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Glossary of Consumer Survey Terms 
 

Certain terms were used during the data collection process, as well as throughout this report. The 

most commonly used terms are defined in this glossary. 

 

CAREWare: A free software application provided by the Ryan White HIV/AIDS Program used 

to manage and monitor HIV clinical and supportive care data. 

 

Case Manager: Someone who helps clients with referrals, filling out forms, benefits counseling, 

etc. 

 

Childcare: Someone to watch a client’s child at a center or in a house when you go to the doctor. 

 

Client Level Data (CLD): Demographic and service information for each unique client in the 

Eligible Metropolitan Area (EMA) unduplicated using the Unique Record Number (URN) 

generated in CAREWare. 

 

Drug or alcohol counseling: Talking to a trained counselor about your substance abuse 

problems. 

 

Drug or alcohol treatment: Inpatient or outpatient medical treatments at a hospital or a program 

run by trained staff. 

 

Eligible Metropolitan Area (EMA): A geographic area eligible to receive Part A Ryan White 

HIV/AIDS Program funds. Eligibility criteria include having a population over 500,000 people 

and reporting more than 2,000 cumulative AIDS cases for the most recent five-year period.  

 

Legal help services: Assistance with legal issues such as housing and insurance discrimination, 

writing a will, social security disability claims, etc. 

 

Medications other than antiretrovirals: Any medications a PLWH takes to prevent getting sick 

like Bactrim and antidepressants. 

 

Mental health counseling/therapy: A trained counselor that a client can talk to about how they 

feel. 

 

One-to-one peer counseling: Not a relationship with a friend or a sponsor, but a formal 

relationship with someone who has HIV or is in recovery that you talk to about your feelings or 

problems. 

 

Other medications: Any medications you take other than those we have already talked about. 

This would include medication for high blood pressure or diabetes but does not include over the 

counter medications. 

 

Outpatient medical care: When a person goes to a clinic to see a doctor or nurse for medical 

care. 
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Primary medical care: When a person goes to a clinic or agency to see a doctor or nurse for 

medical care. 

 

Ryan White HIV/AIDS Program Annual Data Report (RDR): An aggregate report required 

of service providers that receive funding from the Ryan White HIV/AIDS Program detailing 

aggregated information on all the clients they served during the course of a calendar year. 

 
Ryan White HIV/AIDS Program Services Report (RSR): The RSR is made up of three 

components: 1) The Grantee Report; 2) The Service Provider Report; and 3) The Client Report.  

 

Support groups: Talking to people in a group setting about how you feel, but does not include 

12-step meetings. 

 
Women of Childbearing Age (WCA): Women between the ages of 15 and 44 (for the purposes 

of this project, childbearing age is defined as women 18-44). 

 
 

 

Abbreviations 
  
ADAP 

CHAMPUS 

AIDS Drug Assistance Program 

VA assistance for non-military personnel 

EMA Eligible Metropolitan Area 

HET 

HOPWA 

Heterosexual 

Housing Opportunities for Persons with AIDS 

IDU Injection Drug User 

MSM 

SDI 

Men-who-have-sex-with-men 

State Disability Insurance 

SRO 

SSI 

SSDI 

Single Room Occupancy 

Supplemental Security Income 

Social Security Disability Income 

STD 

TASP 

Sexually Transmitted Disease 

Treatment as Prevention 

TB Tuberculosis 

VA Veterans Administration 

WCA Women of Childbearing Age 

YMSM Young Men Who Have Sex With Men 
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Executive Summary 
The Health Resources and Services Administration (HRSA), the federal agency that administers 

the Ryan White Program, requires each Eligible Metropolitan Area (EMA) Planning Council to 

work with its local provider agencies to identify HIV needs, set priorities, and allocate resources 

through a process guided by evidence-based data.  

 

The Council responded to this requirement with the 2011 Atlanta EMA HIV Consumer Survey, 

which: 

 

1. Provides a comprehensive profile of people living with HIV/AIDS (PLWH) who are 

accessing services at Ryan White- and/or non-Ryan White-funded agencies in the Atlanta 

EMA; 

2. Identifies gaps in services across the Atlanta EMA continuum of care;  

3. Delineates barriers to accessing the Atlanta EMA continuum of care. 

 

The consumer survey was conducted by the Southeast AIDS Training and Education Center 

(SEATEC), Department of Family and Preventive Medicine, Emory University School of 

Medicine on behalf of the Fulton County Government Ryan White Part A Program, and the 

Metropolitan Atlanta HIV Health Services Planning 

Council. 

 

The Atlanta EMA includes the counties of Barrow, 

Bartow, Carroll, Cherokee, Clayton, Cobb, Coweta, 

DeKalb, Douglas, Fayette, Forsyth, Fulton, Gwinnett, 

Henry, Newton, Paulding, Pickens, Rockdale, Spalding, 

and Walton.  

 

This is the fourth quantitative needs assessment 

conducted by the Planning Council since 1999. The data 

gathered will be used, along with other resources, to 

guide the development of priorities and the allocation of 

resources as well as serve as a resource for community 

planning efforts over the next three years (2012-2014).  

The consumer survey was designed to provide a 

comprehensive profile of individuals living with HIV/AIDS that are accessing HIV services. The 

survey focuses on care and support services utilized by PLWH and identifies service needs. 

Major findings include: 

  

 Awareness of Services: The majority of respondents (50% or more) were aware of the 

services examined in the survey. Case management, mental health counseling, and 

primary care services were familiar to over 80% of consumers. Only food vouchers and 

home delivered meals, both support services, were known to less than 50% of 

respondents. 

 

A total of 715 anonymous 
interviews were conducted 
in English or Spanish with 
PLWH who were at least 18 
years of age and were 
accessing services at either 
Ryan White funded and 
non-funded agencies in the 
Atlanta EMA. 
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 Need for Services: All respondents reported a need for at least one of the 24 services. 

Need was greatest for core services that included primary care, oral health, and mental 

health. Food services, a support service under HRSA guidance, also had a high need 

among respondents, particularly food vouchers and food pantry. Lower proportions 

reported a need for detox services, treatment adherence counselor/nurse and substance 

abuse counseling. 

 

 Service Utilization: Four of the top five services used by respondents were core services 

(primary care, case management, mental health counseling and psychiatric sessions) and 

one support service (housing information). Eight services were used by less than 20% of 

respondents, four support services (EFA for utilities, food vouchers, soft meals and legal 

services) and four core services (crisis mental health support, residential treatment, and 

treatment adherence counselor/nurse and detox). 

 

 Gaps in Service: Of the 24 services examined in the consumer survey, nine (9) met the 

criteria for having service gaps (greater than or equal to 15% of participants reported 

needing but not receiving the service): food vouchers (40%), dental treatment (28%), 

nutritional supplements (28%), emergency dental care (25%), preventive dental care 

(24%), EFA for utilities (22%), legal assistance (19%), food pantry (19%), and benefits 

counseling (15%). 

 

 Barriers to Needed Services: The most common barrier to obtaining needed services 

was lack of information of where services were located and not knowing the service was 

available.  

 

 Generalizability of Data: Due to the sampling methodology and high agency and client 

response rate, data from the sample of clients in the Atlanta EMA HIV service system 

should be generalizable to most clients in the system. These data can be used to guide 

policy decisions regarding the Ryan White service delivery system. 
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Organization of the Report 
Section I of this report includes an epidemiological overview of HIV/AIDS in the Atlanta EMA 

and the 2011 Atlanta EMA Consumer Survey methodology.  More detailed epidemiologic data 

can be found on the Georgia HIV/AIDS Epidemiology Section website 

(http://health.state.ga.us/epi/hivaids/). A detailed report on unmet need is available on the 

SEATEC website (http://www.seatec.emory.edu). The Section 1 overview includes:  

 Description of HIV/AIDS in the Atlanta EMA; 

 Description of the Atlanta EMA Continuum of Care; 

 Atlanta EMA Consumer Survey Methodology; 

 Map of Service Clusters 

 

Section II of the report provides a comprehensive profile of survey respondents.  Included in this 

section are: 

 Social Characteristics: geographic distribution, race/ethnicity, gender, age, sexual 

orientation, and language; 

 Economic Characteristics: education level, employment status and disability, personal 

income, health insurance utilization, benefits, recent incarcerations, and housing; 

 Medical Characteristics: clinical indicators, out of care summary, medications, 

adherence, co-morbidities, mental health care, substance abuse issues and quality of life; 

 System Characteristics: HIV testing history, entry into HIV care, and self-management. 

 

Section III includes data on HIV services and descriptions of the top 10 services which are 

ranked by awareness of services, need for services, services received, and satisfaction with 

services received.  The section also describes gaps in services, defined as services needed but not 

received. These data are included for all participants and are presented separately by the 

following demographic groups or sub-populations: 

 Gender (Male, Female, Transgender); 

 Race/Ethnicity (Black, Hispanic/Latino, White); 

 Young Men Who Have Sex with Men (YMSM); 

 Women of Childbearing Age (WCA); 

 Persons over 50 years of age. 

 

Section IV includes a summary of Client Level Data for 2011. 

 

Section V includes data on barriers to accessing services and perceived HIV/AIDS related 

discrimination. 

 

Section VI consists of a summary analysis and recommendations.

http://health.state.ga.us/epi/hivaids/
http://www.seatec.emory.edu/
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Section I: Overview 
1.1 HIV/AIDS in the Atlanta EMA 
In the Atlanta EMA, 25,600 AIDS cases were reported through 2011 (case rate of 50.1 

cases/100,000 EMA population), which is the 9th highest of all metropolitan statistical areas. 

This represents 69% of Georgia’s total AIDS cases. At the end of 2011 there were 27,355 PLWH 

in the Atlanta EMA of which 

12,393 (45%) were living with HIV 

and 14,962 (55%) were living with 

AIDS. The number of PLWH in the 

Atlanta EMA has increased 14% 

since 2008.  This increase is 

visually depicted in Figure 1. 

 

In 2011, HIV seroprevalence was 

1.4% in the Atlanta EMA compared 

to 0.4% in the rest of the state.  The 

Atlanta EMA HIV rate has 

increased 50% over the last 3 years. 

Among the 27,355 PLWH in the 

Atlanta EMA through December 

2011, 70% (19,016) were Black, 

22% (6,094) were White, and 5% 

(1,455) were Hispanic/ Latino as depicted in Figure 2. This is at odds with the population 

distribution of the Atlanta 

EMA in which 33% of the 

population is Black, 55% is 

White and 11% is 

Hispanic/Latino.  

 

Among newly reported 

cases of AIDS in the Atlanta 

EMA in 2011, the 

proportion of cases 

occurring among Blacks 

increased from 68% in 2009 

to 76% in 2011.  While the 

proportion of newly 

reported AIDS cases 

occurring among Whites 

decreased from 24% in 2009 to 13% in 2011. There has been a steady and consistent growth of 

cases among the Hispanic/Latino population. In 2011, Hispanics accounted for 8% of all 

reported cases of AIDS in the Atlanta EMA. Although Hispanics/Latinos account for a relatively 

small percentage of HIV cases, the increase in the number of infected Hispanics/Latinos exceeds 

those in other racial/ethnic groups. In the last three years, there has been an increase of 10% in 

the number of Hispanics living with HIV and AIDS from 1,319 in 2009 to 1,455 in 2011. 

24,032 

26,546 
26,888 

27,355 

24,000

25,000

26,000

27,000

28,000

2008 2009 2010 2011

 

70.0% 
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Figure 2  
Racial Breakdown of PLWH in the Atlanta EMA 

Figure 1  
Number of PLWH 2008-11, Atlanta EMA 
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In the Atlanta EMA, males account for 78% and females account for 22% of PLWH.  When race 

and gender are examined together, the disproportionate impact of HIV/AIDS on Blacks in the 

EMA is further highlighted. Blacks account for 73% of all males and 85% of all females living 

with HIV/AIDS in the Atlanta EMA. 

 

1.2 HIV Continuum of Care 
The Atlanta EMA’s 20-county geographic area covers more than 6,000-square-miles. This area 

includes the following counties: Barrow, Bartow, Carroll, Cherokee, Clayton, Cobb, Coweta, 

DeKalb, Douglas, Fayette, Forsyth, Fulton, Gwinnett, Henry, Newton, Paulding, Pickens, 

Rockdale, Spalding and Walton. Ten health districts are either partially (Athens, Dalton, 

Gainesville, LaGrange and Rome) or completely (Clayton, Cobb/Douglas, DeKalb, Fulton and 

Gwinnett) included in the Atlanta EMA. Approximately 69% of all reported PLWH as of 

December 31, 2011, reside in the Atlanta EMA. 

 

As seen in Figure 3 on the next page, all Parts of Ryan White HIV/AIDS Program funding are 

distributed in the EMA with the exception of the Dental Reimbursement and Community Based 

Dental Partnership Programs.  Five (5) of the ten (10) health districts (Clayton, Clarke, 

Cobb/Douglas, DeKalb and Fulton) as well as 15 community agencies receive Part A funding 

through subcontracts with Fulton County Government during the 2012 fiscal year.  The 

remaining health districts rely predominantly on Ryan White 

Part B resources to provide HIV care services.  Several health 

districts within the EMA also receive Part C grant money to 

provide care services.  Both Part A and Part B funding are 

awarded by the main grantee through a subcontract process, 

while Part C funding is directly allocated to agencies from the 

federal level. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

The Atlanta EMA consists 
of the smallest service 
area in Georgia, but has 
the largest disease burden. 
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Figure 3  
Grantees and Ryan White Programs in the Atlanta EMA 

Grantee 

Ryan 

White 

Part A 

Ryan 

White 

Part B 

Ryan White 

Part C (EIS) 

Ryan 

White 

Part D 

AETC 

AID Atlanta      

AID Gwinnett, Inc.      

Clarke County Board of 

Health/Specialty Care clinic 
     

Cobb County Health Department      

DeKalb County Board of Health      

District Four Health Services*      

Emory University      

Emory Infectious Disease Clinic 

at Emory Crawford Long 

Hospital 
     

Floyd County Board of Health      

Fulton County Government      

Georgia Department of Human 

Resources Division of Public 

Health STD/HIV Section 

     

Grady IDP      

St. Joseph’s Mercy Care Services      

 

According to the Atlanta EMA 2012-2014 Comprehensive HIV Services Plan, the EMA has a 

coordinated service delivery system, which encompasses a comprehensive range of primary care, 

other core services and support services for individuals and families infected with HIV disease. 

These services are accessible to eligible PLWH in the EMA. Included in this delivery system are 

mechanisms to facilitate access and retention in primary care for: newly diagnosed; underserved; 

hard to reach individuals; disproportionately affected communities of color; and those who know 

their HIV status but are not presently in HIV primary medical care. 
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Patients with a T-cell > 200 cells/uL are treated in the HIV/STD programs of local health 

departments or community health clinics.  After a patient’s T-cell count measures < 200 cells/uL 

and/or the patient develops an AIDS defining disease, he or she is referred to the Grady 

Infectious Disease Program for treatment of advanced HIV 

disease.  Within the existing system, clinics at AID Gwinnett, 

Clarke, Cobb, DeKalb, Emory University Hospital Midtown, 

and St. Joseph’s Mercy Care Services act as early intervention 

sites.   

These sites treat people in the early stages of HIV disease by 

providing medical and social services.  Most individuals who 

have progressed to AIDS are seen at the Grady Infectious 

Disease Program.   In addition, the Grady Infectious Disease 

Program has a transition or “drop-in” clinic which allows people experiencing homelessness and 

others who sometime have trouble keeping appointments, to receive same-day services without 

appointments.  The Fulton County Department of Health and Wellness and the primary care 

clinic at AID Atlanta have expanded service hours, furthering access to treatment services.  Both 

AID Gwinnett and Fulton County Department of Health and Wellness operate satellite clinics to 

serve clients in underserved communities.   

 

1.3 Survey Methodology 
In February 2011, SEATEC began planning the Atlanta EMA Consumer Survey. Participants 

were recruited from both Part A-funded and non-funded sites across the 20-County Atlanta EMA 

between May and October 2011.  The consumer survey was anonymous and voluntary.  English-

speaking participants completed the survey on laptop computers using Questionnaire 

Development Software (QDS). The survey was also translated into Spanish. Spanish-speaking 

participants completed a paper-based version of the translated survey and were assisted by a 

Spanish translator. Two trained members of the HIV community (peers) and research staff were 

available to assist participants with the use of computer technology and to clarify terms and/or 

explain survey instrument software.  Overall, respondents who completed the survey 

encountered few problems.  

 
1.3.1 Survey Administration 
The Atlanta EMA HIV/AIDS consumer survey instrument was based on a survey design 

implemented in several EMAs nationally, most recently in San Francisco. Research staff 

evaluated the Atlanta EMA HIV/AIDS 2007-2008 

Consumer Survey instrument as well as the 2008 San 

Francisco EMA needs assessment and developed a unique 

survey that combined elements of both instruments. The 

survey instrument was evaluated by Fulton County’s Ryan 

White program staff to ensure that appropriate service 

categories were included. The final survey instrument was 

pre-tested with the Consumer Caucus of the Atlanta EMA 

HIV Health Services Planning Council.  

 
 

A consumer survey 
workgroup, consisting of 
people receiving services in 
the EMA and Planning Council 
members, reviewed the 
survey instrument and 
provided feedback. 
 

Due to the large demand 
for primary care in the 
EMA, primary care 
services are provided 
using a triage model of 
service delivery. 
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The first section of the instrument captured key demographics, health insurance and benefit 

utilization, HIV disease stage, prescribed medications and drug adherence, recent incarcerations, 

HIV testing history, co-morbidities, mental health and substance abuse histories, and self-

management behaviors.  

 
The service section measured participants’ awareness of services, current service needs, and 

service utilization.  Participants answered questions about a range of services including case 

management, client advocacy, housing, food, mental health, substance use, primary health care, 

and oral health care. Patients indicating service utilization within the past 12 months also gauged 

whether the services met their needs. 

 
The services listed in the survey instrument were derived from the eight service categories 

funded through Ryan White Part A and 26 sub-services identified by Fulton County’s Ryan 

White program staff as funded services or that interested the Planning Council. After the service 

section, participants answered questions about potential barriers to accessing HIV-related 

support services.  The remaining survey questions measured participants’ drug use behaviors, 

residency status, HIV/AIDS knowledge, and perceived HIV/AIDS-related discrimination.  

 
Participants were 18 years of age or older, HIV-positive, eligible for Ryan White services, and 

accessing HIV care services at Ryan White- and/or non-Ryan White-funded agencies in the 

Atlanta EMA. All respondents received a $10 food voucher after completing the survey.  If a 

participant was unable to complete the survey due to illness or other reasons, the incentive was 

still provided. 

 
1.3.2 Participant Recruitment and Sampling 
Research staff sent letters to each participating agency explaining the project and contacted 

agency staff directly to arrange on-site recruitment and survey administration.  In order to recruit 

representative samples, while maintaining confidentiality, participants were recruited by agency 

staff and through traditional outreach efforts (i. e. distributing postcards and flyers).  

 
In identifying a representative sample, the overall goal was to 

find individuals who reflected demographics of the Atlanta 

EMA HIV epidemic and the demographics of PLWH receiving 

HIV-related services in the Atlanta EMA.  Real-time sampling, 

a method in which eligible participants are sampled as they 

arrive for services, was the predominant method used for 

recruitment. There was no limit on the number of interviews 

that could be conducted at a particular site per day, but each agency had a maximum number of 

participants who could be recruited, according to the agency’s 2010 Ryan White Services Report 

(RSR) data.  

 
Participant recruitment was tailored to suit the environmental constraints of the participating 

sites. Generally, potential participants were either approached in the agency’s waiting room by 

study staff or referred by agency staff to the on-site study team. All participants were instructed 

not to provide their names to ensure anonymity.  

 

Participants were 
recruited from 15 
Part A and three non-
Part A- funded sites. 
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Figure 4 presents a map of provider sites throughout the Atlanta EMA that participated in the 

survey. 
 
Figure 4 
Map of Providers in the Atlanta EMA 
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Section II: Profile of Survey Respondents 

The following section summarizes the demographic data collected from 715 PLWH who 

completed the consumer survey. Due to missing data and non-applicability, the total number of 

survey participants may be fewer than 715 for some findings.  Surveys were conducted at 

agencies representing a spectrum of HIV care services, including medical care, substance abuse 

treatment, and housing for people living with HIV.  This section describes survey participants’ 

social, economic, medical, and behavioral characteristics. 

 

2.1 Social Characteristics 
In determining social characteristics, participants were asked about their counties of residence, 

race/ethnicity, gender, ages, and modes of HIV transmission, sexual orientation, and first 

languages. 

 

2.2 Geographic Distribution of Respondents 
Most of the 20 counties that comprise the Atlanta EMA are represented in the survey sample.   
 

Table 1 shows the number of survey 

participants by county of residence, 

including respondents who resided 

outside the EMA but received services 

at Part A-funded sites within the 

Atlanta EMA.  A total of 33 

respondents did not identify their 

counties or zip codes of residence when 

completing the survey.  

 
The majority of respondents resided in 

Fulton County (56.2%, n=402), 

followed by DeKalb County (20.6%, 

n=147).  Respondents from five of the 

14 Atlanta EMA counties represented 

in the survey made up 90% of the 

survey sample: Fulton, DeKalb, Cobb, 

Clayton and Gwinnett. 

 
Slightly more than 4% (n=31) of 

respondents resided in counties outside 

the 20-county Atlanta EMA, with the 

majority living in Clarke County (2.5%, n=18).  Atlanta EMA counties not represented in the 

sample included Bartow, Coweta, Newton, Pickens, Rockdale, and Spalding. Fulton County was 

home to the majority of survey sites (n=13), followed by two sites in Clarke County, which is 

outside the Atlanta EMA.  Clarke County, it should be noted, provides services to the majority of 

clients from Bartow and Walton Counties, which are parts of the Atlanta EMA. 

 

Table 1  
County of Residence and Number of Respondents 

County of  
Residence 

Number of  
Participants 

% of Participants 
Recruited 

Number of 
 Sites 

Fulton 402 56.2 13 

DeKalb 147 20.6 1 

Cobb 29 4.1 1 

Clayton 28 3.9 1 

Gwinnett 21 2.9 1 

Douglas 7 1.0 0 

Paulding 7 1.0 0 

Cherokee 2 0.3 0 

Walton 2 0.3 0 

Henry 2 0.3 0 

Barrow 1 0.1 0 

Carroll 1 0.1 0 

Fayette 1 0.1 0 

Forsyth 1 0.1 0 

Outside EMA 31 4.3 2 

None Identified 33 4.6 N/A 

Total 715 100.0 19 
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2.3 Respondent Demographics 
Every effort was made to ensure that the overall survey sample reflected the distribution of 

clients in the Atlanta EMA Ryan White CAREWare database. Ryan White CAREWare is HRSA  

software that manages and monitors HIV clinical and support services and produces Ryan White 

HIV/AIDS service reports.   

 

Table 2 compares selected demographic characteristics among the survey sample, CAREWare 

clients’ data, and the 2011 Atlanta EMA HIV/AIDS Epidemiological (Epi) Profile.   

 
There were no significant 

differences between the 

distribution of survey 

respondents by 

demographic 

characteristic and the 

distribution in the 

CAREWare database. 

Only Hispanic/Latino 

and transgender 

respondents were under-

represented, likely due to 

recruitment strategies 

than any other factor.  

 
 

Table 2  
Demographic Characteristics 

Characteristic Survey % CAREWare % 
2011  

Epi Profile % 

Race/Ethnicity 

American Indian/Alaskan Native 1.4 0.1 0.1 

Asian/Pacific Islander 0.7 0.8 0.5 

Black, non-Hispanic 73.3 75.8 69.5 

Hispanic/Latino 2.5 5.4 5.3 

White, non-Hispanic 13.1 16.0 22.3 

Other/Multi-Racial/Unknown 9.0 1.9 2.3 

Total 100.0 100.0 100.0 

Gender 

Female 29.9 25.6 21.7 

Male 67.9 73.5 78.3 

Transgender 2.2 0.9 - 

Total 100.0 100.0 100.0 

Age 

<13 - 2.7 0.2 

13-29 0.1 1.2 0.6 

20-29 7.3 14.1 11.9 

30-39 17.5 21.7 20.8 

40-49 41.3 33.0 35.1 

50-59 29.6 21.6 23.5 

60+ 4.2 5.7 7.9 

Total 100.0 100.0 100.0 

Transmission Category 

Heterosexual Contact 39.2 36.4 7.5 

Injection Drug User (IDU) 5.3 3.1 6.0 

Men who have sex with Men (MSM) 43.5 51.4 45.8 

MSM and IDU - 2.1 3.7 

Risk not identified 7.4 1.6 0.8 

Other 4.6 5.4 36.2 

Total 100.0 100.0 100.0 
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2.3.1 Racial Distribution 

of Respondents 

According to 2010 census 

data for the 20 counties 

that comprise the Atlanta 

EMA, 98% of the overall 

population is distributed 

among three groups: 

54.7% White, non-

Hispanic; 32.9% Black, 

non-Hispanic; and 9.8% 

Hispanic/Latino.  In the 

2011 epidemiological 

HIV/AIDS profile, 69.5% 

of PLWH in the Atlanta EMA are Black, non-Hispanic, 22.3% are White, non-Hispanic, and 

5.3% are Hispanic/Latino.  The data indicate that HIV is disproportionately affecting Black, non-

Hispanic individuals in the EMA more than any other group. Figure 5 shows the racial 

distribution of survey respondents. 
 

2.3.2 Gender Distribution of Respondents by Race/Ethnicity 
Figure 6 shows the distribution of the total survey sample by gender and race/ethnicity. The 

majority of respondents were non-Hispanic Black males (64.5%, n=338).  Females living with 

HIV constitute a much smaller proportion of PLWH. However, the disease disproportionately 

affects Hispanic/Latina and Black females in the Atlanta EMA.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

73.3% (n=524) 

13.1% 
(n=94) 

2.5% 
(n=18) 

4.5% 
(n=32) 

6.5% 
(n=47) 

0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

60.0%

70.0%

80.0%

Black, non-
Hispanic

White, non-
Hispanic

Hispanic/Latino Other Unknown

Black, non
Hispanic

White, non
Hispanic

Hispanic/
Latino

Other Unknown

Male 64.5% 83.0% 72.2% 80.0% 68.1%

Female 32.8% 17.0% 27.8% 23.3% 29.8%

Transgender 2.7% 0.0% 0.0% 3.3% 2.1%

0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

60.0%

70.0%

80.0%

90.0%

Figure 5  
Race/Ethnicity 

Figure 6  
Gender Distribution by Race/Ethnicity 
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2.3.3 Sexual Orientation of Respondents 

Half of all participants identified as heterosexual (50.2%, n=359) while 47.9% (n=343) reported 

being either homosexual or 

bisexual, as seen in Figure 
7.  The majority of 

participants from all 

racial/ethnic backgrounds, 

except Whites, identified as 

heterosexual. The majority 

of Whites identified as 

homosexual (68.1%, n=24). 

 

 

 

 

 

 

 
 
Table 3 displays sexual orientation by race/ethnicity.   

 

 
 
 
 
 
 
 
 
 
 

 
 
 
2.3.4 Language 
Most respondents (96%, n=684) reported English as their first language. Two percent (n=16) of 

respondents identified their primary language as Spanish, and slightly more than 1% of 

respondents reported other primary languages such as French (0.6%, n=4), Indonesian (0.2%, 

n=2), Swahili (0.1%, n=1), Vietnamese (0.1%, n=1), and Yoruba (0.1%, n=1). 

 
 
 
  

Table 3  
Sexual Orientation by Race/Ethnicity* 

Race/Ethnicity Heterosexual  Gay Male Lesbian Bisexual  Total 
Black, non-Hispanic 53.2% 

(n=277) 
37.6% 

(n=196) 
0.8% 
(n=4) 

8.4 % 
(n=44) 

100.0% 
(n=521) 

White, non-Hispanic 45.5% 
(n=25) 

43.6% 
(n=24) 

1.8% 
(n=1) 

9.1% 
(n=5) 

100.0% 
(n=55) 

Hispanic/Latino 72.2% 
(n=13) 

22.2% 
(n=4) 

0.0% 
(n=0) 

5.6% 
(n=1) 

100.0% 
(n=18) 

Other/Unknown 63.4% 
(n=45) 

26.8% 
(n=19) 

0.0% 
---- 

9.9% 
(n=7) 

100.0% 
(n=71) 

*3 multiracial participants have an unknown sexual orientation 

50.2%  
(n=359)

  
39.7% 

(n=284) 

8.2% 
(n=59) 1.1% 

(n=8) 
0.7% 
(n=5) 

0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

60.0%

Heterosexual,
Male and
Female

Homosexual Bisexual Other Lesbian

Figure 7  
Sexual Orientation 



 
 

23 Section II: Profile of Survey Respondents | 2011 Atlanta EMA Consumer Survey 

 

2.4 Economic Characteristics 
In the section related to economic characteristics, participants were asked about their education 

levels, employment and disability statuses, personal income, health  insurance coverage, benefits, 

recent incarcerations, and housing status. 

 
2.4.1 Employment, Income, and Education of Respondents  
Research suggests that PLWH with low socioeconomic status have higher AIDS-related 

mortality rates than their HIV-positive counterparts with higher incomes and more education.
i
 

This underscores the importance of understanding the economic characteristics of PLWH in the 

Atlanta EMA.  

 
Personal Income of Respondents  
The majority of participants reported they were the only people in their households (79.5%, 

n=563).  Of these one-person households, 446 participants (79.2%) estimated their yearly income 

to be less than or equal to Georgia’s federal poverty level ($10,890 per one-person household). 

Figure 8 provides a breakdown of respondents’ estimated gross income (income before taxes). 
 

Respondents were also 

asked how many people 

were supported by their 

incomes. If anyone was 

supported by their incomes 

they were also asked how 

many of those persons were 

under age 24. Of those with 

a personal income of 

$10,890 or less, more than 

80% reported their income 

as only supporting the 

respondent (81.2%, n=444). 

Nearly 20% reported 

supporting between one and 

four additional persons on 

this income (17%, n=93). When asked about supporting other persons under age 24, those with 

the lowest income, more than any other income reported supporting the most people. More than 

5% of those with a personal income of $10,890 or less reported supporting as many as three 

persons under age 24 (6%, n=33). 

1.3% (n=9) 

0.4% (n=3) 

1.3% (n=9) 

2.7% (n=19) 

3.9% (n=28) 

12.7% (n=91) 

76.5% (n=547) 

0.0% 20.0% 40.0% 60.0% 80.0% 100.0%

> $36,890

$31,691 - $36,890

$26,491 - $31,690

$21,291 - $26,490

$16,091 - $21,290

$10,891 - $16,090

$0-$10,890

Figure 8  
Personal Income 
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Education Level of 

Respondents 

Almost half of all respondents 

reported pursuing post-

secondary education (47.2%, 

n= 338) as shown in Table 4.   

 However, only 30% of 

participants indicated that they 

either graduated from high 

school or obtained a GED 

(29.8%, n=213). 

Approximately 22.4% (n=160) of participants did not complete high school. 

 

Employment Status and Disability 

Benefits of Respondents (n=712) 

Nearly one-quarter of survey 

participants reported that they were 

not working and were on full  

disability (23.5%, n=167), followed 

by those who were not working but 

not on disability (22.3%,  

 n=159). Including those on disability, 

more than 75% (n=541) were 

unemployed. Not including those on 

disability, more than 60% of 

respondents were unemployed 

(60.5%, n=431) as seen in Table 5. 

 

Health Insurance Status of 

Respondents  

Currently, in the United States, just 

17% of PLWH have private insurance 

while nearly one-third have no medical 

coverage.
ii
 Many PLWH are covered 

by Medicaid, the federal-state health 

program providing medical care 

benefits to low-income people and 

those with disabilities, as well as 

Medicare, the national health 

insurance program for people 65 and older.   

 

At the time of the survey 49.2% (n=352) of respondents reported not having any health insurance 

coverage. Of the 361 respondents with health insurance, the majority reported having Medicaid 

(59.5%, n=216) followed by Medicare (56.2%, n=204). Table 6  shows the remaining distribution 

Table 4  
Education Level 

 
Education Level  

# of 
Respondents 

% of 
Respondents 

Grade School or Less 10 1.4% 
Some High School  150 21.0% 
Graduated High School/GED 213 29.8% 
Some College/2 yr. college/trade 
school 

234 32.7% 

Completed 4 year college 74 10.3% 
Graduate School 30 4.2% 
Total 711 99.4% 

Table 5  
Employment and Disability Status 

 
Current Employment Status                     

# of 
Respondents 

% of  
Respondents 

Not working -- on full disability 167 23.5% 
Not working 159 22.3% 
On disability – looking for work 110 15.4% 
Not working – seeking work  105 14.7% 
Work part-time (< 32 hrs. wk) 63 8.8% 
Working full-time (32-40 hrs. wk) 47 6.6% 
Working part time – on disability 25 3.5% 
Retired 18 2.5% 
Student/homemaker/volunteer 15 2.1% 
Other 3 0.4% 
Total 712 99.8% 

Table 6  
Type of Health Coverage* 

Type of Insurance 
# of 

Respondents* 
% of  

Respondents 

Medicaid 216 59.5% 
Medicare 204 56.2% 
Private Insurance/HMO 36 9.9% 
Out of Pocket/Fee for Service 8 2.2% 
Don’t Know 6 1.7% 
VA 5 1.4% 
Cobra 4 1.1% 
*Respondents had the option of selecting multiple types of insurance coverage. 
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of insurance coverage for the survey sample. Respondents were allowed to select more than one 

response for this question. As a result, the total number of respondents in the table is larger than 

the (n) for the question.  

 
Health Insurance by Race/Ethnicity of Respondents 

Over three-fourths of Hispanic/Latino respondents reported being uninsured (82.4%, n=14). 

Only White and Black respondents reported receiving private insurance. Figure 9 shows a 

breakdown of insurance type by race/ethnicity. 

 
 

 

 

 

 

 

Black,
non-

Hispanic

White,
non-

Hispanic

Hispanic/
Latino

Other Unkown

None 49.4% 50.0% 82.4% 45.2% 38.3%

Medicaid 63.0% 51.1% 50.0% 61.1% 41.4%

Medicare 56.6% 63.8% 25.0% 22.2% 44.8%

Multiple forms of insurance 18.3% 19.1% 0.0% 28.1% 12.8%

HMO through Employer 4.5% 8.5% 0.0% 11.8% 6.9%

Private Insurance 4.9% 6.4% 0.0% 0.0% 0.0%

Out of Pocket 1.9% 2.1% 0.0% 0.0% 3.4%

VA 1.1% 2.1% 0.0% 0.0% 3.4%

COBRA 1.1% 0.0% 0.0% 0.0% 3.4%

Don't Know 39.0% 4.4% 0.0% 0.0% 3.4%

*Respondents had the option of selecting multiple types of health insurance 

Figure 9  
Health Insurance by Race/Ethnicity* 
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7.9% (n=59) 

4.6% (n=33) 

10.5% (n=75) 

25.4% (n=181) 

26.4% (n=188) 

60.8% 
(n=433) 

0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0%

Other

SDI

ADAP

SSI

SSDI

SNAP

Barriers to Obtaining Health Insurance for Respondents  

Nearly 70% of respondents indicated they were prevented from obtaining insurance due to 

inabilities to afford 

health insurance 

premiums (69.1%, 

n=242) as seen in 

Figure 10. Almost 

one quarter of 

respondents indicated 

multiple barriers to 

obtaining health 

insurance (23%, 

n=82). 
  

 

 

 

 

 

 

Benefits Received by Respondents  

As previously mentioned a large proportion of respondents reported they were on disability and 

not working at the time that they completed the survey. Figure 11 describes the most frequently 

cited benefits received by survey respondents, with the most common benefit received being the 

Supplemental Nutrition Assistance Program (SNAP) (60.8%, n=433).  

   

The “other” category includes a 

variety of benefits that were 

cited by two percent or less of 

the overall sample each. 

Included in this category are 

Life Insurance, Temporary 

Assistance for Needy Families 

(TANF), Women, Infants, and 

Children (WIC), Retirement, 

Veterans Administration (VA), 

and Emergency Financial 

Assistance.   

 
 

 

 *Respondents were able to select more than one type of benefit coverage. 
**See Abbreviations section for explanation of each benefit acronym 

69.1% 
n=242 

23.0% 
n=82 

18.9% 
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*Respondents had the option of selecting multiple barriers 

Figure 10  
Barriers to Obtaining Health Care* 

Figure 11  
Top 10 Benefits Received* ** 
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2.4.2 Recent Incarceration of Respondents  
Of the 711 respondents responding to the question about incarcerations, 80 Respondents (11.3%) 

indicated that they had spent a month or more in jail and/or prison during the past year.   

Table 7 shows the racial and 

ethnic breakdown of those 

respondents reporting 

incarcerations in the past year.  

 
Almost three-quarters of 

participants who had recently 

been incarcerated reported 

receiving HIV care while in 

jail and/or prison (73.8%, 

n=59).  After they were 

released from incarceration, 

one-third of respondents reported receiving a supply of HIV medications (36.7%, n=29); 21.5% 

(n=17) reported receiving a referral to medical care, housing information, and/or information 

about other services; 16.5% (n=13) of patients reported receiving referrals to case managers; and 

nearly 40% reported not receiving any of the services listed (36.7%, n=29).  

 

Barriers to Receiving Services After Release 

Respondents reported a number of reasons for not receiving medical care after their release from 

incarceration. Figure 12 shows the most common reasons cited.  

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Table 7  
Recent Incarcerations by Race/Ethnicity 

 
Race/Ethnicity 

 
# of 
Respondents 

% of Respondents 
within 

Race/Ethnicity 

Black, non-Hispanic 59 11.3% 
White, non-Hispanic 7 7.4% 
Hispanic/Latino 2 13.3% 
Asian/Pacific Islander 0 --- 
American Indian/Alaska Native 2 20.0% 
Multiracial 4 25.0% 
Unknown 6 12.8% 

3.8% (n=3) 

7.6% (n=6) 

10.0% (n=8) 

10.0% (n=8) 

12.7% (n=10) 

16.5% (n=13) 

19.0% 
(n=15) 

0.0% 5.0% 10.0% 15.0% 20.0%

Didn't want to disclose status

Drug/Alcohol Abuse

Trouble finding people to trust

Didn't know where to go

No Insurance, financial problems

No ID/Documentation

Transportation issues

*Respondents were able to select more than one type of service barrier 

Figure 12 
Recently Released from Incarceration Service Barriers* 
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2.4.3 Housing-Related Issues of Respondents  
For many individuals, including PLWH, housing is a primary need. For PLWH, stable housing 

contributes to improved health outcomes and consistent treatment adherence, reduced HIV 

transmission as a result of viral suppression, cost savings through fewer emergency room visits 

and hospitalizations, and significantly improved mental 

health.
iii

 

 
The Housing Opportunities for Persons with AIDS 

(HOPWA) program, established by the AIDS Housing 

Opportunity ACT, addresses the critical housing needs of 

PLWH.  In a survey conducted by the Atlanta Ryan White 

HOPWA Committee, more than one-third of survey 

respondents reported experiencing homelessness for at least 

one night since being diagnosed with HIV. The following 

barriers to obtaining housing were cited: affordability, 

restrictions in choices of housing, housing quality, and eligibility for housing.
iv  In addition, 

nearly half of the HOPWA survey participants were paying more than one-third of their incomes 

in rent and utilities each month.  

 

Current Residency Status of Respondents  

As seen in Figure 13, nearly half of survey respondents reported that they rented an apartment 

or home (42.9%, n=306). Living situations that were cited by two percent or less of 

respondents are included in the “other” category (skilled nursing home, halfway house, and 

single room occupancy without tenancy).  

One-third of 

respondents indicated 

that the government 

or another local 

organization provided 

financial assistance 

for their housing 

(31.2%, n=223).  Of 

those receiving 

assistance, nearly 

one-quarter of 

respondents (23% 

n=45) reported 

receiving assistance 

through Section 8, 

19% (n=36) received 

assistance from HOPWA, and 15% of respondents (n=29) lived in public housing. Nearly one-

quarter (24%, n=171) of respondents indicated that they needed assistance to pay utility bills 

during the previous two years.  

3.1% (n=22) 

2.2% (n=16) 

3.1% (n=22) 

3.2% (n=23) 

4.2% (n=30) 

5.2% (n=37) 

8.8% (n=63) 

12.3% (n=88) 

14.7% (n=105) 

42.9% 
(n=305) 
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Other
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SRO w/ tenancy

Homeless (street/car)

Living with someone and not paying rent
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Parents/relatives

Housing program

Apartment/house I own

Apartment/house I rent

Research has consistently 
shown that stable housing is 
a crucial component of 
PLWH’s ability to successfully 
access HIV medical care, 
social support, and 
prevention services. 
 

 

Figure 13  
Current Residency Status 



 
 

29 Section II: Profile of Survey Respondents | 2011 Atlanta EMA Consumer Survey 

 

Respondents Housing Stability 

Nearly 20% of respondents were considered to be unstably housed (17.4%, n=124). For the 

purposes of the consumer survey analysis, unstably housed refers to clients who did not have 

permanent residency of any kind at the time they completed the survey, excluding those who 

were homeless and living on the street or in a shelter, which were analyzed separately. Of the 

124 participants considered to be unstably housed, the majority (50.8%, n=63) reported living 

in a shelter, 24.1% (n=30) of respondents were living or “crashing with other people,” and 

nearly 11.3% (n=14) of those surveyed lived in a single room occupancy (SRO) without 

tenancy. An SRO without tenancy is a single room occupancy hotel where a person rents daily 

or weekly and does not have permanent residency status. A total of 60 (8.4%) respondents 

reported that at the time they took the survey they were either living in a homeless shelter or 

were living on the street. 

 

Figure 14 shows the proportion of respondents experiencing unstable housing within each 

racial/ethnic group sampled. Hispanic/Latino respondents report a higher percentage being 

unstably housed than any other sub-population, with 29.4% (n= 5) reporting some form of 

temporary or non-permanent housing situation at the time of the survey. Compared to the 

percent of unstably housed for the full sample (18.4%, n=131), transgenders (25.0%), WCA 

(22.8%), and YMSM (28.1) all have higher rates of unstably housed. 

 

Males (10.2%, n=51) and transgenders (12.5%, n=2) have higher rates of homelessness than the 

overall sample of 8.4% (n=60), while females have the lowest rate at 3.2% (n=7). 

 

Housing Services Needed by Respondents  

When asked about housing services needed during the previous two years, respondents reported 

that help finding a place to live was needed most often (25.2%, n=179). Money to pay for utilities 

(24.1%, n=171) and finding permanent housing (23%, n=163) were the other most common 

needs related to housing services. 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic

Persons
> 50

WCA YMSM

Stable 73.2% 71.5% 80.2% 62.5% 73.8% 64.7% 78.7% 78.9% 72.2% 67.2%

Unstable 18.4% 18.3% 16.6% 25.0% 18.5% 29.4% 17.0% 14.2% 22.8% 28.1%

Homeless 8.4% 10.2% 3.2% 12.5% 7.6% 5.9% 4.3% 6.9% 5.1% 4.7%
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Figure 14  
Housing Stability by Gender, Race/Ethnicity and Special Population 
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Figure 15 shows the range of housing services needed by respondents. Not shown in the 

following figure are the housing service needs by sub-populations. Respondents who identified as 

transgender made up the highest percentage of respondents who reported needing money to pay 

for utilities (37.5%, 

n=6) as compared to 

males (22.6%, n=109) 

and females (26.4%, 

n=56). As compared to 

males (19.9%, n=96) 

and females (17.9%, 

n=38), transgender 

respondents also made 

up the highest 

percentage of 

respondents indicating 

that they needed 

assistance to pay their 

rent or mortgage 

(43.8%, n=7). 
 

 
 
Length of Time Respondents Reside at Current Residence 
Housing stability is related directly to the length of time that an individual lives at a residence.  

The majority of survey respondents reported living in their current residences for one year or 

longer (47.1%, n=336), followed by those indicating three to six months of residency (32.9%, 

n=235), and those reporting that they lived at their residence for two months or less (20.0%, 

n=143). 

 
Among women, 54.2% (n=116) reported residing in their current residences for more than one 

year, while among men residency frequency was 44.4% (n=215). In regards to race/ethnicity, 

White respondents made up the highest percentage of respondents reporting living in their 

current residence for one year or more (60.6%, n=57). Among Black respondents, 45% (n=236) 

reported residency of one year or more. Hispanic/Latinos participants made up the largest 

percentage of respondents reporting living in their current residence for two months or less 

(22.2%, n=4). Length of residence for special populations varied widely. Nearly 60% (n=203) of 

respondents 50 years of age and older reported living at their current residences for more than 

one year. YMSM made up the greatest percentage of respondents living at their residences for 

two months or less (28%, n=18). 

 
Respondents Who Reported Living with Other PLWH 

When asked about others living in their household, nearly 40% of respondents reported having 

another HIV positive person living with them (38.9%, n=154). Of those respondents living with 

an HIV positive person, most reported living with an HIV-positive partner (64.1%, n=100).  

 

17.2% 
(n=122) 

19.9% 
(n=141) 

23.0% 
(n=163) 

24.1%  
(n=171) 

25.2%  
(n=179) 

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0%

Assisted living for PLWHA

Money to pay rent/mortgage

Permanent Housing

Money to pay utilities

Help finding a place to live

Figure 15  
Top 5 Housing Services Needed 
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Housing Status as a Barrier to Medical Care for Respondents 

Table 8 illustrates the housing-related issues that respondents identified as interfering with their 

abilities to consistently address their HIV disease by whether respondents were stably or 

unstably housed. The largest number of respondents overall (17.8%, n=129) reported that not 

having money to pay for rent interfered most with their medical care. Other factors that affected 

respondents’ access to medical care overall were not having enough food to eat (13.8%, n=100) 

and fear of others knowing their HIV status (14.5%, n=105).  

 

An examination of these barriers according to housing status found that among unstably housed  

and homeless respondents combined, issues related to their living situation interfered most with  

their ability to address 

their HIV disease. For 

example, 71% (n=22) of 

those indicating that 

having no bed was a 

barrier were either 

homeless or unstably 

housed. This group also 

made up 70% (n=23) of 

the 36 respondents who 

identified no storage for 

medications as a barrier.  

For stably housed 

respondents, the top 

barriers were not related 

to their living situation. 

Among those who 

indicated that not enough 

food presented the biggest 

barrier to their AIDS care 

and treatment, 66.0% 

(n=66), were stably 

housed. 

 
 
 
  

Table 8  
Housing Related Barriers that Interfere with HIV/AIDS Care 

Housing 
Interference 

Stably 
Housed 

%, n 

Unstably 
Housed      

%, n 

Homeless 
%, n 

Total 
%, n 

No Money for 
Rent 

13.3% 

(n=71) 

27.5% 

(n=36) 

36.7% 
(n=22) 

17.8% 
(n=129) 

Not Enough Food 
12.4% 

(n=66) 

13.7% 

(n=18) 

26.7% 
(16) 

13.8% 
(n=100) 

Afraid of 
Revealing Status 

12.4% 

(n=66) 

16.8% 

(n=22) 

28.3% 
(n=17) 

14.5% 
(n=105) 

No Telephone 
4.1% 

(n=22) 

6.9% 

(n=9) 

16.7% 
(n=10) 

5.7% 
(n=41) 

No Safe/Private 
Room 

3.2% 

(n=17) 

9.2% 

(n=12) 

23.3% 
(n=14) 

5.9% 
(n=43) 

No Storage for 
Medication 

2.4% 

(n=13) 

9.2% 

(n=12) 

18.3% 
(n=11) 

5.0% 
(n=36) 

No Heat/Air 
Conditioning 

2.8% 

(n=15) 

5.3% 

(n=7) 

15.0% 
(n=9) 

4.3% 
(n=31) 

No Bed 
1.7% 

(n=9) 

8.4% 

(n=11) 

18.3% 
(n=11) 

4.3% 
(n=31) 

Drug Addiction 
3.2% 

(n=17) 

3.1% 

(n=4) 

6.7% 
(n=4) 

3.4% 
(n=25) 
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2.5 Medical Characteristics 
The consumer survey asked a range of questions related to consumers’ medical histories and 

current health statuses.  These questions were designed to create an overall sense of the medical 

conditions of PLWH who are accessing HIV-related services in the Atlanta EMA. 

 
2.5.1 Clinical Indicators  
Out of 714 participants, 48.7% (n=348) reported having an AIDS diagnosis. Figure 16 indicates 

that among males only, more respondents reported having an AIDS diagnosis than being HIV-

positive/ 

non-AIDS.    

 

Nearly one-

quarter of 

those with 

AIDS 

(23%, 

n=80) 

learned of 

their AIDS 

diagnosis 

when they 

first tested 

positive for 

HIV.  Sixty 

seven 

percent (n=208) of those with an AIDS diagnosis reported having had that diagnosis for more 

than five years, with nearly 10% of AIDS diagnosed respondents (n=20) having the diagnosis for 

more than 20 years.  

  

Respondents with AIDS Diagnoses by Gender, Race/Ethnicity, and Special Population 

Among racial/ethnic groups, White respondents had the highest rate of AIDS diagnosis of any 

group at 61.7%. Hispanic/Latino respondents had the lowest rate at 41.2% as seen in Figure 16. 

Both female and transgender respondents had higher rates of HIV positive diagnoses than AIDS 

diagnoses. This was also true for Black and Hispanic/Latino respondents.   

Among special populations, persons > 50 years had the highest percentage of respondents 

reporting an AIDS diagnosis at 53.0%. 

 
CD4 Count of Respondents 

Self-reported CD4 cell counts were also assessed and were based on respondent self-reporting 

and can be seen in Figure 17. The majority of respondents reported a CD4 count greater than 350 

cells/mm
3
 (43.6%, n=310) and 31% (n=217) reported CD4 counts greater than 500 cells/mm

3
. 

Twenty percent (n=140) of respondents reported CD4 counts below 200 cells/mm
3
. This finding 

is lower than what is reported in the CAREWare database for the Atlanta EMA, in which 38% of 

clients reported CD4 counts below 200 cells/mm
3
. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA

Persons
> 50

AIDS 48.7% 52.1% 41.6% 43.8% 46.3% 41.2% 61.7% 37.5% 38.0% 53.0%

HIV / non-AIDS 51.3% 47.9% 58.4% 56.3% 53.6% 58.8% 38.3% 62.5% 62.0% 47.0%
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70.0%

Figure 16  
HIV and AIDS by Gender, Race/Ethnicity and Special Population 



 
 

33 Section II: Profile of Survey Respondents | 2011 Atlanta EMA Consumer Survey 

 

More than 18% of Blacks (18.2%, 

n=95), 26.6% (n=25) of Whites, 

and 18.8% (n=3) of Hispanic/ 

Latino participants reported that 

their most recent CD4 counts were 

below 200 cells/mm
3
.  Almost one-

quarter of male respondents had 

CD4 counts below 200 cells/mm
3
 

(23.5%, n=113) as compared to 

11.7% (n=25) of female 

respondents and 12.5% (n=2) of 

transgender respondents.   

 
The median age of respondents 

reporting CD4 counts 200 

cells/mm
3
or lower was 45. The 

youngest respondent with a CD4 count below 200 cells/mm
3
 was 20 years old and the oldest was 

75 years old. 

 
Nearly 40% (n=54) of respondents with CD4 counts of 200 cells/mm

3
 or lower were unstably 

housed.  In the past year, 18% (n=26) of respondents had been in jail or prison for more than 30 

days. In terms of clinical care, six respondents (4.3%) reported that they had not received 

medical care since learning of their HIV-positive status. The majority of respondents, however, 

indicated at least one visit with a primary care provider in the previous six months (86%, n=121). 

Adherence was an issue with 29% (n=41) of respondents who reported missing taking their 

medications at least once in the previous six months. Approximately 15% (n=22) reported that 

they managed their HIV disease without the aid of a case manager, while 75% (n=105) were 

under the care of a case manager.  

Viral Load Count of 

Respondents 

Figure 18 shows that the 

majority of respondents 

reported undetectable 

viral loads (65.5%, 

n=467).  However, 

nearly one-quarter of 

respondents reported 

detectable viral loads 

ranging from 50 copies 

per mL to greater than 

55,000 copies per mL 

(21.7%, n=155).  The 

majority of those at the 

upper end of the range, >55,000 copies per mL, were Black, non-Hispanic and male (84.8%, 

n=28) and had seen primary care providers at least once in the previous six months. 

4.6% 
(n=33) 

30.6% 
(n=217) 

20.8% 
(n=148) 

23.9% 
(n=170) 

19.7% 
(n=140) 

0% 10% 20% 30% 40% 50%

Never had one/
never told…

> 500

351-500

200-350

< 200

0.6% 
(n=4) 

12.2% 
(n=87) 

4.6% 
(n=33) 

17.1% 
(n=122) 

65.5% 
(n= 467) 

0.00% 15.00% 30.00% 45.00% 60.00% 75.00%

Never had one/ Never told
results

Don't Know

> 55,000

50-55,000

Undetectable / < 50,000

Figure 17  
Most Recent CD4 Cell Count 

Figure 18  
Most Recent Viral Load 
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Previous Doctors’ Visits of Respondents 

Nearly 90% (n=639) of respondents had visited their primary care physicians at least once in the 

previous six months. Sixteen (2.2%) respondents had not received primary care in more than a 

year, and 4% (n=27) indicated they had not seen a doctor or visited a clinic since finding out 

about their HIV positive status.  

 

Figure 19 illustrates the primary sources of medical care of survey respondents. It is interesting 

to note that 27.0% (n=192) of respondents indicated that their primary source of medical care 

was a hospital 

emergency room. A 

fuller analysis of 

this sub-group 

should be done to 

learn more details 

about them. 

 
 
 
 
 
 
 
 
 
 
 

 
2.5.2 Out of Care  
Since the release of the National HIV/AIDS Strategy in 2010, treatment as prevention has taken 

on greater significance. With this in mind, care 

adherence is imperative.  Treatment as prevention 

(TASP) is a term increasingly used to describe HIV 

prevention methods that use antiretroviral treatment to 

decrease the risk of HIV transmission.  On a 

community level, new HIV infections have declined as 

more people have received treatment. However, the 

strategy can only work if PLWH are receiving care 

consistently and adhere to medication protocols.  The 

consumer survey attempted to gather defining 

information about people who drop out of care at some time during their treatment, and to 

examine the reasons why people leave care and what brings them back to care.  

  

Respondents Who Were Ever Out of Care  

In order to establish histories of patient adherence to primary medical care, respondents were 

asked if they had ever dropped out of care for more than a year since they first entered care for 

0.4% (n=3) 

1.4% (n=10) 

4.9% (n=35) 

8.4% (n=60) 

24.4% (n=174) 

27.0% (n=192) 

32.7% (n=233) 

0.0% 15.0% 30.0% 45.0%

No medical care

VA Hospital/clinic

Other community clinic

Private physicians office/clinic

HIV clinic in a hospital/medical center

Emergency Room

Community clinic serving only HIV
clients/HIV specialty

The consumer survey gathered 
information about people who 
drop out of care at some time 
during their treatment, and 
examined the reasons why 
people leave care and what 
brings them back to care. 

Figure 19  
Sources of Medical Care 
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their HIV disease. We found that 21.8% (n=156) of respondents had, for a variety of reasons, 

dropped out of care for at least a year or more since finding out they were HIV infected. 

  

Figure 20 shows that the gender group with the highest rate of inconsistent care was transgender 

individuals (31.3%, n=5), followed by male respondents (22.8%, n=110). Among racial/ethnic    

groups, 26.7% of Hispanic/Latinos reported care disruption for a year or more.  Among special 

populations analyzed YMSMs made up the highest percentage of those reporting dropping out of 

care (21.9%, n=44). The findings indicate that dropping out of care is a significant danger for 

increased viral loads and declining health, and efforts to identify those most likely to fall out of 

care should be increased. Strategies ensuring medication adherence and consistent primary care 

visits must be enhanced. 

 
Respondents’ Reasons for being Out of Care 

Knowing what motivates people to leave care is an important piece of information that can guide 

efforts to retain clients in care. Survey respondents provided a range of explanations for leaving 

care.  Most of those who had not obtained primary medical care for at least one year said they 

did so because they “didn’t feel sick” (30.2%, n=32). Other reasons that had a frequency of at 

least 20% included “depression” (22.6%, n=24), “didn’t want anyone to know” (22.6%, n=24), 

and finally “multiple reasons” (20.8%, n=22). The remaining reasons and their frequencies can 

be seen in Figure 21. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA

Persons
>50

Out of Care 21.8% 22.8% 19.2% 31.3% 21.2% 26.7% 25.5% 21.9% 19.2% 19.0%

In Care 78.2% 77.2% 80.8% 68.7% 78.8% 73.3% 74.5% 78.1% 80.8% 81.0%
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Figure 20  
Respondents Out of Care for One Year or More 
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Respondents’ Reasons for Returning to Care 

Just as important as knowing what causes people to fall out of medical care is learning what 

leads them back into care. Table 9 shows the range of responses of factors driving people back 

into primary care. The most common reason was “illness” (44.0%, n=66) followed by “able to 

deal with other problems” (30.0%, n=45). 

It is interesting to note 

that 21.3% (n=32) of 

those who reported 

being out of care for at 

least one year cited 

receiving assistance to 

return to care as a 

motivating factor. Not 

surprisingly, nearly one-

fifth of respondents also 

cited “obtained stable 

housing” (18.7%, n=28) 

as a reason for returning 

to care. As reported 

previously in this report, 

the negative impacts of unstable housing on adherence to medical care and medication protocols 

are significant. 

 

 
 

Table 9  
Reasons for Returning to Care* 

Reasons # of Participants % of Participants  

Illness 66 44.0% 

Able to Deal with Other Problems 45 30.0% 

Someone Provided Assistance 32 21.3% 
Obtained Housing  28 18.7% 

Different Treatments 24 16.0% 
New Health Provider 23 15.3% 

Wanted Blood Work Done 21 14.0% 

Change in Income 13   8.7% 

Change in Insurance  11   7.3% 
Change in Attitude of Clinic 8   5.3% 
*Respondents were able to select more than one reason for returning to care. 

1.9% (n=2) 

1.9% (n=2) 

3.8% (n=4) 

4.7% (n=5) 

5.7% (n=6) 

6.6% (n=7) 

15.1% (n=16) 

20.8% (n=22) 

22.6% (n=24) 

22.6% (n=24) 

30.2% (n=32) 

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0%

Couldn't get an appointment

No time off work

No transportation

Could not afford

Not enough doctors in area

Not important

Didn't know where to go

Multiple Reasons

Didn't want anyone to know

Depression

Didn't feel sick

*Respondents were able to select more than one reason for being out of care. 

*Respondents were able to select more than one type of reason for being out of care. 

Figure 21  
Reasons for Being Out of Care* 
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2.5.3 Medication Status of Respondents 
 
The vast majority of patients reported taking fewer than six medications (66.1%, n=467) as seen 

in Table 10.  

 
 

 
 
 
 

 

 

 

 

 

 Types of Medications Taken by Respondents 

More than 80% of respondents were taking HIV medications, including antiretroviral therapy 

(87.1%, n=623).  

 
In Table 11, medication type is 

broken down by the percentage 

of all respondents (n=715) and 

by the percentage of those 

reporting taking any 

medications (n=609).  For 

example, 489 respondents 

(68.4% of the total sample of 

715) were on antiretroviral 

therapy.  Of those taking any 

medications 80.3% (n=609) 

were on antiretrovirals.  
 

Table 10  
Number of Medications Taken 

Total # of 
Medications 

# of 
Participants 

% of 
Participants 

< 6 medications 467 66.1% 
6-10 
medications 

186 26.3% 

11-20 
medications 

49 6.9% 

> 20 
medications 

4 0.6% 

Table 11  
Types of Medications Taken* 

 
Type of Medication 

          # of         
  Respondents 

% of Total 
Respondents 

% of Those  
Taking any Meds 

ARVs 489 68.4% 80.3% 

Other Daily Meds 186 26.0% 30.5% 
Antidepressants 179 25.0% 29.4% 

Pain/Sleep Aids 173 24.2% 28.4% 

HIV Related Drugs 134 18.7% 22.0% 

Herbal/OTC Drugs 81 11.3% 13.3% 

Hormones/Steroids 33 4.6% 5.4% 

Birth Control Pills 6 0.8% 1.0% 

Hep C Drugs 6 0.8% 1.0% 

TB Drugs 4 0.0% 0.7% 
*Respondents were able to select more than one medication. 
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Medication Payment Assistance Source 

Table 12 indicates that the vast majority of respondents reported receiving governmental 

assistance in the forms of Medicaid, AIDS Drug Assistance Program (ADAP), and/or Medicare. 

 
 

 

 

 

 

 

 

 

 

 

ADAP Waiting List  

ADAP is a state-administered program that provides HIV/AIDS medications to low-income 

PLWH who have little or no health insurance coverage. Due to a lingering economic downturn in 

recent years, Georgia faced a record increase in enrollment in the ADAP program.  In order to 

ensure clients currently enrolled in ADAP continue to receive their medications without 

disruption, cost containment measures were enacted and ADAP waiting lists were instituted. 

Since the survey was administered, the ADAP waiting list was ended as new funding became 

available to accommodate all those waiting for enrollment into the program. 

 

2.5.4 Treatment Adherence by Respondents 
Treatment adherence refers to following a prescribed daily medication regimen.  Close  

adherence to HIV 

treatment allows these 

medications to work 

more effectively, 

reduces viral load, and 

helps prevent drug 

resistance. A total of 475 

respondents were 

prescribed antiviral 

medications at the time of the consumer survey (66.4% of the total sample).  

Of these, 73.5% (n=349) reported adherence to their medication regiment in the previous 30 

days. Table 13 shows the frequency of missed doses for those who indicated non-adherence.   

Table 12  
Medication Payment Assistance Source* 

Pays for Medications 
# of 

Respondents 
% of 

Respondents 

Medicaid            264 42.9% 
ADAP            251 40.8% 
Medicare            232 37.7% 
Self-Pay              82 13.3% 
Physician Assistance Program              60 9.7% 
Private Insurance              38 6.2% 
VA              21 3.4% 

*Respondents were able to select multiple sources of reimbursement 

Table 13  
Frequency of Missed Doses 

Missed Doses 
# of  

Respondents 
% of  

Respondents 

Once or Twice in the Past Month            72 57.1% 
Once or Twice in the Past Week            27 21.4% 
More than Twice a Week            16 12.7% 
Completely Stopped Medications            11 8.7% 
Total           126 100.0% 
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The breakdown of those 

skipping medications by 

gender, race and special 

population can be seen in 

Table 14. 

 

 

 

 

 

 

 

 

 

 

 

Respondents’ Reasons for Not Taking Medications 

Almost half of the respondents who indicated missing at least one dose in the previous 30 days 

listed multiple reasons for not taking their medications (42.8%, n=68). The reasons respondents 

cited for missing 

medications with a 

frequency above 

5% are listed in 

Figure 22.   
        

 

 
 

Table 14  
Skipped Doses by Gender, Race/Ethnicity and Special Population 

Characteristic 
Skipped 

ARVs 

% within 
group on 

ART 

Did Not 
Skip 
ARVs 

% within 
group on 

ART 

Gender     
Male 91 27.9% 235 72.1% 
Female 32 22.7% 109 77.3% 
Transgender 3 37.5% 5 62.5% 

Race/Ethnicity     
Black, non-Hispanic 92 26.7% 253 73.3% 
Hispanic/Latino 5 41.7% 7 58.3% 
White, non-Hispanic 15 21.4% 55 78.6% 
Other/Multiracial/Unknown 14 29.2% 34 70.8% 

Special Population     
YMSM 13 43.0% 17 56.7% 
WCA 9 22.0% 32 78.0% 
Persons > 50 44 26.7% 121 73.3% 

5.6% (n=7) 

5.6% (n=7) 

8.7% (n=11) 

10.3% (n=13) 

12.7% (n=16) 

15.1% (n=19) 

15.1% (n=19) 

15.9% (n=20) 

15.9% (n=20) 50.8% 
(n=64) 

0.00 10.00 20.00 30.00 40.00 50.00 60.00 70.00

Could Not Afford Meds
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Didn't Want To

Side Effects

Difficult to Schedule

Depression

Away From Home

Ran Out of Meds

Change in Daily Routine

Forgot

*Respondents were ablet to select more than one reason 

Figure 22  
Reasons for Not Taking Medications* 
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6.2% 
(n=44) 

15.2% 
(n=108) 

14.0% 
(n=99) 

0.0% 5.0% 10.0% 15.0% 20.0%
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24.1% 
 (n=78) 
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(n=88) 
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Genital Warts
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Herpes

2.5.5 Respondents’ Co-Morbidities 
Out of 709 respondents, 251 (35%) reported that they were co-infected with Hepatitis. The 

percentages of respondents reporting Hepatitis A, B, and C are seen in Figure 23. 

 
Of those patients reporting 

Hepatitis infection, 89 (38.7%) 

individuals indicated that they had 

been referred to physicians who 

specialize in treating Hepatitis.  

 
 

 

 

 

 

Out of 715 participants, 12.3% (n=88) reported a herpes diagnosis and10.9% (n=78) had 

previous syphilis diagnoses. 

Less than 6% (n=4) of patients 

reported having had genital 

warts, chlamydia, and/or 

gonorrhea.  Figure 24 indicates 

the breakdown of STIs by those 

self-reporting an STI.  

 

 

 

 

 

*Respondents were able to select more than one response 

*Respondents were able to select more than one response 

Figure 23  
Respondents with Hepatitis Co-Infection* 

Figure 24  
Respondents with STD Co-Infections* 
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Since the introduction of HAART, the rate of comorbid chronic diseases occurring among HIV- 

positive individuals is of greater concern.  PLWH are now experiencing longer life expectancies.   
 

As a result, more HIV-

positive individuals are 

contracting chronic diseases 

associated with aging. The 

breakdown of comorbid 

chronic diseases is listed in 

Table 15. 
 

 
 
 
 
 

 
2.5.6 Mental Health  
The U.S. Surgeon General defines mental health “as a state of successful performance of mental 

function, resulting in productive activities, fulfilling relationships with other people, and the 

ability to adapt to change and to cope with adversity.”
v
 Mental health issues can affect PLWH by 

making medication 

adherence more difficult, 

interfering with daily 

routines, and impairing 

the ability to handle life 

stressors.  The majority of 

respondents reported that 

they had been diagnosed 

with a mental illness 

(63.9%, n=457).  Figure 
25 shows a breakdown by 

diagnoses of those 

reporting a mental illness.  

Table 15  
HIV and Comorbid Chronic Disease* 

Chronic Disease # of Patients % of Patients 

High Blood Pressure 249 35.4% 

High Cholesterol 161 22.7% 

Neuropathy 159 22.5% 

Arthritis 153 21.5% 

Diabetes 72 10.2% 

Heart Disease 55 7.8% 

Osteoporosis 40 5.6% 

Tuberculosis (TB) 36 5.1% 

Cancer           30 4.2% 
*Respondents were able to select more than one chronic disease 

*Respondents were able to select more than one response 

2.8% 

5.0% 

24.5% 

46.2% 

70.9% 

0.0% 20.0% 40.0% 60.0% 80.0%

Dementia

Other

Bipolar

Anxiety

Depression

*Respondents were able to select more than one mental health diagnosis 

Figure 25  
Mental Health Diagnoses* 
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Respondents Who Received Mental Health Services by Gender, Race/Ethnicity, and Special 

Population 

Out of 711 participants, 419 (58.9%) reported accessing mental health services after being 

diagnosed with HIV. Figure 26 breaks down mental health services received by respondents 

according to gender, race/ethnicity, and special population.  As evidenced by the data below, at 

least half of each sub-population received some form of mental health service in the previous 

twelve months. Only Hispanic/Latino and YMSM respondents fell below that level.  

 

Type of Mental Health Care Services Received 

Table 16 shows that respondents who were engaged with mental health care received individual  

counseling most often, with 

75.2% of respondents 

reporting engaging in this 

service. Over half of survey 

respondents who received 

some form of mental health 

services, 53.7% (n=223), 

were receiving medications 
  

 
 

Table 16  
Type of Mental Health Services Received* 

Mental Health Service # of 
Respondents 

% of 
Respondents 

Individual Counseling 312       75.2% 

Medication 223 53.7% 
Group Counseling 121 29.2% 
Counseling on intimacy issues related to HIV  70 16.9% 
Overnight hospital stay 64 15.4% 

*Respondents were able to select more than one type of mental health service 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA

Person
> 50

Received MH Service 58.9% 58.9% 59.6% 50.0% 57.6% 41.2% 68.1% 39.1% 60.3% 60.3%

No MH Service 41.1% 41.1% 40.4% 50.0% 42.4% 58.8% 31.9% 60.9% 39.7% 39.7%

0.0%

15.0%

30.0%

45.0%

60.0%

75.0%

90.0%

Figure 26  
Mental Health Care Services Received 
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2.5.7 Substance Use 
The U.S. HIV epidemic has been driven, in part, by alcohol, illegal drugs, and prescription 

medications, all of which can impair decision-making and promote sexual risk taking. PLWH  

who use and/or abuse alcohol and 

drugs are more likely to experience 

faster disease progression as compared 

to others with HIV disease who do not 

uses these substances. 
vi,vii  Table 17 

shows the top 3 substances used by 

respondents at least one time in the 

previous year, and the number of 

respondents who use a substance at 

least once a week or more.  As Table 
17 also indicates, chronic substance 

use among respondents is among a small proportion of the overall sample of 715 individuals.  

Percentages given in the table are the percent of persons who used a particular substance as a 

proportion of all respondents in the sample (n=715). 

 

Substance Abuse Treatment by Gender and Race/Ethnicity of Respondents 

Nearly one-third of all survey respondents reported receiving substance abuse services (31.5%, 

n=223). Figure 27 shows the breakdown by gender, race/ethnicity, and special population of 

those who had received substance abuse treatment services since their HIV diagnoses as a 

percentage of the individual group. By gender, substance abuse treatment was used by 

approximately one-third of each group. White and Hispanic/Latino clients showed lower rates of 

specific treatment for substance abuse issues than Black respondents. 

 

 

Table 17  
Most Common Substances Used Within the Past 12 Months 

Substance 
Past Year Use 

%, n 

Once Per Week  
or More 

%, n 

Alcohol 
39.4% 
(n=282) 

10.5% 
(n=75) 

Marijuana/Hash 
21.4% 

(n=153) 
9.4% 

(n=67) 

Crack/Cocaine 
11.6% 
(n=83) 

4.2% 
(n=30) 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA

Persons
> 50

Received SA TX 31.5% 31.9% 30.5% 31.3% 33.1% 12.5% 19.1% 12.5% 30.8% 37.1%

No SA TX 68.5% 68.1% 69.5% 68.8% 66.9% 87.5% 80.9% 87.5% 69.2% 62.9%

0.0%

20.0%

40.0%

60.0%

80.0%

100.0%

Figure 27  
Substance Abuse Treatment 
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Type of Substance Abuse Care Received by Respondents 

Among those engaged in substance abuse care, group counseling was the most commonly 

received substance abuse treatment, as seen in Table 18. Other substance use service utilization  

can be found in the services 

section of the report, 

beginning on page. 

 

 
 
 
 
 

 
2.5.8 Quality of Life 
Quality of life is defined as how well a person functions and his/her perceptions of well-being 

both physically and mentally.  
 

Overall Health Rating 

Respondents were asked to report about their general 

health and well-being.  The majority of respondents 

rated their overall health as being “good, very good, 

or excellent” (78.4%, n=555) as seen in Table 19. 
 

 

Table 18  
Type of Substance Abuse Treatment Services Received* 

Substance Abuse Service 
# of  

Participants 
% of  

Participants 

Group Counseling 170 76.2% 

Individual Counseling 110 49.3% 

Overnight hospital stay 45 20.2% 
Counseling on intimacy issues related to HIV 70 16.9% 
Medication 31 13.9% 
*Respondents were able to select more than one type of substance abuse treatment 

Table 19  
Health Rating 

Health Rating 
# of 

Respondents 
% of 

Respondents 

Excellent 127 17.9% 

Very Good 223 31.5% 

Good 205 29.0% 

Fair 132 18.6% 

Poor 21 3.0% 

Total 708 100.0% 
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Across groups of respondents surveyed, overall health rating was very high, as seen in Figure 28. 

The group with the highest percent of respondents rating their overall health as excellent to good 

was Hispanic/Latino’s at 86.6%. The lowest health rating of poor was selected by very few 

respondents. Only White, non-Hispanic respondents had a frequency rating of poor higher than 

5%. 

 

2.6 System Characteristics of Respondents 
 
2.6.1 HIV Testing and Linkage to Care 
In 2010, the Health Resources and Services Administration (HRSA) Ryan White Program 

required each Part A jurisdiction to include a plan to address identifying HIV infected 

individuals and linking them to care. Known as EIIHA (Early Identification of Individuals with 

HIV/AIDS), this effort is an integral part of the move towards treatment as prevention across the 

country. To that end, the consumer survey collected information on the testing history of 

respondents to develop a profile of how these individuals first tested and their mechanisms for 

entering into care.  

 

The survey also asked about any time 

period that respondents may have 

dropped out or discontinued care, again 

to begin to understand how to engage 

those persons who have left the care 

system. Table 20 shows the lengths of 

time that respondents have been HIV positive. Over three-quarters of respondents (75.5%, 

n=531) have been HIV positive for six years or more. 
  

Table 20  
Length of HIV Diagnosis in Years 

  

Years since  
HIV Diagnosis 

# of  
Participants 

% of  
Participants 

< 5 years 172 24.5% 

6-10 years 154 21.9% 
11-20 years 249 35.4% 
> 20 years   128 18.2% 

Male Female TG
Black,
Non-

Hispanic

Hispanic
/ Latino

White,
Non-

Hispanic
YMSM WCA

Persons
> 50

Excellent to Good 77.8% 79.3% 81.3% 78.5% 86.6% 74.5% 82.00% 75.40% 79.30%

Fair 19.0% 17.9% 18.8% 18.8% 13.3% 20.2% 10.90% 22.10% 16.80%

Poor 3.1% 2.8% 0.0% 2.7% 0.0% 5.3% 6.20% 2.60% 3.90%

0.0%

20.0%

40.0%

60.0%

80.0%

100.0%

Figure 28  
Health Rating by Gender, Race/Ethnicity and Special Population 
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Frequency of HIV Testing  

Out of 713 participants, almost three-quarters had never been tested for HIV prior to testing HIV 

positive (69.1%, n=494) for the first time.  Of the 219 participants who had HIV tests before 

their HIV diagnoses, more than half received three or more HIV tests before receiving a HIV 

positive result (54.3 %, n=119).   

The most common reason cited 

for requesting an HIV test was 

due to illness. Figure 29 shows all 

reasons cited by survey 

respondents. 

 
 

 

 

 

 

 

 

 

Delayed Testing  

Treatment as prevention has become an urgent feature of HIV prevention nationally. The value 

of this strategy is not only for the health of the individual who tests positive, but as viral 

suppression is reached through administration of HAART, viral transmission is also reduced.  

 

To this end, the survey gathered information on reasons 

why people would delay testing in order to provide 

program developers with data that would help them 

target interventions that could address specific beliefs 

about testing.  

 

40.3% 
(n=287) 

19.9% 
(n=142) 

11.4% 
(n=81) 

4.5% 
(n=32) 

0.0%

10.0%

20.0%

30.0%

40.0%

50.0%

Illness No Reason Provider
Request

Easy Access to
Testing Site

The President’s National 
HIV/AIDS Strategy has as its 
central policy the need to get 
people tested and link those who 
test positive to treatment. 

Figure 29  
Reasons for Taking HIV Test 
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More than one-quarter of respondents reported that they “put off” getting tested for HIV (28.5%, 

n=204) before having 

their first HIV test, as 

shown in Figure 30. Of 

those delaying testing, the 

majority (75.1%, n=154) 

reported a fear of testing 

HIV positive as the 

reason for postponing 

HIV testing. 

 

 

 

 

 

Entry into care 

Figure 31 shows that close to half (48.7%) of respondents requested an HIV test to learn of their 

status, while over 45% 

either received an HIV 

test during a hospital 

or ER visit or during a 

visit with their 

physician. After 

testing HIV positive, 

77.9% (n=556) of 

participants reported 

receiving referrals to 

clinics. When asked 

how soon after testing 

HIV positive 

respondents attended 

their first medical 

visit, 71.3% reported within one month of receiving their test results.  Just 9% of respondents 

reported their first medical visit did not occur within one year of receiving their test results. 

 

15.1% 
(n=31) 

22.9% 
(n=47) 

31.2% 
(n=64) 

75.1% 
(n=154) 

0.0% 20.0% 40.0% 60.0% 80.0%

Fear of Telling
Partner

Fear of Taking
Medications

Fear of Others
Finding Out

Fear of Being Positive

*Participants had the option of selecting more than one reasons 

1.3% 
(n=9) 

3.8% 
(n=27) 

22.5% 
(n=161) 

22.8% 
(n=163) 

48.7% 
(n=348) 
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Pregnancy
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Doctor's Visit

Hospital or Emergency Room Visit

Requested HIV Test

Figure 30  
Reasons for Delayed Testing* 

Figure 31  
How Respondents Learned their HIV Status 
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For those respondents who reported that they delayed care for over one year, had still not seen a  

doctor, or had chosen not to 

enter care, the survey asked 

their reasons for delaying or 

refusing care. Table 21 

shows the top 4 reasons 

reported. 

 
 

 

 

Linkage to care is a critical component of engaging newly diagnosed individuals into the system 

of care and ensuring access to treatment and on-going medical monitoring.  Figure 32 shows who 

assisted 

respondents to get 

into care after they 

first found out their 

HIV status. Most 

common was a 

medical provider, 

followed by a 

family member or 

friend.  Just 14% 

(n=86) of 

respondents 

indicated that 

testing staff, such 

as a counselor or 

other health care worker who informs them of their test result, assisted them with linkage. 
 

Table 21  
Reasons for Delayed Entry into Medical Care 

Reasons 
# of 

Patients 
% of  

Patients 

Not Feeling Sick 31 29.2% 

Depression 24 22.6% 
Stigma 24 22.6% 

Not knowing where to go to receive  medical services 16 15.1% 

*Participants had the option of selecting multiple answer choices 

8.0% 
(n=49) 

13.3% 
(n=81) 

14.1% 
(n=86) 

20.0% 
(n=122) 

44.5% 
(n=271) 

0.0% 10.0% 20.0% 30.0% 40.0% 50.0%

Health Department Outreach Worker

Social Worker

Person disclosing HIV diagnosis

Family/Friend

Medical Provider

Figure 32  
Assistance with Linkage to Care 
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2.7 Self-Management by Respondents 
The Atlanta EMA continuum of care first began offering self-management services to clients in 

2005. The purpose of the program was to move high-functioning clients to a model of care that 

relied less on frequent interaction with a case manager and more on self-reliance and 

management with the assistance of a case manager for specific circumstances.   

 
 

The majority of respondents of the survey are 

receiving case management services (73.0%, 

n=518), as seen in Table 22. However, 17.9% 

(n=127) are enrolled in the self-management 

program.  

 
 
 

 

The majority of self-managed respondents cited personal preference as a factor in choosing to 

self-manage (63.3%, n=81), while 21.9% (n=28) screened out of case management services at 

the time of their first intake with a case manager/intake counselor, and 17.1% (n=18) reported 

they were unhappy with the quality of case management services received and decided to enter 

the program on their own.  Almost three-quarters of the self-managed clients reported that they 

knew how to contact case managers in emergency situations (72.4%, n=92); 22.8% (n=29) were 

contacted by case managers for wellness checks; and 43.3% (n=55) had been invited to activities 

for self-managed clients.  

 
Those who are case managed generally become more aware of referrals available to them due to 

their regular communication with a case manager. This was evidenced in the survey when 

respondents were asked about the types of referrals they have received. Of those who were case 

managed (n=518) more than 20% received a medication referral (20.7%, n=107), while less than 

10% of those that were self-managed received this referral (7.9%, n=10). When asked about 

support service referrals, more than 40% of case managed clients received this referral (40.9%, 

n=212), with less than 15% of self-managed clients receiving the same referral (14.2%, n=18). 

  

  

Table 22  
Case Managed and Self-Managed Respondents 

Management 
      # of  
Patients 

     %  
of Patients 

Case Managed 518 73.0% 

Self-Managed 127 17.9% 

Not Currently in Care 37 5.2% 

Waiting for 1
st

 Appointment 28 3.9% 
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Section III: Health and Supportive Services 
The priority-setting matrix for the Atlanta EMA clusters services into two separate categories, 

matching the funding requirements set by HRSA for Part A services.  Core Services, which must 

receive at least 75% of Part A funding, include primary care, oral health, pharmaceutical 

assistance, case management, mental health, and substance abuse.  Funding in the EMA  for 

housing services is provided by the City of Atlanta’s HOPWA 

program.  The remaining 25% of funding is allocated to the 

Support Services category, which includes food, emergency 

assistance, psychosocial support, and medical transportation, 

legal, linguistic, health education/risk reduction, child care, and 

buddy/companion services.  The Atlanta EMA does not fund 

health education/risk reduction or buddy/companion services 

even though these categories are allowed under HRSA guidelines. Quality management activities 

and planning council support are funded through an administrative allocation that each EMA 

receives. The Priority Setting Committee sets the level of funding for quality management. 

 
The 10 service categories and 24 sub-categories assessed in the survey are shown in Table 23.  

The 10 service categories are shown in order of the Atlanta EMA Planning Council’s 2011-2012 

service priority-setting matrixes. Some services, such as medical transportation and linguistic 

services, which fall under the support services category, were not assessed in the respondent 

survey service section, but can be found in the barriers section of this report.

Respondents were asked 
to rank their awareness, 
need, utilization and met 
need of services. 
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Table 23  
Service and Sub-Category Services in the Atlanta EMA 

CORE SERVICES 

RANK PRIORITY CATEGORY SUB-CATEGORY 
1 Primary Care 1.1 Primary Medical Care 

1.2 Treatment Adherence Counselor/Nurse 
1.3 Nutrition Education/Counseling 

2 Oral Health Care 2.1  Emergency Dental Care 
22   Preventive Care 
2.3  Dental Treatment 

3 AIDS Pharmaceutical Assistance 3.1  Medication Assistance 
4 Medical Case Management 4.1  Case Manager 

4.2 Benefits Counseling 
4.3 Housing Information 

5 Mental Health 5.1  Mental Health Counseling 
5.2  Psychiatric Consultation 
5.3  Crisis Support 

6 Substance Abuse 6.1  Substance Abuse Counseling 
6.2  Residential  Treatment 
6.3  Detox Services 

SUPPORT SERVICES 

RANK PRIORITY CATEGORY SUB-CATEGORY 
7 Food Services 7.1  Soft Meals  

7.2  Food Pantry 
7.3  Nutritional Supplements 
7.4  Food Vouchers 
7.5  Home Delivered Meals 

8 Emergency Assistance 8.1  EFA for Utilities 
9 Psychosocial Support 9.1  Peer Counseling/Support 

10 Legal 10.1 Legal Services 

 

3.1 Services Needed, Services Used, and Gaps in Services 
The following discussion of service data summarizes findings, highlights trends within the data, 

presents differences among sub-populations, and details results that are of particular interest to 

the planning council, providers, and respondents.  

 
Figure 33 shows a complete listing of all services measured in the respondent survey by their 

utilization and gap.  Gaps in service measured the difference between those who indicated a need 

for service but did not receive the service.  The measure was calculated using the following two 

questions: 1) In the previous 12 months did you need the service and 2) In the previous 12 

months did you receive the service?  The gaps measures are indications of where there may be 

problems in the system for people accessing needed services.  The gaps may be related to 

capacity of the system, awareness of services available on the part of respondents, or system 

barriers such as transportation or waiting times.   
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Figure 33  
Services Used and Gaps in Services 
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3.1.1 Services Used  
The top five services used by consumers are primary medical care/adjusted (92.6%), case 

management (58.8%), mental health counseling (40.5%), housing information (35.5%), and 

psychiatric consultation (34.4%). The least used service was detox services (7.6%).  

 
3.1.2 Gaps in Services 
To meet the criteria for being defined as a “gap” in service for the overall survey sample, the 

percent of persons who needed but did not receive a service must be greater than or equal to 

15%. Three of the top five gaps in services fall under oral health: treatment for dental problems, 

such as oral surgery or dentures (28.3%), emergency dental care (24.5%) and preventive dental 

care (24.0%). The largest gap in services was for food vouchers, with 39.9% of respondents 

indicating they needed but did not receive this service. Nutritional supplements (27.7%) ranked 

third among the top five gaps in services.  Gaps in services that were cited by at least 15% of the 

respondent survey sample also included emergency financial assistance for utilities (22.4%). 

Additionally, legal assistance, benefits counseling and food pantry services had greater than a 

15% gap in services. Table 24 shows the top gaps in services. 
 

Table 24  
Top Gaps in Services 

Services  Gap  

Food Vouchers 39.9% 

Dental Treatment 28.3% 

Nutritional Supplements 27.7% 

Emergency Dental Care 24.5% 

Preventive Dental Care 24.0% 

EFA for Utilities 22.4% 

Legal Assistance 19.1% 

Food Pantry 19.0% 

Benefits Counseling 15.4% 
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3.2 Core Service Analysis 
 

The service analysis discussion for each of the 16 core sub-services by sub-population includes a 

discussion of all gaps, whether or not they met the 15% criteria for the overall sample.  

 
3.2.1 Primary Care  
A note on the measurement of medical care in the consumer survey: Question 70.g.1 of the 

respondent survey asked respondents whether they had used the service in the previous year – 

“outpatient medical care with a doctor, nurse or physician assistant to take care of your HIV.” 

The result was a remarkably low number for usage, indicating that either people misinterpreted 

the question as referring to hospitalization, or did not understand what was intended to be a 

question regarding their regular medical visits. The researchers felt that the data were not truly 

indicative of primary care utilization in the EMA, and decided to create another variable from the 

data called “primary care adjusted.” This variable was constructed using the response to 

questions 36 (When was the last time you had a t-cell count?) and 38 (When was the last time 

you had a viral load test done?). All respondents who indicated either or both of these tests 

within the previous year were considered to have received primary care. This measure is used 

throughout this section instead of “outpatient medical care.” 

 

Primary Care (Adjusted) 

Overall, 92.6% (n=662) of respondents reported receiving primary care (adjusted) services in the 

previous year. Only two sub-populations had a utilization frequency below 90%: Hispanic/Latino 

at 88.9% and WCA at 88.6%. These groups also had two of the highest gap scores at 11.1% and 

11.4%, respectively. Both females (8.9%) and YMSM (9.4%) had gap scores higher than the 

total gap score for the category (7.4%).   

 
Treatment Adherence Counselor/Nurse 

Awareness of Treatment Adherence Counselor/Nurse services is slightly more than 50% for 

most sub-populations, but lowest among Latinos at 38%. The service has a low utilization rate at 

12% (n=84) overall. Among transgender respondents, that number spikes to 25%. Latinos (14%) 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 92.6% 93.2% 91.1% 93.8% 100.0% 100.0% 100.0% 90.6% 88.6% 94.4%

Gap 7.4% 6.8% 8.9% 6.3% 7.3% 11.1% 3.9% 9.4% 11.4% 5.6%

0.0%
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100.0%

Figure 34  
Primary Care (Adjusted) 



 
 

55 Section III: Health and Supportive Services | 2011 Atlanta EMA Consumer Survey 

 

and YMSM (13%) have higher than the average utilization rates as well. Transgender and Latino 

respondents also have the highest gaps for this service at 13% and 8%, respectively.  

Gaps above the average for this service are also found among transgenders (13%), Whites (8%), 

and WCA (8%). Most respondents who received this service felt it met their needs, with 91.8% 

of the overall sample indicating satisfaction with services. The one group that was significantly 

different was Persons > 50, with only 30% indicating their needs were met. 

 

Nutritional Education and Counseling 

More than 70% of respondents were aware of Nutritional Education and Counseling, with only 

YMSM reporting a lower awareness at 59%.  As throughout the primary care service category, 

transgender respondents expressed the highest utilization rate for these services, including a 56% 

rate for nutrition counseling, indicating no gap in this service. The gap in nutrition counseling 

services is highest among Latinos (24%), males (16%) Blacks (16%), YMSM (19%), and WCA 

(15%). Met need for those who received nutrition counseling was high across all groups, with 

only WCA (86%) having a met need frequency lower than 90%. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 33% 31% 35% 56% 33% 33% 40% 25% 27% 35%

Gap 15% 16% 11% 0% 16% 24% 4% 19% 15% 14%

Met Need 95% 95% 94% 100% 95% 100% 90% 100% 86% 94%

Aware 72% 71% 74% 75% 72% 71% 78% 59% 71% 72%
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Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 12% 12% 11% 25% 12% 14% 9% 13% 8% 9%

Gap 6% 6% 5% 13% 6% 8% 8% 2% 8% 6%

Met Need 92% 91% 91% 100% 90% 100% 100% 75% 83% 30%

Aware 56% 55% 58% 56% 57% 38% 53% 48% 51% 59%
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Figure 35  
Treatment Adherence Counselor/Nurse 

 

Figure 36  
Nutrition Education and Counseling 
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3.2.2 Oral Health 
 

Emergency Dental Care 

Emergency dental care refers to care related to the treatment of pain or infection. The majority of 

respondents across sub-populations were aware of this service, ranging from 56% (transgender) 

to 66% (persons > 50). Utilization among respondents was reported at 23% (n=165). The highest 

utilization was among Latinos (33%), followed by Whites (25%), and transgender at (25%). Two 

other sub-populations had utilization frequencies higher than the total utilization for the service 

category: males (24%) and persons older than 50 years of age (24%). The highest gaps were 

among transgenders (38%), WCA (31.8%) and Latinos (30%), compared to 25% for respondents 

overall. Met need is high for all respondents who received the service, with 89% reporting the 

service that they received met their needs.  
 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 23% 24% 23% 25% 22% 33% 25% 22% 17% 24%

Gap 25% 23% 27% 38% 25% 30% 27% 23% 32% 23%

Met Need 89% 90% 88% 100% 91% 86% 82% 93% 77% 89%

Aware 62% 62% 62% 56% 64% 57% 57% 63% 59% 66%
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Figure 37  
Emergency Dental Care 
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Preventive Dental Care 

Preventive dental care includes but is not limited to dental exams, diagnostic dental x-rays, 

dental cleanings, office fluoride therapies, and sealants. There is high awareness of this service, 

with 62% of respondents overall reporting they know of its availability.  Overall, 31% (n=219) 

utilized preventive dental care in the previous year. Utilization was highest among transgenders 

(38%), females and persons > 50 (35%) and WCA (34%). Nearly a quarter (24%) of respondents 

reported a gap in service for preventive dental care, with the highest among Whites (33%) and 

transgenders at 31%.  WCA had the lowest met need of 77%, while all others were about 90% of 

more. 

 

Dental Treatment 

This oral health service involves procedures such as oral surgery or placement of dentures.  Just 

38% of Latinos reported being aware of this service, compared to 62% of all respondents.  The 

utilization of dental treatment among respondents was 29% (n=203).   

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 29% 29% 29% 13% 28% 24% 28% 27% 22% 35%

Gap 28% 27% 29% 63% 29% 35% 30% 23% 35% 25%

Met Need 91% 91% 89% 100% 91% 100% 86% 94% 82% 96%

Aware 62% 62% 61% 63% 64% 38% 56% 63% 59% 66%
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Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 31% 29% 35% 38% 31% 30% 32% 20% 34% 35%

Gap 24% 23% 26% 31% 24% 20% 33% 22% 25% 23%

Met Need 89% 90% 88% 100% 91% 86% 82% 93% 77% 89%

Aware 62% 62% 62% 56% 64% 57% 57% 63% 59% 66%

0%

20%

40%

60%

80%

100%

120%

Figure 38  
Preventive Dental Care 

Figure 39  
Dental Treatment 
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There was little variation among sub-populations from this rate, with only transgenders (13%) 

and people older than 50 years of age (35%) showing rates significantly different. The highest 

gap was among transgenders at 63%. For those receiving dental treatment, met need was high, 

with 91% of respondents indicating the service met their needs. Met need was lowest among 

WCA at 82%. 

 

3.2.3 AIDS Pharmaceutical Assistance (APA)  
Awareness of medication assistance varied across sub-populations, with transgenders being the 

least likely to be aware at 50% and Persons > 50 indicating high awareness at 85%. Overall, 58% 

of respondents were aware of this service. Medication assistance was used by 30% (n=213) of 

respondents. Use was highest among Whites (38%), males and transgenders (31%). The gap for 

medication assistance was low at only 11%, indicating most people who needed the service were 

able to get it.  The gap was highest for YMSM at 19%.  For those receiving medication 

assistance, met need was very high, with only YMSM (77%) reporting their needs had been met 

compared to the overall rate of 88%. 
 

3.2.4 Case Management  
 
Case Management 

Case Management has the second highest awareness rate among all services in the continuum of 

care, with 90% (n=640) of respondents indicating awareness of the service. Case Management 

services are also the second highest utilized service in the Atlanta EMA, with 59% (n=416) of 

the respondent survey sample reporting that they had received this service. Utilization is highest 

among transgenders (69%), Whites (62%) and males (61%). Latinos (59%) and YMSM (59%) 

also had rates higher than the overall survey sample.  

 

 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 30% 31% 28% 31% 28% 19% 38% 27% 29% 30%

Gap 11% 13% 5% 13% 10% 10% 14% 19% 5% 11%

Met Need 88% 87% 90% 100% 89% 80% 87% 77% 82% 91%

Aware 58% 60% 54% 50% 58% 43% 60% 75% 73% 85%
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Figure 40  
Medication Assistance 

 



 
 

59 Section III: Health and Supportive Services | 2011 Atlanta EMA Consumer Survey 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 59% 61% 52% 69% 58% 59% 62% 59% 54% 56%

Gap 7% 6% 10% 13% 8% 18% 2% 8% 12% 6%

Met Need 88% 87% 87% 100% 88% 85% 81% 82% 91% 89%

Aware 90% 90% 89% 94% 90% 87% 93% 84% 93% 89%
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The gap in service for case management is extremely low at 7%. However, for some sub-

populations, such as Latinos (18%), transgenders (13%) and WCA (12%), the gap is somewhat 

higher. For those who reported receiving case management services, met need was 88% overall, 

and as high as 100% for transgender respondents. 

 

Benefits Counseling 

Benefits Counseling is offered as part of non-medical case management services and is not 

funded as a separate category. This service is defined as counsel or referral to a variety of public 

benefits assistance, such as Social Security, SSI, SNAP and TANF among others.  

Approximately 70% of respondents across all sub-populations are aware of this service. Overall, 

29% (n=206) of respondents used benefits counseling services at some time in the previous year. 

The highest utilization rate was among transgenders at 50%. The majority of sub-populations had 

utilization rates lower than the overall rate for the category. Whites at 20% and YMSM at 21% 

had the highest gaps in service, followed by Latinos (20%) and transgenders (19%). Overall met 

need was high at 88%. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 29% 29% 28% 50% 29% 14% 29% 29% 27% 30%

Gap 15% 17% 12% 19% 15% 20% 20% 21% 14% 9%

Met Need 88% 88% 88% 100% 90% 100% 80% 79% 91% 91%

Aware 69% 69% 69% 75% 71% 48% 67% 66% 73% 70%
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Figure 41  
Case Management 

Figure 42  
Benefits Counseling 
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Housing Information  

Housing Information is offered as part of non-medical case management services and is not 

funded as a separate category. However, due to the critical role of housing in HIV disease 

management, it was assessed separately from non-medical case management to determine the 

need among the survey sample. Overall, 48% of respondents reported that they knew about 

housing information services. Awareness was lowest for Latino’s (36%). The service was used 

by 36% (n=251) of respondents. Utilization was highest among transgender respondents (44%), 

Blacks (38%) and WCA (39%). These are relatively high utilization rates and may indicate on-

going housing insecurity within these sub-populations. The overall gap for this service was 13%, 

with Latinos (18%) and YMSM (20%) reporting the highest gaps.  Overall, 81% of those 

receiving the service felt it met their needs. 

 
3.2.5 Mental Health 
 
Mental Health Counseling 

Overall, 81% (n=576) of respondents reported being aware of mental health counseling services. 

For Latinos, however, the awareness rate was much lower at 62%. Nearly half of all respondents 

have received mental health counseling services (41%, n=286). Latinos reported a much higher 

rate of utilization at 57%, although their gap is negative. A negative suggests that more people 

received a service than expressed a need for a service. The data does not explain the discrepancy 

or why some respondents received services that they report they did not need. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 36% 36% 34% 44% 38% 18% 29% 33% 39% 30%

Gap 13% 14% 11% 6% 13% 18% 12% 20% 6% 12%

Met Need 81% 83% 75% 86% 80% 100% 80% 81% 77% 75%

Aware 48% 50% 45% 50% 73% 36% 71% 64% 67% 75%
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Figure 43  
Housing Information 
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It is not clear from the data whether this was due to respondent error or a system of care issue 

that needs to be examined. Transgenders (47%) and WCA (47%) also have high utilization rates. 

The overall gap in service is 14%, with YMSM (23%) recording the highest gap. Met need for 

all groups is near or more than 80%, with only transgender users reporting a lower met need rate 

of 69%. 
 

Psychiatric Consultation 

This service is defined as meeting with a psychiatrist for one or two sessions to develop a care 

plan. Awareness of this service ranges from a low of 58% among YMSM to a high of 73% 

among transgender respondents. Respondent utilization of this service was 34% (n=243), with 

transgenders reporting the most frequent use at 40%. Both Blacks (36%) and Whites (35%) have 

utilization rates higher than the overall sample. The gap in service across the sub-populations is 

relatively consistent with the overall gap rate of 15%. Met need is also high overall, with 89% of 

respondents reporting the service they received met their needs. However, YMSM did report a 

much lower met need at 68%.                           

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 41% 39% 43% 47% 41% 57% 40% 25% 47% 41%

Gap 14% 16% 10% 3% 14% -12% 14% 23% 7% 11%

Met Need 87% 79% 85% 69% 87% 100% 83% 81% 86% 92%

Aware 81% 79% 85% 69% 84% 62% 84% 70% 87% 83%
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Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 34% 34% 34% 40% 36% 29% 35% 30% 34% 29%

Gap 15% 16% 12% 13% 15% 8% 19% 16% 15% 14%

Met Need 89% 86% 94% 100% 88% 100% 83% 68% 92% 94%

Aware 67% 66% 68% 73% 68% 62% 68% 58% 68% 69%
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Figure 44  
Mental Health Counseling 

Figure 45  
Psychiatric Consultation 
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Crisis Support 

This service includes emergency support such as provided on a suicide hotline. Sixty-nine 

percent (69%) of respondents reported awareness of the service. Utilization of mental health 

crisis support is quite low, with only 17% (n=123) of respondents reporting receiving the service. 

Latinos reported the highest rate at 30%.  

The gap in service for crisis support is also quite low at 4% overall. Two sub-populations, 

Latinos (-1%) and WCA (-1%) reported receiving more of this service than they reported a need 

for. The highest gaps are among Whites (10%) and YMSM (9%). For those receiving emergency 

support, 80% indicated the service met their needs.  

 

3.2.6 Substance Abuse  
 

Substance Abuse Counseling 

The majority of respondents are aware of substance abuse counseling services at 74%.  

Both YMSM (59%) and Latinos (48%) had awareness lower than all other sub-populations. 

Substance Abuse Counseling was used by 22% (n=154) of respondents. Highest utilization was 

among transgenders (31%), Blacks (23%) and YMSM (23%). Latino respondents reported 

receiving more services than they reported a need for, resulting in a negative gap (-1%).  

 
  

Total Male Female TG
Black,
non-

Hispanic

Hispanic/
Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 17% 19% 13% 20% 17% 30% 15% 19% 10% 16%

Gap 4% 5% 3% 0% 5% -1% 10% 9% -1% 7%

Aware 69% 69% 67% 73% 79% 65% 79% 63% 64% 69%

Met Need 80% 79% 79% 100% 78% 83% 80% 83% 75% 86%
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Figure 46  
Crisis Support 
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The highest gap in service was for YMSM at 14%, while the lowest gap was among transgenders 

at 0%, indicating service need was completely met. Both YMSM (67%) and WCA (62%) 

indicated a lower met need than others who received the service. 

 

Residential Treatment 

Residential treatment services were familiar to 65% of respondents, though Latino’s (38%) and 

WCA (49%) were less familiar. One hundred respondents (14%) reported using residential 

treatment services for substance abuse problems. Highest use was recorded for transgender 

respondents (38%), although this sub-population also indicated the largest negative gap or 

difference between those who reported a need and those who received the service (-13%). This 

result indicates that transgender respondents reported receiving a service more than they needed 

that service and could have several explanations.  

 

 

The most likely being the requirement for residential substance abuse treatment in order to 

receive other services.  The highest gaps in service were among Blacks (10%) and YMSM 

(17%). For all groups, met need was high, ranging from 100% for transgenders and Latinos to 

81% for persons > 50. 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 22% 22% 20% 31% 23% 14% 15% 23% 17% 22%

Gap 7% 8% 4% 0% 7% -1% 5% 14% 6% 7%

Met Need 82% 85% 71% 100% 79% 100% 93% 67% 62% 78%

Aware 74% 72% 76% 75% 76% 48% 71% 59% 80% 79%
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Figure 47  
Substance Abuse Counseling 
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Detox Services 

A slight majority of respondents were aware of detox services (56%). However, detox treatment 

had a very low utilization frequency among respondents of 8% (n=54). The highest users were 

transgenders (19%) and Latinos (14%). Gaps in service were also low with only 6% of 

respondents who needed the service reported they had not received it. The gap was highest 

among YMSM at 19%. Met need was high for those who received detox services, with over 95% 

of all groups indicating that the service met their needs. 

 

 
 
  

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 14% 15% 11% 38% 15% 10% 7% 9% 10% 14%

Gap 8% 10% 7% -13% 10% 4% 5% 17% 8% 8%

Met Need 89% 91% 79% 100% 87% 100% 86% 100% 88% 81%

Aware 65% 67% 61% 63% 65% 38% 65% 63% 49% 69%
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Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 8% 8% 7% 19% 8% 14% 4% 3% 5% 9.1%

Gap 6% 7% 4% 0% 7% 4% 3% 19% 4% 3.0%

Met Need 96% 94% 100% 100% 98% 100% 100% 100% 100% 100.0%

Aware 56% 59% 50% 63% 59% 43% 54% 53% 41% 62.0%
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Figure 48  
Residential Treatment 

Figure 49  
Detox Services 
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3.3 Support Service Analysis 
 
The service analysis discussion for each of the 8 support sub-services by sub-population includes 

a discussion of all gaps, whether or not they meet the 15% criteria for the overall sample.  

 
3.3.1 Food Services  
 
In three of four food service categories, Atlanta EMA respondents reported needs of more than 

50%: need for food pantry was 51.9%; need for nutritional supplements was 53.3%; and need for 

food vouchers was 57.9%. The Mailman School of Public Health’s CHAIN research study at 

Columbia University has summarized the importance of food services in a fact sheet available on 

its website: 

http://www.nyhiv.com/pdfs/chain/Food%20Need%20Medical%20Care_factsheet%20v8.pdf. 

The document states that “proper nutrition is needed to increase absorption of medication, reduce 

side effects, and maintain healthy body weight.”
viii

 Other than oral health, no other service 

category has a higher gap in service or need than food services. 

 

Soft Meals 

There was low awareness overall for soft meals, with only 13% of respondents indicating they 

knew this service was available. Soft meals were used by 13% (n=149) of respondents overall. 

The most frequent users of soft meals include males (22%), females (19%), transgenders (25%), 

and Latinos (14%).  The largest gap in service is among Latinos at 27%. The overall gap for this 

category is 9% and is exceeded by females (10%), transgenders (13%), Whites (13%), YMSM 

(9%) and WCA (15%). Met need is strong, with 82% of those receiving the service indicating 

soft meals met their needs. Only WCA (60%) had a significantly lower met need score. 

 

Total Male Female TG Black
Hispanic
/ Latino

White YMSM WCA P > 50

Received 13% 22% 19% 25% 12% 14% 12% 13% 7% 13%

Gap 9% 8% 10% 13% 9% 27% 13% 9% 15% 9%

Met Need 82% 84% 75% 100% 81% 100% 92% 75% 60% 87%

Aware 13% 22% 19% 25% 12% 14% 12% 13% 7% 13%
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Figure 50  
Soft Meals 

http://www.nyhiv.com/pdfs/chain/Food%20Need%20Medical%20Care_factsheet%20v8.pdf
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Food Pantry 

Food Pantry services are provided at only one Part A funded site, Grady IDP. Most respondents 

were aware of food pantry services (67%), with only YMSM indicating lower awareness (55%). 

Utilization of food pantry services among survey respondents was 33% (n=232), with the highest 

utilization reported among Latinos (43%) and persons > 50 (38%). Although the gap in service is 

high at 19%, it is the lowest gap among the four food service categories measured indicating 

food insecurity is a problem among respondents in the Atlanta EMA. Transgender respondents 

reported the highest gap at 50%, followed by YMSM at 28%. Women in general reported higher 

gaps than the overall sample, with females reporting a 20% gap and WCA a 21% gap.  For those 

who received food pantry services, 85% reported the service met their needs. Met need was 

lowest among both Whites and YMSM at 77% each. 

 

Nutritional Supplements 

Awareness of nutritional supplements ranged from 59% overall to a low of 49% for WCA. 

Slightly more than one-quarter of respondents reported receiving nutritional supplements (26%). 

The lowest utilization was among WCA (14%). The gap in service overall was 28%, and nearly 

every sub-population had a higher gap percent than utilization, meaning most people who 

reported needing the service did not receive it. Only females (22%) and persons > 50 (19%) have 

lower gaps than their frequency of use, but even these gaps are relatively high.   

 

 

 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 33% 37% 25% 19% 32% 43% 34% 19% 22% 38%

Gap 19% 18% 20% 50% 19% 21% 17% 28% 21% 11%

Met Need 85% 84% 91% 100% 87% 89% 77% 77% 94% 89%

Aware 67% 68% 64% 75% 67% 64% 69% 55% 62% 73%
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Figure 51  
Food Pantry 
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Respondents who did receive nutritional supplements overwhelmingly reported that the service 

met their needs (93%). 

 

Food Vouchers 

Transgender (63%), male (46%) and Black (46%) respondents had a higher awareness rate than 

the average awareness rate of 44%. The lowest awareness was among Whites (36%) and females 

(38%). Across all sub-populations, the gap for food vouchers is larger than the gap for nearly all 

other services categories, once again highlighting the food insecurity of respondents in the 

Atlanta EMA. Overall utilization is low at 18% (n=127), while the gap in service is high at 40%.  

Four sub-populations have gap measures above 40%: females (44%), Whites (42%), YMSM 

(41%), and WCA (45%). These are the highest gaps of any service offered in the Atlanta EMA. 

Met need, however, is high for those who received food vouchers, with 97% of respondents 

saying the service did meet their needs. 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Aware 59% 62% 54% 63% 60% 62% 58% 55% 49% 61%

Received 26% 26% 24% 25% 26% 29% 26% 20% 14% 31%

Gap 28% 30% 22% 38% 28% 38% 28% 34% 35% 19%

Met Need 93% 94% 90% 100% 94% 100% 85% 92% 100% 90%
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Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Aware 44% 46% 38% 63% 46% 43% 36% 44% 42% 42%

Received 18% 20% 12% 25% 20% 24% 8% 16% 8% 19%

Gap 40% 39% 44% 31% 39% 38% 42% 41% 45% 34%

Met Need 97% 99% 89% 100% 98% 83% 88% 100% 100% 95%
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Figure 52  
Nutritional Supplements 

Figure 53  
Food Vouchers 
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 Home-Delivered Meals 

Most respondents are aware of home-delivered meals (68%). This service has the second lowest 

utilization frequency of the four food service categories, with only 23% (n=160) of respondents 

reporting receiving the service in the previous year. Home-delivered meals are most commonly 

used by transgenders (31%) and persons > 50 (27%). Males, Blacks, and Whites all have 

utilization rates slightly higher than the overall survey sample.  

The highest gap in service is among Latinos (24%) and YMSM (20%), compared to the overall 

gap of 14%. These two sub-populations, along with WCA, have gap percentages that are higher 

than their utilization rates, indicating that the majority of respondents in these categories are not 

receiving a service for which they expressed a need. Met need was lowest among Latinos (75%) 

and highest for transgenders (100%). 

 

3.3.2 Emergency Financial Assistance 
 
EFA for Utilities 

The Atlanta EMA offers emergency financial assistance to respondents in the form of payments 

to companies for utilities.  Only 36% of Latinos expressed awareness of this service, compared 

to 59% overall and 69% of transgenders. Utilization of emergency assistance for the respondent 

sample was 19% (n=134) and was highest among females (22%), transgenders (25%) and Blacks 

(22%). Six of nine sub-populations indicated a gap in service that exceeded their utilization rate.  

 

 

 

 

 

 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Aware 68% 69% 65% 69% 70% 52% 66% 61% 57% 71%

Received 23% 24% 19% 31% 23% 19% 26% 16% 8% 27%

Gap 14% 14% 14% 19% 14% 24% 11% 20% 12% 11%

Met Need 92% 92% 90% 100% 91% 75% 96% 89% 83% 92%
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Figure 54  
Home Delivered Meals 
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The highest gaps were among YMSM (33%), Whites (28%) and Latinos (27%). Met need 

overall was high at 91%, although YMSM had a lower rate of 78%. 

 

 
3.3.3 Psychosocial Support 
 
Peer Counseling 

Most respondents (68%) are aware of the availability of peer support services. Peer support is 

utilized by 33% (n=231) of respondents. Transgenders (53%) and Latinos (48%) have the highest 

utilization rates. However, these groups also have negative gap measures, indicating that they are 

receiving more services than they feel they need. Overall, the gap for peer counseling/support is 

low at 8% with only males (10%) and Blacks (9%) having a higher gap percent. Whites have the 

lowest rate of met need (76%) among those who received support services, compared to 90% for 

overall respondents. 

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 19% 17% 22% 25% 22% 14% 6% 14% 19% 20%

Gap 22% 23% 21% 19% 23% 27% 28% 33% 23% 15%

Met Need 91% 89% 94% 100% 90% 100% 100% 78% 87% 93%

Aware 59% 59% 58% 69% 62% 36% 55% 48% 53% 46%

0%

20%

40%

60%

80%

100%

120%

Total Male Female TG
Black,
non-

Hispanic

Hispanic
/ Latino

White,
non-

Hispanic
YMSM WCA P > 50

Received 33% 33% 32% 53% 33% 48% 32% 19% 26% 34%

Gap 8% 10% 6% -7% 9% -11% 8% 25% 4% 6%

Met Need 90% 89% 90% 100% 91% 90% 76% 92% 90% 90%

Aware 68% 68% 69% 73% 68% 71% 74% 66% 68% 71%
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Figure 55  
EFA for Utilities 

Figure 56  
Peer Counseling/Support 
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3.3.4 Legal  
 
Legal Services 

Legal assistance is defined as providing legal counsel or referrals regarding issues such as 

bankruptcy/debt relief, discrimination, breach of confidentiality, and will and advance directives 

among others. Latinos were surprisingly unaware of legal services available to them, with only 

29% indicating they knew about the service. Overall, 61% of respondents were aware of legal 

services.  Fourteen percent (14%, n=97) of respondents received legal assistance, with 

transgenders (31%) having the highest utilization rate. The gap in service was 19% overall, 

though much higher for Whites (32%), YMSM (28%), and males (21%). Both YMSM (75%) 

and WCA (71%) had lower met needs than respondents overall (88%). 
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Figure 57  
Legal Services 
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Section IV: Client Level Data Summary 
 
Client-Level Data (CLD) includes demographic and service information for each unique client in the 

EMA unduplicated using the Unique Record Number (URN) generated in CAREWare.  CLD data can 

assist in planning when used in conjunction with respondent survey data.  For the purposes of this 

section, client data were summarized for all HIV-positive 

individuals for calendar year 2011.  Changes in CLD data may be 

reflected in changes in data collection rather than service provision, 

so these data should be used and interpreted cautiously.  Data for 

this section were provided by Fulton County Government’s Ryan 

White Part A Program.  Data presented are inclusive of agencies 

that received Ryan White Part A funding during calendar year 

2011.  In this section, social, economic, medical and system 

characteristics of Ryan White clients are presented in addition to a snapshot of service utilization during 

2011. 

 

4.1 Social 
Ryan White providers in the EMA reported an increase in the number of individuals served over the past 

five years.  By the end of 2011, there were 12,551 HIV-positive and affected individuals reported by 

Ryan White providers to have received at least one service.   

 

The proportion of women who 

participated in the respondent survey 

(30%) was consistent with CLD (26%). 

 
 

  

 

 

 

 
 
 

Male 
73% 

Female 
26% 

Transgender 
1% 

(N=12,551) 

Client Level Data provides 
information on client 
demographics and services 
used over a calendar year at 
agencies receiving Ryan 
White funding. 

Figure 58  
CAREWare Gender  
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Blacks accounted for the majority of 

individuals (76%) reported in the 

CLD data in 2011; Whites 16%; 5% 

Hispanic; and less than 3% were of 

other races.  Blacks, Whites, and 

Hispanics were represented at a 

slightly higher proportion in the CLD 

data than in the respondent survey 

(73%, 13%, and 3% respectively).  

The average age of individuals 

reported in the CLD data in 2011 was 

42 years, fairly consistent with the 

average age of individuals who 

participated in the respondent survey 

(45 years).   

 

4.2 Economic  
Ryan White providers report a number of issues regarding a client’s socioeconomic status, including 

housing/living arrangements and the number of clients with incomes less than 300% of federal poverty 

levels in the annual Ryan White HIV/AIDS Program Data Report (RDR).  In 2011, Part A-funded 

agencies in the EMA reported 9% of clients to be non-permanently housed and reported less than 1% of 

clients to be living in institutions.  The proportion of individuals reported with income levels greater 

than 100% of the poverty level overall was 36% in 2011.  Individuals who had an annual income less 

than 100% of the poverty level were reported at lower levels (63%) in the CLD than in the respondent 

survey (77%).  For the purposes of this analysis, clients with missing housing and income data were not 

included.  

 

4.3 System  
This section examines the number and the proportion of people reported in CLD to have received a 

particular service in 2011.  Service utilization data are presented as core and support services as 

categorized in the 2011 RDR.    

 

4.3.1 Core Service Utilization 
Services captured in CLD must meet specific definitions for each specific service, thus differences in the 

respondent survey results are potentially reflective of this.  Table 25 provides a summary of core service 

utilization for 2011.  

 

CLD show that 84.9% (n=10,667) of clients were reported as receiving at least one 

outpatient/ambulatory medical care visit in 2011.  Nearly twenty-five percent (24.9%, n=3,127) of 

clients received at least one oral health care service in 2011.   Survey respondents utilization of primary 

care services at 92.6%, which is the adjusted measure for outpatient/ambulatory medical care visits and 

reflects client responses to receiving a viral load or CD4 lab test within the previous year. Similar to 

CLD data, respondent survey data reflect 28% use of oral health care services.   

 
 

Black , 
 non-Hispanic  

76% 

Hispanic/ Latino 
5% 

White, 
non-Hispanic 

16% 

Other/Unknown
3% 

(N=12,551) 
Figure 59  
CAREWare Race/Ethnicity 
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In 2011, 21.9% (n=2,755) 

of clients were reported as 

receiving at least one non-

medical case management 

or medical case 

management service, 

including treatment 

adherence counseling 

services.  The proportion 

of those receiving case 

management services in 

2011 is higher than those 

individuals in the respondent survey who reported having a case manager (58.8%). Given that 

participants in the respondent survey were not limited to Part A case managers only and are able to 

utilize case management while being self-managed, as well as the fact that these are not consistent 

categories (one is a service and the other is a professional position), differences may be anticipated. 
 

In 2011, 22.6% (n=2,843) of clients were reported to have received mental health services and 14% 

were reported to have received outpatient substance abuse services.  Proportionally, survey respondents 

reported higher levels of use for mental health counseling (41%) and substance abuse services for drug 

and alcohol counseling (22%) than reported in CLD.  
 

4.3.2 Support Service Utilization 
In 2011, 12% of clients received food-bank or home-delivered meal services in the EMA, more than 

10% lower than what respondent survey participants reported (23%).  About 9% of clients received at 

least one psychosocial support service in 2011.  Survey respondents reported higher levels of use for  

support groups or one-on-one peer 

counseling (33%).  Psychosocial support 

services in the respondent survey included 

one-on-one peer counseling only, while the 

scope of this category for the RDR is 

broader (see glossary) and includes support 

groups, which was not separately assessed in 

the consumer survey.  

 

Only 1% of clients received legal services 

according to CLD, while 14% of survey 

participants reported using this service.  Due 

to data limitations, this does not reflect the actual percentage of Ryan White-eligible clients receiving 

legal services.  Table 26 provides a summary of support services utilization for 2011. 

 

Not captured in the respondent survey were medical transportation services, linguistic, and childcare 

services, which have moderate utilization rates in CLD (17%, 2%, and 1% respectively). However, the 

respondent survey does report how lack of these services may contribute to barriers for patients in 

obtaining HIV treatment.   

Table 25  
CAREWare Utilization Data for Core Services 2011 

Core service category 
Number of  

Clients 

Percent of  

Clients 

Outpatient/ambulatory medical care 10,667 84.9% 

Oral health care 3,127 24.9% 

Mental health services 2,843 22.6% 

Medical case management (including treatment 
adherence) 

2,755 21.9% 

Substance abuse  services-outpatient 1,708 13.6% 

Table 26  
CAREWare Utilization Data for Support Services 2011 

Support services # of  
Clients 

% of  
Clients 

Childcare services 170 1.35% 

Emergency financial assistance 646 5.15% 

Food bank/home-delivered meals 1471 11.72% 

Legal services 120 0.96% 

Linguistic services 231 1.84% 

Medical transportation services 2094 16.68% 

Psychosocial support services 1158    9.23% 
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Section V: Barriers and Discrimination 
 

5.1 Barriers 
In question 71 of the consumer survey, respondents were asked to rank 30 different potential problems 

on a scale from “no problem” (scored as 0) to a “very big” problem (scored as 5). These barriers were 

not linked to a particular service category. As shown in Table 27, the 30 potential barriers are grouped 

into the more general categories of: Capacity, System, Information, Personal and Access.  
 

Table 27  
Barriers by Category 

Category/ 
Description 

Barrier Items 

Capacity: 
More 
services are 
needed. 

1. The amount of time I had to wait for an appointment. 
2. There was no specialist who could provide the specific care I needed. 
3. I was not able to use my preferred language. 
4. There is no on-site child care provided by the agency. 
5. Persons providing services to me did not seem to know enough. 

System: 
Services exist 
but delivery 
needs 
modification. 

1. Lack of support to help me get through the system. 
2. The rules and regulations for services I needed. 
3. There is too much paperwork and/or red tape.  
4. The organization did not refer me to the services I needed. 
5. Cultural sensitivity of the organization and person providing services. 
6. Discrimination by the organization providing the service. 
7. Lack of privacy by the organization to protect my medical chart. 

Information: 
Inadequate 
information 
about 
services was 
known. 

1. Instructions I received to obtain the service or treatment I needed. 
2. I did not know that a service or treatment was available to me. 
3. I did not know where to get the service. 
4. I did not know what medical services I needed for my HIV/AIDS.  
5. I did not know who to ask for help. 

Personal: An 
individual’s 
own reasons 
or issues for 
not accessing 
services. 

1. Fear that I would be reported to immigration or other authorities. 
2. I did not get along with the people providing services. 
3. Fear that people would find out I have HIV.  
4. I was in jail or prison.  
5. My physical health has not allowed me to travel to where the service is 

provided  
6. Current or recent drug or alcohol abuse. 
7. My state of mind or ability to deal with the treatment. 

Access: 
Ability for a 
person to get 
services. 

1. The service I need is not available at a time I can get there. 
2. The service is not available in my county. 
3. No transportation or access to adequate transportation. 
4. I was not eligible for the service.  
5. Lack of health insurance coverage.  
6. I have been denied or afraid to seek services because I have been in prison. 

The following figures for each of the barrier categories highlight differences between the intensity of 

each barrier item (mean score) and the frequency of respondents who indicated a problem with that 

particular barrier item (% with problem). The higher mean score in the figure reflects the higher severity 

of the barrier for respondents. In addition, a higher percentage of respondents indicate more people rated 

that particular barrier as a problem. 
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5.1.1 Capacity Barriers 
Figure 60 shows that among “capacity barriers”, more than 50% of respondents have some degree of 

problem with waiting for appointments and nearly a third indicated dissatisfaction with their provider’s 

expertise.  Lack of specialty care received the highest mean severity score, indicating that the item was 

viewed as a bigger barrier than any other in the capacity barriers category. 

 
Mean scores of each sub-population are compared to the overall mean score for the barrier category in 

Figure 61.  Transgender (3.2) and Hispanic/ Latino respondents (3.0) indicated more problems with 

capacity barriers than any other group and had a much higher mean intensity score than the sample as a 

whole (2.2).  Persons > 50 rated capacity barriers lower than other sub-populations. 
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Figure 60  
Capacity Barriers 

Figure 61  
Capacity Barrier Mean Score by Sub-Population 
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Language Barrier Detail 

Linguistic Services were not assessed separately in the consumer survey. However language as a barrier 

to accessing services was assessed in the capacity barrier grouping. As seen in Figure 62, 

Hispanic/Latino respondents reported both the highest frequency of those identifying language as a 

barrier to accessing service, and the highest severity score at 3.6.  

 

5.1.2 System Barriers 
Approximately 32% of respondents have trouble with paperwork and red tape and view these issues as 

barriers to service more than any other “system barrier” as seen in Figure 63. The intensity of barriers 

related to “red tape” was highest across each item in this category at 2.8. 
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Figure 62  
Language Barrier by Sub-Population 

 

Figure 63  
System Barriers 
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White, non-Hispanic respondents had the highest mean intensity score for system barriers at 3.1, 

compared the overall score of 2.7.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
5.1.3 Information Barriers 
Two items in the “information barriers” section received high frequency scores, indicating a substantial 

number of respondents are having trouble learning about services and locating them. Respondents felt 

that not knowing a service was available to them was a severe problem, with the mean for that item at 

3.0, among the highest of any barrier item measured. 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Most sub-populations rated information barriers as a problem, with three groups scoring the intensity of 

these barriers with scores over 3.0: Transgender (3.3), Hispanic/Latino (3.1) and White, non-Hispanic 

(3.4). Information barriers were less problematic for males (2.5) and WCA (2.6). Figure 66 shows mean 

scores for all groups. 
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Figure 64  
System Barrier Mean Score by Sub-Population 

 

Figure 65  
Information Barriers 
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5.1.4 Personal Barriers 
Both physical (41%) and mental health (41%) issues in the “personal barriers” section received the 

highest frequency scores. Fear of people finding out a respondent’s HIV status also received a high 

frequency score at 37.0%. This item also received a high intensity score at 3. 
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Figure 66  
Information Barrier Mean Score by Sub-Population 

Figure 67  
Personal Barriers 
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Hispanic/Latino respondents rated personal barriers as a problem with more intensity than any other 

group (3.3 compared to 2.6 overall), followed closely by transgender respondents (3.1). Personal barriers 

were rated lowest by males, WCA, and Persons > 50 at 2.4. 

 

 

5.1.5 Access Barriers 
Two items in the “access barriers” section received frequency scores greater than 30%: transportation 

access (36.2%) and health insurance coverage (37.2%). Lack of health insurance coverage received the 

highest intensity score of any item in the scale at 3.2. 
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Figure 68  
Personal Barrier Mean Score by Sub-Population 

Figure 69  
Access Barriers 
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The highest intensity score for any category was recorded for access barriers by Hispanic/Latino 

respondents at 4.0. Both transgender and White, non-Hispanic respondents had mean scores over 3.0.  
 

 
 

Transportation services were not assessed in the service section of the consumer survey; however Figure 
71shows sub-population barrier scores for both frequency and severity. Overall, 36.2% of respondents 

reported transportation issues as a barrier to accessing services, rating it as 3.0 on the severity scale. 

Transgender (62.5%) and YMSM (48.4%) reported transportation issues more frequently than any other 

sub-population.  
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Figure 70  
Access Barrier Mean Score by Sub-Population 

Figure 71  
Transportation Barrier Detail by Sub-Population 
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5.2 Discrimination 
Respondents were asked about perceived discrimination since becoming HIV positive. Table 28 

shows each item included in the discrimination scale and the number and percent of respondents 

who indicated that they had either experienced that type of discrimination or were worried about 

possible discrimination. Two items in the scale were identified by 50% or more of respondents: 

“I worry that people might judge me when they learn I have HIV” and “Since learning I have 

HIV, I feel set apart and isolated from the rest of the world.”  
 

 

Table 28  
Perceptions of HIV-Related Discrimination 

Discrimination # of 
Participants 

% of 
Participants 

I have been denied employment. 98 15% 
I have been a victim of intimate partner violence. 181 27% 
I have been denied services. 176 27% 
I have been treated differently by health care staff. 181 27% 
I have been spoken to harshly by health care staff.  179 26% 
I have lost jobs when my employer found out.    98 15% 
Health care staff has made me feel ashamed. 120 17% 
Health care staff has told me that getting HIV is what I deserve for how I live 
my life. 

  65 9% 

Some people avoided touching me once they knew I have HIV.  209 31% 
I worry that people who know I have HIV will tell others.   
I worry that people might judge me when they learn I have HIV. 389 56% 
Since learning I have HIV, I feel set apart and isolated from the rest of the 
world. 

346 50% 

I have lost or been denied housing because of my HIV. 74 11% 
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Section VI: Conclusions and Recommendations 
 

The 2011 consumer survey identified the needs of people living with HIV in the Atlanta EMA 

and provided a detailed profile of consumers receiving services at Part A-funded programs.  

 

6.1 How to Use the Data 
The 2011 consumer survey sought to collect detailed data on people living with HIV/AIDS in the 

Atlanta EMA. The sampling framework and recruitment process was designed to capture a 

population that reflected the demographic profile of those in the system of care. As mentioned 

previously, the community-based study was conducted in the field rather than in a controlled 

experimental environment. Therefore, there may be limitations to the data which prevent making 

exact conclusions about HIV/AIDS needs.  

 
This report provides a rich data source that can be used to inform planning council members, 

HIV/AIDS service agencies and organizations, consumers/clients and local government officials 

about important service gaps and barriers as well as potential policy implications. As with any 

single study, this consumer survey is one of many important data sources that provide 

information about PLWH in the Atlanta EMA. The consumer survey data should be used in 

conjunction with recent epidemiological data, scientific investigations and other community-

based studies to paint the most accurate picture of PLWH in the Atlanta EMA and to understand 

their service needs. This is the recommended approach to appropriately allocate resources to 

meet those needs. 

 
This public document is intended to be used as a vital resource for three years; therefore, all the 

data were analyzed thoroughly. As with most population-based survey research, however, an 

almost endless amount of analysis and further examination can be done, including focusing on 

smaller sections of the report and supplementing some of the quantitative data with additional 

qualitative data. The following conclusions are offered to the planning council and the Ryan 

White Program. Where appropriate, recommendations for further study are made.  

 

6.2 Conclusions and Recommendations for Further Study and Analysis 
 
 Further examine the issue of food insecurity in the Atlanta EMA. The survey found that 

services related to food and nutrition had some of the largest gaps in services recorded. The gap 

for food pantry services was 20%, food vouchers 40% and nutritional supplements 28%. 

Awareness of food vouchers was just 44%, one of the lowest awareness frequencies of all 

services. Sixty percent (60%) of respondents participate in SNAP, the Supplemental Nutrition 

Assistance Program commonly known as the food stamp program.  The survey also found that 

28% of respondents were unstably housed, a condition that affects food acquisition and storage. 

The survey did not examine the extent to which food insecurity affected respondents on a day to 

day basis, i.e., not having enough to eat on a single day or no money to obtain food on a single 

day. The end result of food insecurity for PLWH is poorer medical outcomes since proper 

nutrition is needed to increase absorption of medication, reduce side effects, and maintain 
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healthy body weight. Further analysis of the consumer survey data related to those populations 

with the greatest food insecurity is recommended. 

 
 Oral Health services are in high demand by PLWH in the Atlanta EMA, but the need is 

not being met. The 2008 consumer survey found that 46% of respondents needed but did not 

receive dental care. The 2011 consumer survey also found high rates of gaps in service for oral 

health services across all populations. Rather than measure dental care overall, the 2011 survey 

looked at four separate oral health services, and measured each independently. Three of those 

services (dental treatment for special problems, emergency dental care, and preventive dental 

care) were among the top five service gaps found across all services. At least one quarter of all 

sub-populations needed but did not receive these three oral health services. The Atlanta EMA 

continuum of care is not unique in recording gaps for oral health services. Literature consistently 

finds that PLWH have a high need for oral health care but is frequently unable to receive it. The 

challenge for the Atlanta EMA is to find ways to close that gap within its existing resource 

structure and continuum of care. One resource may be findings from a recent Special Projects of 

National Significance (SPNS) five-year study which looked at innovative ways of delivering oral 

health care among Ryan White-funded providers nationally.  

 
 Transgender and Hispanic/Latino consumers have the highest need for services and the 

highest gaps in service among all sub-populations. The survey sample of transgender and 

Hispanic/Latino consumers was small and steps are being taken to increase the sample size for 

both groups. However, the data collected showed both sub-populations have extremely high gap 

measures for nearly all core services and many support services. They also express the highest 

need for services. The survey found that transgender respondents have the highest frequency of 

dropping out of care for one year or more, followed by Hispanic/Latino respondents. Both 

groups also have higher rates of being unstably housed than all other groups. The planning 

council should conduct focus groups for these populations where issues related to these 

consumers in the EMA can be examined and recommendations can be made to the full council 

during the priority-setting and resource allocation phase. These recommendations can be used by 

the Ryan White program to address specific needs in the yearly funding opportunity 

announcement. 

 
 Among the five categories of barriers examined, access and information barriers were 

rated as highest across all groups. Overall, access barriers received the highest intensity score 

at 2.9, followed by information barriers at 2.8, indicating that most respondents found items 

within each of these barrier clusters to be problematic in accessing services. Within the 

information barrier cluster, nearly 60% of respondents indicated they did not know what services 

were available to them. When enrolling clients into services, providers should be aware that not 

all patients are familiar with the continuum of care in the Atlanta EMA and may need assistance 

understanding the range of services they are eligible for.   

 
 During survey implementation, only one agency was funded for Food Pantry Services.  

As a result, information about availability of this service was likely limited to those respondents 

receiving services at Grady IDP, where food pantry services are provided.
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ATLANTA EMA CONSUMER SURVEY OF PEOPLE LIVING WITH 
HIV AND AIDS 
Sponsored by Ryan White Part A HIV Health Services Planning Council and 
Fulton County Government Ryan White Program 
 
INTRODUCTION  
Thank you for agreeing to take part in this survey.  It will give you a voice in the planning of HIV and AIDS 
treatment services throughout Atlanta and surrounding Counties. 
 
For each question on the survey, circle or write in an answer.  There are no right or wrong answers.  Please 
take as much time as you need to answer each question based on your experiences.  If you have any 
questions or need help, please ask. 
 
Your answers are completely private.  Your name will never be linked to your answers. 
 
Thank you in advance.  Please continue. 
 

Confidential ID Needed 
We will be asking many people living with HIV and AIDS to answer these questions.  Please create a private 
identifier for the top of every page.  This ID is unique to you, and will protect your privacy. 
 
                  
What is the  What is the What is the month What is the day  What is the first letter 
first initial of  last initial of of your birthday  of your birthday  of your mother’s first 
your first name of your last        name?      
name (If you don’t know, list the first letter of your father’s first  
   name)  
 
(01=Jan, 02=Feb, 03=Mar, 04=Apr, 05=May, 06=Jun, 07=Jul, 08=Aug, 09=Sep, 10=Oct, 11=Nov, 12=Dec) 

 
Please copy the ID you have created on the top right of each page of the survey. 

Interviewer Initials:       Location of Interview: 
 

 
Today’s Date:  / /  
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1. This survey is ONLY for people living with HIV/  8. Where do you currently live? (Select 1 answer) 

 AIDS.  Do you know your HIV status? (Select only 1)   In an apartment/house I own   

 I am HIV positive (Go to the next question)    In an apartment/house I rent   

 I have AIDS (Go to the next question)     At my parent’s/relative’s apt./house  

 I am HIV negative (STOP)      Living/crashing with someone and not   

 I don’t know (STOP)       paying rent      

   Single room occupancy (SRO) with    

2. What is the zip code and County where you live?   tenancy/hotel 

         Single room occupancy (SRO) without  
 Check here if  you are currently homeless   tenancy 

   In a housing program    

3. When were you born?  /    In a treatment facility (drug or psych)   

     Month   Year   In a half-way house    

   Skilled nursing home (assisted living facility)  

4. What is your gender? (Select 1 answer)   Homeless (on the street/in a car)   

 Male        Homeless Shelter     

 Female        Hospice      

 Transgender – Male to female (MTF)    Other (Specify)    

 Transgender – Female to male (FTM)    

 Other (Explain)      9. Does the government or another organization 

   currently pay or help pay for your housing? 

5. What is your ethnic background?    No 

 (Select all that apply)    Not sure 

American Indian/Alaska Native      Homeless 

Asian/Pacific Islander       Yes (Select all that apply) 

Black/African American (non-Hispanic)       Section 8  

Hispanic/Latino         HOPWA 

White/Caucasian (non-Hispanic)       Live in public housing 

Other (Specify)         Live in a home for PLWHA 

     Getting help, not sure what it’s called 

5a. If not English, what other language do you      Other type of help 

speak most frequently at home?     

        10. How long have you lived at your current residence? 

  Less than one month    

6. Do you consider yourself: (Select 1 answer)   One to two months    

Heterosexual/Straight     Three to six months    

Homosexual – Gay Male      Six months to one year    

Lesbian       More than one year    

Bisexual        

 Other (Specify)      11. At any time in the last 2 years, have you needed 

   any of these services?  (Select all that apply) 

7. What is the highest grade you completed?   Help finding a place to live     

 (Select 1 answer)   Permanent  housing     

Grade school or less       Short-term housing (i.e., halfway house   

Some high school      homeless shelter, single room occupancy)  

Graduated high school/GED      Housing where my child(ren) can live   

Some college/2 yr college/trade school    with me 

Completed 4 year college     Nursing home, drug/psych treatment  

 Graduate school      Money to pay utilities    
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Money to pay rent/mortgage     A supply of HIV medicine to take with   

House for PLWH/A (Assisted Living)     you 

Other (Specify)      Referral to a case manager    

None of the above       Information about other services   

   None of the above     

12. Thinking about your housing now:  do any of   

these stop you from taking care of your   17. If you did not get the HIV/AIDS services you 
HIV/AIDS?  (Select all that apply)   needed after you were released, why not? 

I don’t have a safe and/or private room    (Select all that apply) 

I don’t have a bed to sleep in     No insurance-money reasons   

I don’t have a place to store my medications    I didn’t know where to go    

I don’t have a telephone where someone     I didn’t want anyone to know I have HIV  

can call me   I couldn’t get away from drugs/alcohol  

I don’t have enough food to eat     I had trouble finding people I could trust  

I don’t have money to pay for rent     I didn’t have a way to get to services  

I don’t have heat and/or air conditioning    I didn’t have ID or documentation to   

I’m afraid of others knowing I am HIV+    qualify 

I can’t get away from drugs       Other (Specify)     

Other (Specify)      

  18. What best describes your current job (work) 

13. How many people live with you?    situation? (Select 1 answer) 

 (Write in the number)   Work full-time (32-40 hrs pr wk)     

 Other adults     Work part-time (less than 32 hrs wk)     

 Children and teens     Working part time and on disability    

 If you do not live with anyone, skip to Q. 14   On disability – looking for work     

   Not working – on full disability     

13a.Is anyone else in your household HIV+?   Not working –seeking work     

 Interviewer:  Read and provide a response for    Not working     

 each item below.   Student/homemaker/volunteer     

 Partner/wife/husband Y N DK   Retired     

 Adult family member/relative Y N DK   Other (Specify)     

 Other adults-not relatives Y N DK   

 Children Y N DK  19. What is your estimated yearly income before  

   taxes?  (Select 1 answer) 

14. Have you been in jail or prison for more than    $0 - $10,890 (up to $907 a month)     

 one month during the last year?   $10,891-$16,090 ($908-$1341 a month)    

 Yes →  Ask Q. 15, 16, and 17      $16,091-$21,290 ($1342-$1774 a month)   

No  →  Go to Q. 18       $21,291-$26,490 ($1775-$2207 a month)   

   $26,491-$31,690 ($2208-$2641 a month)   

15. Did you receive HIV medical care while in jail   $31,691-$36,890 ($2642-$3074 a month)   

 or prison?   Greater than $36,890 ($3074 or more)    

 Yes         

 No        20. How many people are supported by this 

   income? (write in number)    

16. After you were released from jail or prison, did    Of these, how many under 24? 
 you receive: (Select all that apply)   (write in number)    

 Information about finding housing     

 Referral to medical care      
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21. Do you have health insurance?  HICP – health insurance money Y N DK 

 Yes    → Go to Q. 21a   TANF Y N DK 

 No     → Go to Q. 22  Other (Specify) Y N DK 

   

21a. What kind of health insurance do you have?       24. What was the month and year that you first 
 Interviewer:  Read and provide a response for   tested positive for HIV?  /  
 each item below    Mo.   Yr. 

 Insurance /HMO through work Y N   

 Insurance through my last job - COBRA Y N  24a.In what city/state or country were you 

 Out-of-pocket/fee-for-service Y N   tested positive for HIV? 

 Private insurance/HMO not thru work Y N         

 Medicare Y N   City                                         State or Country  

 Medicaid Y N   

 VA Y N  25. When you tested positive for HIV, what 

 Other (Specify)   Y N   type of HIV test did you have? 

 Don’t know Y N  Standard blood test     

   Oral test (oral swab)     

22. If NO health insurance:  What is preventing   Urine HIV antibody test     

 you from getting health insurance?   Rapid Blood Test (finger stick)     

 (Select all that apply)  Home test     

 I cannot afford it       Don’t know     

 I do not know where to get it       

 I was denied because of previous medical   26. Were you ever tested for HIV before you 
 condition   tested positive for HIV? 

 I did not have US residency proof     Yes → How many times?     

 I don’t qualify       No     

 It is not a priority for me at this time     Don’t remember     

 Other (Specify)      

  27.  When you first tested positive, what was 

23. Which of these benefits do you receive?   the main reason you decided to get tested? 
 Provide a response for each item   (Select 1 response) 

 Food Stamps Y N DK  Had been feeling sick     

Private long term disability Y N DK   Gift or money given for testing         

 Private short term disability Y N DK  Peer pressure from friends         

SSI (Supplemental Security Income) Y N DK   Pressure from family members     

 SSDI (Social Security Disability  Y N DK  Asked by a provider        

Income)   Involved in sex work        

SDI (State Disability Insurance) Y N DK  Media campaigns        

 VA (Veteran’s benefits) Y N DK   Asked by outreach worker        

CHAMPUS (VA assistance for non- Y N DK  Easy access to testing site     

 military personnel)  No particular reason        

Worker’s compensation Y N DK  Other (Specify)       

Life Insurance  Y N DK   

Retirement Y N DK  28. Did you ever put off getting tested for HIV? 

Emergency Financial Assistance  Y N DK  No  →  Skip to Q. 29     

(Specify)    Yes →  Mark all that apply below     

WIC-food for children Y N DK  Fear of being positive     

ADAP (AIDS Drug Assistance Y N DK    Fear of others finding out   

(Program)  Fear of having to take medicine   
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  Fear of telling partner     32. Who first helped you get into care after 

Other (Specify)       you found out you had HIV? (Select 1 response) 

   response) 

29. How did you find out you had HIV?  Family member     

 (Select 1 response)   Friend     

Requested a test for HIV      Doctor/medical provider     

 Donated blood       Person who gave you test results     

Went to the hospital or emergency room    Case manager/social worker     

for something else   Outreach worker from health department  

 Part of doctor’s visit       (i.e., DIS, CDS, Partner Services) 

As part of care while pregnant      Prison/jail     

 Other (Specify)       Nobody     

  Other (Specify)     

30. After testing positive for HIV, were you   

 given a referral  to a clinic?  33. Were you ever told by your doctor or nurse,  

Yes        that you have AIDS? 

 No      Yes → Answer Q. 33a     

   No     

31. After testing HIV positive, when did you have   I had AIDS the same time I learned I had   
 your first visit with a doctor?  (Select 1 answer)   HIV 

Within one month       

 Within six months of diagnosis      33a.When were you told that you had AIDS? 

Six months to one year after diagnosis           /  

 If any of the next 3  apply, check response and 
continue 

   Mon.       Yr. 

 to Q. 31a.     

 Longer than one year after diagnosis     34. What is the most likely way you were  

I have not seen a doctor for my HIV      infected with HIV?  (Select 1 answer) 

 I have chosen not to see a doctor      Sex with a man     

Other (Specify)       Sex with a woman     

 Don’t know      Sharing needles     

   Blood  transfusion     

31a. Did you not receive care after diagnosis for   Acquired at birth     

 any of the following reasons?  (Select all that   Other (Specify)     

 apply)  Don’t know     

I didn’t know where to go        

I couldn’t get an appointment      35. What was your most recent T-cell (CD4) 

I couldn’t get transportation       count?  

I couldn’t get child care       Under 200     

I couldn’t pay for care      Between 200-350     

 Not important to me      Between 350-500     

 I didn’t want anyone to know I had HIV     Over 500     

 I didn’t feel sick      Never had one/Never told results     

 Not enough doctors in my area       Don’t know     

 I couldn’t get time off work        

 I was depressed      36.  When was the last time you had a t-cell  

 Other (Specify)       count? 

  In the last month     
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 In the last 3 months      I had mental health issues     

In the last 6 months      I had a bad experience with medical staff   

 One year or more      I had a bad experience with my medicine   

Don’t know      Other (Specify)     

   

37. What was your most recent viral load?  41b.Since that time, have you gone back to see 

Undetectable or below 50       a doctor? 

 Between 50 – 55,000      Yes  → Go to Q. 41c 

Over 55,000       No    → Go to Q. 42 

 Never had one/Never told results       

Don’t know      41c.If YES to Q. 41b, what happened to make you 

   go back to care?  (Select all that apply) 

38.  When was the last time you had a viral   I got sicker     

 load test done?   Change in my income     

In the last month      Change in my insurance status     

 In the last 3 months       Heard about new doctor/clinic     

In the last 6 months      Change in my doctor’s or clinic’s attitudes  

 One year or more      Different drugs or treatments available   

Don’t know      I had stable housing     

   I wanted to get a blood work     

39. When was your last visit with a doctor,   I was able to deal with other problems   
 nurse, or other health care provider for   in my life  

 your HIV/AIDS?   Someone helped me return to care    

 I have never seen a doctor or gone to a   Other (Specify)     

 clinic since I found out I was HIV+ (Skip to Q.45)   

 Less than 6 months ago     42. At this time, where do you go for medical care 

Six to twelve months ago       most often?  (Select 1 answer) 

More than a year ago      HIV clinic in a hospital/medical center   

   Emergency Room     

40. Since you found out you have HIV, has   Community clinic that serves only HIV   
 there been a period of time of more than one  clients/HIV specialty clinic 

 year when you didn’t see a doctor or go to   Private doctor     

 a clinic?  Other community clinic      

Yes  → Go to Q. 41a   VA Hospital/clinic     

 No   → Go to Q. 42  I don’t receive medical care     

   Other (Specify)     

41a.What stopped you from seeking HIV care during   

 that period?  (Select all that apply)  43. Thinking about the past year, how often did 

I couldn’t afford care      you get medical care from a physician or clinician 

 I didn’t know where to go       who can prescribe medications from a pharmacy? 

I wasn’t ready to deal with my HIV     Never     

I didn’t want others to know I had HIV     Only when I was sick     

I was afraid of the medication side effects    On a regular ongoing basis     

I was in jail or prison       

I couldn’t get care where I lived      44. How many prescription drugs, including 

It was too confusing to get services      drugs not related to HIV, are you currently taking? 

I had other concerns       Write number here:  #   

I was homeless       

I was using drugs or alcohol       
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45. Are you taking any of the following? Please   my pills 

 answer each item below   I have trouble understanding how to    

 Not currently on medications       take my medications 

 (Check box and skip to Q. 48)  Other (Specify)     

HIV drugs: antiretrovirals,  Y N DK   I do take medicine now     

 protease inhibitors    (Check box and skip to Q. 49) 

Other drugs related to HIV/AIDS Y N DK   

(bactrim, dapsone, etc.)  49. In the past 30 days, how often have you  

 Birth control pills Y N DK   skipped taking your HIV/AIDS medicine?  

Other drugs you take every day Y N DK   Once or twice in the past month     

 (diabetes, cholesterol, high blood pressure)   Once or twice a week     

 Antidepressants or other  Y N DK  More than twice a week     

 mental health drugs   I have stopped taking my medicine    

Pain or sleep aids Y N DK  Have not skipped in past 30 days     

 Hormones or steroids Y N DK  (Check box and skip to Q. 51) 

TB medication Y N DK   Not currently on medicine     

 Hepatitis C drugs Y N DK   (Check box and skip to Q. 51) 

Herbal or other over-the-counter Y N DK   

products  50. If you skipped or stopped taking your HIV/AIDS 

   medicine in the past 30 days, why? Read and provide 

46. Are any of your prescription drugs paid for   a response for each item below 

 or reimbursed by the following sources?  Side effects  Y N 

 Please answer each item   Hard schedule to remember  Y N 

ADAP (AIDS Drug Assistance  Y N DK  Didn’t want others to see me taking Y N 

Program)  HIV/AIDS medicine 

 Medicaid Y N DK   Didn’t understand the directions  Y N 

Medicare Y N DK  Felt the medicines didn’t work  Y N 

 Veteran benefits Y N DK   Couldn’t afford medicine  Y N 

Private insurance Y N DK  Forgot  Y N 

 Pay myself Y N DK   Ran out   Y N 

WellVista – free medicine from  Y N DK  Hard to coordinate w/ food  Y N 

drug company   Just didn’t want to take them  Y N 

 Other (Specify) Y N DK   Homeless Y N 

   Depressed/hopeless  Y N 

47. Are you currently on the waiting list for    Medicine made me feel good so felt Y N 

 ADAP (AIDS Drug Assistance Program)?   I didn’t need them anymore  Y N 

Yes        My doctor advised me to stop  Y N 

 No      Was away from home  Y N 

 Don’t know       Had a change in my daily routine  Y N 

  Felt the drug was toxic/harmful  Y N 

48. If you are not taking medicine to treat your    Other (Specify)  Y N 

 HIV/AIDS, why not?     

 If not on medications, select all that apply:  51. Have you been told you have any of these 

I don’t know where to get them       inefections?  Please answer each item below 

 I can’t afford the cost      Hepatitis A Y N DK 

They made me feel bad       Hepatitis B Y N DK 

I decided to take some time off medicine    Hepatitis C Y N DK 

 I feel healthy       

I have trouble remembering to take      
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51a.[If YES to Q.51]  After testing positive for  56. Since you have had HIV, have you received  
 Hepatitis A, B, or C, were you sent to a     substance abuse care?  

 Hepatitis expert? Y N DK  Yes  → Go to Q. 56a     

  No   → Go to Q. 57     

52. At any time in the last year, have you been   

 told you have any of these infections?  56a.What substance abuse care did you receive?  
 Please answer each item below   Please answer each item below 

Syphilis Y N DK  In a hospital at least overnight   Y N 

 Herpes Y N DK  overnight 

Genital Warts Y N DK  One to one counseling  Y N 

 Chlamydia Y N DK  Group counseling  Y N 

Gonorrhea Y N DK  Medicine   Y N 

 Yeast Infection Y N DK   

Other (Specify)   57. In general, would you say your health is… 

   (Select 1 answer) 

53. Has a doctor ever told you that you have:   Excellent     

 Please answer each item below  Very good     

Diabetes or sugar diabetes Y N DK  Good     

 High blood cholesterol Y N DK  Fair      

Any kind of heart disease Y N DK  Poor     

 Neuropathy (nerve pain) Y N DK   

Osteoporosis Y N DK  58. Thinking about both physical illness and injury, 

 Arthritis Y N DK   for about how  many days during the last month 

Cancer Y N DK   Was your physical health not good? 

 TB Y N DK   # of days    

   None     

54. Since you have had HIV, have you   

 received mental health care of any kind?   59. Thinking stress, depression, and other 

Yes  → Go to Q. 54a       emotional issues, for about how many days 

 No   → Go to Q. 55       during the last month was your mental health 

    not good? 

54a.What mental health care did you receive?   # of days       

 Please answer each item below   None     

In a hospital at least overnight   Y N   

 One to one counseling  Y N  60. Do you currently have a HIV case manager  

Group counseling  Y N   (someone to help you coordinate your HIV/AIDS care?) 

Medicine   Y N  Yes  → Go to Q. 67     

Counseling on intimacy issues   Y N  No, I am self managed → Go to Q. 61    

related to HIV and your partner  No, not currently in care →Go to Q. 70    

  Not yet, waiting for first appointment    

55. At any time in the last 2 years have you been   →Go to Q. 68 

 told you have:  Please answer each item below   

Anxiety  Y N  61. Why did you decide to be self-managed? 

Bipolar disorder  Y N   Select all that apply 

Dementia  Y N  Personal preference     

Depression  Y N  Advice of case manager     

Other mental health (Specify)  Y N  Unhappy with quality of case management  

  services I was receiving. 

  Other (Specify)      
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62. In the past 12 months, have you been contacted   
 by a case manager to check on how you are   
 doing?   

Yes         

No          

I don’t know       

   

63. Do you know how to reach a case manager   
 in case of an emergency or if you need    
 additional support?   

Yes         

No          

I don’t know       

   

64. In the past 12 months, have you had to    
 contact  a case manager to help you with an   
 emergency need or to get services?   

Yes         

No          

I don’t know       

   

65. Do you get invited to workshops or meetings for   
 self-managed clients?   

Yes         

No          

I don’t know       

   

66. In the past 12 months, have you attended   
 activities, workshops, or meetings for self-   
 managed clients?   

Yes         

No          

   

67. In the past 12 months, have you received a   
referral from a case manager for:   

Medicines        

Support services          

Other referrals (Specify)       

   

68. In the past 12 months, have you received    
 hospice services?   

Yes         

No          

   

69. In the past 12 months, have you received   
 alternative treatments such as acupuncture,   
 traditional Chinese medicine, or massage therapy?   

Yes         

No          
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70. For each of the services in this next section: 

 Under Column A, circle “yes” if you know that the service is available for people living with HIV/AIDS and “no” if you don’t know if it is 
available. 

 Under Column B, note if you needed the service in the past year. 

 Under Column C, note whether received the service in the past year. 

 Under Column D, if you received the service in the past year, note if the service met your needs. 
70a.  PRIMARY CARE A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive the 
service? 

IF YOU 
RECEIVED 
SERVICE, 
did it meet 
your needs? 

Primary Medical Care with a doctor, nurse or physician assistant to take care of your HIV Yes No Yes No Yes No Yes No 

Treatment Adherence Counselor/Nurse – professional support to help you stay with your medication 
schedule 

Yes No Yes No Yes No Yes No 

Nutrition Education and Counseling – nutritional supplements prescribed by a primary care provider  
Yes No 

 
Yes No 

 
Yes No 

 
Yes No 

 
70b.  ORAL HEALTH CARE A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Emergency Dental Care. Yes No Yes No Yes No Yes No 

Preventive Dental Care (i.e., cleaning, xrays) Yes No Yes No Yes No Yes No 

Treatment for Dental Problems – oral surgery or dentures Yes No Yes No Yes No Yes No 
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70c.  AIDS PHARMACEUTICAL ASSISTANCE A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive the 
service? 

IF YOU 
RECEIVED 
SERVICE, 
did it meet 
your needs? 

Medication Assistance – financial help to pay for medication not covered by ADAP Yes No Yes No Yes No Yes No 

 
 

70d.  CASE MANAGEMENT A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Case Manager – someone to help you coordinate your HIV/AIDS care and get benefits Yes No Yes No Yes No Yes No 

Benefits Counseling – help to get benefits you need such as Social Security, ADAP Yes No Yes No Yes No Yes No 

Housing Information – resource to find housing Yes No Yes No Yes No Yes No 

 
70e.  MENTAL HEALTH SERVICES A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Mental Health Counseling - one to one or group counseling Yes No Yes No Yes No Yes No 

Psychiatric Consultation - sessions with a mental health doctor to get a care plan. Yes No Yes No Yes No Yes No 

Crisis Support - crisis mental health support including suicide hotline. Yes No Yes No Yes No Yes No 
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70f.  SUBSTANCE USE SERVICES A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Substance Abuse Counseling - one to one or group substance abuse counseling Yes No Yes No Yes No Yes No 

Residential Treatment - substance abuse services in a treatment center where you would live Yes No Yes No Yes No Yes No 

Detox Services Yes No Yes No Yes No Yes No 

 
70g.  FOOD SERVICES A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Soft Meals Yes No Yes No Yes No Yes No 

Food Pantry Yes No Yes No Yes No Yes No 

Nutritional Supplements Yes No Yes No Yes No Yes No 

Food Vouchers Yes No Yes No Yes No Yes No 

Home Delivered Meals Yes No Yes No Yes No Yes No 

 
70h.  EMERGENCY ASSISTANCE A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Emergency Financial Assistance for Utilities Yes No Yes No Yes No Yes No 
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70i.  PSYCHOSOCIAL SUPPORT A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Peer Counseling/Support Yes No Yes No Yes No Yes No 

 
 
 

70j.  LEGAL A B C D 

For each service listed below: Are you 
aware this 
service is 
available to 
you? 

Did you 
need the 
service? 

Did you 
receive 
the 
service? 

IF YOU 
RECEIVED 
SERVICE, did 
it meet your 
needs? 

Legal Assistance Yes No Yes No Yes No Yes No 
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71.  Below is a list of issues that you may have had when trying to obtain or use HIV/AIDS services.  Mark 
an “X” in the box beside each item to say how big a challenge it has been for you.  You may choose from a 
“very big” challenge to “not a problem.” 
“Very Big” = It stopped you from getting the service. 
“Medium” = You faced substantial problems but you were eventually able to get the services. 
“Very Small” = Caused you minor concern and/or delays in obtaining the service. 
“Not a Problem” = You experienced no challenges at all. 

 
 Very 

Big 
 

Big 
 

Medium 
 

Small 
Very  
Small 

No 
Problem 

Example:  This survey is difficult to complete.       

 I did not know that a service or treatment 
was available to me. 

      

 I did not know where to go to get  the 
service. 

      

 I did not know what medical services I 
needed for my HIV/AIDS. 

      

 My physical health has not allowed me to 
travel to where the service is provided. 

      

 My state of mind or ability to deal with the 
treatment. 

      

 Current or recent drug or alcohol use.       

 I was in jail or prison.       

 I have been denied or been afraid to seek 
services because I was in jail or prison. 

      

 Fear that people would find out I have HIV.       

 Lack of privacy by the organization to 
protect my medical chart. 

      

 Fear that I would be reported to 
immigration or other authorities. 

      

 No transportation or access to adequate 
transportation. 

      

 The service I need is not available at a time I 
can get there. 

      

 The service is not available in my county 
(specify your county    
  ). 

      

 There is no on-site child care provided by 
the agency. 

      

 The amount of time I had to wait for an 
appointment. 

      

 I was not able to use my preferred language.       

 I did not know who to ask for help.       

 Cultural sensitivity of the organization and 
person providing services to me. 

      

 Discrimination by the organization providing 
the service. 

      

 I did not get along with the people providing 
services. 

      

 Person providing services to me did not 
seem to know enough. 
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 There was no specialist who could provide 
the specific care I needed.  (Specify specialty
    ). 

      

 The organization did not refer me to the 
services I needed. 

      

 Lack of support to help me get through the 
system. 

      

 Instructions I received to obtain the service 
or treatment I needed. 

      

 The rules and regulations for services I 
needed. 

      

 There is too much paperwork and/or red 
tape. 

      

 Reduced services due to funding cuts.       

 Lack of health insurance coverage.       

 I was not eligible for the service.       

 Other:      
    

      

 
 

72. Of all the possible HIV/AIDS services you might have needed and received, which three are the most 
important  to you? 
[Interviewer Probe:  SHOW LIST OF SERVICES] 

 
1.        
2.        
3.       . 
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73.  Now I am going to read you a list of potential discussions you may have had with an HIV service provider.  For each type of provider, 
please tell me  whether or not you have had these discussions. 

 
 

 Medical 
Provider (i.e., 
doctor, physician 
assistant-PA, 
nurse 
practitioner) 

Case 
Manager or 
Social 
Worker 

Health 
Educator, 
Counselor, or 
Substance use 
treatment 
counselor 

Peer 
Counselor 

No One/ Not 
Sure 

Yes No Yes No Yes No Yes No Yes No 

Your  risk of spreading HIV to someone else Y N Y N Y N Y N Y N 

Use of condoms to reduce spread of HIV/AIDS Y N Y N Y N Y N Y N 

The risk that a receptive partner in anal or vaginal sex can infect someone 
else with HIV/AIDS 

Y N Y N Y N Y N Y N 

The risk that an insertive partner in anal or vaginal sex can infect someone 
else with HIV/AIDS 

Y N Y N Y N Y N Y N 

The risk of one person with HIV re-infecting another person with HIV Y N Y N Y N Y N Y N 

The impact a person’s viral load may have on infecting someone else with 
HIV/AIDS 

Y N Y N Y N Y N Y N 

Your choices in telling your HIV status to your sexual and injection drug use 
partners 

Y N Y N Y N Y N Y N 

The risks of combining club or party drug use and sex Y N Y N Y N Y N Y N 

The impact of Hepatitis C on a person with HIV Y N Y N Y N Y N Y N 



101 
 

74. The next questions ask about substance use and how often you have used each of the substances. 
 

Have you EVER used any of the following 
substances? [INTERVIEWER: READ LIST BELOW] 

 
 

IF YOU HAVE USED DURING THE PAST YEAR, how 
often did you use any of the following? 

 

EVER used  If used in the PAST YEAR 

 Not 
used in 
the last 

year 

Used 
less 
than 

once a 
month 

Used at 
least 

once a 
month 

Used 
once a 

week or 
more 

No Yes     
Alcohol N Y→     

Marijuana or hash N Y→     

Crack/cocaine N Y→     

Heroine N Y→     

Crystal meth or methamphetamines N Y→     

Speedball N Y→     

GHB (Gamma Hydrooxybutyrate) N Y→     

Poppers N Y→     

Ecstasy (X) N Y→     

Special K (Ketamine) N Y→     

Using erectile drugs such as Viagra 
together with street drugs N Y→ 

 
 

 
 

 
 

 
 

Prescription drugs for club or party use 
(specify)  N Y→ 

 
 

 
 

 
 

 
 

Other (specify)  N Y→     

 
75. Have you used a needle to inject any street drugs   76b. How often have you used a needle exchange 

 in the last year?   service in the past year? 

Yes        Never      

No         Sometimes    

  Always     

76. Have you used a needle to inject hormones or    

 or steroids in the last year?  77. Where were you born? 

Yes        United States (mark box and skip to Q. 78)  

No   → Go to Q. 77       Mexico      

  Puerto Rico or other US Territories  

76a.How often have you shared needles with  Central America     

 someone in the past year?  Africa       

Never       Caribbean     

Sometimes      Other (Specify)     

Always        

  78. If not born in the United States, what year 
   did you first come to the US?    
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79. [READ ALOUD] Now I am going to read you some statements about your experiences and opinions of how 
people living with HIV/AIDS feel and how they have been treated.  For each statement, please let me know if it 
ALWAYS, VERY OFTEN, SOMETIMES, ONCE IN AWHILE, OR NEVER happens to you and you believe it is because of 
your HIV+ status.  

 Very 
Often 

Sometimes Once 
in 
awhile 

Never Don’t 
know 

a. I have been denied employment.      

b. I have been a victim of domestic violence/intimate partner 
violence. 

     

c. I have been denied services.       

d. I have been treated differently by health care staff.      

e. I have been spoken to harshly by health care staff.      

f. I have lost jobs when my employers have found out.      

g. Health care staff have made me feel ashamed about having 
HIV. 

     

h. Health care staff have told me that getting HIV is what I 
deserved for how  I live my life. 

     

i. Some people avoided touching me once they knew I have 
HIV. 

     

j. I worry that people who know I have HIV will tell others.      

k. I worry that people might judge me when they learn I have 
HIV. 

     

l. Since learning I have HIV, I feel set apart and isolated from 
the rest of the world. 

     

m. I have lost or been denied housing because of my HIV.      

 
[READ ALOUD]  Before we finish this survey, do you have any other comments about the way you get HIV or 
AIDS related services?  If so, please let me know. 
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