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.
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