Massachusetts and Southern New Hampshire 

JUNE 2011 

HIV/AIDS Consumer Study 

Images: Massachusetts Department of Public Health logo JSI logo Boston Public Health Commission logo

This study was funded by the Massachusetts Department of Public Health Office of HIV/AIDS and Boston Public Health Commission HIV/AIDS Services Division with funds received through Parts A and B of the Ryan White HIV/AIDS Treatment Extension Act of 2009. 

Research conducted and report written by: 

Jeremy Holman, PhD 
Karen Schneider, PhD 
Kim Watson, MPH 
Jaya Mathur Amy Flynn 

With a funder response written by: 

Massachusetts Department of Public Health and Boston Public Health Commission 

And a consumer response written by: 
Massachusetts Office of HIV/AIDS Statewide Consumer Advisory Board and the Massachusetts Statewide Consumer Advisory Board and Boston HIV Health Services Planning Council 

TABLE OF CONTENTS 

ACKNOWLEDGEMENTS............................................................................................................1 

INTRODUCTION......................................................................................................................2 

 About this Report................................................................................................................. 3 

 For More Information........................................................................................................... 3 

METHODOLOGY......................................................................................................................4 

 Approach............................................................................................................................. 4 

 Stakeholder Input................................................................................................................. 4 

 Survey Tool Development..................................................................................................... 5 

 Supporting Materials............................................................................................................ 5 

 Survey Distribution............................................................................................................... 6 

 Survey Administration.......................................................................................................... 7 

 Confidentiality..................................................................................................................... 8 

 Institutional Review Board Approval.................................................................................... 8 

 Data Collection and Cleaning................................................................................................ 8 

 Data Monitoring and Analysis.............................................................................................. 9 

 Data Presentations............................................................................................................... 9 

 Limitations......................................................................................................................... 10 

CHARACTERISTICS OF THE SURVEY SAMPLE..........................................................................11 

 Survey Sample.................................................................................................................... 11 

 Characteristics of Survey Respondents............................................................................... 13 

PHASE I SURVEY RESULTS.....................................................................................................21 

 Note About the Data in This Section................................................................................... 21 

SERVICES NEEDED AND USED...............................................................................................23 

 Services That PLWH Needed and Used............................................................................... 23 

SERVICE GAPS.......................................................................................................................25 

 Services That PLWH Needed but Could not Get................................................................. 25 

ESSENTIAL SERVICES............................................................................................................27 

 Services That Were Essential.............................................................................................. 27 

LESS ESSENTIAL SERVICES...................................................................................................29 

 Services That Were Least Essential..................................................................................... 29 

SERVICE BARRIERS...............................................................................................................31 

PHASE II SURVEY RESULTS...................................................................................................32 

 Note on Terminology.......................................................................................................... 32 

 Note About the Data in This Section................................................................................... 32 

HIV TESTING........................................................................................................................33 

 Location............................................................................................................................. 33 

ENGAGEMENT WITH AND ACCESS TO CARE AND SERVICES.....................................................34 

HIV MEDICAL CARE................................................................................................................38 

 PLWH Who Are Not in Care................................................................................................ 38 

 Experiences With Medical Provider.................................................................................... 40 

 Important Service Characteristics....................................................................................... 40 

HIV MEDICATIONS.................................................................................................................42 

 HIV Drug Resistance Testing............................................................................................... 42 

 Drug Costs.......................................................................................................................... 43 

 Adherence......................................................................................................................... 44 

 Medication Stoppage......................................................................................................... 44 

HIV CASE MANAGEMENT........................................................................................................46 

 Important Service Characteristics....................................................................................... 47 

PEER SUPPORT.....................................................................................................................49 

HOUSING STATUS..................................................................................................................51 

 Housing Stability................................................................................................................ 52 

SUBSTANCE USE...................................................................................................................55 

 Substance Use Among Respondents................................................................................... 55 

 Alcohol or Drug Treatment Services................................................................................... 55 

 Important Service Characteristics....................................................................................... 56 

 Risk Reducation.................................................................................................................. 57 

 Substance Use and Positive Prevention.............................................................................. 58 

 Substance Use As Barrier to Accessing Services................................................................. 59 

MENTAL HEALTH...................................................................................................................60 

 Mental Health Conditions ................................................................................................... 60 

 Mental Health Impacts on HIV Treatment.......................................................................... 61 

 Mental Health Services...................................................................................................... 61 

HEALTH STATUS....................................................................................................................64 

 HIV Viral Load and CD4 Test Results................................................................................... 64 

 AIDS Diagnosis.................................................................................................................... 65 

 Respondents’ Perceptions of Health Status........................................................................ 66 

 Other Conditions and Disabilities....................................................................................... 67 

HIV AND AGING.....................................................................................................................70 

POSITIVE PREVENTION..........................................................................................................72 

 Positive Prevention Services............................................................................................... 73 

EMPLOYMENT, EDUCATION, AND VOLUNTEERISM...................................................................76 

 Employment...................................................................................................................... 76 

 Education.......................................................................................................................... 77 

Volunteerism..................................................................................................................... 78 

HIV-RELATED STIGMA............................................................................................................79 

HIV STATUS DISCLOSURE......................................................................................................82 

 Disclosure Facilitators......................................................................................................... 82 

HIV KNOWLEDGE AND LITERACY............................................................................................86 

 Variations in HIV Knowledge............................................................................................... 86 

HIV PREVENTION...................................................................................................................88 

FUNDER AND CONSUMER RESPONSES..................................................................................92 

 Response from Funders (MDPH and BPHC)........................................................................ 93 

 Response from Consumers (MA Statewide CAB and Boston EMA Planning Council).......... 95 

GLOSSARY............................................................................................................................97 

APPENDICES 

 Appendix A: Phase I Survey Tool 

 Appendix B: Phase II Survey Tool 

 Appendix C: Respondent Demographic Table 

LIST OF TABLES 

TABLE 1: Phase I Survey Distribution and Response.......................................................................... 11 

TABLE 2: Phase II Survey Distribution and Response......................................................................... 12 

TABLE 3: Age of Survey Respondents Compared to MA HIV Prevalence (2009)................................ 13 

TABLE 4: Race/Ethnicity of Survey Respondents Compared to MA and EMA HIV Prevalence........... 14 

TABLE 5: Gender of Survey Respondents Compared to MA and EMA Prevalence............................. 15 

TABLE 6: HIV Transmission Risk Among Survey Respondents Compared to MA and EMA HIV 

Prevalence......................................................................................................................... 16 

TABLE 7: Poverty Status of Respondents........................................................................................... 17 

TABLE 8: Source Income of Respondents, Ranked............................................................................. 17 

TABLE 9: Region of Residence for MA Respondents.......................................................................... 18 

TABLE 10: Language Used to Describe Services on the Phase I Survey............................................. 22 

TABLE 11: Services Need And Used by PLWH in the Six Months Prior to Survey (Ranked) and 

Significant Variations by Selected Groups........................................................................ 24 

TABLE 12: Services That PLWH Needed But Could Not Get in the Six months Prior to Survey .(Ranked) 

and Significant Variations by Selected Groups.................................................................. 26 

TABLE 13: Services That were Essential to PLWH in the Six months Prior to Survey (Ranked) and 

Significant Variations by Selected Groups........................................................................ 28 

TABLE 14: Services That were Not Essential to PLWH in the Six months Prior to Survey (Ranked) and 

Significant Variations by Selected Groups........................................................................ 30 

TABLE 15: Most Common Barriers for Top 10 Service PLWH Said They Needed But Could Not Get.. 31 

TABLE 16: Facility Where Respondents Tested Positive..................................................................... 33 

TABLE 17: Length of Time between HIV Diagnosis and Engagement in HIV Medical Care and Other 

HIV Services..................................................................................................................... 34 

TABLE 18: Potential Facilitators for Accessing HIV Medical Care Sooner after HIV Diagnosis Among 

Respondents who Waited One Year or More to Access Care............................................ 35 

TABLE 19: Potential Facilitators for Accessing Other HIV Services Sooner after HIV Diagnosis Among 

Respondents who Waited One Year or More to Access Care............................................ 35 

TABLE 20: Most Helpful People for Linking Clients to HIV Medical Care or Other Services............... 36 

TABLE 21: Most Difficult Aspects of Accessing HIV Services.............................................................. 37 

TABLE 22: Facilities Used for HIV Medical Care................................................................................. 38 

TABLE 23: Most Common Reasons for Missing HIV Medical Appointment....................................... 38 

TABLE 24: Experiences with HIV Medical Provider............................................................................ 39 

TABLE 25: Most Important Characteristics of HIV Primary Care........................................................ 41 

TABLE 26: Length of Time Taking HIV Medications........................................................................... 42 

TABLE 27: Reasons for Not Taking HIV Medications.......................................................................... 42 

TABLE 28: HIV Medication Cost Coverage......................................................................................... 43 

TABLE 29: Discussions about Medication Adherence in Prior Three Months.................................... 44 

TABLE 30: Reasons for Stopping Medications for More Than One Week in Prior Six Months............ 45 

TABLE 31: Significant Variations between Respondents who Used and Did Not Use HIV Case 

Management Services...................................................................................................... 47 

TABLE 32: Most Important Characteristics of HIV Case Management............................................... 48 

TABLE 33: Significant Variations between Respondents who Used and Did Not Use Peer Support 

Services........................................................................................................................... 50 

TABLE 34: Housing Status................................................................................................................. 51 

TABLE 35: Significant Variation Between Respondents With and Without Their Own Home or 

Apartment....................................................................................................................... 52 

TABLE 36: Challenges Obtaining or Keeping Housing among Those that Reported a Problem.......... 53 

TABLE 37: Where Respondents Lived Most of the Time For Those Who Reported a Change in Living 

Situation in Prior Six Months............................................................................................ 53 

TABLE 38: Most Commonly Used Alcohol and Drug Treatment Services........................................... 56 

TABLE 39: Most Important Characteristics of Substance Abuse Services.......................................... 57 

TABLE 40: Discussions about Alcohol or Drug Use in Prior Six Months............................................. 58 

TABLE 41: Comfort Discussing Alcohol or Drug Use with Medical Provider and Case Manager........ 59 

TABLE 42: Respondents who Experienced Potential Mental Health-Related Symptoms in Prior 

Month .............................................................................................................................. 60 

TABLE 43: Discussions about Mental Health Topics in Prior Six Months........................................... 62 

TABLE 44: Other Sources of Support for PLWH................................................................................. 63 

TABLE 45: Self-Reported Results of Most Recent Viral Load Test...................................................... 64 

TABLE 46: Self-Reported Results of Most Recent CD4 (T-Cell) Test.................................................... 65 

TABLE 47: AIDS Diagnosis among Respondents................................................................................ 65 

TABLE 48: Most Common Other Health Conditions Reported by Respondents at Time of Survey.... 67 

TABLE 49: Disabilities Reported by Respondents.............................................................................. 68 

TABLE 50: Worries Related to Growing Older Living with HIV/AIDS.................................................. 71 

TABLE 51: Comfort Having Discussion with Medical Providers and Case Managers About Alcohol/ 

Drug Use and Sexual Health............................................................................................. 72 

TABLE 52: Discussions about Sexual Health in Prior Six Months....................................................... 73 

TABLE 53: Positive Prevention Services............................................................................................. 74 

TABLE 54: Barriers to Employment................................................................................................... 76 

TABLE 55: Challenges Experienced by Employed PLWH.................................................................... 77 

TABLE 56: Reasons for Not Enrolling in an Educational Program...................................................... 78 

TABLE 57: Participation in HIV-Related Consumer or Planning Groups............................................. 78 

TABLE 58: Agreement with Stigma Scale Factors.............................................................................. 80 

TABLE 59: Individuals Aware of Respondents’ HIV Status................................................................. 82 

TABLE 60: What Would Help PLWH Share Their HIV Status.............................................................. 83 

TABLE 61: HIV Knowledge................................................................................................................. 86 

TABLE 62: What Can be Done to Keep People in Community HIV Negative?.................................... 88 


LIST OF FIGURES 

FIGURE 1: Race/Ethnicity of Survey Respondents............................................................................. 13 

FIGURE 2: Sexual Orientation of Survey Respondents....................................................................... 15 

FIGURE 3: Years Living with HIV, Overall Survey Respondents.......................................................... 16 

FIGURE 4: Survey Language, Language Spoken at Home, and Language Spoken with Providers....... 19 

FIGURE 5: Health Insurance Status................................................................................................... 19 

FIGURE 6: General Health Status of Respondents............................................................................. 66 

FIGURE 7: Change in General Health Status in Prior Six Months....................................................... 66 

FIGURE 8: Agreement with Stigma Scale Factors.............................................................................. 81 

COMMON ACRONYMS 

ADAP AIDS Drug Assistance Program 

APTD Aid to the Permanently and Totally Disabled 

ARV Antiretroviral (medications) 

BPHC Boston Public Health Commission 

CAB Consumer Advisory Board 

DX Diagnosis or diagnosed 

EAEDC Emergency Aid to Elders, Disabled, and Children 

EMA Eligible Metropolitan Area 

HDAP HIV Drug Assistance Program 

HRSA Health Resources and Services Administration 

IDU Intravenous drug use or user 

JSI JSI Research & Training Institute 

MA Massachusetts 

MDPH Massachusetts Department of Public Health 

MH Mental health 

MSM Men who have sex with men 

NH New Hampshire 

OHA Office of HIV/AIDS 

OI Opportunistic infection 

PLWH People living with HIV/AIDS 

STI Sexually transmitted infection 

TAFDC Transitional Aid to Families with Dependent Children 

TANF Temporary Assistance for Needy Families 

ACKNOWLEDGEMENTS 

A project of this magnitude can only succeed with the participation and support of many individuals. JSI 

wants to acknowledge and thank the following people: 

Deborah Isenberg (former Director of Research, Massachusetts Department of Public Health’s Office of 

HIV/AIDS) and Michael Goldrosen (Director, HIV/AIDS Services Division, Boston Public Health Commission) for 

their guidance, vision, flexibility, and collaborative spirit. 

Members of the Advisory Group for their commitment to the project, keen insight, and overall willingness to roll 

up their sleeves and get to work. This includes Freeda Rawson (former Chair, Boston EMA HIV Health Services 

Planning Council), Susan Goldin (former member, Boston EMA HIV Health Services Planning Council), Jessica 

Kraft (former Director of Client Services, Boston Public Health Commission, HIV/AIDS Services Division), Erin 

Wnorowski (Senior Program Coordinator, Boston Public Health Commission, HIV/AIDS Services Division) and 

Danielle Towne (former Program Coordinator, Boston Public Health Commission, HIV/AIDS Services Division), 

Sophie Lewis (former Director of the Consumer Office, Massachusetts Department of Public Health, Office of 

HIV/AIDS), and Elizabeth Hurwitz, (former Analyst, Office of Research & Evaluation, Massachusetts Department 

of Public Health, Office of HIV/AIDS). 

Other key staff at MDPH and BPHC who guided the project their important questions and insight. This includes 

Kevin Cranston (Director, Bureau of Infectious Disease, Massachusetts Department of Public Health), Linda 

Goldman (Director of Client Services, Massachusetts Department of Public Health, Office of HIV/AIDS), Maura 

Driscoll (Interim Director of Research & Evaluation, Massachusetts Department of Public Health, Office of HIV/ 

AIDS), Vanessa Sasso (Director of Client Services, Boston Public Health Commission, HIV/AIDS Services Division), 

Shannon O’Malley (Program Coordinator, Boston Public Health Commission, HIV/AIDS Services Division), Dr. 

Anita Barry (Director, Infectious Disease Bureau, Boston Public Health Commission), and H. Dawn Fukuda 

(Director, Massachusetts Department of Public Health, Office of HIV/AIDS). 

Paul Goulet (current Director of the Consumer Office, Massachusetts Department of Health, Office of HIV/ 

AIDS) for his help with coordinating the pilot test of the draft surveys. Charlot Lucien (former contract manager, 

Massachusetts Department of Public Health, Office of HIV/AIDS) for going above and beyond the call of duty to 

ensure that the surveys in Haitian-Creole were accurate and appropriate. 

Craig Wells (Deputy Director, Community Research Initiative of New England) and the staff of CRI for preparing 

and hand-delivering over 1600 survey packets to the post office to reach clients of the HDAP. 

HIV case management service providers who prepared and delivered over 3,500 survey packets to their clients, 

on top of all of the important work they do each day. 

Members of the Boston EMA HIV Health Services Planning Council, the Massachusetts Prevention Planning 

Group, and the Massachusetts Office of HIV/AIDS Statewide Consumer Advisory Board for their invaluable 

input and feedback on this study. 

Members of JSI’s research team, including Kim Watson, Dr. Karen Schneider, Jaya Mathur, Sarah Wolfrum, 

Amy Flynn, and Dr. Jeremy Holman for their countless hours of work. 

And lastly but most importantly, all of the people living with HIV/AIDS in Massachusetts and southern New 

Hampshire who responded to the surveys and shared their perspective, experiences, and wisdom. 




INTRODUCTION 

Image: Map showing Boston eligible metropolitan areas 

In early 2008, representatives of Massachusetts 

Department of Public Health’s (MDPH) Office of HIV/ 

AIDS (OHA) and Boston Public Health Commission (BPHC) 

HIV/AIDS Services Division (HASD) began discussions with 

JSI Research & Training Institute (JSI) about conducting a 

comprehensive assessment of the needs of people living 

with HIV/AIDS (PLWH) in their respective service areas. 

MDPH OHA receives and administers Ryan White HIV/AIDS 

Program Part B and MA general revenue funds to provide 

HIV/AIDS care and support services for PLWH throughout 

the Commonwealth; BPHC receives and administers Ryan 

White HIV/AIDS Program Part A funds to provide similar 

services for PLWH in the Boston eligible metropolitan area 

(EMA) which includes seven counties in eastern and central 

Massachusetts and three counties in southern New 

Hampshire (see map inset). Because of the overlap in geography 

and populations served, MPDH and BPHC were committed 

to conducting a collaborative, coordinated assessment 

that would (1) combine their respective resources and 

expertise, (2) use those resources efficiently by avoiding duplicative assessment efforts, and (3) gather data that 

could be used by both organizations for their HIV/AIDS planning efforts. 

Over the course of several meetings among MDPH, BPHC, and JSI staff, several common principles were identified 

and agreed upon that set the foundation for this study. Specifically, MDPH and BPHC agreed that the study 

should: 

- Gather data to assess the service needs of PLWH, as well as a broad range of barriers, challenges, and quality 

of life issues they face 

- Include a large sample of PLWH in MA and southern NH that was reflective of the HIV epidemic 

- Be scientifically rigorous and produce data that were valid and objective 

- Produce data that could be used to support decision making on issues within their respective purviews 

- Represent a true collaboration between MDPH and BPHC that respected their shared and distinct needs as 

well as those of their stakeholders and constituents 

- Involve PLWH from across both service areas, including all of MA and parts of southern NH 

- Involve input from PLWH and other stakeholders in the design and implementation 

These meeting also enabled JSI to develop an overall “research question” that would ultimately guide the project, 

the methods, and the data analysis. The research question for this study was: 

Among PLWH in MA and the Boston EMA, what are the needs for HIV care and support services, barriers 

to accessing services, and experiences living with HIV/AIDS, including quality of life, stigma, self-sufficiency, 

and other challenges? 

Based on the above principles and research question, JSI developed a proposed research plan for the study. 

During the summer of 2008, this plan was revised through ongoing discussions with MDPH and BPHC. By 

September 2008, MDPH, BPHC, and JSI had agreed on an overall research plan and methodology. Specifically, 

JSI would implement a broad, two-part survey. Phase I would be intended to reach a large sample of PLWH 

(goal of 1,650) and gather a limited range of data on service needs, barriers, and demographic characteristics. 

Phase II would be intended to reach a smaller sample of PLWH (goal of 700) and gather more in-depth data on 

HIV-related topics. In addition to this methodology, the research plan also proposed complementary research 

methods (e.g., in-person surveys) to include PLWH who may not be reached by the survey, and proposed the 

development of an Advisory Group to guide the project and further refine the methods, implementation, and 

data analysis. 

ABOUT THIS REPORT 

This report is not intended as the final product of this study, but rather a “milestone” in what we hope will be 

an ongoing exploration of a rich dataset. Because this study was successful in reaching a large number of PLWH, 

it has produced a wealth of data that can continue to be analyzed. No single report could answer every question 

or include all of the possible ways that the data could be explored. The dataset from this study provides 

opportunities to ask and answer new, more focused research questions, to explore results that point to unique 

challenges or issues, and/or to focus on specific populations or topics of interest. We anticipate that this study 

will continue to produce data that can be used by MDPH, BPHC, planning bodies, and other stakeholders for 

several years to come. 

This report provides a summary of the results from this comprehensive study. In the sections that follow, we first 

describe the research methods, and provide a detailed description of the sample of PLWH who were reached. 

We then provide a summary of key results of the study, and identify any significant variations that were identified. 

Lastly, the report concludes with responses from the funders of the project (MDPH and BPHC) and from 

organizations that represent the needs of PLWH including the Massachusetts Statewide Consumer Advisory 

Board and Boston HIV Health Services Planning Council. These responses summarize important findings of the 

study and potential future activities in response. 

FOR MORE INFORMATION 

Inquiries about this report and/or the potential for the dataset to answer specific research questions should be 

directed to MDPH’s Office of HIV/AIDS or BPHC’s HIV/AIDS Services Division. Inquiries about the methods and 

approach should be directed to JSI Research & Training Institute, Boston, MA. 

METHODOLOGY



The methods used in this study were implemented in ways that ensured the confidentiality of research 

participants. Measures taken to protect the rights and confidentiality of all participants are described in 

more detail later in the Confidentiality and Institutional Review Board Approval sections (see page 8). 

APPROACH 

Based on the key principles identified above, JSI, MDPH, and BPHC agreed that the primary method for this 

study would be a survey. In addition, the survey would be made available in four languages—English, Spanish, 

Portuguese, and Haitian-Creole—to ensure linguistic accessibility. These languages were chosen based on 

demographic data from MDPH and BPHC on the most common languages spoken among the local population 

of PLWH. After a thorough consideration of the advantages and disadvantages of various survey administration 

methods, MDPH, BPHC, and JSI decided to implement a two-phase survey approach. Phase I would use a 

short-form survey distributed by mail. This survey would be intended to reach a large number of people and 

gather a limited set of data focused on HIV service needs and barriers. Phase II would be a long-form survey 

administered to a smaller subset of respondents to the short form, and would delve more deeply into a broad 

range of topics. This survey would be distributed only to short form respondents who volunteered to take it, and 

could be taken online or by phone or mail, thus providing opportunities for participation by those with higher 

and lower language literacy. 

The justification for this two-phase approach was driven by two factors. First, JSI had implemented a “consumer 

satisfaction survey” for BPHC in 2007 that used a one-page (front and back) tool distributed by mail, along 

with a small upfront incentive ($3 Dunkin Donuts® gift card). This approach was successful and the response 

rate (~40%) indicated that a large number of people would be wiling to respond to a short survey with a small 

upfront incentive. Second, it was assumed that a larger incentive would be required to encourage individuals 

to take a longer survey. Implementing the survey in two phases would allow the team to target the longer and 

more expensive survey (in terms of reproduction and incentive costs) to those who were most likely to take it 

and in the format and language they preferred. 

JSI established an Advisory Group to assist the team with the study design, survey tool development, survey 

administration, and data collection and analysis. Members of the Advisory Group included MDPH and BPHC 

staff, representatives from the Boston EMA HIV Services Planning Council, a representative from MDPHs Office 

of HIV/AIDS Consumer Office, and the members of JSI’s research team. 

STAKEHOLDER INPUT 

Before a single survey question was drafted, JSI began a process to gather community input. In October and 

November 2008, members of the JSI research team participated in several regularly-scheduled meetings of local 

advisory groups and community planning bodies. JSI announced the study and gathered input from key stakeholders 

about what would make the study most useful for the community. In total, JSI attended and participated 

in seven meetings of six stakeholder groups including: 

- Consumer Committee of Boston EMA HIV Health Services Planning Council (footnote 1) (2 meetings) 

Footnote 1. The Boston HIV Health Services Planning Council is a federally-mandated group of local stakeholders, appointed by the Mayor of 

the City of Boston, that is responsible for planning and setting priorities for Ryan White Part A funds received in the Boston EMA for 

HIV services. 

- Evaluation Committee of the Boston EMA HIV Health Services Planning Council 

- Massachusetts HIV Prevention Planning Group (MPPG) 

- Massachusetts Office of HIV/AIDS Statewide Consumer Advisory Board2 (Statewide CAB) 

- Service Coordination Collaborative (SCC) Coordinators Group 

- Greater Boston/Metrowest SCC Peer Support Working Group 

In addition, JSI attended and announced the project at the Boston EMA Research Forum sponsored by BPHC. 

SURVEY TOOL DEVELOPMENT 

After the community input phase was completed in November 2008, the process to develop and finalize the 

survey tools began and lasted through May 2009. The Advisory Board met regularly during this time period, 

providing important input on the survey questions and design, as well as ensuring that relevant stakeholders 

could review and comment. When possible, questions were borrowed or adapted from other surveys and/ 

or validated scales, but in other cases, new questions were developed to respond to specific data needs or 

research interests. 

In March 2009, draft versions of the Phase I and II survey tools were completed and the English language 

versions were pilot-tested with 15 PLWH, all of whom were members of either the Planning Council or the 

Statewide CAB. During the pilot test, JSI staff monitored and timed survey completion, responded to questions 

and requests for clarification, and facilitated a discussion of respondents’ experiences with the survey and suggestions 

for improvement. The pilot participants provided feedback on the process of completing the surveys, 

content of the questions, and appropriateness of the amount of the proposed incentives ($3 for Phase I and $25 

for Phase II). 

In mid-April 2009, JSI convened the project Advisory Group to discuss pilot survey feedback and to finalize the 

survey tools, including numerous changes based on the piloting process. After receiving MDPH and BPHC’s final 

approval on the tools, the surveys were then translated into Spanish, Portuguese, and Haitian-Creole using a 

local professional translation company. Next, the translations were reviewed and edited by JSI and MDPH staff 

who were either fluent or native speakers of these languages to ensure that translations were accurate and 

appropriate. See Appendix A and B for the English language versions of the surveys. 

SUPPORTING MATERIALS 

Supporting materials were developed for distribution with the Phase I and Phase II surveys. The Phase I survey 

packets included: the Phase I survey tool; a postage-paid envelope to return the survey; an introductory letter to 

recipients; survey instructions and participant information sheet; answers to frequently asked questions; a service 

directory sheet; a $3 Dunkin Donuts® gift card; information on how to volunteer to take the Phase II survey via 

web, phone or mail; and a postage-paid envelope to return the volunteer form to request a Phase II survey by mail 

or phone. All materials included in the Phase I packets were in English, Spanish, Portuguese, and Haitian-Creole. 

Footnote 2. The Massachusetts Office of HIV/AIDS Statewide Consumer Advisory Board is a group of up to 30 PLWH, who are reflective of the 

epidemic in MA, that meets monthly to advise senior staff of the MDPH OHA on services and policies affecting the lives of PLWH in the 

Commonwealth. 

The introductory letter explained why the recipient had received the packet (including that their name and 

address had not been shared with the JSI research team; see Confidentiality later in this section), the process 

for returning the surveys, and information about the incentive. The letter also informed recipients that participation 

in the study was both voluntary and confidential, and indicated that they could ask questions about the 

survey by calling a toll-free number or sending a message to the project’s email address, both of which were 

established and staffed by members of the JSI research team. 

The instruction sheet provided information about the study, including standard information required for 

informed consent. In an effort to anticipate participant questions, the JSI project team also developed answers 

to a list of frequently asked questions that was included in the Phase I survey packets and also posted on the 

online portal for the web-based survey. 

Because distribution of the survey would provide an opportunity to engage a large number of PLWH and because 

the surveys asked respondents about a variety of sensitive issues, a brief service directory was developed and 

included with the surveys. It contained contact information for a variety of potentially relevant services (e.g., 

AIDS hotline, suicide hotline, substance abuse treatment services, HDAP, etc.) 

Finally, the Phase I survey packets contained a volunteer form that Phase I survey respondents could fill out and 

submit if they were interested in participating in the Phase II survey. To enable participation by a diverse sample 

of respondents (including those with low literacy), interested individuals could complete the Phase II survey 

online, by mail or by phone. Participants were also asked to indicate whether they preferred to complete the 

survey in English, Spanish, Portuguese, or Haitian-Creole. This document also informed participants that those 

who completed the Phase II survey according to the study guidelines would receive a $25 CVS gift card. 

SURVEY DISTRIBUTION 

Because the Phase I survey was mail-based but there was no central database of PLWH and their contact information, 

the Advisory Group recommended that surveys be distributed to PLWH through funded HIV service 

providers. To reach the largest groups of PLWH, it was decided that 1,676 surveys would be distributed to clients 

of Massachusetts HDAP (managed and administered by Community Research Initiative of New England), and 

3,216 surveys would be distributed to clients of MDPH- and BPHC-funded HIV case management programs. 

To ensure participant confidentiality, the HDAP and MDPH/BPHC-funded case management programs were 

given survey packets and instructed to send them to a random sample of their clients (including only those 

clients age 18 or older and only those clients who had agreed to receive mail from the provider). To ensure 

that traditionally underrepresented portions of the state and EMA were included in the sample in sufficient 

numbers, case management service providers in western Massachusetts were asked to sample at a higher rate 

(60%) than those in the remainder of the state (45%). Similarly, case management service providers in southern 

New Hampshire were asked to send the survey to 100% of their clients. Service providers received no incentive 

or payment for their participation. 

Each Phase I survey was printed with a unique survey identification code developed by JSI (not to be confused 

with the Client Code or Unique Client Identifier used in the MDPH and BPHC service systems). This same survey 

code was also included on the form to volunteer for the Phase II survey. If a Phase I respondent volunteered 

to take the Phase II survey online, this code number was required at the start of the survey. For those who 
volunteered to take the Phase II survey by phone or mail, the unique code was transcribed on the Phase II 

survey. This coding system allowed the research team to “link” each respondent’s Phase I survey to the same 

individual’s Phase II survey, enabling data analyses across the two survey tools. 

SURVEY ADMINISTRATION 

Both Phase I and Phase II surveys were designed using Teleform®, a program that allows completed paper 

surveys to be scanned and verified digitally, and the results exported directly into a database. Each survey was 

assigned a unique code that allowed responses from the Phase I and Phase II surveys to be linked by respondent. 

An online version of the Phase II survey was developed, using SurveyMonkey®, for respondents who wished to 

complete the survey online. Respondents who completed the Phase I survey and volunteered to complete the 

Phase II survey were able to go directly to an online version of the survey in their preferred language by using 

the URL provided on the Phase I survey and entering their unique respondent IDs. All online SurveyMonkey® 

data were downloaded after the web site was closed and verified by the JSI project team. Respondents were 

then mailed the $25 gift card. 

For the purposes of the phone surveys, the JSI project team determined that the online SurveyMonkey® tool 

could also be used by the phone interviewer. The web-based Phase II survey was adapted for use via phone 

and was available in all four languages. JSI employed part-time interviewers, fluent in the survey languages, 

to schedule and complete the surveys by phone. When calling a participant, the interviewer would open a 

SurveyMonkey® phone survey link, read the questions to the respondent, and enter the respondents’ answers 

as delivered. As with the online survey, upon completion of all phone surveys, the data were downloaded and 

verified. Respondents were then mailed the $25 gift card. 

JSI staff mailed the surveys, along with postage-paid return envelopes and the service contact information 

sheet, to participants who volunteered to complete the Phase II survey by mail. Because JSI had projected 

and budgeted for a maximum of 700 long form respondents, the long form surveys were initially mailed out in 

“waves” to control for the final sample size. However, upon learning that over 1,500 people had volunteered 

to take the long form survey and that some willing participants would have to be excluded in order to remain 

within the budget constraints, MDPH and BPHC expressed a commitment to full participation by interested 

respondents. MDPH allocated additional resources to enable all interested respondents the opportunity to 

participate, and additional $25 gift cards were purchased for use at CVS and a variety of supermarkets across 

Massachusetts and southern New Hampshire. 

Based on the distribution method (by mail and via HIV service providers), the Advisory Group recognized that 

some populations were unlikely to be reached by the survey, including PLWH who were homeless or did not 

have a permanent address and PLWH who were not engaged in HIV care and support services. In an attempt 

to respond to these limitations, JSI conducted field research to gather data from these groups. A total of 168 

additional surveys were distributed through these methods (described below). 

To reach homeless PLWH, JSI worked with Boston Health Care for the Homeless Program (BHCHP), a local organization 

that provides primary care and other services for individuals who are homeless. BHCHP provided JSI 

research team members with office space during its weekly HIV “clinics.” As BHCHP staff met with clients on 

those days, they described the survey to them, assessed willingness to participate, and escorted volunteers to 

office space to meet JSI staff members and to complete both the Phase I and Phase II surveys. These respondents 

received both the $3 and $25 gift cards for their participation. 

The Advisory Group recommended that JSI work with HIV peer support providers to reach PLWH who were not 

in care at the time of the survey. JSI contacted these providers and asked them to distribute survey packets to 

PLWH who they knew or suspected were not in care. 

CONFIDENTIALITY 

JSI took several precautions to ensure respondent confidentiality and anonymity. Phase I survey packets were 

prepared by JSI staff, but distributed by providers to their clients, ensuring that JSI research staff had no access 

to client names or addresses. Phase I survey participants who elected to participate in the Phase II survey either 

by phone or mail were required to provide a phone number or address, so that JSI could reach them. The information 

provided by respondents was used only for contacting the potential Phase II survey respondents and for 

delivering the $25 gift card upon survey completion. All name, address, and phone number information were 

stored in a secure file and were shredded upon completion of the project. 

For the purposes of tracking survey response and gift card dissemination, the JSI project team developed and 

maintained Microsoft Access databases to store important information. One database, containing respondents’ 

identifying information (such as name, phone number, and address), was located on a secured network drive 

accessible only by the JSI project team. The other database contained the ID numbers associated with respondents 

as well as survey response data, but did not contain any identifying information. These data were stored 

separately, so that no survey response data was linked to individual respondents. 

INSTITUTIONAL REVIEW BOARD APPROVAL AND AUTHORIZATION 

FOR PUBLIC HEALTH RESEARCH 

Research involving human subjects and access to confidential information must be reviewed by an Institutional 

Review Board (IRB) to ensure the protection of the rights and privacy of research participants. In addition, 

public health-related research in Massachusetts must be approved by the Commissioner of Public Health in 

accordance with M.G.L. c. 111, §24A. This protects the confidentiality of all information collected or created as 

part of an approved research study and imposes restrictions on use and disclosure of research data. All of the 

methods, protocols, procedures, and tools described above for this study were submitted to MDPH’s IRB and 

24A review process. IRB and 24A approval were received in May 2009. 

DATA COLLECTION AND CLEANING 

When a completed mail survey was received by JSI, the status was noted by survey ID in the tracking database. 

Surveys were then scanned and the respondents’ answers were digitally registered and stored. JSI staff then 

verified the data, specifically ensuring that all digital data reflected the marks indicated on the hard copy survey 

forms and that all open-ended survey responses were accurately interpreted by the program. Teleform® and 

SurveyMonkey® data were then exported to SAS for monitoring and analysis by JSI staff. Twenty-five dollar gift 

cards were sent to respondents of the Phase II survey once a month throughout the approximately three-month 

period of Phase II survey collection. This was noted in the tracking database. 

The JSI project team took additional steps to create a uniform data set for the Phase II open-ended response 

data. Once the deadline for receiving Phase II surveys had passed, the non-English open-ended survey response 

data were sent to fluent speakers for translation into English. The data sent for translation included only the 

respondent IDs and the survey data, and, therefore, did not include any confidential or identifying information. 

For the Phase I survey, the only open-ended responses requested were numerical, such as the respondents’ 

year of birth; as a result, no translation of non-English Phase I survey response data was necessary. 

Upon completion of data collection, JSI conducted quality assurance to ensure that the respondent IDs in the 

Phase I and Phase II survey data sets matched the respondent IDs in the tracking database. Through this process, 

JSI also made certain that all Phase II survey respondents had received a $25 gift card for their participation. 

DATA MONITORING AND ANALYSIS 

The survey sample and survey data were monitored throughout the project. Sampling statistics were run regularly 

to ensure the potential sample of Phase II respondents was representative of the population of PLWH 

in MA and southern NH. However, after MDPH identified additional resources to ensure that everyone who 

volunteered for the Phase II survey would be provided an opportunity to respond, this tracking was not necessary. 

Information from these analyses also helped guide the distribution of field surveys to special populations. 

After all surveys were received and the data were cleaned, the final data analysis process began. For continuous 

variables, JSI calculated the overall mean value and mean values for specific groups of interest in the population 

(stratified analysis). JSI tested differences between the group means using t-tests if comparing two groups. 

ANOVA was used to compare means for more than two groups, and Tukey’s HSD test pointed to which groupto-

group comparisons were significantly different. A p-value of less than 0.05 was considered indicative of a 

significant difference. 

For categorical variables, JSI calculated proportions for the entire population and for specific groups of interest 

(stratified analysis). JSI also tested differences between proportions using Chi-square statistics. A p-value of less 

than .05 was considered indicative of a significant difference. 

JSI ran stratified analyses by gender, age, race/ethnicity, US vs. non-US born, disease status, exposure mode, 

income, mode of data collection, region, and other independent variables included on the survey. JSI often had 

sufficient sample size to produce reliable estimates of differences within these groups. 

DATA PRESENTATIONS 

Prior to publication of this report, members of the JSI research team made numerous presentations of preliminary 

data to local stakeholders and planning groups. The purpose of these presentations was to make data 

available more quickly than a final report would allow, and to provide information that could inform ongoing 

planning efforts, such as identifying needs, setting priorities, or answering specific research questions. JSI presented 

research results to the following groups: 

- Consumer Committee of the Boston EMA HIV Health Services Planning Council (February 2010) 

- Evaluation Committee of the Boston EMA HIV Health Services Planning Council (March 2010) 

- Service Providers who attended the Ryan White Part A Provider Training (March 2010) 

- The Boston EMA HIV Health Services Planning Council (April 2010) 

- Staff of MDPH’s Office of HIV/AIDS (May 2010) 

- Massachusetts HIV Prevention Planning Group (November 2010) 

- The Boston EMA HIV Health Services Planning Council (January 2011) 

- Consumer Committee of the Boston EMA HIV Health Services Planning Council (January 2011) 

- Staff of BPHC’s HIV/AIDS Services Division (February 2011) 

In addition, data from the survey on HIV-related stigma were presented as posters at two national conferences, 

including: 

- Ryan White Grantee Meeting (August 2010, Washington, DC) 

- HIV Prevention Leadership Summit (December 2010, Washington, DC) 

LIMITATIONS 

The survey methodology posed several limitations. By using providers to disseminate the surveys, respondents 

were primarily individuals receiving regular medical care and were connected to publicly funded services. PLWH 

who are homeless or do not have a permanent address and/or who do not use MDPH or BPHC-funded HIV care 

and support services were underrepresented among the pool of survey respondents. In addition, those not 

born in the US were underrepresented when compared to the HIV epidemiology in the surveyed region. These 

limitations should be kept in mind while reviewing the data presented throughout this report. 

The JSI project team also encountered unforeseen complications with survey distribution and collection. Through 

the data monitoring process, JSI realized that a small number of those who completed the Phase II online did 

not complete and return the Phase I survey. As a result, the linked Phase I and Phase II survey data set (n=1,029) 

contains fewer records than the dataset with all Phase II surveys (n=1,066). 

Lastly, JSI set up bulk postage permit accounts with Boston’s Fort Point Post Office with which to pay for outgoing 

and returning mail project surveys. Early in the survey distribution process, it was discovered that the postage 

permit printed on the Phase I survey packets sent to providers for distribution would not allow the packets 

to be mailed from a location other than the Fort Point Post Office. JSI worked with all providers to resolve the 

situation, including providing stamps to place over the invalid permit and/or paying for transport and drop-off 

of the surveys at the Fort Point Post Office. 

In spite of these limitations, the study was successful and had a very high response rate, reaching the largest 

sample of PLWH ever obtained in a Massachusetts or Boston EMA assessment of this type. The study also produced 

a comprehensive, high-quality dataset that provides a wealth of information on PLWH’s needs, quality of 

life, experiences living with HIV/AIDS and other health conditions. In the sections that follow, we describe the 

sample of respondents and the key results from the Phase I and Phase II surveys. 

CHARACTERISTICS OF THE SURVEY SAMPLE 

In this section, we provide data on the characteristics of the survey respondents. This information is important 

not only for describing the survey sample, but also for providing context for understanding and interpreting 

the data presented later in this report. As noted previously, because of the research methods implemented, 

respondents were primarily individuals receiving regular medical care. In addition, PLWH who were homeless, 

not born in the US, and/or who did not use publicly-funded HIV care and support services were underrepresented 

among the pool of survey respondents. These limitations should be kept in mind while reviewing the 

data presented throughout this report. 

SURVEY SAMPLE 

Tables 1 and 2 provide information on the total Phase I and II surveys that were distributed and the total number 

of completed surveys that were received. Over 5,000 Phase I surveys were distributed, and 1,791 were completed, 

representing a response rate of 35%. The total Phase I survey distribution is likely to be an overestimate, 

and thus the actual response rate is likely to have been higher. Some providers reported to the JSI research 

team that they did not distribute all of the surveys allocated to their agency, and the total distribution estimate 

was adjusted accordingly. However, it is likely that other providers did not report distributing fewer surveys 

than they were allocated. In addition, it appears that a very small number of providers did not distribute any 

surveys. Because each survey had a unique code number, JSI maintained a database tracking the range of code 

numbers within each batch of Phase I surveys given to each provider. An analysis of the code numbers on the 

Phase I surveys returned showed that no surveys were returned from those that were to be distributed by two 

providers (n=181). 

TABLE 1: PHASE I SURVEY DISTRIBUTION AND RESPONSE 

PHASE I SURVEY DISTRIBUTION 

Total distribution 5,060 

Through HDAP 1,676 (33%) 

Through HIV case management programs 3,216 (64%) 

Through field methods 168 (<1%) 

PHASE I SURVEY RESPONSES 

Total received 1,791 

Within Massachusetts 1,649 

Within EMA only 1,339 

Response rate 35% 

Language version of survey 

English 1,548 (86%) 

Spanish 204 (11%) 

Portuguese 16 (<1%) 

Haitian Creole 23 (<1%) 

Of the 1,791 respondents to the Phase I surveys, 1,528 volunteered to take the Phase II survey. Of these volunteers, 

1,066 completed the Phase II survey, representing a response rate of 70%. 

Respondents to both surveys were asked several questions to help construct a profile of the sample, including 

personal characteristics, HIV history, geography, income, medical care, and health and disability status. A table 

of complete demographic characteristics is provided in Appendix C and key highlights are summarized in the 

remainder of this section. These data refer to the individuals who completed both the Phase I and Phase II 

surveys (n=1,029). Note that “n” in each table, which refers to the number of people who answered the related 

question, may vary. 

TABLE 2: PHASE II SURVEY DISTRIBUTION AND RESPONSE 

PHASE II SURVEY DISTRIBUTION 

Total distribution 1,528 

By mail 976 (64%) 

By web (online) 263 (17%) 

By phone 219 (14%) 

By field methods 70 (5%) 

PHASE II SURVEY RESPONSES 

Total received 1,066 

Response rate 70% 

Total linked to Phase I survey (overall) 1,029 

Within Massachusetts 958 

Within EMA only 763 

Language version of surveys linked to Phase I survey 

English 908 (88%) 

Spanish 109 (11%) 

Portuguese 6 (<1%) 

Haitian Creole 6 (<1%) 

CHARACTERISTICS OF SURVEY RESPONDENTS 

Age. Although PLWH aged 18 and over were eligible to participate in this study, the study sample was largely 

comprised of older PLWH (See Table 3). The majority of survey respondents (87%) reported their age as 40 years 

or older. When compared to the MA HIV prevalence, the proportion of respondents age 30 to 39 was slightly 

lower, while the proportion of respondents 50 to 59 and 60 and over was higher. 

TABLE 3: AGE OF SURVEY RESPONDENTS COMPARED TO MA HIV PREVALENCE (2009) 

FIGURE 1: RACE/ETHNICITY OF SURVEY RESPONDENTS (N=1,029) 

White Non-Hispanic 50% 

Black Non-Hispanic 19% 

Hispanic 22% 

Asian/P.I. <1% 
Other 6% 

Unknown 3% 

Race/Ethnicity. In the Phase I survey, respondents were first asked to indicate if they were of Hispanic/Latino 

ethnicity, and then to identify their race. Respondents could select as many racial categories as applied. Figure 1 

illustrates the racial/ethnic breakdown of all survey respondents. One-half reported their race/ethnicity as non- 

Hispanic White. Roughly one-fifth of respondents self-identified as non-Hispanic Black (19%), and another onefifth 

of respondents indicated their race/ethnicity as Hispanic (22%). The remaining respondents were either 

Asian/Pacific Islander (<1%); Other, including multiracial (6%); or unknown (3%). 

Table 4 summarizes the racial/ethnic composition of the sample in comparison to the MA and EMA HIV epidemic. 

While the overall breakdown of respondents by race/ethnicity resembles the racial/ethnic epidemiological 

profile of PLWH in Massachusetts and the EMA, the proportion of non-Hispanic Black respondents is lower 

than the proportion of this group in the MA and EMA HIV prevalence. 

Gender. As shown in Table 5, nearly two-thirds of survey respondents (65%) were male, and a little over onethird 

(34%) were female. Less than 1% reported that they were transgender. The distribution of gender among 

survey respondents resembles the epidemiology in Massachusetts and the EMA, but women are slightly overrepresented 

in the survey sample. HIV prevalence data for the transgender population were not available. 

Sexual Orientation. As shown in Figure 2, one-half of respondents identified as heterosexual and the remainder 

reported homosexual (43%) or bisexual (7%) identity. HIV prevalence data by sexual orientation were not available 

for comparison. 

HIV Transmission Risk. Table 6 illustrates the transmission risk of survey respondents as compared to the MA 

and EMA HIV prevalence data. Survey respondents were presented a list and asked to select the way they 

believed they contracted HIV (e.g. sex with a man, sex with a woman, IDU, etc.). The responses were then analyzed 

based on the gender of the respondent. The largest proportion of respondents (41%) indicated that they 

contracted HIV through male-to-male sex, followed by heterosexual sex (33%) and IDU (16%). Compared to HIV 

transmission prevalence data for MA and the EMA, IDUs were under-represented in the survey sample, while 

MSM were slightly over-represented. 


TABLE 4: RACE/ETHNICITY OF SURVEY RESPONDENTS COMPARED TO MA AND EMA HIV PREVALENCE 

(2009) 

As indicated in Table 6, MA prevalence data include heterosexual and presumed heterosexual categories. The 

heterosexual category includes individuals who reported heterosexual sex with a person with, or at increased 

risk for, HIV infection. The presumed heterosexual risk category includes individuals who reported heterosexual 

sex but do not report any other behavioral risk or any knowledge of specific HIV risk factors in their sex partners. 

If these two categories are combined for comparison to the survey sample, the survey sample is reflective of 

heterosexual risk among PLWH in MA. 

TABLE 5: GENDER OF SURVEY RESPONDENTS COMPARED TO MA AND EMA HIV PREVALENCE (2009) 

FIGURE 2: SEXUAL ORIENTATION OF SURVEY RESPONDENTS (N=1,029) 

Heterosexual 50% 

Homosexual 43% 

Bisexual 7% 

HIV Status and Years Living with HIV. About two-thirds of respondents had been living with HIV/AIDS for more 

than 10 years at the time of the survey. About 60% of survey respondents had AIDS, determined by responses 

to questions about ever having a CD4 count less than 200 or ever having an opportunistic infection. 

TABLE 6: HIV TRANSMISSION RISK AMONG SURVEY RESPONDENTS COMPARED TO MA AND EMA HIV 

PREVALENCE (2009) 

FIGURE 3: YEARS LIVING WITH HIV, OVERALL SURVEY RESPONDENTS (N=1,029) 

>5 to 10 years 20% 

<1 year 3% 

1 to 5 years 11% 

>10 years 66% 

Income. Poverty status of respondents was determined based on reported monthly income and the number of 

people living in their household. For the purpose of this study, poverty was defined as living at or below the federal 

poverty level (FPL). Almost half of survey respondents (47%) were living in poverty at the time of the survey. 

TABLE 7: POVERTY STATUS OF RESPONDENTS 

From a list, survey respondents were asked to select all sources of their income. Table 8 displays the eleven 

income source options ranked according to response frequency. Over two-thirds of respondents (68%) relied 

on Social Security for their income. Over one-quarter of respondents (27%) relied on their own employment for 

income, while 7% indicated their spouse/partner’s employment. Five percent of survey respondents received 

unemployment benefits. 

TABLE 8: SOURCE OF INCOME OF RESPONDENTS, RANKED 

Geography. Respondents were asked several questions to assess geographic characteristics such as place of 

birth, state of residence, and region of residence within the state. These are each described below. 

- Country of Birth. Over three-quarters of respondents (78%) reported that they were born in the United 

States. Another 14% were born in Puerto Rico or another US territory, and about 10% were born outside 

the US. The most common other country was Haiti, representing less than 2% of respondents. All other 

countries represented less than 1%. Of those born outside the US, respondents included individuals from 33 

countries around the world, representing every continent except Australia/Oceania and Antarctica. 

- State of Residence. Of the overall survey sample, 94% of respondents were residents of Massachusetts, 5% 

were residents of New Hampshire, and 1% were homeless. These data closely mirror the HIV prevalence 

data for the Boston EMA (95% MA, 5% NH, and 2% homeless). 

- Region of Massachusetts. Table 9 illustrates the regions of Massachusetts in which respondents lived at the 

time of the survey. The southeast and western regions of Massachusetts are over-represented in the survey 

sample, while Boston and the northeast region are under-represented. 

Immigration Status. As noted above, 10% of survey respondents were born outside the US. Of this group, 73% 

moved to the US 10 years ago or more, and 10% were recent immigrants (moved less than five years ago). 

To assess immigration status, respondents were asked to select from a list of the four legal status options. Of 

those who were born outside the 50 US states and DC, 72% said they were US citizens, 14% were legal permanent 

residents, 4% were refugees or asylees, and 1% had a student/work/business/tourist visa. About 9% 

selected the “other” response option. 

The survey also asked respondents to indicate the month and year when they first tested positive for HIV and 

for those who were not born in the US, the year they moved to the US. Using these two variables, 71% of 

the non-US born respondents tested HIV positive after moving to the US, and 16% were diagnosed before 

immigrating. The remainder indicated that they tested positive during the same year as moving to the US. 

TABLE 9: REGION OF RESIDENCE FOR MA RESPONDENTS 

FIGURE 4: SURVEY LANGUAGE, LANGUAGE SPOKEN AT HOME, AND LANGUAGE SPOKEN WITH PROVIDERS 



English
Survey Version 88%

Spoken at Home 85% 

Spoken with Providers 87% 

Spanish
Survey Version 10%

Spoken at Home 12% 

Spoken with Providers 11% 

Language. The Phase II survey asked respondents which language they speak most of the time at home, as 

well as which language they prefer to speak with service providers. Nearly 85% of respondents said they speak 

English at home, 12% said Spanish, and 1% said Haitian-Creole. Fourteen other languages were reported by 

respondents as the language they speak most often at home, but each represented less than 1% of respondents. 

FIGURE 5: HEALTH INSURANCE STATUS 

Figure 4 compares the proportions of respondents who said they speak English and Spanish at home and with 

their providers to the proportion of respondents who took each language version of the surveys. A slightly lower 

proportion of respondents who speak Spanish at home or with their providers took the survey in Spanish. The 

proportions for Portuguese and Haitian-Creole were too small for comparison on this chart. 

Health Insurance Status. Figure 5 displays the health insurance status of respondents. Because individuals may 

have health insurance from more than one source, percentages across categories total more than 100%. The 

majority of this overlap is likely represented by low-income PLWH who are long term disabled and/or over 65 

years of age, who have coverage under both Medicare and Medicaid. Survey respondents were asked to select 

all forms of health insurance that they had. Over two-thirds of respondents (70%) reported having Medicaid as 

at least one of their health insurance providers and almost one-third of respondents (34%) reported Medicare. 

A slightly smaller proportion (28%) reported that they were privately insured. 




PHASE I SURVEY RESULTS

In this section, we present the results of the Phase I survey (see Appendix A). This survey was distributed 

to 5,060 PLWH in MA and southern NH and was completed by 1,791 individuals. The survey was brief and 

intended to gather limited data from a broad sample of individuals about their HIV care and support service 

needs. In addition to a few basic demographic questions, the survey included a list of 19 services and asked 

respondents to indicate, for the prior six months: 

1. Their need and use of each service by selecting either “needed and used,” “needed but couldn’t get,” or 

“didn’t need and didn’t use” 

2. The role of the service in their life by selecting either “essential,” “not essential, but nice to have” or “no 

role/not essential” 

3. Any barriers they experienced in accessing the service by selecting from a list that included 10 different 

barriers (e.g., “didn’t know it existed,” “couldn’t get there,” etc). 

The 19 services were described on the survey rather than labeled with a common “short hand” name or phrase. 

For ease of presentation and discussion, shorter phrases are used in this report for each of these 19 services. 

Table 10 illustrates the words used in this document and the words that were included on the survey. 

NOTE ABOUT THE DATA IN THIS SECTION 

The data tables in this section illustrate the results of the Phase I survey for three groups: (1) all respondents 

(overall), (2) respondents who resided in Massachusetts, and (3) respondents who resided in the Boston EMA. 

Homeless respondents are only included in the “overall” group since residency could not be established for 

these individuals. 

Sample size. The abbreviation “n” used in the data tables and in the text refers to the number of people 

who answered each question. The “n” varies depending on which group of respondents being discussed 

(overall, MA, or EMA), and because some respondents did not answer each question on the survey (or did 

not have to answer if it wasn’t applicable). 

Statistically significant differences. Phase I survey data were analyzed by a range of independent variables 

to determine whether different groups reported different proportions. For example, did men report 

a higher need than women, or did Whites report a lower need than Blacks? Often, proportions between 

groups are different, and the key to interpretation is to assess whether these differences are the result of 

chance or whether they represent a real phenomenon captured by the study. To determine which of these 

is more likely, a statistical test is conducted (Chi-square), and a statistical value is produced (p-value). If the 

p-value is less than 0.05, this means we are at least 95% confident that the difference identified is real. This 

difference is then called “statistically significant.” When statistically significant variations were identified 

between certain groups (e.g., between men and women, or those above or below the poverty level) in our 

analyses, an “x” symbol is placed in the appropriate column in the tables. To understand these differences, 

please see the Data Supplement3 that provides more detailed information on the statistically significant 

variations identified among these groups. 

Footnote 3. The Data Supplement is available for download on websites of the BPHC HIV/AIDS Services Division (www.bphc.org/aids) and the 

MDPH Office of HIV/AIDS (www.mass.gov/dph/aids). 

TABLE 10: LANGUAGE USED TO DESCRIBE SERVICES ON THE PHASE I SURVEY 

LANGUAGE USED IN 

THIS REPORT 

LANGUAGE USED IN SURVEY 

Case Management 

Help coordinating and planning for HIV care and other services (case management) 

Benefits 

Help getting benefits such as health, social security, or disability 

Dental 

Regular dental care from a dentist or hygienist 

Primary care 

Regular HIV medical care from a doctor, nurse, or ob/gyn 

Drugs 

Help paying for or getting drugs for HIV/AIDS and for related health issues 

Adherence 

Help taking medications regularly and dealing with side-effects 

Mental Health 

Professional counseling or treatment for a diagnosed mental health issue 

Peer Support 

Support from other people living with HIV/AIDS (one-on-one or in groups) 

Substance Abuse 

Services that help deal with alcohol and/or drug use 

Housing Search 

Help finding a place to live 

Rent 

Help paying rent 

Nutritional Counseling 

Help understanding and planning for nutrition needs 

Home-Delivered Meals 

Meals delivered to my home 

Congregate Meals 

Group meals served somewhere other than my home 

Food Vouchers/Bank 

Food vouchers or groceries that can be picked up from a food bank 

Legal Assistance 

Help with legal issues 

Immigration Assistance 

Services that help deal with immigration status 

Job Help 

Help finding and keeping a job 

Respite 

Help taking care of a partner, parent, or other adult family member 



SERVICES NEEDED AND USED


SERVICES THAT PLWH NEEDED AND USED 

As shown in Table 11, the top five services most reported as needed and used by PLWH were: 

1. Primary care 

2. Drugs 

3. Case management 

4. Help getting benefits 

5. Dental services 

The least needed and used services were home-delivered meals, respite support, job help and immigration 

assistance, all reported by less than 15% of respondents. For any service listed in the table (e.g., primary care at 

92%), it is important NOT to interpret that the remaining 8% needed but could not get the service. It is possible 

that the service was not needed at all. For this reason, Table 11 should be interpreted in the context of Table 

12, and Table 13. 

It is also important to note that immigration assistance is a service unique to those not born in the US, and 

there was a small sample of non-US born respondents to the Phase I survey (n=86). For this reason, the low 

rank of this service may obscure its actual need among this population. Nonetheless, among non-US born 

respondents, immigration assistance was also among the five least needed and used services, reported by 20% 

of respondents. 

As illustrated in Table 11, a number of statistically significant variations were identified among groups in regard 

to the services they “needed and used.” Variations based on poverty status and race/ethnicity were most prevalent, 

and several of these are described below. More information about these variations is available in the Data 

Supplement. 

- Among the top five needed and used services listed above, the drug service category had several notable 

variations. The proportion who reported that they needed and used this service was significantly higher 

among men, those living above poverty, Whites (compared only to Blacks and “other” races), those age 50 

and older (EMA only), and those who had been living with HIV for more than 10 years (MA only). 

- In general, where statistically significant variations were identified, the proportion who reported that they 

needed and used a service was significantly higher among those living below poverty and women. 

- There were no consistent trends in variations based on race/ethnicity. 

TABLE 11: SERVICES NEED AND USED BY PLWH IN THE SIX MONTHS PRIOR TO SURVEY (RANKED) AND SIGNIFICANT VARIATIONS BY SELECTED GROUPS (P<.05) 




SERVICE GAPS


SERVICES THAT PLWH NEEDED BUT COULD NOT GET 

As shown in Table 12, the top five services that PLWH said they needed but could not get (service gaps) 

were: 



1. Rent 

2. Food vouchers/food bank 

3. Dental 

4. Job help 

5. Housing search


As noted above, immigration assistance is a service unique to those not born in the US, and there was a small 

sample of non-US born respondents to the Phase I survey (n=86). Among this group, immigration assistance was 

the second highest reported service gap among non-US born respondents; 37% of this group said they needed 

but could not get this service. 

Barriers experienced by those who said they needed but could not get these services are provided later in this 

section in Table 12. Those services for which the lowest proportion reported that they needed but could not get 

were primary care, substance abuse, adherence, and drugs. 

As illustrated in the table, a number of statistically significant variations were identified among groups in the 

proportion that reported that they “needed but could not get” a service. Variations based on poverty status, 

race/ethnicity, and disability status were most prevalent, and several of these are described below. More information 

about these variations is available in the Data Supplement. 

- Where variations were identified, the proportion who said they needed but could not get a service was significantly 

higher among women, those living in poverty, those who were living with HIV for 10 years or less, people 

of color (non-White respondents), non-US born, those living with a disability or other chronic conditions, and 

those under age 50. 

TABLE 12: SERVICES THAT PLWH NEEDED BUT COULD NOT GET IN THE SIX MONTHS PRIOR TO SURVEY (RANKED) AND SIGNIFICANT VARIATIONS BY SELECTED GROUPS (P<.05) 

ESSENTIAL SERVICES



SERVICES THAT WERE ESSENTIAL 

As shown in Table 13, the top five services that were essential to PLWH overall health were: 



1. Primary care 

2. Drugs 

3. Help with benefits 

4. Dental services 

5. Case management 


Among non-US born respondents (n=86), immigration assistance was not among the top five most essential 

services; it was reported as essential by 59% of respondents and ranked 14 out of 19. 

As illustrated in Table 13, a number of statistically significant variations were identified among groups in the 

proportion that reported that each service was “essential” to their overall health. Variations based on gender, 

poverty status, and race/ethnicity were most prevalent, and several are described below. More information 

about these variations is available in the Data Supplement. 

- Where variations were identified, the proportion who said that the service was essential was significantly 

higher among women, those living in poverty, people of color, those living with a disability or other chronic 

conditions, and non-US born. 

- Responses to drug reimbursement services were a notable exception to the general trend. Significantly more 

men than women, and more PLWH living above poverty than below said that medications were essential. 

TABLE 13: SERVICES THAT WERE ESSENTIAL TO PLWH IN THE SIX MONTHS PRIOR TO SURVEY (RANKED) AND SIGNIFICANT VARIATIONS BY SELECTED GROUPS (P<.05) 



LESS ESSENTIAL SERVICES


SERVICES THAT WERE LEAST ESSENTIAL 

As shown in Table 14, the top five services that PLWH said had “none, or no role” in their overall health 

were: 



1. Immigration assistance 

2. Respite 

3. Job help 

4. Home-delivered meals 

5. Congregate meals 


Among the non-US born respondents (n=86), immigration assistance was still among the top five least essential 

services. It was reported as having “none, no role” by 28% of these respondents, and was the fifth least essential 

service. 

As illustrated in Table 14, a number of statistically significant variations were identified among groups in the 

proportion that reported that each service had “none, or no role” in their overall health. Variations based on 

poverty status and race/ethnicity were most prevalent and several are described below. See More information 

about these variations is available in the Data Supplement. 

- The proportion of respondents who said that a service had “none, no role” in their life was significantly 

higher among men, those living above poverty, those age 50 and older, Whites, those who were not living 

with a disability, and US born. 

- Responses to drug reimbursement services were a notable except to the general trend. Significantly more 

women than men, and more PLWH living below poverty said that drugs had “none, no role” in their lives. 

TABLE 14: SERVICES THAT WERE NOT ESSENTIAL TO PLWH IN THE SIX MONTHS PRIOR TO SURVEY (RANKED) AND SIGNIFICANT VARIATIONS BY SELECTED GROUPS (P<.05) 


SERVICE BARRIERS 



Table 15 includes the top barriers for each of the top 10 services that PLWH said they needed but could not get. 

For all 10 services, the most common barrier was “didn’t know it existed or how to get it.” 

As noted previously, immigration assistance was second highest in the list of services that non-US born PLWH 

(n=86) said they needed, but could not get. Among those who said they needed but couldn’t get the service and 

also reported a barrier (n=19), the most common were “didn’t know it existed/how to get” (68%) and “other” (26%). 

TABLE 15: MOST COMMON BARRIERS FOR TOP 10 SERVICES PLWH SAID THEY NEEDED BUT COULD NOT GET 



PHASE II SURVEY RESULTS 



In this section, we present the results of the Phase II survey (see Appendix B). This survey was distributed to 

1,528 PLWH in MA and southern NH who completed the Phase I survey and volunteered to take the Phase II survey. 

The survey was long and was intended to gather more comprehensive data from a smaller sample of PLWH. 

In addition to more in-depth demographic questions, the survey included a range of questions on topics such as: 



- Access to care and support 

- Aging 

- Co-morbidities 

- Education and employment 

- Health knowledge/literacy 

- Health status 

- HIV diagnosis 

- HIV medications & adherence 

- Housing status 

- Mental health 

- Positive prevention 

- Primary care 

- Stigma and disclosure 

- Substance use 


NOTE ON TERMINOLOGY 

For purposes of this survey, the term “HIV medical provider” was defined as “your main doctor, nurse practitioner, 

nurse, or physician’s assistant who manages your HIV care. If you have more than one medical provider, think 

about the one you see most of the time.” 

For help with acronyms used in this section, see Common Acronyms on page vii. For assistance with the definition 

of specific terms, see the Glossary on page 95. 

NOTE ABOUT THE DATA IN THIS SECTION 

The data tables in this section illustrate the results of the Phase II survey for three groups: (1) all respondents 

(overall), (2) respondents who resided in Massachusetts, and (3) respondents who resided in the Boston EMA. 

Homeless respondents are only included in the “overall” group since residency could not be established for 

these individuals. Proportions cited in the text refer to the “overall” sample only; readers should refer to the 

tables for proportions for the other two groups. 

Sample size. The abbreviation “n” used in the data tables and in the text refers to the number of people 

who answered each question. The “n” varies depending on which group of respondents being discussed 

(overall, MA, or EMA), and because some respondents did not answer each question on the survey (or did 

not have to answer if it wasn’t applicable). 

Statistically significant differences. Much of the Phase II survey data were also analyzed by a range of 

independent variables to determine whether different groups responded differently. Often, proportions 

between groups are different, and the key to interpretation is assessing whether these differences are the 

result of chance, or whether they represent a real phenomenon captured by the study. To determine which 

of these is more likely, a statistical test is conducted (Chi-Square), and a statistical variable is produced 

(p-value). If the p-value is less than 0.05, this means we can be at least 95% confident that the difference 

identified is real. This difference is then called “statistically significant.” When statistically significant variations 

were identified between certain groups, these differences are identified in the text. All variations were 

significant at the 0.05 level, unless otherwise noted. 

HIV TESTING 

LOCATION 

The largest proportion of respondents indicated that they learned their HIV status when they were tested 

at a hospital or hospital clinic (31%), a private doctor’s office (23%), or a community health center or clinic 

(21%). Smaller proportions reported that they learned in jail/prison or at an HIV counseling, testing, and 

referral sites. 



TABLE 16: FACILITY WHERE RESPONDENTS TESTED POSITIVE 

The location where respondents were tested and learned they were HIV positive varied significantly for several 

populations, described below. 

- A significantly higher proportion of MSM than non-MSM tested positive at private doctors’ offices (32% vs. 

18%) and at community health centers or clinics (26% vs. 18% MA; 25% vs. 18% EMA). 

- A significantly higher proportion of women than men tested positive at a hospital or hospital clinic (38% vs. 

30%). 

Because the survey sample included a large proportion of individuals who had been living with HIV for more 

than 10 years, HIV testing location information was analyzed to determine whether there was any difference 

between those tested earlier in the epidemic compared to those tested more recently. A significantly greater 

proportion of EMA respondents diagnosed more than 10 years ago tested positive at a community health center 

than those diagnosed more recently (24% vs. 17%). No other statistically significant differences were identified. 

The location where individuals tested HIV positive also varied significantly by geography in MA, and likely reflects 

the distribution and concentration of certain types of facilities throughout the state. For example, a greater 

proportion of respondents living in the Cape or Island regions of MA reported that they tested positive for HIV 

at a community health center or clinic (when compared to other regions of the state). Conversely, a smaller 

proportion of respondents living in the Cape or Island regions reported that they tested positive at a hospital or 

hospital clinic. 


ENGAGEMENT WITH AND ACCESS TO CARE AND SERVICES



The Health Resources and Services Administration (HRSA) and the Ryan White Program legislation have 

encouraged grantees to understand better why PLWH who know their status are not in care and to develop 

strategies to bring them into care. Although there are a number of potential strategies for assessing the 

needs of people not in care, it was anticipated that this assessment would not reach a large number of them, 

based on the methodology and overall objectives. 

Nonetheless, all respondents were asked a series of questions about when they tested positive for HIV, how 

quickly they sought care and support services, who or what helped them access services, and what could have 

helped them access services sooner. The responses of those who indicated that they delayed accessing care 

could serve as imperfect proxies for the experiences of PLWH who are not in care. 

As illustrated in Table 17, more than three-quarters of respondents indicated that they accessed HIV medical 

care soon after testing HIV positive; 59% said they got care immediately (within 30 days) and another 18% said 

they waited one to six months. An additional 16% said they waited longer than a year to access medical care, 

with very few having not yet accessed care at the time of the survey. 

Respondents indicated that they waited longer after testing HIV positive to access services other than medical 

care, with over one-half (57%) accessing HIV services within six months (including 35% within 30 days). About 

one-third of respondents waited a year or longer to access HIV services, with 4% reporting that they had not yet 

accessed HIV services other than medical care. 

TABLE 17: LENGTH OF TIME BETWEEN HIV DIAGNOSIS AND ENGAGEMENT IN HIV MEDICAL CARE AND 

OTHER HIV SERVICES 

Respondents were asked to identify what supports would have helped (or would help them now) get medical care 

sooner. The top responses for those who waited a year or more (n=168) to access HIV medical care are included 

in Table 18. As shown, the two most common responses were “needed more time to deal with diagnosis” (24%) 

and “nothing” (17%). Given the intense federal focus on activities to increase the number of people who know 

their status and are in medical care, these results suggest potential barriers to such efforts. It is important to 

note, however, that nearly all of the sample population was engaged in care and services at the time of the 

survey, and therefore, the views of those not in care at the time of the survey are not reflected in these data. In 

addition, since the majority of participants received their diagnosis more than ten years prior to the survey, it is 

possible that some respondents may not have immediately recalled any barriers they experienced. 

TABLE 18: POTENTIAL FACILITATORS FOR ACCESSING HIV MEDICAL CARE SOONER AFTER HIV DIAGNOSIS 

AMONG RESPONDENTS WHO WAITED ONE YEAR OR MORE TO ACCESS CARE 

TABLE 19: POTENTIAL FACILITATORS FOR ACCESSING OTHER HIV SERVICES SOONER AFTER HIV 

DIAGNOSIS AMONG RESPONDENTS WHO WAITED ONE YEAR OR MORE TO ACCESS SERVICES 

In addition to HIV medical care, respondents were also asked to identify what would have helped (or would help 

them now) get other HIV services sooner. The top responses for those who waited a year or more to access 

such services are included in Table 19. Unlike the responses for HIV medical care, the responses to this question 

indicate that access to information about services and where to get them is important. As shown in Table 19, 

the most common responses were “more information about where to go to get services” (36%), “need time to 

deal with diagnosis” (29%), and “information about free or low cost services” (27%). 

As shown in Table 20, respondents reported that their medical providers and case managers were the most 

helpful to them for getting HIV medical care or other services after testing positive, with 38% indicating the 

former, and 16% the latter. Further analysis indicated that those who tested positive in a private doctor’s office 

were significantly more likely to enter care sooner than those who tested positive elsewhere. Specifically, 83% 

of those who tested in a private doctor’s office entered care within six months, compared to 75% of those who 

tested positive in other sites. 



TABLE 20: MOST HELPFUL PEOPLE FOR LINKING CLIENTS TO HIV MEDICAL CARE OR OTHER SERVICES 

Comparisons of data on the short and long form surveys suggest that those who waited to access other HIVrelated 

services for a year or more after their HIV diagnosis continue to experience barriers to accessing services. 

For 14 of 19 services on the short form survey, a significantly higher proportion of those who waited a 

year or more to access other HIV services than those who waited less time reported (1) a barrier to accessing 

services in the six months prior to the survey and (2) to have needed but could not get dental care (overall and 

EMA only), support from other people with HIV/AIDS, and help finding a place to live (EMA only). 

Respondents were also asked to select from a list what was most difficult (in general) about using HIV services. 

Table 21 lists all of the survey response options and the proportion of respondents who selected each. As 

illustrated, over half of respondents answered “nothing,” and the next most common response was “too much 

paperwork,” reported by nearly one-quarter of respondents. 



TABLE 21: MOST DIFFICULT ASPECTS OF ACCESSING HIV SERVICES 

For several of the options in Table 21, respondent characteristics were analyzed to assess any possible commonalities 

among those that reported a particular difficulty. Mental health issues and age of respondents were identified 

as common themes among certain response options. For example, among those who said getting to and 

from appointments was most difficult (n=166), 67% also reported that they had been diagnosed with a mental 

health condition in the prior three months, and 92% reported experiencing mental health symptoms in the 

prior 30 days. Among those who said they felt uncomfortable or unwelcome at some service providers (n=134), 

50% reported that they had been diagnosed with a mental health condition in the prior three months, and 95% 

reported experiencing mental health symptoms in the prior 30 days. In addition, 66% of these respondents were 

under age 50. Lastly, among those who said they did not want people to see them getting services (n=130), 

54% reported that they had been diagnosed with a mental health condition in the prior three months, and 88% 

reported experiencing mental health symptoms in the prior 30 days. Among this group, 70% were under age 50. 


HIV MEDICAL CARE 


When asked where they usually got HIV medical care, most respondents reported a hospital/hospital 

clinic (42%), a community health center or clinic (30%), or a private doctor’s office (28%). As highlighted 

in Table 22, a higher proportion of respondents in the Boston EMA than those in MA or the 

overall sample reported that they got HIV medical care at a hospital/hospital clinic. Similarly, fewer respondents 

in the Boston EMA reported that they get care at community health centers. 

Respondents were also asked whether they kept their last HIV medical appointment. The vast majority (95%) 

said that they had kept their last appointment. Among the small proportion who did not keep their last appointment, 

the most common reasons are provided in Table 23. 



TABLE 22: FACILITIES USED FOR HIV MEDICAL CARE 

TABLE 23: MOST COMMON REASONS FOR MISSING HIV MEDICAL APPOINTMENT (AMONG THOSE WHO 

MISSED MOST RECENT APPOINTMENT) 

PLWH WHO ARE NOT IN CARE 

HRSA, which administers the federal Ryan White HIV/AIDS Program, has focused for a number of years on PLWH 

who are not in care. HRSA considers PLWH not to be in care if they have not seen a medical provider in the past 

six months (nor received a CD4 and/or viral load test). Because of the methodology used for this study (distribution 

to PLWH through case managers and ADAP, with some outreach to not-in-care through peer support 

programs), it was expected that a large proportion of respondents were likely to be “in care.” 

TABLE 24: EXPERIENCES WITH HIV MEDICAL PROVIDER 

Nonetheless, the survey included several questions to assess whether respondents were “in care” including 

when they last saw their medical provider and whether they were taking HIV medications. Date of last CD4 or 

viral load was not asked. Based on these parameters, very few respondents were “not in care”—98% of MA 

respondents and 99% of EMA respondents said they had seen their medical provider in the 12 months prior to 

the survey, and 95% and 94% respectively had done so within the prior six months. In addition, 91% of respondents 

indicated they were taking HIV medications. (More information on HIV medications is provided in the next 

section.) 

For the very small number of individuals who said they had not seen their medical provider in the year prior to 

the survey, their responses to the HIV medications questions were analyzed to determine whether these PLWH 

respondents were truly “not in care.” Of the small number who said they had not seen their medical provider in 

the prior 12 months, only three individuals also reported that they were not taking ARVs. 

EXPERIENCES WITH MEDICAL PROVIDER 

Respondents were asked a series of questions about their medical provider to assess the components of care 

that they received. Respondents were asked to indicate how often the factor was a part of their experience with 

their provider (e.g., always, sometimes, or never). The purpose of these questions was not to evaluate the medical 

provider, but rather assess respondents’ experiences with their provider and whether they were receiving 

comprehensive primary care services. 

As shown in Table 24, a high proportion of respondents reported “always” for the vast majority of the characteristics 

explored. The highest proportion of respondents reported that their medical provider “always” (1) treats 

me with respect (94% MA, 93% EMA) and (2) seems to understand how to treat HIV/AIDS (93%). The lowest 

proportion of respondents reported that their medical provider always (1) meets with my sexual and drug using 

partners upon my request (57% MA, 55% EMA), and (2) is easy to reach when I need to (65% MA, 66% EMA). For 

most characteristics, the proportion who reported “never” was below 5%, except for meeting with sexual and 

drug using partners upon request (33% MA, 34% EMA), referrals to mental health or substance abuse services 

if needed (13% MA, 14% EMA), and working with the client to keep medical appointments (8% MA, 9% EMA). 

IMPORTANT SERVICE CHARACTERISTICS 

Respondents were asked to select from a list of characteristics, those that were most important when they 

needed to use HIV primary care. Table 25 highlights the responses to this question among all respondents. As 

illustrated, the most important characteristics of primary care (reported by 60% or more of respondents) were 

(1) the ability to get there easily, (2) the presence of staff who understands the needs of PLWH, and (3) the 

provider accepting their insurance. 

TABLE 25: MOST IMPORTANT CHARACTERISTICS OF HIV PRIMARY CARE 


HIV MEDICATIONS 



Among all MA and EMA respondents, 91% were taking HIV medications (anti-retrovirals or ARVs) as prescribed 

by their medical provider at the time of the survey. Among respondents who had an AIDS diagnosis, 

96% to 97% were taking HIV medications. As shown in Table 26, among those taking HIV medications, 

a large majority (79%) had been taking them for five years or more. 



TABLE 26: LENGTH OF TIME TAKING HIV MEDICATIONS 

A small number of respondents (<10%) indicated that they were not taking ARVs. Among this group, the majority 

said it was because they and their medical provider had decided to wait (53%) or their medical provider had 

not prescribed them (32%). None said it was because they could not afford them or because they did not have 

a medical provider. 

TABLE 27: REASONS FOR NOT TAKING HIV MEDICATIONS 

HIV DRUG RESISTANCE TESTING 

HIV drug resistance testing can help inform the selection of treatment options for PLWH, indicating whether 

an individual’s HIV virus is resistant to particular types of HIV medications. Specifically, genotypic assays detect 

drug resistant mutations in specific viral genes and phenotypic assays assess the ability of the virus to grow in 

different concentrations of antiretroviral drugs. US treatment guidelines recommend HIV drug resistance testing 

when a PLWH enters care, before initiation of drug therapy, when changing drug regimens, and/or in cases of 

virologic failure or suboptimal viral suppression4. Drug resistance testing is also recommended for all pregnant 

women with HIV, prior to initiation of drug therapy. 

Forty-four percent of respondents said that they had ever had a baseline HIV drug resistance test. Over onequarter 

(28%) said they had not; and another 29% said they weren’t sure or didn’t know if they had ever had 

such a test. The proportion who reported ever having a baseline drug resistance test was significantly higher 

among those who: (1) had lower self-reported CD4 cell counts, (2) had a recent mental health diagnosis, (3) had 

been told by a medical provider that they had AIDS, (4) had a disability, (5) reported that their health status had 

stayed the same in the past year, and (6) were living above poverty level. 

DRUG COSTS 

The Massachusetts HIV Drug Assistance Program (HDAP) and the New Hampshire AIDS Drug Assistance Program 

(ADAP) provide access to HIV-related medications for residents of each state who are otherwise unable to obtain 

these life-saving drugs. These programs are funded by the federal Ryan White Program and are administered by 

each state for their residents. PLWH who reside in Massachusetts are eligible if their income is below 500% of 

the federal poverty level; PLWH who reside in New Hampshire are eligible if their income is below 300% of the 

federal poverty level. 

As shown in Table 28, the largest proportion of respondents indicated that their medication costs were covered 

by HDAP (65%) or Medicaid (60%). 

TABLE 28: HIV MEDICATION COST COVERAGE 

Responses were analyzed to assess whether there were any significant differences in how NH respondents 

and all others covered the cost of HIV medications. In addition to the expected result that those from NH were 

significantly more likely than all other respondents to report that they used the NH Health Plan (7% vs. 0.3% 

overall; 7% vs. 0.2% EMA), NH respondents were also significantly less likely than others to report that they used 

Medicaid to cover drug costs (33% vs. 62% overall; 33% vs. 61% EMA). 

Footnote 4. DHHS. 2009. Guidelines for the use of antiretroviral agents in HIV-1-infected adults and adolescents. 

ADHERENCE 

Among respondents who had been taking HIV medications for at least six months, 62% (EMA) to 64% (MA) 

said they had never missed a dose of their medications in the two weeks prior to the survey; 29% (MA) to 31% 

(EMA) said they had missed a dose once or twice. Those who reported missing a dose in the past two weeks 

were significantly more likely to have been living with HIV over 10 years, have experienced mental healthrelated 

symptoms in the prior 30 days, to have been diagnosed with a mental health condition in the prior three 

months, to have been under age 50, and have had a most recent CD4 count below 200. 

Respondents were asked about who, if anyone, had talked with them in the three months prior to the survey 

about taking their HIV medications as prescribed. Among respondents who had been taking HIV medications for 

at least six months, nearly two-thirds (64%) said their medical provider had spoken with them about this topic. 

Nearly 30% said that “no one” had talked to them about this topic (see Table 29). 

TABLE 29: DISCUSSIONS ABOUT MEDICATION ADHERENCE IN PRIOR THREE MONTHS (AMONG THOSE 

TAKING HIV MEDICATIONS) 

MEDICATION STOPPAGE 

In addition to adhering to their daily medication regimen, the survey also asked respondents if they had stopped 

taking their medications for more than a week in the six months prior to the survey. Thirteen percent of respondents 

said they had stopped taking their HIV medications for more than a week during that period. As shown in 

Table 30, the largest proportion (35%) said they stopped because they felt depressed or overwhelmed, followed 

by 30% who said they forgot to take them. It should be noted that of the top reasons for medication stoppage, 

nearly all appear to be “individual decisions” that may not have been discussed with their medical provider. 

Only 12% indicated that they had stopped because their medical provider told them to do so. 

These responses were examined in more detail to determine whether any respondents indicated that their 

medical provider had told them to stop, in addition to any other reason (thus suggesting some medical provider 

involvement). Of those who said they had stopped taking their medication, 85% did not indicate their medical 

provider had told them to do so. 

Among those who said they had stopped taking their medications for more than a week, a small number (n=9) 

said they had stopped because they could not afford a prescription refill. The source of payment for medications 

was explored for this group of nine. Three (33%) said their medications were paid for by Medicaid, two (22%) 

said HDAP and private insurance, two (22%) said HDAP, Medicaid, and Medicare, one (11%) said Medicaid, 

Medicare, and Commonwealth Care/Choice, and one (11%) said HDAP, Medicaid, and private insurance. All nine 

resided in Massachusetts, and four were age 50 or older. 

Twenty-four MA respondents (24%) and 16 EMA respondents (19%) selected “other” as a reason for having 

stopped taking their medications. Of these groups, the most frequently cited reasons were alcohol/drug use 

(MA = 3, EMA = 3), a medical insurance issue (MA = 3; EMA = 3), and a medication “holiday” (MA = 3; EMA = 0). 

TABLE 30: REASONS FOR STOPPING MEDICATIONS FOR MORE THAN ONE WEEK IN PRIOR SIX MONTHS 


HIV CASE MANAGEMENT 



As defined by MDPH and BPHC, HIV case management is a service that links clients with primary medical 

care and health-related support services in a manner that ensures timely, coordinated access to appropriate 

levels of care. Client-centered services support a client’s ability to maximize his/her self-sufficiency 

and independence. Key activities include: information and referral; assessment of the client’s needs and personal 

support systems; development of a comprehensive individualized service care plan; coordination of the 

services required to implement the plan; client monitoring to assess the efficacy of the plan; periodic reassessment; 

and implementation and periodic adaptation of the plan. 

HIV case management services are an important component of the local HIV service delivery system and these 

services are jointly procured by MPDH and BPHC through a single competitive grant application process for 

service providers in Massachusetts. In FY10, HIV medical5 case management was ranked 4th in priority by the 

Boston Ryan White Part A Planning Council, and with an FY10 allocation of over $2 million, represented the 

largest resource allocation of the 11 HIV services funded by the Part A Program. 

More than three-quarters of survey respondents (79%) reported that they needed and used case management 

services in the six months prior to the survey. This high proportion was expected since nearly two-thirds of the 

initial surveys were distributed to clients of HIV case management programs. 

Responses related to need and use of case management services (e.g., “needed and used” or “didn’t need 

and didn’t use”) were linked to other responses on the survey to assess any significant differences between 

those who used and did not use case management services. Table 31 highlights these significant differences 

for a number of variables. For example, among the overall sample, 89% of those who needed and used case 

management services had a chronic condition compared to 79% of those who didn’t need or use case management 

services. As illustrated in Table 31, a significantly higher proportion of those who needed and used HIV 

case management services had a chronic condition, were disabled, had been diagnosed with a drug or alcohol 

problem, had a recent mental health diagnosis or mental health symptoms, were not MSM, had a recent change 

in their living situation, were in school or a vocational training program, and had less formal education. 

Footnote 5. HIV case management services were recently renamed “HIV medical case management” services to reflect recent changes in the 

Ryan White Program legislation and the role of these services in linking PLWH with primary care. 

TABLE 31: SIGNIFICANT VARIATIONS BETWEEN RESPONDENTS WHO USED AND DID NOT USE HIV CASE 

MANAGEMENT SERVICES 

IMPORTANT SERVICE CHARACTERISTICS 

From a list of characteristics, respondents were asked to select those that were most important when they 

needed to use HIV case management services. Table 32 highlights the responses to this question among those 

who said they used case management services in the six months prior to the survey. As illustrated, the largest 

proportion (43%) said none of the characteristics provided on the survey were important. Of those who 

selected a characteristic, the most important were the presence of staff that understands the needs of PLWH, 

being able to get to the provider, and ease in making an appointment and reaching a member of the staff. 

TABLE 32: MOST IMPORTANT CHARACTERISTICS OF HIV CASE MANAGEMENT SERVICES (AMONG 

RESPONDENTS WHO USED THESE SERVICES) 

PEER SUPPORT SERVICES 



Peer support is defined by MDPH and BPHC as a set of services provided by and for PLWH that enable 

them to empower themselves and develop effective strategies for living healthy lives. Through one-onone 

interactions and in groups, peer support promotes clients’ engagement in health care and provides 

opportunities for education, skill-building, and emotional support in a respectful setting. With harm reduction 

as a foundation, peer support helps clients access health information, develop coping skills, reduce feelings 

of social isolation, and increase self-determination and self-advocacy, helping improve quality of life for both 

participants and peer leaders. 

Less than one-half (45%) of respondents reported that they needed and used peer support services in the six 

months prior to the survey. Responses related to need and use of peer support (e.g., “needed and used” or 

“didn’t need and didn’t use”) were linked to other responses on the survey to assess any significant differences 

between those who used and did not use these services. Table 33 highlights these significant differences for a 

number of variables. For example, among the overall sample, 91% of those who needed and used peer support 

had a chronic condition compared to 82% of those who didn’t need or use the service. 

As illustrated in Table 33, a significantly higher proportion of those who needed and used peer support services 

had a chronic condition, were disabled, had been diagnosed with a drug or alcohol problem, had a recent mental 

health diagnosis or mental health symptoms, were in fair or poor health, were living in poverty, were not 

MSM, were female, were US born, had a recent change in their living situation, did not live in their own home 

or apartment, were people of color, were employed, were in school or a vocational training program, had less 

formal education, and had higher viral loads. 

As reported previously in this report (see Table 12), peer support services was among the top 10 services that 

respondents said they needed but could not get. The top barriers experienced, as reported by respondents, 

were “didn’t know it existed or how to get” and “service is not available near my area.” 

TABLE 33: SIGNIFICANT VARIATIONS BETWEEN RESPONDENTS WHO USED AND DID NOT USE PEER 

SUPPORT SERVICES 

HOUSING STATUS 



The long form survey included several questions to assess respondents’ housing status and the stability 

of their living situation (e.g., whether there had been any recent changes, and if they experienced any 

problems getting or keeping their housing). As shown in Table 34, more than three-quarters of respondents 

were living in their own home or apartment at the time of the survey. Because the initial survey was 

mail-based (meaning it was sent to clients who had an address), these results were expected. Nonetheless, 

field methods were used to ensure that homeless individuals were included in the sample, but they represent 

a small proportion of the overall respondents. Less than half of respondents (42%) said that they were living in 

subsidized housing. 

TABLE 34: HOUSING STATUS (PRIOR 30 DAYS) 

The proportion who reported that they lived in their own home or apartment was significantly lower among 

numerous groups of respondents. These variations are highlighted in Table 35. In general, those who were 

sicker, had either a mental health or substance use diagnosis or concern, lived below the poverty level, and/or 

were non-White were significantly less likely to be living in their own home or apartment. 

To assess potential challenges with housing, all respondents were asked to indicate whether they had experienced 

any problems obtaining housing or any problems keeping housing in the prior six months. Just over one-quarter 

of respondents reported any problem getting housing (29% overall and MA; 28% EMA) or keeping housing (27% 

overall; 26% MA; 26% EMA). Of those who reported a problem, the top reasons are listed in Table 36. 


TABLE 35: SIGNIFICANT VARIATIONS BETWEEN RESPONDENTS WITH AND WITHOUT THEIR OWN HOME OR 

APARTMENT 




HOUSING STABILITY 

A small proportion of respondents (12%) said that their living situation had changed in the six months prior to 

the survey. Because a change in living situation does not necessarily suggest an unstable housing situation, this 

group of respondents was then asked to indicate where they had lived most of the time during the prior six 

months. These results are presented in Table 37. 

The largest proportion indicated that they had lived in their own home or apartment, suggesting that they had 

simply moved or changed residences. However, about one-third had been living with someone else temporarily 

because they had nowhere else to go, 15% had lived in a residential program, and 10% had been homeless. The 

higher proportion in the overall sample that reported living on the street or in a shelter, car, or other temporary 

place is expected, since homeless individuals are included only in the overall sample. A greater proportion of 

EMA respondents than others said they had lived in a home or apartment of their own, and a small proportion 

said they had lived in someone else’s home temporarily. 


TABLE 36: CHALLENGES OBTAINING OR KEEPING HOUSING AMONG THOSE THAT REPORTED A PROBLEM 



TABLE 37: WHERE RESPONDENTS LIVED MOST OF THE TIME FOR THOSE WHO REPORTED A CHANGE IN 

LIVING SITUATION IN PRIOR SIX MONTHS 

Recent research suggests that moving can affect PLWH access to and engagement in care.6 To assess the 

potential impact of a change in living situation on PLWH health and quality of life, those who reported 

a change in the prior six months were further analyzed. Among 114 respondents who changed living 

situations, 83 (73%) were considered “unstably housed” (meaning they had not moved from a 

home/apartment of their own to another home/apartment of their own). These 83 unstably housed 

respondents were compared to the vast majority (n=910) who had not changed living situations or 

had moved, but from a home/apartment of their own to another home/apartment of their own. The results of 

this comparison indicate that those who were unstably housed were significantly more likely to have reported: 

lower CD4 and higher viral loads; fair/poor health status; having a disability; being diagnosed with an alcohol/ 

drug problem; recent mental health symptoms and a recent mental health diagnosis; living in poverty; being 

under age 50; having less than a high school education; and being a person of color. Those who were unstably 

housed were also significantly less likely to report that they were taking ARVs. 

Footnote 6. Hartmut, Worthington, and Gill. 2011. Adverse health effects for individuals who move between HIV care centers. 

Journal of Acquired Immune Deficiency Syndromes. May (57,1): 51-54. 





SUBSTANCE USE

SUBSTANCE USE AMONG RESPONDENTS 

Overall 37% of respondents indicated that they drank alcohol, and 68% said that they had ever experimented 

with drugs; 76% reported at least one of these behaviors. 

Nearly 40% of respondents said they had ever been diagnosed with an alcohol or drug problem. This is 

consistent with other data on substance use disorders among PWLH.7 

To assess potential current substance use problems, the survey tool included questions based on the standard 

CAGE assessment, which is often used to quickly assess possible problems with alcohol. The survey tool used 

the four basic “yes/no” CAGE questions (Cutting down on alcohol, experiencing Annoyance from others about 

alcohol use, feeling Guilty, and using alcohol as an Eye opener). For the survey, these questions were adapted 

to reference alcohol and/or drug use and were time-limited to the three months prior to the survey to assess 

potential current problems. A positive (YES) response to at least two of the four questions may indicate a problem 

with alcohol or drugs. 

Of the 76% of respondents who said they drank alcohol or had ever experimented with drugs, nearly onequarter 

(24% MA, 23% EMA) answered “yes” to two or more of the CAGE questions, indicating they may have a 

current issue with alcohol or drug use. 

About one-third of respondents (34% MA, 33% EMA) said they had ever used a needle/syringe to inject drugs 

or hormones into their body; 6% (EMA) to 8% (MA) said they had done so in the 30 days prior to the survey. 

Of this group of recent users of injection drugs or hormones, 47% (MA) to 48% (EMA) said the drugs/hormones 

had not been prescribed by their medical provider, 9% said they had shared needles/works with someone else, 

and 96% (MA) to 100% (EMA) said they were able to get clean needs/works when they needed them, either 

from a pharmacy, needle exchange, or syringe access. 

ALCOHOL OR DRUG TREATMENT SERVICES 

Of the respondents who said they had ever been diagnosed with an alcohol or drug problem (39% MA, 40% 

EMA), 96% said they had used some form of drug or alcohol services. The use of drug or alcohol treatment 

services was significantly higher among (1) those who had ever been diagnosed with an alcohol or drug treatment 

problem than those who had not (p=<.0001), and (2) among those who answered “yes” to two more of 

the CAGE questions, suggesting a potential substance abuse issue at the time of the survey (p=<.0001). 

Table 38 illustrates the types of services used by respondents who had ever been diagnosed with a problem and 

who said they had ever used alcohol or drug treatment services. Over three-quarters of respondents reported 

either using 12-step meetings or detoxification /rehab programs. 

To explore more about the need, use, and access to substance abuse treatment services among those who 

could possibly benefit from them, data were analyzed across the short and long form surveys. Specifically, 

the long form responses of individuals with potential substance abuse issues within three months prior to the 

survey (i.e., positive response to two or more of the CAGE screening questions) were linked to their responses 
on the short from about the role of, need for/use of (in prior six months), and barriers to “services that help 

deal with alcohol and/or drug use.” 

Footnote 7. Bing et al. 2001. Psychiatric disorders and drug use among HIV-Infected adults in the US. Arch Gen Psychiatry. 2001;58:721-728. 

http://archpsyc.ama-assn.org/cgi/content/abstract/58/8/721 

Respondents with potential substance abuse issues at the time of the survey were significantly more likely than 

those without to report that: 

- substance abuse services were essential (66% vs. 43% MA, 68% vs. 42% EMA), 

- they needed but could not get substance abuse services (12% vs. 3% MA, 15% vs. 3% EMA), and 

- they experienced a barrier to accessing substance abuse services (26% vs. 16% MA, 29% vs. 16% EMA). 



TABLE 38: MOST COMMONLY USED ALCOHOL AND DRUG TREATMENT SERVICES (AMONG RESPONDENTS 

EVER DIAGNOSED WITH A PROBLEM AND EVER USING SUCH SERVICES) 

IMPORTANT SERVICE CHARACTERISTICS 

From a list of characteristics, respondents were asked to select those that were most important when they 

needed to use substance abuse services. Table 39 highlights the responses to this question among those who 

said they used substance abuse services in the six months prior to the survey. As illustrated, the largest proportion 

(53%) said none of the characteristics provided on the survey were important. Of those who selected a 

characteristic, the most important were being able to get to the provider, location of the service in their community 

where they know people, and the presence of staff who understands the needs of PLWH. 



TABLE 39: MOST IMPORTANT CHARACTERISTICS OF SUBSTANCE ABUSE SERVICES (AMONG 

RESPONDENTS WHO USED THESE SERVICES) 

RISK REDUCTION 

All respondents were asked who (if anyone) had talked with them about alcohol or drug use in the six months 

prior to the survey. Table 40 illustrates the responses for all respondents whether or not they had a drug or 

alcohol problem. Among respondents who said someone had spoken with them about these issues, the most 

common responses were a medical provider (39%) and a case manager (26%). 

As shown in Table 40, 46% of all respondents said that no one had talked with them about alcohol or recreational 

drug use in the six months prior to the survey. However, it is likely that for some respondents, such 

conversations were not appropriate or warranted based on their history, the length of their relationship with 

medical or support services providers, and/or recent behavior. When the data were stratified to include only 

those who may have had a recent substance abuse issue (i.e., those with a positive response to two or more 

of the CAGE screening questions), a large majority reported that someone had spoken with them about these 

issues in the prior six months (82% MA, 85% EMA), and was significantly higher than among those who did not 

appear to have a recent substance abuse issue (p=<.0001). 

TABLE 40: DISCUSSIONS ABOUT ALCOHOL OR DRUG USE IN PRIOR SIX MONTHS (AMONG ALL 

RESPONDENTS) 

The data were also analyzed to assess whether any groups of respondents were more likely to report that 

someone had not spoken with them about alcohol or substance abuse issues in the prior six months. Among 

respondents who may have had a recent substance abuse issue (i.e., those with a positive response to two or 

more of the CAGE screening questions), the proportion who said no one had talked to them about substance 

abuse issues was significantly higher among MSM respondents than non-MSM respondents (59% vs. 41% MA; 

60% vs. 40% EMA). 

Among respondents who had ever been diagnosed with an alcohol or drug problem, the proportion who said 

no one had talked to them about substance abuse issues was significantly higher among those over 50, women, 

and those who reported either Black (non-Hispanic) or “other” racial backgrounds. 

SUBSTANCE USE AND POSITIVE PREVENTION 

Eight percent (MA = 70, EMA = 56) of respondents said that in the six months prior to the survey, they needed 

“help figuring out ways to stay healthy if using drugs and how to use drugs more safely.” Of this group, 31% (MA) 

to 35% (EMA) said they had not gotten this help. 

Respondents were asked about their own, as well as their medical provider and case manager’s comfort with 

discussing alcohol and drug use. Excluding those who said they did not have a medical provider or a case manager, 

the vast majority of respondents said they were comfortable talking about alcohol and drug use with their 

medical provider and case manager, and conversely, that their medical provider or case manager was comfortable 

talking about it with them (see Table 41). 

TABLE 41: COMFORT DISCUSSING ALCOHOL OR DRUG USE WITH MEDICAL PROVIDER AND CASE 

MANAGER 


SUBSTANCE USE AS BARRIER TO ACCESSING SERVICES 

Beyond the impacts to a person’s health, drug and alcohol use can affect PLWH self-sufficiency and access to or 

engagement in medical care and support services. The findings below illustrate some of these additional effects 

of alcohol or drug use: 

- In the six months prior to the survey, 3% (MA) to 4% (EMA) of respondents said they had problems getting 

housing and 2% (MA) to 3% (EMA) said they had trouble keeping housing because of their history of drug 

or alcohol use. 

- 3% (EMA) to 4% (MA) of respondents said that “help dealing with drug or alcohol issues/addiction” would 

have helped them get HIV medical care sooner (after learning they were HIV positive). 

- 9% (MA) to 10% (EMA) of respondents said “help dealing with drug or alcohol issues/addiction” would have 

helped them get HIV services other than medical care sooner (after learning they were HIV positive). 

- 6% (MA and EMA) of respondents said they were not employed at the time of the survey because of their 

own issues with drugs or alcohol. 

MENTAL HEALTH



MENTAL HEALTH CONDITIONS 

About one-half (47% MA and EMA) of respondents said they had been diagnosed with a mental health 

condition in the three months prior to the survey. While this proportion is consistent with prior studies of 

PLWH in Massachusetts and southern New Hampshire,8 it is higher than among the general population.9 

Among this group, the most common mental health diagnoses were depression (83% MA, 84% EMA), anxiety 

disorder (61% MA, 62% EMA), bipolar disorder (21% MA, 25% EMA), post-traumatic stress disorder (24% MA, 

25% EMA), panic disorder (24% MA, 25% EMA), and ADHD (10% MA, 11% EMA). The proportion reporting a 

mental health diagnosis was significantly higher among those who were born in the US, reported a change in 

their living situation in the prior six months, were unemployed, were White, and were living in poverty (MA only). 

Respondents were also asked a series of “yes/no” questions about symptoms they experienced in the 30 days 

prior to the survey that could suggest potential mental health-related issues. These questions were adapted 

from the mental health portion of the MDPH and BPHC HIV Case Management Assessment Form and are based 

on widely-used screening tools for depression, post-traumatic stress disorder, and other mental health conditions. 

The purpose of these survey questions was not to screen definitively for mental health conditions among 

respondents, but rather to highlight potential mental health issues (e.g., depression) among respondents 

whether or not they reported that they had received a mental health diagnosis. 



TABLE 42: RESPONDENTS WHO EXPERIENCED POTENTIAL MENTAL HEALTH-RELATED SYMPTOMS IN 

PRIOR MONTH 


Footnote 8. Suffolk University. 2004. Voices of Experience. 

Footnote 9. According to the National Institute of Mental Health, over 26% of adults in the US are diagnosable with one or more mental health 

disorders in a year (http://www.nimh.nih.gov/statistics/1ANYDIS_ADULT.shtml). 

As illustrated in Table 42, between 40% and 70% of respondents indicated that had experienced each of the 

symptoms. When looking at all six symptoms, 79% of both MA and EMA respondents reported that they experienced 

at least one of them. The proportion who reported at least one of the symptoms was significantly higher 

among those who reported that they had an AIDS diagnosis, experienced a change in their living situation in the 

prior six months, were unemployed, and were White (non-Hispanic). 

MENTAL HEALTH IMPACTS ON HIV TREATMENT 

Data from the survey suggest that mental health issues may affect the ability of PLWH to adhere to the day-today 

requirements of their HIV medication regimen (e.g., missing a dose periodically) as well as their ability to 

maintain that regimen over time (e.g., deciding to stop taking medications). As noted above in the section on 

HIV Medications, 14% of respondents who were taking HIV medications said they had stopped for more than 

a week in the six months prior to the survey. The largest proportion (39%) said they stopped because they felt 

depressed or overwhelmed. Among those taking HIV medications, a significantly higher proportion of those with 

a mental health diagnosis (in the three months prior to the survey) than those without a diagnosis said they had 

stopped taking their meds for more than a week in the prior six months (17% vs. 11% MA, 17% vs. 10% EMA) 

and had missed a dose in the prior two weeks (39% vs. 32% MA, 43% vs. 33% EMA). Similarly, a significantly 

higher proportion of those who reported a recent mental health-related issue (e.g., responded “yes” to one of 

the questions in Table 42) said they missed a dose in the past two weeks (39% vs. 24% MA, 42% vs. 22% EMA). 

MENTAL HEALTH SERVICES 

As highlighted in the services needs and barriers section, 52% of the short form respondents said they needed 

and used professional counseling or treatment for a diagnosed mental health issue in the six months prior to 

the survey. Among those who also completed a long form survey, 47% (MA) to 48% (EMA) said they had gotten 

professional mental health treatment or counseling in the three months prior to the survey. Both proportions 

roughly correspond to the 47% of respondents who reported a mental health diagnosis during the same period. 

Access to mental health services among respondents may be the result of the high proportion of respondents 

who were in care and linked to services. 

Of those who reported a mental health diagnosis in the three months prior to the survey, 77% (MA) to 78% 

(EMA) said they had received professional mental health treatment or counseling during the same period. Of 

those who reported at least one mental health-related symptom (see Table 42) in the prior 30 days, 55% said 

they had received professional mental health treatment or counseling in the prior three months. 

To explore more about the need, use, and access to mental health services among those who could possibly 

benefit from them, data were analyzed across the short and long form surveys. Specifically, the long form 

responses of (1) individuals who either reported a diagnosed mental health condition within three months 

prior to the survey and (2) those who reported experiencing mental health symptoms in the three months prior 

to the survey were linked to their responses on the short from about the role of, need for/use of (in prior six 

months), and barriers to “professional counseling or treatment for a diagnosed mental health issue.” 

Role of Service. Among respondents with a diagnosed mental health condition, 79% (EMA) to 80% (MA) said 

that mental health services were essential to their overall health. These proportions were significantly higher 

than those who did not report a mental health diagnosis (57% MA and EMA). Similarly, 71% (EMA) to 72% (MA) 

of those who reported mental health symptoms said that mental health services were essential. These proportions 

were also significantly higher than among those who did not report such symptoms (49% EMA, 51% MA). 

Need for/Use of Service. Among respondents with a diagnosed mental health condition, 76% (MA and EMA) 

said they needed and used mental health services in the six months prior to the survey. This was significantly 

higher than among those without a diagnosis (76% vs. 57% EMA, 76% vs. 58% MA). Among those who reported 

mental health symptoms, 59% (MA) to 60% (EMA) said they needed and used mental health services. These 

proportions were also significantly higher than among those who did not report such symptoms (31% MA and 

EMA). About 6% of respondents (MA and EMA) with a mental health diagnosis and 8% of those with mental 

health symptoms said they needed but couldn’t get mental health services in the six months prior to the survey. 

These proportions were not significantly different than those without a diagnosis or report of symptoms. 

Among all respondents, 67% (MA) to 68% (EMA) said that someone had talked with them about mental health 

issues in the prior six months. As shown in Table 43, the highest proportion (46%) said their medical provider, 

followed by mental health counselor (39%) and “no one” (32%). Of those who reported a mental health diagnosis 

in the prior three months, 88% said that someone had talked to them about mental health issues in the 

prior six months. Of those who reported at least one mental health-related symptom (see Table 42) in the prior 

30 days, 75% said someone had talked to them about mental health issues in the prior six months. 

In addition to their medical and support services providers, respondents were asked about other individuals 

upon whom they depend for support. The largest proportions indicated friends (49%) and other family members 

(45%); 20% indicated that they relied on no one else, suggesting either a level of self-sufficiency or a degree 

of isolation among these respondents (see Table 44). 


TABLE 43: DISCUSSIONS ABOUT MENTAL HEALTH TOPICS IN PRIOR SIX MONTHS (AMONG ALL 

RESPONDENTS) 

TABLE 44: OTHER SOURCES OF SUPPORT FOR PLWH 

Further analysis was conducted on those respondents who said they relied on “no one” to assess potential 

isolation and/or poor health status. Overall, this group appeared to be doing well in terms of their HIV status 

(e.g., 86% had a CD4 count above 200, 89% were taking ARVs, 68% reported good to excellent health), but also 

were dealing with other issues (e.g., 80% reported experiencing mental health symptoms in the prior 30 days, 

and 87% reported a chronic disease other than HIV). The majority of this group was male (70%) and living above 

poverty (63%), and nearly half were MSM (47%) and over age 50 (47%). 



HEALTH STATUS


The long form survey included several questions to assess the overall health status of respondents, including 

clinical markers of HIV disease (e.g., results of most recent viral load and CD4 tests, and/or AIDS diagnosis), other 

disabilities or conditions they had at the time of the survey, and a self-assessment of their own health status. 

HIV VIRAL LOAD AND CD4 TEST RESULTS 

Together, HIV viral load and CD4 cell test (also known as a CD4 count) results provide important information to help 

monitor the status of a person’s HIV disease and guide treatment options. 

The HIV viral load test is a measurement of HIV nucleic acid in the blood of a person living with HIV. A low viral 

load (e.g., less than 400 copies/mL) indicates that HIV is reproducing at a very low rate and the risk of disease progression 

is correspondingly low. Higher viral load indicates a moderate to high rate of viral reproduction, and can 

indicate very recent or acute HIV infection, untreated HIV disease, and/or failure of an existing treatment regimen. 

Sustained viral suppression is essential to decrease the complications of HIV disease, slow the progression from 

HIV infection to AIDS, and prolong life. 

A CD4 or T-cell test is a measure of the CD4 lymphocyte or “T-helper” cells present in the blood of a person living 

with HIV, and provides information about the health of a person’s immune response. A low CD4 count suggests 

impaired immune response, and indicates potential risk for opportunistic infections. Based on US HIV treatment 

guidelines, when a person’s CD4 cell count falls to 350/mm3 or less, antiretroviral drug therapy should be initiated.

10 Between 350 and 500/mm3, antiretroviral drug therapy is recommended. When a person’s CD4 cell count 

falls to 200/ mm3, he/she has a diagnosis of AIDS. 

According to the US treatment guidelines, CD4 counts should be monitored every three to four months to (1) 

determine when to start antiretroviral therapy in patients not being treated; (2) assess immunologic response to 

antiretroviral therapy; and (3) assess the need for prophylaxis for opportunistic infection. For patients who are 

adherent to therapy with sustained viral suppression and stable clinical status for more than two to three years, 

the frequency of CD4 count monitoring may be extended to every six months.11 



TABLE 45: SELF-REPORTED RESULTS OF MOST RECENT VIRAL LOAD TEST 

Footnote 10. DHHS. 2009. Guidelines for the use of antiretroviral agents in HIV-1-infected adults and adolescents. 

Footnote 11. Ibid. 

TABLE 46: SELF-REPORTED RESULTS OF MOST RECENT CD4 (T-CELL) TEST


As illustrated in Tables 45 and 46, respondents’ self-report of their HIV viral load and CD4 test results suggests 

that for the majority of respondents, their HIV disease is under control. Nearly three-quarters reported a viral 

load that is undetectable or under 400 copies, and more than half reported CD4 counts above 350. 

Further analysis was conducted on those who said that they could not remember their most recent viral load 

and CD4 tests. Those who could not remember their results were significantly more likely to have been people 

of color, diagnosed more recently (≤5 years prior), female, living at or below poverty level, and to have had less 

than a high school education. They were also significantly less likely to have (1) been on ARVs, (2) reported a 

chronic disease other than HIV, (3) told someone other than their medical provider about their HIV status, and 

(4) reported excellent/very good health status. 

AIDS DIAGNOSIS 

The long form survey included two questions to determine if respondents’ HIV disease had progressed to AIDS. First, 

respondents were asked if they had ever had a T-cell (CD4) count under 200, and if they had ever had an opportunistic 

infection (OI).12 A positive response to either of the questions would indicate an AIDS diagnosis. Several questions 

later in the survey, respondents were also asked if their medical provider had ever told them that they had AIDS. 

Table 47 highlights the responses to these questions. The proportion who reported an OI (36%) was lower than the 

proportion who reported a T-cell count below 200 (53%). In addition, 60% had either one or more AIDS-defining 

conditions. There was, however, discrepancy between the proportion who had an AIDS diagnosis based on these 

clinical markers and the proportion who said that a medical provider had told them they had AIDS. This issue is 

discussed later in this report in the HIV Knowledge and Literacy section. 



TABLE 47: AIDS DIAGNOSIS AMONG RESPONDENTS 

Footnote 12. The survey tool included a definition and list of common OIs. 

RESPONDENTS’ PERCEPTIONS OF HEALTH STATUS 

The majority of respondents (70%) reported that their health status was good, very good, or excellent at the 

time of the survey. Figure 6 illustrates the responses for the overall sample. Proportions were nearly identical 

for MA and EMA respondents. 

FIGURE 6: GENERAL HEALTH STATUS OF RESPONDENTS (SELF-REPORTED; N=1,010) 

Very Good 25% 

Poor 3% 

Excellent 12% 

Fair 27% 

Good 33% 



FIGURE 7: CHANGE IN GENERAL HEALTH STATUS IN PRIOR SIX MONTHS (SELF-REPORTED; N=1,001) 

Better 25% 

Worse 11% 

Same 64% 

Respondents were also asked to assess their general health at the time of the survey compared to six months 

prior. As shown in Figure 7, the vast majority indicated that their health was either the same or better than six 

months prior to the survey. Proportions were nearly identical for MA and EMA respondents. 

OTHER CONDITIONS AND DISABILITIES 

Respondents were asked whether they had, at the time of the survey, any other health conditions in addition to 

HIV. A list of 18 conditions was provided, and respondents could select all that applied, or write in others. Health 

conditions reported by 10% or more of respondents are provided in Table 48. Hepatitis C and high cholesterol 

were the top conditions, representing nearly 30% of respondents. Thirteen percent of respondents said they 

had none of the listed conditions. Eighty-eight percent of respondents (MA and EMA) had at least one condition 

other than HIV; 68% had at least two conditions; and 44% had three or more. 

Caution should be taken in the interpretation of data related to other health conditions. The proportion of 

respondents who indicated that they had a current STI or Hepatitis B appears to be relatively high based on 

recent HIV clinical chart review data. This may suggest that some survey respondents reported conditions that 

they had ever had, rather than those they had at the time of the survey. 



TABLE 48: MOST COMMON OTHER HEALTH CONDITIONS REPORTED BY RESPONDENTS AT TIME OF 

SURVEY 


The proportion who reported a health condition was significantly higher among MA and EMA respondents who: 

- were diagnosed with an alcohol or drug problem compared to those who were not 

- were diagnosed with a mental health condition in the prior three months compared to those who were not 

- reported a mental health-related symptom in the prior 30 days compared to those who did not 

- reported being in fair or poor health, compared to those who reported good, very good, or excellent 

- were over 50 years of age compared to those under 50 

- were born in the US compared to those born outside the US 

- had been living with HIV for more than five years compared to those for five years or less 

- had an AIDS diagnosis (either told by a medical provider or reported a CD4 below 200 or an OI) compared 

to those who did not 

- were White, non-Hispanic compared to other racial/ethnic groups 

- were unemployed at the time of the survey compared to those who were employed. 

Respondents were also asked to select any disabilities that they had from a list, including blindness, deafness, 

and other physical and neurological conditions. The list did not include disabilities related to HIV/AIDS. 

As shown in Table 49, the most common response was neurological/psychiatric disabilities, representing nearly 

one-quarter of respondents. Other disabilities were reported by much lower proportions of respondents. Just 

under two-thirds of respondents (60%) reported that they had none of the listed disabilities. 



TABLE 49: DISABILITIES REPORTED BY RESPONDENTS 

The proportion reporting a disability was significantly higher among respondents who: 

- had a CD4 <350 at the time of the survey compared to those over 350 (overall and EMA only) 

- had been diagnosed with an alcohol or drug problem compared to those who were not 

- had a potential alcohol or drug problem based on CAGE questions compared to those who did not (overall 

and MA only) 

- had been diagnosed with a mental health condition in the prior three months compared to those who 

were not 

- reported a mental health-related symptom in the prior 30 days compared to those who did not 

- reported being in fair or poor health compared to those who reported good, very good, or excellent health 

- were living in poverty compared to those who were not 

- were born in the US compared to those who were born outside the US 

- had an AIDS diagnosis (either told by a medical provider or reported a CD4 below 200 or an OI) compared 

to those who did not 

- were White, non-Hispanic or Hispanic compared to other racial/ethnic groups (EMA only) 

- were unemployed at the time of the survey compared to those who were working 

- less than a high school education compared to those with more than a high school education (overall and 

MA only) 

- were male rather than female (EMA only) 

HIV AND AGING



There was strong interest among community stakeholders in using this survey to understand more about 

the impacts of HIV as PLWH live longer and grow older. MDPH, BPHC, and the JSI research team shared 

this interest. For this reason, age-related response options were included for a number of relevant questions 

on the Phase II survey. 

For the analyses conducted for this report, age was a consistent independent variable and significant variations 

between older or younger PLWH have been identified throughout. It is important to remember that nearly 

one-half (46%) of all respondents were age 50 or older. As such, the needs, challenges, and issues affecting this 

population have been reflected throughout this report. 

One survey question focused specifically on the challenges of growing older living with HIV/AIDS. Respondents 

were asked to select from a list those issues that they think or worry about as they grow older living with HIV/ 

AIDS. All response options are provided in Table 50 for all respondents. The most common responses, shared 

by over one-half to two-thirds of respondents, are related to HIV, health, and quality of life. The least common 

responses, shared by less than 25% of respondents, are related to disclosure, retirement, education, and having 

a family. For about one-half of the options, the proportion of EMA respondents slightly exceeded the proportions 

in the overall sample. 

Given the interest in understanding the needs and experiences of older PLWH, further analyses of data from this 

survey will be conducted and the results published after this report. Based on the analysis conducted for this 

report, the following findings are relevant to this age group: 

- As noted previously, 84% of respondents indicated that their medical provider “always” seems to understand 

“the needs of people my age.” This proportion did not vary significantly by age. 

- Those over 50 were significantly more likely than younger groups to report that they needed and used HIV 

drugs, adherence, and legal support services. 

- Where differences were identified, those over 50 were significantly less likely than younger groups to report 

an unmet need or service gap for HIV care and support services. 

- Those over 50 were significantly less likely to report a need for help with disclosure or to report experiencing 

stigma related to disclosure concerns. 

- Those over 50 were significantly less likely to report problems with adherence to HIV drug treatments. 

- Those over 50 were significantly more likely to report that they were living with chronic conditions other 

than HIV. 

- Those over 50 were significantly more likely to report higher educational attainment. 

TABLE 50: WORRIES RELATED TO GROWING OLDER LIVING WITH HIV/AIDS 


POSITIVE PREVENTION 

Respondents were asked to assess their medical provider and case manager’s comfort in discussing alcohol 

or drugs and sex with them, as well as their own comfort having such conversations with each of these 

providers. The results are presented in Table 51. (Note that the alcohol/drug use discussion data were 

presented in Table 41 in the substance abuse section above and are included again here for comparison and 

relevance to positive prevention.) 

TABLE 51: COMFORT HAVING DISCUSSIONS WITH MEDICAL PROVIDERS AND CASE MANAGERS ABOUT 

ALCOHOL/DRUG USE AND SEXUAL HEALTH 

The results indicate that a relatively high proportion of respondents are comfortable having these discussions 

with both their medical provider and case manager, and that both types of providers are perceived to be comfortable 

with those discussions too. Across both sets of questions, slightly more respondents were comfortable 

having both types of discussion with their medical providers than they were with their case managers. Similarly, 

overall, slightly more respondents indicated comfort with discussions about drugs or alcohol than discussions 

about sex, regardless of provider type. 

In addition to assessing “comfort” with such discussions, the survey also sought to understand whether anyone 

was talking with respondents about these issues. The survey asked respondents to select from a list any 

individuals who had spoken with them in the prior six months about drug/alcohol use and about their sexual 

health, including reducing their own or their partners’ risk of sexually transmitted infections and viral hepatitis. 

The results for alcohol/drug use were provided in Table 41 and discussed in the substance abuse section above. 

For sexual health, as shown in Table 52, over one-half of respondents said that a medical provider had spoken 

with them about such topics, followed by over one-quarter who said a case manager. In spite of the large proportion 

who reported that they think their providers are comfortable discussing sex with them, over one-third 

of respondents said that no one had talked with them about their sexual health in the six months prior to the 

survey (see Table 52). 

TABLE 52: DISCUSSIONS ABOUT SEXUAL HEALTH IN PRIOR SIX MONTHS 

POSITIVE PREVENTION SERVICES 

To help assess the need for prevention services among PLWH, the survey included a few questions about the 

need for and access to such services. Specifically, respondents were asked if they had needed help with three 

general positive-prevention related issues in the prior six months (sex, drugs, and disclosure). Those who said 

they needed help were asked whether they were able to get it. Relatively low proportions (8% to 23%) of 

respondents indicated that they needed help with these topics, and of those who said they did, more than half 

(50% to 69%) said they had gotten it (see Table 53). 

There were significant variations in reported need for positive prevention services among some groups described 

below for each type of service. 

A significantly higher proportion of the following groups said they needed help figuring out ways to be sexually 

active and stay healthy: 

- Those with a recent mental health diagnosis or recent mental health symptoms compared to those without; 

- Those born outside the US compared to those born in the US; 

- Those who were Hispanic compared to other racial/ethnic groups; 

- Those who were male rather than female (MA respondents only). 

TABLE 53: POSITIVE PREVENTION SERVICES 

A significantly higher proportion of the following groups said they needed help figuring out ways to stay healthy 

if using drugs and how to use drugs more safely: 

- Those with a recent mental health diagnosis or recent mental health symptoms (than those without); 

- Those with a potential substance abuse issue identified by the CAGE assessment (than those without); and 

- Those who had been living with HIV for five years or less, compared to those for more than five years (EMA 

only). 

A significantly higher proportion of the following groups said they needed help figuring out if, when, and how to 

tell people about their HIV status: 

- Those with a recent mental health diagnosis or recent mental health symptoms compared to those without; 

- Those with a potential substance abuse issue identified by the CAGE assessment compared to those without; 

- Those who were under age 50 compared to those above 50 (MA only); 

- Those who were disabled compared to those who were not; and 

- Those who had been living with HIV for five years or less, compared to those for more than five years (MA 

only). 

There were few significant variations in those who said they needed the service and also said they got the 

service. Specifically, 

- Among MA respondents who said they needed help figuring out ways to be sexually active and stay healthy, 

a significantly higher proportion of people of color than whites reported that they got the service. 

- Among EMA respondents who said they needed help figuring out ways to stay healthy if using drugs and 

how to use drugs more safely, a significantly higher proportion of those without a potential substance 

abuse issue compared to those with a potential issue (CAGE assessment) said they got the service. Also, a 

significantly higher proportion of women than men said they got this service. 

EMPLOYMENT, EDUCATION, AND VOLUNTEERISM

As part of this survey, community stakeholders and members of the Advisory Group wanted to explore and 

understand dimensions of self-sufficiency and potential barriers to PLWH becoming more independent. 

This interest was driven, in part, by improvements in some PLWH’s health status, quality of life, and potential 

life expectancy after diagnosis, as well as the trend toward responding to HIV/AIDS as a chronic disease. 

As such, a number of questions were included in the survey to explore specific dimensions of self-sufficiency, 

including having a job, pursuing educational opportunities, and/or participating in volunteer activities. While it 

was not assumed that all PLWH should or can be working, going to school, or volunteering, these questions were 

an attempt to learn more about who is and is not participating in these activities and any potential barriers that 

prevent those who want to participate from doing so. 

It should be noted that during the data collection period, the unemployment rate in Massachusetts was near 

historic highs, ranging from 8.5% (June 2009) to 9.0% (September 2009)13 during the worst recession in the 

US since the Great Depression. This job environment undoubtedly affected responses to questions related to 

employment, education, and volunteerism. 

EMPLOYMENT 

Twenty-six percent of MA and EMA respondents reported that they were working at the time of the survey. 

Of the 74% who said they were not working, the largest proportion said they were unemployed because of a 

disability (either related to HIV or another condition), followed closely by lack of energy, and a fear of earning 

too much and losing government benefits (e.g., social security, Section 8, food stamps). The most common 

responses are provided in Table 54. 



TABLE 54: BARRIERS TO EMPLOYMENT 

Footnote 13. Bureau of Labor Statistics, US Department of Labor. Local Area Unemployment Statistics. http://data.bls.gov 

The survey asked those who were employed at the time of the survey about any challenges experienced as a 

PLWH who worked. About one-quarter (23%) of respondents reported that they experienced no challenges. For 

those who did report challenges, the most common responses are provided in Table 55. 



TABLE 55: CHALLENGES EXPERIENCED BY EMPLOYED PLWH 

EDUCATION 

As noted previously, 76% of survey respondents said they had at least a high school diploma (or equivalency), 

43% had at least some college education or more, and 21% (EMA) to 22% (MA) had a college or graduate degree. 

Based on the US Census, 88% of the Massachusetts population and 91% of the New Hampshire over age 25 had 

graduated high school, and 38% and 32% respectively had a bachelor’s degree or higher. Higher educational 

attainment was significantly associated with having better health indicators (CD4 and viral loads), being on 

antiretroviral treatment, not having a substance use or mental health diagnosis/potential issue, self-reporting 

excellent or good health, not having a disability, living above poverty level, being an MSM, being older than 50 

years of age, having a stable housing situation (no recent changes and living in own home or apartment), having 

a job, being White or non-Hispanic, and being male. 

As with employment (discussed above), improvements in HIV treatments, quality of life, and potential life expectancy, 

some PLWH may be interested in educational opportunities, either completing a high school degree, or 

pursuing college or vocational training. The survey asked several questions to assess respondents’ interests in 

further education. Of all respondents, 94% of MA and EMA respondents said they were not in an educational 

program (school, college, or vocational training) at the time of the survey. Of this group, 31% (EMA) to 32% (MA) 

said they were interested in enrolling in an educational program. Among this group, the most common reasons 

for not going to school, college, or vocational training are provided in Table 56. 

Of the top five most common barriers to pursuing additional education, only one (not having enough energy) 

was related to the person’s HIV status and was reported by about one-third of respondents. The remaining top 

four barriers (cost, workload, not getting around to doing it, and not knowing where to go) are not necessarily 

specific to PLWH and may be experienced by anyone considering higher education. Other barriers more directly 

related to HIV status (medication side effects, fear of losing disability status, getting sick at school, or worry 

about disclosure of HIV status) were reported by smaller proportions of respondents. 

TABLE 56: REASONS FOR NOT ENROLLING IN AN EDUCATIONAL PROGRAM (AMONG THOSE WHO 

EXPRESSED AN INTEREST) 



VOLUNTEERISM 

About one-third of respondents (34%) reported that they had done some volunteer work in the six months prior 

to the survey. Of this group of volunteers, about one-third was also currently employed. 

The survey also asked respondents whether they had ever participated in several HIV-specific groups or planning 

bodies, either as a member or a guest. As illustrated in Table 57, the majority (58%) of respondents indicated 

that they had never participated in any of these groups. 

TABLE 57: PARTICIPATION IN HIV-RELATED CONSUMER OR PLANNING GROUPS 

HIV-RELATED STIGMA 

The prevalence of HIV-related stigma was a common theme expressed by various stakeholders during the 

planning phase of this study, and was repeatedly identified as an issue that would be important to explore 

as part of the survey. For that reason, one section of the Phase II survey focused specifically on HIV-related 

stigma, while stigma-related response options to other questions were integrated throughout the survey where 

appropriate. 

For the stigma-specific section of the survey, a series of questions was drawn from the work of Berger, Ferrans, 

and Lashley14 who developed and pilot-tested a 40-question stigma scale. Berger et al. used factor analysis to 

identify the underlying relationships between variables. Eleven of the HIV stigma scale items with the highest 

factor correlations in the Berger et al. article—indicating that they best assessed the different stigma-related 

factors—were included in the Consumer Study. A 12th item (long-term relationships) was added based on interest 

among members of the Advisory Group. 

Respondents were asked whether they agreed or disagreed with each of the 12 statements. Agreement with 

the statement would suggest that the respondent has experienced HIV-related stigma. Cluster analysis was 

performed to describe the underlying relationships between the 12 items that comprised the scale and the 

following factors were identified: 

1. Negative self-image 

2. Disclosure concerns 

3. Negative perceptions of how others see PLWH 

4. Experiences of discrimination/rejection 

Table 58 lists the 12 stigma scale items included on the survey, grouped according to the four factors above. For 

each stigma scale item, the proportion of overall respondents who agreed with each statement is also provided. 

The proportions of MA and EMA respondents who agreed with each statement was very similar, but is not 

provided here for ease of presentation. 

As illustrated in Table 58 and Figure 8, prevalence was highest for Factor 2 items (disclosure concerns) and 

Factor 4 (experiences with discrimination/rejection). Prevalence was lowest for Factor 1 (negative self image) 

and Factor 3 (negative perceptions of how others see PLWH) items. Experiences with stigma varied by age: 

Respondents less than 50 years of age were more likely to report stigma related to disclosure (Factor 2: items D, 

E and F) and negative self-image (Factor 1: items B and C) than respondents 50 years or older. 

Overall, the results from the stigma scale questions suggest that local experiences with HIV-related stigma are 

more external, related to factors outside the individual and related to PLWH perceptions and interactions with 

other members of the broader community. Efforts to address stigma in Massachusetts and Boston EMA can be 

informed by these results and tailored to address the specific forms of stigma experienced locally. 

Throughout the survey, stigma-related response options were included for a number of questions, where appropriate. 

For example, respondents were asked what was most difficult about using HIV services. Among a series 

of possible options, 13% of MA and EMA respondents selected “I do not want people to see me getting HIV 

services.” Similarly, among MA and EMA respondents who were not working, 13% said that they were not working 

because they were worried people would find out they had HIV. 


Footnote 14. Berger, B. E., C.E. Ferrans, and F.R. Lashley. 2001. Measuring Stigma in People with HIV: Psychometric Assessment of the HIV Stigma 

Scale. Research in Nursing & Health, 2001, 24, 518-529. 

Respondents were also asked whether they were in school, and if not, if they were interested in attending 

school, college, or a vocational training program. Of those who said they were not currently in school and 

responded to the follow-up questions (MA, n= 638; EMA, n=505), 42% (EMA) to 43% (MA) said they would like 

to go to school, college, or a vocational training program. When asked what was keeping them from attending, 

11% of MA and EMA respondents said they were worried about people knowing they had HIV. 



TABLE 58: AGREEMENT WITH STIGMA SCALE FACTORS (ALL RESPONDENTS) 

HIV STATUS DISCLOSURE 


The long form survey included several questions focused on disclosure of HIV status, including who in 

respondents lives knew their HIV status, reasons for not disclosing to others (if they indicated they had 

not), as well as an open-ended question to assess what would help respondents share their status with 

more people. 

Nearly all (96%) of respondents indicated that someone other than their HIV medical provider knew that they 

were living with HIV/AIDS. Table 59 lists the other individuals who were aware of respondents’ HIV status. In 

reviewing the table, it is important to note that the survey neither assessed respondents’ relationship/marital 

status nor whether they had any children. For this reason, care should be taken in interpreting the proportion 

who indicated that their husband/wife/significant other and/or children knew their status. 



TABLE 59: INDIVIDUALS AWARE OF RESPONDENTS’ HIV STATUS (OTHER THAN MEDICAL PROVIDER) 

Among women respondents, nearly two-thirds (64%) said their OB/GYN knew their HIV status. Among those 

who were working at the time of the survey and answered this question (MA n= 240, EMA n=182), 37% (EMA) to 

40% (MA) said their co-workers were aware of their HIV status, and 32% (EMA) to 34% (MA) said their manager, 

supervisor, or human resource person knew. 

Among the small group who said they have not told anyone else about their HIV status and indicated why 

(n=34), 71% said it was because they were afraid people would judge them, 59% said they were afraid of how 

others would react, 41% said it was their own business and no one else needed to know, and 24% said they felt 

like they can handle it on their own. 

DISCLOSURE FACILITATORS 

The long form survey included an open-ended question that asked respondents “What would help you share 

your HIV status with others?” Over 80% of respondents answered this question. Responses were coded and 

analyzed for themes and patterns. Table 60 highlights the results of the qualitative analysis of the responses 

to this question, focused on the most commonly-identified themes. It should be noted that these themes are 

based on a qualitative interpretation of the primary point of each response; they are used to facilitate the 

interpretation of these data and may be inter-related with other themes identified. The data presented and 

discussed below are for the overall group of respondents to this question and have not been stratified by MA or 

EMA. Each of the themes is described in more detail below. 


TABLE 60: WHAT WOULD HELP PLWH SHARE THEIR HIV STATUS 

No Problems with Disclosure 

As shown in Table 60, the largest group (16%, n=123) of respondents to the question about sharing their HIV 

status indicated that this was not a problem for them. Given the demographics of the survey sample, including 

the high proportion of people who have been living with HIV for 10 years or more, this result is not unexpected. 

It may also be assumed that a large proportion of the 20% who chose not to answer this question fell within this 

category too, and have few problems with disclosure. These responses are characterized by the following quote: 

- “I am completely comfortable with my HIV status and have no problem if anyone knows about it. I have 

been living with HIV for 20 years and have resolved any issues with it a long time ago.” 

Stigma Reduction 

The second largest theme (14%, n=109) of the responses focused on stigma and its role in preventing respondents 

from disclosing their HIV status to more people. Similar to the analysis of the HIV-related stigma questions 

above, these responses were further stratified into four groups (1) concerns with public attitudes, (2) fear of 

rejection, (3) concerns about disclosure, and (4) negative self image. 

Concerns with Public Attitudes. Nearly one-half (48%, n=53) of this group of responses was focused on 

public attitudes toward PLWH. For these responses, individuals indicated some concern about what “most 

people” think about PLWH and the impact this has on disclosure of their HIV status. These responses are 

characterized by the following quote: 

- “If people would not look at me differently, wondering what I did to get [infected].” 

Fear of Rejection. About one-quarter (24%, n=26) of respondents indicated that they were worried about 

the perceived consequences of disclosing their HIV status to other people, especially fearing rejection or a 

loss of friends or family relationships. Of this group (n=26), about one-third (n=9) also expressed concern 

about the potential negative consequences of disclosure on romantic or intimate relationships. Responses 

related to a fear of rejection are characterized by the following quotes: 

- “Being honest with others, but afraid to because I don’t want to lose their friendship.” 

- “Nothing will help me. I’m too scared about rejection.” 

- “Disclosure when dating in community often results in rejection – even if your date may be positive.” 

Disclosure Concerns. While somewhat related to the issue of concerns with public attitudes, this subcategory 

includes the 15% (n=16) of responses within this theme related to general concerns about disclosure 

and/or a desire to keep their HIV status secret or closely controlled. These responses are characterized by 

the following quotes: 

- “I’m not sure. Most of the time, I just keep it to myself. I guess that I don’t want people to ‘broadcast’ 

it . . .” 

- “I don’t know. I’m afraid that others make fun of me. I prefer to be anonymous.” 

Negative Self Image. Similar to the stigma analysis above, the theme of “negative self image” was a small 

proportion (6%, n=6) of stigma-related disclosure responses. This theme includes responses that indicated a 

feeling of being unclean, ashamed, or a bad person, and therefore, presenting a barrier to disclosure. These 

responses are characterized by the following quotes: 

- “I don’t know. I’m too ashamed to tell people about it.” 

- “If I liked myself . . .” 

Education 

The third largest (11%, n=87) theme of the disclosure responses is education. This theme is based on respondents’ 

use of the word “education” or a description of the need for people to become more informed or aware. 

This theme was stratified into three groups: (1) community/public education, (2) general education, and (3) 

self-education, each described below. 

Community/Public Education. The vast majority (85%, n=74) of responses within this theme suggested 

that increased awareness or education of the public or members of their communities would help them 

disclose their status. The implication of these responses was that increased public awareness of HIV would 

make it easier for more people to be open about their HIV status, by enabling the general public to better 

understand the disease and/or help correct misperceptions or misunderstandings. A small group of these 

responses (6%, n=5) focused on the use of media and technology to educate the public. Community/public 

education responses are characterized by the following quotes: 

- “For there to be more information and education for the community. This way, there is an education 

piece for them to learn how to live with people that are HIV positive.” 

- “Too many people do not have the correct facts and assume that ‘certain’ people get infected. I would 

feel comfortable if I knew they would feel safe and that I could not infect them by touching, talking, 

coughing, etc.” 

General Education. About 10% (n=9) of responses within this theme simply said “education.” 

Self Education. A small proportion (6%, n=5) of responses within this theme focused on self-education as a 

way of increasing their ability to disclose their HIV status. These responses are characterized by the following 

quote: 

- “Educate myself, learn as much as I can about HIV+ and educate them as well.” 

Support 

The final theme of the disclosure responses was support, identified by 11% (n=87) of respondents. This theme 

includes individuals who reported a need for with coming to terms with their diagnosis, making changes in 

their lifestyle, and learning how to share information with others. This theme was stratified into three groups: 

(1) peer support, (2) support from others, (3) professional counseling, and (4) general support. Each of these is 

described in more detail below. 

Peer Support. Of the responses within the “support” theme, 59% (n=51) suggested some form of peer support, 

including being able to talk with another PLWH, formal peer support groups or programs, and other 

less-formal activities where PLWH could interact and find support (e.g., social events, community activities, 

etc.). A number of respondents suggested support groups that were focused on specific races/ethnicities, 

gender, or geographic location. The peer support responses are characterized by the following quotes: 

- “Knowing that the other person is also infected with the HIV virus!” 

- “Support groups with HIV-positive colleagues who might be more understanding, open mind[ed] the 

better to support.” 

- “Sharing in support groups so we can help other people with the condition.” 

- “Social events with other HIV people.” 

Support From Others. About one-quarter (23%, n=20) of support-related responses suggested the role of 

other people (not necessarily peers) in helping them be more comfortable to share their HIV status. This 

included those who simply needed someone to talk to, as well as those who got emotional support from 

their families or friends. These responses are characterized by the following quotes: 

- “Talk with other people.” 

- “To talk a lot about how they are feeling emotionally.” 

- “Having my family around to give me the encouragement and be true to myself.” 

Professional Counseling or Advice. A smaller group (17%, n=15) of support-related responses suggested 

the need for counseling services or other professional advice to deal with their status and/or disclose their 

status to other people. These responses are characterized by the following quotes: 

- “After counseling, I may feel better about myself.” 

- “Advice on how to [disclose].” 

General Support. A small proportion (5%, n=4) of these responses simply indicated “support” and could not 

be characterized further. 

HIV KNOWLEDGE AND LITERACY 



The long form survey included five “true/false” questions intended to help assess what respondents know 

about HIV and provide insight on their HIV literacy. These questions were adapted from several validated 

scales or surveys developed to measure HIV treatment knowledge.15,16 The questions and the correct 

answers are provided in Table 61, as well as the proportion of respondents who chose the correct answer. 

Respondents could also select “don’t know/not sure” for each question. 

For respondents who answered all five questions, the average number of correct responses was 4.2 (MA) to 

4.3 (EMA). 



TABLE 61: HIV KNOWLEDGE 

VARIATIONS IN HIV KNOWLEDGE 

HIV knowledge, as measured by correct responses to the above questions, varied significantly across several 

groups in the survey sample, depending on the question. For example, for three of the five questions (1, 3, 

and 4), MSM were significantly more likely than non-MSM to have answered correctly. In addition, for the 

same three questions, those that had disclosed their HIV status to someone other than their medical provider 

were significantly more likely than those who had not to have answered correctly. Lastly, for questions 1 thru 

4, respondents who had not graduated from high school (or received GED) were significantly less likely to have 

answered correctly. 

As noted previously in this report (see Health Status section), the long form survey included two questions to 

determine if respondents’ HIV disease had progressed to AIDS. First, respondents were asked if they had ever 

had a T-cell (CD4) count under 200, and if they had ever had an opportunistic infection (OI).17 A positive response 
to either of the questions would indicate an AIDS diagnosis. Several questions later in the survey, respondents 

were also asked if their medical provider had ever told them that they had AIDS. The proportion who reported 

an OI (36% to 37%) was lower than the proportion who reported a T-cell count below 200 (53%). In addition, 

60-61% had either one or the other AIDS-defining conditions. This is not an unexpected result, since immune 

suppression in the absence of an opportunistic infection is possible. 

Footnote 15. Balfour, L., J. Kowall, G.A. Taska, C.L. Cooper, J.B. Angel, P.A. McPherson, G. Garber, L. Beique, and D.W. Cameron. 2007. Development 

and psychometric validation of the HIV treatment knowledge scale. AIDS Care, 19(9): 1141-1148. 

Footnote 16. Carey, M. and K. Schroder. 2002. Development and psychometric evaluation of the brief HIV knowledge questionnaire. AIDS Educ 

Prev, 14(2) 172-182. 

Footnote 17. The survey tool included a definition and list of common OIs. 

There was, however, discrepancy between the proportion who had an AIDS diagnosis based on these clinical 

markers and the proportion who said that a medical provider had told them they had AIDS. Of those who 

reported ever having a T-cell count under 200 or having had an OI (60 to 61% of respondents), approximately 

two-thirds (65%) also reported that they had been told by a medical provider that they had AIDS. 

A statistical test to assess the level of agreement between these responses was conducted (Kappa statistic). 

The Kappa value ranges from zero to one. A Kappa value of one indicates perfect agreement between the two 

variables, and a zero indicates perfect disagreement. In this case, a Kappa value of one (1.0) means everyone 

with a clinical indicator of AIDS also had been told by their medical provider that they had AIDS, and conversely, 

everyone without a clinical indication of AIDS had not been told that they had AIDS. The Kappa statistic for the 

survey responses was 0.51, suggesting only moderate agreement between those who had AIDS (based on clinical 

indicators) and those who seemed to be aware they had AIDS (based on response to whether they had ever 

been told). 

As noted above, these questions were analyzed to assess the level of health literacy and HIV knowledge among 

respondents. The moderate agreement between these variables is concerning because it suggests they have 

been diagnosed with AIDS, but aren’t fully aware of that fact. However, given that a large proportion of the 

survey sample was older and diagnosed more than 10 years prior to the survey, it is possible that many who 

were historically diagnosed with AIDS now have viral loads and immune responses similar to those who were 

more recently diagnosed with HIV. As such, having been historically diagnosed with AIDS may have diminishing 

salience and may explain the discrepancy detected in this analysis. 



HIV PREVENTION

The final question on the long form survey was an open-ended question that asked “In your opinion, what 

can be done to help people in your community to stay HIV negative?” The purpose of this question was to 

solicit ideas and opinions about some of the driving forces behind ongoing HIV risk in respondents’ communities 

and approaches to preventing new infections among people like them. Despite being the final question 

of the survey and one that required a written response, 90% (n=832) of respondents answered this question. 

Responses ranged in length from a single word, to several sentences, to even a few paragraphs. Responses 

were coded and then analyzed to identify broad themes among the responses. The most common themes are 

highlighted in Table 62 and the top three are explained in more detail in the section that follows. 



TABLE 62: WHAT CAN BE DONE TO KEEP PEOPLE IN COMMUNITY HIV NEGATIVE? 

Education 

The largest proportion of respondents (48%, n=397) indicated that education was the most important factor 

in helping keep people HIV negative in their communities. These responses were further stratified into three 

groups: (1) general education (non-specific), (2) public/community education, and (3) youth education. Each of 

these is described more below. [Note: Percentages provided may not sum to 100% because responses may have 

included reference to more than one category of education.] 

1. General Education. Nearly one-half (49%, n=194) of the education-themed responses referred to or used 

the word “education,” but neither elaborated more or provided a specific focus or target. 

2. Public/Community Education. Nearly one-half (45%, n=179) of the education-themed responses referred 

to educating members of the community or the public. Of this group, about 40% (n=71) referenced education 

about HIV specifically, including prevention, risks, consequences, medications, and the persistence of 

HIV as a public health issue. Another 35% (n=63) of this group described education for their community, but 

without additional information on the content of the education. Lastly, 25% (n=45) of this group specifically 

referenced “sex education,” including the need to teach people about sex, the risks of unprotected sex, 

and methods of reducing the risk of HIV infection. Responses related to public/community education are 

characterized by the following quotes: 

- “Educating HIV negative people so as to decrease or eliminate stigma regarding HIV.” 

- “More available HIV education, real life example of what HIV can do to your life.” 

- “More education on safe sex” 

- “Stop abstinence-only programs and promote sex education in schools.” 

3. Youth Education. A smaller proportion (14%, n=54) of education-themed responses focused specifically 

on education for children and youth. Among these responses, a focus on teaching younger generations 

was prevalent. This group also includes sex education responses and overlaps somewhat with the category 

above; however, the responses included here were explicit in their focus on young people. Responses 

related to youth education are characterized by the following quotes: 

- “Teaching from grades 2-3 and up. Start early.” 

- “Sex education at an early age.” 

- “Continue educating the youth about sex, HIV, etc.” 

Sexual Behaviors 

The second largest proportion (25%, n=209) of respondents indicated that decisions about sexual behaviors 

were critical to preventing the spread of HIV. These responses were further stratified into two categories: (1) 

safer sex practices, or (2) abstaining from sex. Each of these is described more below. [Note: Percentages provided 

do not sum to 100% because responses may have included reference to both categories.] 

1. Safer Sex Practices. The vast majority (93%, n=193) of the sexual behavior-themed responses referred to 

safer sex practices, such as using a condom. These responses are characterized by the following quotes: 

- “Safe sex practices such as always using a condom. It would be nice for people who know they have 

HIV to practice safe sex with people who don’t have HIV. We need to stop the spread of this disease 

by being smart and exercising control over the decisions we make.” 

- “Stop having unsafe sex. Period.” 

2. Abstinence. A smaller proportion (15%, n=31) of sexual behavior-themed responses referred to abstinence 

as the only sure way to prevent the spread of HIV. These responses are characterized by the following 

quotes: 

- “Increase HIV awareness in grade school; applaud the blessings of virginity to our young people; 

return to the idea of abstinence and install that in our young people.” 

- “Don’t have sex. Don’t believe in men.” 

- “To wear condoms all the time, or just don’t have sex.” 

- “No sex at all.” 

Outreach 

The third largest proportion (21%, n=174) of respondents said that “outreach” was important to preventing 

the spread of HIV. Because outreach is a broad category that may include a range of activities, responses were 

divided into groups using CDC’s definition of health education and risk as a guide. CDC defines outreach as 

activities outside a more traditional health care setting focused on providing health education and risk reduction 

services and may include street outreach, community outreach, or peer education. Responses were stratified 

into these three categories, plus three additional categories based on the responses (condom distribution, 

youth/school outreach, and general outreach). Percentages provided do not total 100% because responses may 

have included reference to more than one category. 

1. General Outreach. The largest proportion (31%, n=54) of outreach-related responses was non-specific and 

simply noted “outreach” as an important strategy. 

2. Community Outreach. CDC guidelines define community outreach as activities such as workshops or presentations 

to the community. While the CDC indicates that community outreach activities are generally 

time-limited events, more sustained community outreach responses were included in this category for 

analytical purposes. Twenty-eight percent (n=48) of the outreach-related responses focused on community 

efforts and are characterized by the following quotes: 

- “Education in church, community centers, free condoms . . .” 

- “More demonstrations about HIV in my community.” 

- “Outreach prevention centers” 

3. Youth/School Outreach. Twenty percent (n=34) of outreach-related responses focused on youth as the target 

for such efforts and a number of these responses suggested schools as an appropriate venue for these 

activities. These responses are characterized by the following quote: 

- “Going to schools – Jr. High, High Schools – educating parents, special groups to enforce learning 

about HIV so children can have HIV prevention.” 

- “Much more information- not only obvious information but things that you know in your heart. I talk 

to young people because they are the future. We must talk to the young people.” 

4. PLWH as Educators. A small proportion (12%, n=21) of outreach-related responses focused on the role 

of PLWH in educating others who are not HIV positive and sharing their perspectives as a PLWH. These 

responses are characterized by the following quotes: 

- “Possibly having people with HIV speak to groups (especially teens) and give first hand info on how 

becoming infected has affected their lives.” 

- “More programs involving HIV+ people speaking to youth and at-risk populations.” 

5. Condom Access. Another 12% (n=21) of outreach-related responses focused on access to condoms, either 

by making them more widely available or actively distributing them to individuals. These responses are 

characterized by the following quotes: 

- “Having condoms free of cost available to more people, not just addicts and HIV infected.” 

- “More information on the disease and condoms available everywhere possible.” 

6. Street Outreach. While similar to community outreach described above, the category of responses called 

“street outreach” focused more specifically on proactive, one-on-one strategies to engage individuals in 

public (street) settings. Ten percent (n=18) of outreach-related responses focused on street-level activities. 

These responses are characterized by the following quotes: 

- “More education centers and outreach (in bars and clubs).” 

- “Keep teaching on street, half-way [houses], back doors. Just keep a front row seat.” 

- “Face-to-face resources that are considered credible to my community because of race/income/where 

they live, etc.” 


FUNDER ADN CONSUMER RESPONSES



This research project was a collaborative effort among the research team (JSI), funders (MDPH and BPHC), 

groups representing PLWH (MA Statewide CAB and the Boston EMA HIV Health Services Planning Council), 

and consumers who participated in the survey. In the spirit of this collaboration, and as a clear indication 

of the intent to use this study and its results to inform future planning, the project’s funders and groups representing 

PLWH were asked to develop responses to the study and the results. These are presented in this section 

as a fitting conclusion to this report. 

FUNDER RESPONSE 

The findings from the Consumer Study reinforce that the majority of PLWH in Massachusetts and the 

Boston EMA continue to experience stable or improved health and quality of life. In part due to the 

availability of a full range of clinical and non-clinical support services, and progressive public health 

policies including the implementation of state health care reform, reported access to medical care and 

engagement and retention in care is high. Virtually all respondents reported they are engaged in recent 

medical care, have some form of health insurance coverage, and are accessing antiretroviral treatments; 

and overall 70% of consumers reported that their current health status was good, very good, or excellent. 

While there have been many successes, there continue to be ongoing challenges. There remains a small, 

but significant group of PLWH who waited more than one year after their HIV diagnosis to enter medical 

services, and others who experienced barriers to staying on their HIV medications that led to a treatment 

interruption of a week or more. Furthermore, the most common reason respondents identified for not 

accessing essential services when they needed them was a lack of information about how and where 

these services were available and whether they were eligible to receive them. 

Additionally, while engaged in primary care and case management, there appears to be an insufficient 

capacity to meet the substance abuse and mental health care needs of PLWH in the regions. More than 

half of survey respondents identified serious mental health or substance abuse concerns, yet there are 

conflicting reports in the survey about the quality and consistency of screening and referral to treatment 

services. This raises concerns about maintaining an adequately trained and well-resourced case management 

workforce, and mechanisms to ensure up to date information is available to consumers in an 

efficient and effective manner. 

The Consumer Study is being released as the BPHC, HIV/AIDS Services Division, and the MDPH, Office 

of HIV/AIDS embark on a collaborative process to revise and improve the service system. The Consumer 

Study is one component in a series of activities to evaluate the current system, and seek input to improve 

and enhance system capacities. We anticipate that the changes we will be implement will address many 

of the gaps identified throughout our planning processes, and respond to the evolving service needs of 

PLWH that are reflected in this survey. 

It is the responsibility of the funders to ensure that consumers experience seamless access to care, accurate 

and timely information, and high quality and culturally appropriate health and support services. Efforts 

are underway to co-locate multi-disciplinary care teams in clinical and non-clinical venues to maximize 

the range of services available in these settings, inclusive of medical, social service, and HIV+ peer staff. 

These enhancements include improved linkages between HIV prevention, testing, and care programs, and 

services that address the prevention needs of people living with HIV/AIDS. 

There remain some challenges in the road ahead. While the number of PLWH in the Commonwealth and 

the EMA continues to grow by 5% every year, the availability of resources has not kept pace with the 

expanding scope of need. As we face the real prospect of level or decreased funding across the system, 

we are obligated to maximize the opportunities afforded by state health care reform, and leverage local, 

state, and federal investments to strengthen the HIV/AIDS services system overall. As people living and 

newly diagnosed with HIV/AIDS continue to experience health challenges, the system must also respond 

to the needs of an aging consumer population, the impacts of poverty, and the profound disparities that 

persist over nearly thirty years into the domestic HIV epidemic. We will continue to engage the consumer 

and provider community as we formulate creative strategies to meet and overcome these challenges. 

Dawn Fukuda 

Director, Office of HIV/AIDS

Massachusetts Department of Public Health 

Michael Goldrosen 

Director, HIV/AIDS Services Division 

Boston Public Health Commission 

CONSUMER RESPONSE 

The Consumer Study was reviewed by many consumer groups, including the Statewide Consumer 

Advisory Board (SWCAB) and the Boston EMA Part A Planning Council. 

The SWCAB has been in existence since 1991 and is a group of up to thirty PLWH. We are a group 

that is reflective of the epidemic in Massachusetts, and who meet monthly to advise senior staff of MDPH 

OHA on services and policies affecting the lives of PLWH in Massachusetts. 

The Planning Council is an independent, planning body working with the City of Boston to organize, evaluate 

and prioritize Ryan White HIV funding in the Boston EMA. Ryan White Part A provides emergency 

funding for urban areas most heavily impacted by the HIV/AIDS epidemic, which in the Boston EMA, covers 

seven counties in Eastern Massachusetts and three counties in Southern New Hampshire. The Planning 

Council, in existence since 1990, sets priorities for health and health-related HIV services in the EMA, and 

decides how federal HIV funds are distributed to each service. The Planning Council is composed of over 

40 members, both consumers and providers, who reflect the demographics of the epidemic in the EMA, 

while also representing diversity in ethnicity, age, gender and geography. The Council and its subcommittees 

meet on a monthly basis to learn about emerging needs in the region, and to make decisions on 

services and funding that will improve the lives of PLWH in the EMA; and guides for the Grantee, the BPHC. 

Many members of the SWCAB and the Planning Council took an active role in the design and administration 

of the survey, and were also participants in answering the survey questions. Some of the issues that 

SWCAB and Council members are interested in exploring further are as follows: 

- 30% of consumers reported that their providers/case managers have not discussed medication adherence 

with them. Perhaps we can use this report to educate providers/case managers to be more 

proficient at having these conversations, since non-adherence has major consequences for the health 

and quality of life of consumers. 

- 46% of consumers reported that their providers/case managers have not discussed substance use with 

them. These are concerning statistics since substance use touches the lives of many people living with 

HIV. Consumers need to be given the opportunity to discuss these challenges with their providers. 

Among the small proportion (5%) who missed their most recent medical appointment, 47% (n=23) said 

it was because of transportation issues. In a service area that includes all of Massachusetts and parts of 

southern New Hampshire, it is important to continue to assess transportation and access to care. 

Many of the “barriers” to care suggest that medical case management services should be more closely 

studied. We are concerned about many of the high statistics listed in this report regarding the breadth or 

lack of knowledge that consumers have about services that could be provided to them. Perhaps once the 

new procurement is in effect we can again review case management and consumer concerns. 

The Council also felt that this report unveiled key topics to address, such as the need for more education 

regarding HIV prevention and HIV/AIDS knowledge, both among consumers and in the general population. 

Along with sharing the outcomes of this report with providers, it is also critical to share this report and 

partner with communities, to educate and offer more outreach to those at highest risk, including youth, 

elderly, and consumers who are underserved and enduring financial hardships. 

The SWCAB and the Planning Council appreciate the opportunity to comment on this important survey, to 

date, the most comprehensive study of PLWH in the region. While the survey is an important step forward 

to address current issues with consumer services, we realize that some of these important issues that 

have been noted may change as we move forward with Healthcare Reform and the re-procurement of the 

way services are funded by the MDPH and BPHC. It is our hope that this survey can be a useful document 

in the future evaluation, researching and planning of services provided to all PLWH. SWCAB and Planning 

Council members would be happy to offer their input into upcoming or existing issues that may arise in 

conjunction with National Health Care Reform and the National HIV/AIDS Strategy. 

If you have any questions, please feel free to call Paul B. Goulet, Consumer Office Director/SWCAB 

Facilitator at 617-624-5389; or Laura Kozek, Planning Council Support Director at 617-534-4559. 

Thank You. 

SWCAB Members 

Boston EMA Part A Planning Council Members 




GLOSSARY

Adherence 

Closely following (adhering to) a prescribed treatment regimen. 

AIDS (Acquired Immune Deficiency Syndrome) 

A disease of the body’s immune system caused by the human immunodeficiency virus (HIV). AIDS is characterized 

by the death of CD4 cells (an important part of the body’s immune system), which leaves the body vulnerable 

to life-threatening conditions, such as infections and cancers. 

ANOVA (Analysis of Variance) 

A common statistical procedure used to test hypotheses that the means (averages) among two or more independent 

groups are equal. For example, ANOVA would be used to test whether the mean viral load count of 

men and women were equal or not. 

ARV or Antiretroviral 

Drug intended for the treatment of diseases caused by retroviruses, such as HIV, by interfering with the ability 

of the retrovirus to make more copies of itself. 

Boston Public Health Commission (BPHC) 

An independent public agency providing a wide range of health services and programs for the City of Boston. 

It is the oldest public health department in the US. BPHC is also the recipient of Ryan White Program Part A 

funding for HIV services. www.bphc.org 

CAGE 

A validated series of questions used to assess whether someone may have a problem with alcohol. CAGE is an 

abbreviation for the four basic questions related to Cutting down on alcohol, experiencing Annoyance from 

others about alcohol use, feeling Guilty, and using alcohol as an Eye opener. For the Phase II survey described 

in this report, the CAGE questions were adapted to refer to alcohol and/or drugs and were time limited to the 

three months prior to the survey. A “yes” response to two or more of the questions was used as an indicator of 

a possible problem with alcohol or drugs. 

CD4 Cell 

Also known as helper T cell or CD4 lymphocyte. CD4 is a type of infection fighting white blood cell that carries 

the CD4 receptor on its surface. CD4 cells coordinate the immune response, which signals other cells in the 

immune system to perform their special functions. The number of CD4 cells in a sample of blood is an indicator 

of the health of the immune system. HIV infects and kills CD4 cells, which leads to a weakened immune system. 

CD4 Cell Count 

A measurement of the number of CD4 cells in a sample of blood. The CD4 count is one of the most useful indicators 

of the health of the immune system and the progression of HIV/AIDS. 

Chi Square 

A statistic that compares counts or frequencies of categorical responses (e.g., yes or no) between two (or more) 

independent groups (e.g., men vs. women) and determines if the distributions of these categorical variables 

differ significantly from one another. 

Disclosure 

The process by which a person living with HIV tells their HIV status to another person. 

Eligible Metropolitan Area (EMA) 

The designation given to urban areas highly-impacted by HIV/AIDS and eligible for Ryan White Program Part A 

funding. 

Epidemiology 

The study of the incidence, distribution, and possible control of diseases and other factors relating to health. As 

used in this report (e.g., “the epidemiology of the HIV epidemic”), this term refers to those living with HIV/AIDS 

and their characteristics (e.g., race, gender, age, etc.) 

Federal Poverty Level 

A scale of individual and family income limits set annually by the federal government to determine eligibility for 

certain benefits and entitlements. 

HDAP 

The HIV Drug Assistance Program, which provides access to HIV-related medications for residents of 

Massachusetts. HDAP is program of the Office of HIV/AIDS of the Massachusetts Department of Public Health 

funded through federal and state sources. Also known as ADAP in other states such as New Hampshire. 

Health Resources and Services Administration (HRSA) 

The agency of the U.S. Department of Health and Human Services that administers various primary care programs 

for the medically underserved, including the Ryan White Program. 

HIV (Human Immunodeficiency Virus) 

The virus that causes Acquired Immune Deficiency Syndrome (AIDS). 

HIV prevalence 

The number of people living with HIV at a particular point in time. For example, as of October 1, 2009, there 

were 18,045 people living with HIV in Massachusetts. 

Institutional Review Board (IRB) 

A committee that has been formally designated to approve, monitor, and review research involving humans 

with the purpose of protecting the rights and welfare of the research subjects. 

JSI Research & Training Institute (JSI) 

A public health and health care consulting company headquartered in Boston, hired to conduct the research 

described in this report. www.jsi.com 

Massachusetts Department of Public Health (MDPH) 

The public health department for the Commonwealth of Massachusetts. MDPH Office of HIV/AIDS (OHA) 

is the recipient of Ryan White Program Part B funding for HIV services, including the HDAP program. 

www.mass.gov/dph 

Massachusetts HIV Prevention Planning Group (MPPG) 

A group of community members, providers, and state representatives who meet to guide the planning of HIV 

prevention services in Massachusetts. MPPG advises MDPH Office of HIV/AIDS. 

Massachusetts Statewide Consumer Advisory Board (SWCAB) 

A formal group that meets monthly to advise senior staff of the MDPH Office of HIV/AIDS on services and policies 

affecting the lives of people living with HIV/AIDS in Massachusetts. 

Medicaid 

A medical assistance program funded by federal and state funds for low-income people; coverage of and payment 

for medical services are determined by individual states. Administered by the Centers for Medicare and 

Medicaid Services (CMS) of the Department of Health and Human Services. 

Medical provider 

For the purposes of the study described in this report (and the surveys that were conducted), medical provider 

refers to the doctor, nurse practitioner, nurse, or physician assistant who manages a person’s HIV care. 

Medicare 

A federally funded program administered by Department of Health and Human Services/Centers for Medicare 

and Medicaid Services that finances health care services for certain elderly people and people with disabilities 

(regardless of income and assets). 

Planning Council 

An independent, planning group that works with the City of Boston to organize, evaluate, and set priorities for 

Ryan White Program HIV funding in the Boston Eligible Metropolitan Area (EMA). A Planning Council is required 

for EMAs that receive Ryan White Program funds. www.bostonplanningcouncil.org 

Respondent 

A person who completed and returned the Phase I and/or Phase II survey as part of this study. 

Ryan White Program 

A federal program, first authorized in 1990 and most recently by the Ryan White Treatment Extension Act of 

2009, that provides funding for HIV-related care and services for those who do not have sufficient health care 

coverage or financial resources. Named after Ryan White, an Indiana teenager diagnosed with AIDS in 1984 at 

age 13. 

Statistically significant 

In statistical analyses, statistically significant refers to a result that is unlikely to have happened by chance. 

Stigma 

Among people living with HIV, the actual, potential, or perceived social disqualification (less than full social 

acceptance or social rejection), denial or limitation of opportunity (i.e., in housing, jobs, or services), and/or 

negative change in social identity (how other see or perceive him/her) resulting from their HIV status. 

SurveyMonkey® 

A company that provides web-based data collection and survey tools for use by companies and organizations. 

The SurveyMonkey® platform was used to host the online and phone version of the Phase II survey described 

in this report. 

Teleform 

A software application that enables users to create machine-readable data forms and create databases to 

store the data collected from those forms. Teleform was used for the mail-based Phase I and Phase II surveys 

described in this report. 

Tukey’s HSD test 

A statistical, multiple comparison procedure that tests all possible pairwise differences in means or proportions 

when more than two groups are being compared. It identifies which pairs are significantly different and adjusts 

the p-value accordingly (the p-value for significance is usually 0.05 for a single comparison). For example, if the 

proportion of respondents that reported a need for a service varied by race/ethnicity (more than two groups), 

Tukey’s HSD indicates which two racial/ethnic groups were significantly different. 

Viral load 

The amount of HIV RNA in a blood sample, reported as number of HIV RNA copies per milliliter of blood plasma. 

The VL provides information about the number of cells infected with HIV and is an important indicator of HIV 

progression and of how well treatment is working. 

Viral Load Test 

Test that measures the quantity of HIV RNA in the blood. Results are reported as the number of copies of HIV 

RNA per milliliter of blood plasma. 

APPENDIX A: PHASE I SURVEY TOOL 

Image: HIV/AIDS Consumer Survey: Part I (Short Form)

APPENDIX B: PHASE II SURVEY TOOL 

Image: HIV Service Needs Assessment form

APPENDIX C: RESPONDENT DEMOGRAPHIC TABLE 

Image: Respondent Demographic Table
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