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Executive Summary

At least 25% of people nationwide (CDC, 2006b) and 21% in San Francisco do not know they are HIV+ (San Francisco Department of Public Health, 2005).  Many of these individuals may not find out their HIV status until late in the course of their disease.  Late testing results in missed opportunities for treating HIV, as persons who test late in the course of the disease may be at risk for worse health outcomes than if the disease had been identified and treated earlier in its progression.  Late testing also results in missed opportunities for preventing HIV, as persons who test late may transmit HIV to others during the time between infection and diagnosis.  
In June 2006, the HIV Prevention Planning Council (HPPC) prioritized a behavioral needs assessment with individuals who test late in the course of HIV disease.  For the purposes of research, late HIV testing is commonly defined as receipt of an initial positive HIV test one year or less before the diagnosis of AIDS.  
This report describes the results from this needs assessment.  It builds upon existing research by providing further information about the epidemiology of late testing in San Francisco and by emphasizing qualitative research methods to obtain in-depth, detailed data directly from people who tested late in the course of their HIV disease.

Methods

The needs assessment methodology was chosen because it represents a preliminary exploration into an issue about which little is known.  This information can then be used to improve and refine service delivery.

Review of Local AIDS Case Registry Data – Data were reviewed in order to obtain information regarding the prevalence and characteristics of individuals who test late for HIV in San Francisco.

Interviews – Semi-structured qualitative interviews were conducted with a purposive sample of 25 individuals identified as having tested late for HIV.  The interviews gathered information regarding individuals’ perceptions of HIV risk prior to diagnosis; testing experiences and attitudes; factors that led to individuals’ first known positive HIV test; and recommendations for promoting earlier HIV testing.  Participation was limited to individuals who tested positive for HIV in 2002 or later.  In addition, the needs assessment sought to exclude so-called “rapid progressors,” or individuals for whom the progression of HIV infection to clinical AIDS occurs more rapidly than is typical for the general HIV-positive population.

Focus groups – In order to explore differences in HIV risk perception prior to receipt of a positive HIV test, two focus groups were conducted with sub-samples of the interview participants.  One focus group was held with nine individuals who self-identified as being at high risk for HIV, and a second group was held with five individuals who did not perceive themselves to be at risk prior to their first positive test.  The purpose of the focus groups was to hone in on potential testing barriers and prevention strategies that might be unique to each of these populations
Limitations

This needs assessment has a number of limitations that should be considered when reviewing and interpreting the results:

· Eligibility for needs assessment participation was determined based on information self-reported by potential candidates.  While the research team made every effort to exclude non-eligible individuals, it is possible that the final sample may have included individuals who did not meet the eligibility criteria.

· Non-random sampling techniques and small sample size prevent generalization of findings to the larger population.

· Participant responses may have been affected by recall bias, in which people may not have accurately remembered topics explored through the interviews due to the fact that events took place in the past, or by response bias, the tendency of respondents to answer questions in the way they think the interviewer wants them to answer rather than according to their true beliefs.
· Several of the respondents lived in other cities or states prior to moving to San Francisco.  Therefore, some of the barriers to testing that were identified may be more indicative of other areas and less relevant to San Francisco. 

Because of these limitations, it is not possible to say for sure what the HIV prevention service needs of individuals who test late for HIV in San Francisco are.  Rather, this needs assessment provides some information to help guide future decisions about the types of services and programs that could be most useful to this group.
Key Findings

The following key findings and recommendations are organized according to the needs assessment’s primary research questions. 

What are the demographic and risk characteristics of individuals who test late for HIV in San Francisco?

· In San Francisco, 38% of persons receiving an AIDS diagnosis between 2001 and 2006 tested late for HIV according to Department of Public Health surveillance data.

· There is not a single “profile” that characterizes persons who test late for HIV.  Individuals who test late for HIV are represented among all races/ethnicities, genders, ages, and risk groups.  

· At the same time, AIDS case registry data suggest that people who are under age 30, Asian/Pacific Islander, Latino, or heterosexual are more likely to test late for HIV in San Francisco.  In addition, those with no reported risk and those born outside of the United States are also more likely to test late.
· Risk behaviors reported by participants included injection drug use and sex without the use of condoms.  

What are the barriers to testing among this population? 

· This needs assessment identified a number of barriers to testing among persons who test late for HIV.  These include fear, denial and stigma; low perception of HIV risk; substance use issues; lack of HIV testing information available in Spanish; and low levels of knowledge regarding HIV transmission.  

· Participants who considered themselves to be at high risk for HIV prior to receiving their first positive test claimed to be relatively unconcerned about HIV, despite the fact that they considered themselves high risk.  

· In contrast, persons who considered themselves to be at low risk for HIV prior to their first positive test, many of whom were heterosexually identified, generally reported that they perceived HIV to be a disease that primarily affects the gay community.
What factors resulted in individuals’ first known positive HIV test?

· Primary factors that resulted in participants’ first known positive HIV test include illness, encouragement from friends, and concerns about a partners’ HIV status.  A small proportion of individuals suggested that substance use, desire to know one’s status, desire to be connected with services, and financial incentives facilitated their decision to obtain HIV testing.  

· Several participants felt that having information about HIV/AIDS helped to quell their fears and anxieties related to testing.  Many participants also identified the availability of anonymous and confidential testing options as important.  

· HIV testing patterns varied among participants.  Some individuals had never been tested prior to their first positive test, while others had tested multiple times in the past.  In other words, just because someone tests late for HIV does not mean that they have never been tested for HIV in their lifetime.  

To what degree do local data and findings conform to the national research?
· Overall, AIDS case registry data from San Francisco reflect many of the findings from national research studies.  For example, as has been found in other studies, individuals under age 30, Latinos, heterosexuals and those born outside of the United States were more likely to test late for HIV.  Asian/Pacific Islanders and those with no reported HIV risk were more likely to test late for HIV in San Francisco, a finding that is not reflected in the literature.
· While interview and focus group data from this needs assessment cannot be generalized to the population at large, some of the findings described in this report reflect trends that have been found in the broader literature.  For example, in the United States, researchers have found that persons who test late for HIV often eventually receive testing due to illness or disease-related symptoms.  This was the case with at least seven of the needs assessment’s 25 participants.  Our sample also included a number of individuals who had a low perceived risk of HIV, which has been found to be associated with late HIV testing in at least two other studies.
What strategies might encourage people to get tested earlier?
1. Prevention strategies tailored to specific risk groups and populations should take into consideration late HIV testing.  The fact that there is not a specific profile or consistent set of characteristics among persons who test late for HIV suggests that it will be difficult to design prevention strategies geared solely to this population. 

2. Provide prevention messages that emphasize ability to lead a healthy life after testing positive for HIV.  Several participants described how knowing about advances in HIV/AIDS treatment and the fact that receiving a positive HIV test is not a “death sentence” made it easier for them to confront their fears and concerns regarding testing. 
3. Employ social networks-based strategies and those that promote disclosure.  Encouragement from friends or partners, including those living with HIV, spurred many individuals to obtain HIV testing.  These findings highlight the importance of social networks-based strategies as well as efforts that encourage self-disclosure to partners.

4. Provide financial and other incentives to encourage HIV testing among substance users at high risk for HIV.  Participants in the high risk perception focus group, many of whom reported issues with substance use, indicated that monetary and other incentives played a strong role in motivating individuals to obtain HIV testing.

5. Provide prevention messages tailored to those who do not see themselves as being at risk for HIV.  The needs assessment sample included a number of individuals who did not see themselves as being at risk for HIV, many of whom were heterosexually identified and believed that HIV was a disease affecting the gay community. 

6. Provide post-test and follow up counseling to individuals who perceive themselves to be at low risk for HIV.  While most participants reported that they followed up on service referrals soon after learning their status, several of the individuals who perceived themselves to be at low risk for the disease delayed following up on referrals. 

7. Learn more about the effectiveness of HIV screening in health care settings.  More than half of participants felt they would have agreed to be tested for HIV if it had been offered during a regular health care visit.  At the same time, more than half of those interviewed indicated that they did not have health insurance at the time they tested positive for HIV.  These findings suggest the need for more research on this strategy, including what types of health care settings would best reach this group (e.g., private doctors, public clinics, emergency rooms).
8. Develop structural interventions aimed at promote earlier HIV testing.  Many individuals who test late do not see themselves at risk, or are scared to find out their status.  Consequently, many do not seek testing.  Structural interventions to expand HIV testing could be an effective means of promoting earlier testing.  These types of interventions aim at modifying the social, economic, and political structures and systems in which we live in ways that help many individuals all at once.  
9. Provide prevention messages that are linguistically and culturally appropriate to reach Latinos and persons born outside of the United States.  Both Latinos and persons born outside the United States exhibit higher rates of late HIV testing relative to other ethnic groups.  Latino immigrants who participated in this needs assessment reported that lack of information in Spanish about HIV testing, testing sites and services were barriers to testing.  In addition, providing testing services in areas where individuals who have recently moved to San Francisco congregate could help promote earlier testing among this population.
10. Conduct additional research regarding late HIV testing in San Francisco.  Of the estimated 38% of people living in San Francisco who meet the conventional definition of late HIV testing, at least some of these individuals are “rapid progressors,” or individuals for whom the progression of HIV infection to clinical AIDS occurs more rapidly than is typical for the general HIV-positive population  The short time period between these individuals’ first positive HIV test and AIDS is the result of the progression of the disease itself, as opposed to a potentially avoidable delay in testing.  In addition, six needs assessment participants tested positive for HIV outside of San Francisco.  Having more information about the demographic and risk behavior characteristics of people who test late for HIV in the city of San Francisco and who do not experience rapid HIV progression would be useful for framing local prevention strategies.  
In conclusion, late HIV testing is important because it results in missed opportunities for preventing and treating HIV.  This phenomenon is also quite prevalent according to both local and national data, yet limited information exists about the characteristics of persons who test late for HIV, barriers to HIV testing experienced by this population, and potential strategies to promote earlier HIV testing.  Although this needs assessment is exploratory in nature, it builds upon the existing research by emphasizing qualitative methods to obtain in-depth, detailed data directly from people who tested late in the course of their HIV disease.
Introduction

At least 25% of people nationwide (CDC, 2006b) and 21% in San Francisco do not know they are HIV+ (San Francisco Department of Public Health, 2005).  Many of these individuals may not find out their HIV status until late in the course of their disease.  Late testing results in missed opportunities for treating HIV, as persons who test late in the course of the disease may be at risk for worse health outcomes than if the disease had been identified and treated earlier in its progression.  Late testing also results in missed opportunities for preventing HIV, as persons who test late may transmit HIV to others during the time between infection and diagnosis.  

In the spring of 2006, the San Francisco HIV Prevention Planning Council (HPPC) identified late HIV testing as a phenomenon meriting further research and consideration.  For the purposes of research, late HIV testing is commonly defined as receipt of an initial positive HIV test one year or less before the diagnosis of AIDS.  Nationwide, the Centers for Disease Control and Prevention (CDC) estimates that 40% of HIV infections diagnosed in 2004 progressed to AIDS within 12 months after diagnosis of HIV infection (CDC 2006a), thus meeting the conventional definition of late HIV testing.
  In San Francisco, 38% of persons receiving an AIDS diagnosis between 2001 and 2006 tested late for HIV according to Department of Public Health surveillance data (Hsu 2007).
Despite the estimated scope of this phenomenon both nationally and locally, limited information exists about the characteristics of persons who test late for HIV, barriers to HIV testing experienced by this population, and potential strategies to promote earlier HIV testing.  Key findings from the research that is available include the following:
· The heterosexual route of transmission was associated with late testing in several studies (Brannstrom, Akerlund et al. 2005; CDC 2003; Manavi, McMillan et al. 2004).

· Injection drug users were found to be less likely to test late for HIV in several studies (Castilla, Sobrino et al. 2002; Girardi, Aloisi et al. 2004; Manavi, McMillan et al. 2004; Brannstrom, Akerlund et al. 2005). Researchers posited that this may be due to a greater awareness of risk and/or the inclusion of HIV testing in substance use and harm reduction programs (Castilla, Sobrino et al. 2002). 

· Two studies also found that low perceived risk of HIV was associated with late testing (Samet, Freedberg et al. 2001; Couturier, Schwoebel et al. 1998).  

· Several studies have found that individuals born outside of the country where the study took place were at increased risk for late testing (Girardi, Sampaolesi, et al. 2000; Castilla, Sobrino et al. 2002; McDonald, Li et al. 2003; Brannstrom, Akerlund et al. 2005). Most of these studies were conducted in countries outside of the United States such as Australia, Spain and Sweden.
· While one study in the United States found that those aged 18–29 were more likely to test late (CDC 2003), other studies conducted in Europe and Australia found that older age was associated with late testing (McDonald, Li et al. 2003; Girardi, Aloisi et al. 2004; Brannstrom, Akerlund et al. 2005).

· In the United States, persons who delayed HIV testing were more likely to be black or Hispanic, according to a major study published by the CDC (CDC 2003).

· The same study also found that a majority of people who delayed HIV testing received their first positive HIV test in a medical care setting (CDC 2003).
· Persons who test late for HIV often eventually receive testing due to illness or disease-related symptoms (Wortley, Chu et al. 1995; CDC 2003).

· Recommendations to reduce late HIV testing include diagnostic HIV testing, or performing an HIV test for persons with clinical signs or symptoms of HIV (CDC 2006b); opt-out HIV screening (CDC 2006; Manavi, McMillan et al. 2004); HIV testing for all people treated for STDs (Harder 2003); and increased accessibility of HIV testing sites (Castilla, Sobrino et al. 2002).  
The majority of studies to date have explored late HIV testing through the lens of quantitative HIV/AIDS surveillance data.  A primary benefit of this approach is that it enables measurement of a large number of people, thus facilitating comparison and statistical aggregation of data.  Qualitative research methods, which involve talking directly to people, offer another approach to understanding the phenomenon of late testing.  The advantage of qualitative methods, which typically involve a much smaller number of people or cases, is that they provide an opportunity to understand how individuals make sense of events, situations and actions in their lives, and how those understandings influence behavior.  This perspective is lacking in the current research.

In light of these many issues, the HPPC prioritized a needs assessment with individuals who test late in the course of HIV disease at their June 2006 Council meeting.  This report describes the results from this needs assessment.  It builds upon the existing research by providing further information about the epidemiology of late testing in San Francisco and by emphasizing qualitative research methods to obtain in-depth, detailed data directly from people who tested late in the course of their HIV disease.  Finally, this report also offers potential recommendations for encouraging earlier HIV testing among this population. 
Methods

The needs assessment methodology was chosen because it represents a preliminary inquiry into an issue about which little is known.  The information can then be used to improve and refine service delivery.  The purpose of this needs assessment is to explore the phenomenon of late HIV testing in San Francisco.  Key research questions include the following:
· What are the demographic and risk characteristics of individuals who test late for HIV in San Francisco?
· What are the barriers (e.g., psychosocial, health access, cultural) to testing?
· What factors (e.g., clinical symptoms, partner notification, service provider) resulted in individuals’ first known positive HIV test? (Many people who learn their HIV status late in the course of their disease may have tested negative in the past, or may have tested positive at some earlier point but did not return for their results; thus the use of the term “first known positive HIV test.”
· To what degree do local data and findings conform to the national research?
· What strategies might encourage people to get tested earlier?
To address these questions, the needs assessment employed both quantitative and qualitative research methods.  This section briefly describes these methods, which include a review of local HIV/AIDS surveillance data as well as 25 in-depth interviews and two focus groups with individuals who tested late in the course of their HIV disease.
Review of Local AIDS Case Registry Data
Local AIDS Case Registry data were reviewed in order to obtain information regarding the prevalence and characteristics of individuals who test late for HIV in San Francisco.  The AIDS Case Registry is maintained by the San Francisco Department of Public Health and contains basic demographic and transmission category information about individuals diagnosed with AIDS.  It is the most complete source of data available regarding persons living with AIDS in San Francisco.  

In-Depth Interviews

As mentioned previously, most studies on late HIV testing are based on quantitative surveillance data and provide information on basic characteristics of people who test late for HIV.  In contrast, this needs assessment includes semi-structured qualitative interviews with 25 individuals identified as having tested late for HIV.  The purpose of these interviews was to gather in-depth, detailed information regarding individuals’ perceptions of HIV risk prior to diagnosis; barriers to testing and prior testing experiences; factors that led to individuals’ first known positive HIV test; and participants’ own recommendations for promoting earlier HIV testing.

Eligibility, sampling, recruitment methods, screening, and interview procedures are described in detail below.  However, in order to set the context for this discussion, it is important to note that recruitment of needs assessment participants proved to be more complicated and time-consuming than for previous assessments conducted for the HPPC.
  As described below, this was due to several factors, including: 1) difficulties in identifying eligible participants on the part of service providers; 2) potential candidates’ lack of knowledge regarding AIDS status and diagnosis dates; and 3) the decision to exclude from the needs assessment individuals for whom HIV advances much more quickly than is typically expected.  Consequently, the recruitment process itself offers lessons learned with regard to future studies of this population as well as reaching individuals who test late for HIV with prevention efforts.  
Needs Assessment Eligibility
The population of focus for this needs assessment consisted of individuals living in San Francisco who had tested late for HIV.  Participation was limited to individuals who tested positive for HIV in 2002 or later.  This timeframe was chosen for two reasons: 1) to minimize recall bias, which is defined as the inability to recall accurately past events and experiences, and 2) to ensure that participant experiences are relevant to the current HIV environment.  In other words, if the needs assessment sample had included individuals who tested positive for HIV in 1995, their experiences would likely be very different from that of individuals testing in 2007.  
In addition, the needs assessment eligibility criteria were based on the conventional definition of late testing (i.e., receipt of an initial positive HIV test one year or less before the diagnosis of AIDS), with one important modification.  Specifically, this needs assessment sought to exclude so-called “rapid progressors,” or individuals for whom the progression of HIV infection to clinical AIDS occurs more rapidly than is typical for the general HIV-positive population.
  The rationale for excluding this population from this needs assessment is that the short time period between these individuals’ first positive HIV test and AIDS is the result of the progression of HIV itself, as opposed to a delay in testing.  

Sampling and Recruitment

Between September 2006 and February 2007, participants were recruited using a purposive sampling approach in order to include individuals who represent a range of demographic and personal characteristics.  For example, recruitment efforts sought to include individuals of varying age ranges who represent different ethnicities (i.e., African American, Asian/Pacific Islander, Latino and White), genders (i.e., male, female and transgendered), and sexual orientations (i.e., homosexual, bisexual, heterosexual).  In addition, the needs assessment sought participation from individuals who had a history of homelessness, injection drug use, and who were born outside of the United States.  A cash incentive of $30 was offered to encourage participation.  Recruitment proved extremely challenging.  This was due in part because service providers reported difficulty identifying potential participants due to the complexity of the eligibility requirements.  

A number of recruitment methods were employed in order to overcome these difficulties and reach the goal of 25 individual interviews.  First, recruitment packets were mailed to 33 HIV service and testing agencies throughout San Francisco.  Packets contained an overview of the needs assessment, including purpose, eligibility and research methods, as well as participant recruitment invitations for distribution to potentially eligible individuals.  The research team conducted follow-up phone calls to encourage service providers to identify and refer clients to the needs assessment.  In addition, primary care settings in San Francisco, including all Department of Public Health and Community Health Network clinics, were provided recruitment packets.  At the same time, the research team conducted outreach at meetings of the HPPC, the HIV Health Services Planning Council, the HIV/AIDS Providers Network, and the Centers of Excellence Work Group to encourage member assistance with recruitment efforts.  

When these efforts resulted in only a small number of eligible candidates, the research team conducted additional phone calls with HIV service providers and asked providers to review case files in order to determine potentially eligible clients where possible and appropriate.  An announcement to recruit respondents was also posted on Craigslist.  These efforts resulted in a few eligible referrals to the needs assessment.  Finally, invitations and flyers were distributed in person and posted at 26 sites throughout San Francisco.  This last recruitment method yielded the largest number of referrals and greatest number of eligible candidates.  

Screening
In order to determine eligibility, a screening questionnaire was developed (Appendix A).  Initially, the screener asked individuals whether they had an AIDS diagnosis, or whether a doctor had ever told them they had AIDS.  Because many respondents were unaware of their AIDS status, the screening tool was modified to include one proxy question suggestive of an AIDS diagnosis (i.e., whether an individual had experienced a CD4 count of 300 or lower).
  Even with these modifications, screening potential candidates remained challenging due to the fact that many individuals had difficulty recalling HIV test dates, AIDS diagnosis dates, or the date of their lowest CD4 count. 

In addition, our initial approach to excluding individuals who had experienced rapid HIV progression was to identify them through the interview process and subsequently exclude them from data analysis.  This approach was chosen due to the expected rarity of this phenomenon and our desire to keep the screener as brief and straightforward as possible.  To our surprise, four of the early interview participants reported experiences that seemed to correspond with rapid HIV progression. Consequently, the screening process was modified to exclude people who were diagnosed with AIDS, or reported proxy indicators of the disease, within two years of their last negative HIV test.  While there is no standard definition of rapid HIV progression, previous research has found the progression to AIDS in less than two years to be extremely rare in adults (e.g., <1% among males who have sex with males) (Osmond 1998).

Overall, 213 potential respondents were screened for eligibility.  Of those screened, the majority (63%) were ineligible because they had tested positive for HIV prior to 2002; 16% were ineligible due to a negative HIV test result within two years of their positive result; and 12% of those screened were deemed ineligible due to unknown AIDS status or not having an AIDS diagnosis.  Based on the initial screening, a total of 33 individuals were interviewed.  As mentioned previously, four of these interviews were later excluded due to concerns about rapid HIV progression.  An additional four interviews were excluded when responses to interview questions did not match those provided during screening, and thus these individuals no longer met the eligibility criteria.  One interview was excluded due to duplication, or interviewing the same person twice.  Therefore, the results from a total of 25 interviews are included in this report.  Despite specific and targeted outreach to A&PI organizations and communities, no eligible A&PI candidates were referred to the needs assessment.

Interview Procedures

Two interviewers with experience in similar semi-structured, confidential interviews conducted all of the interviews.  All participants received written and verbal information explaining their rights and the interview process prior to the start of the interview.  After this, respondents signed a copy of the consent form if they agreed to participate.  Interviews were conducted in both English and Spanish, depending on the respondent’s preference.  All interviews were conducted in person and in a private setting of the respondent’s choice, typically in the office of one of the service providers or at Harder+Company’s San Francisco office.  Each interview was audio taped and later transcribed.  The interview protocol (Appendix C) consisted primarily of open-ended questions about experiences getting tested for HIV, receiving health-related services, behavioral risks, and recommendations to encourage earlier HIV testing.  It also included a short series of closed-ended questions regarding basic demographics such as primary language, education, and income level. Results were analyzed using content analysis, whereby common themes were identified and described.

Focus Groups
During the course of interviews and the analysis period, it became apparent that participants could generally be assigned to one of two categories based on their perception of personal HIV risk prior to receipt of their first positive test.  In order to explore this difference in more depth, focus groups were conducted in January 2007 with two sub-samples of the interview participants.  One focus group was held with nine individuals who self-identified as being at high risk for HIV, and a second group was held with five individuals who did not perceive themselves to be at risk prior to their first positive test.  The purpose of the focus groups was to hone in on potential testing barriers and prevention strategies that might be unique to each of these populations (refer to Appendix D for the focus group protocol).  A $40 cash incentive and dinner were offered in appreciation for participants’ time.  Both focus groups took place at Harder+Company’s San Francisco office.  Each focus group was audio taped and later transcribed.  Results were analyzed using content analysis, whereby common themes were identified and described.

Limitations
This needs assessment has a number of limitations that should be considered when reviewing and interpreting the results.  The following limitations preclude making definitive statements or conclusions about the HIV prevention and service needs of individuals who test late for HIV in San Francisco.

· Eligibility for needs assessment participation was determined based on information self-reported by potential candidates.  In some cases, there were differences between what was reported during the screening process and what was communicated during data collection.  The research team made every effort to exclude non-eligible interview participants whenever differences in participant self-reports resulted in questions concerning an individual’s eligibility for participation.  Nonetheless, it is possible that the final sample may have included individuals who did not meet the eligibility criteria.  Alternatively, the needs assessment may have excluded eligible individuals due to their inability to answer some of the screening questions with certainty.

· Non-random sampling techniques prevent generalization of findings to the larger population.  For example, a majority of the respondents had low incomes and did not have health insurance at the time of testing; therefore, the findings may not be as relevant for individuals of other socioeconomic backgrounds.  In addition, although we attempted to include members of all ethnicities in the needs assessment, primarily African Americans and Whites were screened and subsequently interviewed.  Therefore, the findings may or may not be relevant for individuals of other ethnic backgrounds.

· Participant responses may have been affected by recall bias, in which people do not accurately remember topics explored through the interviews due to the fact that events took place in the past.  As mentioned previously, the needs assessment attempted to minimize this bias by restricting the sample to individuals who had tested positive in recent years. 

· Findings may have been affected by response bias, or the tendency of respondents to answer questions in the way they think the questioner wants them to answer rather than according to their true beliefs.

· Several of the respondents lived in other cities or states prior to moving to San Francisco.  Therefore, some of the barriers to testing that were identified may be more indicative of other areas and less relevant to San Francisco. 

Given these limitations, this needs assessment should be considered a preliminary inquiry into reasons individuals in San Francisco delay getting tested for HIV as well as possible strategies for addressing this phenomenon.  

What Do We Know about Late Testing in SF?
This section of the report summarizes local AIDS Case Registry data on persons whose initial HIV diagnosis occurred 12 months or less prior to their AIDS diagnosis.  Because the definition of late testing used by the Department of Public Health corresponds to that of the CDC, this data includes rapid progressors, or individuals for whom the progression of HIV infection to clinical AIDS occurs more rapidly than is typical for the general HIV-positive population.  In addition, the data summarized in this section is limited to those individuals diagnosed with AIDS between 2001 and 2006.  This is because people living with AIDS were not asked to self-report their first known HIV positive test date until 2001.  As a result, the statistics provided in this section of the report do not provide a comprehensive picture of the total number of persons living with AIDS who have tested late for HIV in San Francisco.  

As mentioned previously, in San Francisco, 38% of persons receiving an AIDS diagnosis between 2001 and 2006 tested late for HIV.  This section of the report provides information regarding the prevalence of late testing in San Francisco by age, gender, ethnicity, risk group, country of birth, and homelessness status. 

Age

Exhibit 1 compares the number and percentage of individuals testing late for HIV by age group.  The majority of individuals under age 30 tested late and this age group was significantly more likely to test late than older age groups (p<.01).  This is comparable to research from the CDC, which found an increased probability of late testing for people aged 18–29 compared to those age 50 or older. 

Exhibit 1.  Late Testing among Persons Diagnosed with AIDS, by Age

	Age group (years)
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	13–19*
	6
	5
	83%

	20–29*
	212
	117
	55%

	30–39
	911
	346
	38%

	40–49
	905
	317
	35%

	50+
	484
	184
	38%

	Total
	2518
	957
	38%


Source: San Francisco Department of Health, 2007
* People aged 13–29 were significantly more like to test late compared with older age groups (p<.01).
Gender

Approximately 39% of men and women diagnosed with AIDS between 2001 and 2006 tested late for HIV (Exhibit 2).  There was no significant difference in late testing by gender.  Research within the United States also found comparable rates of late testing by gender. 

Exhibit 2.  Late Testing among Persons Diagnosed with AIDS, by Gender

	Gender
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	Male
	2219
	856
	39%

	Female
	211
	82
	39%

	Transgender
	88
	27
	31%

	Total
	2518
	957
	38%


Source: San Francisco Department of Health, 2007

Ethnicity

Exhibit 3 compares the number and percentage of individuals testing late by race and ethnicity.  Whites comprise over half of the AIDS cases diagnosed between 2001 and 2006 in San Francisco; however, a higher percentage of Asian/Pacific Islanders and Latinos tested late for HIV than did Whites or African Americans.  According to national data from the CDC, both African Americans and Latinos had a higher probability of late testing than Whites. 

Exhibit 3.  Late Testing among Persons Diagnosed with AIDS, by Race/Ethnicity

	Race/Ethnicity
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	White
	1398
	481
	34%

	African American
	471
	183
	39%

	Latino*
	465
	209
	45%

	Asian & Pacific Islander**
	144
	74
	51%

	Native American
	22
	8
	36%

	Multi-ethnic
	18
	10
	56%

	Total
	2518
	957
	38%


Source: San Francisco Department of Health, 2007
* Latinos were significantly more likely to test late compared to Whites (p<.05).

**Asian & Pacific Islanders were significantly more likely to test late compared to Whites and African Americans (p<.05).

Risk Group

The risk groups listed in Exhibit 4 are categories that describe behavioral risk for contracting HIV.  Data from San Francisco AIDS cases diagnosed between 2001 and 2006 suggest that heterosexuals and those with no reported risk are more likely to test late for HIV compared to other groups.  In addition, a larger percentage of heterosexual men (68%) tested late for HIV compared to women (52%).  Nationwide, heterosexuals had over twice the probability of testing late as other risk groups.  As found in other studies, injection drug users had relatively low rates of late testing compared to other risk groups.  

Exhibit 4.  Late Testing among Persons Diagnosed with AIDS, by Risk Group

	Risk Group
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	Male-to-male sex
	1568
	618
	39%

	Male-to-male sex and injection drug use
	350
	124
	35%

	Heterosexual injection drug use*
	413
	103
	25%

	Heterosexual **
	96
	56
	58%

	No reported risk **
	88
	63
	72%

	Total
	2515***
	957
	38%


* Heterosexual injection drug users were significantly less likely to test late than all other risk groups (p<.05).

** Both heterosexuals and those with no reported risk were significantly more likely to test late than all other risk groups (p<.05).

*** Excludes 3 transfusion cases

Country of Birth

San Francisco AIDS Case Registry data suggest that those born outside of the United States are more likely to test late for HIV compared to other groups (Exhibit 5).  Over half (n=189) of the individuals born outside of the United States who were diagnosed with AIDS were born in Latin America, with an additional 21% (n=74) born in Asia.  Data for late testing by country of birth is not available at the national level for the United States.  However, several studies conducted in Europe and Australia have found that immigrants are more likely to test late. 

Exhibit 5.  Late Testing among Persons Diagnosed with AIDS, by Country of Birth

	Country of Birth
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	United States
	2059
	741
	36%

	Outside of United States*
	351
	194
	55%

	Unknown
	108
	30
	28%

	Total
	2518
	957
	38%


* Individuals who were born outside of the United States were significantly more likely to test late compared to those born in the United States or of unknown origin (p<.01).
Homelessness Status

Exhibit 6 summarizes the number and percentage of AIDS cases by an individual’s homelessness status at the time of AIDS diagnosis, not at the time of positive HIV diagnosis.  According to San Francisco’s AIDS case registry data, approximately 11% of the AIDS cases diagnosed during the past 5 years were for individuals who were homeless.  Individuals reporting homelessness were not significantly more likely to test late for HIV than individuals who were housed.  
Exhibit 6.  Late Testing among Persons Diagnosed with AIDS, by Homelessness Status

	Characteristic
	Total Number of Persons Diagnosed with AIDS
	Total Number of Persons Testing Late for HIV
	% Persons Testing Late for HIV

	Homeless at time of AIDS diagnosis
	267
	105
	39%


Interview Results

This section provides findings from open-ended, semi-structured interviews conducted with individuals who were identified as having tested late in the course of their HIV infection.  The findings provide insights into reasons for delaying HIV testing and the barriers to testing that some people face.

Characteristics of Interview Participants

Demographics and other descriptive information regarding the participants were documented through both the screening process and the interview.  Needs assessment participants ranged in age from 24 to 51 years old.  Over half of the participants self-identified as being gay (56%), while 20% identified as bisexual and 16% identified as heterosexual.  Most of the participants were male (84%), but females (8%) and male-to-female transgendered (8%) individuals were also represented.  As illustrated in the following exhibit, almost half of the sample was White (44%) and nearly one-third was African American (32%).  Four of the participants identified as being Latino and two were multi-ethnic, including one person with Native American ancestry. 
A majority of the participants had experienced homelessness in the past (n=20) and a few had a history of drug use including injection drug use (n=3).  In addition, two of the participants had a history of sex work.  The length of time interview participants had lived in San Francisco ranged from one and a half months to 26 years.  One participant was born and raised in San Francisco, another had just recently moved to San Francisco from the Midwest, and three had emigrated from Mexico.  Nearly one-third of participants moved to San Francisco to seek out health care services, particularly HIV care services.  One participant mentioned that he had moved to San Francisco because he believes services in general are more “gay-friendly.”  Others agreed, and noted that a major draw to San Francisco is that it is known to be more tolerant of different lifestyles and cultures.  
In summary, the purposive sampling approach for recruitment resulted in participation by individuals with a broad range of backgrounds and personal characteristics.  However, youth and individuals from specific ethnic groups were underrepresented.  For example, despite repeated efforts involving contact with youth-serving organizations, only one of the screened individuals under age 25 was eligible to be interviewed.  Similarly, only seven Asian/Pacific Islanders were screened and none were eligible.  Exhibit 8 summarizes information on participant demographics.
 

Exhibit 8.  Demographics of Survey Sample 

	Characteristic (n=25)
	n
	%

	
	
	
	

	Race/Ethnicity
	
	

	
	White
	11
	44%

	
	African American
	8
	32%

	
	Latino
	4
	16%

	
	Multi-ethnic
	2
	8%

	
	
	

	Country of Origin
	
	

	
	United States
	21
	84%

	
	Mexico
	3
	12%

	
	Germany
	1
	4%

	
	
	

	Age
	
	

	
	Under 25 years
	1
	4%

	
	25-35 
	2
	8%

	
	36-45
	17
	68%

	
	Over 45 years
	5
	20%

	
	
	

	Gender
	
	

	
	Male
	21
	84%

	
	Female
	2
	8%

	
	MTF Transgendered 
	2
	8%

	
	
	

	Self-reported Sexual Orientation
	

	
	Gay/homosexual
	14
	56%

	
	Bisexual
	5
	20%

	
	Straight/heterosexual
	4
	16%

	
	Declined/don’t know
	2
	8%

	

	Annual Household Income Before Taxes

	
	Less than $15,000/yr
	21
	84%

	
	$15,001 to $25,000/yr
	4
	16%

	
	
	
	


Knowledge of HIV/AIDS and Perception of Risk

The interview protocol included questions regarding participants’ knowledge of HIV, level of concern about contracting the disease, and perception of risk for HIV prior to receiving their first positive HIV test.  The purpose of these questions was to learn more about how these factors may have influenced HIV testing behavior.
1.
Most participants reported that their knowledge of HIV transmission prior to their first positive test was limited and/or inaccurate.  

Most participants felt that they either lacked information or did not have accurate information about HIV/AIDS.  This was true for both heterosexually- and gay-identified participants.  One person gave an example, “I didn’t think that I could be getting [HIV] from somebody… if there is not blood being transmitted.  I thought there would have to be some sort of blood transmission going on, but I was kind of naïve.”  Similarly, another participant commented on his naïveté about how HIV is transmitted.  He stated, “I had no idea that females could give it to males and males could give it to females.  That was how naïve I was.”  One participant admitted that he was unaware of basic information about HIV/AIDS.  He stated, “Honestly, I really didn’t learn about all this stuff until I became HIV-positive.  That’s a shame – 2004 – and I didn’t know anything about how it’s transmitted, how you can get it, who can get it.  I didn’t want to be around anybody that had it.”

In contrast, a few participants felt confident about their knowledge of HIV prior to learning of their positive status.  One declared, “It’s common sense, man, don’t share needles, don’t have unprotected sex…  It’s transferred through blood and semen.”  Another stated, “By the time you make it out of school, you know everything about AIDS.”  
2.
Most participants expressed concern about contracting HIV prior to finding out they were HIV-positive.  However, some participants indicated that they had other priorities that made them less concerned about getting HIV.  

Most participants expressed that they were concerned about contracting HIV prior to learning of their positive status.  One individual who perceived himself to be at high risk for HIV stated, “I was always very worried.”  However, a smaller number of participants reported that they were not that concerned about contracting HIV.  One individual stated, “I thought about it, but I didn’t take interest in it.”  Another participant had a similar response, “I guess I should have been concerned because my first lover had full blown AIDS… but I wasn’t.”

Among those participants who did not express much concern about HIV, some talked about how substance use affected their level of concern.  One individual who engaged in unprotected sex with a partner who was HIV-positive explained the he was not concerned about getting HIV due to his use of drugs and alcohol.  He stated, “I didn’t care.  I probably was drunk or high or something.  That played a role because I made wrong decisions…  It just caught up with me.”  Another male participant who exchanged sex for money and/or drugs described how survival needs and maintaining his drug habit overshadowed any concerns he might have had about getting HIV.  He stated, “You put yourself at risk in a lot of situations…  [I did] especially when I was under the influence of alcohol and drugs.  That was my main focus, you know, money, money, money, dope, money, more alcohol.”  A third person claimed that he did not care whether or not he contracted HIV due to the negative attitude toward life he had when he was using drugs.  He commented, “I didn’t give a fuck.  That was my attitude so I was doing very dangerous things and very self-destructive things.”
Finally, there was one participant who commented that he was focused on addressing other pressing needs such as housing and getting support with recovery.  He stated, “I wasn’t really thinking about [HIV].  [I was] just trying to survive.  There were too many things in my head.  I had too many problems to just focus on HIV.  I wanted to get housing and get my life back together and [get] help to stop the drugs.”

3.
More than half of those interviewed considered themselves at risk for HIV prior to their first positive test.  However, a smaller proportion of individuals did not perceive themselves to be at risk.
In addition to questions about participants’ level of concern regarding HIV, interview participants were asked whether or not they considered themselves to be at risk for the disease prior to finding out their HIV-positive status.  More than half of the participants reported that they considered themselves to be at risk.  One participant commented, “I knew eventually it was going to come about because I was having unprotected sex with somebody who had the disease.  It was just a matter of time.”  Another stated, “I know I was being promiscuous.  I was on drugs at the time…  I was selling my body, being a male prostitute.”  
In contrast, a smaller proportion of individuals did not perceive themselves to be at risk for HIV prior to their first positive test.  Among this group, one participant shared that he did not know how he could have contracted HIV.  He commented, “I always took care of myself.  I was careful.  I don’t know how it happened.  [The doctor told me] that the virus is very advanced and that I’d probably had it for 3–5 years.”  Another participant commented, “I don’t use IV needles.  I’m a straight person and I did use condoms so I didn’t think that I was at great risk.”

HIV Testing Experiences and Attitudes

Interview participants were asked about their attitudes toward testing, as well any testing experiences prior to their first positive test.  The purpose of these questions was to learn more about potential testing barriers among this population.

4.
HIV testing patterns varied among participants.  Some individuals had never been tested prior to their first positive test and others had tested one or more times in the past.  

Half of the participants had never been tested prior to their first HIV-positive test.  Three participants reported having tested previously, but never returned for the results.  One of the participants shared why he did not return for his test results – “Just not remembering, doing drugs and whatever, being in another city because I was back and forth from Pittsburg to San Francisco constantly.”  In contrast, some participants had established personal schedules for HIV testing.  For example, one participant attempted to test whenever food voucher incentives were available.  One participant involved in sex work indicated that she tried to test every four months, but had been unable to maintain that schedule prior to her first positive HIV test.  Another participant reported testing prior to starting a new relationship.  
5.
A majority of participants reported delaying HIV testing at some point in the past.  Fear and denial were the most frequently reported reasons for delaying HIV testing.

Interview participants were asked to identify whether they had ever delayed HIV testing after deciding they wanted to get tested, and for how long they delayed it.  Most participants reported that they had explicitly put off testing.  Participants reported delaying HIV testing anywhere from two weeks to 16 years.  One participant stated, “It always lingered in my mind that I had to get tested.  I procrastinated for a whole year until I got tested.”  Another participant claimed, “For a long time, I had been wanting to get myself tested but I was too chicken to.” 

The most common reasons for delaying HIV testing provided by interview participants were fear and denial.  Many participants reported that they were afraid of finding out their HIV test results and believed that having HIV would result in death.  Indeed, many participants used the phrase “death sentence” to describe their fears and anxieties around HIV testing.  One participant shared, “I read little things and you know, you always think about death.  That’s the first thing that comes across your mind after thinking about getting tested.”  Another stated, “I didn’t want to get no news like that.  I knew friends of mine that died of HIV…  It’s like a death sentence to me.”

Another participant who knew for six years that her partner was HIV-positive delayed testing for HIV until her partner had passed away.  She explained, “I was really scared to find out that I was HIV-positive…  Back then, everyone was dying of AIDS, so I really didn’t want to know.”  Another participant elaborated, “I was afraid of dying to tell you the truth.”  One participant who perceived himself to be a healthy individual said that it was “fear of being sick” that prevented him from obtaining an HIV test earlier.  To this individual, knowing one’s HIV-positive status meant having to take medications that could have a negative impact on his overall health.  He stated, “I’ve never been sick in my life…  I just wasn’t used to my body being sick.”  For one participant, offers of cash incentives did not influence her desire to get tested for HIV.  She concluded that her fear of “finding out the truth” prevented her from testing.  She commented,
Everybody around me was always getting tested, but I wouldn’t do it.  How they were doing it was they were offering them money – that was the only thing getting people to get tested.  I was too scared.  Money wasn’t going to bribe me into it.  I wouldn’t do it.
Among participants who delayed HIV testing, many reported that, at the time, they considered living without knowledge of their serostatus easier to handle than the realities of living with HIV.  Some participants commented:

· I didn’t want to know.  I was scared of the results.  It was easier living not knowing.  

· Denial – I didn’t want to deal with it.
· I did put off being tested because I think in my day, if you didn’t know, then it didn’t affect you…  So that’s like people saying that if they have cancer, they don’t want to know about it.  I didn’t want to know.
· I guess I just never wanted to be bothered with all the problems it brings, the medication problems.
6.
Individuals who had a low perception of their personal HIV risk generally did not see a need to get tested for HIV.  

As mentioned previously, a small proportion of individuals did not perceive themselves to be at risk for HIV prior to receiving their first positive test.  Low perception of risk for HIV seemed to influence these participants’ orientation toward HIV testing, in that many reported they did not see themselves as needing to get tested.  One participant who never considered getting tested prior to his first positive HIV test explained, “I never thought I had it actually.  To me, I just thought that was for people who were like gay and having sex.”  Another participant whose transgender female partner encouraged him to get tested after finding out she was HIV-positive, stated, “I was saying that I didn’t need to be tested because I’m into women.  In my mind, it was like a gay thing.  I’m with [my partner], but she’s a girl to me…  It’s the same thing like having sex with a girl.”  In addition, two participants who had put off HIV testing for about a year exclaimed that they were surprised by their positive test results.  One participant recalled, “I didn’t look at the signs that were happening – the night sweats.  Prior to my hospitalization, I didn’t think I was HIV-positive.”  

One participant who put off HIV testing for many years explained that, in addition to being scared to find out his status, he questioned the possibility that he could have contracted the virus.  He explained, “I was always on top and they say when you’re on top that you are least likely to become HIV-positive…  I was always on top so I thought that maybe there was a possibility that I may not have contracted the disease.”  

7.
Some participants reported that substance use was a barrier to HIV testing. 

The decision to obtain an HIV test was influenced by substance use among some participants.  When asked why they put off or delayed HIV testing, one participant commented, “I was busy getting high,” and another, stated, “I didn’t think about getting tested, it just wasn’t on my mind.  My mind was on my addiction.”  Another participant shared that feelings of depression caused by his drinking affected his attitude towards HIV and STD testing.  He observed,
I didn’t really care too much about it at that time.  When you drink, you’re kind of depressed all the time and you don’t really care about your life too much…  Life is depressing when you’re drinking.  I really didn’t care about getting tested for any kind of diseases.
Another individual shared similar sentiments although he was aware of his risk of contracting HIV.  He stated, “When you do crystal meth and smoke crack, the care goes out the window – you might as well jump out the tenth floor window.”

8.
Some participants reported that they just did not consider HIV testing a high priority. 

Comments made by several interview participants suggested that testing for HIV was not seen as a priority, in the sense that they did not see it as something important to do in their life at the time.  Representative comments included the following. 

· I just didn’t consider it.
· I just didn’t have the time.  I just didn’t want to find out if I had AIDS.
· It wasn’t something that was crossing my mind.
· Yeah, [I put off testing], but not for any particular reason, just, I don’t feel like doing that right now.
Lastly, one participant explained that other life concerns took priority over HIV testing.  He stated, “I had thought about it over the years but I never did it until 2002.  Too busy probably… with life in general, everyday problems, you know.”

9. 
Spanish-speaking participants reported that lack of information in Spanish about HIV testing, testing sites, and services was a barrier to HIV testing.  

One respondent stressed the difficulty recent immigrants have in knowing where to receive services. He commented, “There’s information, but almost all of it is in English. People who migrate are so closed off – they hang out with people from the same community, have sex with people from the same community – that they don’t get the information.  They need to better understand what services exist.”  This individual felt that having more information available in Spanish regarding HIV testing and services could help address this situation.  Another recent immigrant suggested that some people don’t get tested because they don’t know how much they are going to be charged.  He explained, “We don’t know where the free clinics are or if they have someone who speaks Spanish.”
Factors That Promoted HIV Testing

In addition to learning about potential HIV testing barriers, the needs assessment sought to identify factors that facilitated HIV testing among people who test late in the course of their disease.  Participants were asked to describe what motivated them to seek HIV testing.
10.
Participants related a number of factors that either promoted or resulted in their getting tested for HIV, including illness, encouragement from friends, and concerns about a partner’s HIV status.  

Participants identified a number of factors that motivated or otherwise resulted in their getting tested for HIV.  Seven participants reported that they got tested for HIV after feeling symptoms of illness such as a persistent cold, flu-like symptoms, weight loss, difficulty breathing, and fatigue.  Two participants reported having thrush and pneumonia while another participant was hospitalized due to a drug overdose.  One participant reported that he got tested for HIV after his health care provider offered it to him during one of his general health check-ups. 

Encouragement from friends was an important motivator to get tested for several participants.  Five individuals reported that they joined groups of friends who decided to get tested together.  Representative comments included:

· I only did it because of my friends.  They were telling me that everybody needs a test so I did it. 

· A bunch of us decided to get tested one night…  We all figured that we were [HIV-positive].
· [We] just decided, let’s do this.
Three participants reported that they were encouraged by a friend or partner living with HIV or newly diagnosed with HIV.  One individual shared that he finally got tested two weeks after his partner found out he was positive.  In regards to his partner encouraging him to get tested, he said, “I kept promising.”  Another participant commented on how his partner played an important role in his decision to get tested for HIV.  He stated, “My partner kept on me to get tested.  I was mostly in denial and figured that if I was positive, I would be sick.  I figured I was positive since my partner was positive.”

In addition to receiving encouragement from an HIV-positive partner, knowing or having suspicions that a partner was positive or otherwise engaging in risk behaviors led at least five of the interview participants to obtain an HIV test.  Some participants knowingly engaged in unprotected sex with partners they knew to have HIV, while others did not realize a partner was HIV-positive until after the relationship had ended.  Two participants shared their experiences in this regard.  One person observed, “I had no idea that he had it and he took off and just decided to go to Mexico and live out there.  Then about a couple of months later, I hear he died.  And that’s when I figured that I better go and get tested.”  Another commented, “I just thought that I should get tested because I knew she was using heroin…  That had been something that I was procrastinating and procrastinating and I never got tested and then finally something hit me upside the head.”

While substance use caused some participants to put off or delay testing, a smaller number of people reported that it actually promoted testing.  Two participants were motivated to obtain an HIV test in order to receive cash incentives that could support their drug use.  One of the participants commented, “I was in my addiction and the money came in handy.”  This same participant concluded that he probably would not have gotten tested without the incentive.  He surmised, “I would probably have waited until I was getting sick from something.”

Three participants reported that they sought HIV testing simply because they wanted to know their status.  One individual explained, “I was sexually active so that is a good reason to get tested.”  However, this participant considered getting an HIV test for about one year prior to actually getting tested.  Similarly, another participant put off getting tested for one year after feeling inexplicably ill.  He explained that he finally got tested because “I wanted to go to the clinic to find out how I was.  It was a surprise.”  

Two participants decided to get tested for HIV in hopes that they could be connected to services and resources to address their health care needs.  One participant who was homeless at the time realized that she needed help with addressing her drug use.  She had a feeling that she was positive and thought that getting tested and knowing her status would open up resources for her.  She stated, “I knew I needed help with stuff that I was doing and with the disease… so I just did it.”  She also added, “I was ready to find out because I knew I had it.  It was the thing to do for me.  I was ready to take care of myself.”  Another participant similarly responded, “When my lover died, that really kind of scared me off so I thought that maybe if I was HIV-positive or had AIDS, then I would need to get treatment for it.”

11.
Having information about HIV/AIDS such as treatment and medications was helpful for some participants in deciding to get tested for HIV.    

For some of the participants, having information about HIV/AIDS helped to quell fears and anxiety around HIV testing.  One participant stated, “I was seeking education… and after I acquired some of the education then I got tested.”  Learning about HIV treatments and medication, which was equated with living longer, was the most important information for participants.  One participant explained, “Before I was [afraid to test] because I wasn’t really educated about the disease, it was just like instant death until I really got educated and learned that you can live.  They have medication now that enables people to live longer.”  Another expressed a similar sentiment.  He commented,
I started going to organizations like TARC and joining support groups and talking to people who are HIV-positive…  Finding out that they had it for 20 years and were still alive prompted me to get an HIV test.  I wasn’t as scared that if I was HIV-positive I would die.  I wasn’t afraid to find out my status.
Prior to testing, one individual was very familiar with HIV services and resources in the city.  Knowing where to go and what to expect in terms of HIV care was helpful in his decision to finally get tested and learn his HIV status.  He stated, “What helped was that I was already working in the field [of HIV services] so I knew exactly what would happen if I got tested and I knew where to go for resources.”

One participant concluded that he would have gotten tested earlier if he had information about HIV treatments and medications and was aware of ways that a person living with HIV can maintain one’s health and keep viral loads low.  He stated, “I would have gone out there and got tested.  You don’t want to go out there and get tested for something that’s a leper thing.”

12.
Most of the participants learned about where to go for HIV testing from friends or partners.  

Participants reported accessing a variety of sites to obtain HIV testing, both inside and outside the testing network funded by the San Francisco Department of Public Health’s HIV Prevention Section.  These included:  Tenderloin Health, Continuum, South of Market Clinic, Tom Waddell Clinic, Ward 86, and City Clinic.  A few participants also got tested at a clinic or hospital in the city of Oakland and few others got tested outside of the Bay Area.  Two individuals reported that they learned of their positive status after being tested for HIV while in jail.

Most participants found out about HIV testing sites through a network of friends.  Only one participant mentioned that he found out about where to go for HIV testing through outreach materials such as pamphlets and kits with condoms and HIV testing site information.  In addition, some participants reported that they became familiar with the organization where they got tested because they had frequented the organization for reasons other than HIV testing.  One participant, for example, was motivated to attend discussion groups about HIV at a site in Oakland that offered “free goodies” (e.g., food vouchers) for participating.  Two participants were already connected to a network of HIV services because their HIV-positive partners utilized such services.  One of these participants noted that while accompanying his partner to Tenderloin Health, service providers would encourage him to get tested for HIV.  He stated, “They kept encouraging me to get tested, but it took a while.”  
13.
More than half of the participants agreed that the availability of anonymous and confidential testing was an important consideration in their decision to obtain testing.   

Participants indicated a variety of confidentiality concerns that affected their decision to obtain HIV testing.  One person stated, “You’re afraid to run into someone at the clinic. You’re worried that people will find out [why you’re there].” One participant was concerned that family and friends who worked at her testing site would have access to her test results.  Other participants worried about medical insurance companies having access to the results; the public stigma associated with being HIV-positive; people in the community finding out one was sick; and being labeled by the state government.  One participant elaborated, “I was really concerned with [confidentiality].  I feel that people looked at you differently.”  Some participants’ comments highlight the importance of anonymous testing.  One explained, “[Anonymous testing] was extremely important.  There was no way I would have done it.  That’s what made it okay for me that it was anonymous.”  Another agreed, adding that, “The anonymity was good at first… because at that time, I was working for [a company] and they are very stuffy and conservative.  I was worried for insurance reasons.” 

Post-Testing Experiences

Very little is known about what happens after individuals who test late for HIV learn of their positive status.  Consequently, participants were asked to describe their post-testing experiences, including receipt of counseling, linkages to health and other community services, and how knowledge of their status impacted them. 
14.
Participants agreed that post-test counseling was very important in terms of helping them cope with knowledge of their HIV status.  

Many participants found post-test counseling to be a helpful and important part of HIV testing.  During post-test counseling, participants received information and referrals for health care providers, clinics, mental health and case management services, as well as information about HIV medications.  Participants reported that post-test counseling helped to ease their worries and concerns about being HIV-positive.  One participant elaborated, “It made me feel not quite so worried about things.  It made me feel more calm about the situation.”  Another participant described how the counseling he received gave him hope.  He stated, “It was really important because it answered a lot of questions.  It really helped.  It gave me more encouragement because at first, I thought it was like a death sentence.”
About two-thirds of participants also reported that they received counseling before obtaining an HIV test.  Only one participant commented on the importance of pre-test counseling which she received.  She stated, “It was important because it left options to me, to not worry as to what the results were and they would see me when the test came back and at that time, if I tested positive and needed counseling then they would provide that.”

15.
Some participants reported that they were relieved to know their HIV-positive status, in part because they learned it was possible to live a healthy life and still have the disease. 

Several individuals described how knowing their HIV status led them to learn more about the disease and how to appropriately address their health care needs, and that this provided them with a sense of relief.  One participant explained, “It feels like magic.  It’s a burden taken off me…  I could walk down the street and feel more freely about it, because now I know about T-cells… and that helps because I know how to pull it back up.”  Another simply stated, “It was just knowing.  So now I know and now I know what to do.”  Other comments in this regard included:

· I felt relieved.  I felt like now I could take care of this situation and live…  I hear how other people are living with HIV and how it’s not a death sentence anymore.  It’s not a death sentence for me.
· Even if you’re positive, this big load is taken off of you and you can go get treated.

In addition, after learning of their status, four respondents reported that they began doing HIV outreach and encouraging others to get tested.  As one commented, “I try to show that ‘bad things’ like HIV aren’t all negative. They can be positive, not fatal.”
16.
Most participants received referrals to HIV care services after finding out they were HIV-positive.  Participants generally followed up on referrals and services right away.  

All of the participants, except one who was living in the Midwest when he received a positive HIV test, reported that they were immediately referred to services upon learning that they were HIV-positive.  For some, friends were also an important source of information about HIV services.  Most of the participants indicated that they promptly followed up with referrals for care.  

However, four of the participants did not seek out services right away.  One of the participants, who did not seek out HIV services until about one year after receiving his/her HIV-positive test, explained, “That’s when I started caring.”  Another participant shared that worries about what people would think prevented him from seeking HIV care services immediately.  One commented, “I did not want to tell anybody that I was HIV-positive.  I was scared and concerned what others would think…  [But,]  I was tired of it.  [I thought,]  ‘I need to do something about this or I’m going to die.’”

17.
All but two of the participants currently have health insurance and all but three are connected with HIV case management services.   

Most of the participants receive Medi-Cal, Medicare, or Supplemental Security Income (SSI).  Participants are currently receiving health care services at the following agencies:  UCSF, Tom Waddell Clinic, San Francisco General Hospital Ward 86, City Clinic, Tenderloin Health, Lyon Martin Health Center, St. Mary’s Hospital, AIDS Health Project, and Mission Neighborhood Health Center. 

Most participants receive case management services through the same organizations where they receive health care.  Participants also go to Tenderloin Health, Shanti, St. Anthony’s Foundation, San Francisco AIDS Foundation, and Ark of Refuge to receive support and access resources.  One participant noted that a case manager is available on site at his housing program if needed.  In addition to emotional support, participants rely on case management services for help with finding affordable and permanent housing; money management; assistance with medical appointments; accessing mental health services; and particularly for Spanish-speaking interviewees, assistance with completing and understanding paperwork.

18.
Most participants reported that they started living healthier lifestyles since finding out that they were HIV-positive.  

Most participants reported that they have started living healthier lifestyles since finding out about their positive status.  For example, several participants commented that they started exercising more, practicing yoga, and eating more nutritious foods.  Participants also reported “not partying as much,” reducing drug use, and drinking less alcohol.  As one stated, “I underwent a tremendous change and really matured. I take better care of myself and pay attention to my health.”  Another participant shared, “I’m focused on my health and taking care of my body and not doing any further damage.”  One participant noted how she has developed a new network of friends.  She commented, “I’m happier – I think I feel more secure with [being HIV-positive].  I built up a lot more positive things like a network of friends that are sober.”

In terms of living healthier lifestyles, some participants also commented that they started using condoms and practicing safer sex since learning of their positive status.  One participant continued to be a sex worker, but turned down customers who refused to use condoms.  Another participant stated that he no longer has unprotected sex unless he is having sex with someone who is also HIV-positive, an example of the “serosorting” prevention strategy used by many gay men.  Several participants were concerned about super-infection and re-infection of different strains of the HIV virus, thus motivating them to practice safer sex or abstinence.  One participant shared that while he is comfortable with disclosing his HIV status to potential sex partners, he is very cautious about with whom he has sex.  He observed, “It doesn’t work out for me anymore because I’m actually afraid of doing it, to get involved with people – it’s too risky.  I don’t want to give this to nobody.  I just find it too risky, so I’m being very, very careful with who I sleep with.”

Promoting Earlier HIV Testing

Participants were asked to identify recommendations for preventing late HIV testing.  They were also asked whether they believe they would have tested for HIV earlier, if testing had been offered as part of a regular health care visit.
19.  Participants made several recommendations for preventing late HIV testing.  

Interview participants were asked to identify strategies and recommendations for preventing late HIV testing.  Recommendations made by participants include the following:

· Develop and implement social marketing campaigns aimed at encouraging HIV testing – Campaigns should inform people that one can still live a “normal life” living with HIV and address people’s fears that HIV/AIDS is a death sentence.  They should also provide information about confidential and anonymous testing options.
· Educate people about what it means to have HIV and how to prevent it.  Participants suggested providing information about how to maintain one’s health and various HIV treatments and medications to people who may be contemplating HIV testing.  Outreach should be conducted at schools and local businesses.  In addition, education materials should be readily available so that they can be accessed when individuals are ready to receive them.  Materials should be available in Spanish and geared to recent immigrants and/or people who have recently moved to the city.
· Offers support groups for folks contemplating testing.  One strategy for address people’s fears about knowing one’s status is offering discussion groups on HIV and STDs.  These groups should provide incentives for participation and include testimonials and presentations from people currently living with HIV.
· Conduct outreach to substance users.  Participants suggested having peer educators and substance use counselors conduct outreach to provide information about HIV and encourage HIV testing among substance users.
· Provide incentives for HIV testing.  Incentives could include as cash, food and transportation vouchers.
· Expand testing options and sites.  Participants suggested expanding HIV testing in the Mission District and Hunter’s Point neighborhoods, allowing medical providers to offer HIV testing at people’s homes, and providing mobile HIV testing.  One person suggested that testing sites maintain a welcoming place for clients.
20.
When asked whether they would have agreed to be tested for HIV if it had been offered during the course of a regular health care visit, more than half of participants responded affirmatively.

More than half of interview participants believe they would have agreed to be tested for HIV if it had been offered to them as part of routine STD screening or general health check-up.  As one participant put it, “Well, if they were offering it, I wouldn’t turn it down.”  Although this suggests that more frequent screening in health care settings may be an important avenue for promoting earlier testing, it is important to note that more than half of those interviewed said they did not have health insurance at the time they tested positive for HIV. 

In addition, some participants believe they would not have agreed to such testing if it had been offered to them.  One participant indicated that substance use may have operated as a barrier to accepting an offer of an HIV test.  He explained, “When you’re under the influence of drugs, you just have a negative block.”  Another agreed, and commented, “I don’t know because I was under the influence at the time.”  Other participants expressed concerns about confidentiality.  For example, one participant worried that his employers could have accessed results of an HIV test conducted by his medical provider.  Finally, there was one participant who shared that his connection with a particular provider was crucial to his finally getting tested.  He explained, “Before I was tested, I don’t know because I was still in denial then.  That would remain a question mark because the person that really encouraged me to get tested was my psychiatrist/social worker.  She was the only source that I really had to help me come out of denial.”
Focus Group Results

This section presents findings from two focus groups with individuals who tested late for HIV.  The focus groups were conducted in January 2007 with two sub-samples of the interview participants – those who perceived themselves to be at low risk for HIV prior to their first positive test and those who perceived themselves to be at high risk for HIV during this time.  The purpose of these focus groups was to hone in on this difference and its implications with regard to potential testing barriers and prevention strategies for these two sub-populations.
A total of 14 people participated in the focus groups.  Five interview respondents who perceived themselves to be at low risk for HIV prior to their first positive test participated in one focus group and nine interview respondents who perceived themselves to be at high risk for HIV prior to testing positive participated in a second focus group.  The following exhibit summarizes the characteristics of each group.

Exhibit 9.  Demographics of Focus Group Participants
	Characteristic 
	High risk perception (n=5)
	Low risk perception (n=9)

	
	
	
	

	Gender
	
	

	
	Male
	5
	4

	
	Transgendered
	3
	1

	
	Female
	1
	1

	
	
	

	Race/Ethnicity
	
	

	
	African American
	6
	1

	
	White
	1
	3

	
	Latino
	1
	--

	
	Multi-ethnic
	1
	--

	
	Native American
	--
	1

	
	
	
	


Perceptions of HIV Risk

In order to shed light on potential prevention strategies based on risk perception, participants in both focus groups were asked to describe the reasons that they viewed themselves as being at either high or low risk for HIV prior to learning their positive status. 

1.
Persons who considered themselves to be at low risk were generally heterosexually-identified and viewed HIV as a disease primarily affecting the gay community.

Several individuals in the low risk perception group indicated that they didn’t see themselves at risk because they perceived HIV to be a disease that affected gay men or “other people.”  This was true for one participant who identified as a heterosexual, but had sex with men as well as women.  He explained,

I didn’t consider myself at risk.  You know, I’m a straight man…  I dib and dab sexually.  You know, something might happen with a male, but really I was out chasing women, so I didn’t think I was at risk at all.  I thought it was just the “gay person’s disease,” the “gay cancer,” so being that I wasn’t “gay,” it couldn’t possibly be me.

Another individual agreed, and described his former belief that HIV was a disease that affected gay men and celebrities.  He observed, “I knew that they said HIV was in the semen, that you can get it sexually, but I really always thought it was over there with ’those’ people, in a fantasy world, once upon a time.”  Two other individuals claimed that their perception of personal risk was so low that it did not even occur to them they might be at risk.  As one commented, “I didn’t even think twice about it.”  Finally, there was one female participant who said her risk perception was low due to her belief that she was in a monogamous marriage.  She stated, “I just kept thinking I didn’t have it because the spouse I was with, I was with for a long time.  I never thought he messed around, and I didn’t mess around myself.”

2.
Persons who considered themselves to be at high risk for HIV reported low levels of concern about HIV prior to their first positive test.

In contrast, individuals in the high risk perception group cited a number of reasons why they saw themselves as being high risk, including injection drug use, unsafe sexual behaviors, and having an HIV-positive partner.  It is noteworthy that the majority of participants in this group claimed to be relatively unconcerned about HIV despite the fact they considered themselves to be at high risk of contracting the disease.  Participants provided different explanations for why their concern was low.  One man reported that he was not concerned because he had been married for 14 years to the same person.  He commented, “I wasn’t that concerned because I was with one person.”  A transgendered individual who used to be involved in sex work explained that she had bigger concerns than HIV at the time.  She explained, “It was all about money at the time, paying my rent, getting the things I needed.  At that time, being transgender, street life was very profitable.  I lived a very risky life.  I used condoms sometimes, sometimes not, whatever it took to get the money.”  Finally, one participant explained that he was more concerned about other sexually transmitted diseases.  He explained, “I had syphilis, so I was busy with other diseases.  I wasn’t really tripping about [HIV].”

Risk Behaviors and Knowledge of HIV Prevention

Participants in both groups were asked how much they knew about preventing HIV and where they obtained this information prior to learning of their positive status. 

3.
Participants in both groups reported that they were aware condoms could prevent the spread of HIV, but they did not regularly use them.
The majority of individuals in both groups reported knowing that condoms could be used to prevent HIV transmission, but that they did not practice this behavior.  As one person explained, “I knew about condoms, but I didn’t use them.”  Another agreed, vehemently stating, “Plastic wasn’t the thing for me.  I knew about condoms, but I didn’t like the plastic.  It just doesn’t feel the same.  I wasn’t into no condoms.  I wasn’t like that.”  Other individuals described using condoms intermittently.  One person explained, “I ended up having sex without a condom.  I knew better.  I knew I shouldn’t, but still you enjoy it when it’s happening.”  Finally, there were two participants, one in each group, who claimed to know very little about HIV.  One of them commented, “I didn’t know nothing.  I was completely, 100% ignorant to every aspect of it except for what I heard on TV and what homophobic people were saying.”  Another agreed, and explained that she did not bother to find out because of her belief that she was involved in a monogamous relationship.  She stated, “I didn’t [know how to prevent HIV].  I was married to a guy for 27 years and thinking.  ‘We got it going on.  Things are fine.’”

4.
Participants in both groups reported obtaining information about HIV transmission from a variety of sources including television, newspapers, magazines, and billboards.  In addition, participants who saw themselves as being at high risk for HIV were more likely to report having peers with whom they could talk about HIV.

Individuals in both groups were asked to identify where they had learned about how to prevent HIV.  Participants in the low risk perception group talked about television as well as news reports regarding celebrities like Rock Hudson who were HIV-positive.  Individuals in the high risk perception group cited television, peers who were HIV-positive, billboards, magazines and HIV service agencies.  It is noteworthy that, when asked whether there were people in their lives who they felt comfortable talking with about HIV prior to learning of their positive status, responses varied by group.  Participants in the low risk perception group unanimously agreed that there was no one with whom they felt comfortable talking about HIV.  One person went so far as to call HIV “a secret thing.”  In contrast, all but one participant in the high risk perception group identified people whom they could talk with about HIV, including friends and neighbors living with the disease and former sexual partners.  

HIV Testing Experiences and Attitudes
Participants were asked to describe their feelings toward HIV testing, as well as any prior testing experiences, in order to explore potential differences associated with risk perception.

5.
Similar to findings from interviews, fear and stigma associated with HIV were frequently reported as barriers to testing.

When asked to describe their feelings about getting tested for HIV prior to their first positive test, participants in both focus groups described a range of negative feelings toward testing that mirrored the interview findings.  Many described feelings of fear, based on prior beliefs or associations that having HIV is a “death sentence.”  One participant who was aware of advances in medical treatment explained, “In the 80s, it was like a death sentence.  I know that meds are better now and people are living a lot longer, but it’s still hard to change that mental outlook.”  Others discussed issues of stigma associated with having HIV.  One person explained, “You were put in this category almost like the lepers in the Bible.  People in society didn’t want to be bothered with you.  People being uneducated, like your family not wanting to drink out of the same glass, makes it hard.”  Several other participants also expressed concern that they would have to face stigma in the context of their own families if they found out they were HIV-positive.  One participant in the low risk perception group explained, “I was scared of my family finding out that I’m gay and HIV-positive and of being ostracized from my family.”  

Participants in the high risk perception group also described a desire to avoid the reality that they might have HIV.  As one person explained, “If you test positive, it changes your life.”  Another agreed, and added “I always asked myself, ‘What if I came out positive?  Would I be willing to accept that life change?’  Because it would be a known fact then that there were things now that I couldn’t do, like have unprotected sex.”  Another participant made the following comments:

My attitude was, “What I don’t know won’t hurt me.”  I knew it would make a big difference knowing.  Hanging out with people who had it, watching them go through changes, I would have to take myself off that little pedestal and put myself on that plateau with them.  I wouldn’t be on the outside looking in anymore…  I would be one of those people who made a little boo-boo, a bad choice.

6.
Persons in the high risk perception group were more likely to report drug and alcohol issues prior to finding out they were HIV-positive.

Participants in both groups were explicitly asked whether alcohol or drug use had any influence on their desire to get tested.  All of the participants in the low risk perception group claimed that drugs and alcohol were not an issue for them at the time.  In contrast, several of the participants in the high risk perception focus group reported using drugs and/or alcohol.  Three participants expressed the opinion that, while use of alcohol and drugs did not delay their getting tested, it did delay their finding out HIV test results.  As one individual explained, “There were a couple of times I tested and didn’t go back for the results.  I was caught up [with drugs.]“  Another agreed, observing, “Before going back for the results, I started drinking because it was too long, that two week period.  I knew friends who’d start drinking and doing drugs because you need something to calm your nerves.  I was delayed once because I didn’t go back for the results.”  One participant felt that drug use delayed his getting tested, and one individual felt that being high on drugs made it easier for him to go back for his HIV test results.  

7.
Participants who viewed themselves as being a low risk for HIV prior to their first positive test were less likely to report having tested in the past.

Participants in both groups were asked whether they had been tested for HIV prior to receiving their first positive test.  Responses varied by focus group.  Only one of the five participants in the low risk perception group had been tested previously.  Furthermore, this one individual did not actively seek testing, but was tested in the course of military service.  In contrast, eight of the nine participants in the high risk perception group had been tested for HIV prior to their first positive test.  In addition, many of these participants described multiple prior testing experiences involving monetary and other incentives.  Although participants experienced anxiety and fear associated with testing and the wait period for results, none of them described being deterred from further testing due to prior testing experiences.

8.
Factors that motivated or resulted in HIV testing did not appear to be associated with risk perception.

When asked if they wished they had learned of their HIV status earlier, not a single participant responded affirmatively.  Despite this, participants identified a number of factors that resulted in their first positive HIV test.  Factors cited by participants in the low risk perception group were knowing about the advances in medical treatment, encouragement by peers, participation in a prison-based testing program, and a partner’s death due to AIDS.  Factors cited by participants in the high risk perception group were financial incentives, finding out a long-term partner had “cheated,” support and encouragement from family, knowing about advances in medical treatment, symptoms of illness, and knowing you could get supplemental security income (SSI).  Although responses to this question differed by group, it is not possible to discern a clear pattern based on risk perception.

9.
Participants who viewed themselves as being at low risk for HIV prior to finding out their positive status were more likely to report delaying follow up on service referrals.

All of the participants in both focus groups reported that after they tested positive, they were referred to a doctor or other service provider.  The majority of the participants in the high risk perception group reported that they sought follow-up services right away.  Several indicated that they desired to begin treatment as soon as possible.  In contrast, responses in the low risk perception group were mixed on this topic.  While some participants indicated they went right away, others reported delays in seeking follow-up services due to depression and wanting to avoid the fact that they were positive.

Promoting Earlier HIV Testing

As in the interviews, participants were asked to identify recommendations for preventing late HIV testing.  They were also asked whether they believed they would have tested for HIV earlier, if testing had been offered as part of a regular health care visit.
10.
Participants made several recommendations for promoting earlier HIV testing. 

Participants in both focus groups made a number of recommendations for encouraging earlier HIV testing.  The responses, which are provided below, did not appear to vary by group. 

· Provide people with information regarding advances in medical treatment: “Getting the information that it wasn’t a death sentence and you could lead a productive life [helped me].  Getting people hope.”

· Inform people of the negative consequences of delaying testing: “Make people aware of what the results could be if you wait.”

· Provide people with incentives to test: “[Provide] money, incentives and vouchers.  Yeah, that get ‘em quick.  Give people some sort of incentive to cross that line because people don’t want to know.”

· Conduct HIV outreach and education in venues such as the Tenderloin, the Mission, sex clubs, and prison

· Implement public service announcements on television

· Conduct HIV education in schools

Participants were also asked whether they thought HIV testing should be offered as part of routine medical visits.  The majority of participants in both groups agreed, and most felt that they would have accepted such a test had it been offered to them prior to finding out their status.  In addition, there were a few participants who felt that HIV testing should be mandatory but confidential.  However, this idea was seen as controversial among participants.

Discussion and Conclusions

This needs assessment represents a preliminary exploration into the phenomenon of late HIV testing in San Francisco, by examining AIDS case registry data and by talking to individuals who have tested late for HIV in the recent past.  The following key findings and recommendations are organized according to the needs assessment’s primary research questions. 

What are the demographic and risk characteristics of individuals who test late for HIV in San Francisco?

· In San Francisco, 38% of persons receiving an AIDS diagnosis between 2001 and 2006 tested late for HIV according to Department of Public Health surveillance data.

· There is not a single “profile” that characterizes persons who test late for HIV.  Individuals who test late for HIV are represented among all races/ethnicities, genders, ages, and risk groups.  

· At the same time, AIDS case registry data suggest that people who are under age 30, Asian/Pacific Islander, Latino, or heterosexual are more likely to test late for HIV in San Francisco.  In addition, those with no reported risk and those born outside of the United States are also more likely to test late.
· Persons who test late for HIV include both individuals who perceive themselves to be at high risk for the disease, as well as those who perceive themselves to be low risk.  

· Risk behaviors reported by participants included sex without the use of condoms and drug use.  A majority of needs assessment participants reported that their knowledge of HIV transmission was limited prior to their first positive test.

What are the barriers to testing among this population? 

· This needs assessment identified a number of barriers to testing among persons who test late for HIV.  These include fear, denial and stigma; low perception of HIV risk; substance use issues; lack of HIV testing information available in Spanish; and low levels of knowledge regarding HIV transmission.  

· Participants who believed they were at high risk for HIV prior to receiving their first positive test claimed to be relatively unconcerned about HIV, despite the fact that they considered themselves high risk.  

· In contrast, persons who considered themselves to be at low risk for HIV prior to their first positive test, many of whom were heterosexually identified, generally reported that they perceived HIV to be a disease that primarily affects the gay community.
What factors resulted in individuals’ first known positive HIV test?

· Primary factors that resulted in participants’ first known positive HIV test include illness, encouragement from friends, and concerns about a partner’s HIV status.  A small proportion of individuals suggested that substance use, desire to know one’s status, desire to be connected with services, and financial incentives facilitated their decision to obtain HIV testing.  

· Several participants felt that having information about HIV/AIDS helped to quell their fears and anxieties related to testing.  

· The availability of anonymous and confidential testing options was important for many of the individuals who participated in this needs assessment.  

· Factors that facilitated testing did not appear to vary according to individuals’ perception of whether they were at high or low risk for obtaining HIV.

· Most participants reported that they learned about where to go for HIV testing from friends or partners.  

· HIV testing patterns varied among participants.  Some individuals had never been tested prior to their first positive test, while others had tested multiple times in the past.  In other words, just because someone tests late for HIV does not mean that they have never been tested for HIV in their lifetime.  

To what degree do local data and findings conform to the national research?
· Overall, AIDS case registry data from San Francisco reflect many of the findings from national research studies.  However, some differences are also described below.

· Individuals under age 30 were more likely to test late for HIV in San Francisco.  This is comparable to research from the CDC that found an increased probability of late testing for people aged 18–29. 

· A higher percentage of Asian/Pacific Islanders and Latinos tested late for HIV in San Francisco compared to other ethnicities.  Nationally, African Americans and Latinos had a higher probability of late testing than Whites.
· Heterosexuals and those with no reported risk are more likely to test late for HIV compared to other groups.  Nationwide, heterosexuals had over twice the probability of testing late as other risk groups in one study.  
· As found in other studies, injection drug users in San Francisco had relatively low rates of late testing compared to other risk groups.
· Individuals born outside of the United States are more likely to test late for HIV compared to other groups.  Although data for late testing by country of birth is not available at the national level, several studies conducted in Europe and Australia also have found that individuals of foreign origin were more likely to test late.
· While interview and focus group data from this needs assessment cannot be generalized to the population at large, it is important to note that some of the findings described in this report reflect trends that have been found in the broader literature.  For example, in the United States, researchers have found that persons who test late for HIV often eventually receive testing due to illness or disease-related symptoms.  This was the case with at least seven of the 25 participants.  Our sample also included a number of individuals who had a low perceived risk of HIV, which has been found to be associated with late HIV testing in at least two other studies.
What strategies might encourage people to get tested earlier?


· Prevention strategies tailored to specific risk groups and populations should take into consideration late HIV testing.  The fact that there is not a specific profile or consistent set of characteristics among persons who test late for HIV suggests that it will be difficult to design prevention strategies geared solely to this population.  It may be more effective to consider this population in the design of prevention efforts for specific risk groups and populations.  This is especially true for prevention messages targeting groups who are at increased risk of late HIV testing in San Francisco such as youth, Asian/Pacific Islanders, Latinos, heterosexuals, those with no reported risk, and persons born outside the United States.

· Provide prevention messages that emphasize the ability to lead a healthy life after testing positive for HIV.  Several participants described how knowing about advances in HIV/AIDS treatment and the fact that receiving a positive HIV test is not a “death sentence” made it easier for them to confront their fears and concerns regarding testing.  As one person explained, “Finding out that [people] had [HIV] for 20 years and were still alive prompted me to get an HIV test.  I wasn’t as scared that if I was HIV-positive, I would die.” 

· Employ social networks-based strategies and those that promote disclosure.  Findings from this needs assessment reveal that encouragement from friends or partners, including those living with HIV, spurred many individuals to obtain HIV testing.  In addition, most participants reported finding out about where to go for HIV testing through their network of friends.  These findings highlight the importance of social networks-based strategies for this population as well as efforts that encourage self-disclosure to partners.

· Provide financial and other incentives to encourage HIV testing among substance users at high risk for HIV.  In many cases, participants reported that substance use issues interfered with their desire or motivation to seek HIV testing.  At the same time, these issues appeared to be more predominant among those who considered themselves to be at high risk for HIV.  Participants in the high risk perception focus group reported that monetary and other incentives played a strong role in motivating individuals to obtain HIV testing, suggesting that this may be an effective mechanism for promoting earlier HIV testing among this population.
· Provide prevention messages tailored to those who do not see themselves as being at risk for HIV.  The needs assessment sample included a number of individuals who did not see themselves as being at risk for HIV, many of whom were heterosexually identified and believed that HIV was a disease affecting the gay community.
· Provide post-test and follow up counseling to individuals who perceive themselves to be at low risk for HIV.  While the majority of needs assessment participants reported that they followed up on service referrals soon after learning their status, several of the individuals who perceived themselves to be at low risk for the disease delayed following up on referrals.  This suggests that post-test and follow-up counseling is important for this group, as are mechanisms for determining successful linkage from testing into care.

· Learn more about the effectiveness of HIV screening in health care settings.  More than half of participants felt they would have agreed to be tested for HIV if it had been offered during a regular health care visit.  At the same time, more than half of those interviewed indicated that they did not have health insurance at the time they tested positive for HIV.  These findings suggest the need for more research on this strategy, including what types of health care settings would best reach this group (e.g., private doctors, public clinics, emergency rooms).
· Develop structural interventions aimed at promote earlier HIV testing.  Many individuals who test late do not see themselves at risk, or are scared to find out their status.  Consequently, many do not seek testing.  At the same time, results suggest that some individuals would have been willing to take a test if it had been offered to them.  Structural interventions to expand HIV testing could be an effective means of promoting earlier testing.  These types of interventions aim at modifying the social, economic, and political structures and systems in which we live in ways that help many individuals all at once.  Rather than attempting to change individual behaviors, structural interventions aim to alter the physical environments in which we live, work, play, or take risks to help reduce HIV transmission.
· Provide prevention messages that are linguistically and culturally appropriate to reach Latinos and persons born outside of the United States.  Both Latinos and persons born outside the United States exhibit higher rates of late HIV testing relative to other ethnic groups.  Latino immigrants who participated in this needs assessment reported that lack of information in Spanish about HIV testing, testing sites and services were barriers to testing.  Providing culturally appropriate prevention messages in people’s native languages and providing testing services in areas where individuals who have recently moved to San Francisco congregate could help promote earlier testing among this population. 
· Conduct additional research regarding late HIV testing in San Francisco.  One thing this needs assessment has revealed is that, of the estimated 38% of people living in San Francisco who meet the conventional definition of late HIV testing, at least some of these individuals are “rapid progressors.”  The short time period between these individuals’ first positive HIV test and AIDS is the result of the progression of HIV itself, as opposed to a potentially avoidable delay in testing.  In addition, six of the 25 participants tested positive for HIV outside of San Francisco, and four of these tested positive outside the Bay Area.  Having more information about the demographic and risk behavior characteristics of people who test late for HIV in the city of San Francisco and who do not experience rapid HIV progression would be useful for framing local prevention strategies.  
In conclusion, late HIV testing is important because it results in missed opportunities both for preventing and treating HIV.  This phenomenon is also quite prevalent according to local and national data.  Despite the estimated scope of this phenomenon both nationally and locally, limited information exists about the characteristics of persons who test late for HIV, barriers to HIV testing experienced by this population, and potential strategies to promote earlier HIV testing.  Although this needs assessment is exploratory in nature, it builds upon the existing research by addressing these topic areas and by emphasizing qualitative methods to obtain in-depth, detailed data directly from people who tested late in the course of their HIV disease.
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Appendix A:  Eligibility Questionnaire
READ: We’re interested in talking to a range of people throughout San Francisco about their experience getting tested for HIV and how to improve HIV/AIDS services in the city, so I am going to ask some general questions about you to make sure we interview people from different backgrounds.  Some of the questions may be uncomfortable.  You do not have to answer all of the questions, but it may impact your eligibility.  Is it OK to ask you some questions?
Screener # ________________________





1. What city do you live in?

(1) San Francisco (Must live in San Francisco)

(2) Oakland

(3) Other (Specify: 



) 

2. Are you living with HIV or AIDS? 

(1) Yes (Must answer yes)
(2) No 

3. When did you first find out you were HIV+? 


  (Must be 2002 or later)
4. When was your last negative HIV test before you found out you were HIV+? 

__________________________ (Must be more than 2 years before first HIV test)
5.  Do you have an AIDS diagnosis?

(1) Yes (  When were you first diagnosed with AIDS?  

  _____________________ (Must be within 1 year of HIV diagnosis)
(2)  No

(3)  Don’t Know

6.  What was your LOWEST CD4 (T-cell) count?

(1) Less than 300   (CD4 count must be 300 or less)
(2) 301 - 500 
(3) 501 or more 
(4) Never taken (skip next item)
(5) Don’t know 
7. When was your LOWEST CD4 count taken?  ___________________ 
(Must be within 1 year of HIV diagnosis)


11. What is your gender?
(1) Male

(2) Female

(3) Transgender MTF

(4) Transgender FTM

(5) Intersex 

(6) Other

(98) Don’t know

(99) Declined to answer

12. What race or ethnicity do you consider yourself?  (Mark all that apply)
(1) Latino/Hispanic

(2) African American
(3) Asian/Pacific Islander

(4) Native American 

(5) White

(6) Other (Specify: ________________________)

(99) Declined to answer

13. How old are you?  _______ (Must be over 18) 

(98) Don’t know

(99) Declined to answer

14. In most situations, what sexual orientation do you identify with?

(1) Heterosexual or straight

(2) Bisexual

(3) Gay or homosexual

(4) Other (Please specify: _____________________)

(98) Unsure/don’t know

(99) Declined to answer

15. How did you hear about our needs assessment?

(1) A provider referred me  (Specify agency: ___________________)

(2) Saw a flyer at an agency (Specify agency: ___________________)

(3) Heard about it from someone who already did the survey

(4) Other (Specify: _______________________)

IF ELIGIBLE, READ:
You are eligible to do the survey.  The survey is confidential and voluntary and will not affect the services that you receive.  It should take about 1 hour and you will receive $30 for your participation.  Now, let’s schedule a time and place to meet that works for you. 
Date/time: 




 

Location: 



______ 

Language: 



______

In case we need to reschedule or contact you for any reason prior to the interview:

a. What is your first name?  





b. What is the best way to reach you?  (phone number, email address)

c. Is there another way we can reach you? 

IF ELIGIBLE, BUT NEED TO PUT ON WAITING LIST, READ:  
You are eligible to participate.  However, because our interview slots are limited, we need to put you on the waiting list at this time.  We will contact you within two weeks to let you know whether we have an opening to interview you.  May we contact you at that time?

a. What is your first name?  





b. What is the best way to reach you?  (phone number, email address)

c. Is there another way we can reach you? 

IF NOT ELIGIBLE, READ:  
Thank you for calling.  You are not eligible at this time.  However, we may expand the scope of our interviews in the next few months.  Would you be willing to have us contact you this fall?
If yes:

a. What is your first name?  





b. What is the best way to reach you?  (phone number, email address)

c. Is there another way we can reach you? 

If no: Ok, if you would like, you are welcome to call us again in a few months to see if more space is available.  Have a good morning/afternoon.
Appendix B:  Comparison of Individuals Screened versus Those Interviewed

The following exhibit provides a comparison between individuals who were screened and individuals who were deemed eligible for participation in this needs assessment.  

        Exhibit 9.  Comparison of Individuals Screened versus Those Interviewed 
	Characteristic
	Screened (n=213)*
	Interviewed (n=25)

	
	
	
	
	
	

	Race/Ethnicity
	
	
	
	

	
	African American
	85
	 (42%)
	8
	(32%)

	
	White
	70
	(35%)
	11
	(44%)

	
	Latino
	18
	(9%)
	4
	(16%)

	
	Multi-ethnic
	15
	(8%)
	2
	(8%)

	
	Asian/Pacific Islander
	8
	(4%)
	0
	(0%)

	
	Native American
	6
	(3%)
	0
	(0%)

	
	
	
	
	
	

	Age
	
	
	
	

	
	Under 25 years
	3
	(2%)
	1
	(4%)

	
	25–34 years
	19
	(10%)
	2
	(8%) 

	
	35–45 years
	104
	(53%)
	17
	(68%) 

	
	Over 45 years
	70
	(36%)
	6
	(20%)

	
	
	
	
	
	

	Gender
	
	
	
	

	
	Male
	154
	(73%)
	21
	(84%)

	
	Female
	40
	(19%)
	2
	(8%)

	
	Transgender
	17
	(8%)
	2
	(8%)

	
	
	
	
	
	

	Self-reported Sexual Orientation
	
	

	
	Gay/homosexual
	96
	(47%)
	14
	(56%) 

	
	Straight/heterosexual
	60
	(30%)
	4
	(16%) 

	
	Bisexual
	35
	(17%)
	5
	(20%) 

	
	Declined/don’t know
	12
	(6%)
	2
	(8%)

	
	
	
	
	
	


* Categories do not total to 213 or 100% due to rounding and/or missing or other responses.
Appendix C:  Interview Protocol
Interviewer:



 
Location of interview: ______________________
Date:




  
Interview start time: 





Referring agency: 



Hello, my name is ___________ from Harder+Company Community Research.  The purpose of this interview is to learn more about your experiences related to HIV testing and health care.  Before we begin, I want to go over your rights as a participant and make sure that you agree to participate.  (Give copy of participant consent form and read it out loud.) 

Background information

First, I’m going to ask you a couple questions about yourself. 

1. How long have you lived in San Francisco? 

Probe: Why did you move to SF?  What brought you to SF?  (Lifestyle, partner, family, job, education).  Where did you live before?  (If from SF: Have you ever lived elsewhere?  What brought you back?)
Testing experience

1. When did you first learn you were HIV+?  
Probe: Did you find out you were HIV+ before you found out you had AIDS? 

2. Tell me about the circumstances in your life that led up to you getting tested. 

3. What prompted you to get tested? 

Probe: Partner notification?  Symptoms?  Did you think you were positive before getting the test?  If so, why?  Had anyone ever encouraged you to get tested?  If so, why? 

4. Did you put off getting tested?  If yes, why?  
Probe: Did you know where to go to get tested?  Were you worried about finding out the answer?  Were you worried about confidentiality or people finding out?
5. Please tell me about your experience getting tested.  (Note: the following questions refer to the time they tested positive)
a) Where did you go to get tested?  How did you find out where to go to get tested?  Probe: Did you go to the site especially for an HIV test or for another reason (meaning, did they go to the hospital because of other symptoms?) 

b) Was this testing anonymous?  Was that an important consideration for you?  (Confidential = secret except for health care provider.  Anonymous = no name) 

c) Did you receive counseling before getting tested?  Would you have gotten tested if the counseling wasn’t provided or was optional?

d) Did you receive any type of counseling or information when you received your result?  How important was this counseling to you? 

6. At the time you tested HIV+, where were you living?  
Probe: What neighborhood?  What was your living situation like (e.g., rent, own, streets, shelter, transitional housing, supportive housing, SRO, jail, living with friend/family)? 

7. Had you ever been tested before?  Probe: How many times have you gotten tested for HIV?  When was the first time?  Had you ever been tested for HIV and received a negative result?  Not return for the result?  Please tell me about that experience.
Behavioral Risk

1.  Before getting tested (the time you found out you were positive), did you consider yourself to be at risk for getting HIV or AIDS?  Why or why not? 
Probe: How concerned were you about getting HIV or AIDS? 

2. Did you think you were positive before you got tested?  If so, for how long? 

3. How do you think you got infected? 

Probe: What was going on in your life at that time (club scene, drugs, age, isolation)?  Have you ever shared someone else’s needle to inject drugs, hormones, or steroids?  Have you ever had sex without a condom with someone who could have had HIV/AIDS?  Casual sex partners?  Used illegal drugs such as heroin, poppers, or crystal meth?

Post-testing

1. What did you do/ how did you feel after you found out you were HIV+?

Probe: Did you change anything about your lifestyle after learning the results (diet, exercise, risky behaviors, spirituality)?  

2. Did you have any support from your family, friends, church, or health care providers in dealing with this?  How did they support you?  Probe: For example, finding needed services, someone to talk to about the options you had, emotional support…?
3. Did you encourage anyone else to get tested?  Probe: Who and why? 
4. After you tested HIV+, did anyone refer you to a doctor or other service provider?  Who?  Probe: Did you go right away?  Did you go there or somewhere else?
5. When did you find out you had AIDS?  Please tell me about that experience. 

Probe: Did you start treatment for AIDS?  If yes, when?  Are you currently taking any AIDS medication?  What?  Has a doctor ever told you that you have AIDS?  When did that happen? 
Health care services

Now, I’m going to ask you a couple questions about your access to health care. 

1. Do you currently have health insurance? 

Probe: What type, for how long?  Do you receive general assistance or SSI?  When did you start receiving GA/SSI?

a)
Did you have health insurance at the time you tested positive?

2. Before you tested positive for HIV, did you have/see a health care provider regularly?

Probe: Where did you go for health care?  Clinic, emergency room?  Did any of these health care providers encourage you to get tested?  Did they test you for other diseases such as TB, STDs, or hepatitis?

a)
If this provider had offered you an HIV test as part of routine screening, would you have agreed to it?  Probe: What about without counseling, but with an option to ask questions?  Why/why not?

3. Have you ever used a needle exchange service, talked to an outreach worker, or gone to a workshop or group where people talked about how to keep from transmitting HIV to other people?  
Probe: What kind?  What did you think about that service?
4. Do you or have you ever had a case manager, counselor, or someone at an agency or church help you with something like access to health care, getting a job, finding housing, or emotional support?  Probe: If yes, how long did you work with this person?  Did you think this person was helpful? 
Prevention 

One of the main reasons we’re conducting these interviews is to find out ways that we can get people to test for HIV earlier.  We are especially interested in people who learn of their HIV status close to the time they are diagnosed with AIDS. 

1. Why do you think people like yourself put off or delay getting tested?  Probe: What are some of the barriers to HIV testing?  Stigma, confidentiality, cost…
2. What kinds of things can local service providers or the Dept. of Public Health do to encourage more people to get tested? 
Probe: Are there other locations where testing should be available?  More information/education?
3. Do you have any other comments or suggestions related to HIV testing in San Francisco? 
Demographics

Thanks for all of your answers.  Now, we just have a couple final questions about your personal history because we’re trying to interview people with a range of backgrounds.  Please remember, all of your answers are confidential and your name will not be used.

1. Were you born in the United States? 

Probe: What country were you born in?  When did you move to the US? 

2. What race or ethnicity do you consider yourself?  ((Mark all that apply) 

(1) Latino/Hispanic

(2) African American
(3) Asian/Pacific Islander

(4) Native American 

(5) White

(6) Other (Specify: ________________________)

(99) Declined to answer

3. What language do you usually speak? 

(1) English

(2) Spanish

(3) Other (specify: 




) 

4. What’s the highest grade or year of school you’ve completed? 

(1) 8th grade or less

(2) Some high school
(3) High school graduate or GED

(4) Some college, associate’s degree, technical school

(5) College graduate

(6) Advanced degree (master, doctorate)

(99) Declined to answer

5. Now, we don't want to know your exact income, but just roughly, could you tell me if your annual household income, including public assistance, before taxes is…? 

(1) Less than $15,000 (less than $1,250 a month)

(2) $15,001 to $25,000 ($1,251-2083 a month)

(3) $25,001 to $50,000 ($2,084-4,166 a month)

(4) $50,001 to $75,000 ($4,167-6250 a month)

(5) $75,001 to 100,000 ($6,251-$8,333 a month)

(6) More than $100,000 ($8,334 a month or more)

(99) Declined to answer

6. Have you ever been homeless, meaning having to spend the night in places like shelters, outdoors, in cars, in abandoned buildings or on the streets?

(1) Yes

(2) No

Thank you so much for your time and answers.  We hope this will help San Francisco to provide services that are as useful and responsive to the needs of the community as possible.  We may hold a couple focus groups in the fall to hear more about people’s ideas for improving HIV prevention services in San Francisco.  Would you be interested in participating?

(1) Yes

(2) No

Interview end time: 






Interviewer Comments and Observations

Interviewer Confidence in Validity of Responses

· Confident

· Some doubts

· Not confident at all ( Why?
Note to interviewer: Record here anything unusual or difficult about the interview, the experience, the location, etc.  Also note any questions or sections of the survey that didn’t work.

Appendix D:  Focus Group Protocol
Hi, my name is ___________ and this is ________________.  We work with Harder+Company Community Research and my company is working with the HIV Prevention Planning Council and the Department of Public Health to help them improve HIV prevention services in San Francisco. 

One of the things that the Health Department has found is that some people do not find out they have HIV until after they have had it for many years.  For example, people may not realize they have HIV until they start to show symptoms of AIDS.  Our main purpose in talking to you today is to get your ideas about how to encourage people to get tested for HIV earlier.

We’re very interested in your honest opinions so we can make prevention activities more effective for this group of people.  Some of the questions I’m going to be asking are personal in nature, but please do not hesitate to speak openly about your experiences.  We want to learn as much from you as we can.  Please speak to your own experience only and try to not speculate.  Note:  If you cannot speak from your own experience, please refrain from answering.  

This discussion will last about one hour, and we welcome and invite everyone to participate.  Everything we discuss is completely confidential.  That means that we will be writing a report that tells what the group as a whole had to say and use quotes but without anyone’s name attached.

Before we begin, I’d like to go over a few ground rules:

· Everyone’s ideas and comments are valid.  There are no right or wrong answers.

· Everyone should have an equal chance to speak, and no one should dominate the conversation. 

· Please be sure to speak one at a time and not interrupt anyone else.

· Please respect everyone’s confidentiality and do not share information from the group outside the group.  

· ___________ is going to take notes (on a computer) during our discussion so please try to speak slowly, clearly and also one at a time.  We would also like to tape record the conversation, just in case we miss something.  Is that okay with everyone?

Does anyone have any questions before we begin?

Ice Breaker

Great!  Let’s start by going around the room and introducing ourselves.  Please tell us your name, how long you’ve lived in San Francisco, and one thing you do to relax.

Questions

1. Before you found out you had HIV, how concerned were you about getting HIV and other sexually transmitted diseases?  
Probe:  

· Did you consider yourself to be at risk for HIV?  Why or why not?

2. How much did you know about how to prevent HIV (i.e., safer sex, clean needles)?  Where did you learn or pick up this information?

3. Before you found out you had HIV, were there people in your life that you felt comfortable talking with about HIV?

Probes:  

· Did you talk about HIV with your close friends, family members, a doctor or counselor?  

· What kinds of things did you talk about?

4. Given your concerns about getting STDs and HIV, what were your feelings about getting tested for HIV?

Probe:  

· Were you interested in getting tested for HIV?  Why or why not?

5. Had you been tested for HIV before receiving your first positive test?

Probes:  

· What were your prior testing experiences like?  

· How, if at all, did your prior testing experiences affect your desire or willingness to get tested again?

6. Think back to the time before you received your first positive HIV test.  What types of things prevented or delayed you from getting tested, if any?  

Probes:  

· [For each factor, ask:]  How did that affect your desire/ability to get tested?

· For those of you who delayed or put off testing, how long would you say you waited before getting tested again?

7. What kind of influence, if any, did drugs or alcohol have on your desire to get tested?

8. Looking back, do you wish you had found out your HIV status earlier?  Why or why not?

9. Thinking back to that time, what do you think might have helped or motivated you to get tested earlier?

10. When you found out you had HIV, what was it that finally led you to get tested?

Probes:  

· Was there a particular experience or circumstance (i.e., risk behavior, health symptom, prison/hospital, encouraged by friend/provider) that resulted in you getting tested?  

· How did it motivate you to get tested?

· Were you provided with any financial incentives to test?

11. After you tested positive, did anyone refer you to a doctor or other service provider? 

Probes:  

· Who referred you?  

· Did you go right away?  Why or why not?

12. What do you think are good ways to encourage people who might not know they have HIV to get tested earlier?

Probes:  

· Who would be the best messenger?  Are there certain people, such as case workers, clergy members, or health care workers, who you think could encourage people to get tested?

· What kinds of activities, such as outreach or mass media, would be effective in reaching this group of people? 

· What information do you think would motivate people to go and get tested?

13. What do you think about offering HIV testing as part of a routine medical visit?  Say you go in for an STD test or for a general health check up, and they offer an HIV test at the same time.

Probe:  

· Before you found out you had HIV, how likely do you think it was that you would have taken such a test if it had been offered to you?

· Did you have access to health care (i.e., insurance, regular provider) before you found out you had HIV?

14. What kinds of things can local service providers or the Dept. of Public Health do to encourage more people to get tested? 

15. Our job is to find out how to encourage people who may not realize they have HIV to get tested.  Is there anything we missed or didn’t talk about that you think is important for us to know?

Thank you for your time and answers.  
Your comments are very helpful to the Department of Public Health.




NOTE TO SCREENER:  Caller is eligible if…





S/he has AIDS diagnosis (Q. 5) OR his/her CD 4 (T-cell) count is 300 or less (Q. 6) 





AND s/he meets all of the criteria in Questions #1 through 4. 





This caller is: 


ELIGIBLE TO PARTICIPATE. 


Not eligible to participate








� This figure is based on data from 33 states with confidential names-based HIV reporting.





� For most adults, time between initial HIV infection and development of AIDS is about 10 years (Osmond, 1998).  Nevertheless, the rate of progression varies.  As one researcher explains, “HIV disease is a continuum of progressive damage to the immune system from the time of infection to the manifestation of severe immunologic damage by opportunistic infections, neoplasms, wasting or low CD4 lymphocyte count that define AIDS.  The time it takes to traverse this spectrum varies greatly, ranging from one year or less in some persons to a still unknown upper limit in others”(Osmond 1998). 


� A CD4 count of 300 or lower was chosen, despite the CDC criteria of 200, because doctors often prescribe HIV medication prior to allowing a patient’s count to fall that low.


� It is possible that this criteria excluded persons who tested late for HIV but who did not experience rapid HIV progression.  For example, if a person tested negative for HIV in January 2000 and positive in January 2002, and then received an AIDS diagnosis in January 2003, they would not be defined as a rapid progressor according to the study criteria.  However, because many individuals did not know the month of their diagnosis, the research team opted to use this more conservative screening criteria.


� For additional information regarding the characteristics of individuals screened versus those who were eligible and interviewed, please refer to Appendix B.





� This data likely includes rapid progressors.
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