Needs Assessment

Executive Summary

The Northwest Coalition conducted a survey of frontline provider in 2007 and early 2008 in order to get their perceptions, opinions and ideas about (1) the disproportionate impact of HIV and AIDS on some communities in the Northwest Region and (2) short-term and midterm trends and changes that might affect how care and services are provided to People Living with HIV and AIDS (PLWHA). The survey was conducted by telephone and all 12 personnel identified by the Coalition as key informants were interviewed for the survey.  The contract with the consulting firm of Research Applications, Inc. was funded through a combination of federal and state monies.

The survey began in June of 2007 with discussions with the Coalition Coordinator and the Coalition Board. These discussions grew out of the findings from the Comprehensive Needs Assessment that was conducted in 2006 and the Northwest Coalition Strategic Planning sessions that were held in the Fall of 2006 and Spring of 2007.  The survey topics and corresponding questions were developed over the course of the Summer of 2007 and the survey conducted in November of 2007 through January 2008.  Notes were taken during each survey interview and these were compiled into a database for analysis.  This report presents the finding from the survey and a brief analysis.  

Key findings from the survey include the following:

· There is a strong perception and awareness of disproportionate impact of HIV on minority communities among frontline staff.  Many staff members have witnessed the effects of disproportionate impact on their own clients.

· Frontline workers perceive that minorities are disproportionately impacted by being more likely to become infected with HIV than non-minorities and having more complications and less favorable outcomes than non-minorities.

· Most frontline workers feel that disproportionate impact largely stems from larger underlying causes such as poverty and poor education. Many survey respondents perceived that education and prevention efforts aimed specifically at minority communities would be the most effective way to reduce disproportionate impact.

· Most frontline staff members perceive that they will be required to do more, provide more services to more people with greater needs with either the same amount of resources or fewer resources.

· Many frontline workers perceive that declining economic conditions in the Northwest Region will exacerbate the situation and increase the needs of PLWHA throughout the region.

Introduction

In 2007 and 2008 the Northwest Pennsylvania Rural AIDS Coalition (the Coalition) conducted a phone survey of frontline providers to obtain their perspectives on disproportionate impact of HIV/AIDS on minority populations in the Northwest Region and (2) their insight into short and midterm trends that may affect People Living with HIV/AIDS (PLWHA) or how care and services are delivered. The topics for this survey were selected based on findings from the 2007 comprehensive needs assessment and strategic planning sessions conducted by the Coalition in 2007, and target populations as prioritized on the Statewide Coordinated Statement of Need, primarily racial/ethnic minorities and PLWAH not in care. 

Purpose Of Survey
The survey focused on two topics: (1) the disproportionate impact of HIV and AIDS on minorities in the Northwest Region and (2) perceived trends and changes in the needs of people living with HIV and AIDS and how care and services are provided to them.

The focus on disproportionate impact was based on reports and data that show HIV and AIDS are having a very disproportionate impact on African Americans and Hispanics throughout the US as well as within the Northwest Region. According to a July 2007 report published by the Henry J. Kaiser Family Foundation:

· Racial and ethnic minorities have been disproportionately affected by HIV/AIDS since the beginning of the epidemic, and represented the majority of new AIDS cases (71%) and people living with AIDS (64%) in 2005.

· African Americans and Latinos account for a disproportionate share of new AIDS diagnoses and also account for a disproportionate share of new HIV/AIDS diagnoses in the states/areas with confidential HIV name-based reporting.

· Based on the Center for Disease Control and Prevention(CDC) HIV/AIDS prevalence estimate, there are more than 500,000 African-Americans living with HIV and AIDS in the US. Analysis of national household survey data found that more than 2% of African-Americans in the US were HIV positive, higher than any other group.

· African-Americans also have the highest AIDS case rates of any racial/ethnic group, followed by Latinos, American Indian/Alaska Natives, whites, and Asian/Pacific Islanders. The AIDS case rate per 100,000 for African-Americans was more than nine times that of whites in 2005.

· Younger men who have sex with men (MSM) and MSM of color are at particularly high risk. CDC studies have found high HIV incidence and prevalence among MSM in some cities, particularly among Black and Latino MSM, and low levels of awareness of infection status among those with HIV.

This situation is reflected within the Northwest Region as described in the comprehensive needs assessment:

Minorities are very disproportionately represented among the AIDS cases and Part B clients in the Northwest Region as well as in national data. Compared to national data, minorities in the Northwest Region make up a smaller proportion of cases (44% minority in the Northwest Region versus 71% in national data), but given the fact that minorities make up a much smaller percentage of the Northwest Region than they do nationally, the risk ratio for minorities in the Northwest Region is actually higher than the risk ratio for minorities nationally.  For example, minorities make up about 19.8% of the overall US population but account for about 71% of all PLWHA in the US for a risk ratio of about 3.6 (meaning that minorities in the US are about 3.6 times as likely to be positive as Caucasians).  In the Northwest Region, by contrast, minorities make up less than 5% of the overall population but account for about 44% of all cases among case management clients and 37% of all reported AIDS cases, translating into risk ratios of 8.8 and 7.4 respectively.

The interview questions for this part of the survey focused on:

· Awareness and perceptions of disproportionate impact of HIV and AIDS on minorities,

· How minorities might be disproportionately affected by HIV and AIDS, 

· Perceptions of differential access to care and services for African Americans and Hispanics within the Northwest Region,

· Perceptions of underlying social issues that might contribute to disproportionate impact on minorities,

· Perceptions of more proximate or personal reasons that might cause minorities to be more disproportionately impacted by HIV and AIDS,

· Perceptions of the ability of the Coalition, subcontractors, other agencies or state or local government to address disproportionate impact of HIV and AIDS on minority communities, and 

· Perceptions of their own agency’s ability to reach minority populations.

The second part of the survey focused on perceptions of trends and changes that might be occurring with the care and services system and/or the needs of PLWHA in the Northwest Region. Reasons for this focus included the recent re-authorization of the CARE Act and its heightened emphasis on primary care services, continuing budget constraints for HIV/AIDS-related services and changes within the care and services systems in the Northwest Region itself. 

The interview questions for this part of the survey focused on:

· Perceptions of trends and or changes within the population of PLWHA in the Northwest Region,

· Perceptions of trends and or changes within the care or service delivery system,

· Perceptions of adequacy of resources to effectively provide services to PLWHA in the coming years,

· Awareness of regulatory requirements and/or contractual obligations that might affect how services are provided,

· Perceptions of strategic issues within their own agency and planning to meet these issues, and 

· The availability of sufficient information to make planning decisions. 

Methodology

The survey consisted of a telephone interview with approximately 30 standard questions.  All interviews were conducted by phone. The 12 survey participants were frontline service providers including case managers, nurses and HIV prevention educators. Survey participants were assured of the confidentiality of all information provided. The interviews lasted about 15 to 45 minutes.

Limitations Of The Survey

This survey was based mainly on the perceptions of survey participants who were very diverse in terms of their backgrounds, experiences, positions and roles within their organizations, the types of services they provided and the type of clients they served. As such, they often had very different perceptions. Nonetheless, for several questions, the responses of survey participants were remarkably similar regardless of their position or background.

Another limitation of the survey was the small number of participants. While all 12 frontline providers who were identified by the Coalition as potential survey participants for inclusion in the survey were interviewed, the small number of participants made it difficult to identify patterns in some of the responses to the survey questions.

Another limitation of the study is that the many of the survey questions were designed to elicit the survey participants’ perceptions and opinions (e.g., what do you think would be the best way to reduce disproportionate impact) as opposed to more “objective” types of questions (e.g., how many minority clients does your agency serve?). 

Another potential limitation of the study is interviewer bias. Although a standard set of interview questions was used with all survey participants, follow-up questions were asked by the interviewer who may have introduced bias into the interviews by the choice of follow-up questions.

Results of Disproportionate Impact Focus

The first part of the survey focused mainly on disproportionate impact of HIV and AIDS within the Northwest Region.  A summary of the major findings is presented below.
Awareness and Perceptions of Disproportionate Impact

All 12 survey participants indicated that they were aware of the disproportionate impact of HIV and AIDS on African Americans and Hispanics both nationally and regionally.  All survey participants who worked in Erie indicated they witnessed disproportionate impact first-hand among their own clients and patients.  Most survey participants who did not work with clients in Erie indicated they were aware of the disproportionate impact on minorities primarily though the literature, conferences and/or discussions with colleagues but did not witness it first-hand in their own service area as there were very few African Americans and or Hispanics living in their service area.

Nine of the twelve survey participants indicated that they perceived that African Americans were the most disproportionately impacted group within their community.  Two survey participants indicated that Hispanics were the most disproportionately impacted, particularly in terms of accessing and navigating the service system.    

Perceptions of Other Groups That May be Disproportionately Impacted

Several survey participants also indicated they perceived disproportionate impact among other groups and/or subgroups within minority communities. These included the following:

Three survey participants indicated that PLWHA with mental health problems were more likely to have difficulty staying in care and remaining adherent to treatment programs.  

Three survey participants indicated that people who used injection drugs and/or had other substance/alcohol problems were more likely to become infected and/or more likely to have more medical and social complications along with their HIV infection.

Two survey participants indicated that PLWHA who were incarcerated or somehow involved with the corrections system (e.g., on parole, recently released) had more difficulty in accessing services once they were outside the prison system. Two survey participants indicated that those in prison were more likely to have interruptions in treatment if they were in a county prison but more likely to get good quality medical care if they were in a state prison. 

Two survey participants indicated that they perceived that although men who have sex with men (MSMs) still make up the majority of PLWHA in the Northwest Region women were becoming increasingly likely to become infected through heterosexual contact with infected sex partners. One respondent indicated that this was particularly true for African American women.

One respondent indicated that the most disproportionately impacted individuals were those living in poverty regardless of race or ethnicity. One respondent indicated that PLWHA who were immigrants were less likely to obtain care or to obtain care at much later stage of infection due to lack of understanding of the American health care and social service system, and due to their fear of being deported, even if they were legal residents of the United States.

Where Does Disproportionate Impact Occur?

Ten of twelve survey participants indicated that disproportionate impact on African Americans and Hispanic PLWHA occurs primarily in the Erie area. Six survey participants indicated that disproportionate impact on minorities is also seen, but to a lesser extent, in and around other counties including Mercer, Crawford and Lawrence Counties.  Eight of the 12 survey participants indicated that disproportionate impact on Hispanics occurs primarily among Latinos in the Erie City area, although two survey participants also indicated that they perceived there were Hispanics who were disproportionately affected in more rural counties such as Clearfield and Crawford Counties.   

How are People Disproportionately Impacted?

Survey participants identified two predominate ways that minorities are disproportionately impacted.  Nine survey participants indicated that they perceived that minorities are at higher risk for HIV infection than non-minorities and six indicated that, if infected with HIV, minorities are more likely to enter into care at a later stage of infection. Two survey participants indicated that later entry into care was a particular issue among Hispanics who were perceived to be less trusting of the medical and social service system.

Other ways that minorities were perceived to be disproportionately impacted included the following:

Access to medical care and social services.  Six survey participants indicated that they felt there were more access issues for minorities, although five survey participants indicated they did not feel that minorities had more access problems than non-minorities. Four survey participants cited specific access issues for Hispanic PLWHA including language issues and the lack of qualified interpreters for some providers. Four survey participants indicated they perceived that many Hispanic PLWHA do not trust the medical and social service system and may also have issues with confidentiality. 
Adherence to treatment.  Three survey participants indicated that they perceived that PLWHA with lower education levels and/or mental health issues were disproportionately impacted by having greater difficulty with adherence to treatment. 

Less knowledge about personal risk of infection. Three survey participants indicated that minorities are disproportionately impacted by having less knowledge about HIV and their own personal risk of infection. Three survey participants perceived that prevention programs aimed specifically at minorities and minority communities are not available.

Less likely to get care and later into care. Four survey participants indicated that they did not perceive that minorities were less likely to get care than non-minorities but three other survey participants perceived that minorities were more likely to enter into care at a later stage of infection.

More likely to have medical or social complications. Three survey participants perceived that minority PLWHA were more likely to have other health problems in addition to HIV. Three survey participants perceived that minorities were also more likely to have other serious issues such as legal problems, homelessness, or extreme poverty.

Lack of case management office in Erie.  Four survey participants indicated that the closure of the case management office in Erie disproportionately impacted minorities as most of African American and Hispanic PLWHA in the Northwest Region live in Erie. 

Minorities perceived to be less likely to have insurance. Three survey participants perceived that African Americans and Hispanics are less likely to have health insurance and, as a result, PLWHA who are African American and/or Hispanic are more likely to enter care at a later stage and less likely get all of the care that might be beneficial to them.

Why are they Disproportionately Impacted?

Survey participants were asked about what they perceived to be the immediate and personal causes behind disproportionate impact and the more distal and underlying causes of disproportionate impact.

Transportation-related issues were the most commonly perceived cause of disproportionate impact on minorities with seven survey participants citing either the poor public transportation system (particularly outside of Erie city) and/or lack of access to cars for minority clients as important. Survey participants perceived that outside of the city of Erie there is very little in the way of public transportation available and the Medical Assistance Transportation Program (MATP) does not provide an effective solution for many PLWHA.  The MATP requires special waivers to transport across county lines, there are few providers available and transportation is limited to medical appointments, meaning that for daily living activities, people in rural areas must fend for themselves for transportation. Survey participants from the city of Erie indicated that the public transportation system is adequate and the Alliance does provide transportation vouchers for those who need these.

Poverty and low income were cited as the most common underlying cause of disproportionate impact by six survey participants. Many of the other underlying and personal reasons that minorities are disproportionately impacted can ultimately be traced to poverty and the constellation of conditions that are connected to poverty such as lower education, unemployment, substance abuse, legal problems, lack of health insurance and lack of transportation. Four survey participants said that HIV is now increasingly becoming a disease of poverty, whereas, in the first decades of the epidemic, HIV and AIDS were primarily seen among MSMs, many of whom were better off socio-economically, at least when they were initially infected. Two survey participants indicated that over time many PLWHA who were not poor at the time they were infected become impoverished as their health deteriorated, they become disabled and are faced with large out-of-pocket medical costs before they qualify for assistance such as the Special Pharmaceutical Benefit Program, Medical Assistance or Medicare.  

Four survey participants perceived that many African American and Hispanic PLWHA were living at or near poverty even before they became infected and HIV pushes these individuals into even deeper poverty, with some becoming homeless as a result.

Homelessness itself was cited as an important contribution to disproportionate impact by three survey participants.

Lack of cultural competency of providers was cited by three survey participants as a reason for disproportionate impact. These survey participants indicated they perceived a lack of understanding of cultural issues particularly by medical providers and county assistance staff, as an important reason for disproportionate impact. County assistance workers in some counties were perceived to be rude and uncaring by two survey participants. Two survey participants indicated they perceived that some providers do not have competent translators available for non-English speakers.

Three survey participants cited lack of insurance as a reason for disproportionate impact on minorities. These survey participants indicated they perceived that lower levels of health insurance coverage among minorities meant that they were less likely to have regular checkups or medical screenings, which in turn caused them to be identified as positive at a later stage of infection.

Concerns about confidentiality and privacy were cited by five survey participants as an important cause of disproportionate impact. These survey participants indicated that many minority PLWHA do not trust the health care and social service system. They perceived that Latinos were particularly distrusting of care and service systems. Several survey participants indicated that they had Latino clients who did not want to go to community health centers because they were afraid their HIV status would be disclosed by those working in the clinics. 

Cultural beliefs about health and disease were cited by two survey participants as an underlying cause of disproportionate impact. Two survey participants indicated that they perceived that Latinos are more likely to believe that HIV could be transmitted through casual contact. Three survey participants indicated that they perceived that minority communities were more uncomfortable with discussion of HIV and associated risk behaviors. Two survey participants indicated they perceived that African-American cultural venues such as churches, and barber and beauty shops were not amenable to discussions about HIV.

A lower level of knowledge about HIV risk was cited by two survey participants as a cause of higher prevalence of HIV in minority communities. These survey participants indicated that lower awareness of risk was due to a lack of prevention efforts aimed at minority communities and one indicated that lower risk awareness was related to generally lower levels of education among minorities.

The criminal justice system and high levels of incarceration among minority men were cited by three survey respondents as a reason for higher levels of HIV/AIDS prevalence in minority communities. These respondents indicated that a very disproportionate number of minority men are involved with the criminal justice system and men who are incarcerated are more likely to engage in sex with one another while in prison and to subsequently infect their female sex partners.

Substance and alcohol issues were cited by three survey participants as reasons for disproportionate impact in minority communities. These survey participants indicated they perceived higher levels of alcohol and other drug use among minority clients and this contributed to poor general health status and higher levels of risk behavior.

Perceptions about Efficacy of Efforts to Reduce Disproportionate Impact

Survey participants were asked which underlying causes of disproportionate impact they thought could be points of intervention and which underlying causes were intractable.

Ten survey participants indicated that they felt transportation-related problem that led to disproportionate impact were not easily resolvable, especially outside of the City of Erie and for meeting daily living needs such as shopping or doing other chores. The Alliance does provide bus vouchers for some clients in Erie and the Medical Assistance Transportation Program is available for medical appointments, but many transportation difficulties remain.

Nearly all survey participants saw poverty and poor education as problems that could not be addressed without substantially more resources and a change in political will. No survey participants indicated they felt that poverty and poor education could be addressed in any effective way by the Coalition or state/county government or by any other organizations or agencies within their community, and none expressed any confidence that these issues could be addressed effectively.

Survey participants indicated that the following underlying causes of disproportionate impact could be addressed by the Alliance, the Coalition, state or county government or other agencies:

Seven survey participants indicated that they felt that the low level of HIV risk awareness among minorities could be addressed by targeted prevention and education efforts and/or by working more effectively with organizations that serve minorities or working in minority community social settings. Three survey participants indicated that hiring more minority prevention workers and/or case managers could be an effective way to increase awareness of HIV risk among minorities.

Four survey participants indicated that they felt that homelessness as an underlying cause of disproportionate impact is being effectively addressed by the Alliance through use of HOPWA funding and/or by other community agencies or programs that assist with housing issues.  

Four survey participants indicated that they felt that screening efforts for depression and other mental health issues by case managers is an effective way to reduce mental health issues as underlying causes of disproportionate impact, although three of these indicated that they perceived that mental health and substance abuse services within the Northwest Region were inadequate to meet the need. 

Six survey participants indicated that they felt that reducing disproportionate prevalence levels among minority populations probably was not feasible in the short-term to midterm as newly-identified cases often reflect infections that are at least several years old. Thus, even if all new infections were prevented in minorities for the next several years, this effect would not be felt for several years.

Most survey participants were more optimistic about the possibility of reducing disproportionate impact among those who are already infected (e.g., getting them into care at an earlier stage of the infection) with five survey participants indicating this could be achieved by promoting Counseling, Testing and Referral (CTR) services in minority communities and working more directly with agencies and organizations that serve predominantly minority clients.

Perceptions about the Most Effective ways to Reduce Disproportionate Impact

Survey participants were asked what they felt would be the most effective way to reduce disproportionate impact within the Northwest Region. Seven survey participants indicated that they felt that targeted prevention efforts to minority communities and/or outreach education efforts about the need for testing and getting into care if positive as the most effective way to reduce disproportionate prevalence rates of HIV. 

Three survey participants indicated that cultural competency training (especially for medical providers and/or other social service workers) would be an effective way to reduce disproportionate impact among PLWHA.

Two survey participants indicated that they felt that working to build trust with minority communities and reassuring people about confidentiality concerns would be an effective way to get PLWHA into care sooner.

Four survey participants indicated they felt they had good contacts within minority communities while four other indicated that they needed better contacts or were always looking to improve their contact with minority communities.

Results Of Perceived Changes, Trends And Future Of Hiv Care And Services Focus

The second part of the survey focused on perceptions of trends and changes in how care and services are provided in the Northwest Region, changes in the needs of PLWHA and the epidemic itself.  This part of the survey also focused on how agencies are planning to adapt to these perceived changes and trends.
Perceived Trends and Changes in Care and Service System
The most common trend perceived by the survey participants in regard to the care and services systems for PLWHA was that of an increasingly resource constrained environment in which providers will need to do more, serve more people with greater needs with either the same amount or fewer financial resources.

Nine of the 12 survey participants perceived that funding for their agency would either remain flat or decrease in the coming years.  No survey participants indicated that they perceived there would be an increase in funding or additional funding available in the next two years. Nonetheless, four survey participants, representing two agencies, indicated they or their agency were seeking out additional grant funding. Four survey participants indicated that they expected there would be a decline or flat funding in the US Federal Budget for HIV-related services and this would ultimately affect the funding available to their agency or organization. 

Seven survey participants indicated that they perceived that they would be required to provide more services in the coming years because the number of clients they served would increase and five indicated they perceived that the needs of clients they served would also increase due to declining economic conditions in general.

Ten of twelve survey participants indicated that they expected that the number of clients they serve would continue to grow in the coming years.  Two indicated that they expected that the number of clients they serve in coming years would remain about the same. All of those who expected an increase in clients indicated they perceived that this growth would be steady, ranging from about 4% per year to about 15% to 20% per year. 

The expected growth in the number of clients was largely (six survey participants) attributed to the fact that PLWHA are now surviving much longer than they were in previous years and (four survey participants) to changes within the epidemic itself.

Survey participants indicated that the clients’ needs were becoming greater as HIV becomes increasingly centered in low-income and minority communities (see section on disproportionate impact).

Six survey participants indicated they perceived that the care and services system for PLWHA is becoming increasingly focused on primary medical care and less on support and/or ancillary services. They attributed this shift to changes in funding in the CARE Act and also to increasing effectiveness of medical treatments that make HIV a more manageable health condition than it had been in previous years.

Three survey participants indicated that they perceived that Medicare Part D is becoming an increasingly important source of funding for medicines for PLWHA. Two survey participants indicated they perceived that the Special Pharmaceutical Benefits Program (SPBP) would be forced to restrict its formulary as the number of people who depend on SPBP grows and funding remains flat.

Three survey participants indicated they perceived that more PLWHA are receiving their medical care through some form of managed care whether they were covered by commercial insurance, Medical Assistance or Medicare. 

Three survey participants perceived that there are fewer providers of medical care for PLWHA especially in the Erie area. One respondent indicated that this is becoming an increasingly important issue as HIV medical care becomes more complex and the closing of the Erie case management office made it more difficult to get people into regular care and keep them adherent to treatment plans. One respondent indicated it was very difficult to find qualified and experienced HIV case managers, as well as providers of other services.

Two survey participants indicated they perceived a heightened emphasis on confidentiality and protecting personal health information as a result of the implementation HIPPA policies throughout the health care system. One case manager indicated that stronger emphasis on confidentiality and protection of health information is making it more difficult to get information and/or refer clients to other providers. 

One survey respondent perceived that prevention services were becoming more and more restrictive in terms of the types of interventions that could be provided and the opportunities for providing prevention services was more restricted.

Two survey participants indicated that there is an increasing level of emphasis on quality management within HIV medical care and/or other service systems used by PLWHA. They perceived that funding agencies are requiring more reporting and accountability and more data about the care/services they provide.
Three survey participants indicated they perceived that treatment adherence is becoming increasingly emphasized as treatments are becoming more effective. One respondent perceived that more PLWHA are coming into care at a later stage of the infection due to lower levels of insurance coverage and people are increasingly using hospital emergency departments as a source of primary care.  On the other hand, another respondent perceived that more people are being identified at an earlier stage of the disease through routine medical care and exams, as providers are more routinely screening for HIV in primary care settings.

Perceived Trends and Changes in Needs of PLWHA

Survey participants were asked about their perceptions about the needs of PLWHA and how these might be changing. Three survey participants indicated they did not perceive any changes in the general pattern of needs among PLWHA, although two of these survey participants indicated they perceived that more PLWHA would need help in meeting their medical and daily living needs.

Five survey participants indicated perceiving that a worsening economic situation combined with higher prices for basic necessities of life (especially food and energy) would increase the number of PLWHA who needed help and raise the level of need among others.

Six survey participants indicated they perceived that more effective treatments were helping people live with HIV for a much longer time thus changing the needs of PLWHA to be more like those of people with other serious chronic medical conditions. 

Three survey participants indicated they perceived an increase in the number of PLWHA with co-infections with hepatitis C and sexually transmitted diseases.

Perceived Trends and Changes in Epidemic within the Northwest Region

Three survey participants indicated they perceived that more women were being infected with HIV, although the majority of clients they serve is still men who have sex with men.

Three survey participants indicated they perceived that there is an increasing number PLWHA who are over age 50, while two survey participants indicated they perceived that they were seeing more young adults and teenagers. 

Four survey participants indicated they perceived that HIV is increasingly concentrated in people with lower levels of education and with other complex medical or social problems such as mental health problems and/or alcohol and substance problems. Three survey participants indicated they perceived that more PLWHA are involved with the criminal justice system. 

One survey participant indicated that because of the increased number of immigrants living in the Northwest Region, a wider range of cultures is now affected by HIV and providers are required to increase their competency for providing care across a wider array of cultures.
Perceived National Trends and Changes that may affect the Northwest Region

The most prominent national trend that was identified as impacting HIV care and services among survey participants is the general economic situation in the United States. Five survey participants indicated that increasing inflation, especially for food and energy, was having a strong impact on PLWHA and the services they need. The increased costs of basic necessities is making it more difficult for PLWHA to meet their basic needs and making more PLWHA need some form of financial help.   

Three survey respondents indicated they perceived that an increase in immigration and a trend toward a much more multicultural population in the US is affecting HIV care and services. These survey participants indicated that an increasing number of PLWHA do not speak English as a first language and may have very different ideas about health, disease and HIV than native-born Americans.

Two survey participants perceived that younger people in the US, especially younger MSMs, are less aware of HIV risk. One indicated that younger MSMs believe that HIV is a disease, that mainly affects older gay men and that if they become infected they will simply “go on treatment.”  

Two survey participants indicated that more conservative social values were impacting prevention efforts and a trend toward emphasis on abstinence only sex education in schools was contributing to a lower awareness of HIV risk among young adults and teenagers.   

Financial Expectations

In general, survey participants did not expect any increases in funding for HIV-related services. Six survey participants indicated they expected funding levels to remain flat over the next two years, but two of these survey participants also indicated that flat funding was, in effect, a decrease in funding because of inflation and increases in case loads. Three participants indicated they expected funding to actually decrease over the coming years. Three survey participants indicated that they or their agencies were actively pursuing new sources of funding support.  

Four survey respondents indicated that the perceived decrease in funding for HIV-related services was tied to larger national spending priorities (e.g., the Iraq war) or to a general worsening of the economic climate of the United States in general. 

Planning to Adapt to Near and Midterm Trends and Changes

Nine survey participants indicated that they were aware of a formal planning process within their organization to adapt to ongoing changes and trends. Four survey participants representing two different organizations said they were personally involved in planning efforts for their agency. 

Survey participants enumerated the following issues which their agencies had identified as key issues and were planning to address in the next two or three years: 

· Having less funding or flat funding,

· A stronger focus on measuring the quantity and quality of services and issues related to reporting and accountability to funding agencies,

· A stronger focus on Quality Management of care and services,

· Personnel issues and finding and retaining qualified staff,

· Re-establishment of a case management office in Erie,

· Recruiting and retaining qualified providers of HIV medical care, and

· Changes in the CARE Act and greater emphasis on medical care.

Information Needs

Eight survey participants indicated they felt they and/or their organization had sufficient information and data available to make good planning decisions, although two indicated they felt it was not possible to have all of the information needed to plan for the longer term.

Three survey participants indicated they felt that they or their agency needed more information to make sound planning decisions. Four survey participants indicated they would like to have more data available about the number of people living with HIV (i.e., without an AIDS diagnosis) in the Northwest Region and/or other types of data available such as estimates of how many people are infected but unaware of their positive status.

Two survey participants indicated they would like more local data and data at a lower level of aggregation (e.g., at the zip code or municipal level rather than at the county level).   

Three survey participants indicated they would like to have more input from PLWHA or lower level field staff in making planning decisions. 

Summary of Key Findings

Given the small size of the project it is difficult to provide much in-depth analysis of the results but several points do appear to stand out including the following:

HIV does disproportionately impact minority communities in the Northwest Region and many frontline workers have witnessed it firsthand in their work, and all appear to be aware that minorities are disproportionately impacted by HIV.

There are strong perceptions that minorities are disproportionately impacted in two primary ways: they are more likely to become infected with HIV, and, if infected, tend to have more complications and less favorable outcomes.

There are strong perceptions that disproportionate impact on minorities stems largely from much larger “societal” issues such as poverty, poor education and factors associated with poverty.

Many frontline workers perceive that minority PLWHA tend to come into care at a later stage of infection and have more health and social complications than non-minorities.

There are common perceptions among frontline staff that many minorities do not trust the health and social service system. This perception appears to be especially strong for Hispanic PLWHA.

Many frontline workers feel that education, prevention, testing, and other outreach efforts directed at minority communities would be the best way to reduce disproportionate impact of HIV among minorities. There is a common perception among frontline workers that prevention efforts have not been specifically targeted at minority communities.

Some frontline workers feel that some providers are not culturally competent and cultural competency training would be beneficial.

There is a general perception among frontline workers that the resources available to provide services to PLWHA will either diminish or, at best, stay the same in the coming years.

There is a general perception among frontline workers that caseloads will continue to grow because PLWHA are living longer and a decline in economic conditions is increasing the number of PLWHA who need help.

There is a perception among frontline workers that funding for HIV and AIDS is increasingly focused on primary medical care, and less on support and ancillary services.

There is a perception among many frontline workers that the HIV and AIDS epidemic is becoming increasingly centered in low-income communities.

Frontline staff members are a valuable source of information about what is actually happening in the field and their input should be included in planning activities.

Most frontline staff feel they have good information about HIV and AIDS within their service area, although there is a perception that data about HIV (non-AIDS) would be helpful and also data at a lower level of aggregation (e.g., zip code or municipality).


