NATIONAL LATINO/HISPANIC AIDS ACTION AGENDA
(FIRST DRAFT)
Presentation 
In preparation for the National Latino/Hispanic HIV/AIDS Leadership Summit to be held in Washington D.C. on January 29 and 30, 2008, the Steering Committee of this event, presents for your consideration, a first draft of the National Latino/Hispanic Agenda on HIV/AIDS. The purpose of this document is to promote an in-depth discussion on top priority issues in the fight against HIV/AIDS among Latinos and Hispanics in the continental U.S. and its territories. 
The document is divided in nine sections. Each section provides a brief assessment of the topic at hand. It also highlights relevant questions and offers specific recommendations. The issues discussed in the sections are the following:
1. Research
2. Epidemiology
3. Prevention
4. Treatment, Advocacy and Education  

5. Access to HIV care

6. Immigration and Migration
7. Puerto Rico 

8. Leadership 

9. Funding and Resources  
Introduction

I.  Why Now? 

Why issue a national Latino/Hispanic AIDS agenda now?  Several times over the past 10 years Latinos/Hispanics have attempted to come together to develop a national action plan for addressing what has been a public health challenge for the Latino communities for the past 27 years.  While we each operated in our localities we saw the need for a national agenda. We were divided by regions confronting an epidemic that was unfolding differently among Latino in different areas.  We did not see a Latino community capable of joint action. Instead we saw Mexicans, Puerto Ricans, Cuban, Dominicans, Central Americans and South Americans all experiencing the same high rates of HIV infections with no sense of unity or of a common interest.  As the number of new infections and AIDS cases continued to drop in the White community, our communities were left behind like beached whales with higher infection rates, high rates of new AIDS cases, and higher rates of death due to AIDS.  We had no option but to take cohesive action on the Federal and Local level.  Despite the continued increasing epidemic among Latinos, we saw Federal government agencies, foundations, national CBOs and community leaders whose job was to address the epidemic equitably; passing over the Latino community with the claim “they do not know what they want.” While several localities developed agendas to address local issues, we decided to be heard on Federal issues.  


According to Malcom Gladwell, the term “tipping point” originated with the AIDS epidemic.  As Gladwell said in an interview: 

It's the name given to that moment in an epidemic when a virus reaches critical mass. It's the boiling point. It's the moment on the graph when the line starts to shoot straight upwards. AIDS tipped in 1982, when it went from a rare disease affecting a few gay men to a worldwide epidemic. 

Latino communities have reached their ‘tipping point” as the number of new infections, new AIDS cases and deaths began to exceed that among Whites by three times. We were pushed into action for our survival.  We came together dozens of times over the past one and one-half years in conference calls and face-to-face meetings around the country.
  We agreed that anyone could join the Steering Committee for the Agenda process. New people were always welcome if they wanted to work.  In those meetings we agreed to start the process for the creation of Latino National Action Agenda.  We put the emphasis on “action” because we agreed to adopt three or four items from the National Agenda each year and make progress on these points a priority.  We agreed to meet biannually to update the Agenda and learn from our successes and failures.  We realized the time was right because more of us were communicating and acting together despite our different regional and ethnic origin identities and areas of interest.  


We are also at a “tipping point” politically with a new President of the United States in 2009.  We wanted the new administration to react to and have conversations regarding the National Latino AIDS Action Agenda.  If we are forceful, the Agenda will create a space for the participation of Latinos in the decision-making process. We are the fastest growing minority group in the United States and HIV/AIDS is one of our most dramatic health disparities.  If we do not act now, we will be left out and the infections, AIDS diagnoses and deaths will continue unabated.  


It is our hope that more localities will develop their own action plans that will reflect the issues that are paramount for them locally.  If groups are talking and actively collaborating locally we are all stronger.  A similar sense of collaboration and unified strength that has been accomplished locally through the National Latino AIDS Awareness Day is needed. We leave the door open to new participants because we can only grow this movement with an ever increasing base.  While we have critiques of Federal efforts, we also have to hold ourselves accountable for our actions or inactions.  To fail to see that this is a national struggle is to miss the forest because of the trees.  We know we have to succeed because so much depends on us.  

2.
What is the Latino HIV/AIDS epidemic? 

Latino/Hispanic communities concerned about the spread of HIV infection and AIDS have never united around a National AIDS Action Agenda that would inform health policy decision makers on the critical issues facing the Latino community.  This absence of an action agenda has made local, state and Federal policy education efforts reactive to realities not our own.  

The introduction provides a background into the realities of being a Latino/Hispanic in the United States and the impact of HIV/AIDS.  The overview starts with an epidemiology of HIV/AIDS among Latinos drawn from the October 12 MMWR and the Annual Surveillance report for 2005. Then attention is directed to brief discussion of the impact on immigrants and migrants. Next the discussion turns to poverty as a fact of life among those Latinos most at risk. Following this section there will be discussion concerning the recommendations of the Workgroups.    

A. HIV/AIDS Among Hispanics – United States, 2001-2005 – The October 21, 2007 the Morbidity and Mortality Weekly Report (MMWR) published its most comprehensive analysis of the epidemic among Latinos/Hispanics for the period from 2001 – 2005. The report was released to correspond with National Latino AIDS Awareness Day commemorated on October 15th.

First, it is important to point out that thousands of Latino HIV/AIDS cases are not counted by the CDC. An overwhelming amount of HIV/AIDS data counting Latinos/Hispanics is not presented by the CDC. The Centers for Disease Control and Prevention limited its selection to the 33 states that have had five years to collect HIV/AIDS data with name identifiers. However virtuous their desire for unduplicated data, the fact is that data on people with HIV/AIDS from states such as California, Pennsylvania, Connecticut, Puerto Rico, Illinois, Washington State, the District of Columbia Illinois, Maryland, Massachusetts, Oregon, Rhode Island, and many more is missing.  As if this exclusion was not disturbing enough, Puerto Rico’s AIDS data, which had been submitted to the CDC for years, was not included because “census information about race and AIDS categories was lacking.”
  The net effect of these exclusions is that the data tells only half of a very important story on the fastest growing minority group in the United States. The blame for this missing data on HIV infections lay with the debate between civil libertarians and health advocates on one hand and public health professionals on the other, over the collection of names to remove duplicate reporting of HIV data.  Health advocates were concerned that name-based reporting would drive people away from health care and testing. Notwithstanding, the public health establishment needed a way of collecting unduplicated HIV data, so as to be counted by the CDC and avoid the risk losing funding for health care. Name-based reporting won the day and according to a recent follow-up study there was no decline in testing or utilizing medical resources.

Latino/Hispanic HIV/AIDS rate.  Hispanics account for 14.4% of the population in the United States, but were 18.9% of persons who received an AIDS diagnosis in 2005 (excluding Puerto Rico). The new HIV infection data for the qualifying 33 states in 2005 was that Hispanic/Latinos were infected with HIV at three times the rate of White Americans.  Looking at the period from 2001 to 2005, 33,398 HIV/AIDS diagnosis were counted among Latinos, 18% of the total number of cases.  In 2005, over 109,722 Latinos (men and women) were counted as living with HIV or AIDS. 
 

Mode of infection. The CDC broke down the differing modes of infection between Latino males and Latino females between 2001 and 2005. Among Latino males 61% of new HIV infections were due to male-to-male sexual contact, 17% of new infections occurred through use of an HIV contaminated syringe (includes men who have male to male sex but that are also intravenous drug users), and 17% through heterosexual contact with a woman known to be HIV positive or at high risk for HIV infection.  For Latinas 76% though sex with a man and 23% of the newest HIV/AIDS cases occurred through injection drug use. 

Rates of infection. Measuring the rate of a disease per 100,000 is useful for assessing the impact of the disease on a subpopulation without regard to the actual numbers of cases.  Such data also enables comparisons without regard to the actual number of cases and gives a picture of how the disease is affecting a community.  In 2005 the overall annual rate of HIV/AIDS diagnoses among Latino males was 56.2 per 100,000 as compared to the 18.2 rate among White males.   For Hispanic women the overall rate in 2005 was 15.8 per 100,000 compared to 3 per 100,000 for White women. 

Age of infection.  In 2005 the highest rate of HIV infections among Hispanic males (86.3 per 100, 000) occurred between the ages of 30 – 39.  For Hispanic females the highest rate of infections occurred among those aged between 40 – 49 (25 per 100,000).  25% of the Hispanic males reporting new HIV infections between 2001 and 2005 were below the age of 25 years old. 

Rates of Latinos living with HIV and AIDS by State:  It is interesting to track the rates of Latinos living with HIV/AIDS and geography.
  

	STATE RANKING FOR HISPANIC HIV AND AIDS CASES AS OF 2005

	Rank
	Area of Residence
	Rate per 100,000 of HIV Infection in 2005
	Area of Residence
	Rate per 100,000 of AIDS Diagnosis in 2005

	0
	National Rate
	173
	National Rate
	244

	1
	New York
	443
	Washington DC
	1,165

	2
	New Jersey 
	301
	New York
	926

	3
	Florida
	222
	Connecticut
	740

	4
	Louisiana
	193
	Pennsylvania
	570

	5
	Minnesota
	163
	Massachusetts
	536

	6
	Ohio
	163
	New Jersey
	355

	7
	Mississippi
	162
	Rhode Island
	324

	8
	Missouri
	152
	Florida 
	286

	9
	Virginia
	 145
	Delaware
	274

	10
	South Carolina
	135
	New Hampshire
	259

	11
	Nevada
	130
	Maine
	236

	12
	Colorado
	125
	Louisiana
	195

	13
	Wisconsin
	124
	California
	184


B. Latino/Hispanic persons diagnosed with HIV/AIDS are mostly immigrants and migrants. The extent of the Latino HIV/AIDS epidemic among immigrants and migrants accounts for a majority of those Latinos diagnosed with HIV/AIDS.  Between 2001 and 2005 46% of Latinos/Hispanics diagnosed with HIV/AIDS were foreign born or migrants from Puerto Rico.
  40.5% of those Latinos/Hispanics diagnosed during this period stated they were born in the United States.  A regional breakdown is important – Central America 6.4%, South America 8%, Cuba 4.6%, Dominican Republic 2.4%, Mexico 15.7%, Puerto Rico 7.9%, and other (additional Latin countries) 1.7%.  While these percentages cover those Latinos who identified a country or territory of birth, 24% of those receiving an HIV/AIDS diagnosis between 2001 and 2005 provided no place of birth or were not asked about place of birth.  Therefore of the 33,398 Latinos/Hispanics identified during this period, only 25,478 were counted in making the above calculations. 


The Latino community with HIV/AIDS is incredibly diverse with Mexicans making up the largest share of the Latino immigrants with HIV/AIDS. Further, some areas with relatively small populations such as Puerto Rico and Cuba account for a disproportionate number of U.S. HIV/AIDS cases given the size of their areas of birth, a fact probably attributable to Puerto Ricans being U.S. citizens and Cubans enjoying preferred immigration status.  


The mode of infection showed some variance among immigrants. Infection through male to male sexual contact was more common among Hispanics born in South America (65%), Cuba (62%), and Mexico (54%) than among Hispanics born in the United States (46%). A greater proportion of Hispanics born in the Dominican Republic (47%) and Central America (45%) were infected via unprotected heterosexual relations compared with Hispanics born in the United States (28%).  Hispanics born in Puerto Rico but living in the United States had a greater portion of HIV infection attributed to intravenous drug use with contaminated syringes (33%) than among those born in the United States (22%). 

 3.
The Call to Action

In preparation for the National Latino/Hispanic AIDS Leadership Summit the Steering Committee as it was constituted at the time issued the Call to Action and mobilization.  Over 240 organizations and individuals signed to the Call to Action and Mobilizatons. 

	CALL TO ACTION AND MOBILIZATION


HIV/AIDS continues to devastate Latinos/Hispanics across the United States, Puerto Rico and the U.S. Virgin Islands. Latinos/Hispanics are the fastest growing population in the United States and the second most affected by HIV and AIDS in both incidence and prevalence.  We cannot be silent in the face of so many challenges encountered by our communities. It is time for government agencies, private foundations, Latino/Hispanic leaders, and our communities to unite and eradicate this epidemic. 
HIV infections continue to rise because funding for prevention and care often goes to community based organizations that do not know our communities. Funding levels are inadequate to meet the diverse needs of Latino/Hispanic communities. There are few effective prevention interventions that reflect the reality of Latino/Hispanic cultural, socio-economic and linguistic needs. HIV prevention and testing promotion continues to focus on particular segments of our communities leaving large sectors of those unaware of their risk from receiving much needed prevention education and interventions. Too many Latinos/Hispanics are dying and continue to suffer from persistently high rates of HIV infection, quick progression from HIV infection to AIDS, diagnosis of AIDS concurrently with a positive HIV test and increased mortality due to HIV/AIDS because of limited access to healthcare, poor quality healthcare, and care that is culturally and linguistically unresponsive. 

THE EMERGENCY: HIV/AIDS continues to threaten the health and well-being of many communities in the United States, but for Latinos/Hispanics, HIV/AIDS is a major health emergency. Local, State and Federal resources to combat the disease among Latinos/Hispanics are inadequate and yet federally funded HIV prevention and care funds that are allocated to state and local areas have experienced several years of reductions. This reality has impacted the ability to maintain prevention as the most important tool to reduce the spread of HIV/AIDS.  We need to assess the tremendous implications and gaps related to access to care in the United States, Puerto Rico and the U.S. Virgin Islands.  

The latest data for 2005 demonstrates consistent and widespread health disparities that fall on the Latino/Hispanic community when compared to the White community. 

· When contrasted nationally to the impact on the White community, the rate of newly diagnosed AIDS cases per 100,000 for the Latino/Hispanic community in 2005 was almost over three times greater. (1) 

· Among all the persons diagnosed with HIV/AIDS in 2005 the rate for Latinos/Hispanics was over three times that for Whites. (2)   

· Latinos/Hispanics were more than over three times more likely than Whites to develop AIDS within 12 months of testing positive for HIV. (3) 

· Less than one fourth of those served through federally funded HIV/AIDS programs, ADAP included, are Latinos/Hispanics living with HIV/AIDS. (4) An alarming statistic as we know that Latinos/Hispanics have been historically uninsured or underinsured. 

· What is most tragic is the disproportionate impact of deaths due to AIDS on the Latino/Hispanic community – cumulatively since 1981 the rate for Whites is 111 per 100,000 and for Latinos/Hispanics 218.  This reflects the past but the present is even more troubling.  In 2005 Latinos/Hispanics were over three times more likely than Whites to die from HIV/AIDS. (5)
   

WHAT IS NEEDED: Local, State and Federal agencies, foundations and academic institutions mandated to address the disease must commit to implementing a wide array of innovative strategies to address HIV/AIDS within Latino/Hispanic communities. A focused collaborative effort is more essential now than ever and could be the catalyst for real change. This catalyst could result in expanded HIV prevention and care services, new and more effective prevention interventions, more models of care that are responsive to needs of Latinos/Hispanics living with HIV/AIDS, access to care, and broad community mobilization for action. Furthermore, we need real partnerships among Local, State, and Federal agencies, Latino/Hispanic communities, elected officials, Latino/Hispanic leaders and their organizations, our brother and sisters of the African-American, Native American and Asian and Pacific Islander communities, and the entire public health establishment.

THE COMMITMENT:  We commit ourselves to reversing the direction of this epidemic nationally in Latino/Hispanic communities through the development of the National Latino/Hispanic AIDS Action Agenda. We will closely monitor the steps that are intended to realize the Agenda and report to the Latino community on the progress of this long struggle.  We cannot tolerate a “wait your turn” approach to public health in the face of such glaring health disparities.  We cannot allow a status quo that yields high HIV infections, late diagnoses, rapid progression to AIDS, and more deaths.  We call for Local, State and Federal governments and private foundations to meet the challenge and join in this process.  Latino/Hispanic communities must also take responsibility for the local HIV/AIDS epidemic by collectively raising key issues and formulating strategies that improve public health policies.  Furthermore Latino/Hispanic elected and appointed officials, media, civil rights organizations, civic, faith and grassroots organizations have a social obligation to lend support and continue to work with Latino/Hispanic AIDS leaders in furthering the Latino/Hispanic AIDS Action Agenda.

	WHAT YOU CAN DO:  First, join other parties concerned with the impact of HIV/AIDS among Latino/Hispanic communities in Washington D.C. on January 29 and 30, 2008 to adopt the Latino/Hispanic AIDS Action Agenda and begin working together for its realization.  The Agenda will be our blueprint for action. The agenda currently addresses the areas of prevention & education; access to care; immigration & migration; epidemiology, surveillance & data; funding & resources; research; leadership and treatment. For more information visit: www.latinoaidsagenda.org.  Secondly, educate local communities about HIV prevention, treatment adherence and the long lasting negative consequences of stigma and prejudice.  Thirdly, meet with local and regional Latino/Hispanic communities to formulate strategies, define priorities and engage federal and private funding in developing culturally and linguistically competent models to effectively address HIV prevention and care. Lastly, those persons who sign onto this Call to Action and Mobilization express interest and commitment in engaging in this process. Together we will make a difference.  
_____________________
(1) 21 for Latinos compared to 5.5 for Whites. Using U.S. population figures for 2000 from Overview of Race and Hispanic Origin (March 2001) [Census Report] and AIDS cases for 2005 from Table 3 of CDC HIV/AIDS Surveillance Report: Cases of HIV infection and AIDS in the United States and Dependent Areas, 2005 [CDC 2005]

(2) 19 for Latinos compared to 5.5 for Whites.  Calculation from table 1 from CDC 2005 and Census Report.  Keep in mind the CDC only reports data from the 33 states (does not include California, Puerto Rico or other states with significant Latino populations) 

(3) 1.87 for White and 7.53 for Latinos CDC 2005, Table 2 and Census Report 

(4) 2004, CADR, HRSA CADR Report of Ryan White Funded Programs 

(5) 5.4 death rate for Whites compared to 19.2 for Latinos. Calculation from table 7 from CDC 2005 and Census Report


RESEARCH: TO REDUCE NEW HIV INFECTIONS 
AND TO ENSURE THAT THOSE WHO ARE INFECTED 
ARE CONNECTED TO CARE AND MAINTAIN CARE

This section focus on the key research issues of HIV/AIDS concerning Latinos, according to those who prepared the Agenda and their advisors. The format is to ask research agencies to partner with us to find understanding and solutions to the highlighted problems.  We have carefully reviewed the detailed HIV/AIDS research program from the Office of AIDS Research for 2008, the patterns of CDC research funding over the past two years, as well as those of the National Institute of Allergy and Infectious Diseases, and the Office of Minority Health.  

Structural Decisions Needed:  There are a number of reforms that are important if a Latino research agenda is to ever be a possibility. 

The lack of coordination is hurting people with HIV/AIDS. The research arms within the Department of Health and Human Services do not cooperate for the benefit of people with AIDS.  While OAR and NIAID conduct vital theoretical research which provides the framework for our understanding of the epidemic, it rarely seeks to interweave those with the CDC research programs which squarely have its feet in the toil of actually doing HIV prevention to enhance the quality of lives of those at risk and those with the infection.  NIAID and OAR do life saving research in the development of vaccines and microbicides while the CDC seems at times to putting out a fire with a teaspoon. The information we are asking for below can be of use to all research arms if only they could better coordinate from their strengths. 

Recommendation

The behavioral sciences section of OAR portfolio should be co-managed by OAR and the CDC.  The CDC has a research mechanism and can put the information in the research to greater use than the current OARs structure.  CDC could structure the core behavioral science and also that related to the behavioral interventions.  The CDC does so much to behaviorally impact on communities of color that is closer to the needs of those in the field who are actually doing the work.  This would be a major realignment but we think the current system leads to synthetic research which does not have any relevance to the problem at hand.   

There must be a committal to promote Latinos from the ranks of behavioral scientists, laboratory researchers and other areas of expertise into full partnerships deciding the research strategies.  In looking at the countless advisory boards that guide the direction of billions in government research there is rarely a Latino on any of the panels.  At the most there is one per panel which changes from year to year.  Whatever politics are involved in who is part of the decision making process over these vast research portfolios there have to be room for qualified Latino researchers who can guide this enterprise.  We deserve better. 

Recommendation

a. Currently there are no Hispanic branch chiefs in the Division for HIV Prevention.  This is a scandal.  The CDC does not seem to value its Hispanic employees and is certainly going to have a more difficult time attracting more Latinos to the Division for HIV Prevention because, in part, its commitment to Latino advancement is not reflected in its composition.  That is, Latinos do not see a fair and open hiring and advancement process at the CDC. 

b. OAR has an articulated program for promoting the hiring of minority (including Latino) behavioral scientists and offering these scientists assistance with financing their careers.  This initiative is well articulated in its yearly strategic plan.  We only hope that the CDC has similar programs that promote the careers of young behavioral researchers.

Recommended Research Areas:

Understanding Hispanic race and identity as an important aspect of HIV prevention and access to care.  The United States census collects both race (up to four races) and Hispanic (up to seventeen Latino identities regardless race) with major ones being Mexican (88.5%), Puerto Ricans (9.5%) and Cuban (3.5%).  
Of those who identify as Hispanic and one race, the majority identify as White (57%) 42.2% identify as “some other race.”  This reflects the amazing diversity in the Latino community with its combinations of indigenous races (who speak indigenous languages) and the Black race whose Latino ethnic identity was the result of those Blacks who came to this country as slaves.  Out of this racial and ethnic stew there are many variations of Latino.  Poor immigrant labor who come from Mexico and Central America have deep roots often times in indigenous communities that do not speak Spanish.  There are also an enormous number of natives of the Dominican Republic, Cuba and Puerto Rico who grew up with a Latino and Black identity. 


The sexual risk taken by persons with Black Latino or Asian Latino identities may depend on the how they view themselves and how they are viewed by others. For example, a distinct “Blatino” identity has emerged in the community of men who have sex with men, that is, black Latinos are perceived as a different ethnic/racial group.  Similarly, Asian Latinos consider Spanish their primary language. Many Black Americans strongly identify with their Native American ancestry but are not permitted to share this identity.  Within the community of MSM and IVDU men and women, there is a spectrum of racial and ethnic identities that is not clearly understood. Many different groups may have different “cultural scripts” that have sexual and care implications.  Further a lack of understanding of self-identification may impede/impact recruitment, retention and targeting efforts.  Access to care may become impaired as the health provider fails to correctly identify the patient’s racial or ethnic group.  All of this speaks to the importance of studying how social constructs of race and ethnicity intersect with HIV risk. 
  

Understanding the Hispanic patient and program participant’s view of cultural competence:   Most of the literature and research are focused on how prevention and health providers can become more culturally competent in the delivery of health care services. Research, however, seems to be missing what Hispanics view as culturally competent in their health care providers.  A necessary area of research is care from the vantage point of client expectations.  There is little research on factors that influence client expectations. This implies posing questions such as what drive clients to a particular provider; what are the indicators to assess a trusting client-provider relationship; and to what extent clients are able to give the information the provider needs to offer quality care.  

Understanding Late/Early Testing, Delayed Care and Discontinuing Care among Latinos:  There is a growing literature on why Blacks and Latinos are dying from HIV at higher rates than Whites.  But what about the psychosocial or structural barriers that have an impact in delaying testing, care, and sometimes the continuation of care?  What “ecological” or whole person description helps us to enjoy the long lives promised by so many new medications?  Compare the death rate for those Latinos who died from AIDS in Washington DC (58 per 100,000), New York (30 per 100,000 compared to 9.6 for the City) and Puerto Rico (13.6 per 100,000) against the national rate of 4.7 per 100,000.  Why are some Latinos not fairing as well as White Americans with the virus? Why are most Latinos testing so late?  Why are some Latinos not entering into care as quickly as Whites who test positive?  Why are Latinos discontinuing their care? 

Understanding mental health issues and HIV infection for Latinos: A history of depression has been linked to an increased risk for HIV infection but there has been little exploration of different interventions that might be useful to address this increased vulnerability.  There are complex issues that need exploring for Latinas especially.  For example, Mexican women, who spent their younger years in Mexico in strong communities before coming to the United States, described more satisfaction with their lives and less occurrence with depressive symptoms.  However, most Latinas who participated in an ethnographic study expressed a sense of loss of community. Studies by Luis H. Zayas, PhD estimate that one in every five Latina teens attempt suicide before the age of coming to the United States and thus elevating the possibility of experiencing depression.
   According to Dr. Zayas, how “acculturation and family relationships influence Hispanic girls’ suicide attempts remains unclear.  One possibility is that the stress of acculturation maybe lessened or heightened by parents’ flexibility or rigidity in their interactions with the girl.”
 Studies of migrant male workers demonstrate that they have been identified as a high risk group for stress, depression and suicide.  Migrant health workers experience many of the symptoms of depression but often rely on rural, Spanish speaking practitioners instead of mental health programs.   The connection between depression and the lack of social support network needs to be explored as does poverty, and socio-economic status.  Do any of the effective behavior interventions selected by the CDC have quantifiable outcomes when it comes to mental health and the risk of infection among populations of Latinos with pre-identified mental health issues?  

Understanding the mindset of Latinos toward HIV prevention: It is often said that a Latino will not go to doctor until his arm falls off.  Is there a mindset against preventive health among Latinos with HIV/AIDS especially now that HIV/AIDS is less in the media except as a foreign disease?  Are there practices that Latinos do think of as prevention but are not science based? Judging by levels of condom use for Latino heterosexual (very low) and homosexual (higher) sex, there is some problem.  Is this perception on Latino views on prevention a stereotype or is there a lack of understanding on the role of social networks and traditional remedies?  Are there structural (institutions that present obstacles) or psychological factors that would make participation in a preventive health workshop less likely for Latinos? Could other issues such as acculturation, socio-economic variables, and stigma can help us understand the limits of health prevention steps taken by the diverse Latino communities? 

Understanding the importance or unimportance of different Latino cultural and linguistic traditions for immigrant prevention and/or care programs Much is made of the differences, for example between Mexicans and Salvadorans but how do those differences present themselves when implementing a particular intervention, HIV testing campaign or HIV care system?  One obvious difference has been the predominance of IVDU HIV/AIDS cases in the Eastern Seaboard and Puerto Rico compared to the rest of the United States.  But what cultural competencies would be different in presenting a Safety Counts Behavioral Intervention for persons who use drugs in California and Pennsylvania? Views on this issue tend be conflated with concerns about national pride that may or may not have behavioral significance.  More research needs to be done to probe the strongly held views of some populations on their absolute uniqueness.   

Understanding sexual acculturation among Latino men who have sex with men: Rafael Diaz PhD highlighted the differences in homosexual identity between acculturated Latinos and those who have not become part of the larger U. S. homosexual identity.  Described briefly this is a difference between those who see their sexual identities in terms of gender roles rather than sexual orientations.  What role do these differences make in make in terms of HIV prevention?  Does a Latino immigrant whose gender identity is female benefit from the same Effective Behavioral Intervention as a Latino who has fully acculturated and has a sexual orientation as gay?  What adaptations need to be made in each case?  In terms of testing, accessing care, and maintaining regimens, how do sexual identities impact these critical health steps if at all?  There should be a research agenda formed to answer some of these questions.

Understanding Burgarrones/Down Low/Bisexual Identities and behaviors for better health care and lower infections:  In many Latin countries men who have sex with men and women are referred to bugarrones while men may consider their public sexual identity as heterosexual.
  Is this term used by immigrants in the United States?  Is this the same phenomena as Black men experience as the “down low?”  Is it a behavior and an identity? How do these men act in terms of their sexual safety or condom use and is the behavior different as between male and female partners? Is this the same behavior as when the CDC refers to as “bisexual” Hispanics which are said to be between 12% and 20% of the Latino male community who have sex with men?
  How do these identities or behaviors impact the access of this population to care for possible STD or HIV infection?  Are there distinctive drug using behaviors within these communities?  Latino men who are behaviorally bisexual men are among “the least understood, not only in terms of sexual risk but also in other aspects of sexuality, intimacy, and social relations.”

Understanding the importance of reaching males and females in HIV prevention for immigrant Latinas: There is a growing discussion among those researchers that scrutinize HIV infection among Latinas about the utility of focusing behavioral change efforts on women only.  Research with females who are spouses has described the resistance among young women who value the intimacy of their relationship with their male partner above all to even consider using a condom.  The view among these mostly immigrant women is that they do not want to know about the other sexual partners of their men, a fact that using a condom specifically signifies.  These researchers argue that greater emphasis should be put on developing condom use among these multiple partner Latino heterosexual men.  Is this a viable strategy and if so only for unacculturated Latinos?  

Understanding the relevance of Hispanic woman’s perception of herself as a sexual being in the development of culturally sensitive interventions: Women represent a growing number of individuals living with AIDS in the United States. In 2000, women accounted for 25 percent of all AIDS cases reported. Women of color are disproportionately affected by HIV/AIDS. In 2000, Latinas accounted for 19 percent of new AIDS cases.  While gender norms dictate that girls and women should remain poorly informed about sex and reproduction, young men are expected to be more knowledgeable, often as an indication of their sexual experience. Thus, to gain a better understanding of the Hispanic woman's perception of herself as a sexual being will aid in the development of culturally sensitive interventions. Questions to consider include: “How does Latina body image vary by ethnicity and culture? Does acculturation to the prevailing American beauty standards or acculturative stress affect Latina self-perception of their bodies? And how does self-perception affect their self-esteem and HIV sexual and substance use risk behaviors?”

Understanding behavioral syndemics and life experiences to target HIV testing and medical care: Some research is increasing the discussion on HIV risk in terms of a series of life experiences each of which has a very high correlation to HIV infection and to each other.  Each one of these behaviors in these syndemics tends to progressively increase the risk of HIV infection.  For example an urban gay man who has experienced violence, substance use, depression and childhood sexual abuse is much more likely to be HIV infected.  Hispanic with HIV who are male, have no insurance and are receiving health care in the Southern States were more likely to have worse health care.  Having no usual source of care at HIV diagnosis was associated with being male and being exposed to HIV through drug use and heterosexual sex.  Research that can pull together syndemic factors may be valuable is keeping patients connected to care once they test positive and are more likely to predict HIV infection in the gay population.  This research should be further to bring more of the individual’s real life experiences into the analysis in order to have a fuller picture of the client’s life. 

Understanding “burnout” in those that work in prevention and medical care of HIV:  The dictionary definition of burnout is the “exhaustion of physical or emotional strength or motivation usually as a result of prolonged stress or frustration.”  People who have worked for years in the field of HIV/AIDS have experience lives that hinge on the duration of grants, demands for ever increasing skills in the delivery of services, little room for advance, a history of close relationships at work. There are few lines of work where one has the opportunity to work with people with the particular disease the group is organized around.  Research is needed to better identify the variables that create the phenomena and what effects it has on medical and social service workers.  Does the personal connection to those with the disease exacerbate, if it does, burnout?  One area for scrutiny is the frequency with which those involved in HIV prevention themselves become infected.  Does teaching new Effective Behavioral Interventions and related skills increase the level of interest and involvement in the work?  Where do these skill sets lead to or what other professions do they prepare you for?  These are important areas for research that will have a direct bearing on the functioning of social service and health delivery programs. 
Understanding new ways to secure progress in HIV prevention and care among migrants:  We actually seem to know little about migrants with HIV.  Do the workers jump from farm work to construction to slaughter to hospitality industry or some lesser combination of these professions? How is it possible to maintain HIV medical care or involvements against this rotating scenery of drug use and high risk sexual behavior?  How HIV information is theoretically diffused among such a mobile populations and does it in fact happen?  How do these mobility networks interact?  How do migration patterns impact on solo individuals and those with workers families?  The terminology used in the research means different things in different contexts.  Farm workers become migrants become seasonal laborers become transients.  There seems to be so many stereotypes in play in some of the literature so that you never know if one researcher is discussing the same people.  There are also phenomena calling out to be studied such as Mexican truck drivers.  Do they bear any behavioral resemblances to truck drivers in India, Africa and the Russia?  


Also the research has lagged behind the reality of cross national workers.  The notion of developing airbridge-types of care networks that can follow the workers as they cross state lines and borders will not go away. The Puerto Rican AirBridge was an experiment that is reported to have “worked” in keeping people who are sick connected to medical regimen despite many trips between Connecticut and New York and Puerto Rico.    

Understanding Generation 1.5 more fully with special attention to the impact of immigration uncertainty on their development and expectation of family support.  Generation 1.5 includes “in-migrants and migrants” such as those groups who migrate from U.S. territories like Puerto Rico, “parachute kids” who come to the U.S. to live with extended family members and attend K-12 schools, “native-born non-native speakers” who are U.S. born students from linguistics enclave communities, and “transitionals” who have complex patterns of back and forth migration. The outcomes of these experiences are that in many cases, these students may become English dominant but without acquiring complete communicative range in English or they may become English dominant but not personally identify with English.
 How do these communication skills enhance or hinder the kind of sexual negotiation and drug use experiences these young people are encountering as they navigate their way through American schools.    

There is a need to conduct more research on the role of the family structure as a protection  or risk factor.  Famialism
 always ascribed to Latinos.  What does that mean for Generation 1.5?  It usually means in the case of young people who come from this age group, that there is less attention to traditional hierarchal structure of the Latino family.  Where a girl’s job was to take care of her younger siblings, individuation may disrupt the traditional family structure placing more burdens and role changes on the rest of the family.  How do these young people see their role in the family or put it in another way, how will Famialism work?  What will the longer term implications be for behavioral risk?   Does more acculturation mean less collectiveness?    What does this really mean?  And what does all of this mean for Latinos from Generation 1.5 and where do they get their sex and drug norms from? 

Understanding how family can be included to support the decision to get tested or to engage in preventive behavior? Also for Latinos the pull between family loyalty and “sexual silence” becomes a barrier because of internalized and exterior stigma. 
 The more Latinos must force something as large as their sexual life into a place that leaves them without the support of the extended Latino family, the more they are likely to make choices about difficult topics in silence. Is this role of the family different than White or Black families?  Is a behavioral intervention possible which would have families talking about identity and HIV issues?  
Understanding how to lessen internalized and societal stigma:  There is a growing consensus as to how stigma is created and agreement that it can be a bar to HIV testing. 
.  There is still no consensus how stigma (internalized or in general) of any kind is dispelled?  There yet no intervention for addressing stigma in families.  How do social marketing dispel them and how do they blame them?  Is there a role for Latino faith communities and leaders in lessening the burden of internalized stigma?  Also we need research which disentangles how we understand stigma and how to mitigate it.  Further, how effective is social marketing in addressing something as entrenched as homophobia and HIV/AIDS, drug users and HIV/AIDS, sexism and HIV/AIDS or just having HIV/AIDS?  Do we need to address the underlying behavior which the disease is associated with as well as the disease?  Consider the situation of Latinos living rurally with HIV/AIDS.  They live a much more precarious life in absence of the social networks that larger areas have.  What can be done to dispel stigma and the behaviors that fuel the stigmatizing of the individual? 

Understanding how to do effective HIV prevention in institutionalized environment such as jails, prisons and detention facilities:  There are three times as many Black men and women and 2.7 times as many Hispanics in prison than in college dorms. 
  Is this where our youth are going?  We see little research on HIV/AIDS in prison expect to count the seroprevalence.  The risk factors are all there – drug use, men having sex with men (consensual and forced).  The prevalence of hepatitis C virus infection among prisoners approaches 40%, and far exceeds that of HIV in prison. Coinfection with the 2 viruses, which therefore is exceptionally common in prisoners, is associated with an accelerated course of hepatitis C disease, making treatment of both diseases particularly urgent in the correctional setting. Recognition of the existence and course of hepatitis C, and of its epidemic proportions in prison, has been relatively recent.


The cost effectiveness of HIV testing in prisons and jails has been demonstrated. 
  The availability of condoms, methadone maintenance and bleach and clean injecting equipment is almost non-existent.  But the few examples of where condoms have been made available should be studied to see whether condoms have increased the amount of sex between men and the impact on the seroprevalence rate for the incarcerated. HIV 101education is thought to have relevance toward ensuring wider acceptance to inmates who are positive through greater understanding, provided that guards and other institutional personnel have the same education.  But does it in fact and how do changes in attitudes change behavioral responses?  Does it make prisoners feel more comfortable coming forward for medical care if they are already positive?  


Does harm reduction education teach prisoners who are HIV negative the importance of clean syringes and other aspects of staying negative?  Considering the thousands of prisoners who are released each week how many are receiving an effective behavioral intervention on their way out?  This is a prime opportunity for protecting the inmate and their loved ones. 
Understanding the role that Latino faith communities can play in preventing late testing for HIV and increasing the likelihood that family members will serve as a supportive network throughout treatment.  While reliable numbers of religious affiliation are hard to come by, the portion of Americans that identify as Christian is 77% according to the website www.religoustolerance.org. 
 The percentage is increasing in the Black and Latino communities.  Latino and Black faith communities play a central role in the lifeblood of each community.  Still they have been used in most jurisdictions for one-time events where the minister lends support to HIV prevention.  Is there a systemic role that can be developed for Latino faith communities, developing public health leadership for the faith communities that can advance the goals of HIV prevention beyond awareness on how the disease is transmitted?  There are hundreds of local initiatives but few have proof of their effectiveness other than that people who are religious themselves or have a religiosity are less likely to engage in risky HIV sexual behavior.  But we need something more. We need to know how Latinos perceive the role of their faith and their understanding of and attitude toward HIV prevention.  

Understanding the long term strategy in eliminating HIV/AIDS with effective behavioral interventions as defined by the CDC. All the CDC’s Effective Behavioral Interventions research a very small number of even the most at risk populations.  There will have to be a substantially greater amount of investment if we are to reach more.  Are OARS and the CDC who keep funding these interventions hopeful that the interventions will eventually change the risk norms of a community,
 that the interventions will teach sexual and other behavioral change behavior to the next generation of men and women who have sex?  Will stock be taken at the conclusion of the current round of behavioral funding by the CDC to see what worked?  What is the long term strategy as to how these interventions will benefit Latinos now and in the future? 
Understanding how to address the unique HIV contagion in the Puerto Rico?  Puerto Rico has been the center of the most extended outbreak of IVDU. IVDU men and women have also become the focus of HIV infections in the United States. Does the few number of drug treatment programs contribute to this high infection rate? To what extent Puerto Ricans that have settled in the United States (New York City, Chicago, and Orlando for example) carried their risk habits to their new communities?  If some why? Would stable housing for those people with HIV/AIDS add to their life span? Would expanded syringe exchange reduce new infections if syringes were made more available outside the greater San Juan area?  Taking into account Puerto Rico’s problematic health care system, is there a way to build systems that could make it work to prolong life for those who are infected and those who have AIDS?  Do patients now have a steady dependable supply of medication and medical care and if not, how can the existing pharmaceutical supply be channeled so the funds and the pills get to patients? We would be remiss in not asking for assistance in determining what are social psychological and medical care factors that can be related to colonialism and, if there are any, how can they be addressed? 

Understanding the health care and prevention challenges of Latinos who migrate in search of employment.  Despite a great deal of research we know surprisingly little about Latinos who migrate for labor. Our information on seroprevalence is very spotty and rarely published.  Do we really know the work patterns of migrating Latinos?  Do they move from poultry to construction to service industry to farm jobs or are they more stable than this to a particular area.  Do we need to direct a greater attention to HIV prevention research as it relates to the sexual behaviors of this diverse population?  The U.S. - Mexican Border presents a reality different from the rest of the United States, in terms of sexual risks and problems in accessing care.  Do men that go back and forth across the border have a unique sexual identity tied to the strictures and structures in the border region?  We do not know enough about the stress of stigma and related discrimination resulting from being undocumented.  Is stigma worse for migrant day laborers and if so how does it impact on their mental health and substance abuse habits?  How do they cope with stigma? Does HIV prevention need to contemplate situations which the migrant laborers find themselves in or instead focus on the behavior of the laborer in isolation of the situation?  What are risky situations for migrant laborers? And how do they cope with risky situations in a resilient way?    
Set out above are our recommendations for research to prevent HIV infection, ensure that testing is done early in the disease, for creating a path where people can have access to care and once in care to maintain this connection. 

EPIDEMIOLOGY:  IMPROVEMENTS IN PUBLIC INFORMATION 

According to the Centers for Disease Control and Prevention “Before we can stop the spread of disease, we need to know where infections are flaring up and who is being infected. Gathering this information in a systematic way is called surveillance”
 This data collection is protected by Attachment D of the Technical Guidance for HIV/AIDS Surveillance Programs, Volume III: Security and Confidentiality Guidelines.  Attachment D outlines the lengths the CDC will go to protect against the disclosure of an individual’s identity in the reporting of any data.  The National Committee on Vital and Health Statistics Annual Reports has issued advice to the CDC on the importance of collecting data on populations and has repeatedly called on the HHS to improve race and ethnicity reporting in an effort to increase information that may be of use in a variety of public health improvement efforts.
  

The CDC has ignored repeated official and unofficial recommendations to publish annual surveillance data in a manner that will tell the public “where infections are flaring up and who is being infected.”  Instead the National Surveillance Reports offer only general regional data.  What has been repeatedly requested is a breakdown by state and territory of HIV infections and AIDS diagnosis by ethnicity and race and risk category.  Such information would fulfill its surveillance mandate to the public.  With data the way it is reported now, for example, one does not know the death rate due to AIDS in any state or territory or by race/ethnicity or risk group.   Except for the data published this year on National Latino AIDS Awareness Day on Latinos living with Hispanic HIV infections and AIDS cases there is no information regarding Latinos by State and Risk Group.
  When the issue is broached with the CDC, the claim is that the National Association of State and Territorial AIDS Directors would object to the release of information.  Which leads to the obvious question, what changed in 2007?   

Recommendations

a.
Establish a advisory committee made up of representatives of the National Association of State and Territorial AIDS Directors, members of the National Committee on Vital and Health Statistics and interested representative from ethnic and racial minorities to address the question of whether to change the Annual National Surveillance Report to include Race/Ethnicity by Risk Category by State with actual numbers and rates per 100,000 for each category. 

b.
Ask this advisory committee to conclude with its recommendations in less than one year. 

c.
Act expeditiously on its recommendations. 

Address the problem with reporting any of Puerto Rico’s AIDS cases as Hispanic/ Latino.  In the otherwise excellent report, HIV/AIDS Among Hispanics - United States, 2001–2005 (MMWR ), the CDC was unable to report any AIDS date for Puerto Rico because the Table 3. Estimated rates* of Hispanic adults and adolescents aged >13 years living with HIV infection (not AIDS) or AIDS, by area of residence — United States, 2005 presented a problem.  The problem was that Puerto Rico lacked census information about “race and age.”  Now of course the census contains data about race and age in Puerto Rico. See Census Table DP-1. Profile of General Demographic Characteristics:  2000 (Geographic Area: Puerto Rico).  Puerto Rico has 3,808,610 people of whom 3,650,195 report one race and 80.5% report White and 8.0 report Black or African American.  100% report Hispanic or Latino. 

Recommendation:

Appoint an internal committee within the Surveillance Branch of the Division of HIV/AIDS Prevention - Surveillance and Epidemiology to resolve this issue by looking for surrogate counts from other departments within HHS or resolve the problem with Puerto Rico. 
PREVENTION

This section of the Latino AIDS Agenda does not go into the very important discussion of the particular subpopulations but rather addresses a variety of areas that pertain to all groups.  Please keep in mind: this is a draft and we addressing institutional barriers to better health outcomes. The issues of prevention for Latinas, men who have sex with men, people who use contaminated syringes, the incarcerated, migrant laborers, day laborers, bisexual men, transgender persons, young people, sex workers, heterosexual men, and older persons are all more appropriately addressed at a state or local level where there is better knowledge of the barriers Latinos in these groups face.  If the consensus is to address these different groups in this document this can be done.    
HIV is a wholly preventable disease.  Through the use of condoms and other forms of safer sex, clean syringes, and abstinence, no one needs to become infected with this virus. If prevention is so easy, then why do Latino HIV infections in the nation and its territories continue to hover between 18% to 19% a year for the past five years? This rate of new infections among Latinos is 25% above the representation of Latinos in the general population.  What is the Federal Government doing to address this health disparity?  
Science Based Prevention.  Prior to 1999 most of the strategies for prevention were not science based (behavioral science).  Some of the programs were intended to increase HIV awareness thru social marketing while others were drawn directly from research without the advantage of replication before being put directly into use.  Now prevention efforts are more sophisticated.   The Centers for Disease Control and Prevention is developing and funding new EBIs (Evidence Based Interventions
), ensuring that the outcomes are replicable with developed curricula and packaging materials for use in the EBIs’ training and education. 


The issue of the target population used in the original research presents complications. Today care must be taken in choosing the “target population.”  Usually the EBI was validated on a particular population (young men who have sex with men, Black women, Hispanic parents of children, etc).  If another target population is used in the implementation of the EBI, it typically requires the assistance of capacity building programs to collaborate with community based organization (CBO) in testing whether the modifications in the EBI have not lessened its effectiveness as a prevention tool and to assist the CBO in adapting related skills that are needed to offer the EBI.  In sum, in 2007 the CDC continues to disseminate and expand the number of approved EBIs that reflect the diversity of risk behavior and populations who’s sexual and/or drug using practices put them at risk for HIV infection.  


Why haven’t the implementations of the EBIs that have been approved reduced new HIV infections for Latinos/Hispanics? The most probable explanation would be that the CDC made its first prevention awards using EBIs in 2005.  The assessment on HIV infections will not be available until 2009.  In addition, the process of integrating an EBI into the CBOs structure and personnel is an investment in enhancing the skills and infrastructure of the organizations. If the CBOs happens to achieve some HIV prevention results during the four year period (for CDC direct grants only), then this will enhance its ability to do HIV prevention.  At the end of this cycle of Federal and local funding for prevention there needs to be comprehensive assessment of the impact on behavior change for all the EBIs and on funded programs skills in developing the necessary infrastructure to deliver the EBIs.  
1.
Effectiveness of Effective Behavioral Interventions for Latino Realities: Very few of the EBIs were validated with Latinos as a significant (over 50%) part of the EBI target population.  Why is this important?  The more Latinos there are in the sample the greater facility the researchers have in looking at sub-group data and greater assurance that the data represents a change.  Too many studies just mix Latinos in with other groups only to conclude with the general statement “The sample size was too small to draw any conclusions by racial or ethnic group.”  When Latinos are 50% of the studied population the sophistication of the analysis is more enhanced and the greater strength of the conclusions drawn.  


It is anybody’s guess whether the most of the EBIs will work for Spanish speaking unacculturated or acculturated Latinos absent more research with significant numbers of each of group. This is a truly surprising deficiency because Latinos make up 18% of those persons living with the disease across the nation.  In addition few efforts have been made to develop new EBIs for important subgroups in the Latino community.  Little attention is paid to the socio-economic differences, immigrant status, and housing situation of urban and rural Latinos as opposed to the target population that was used to legitimate the EBI.  The community of HIV providers is forced to simply act on their instinct in assuming a particular EBI will work. 


Another variable that must be acknowledged is the hostile or uninformed governmental and civic surrounding undocumented or documented Latinos in the Deep South.  There are new small communities of Latinos that have been growing through the Deep South and throughout the Midwest.  There are no interventions in the DEBI repertoire able to function in such environments where even visiting an AIDS service organization could be challenging for an immigrant Latino when the HIV test is seen as a deportable offense and high levels of job mobility as workers shift from doing, for example, construction in Louisiana to hospitality work in Atlanta.   

Recommendations: 
a.
Latino behavioral scientists are reported to be declining in the study of HIV/AIDS and in graduate schools for behavioral science in general.  There is a need for more Latino social psychologists, anthropologists, public health (and professionals from related academic areas) who are willing to enter the field of HIV/AIDS behavioral science and build the core of research knowledge on this epidemic.  Incentives should be provided by the Federal government to encourage such career paths and greater pressure in academic institutions to recruit Latinos.  

b.
There must be a retrospective examination as to which EBIs work for which Latinos.  This could be done by sampling “graduates” of programs and assessing behavior changes and views of the interventions as against variables that might help to better determine the relevant target populations.  
c.
The CDC must commit to producing EBIs for Latino subgroups with higher levels of infection rates.  This means that EBIs must include Latinos in significant numbers in their design and state more explicitly what socio-economic variables are most appropriate for the particular EBI and whether they should be offered in Spanish.
d.
The CDC needs to provide more translated materials for use in the interventions.  Groups can modify it to suit local Spanish terminology but if we are serious about reaching the Spanish language dominant populations the CDC needs to set the standard.  
e.
The CDC should consider integrating more Latino behavioral scientists in an advisory role to track the development of EBIs with attention to efficacy among various subpopulations of Latinos.  
2.
Need More Attention to Necessary Core Competencies:  While the CDC has given thought to the requisite skills needed to carry out these interventions, much of the training material is missing a clear delineation of baseline skill sets the CBO needs to have in place to make the program work.  These skills typically include motivational interviewing, retention and recruitment, community mapping, evaluation basics, group facilitation, additional data collection for program progress.   None of the other talents are made clear before an intervention is selected by a CBO and before a decision is made to give a CBO funds to implement the EBI.  
Recommendations
The CDC should highlight the skill sets needed at the local level to implement EBIs prior to the application for a grant to do a particular intervention or the competitive application phase.  This would ensure that the necessary skill sets are in place and which groups require additional capacity building assistance. If groups know this information before hand they will be able to more successfully make applications.
3.
Little Help with Unseen Target Populations:  First, there are many target populations missing on the CDC’s list of population targets. When the CBO tries to implement the EBI in a different demographic or in a location truly different than the one used in the original model, funding for evaluation of the effectiveness of the “adaptation” or “reinvention” is unavailable.  Second, many state and local health departments dictate which target populations they will support for prevention funding.  Typically broad categories like “women” or “men who have sex with men” are delineated.  If a funding request is to be successful it must structure its funding request to those groups.  Those CBOs that attempt to do prevention with bisexual men, homeless persons, “questioning” teenagers, transgendered persons, day laborers, and heterosexual men are left flying in the dark with no professional guidance and typically without funding because they lack health department support.  
Recommendations
a.
Adapting an EBI to a different target population and environments can be difficult and may require additional funding to validate the effectiveness of the intervention with the new variables.  Without funds for additional evaluation, the investment in the alternative target population intervention could be wasted.  
b.
Local and state health departments must provide prevention grants for unseen target populations providing the CBO can provide the epidemiology data to justify the focus on the group. Take for example the Latino community, the data from the CDC indicates that immigrants from different areas have greater disposition to heterosexual infection among males and men who are bisexual.  Transgender infections may be high in some areas.  There needs to be flexibility in the local Prevention Planning Group process to allow for these groups. 
4.
Need More “Bang for the Buck”:  Different EBIs have different levels of proven efficacy post intervention. Some have proof of efficacy three months after the intervention while others include a “booster” session and have efficacy beyond several months.  But this proof of efficacy is limited by when the researchers stopped measuring efficacy either because of a lack of funding or the lack inquiry from NIH or the CDC.  This is a vital point for some health departments and CBOs that want a long term impact on the health of their communities. 

Recommendations
a.
The effectiveness horizon for EBIs must be studied.  NIH and CDC should demand more of the researchers if the interventions are going to reduce new infections in a meaningful way.
b.
Increased investment could ascertain whether so called “booster” sessions after the conclusion of an EBI are effective.  Given the tremendous investment in running an EBI for three to four years, it would be a wise investment to determine whether and how an additional training could extend the behavioral change and what is the EBI’s effectiveness horizon.
5.
Shortening Time for EBI Development:  There has to be a simpler way to develop new EBIs.  The CDC has limited funds for research and must rely on the National Institutes for Health.  The two agencies do not seem to successfully coordinate research efforts in a manner that could shorten the time for EBI development.  There is often a disconnect between the two agencies in terms of what the target risk behaviors are showing and where the two agencies should be directing funding. NIH and CDC need to collaborate in funding key behavioral research.  Latino researchers also need more representation in research with the target Latino populations.  As of now there is only one Latino on NIH’s Behavioral, Social Science, and Prevention Research Area Review and his experience is solely with Latino MSMs.

Recommendations

a.
The CDC and NIH need to collaborate to shorten the time to bring interventions to into use.  Different parts of the research and development process could be run at the same time and local health departments with a research capacity could be included in the validation process. 
b.
An advisory committee needs to be constituted to oversee the implementation of EBIs and to ensure they have broad utility and speak to the needs of local communities. 
c.
The NIH needs to increase the number of Latino researchers from different disciplines and research area expertise.  
6.
Need for Flexibility:  There are legitimate fidelity considerations in the implementation of EBIs.  Different realities dictate different responses.  Take an example of the implementation of the Mpowerment EBI as a hypothetical situation. “No stipends are permissible for the long term ‘core group’ members” says the CDC to some programs because everyone is supposed to be a ‘volunteer.’  A local CBO says “our population is impoverished Mexican day laborers who have sex with men so we need to give them something to show we value their time. The volunteer model is middle class.”  The hypothetical CDC program officer says “Mpowerment does not allow stipends of any sort because the target population in the original model that developed the intervention did not offer stipends and were all volunteers.”  This is a needless battle yet  one being replayed all over the country as the CDC and local health departments make good faith efforts to adhere to the written model and the CBO tries to make it work for their target population.  Either way the client loses. 

Recommendations

a.
There needs to be greater involvement by the local health department to resolve these disputes between the CDC program staff and the local directly funded programs.

b.
Academicians who have familiarity with the EBI at issue should be included in the decision making to address any so-called deviations from the “bible” that is the EBI.
c.
The CDC could bring resources to bear to build understanding in the CBO of what the issue of stipend volunteer and traditional volunteer are truly important for the model to succeed. 
7.
Social Marketing:  To date the CDC has shown little leadership in promoting EBIs that involve social marketing.  Local health departments on their own have taken on this challenge in Miami, Los Angeles and other cities around the country.  There was a time when public awareness about HIV/AIDS was much more present on the streets of urban centers but this time passed because it was assumed at some point that “everyone” knows about transmission and prevention.  We have learned that “everyone” does not know the same things in many of the Spanish language dominate communities.  As referred to above many unacculturated Latinos have misconceptions about transmissions that only fuel more HIV infections and increase stigma.  For limited English speakers, such social outreach on buses, in newspapers and through specially devised materials can be valuable in addressing the stigma that attaches to any on seeking an HIV test or practicing safer sex.  


There are also a number of examples where the uses of fotonovelas and radionovelas have been an integral part of a larger intervention for the prevention of HIV/AIDS. 
  These are a form of social marketing that can raise knowledge levels of HIV risk behaviors and dispel myths about the how HIV is transmitted.  One premise to be tested is whether these materials which have long been part of immigrant communities can be effective on their own without a “behavioral intervention” to implement around the dispersal of the information.  

Recommendations
a.
The CDC needs to include social marketing programs as EBIs.  This would have the advantage of speaking to the needs of a target community with low literacy and the implementing program. 
b.
The CDC and NIH should consider developing EBIs which incorporate social marketing with the advice and input by researchers into Latino attitudes and knowledge and community members.   The NIH and CDC could develop EBIs to increase knowledge. 
c.
The CDC should make widely available social marketing campaigns run by health departments and other CBOs so they can be shared with other groups or departments of health.
d.
Fotonovelas and radionovelas have been shown to be an effective format in disseminating HIV information to migrant farm workers.  The CDC should fund organizations to produce these forms of social marketing for different populations with a higher risk of HIV infection.    

8.
Stigma Reduction:  Many researchers contend that stigma plays an important role in susceptibility for HIV infection and in the ability to lower risk for HIV infections and progression to AIDS.   As Dr. Ron Valdeserri wrote in 2002, “stigma is a complicated issue that has deep roots in the convoluted domains of gender, race, ethnicity, class, sexuality and culture.”
 While the CDC frequently uses the term stigma to describe vulnerability to HIV infection, it has never devised interventions that CBOs can use that assist in reduction of stigma and related HIV infection or as least help to enhance understanding of how stigma impacts on prevention.  At Dr. Valdeserri said “it is our responsibility [as public health professionals] to work toward minimizing the negative health consequences of HIV/AIDS stigma.”  While many acknowledge the importance of stigma, some observers contend that it explains too much, that there is a kind of “conceptual inflation” that deters the examination of other variables or alternative explanations. 

Recommendations
a.
The Federal government (CDC, NIH, OMH and SAMHSA) needs to assume a leadership role in addressing the complex issues around stigma with an eye to assisting local health departments and researchers in disentangling the variables that deter funders from directly addressing  stigma due to HIV/AIDS and to suggest some productive areas for research to quantify how HIV/AIDS stigma impacts the rates of sexual and infection risk taking and to suggest useful research that could lead to EBIs to lower HIV/AIDS stigma in such a manner that increase the support for and use of safer sex strategies and safer injection strategies.
b.
The CDC, SAMHSA, and other relevant agencies must squarely address how stigma based on sexual orientation, drug use, race, ethnicity, incarceration, age and gender impacts the ability to remain HIV negative and to avoid progressing from HIV infection to AIDS.  Attention needs be paid to how stigma impacts person with these characteristics and behaviors in efforts to remain healthy.     

9.
Funding for HIV Prevention. Funding for HIV is a function of political leadership. If elected and appointed leaders believe it is important, and then we can increase the funds for HIV prevention. There is correlational research for gonorrhea and HIV incidence which finds that the more funding for the prevention for these two diseases the more the rates of infections dropped. 
  From 1990 to 2006 the CDC has estimated the same number of 40,000 infections per year.  Correlations do not prove causation.  But the fact of the matter is that few of the EBIs are able to reach more than 300 to 500 persons a year.  Considering how few grants are given out in comparison to the number of infections, it is no wonder that the Black and Latino communities are experiencing such dramatic increases in new infections. It is not because the EBIs are ineffective but rather they are only able to reach a limited number of persons a year and so few grants are given out.  It’s a simple question of math.  There must be a profound commitment to lower the rate of new infections and moving from HIV to AIDS through funding more EBIs that target Latinos and capacity building assistance that target Latino prevention initiatives.  

The funded prevention programs and capacity building initiatives must be provided to organizations with real core competencies in the Latino community.  To wait until Latino infections and AIDS diagnoses rates climb higher is worse than penny wise and pound foolish.  Latinos are the fastest growing minority in the United States and to watch funding proposals from the CDC, Office of Minority Health and Health Resources Systems Agency which explicitly exclude Latinos or are constructed in a way so that “Latinos need not apply” is a debilitating trend and ultimately dangerous.  To see no social marketing campaigns nationally that target Latinos for HIV testing and prevention is shortsighted public health.  Some local health departments have risen to the challenge and allocated funds from the CDC to address the epidemic. When it comes to national leadership decisions are being made now that Latinos are to receive even smaller sums for prevention and capacity building. This is a zero sum game. 
 
Recommendations  

a.
There needs to be an increase in directly funded grants from the CDC and OMH to prevent the spread of HIV infection among Latinos and for capacity building programs that ensure funded programs are able to implement the EBIs.  These funds should increase by 15% a year until there is true penetration into those segments of the Latino community truly at risk for infection.
b.
The CDC needs to devise estimated numbers of the various target populations in each locality, publish those numbers and indicate the at risk population reach of programs the CDC directly funds and those funded through states and municipalities.  This is the only way we are going to be able to truly judge the adequacy of the funding. 
c.
The CDC should expand the number of social marketing strategies.  Today there are extremely few community level interventions in the EBI toolkit.  Most of the interventions for prevention are individual and group interventions.  We need to build awareness of risk and the importance of testing – one without the other is cynical public health policy.  HIV education must return back to America’s town square.  
10.
Funding Needed for Syringe Exchange: 
 The CDC has published information on the benefits of needle exchange.
  The CDC reported on the results of a survey of needle exchanges around the country that was conducted by Beth Israel Medical Center and the North American Syringe Exchange Network of 126 syringe exchange program (SEP) directors around the country.  The survey results documented the dozens of health services offered by SEPs.  The SEPs surveyed reported exchanging a total of 24,878,033 syringes.  The 11 largest programs exchanged 49% of all of them.  In addition the SEPs provided male and female condoms, referrals for substance abuse treatment, voluntary on-site HIV and hepatitis C testing, vaccination for hepatitis A and B, STD screening and TB screening.  There are SEPs in 102 cities across the United States with more than two-thirds of them in seven states - California, Washington, New Mexico, New York, Wisconsin, Massachusetts and Oregon.  Puerto Rico has only two licensed exchanges but has the highest incidence of new HIV infections and AIDS diagnosis from using contaminated syringes. For the first time in 8 years of these surveys decreased funding was noted.  With increased funding more needle exchanges could reduce further the number of new infections through the use of HIV contaminated syringes. With no federal leadership this will continue to be a state by state struggle for prevention. 
Recommendations
a.
Despite the reluctance of political leaders to fund the operation of needle exchange services there is much the CDC, NIDA and SAMHSA can do to make it easier for locally funded needle exchanges to be sited and operate.  Through the production of educational and social marketing materials, the CDC can help to lessen what is at the root of much of the opposition to local efforts to start needle exchanges – fear of drug users.  Biannually the CDC publishes studies that demonstrate the non-HIV infection benefits of syringe exchange programs. These studies are valuable and could be packaged into a brochure that communities can use. 
b.
The CDC, NIDA and SAMHSA should initiate social marketing programs to reduce the fears of many Americans toward drug users. If more Americans come to see drug using men and women as human beings as opposed to dangerous pariahs, the greater the likelihood of rapprochement between the syringe exchange program and the community.  These campaigns could take the form of facts sheets. 
c.
The CDC, NIDA and SAMHSA should assist local programs intent on offering methadone and buprenorphine programs, both of which are effective heroin substitutes.  Such drug substitutes will never eliminate the need for syringe exchange programs but when they work the drug users ceases to use syringes as frequently.    

11.
HIV Testing.  Support has been growing for incorporating HIV testing and counseling into routine medical care, including prenatal care, care for sexually transmitted diseases, hospitalization and even general primary care.
 The rationale for this emphasis is that at the end of 2003, of the approximately 1.0–1.2 million persons estimated to be living with HIV in the United States an estimated one quarter (252,000–312,000 persons) were unaware of their infection and therefore unable to benefit from clinical care. A number of these persons are likely to have transmitted HIV unknowingly.  The general objective is the get untested persons tested early in their disease state in order to benefit from new treatments that have been available since 1996 and to protect their sex or drug using partners from infections.  Persons tested late in the course of their infection were more likely to be black or Hispanic and to have been exposed through heterosexual contact; 87% received their first positive HIV test result at an acute or referral medical care setting and 65% were tested for HIV antibody because of illness.  The means to accomplish these goals are to set out by the CDC in clear terms. 


The CDC recommendations are intended for all health-care providers in the public and private sectors, including those working in hospital emergency departments, urgent care clinics, inpatient services, substance abuse treatment clinics, public health clinics, community clinics, correctional health-care facilities, and primary care settings. The recommendations address HIV testing in health-care settings only. They do not modify existing guidelines concerning HIV counseling, testing, and referral for persons at high risk for HIV who seek or receive HIV testing in nonclinical settings (e.g., community-based organizations, outreach settings, or mobile vans). 


How does the CDC hope to accomplish these objectives? HIV screening is recommended for patients in all health-care settings after the patient is notified that testing will be performed unless the patient declines (opt-out screening); persons at high risk for HIV infection should be screened for HIV at least annually.  Separate written consent for HIV testing should not be required; general consent for medical care should be considered sufficient to encompass consent for HIV testing. Prevention counseling should not be required with HIV diagnostic testing or as part of HIV screening programs in health-care settings. For pregnant women: HIV screening should be included in the routine panel of prenatal screening tests for all pregnant women.  HIV screening is recommended after the patient is notified that testing will be performed unless the patient declines (opt-out screening).  Separate written consent for HIV testing should not be required; general consent for medical care should be considered sufficient to encompass consent for HIV testing.  Repeat screening in the third trimester is recommended in certain jurisdictions with elevated rates of HIV infection among pregnant women.

What are the implications for the Latino/Hispanic community?  First, there has been little analysis of differentials in utilization by Latinos testing patterns, such as education, income, or gender with behavior regarding testing.  This could be important information for either increasing testing outreach and education or spotting potentially coercive testing practices.  Second, the major barrier for Latinos testing is the individual’s reluctance to acknowledge they are at risk even when in fact objectively they are.
  They tested just to find out infection status; testing required for hospitalization, insurance, new job, and other application processes; and testing because it was recommended by a health-care provider or sex partner. Most Latinos seem to take an HIV test when someone else requires/suggests it or they are “curious.”
  This underscores the fact that correct and erroneous notions of transmissions can co-exist.
  There is not much research on this topic as to education and job related testing.  Are these consensual tests if someone has low education levels? Is deferential to medical professionals or is forced by an employer to test?  Third, there are also questions about whether persons who felt they were coerced into taking a test is likely to be a willing participant in her or his treatment and care. 
  
Recommendations
a.
Different localities and states need to work out solutions that represent the views of health providers, state or local government and minority AIDS leadership.  This dialogue has been going on in different states with very strong opinions on every side of the issue.  Participants to this discussion should not end their work until strategies for increasing testing with access to care are resolved.
b.
Routine testing is vital if Latino and Black women (and other groups who do not fall into traditional risk groups) who do not see HIV infection as a remote possibility are to get tested.  For medical and community based personnel to only test those persons who “look” like they are a part of “risk group” will miss thousands. Such approaches are bound to miss women of color who are often insulted by the use of the term “risk group” as if they have some how misbehaved. State legislators should consider strategies to make sure that all health providers conducting HIV testing can be assured that insurance will cover the costs. 
c.
The CDC needs to use its website to disseminate public education campaigns from around the country that aim to increase the numbers of persons tested.  These materials should be packaged for easy adaptation by localities with the CDC assisting financially with the costs of localizing the campaigns. 
d.
Health insurance companies should be mandated by Congress to cover the costs of HIV testing without reference to whether the persons tested is at risk or not.  It is the making of such assessments of risk that has kept testing levels so low. 
e.
There have been some studies that indicate some persons testing positive for HIV will change their behavior and engage in safer or less sex.  The problem with these studies is that they are limited in populations covered and the changes in behavior as the result of a positive test result seem to be of limited duration.  Getting people into HIV care is enough of a worthy motive without relying on questionable science. The CDC should stop contributing misinformation about safer sex behavior and HIV and rely primarily on arguments that testing increasing the odds that additional people with enter care before developing AIDS. 
f.
The fear of having themselves or family members deported if they test positive for HIV infection is a real factor for some immigrants at high risk for the disease. Despite guarantees of confidentiality there have been efforts in several states to secure testing data with an eye to identifying those positive test results among immigrants.  Clearly the purpose in such inquiries is only to exclude immigrants from this country and from the health care system.  The CDC needs to question such states sharply as to the legality of such moves and the probable health impact.  Not only will it discourage testing in those states but will also spread the fear of testing to other states.  Congress should pass legislation protecting the confidentiality of test results. 
g.
The current campaign against immigrants in the United States is discouraging many from immigrants from health care and HIV testing.  The CDC and local health departments need to fund campaigns in Latino markets to promote HIV testing in Spanish with appropriate public relations.
h.
Spanish speaking doctors are vital to expanding HIV testing in medical settings. This is labor intensive work because doctors have less time and would have take condensed training on HIV counseling sessions.  The National Hispanic Medical Association (NHMA) is a non-profit association representing 36,000 licensed Hispanic physicians in the United States. The mission of the organization is to improve the health of Hispanics and other underserved populations.  A program should be devised in collaboration with the CDC to train doctors in key community settings on providing the test, how to connect to care and to address the social beliefs and prejudices that doctors may have to different populations with HIV/AIDS.  This program should be piloted in five cities to test its effectiveness

12.
Acculturative stress as an important variable:  A very important variable that is often overlooked in certifying interventions as effective is the acculturative state of the population in the original model.  If everyone in the original research population used in a particular intervention that was later made into an EBI was highly acculturated, it is hard to see how the intervention might be as effective with persons with low levels of acculturation or persons with high levels of acculturative stress.  At the very least the intervention which did not take this acculturation into account cannot be presumed to be effective. Different EBIs that may be appropriate for migrants come with built in assumptions on the psychological factors involved in acculturation.  


How does acculturation work?  What is acculturative stress? Acculturation occurs when two cultures come into continuous direct contact.  When an individual encounters a dominant culture and engages in the process of adopting that culture – acculturation process – he or she may experience a tension known as acculturative stress. 
 This stress comes from trying to resolve differences between cultures.  Along with experiencing acculturative stress, immigrants and their off-spring may experience discrimination
, unemployment, loneliness, stress from having to learn a new language, and concern about access to healthcare services. Such stress can have mental health ramifications and may decrease the immigrant’s sense of self-efficacy, a key factor in avoiding HIV infections. Depending on how long these persons have been in the United States, some Latino migrants present unique linguistic, cultural and legal challenges for HIV prevention, medical and social care programs, a point discussed in more detail below. While acculturation is not the monolithic phenomena for understanding the stressors that increase the risk of HIV infection, there is an increasingly sophisticated understanding of the specific ways it impacts on accessing prevention and care.
  From all that we know of the acculturation phenomena, different Latino ethnic groups are impacted in different ways by the process of crossing the border or migrating. 


There is research in other areas that may help us understand how acculturative stress interplays with HIV prevention behaviors. In looking at intimate partner violence, acculturation and acculturative stress were both significantly related to the decision to leave or stay in an abusive relationship.
 Higher acculturation was related to leaving the relationship, while higher acculturative stress was related to staying in the relationship. Also, in looking at substance use, one study (Meehan, 2007) in monitoring participants at baseline and at the end of a treatment program found that participants experiencing higher levels of acculturative stress demonstrated higher levels of substance use consequences at baseline. Furthermore, Meehan (2007) found that migrants experiencing higher levels of pressure to acculturate had higher levels of substance use at the outcome of a drug treatment program.  While the term “acculturation” is used in virtually every article discussing immigrants and HIV, there is still a need for more research on the specifics of how this variable works in preventing HIV infection or accessing HIV health care. 
 
RECOMMENDATIONS

a.
Before an EBI is certified for use by all communities the CDC must allow some disclosure of the level of acculturation of the target population in the original study or if this is unknown disclosure to that effect. 

b.
When NIH funds research behavioral aimed at reducing the likelihood of HIV infection, it must require that researchers clarify the structural, environmental and socio-economic variables so that the end product can be evaluated as appropriate for populations of different levels of acculturation. 
TREATMENT, ADVOCACY AND EDUCATION

1.
Treatment Education is vital for the long term survival of people with AIDS.  Treatment education programs in Spanish should be more widely funded by Ryan White programs in part because this community is the most denied of accurate and timely information. Considering the number of people who are delaying testing, delaying access to care and discontinuing treatment to care altogether, it is hard to imagine why a locality would not fund more treatment education programs focused on the spectrum of issues raised by the disease.  Treatment is a lifetime commitment and patients need a participatory and motivating training that teaches them about the history of AIDS activism that led to the medicines we have today, gives them the basics of HIV pathogenesis, medication resistance, reading lab results, how to search for more information, managing side effects, how to educate others, Public Health Service treatment guidelines, vaccines/microbicides and the pharmacological pipeline. Different topics can be added depending on local needs but it is absolutely essential, if we are expecting people with HIV/AIDS to make a lifelong commitment to care, the least we can do is to give them the tools to survive.
Health literacy may not be the major obstacle for Latinos living with HIV/AIDS in gaining success in following complicated treatment regimens.  Because so many immigrants with the disease have such low levels of education, this is thought to be a major impediment in maintaining health.  Health literacy is defined as the degree to which individuals have the capacity to obtain, process, and understand basic health information and services needed to make appropriate health decisions.
 The use of the term “literacy” implies that if one does not have it the patient will have a more difficult time in adhering to HIV medication schedules and other medical care directions.  The presumption is that doctors and health aides communicate this information to the Hispanic patient in writing.   Much of the research has focused on the low levels of health literacy among lower socioeconomic persons and their lower ability to understand HIV information and critical HIV health concepts including knowing the names of their medications. The failure to comprehend is then related to poorer health outcomes.
  


But studies have begun to emerge over the past few years raising profound questions about the use of health literacy as a predictor of health outcomes or treatment adherence. In a study of HIV Black and White patients with a history of alcohol problems the patients were counseled  to promote perceived efficacy of the medications, engaged in individualized HIV counseling and explored ways to tailor medication use to specific circumstances which present challenges for adherence.  The low literate subjects were in fact more adherent than the higher literate subjects.
 In two studies with low income HIV-infected Latino men and women the researchers found no connections between health literacy and treatment adherence but found an improvement in communicating with the patient-doctor communication and a greater understanding of their disease. 


One possible explanation for this dichotomy in findings concerning health literacy and adherence is that the patient with the higher level of literacy levels may feel empowered to make changes in his or her medical regimen dosing without consulting with the physician. This finding also bears out with other diseases, such as adolescents and health literacy impact on contracting sexually transmitted diseases.
   

RECOMMENDATIONS

a.
More systematic research is needed on the benefits of treatment education. Patients report they feel empowered by the increased knowledge and feel they are more able to participate in their treatment decisions and follow their health. 

b.
We need longitudinal studies to look at the results of different models of education.  The research to date does not different between different kinds of adult learning models and curricula.  It must do so if we are to be able to determine what works.

c.
There are studies that isolated the goal of adherence as the goal of treatment of education but there are other goals to be served.  The Office of Minority Health or Minority Health and Resources Agency should convene a diverse group of patient and professional advocates to define different goals for treatment education. If they are unwilling treatment advocates should come to some understanding as to the goals they see are needed. 

d.  While academic researchers have still not decided whether health literacy is essential for treatment adherence, anyone who has engaged in treatment education for Spanish language dominant Hispanics can testify to the important role of such educations in helping Latinos to commence and maintain treatment and to better monitor their health.  Further, if done right, the training can play an essential role in motivating Latinos to stay involved in treatment education, keeping abreast of new treatments and progress in the science of treatment and care.  Another benefit in some of the trainings is that the education can help front line workers in community based organizations to advise clients on very basic issue of treatment such as the importance of reading lab results, etc. 

Treatment education in Spanish for the Spanish Speaking person at risk whether or not they have been confirmed to have HIV/AIDS.  This is a short sighted funding policy and ultimately damaging to the prospective patients.  Funding for most treatment education programs is through Ryan White Part A programs although these are typically dependent on a demonstration on demonstration that the person being educated has AIDS.  The problem with this approach is that there are hundreds of Latinos who suspect they are positive or who know they are positive but need to be convinced of the efficacy and safety of the treatments that are on the market.  These people do not want their status identified because of various fears, some of which relate to immigration and others to stigma issues which are causing them to delay access to treatment.  Ryan White must eliminate the requirement of HIV/AIDS diagnosis and build a rationale for such treatment education to bring more Latinos into treatment and early testing.   

RECOMMENDATIONS

a. The requirement imposed by some Ryan White programs that preclude treatment education supported with these funds from those who are not identified as having AIDS is foolish and shortsighted.  Why else would a Latino sit through a training of this nature unless he or she felt there was some possibility they might have the disease or could put the information to use in dealing with clients? 

b.
Such training should be made available to all interested parties because we have no way of knowing which persons are holding back on testing or entering into care until they saw some health benefit that was safe.

Treatment education should be an empowering experience, not just familiarizing clients with the names of medications.  If done right treatment education can play a vital role in transferring the sense of activism that led to the historically rapid develop in medications for the treatment of the disease.  When patients realize that many people went to jail in order to ensure that they have medications that keep them alive, there is often a sense of obligation to continue the tradition in other areas.  Especially when those being trained are people with AIDS, the training can inspire some to become involved in activism.  

RECOMMENDATION

It is vital that we continue to create new generations of treatment advocates.  For some treatment and health advocacy has given them a purpose to live and researchers have come to rely on a generation of treatment advocates as partners in their work.  Currently AIDS Treatment Activists Coalition (ATAC) is the only national grassroots group of AIDS treatment activist.  As a group they are predominately White and are aging out.  There is a need for Latinos to become organized as treatment activist and to participate in ATAP or to start another group.  There is no reason why pharmaceuticals should only deal with ATAP in setting prices of new medicines and in meeting with pharmaceuticals in meeting with activist patients.   
Treatment education should cover vaccines and microbicides.  The area where Latinos need to become more involved in activism is in the development of vaccines and microbicides.  Currently minority participation in these areas is diminishing and must increase.  We need to press for therapeutic and preventative vaccines and for effective microbicides.  Obviously these are not going to be money makers for pharmaceutical companies, so the more pressure on government for this development the better.  Treatment education can educate about what is at stake and relay essential information to patients while discussing the areas where the decision making regarding vaccine research is being made.  

RECOMMENDATION

a.
There can be a cure for HIV infection prevention and an injection which will stop the virus dead in its tracks.  The problem has been that most Latinos are just struggling to stay alive and do not have a dedication to hastening the progress of vaccine research or in encouraging others to participate in such research.  Treatment education can play a vital role in bringing Latinos up to speed on this important topic and encourage Latinos to become vaccine activists. The National Institute of Allergy and Infectious Diseases of the National Institutes of Health has done little to bring Latinos into the promotion of vaccine research.  

b.
A logical focus of action for Latinos would be on National Vaccine Awareness Day.  But NIAID has failed in its efforts to prepare the Latino community for vaccine research with in a supportive role or as participants in research. Aside from the miniscule number of grants to Latino organizations, there is a structural problem in the way the grants for education are administered.  Part of the problems are their grant making processes which are always given out right before Vaccine Awareness Day leaving no time for preparation on this vital day for recipients of these grants to prepare a meaningful program.  Also the grants are made to different groups each year. No effect sustained effort or leadership in the Latino community can be built on this model. Lastly there is very little room for creativity in how groups that are funded to roll out their vaccine awareness programs.  The structure tells people what to say, when to say it, and how to say it.  This is a poor recipe for creativity and adaptation for Latino audiences. 

Treatment education should not be medicalized by locating the programs in hospitals and clinics.  There is an increasing tendency for Ryan White Programs around the country to fund treatment education in medical settings.  Such a decision misapprehends the history of treatment advocacy in the AIDS community.  It was almost always located outside the clinics and hospitals because be of the sizable amount of patient empowerment that went into such efforts and the fact that often times informed patients knew more than doctors. Also placing treatment education in the health providers adds a barrier for some patients who need to engage in treatment education while keeping their serostatus anonymous as they are deciding whether to enter treatment.  Medical settings can also be a barrier for patients who suspect they are positive but have not tested.  This latter group is would most likely be averse to attending treatment education in medical settings because treatment and medical care is the thing they are trying to make their minds up about.  Especially for programs with Spanish speaking treatment staff, the idea of Spanish speakers going to hospitals or even clinics given the pending immigration cloud that hands over accessing all government services, it is likely that many will not attend because of this fear.  

RECOMMENDATION

a.
There must always be a primary role for treatment education from the non-profit sector.  The trainings need to happen off site from where people receive their treatment so they feel freer in asking questions.  

b.
There must be close ties between the treatment education program and the medical provider so the educator can track the viral load and CD4 count. 

c.
Once again, training must be open to those who do not know or do not wish to disclose their HIV status as the treatment education can play a decisive role in their decision to enter treatment.

d.
It is necessary to train case managers or other CBO staff that have front line contact with the client as they can play a decisive role in encouraging patients to start and remain in treatment and can help them to rehearse the questions they need to ask their doctors.

2.
Treatment access in Latin American countries and the Caribbean must become a central rallying point for Latino programs in the United States
Countries in Latin American and the Caribbean fall between the grants of expanded access programs offered by pharmaceutical companies, PEPFAR and the Global AIDS Fund. PEPFAR (President's Emergency Plan for AIDS Relief) covers Southern Africa, West Africa and West Africa and Guyana, Haiti and Vietnam.  The Global AIDS Fund covered in 2005 384,000 people with ARV treatment of which 7% (28,000) were in Latin America and the Caribbean. 
 Pharmaceuticals treat Latin America and the Caribbean somewhere in between the developed countries such as the United States/Europe and Africa and other impoverished countries. So for example drug X may be priced for sale at wholesale in HDC or Highly Developed Country (USA, etc) countries at $3, MDC or Moderately Developed Country (Belize, Mexico) countries at %2 and LDC or Less Developed Country (Nigeria, South Africa) counties at .50 cents.  


The problem with this pricing structure for Latin American and Caribbean countries is that it does not take into account the vast unequal distributions of wealth in most of these countries where the poor are as destitute and as the poor in some African countries and the rich are as wealthy as the rich in England.  This distribution formula is causing some people with HIV in those countries to come to the United States, at great hardship, in order to stay alive and causing people with HIV/AIDS to die earlier in some of the MDC countries.  While it would be unfair to insist that the pharmaceuticals to charge these MDC countries the same prices as LDC countries because there are selfish billionaires who could care less about the poor with HIV/AIDS, it seems fair that we press them for ensuring the LDC prices to the destitute from these countries without requiring that they alter the overall pricing structure that has been set up.


Admittedly this is a more complex issue than presented here and the solutions are difficult because of the overall financial standing of the Category II countries.  But we must find a way short of just violating the patents of these pharmaceuticals.  Why should the children of billionaires in Brazil simply get their medicines for free?  While views differ on this issue, to some the intellectual and research capital and length of time to market (some as long as 14 years) for these pharmaceuticals deserves a return on investment.  

RECOMMENDATIONS

a.
A survey must be done of the limits of access to care in Latin America and the Caribbean and the impact on patients.  

b.
The solution has to lie in insisting the companies find ways to get the drugs at LDC prices to the destitute of these countries as well as advocates to encourage their governments to begin supporting access to medications at the reduced MDC prices. There should be a meeting of US Latino organizations with pharmaceutical representatives to begin these discussions.  At the second stage we should seek funding for a meeting to include treatment activists in Latin America and the Caribbean. 

3.
Rationing medical care in the United States through Medicaid and Medicare 

Most states and territories (with the exception of Puerto Rico) rely on Medicaid and Medicare to provide care and medications for persons living with HIV.  ADAP is largely a transitional medical program while patients wait for enrollment into Medicaid or whatever reason  do not qualify for Medicaid or Medicare.  For Latinos ADAP is often the last stop when it comes to medical care for their HIV/AIDS condition. 


Twenty one percent of the persons enrolled in Medicaid were identified as Hispanic. 
 Increasingly States are trying to lower their Medicaid costs by rationing access to medical care.  The rationing is happening in a variety of ways.  One of the latest strategies limit access to drugs to a list of preferred medications.  Some states completely disallow access to any other medications while others require the patient’s physician to call and seek prior approval of the non preferred medication.  For those that disallow access to any other medications poor patients must spend limited funds to gain access to non-approved drugs when the drugs they were taking cease to work.  For those states that require prior approval the process can often require proof of treatment failure on the preferred drug. The way in which most states develop their Preferred Drug Lists is through the Oregon Evidence-based Practice Center.  The Oregon Center runs DERP (Drug Effectiveness Review Project) which is in turn partly managed by several of the State Medicaid Programs who are anxious to save money through purchasing cheaper medications.  


Increasingly states are including HIV/AIDS medications for analysis under DERP.  What are the issues with DERP?  First because there are rarely head-to-head drug tests in most therapeutic categories, DERP (according to those that closely follow the process) usually concludes that there is no difference between the patented drugs under review. 
  Second, because of the small numbers of minorities and women in any of the drug studies or clinical trials relied upon by DERP there is rarely information on any differential impact on people of color or women.  Third, because DERP is largely paid for and run by the agencies that have to pay for the drugs, there is an inherent conflict of interest in all the decisions that are made.  Fourth, the agencies that hire DERP never look at their own Medicaid data base to do studies as to have how their patients have faired under different medical regimens.  All those this is observational data some states that have used it have found it instructive in contrasting days of hospitalization under drug X compared to drug Y.  Fifth, nothing in DERP takes into account that the more expensive drug is taken in manner which produces higher adherence than the cheaper drug.  For people with trouble adhering to complex HIV regimen the pill burden and the conditions under which the pills must be taken can make the difference between live and death for long term patients.  The fact that DERP does not even take this into account underscores the fact that the issue is not helping patients to live but state Medicaid budget savings. In sum, the overall impression one gets is that the so-called evidence based model is rigged to always produce the cheapest drug, the patient be damned.


Some states claim that the doctor can always seek approval for the drug he or she thinks the patient needs.  But proving drug failure for a person with AIDS is something that no one should have to do.  Depending on how it is done, waiting for a decrease in CD4 cells or an increase in viral load may shorten the patient’s life no matter if the drug of choice is eventually granted. Even assuming that the state’s prior approval process is more benign (answering a few questions over the telephone) this does not account for the reality of a medical practice which sees primarily Medicaid patients.  Every minute of these doctors’ time is squeezed into seeing a tidal wave of needy patients.  To have to take time out for prior approval when there is no time means that for all practical purposes the patient will receive the approved drug regardless of their specific needs.  Some clinics have retained professional staff just to seek all the, in some cases, dozens of prior approvals that must be sought each day thus taking money away from under funded Medicaid practices.  

RECOMMENDATIONS

a.
No State Medicaid or other official involved with a state funded medical prescription program should be permitted to serve in any advisory or governing capacity of DERP or any program like DERP.  The conflict of interest is too blatant. 

b.
What ever prior approval system is set up, the doctor’s determination must be final.  The doctor knows the patient and what they are capable of in handling medications.

c.
Any state which uses a DERP-like system must reimburse the doctor or medical practice for personnel costs incurred in hiring staff to seek drug approvals for medications off the preferred drug lists.

d.
Most states have Pharmaceutical and Therapeutics Committees to decide on drugs that are to be placed on the Preferred Drug Lists.  These meeting must be open to the public, help at different locations in each state, permit the public to testify and the meetings fully transcribed. 

e.
States should be forbidden from using an outside advisor as to which medicines should go on the Preferred Drug List which does not take into account the increased likelihood for adherence in one medication or the other. 
ENHANCING ACCESS TO HIV CARE

Latinos are testing late, delaying accessing care, discontinuing care and losing years of their lives.  

A. LATE TESTING, DELAYED CARE, DISCONTINUED CARE AND LOST YEARS OF LIFE

1.
Test Late/Early: Black and Latino persons have higher rates of testing “late” (developing AIDS within one year of a positive HIV test) as opposed to “early” (do not develop AIDS within one year of test). One recent study found that 45% of Latinos test late for HIV compared to 34.5% of Whites.  Further, of those born outside the United States 55.6% of those sampled were late testers compared to 36.4% of the sample of those born in the United States. Heterosexuals were 58.7% more likely to test late compared to 39% of those infected through male-to-male sex and 38.3% for heterosexuals users of injected drugs. 
 


Why do we consider this a problem? The implication of late testing is that the patient is starting care and treatment with a more damaged immune system (lower CD4+ T Cell count) than a person who tested early. One study shows that among the Latinos and Blacks that tested late, 66% were aware of their HIV risk. However, they believed that “self-care” avoids illness (“I can handle it myself”), had a fatalistic viewpoint, had HIV symptoms and had sex with men or engaged in intravenous drug use. Forty per cent of persons presenting late for testing had compromised immune systems so “the benefit of antiretroviral therapy will never be maximized.” According to researchers, patients delayed HIV testing from the time of infection an average of 8 years. Further, one-third of patients were never aware that they had engaged in behavior which put them at risk.
  Among patients who were aware of their risk, most of the delay occurred between the moment they acquired the infection and their linkage to medical care, a period estimated in 2.5 years.  As noted below, all this boils down to short life expectancies.

Recommendations

a.
Culturally and linguistically apt social marketing campaigns are needed from government or other groups to encourage early testing which underscores the benefits of knowing your status.  The social marketing should emphasize the fact that one can enjoy a better quality of life if one access health care with early testing as opposed to starting treatment late in the disease progression.  

b.
For geographic areas with a seroprevalence above 1.2, doctors should be encouraged to offer the HIV test to every patient.  Doctors need be persuaded that they cannot necessarily tell whether someone has HIV infection simply based on appearances or associated risk factors.  This should be standard care.  

c.
Early testing and asking patients if they want to be tested will go a long way to decreasing the stigma associated with HIV infection.  If voluntary testing becomes the norm, the stigma surrounding testing may be lessened.  

2.
Delayed Care: Many people test positive for HIV infection but delay seeking medical care.  Latinos and Blacks (more than Whites) and persons infected through intravenous drug use and those exposed through heterosexual sex are more likely than men who have sex with men to test late. 
 As ARV (antiretroviral treatment) became more available and was extending the lives of those entered clinical care, interest grew in understanding the correlates and reasons for delaying care. In 2000 researchers found that Latinos and, to a lesser extent, Blacks were more likely to delay [care] than Whites. ‘Poorer linkage to health care services by persons of color, observed in studies of both HIV-infected and general populations, contributed to the failure to receive timely care for HIV.”
 Delaying care may be the only option for some persons testing positive because they face insurance barriers and are engaged in substance use or binge drinking.
 Worse access among Latinos who tested positive was associated with being male, having no insurance and receiving medical care in the Southern states.

Recommendations

a.
Some researchers have tested options to enroll Latinos and Blacks in care sooner and for longer periods of time. For example the Outreach Initiative provided, over a 12 month period, intensive outreach for HIV education and “support” for enrolled patients.  The outreach also sought to address the stigma associated with being HIV positive. The Initiative taught patients to advocate for themselves and helped them with accessing resources to address financial and other structural barriers.  The Outreach Initiative involved a substantial dedication of time for each patient. The average monthly contact with the patients was 4.9 hours each. The sponsoring program offered help in removing financial and structural barriers such as lack of housing and addressing unmet needs such as transportation, housing and food, and poor mental health. 
  The use of this resource rich model depends on how much we value the lives of people living with HIV/AIDS.  Expanded use of the Outreach Initiative or other similar programs is essential to keep people involved with care. 

b.
Social marketing should be initiated to encourage Latinos to enter HIV medical care as soon as they test positive, emphasizing the possibility of living longer and healthier lives.  These campaigns should focus on entering HIV care and not necessarily on starting medications.
3.
Discontinuance of HIV Care: Studies have found that Latino and Black women, young people and intravenous drug users frequently stop HIV therapy.
  When a regimen fails, some patients are unwilling to go on to another regimen until their declining health absolutely forces them to undertake such a change.
 Characteristics such as poor adherence, depression, female gender, younger age, low socio-economic level and race/ethnicity are usually associated with individuals most likely to discontinue care. Moreover, side effects or “told to stop by doctor” are the most common reasons given for stopping treatment.
 


Trust in the physician is a major factor with the willingness of Hispanics and Blacks to continue care. 
 One study shows that respondents cited personal-cultural barriers and concerns about stigma as the reasons for discontinuing care. Structural barriers included parking, transportation and appointment time issues.  Financial barriers included worrying about how to pay for HIV medical care even when the care was subsidized.
 The study also demonstrated an association between the HIV-infected patients’ level of trust in systems of care and their provider and their use of health services.  Trust was associated with more clinic visits, use of ARVs, fewer emergency room visits and better health outcomes. 

a.
To engage and retain HIV infected patients in HIV primary care some providers have used Ancillary Services such as case management, mental health and substance abuse treatment, transportation and housing assistance.  Since HIV has become a chronic disease we need to adopt broader medical models that integrate services that will keep Black and Latino patients engaged with their care. The Ancillary Services model and the Outreach Initiative are essential to maintain involvement in care (Coleman 2007). 

b.
Social marketing that emphasizes the partnership between physicians and patients in extending the life of patients should be considered.  Given the historical mistrust between Latinos and African Americans and physicians some care should be taken to foster a relationship grounded on experience and not fears. 

c.
Special attention should be focused on the side effects of medication.  Too often patients abandon medications based on short term side effects.  This may be an appropriate change but not the complete discontinuance of medical care.  There are many options for patients. 

4.
Shortened Life Span from Late Test and Discontinued Care. How is the life expectancy of Latinos who test late for HIV infection affected? Our new medications for treating the disease can only do so much for men and women who do not start treatment early in the disease progression. According to an important new study, adherence to the current US HIV treatment guidelines leads to a median 16 years of life lost compared to survival in persons without HIV.  An additional 5.1 years of life are lost because of late HIV testing and presentation or premature discontinuation of treatment.  


On top of this 16 year loss of life, Black and Hispanic women show greater survival losses because of 14% premature treatment discontinuation (Hispanic women) compared with 5% for White men.  Decreases in survival were 6.4 years for Hispanic women compared with 3.9 years for White women. 
 While these 22 years (16 years plus 6.4 years) of live lost may be consistent with the impact of other health disparities, there are treatments available for HIV infection that can extend life (similar to cardiovascular diseases). Addressing the topic of the years of life estimated to be lost by the Hispanic women described in this study, the principal investigator, Dr. Elena Losina stated: 

“The Hispanic population, especially women, is a group which has the highest rates of discontinuation of treatment and they tend to present to care late, very late. In fact, about 50% of Hispanic women are presenting to care with low CD4+ [cell] counts.  That is why the disparities, or the losses in life expectancies, are the highest for that group of patients.  I would like to add that Hispanic’s are the only ethnic group [as opposed to race] in the United States where the HIV epidemic is growing.  White women are more likely to be identified early, but for women from racial and ethnic minorities are not necessarily being identified early. Even if they identify, they [are] not being necessarily being linked to care because identification does not necessarily mean they will be treated in time.” 

The median age HIV infection is 33 years.  The person without HIV can expect an additional 44 years of life for a total of 77years.  The person with HIV infection can expect to live to the median age of 61 years old. A Hispanic woman can expect to live to a median age of 55 years.  Why the decrease in life expectancy?  Hispanic women are testing when their immune system is impaired and they are discontinuing therapy presumably after they have developed resistance to one or more regimens of ARVs. A slightly better life expectancy is expected for Hispanic men infected with HIV/AIDS but still significantly below that for similarly situated White persons. 

B. BARRIERS TO HIV/AIDS MEDICAL CARE FACED BY LATINOS.

Latinos are having problems accessing health care for HIV/AIDS treatment. Over 43% of Latinos testing positive in 2004 developed an AIDS defining condition less than one year after the test.
  Late diagnosis means starting treatment with a shorter life span. What are the problems for Latinos accessing health care? There is no reason why Latinos should be testing HIV positive and shortly afterwards developing AIDS. This means that by the time most Latinos are tested HIV positive they already have a compromised immune system and may die sooner than Whites.  Set out below are some of the major factors that make accessing care so much of a problem.  

1.  Latino/Hispanic men and women have high rates of poverty which has direct impact on health care utilization:  Poverty has always had a strong link to all the major indices of poor health – frequency of emergency room usage, lower life expectancy, higher prevalence of chronic illness, higher costs for healthcare services, etc.
  An examination of California hospital discharge data found that, among other factors, poverty was correlated with higher rates of preventable hospitalization and use of the emergency room.
 Because the CDC is dedicated to preventing disease, it is therefore important to understand the extent of severe poverty in the Latino community in order to understand poverty’s tremendous contribution to HIV infection, AIDS diagnosis and death due to AIDS. 


20.6% or 9,368,000 Latino/Hispanics in the United States lived below the poverty level in 2006 compared to the national portion of 12.3%. 
  For Latinos who live in families, the portion living below the poverty rate is19.5%.  For Latinos who do not live in a household with other relations the poverty rate jumps to 27.6% as compared to Whites with 16.9%. 
 The median per capita income of Latinos who work is the lowest of any racial or ethnic group, $15,421 as compared to the national median to the per capita income for all Americans (median of $26,421.) 
 The national total median household income is $66,570 compared to the Latino median $37,781.
  This is largely why HIV/AIDS continues at such high levels in the Latino community.

Recommendations

a.
The poor health outcomes that result from poverty can be ameliorated in small part with the use of promotores.  Promotores and Promotoras are community members who promote health in their own communities. They provide leadership, peer education and connections to resources to support community empowerment, or capacitación. As members of the minority and underserved populations they are in a unique position to build on strengths and to address unmet health needs. 
b.
Support comprehensive immigration reform that results in more Latinos being able to come out of the shadows into employment, housing and health care. With legal employment comes, in some instances, health insurance or at least the right to Medicaid or Medicare should follow.  

c.
Eliminate the bar to employment for Latinos who are undocumented and have HIV/AIDS.  The United States saves money by permitting such employment through raising incomes and increasing the numbers who are covered with private health insurance coverage. With the end of “off the books” labor the low levels of health care and financial resources might improve.   

2.  Latinos/Hispanics have the lowest levels of health insurance of any racial or ethnic groups in the United States. Access to health care is critical for those who are infected or just learning their HIV status.  It also is critical in preventing that those infected with HIV move to an AIDS diagnosis.  The first step in access is making health insurance (public or private) accessible to the 34.1% (15.3 million) of Latinos who reported lacking any form of health insurance as compared to the national average of 15.8%.
 This rate of uninsured Latinos is the highest of any racial or ethnic group included in the 2000 Census.  


Still 40.2% of Latino immigrants living with HIV/AIDS have some form of health coverage.
  The AIDS Drug Assistance Program (ADAP) is a form of health insurance for persons living with HIV/AIDS. In some states, ADAP programs include a level of primary care while in others there is none. In some states and territories the ADAP formulary of medications is remarkably robust; it includes all the ARVs and medications for diabetes, heart disease, mental illness, etc. that address illnesses related to AIDS drugs and for those living with the disease.  In other states the formularies are sadly narrow, not even covering all ARV drugs that have contributed to patients extended lives. Nationally, 26% of ADAP clients are Latino with a wide range of coverage from Arizona and California at 42% and 41% respectively to Louisiana and Alabama at 2% and 3%.
   In most states ADAP consists of life saving medications without medical care coverage, leaving Latinos to rely on emergency rooms and community health care centers for other care such as tracking viral load and CD4 levels and resistance testing.  With the national debate about immigration turning more contentious and focusing more intensely on Latino/Hispanic immigrant access to education and other social services, the reality seems to be that fear alone will do more to drive Latino immigrants with HIV/AIDS from those health services that do not discriminate based on nationality.
  

Recommendations

a.
One of the strengths and problems with the AIDS Drug Assistance Program is that it is focused on making medications available.  Treatment of HIV/AIDS sometimes requires primary care (which some states provide) and hospitalization. ADAP does not cover hospitalization.  It was meant to be a program to serve as a bridge to Medicaid.  Many immigrants are not eligible for Medicaid because of their immigration status.  It is essential that hospitalizations be covered by ADAP for these immigrants.  

b.
At a minimum, all States and Medicaid/Medicare must offer a complete formulary of all available HIV/AIDS and related medications.  The Ryan White Modernization Act requires the Secretary of Health and Human Resources to establish a formulary for HIV drugs under ADAP.  This may place a burden on localities that currently do not provide the complete range of medications but advocates must insist on timely implementation. 

c.
Advocates from around the country are rallying around passage of the Early Treatment for HIV Act (ETHA) as a way to cut HIV/AIDS related deaths in half through early treatment.  The proposed legislation gives states the option of readily amending their Medicaid eligibility requirements to include uninsured, pre-disabled poor and low-income people living with HIV infection.  ETHA in its current form, however, would not cover almost one-half of Latinos living with HIV infection who are undocumented residents.  The draft legislation should be amended to provide HIV medications and health care regardless of immigration status.  Without this amendment persons who care about the Latino community should refuse to support ETHA.  To force these persons to depend on ADAP for medications and primary care leaves a significant group of patients with no access to hospitals except by way of emergency care.  This is inhumane and a misuse of public funds. 

d.
There should be federal funding to states to support the training and certification of “promotores” to work with immigrant communities to provide preventive services to persons with HIV/AIDS.  The promotores could involve the family (traditional and non-traditional) in assisting with adherence to complex treatment regimen and work with patients for referrals for mental health care and other such services.  Such assistance might alleviate some of the work done by intensive case management freeing them to expand their skills and utility to the agency.  It is also a service that persons from Latin American and some parts of Caribbean are familiar with and that has proven successful. 

3.  Poor Latinos/Hispanics face barriers to health care beyond those related to access to health insurance.  Even when health care is available there are barriers that make accessing HIV testing or treatment for HIV infection or AIDS difficult.  Factors such as the lack of stable housing, drug use (including alcohol), low levels of education, lack of transportation, low levels of literacy, work schedules that leave no time for medical visits, and the lack of a stable medical relationship all contribute to the fact that the Latino poor with HIV/AIDS on average receive inferior health care, have worse health status, and require greater use of resources.  Emergency department visits and the length of hospital stays among the poor are more than twice those of the general population.
  


One approach, from a provider’s perspective, is to take a more holistic view on the wide variety of factors that prevent clients/patients from staying healthy, accessing healthcare or even becoming infected with HIV in the first place. A “syndemic” is a descriptive term for “two or more factors, interacting synergistically, contributing to excess burden of disease in a population. Related concepts include: interacting epidemics, connected epidemics, co-occurring epidemics, co-morbidities, and clusters of health-related crises.” 
 Increasingly research into HIV/AIDS is focusing on co-factors that are related to each other and independently related to HIV infection, the development of an AIDS diagnosis and the ability to sustain a regimen for treatment. 

RECOMMENDATIONS

· Data from a study of co-occurring psychosocial health problems (substance use, depression, childhood sexual abuse and partner violence) and increased vulnerability to HIV/AIDS among urban men who have sex with men demonstrated that a variety of psychosocial  health conditions are independently correlated to HIV/AIDS among MSM and to each other. The interconnection of these health problems was associated with an ever increasing likelihood of having high risk sex and increasing prevalence for HIV infection.
  These variables have an additive effect or are syndemic to ever increasing HIV infections and late testing. 

· This model has been applied to understand the relationship between HIV/AIDS, intravenous drug users, homelessness and violence.  A group of chiefly Mexican immigrant men were the most likely to share used needles (even though needle exchange sites were near), engage in risky sex and be homeless – all additive factors that are linked to HIV infection that combine to increase the risk of any factor independently. 
   

· A study that sought to generate a “profile” of risk factors to access to health care,  found that low income, no health insurance coverage and lacking a regular source of care were closely related risk factors that build on each other to influence the likelihood of having an unmet health need due to cost.
 

· Substance use, violence and AIDS risk have emerged as three interacting and mutually reinforcing threats to health and well-being of inner city minority communities.
 
In sum, considering HIV/AIDS as more than the sum of its parts may be a more useful way to approach prevention and medical care.

Recommendations

a.
There are a myriad of social service and medical needs that are required if immigrants are to receive minimal care.  Clinics and community based Ryan White programs that operate during the day must extend their hours to the evening.  Many immigrants are unable to get away from work to attend medical care.  This system of health care delivery must be reshaped to be more accessible to immigrants so they can have a trusting relationship with a single medical team or provider. . 

b. Ryan White Care Act as recently amended will only provide reimbursement to states and localities for outpatient drug treatment. Given the real need for in-patient drug treatment the act should be amended to permit the greatest flexibility to local jurisdictions. 

c.
The Ryan White Act has always been core to ensuring the health and well-being for people with AIDS.  In the 2006 reauthorization for the next three years Title I was renamed Part A was changed to require that 75% of the dollars be spent on medical services and 25% on support services.  The Part A recipients can apply for a waiver to enable a local government program to spend less on medical care and more on social service case management, food delivery, etc. There is nothing in the new law which prohibits services to undocumented immigrants with HIV/AIDS.  Different states interpret the availability of Ryan White funds to immigrants differently.  The Act should be amended to make it clear that such a decision is up to each grant recipient. 

d.
The new Ryan White Act requires the Secretary of Health and Human Services to publish a formulary which shall be imposed on the States that receive Ryan White funds.  This will require some states to pay more into AIDS care than they have in the past. Some states like New York and Massachusetts which include hundreds of drugs in their formularies may have to seek additional state funds to maintain such lists that are now covered by ADAP.  Advocates need to carefully monitor this process. 

e.
CBOs and medical providers can begin to see HIV/AIDS as the syndemic that it is.  We must begin to document the factors that highly correlative to the risk behavior or to an individual patient’s difficulty in testing, moving from tested to care, and maintaining care.  As noted above a patient’s reluctance to test, to seek medical help or to engage in course of treatment may be due to behaviors, structural factors (housing, etc) and mental health that are not currently taken into account.   

4.  Prohibiting Health Care to Latino Immigrants:  “Undocumented immigrants” are those who do not fall into any of Immigration and Customs Enforcement (“ICE”) categories for legally present persons.  The Urban Institute estimates that these immigrants make up 26% of the foreign born population in the United States with 57% from Mexico and 23% from other Latin American countries. 
 The Pew Hispanic Center estimated the total number of “undocumented migrants” in 11.1 million. Out of this total, 7.2 million were employed, 29% in agriculture, 17% in cleaning, 14% in construction and 12% in food preparation.
  Over one-half of these undocumented migrants came from Mexico and 22% from Central America. There have been many historical efforts to block immigrants from healthcare at the state, local and federal levels.  The legislation and administrative actions have targeted those who lack documents, those who were admitted legally and are in the process of becoming citizens or citizens born in other countries. 
 It is useful to briefly review the recent history of efforts to block access to health care. 

· In 1994, with the backing of Governor Peter “Pete” Wilson, the citizens of California passed Proposition 187, an initiative that would have denied undocumented immigrants access to certain state-funded health care services. Proposition 187 was never implemented because it was ruled unconstitutional in the Federal district court. At the request of California Governor Gray Davis, a Federal appeals court agreed to mediate the issue.

· President Clinton’s Personal and Work Opportunity Reconciliation Act (PRWORA) of 1996 barred hundreds of thousands of Latinos from Medicaid, Medicare and other such government health programs. The only exception was made for emergency care and care that state governments chose to offer.  
· On July 10, 2001, former Texas Attorney General John Cornyn issued an opinion based on PRWORA which raised the specter of local district attorneys pursing criminal sanctions for health care providers that spend public funds in immigrant health care.
   

As the antipathy toward immigrants continues to spread across the country there will most probably be more similar laws at the local, state and the Federal levels. 
  The message from all these initiatives is that immigrants who lack documentation must wait until they face a health care emergency before accessing any health services. The danger to the “larger non-immigrant community” is that restricting undocumented immigrants’ access to health services to emergency rooms at local hospitals unduly burdens health care institutions and threatens the health of entire communities.” 
 
 Preventive care seems to be a wiser course.  


The general effect of these campaigns against immigrants has been to create a growing fear of accessing health care services among many immigrants.  One multi-city study of undocumented immigrants found that large numbers were afraid they would not receive care because of their immigration status: 33% in Houston, 36% in Los Angeles, 47 % in Fresno, and 50% in El Paso.  The study further reported that those who expressed fear about seeking care were much more likely to report that they were unable to obtain care than those who did not express the concern. 
  

Recommendations  

a.
Create a special category of immigrants who suffer from a chronic illness and are under medical care for HIV/AIDS.  This will be a controversial move but necessary if the country of origin is unable to offer medical care to the poor residents with HIV/AIDS.  To deport such persons who are receiving care would be tantamount to a death sentence.  A “community of conscience” could be assembled around the United States to protect the lives of these immigrants with HIV/AIDS. 

b.
Special steps need to be taken to address the fear that immigrants currently feel in accessing medical care services.  No one wins if a patient is afraid to access medical care.  The immigrants become ill and unable to work and the health providers’ ability to realize its mission is impaired.  Society at large is harmed by losing workers who can still contribute to the greater good despite an HIV diagnosis. Each health care institution should explicitly tackle the fear factor and reduce the use of emergency rooms as care stations of first choice.  This can be done through social marketing and the use of trusted community members.

 c.
We must find a legislative way to ensure hospitalization to immigrants whatever their legal status before an emergency room visit.  Ryan White must be expanded to provide reimbursement to states that expend Medicaid and Ryan White funds to care for the immigrant patients. 

5.  The Cost of Cultural and Linguistic Incompetence: When researchers collaborating with the Institute of Medicine looked in 2001 at the quality of healthcare received by racial and ethnic minorities they concluded that minorities tend to receive a lower quality of health care than non-minorities. 
  This was a fact, not a perception. This finding was true even when access-related factors such as health insurance and income were controlled.
 The conditions in which many of these health encounters are taking place “may enhance the likelihood . . . that care will be poorly matched to minority patients’ needs.  Minorities may experience a range of other barriers to accessing care, even when insured at the same level as whites, including language, geography and cultural familiarity.”  
  In plain English, poor health outcomes are occurring because the providers and the patients do not understand each other and there are structural barriers placed in the way of health access. 


The Institute of Medicine’s (IOM) conclusions were hardly a surprise to many health advocates in the Latino community.  Too many Latinos know someone who used to translate for their monolingual parents and other relatives when visiting the doctor, clinic or hospital.  Many are familiar with having to drive for many hours to access health care (usually on an emergency basis).  Who has not waited for hours in the emergency room to receive non-emergency health care because this was the way one had always received health care.  How many families did not use medicine prescribed by a physician because the instructions were unclear or the medicines were not properly explained.  All of these practices did not end when the IOM report was published. While there has been some research on the discrimination experienced by Blacks in the healthcare system there is very little on Latinos. 


To begin to understand the conversation on barriers to health care one must start with linguistic and cultural competence. Linguistic competence is the capacity of an organization and its personnel to communicate effectively and convey information in a manner that is easily understood by diverse audiences including persons of limited English proficiency, those who have low literacy skills or are not literate, and individuals with disabilities. The organization must have a policy, structures, practices, procedures, and dedicated resources to support this capacity. Cultural competence is a set of congruent behaviors, attitudes, and policies that come together in a system, agency, or among professionals and enable that system, agency or those professionals to work effectively in cross-cultural situation. 


Who monitors whether hospitals, nursing homes and other similar institutions are linguistically/culturally competent?  An independent, not-for-profit organization, The Joint Commission accredits and certifies more than 15,000 health care organizations and programs in the United States.  The Joint Commission has a Hospitals, Language, and Culture Project that seeks to examine how hospitals are addressing patients' cultural and linguistic needs, identify reasonable service expectations for different types of hospitals, and share both conclusions and promising practices with the field. When the Joint Commission began the Project as part of its auditing for Patient Safety, a multiplicity of “experts” emerged with “how to” manuals and technical advice for building systems when the Joint Commission came calling as part of the accreditation process. 
  Different State Health Departments also began to impose linguistic competence criteria on health providers (usually after some critical scrutiny in the local press). 


Since the Institute of Medicine and The Joint Commission reports included this issue in the providers’ accreditation process, independent advocates against discrimination in health care have had more tools to investigate and raise complaints of poor treatment because of ethnicity and race.  Depending on the commitment of the central or regional Office of Civil Rights in the Department of Health and Human Services such complaints can be effective tools for advocates. Rather than proceed through a protracted administrative or judicial proceeding most health providers settle for systemic changes which generally benefit patients and the health care institution. In many cases, providers and racial/ethnic groups often share the same goal - “to provide timely use of personal health services to achieve the best possible health outcomes.” 
  

Recommendations

a.
The scope of allegations of discrimination based on ethnicity or race in the provision of medical services has broadened to include denials of access in publicly funded health care institutions by failing to provide linguistically or culturally appropriate services.  There is a need of advocates who can scan the behavior of key institutions in their area for any instances where Latinos are not receiving adequate and appropriate care.  The incidents that make the basis for these complaints are usually not just accidents but are systemic failures that impact many other patients.  Private foundations should support such advocacy because grass roots groups with the “know how” can bring about significant change and better health outcomes for Latinos. 

b.
National Hispanic organizations should take up the issue of linguistic/cultural competency as a barrier that is ever present in all the new Latino communities in the Deep South and Midwest.  These are communities in transition that need help in asserting their leadership and linking to other advocates. 

6.  Levels of HIV/AIDS knowledge among immigrant and migrants. Knowledge about HIV/AIDS is critical to HIV testing, HIV prevention, seeking medical care, and in reducing stigma related to HIV/AIDS.  HIV knowledge can differ among segments of the Latino communities in the United States.  One survey by the Kaiser Family Foundation of Latino attitudes and knowledge about HIV/AIDS demonstrated that Spanish speakers were more prone to misconceptions about transmission routes citing touching a toilet seat, drinking from a glass used by someone with HIV/AIDS and kissing someone with the disease as a mode of transmission. In a more recent study Kaiser noted the high levels of concern among Latinos when compared to Whites and Blacks attitudes about working with someone with HIV/AIDS and having a roommate with the disease. 
 In a study that tested AIDS knowledge of heterosexual males and females using a sample of Mexicans from San Diego and Puerto Ricans in Ohio found higher levels of knowledge if they participated in higher education, had high levels of acculturation to the United States culture, legal status in the United States, a self-focused control over whether and when to have sex, were born in the United States and were male. 


The findings suggest that the key to increasing HIV knowledge among Latino subgroups may be to increase exposure to information that is already available to the Mexican community but that has not reached the more marginalized members such as those with lower education, fewer English language abilities and no legal status in this country.  Unlike Mexicans, however, the attribution of locus of control among Puerto Ricans to one’s sexual partner within a relationship was significantly associated with lower levels HIV knowledge.

Recommendations

a.
More community-based basic HIV education is needed, directed at “marginal” (unemployed, disconnected) members of the Latino community.  Such education should include training for persons with have not tested positive but feel they need to know more before they can confront the HIV risk honestly and openly and be tested or start treatment. Education should focus on those men and women who feel they may be at “risk”, tested positive and never did anything about it or had started treatment but stopped for some reason.  

b.
In order to stay on HIV therapy for the rest of one’s life it is vital that patients become educated about the history of the epidemic and how the medicine’s work.  While this is usually simply treatment education, if done right, it can become an empowering educational experience, connecting people to the struggle to stay alive since 1981.  

7.   Farm worker labor and access to care in rural areas.  It is important to understand the unique characteristics of this population.  The data set out below comes from the United States Department of Labor Findings from the National Agricultural Workers Survey 2001-2002 (Research Report No. 9 March 2005).
  It should be noted that the Department of Labor announced in 2005 that it would no longer conduct the National Agricultural Workers Survey.


What is the seroprevalence among migrant and seasonal Hispanic/Latino migrant and seasonal farm workers? The data does not indicate a remotely significant seroprevalence of HIV/AIDS among migratory or seasonal farm workers.  

· In a study of migrant and seasonal farm workers in 5 rural counties in Northern California (92.5% born in Mexico) 173 self selected volunteers were interviewed and tested from 41 randomly selected sites in 1994.  The results were 0.0% HIV prevalence. 
  

· In another study of sexually active Mexican farm workers in Southern California 50 seasonal farm workers were tested in 1991.  The results were 0.0% HIV seroprevalence.
 

· In a 1989 study 3,150 migrant and seasonal farm workers in eastern coastal states were tested in a blinded manner and 15 persons emerged as HIV positive with 5 (33%) being Hispanics.  Although the seroprevalence was low (0.5%) it was interesting that the over 70% of the HIV+ infections were found among the migratory population rather than the seasonal farm workers. 


This is a largely unknown population to most Americans. Who are U. S. migratory and seasonal farm workers?  

· How many Farm workers are there?  For such a large sector of the labor market, there is little agreement on how many farm workers there are working in any given year. Estimates of the numbers of hired farm workers in the United States range from 1.8 to 3 million.
 
· Mostly Mexican: Most farm workers are from Mexico. The overwhelming number (75%) of the hired farm workforce in the United States was born in Mexico and 23% were born in the United States.
  

· Mostly Undocumented: Most farm workers lack authorization to work or were undocumented men and women. In 2001-2002 53% of the hired crop labor force lacked authorization to work in the United States while almost 25% of these workers were U. S. citizens and 21% were legal permanent residents.  

· Mostly Migrants: A large share were (42%) were migrant crop workers, defined as having traveled at least 75 miles within the previous year to obtain a farm job. Among the migrants, 26% traveled only in the United States and 35% migrated back-and-forth from a foreign country (primarily Mexico). 70% permanently reside in the United States.

· Mostly Young:  Crop workers are young: the average age was 33 years old and half younger than 31.  

· Predominately married male workers: Among crop workers 79% were male, 58% were married and 51% were parents who reported an average of two children.  

· Near poverty wages:  The average individual income of crop workers was between $10,000 and $12,499 and total family income averaged between $15,000 and $17,499.  Thirty percent of all farm workers had total family incomes that were below the poverty guidelines. 

· Few receive government entitlement benefits:  For those that are “authorized” by the Department of Labor, 21% of farm worker households receive unemployment insurance benefits, 15% Medicaid, 11% WIC, 8% food stamps. 

· Most do other work: Unauthorized farm workers work on the farms 36 weeks a year and do non-farm work 4 to 8 weeks a year.  

· Unauthorized workers more than authorized farm workers:  Unauthorized workers were more likely than authorized workers to have worked at least 200 days (58% vs. 50%).  Among authorized workers, permanent residents reported having worked an average of 195 days; citizens reported an average of 175. 
In sum, the Hispanic farm labor workforce is mostly made up of young male Mexicans who are unauthorized to do farm labor and work for one or two U.S. farm employers a year. They are paid near poverty wages (very few entitlements), work harder than other authorized farm workers, are mostly married with families located in the U. S., or in the home country and doing some non-farm worker. 


.  

· Healthcare for Farm workers: In 2000, 85% of migrant and seasonal farm workers were deemed to have no health insurance. Today, after the Medicaid reforms in 1996 which eliminated undocumented immigrants from everything by emergency care, the number is undoubtedly higher.

· Migrant Healthcare Centers: Farm workers are served by a patch work of 125 federally funded health centers specifically targeted to meet migrant health needs.  These centers reported reaching 670,000 migrants and seasonal farm workers and their families in 2002. An additional 247 health centers which do not receive the migrant subsidy serve another 39,000 migrant and seasonal farm workers and their families. 
 

· Medicaid:  Most migrant and seasonal farm workers are not eligible for Medicaid.  Those who are “unauthorized” are precluded and those who are legal immigrants are barred during their first five years in the United States.  In addition the enrollment into Medicaid is long and difficult without assistance from an English speaker. An additional barrier for those that might otherwise be eligible, Medicaid is a state-based program which requires proof of residence.  Out-of-state health costs are supposed to be covered but coverage is very limited.

· ADAP:  A process made more difficult by language, cultural and distance, rural migrant workers would have a more difficult time establishing residence and income even by the generally benevolent standards of most ADAP programs.  

RECOMMENDATIONS

a.
In The Epidemiology of HIV Among Mexican Migrants and Recent Immigrants in California and Mexico, the researchers conclude that there “is an urgent need for an ongoing binational surveillance system to assess prevalence and trends in HIV/STD/TB disease and related risk behaviors in the Mexican migrant population in California and with the originating “sending” states within Mexico.
  The enhanced epidemiologic surveillance system” would enhance prevention strategies and help reduce the fragmentation data.  There are those who would overstate the HIV risk presented by migratory farm workers for other purposes.  Only real facts can help to dissipate this stigmatization. 

b.
Many of the workers from Mexico and Central America possess little education about how HIV is not spread.  Mobility, language, illiteracy, and traditional customs all present tremendous obstacles to barriers to HIV prevention and care.
  Culturally and linguistically appropriate efforts are often in short supply.  Migrant workers have misapprehensions concerning HIV transmission – mosquito bites, public bathrooms or kissing on the mouth. 
  All of these misperceptions are symptomatic of the underlying stigma that prevents the greatest obstacle to migrant workers accessing health care sooner in the disease state. Nothing should be taken for granted and education needs to continue addressing the reality of transmission and the myths of transmission.  One example of such an educational program was sponsored by the Miami Dade Department of Health. The Hispanic AIDS Awareness Program, in collaboration with the Miami-Dade County Health Department created a public service awareness campaign called “25 Myths and & 25 Realities.” 

IMMIGRATION AND MIGRATION

Latino/Hispanic persons diagnosed with HIV/AIDS are mostly immigrants and migrants. The extent of the Latino HIV/AIDS epidemic among immigrants and migrants accounts for a majority of those Latinos diagnosed with HIV/AIDS.  Between 2001 and 2005, 46% of Latinos/Hispanics diagnosed with HIV/AIDS were foreign born or migrants from Puerto Rico.
  During this period, 40.5% of those Latinos/Hispanics diagnosed stated they were born in the United States.  A regional breakdown is important – Central America 6.4%, South America 8%, Cuba 4.6%, Dominican Republic 2.4%, Mexico 15.7%, Puerto Rico 7.9%, and other (additional Latin countries) 1.7%.  While these percentages cover those Latinos who identified a country or territory of birth, 24% of those receiving an HIV/AIDS diagnosis between 2001 and 2005 provided no place of birth or were not asked about place of birth. Therefore, of the 33,398 Latinos/Hispanics diagnosed with HIV/AIDS during this period, only 25,478 were counted in making the above calculations. 


The Latino community with HIV/AIDS is incredibly diverse with Mexicans making up the largest share of the Latino immigrants with HIV/AIDS. Further, some areas with relatively small populations such as Puerto Rico and Cuba account for a disproportionate number of U.S. HIV/AIDS cases given the size of their areas of birth, a fact probably attributable to Puerto Ricans being U.S. citizens and Cubans enjoying preferred immigration status.  


The mode of infection showed some variance among immigrants. Infection through male to male sexual contact was more common among Hispanics born in South America (65%), Cuba (62%), and Mexico (54%) than among Hispanics born in the United States (46%). A greater proportion of Hispanics born in the Dominican Republic (47%) and Central America (45%) were infected via unprotected heterosexual relations compared with Hispanics born in the United States (28%).  Hispanics born in Puerto Rico but living in the United States had a greater portion of HIV infection attributed to intravenous drug use with contaminated syringes (33%) than among those born in the United States (22%). 


Latinos immigrants to the United States, and Latinos who migrate internally within the United States or between the US and their countries of origin, face unique challenges and tremendous needs around HIV prevention, detection, access to care, and sustained and effective treatment.  Latino populations are emerging rapidly in areas traditionally unprepared to respond to their cultural and linguistic needs, while the needs of immigrants and migrants in states and localities with large Latino populations still are far from addressed. Anti-immigrant hostility, in many areas of the country focused on Latinos, exacerbates these challenges and threatens to drive an entire community underground only to present at an emergency room.  Current national policy towards immigrants living with HIV is one of exclusion, exemplified by the ban that currently prevents people living with HIV from traveling or immigrating to the US (see below).   This approach is inconsistent with the historic reality of a nation built and dependent on the efforts of immigrants, and is counter to the principles of public health and human rights.  

1.
ICE Realties:  Latino immigrants whether documented or not have every reason to believe that they or their family members will be stopped and/or placed into detention by the Immigration and Customs Enforcement of the Department of Homeland Security or by local law enforcement officers working under some other legal authority. In Homeland Security Fact Sheet: ICE Accomplishments in Fiscal Year 2006 (October 30, 2006), ICE stated it had increased it’s workplace criminal enforcements by 20 times since Year 2002 and arrested 7 times the Year 2000 number on administrative charges (to 3,667).  In one case it compared the social security numbers of workers for one large employer against the true names registered with the Social Security Administration and arrested 1,187 illegal employees out of 5,800 employees in 26 states.  Thousands more have been arrested since this statement of accomplishments


Then there is the Secure Border Initiative which partners with international, federal, state, local, tribal, public and private partners to detain and deport perceived undocumented immigrants.  In 2006, 186,600 persons were removed from the country, 47,146 through Expedited Removal which “streamlines the processing and removal of illegal aliens defined as OTMs (Other Than Mexicans).  In July 2005, 80% of the OTMs were released at the Southwest border.  This number dropped to almost 0% in October 2006. ICE has also increased its capacity to detain immigrants from 26,000 to over 32,000 persons.  In addition there are innumerable local jails and makeshift facilities that are serving as detention facilities.
    

2.
ICE Detention and Public Health Abuses:  Some of the detainees are imprisoned with chronic medical conditions such as cancer or HIV/AIDS.  This issue was brought glaring to light when the New York Times reported on 62 deaths in detention facilities due to medical negligence.
 In 2000, ICE adopted a complex system of oversight for medical care:  

The Division of Immigration Health Services Unit (DIHS), a component of the Bureau of Primary Health Care (BPHC) and the Health Resources and Services Administration (HRSA) at the Department of Health and Human Services (HHS), serves as the health authority for ICE through an interagency agreement with HRSA. The DIHS provides direct patient care at 15 detention locations and oversees managed care services for detainees housed at 250 jails, state agencies, and contract detention facilities nationwide. In addition, the DIHS provides infectious disease control, medical consultation and guidance, foreign health care, foreign and domestic medical escorts, facility health assessments and reviews, post-release medical placements, year-round support to the U.S. Coast Guard and 24-hour deployment to any location in the world.  The DIHS medical program is overseen by the Detention Health Liaison Officer (DHLO), who serves as the point of contact to HHS, DHS, ICE, and state and local health authorities on issues related to medical standards and detainee health care.  

As the New York Times pointed out, the “problem with this policy is that the standards are not legally enforceable unlike rules for the treatment of criminal inmates. The Department of Homeland Security has resisted efforts by the American Bar Association to turns [sic] the standards into regulations, saying rulemaking would reduce the agency’s flexibility.” [underline added] 


Case of Victoria Arellano:  Of recent special concern to the Latino community concerned about AIDS care is the death of Victoria Arellano. Victoria was a Mexican immigrant to the United States who died from complications of AIDS while in the custody of the ICE. While officials from ICE have refused to comment on Arellano's death, advocates for immigrants, AIDS patients, and the LGBT community have decried the lack provision of medical care as unjust and discriminatory.  
 Arellano, whose given name was Victor, was born in Mexico and came to the United States as a child. Although her naturally-assigned sex was male, her gender identity was female. She took the name Victoria as part of her transgendered identity. After contracting HIV, she was prescribed bacterium, later switching to diapason. Both medications were daily antibiotics. Three years prior to her being detained, doctors at a Los Angeles free clinic described her as "asymptomatic". Her condition began deteriorating in May 2007, when, after being detected entering the country illegally for the second time, she was detained at a facility in San Pedro, California, she was denied her medication and medical attention.
 Arellano was cared for by inmates at the facility, who took turns taking her to the bathroom and brought her cool towels. She was transported to the infirmary on July 13, 2007 and prescribed amoxicillin. She was unable to keep the drugs down and began vomiting blood.  Eighty detainees protested the denial of her treatment, chanting "Hospital" and ignoring an order to get in line for the night's head count. She was transported to a hospital in San Pedro, but was returned to the facility within twenty-four hours. Again, she was debilitated by vomiting and diarrhea, and again transported to the hospital, this time the intensive care unit of Little Company of Mary Hospital in San Pedro. She was handcuffed to her bunk and her door was guarded by two immigration agents. She died on July 20.  Following Arellano's death, her fellow inmates sent her mother $245. 

Recommendations

a.
Make a physical assessment of immigrants upon entry into detention facilities so as to ensure that any treatment the detainee is part of can continue.

b.
Eliminate the procedural hurdles that currently prevent on-site, treating clinicians from providing necessary and appropriate medical care to immigrants in detention.

c.
Fix the serious substantive deficiencies in the Department of Immigration Health Services Covered Services Package to ensure that detainees receive adequate and appropriate medical care consistent with the ICE Detention Standard on Medical Care and well-established principles of constitutional law.

d.
Require that ICE authorities publicly report every death of a detainee in its custody. 

e.
Codify improved and binding immigration detention standards, including legislation prohibiting retaliatory transfers of those detainees who complain about inadequate medical care or conditions of confinement. 

f.
Educate Latino communities on how to make a complaint about a loved one’s detention conditions. Families and loved ones are the most likely persons to be in touch with the immigrant detainee and be aware of any health issues. 

3. Lift the HIV Bar: There has been a schizophrenic history around the U.S. government’s decision to bar immigrants with HIV/AIDS.  

· First “No”: In 1987 Congress directed the Department of Health and Human Services (HHS) to add HIV infection to its list of dangerous contagious diseases.  Since that date immigrants infected with HIV have been ineligible to receive visas and have been excludable from admission to the United States because of infection.  
· Then “Yes”: In 1991HHS published a proposed rule that would have removed from the list all sexually transmitted diseases (including HIV).  
· Then “No” Again: This rule change was subsequently withdrawn and in 1991 the entire list of sexually transmitted diseases (including HIV) that would form the basis for exclusion was restored. 
· Then “We Really Mean No”: On June 10 1993 Congress passed legislation which included a provision specifying that ‘‘infection with the etiologic agent for acquired immune deficiency syndrome’’ is a communicable disease of public health significance, thereby making explicit in the Immigration and Nationality Act (INA) that aliens with HIV are ineligible for admission into the United States.  
· Then a “Waiver (kind of yes)”: The current Homeland Security “policy allows otherwise inadmissible aliens [those with HIV] to apply for admission on a case-by-case basis by employing a balancing test involving several factors.  Consideration is given to the risk of harm to society if the applicant is admitted into the United States, the seriousness of any immigration law or criminal law violations and the nature of the reason for travel.” 
· Then “Sometimes Yes”:  On World AIDS Day in 2006 the President issued a statement which provided:  “The President Will Direct The Secretary Of State To Request And The Secretary Of Homeland Security To Initiate A Rulemaking That Would Propose A Categorical Waiver For HIV-Positive People Seeking To Enter The United States On Short-Term Visas.  The President considers the participation of people living with HIV/AIDS a critical element in the global HIV/AIDS response.  The 1993 law prohibits HIV-positive people from receiving visas to visit the United States without a waiver.  A categorical waiver would enable HIV-positive people to enter the United States for short visits through a streamlined process.
· Forwarding the “Sometimes Yes” : In furtherance of the President’s statement, on June 6 2007 the Secretary of State recommended that the Secretary of Homeland Security grant a “limited waiver of inadmissibility under the INA to persons who are barred solely because of their HIV status.  The Secretary recommended a waiver for those who seek a B-1 (business visitor) and B-2 (visitor for pleasure) visas and do not have active, contagious, symptomatic infections associated with HIV or AIDS.

· “We Really Mean a Partial Yes”: On November 5, 2007, the Bureau of Customs and Border Protection published regulations entitled “Issuance of a Visa and Authorization for Temporary Admission into the United States for Certain Nonimmigrant Aliens with HIV”.  As per instructions, the Secretary of Homeland Security published regulations that limited the B-1 and B-2 visas to 30 days and made the applicant ineligible to apply for a Visa Waiver (described above), is waiving the opportunity to apply for any extension, a change of nonimmigrant stay, or adjustment of status to that of a permanent resident.  But the applicant would have the special B-1 or B-2 for one year and could travel to the United States two times for 30 days during that period. 

· More Barriers:   Under the proposed change the applicant has to demonstrate that their disease is controlled and there in no anticipated need to additional medical care, provide evidence the risk to public health is minimal and there will be no cost to the government without prior consent, and provide evidence of an adequate drug supply.  Consular officers have to make all these determinations and there is no appeal from their decision.

Recommendations

a.
It is time to Lift the Bar. The 30 day waiver for business persons and tourists does not address the real issue.  The Bar came into being when there was mass and uneducated hysteria associated with the disease.  HIV/AIDS is now a chronic condition which people with proper medical care can live with for decades.  People with HIV/AIDS can be productive members of American society.  Federal law already provides that no immigrant can be a public charge (receive Medicaid, Medicare, Social Security Disability Insurance and countless other benefits) for their first five years as a legal immigrant.  While possibly imposing a burden on their sponsors, the likelihood of a burden on the United States is marginal.  We have contributed billions of dollars to keep people healthy around the world.  Why not welcome those persons want to come here for the best medical aid the world has to offer and let them become productive American residents?  

b. HIV+ Immigrants Separated from Families: The fact of the matter is that there are immigrants with HIV/AIDS living in the United States who feel they cannot go home because there is a substantial risk they may never be allowed back into the United States because of the Bar.  In their eyes if they leave they will die because their home countries have a very weak pipeline of medication and poor medical care.  Despite the restrictions in accessing linguistically and culturally competent care here they would rather battle for life where there is a chance.  It is time for them stop living in the shadows and become working members of our society. 

c.
Citizenship for Persons with HIV/AIDS:  Community mobilization efforts around immigration reform must include a road to legalization for immigrants living with HIV/AIDS; the HIV community and the immigration rights community must establish greater ties and relationships to fully address the comprehensive human right needs of all Latinos in the United States
4.
National and Local Battles to Expunge America of Immigrants. Anti-immigrant hostility has long been a barrier for Latino immigrants who fear seeking health services from government institutions. Current efforts in local regions to limit access of undocumented immigrants for services, such as those recently passed in Prince William and Loudon Counties in Virginia and Hazleton, Pennsylvania as well as increasing immigration raids around areas where services are delivered, increasingly lead immigrants to avoid the health service delivery systems altogether.  Staying away from the health system will increase the potential for new infections, late detection, and poor health outcomes in treatment for a large sector of our population.
Recommendations

a.
Fight Back Against Bigotry through Education, Opposing Ordinances to Limit Public Health for Immigrants and Disallow Raids of Clinics: Develop specific strategies to counter the detrimental effects of the current anti-immigrant climate on HIV prevention and treatment efforts targeting Latino immigrants.  This will be easier said than done.  The first task is to educate the community (this will all be a local campaign) that public health is an issue apart from concerns about immigration.  Public health is a concern for the community as a whole that can only be addressed together.  HIV/AIDS is an infectious disease that spreads without regard to green cards and visas. The second task is to repeal or oppose ordinances that impact public health.  The third task is to work to disallow immigration raids from health care providers.
b.
Involve Elected Officials in Public Health Activities for Latinos: Involve local elected officials in very public testing events for Latinos in the community and in National Latino AIDS Awareness Day.   This will help to further the view that HIV/AIDS is an issue for the entire community regardless whether they documented or undocumented.     
c.
Be Vigilant at the Local Level:  At the local level review application procedures and new local regulations to ensure that they do not pose a burden or barrier to immigrants seeking services.  For example, California is requiring immigrants who test HIV positive to provide their social security numbers; otherwise the positive test result will not be accepted.  Social security numbers identify one as a legal resident or an undocumented person, especially if the State is to match these numbers against the Federal register.  Why do they need this number?  Almost no other states that do name-based reporting, collect this number in its entirety (some use the last four numbers) and the CDC does not require the number. 

d.
Monitor Participation in HIV and Healthcare Programs:  Track the participation of Latinos within services in areas where new ordinances or raids are in place, and respond accordingly if participation declines.  This may be the only way to measure the impact of such anti-immigration action on the health care system. 
e.
Work with Legal Providers to Develop Public Education Materials on Health Care Rights:  Engage in proactive public education campaigns with Latino immigrant communities making them aware of their rights to health care.
f.
Develop Understanding of Which Providers Can Be Trusted: Partner with trusted community-based providers to ensure the deliver of prevention and care services. 

5.
Effective behavioral change for intervention involving migrant laborers requires a far reaching understanding of the behavioral, structural, environmental, social and cultural realities of your particular target population
To often migrants become confined in U.S. institutions.  Sometimes in public health we tend to speak of people in terms of behaviors (substance use or sexual choices) as if people were completely isolated individual decision makers.  There are in fact numerous variables which influence individual behaviors (language proficiency, educational, cultural, legal status, structural, gender and socio-economic variables) that all merge to push and pull rural and urban migrant laborers in directions they possibly never intended.  Consider the potential nightmare that all too often becomes real. 

· To some people in law enforcement or hospital services, a migrant may be exhibiting behavior that is unintelligible or out of context and is classified as mentally ill and the person sometimes confined.  

· Other times behavior that could be “normal” in the migrant’s home town could be viewed as criminal and the migrant could be deemed to be disturbing the peace, holding an open beer can, creating a disturbance, being perceived as attempting to sell drugs, loitering with the result that they end up in local jails or prisons largely as the result of fearful reactions from the migrant and complaints from local residents and police.

· Sometimes between employment opportunities the migrant could become homeless because he or she just does not know where to go or there is no community he or she is able to connect to for guidance.  

· When the migrant attempts to find work, they often become hated and demonized as they gather for work and often physically or economically abused by employers.  

Taken together these are people who are caught up in systems because they are the “other.”  These are extreme scenarios that occur to lesser or greater degrees depending on the existence of a variety of realities such the availability of navigators and social service institutions from local immigrant communities, gangs, cultural groups, churches and all the social networks in the community that are familiar with the potential disorientation these migrants are facing. 
  
Making a good formative assessment and adaptation. Preventing the spread of HIV infection or delaying the onset of AIDS among immigrants, however, is not a novelistic enterprise.  If the goal is to change behavior there are steps that are part of sound behavioral change paradigms. Some of these changes are communitywide while others individualistic. While understanding the realities that impact sexual or health seeking choices is absolutely critical to the formation of behavior intervention models, it all ultimately comes down to how well the persons offering an intervention know the community they are approaching, either ascertained through a comprehensive formative assessment or through real world experience with the population. Such knowledge will help to adapt an intervention (if there is one to adapt) to the point where it matches the structural, environmental, social and cultural variables that may impact on the core behavioral science.  With migrant laborers there are many questions that may be relevant.  How prevalent is drug use in the target population?  What hours do they work and under what conditions?  What is the level of education and how does the target population prefer to receive its information? Does the worker want to reside permanently in the United States or earn money just to return to Mexico or Central America?  How far is a “touchstone” residential community of similarly situated persons (i.e. the Deep South or U.S. Mexican Border)? Is the target population married with the spouse in the U.S. or the foreign country?  Why did the migrant laborer come to the United States?  Answering these and other questions will help to choose an intervention and to adapt it to the reality on the ground. 

RECOMMENDATIONS

a. Develop a comprehensive strategy that includes efforts to reach Latinos with primary, secondary, and tertiary prevention.  This must include programming that is linguistically accessible, relevant and appropriate to the characteristics of the population, and delivered in a manner that is respectful of the dignity and human rights of Latinos in these setting. 
b. Mechanisms must be developed to account for the size, characteristics, risk factors, and service delivery needs of institutionalized, homeless, and transient Latinos. Programs to serve Latinos living with HIV who have multiple entries into institutionalized settings must be developed to ensure continuity of care and avoid fragmentation.

6.   Migrant labor and access to care in rural areas. It is important to understand the unique characteristics of this population.  The data comes from the United States Department of Labor Findings from the National Agricultural Workers Survey 2001-2002 (Research Report No. 9 March 2005).
  It should be noted that the Department of Labor announced in 2005 that it would no longer conduct the National Agricultural Workers Survey.

· Seroprevalence among migrant and seasonal Hispanic/Latino labor.  There is a serious need for ongoing seroprevalence for migratory labor to enhance prevention and care services.  The studies present a confusing picture. The studies that have been done demonstrate very low rates except when the sample is pre-selected for risk. In a 1989 study 3,150 migrant and seasonal farm workers in eastern coastal states were tested in a blinded manner and 15 persons emerged as HIV positive with 5 (33%) being Hispanics.  Although the seroprevalence was low (0.5%) it was interesting that the over 70% of the HIV+ infections were found among the migratory population rather than the seasonal farm workers. 
 In another study of sexually active Mexican farm workers in Southern California 50 seasonal farm workers were tested in 1991.  The results were 0.0% HIV seroprevalence.
 Yet another 1999 study found significant rates of HIV infection among migrants who traded sex for money or drugs (4 Mexican farm workers out of 151 drug using laborers) surveyed in Delaware exchange sex for drugs had tested positive for HIV.
 A study of migrant and seasonal farm workers in 5 rural counties in Northern California (92.5% born in Mexico) 173 self selected volunteers were interviewed and tested from 41 randomly selected sites in 1994.  The results were 0.0% HIV prevalence. 

· Numbers. There is no estimate of the numbers of persons who are deemed migrant laborers.  There are estimates of migrant farm laborers (travel at least 75 miles for labor at least once during the year) and seasonal farm laborers (live in a community and work at farms in the immediate area).  For such a large sector of the labor market, there is little agreement on how many farm workers labor in any given year. Estimates of the numbers of hired farm workers in the United States range from 1.8 to 3 million.
 
· Mostly Mexican: Most farm workers are from Mexico. The overwhelming number (75%) of the hired farm workforce in the United States was born in Mexico and 23% were born in the United States.
  The greatest numbers of HIV/AIDS cases have been found among Black American and Haitian farm workers. 

· Immigration Status: Most farm workers lack authorization to work or were undocumented men and women. In 2001-2002, 53% of the hired crop labor force lacked authorization to work in the United States while almost 25% of these workers were U. S. citizens and 21% were legal permanent residents.  Unauthorized farm workers work on the farms 36 weeks a year and do non-farm work 4 to 8 weeks a year.  Unauthorized workers were more likely than authorized workers to have worked at least 200 days (58% vs. 50%).  Among authorized workers, permanent residents reported having worked an average of 195 days; citizens reported an average of 175.
· Mostly Migrants: A large share were (42%) were migrant crop workers, defined as having traveled at least 75 miles within the previous year to obtain a farm job. Among the migrants, 26% traveled only in the United States and 35% migrated back-and-forth from a foreign country (primarily Mexico). 70% permanently reside in the United States.

· Mostly Young:  Crop workers are young: the average age was 33 years old and half younger than 31.  

· Predominately married male workers: Among crop workers 79% were male, 58% were married and 51% were parents who reported an average of two children.  

· Near poverty wages:  The average individual income of crop workers was between $10,000 and $12,499 and total family income averaged between $15,000 and $17,499.  Thirty percent of all farm workers had total family incomes that were below the poverty guidelines. 

· Few receive government entitlement benefits:  For those that are “authorized” by the Department of Labor, 21% of farm worker households receive unemployment insurance benefits, 15% Medicaid, 11% WIC, 8% food stamps.   
In sum, the Hispanic farm labor workforce are mostly young male Mexicans who are unauthorized to do farm labor and work for one or two U.S. farm employers a year. They are paid near poverty wages (very few entitlements), work harder than other authorized farm workers, are mostly married with families located in the U. S., or in the home country and doing some non-farm worker. 

· Healthcare for Farm workers: In 2000, 85% of migrant and seasonal farm workers were deemed to have no health insurance. Today, after the Medicaid reforms in 1996 which eliminated undocumented immigrants from everything by emergency care, the number is undoubtedly higher.  

· Migrant Healthcare Centers: Farm workers are served by a patch work of 125 federally funded health centers specifically targeted to meet migrant health needs.  These centers reported reaching 670,000 migrants and seasonal farm workers and their families in 2002. An additional 247 health centers which do not receive the migrant subsidy serve another 39,000 migrant and seasonal farm workers and their families. 
 

· Medicaid:  Most migrant and seasonal farm workers are not eligible for Medicaid.  Those who are “unauthorized” are precluded and those who are legal immigrants are barred during their first five years in the United States.  In addition the enrollment into Medicaid is long and difficult without assistance from an English speaker. An additional barrier for those that might otherwise be eligible, Medicaid is a state based program which requires proof of residence.  Out-of-state health costs are supposed to be covered but coverage is very limited.

· ADAP:  A process made more difficult by language, cultural and distance, rural migrant workers would have a more difficult time establishing residence and income even by the generally benevolent standards of most ADAP programs.  

RECOMMENDATIONS

a)  Better Data:  In The Epidemiology of HIV Among Mexican Migrants and Recent Immigrants in California and Mexico the researchers conclude that there “is an urgent need for an ongoing binational surveillance system to assess prevalence and trends in HIV/STD/TB disease and related risk behaviors in the Mexican migrant population in California and with the originating “sending” states within Mexico.
  The enhanced epidemiologic surveillance system” would enhance prevention strategies and help reduce the fragmentation data.  There are those who would overstate the HIV risk presented by migratory farm workers for other purposes.  Only real facts can help to dissipate this stigmatization.  Additionally the Department of Labor should restart its program of collecting data on farm workers which it stopped several years ago. 

b)  Initiatives to Raise HIV Knowledge: Federal, state and local health agencies should publish fotonovelas and radionovelas about HIV transmission.  Many of the workers from Mexico and Central America possess little education about how HIV is not spread.  Mobility, language, illiteracy, and traditional customs all present tremendous obstacles to barriers to HIV prevention and care.
  Culturally and linguistically appropriate efforts are often in short supply.  Migrant workers have misapprehensions concerning HIV transmission – mosquito bites, public bathrooms or kissing on the mouth. 
  All of these misperceptions are symptomatic of the underlying stigma that prevents the greatest obstacle to migrant workers accessing health care sooner in the disease state.   

c)
Every provider that does HIV prevention or testing should be trained on the impact of misperceiving the patient/client’s level of acculturation and the consequences of such errors. While this field of study is still in formation, the basic issue of cultural competency requires that there be a process to access this important reality.  Even Latino providers may make assumptions of how clients see the world and its threats and opportunities, gender roles, why migrant is, where he is, drug use, etc. This is about more than a good “intake” but requires that the migrant in seen in his or her context or reality. 

d)
Recognize that migrants are diverse with distinctive world views and levels of knowledge concerning HIV infection.  The reasons why migrants come from Mexico, Dominican Republic, Puerto Rico, Central America, and South America are to work and make money.  
7.
Develop Bi-National Medical and Social Service Networks:  Because 46% of the Latinos living with HIV/AIDS in the United States were born in other countries, it is natural to expect that some who are here legally will make trips back to their home country.  These trips could disrupt the care that a person with HIV/AIDS is receiving in the United States and often time raise complex social service issues that may or not be managed from the United States.  In addition there may be information in the United States that could impact health providers in Latin America (and vice versa) on how to serve their citizens. The National Association of State and Territorial AIDS Directors (NASTAD) recommended in its report Addressing HIV/AIDS: Latino Perspectives & Policy Recommendations that State and local health departments: 

· NASTAD International Recommendation One: Establish strong bi-lateral MOUs with health departments in Mexico, Puerto Rico, Dominican Republic, Cuba and countries in South and Central America for bi-directional training and capacity building as well as stronger coordination of HIV/AIDS care.  The report cited the examples of the Puerto Rico / New York / Connecticut Airbridge and a program supported by the State of New York called “New York Link”

· NASTAD International Recommendation Two: Two: Engage and support Latin American consulates (in the United States) to deliver public health and prevention messages to Latinos.  The report cited the work of the Los Angeles County Department of Health in setting up formal ties with a number of consulates through which vital information about services is delivered.

· NASTAD International Recommendation Three:  Actively engage non-governmental organizations working to address HIV/AIDS in Latin American countries.  Health departments can consider establishing memorandum of understanding to promote bi-directional technology exchange, capacity building and enhanced coordination of care. 

If applied, these very important recommendations could really make a difference.  It is important to be more specific and enhance the bi-lateral ties that are there for improving the health and systems of prevention for immigrants.  

· Successes and Glitches with Twinning or Airbridge Programs: The bi-lateral or airbridge concepts have not gone as planned.  The Puerto Rico Airbridge was allowed to end for lack of funding.  The New York Link, funded by the New York State Department of Health AIDS Institute, has changed because:

…there are many issues which need to be addressed before organizations from different countries can "twin". NYC PWAs and organizations met with PWAs and NGOs of Caribbean and Central American countries to exchange resources and develop linkages for collaboration. It became apparent, however, that it is not enough to match organizations by the services they provide and the populations they serve. There is a disconnect between US organizations and those of other countries, especially those with less resources. 
 

The recommendations of the New York State AIDS Institute and the community based organization in New York City who had been carrying this initiative forward was to “bring together teams composed of persons living with AIDS, a physician and a nurse from select countries with the goal of developing linkages for implementing some HIV prevention and treatment strategies in their home countries.”  A more successful international bilateral linkage has been that which exists between Mexico and the United States through the Binational Health Week and its year round activities. Since its inception in seven Mexican states and seven California counties in 2001, Binational Health Week has expanded steadily. In 2006, an estimated 300,000 people participated in 1,014 activities and provided 49,349 health screenings throughout the United States and Canada. An additional 386,000 people were reached and 235,000 health screenings provided through activities carried out in 23 federal entities and 294 municipalities in Mexico.  National Latino AIDS Awareness Day has become part of Binational Health Week adding to its focus on HIV/AIDS. 

· Consulate Programs: The linkages to consulates have really taken shape between Mexican consulates and cities in the United States.  The Ventanilla de Salud (VDS) program is a partnership among local health advocacy and health services organizations and the Mexican consular network. This partnership is led by local, United States 501(c)3 health and legal services agencies with the appropriate administrative capacity and technical expertise to manage and implement the program. The Institute of Mexicans Abroad (IME), a division of the Secretary of Foreign Affairs of Mexico, has established VDS program guidelines and officially promoted the development of this program since 2004. In California, the VDS program is partly funded from the U.S. side by The California Endowment. VDS "health windows" incorporate bilingual, bicultural, and highly trained health educators and health advocates into the regular flow of Consular services to provide on-site assessment, referral, and linkage to available health services. Advocates assess consulate clients for eligibility to government-funded health insurance and for other primary care services. When necessary and appropriate, such as in the case of incorrect denials of coverage of medical debt issues, advocates refer these cases to legal aid attorneys for further advocacy. In addition, health educators conduct 15 to 30 minute consumer education sessions to a large number of persons per day. Health presentations include an array of important public health and health care access topics.

· MOUs between U.S. health departments and non-governmental organizations in Latin American and Caribbean countries are an area where it has been hard to gather information on the types of arrangements that have been developed.  

Recommendations

a.
Governmental entities need to continue funding these international efforts that pool knowledge and successes in preventing HIV and forestalling AIDS.      Recommendations are to continue funding and expand these “twinning” initiatives and to publish information on the strengths and weakness of the programs. Binational programs, whether between governments or government and community based organizations have developed something of a track record. The Puerto Rican Air Bridge was designed to continue care and services for Puerto Ricans who left New York for Puerto Rico for periods of time.  The New York Link program narrowed its scope to “technology transfer” but there was a disconnect between the cultures and capacities of the partners.  Rather than abandoning the idea of twinning there should be more scholarly analysis of the goals of the New York programs and the Mexico programs and measurements of whether the goals were accomplished.  

b.
Prepare publication of consulate partnerships that went well different cities to spark ideas in others.  Consular relationships seem to be well underway through the Ventanilla de Salud (VDS) program.  There is little information as to how well the program has covered HIV infection and offering care.  The program’s potential for work in HIV/AIDS should be more studied and successful examples of partnerships published to set paradigms for other consular offices and U.S. CBOs and local health departments. 

c.
Publish successes in CBO-to-CBO programs. Similarly, CBOs in the United States, Mexico, Latin America and the Caribbean need to see something they can gain from linkages with U.S. local health departments to help in everyone’s respective ability to address HIV/AIDS.  Once again, if there are partnerships that have proved successful they should be written about and collected into a publication in order to inspire others to form such alliances.
PUERTO RICO

According to the United States Census, Puerto Rico has 3,808,870 residents as of 2001.  The CDC acknowledges that the Commonwealth has excess levels of AIDS and AIDS related deaths far in its excess for the size of its population. The reason we are including this chapter in the Agenda is that the participants to this agenda planning process have concluded that there is a health crisis in the Commonwealth of Puerto Rico that can be remedied in part through a better management of the AIDS Drug Assistance Program and Part A Ryan White Program programs which are overseen by the Health and Health Resources Systems Administration by having an independent third party administer the funds.     

The chart below is an effort to put the epidemic in Puerto Rico in perspective as compared to New York City and the profile for Latinos nationwide.  New York has the second highest rate of infection through intravenous drug use in the United States and a widely acknowledged better system of health care than Puerto Rico.  
	
	United States 2005
	New York City 2005
	Puerto Rico 2005

	Population
	304,163,273
	8,085,742
	3,944,259


	Latino Persons living with AIDS
	256.6 per 100,000
	918.1 per 100,000

	293 per 100,000


	AIDS diagnosed in 2005
	25.2 per 100,000
	52.3 per 100,000
	 274.3 per 100,000

	Cumulative deaths due to AIDS as of 2005
	253.5 per 100,000
	334.3 per 100,000
	510.7 per 100,000


Drug Injection in Puerto Rico: Anyone who approaches the AIDS epidemic in Puerto Rico has to begin with the recognition that 49.3% of the epidemic is the result of men and women injecting with the use of HIV contaminated syringes. This percentage is a decrease from the 70% before 1988.
  This is a reality which some in positions of influence in Puerto Rico would prefer to not have because of the way it damages the public/tourist exposure to the island. But injecting drug users are everywhere you go in the island – they are by the highways in San Juan, the markets in Dorado, the parks in Mayaguez asking for money for their next injection.  With a reality so present you just learn to ignore it or do something.  Most people choose to ignore it.


One reason is that they do not see the drug injecting men and women as human beings.  The reality is vastly different.  Generally, persons who use opiates vary greatly with a great number maintaining regular relationships with their families, working, having families and in some cases holding jobs.  Often a group of drug users and their families will form communities so as to escape harassment from the police or social workers. They often maintain strong links to their neighborhoods and are anxious about how their drug use causes them to seen in their communities. This being said there are concrete steps that can be taken that will improve the health of people with HIV/AIDS and squarely address the stigma that all elected and appointed officials hide behind to justify their inaction. 
Non-Discrimination in Health Care – Stigma associated with health care access in Puerto Rico is a persistent problem that neither the government nor its branches see fit to address.  "The doctors don't want them," says José "Chaco" Vargas Vidot, a clinician who in 1990 started an outreach program for IDUs called Iniciativa Comunitaria.
 Other countries have tried with some success to lessen the stigma against persons that use drugs. A number of studies with nurses have found that negative and punitive attitudes toward drug users are relatively common. (See Cohen 2006) Not only are these attitudes contrary to our expectations concerning ethics in the health sector, but the perception that some health professionals are judgmental, unsympathetic, or hostile may discourage individuals with drug-related or HIV problems from accessing health-care services. 
  Angel Gonzalez, a clinician with Iniciativa, noted that patients have to “go through many obstacles to get treatments.  We need big changes here.”  Julio, a 33 year old heroin addict described to a magazine how the stench from an abscess in his legs was so bad that his methadone treatment program would not let him get on the bus.  The local staff would not offer help without adopting remediation measures to abate the smell.  The result of such discrimination is that drug users often do not seek health care except when absolutely necessary.  In AIDS, delay of care is not a good thing. It is hard to imagine how this kind of shunning could not extend to the HIV/AIDS care he would have received at the clinic.  

RECOMMENDATIONS

a. There should be regular cultural competence training that has the effect of increasing access to the Regional Immunological Clinics and La Reforma Clinics especially for the staff that has any contact with patients.  In addition, it should be a disciplinable offense to mistreat a patient because he or she is a drug user demeaning characterizations and not providing care.
b. There should be public education campaigns to address the stigma and remind the public in Puerto Rico that IVDUs are human beings, often with the families. 

c. The Commonwealth law against discrimination persons with drug addictions.  The law should provide for civil penalties or a separate right of action in court for any violations. 

d. There should be research to better understand the stigma levels experienced by drug users and stigma attributed by others to drug users.  This would help to structure any programmatic interventions.  

Transportation and ease of access to medical care.  For drug using men and women (hereinafter referred to as drug users) that live in small rural towns and “las montañas” there should be a new approach to health care delivery.  Many drug users become sick, despondent and disengaged from their treatment for HIV/AIDS because of the distances they have to travel with no dependable access to transportation.  They may make it to the Regional Immunological Clinic (RIC) and make an appointment for the future but have no luck in obtaining a ride back when time comes.  They then become “lost to care” and the blamed for “disrupting their medical care falls on them.  Missing care becomes their “fault.” This simple fact of dependable transportation can spell the difference between life and death. 

a. One solution that has worked elsewhere is the provision of fully equipped medical vans with a full rooster of medical personnel should have regular weekly stops in the areas where drug users and other towns people live and congregate so that they might receive medical care.  Such models of care delivery have proven successful in other rural contexts and we see no reason why they would not work here. 

b. Occasionally a specialist is required which is not normally part of the medical van.  For these instances there should be regular transportation provided so that the patient is able to have the specialized visit or procedure. 

Not unlike many locales and states with the belief  that if you don’t offer the service the objectionable people who need it will somehow disappear, Puerto Rico has grossly under funded drug treatment programs and other forms of drug treatment in the Island and in turn fueled the AIDS epidemic.  The patients have, in fact, not gone anywhere and in fact they are now everywhere.  While religious communities have an important role to play in offering drug treatment services, there is a desperate need in the Island for a licensing system for drug treatment counselors that will really assist drug users in becoming drug free. In New York, politicians become frustrated because drug users often start and even finish these programs only to start using drugs again. But the reality in these programs, the experts tell us, is that once the patient is ready the treatment will “click” and the drug user can start on to see that he or she can quit the dependence on drugs.  The same goes for detoxification facilities.  They can become an in-and-out treadmill costing the tax payers millions but the addiction science has grown and there are more alternatives these days that can increase the chance of success. But it is quite clear that if Puerto Rico ever hopes to see a gradual turn around in its drug problem and the HIV epidemic, it will need to invest much more heavily in detoxification facilities, drug treatment programs and opioid substitutes.  

a.
Traditional drug treatment will always have its place. Traditional outpatient or inpatient drug treatment programs are what some people and their families need and want.  The well run facilities provide a very structured program in which the client can make progress in understanding the reasons for his or her addiction, learn to avoid the “hot buttons” that lead to relapse and learn to decrease the stress that brings them back to the drug of choice.  What is key is that there is a codified monitoring system by government to ensure that all the workers in these programs are trained, patient abuses are dealt with decisively and the facilities are licensed.  This will be a tough sale for the Health Department because of the political fury that will be unleashed from persons running current programs.  In the long run everyone benefits.

b.   Methadone has been a fixture in the drug treatment world for decades in the United States but is found in few places in Puerto Rico.  Some drug users love it and some hate it.  For those who like it is a heroin substitute that does more than offer them a way out of addiction.  It offers them an opportunity to re-stabilize their lives.  The Governor should mandate the opening of several more methadone centers to move drug users from their caring but ultimately self-destructive social circles that have maintained heroin as the center of their lives and led them to live inhumane lives.  Let them form new “families.”  It is true that in the beginning of using methadone some users will continue taking heroin or similar drug concoctions but studies have shown that this will decrease with time and most people are able to work again.

c.
Another important choice is buprenorphine. The beauty of this drug is that it rids the person taking the pill of opioid addiction with only a monthly prescription by a general practitioner.  The doctor has to do a one time work up but after that it is a monthly prescription like any other medicine.  What is buprenorphine? It is a sublingual preparations are often used in the management of opioid dependence (that is, dependence on heroin, oxycodone, hydrocodone, morphine, oxymorphone, fentanyl or other opioids). The Suboxone and Subutex preparations were approved for this indication by the United States FDA in October 2002. 

What are the drawbacks and impediments?  First, the cost is prohibitive and some private insurance plans will not pay for it. Second not every doctor will want to prescribe it, fearful of an invasion of drug users driving away the other patients.  Still some community clinics with drug treatment experience can offer it subject to applicable local rules.  Third, Medicaid coverage of substance abuse treatment and medication such as buprenorphine varies considerably by State and by whether or not the State’s Medicaid plan is offered under managed care/HMO arrangements. Coverage of buprenorphine and/or substance abuse treatment connected with buprenorphine will not only be a State-by-State decision, but will also be subject in most States to rules about prior authorization and medical necessity. 

But Puerto Rico for all practical purposes does not have Medicaid so it will have to pay for the drug out of general revenues.  But in the end the decision is with the City and Commonwealth Health Departments.  How soon do they and the people of Puerto Rico want to end the scourge of drugs and improve the health of our families?

Make the Regional Immunological Disease Clinics clean and inviting to patients.  This has been a difficult issue for years for the Commonwealth government.  The deplorable state of the facilities became public after the Office of the Inspector General Report 812006 was released documenting health clinic conditions that made the facilities not fit for human habitation.  One of the clinics that were cited has been repaired but in the meantime patients are expected to go to other unsanitary and unsafe facilities. 

Recommendations:

a. Establish a building code specifically for the Regional Immunological Clinics. We don’t think that it would be useful to review the litany of unsafe, decrepit and unhygienic conditions of these Clinics.  They would not be fit for any public accommodation. 

b. Legislatively establish special provisions of the Building and Health Codes that would ensure that should the Clinics fail to meet agreed upon standards and lapse into their former condition someone would go to jail or pay a significant daily fine until conditions are repaired. 

c. Legislatively establish an Official Inspection Committee of patients, doctors and structural engineers to inspect the facilities on a quarterly basis.  They will make a report of the inspections which will be made public. 

The Federal program Housing for People with AIDS (HOPWA) is being missed used and funds are being returned to the Federal Government. This critical federal program meant to provide housing for impoverished persons with AIDS is being misspent. Unspent funds are being returned to the Federal government.  The problem is that the funds are being handed out like political pork to local mayors who have no idea how to spend them except in manner with which they are familiar – Section 8.  The cities, with the best intention, have mingled the funds with local revenues only to have to return them to Washington DC unspent because they were not used for the benefit of people with AIDS.  

RECOMMENDATION

The Commonwealth needs to offer better technical assistance to the areas receiving money under HOPWA.  If the situation does not improve there will be more problems ahead. 

Syringe exchange programs need to dramatically expand. In San Juan and in some immediate areas there is a vibrant network of syringe exchange programs which are saving the lives of young people, men and women.  The only problem is the programs reach only a fraction of the drug users.  We need more syringe exchange sites like Dr. Vidot’s in San Juan.  Full service centers for this fragile population are needed that can connect them to meals, housing, case management, needed medical care, holistic therapies, a calming atmosphere, dental care and much more.  These harm reduction centers can be live savers in even, if the client chooses, connecting them to one of the forms of drug treatment.  The obstacles are money and trained staff dedicated to the mission.  The Governor and the Legislature will have to decide if they want to sentence drug using men and women to life.  

Allow inmates access to condoms and clean infection equipment:  Everyone knows that drug infections and male anal sex goes on in prison.  The cost of breaking these prison rules should not be a lifetime with a disease that will forever affect their family choices, subject them to further discrimination and make it even more difficult to get employment.   The changes of them becoming functioning members of society again will be adversely impacted.  The cities and counties that have offered condoms have documented no behavior out of the ordinary.  The only issue that has arisen is that prison guards are taking all the condoms. Doesn’t everyone have the right to emerge from prison without a disease that could have been prevented? 

The Commonwealth must turn over management of the AIDS Drug Assistance program to an independent third party entity. The Commonwealth has badly mismanaged the over 33,000,000 in Federal funds intended to provide health benefits and medicines to patients.  After receiving technical advice from the National AIDS Fund, the National Association of State and Territorial AIDS Directors, the AIDS Institute of New York State, the funding agency Health and Resources Systems Agency and who else we do not know, the care for patients has not improved.  

· Vital pharmaceuticals are sometimes given out sporadically or not at all.  Many patients in different parts of the Island report that their access is missing for weeks at a time. 

· Many of the clinics are still in disrepair. 

· The plan does not have some of the newest drugs that “experienced” patients need.  

· Some patients are being removed from ADAP for dubious reasons. 

· The Pharmaceutical Benefit Manager (PBM) you are hiring to manage the drugs will restrict access critical HIV/AIDS medicines and narrow even further our choices for treatment.  

· The doctors will be forced to spend more time doing paperwork to meet the needs of the PBM, shortly becoming clerks to a managed care company. 

Recommendations:

a. Relevant Congressional Representatives should hold hearings in Puerto Rico as to why the system for delivering medications in problematic and why Puerto Rico has such a high death rate due to AIDS.  

b. Congress should pass legislation placing a third party in charge of managing the ADAP program in Puerto Rico.  The health emergency in the Island is costing people lives and HRSA will not act. Congress needs to become involved in setting in motion the mechanism for a third party to receive and administer the funds.  Such an emergency should last no more than three years

Many community based organizations are owed hundreds of thousands of dollars for services rendered but have not been paid.  Community based organizations report that municipality of San Juan and the Commonwealth of Puerto Rico have been delinquent for months in paying vouchers and invoices for expenses submitted.  The Commonwealth claims that this is the fault of the CBOs who have not submitted technically correct vouchers.  What ever the reason, the failure to make payments for funding requests submitted under contracts is unacceptable.  The result is that many of the CBOs have had to borrow (at great expense) against lines of credit or are forced to curtail services.  The patients lose out in the end.

Recommendations

a.
The Municipality of San Juan and the Commonwealth should be required to pay CBOs and other providers within 30 days of receipt of vouchers for services rendered provided accurate documentation is in place.  Where there are questions regarding the documentation the funding agency must provide technical assistance within 30 days to assistance the CBOs  and other providers.   

b.
If a provider does not submit a voucher for two months or more the Municipality of San Juan and the Commonwealth must contact the provider in writing to inquire as to the causes of the delay and provide any and all assistance that is needed.

c.
The Commonwealth should be required to pay sums owed to CBOs and others for costs incurred pursuant to the AIDS Drug Assistance Program even though the contract year has expired and the Commonwealth has no expectation that it will be reimbursed. 

Under the Ryan White Modernization Act several key services for people with AIDS will no longer be funded.  The new Ryan White Act (which is supposed to provide key medical and social services for people with AIDS) changed the rules on what can be funded under Title I (now called Part A).  Probably the most significant change is that municipalities dedicate 75% of the funds to medical care and related activities.  If a recipient wants to fund anything else it must come out of the remaining 25%.  This reduced amount needs to fund non-medical case management, meals provided to persons with AIDS and a multitude of other services.  In Puerto Rico the most obvious cuts will be in programs that provide meals to people with AIDS.   The most obvious example is providing meals for the homebound and mobile people with AIDS.  In Puerto Rico food access has become an issue.  There are hundreds of people with HIV/AIDS who depend on the prepared meals because of poverty and their frail medical state.   To do without this support have the same effect as denying them medications. 

RECOMMENDATIONS

 a.
The existing meal programs for persons with HIV/AIDS must be maintained and expanded to meet the needs of the increasing numbers of persons living with AIDS in Puerto Rico whether paid for by Title I or one of the governmental entities.

b.
Traditional case management services need to the maintained and expanded to meet the needs of the increasing numbers of persons living with AIDS in Puerto Rico whether paid for by Title I or one of the governmental entities.

Heterosexual Infections. Inextricably bound with the epidemic among intravenous drugs users in Puerto Rico is the 24.8% among men and women attributed to heterosexual sex.  The vast majority of the AIDS cases appear among women who had sex with intravenous drug using men but there are reportedly a substantial number of infections from bisexual men. 
  In 1981 8% of the AIDS cases in Puerto Rico were transmitted through heterosexual contact with a current or former intravenous drug user. (MMWR 1992).  The growth has been among both men and women who cite heterosexual sex as their likely source of infection.  One-third to one-half of the women found out that their marriages are no protection. 

RECOMMENDATIONS

a.
Dedicate more funds encouraging heterosexual women to take the HIV test.  Too many women show up for treatment long after they were unknowingly infected with HIV.  At this late stage treatment can only have a limited benefit. 

b.
There are more social marketing campaigns needed for women that do not further stigmatize those who are infected.  The campaigns should be built in such a manner as to reduce the stigma associated with the disease. 

Men who have sex with men.  Sixteen percent of the AIDS cases in Puerto Rico result from men having sex with men.  Several reasons have been proffered the size of the gay communities in Puerto Rico.  One theory is centered on the sense of invulnerability that is central to the traditional construct of masculinity in Puerto Rico which forecasts an attitude that men almost never report (in very high numbers) getting sick or being unhealthy.  This leads to as many as one-third of the men in the same survey reporting that they have never visited the doctor even when they feel sick.  The majority (65%) of these same men reported unprotected anal penetration. 
  Gay men are highly stigmatized in Puerto Rico.  There is a long history of harassment by the local police.  In addition there are sites where IDU men (who may or may not identify as gay) exchange sex for drugs near tourist areas.  Most recently the trend of HIV infection among young gay men in Puerto Rico is gaining notice and concern but is being handled by the Commonwealth Department of Health which is allegedly advocating abstinence. 

RECOMMENDATIONS

a.
COAI (an indigenous term) is the only organization offering services to the gay community through its program ACHE which includes Counseling Testing and Referrals, Prevention Case Management, Health Education and Risk Reduction and the CDC funded intervention for gay men in their 20s called Mpowerment.  This is all there is.  Casa de Jovenes used to offer prevention for male IDU sex workers who would sell sex to tourists but the program was cancelled by the San Juan government. We need more from the CDC prevention funds (directly or indirectly through local government) that are allocated for the prevention of HIV transmission between men having sex with men.  

b.
As with IVDU men and women, the epidemic among men who have sex with men is driven in large part by stigma.  Being gay in Puerto Rico is something of a subversive act.  The stigma separates men from their families (or relegates sexual discussions to silence), leads to men to risky sexual behavior than they would otherwise engage in if they had a greater sense of self-efficacy, and contributes to greater instances of suicidal ideation.

Counting People with HIV infection:  Thirty three states have had experience with names reporting of HIV infections.  To date there have been no breaches in confidentiality in any of the states and the picture of the epidemic is clearer.  Those states are able to tell where the new infections are coming from and to take systematic actions to address the epidemic before the cases turn into AIDS diagnoses.  The concerns that drove patient advocates to seek laws which prohibited the Commonwealth from collected the names of those infected seemed genuine at the time given levels of distrust in the government.  But we are in another time and there are many laws on the books around the country that have been constructed to permit the State to collect the information and provided comprehensive protections for patients.  


Consider the New York experience.  New York instituted name-based reporting on June 1, 2000.  There was fierce opposition from many advocates to this change with claims that people (especially immigrants) would not be tested in the confidential (as opposed to anonymous) manner.  Testing would supposedly be delayed until one became sick with AIDS.  The reality turned out much different.  High-risk individuals had limited awareness of the reporting and notification law, and few cited concern about named reporting as a reason for avoiding or delaying HIV testing. HIV testing levels, posttest counseling rates, and anonymous-to-confidential conversion rates among those who tested HIV positive were not affected by the law. Medicaid-related HIV testing rates also remained stable. HIV testing during pregnancy continued to trend upward following implementation of the law. Findings held true within demographic and risk-related subgroups. 


One additional advantage to confidential testing is that Puerto Rico will eventually qualify for the additional Federal funding based on counts of those who are HIV infected.  If the island refuses to make this change it stands to lose millions of dollars for people with AIDS under Ryan White and for HIV prevention.  

RECOMMENDATIONS

a.
The Legislature and the Governor should draft a law to permit names reporting in HIV testing with all the legal protections against disclosure of such names as are included in other laws such as that in New York and California.  

b.
Puerto Rico should establish anonymous testing sites where people who do not want to do confidential testing can go to find out their serostatus.  This is an essential public health alternative that some people will chose no matter how secure the confidential testing is under the new law. 
LEADERSHIP IN THE BATTLE WITH HIV/AIDS

There are many definitions of leadership.  For the purposes of this section, the definition we will be using is the art of influencing and directing people in such a way that will win their confidence, respect, promote loyal cooperation in achieving common objectives and always be open to receive feedback by facilitating an inclusive and participatory process.  Sometimes people mistake management for leadership but management does not capture the quality of leadership in influencing others to accomplish something.  In short leadership is focused on accomplishing a goal.  The goal can be changing an attitude, taking concrete action, inspiring leadership in others or resolving differences in a productive humane way. 

What do we need leaders to do? HIV/AIDS has always pushed unlikely people to assume leadership.  It is a disease produced by some of the most controversial and upsetting behaviors to most Americans.  We have needed leaders to do a number of things:

· Inspire people with the disease to live openly in a safe environment:  Change attitudes of others toward persons with HIV/AIDS and of persons with HIV/AIDS toward themselves so they might live openly with the disease in their workplace, with their families and loved ones, in their churches and in their sex lives. 

· Show political leaders the overwhelming wisdom in funding and supporting scientists who dedicate themselves to finding a cure: Change governmental decision-making so that it dedicates meaningful funds to find a cure, new strategies the prevent spreading the virus, new mechanisms to weaken the virus and new approaches for reducing deaths.

· Demonstrate by example when and how to fight back at stigma and bigotry:  The behaviors (gay sex, injection drug use, perceptions of promiscuity) that lead to the disease inspire bigotry in many sectors of society.  When these objectionable behaviors are combined with a communicable disease it leads to stigma, fear and hate for those with the disease. 

· Show one’s humanity manifested in actions toward people living with HIV/AIDS and people with HIV/AIDS toward others with the disease:  Live by example and reach out to the humanity in the men and women who use drugs, gay man and women who are infected and the humanity of those who fear and are hateful toward these diverse groups.

· Fight back with you when you are treated in a subhuman way by bureaucrats, legislators, people on the street and/or members of your community:  If you do not fight back, they will steal your air and try to suffocate you.  Even when you are allowed in the room as “representatives of the affected community” always show by your example that people with HIV/AIDS are not just place holders on committees, nice “yes” people who go along with things that are truly unacceptable.   

· Work to build collaborations and consortiums to unite friends, colleagues, and strangers who want to do the right thing:  A leader realizes there are no permanent friends, no permanent enemies, only permanent interests:  A leader is strategic in never holding grudges and always seeking alliances as the need arises. 

· Keep HIV/AIDS in the public mind: Most people who do not work in the area of HIV/AIDS sometimes seem shocked when they see some recent statistic or read an article from the New York Times on Puerto Rico and AIDS.  When AIDS drops from the public discourse, it disappears from the minds of legislators, celebrities, and other opinion followers and opinion makers.  A leader works to keep HIV/AIDS at some level in the news or, if not the news, in other ways in the public mind.  

Where do we need leaders? AIDS in this country needs leaders in every walk of life.  They all can be useful in changing the world we live in so it reflects the humanity we know that society feels towards people living with HIV/AIDS. 

· People with HIV/AIDS who are Fierce Leaders: People living with this disease can be the greatest leaders for change in health and social policies, against bigotry and for a greater humanity in how others are treated.  People with HIV/AIDS who are Fierce Leaders can be a solo or chorus of voices in politics on issues that affect others with the disease, a noose over the head of recalcitrant bureaucrats, a fire at the feet of community organizations who are not delivering the services promised and funded, and a forceful prod to remind people of their promises.  The Fierce Leader cannot be done without enhancing your communication skills, understanding the media and learning the issues. 

· Elected Officials who are Elected Leaders: Elected Officials are confronted with dozens of constituencies, each pressing their own issues.  The best Elected Officials are Elected Leaders and see the benefit for themselves in supporting your issues. An Elected Leader who is a real leader will understand your issue and help you to see what is possible and what is not.  An Elected Leader is in a very important position to speak out on issues of bigotry and malfeasance.  An Elected Leader will go to bat for needed funding.  An Elected Leader can influence and lead colleagues in the city council, state legislature or congress to build a consensus for the action that is needed. An effective Elected Leader always deserves to be thanked and supported for showing leadership. 

· Public Officials in Government who are Public Leaders:  Public Officials are in a different position than Elected Leaders in that they work for an Elected Leader and have less discretion.  The Public Official who is a Public Leader, however, who understands how to get things done and takes the time to understand your issues.  The Public Leader can find funds for the needs you present and is able to assemble your issue that others did not know was there. The Public Leaders that further the interests of people with HIV/AIDS will show their leadership by meeting with you and really coming to understand your issues.  

· Community members who are Civic Leaders:  There are vital allies in every community who can lead the community against bigotry and for needed social change.  The Civic Leaders are sometimes appointed to community boards or advisory committees.  The best Civic Leaders will assemble influence where there was none.  Civic Leaders can help you forge alliances with diverse communities of interest.  The real Civic Leaders will help you navigate your way around the “big” interests and show you how to be more effective.  When there are institutions that are the target for change Civic Leaders can assemble others in the community for change.  The important thing about Civic Leaders is that they often expect you to support them on some of their issues that bear no relationship to AIDS.  Sometimes that is the price you must pay if you agree with the positive the Civic Leader is advocating.  The point is that you are part of the Community.  

· Academicians and Researchers who are Learned Leaders:  A learned leader understands the importance of research and speaking at academic congregations in advancing key issues that impact on the lives of Latinos with HIV/AIDS.  Learned leaders will study the disadvantaged communities and shed light on their risks for HIV and bring understanding to the real world complexity of their lives.  A Learned Leader will keep in touch with Latino activists to better understand the issues that need to be studied and the theories that need to be developed.  A Learned Leader will highlight an environmental or behavioral factor that is adversely or positively influencing the care or behavior of Latinos with the disease or at risk for the disease.  Learned Leaders assemble and work in collaboration with others on related research topics so that a fuller picture of a problem might emerge.  The Learned Leader will be neither bound by orthodoxy nor push a pet theory that does not advance understanding and serves only to get their names in print.  Learned Leaders understand the need for “core” research on topics that are not sexy but are needed research. 

· Media executives who are Media Leaders:  Media executives have an especially important role to play in the Latino community.  Latinos gain most of their news and information regarding HIV/AIDS from television first, radio second and print media third.  Each form of media is very good at conveying a particular type of story or information.  A Television Media Leader will see the opportunity for raising people’s awareness of HIV through news stories, talk shows and integrating HIV into storylines in telenovelas.  They can communicate more than awareness but important health messages and even story lines in which the real issues confronted by HIV/AIDS are communicated in entertaining and dramatic or comedic ways.  A Radio Media Leader can decide to bring guests on to talk shows which are so popular in the Latino community. There are dramatic stories to be told and fascinating people with the disease to tell them.  Some radio shows are rude and give offence but still reach people who would not otherwise be reached through different mediums. A Print Media Leader can run series of stories to give serious illumination to complex real life stories that tap into the frustration of living with disease.  The Print Media Leader has the advantage of setting the news for television because television so rarely does their investigations.  Print is still the basis for new in almost all the other media forms. 

· Medical doctors who are Medical Leaders:  There are doctors who have stuck with AIDS since the beginning of the epidemic or since the beginning of their medical careers.  Given all the chances in how medical care is financed these Medical Leaders call their patients to see how they are doing, stay abreast of developments in AIDS, speak out on issues where their views can have import.  This is a dwindling number as younger doctors choose not to enter the field of AIDS care even as a part of their practice.  The ones who remain have stayed as the complexion of the epidemic has changed.  The Medical Leaders inspire trust in their patients and demonstrate the compassion that is increasingly being weeded out of the practice.  

· Ministers, Rabbis, Imams and Priests who are change agents as Faith Leaders: Religious personnel can play a very divisive role in encouraging the demonization of people with HIV/AIDS.  They can promote the view that AIDS is a punishment from God or that only “bad” people get AIDS.  They can rouse their congregations by using the disease as a proxy for castigating homosexuals, condemning drug users to hell and damning women who are perceived to be promiscuous.  Real Faith Leaders play a critical role in helping to lessen the stigma associated with HIV/AIDS, inspiring compassion for the affected, and involving the church with families of those who are infected.  These are ministers who help their parishioners to see health issues as something separate from moral issues and make the connection between the love of the deity and love for those who suffer with a disease.  For the Latino community the Faith Leader is critical given the millions of Hispanics who closely follow a faith.  Especially among immigrant communities this can be a valuable role. It is not as if this is an easy course of action for many ministers and priests.  There are sharp religious strictures that curtail even the prevention of the disease.  But for Faith Leaders of all faiths they find a way to show leadership and set a path for their congregations to health. 

· Celebrities who are Actor Leaders:  At the outset of the epidemic when AIDS was seen as affecting White gay men, a vast network of film, television and stage actors were everywhere appearing in public service announcements, lending their names to benefits and raising money for AIDS “victims.”  Then when people with HIV/AIDS began to live longer and the face of the disease became Black and Brown, the celebrities and with them the media began to go elsewhere.  Even though parts of the country had rates of infection near that of places in Sub-Saharan Africa became the celebrity and therefore the media choice.  But there were some Latino and Black celebrities who stuck with their communities and became even more deeply involved in lending their names and making appearances on behalf of people of color with HIV/AIDS and the organizations that work with them.  These Actor Leaders can be incredibly important in reaching Latinos and Blacks.  It often takes a great deal for work to maintain the connection with the Actor Leader because of their schedules.  If they chose they can also be helpful in bringing others Actor Leaders to the cause.  A dedicated Actor Leader can reach people that many people with HIV/AIDS could never reach.  It is up to the community organization to establish and broaden the relationship. 

RECOMMENDATIONS

Now we that we have outlined the varied kinds of leadership of that can be useful and the different interest groups where those leaders from where these leaders can originate, set out below are practical suggestions of how to work with these leaders. 
a.
Cultivate Leaders in your own communities: Every community has Fierce Leaders, Elected Leaders, Public Leaders, Civic Leaders, Learned Leaders, Media Leaders, Medical Leaders, Faith Leaders and Actor Leaders.  It is important to brief them on the problems the community is confronting in dealing with the local AIDS epidemic and explain how they can be of use.  Many of these Leaders need direction in how best they can use their time in support of your efforts.

b.
Let Leaders write their own scripts:  Often time Leaders have the best the ideas how they can be helpful.  A simple conversation to vet ideas of how and when they can play a role is critical so they feel part of the decision making.  Others do not have the time and just want to know what you want them to say.  It is very hard to tell a Faith Leader what to say and we are not sure it would be a good idea anyway.  Probably the best idea in these instances is to let them be the leaders they naturally are with some coaching as to the messages that are essential.  

c.
Let Leaders rehearse. For some Leaders for whom public speaking is something new it is important to rehearse the comments you would like them to say and brief them on the issues.  The worst outcome is to have someone with a compelling story and the inability to relay it.  If it is public speaking you need, give the Leaders bullet points of the critical issues to be covered and for others you may have to actually write a script. 

d.
Some Leaders will be asked to lead an effort in their sphere of influence. We may need to have social scientists form a group of like minded social scientists or ministers to come together.  Social scientists are often way ahead of the community based organizations in recognizing the issues at play in a given controversy.  The same holds true for Medical and Media Leaders who can bring together their colleagues for a common purpose which you can suggest.  

e. Fierce Leaders needed to be grounded and made to feel competent in the task for which you are seeking their Leadership.  What some community groups do is simply include a person with AIDS to be at an event or on a board or advisory committee with no training as to the issues or coaching is public speaking.  This is a condescending and ultimately unproductive use of their time.  With a proper orientation and rehearsal Fierce Leaders can be the best leaders in a number of ways. 

f.
Learned Leaders need coaching as to the areas where research is needed and how to disseminate the research.  There are many ways they can be helpful with funding agencies to influence the grant making process and to help the community based organizations with their programmatic efforts.  The key thing is to make them feel like partners in the larger social change plans you and others have developed.  

g.
Every Faith Leader is different and you have to meet them where they are.  The idea that you can treat them in a “cookie cutter” approach with a common curriculum and the same messages misses the point.  Faith leaders will grow how they are planted and all you can do is influence the direction of that growth.  Aside from changing messages on stigma, Faith Leaders can become important socio-political voices because in some denominations social ministries are an integral part of their mission.  It is worth the time you will spend to keep them and their congregants informed of the socio/political issues you are confronting and to see if there is some way they can join you at a press conference or in speaking out in other forums on critical issues. 

h.
Elected leaders need to be front and center in any press conference or speaking engagement.  As a matter of respect political leaders need to be first when you ask them to speak out at a press conference or community event. They will need briefing and follow-up to see what they are doing on your issue. This is a relationship that has to be nurtured and maintained over a long period of time with news of issues and progress reports. 

i.
Media Leaders can be good to bringing attention to the issues you are concerned about.  Whether asked or not you should make clear to reporters and journalists that you are there to help them.  Remember facts that you and I take for granted and are self evident needed to be sourced for a reporter.  The Media Leader needs to have a person say something on a particular point in a manner that is intelligible to the reading or viewing public that knows nothing about an issue.  An aspect that raises the importance of training persons you have designated to speak about the issue.  It is always good to give the interviewee message points they may want to make and to rehearse chronologies of any fact pattern you expect them to be asked to relay.  The key thing is to train the person being interviewed to speak in quotable sentences or sound bites.

k.
Celebrity Leaders will generally say what they want to say.  Most still ask for a script and a backgrounder fact sheet.  But we are better served when they speak from the heart.  It is always good to tell them what would not be useful for them to say.  For television PSAs celebrities are used to scripts and will generally follow them.  The Celebrity Leaders will expect you to have an efficient means for distributing their video productions which is why it is vital to have a pre-planned distribution network and arrangements for airing the material which you can share with the Celebrity Leader.   Keep in mind that in helping you out celebrities are walking into a world they are not used to and you have to make them feel comfortable which is why it is always important to assign a staff member just for the handling of the needs of the celebrity. 
l.
We should form long term relationships with Government Leaders:  The Government Leader needs information from you just as much as you need information from Government Leaders.  This should be a relationship where you schedule regular (monthly or more frequently as the situation calls for) meetings.  The Government Leader needs to see it to his or her benefit to hold such meetings.  The goals can range from exchanging information to planting the seeds of a possible project for which there may be possible support.  
FUNDING AND RESOURCES

Latinos Bypassed in Funding

The Black community is enduring a virtual tsunami of health set backs with increased HIV infections, late testing, increased AIDS cases and unacceptably high rates of death.  We would be surprised and disappointed if the CDC, OMH, NIH and SAMHSA and the other agencies that advance important HIV/AIDS health goals and expand knowledge did not dedicate most of their programmatic efforts to squarely address the issue of AIDS in the Black community.  

But as we have demonstrated throughout this report the face of AIDS is also Brown considering that the over 23% of the persons living with HIV/AIDS are Latinos.  Without adequate resources in research, prevention and access to health care it could easily grow to the same levels as the Black community. In some cities the impact of the epidemic among Latinos is greater and near that among Blacks. Nationally in 2005 the overall annual rate of HIV/AIDS diagnoses among Latino males was 56.2 per 100,000 compared to the 18.2 rate among White males.   For Hispanic women the overall rate in 2005 was 15.8 per 100,000 compared to 3 per 100,000 for White women.  So if resources were given out by prevalence and incidence of the epidemic Latinos should be receiving around 20% of the CDC Cooperative Agreements, NIH/OARS research grants, OMH grants, etc.   

But some people at the Department of Health and Human Services realize that good public health strategies are needed for all races and ethnicities.  The mission of public health is to "fulfill society's interest in assuring conditions in which people can be healthy." The three core public health functions are: 1) The assessment and monitoring of the health of communities and populations at risk to identify health problems and priorities; 2) The formulation of public policies designed to solve identified local and national health problems and priorities; 3) To assure that all populations have access to appropriate and cost-effective care, including health promotion and disease prevention services, and evaluation of the effectiveness of that care. 

Research funding:  There are only five evidence-based interventions which have been developed with more than 50% Hispanics and five with between 30 and 45% Hispanics in the original trials.  What is obviously missing is an intervention that has been tested with a significant number of Hispanics for men who have sex with men. Neither the CDC nor OAR has ever funded research with the goal of finding better ways to prevent HIV infection among Latino men who have sex with men, in the 26 years of the epidemic.  As Dr. Janssen recently noted at the 2007 CDC Prevention Conference, Latino MSMs have HIV infection rates on par with Black females.  In other words, out of 31 recently-labeled Best Evidence Interventions packaged or approved but not packaged by the CDC only 9 have built with some knowledge of their effectiveness among Latinos (specifically at least 25% or more Latinos in the original research).     

Table: Best Evidence Interventions with minimum 25% Latinos from the updated 2007 Compendium
	INTERVENTION
	% Latinos
	TARGET POPULATION

	CLEAR
	42%
	Young HIV-positive substance abusers

	¡Cuidate!
	100%
	Heterosexual youth

	MIP
	100%
	Hispanic drug injectors

	Project Connect
	39%
	Minority, inner-city heterosexual couples

	VOICES/VOCES
	38%
	African American/Hispanic STD patients

	Women’s Health Prom
	100%
	HIV-negative heterosexual Hispanic women

	Project S.A.F.E.
	77% 
	Mex. Amer. And Black Women with STDs

	Light
	25%
	Heterosexual Adults

	Sisters saving Sisters
	32%
	Heterosexual females


RECOMMENDATIONS

a.
Either the CDC or OAR must dedicate funding to seek behavioral interventions that are intended for men who have sex with men.

b.
There are no evidence based interventions for Latino transgender persons who are sexually at high risk for HIV infection.

c.
To Increase funding for Capacity Building programs that can help funded agencies to adapt the interventions that were never designed for Latino populations

Prevention Funding:  There are two groups in the Latino community that merit specific RFPs to address the dramatic increases in infections.  The first is Latino MSM.  We need a specific RFP to elicit prevention proposals for Latino MSM behavior risk reduction using one of the interventions that were developed with other populations in different socio-economic circumstances.  The second is Latinas who have high risk sex.  Latinas are at risk for HIV infection through injection drug use or sex with a man who is bisexual or who is an infecting drug user.  Latina infections are increasing and need a specific RFP to fund those limited efforts to limit the number of new infections. Aside from these two groups that need to be targeted, HIV prevention funding should be dramatically expanded.  


Increase support in order to include HIV testing in national research initiatives like the Hispanic Community Health Study/Study of Latinos conducted by NIH. Fund ancillary studies that focus on HIV and Latinos. It is currently the largest health research study of Latinos and remarkably HIV is not included as a variable.  We must include HIV as one of the many variables in order to gain valuable insight of the impact of the epidemic on our communities.  With such support we will be able to have longitudinal data on our populations. We need investigators to say, we need to learn about Hispanics and HIV too
RECOMMENDATIONS

a.
The CDC should issue RFPs for prevention of HIV/AIDS among Latino MSMs and Latinas at high sexual risk. 

b.
The funding for the CDC should increase by 15% a year until it catches up a funding level that takes account of inflation over the 20 years. 

c.
Add HIV data collection to the Hispanic Community Health Study/Study of Latinos
Medicaid Funding: There are two issues at stake for Latinos who lack Medicaid.  First, the fact that Puerto Rico receives almost no money from the Medicaid has contributed to the poor health outcomes and administrative mismanagement of its health care system for people with HIV/AIDS.  If the island is fully included in Medicaid for its patients with AIDS it must be held to a high standard by administrators but such inclusion will greatly offer at least the opportunity for people with AIDS in the Commonwealth.  Second, while ETHA (Early Treatment for HIV/AIDS) has not passed in Congress it promises to extend significant medical benefits to persons with HIV infection and hopefully extend their life by delaying the onset of AIDS.  The problem is that ETHA does not include undocumented persons with AIDS.  They were cut out of Medicaid in 1996 under the presidency of William Jefferson Clinton.  Now is the time for ETHA and Medicaid to permit persons with HIV AIDS lacking citizenship to enjoy the health benefits that can prolong their lives.  

RECOMMENDATIONS

a.
Puerto Ricans with HIV/AIDS should be given full access to Medicaid.

b.
Congress should only pass ETHA when the proposed legislation and Medicaid is amended to permit undocumented immigrants with HIV/AIDS to receive benefits.

AIDS Drug Assistance Program (ADAP):  Every year ADAP funding is a struggle to provide the HAART formulary.  But increasingly people with AIDS and HIV are becoming sick with diabetes, heart disease, neurological disorders and mental health maladies some of which relate to the harsh HIV medications and some to growing older.  It is often a scientific task to determine whether different conditions are HIV related.  In the end, these diseases can end the lives of persons with HIV/AIDS.  ADAP funding needs to increase to cover more of these medicines associated with aging and/or HIV/AIDS. 

RECOMMENDATIONS

a.
ADAP funding should expand in each state and territory to cover medications that treat health conditions that have been related to HIV/AIDS.

b.
ADAP funding should be increased to keep pace with the projected increases in new patients.  

Ryan White Funding:  There are many services such as nutrition and case management that may not included in some areas for funding under the new Ryan White Title I  provisions.  Title I must now dedicate 75% of its funding to medical care which includes medical case management and strict guidelines must be imposed on the use the remaining 25%.  Thousands of people with AIDS rely on Ryan White for meals and basic case management.  These programs are in doubt depending how the funded area chooses to spend its 25%.  

a.
Ryan White Title I must be mandated by HRSA to cover the cost of feeding the needy with AIDS.

b.
Ryan White Title I must include traditional case management services.  
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