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Involvement of professionals in enhancing the leisure lifestyles and quality of lives of people
with AIDS and barriers to that involvement are explored first. The challenges of professional
involvement include: concern (i.e., helping clients achieve HIV prevention), compassion
(providing services to those who are HIV-infected, including leisure education, health teach-
ing and enhancing functional independence and behavioral expression), and community
(assisting persons with AIDS and significant others to maintain their citizenship in the
community and to be treated with dignity and without discrimination). Issues of personal
involvement are examined with a focus on the roles of therapeutic recreation specialists in
relation to commitment, challenge and control as aspects of positive reinforcement systems.
Service delivery is discussed within a framework of the social context of AIDS and with
emphasis on understandings of and approaches to HIV/AIDS prevention. Therapeutic recre-
ation specialists and community developers can provide opportunities for self-empowerment,
helping those affected by HIV/AIDS to live with feelings of inclusion and dignity versus
those of fear and isolation.
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The HIV/AIDS pandemic continues to ally all countries, and around 23 million
grow at an alarming rate. In a decade and adults and children have become infected
a half, it has transformed the world. HIV worldwide. The World Health Organization
infections continue to be reported from virtu- (WHO) estimates that 8,500 people become
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infected with HIV (the human immunodefi-
ciency virus) every day, of which 7,500 are
adults and 1,000 of which are children.
WHO projects that by the year 2000, the
cumulative worldwide total of HIV infection
could reach 30 to 40 million people, with
10 million developing the disease known as
AIDS (acquired immunodeficiency syn-
drome) with its concomitant disabilities by
that time (Altman, 1996; Leary, 1995; Staff,
World AIDS Day, 1995).

"Individuals, communities, national gov-
ernments, and international organizations
each have a key role to play in addressing
the problem," according to Mhloyi (1995).
"The challenge is how each fits into the puz-
zle to produce the greatest impact" (p. 22).
Although no single organization has the
power to influence governments, collectively
they have resources to push nations to take
effective actions in fighting the swelling
global tide of HIV/AIDS.

International, national, regional recre-
ation and park, and therapeutic recreation or-
ganizations, as well as local leisure services
providers and therapeutic recreation special-
ists, have a professional and social responsi-
bility to become involved in the fight against
the daunting challenges of HIV/AIDS. They
can coalesce their expertise as educators, re-
searchers, policymakers, managers, program
designers and specialists to facilitate solu-
tions to the growing menace of this lethal
illness. This article examines professional
and personal issues related to this new pan-
demic virus from the perspectives of
involvement and service delivery.

Involvement
Professionals from a variety of fields, in-

cluding recreation, have come forward vol-
untarily for a variety of personal, moral and
professional reasons to fight the HIV/AIDS
pandemic. Many continue to provide HIV/
AIDS prevention education and work to en-
hance the leisure lifestyles and the quality of
lives of people with AIDS. Other profession-
als stay on, their commitment fueled by

anger or hope, for fear that if they quit no-
body will step into their place. An increasing
number find themselves overwhelmed by de-
spair and hopelessness, and they leave the
struggle because stress has led to burnout
(Grossman, 1991; Navarro, 1991). This sec-
tion of the paper examines the barriers to
involvement in the battle against HIV/AIDS
and the professional challenges and personal
issues related to involvement.

Barriers to Involvement
Attitudes and beliefs related to the world-

wide spread of the disease and AIDS-related
stigma are powerful barriers to the involve-
ment of organizations, departments, pro-
grams and individuals in AIDS-related work.
Not only are stigma and discrimination tragic
effects of the pandemic, but also they have
hindered public health efforts to prevent fur-
ther spread of HIV by fostering limited pub-
lic attention and lackluster responses by na-
tions. "For this reason, preventing discrimi-
nation toward HIV-infected people and
people with AIDS has been made an essen-
tial part—for the first time in history—of
the public health strategy to prevent and con-
trol the global epidemic (Mann, 1995, p. 3).

HIV/AIDS also engenders attitudes and
beliefs that inhibit professionals from ini-
tially engaging in AIDS-related work or sus-
taining that work once they have begun.
McFarlane (1996) enumerates the four most
prominent of these attitudes and beliefs: (a)
realistic and unrealistic fears of HIV conta-
gion (personal and those related to the work-
place), (b) confrontations with the mortality
associated with this fatal disease (one's cli-
entele and one's own), (c) feelings of help-
lessness and hopelessness (frequently, doing
one's best does not stem illness and deterio-
ration), and (d) barriers to information and
services (relating to issues of differences,
such as class, race, gender and sexual orien-
tation). Grossman and Caroleo (1996) add
others to this list: (e) anger and hostility at
colleagues (because of their insensitivity,
prejudices and discriminatory behaviors), (f)
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feelings of frustration (arising from the lack
of resources provided by politicians and
other bureaucrats to fight the disease), (g)
feelings of guilt (by those experiencing sur-
vivor's syndrome or the continued loss of
friends and family members), and (h)
stresses working with difficult clients (e.g.,
those who are HIV-positive and who con-
tinue to have unsafe sex and/or to share in-
fected needles for drug use).

Challenges of Professional
Involvement

The challenges of professional involve-
ment focus on concern, compassion and
community. They call for recreation profes-
sionals to enhance their human relations
skills and to apply the strategies of primary,
secondary and tertiary prevention.

Concern. Everyone has the right to avoid
HTV infection, and professionals should be
concerned about helping their clients to
achieve the goal of prevention. Primary pre-
vention calls for the identification of persons
whose behaviors put them at risk for becom-
ing HTV infected (Ungvarski, 1995). While
everyone is at risk, those who are margin-
alized (e.g., people living in poverty, gay
and lesbian people) and/or undervalued (e.g.,
women) are more at risk for HTV infection
in certain cultures. As Mann (1995) states,
"it is now clear that vulnerability to becom-
ing infected with HIV derives directly from
stigma and discrimination (and, more
broadly, violations of human rights and dig-
nity) occurring within each society. Thus, we
have learned that to uproot the HTV7AIDS
epidemic, . . . human rights and dignity
must be protected and advanced" (p. 3).

Worldwide, the primary mode of HIV
transmission is sexual, with heterosexual
sexual activity being the principal mode of
infection (WHO, 1995). While in certain
parts of the world, men who have sex with
men and injection drug users continue to
transmit the virus (CDC, 1995), in other
parts of the world, adolescents, prostitutes,

members of the armed forces, and women
are the growing groups of people who are
becoming HTV-infected by sexual transmis-
sion (Crossette, 1995). Consequently, recre-
ation professionals engaging in primary pre-
vention activities should be comfortable
talking about human sexuality and safer sex
practices with diverse groups. Being cultur-
ally competent, nonjudgmental, and able to
discuss various sexual behaviors with ease
are requisite to being effective in preventing
the spread of HTV and other sexually trans-
mitted diseases.

Compassion. Everyone who is HTV-in-
fected or has AIDS has the right to compas-
sionate services, including recreation and lei-
sure participation. Secondary prevention fo-
cuses on health promotion in addition to
ongoing assessment (Ungvarski, 1995). It
calls on professionals to engage in health
teaching and leisure education so that HTV-
infected individuals can make informed
choices: giving up negative behaviors (e.g.,
smoking tobacco, alcohol and drug use) in
exchange for more positive ones (e.g., exer-
cise, stress reduction, relaxation, high-pro-
tein/high calorie intake). By doing so, these
individuals will be increasing activities that
enhance immune functioning, while reduc-
ing those that have a potentially negative
effect on the immune system (Ungvarski,
1995). Furthermore, health teaching involves
educating people with HTV disease how to
prevent further transmission of the virus to
sex or drug-using partners.

Tertiary prevention is concerned with
providing care to minimize the disabilities
associated with the later stages of HTV dis-
ease and the diagnosis of AIDS (Ungvarski,
1995). The focus of tertiary prevention in
recreation is on developing an appropriate
leisure lifestyle for the person with HTV dis-
ease and on improving his or her quality of
life. Specialists should ' 'provide therapeutic
recreation services that enhance coping with
the diagnosis of a communicable, sexually-
transmitted disease; focus on knowledge, at-
titudes, and skills that facilitate a day-to-day
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behavioral expression in the face of increas-
ing opportunistic infections and physical and
cognitive limitations; and help the person
maintain functional independence as the dis-
ease progresses with its accompanying neu-
rological complications and physical debili-
tation" (Grossman & Caroleo, 1996, pp.
299-300).

Community. Everyone who is affected by
HIV/AIDS, (including those infected and
their significant others) has the right to main-
tain his or her citizenship in the community
and to be treated with dignity and without
discrimination (Staff, WHO international
theme, 1995). Those infected with HIV are
the most powerful resources in communicat-
ing the impacts of the disease on their lives
and those of their families. They will remain
silent, however, if disclosing their status
brings humiliation, rejection and discrimina-
tion. Therapeutic recreation specialists, lei-
sure service providers and community devel-
opers can provide opportunities and support
for self-empowerment, thereby assisting
those affected by HIV/AIDS to live without
fear and with dignity in their leisure and
other communities (Reid, 1995).

Professionals should encourage govern-
ments and communities to provide an en-
abling environment, one that fosters ethical,
legal and human rights and provides commu-
nity resources to fight the epidemic, e.g.,
condoms, pretest and posttest counseling,
and voluntary confidential testing services
which are accessible and affordable (Reid,
1995). In addition, professionals should help
establish community norms that disparage
all activities that spread HIV, especially
those of men of this generation who are in-
fecting the girls and women of the next
(Reid, 1995).

Issues of Personal Involvement
While the challenges of professional

involvement call for therapeutic recreation
and leisure specialists to deliver services that
provide concern, compassion and commu-
nity with regard to HIV/AIDS, not all spe-

cialists have the potential or capacity to work
with people with AIDS (PWAs). McFarlane
(1996) indicates that those who continue to
work with PWAs beyond two years either
have inherently hearty personalities or have
constructed a functional reward system. Cit-
ing Ouellette's research, McFarlane indi-
cates the three C's used by her to describe
professionals who look inward for their
strength: commitment, challenge and con-
trol.

Commitment. Professionals who have
commitment within the framework of pro-
viding services to people with HIV/AIDS
demonstrate an ability to derive satisfaction
from a task that relates to some higher pur-
pose. For example, therapeutic recreation
specialists (TRSs) who are committed to im-
proving the leisure lifestyles of PWAs so
as to enhance their quality of life will find
satisfaction because the TRSs can consis-
tently achieve that goal. The TRSs will also
find satisfaction if they are committed to
bringing other providers to the HIV/AIDS
challenge and to teaching them the knowl-
edge and skills they have learned from years
of experience. Those TRSs who come to be-
lieve that they cannot maintain their commit-
ment unless a cure for AIDS is found, how-
ever, are not able to experience satisfaction
in their daily work or to maintain their com-
mitment. They are not likely to last long in
working with PWAs, and they probably
should not continue to do it.

Challenge. Professionals who enjoy a
challenge are those who have an ability to
solve problems as circumstances dictate. Al-
though the roller coaster course of HIV dis-
ease encourages professionals to bring order
to their personal and professional worlds, en-
forcing standard protocols and routines is not
in harmony with the nature of living and
dying. Therefore, TRSs who look for a for-
mula in working with all their clients or em-
brace some arbitrary notions of providing
services to all people with HIV/AIDS are
likely to experience stress and burnout. On
the other hand, TRSs who enjoy challenges
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tend to select one or two things that are im-
portant and achievable in enhancing the lei-
sure lifestyle of each client, e.g., combatting
isolation, lack of recreation materials. They
design approaches and strategies to obtain
those things first, knowing that those things
will be cherished by their clients and that
they will be proud of themselves for meeting
the challenges, e.g., referring individuals to
support groups, engaging them in drawing
and painting activities, or both.

Control. Professionals who experience
control are those who are able to exercise
autonomy in their work. Therapeutic recre-
ation specialists who are provided with edu-
cation and training about basic and new de-
velopments in HIV/AIDS and are then dele-
gated the assignment of enhancing the
leisure lifestyles and quality of life of per-
sons with AIDS are more likely to experi-
ence a sense of control than are those who
are constantly observed and directed. TRSs
who are instructed about the results to be
achieved and are then allowed to exercise
control in structuring, directing and prescrib-
ing the leisure activities of clients to achieve
those results are likely to grow and develop
professionally. They are also likely to expe-
rience less frustration and distress on the job
and are therefore more likely to continue
working with people with HIV/AIDS than
are people who experience little control over
the nature of their work.

Service Delivery
According to Mhloyi (1991), many inter-

national organizations have played key roles
in raising HIV/AIDS awareness and coordi-
nating service delivery programs. National
governments, however, have been dragging
their feet. Mhloyi calls on individuals, com-
munities, national governments, and interna-
tional and national organizations to take a
more aggressive approach. In this section of
the paper, the author examines the social
context of AIDS and strategies for HIV/
AIDS prevention as constructive approaches
to avoiding complacency, overcoming de-

nial, building a sense of social responsibility,
and enhancing HIV/AIDS service delivery
systems.

The Social Context of AIDS
In examining the social context of AIDS,

Schneider (1992) indicates that we have to
look at five areas: (a) AIDS and its impact
on men, (b) the consequences of HIV disease
for women, (c) the responses of racial and
ethnic communities to AIDS, (d) political
mobilization by affected groups, and (e) is-
sues of social control and public policy. Al-
though Schneider's research focuses on the
United States, her framework indicates the
importance of race, class, and gender in the
interconnection of structural relations of
AIDS as a social problem and the changes
society must organize to deal with this dis-
ease.

The majority of the societal changes fo-
cus on the context and parameters of risky
sexual behavior among people of various
groups, communities and cultures. Although
the purpose of some sexual activity is procre-
ation, most people engage in sexual behav-
iors for the purpose of pleasure. Attempts to
alter patterns of pleasure-seeking behaviors,
i.e., those enmeshed with emotions and val-
ues, challenge public health educators to ex-
amine the social and cultural contexts within
which the changes are to take place. There-
fore, motivational changes promulgated by
public health teams dealing with HIV/AIDS
(including therapeutic recreation and leisure
service professionals) must incorporate un-
derstanding of models of behavioral change
that help to explain the following: gender
and economic dynamics underlying the po-
tential of change in sexual behavior among
heterosexual couples; power relationships
between partners, which may be more im-
portant than focusing on talking about sex
and the use of condoms among women; the
interactional nature of sex, i.e., emotional
dependency as well as class and race as they
affect sexual practices; motivations leading
men who have sex with men to continue the
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practice of engaging in unprotected sexual
encounters; and the way people actually talk
to each other and convince, argue and nego-
tiate with each other about sexual activities
(Huber & Schneider, 1992).

Understandings of and
Approaches to HIV/AIDS
Prevention

There may be no cure for HIV/AIDS in
our lifetimes. As the Public Media Center
(1995) indicates, it may become a more man-
ageable disease, but HIV/AIDS is not likely
to disappear or dissipate.

And we must learn that the only way
to live with and control this crisis is
by promoting the very kinds of behav-
ioral changes that are the most difficult
to effect through one-time or short-
term interventions, the kind that in-
stead require continual, pervasive so-
cial reinforcements and restatements
in order to be successful—restate-
ments that we will need to make day
after day, year after year, decade after
decade until this disease is finally
eradicated, (p. 36)

If this effort is to be successful, and if we
are going to protect future generations from
experiencing the same amount of devastation
as the current one, recreation and other pro-
fessionals must provide leadership and join
in primary and secondary prevention efforts.
During the past one and a half decades we
have learned that increased information, fac-
tual communication, and reasoned chal-
lenges to false assumptions are effective in
changing AIDS-related attitudes (Herek &
Glunt, 1991). Consequently, we have to re-
spond to the HIV/AIDS crisis by eliminating
the fears that too many of us associate with
HIV/AIDS and confronting the disease for
what it is. According to the Public Media
Center (1995), HIV/AIDS is "a mindless,
indiscriminate killer that we allow to thrive

only as a result of our unconfronted preju-
dices, fears, and ambivalence" (p. 36); and
the crucial blind spot in this range of factors
influencing AIDS-related stigma continues
to be homophobia, especially in the United
States. Furthermore, according to the Center,
we have to recognize HIV/AIDS for what it
is—a problem of people.

One model of working with people to-
ward preventive health behaviors is the
Health Belief Model (HBM) (Tones, Til-
ford & Robinson, 1990). Applied to HIV/
AIDS, the HBM asserts that individuals (a)
have knowledge about HIV disease and be-
haviors related to risk, (b) believe they are
susceptible to HIV infection, (c) know that
HIV disease is fatal, (d) perceive the effec-
tiveness of behavior change in altering the
risk, and (e) believe that the benefits of the
changes will outweigh any costs or disadvan-
tages that will be incurred as a result of the
change. In addition, the likelihood of the ac-
tion will be enhanced if the individuals have
a generally positive attitude to health and if
there is availability of peer support for the
behavioral change.

From the HBM and the experience of 15
years, we learn the following important les-
sons relevant to HIV/AIDS prevention (Os-
trow and Wren, n.d.):

1. Factual knowledge is important in mo-
tivating initial behavior change.

2. Knowledge alone does not sustain be-
havior change.

3. Perception of risk adds to knowledge
in motivating behavior change.

4. Overconfidence in science and techno-
logical solutions to health problems may re-
flect incorrect knowledge or denial of indi-
vidual risk for HIV infection, e.g., "There
may be a cure by the time I get sick."

5. It is important to disrupt denial and
fatalistic behaviors that enable people to
avoid confrontation with and their vulnera-
bility to HIV infection.
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6. Perception of the efficacy of behavior
change is important to reducing risk.

7. The long interval (an average of ten
years) between exposure and the first symp-
toms of HTV disease further complicates the
relation between fear of disease and behav-
ioral prevention of transmission.

8. Behavior change aimed at eliminating
pleasure-seeking behaviors is generally ex-
tremely difficult and may be impractical to
promote, therefore, substitution of lower-risk
behaviors may be more appropriate to dimin-
ish the risk of HIV transmission (e.g., use
of condoms during sexual intercourse and
needle-exchange programs for injection drug
users).

9. Relational and financial factors and
the balance of power may be barriers to re-
ducing high-risk behaviors.

10. Presence of peer norms supportive of
behavior change is positively associated with
the avoidance of high-risk behaviors, e.g.,
safer sex behaviors are normal and fun.

11. Antibody testing as a means of facili-
tating behavioral change is controversial.
Variable behavioral effects have been re-
ported in people who learned of their sero-
positivity.

12. Limited sexual impulse control, use
of alcohol and other drugs, sharing injection
needles, closeted homosexuality or bisexu-
ality, prostitution, homelessness and lack of
access to information and health care are as-
sociated with high-risk behaviors.

13. Difficulty or failure to abandon plea-
surable or compulsive behaviors in the face
of AIDS may produce emotional distress that
interferes with changing high-risk behaviors.

Strategies for Implementation
Professionals who are (or will become)

involved in providing leisure or therapeutic
recreation services to people with HTV/AIDS
believe that there is an interdependence be-
tween individuals and society and that soci-

ety has a responsibility of providing opportu-
nities for all people to meet their needs for
play, recreation and leisure. These profes-
sionals have come face to face with the stig-
matization associated with HIV/AIDS, and
they have redefined a self-identity that inter-
acts with and drives processes of individual
and community education. Within the frame-
work of leisure and therapeutic recreation
services, they facilitate appropriate activities
that focus on prevention education or en-
hance coping with a progressive disease
which has no curative treatment.

Leisure professionals and TRSs focusing
on prevention education use existing leisure
education and counseling programs to assist
individuals in developing HTV/AIDS aware-
ness, self-awareness, decision-making, HTV7
AIDS prevention skills, and social interac-
tion (Grossman, 1995). HTV/AIDS preven-
tion education messages can also be included
in such activities as discussion groups, poster
contests, quiz games, role plays, art murals,
film festivals, and health and leisure fairs.
From a community perspective, leisure pro-
fessionals and TRSs can form alliances with
other programs and organizations to sponsor
community forums, bazaars and carnival
days, health fairs, hotlines, speakers' bu-
reaus, educational materials, and condom
and clean needle exchange programs—all
aimed at establishing community norms that
discourage behaviors which spread HTV.

Among the interventions that appear to
be effective in promoting appropriate leisure
lifestyles of people with HTV disease are:
stress reduction; exercise; expressive activi-
ties, e.g., art, poetry, drawing, painting,
sculpting, and drama; social activities, e.g.,
picnics, parties, dinners, day trips (including
family members and significant others); and
volunteer activities that help improve self-
esteem and self-worth in the absence of em-
ployment or other meaningful activity
(Grossman & Caroleo, 1996). Leisure pro-
fessionals and TRSs and their organizations
can also interact with other community ser-
vices and groups to provide forums on new
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HIV/AIDS treatments, education programs
(including the benefits of caloric intake and
fitness activities), peer leisure counseling,
recreation resource files and support groups
for people with HIV/AIDS, and pastoral
counseling to clients, and their caregivers
family members, and significant others. Cre-
ating advocacy programs can help profes-
sionals and groups multiply their impact.
They can encourage local governments to
provide safe and enabling environments, in-
cluding accessing opportunities and remov-
ing barriers to play, recreation and social ac-
tivities for people with HIV/AIDS.

Concluding Remarks
The HIV/AIDS pandemic continues to

challenge health, medical and social service
providers, including therapeutic recreation
and leisure service professionals. We cannot
engage in business as usual if we are going
to stem its growth or combat its conse-
quences. We need to provide HIV/AIDS pre-
vention education, services to those who are
infected and affected by the disease, and
skills to help groups and communities to
build their capacities to find health, medical,
legal, social, and recreation solutions to their
emerging problems.

HIV/AIDS is a family disease. People
with HIV or AIDS and their spouses, part-
ners, siblings, children, friends and parents
face a myriad of psychosocial issues, includ-
ing the following: fear of rejection; social
stigma; social isolation; feelings of guilt,
shame, anger, loss, dependency; loss of posi-
tive self-image; coping with the uncertainty
of the disease; destruction of hopes and
dreams for the future; changes in social net-
works; the challenge of coping with the
physical consequences of HTV disease; and
facing and preparing for death (Stuhlberg &
Buckingham, 1988; Walker, 1991). Recre-
ation policymakers, managers, educators, re-
searchers and practitioners can provide op-
portunities for leisure experiences in safe en-
vironments and can assist in the development
of leisure lifestyles that will enhance the

quality of lives. We can expect nothing less
of ourselves, our organizations, and our pro-
fession.
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