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CHAPTER ONE
Introduction to the Study

Almost four decades have passed since the first known cases of Human
Immunodeficiency Virus (HIV) and Acquired Immunodeficiency Syndrome (AIDS)
appeared. HIVV mortality rates rose steadily through the 1980’s and peaked in 1995. By
the end of 2008 over 600,000 people had died from the disease. Fortunately, mortality
related rates have declined significantly in the past 15 years. Much of this decline is due
to Highly Active Antiretroviral Therapy (HAART) and to decreasing incidence since the
1980’s (Kaiser Family Foundation, 2011). Because of the dramatic decline in mortality
more people with HIV are living longer and with improved health status, sense of well-
being, and energy (Kim, Del Rio, & Havlir, 2003). The benefits of HAART have allowed
many people living with HIV to continue to pursue normal life activities, including being
sexually active (Kim et al., 2003). As the numbers of people living with HIV have
increased, the focus of prevention efforts have shifted from prevention targeted toward
people who are not infected to a focus on those who are infected with HIV. This
approach, referred to as “treatment as prevention” is a cornerstone of the recently
released National HIVV/AIDS Strategy (2010).

Released in July 2010, the National HIV/AIDS Strategy’s vision statement says:

“The United States will become a place where new HIV infections are rare
and when they do occur, every person, regardless of age, gender,
race/ethnicity, sexual orientation, gender identity or socio-economic
circumstance, will have unfettered access to high quality, life-extending
care, free from stigma and discrimination.”



The three primary goals of this strategy, as set forth by President Obama, are: 1)
Reducing the number of people who become infected with HIV; 2) Increasing access to
care and optimizing health outcomes for people living with HIV; and 3) Reducing HIV-
related health disparities (National HIV/AIDS Strategy, 2010).

This strategic focus is especially important in states such as Montana, that are
vastly rural, making access to proper care and treatment services limited. Montana has
reported 1,025 cases of HIV infection since 1985, with the majority of people living with
HIV residing in Yellowstone, Missoula, Gallatin, Flathead, Cascade, Lewis & Clark, and
Ravalli counties at the time of diagnosis. Although women are affected by HIV/AIDS,
men constitute 88% of the 1,025 reported cases, making men more at-risk in Montana
than women for HIV infection. As of December 2010 there were 532 people living with
HIV in Montana (Montana DPHHS, 2012). In order to move toward fulfilling the
primary goals set forth by the National HIVV/AIDS Strategy, more information needs to be
gathered related to risk factors for transmission, barriers to testing, care, and continued
treatment, as well as other health disparities that contribute to HIV infection transmission.
Health disparities can affect how frequently HIV affects persons with high risk behaviors,
the number of persons infected or spreading HIV, and how often HIV leads to death — all
factors which contribute to barriers to testing, prevention, and treatment services and
care.

There are many barriers to seeking or accessing prevention and/or treatment
services directed at decreasing the spread of HIV infection. In 2006 an assessment of the
needs of HIV positive individuals living in Montana found that the main barriers to

services and treatment were associated with lack of insurance coverage, the cost of



treatment or assistance, not knowing who to ask for help, mental health issues, and a lack
of transportation (Towner, 2006). Towner (2006) also found that a lack of knowledge of
resources and fear associated with accessing treatment were major barriers to accessing
the prevention and/or treatment services necessary to effectively treat HIV and deal with
the associated burdens to quality of life (Towner, 2006). These barriers identified by
people living with HIV in Montana mirror barriers to treatment and services that have
been identified in other states. Bravo et al. (2010) found that fear of discrimination,
psychological pain, negative stigma, and social isolation were major barriers to testing
and treatment for HIV (Bravo et al., 2010). Other barriers that were found relate to a lack
of health insurance, lack of money to pay for services, low education, an inability to
navigate the complex care delivery system, and a lack of knowledge about eligibility for
services and drug treatment protocols and efficacy (Schwarz et al., 2011; Wohl et al.,
2011).

People living with HIV are likely to encounter multiple social, emotional, and
physical problems that adversely affect their quality of life. The weight of negative
external and internal stigmas, depression and other mental health issues, employment
hardships, health-related concerns aside from HIV-status, and barriers to receiving
prevention and/or treatment care are just a few concerns that people living with HIV must
face and deal with on a regular basis. In order to fully comprehend the barriers that effect
people living with HIV in Montana, it was imperative to work with people living with
HIV as well as the Ryan White Title Il Consortium case managers who coordinate
services for people living with HIV in Montana. This collaboration helped to enhance the

identification of the gaps between needs and the prevention and treatment services that



already exist in the state. This information was used to improve linkage to testing and

prevention and/or treatment services.

Purpose of the Study

The purpose of this study was to assess the HIV testing, prevention, and treatment
needs of people living in Montana who are infected with HIV. Specifically, information
from this study was used to describe the demographic characteristics of people living
with HIV; the behaviors and barriers that contribute to reinfection and/or transmission of
the virus to others; barriers to accessing HIV testing, prevention and/or treatment
services; and barriers to maintaining treatment and/or services.

The last needs assessment of people living with HIV in Montana was conducted
in 2005-2006. Since that time the shift to “treatment as prevention” has altered the course
of fund allocation from the Centers for Disease Control and Prevention (CDC) to state
agencies for the funding of HIV-related services. The focus of this study was to identify
barriers to testing, prevention, and treatment services in order to effectively alter and
enhance provided services to better assist people living with HIV in Montana. Results
from this study provided the Montana Department of Public Health and Human Services
(DPHHS) and Ryan White Title 11 Consortiums information that will be used to enhance
prevention and treatment efforts and services for people living with HIV and persons who

are unsure of their HIV status but are at high risk for infection in Montana.

Statement of the Problem
As people living with HIV are living longer lives due to effective treatment it is
important to get them into care early after infection and keep them in care to protect their

health and to reduce their potential of transmitting the virus to others. The key to the
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success of this “treatment as prevention” focus is identifying barriers to accessing
treatment as well as barriers to continuing treatment. Overcoming these barriers is
imperative for people living with HIV to be well supported in a regular system of care
that will ultimately improve the quality of their lives and reduce their chances of

transmitting the virus to others.

Research Questions
The research questions examined in this study focused on people living with HIV

in the state of Montana. They were as follows:

1. What are the demographic characteristics of people living with HIV in
Montana?
2. What are the risk behaviors associated with reinfection or transmission of the

virus?

3. What are the prevention and/or treatment needs of people living with HIV in
Montana?

4. What prevention and/or treatment and care services are preferred by people
living with HIV in Montana?

5. What are the barriers to accessing and/or continuing HIV prevention and/or
treatment?

6. What resources are available for people living with HIV in Montana?

7. What are the identified gaps between needs and prevention and/or treatment

services?



Delimitations
The delimitations of the study are as follows:
1. The study was delimited to persons who are HIV-positive living in Montana.
2. Data was collected via online and hard-copy questionnaires, focus groups, and
key informant interviews.
3. Data was restricted to what participants self-reported in the questionnaires, focus
groups, and key informant interviews.

4. The participants in the study were limited to volunteers.

Limitations

The limitations of this study are as follows:

1. Information gathered for the study via online and hard-copy questionnaire were
limited to the voluntary action of participants completing the questionnaire.

2. Information gathered for the study via focus groups and key informant interviews
were limited to what the participants were willing and able to share.

3. Data gathered for this study was limited to the honesty and accuracy of the
participants when filling out the questionnaires and participating in the focus
groups and key informant interviews.

4. Data gathered for this study was limited to those individuals who were recruited
by Ryan White case managers, key informants, the University of Montana and

Montana’s DPHHS needs assessment team.



Definition of Terms
Human Immunodeficiency Virus (HIV): HIV damages a person’s body by destroying
specific blood cells, called CD4+ T cells, which are crucial to helping the body fight
diseases and will eventually lead to AIDS (CDC, 2011a).
Highly Active Antiretroviral Therapy (HAART): The use of three of more anti-HIV
drugs at one time (Introduction to HIV and AIDS Treatment, 2012).
Key Informant: Key informants are persons who are in contact with people living with
HIV in Montana who are knowledgeable about the issues being researched and able and
willing to communicate with the researchers about them. They are utilized when more in-
depth information is needed than can be acquired from the population being studied.
Needs Assessment: A needs assessment is a planned process that identifies the reported
needs (whether real or perceived) of an individual or a group (Gilmore & Campbell,
2005).
Stigma: Stigma is known as the situation of the individual who is disqualified from full
social acceptance (Rao et al., 2008).
Ryan White Program: The Ryan White Program works with cities, states, and local
community-based organizations to provide HIV-related services to more than half a
million people each year. The program is for those who do not have sufficient health care
coverage or financial resources for coping with HIV. Ryan White fills gaps in care not
covered by these other sources (About the Ryan White, 2011).
Serostatus Approach to Fighting the HIV Epidemic (SAFE): SAFE is a strategy that
was launched by the CDC in 2001 targeting HIV prevention. SAFE is aimed at those who

are infected with HIV — including those currently unaware of their serostatus — as well as



those who have been tested and found to be uninfected but are at continued high
behavioral risk. The CDC’s strategies consist of 5 action steps that focus on diagnosing
HIV infection in all infected individuals, linking them to appropriate high-quality care
and prevention services, and supporting them in adhering to treatment regimens and in

adopting and sustaining HIV risk reduction behavior (Janssen et al., 2001, p. 1019).



CHAPTER TWO

Introduction of Literature Review

In July of 2001 the CDC put forth a new protocol called the Serostatus Approach
to Fighting the HIV Epidemic (SAFE), altering the fight against HIV. The five steps in
the SAFE protocol are: (1) Increase the number of HIV-infected persons who know about
their serostatus; (2) Increase the use of health care and preventive services; (3) Increase
high-quality care and treatment; (4) Increase adherence to therapy by individuals with
HIV; and (5) Increase the number of individuals with HIV who adopt and sustain HIV-
STD risk reduction behavior (Janssen et al., 2001). This strategy focuses efforts on
increasing the availability of prevention services for people already diagnosed with HIV,
teaching health care practitioners how to perform HIV and sexually transmitted disease
(STD) risk assessments in HIV-infected patients, and on increasing delivery of
prevention messages to HIV-infected patients by health care workers (Kim et al., 2003, p.
141).

More recently, the National HIV/AIDS Strategy (2010) put forth by the Obama
Administration focuses efforts on ensuring that new prevention methods are identified
and that prevention resources are more strategically concentrated in communities where
HIV transmission is greatest due to high risk behaviors (National HIV/AIDS Strategy,
2010). Prevention strategies that target individuals who are infected with HIV are a major
focus of the National Strategy for HIV prevention. Previously resources were allocated
toward HIV prevention; however, these resources are now being reallocated toward
prevention, as well as treatment. Based on this shift, the CDC has two important goals —

to increase the proportion of those who know they are infected and to increase the



proportion of infected individuals who are linked to appropriate care, prevention services,
and treatment services (Kim et al., 2003). With a focus on “treatment as prevention” it is
imperative to get people with HIV into care early after infection to protect their health
and also reducing their potential of transmitting the virus to others (National HIV/AIDS
Strategy, 2010).

This chapter is an overview of the current literature on people in the United States
who are currently living with HIV. The chapter is divided into five sections: 1)
Epidemiology of HIV; 2) Quality of Life Issues for People Living with HIV; 3) Risk
Behaviors of People Living with HIV; 4) Barriers to Testing, Treatment and Other

Services; 5) Prevention/Treatment Efforts; and 5) Conclusion.

Epidemiology of HIV

Global and National HIV Cases

According to the World Health Organization (WHO) and the Joint United Nations
Programme on HIV/AIDS (UNAIDS), in a 2009 global report, there are a total of 33.3
million people living with HIV, 2.6 million having been newly infected in 2009, and 1.8
million AIDS-related deaths in 2009 (WHO, 2011). The greatest burden of the HIV
epidemic is seen in sub-Saharan Africa with approximately 68% of the total number
people living with HIV globally. While the epidemic has remained relatively stable and
largely concentrated among high-risk groups in Asia, people living with HIV in Eastern

Europe and Central Asia has tripled since 2000 (AVERTing HIV and AIDS, 2011).
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Figure 1. Regional statistics for HIV and AIDS, end of 2009

Adults & Adults & Adult AIDS-related
children children prevalence* deaths in
living with newly adults &
HIV/AIDS infected children
22.5million 1.8 million  5.0% 1.3 million
460,000 75,000 0.2% 24,000
Middle East
4.1 million 270,000 0.3% 260,000
East Asia
770,000 82,000 <0.1% 36,000
57,000 4,500 0.3% 1,400
1.4 million 92,000 0.5% 58,000
America
240,000 17,000 1.0% 12,000
1.4 million 130,000 0.8% 76,000
Central Asia
1.5 million 70,000 0.5% 26,000
820,000 31,000 0.2% 8,500
Europe
333 million  2.6milion  0.8% 1.8 million

* Proportion of adults aged 15-49 who are living with HIV/AIDS (AVERTing HIV and AIDS, 2011).

In the United States, national data shows that since the first reported case of AIDS
in June 1981, over one million people have been infected with HIV, which includes
almost 550,000 who are deceased and over one million living with HIV/AIDS today
(Ryan White CARE Act — Implementation of the New Minority AIDS Initiative Provisions,
2009). According to CDC data, 60% of all estimated AIDS cases occur among racial and
ethnic minorities, with 2006 data showing 69% of AIDS cases and 67% of estimated new
HIV infections in these populations (Ryan White CARE Act — Implementation of the New
Minority AIDS Initiative Provisions 2009).

Between 2005 and 2008, in the United States, rates of HIV infection among
whites remained stable, while rates among American Indians/Alaska Natives (Al/AN),

Asians, blacks/African Americans increased (CDC, 2010a). The CDC HIV Surveillance
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Report for 2008 showed that the largest percentage of people living with HIV were aged
40-44 during 2007, 48% being blacks/African Americans. Also, males accounted for 75%
of all HIV diagnoses among adults and adolescents, representing a 7% increase among
males, while the rate among females remained stable. There was also an increase in the
number of annual HIV diagnoses among Men who Have Sex with Men (MSM) and
males, females, and adolescents exposed via heterosexual contact. There was a decrease
of HIV infection diagnoses among male and female adult and adolescent persons who
inject drugs, MSM who inject drugs, and children. As of 2008, MSM (54%) and persons
exposed through heterosexual contact (32%) accounted for 86% of all diagnoses of HIV
infection in the 37 states using confidential name-based reporting (CDC, 2010a).
Although gay, bisexual, and MSM represent only 2% of the US population, they
are the most severely affected population and the only group with high-risk behaviors for
transmission continuing to see a steady increase in HIV infection since the early 1990s
(CDC, 2010b). Between 2005 and 2008, there was an estimated 17% increase in HIV
infection diagnosis among MSM, with 2008 data showing an estimated 17,940 MSM
having been diagnosed with AIDS in the 50 states, the District of Columbia, and the US
dependent areas, representing a 6% increase since 2005 (CDC, 2010b). This increase in
HIV diagnoses was likely due to a combination of an increase in new infections,

increased testing, and earlier HIV diagnosis (CDC, 2010b).

Demographics of HIV/AIDS in Montana
The CDC reports that people living with HIV residing in nonmetropolitan areas
are generally dispersed throughout an entire state, creating unique challenges in access to

HIV-related services and care (CDC, 2000). Although large metropolitan areas usually
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have larger HIV case numbers, the smaller numbers in medium-size and nonmetropolitan
areas are also of importance and should be noted and addressed with the same urgency
and care.

Montana is considered a low-HIV-incidence state, with only 16-31 newly
diagnosed cases of HIV reported each year (Montana DPHHS, 2012). Montana has
reported 955 cases of HIV infection since 1985, with the majority of people living with
HIV residing in Yellowstone, Missoula, Gallatin, Flathead, Cascade, Lewis & Clark, and
Ravalli counties at the time of diagnosis (Montana DPHHS, 2012). As of December 2009
there were 532 people living with HIV in Montana (Montana DPHHS, 2012). Although
women are affected by HIV in Montana, men constitute 88% of the 955 reported cases,
making men more at-risk in Montana than women for HIV infection. The greatest
percentage of HIV infection was seen in persons classified as White non-Hispanic (90%),
representing 90% of the population. However, 7% of reported cases occurred in AI/AN,

constituting 6% of Montana’s population (Montana DPHHS, 2012).
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Figure 2. County of residence for cases of HIV infection (n=595) diagnosis - Montana. 1985-2009. (Montana
DPHHS, 2010).
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According to the Montana Department of Public Health and Human Services
(Montana DPHHS), most persons in Montana living with HIVV were between 30 and 39
years of age at the time of diagnosis, with nine of every 10 reported cases occurring in
men. Risk factors that were identified for these people living with HIV were heterosexual
contact, MSM who inject drugs, persons who inject drugs, MSM, and no risk factor

specified (NRS). MSM accounted for 66% in males, with the second being MSM who

inject drugs at 13% (Montana DPHHS, 2012).
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Montana HIV Cases

Montana began reporting AIDS in 1985 and HIV infection in 2000. The HIV
surveillance system in use collects demographic, risk factor, treatment, vital status, and
laboratory information using a standard case report form (Montana DPHHS, 2012). In
2007, of those respondents to the Behavioral Risk Factor Surveillance System (BRFSS),
35% of Montana residents aged 18-65 years old reported previous HIV testing as
compared to 42% of the US population (Montana DPHHS, 2010).

Of the 1,025 cases of HIV infection in Montana since the AIDS epidemic began
in 1985, new infections continue to be reported each year, with the mortality rate
continuing to decrease. At the time of Montana’s DPHHS’s 2010 report, 62% of the 532
people infected with HIV had been diagnosed with AIDS. However, in 2010 an estimated
80% of people living with HIV sought medical treatment. In Montana, MSM account for
above 50% of the reported cases of HIV infection, with the average age at time of

infection since 2000 being in the upper thirties (Montana DPHHS, 2012).

Health Problems of People Living with HIV in Montana
People living with HIV are in need of and just as deserving of the basic health
care services as persons not directly affected by an HIV diagnosis. However, people
living with HIV have health risks and therefore health care needs that go beyond those
most Americans deal with on a regular basis. Some of the medical conditions that effect
people living with HIV are seen in the HIV-negative population as well; however, the
burden of these health problems are usually greater in the HIVV-positive population. Some

Medicaid claims show depressive disorder, hepatitis C infection, and diabetes mellitus to
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be health issues that negatively affect people living with HIV and their overall health
status (Montana DPHHS, 2011).

Nationwide, the Ryan White Comprehensive AIDS Resource Emergency (CARE)
Act provides funds to clinics in order to help defer some of the costs of treatment and
prevention efforts so that people living with HIV can decrease some of the burden that
these health care issues take on them financially. In Montana, Ryan White CARE funds
support seven clinics, aiding in drug assistance, public clinics, and program planning and
evaluation (Montana DPHHS, 2011). The paragraphs below describe common health

issues experienced by people living with HIV.

Neurocognitive Impairment(s)

The latest research shows 10-60% of people living with HIV as living with some
form of neurocognitive impairment (NCI), depending on the stage of their disease (Singh
et al., 2009). There are a few different stages of HIV-associated neurocognitive disorders
(HAND) - asymptomatic neurocognitive impairment (ANI), minor neurocognitive
disorder (MND), and HIV dementia (HAD) — respectively (Singh & Mandela., 2009,
p.30). Those individuals experiencing HAND experience impairments in multiple
cognitive domains, which include attention, concentration, memory, executive function,
motor function and speed of information processing, as well as sensory perceptual/motor
skills deficits (Singh & Mandela, 2009).

The less severe forms of HAND, ANI and MND, occur in 30-60% of people
living with HIV, dependent on the stage of their HIV infection (Singh & Mandela, 2009).
HAD, the most progressed stage of HAND, occurs in approximately 10-15% of people

living with HIV and is seen more commonly in the later stages of HIV infection (Singh &
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Mandela, 2009). While the introduction of HAART led to a major decline in the
incidence of HAD (Singh & Mandela, 2009), a lowered incidence of HAND and
improved some patient outcomes, it is not universally successful in preventing or
reversing HAND (Singh & Mandela, 2009). Factors such as an incomplete reversal or
prevention of cognitive impairment, a longer survival rate due to HAART and other
treatments, and an increase in HIV prevalence are just some influences that may be
contributing the continued rise in the overall prevalence of HAND (Singh & Mandela,

2009).

HCV/STD Infections

Due to shared route of transmission, hepatitis C (HCV) and sexually transmitted
diseases (STD) infections can be common among people living with HIV and pose a
greater health risk as compared to those who are HIVV-negative. The prevalence of HCV
among people living with HIV in the US is estimated to be between 30-35%, as
compared to 1.6% in the HIV-negative population (Proeschold-Bell et al., 2010).
Research also shows that among the AI/AN population there are high rates of Chlamydia
trachomatis infection, gonorrhea, and syphilis. This suggests that the sexual behaviors
among the AI/AN population that also facilitate the spread of HIV are common (CDC,
2008).

There is a disconnect between knowledge of transmission of HCV and/or STD
infections and safe practices to reduce transmission risk, leaving people living with HIV
at continued risk for transmission of these infections, as well as HIV. These gaps in
knowledge can be seen among people living with HIV receiving HIV primary care,

where 37% of participants reporting HIV monoinfection were unaware that HCV is

17



transmitted through blood, which in turns leaves them uninformed on how to properly
protect themselves from HCV infection (Proeschold-Bell et al., 2010). Of people living
with HIV reporting HIVV monoinfection, 51% were unaware people living with HIV with
an HCV co-infection could benefit from HCV treatment, and 89% were unaware that
HCV could be cured (Proeschold-Bell et al., 2010). According to 2005 surveillance data
by race/ethnicity by the Montana DPHHS, the second highest rates of gonorrhea and
Chlamydia trachomatis infection and the third highest rate of syphilis were seen in the
AI/AN population (CDC, 2008). Without the proper knowledge about transmission
and/or treatment, people living with HIVV may be discouraged from being tested for HCV

or STDs (Poreschold-Bell et al., 2010).

NADMs

Non-AlIDS-defining malignancies, or NADMSs, have been steadily increasing
while there has been a dramatic decrease in AlIDS-related malignancies, according to
studies linking HIV/AIDS databases and cancer registries (Nguyen, Farrell, & Gunthel,
2010). Within the HIV-negative population, NADMs have increased, mostly among
infection-related cancers such as anal cancer, Hodgkin lymphoma, and liver cancer
(Nguyen et al., 2010). Cancer is usually diagnosed at a much younger age among people
living with HIV, although advanced age is a risk predictor as well, and has a more
aggressive course as compared to the HIV-negative population (Nguyen et al., 2010).

Among people living with HIV, low CD4 cell counts were associated with a
higher risk for NADM, however, those people living with HIV receiving HAART,
presenting a higher CD4 cell count, were likely to be at a reduced risk for NADM

(Nguyen et al., 2010). In order to continue quality treatment options for people living
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with HIV, more vigilant screenings and interventions are needed for cancers associated
with NADMs, as evidenced by their changing epidemiology (Nguyen et al., 2010).
Identifying the oncogenic and immune mechanisms of NADM malignancies will play a
crucial role in further identifying at what stage of HIV infection it is most beneficial to
implement HAART as a prevention strategy for NADMs (Nguyen et al., 2010). As the
proportion of deaths due to AIDS-defining conditions among people living with HIV
decreases, the proportion of deaths due to other causes, such as NADMs, liver disease,
pulmonary diseases, and cardiovascular disease has increased (Pines, Koutsky, & Buskin,
2011).

Lung Cancer. Of the NADMs, lung cancer is the most common among people
living with HIV, at two to six times that of the HIV-negative population (Nguyen et al.,
2010). Although lung cancer can develop at any point during the course of HIV, there is
somewhat of an increase in the time immediately before and after an AIDS diagnosis
(Nguyen et al., 2010). Within the HIV-negative population, overall prognosis for lung
cancer is not good, and within the HIV-positive population, it is much worse, possibly
due to the advanced stage of presentation (Nguyen et al., 2010). However, Hessol et al.
showed that with at least six months of HAART use, people living with HIV can improve
their cancer survival time (Nguyen et al., 2010).

Hodgkin Lymphoma. Although the introduction of HAART has slowed the
progression of some HIV-related diseases and infections, the incidence of Hodgkin
lymphoma (HL) among people living with HIV has increased significantly in the
HAART era (Nguyen et al., 2010). In the pre-HAART era, the survival outcome of AIDS

associated HL was short, possibly attributed to AlDS-associated mortality and a short
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disease free interval from HL (Nguyen et al., 2010). Response rates to therapy were
greater than 60%, with complete remission rates between 40% and 50%, and the median
overall survival at approximately 18 months (Nguyen et al., 2010). However, HAART
has allowed for the administration of more aggressive therapies for HL among people
living with HIV, dramatically improving the survival of these patients (Nguyen et al.,
2010).

Anal Cancer. The introduction of HAART does not reflect any significant
changes in the epidemiology of anal cancer among people living with HIV (Nguyen et
al., 2010). However, based on data taken from the largest AIDS cancer registry, the
incidence of invasive anal cancers has increased among men with statistical significance
during the HAART era as compared to numbers from the pre-HAART era (Nguyen et al.,
2010). When compared to the HIV-negative population, people living with HIV have a
standardized incidence ratio of up to a 50 for increased risk of developing anal cancer
(Nguyen et al, 2010).

Anal cancer, like cervical cancer, is associated with the oncogenic types of HPV
(HPV 16 and HPV 18) (Nguyen et al., 2010). This has the potential to affect all people
living with HIV; however, it is especially likely to affect MSM (Nguyen et al., 2010).
The prevalence of anal HPV is high in HIVV-positive women and men who do not engage
in anal sex as well as, therefore suggesting that HPV is not only acquired by anal sex
(Nguyen et al., 2010). Therefore, HPV is not the only risk factor contributing to the high
incidence of anal cancer among MSM (Nguyen et al., 2010).

Liver Cancer. Hepatocellular cancer (HCC), or liver cancer, is the third leading

cause of death from cancer, following lung and stomach cancers, worldwide (Nguyen et
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al., 2010). Most cases of HCC are associated with HCV or hepatitis B virus (HBV)
infection, with cirrhosis being essential for the development of HCC in both infections
(Nguyen et al., 2010). Other risks that may contribute to HCC in those individuals who
are infected with HCV or HBV include toxins (alcohol, aflatoxin), metabolic
disturbances (diabetes, nonalcoholic fatty liver disease, and hereditary hemochromatosis),
and immunomediated dysfunction (primary biliary cirrhosis and autoimmune hepatitis)
(Nguyen et al., 2010).

Because HCV and HBV have similar routes of transmission, they are found to be
in 33% and 10% (respectively) of HIV-infected individuals worldwide (Nguyen et al.,
2010). Therefore, high-risk individuals, those patients HIVV/HBV-coinfected or cirrhotic
patients with HIV/HCV, should have HCC surveillance annually or biannually (Nguyen
et al., 2010). Detecting HCC early can increase the chances for successful hepatic
resection or liver transplantation, and potentially curing the infection (Nguyen et al.,

2010).

Reinfection/Superinfection (Mutations)

In 1986, HIV-2, a second type of HIV, was isolated from a West African AIDS
patient (CDC, 2011a). Although HIV-2 is relatively similar to HIV-1 in mode of
transmission and opportunistic infections, persons infected with HIV-2 seem to develop
immunodeficiency slower and milder, also displaying less infectiousness early in the
course of infection (CDC, 2011a). However, as the disease advances, HIV-2 seems to
increase in infectiousness, yet the duration of the HIV-2 virus is shorter when compared

to HIV-1 (CDC, 2011a).
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Although HIV-2 is predominantly found in Africa, the first case in the US was
diagnosed in 1987. The CDC began working with state and local health departments to
collect demographic, clinical, and laboratory data on HIV-2 infection in order to learn
more and distinguish the differences between and HIV-1 and HIV-2 infection (CDC,
2011a). The two types of HIV are closely related and share a common cellular receptor
and risk determinants for infection, however both viruses have distinct epidemiologic and
biologic properties (Sarr et al., 1998). Because HIV-2 is significantly slower in rate of
disease progression as compared to HIV-1 and is known to be less transmissible, it is
educated conjecture that HIV-2 viral infection would mostly likely be at a replicative
disadvantage in dual infection (Sarr et al.,, 1998). Due to the fact that some
immunosuppressed individuals lack or have lost the HIV-2 provirus suggests that over
time the dual-infected individual may only sustain the HIV-1 virus capable of
transmission and pathogenesis (Sarr et al., 1998). In 1998, Sarr et al. found that the
potential for dual infection with HIV-1 and HIV-2 was considered, though not yet
confirmed (Sarr et al., 1998).

However, in 2002, a worldwide report noted 16 cases of HIV-1 superinfection, or
the reinfection of an individual who already has an established infection with a
heterologous HIV strain (Smith, Richman, & Little, 2005). A superinfection is an
infection with a second strain after an immune response has already been established to
the initial infection (Smith et al., 2005). Due to the magnitude and diversity of HIV
globally, largely driven by recombination, circumstantial yet substantial evidence shows
that dual infection is widespread, whether it be coinfection or superinfection (Smith et al.,

2005).
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The term superinfection is used interchangeably with reinfection in some
literature, with some feeling that “super” implies a stronger second infection, which is not
always the case (Smith et al., 2005). Reinfection might also imply that the first virus has
been cleared before the second infection, such as is seen with influenza (Smith et al.,
2005). It is hypothesized that individuals with an early HIV infection, thus an immature
HIV-specific immune response, may be the most likely candidates for acquiring the
second strain of the virus, as compared to chronically infected individuals (Smith et al.,
2005). This risk is influenced by the intrahost viral dynamics, type of exposure, and
treatment regimens (Smith et al., 2005). If an HIV infected individual is undergoing
regimented antiretroviral therapy they may be protected from superinfection (Smith et al.,
2005). Conversely, superinfection has been reported to complicate antiretroviral therapy

and possibly drug resistance testing (Smith et al., 2005).

HAART & Side Effects of Medications

Between 1990 and 1999, people living with HIV in the US increased 400%, to
312,804 (Hergenrather et al., 2004). The advent of health-enhancing protease inhibitors
and highly active antiretroviral therapy (HAART) in 1995 not only contributed to the
enhanced longevity of persons diagnosed with AIDS (Hergenrather et al., 2004) but also
contributed to a decline in HIV-associated morbidity and mortality (Vincent et al., 2004),
categorizing HIV/AIDS as a chronic illness instead of an immediate death sentence
(Pines et al., 2011). Those individuals within the HIV-positive community capable of
accessing HAART are not only living longer, they are also beginning to see comparable
numbers of morbidity and mortality as those of individuals without HIV infection (Pines

etal., 2011).
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Although HAART has enhanced the lives of many people living with HIV, it has
also resulted in an increase in unprotected sexual behaviors due to a lessened concern
about HIV transmission (Vincent et al., 2004). People living with HIV receiving HAART
are at a higher risk for contracting sexually transmitted diseases (STDs) than other people
living with HIV who are not receiving HAART. Since HAART adherence reduces HIV
transmission risk, persons who are HIV-positive, including persons who inject drugs, are
more likely to have unprotected sex with their partners (Vincent et al., 2004).

Side-effects and drug-related symptoms associated with HAART play a huge role
in the adherence to treatment and quality of life of people living with HIV (Vincent et al.,
2004). Even the mere perception of perceived side effects has had a negative impact on
antiretroviral treatment, leading to inappropriate health behaviors (Vincent et al., 2004).
The subjective perception of HAART-related side effects, as reported by people living
with HIV undergoing treatment, may induce psychological distress, leading to riskier
sexual behaviors (Vincent et al., 2004).

Lipodystrophy is a disturbance in the way a human body produces, uses, and
stores fat, and at this time there is no known effective treatment (AIDSinfo - HIV/AIDS
Information, 2005). Lipodeposition is the distribution of the disrupted body fat, causing
the appearance-related side effects brought on by HAART and other HIV-related drug
treatments (Rao et al., 2008). Of the reported side effects from HAART, lipodystrophy
and lipodeposition were reported with the most frequency as contributing to poor
HAART adherence, which in turn encourages the development of treatment resistant

strains of HIV while also hindering the reduction of viral loads (Rao et al., 2008).
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Aging

Since the advent of drugs to treat HIVV/AIDS, HIV-positive persons are living
longer; however they are having major health problems associated with aging and
perceive less treatment options and greater mental health concerns (Pitts et al., 2005). As
prevalence rates continue to increase, older people living with HIV are rating their health
as being worse than younger people living with HIV and are significantly less likely to
rate their well-being as excellent (Pitts et al., 2005). This could be linked to the fact that
older people living with HIV were distinctly less likely to be in contact with services,
HIV-related or not, with personal support that would normally be found through a regular
sexual relationship being significantly less than younger people living with HIV (Pitts et
al., 2005).

Older people living with HIV report higher levels of hepatitis A and B than
younger people living with HIV yet lower levels of vaccination (Pitts et al., 2005).
Conversely, older people living with HIV report fewer cases of hepatitis C than younger
people living with HIV (Pitts et al., 2005). Pitts et al. also found that the financial
circumstances of older people living with HIV were worse when compared to younger
people living with HIV (Pitts et al., 2005). These discrepancies highlight the increasing
concern for the enhancement of clinical and community needs for older people living
with HIV (Pitts et al., 2005).

Although it was found that older people living with HIV (80.7%) were notably
more likely to be using antiretroviral therapy as compared to younger people living with
HIV (69.1%), older people living with HIV were significantly less likely to make use of

services than younger people living with HIV and were less likely to user services at non-
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HIV related organizations (Pitts et al., 2005). These challenges are associated with the
consequences of long-term therapy effects and the natural aging process (Pitts et al.,

2005).

Quality of Life Issues for People Living with HIV

The CDC defines quality of life as “a broad multidimensional concept that usually
includes subjective evaluations of both positive and negative aspects of life,” (CDC,
2011b). Therefore, quality of life includes the effects of jobs, housing, schools, the
surrounding social structure, culture, values, spirituality, and health. The effects of
HIV/AIDS have a direct effect on quality of life.

Although HIV affects the quality of life of both men and women, in Montana,
men represent the majority of people living with HIV. Not all men who are HIV-positive
identify as gay; however, the CDC reported that in 2007, MSM were 44 to 86 times as
likely to be diagnosed with HIV compared with other men, and 40 to 77 times as likely as
women (CDC, 2010b). The CDC reports that since the beginning of the HIV epidemic,
MSM have continued to consistently represent the largest portion of persons diagnosed
with AIDS as well as persons with an AIDS diagnosis who have died (CDC, 2010b).
Regardless of sexual orientation, there are multiple factors that affect the quality of life of
people living with HIV. Some of the most salient factors discussed in the literature are
negative stigmas associated with people living with HIV, social and psychological effects

associated with an HIV diagnosis, and employment issues connected to HIV status.

Negative Stigma and HIV
In 1963, sociologist Erving Goffman defined stigma as “the situation of the

individual who is disqualified from full social acceptance” (Rao, Pryor, Gaddist, &
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Mayer, 2008). This definition is still pertinent and relevant in the HIV-positive
community today. People living with HIV are scrutinized for their HIV-positive status,
but they aren’t the only ones affected by this disqualification from social acceptance.
Wolitski, Pals, Kidder, Courtenary-Quirk, and Holtgrave (2009) showed that “HIV
stigma affects not only people who have been diagnosed with HIV, but also has negative
effects on those with undiagnosed HIV infection, those who are at-risk for HIV or are
members of groups at increased risk, and the friends and family members of people living
with HIV” (Wolitski et al., 2009, p.1230). Research has also shown that the stigmas
surrounding HIV status have a greater negative impact on people living with HIV than
the impact of HIV-related mental illness or physical health problems (Rao et al., 2008).
The intersection of this disqualification is seen manifested by public-stigma and self-
stigma, both of which effect people living with HIV.

Public-stigma, or external stigma, is the social reaction or reactions that people
have based on the stigmatizing characteristics that they perceive in others, whereas self-
stigma, or internal stigma, is the internalized cognitive, emotional and behavioral impact
that those stigmatizing characteristics have on people living with HIV (Rao et al., 2008).
External stigma can cause people living with HIV to feel guilt or disgust about their HIV
status, causing an internalization of that stigma and those negative emotions, which can
inhibit their ability to cope with the stresses of HIV/AIDS as well as the stigma attached
to their HIV status (Wolitski et al., 2009). These external stigmas can be internalized,
creating lowered self-esteem and self-efficacy and an increased incidence of depression,

anxiety, and hopelessness (Rao et al., 2008).
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Rao et al. reports that one-third of American adults nationwide have negative
attitudes toward people living with HIV (Rao et al., 2008). Some of the negative external
stigmas associated with these attitudes are blaming people living with HIV for their
illness, misperceptions about HIV route of transmission, unfounded fears of casual
contagiousness, and negative attitudes toward persons associated with people living with
HIV who are also affected by HIV (Wolitski et al., 2009). Disclosure of HIV status,
which was found to be associated with HIV stigma, has not been shown to lead to a
consistent reduction in sexual risk-taking behaviors (Wolitski et al., 2009).

Research has consistently shown that women, homeless people living with HIV,
people living with HIV who have a high school education or less, and those recently
diagnosed with HIV experience the highest levels of HIV stigma (Wolitski et al., 2009).
Although stigma seems to have some effect on all people living with HIV, MSM living
with HIV/AIDS may experience less stigmatization within the gay community because of
their experience with HIV/AIDS, creating more positive attitudes toward homosexuality
(Wolitski et al., 2009).

Because external stigma can become internalized, it is important to combat
societal stigmas surrounding HIV/AIDS and strengthen the support services for people
living with HIV and their support networks. Increasing information and positive
representations of people living with HIV via mass media and other intervention

strategies can help in reducing these negative HIV stigmas (Wolitski et al., 2009).

Social and/or Psychological Issues Related to HIV Infection
Stigma and other negative attitudes toward people living with HIV can affect

social and psychological capabilities in such a way as to necessitate support services.
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Bravo, Edwards, Rollnick, and Elwyn (2010) found HIV-related discrimination to be one
of the most significant barriers to decreasing the spread of HIV, preventative initiatives,
and diagnostic process complications (Bravo et al., 2010). Internalized feelings of
shame, guilt, disgust, and/or humiliation are other issues surrounding people living with
HIV as they progress through their disease and the stressors that come along with an HIV
diagnosis. An example of a social stressor can be seen in critical attitudes within
ethnic/racial minority communities toward homosexuality, which have led gay men to
feel disengaged from the support networks around them, increasing levels of
psychological distress (Rao et al., 2008). Also, in a comprehensive review of literature,
Bravo et al. (2010) found that an HIV diagnosis can cause avoidance of social contact
with family, friends, the healthcare systems, and public services due to a fear of
stigmatization and discrimination, leading directly to lowered self-esteem and self-
isolation. It was also found that isolation and subsequent loneliness are some of the most
salient emotional problems associated with an HIV diagnosis (Bravo et al., 2010).

Pitts, Grierson, and Misson (2005) did a study on older and younger people living
with HIV to decipher the differences between the age groups in mental health condition
diagnoses. The study found that a comparable number of younger and older people living
with HIV had been diagnosed with a mental health condition (23.4% and 27.2 %
respectively) (Pitts et al., 2005). Diagnoses represented in the study were depression and
anxiety/panic disorders, with no significant differences between older or younger people
living with HIV for medications (Pitts et al., 2005). Despite the lack of significant
differences, the older people living with HIV did note their quality of life as being lower

than the reported levels by the younger people living with HIV.
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According to a study done by Nam et al., a key predictor of high adherence to
treatment regimens is a general acceptance of an HIV diagnosis and the belief that the
treatment is beneficial. Bravo et al. (2010) also found that positive interpersonal
relationships play an important role to treatment adherence. One study found that social
support related directly to a higher level of treatment adherence, psychosocial and
physical adaptation — while social isolation had the opposite effect. The time period
immediately following diagnosis was reported to be the time of greatest personal
confusion, distress, suicidal ideation, and disruption. (Bravo et al., 2010).

It would seem safe to conjecture that as drugs to treat HIV continue to extend the
life expectancy of people living with HIV, that the need for continued and extended
social and psychological support, both from personal relationships and connections to
healthcare services, should be investigated in order to keep this population mentally and

physically healthy as they battle this chronic disease.

Basic Survival Needs and HIV

Another issue affecting the quality of life of people living with HIV is their ability
or inability to maintain a job. Federal legislation makes it illegal to discriminate when
hiring based on HIV status (ACLU, 2011), however, people living with HIV still face
issues which inhibit their job-seeking potential or capabilities. People living with HIV
report that having a job is one of the most significant contributions to successfully living
with and through their illness and keeping their emotional health positive (Hergenrather,
Clark, & Rhodes, 2004). People living with HIV reported the importance of increasing
their self-esteem via work, which they in turn correlate with a respected adult status in

American culture (Hergenrather et al., 2004).
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However, there are several factors that correlate with the lack of employment-
seeking behavior. These factors include negative self-perceptions about their HIV status,
a limited or no-work history, perception of the lack of friendly workplace environments
toward HIV-positive persons, and how work will impact medical treatment adherence
(Hergenrather et al., 2004).

The Bureau of Labor Statistics (BLS) showed in June 2011 the employment rate
for adult men (89.9%), adult women (92%), teenagers (76.5%), whites (91.9%), blacks
(84.8%), Hispanics (88.4%), and Asians (93.2%) (BLS, 2011). Comparably, Pitts et al.
found in a 2005 study that only 14.9% of older people living with HIV and 29.2% of
younger people living with HIV were full-time employed, 18.1% of older people living
with HIV and 21.8% of younger people living with HIV were part-time employed, and
15.6% of younger and 47.9% of older people living with HIV were not working or retired
(Pitts et al., 2005). Despite these low numbers in comparison to the national employment
rate averages, people living with HIV perceive the consequences of employment as
contributing to an increase in their self-esteem, thereby improving their mental health and
physical well-being (Hergenrather et al., 2004).

Another issue surrounding basic survival needs for people living with HIV is
whether or not they have a stable housing environment. Kalichman et al. (2011) found
that over half the men in their study population investigating people living with HIV in
Atlanta, Georgia were concerned they would have no place to stay as compared to 41%
of women in the study (Kalichman et al., 2011). Wohl et al. (2011) also found that
unstable housing for people living with HIV has been associated with difficulties

remaining linked to consistent and appropriate HIV care and poor physical health status
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(Wohl et al., 2011). Although all populations can be effected by the health threats
associated with homelessness and hunger, people living with HIV are more vulnerable to
unstable housing and food insufficiency due to the direct link to HIV-related health
outcomes, decreasing health status and quality of life (Wohl et al., 2011).

Although there are funding sources in place across the country to aid in seeking
basic survival needs as well as receiving quality care and other services, in 2009 45% of
HIV programs across the nation experienced decreased funding, with 64% of states
expected a continued decline (Kalichman et al., 2011). Although Montana does receive
grant money from the U.S. Department of Housing and Urban Development on a yearly
basis, no grant money is allocated to the state of Montana on behalf of the Housing
Opportunities for Persons with AIDS (HOPWA) (U.S. Department of Housing, 2011).
Therefore, it is imperative that these issues continued to be taken into consideration and
investigated in order to continue to address more effective and efficient access to

housing, employment, food and any other necessary basic survival needs.

Risk Behaviors of People Living with HIV

Sexual Risk-Taking Behaviors
It is important to understand the impetuses behind sexual abstinence as well as
sexual risk-taking behaviors within HIVV-positive communities in order to better address
the needs and issues in a targeted manner that supports not only risk reduction, but also
the sexual health of people living with HIV (Courtenay-Quirk, Zhang, & Wolitski, 2009).
Risk taking behavior(s) are evaluated in all communities in order to fully comprehend the
needed information in order to reduced risk. A national survey conducted on teens by The

Kaiser Family Foundation found that 26% of sexually active 15-to-17 year-olds believe
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that HIV infection cannot happen from unprotected oral sex, with 15% being unaware of
whether or not they could even be infected in that manner (CDC, 2009). Although the
risk of HIV transmission via oral sex is much less than the risk from anal or vaginal sex
(CDC, 2009), these are examples of knowledge issues and information needs that should
be addressed in order to educate everyone, whether HIV-positive or HIV-negative, of the
importance of reducing sexual risk-taking behavior and evaluating abstinence as a choice.

Studies have shown that within the HIV-positive community, regardless of HIV
status, sexual abstinence is more prevalent among women as compared to men, among
older persons, and among those who do not have a regular sexual partner or spouse
(Courtenay-Quirk et al., 2009). The top noted reasons for being abstinent were lack of
interest in sex, lack of a partner to engage in sex with, and concerns about protecting
one’s own health and the potential health of their partners (Courtenay-Quirk et al., 2009).
A higher level of education and a previous experience with housing problems were found
to be factors associated with abstinence among heterosexual men living with HIV
(Courtenay-Quirk et al., 2009).

When unprotected sex does occur among HIV-positive persons it is usually
associated with substance abuse, psychosocial factors, and other demographic
characteristics (Courtenay-Quirk et al., 2009). There is also evidence to suggest that low
or non-adherence to HIVV medications and treatment and/or a history of sexual abuse are
associated with sexual risk behavior (Courtenay-Quirk et al., 2009).

In a study done to evaluate the prevalence of unprotected sex among people living
with HIV who were aware or unaware of their infection status, it was found that those

who were aware of their status reduced their unprotected sex behavior(s) an average of
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53%, and with partners of HIV-negative or unknown serostatus, there was a 68%
reduction seen in unprotected sex behavior(s) (Courtenay-Quirk et al., 2009). In 1998,
Kilmarx et al. found that 67% of people who are HIV-positive and had been diagnosed
with the previous two years had reduced the frequency of sexual activity, with a pre-
diagnosis median of 10 act per month to a self-reported post-diagnosed median of once
per month (Courtenay-Quirk et al., 2009). There has also been an increase in STDs via
high-risk sex practices, prompting initiatives that hope to implement routine STD

screenings and risk reduction counseling for people living with HIV (Kim et al., 2003).

Injection Drug Use Behaviors

Injection drug use is a behavior that puts people at an increased risk for the
likelihood of acquiring HIV and/or HCV. In a study by Pilon et al. (2011) in Canada, it
was found that risk behaviors associated with injection drug use accounted for 17% of all
new HIV diagnoses (Pilon et al., 2011). Schwarz et al. (2011) also found that substance
abuse was a reported factor in delays to HIV testing (Schwarz et al., 2011). In 2009 there
were 122 known living cases of HIV related to injection drug use in Montana, with 40 of
those cases residing in Yellowstone County (Speaker, 2010). Although there are
measures to ensure safe and sterile use when injecting drugs, there are still incidences
where resources for injection are pooled, increasing the likelihood of sharing injecting

equipment and increasing the risk of HIV transmission (Speaker, 2010).

Barriers to Testing, Treatment and Other Services
Although there are publically funded programs to improve access to HIV care,
there is still a gap between those receiving care and those not linked into care services. A

population-based system that can be used to estimate the number of people who have
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never received HIV care of that have delayed care would be useful to program planners
when determining resources needed to provide services and in designing strategies to
overcome barriers to testing, treatment, and other care-related services (Fagan, Bertolli,
& McNaghten, 2010).

Some barriers to HIV support services are language difficulties, active drug use,
health beliefs, lack of case management, diminished mental status, inadequate housing,
stigma, fear, and lack of disclosure of HIV status to social networks and support systems
(Wohl et al., 2011). It is important to identify and address these barriers as they can delay
or prevent individuals from a timely entrance into, or continuation of, core medical or
support services, therefore reducing the success of care (Ryan White CARE Act —
Implementation of the New Minority AIDS Initiative Provisions, 2009). Therefore, it is
imperative to decrease barriers to care in order to deliver the most comprehensive,
integrated, and quality HIV prevention and treatment care to all those who are in need.

Bravo et al. (2010) found that an HIV diagnosis can lead to psychological pain,
work and social discrimination, distress, and isolation (Bravo et al., 2010). These issues
were enough to keep people living with HIV from disclosing their status to others,
including possible support services where they might begin receiving treatment and care.
The most commonly cited reason for delayed testing in a study done by Schwarz et al.
(2011) was fear. When participants identified previous injection drug use or sex between
men, they were more likely to be fearful of testing and the consequential effects on their

health and livelihood (Schwarz et al., 2011).
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HIV Testing Services in Montana

BILLINGS and EASTERN MONTANA

*RiverStone Health Billings 406-651-6416
*Yellowstone AIDS Project Billings 406-245-2029
*Montana Migrant Council Billings 406-248-3149
(Full time locations in Billings, Fairview & Dillon; Fairview 406-742-5201
Mobile unit in Flathead and Lake Co.) Dillon 406-683-5570
Toll free # for referrals to any Mt. Migrant sites Billings 800-813-4492
Custer County Health Department Miles City 406-874-3377
Dawson County Health Department Glendive 406-377-5213
Roosevelt County Health Department Wolf Point 406-653-6223
BOZEMAN

*Bridger Clinic Bozeman 406-587-0681
*Connections Bozeman 406-451-9995
*AIDS Outreach Bozeman 406-451-5718
GREAT FALLS and CENTRAL MONTANA

*Cascade City-County Health Dept. Great Falls 406-454-6950
*Hill County Health Department Havre 406-265-5481
*Central Montana Family Planning Lewistown 406-535-8811
HELENA, BUTTE and SOUTHWEST MONTANA

*Lewis and Clark City-County Health Dept. Helena 406-443-2584
Leo Pocha Memorial Clinic Helena 406-449-5796
*B.A.S.S. Butte 406-491-1378
Butte Family Planning Butte 406-497-5080
*Butte Silver Bow City-County Health Dept. Butte 406-497-5016
*MCDC — Montana Chemical Dependency Ctr. Butte 406-496-5430
Beaverhead Family Planning Dillon 406-683-3183
*Montana Migrant Council — Dillon site Dillon 406-683-5570
MISSOULA and NORTHWEST MONTANA

*Partnership Health Center Missoula 406-258-4165
*Missoula City-County Health Department Missoula 406-258-3881
*FDH and Associates Missoula 406-829-8075
*Missoula AIDS Council Missoula 406-543-4770
*Salish Kootenai College Pablo 406-275-4926
Lake County Health Department Polson 406-883-7314
*Flathead City-County Health Department Kalispell 406-751-8150

*Receives funding from Montana DPHHS for HIV Testing. Tests are offered at no
charge. Additional HIV testing information is available at www.getcheckedmt.org.
HIV testing is also available at Family Planning entities as well as IHS and Tribal Health

locations.
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Various Montana Resources

BILLINGS

Yellowstone AIDS Project

www.yapmt.org

TriState HELP Eastern Region

406-248-6600

AIDSpirit Montana

406-696-1164; info@aidspiritusa.org

BOZEMAN

Gallatin Valley Human Rights Task Force

Bozeman - www.embracediversity.org

AIDS Outreach

406-451-5718; info@aidsoutreachmt.org

Bozeman GLBTIQ Resource Center

406-600-3608

Connections

caseyconnections@msn.com

BUTTE

Butte AIDS Support Services

BASSinMT@aol.com

Helena

L&C AIDS Project

457-8952; RPIERSON@co.lewis-clark.mt.us

KALISPELL

Flathead AIDS Council

406-261-4334

MISSOULA

Missoula AIDS Council

www.missoulaaidscouncil.org

TriState HELP Western Region

406-543-4775

FDH & Associates

outinmt@aol.com

OTHER

Montana Department of Public
Health and Human Services

www.dphhs.mt.gov/PHSD/index.shtml/Helena

LGBT Statewide Events

QNews Montana

Missoula (Gay) Men’s Chorus

www.gavmontana.org/communitv/gaychorus.html

The University of Montana
Lambda Alliance

406-243-5922

Western Montana Community Center

Missoula — 406-543-2224

Gay Montana

Missoula — www.gaymontana.org

Montana PRIDE Network

Helena — www.montanapridenetwork.org

QSA

Bozeman — www.gsamsu.com

Imperial Sovereign Court of Montana

Missoula — www.geocities.com/iscsm

Gay-friendly health care providers listed at the following link:
http://www.mtgayhealth.org/medical/
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QUESTIONNAIRE PARTICIPANT INFORMED CONSENT

TITLE
A Needs Assessment of People Living with HIV in Montana

SPONSOR
The Montana Department of Public Health and Human Services — HIV/STD Section

PROJECT DIRECTOR:

Dr. Annie Sondag

The University of Montana

Department of Health & Human Performance
Missoula, MT 59812

(406) 243-5215

annie.sondag@mso.umt.edu

SPECIAL INSTRUCTIONS
The language in this consent form may be new to you. If you read any words that are not
clear to you, please ask the person who gave you this form to explain them to you.

PURPOSE

The purpose of this study is to assess the HIV prevention needs of people living in
Montana who are infected with HIV. By participating in this interview you will help
provide valuable information that will be used to develop better HIV prevention services
for people living with HIV in Montana.

PROCEDURES

Interview participation for this study is voluntary. You are asked to read this consent
form. If you agree to participate you will be asked to answer a number of questions
covering various topics concerning people living with HIV in Montana. The
questionnaire will take approximately 30-40 minutes to complete. All your answers will
be anonymous.

RISKS/DISCOMFORTS

You may find some of the questions personal, you may feel you do not know the answer,
or some of the questions may make you feel uncomfortable. You are welcome to refrain
from answering any question for any reason or to discontinue your participation at any
time.

PAYMENT FOR PARTICIPANTION
You will receive $10.00 cash for participating in this questionnaire.

BENEFITS

Your help with this study will provide valuable information to the Montana Department
of Public Health and Human Services. By participating in this study, your answers will
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help staff offer services and develop programs to meet the HIV prevention needs of
people living with HIV in Montana.

CONFIDENTIATLIY
All information collected from the questionnaire will be confidential. Questionnaires do
not require any identifying information.

If you choose to access the online questionnaire, you will be asked to access a hyperlink
following your completion of the questionnaire. This site will ask you to provide a
mailing address where your $10 incentive can be mailed. This information will be stored
in the Survey Monkey database and will only be accessed by the researcher. Your
personal information will NOT be linked to your questionnaire answers.

COMPENSATION FOR INJURY
The project team believes the risk of taking part in this study is minimal. However, the
following liability statement is required in all University of Montana consent forms:

In the event that you are injured as a result of this research you should
individually seek appropriate medical treatment. If the injury is caused by
the negligence of the University or any of its employees, you may be entitled
to reimbursement by the department of Administration under the authority
of MCA, Title 2, Chapter 9. In the event of a claim of such injury, further
information may be obtained from the University’s claims Representative or
University Legal Counsel.

VOLUNTEER PARTICPATION/WITHDRAWAL

Your decision to take part in this research study is entirely voluntary. You

are free NOT to answer any question and to discontinue participation at any time.
You also may withdraw from this study for any reason.

QUESTIONS

If you have any questions about the research now or later, you may contact Dr.
Annie Sondag at (406) 243-5215 or Annie’s Research Assistant, Emily Epperson,
at (770) 316-6719.

If you have any questions about your rights as a research subject you may contact the
Chair of the Institutional Review Board in the Research Office at The University of
Montana — Phone (406) 243-6670.

CONSENT

| have read the above description of this project. | have been informed of the
risks and benefits involved, and all of my questions have been answered to my
satisfaction. Furthermore, | have been assured that any future questions | may
have will be answered by a member of the project team. | voluntarily agree to
take part in this study. | am at least 18 years old. | understand this is my copy of
this consent to keep.
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' +Add Question | v |

Q1 | EditQuestion | v || Move || Copy || Delete |

*1. Thank you again for completing the HIV+ Needs Assessment Questionnaire. As a

thank you for your time, we would like to send you $10.00 (cash). Please provide an
address to which the incentive money can be mailede.

Just a reminder: Your contact information will only be used to mail the incentive and then
be erased from our files. Your information will NOT be connected to your questionnaire
answers. The answers on the questionnaire will remain anonymous. If you have any

questions, please contact Annie Sondag via e-mail at annie.sondag@umontana.edu or
phone 406-243-5215.

Name:

|

Address: | |
|
|

Address 2:
City/Town:

State: |— select state - @
P | |

Country: | |

+ Add Question | v |
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11. Do vou have any dependent children living with vou?
o No o Yes If yes, how many?

12. Do yvou have health insurance?

o No o Yes
13, If vou answered ves to question 12, what kind of health insurance do yvou have?
& Medicaid & Medicare o Private Insurance
= Ryan White’ AIDS Drug Assistance Program o Veteran's Benefits
= Indian Health Service or Tribal Health = Other

FART 2:

Flease Tell Us abouwt Your HIV /AIDS Status

14. In general, how would you rate vour overall health?

ocVerygood o Good o Fair cPoor o Very poor

15, How do vou believe you became infected with HIV?
o Sex with 2 man o Sex with a woman o Sex with an mjection dmg user
o Injectmg drug use < Bloed transfusion o Don’tkmow o Other

16. How many vears ago did yvou learn vou were HIV positive?

17. How long after learning vou were HIV positive did vou seek treatment?
o L have not yet soughttreatment  © Less than ons week o 1 week to 5 months
o 3 to 6 months o 6 months to 1 year o More than 1 year

18. When vou found out vou were HIV+, where vou also diagnosed with AIDS?
cNo o Yes o Can’tremember

19. If vou were diagnosed with AIDS at the same time vou tested positive for HIV, why didn’t vou test
soaner? (check all that apply)
o I thought I was at low orno risk o I didn’t kmow about HIV
o I didn’t care if I was HIV+ or not o I was afraid of bemg discrmnated agamst iof T was HIV+

o There was no cure, why bother o I was afraid of losmg my parmer

= Too long to wait for results o HIV test was too expensive

o Insurance reasons = I didn’t trust the health departmenttestmg location
o Testing hours were mconventent o I wasn't sure where to get tested

o Testing location was mconventent o I was afrad of losmg my job if I was HIV+

o I always practiced safe sex o I was afraid of being alisnated from my family

o Iwas in a monogamous relationship o I was too scared to get the test done

o I was afrmd of needles o Too scared to fmd out the results of the test

o I practiced only oral sex o I thought 1t was a gay disease

= I usually practiced safe sex = Other

20. When vou did test, what prompted vou to get tested?
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21.

22,

23

4.

25.
26.

7.

28.

Are vou currently diagnosed with ATDS?
oMo o¥es oDon'tlmow

Have vou had a CD4 count or viral load in the last 12 months?
cMo oYes oDon'tlmow

If vou are receiving treatment, how did vou get linked to treatment or related services?
= I have never been lmked to treatment or services for HIV

o My personal doctorhealth care provider connected me with treatment and services

o L have an HIV positive friend zcquamtance who helped me find services

o The person who did my HIV test referred me to a Fyan White case manager

o The person who did my HIV test linked me to treatment services

o Ilookad on the mtemet to find out where to get treatment and services

= Other

Are vou aware that there are case managers available in Billings, Missoula, Great Falls, Helena,
Havre, Kalispell, Butte, and Bozeman who can help you obtain treatment and other services?
clo o Ve

Have vou ever had a case manager?
clhaveonenow < Ine longer have one = [ have never had one

If vou currently have a case manager, who is your case manager?
o Debbie Brown o Becky Taylor o Erin Chambers or Sasha Abrshamson

o Kathy Mackey o Trisha Gardner o Shanda Smith

o Robie Marcoux < Helly Jogdt o Tract MeAsthur

o Lariza Hammond < Karen Pelley o Rebecea Harvey

= Qther person

If vou answered “nolonger” or “never™ to question 25, why not? (check all that apply)

o Tuse altemnative therapy because standard medicine i3 too harsh o Ilive too far away

= I don’t kmow how a case manager could help me = I don’t need services

o I don’t trust health care providers to keep my condition confidential o I can get services myself
o I'm worried people will find out I have HIV or AIDS o They don’t understand my culture
o A different service provider helped me get services o I can’t afford treatment or other services

o I feel too embarrassed to talk to 2 case manager about my HIV status
o I didn’t kmow one was available o Qther

Flanning Regions

Using the map above, in which region do you reside?
cRegionl cRepion2 o Region 3 o Region 4 o Region 3

157

oa



PART 3
Flease Tell Us about Your Behaviors Since Becoming HIV - Posifive

(This is AMOMOMOUS and you don't have to answer any questions thot moke you feel vncomfortable.)

29, Which best describes vour sexunal activity since becoming HIV positive?
cStopped sexual relations  cNever usecondoms cSometimes usecondoms cAlways use condoms

30. Do vou ask the HIV status of vour partners?
cNo cYes cSometimes cNot sexually actrve

31. Has your current sex partner been tested for HIV?
cMNo c¥es cDon’tkmow

32. Does vour sex partner(s) know your HIV status?
cNo cYes cSometimes

33. Have vou been infected with a sexually transmitted disease (STD) since your diagnosis?
cNo oYes ol have not been tested for 5TDs since my dizgnosis

34, If vou answered ves to question 33, which STD have yvou been infected with (check all that apply)?
cSyphilis  oGenital warts  cGonorthez  cHerpes coChlamydia  =Other

35. Dovou have any other medical illnesses besides HIV/ATDS?
chNo c¥es

36, If vou answered ves to question 35, what illnesses do vou have?
cHepatitis C/ Hepatiis B cDiabetes cAlecholism cHeart diseasze
eDrg dependency chentzl illness cOpportunistic mfections  <Other

37. Have vou used substances in the past?
cMNo c¥es

38, If vou answered ves to question 37, which substances have vou used?
cAleohol  oMarjuana  oCrack  <Cocame  cHerom cMeth/Crystal
cDowners cOther

39, Have vou injected any drugs in the past vear?
cMNo c¥es

40. If vou answered ves to question 39, have vou shared needles while injecting drugs in the past vear?
cMNo oY es

41. How much of a problem is vour drug/alcohol use?
o None, I don’t have a problem
o Small problem-dossn’t negatively affect my family, social, or work life
o Somewhat of 2 problem-oceasionally has a negative effect on my family, social, or work life
= Big problem-negatively affects my family, social, or work life

= Don’t know
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41. Do vou have emotional concerns, which have caused a problem for you in the past 6 months?
cNo c¥es

43, If vou answered ves to question 42, what are vou emotional concerns?
cStress  cDepression oGuilt oSuicidzl tendencies  cAnger'resentment
cWorry/fear (concem zbout the future) cLonelmess (1solatmg yourself)
oOther

44. Are vou receiving any treatment for emotional or stress related problems (depression)?
cNo oYes

45, If vou answered ves to question 44, what treatment(s) are vou using?
cPrescription medicme  cAltemmative therapies  cCounseling  oOther

46. Has becoming HIV+ caused problems in vour close relationships?
cNo oYes

47, If vou answered ves to question 46, what problem(s) has it cansed?
o5tress of 1solation m relationships with your family
cDifficulties in relationship with your spouse‘parmer

cDifficulties m relationship(s) with children cDther
48. What type of prevention or education services would vou prefer?
o I don’t need any services o HIV+weekend retreats
o Group counseling (with other HIV+ people) o Group education workshops
o Peer counseling (by other HIV+ people) o Counselor led HIV+ support proup
o Education offered by yout primary care provider o Individual counseling
o Other

PART 4:

Flease Tell ws about your Barriers fo Prevenfion and Treaglment Services

49, Below is a list of possible problems that may arise when trving to obtain or use HIV and ATDS
services. Please mark on the line beside each item to say how big a problem it has been for vou.

Big barrier —stopped you from getting service(s) or caused you to discontinue service(s
Small barrier — caused mincr concern and'or delays in cbiaining services(s)

Biz Barrier | Small Barrisr | Mot a Barrier

Mot knowing what servics or treatment is availablato melack of
services

The location of the organization providing servicas

Ww phwsical health

The quality of assistancs ortreatment

Mot knowing what medical assistance or treatmant | nead to treat
mv HIV or AIDS infaction

My state of mind or mental ability to deal with the treatmant
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Hothaving transportation

Big Barrier | Smazll Barrier | Mot 2 Barrier

Klw concern that other pzople mav see me when T g0 to gat care or
learn about my HIV infection (lack of confidentiality'stiema)

LHscrimination | experienced by the parsons or organization
providing the servica

Fear/sticma

Anonvmitwcontidantiality

Lack of axperience of the personproviding servicas to ma

Theamount of tims | had to waitto getan appointment

The cost of assistance or treatment

ot having enough insurancacovemes

Burnout fromdealing withtalling about HIV

thar

50. Of the barriers listed above, which two do vou believe are the higgest barriers vou have faced
when tryving to get HIV-related services?

1.

-

51. Are there other forms of help that we have not mentioned that vou would like to have access to, or
are currently using? (Please specify below)

52. Whatis the single most important change vou would suggest to improve the quality of life for
individuals or families living with HIV/AIDS?

GChamlk: Youl
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