: ons Cra:
Joanna Clark
Se:es

Nk Deal

A-~nua Oner Cra
Richara Elhott

Po :ca &*ars Cna-
Eva~ Fruithand.er
F-a-ceCocna-
Torm: Fu'ton

voler Regea :- Cra
Ricnara Ker'y
F-asce Cccra
Arlene Sontap

Communi, Orga-:a =-¢ Cra*

September 16, 1985

Dear Friend:

Ray is 24 years old, a handsome surfer blond, and until a
few weeks ago was on top of the world. He made an
emergency call to my office sasking to see me immediately.
One week previously he had taken the AIDS Antibody test.
He had just received word that the test wvas positive. He
was certain that he wanted to kill himself. His life wvas
on the edge of survival. Within a few days his roommate
moved out of their spartment. Ray sat 1in my office
crying and frightened. How do we help Ray? The roadmaps
are only today being created. YOU CAN HELP!

If AIDS has not affected your life, it is only a matter
of time. Orange County will surpass 200 cases this year
and the number will double next year. ECCO is supporting
this special AIDS study in collaboration with Kenneth
Kaisch and Dr. Hoda Anton-Guirgis of UCI Medical School.
THEY ARE OUR FRIENDSI

don't set this questionnaire aside. We need
every individual receiving it to complete it and return
it in the enclosed envelope. Your response is important
whether you have had the AIDS Antibody test or not. WE
GUARANTEE YOUR ANONYMITY. ECCO HAS PUT THIS PACKAGE
TOGETHER. ECCO HAS LABELED AND MAILED THIS TO YOU.

Please,

On behalf of our Board of Directors I thank you for your
time. There will be others like Ray who will also be
thankful that you care.

Sincerely,

Den G W

Don G, Hagan; M.D.
ECCO Co-Chair

Elections Committee of the County of Orange
C Bec 1745 Laguna Beach CA 92652 (714) 497.4311
Pz 'ca 'D bz B22382
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Gay & Lestvan Community Semces Center of Oronge County

(714,534 D8el Agmunyrat >
(714,53 22¢) O 1 &

September 16, 1985

Dear Friend,

The University of California, Irvine, Department of Community
and Environmental *ledicine along with several Orange County

gay and lesbian organizations is now conducting an AIDS Research
Study. The principal researchers are Kenneth Kaisch and Dr.
Hoda Anton-Guirgis of U.C.I.; organizations include the Center,
ECCO, and Laguna Outreach,

The U.C.I. study will assess the counseling needs of gay and
bisexual men with respect to AIDS virus antibody testing. Since

the beginning of antibody testing, severe psychological reactions
have been reported among some of those with positive test results.
The enclosed questionnaire was developed with the assistance of

the cay community to help evaluate critical counseling needs at this
time.

We believe that this study may be helpful to the well-being of our
cormmunity and ask you to fill-out and return the accompanying test
materifals. VYour anonymity and confidentiality of the responses are
assured,

We are asking everyone who receives the test materials to respond -
whether or not you have taken the antibody test and regardless of
positive or negative result. The researchers need responses from
the entire community.

So, please give a few minutes of your time now. The data you provide
may someday. help you or someone close to you in time of need.

Thank you!

Slou Peslechd_- e Chlsictin.

Steve Peskind Werner Kuhn

Field Coordinator Executive Director

AIDS Response Program of Orange County Gay and Lesbian Community
Services Center of Orange
Count

12832 GARDEN GROVE BOULEVARD. SUITE £ GARDEN GROVE. CAL A 92643
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Appendix B. Optional Consent Form

UNIVERSITY OF CALIFORNIA, IRVINE
CONSENT TO ACT AS A HUMAN RESEARCH SUBJECT Void Mw

EPIDEMIOLOGIC EVALUATION OF IMMUNOLOGIC CHARACTERISTXC
OF A GENERAL BLOOD DONOR POPULATION AND GROUPS AT
HIGH RISK FOR AIDS

Hoda Anton-Guirgis, Ph.D.
Community and Environmental Medicine, UCI
(714) B56-7416

NAME OF SUBJECT: (OPTIONAL)

PURPOSE OF STUDY: I have been asked to participate as a subject
in the investigation with the above title. In this
investigation, attempts will be made to evaluate questionnaire
and psychological test results, in order to ascertain the extent
and type of <counseling needs of homosexual men at high risk
status for developing Acquired Immunodeficiency Disease (AIDS).

PROCEDURES: I understand and agree to participate in the

following procedures in this investigation:

L. Complete a guestionnaire to gather information on social
history.

2. Complete two brief psychological tests.

RISKS: There are no known risks in these procedures.

BENEFITS: I acknowledge that the benefits of this study are for
research purposes and for the development of a counseling program
to treat gay men who have been exposed to AIDS.

COSTS: Costs of all of the tests will be covered by research
funds.
CONFIDENTIALITY: We have designed this study to preserve the

anonymity of those participants that wish to remain anonymous.
To further protect confidentiality, no copy of this consent form
will be retained by the study.

I have read the Experimental Subjects Bill of Rights (see
attached) and have been given this consent form to keep. i
consent to participate.

Signature of Subject (Optional) Date




Appendix C. Questionnaire

INSTRICTTONS: All information will be kept in the strictest

medical confidence. This questionnaire is designed so that you do not
have to reveal your name or any other identifying data, if you choose
not to do so. At no time will any information concerning any
participant be given to anyone without your written permission.

Please complete the following questionnaire by filling in the blanks,
or by making a mark by the blank that best describes you. You may
refuse to answer any or all questions, or stop filling out the
questionnaire at any time. However, the data collected by this study
will prove most useful if everyone completes and returns these
questionnaires.

If you have any questions about this study or this questionnaire, you
may contact the principal investigator at (714) 856-7416, or our
research associate, Ken Kaisch, at (714) 447-3452 on Saturdays between
the hours of 9 a.m. and noon, or most weekday evenings between 7:30
p.m. and 10 p.m.

Please complete this material, place it in the stamped, return
envelope, and mail it to Dr. Hoda Anton-Guirgis, Department of
Community and Environmental Medicine, College of Medicine, Irvine, CA
92717, by October 30, 1985.

FOR THOSE CHOOSING NOT TO COMPLETE THESE MATERIALS: If you choose

not to participate in this study, it would be helpful if we could know
why. Please give your reasons in the space provided immediately
below, and return these materials in the stamped, self-addressed
envelope. Thank you.
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Today's date:

month--day--year

la. Date of birth:
month--day--year

lb. If you participated in the previous UCI study, we would like to
know the last digit of your social security number. This plus your
birthdate will allow us to collate the information between the two

studies, and still preserve your anonymity. Last digit of your
Social Security number:

lc. Your zip code: (This will allow us to determine the
frequency of response by zip code, which will help us understand what
the results of this survey mean.)

2. Current relationship status:
Not currently in a relationship
Same sex partner/lover for years
Heterosexual marriage

3. If you are living with a partner, does your partner have any AIDS
symptoms? yes no

4. How many years of schooling have you completed, not counting
kindergarten: years

5. What is your approximate annual income, before taxes are
deducted: $

6. What category best describes your current employment:
Professional
White collar
Blue collar____
Retired

Unemployed

7. We are interested in learning if you have received counseling or
psychotherapy for any reason. Please check those that apply:
Anxiety disorders (phobias, panic attacks, anxiety)
Depression or thoughts of suicide__
Substance abuse__
Major mental disorder (schizophrenia, manic depression)
Other (please specify)

No counseling or psychotherapy
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8. Which statement below best reflects your sexual preference:
Exclusively homosexual
Primarily homosexual, with some heterosexual interest
Equally bisexual
Primarily heterosexual, with some homosexual interest
Exclusively heterosexual

Have you had any of the following physical conditions in the last 2
months? (please check all that apply)

9. Profound and unexplained fatigue

10. Persistent or recurrent fever_

11. Weight loss of more than 10 lbs., not related to dieting
12. Swollen glands (lymph nodes in neck, armpits, groin)_

13. Persistent and unexplained diarrhea or stomach upset

14, Others (please specify in the space below):

15. The HTLV-IITI virus has been found to cause AIDS. The HTLV-III
antibody test has been developed to detect antibodies to this virus.
(It is important to note that researchers have found that not everyone
with antibodies to this virus will go on to develop AIDS.) Have you
had the HTLV-IIT antibody test? Yes No

16. What were your reasons for taking or not taking the test?

If you have had any of the following blood tests, please give the
date(s) you were tested and the results of the test:

Blood Test Date(s) Tested Results
17. Hepatitis B Core Antibody i
18. Hepatitis B Surface Antigen
19. T Helper Cells
20. T Suppressor Cells
21. T Helper/T Suppressor ratio
22. Other tests (please specify)




23. Have you ever had cancer? yes__ no_
If you have had cancer(s), please indicate the following:

Type of Cancer(s) Date Diagnosed Current Status
25.

If you have you ever had any major disease or illness other than
cancer, please indicate the following:

Type of Disease/Illness Date Diagnosed Current Status
26..
2
28,

IF YOU HAVE TAKEV THE HTLV-III ANTIBODY TEST, PLEASE CONTINUE WITH THE
NEXT ITEM. IF YOU HAVE NOT TAKEN THE ANTIBODY TEST, PLEASE GO TO
THE LAST PAGE OF THIS QUESTIONNAIRE.

29. When, approximately, did you take the test?
month--year
30. Where did you take the test?
Public health facility
Private physician___
As part of a UCI research study
Other (please specify)

31. What were the results of your test?
Positive, indicating exposure to the AIDS virus
Negative, indicating probable non-exposure to the AIDS virus
Inconclusive
I don't know____

32. Have you been diagnosed as having AIDS?
Yes If 'yes', who made this diagnosis
No
I don't know

THOSE WITH POSITIVE RESULTS TO THE HTLV-III ANTIBODY TEST SHOULD
CONTINUE WITH THE QUESTIONS BELOW. THOSE WITH NEGATIVE RESULTS,
PLEASE GO TO THE LAST PAGE OF THIS QUESTIONNAIRE.




33. When you first learned that you tested positive for the AIDS
antibody, what was the major emotional feeling that you experienced?

34. And what did you think about at the time? (Please list only your
most important thought)

35. What is the major emotional feeling that you now experience with
regards to being exposed to the HTLV-IIT virus?

36. And what is your current thought with regards to being exposed to
the HTLV-TITI virus? (Please list only the most important thought)

37. Social functioning can be defined as the interaction between you
and all other individuals, including lovers, friends, neighbors, and
relatives. What effect, if any, have these positive test results had
on your overall social functioning?

Very large negative effect

Moderate negative effect

Slight negative effect

No noticible change ~

Slight positive effect

Moderate positive effect

Very large positive effect
38. Please explain your answer to the question immediately above by
describing the single most important thing that has happened to you:
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39. Occupational functioning can be defined as how you function in
your workplace. Occupational functioning would include your
relationships with your employer, fellow workers, subordinates, and
would also include your level of productivity. What effect, if any,
have these positive test results had on your overall occupational
functioning?

Very large negative effect

Moderate negative effect

Slight negative effect

No noticible change

Slight positive effect

Moderate positive effect

Very large positive effect
40. Please explain your answer to the question immediately above by
describing the single most important thing that has happened to you:

41. 1In what way, if any, has knowledge that you have been exposed to
the virus that causes AIDS changed your sexual activities? Please
list only the single most important change. (Be explicit)

42. What have you done to cope with the information that you have
been exposed to AIDS? Please list only the single most important
thing that you have done.




PLEASE RESPOND TO THE NEXT SET OF QUESTIONS BY CIRCLING THE NUMBER
WHICH BEST DESCRIBES YOUR RESPONSE. YOUR RESPONSE CHOICES INCLUDE:

1 2 3 4
Strongly Strongly
Disagree Disagree Agree Agree

43, I'm trying to do many things I wanted to do,

but never had time for before.....eceeveeeens 12 & &
44, When I think of the problems other people
have, my own don't seem so bad....veveeeenenn. L. 20 a3 4

45. TI've found that the best thing for me is to

just forget I have an illnesS...eeeeeeceeonss L .2 "3 4
46, I turn to friends and relatives to decide

What I SHOULE 00w« as wnwxsssinensnsis e snisons L 27 Dis4
47, 1f T joke and kid about my problems it helps

me to deal with my feelingS....eeeveeeeanen. I} 2 3 4
48. I help others more than I did before my

B IINCBBic w0 omiws 0 0 0 G 0 0 0 0 e 0 L 2 3 4
49, I pride myself in taking things calmly. It

doesn't help to get UPSet.veeeeeeeeeeeennnns 1 2 3 4
50. I believe that prayer and religious faith

can cure me Oof my 11lnesS.v.eeeeeeneeeeaennes 1 2 3 4
51. T have often found that what is going to

happen will happéhsic:ssesssswssesossssieses 1 2 3 4
52. It helps to get away from people and cry a

EEELE 4 o g0 6w o e e o 194 B o B B AT B o 0D Arpid 1 2 3 4
53. I've tried to find out everything I could

about my condItion«as s eeem s s sisse st oiess 1 /B |
54, 1 believe in trying to look on the bright

side Of ERANES v e snmions sses esin s ve e iaess i 2 3 4

55. I'm going to beat this thing. I'm not

going to let it get the best of me......c.... ] E S L
56. Nowadays, a person has to live for today

and let tomorrow take care of itself......... 1 2 3 4

57. I look to God or a higher power for help
and. .comtort in My 11In6SS . celemime s es siaisssies 1 2 3 4
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Since learning that you have been exposed to the virus that causes
AIDS, are you: (please check all that apply)

58. Exercising more __ or less___ or about the same__

59. Eating more___ or less____ or about the same____

60. Smoking tobacco more____ or less ___ or about the same___

61. Using alcohol more __ or less___ or about the same

62. Using prescription medication more___ or less _ or about the
same

63. Using non-prescription drugs (marijuana, cocaine, etc.)
more or less or about the same

64. Sleeping more or less or about the same

65. Have you considered suicide since hearing your test results?
yes no

66. Have you attempted suicide since hearing of your test results?
yes no

67. What kinds of psychological assistance, if any, do you feel that
people who have positive AIDS antibody test results need, in order to
cope with their situation?




68. What two things inside yourself cause you the greatest
difficulty?

d.

b.

69. What two things outside yourself cause you the greatest
difficulty?

a.

70. What are your two greatest personal strengths?

With whom have you shared your positive test results? (please check
all that apply)

71. No one at all 74, Lover
72. Everyone I am close to 75. Sex partners
73. Everybody 76. Gay friends

77. Straight friends__
78. Gay neighbors_

79. Straight neighbors__
80. Family members_

81. Physician(s)

82. Clergy

83. Others (please specify)
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84. We are considering a followup study in several months. We would
like to track those who have participated in this study, so that we
can learn how your psychological needs change over time. To do this,
we need volunteers. We will retest the volunteers at a later date,
and then compare those reactions with the reactions that we have
measured today.

It will be very useful if we can follow the respondants of this
study, and compare later information with the information we are now
gathering. However, we cannot do this unless we have some way of
connecting current responses to those we might get in the future. To
have a follow-up, we need two things: 1) a way of connecting your
response on these questionnaires with your response on future
questionnaires; and 2) some way to get in touch with you, should you
decide to participate in a follow-up phase, so that we can mail you
the new questionnaires. This means, if you want to volunteer for the
next phase, that we need to ask you to give us your name and address.

If you choose to participate, this page of the questionnaire will

be removed from these test materials, and stored under the care of an
anonymous and trusted researcher at the College of Medicine. A code
number will be assigned, so that we can preserve your anonymity. When
the follow-up research is completed, these names and addresses will
be destroyed. In this way, we can maintain the anonymity of all who
participate in future studies.

Name
Address

THANK YOU FOR COMPLETING THIS QUESTIONNAIRE. YOUR EFFORTS IN
PARTICIPATING IN THIS STUDY WILL HELP GAYS WHO HAVE TESTED POSITIVE TO
THE AIDS ANTIBODY TEST TO GET THE HELP THEY NEED! NOW PLEASE GO TO
THE SELF ANALYSIS FORM AND THE PERSONAL ASSESSMENT INVENTORY, AND
COMPLETE THEM. THEY TAKE ABOUT 5-10 MINUTES EACH. WHEN YOU FINISH
ALL THREE QUESTIONNAIRES, PLACE THEM IN THE STAMPED RETURN ENVELOPE,
AND MAIL THEM BACK TO US. WE NEED THE COMPLETED MATERIALS BY NOVEMBER
15, 1985. THANKS!




Appendix D. Coping Strategies Inventory

PLEASE RESPOND TO THE NEXT SET OF QUESTIONS BY CIRCLING THE NUMBER
WHICH BEST DESCRIBES YOUR RESPONSE. YOUR RESPONSE CHOICES INCLUDE:

1 2 3 4
Strongly Strongly
Disagree Disagree Agree Agree
1. I'm trying to do many things I wanted to do,

but never had time for before (DO THINGS).... 1 2 3 4
2. When I think of the problems other people

have, my own don't seem so bad (COMPARE)..... 1 2 3 4
3. I've found that the best thing for me is to

just forget I have an illness (FORGET)....... 1 2 3 4
208 I turn to friends and relatives to decide

what T should do (ASK OTHERS) <« esesssssas s 1 2 3 4
5. If T joke and kid about my problems it helps

me to deal with my feelings (JOKE).......... 1 2 3 4
6. I help others more than I did before my

illness (HELP OTHERS)..ceecosssnscnsosnnsass 1 2 3 4
7. I pride myself in taking things calmly. It

doesn't help to get upset (CALM).....ecev... 1. 2 B8 4
8. I believe that prayer and religious faith

can cure me of my illness (PRAYER).......... 1 2 3 4
9. I have often found that what is going to

happen will happen (QUE SERA).......cccev.n.n. 1 2 3 4
10. It helps to get away from people and cry a

At le S AER Yk, Sadon s T | sl R B oo s S 1 2 3 4
11. I've tried to find out everything I could

about my condition (SEEK INFO).....esseesens 1 T2\ B3
12. I believe in trying to look on the bright

side of things (BRIGHT SIDE)¢cwsmsurnnmvssnss 1 2 3 4

13. I'm going to beat this thing. I'm not
going to let it get the best of me (BEAT IT). 1 2 3 4
14, Nowadays, a person has to live for today




N
—
(S

and let tomorrow take care of

1tself (LIVE TODAY) ssuwssamemsssssonswsnnsn 1 2 3 4
The following question was added by the author:
15. I look to God or a higher power for help

and comfort in my illness (GOD)..es vvasonssas 1 2 3 4

Note Bene: The word or words in parentheses did not appear in the
scale when it was given to the subjects. They have been added for the
convenience of the reader, in order to provide a cross-reference for
my comments in the body of this report.

|
|
|
|
)




Appendix E. Categories for Coding Open Ended Questions

Question 33: Major Emotional Feeling
After Learning of Positive
HTLV-TIT Test Results

Procedure:

1. Read the Ss response, and then compare it with each category
before you code it.

2. If no feeling words are used (like fear, anxiety, depression,
etc.) then you cannot code a feeling. Code instead #8--Other. Do not
infer a feeling.

3. If several feelings are described, code only the first feeling
that is described with a feeling word. If several feelings are

described in one sentence, code only the first feeling.

4, If you can't decide how to code a response, then code it
'Other--not codeable in the categories above'.

5. Follow this procedure for each response.

e

1. Numb, shocked, immobilized.
2. Fear--a major fear, dread, horror.
3. Anxiety--less than a major fear. Nervous, upset.

4., Anger.

5. Depression or sadness.

6. Guilt or shame. This may be expressed by expressions of feeling
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dirty or unclean.
7. Disappointment.

8. Other--not codeable in the categories above. E.g. thoughts;
confusion; happiness.

Question 34: Major Thought After
First Learning of Positive
HTLV-III Test Results

Procedure:

1. Subjects were asked to describe their major thought.

We must assume that their first sentence embodies that thought.
Therefore, code only the first sentence.

2. If a sentence embodies more than one thought, code only the
first thought.

3. If you can't decide how to code a response, then code it
'Other--not codeable in the categories above'. Do not infer. If a
response doesn't fit a category easily, it is an uncodeable response.

A T L

1. Thoughts of dying, catastrophe. E.g. "I'm going to die; I might
die; I haven't lived enough yet; etc."

2. Disbelief--denial. E.g. "I can't/won't get AIDS".

3. Thoughts of self-condemnation. E.g. "I'm no good; I haven't lived
my life right; etc."

4. Thoughts of confirmation. E.g. "this confirms what I had
suspected".

5. Hopeful thoughts, e.g. "I won't die", positive thinking, thoughts
about the potential for treatment, need for more information.

6. Thoughts regarding social relationships (lover, friends, family).
These thoughts can be either positive or negative.
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7. Wondering about the future, what it will hold, quality of life
concerns, survival, how much time is left.

8. Other--not codeable in the categories above. E.g. feelings such as
anger, fear, depression, or thought that do not fit the categories
above.

Question 35: Current
Emotional Feeling

Procedure:
1. Read the Ss response, and then compare it with each category
before you code it.

2. If no feeling words are used (like fear, anxiety, depression,
etc.) then you cannot code a feeling. Do not infer a feeling.

3. If several feelings are described, code only the first feeling
that is described with a feeling word. If several feelings are

described in one sentence, code only the first feeling.

4, If you can't decide how to code a response, then code it
'Other--not codeable in the categories above'.

5. Follow this procedure for each response.

e

1. Fear--a major fear, dread, horror.

2. Anxiety--less than a major fear. Nervous, upset.
3. Anger.

4, Depression or sadness.

5. Acceptance of the condition, acceptance of self.

6. Optimism.




7. Other--not codeable in the categories above. E.g. thoughts;
confused feelings. Note that all sentences that begin: "I feel
like..." or "I feel that..." are thoughts, not feelings.

Question 36: Current Major
Thought With Regard to HTLV-ITIT

Exposure

Procedure:

1. Subjects were asked to describe their major thought.

We must assume that their first sentence embodies that thought.
Therefore, code only the first sentence.

2. If a sentence embodies more than one thought, code only the
first thought.

3. If you can't decide how to code a response, then code it
'Other—--not codeable in the categories above'. Do not infer. If a

response doesn't fit a category easily, it is an uncodeable response.

O i T o B

1. Want more information, or counseling

2. Positive thoughts about self. E.g. "still healthy; I keep calm
and avoid stress; I am hopeful I will be OK; I am doing all the right
things for myself".

3. Thoughts regarding social relationships (lover, friends, family).
These can be either positive or negative.

4. Waiting with no explicit mention of hope. Resignation, fate,
wondering.

5. Waiting with explicit mention of hope.
6. Distracting self; keeping busy.

7. Self condemnation, guilt, shame.

8. Other—--not codeable in the categories above. E.g. feelings




such as anger, fear, depression, or thoughts that don't easily fit
these categories.

Question 42: What Are You Doing
to Cope With the Information That
You Have Been Exposed to AIDS?

In coding this material, if several responses are described, code
only the most important single response. The most important
response is either the first response stated or the response that
is described with the most words. Code the first response unless
there is substantial reason to believe that it is not the most
important response. If you are uncertain which of two responses is
most important, code the first response. If you can't decide how
to code a response, then code it 'Other--not codeable in the
categories above'.

B R e SIS

1. Coming closer to people.

2. Gathering information on AIDS, reading, understanding more.
3. Preparing for death, catastrophe

4. Acceptance of the inevitable.

5. Keeping busy

6. Spiritual growth

7. Changing my lifestyle

8. Changing my sexual activities.

9, Other—--not codeable in the categories above.
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Question 67: What Kinds of
Psychological Assistance

Do People Need

In coding this material, if several responses are described, code
only the most important single response. The most important
response is either the first response stated or the response that
is described with the most words. Code the first response unless
there is substantial reason to believe that it is not the most
important response. If you are uncertain which of two responses
is most important, code the first response. If you can't decide
how to code a response, then code it 'Other--not codeable in the
categories above'.

L R

1. Someone to talk to

2. Professional counseling or psychotherapy. E.g. responses that
talks about the need to talk with a trained person.

3. Education. E.g. info describing what the HTLV-III test really
means; the chances of getting AIDS; information about what one can
do to reduce the chances of contracting AIDS; etc.

4, Other--not codeable in the categories above. E.g. responses
such as anger, fear, depression.

Question 54: Effects of Positive
HTLV-IIT Test Results on
Social Functioning

In coding this material, if several responses are described, code
only the most important single response. The most important
response is either the first response stated or the response that
is described with the most words. Code the first response unless
there is substantial reason to believe that it is not the most
important response. If you are uncertain which of two responses is
most important, code the first response. If you can't decide how




to code a response, then code it 'Other--not codeable in the
categories above'.

Distancing, primarily caused by others.

. Distancing, primarily caused by self.

Complete social isolation

No change in social functioning

More contact with others

. Changes in sexual practices

Other--not codeable in the categories above. E.g. responses
such as...

No response made to this category-—question left blank.
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Be certain not to infer a response. E.g. the response, "I am
spending a lot more time with my dog" does not necessarily mean
there is distancing of any kind. Code this response, if it is
the most important, as 'Other'.

Question 56: Effect on
Occupational Functioning

In coding this material, if several responses are described, code
only the most important single response. The most important
response is either the first response stated or the response that
is described with the most words. Code the first response unless
there is substantial reason to believe that it is not the most
important response. If you are uncertain which of two responses
is most important, code the first response. If you can't decide
how to code a response, then code it 'Other--not codeable in the
categories above'.

1. Distancing, caused by others

. Distancing, caused by self

Complete social isolation. E.g. if both kinds of distancing
are present in severe form.

Loss of promotion or raise

Fired from job

Lowered productivity

No change in occupational functioning

Better occupational functioning in some way or ways
Other--not codeable in the categories above. E.g. responses

w N
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such as anger, fear, depression.
10. No response made to this category-—question left blank.

Question 57: Changes
in Sexual Activities

In coding this material, if several responses are described, code
only the most important single response. The most important
response is either the first response stated or the response that
is described with the most words. Code the first response unless
there is substantial reason to believe that it is not the most
important response. If you are uncertain which of two responses
is most important, code the first response. If you can't decide
how to code a response, then code it 'Other--not codeable in the
categories above'.

No change in sexual activities

. Celibacy

Increased sexual activity

Safe sex practices. Any listed safe sex practice is coded

as safe sex if it is the major response. Thus, one need not

list all safe sex activites in order to code this response.

Safe sex activities include: hugging, massage, body rubbing,

mutual masturbation, using a condom for anal intercourse,

not getting semen or urine in mouth, avoiding fisting or

rimming, keeping number of sex partners low.

5. Other—-not codeable in the categories above. E.g. responses
such as anger, fear, depression.

6. No response made to this category--question left blank.
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Appendix F. First Emotional Reactions of HTLV-III Positives

Those subjects who were positive on the HTLV-III antibody test
were asked to respond to the question, '"When you first learned that
you tested positive for the AIDS antibody, what was the major
emotional feeling that you experienced?" 1In order to preserve the
qualitative nature of these responses, they are reproduced here
verbatim. The subjects' responses are in order, so that the reader
can compare the different reactions by subject.

1. I assumed the test was much like that for hepatitis and meant I
had fought off the virus successfully, so I was not unduly concerned
until I discovered I was wrong. Then I wanted to know all I could
about it, and I was quite firghtened by the spectre of AIDS in my
life.

2. 1 was very depressed and sad, sometimes I think about suicide.
3. Anxiety--depression.

4. I just wanted to know more about AIDS.

5. Grip of reality--it could happen to me--anxiety rush.

6. [I found out] this month, October, 1985. Feelings were very mixed
at that time.

7. Shock.
8. Anger.

9. Great disapointment--moderate depression--but at the time, no
symptoms—-and encouraged that Idon't fit the "getting sick" type!

10. Fear.

11. Emotional distress: fear.

12. Depression, anxiety, occasional fits of crying—-reevaluation of
life and lifestyle. Desire to live life as fully as possible.




13. Disappointed, but not surprised.

14. Was I going to get AIDS, and if I was going to die.

15. Confusion.

16. Positive results expected since lover diagnosed with AIDS--I was
not surprised nor overly concerned--positive test results among nearly

60% of gay men and do not indicate AIDS diagnosis.

17. Slight but controlled fear.

18. Trapped--unclear--didn't want anyone to touch me as I was not
clean.

19. Somewhat stunned, but not fearful of my future.
20. Fear.
21. Concern for my family--uncertainty about the future.

22. Figuring out who to tell--those I thought I could trust--or not
to tell a soul.

23. T expected a positive--no strong feelings.
24, Fear of dying, getting AIDS, possibly exposing others--guilt.
25. Anger--mad at myself for being so promiscous(sic) for so long.

26. At first, disbelief--a let down feeling. Somewhat nervous,
scared.

27. None--I expected it.
28. Anger and fear.

29. I was mad, though I knew it would be positive.

30. That there was no hope for me to live. I was very uninformed.
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Appendix G. Current Emotions Regarding HTLV-III Infection

The following are responses to the question, "What is the major
emotional feeling that you now experience with regards to being
exposed to the HTLV-III virus?" of those who were HTLV-III positive.

1. I accept exposure as inevitable. I don't see how I could have
avoided it, given my life style at that time. I have somewhat
returned to my original philosophy--it can't happen to me, and it
won't happen to me.

2. Not knowing when I'm going to die. I feel like I'm dying. Just
thinking about it.

3. Coming to terms with my finiteness--temporary. I feel anxiety and
surprixing motivation to experience the things I want to before it is

too late. I am also angry because I might be OK in the end and maybe

I'm worrying for nought.

4. I'ma little depressed because I would like to date somebody but
it wouldn't be right exposing them to it.

5. "Vulnerability". To protect myself as best I can with normal
good health.

6. The fear that it could go on to develop AIDS. I don't want to
die!!!

7. Some depression.

8. Fear of the unknown. I just feel dirty.

9. Great perplexity at what the future holds. I now have moderately
painful lymph node enlargement. I'm fearful of dealing with it

medically due to possible loss of job, etc.--plus, what can be done?

10. Cautious optimism.

11. Fear--fearful of getting any sickness: flu, etc...

12. Anger and caution. Anticipation wondering if and when the
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disease will strike.
13. Mild, occasional anxiety.

14. At first depressed, not wanting to have sex. Life goes on, and
I take safe precautions in having sex.

15. Depression.

16. I feel little use in worring about it because of apparent
inevitability to exposure for most gay people.

17. I no longer have an emotional response to the results of the
test.

18. Like a graph [graph drawn with many highs and lows]. Highs/lows
wondering when will "it" happen if it does. Always try to be one step
ahead of myself and wanting more life. Looking at things as if I may

never see them again.

19. How can I help others I know to improve their health. Basically
feeling calm, slight anxiety, live for today.

20. Anger, frustration.

21. Making the necessary ''changes'" and precautions. Alternative
"safe sex". Social restructure.

22. My wife would have no choice but divorce me now, after being
separated for 3 1/2 years.

23. That I would confer with my doctor.

24, Fear--every time I get a symptom.

25. Uncertainty.

26. My emotional feeling is still one of being scared, but as long as
I don't show physical signs, I'm OK and more or less act as I always
do but even take more care of myself. I also feel absolutely positive

that a cure is just around the corner.

27. None.

28. Fear--whenever I get a cold, fatigue, rash, etc. I get scared
and watch it closely with the fear that it may develop.
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29. Death.

30. Ongoing fear of exposure to a opportunistic disease. Fear of
sexual contacts. Fear of people discovering my test results.
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Appendix H. First Cognitive Reactions of HTLV-III Positives

1. As God's perfect child, AIDS could not enter my life. But I
continued to worry, and read everything I could get my hands on, as
well as discuss it with my physician.

2. My family! And sex partners I had been with!

3. How I haven't even lived yet and done what I wanted to do.

4, T wondered if my roommate thought I gave it to him.

5. Survival.

6. Mixed feelings.

7. Wondered how much time T had left. Feared for well-being of my
former lover.

8. Getting away from everyone--I just wanted to run away.

9. Planning well for the future. Protecting my new mate--which came
about before my knowledge of results--though I had over 1 year ago
begun practicing safe sex. I would likely commit suicide before
becoming debilitated.

10. I thought I'd die from it.

11. Parents; dying of AIDS; if parnter had been exposed.

12. How much time I had left. How it would affect future
relationships. If other people had been infected by me.

13. I can't recall, but I don't think I gave it a lot of
consideration at the time.

14. I thought of not being able to have children.

15. Whether the steps I would have to take would reduce the quality
of life to the point that it would not be worth taking them in the
first place.




16. Suspicions confirmed.

17. That I might be one who gets AIDS.

18. Where--when could this have happened. If I would have lived my
life different would this have happened. I don't wnt to have any pain

or slow deterioration.

19. What can I do to improve my immune system beyond its current
strength. Will I be able to have kids.

20. I was going to die.

21. Uncertainty--fear--concern.

22. How to inform others about the virus, or what I can do. Will my
insurance be cancelled now that the health department has my name and
address.

23. Moderate concern.

24, Trying not to cry and freak out--trying to calm down--please
someone talk to me.

25. Mad at myself for being promiscous(sic) for so long.

26. T couldn't understand how I got it. I thought of death but I
look and feel fine and healthy.

27. I hope I don't come down with AIDS.
28. Will I get AIDS or more symptoms.

29. I was mad, depressed.

30. Wanted to learn more about my own situation and yet knew that I
would hide it from myself.
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Appendix I. Current Thoughts Regarding HTLV-III Infection

1. I wish there had been counseling and good information for us when
we were first informed. But even now, with all the information
available known, there is still no real evidence as to what a positive
reading means. I am particularly frightened by the social
implications of being positive and the national panic about the
disease.

2. Stop having sex. With anyone.

3. There really isn't any time to procrastinate. I am still very
healthy.

4. What can you say but, "oh well".
S. "I'm holding my breath'.

6. The same--although I try to keep myself busy and not dwell on the
idea.

7. Hope they find a cure soon so that if I do develop AIDS I can be
cured.

8. What's going to happen? How long do I have?

9. I was in the wrong place. I believe it primarily passed via
receptive anal sex. I've practiced that once or twice prior to 1985!

10. I hope I don't have to get AIDS, but I've been "getting my life
in order" in case I do.

11. Am I going to die from it?
12. Doing what will best keep me in shape to fight off the disease.

Considerable worry—-many friends have died in the last six
months--will I die also?

13. 1'll either contract AIDS or I won't. In the meantime, life goes
on, and worrying about it will accomplish nothing positive.
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14, Will medical science find a cure?

15. I will most likely never know a lover again in my life. I also
find I can't have sexual relations, safe or unsafe.

16. One cannot deny fate in this case.
17. We really don't know what it means—-it may mean nothing at all.
18. I hate it.

19. How can I help others I know improve their health. Basically
feeling calm, slight anxiety, live for today.

20. Frustration from allowing myself to become labeled.
21. Hope.

22. Trying to keep myself healthy as possible (no drugs, limited
alcohol, quit smoking, take vitamins, and eat a healthy diet).

23. I think I've "had" a case of AIDS and thrown it off.
24. Being careful and getting educated.

25. Not sure if I will be one of the 5% or 107 that comes down with
AIDS. If I have any choice it I do or not.

26. T really still don't believe it because I show no symptoms or
visible signs. However Iv'e done thorough research to find out what
there is to know about the disease, and the future research in cures!
27. I must be more carefull with myself and others.

28. I want to educate and support everyone as much as possible.

29. Death.

30. Need to educate myself on precautions of safe sex.
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