Non-medical Case M anagement (Service Linkage) Pg
Service Category Definition - Part A 1
Client Satisfaction Report, 2016 7
FY 15 Performance M easures Report 11
Providing Education and Carefor the Newly Diagnosed 13
L anguage and Culturein Health Literacy for People Living
with HIV: Per spectives of Health Care Providersand 17

Professional Care Team Members







FY 2015 Houston EMA/HSDA Ryan White Part A Service Definition Page 1 of 26

Service Linkage at Testing Sites
(Revision Date: 03/03/14)

HRSA Service Category Non-medical Case M anagement
Title: RWGA Only

Local Service Category A. ServiceLinkagetargeted to Not-I1n-Care and Newly-
Title: Diagnosed PLWHA in the Houston EMA/HDSA

Not-In-Care PLWHA are individuals who know their HIV status
but have not been actively engaged in outpatient primary medical
care services for more than six (6) months.

Newly-Diagnosed PLWHA are individuals who have learned their
HIV status within the previous six months and are not currently
receiving outpatient primary medical care or case management
services as documented in the CPCDM S data system.

B. Youth targeted Service Linkage, Care and Prevention: Service
Linkage Services targeted to Y outh (13 — 24 years of age), including
afocus on not-in-care and newly-diagnosed Y outh in the Houston
EMA.

*Not-In-Care PLWHA are Y outh who know their HIV status but
have not been actively engaged in outpatient primary medical care
servicesin the previous six (6) months.

*Newly-Diagnosed Y outh are Y outh who have learned their HIV
status within the previous six months and are not currently receiving
outpatient primary medical care or case management services as
documented in the CPCDMSS data system.

Budget Type: Fee-for-Service

RWGA Only

Budget Requirements or Early intervention services, including HIV testing and
Restrictions: Comprehensive Risk Counseling Services (CRCS) must be
RWGA Only supported via aternative funding (e.g. TDSHS, CDC) and may not

be charged to this contract.

HRSA Service Category Case Management (non-Medical) includes the provision of advice
Definition: and assistance in obtaining medical, social, community, legal,
RWGA Only financial, and other needed services. Non-medical case management
does not involve coordination and follow-up of medical treatments,
asmedical case management does.

Early intervention services (EIS) include counseling individuals
with respect to HIV/AIDS; testing (including tests to confirm the
presence of the disease, tests to diagnose to extent of immune
deficiency, tests to provide information on appropriate therapeutic
measures); referrals; other clinical and diagnostic services regarding
HIV/AIDS; periodic medical evaluations for individuals with
HIV/AIDS; and providing therapeutic measures.

Local Service Category A. Servicelinkage: Providing allowable Ryan White Program
Definition: outreach and service linkage activities to newly-diagnosed and/or
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Not-In-Care PLWHA who know their status but are not currently
enrolled in outpatient primary medical care with information,
referrals and assistance with linkage to medical, mental health,
substance abuse and psychosocial services as needed; advocating on
behalf of clientsto decrease service gaps and remove barriersto
services helping clients develop and utilize independent living skills
and strategies. Assist clients in obtaining needed resources,
including bus pass vouchers and gas cards per published
HCPHES/RWGA policies.

B. Youth targeted Service Linkage, Care and Prevention:
Providing Ryan White Program appropriate outreach and service
linkage activities to newly-diagnosed and/or not-in-care HIV-
positive Y outh who know their status but are not currently enrolled
in outpatient primary medical care with information, referrals and
assistance with linkage to medical, mental health, substance abuse
and psychosocial services as needed; advocating on their behalf to
decrease service gaps and remove barriers to services; helping

Y outh develop and utilize independent living skills and strategies.
Assist clients in obtaining needed resources, including bus pass
vouchers and gas cards per published HCPHES/RWGA policies.
Provide comprehensive medical case management to HIV-positive
youth identified through outreach and in-reach activities.

Target Population (age, A. ServiceLinkage: Serviceswill be available to eligible HIV-
gender, geographic, race, | infected clientsresiding in the Houston EMA/HSDA with priority
ethnicity, etc.): given to clients most in need. All clients who receive services will
be served without regard to age, gender, race, color, religion,
national origin, sexual orientation, or handicap. Services will target
low income individuals with HIV/AIDS who demonstrate multiple
medical, mental health, substance use/abuse and psychosocia needs
including, but not limited to: mental health counseling, substance
abuse treatment, primary medical care, specialized care, alternative
treatment, medications, placement in amedical facility, emotional
support, basic needs for food, clothing, and shelter, transportation,
legal services and vocational services. Services will also target
clients who cannot function in the community due to barriers which
include, but are not limited to, mental illness and psychiatric
disorders, drug addiction and substance abuse, extreme lack of
knowledge regarding available services, inability to maintain
financia independence, inability to complete necessary forms,
inability to arrange and compl ete entitlement and medical
appointments, homel essness, deteriorating medical condition,
illiteracy, language/cultural barriers and/or the absence of speech,
sight, hearing, or mobility.

Service Linkageisintended to serve eligible clientsin the Houston
EMA/HSDA, especially those underserved or unserved popul ation
groups which include: African American, Hispanic/Latino, Women
and Children, Veteran, Deaf/Hard of Hearing, Substance Abusers,
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Homeless and Gay/L esbian/Transsexual.

B. Youth targeted Service Linkage, Care and Prevention: Services
will be available to eligible HIV-infected Y outh (ages 13 — 24)
residing in the Houston EMA/HSDA with priority given to clients
most in need. All Y outh who receive services will be served
without regard to age (i.e. limited to those who are between 13- 24
years of age), gender, race, color, religion, nationa origin, sexua
orientation, or handicap. Services will target low income Y outh
living with HIV/AIDS who demonstrate multiple medical, mental
health, substance use/abuse and psychosocial needs including, but
not limited to: mental health counseling, substance abuse treatment,
primary medical care, specialized care, aternative treatment,

medi cations, placement in amedical facility, emotiona support,
basic needs for food, clothing, and shelter, transportation, legal
services and vocational services. Services will also target Y outh
who cannot function in the community due to barriers which
include, but are not limited to, mental illness and psychiatric
disorders, drug addiction and substance abuse, extreme lack of
knowledge regarding available services, inability to maintain
financial independence, inability to complete necessary forms,
inability to arrange and compl ete entitlement and medical
appointments, homel essness, deteriorating medical condition,
illiteracy, language/cultural barriers and/or the absence of speech,
sight, hearing, or mobility.

Youth Targeted Service Linkage, Care and Prevention isintended
to serve eligible youth in the Houston EMA/HSDA, especially those
underserved or unserved population groups which include: African
American, Hispanic/Latino, Substance Abusers, Homeless and
Gay/L eshian/Transsexual .

Services to be Provided: Goal (A): ServicelLinkage: The expectation isthat asingle
Service Linkage Worker Full Time Equivalent (FTE) targeting Not-
In-Care and/or newly-diagnosed PLWHA can serve approximately
80 newly-diagnosed or not-in-care PLWH/A per year.

The purpose of Service Linkageisto assist clients with the
procurement of needed services so that the problems associated with
living with HIV are mitigated. Service Linkageisaworking
agreement between a client and a Service Linkage Worker (SLW)
for an indeterminate period, based on client need, during which
information, referrals and service linkage are provided on an as-
needed basis. The purpose of Service Linkageisto assist clients
who do not require the intensity of Clinical or Medical Case
Management, as determined by RWGA Quality Management
guidelines. Service Linkage is both office- and field-based and may
include the issuance of bus pass vouchers and gas cards per
published guidelines. Service Linkage targeted to Not-In-Care
and/or Newly-Diagnosed PLWHA extends the capability of existing
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programs with a documented track record of identifying Not-In-Care
and/or newly-diagnosed PLWHA by providing “hands-on” outreach
and linkage to care services to those PLWHA who are not currently
accessing primary medical care services.

In order to ensure linkage to an ongoing support system, eligible
clients identified funded under this contract, including clients who
may obtain their medical services through non-Ryan White-funded
programs, must be transferred to a Ryan White-funded Primary
Medical Care, Clinicd Case Management or Service Linkage
program within 90 days of initiation of services as documented in
both ECLIPS and CPCDMS data systems. Those clients who
choose to access primary medical care from a non-Ryan White
source, including private physicians, may receive ongoing service
linkage services from provider or must be transferred to a Clinical
(CCM) or Primary Care/Medica Case Management site per client
need and the preference of the client.

GOAL (B): Thiseffort will continue a program of Service Linkage,
Care and Prevention to Engage HIV Seropositive Youth targeting
youth (ages 13-24) with a focus on Youth of color. This service is
designed to reach HIV seropostive youth of color not engaged in
clinical care and to link them to appropriate clinical, supportive, and
preventive services. The specific objectives are to: (1) conduct
outreach (service linkage) to assist seropositive Y outh learn their HIV
status, (2) link HIV-infected Y outh with primary care services, and (3)
prevent transmission of HIV infection from targeted clients.

Service Unit Definition(s): | One unit of serviceis defined as 15 minutes of direct client services

RWGA Only and allowable charges.

Financial Eligibility: Refer to the RWPC’ s approved FY 2015 Financial Eligibility for
Houston EMA Services.

Client Eligibility: Not-In-Care and/or newly-diagnosed HIV-infected individuals
residing in the Houston EMA.

Agency Requirements: Service Linkage services will comply with the HCPHES/RWGA

published Service Linkage Standards of Care and policies and
procedures as published and/or revised, including linkage to the
CPCDMS data system.

Agency must comply with all applicable City of Houston DHHS
ECLIPS and RWGA/HCPHES CPCDMS business rules and policies

& procedures.

Service Linkage targeted to Not-In-Care and/or newly diagnosed
PLWHA must be planned and delivered in coordination with local
HIV prevention/outreach programs to avoid duplication of services
and be designed with quantified program reporting that will
accommodate local effectiveness evaluation. Contractor must
document established linkages with agencies that serve HIV-infected
clients or serve individuals who are members of high-risk population
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groups (e.g., men who have sex with men, injection drug users, sex-
industry workers, youth who are sentenced under the juvenile justice
system, inmates of state and local jailsand prisons). Contractor must
have formal collaborative, referral or Point of Entry (POE) agreements
with Ryan White funded HIV/AIDS primary care providers.

Staff Requirements: Service Linkage Workers must spend at least 42% (867 hours per
FTE) of their time providing direct client services. Direct service
linkage and case management services include any activitieswith a
client (face-to-face or by telephone), communication with other
service providers or significant others to access client services,
monitoring client care, and accompanying clients to services.
Indirect activities include travel to and from a client's residence or
agency, staff meetings, supervision, community education,
documentation, and computer input. Direct case management
activities must be documented in the CPCDM S according to system
businessrules.

Must comply with applicable HCPHESRWGA published Ryan
White Part A/B Standards of Care:

Minimum Qualifications:

Service Linkage Workersmust have at aminimum aBachelor’s
degree from an accredited college or university with amajor in socia
or behavioral sciences. Documented paid work experiencein
providing client services to PLWH/A may be substituted for the
Bachelor’ s degree requirement on a 1.1 basis (1 year of documented
paid experience may be substituted for 1 year of college). All Service
Linkage Workers must have a minimum of one (1) year paid work
experience with PLWHA.

Supervision:

The Service Linkage Worker must function within the clinical
infrastructure of the applicant agency and receive ongoing
supervision that meets or exceeds HCPHES/RWGA published Ryan
White Part A/B Standards of Care for Service Linkage.

Specia Requirements: Contractor must be have the capahility to provide Public Health
RWGA Only Follow-Up by qualified Disease Intervention Specialists (DIS) to
locate, identify, inform and refer newly-diagnosed and not-in-care
PLWHA to outpatient primary medical care services.

Contractor must perform CPCDMS new client registrations and, for
those newly-diagnosed or out-of-care clients referred to non-Ryan
White primary care providers, registration updates per RWGA
business rules for those needing ongoing service linkage services as
well as those clients who may only need to establish system of care
eligibility. This service category does not routinely distribute Bus
Passes. However, if so directed by RWGA, Contractor must issue
bus pass vouchers in accordance with HCPHES/RWGA policies and
procedures.
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FY 2018 RWPC “How to Best Meet the Need” Decision Process

Step in Process: Council

Date: 06/08/17

Recommendations: Approved: Y No: If approved with changes list changes
Approved With Changes: below:

1

2.

3.

Step in Process: Steering Committee

Date: 06/01/17

Recommendations: Approved: Y No: If approved with changes list changes
Approved With Changes: below:

1

2.

3.

Step in Process: Quality Assurance Committee

Date: 05/18/17

Recommendations: Approved: Y No: If approved with changes list changes
Approved With Changes: below:

1

2.

3.

Step in Process: HTBM TN Workgroup

Date: 04/25/17

Recommendations: Financia Eligibility:




SUMMARY FOR HOW TO BEST MEET THE NEED

Harris County

Public Health

Bullding a Healthy Community

RYAN WHITE PART A QUALITY MANAGEMENT PROGRAM
HousToON EMA
CLIENT SATISFACTION REPORT, 2016
PREPARED BY HARRIS COUNTY PUBLIC HEALTH
RYAN WHITE GRANT ADMINISTRATION

MARCH 2017

CONTACT:

Tasha Traylor, MA

Project Coordinator - Quality Management Development
2223 West Loop South, RM 417

Houston, TX 77027

713-439-6038

ttraylor@hcphes.org
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CLIENT SATISFACTION SURVEY SERVICE CATEGORY SUMMARY

There were 252 respondents for case management services and the general consensus was favorable. See the Attachments section for the
comprehensive output for case management services.

CASE MANAGEMENT SERVICES

does your case manager 231 9 4 0 1 7 252
treat you with dignity and 92% 4% 2% 0% 0% 3%

respect?

are your meetings with 162 47 16 3 9 11 248
your case manager at 65% 19% 6% 1% 4% 4%

times and locations that
are based on your
preferences? (How often
do you have a “say so” on
when and where you

meet?)

does the staff ask if you 168 45 18 4 8 1 244
have other problems or 69% 18% 7% 2% 3% 0%

needs that are not being

addressed?

do you find the 180 46 10 5 0 0 241
information provided to 72% 19% 4% 2% 0% 0%

you by the staff to be
correct and helpful?

are you with your case 193 43 5 1 5 247
manager’s knowledge of 78% 17% 2% 0% 2%
community services and

Page 11 of 13
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his/her ability to connect
you with those services?

from this agency overall?

are you with the staff's 206 30 1 2 3 242
efforts to make sure that 85% 12% 0% 1% 1%

all of your personal

information stays

confidential?

are you with the quality of | 192 42 2 0 4 240
the service you receive 80% 18% 1% 0% 2%

well does the staff
communicate with you in
your language?

How would you rate the 178 48 9 4 3 4 246
staff's understanding and 72% 20% 4% 2% 1% 2%

respect of your cultural /

ethnic background and/or

your lifestyle?

If English is not your 89 24 6 1 0 118 238
primary language, how 37% 10% 3% 0% 0% 50%

Page 12 of 13
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How much would you say
that the case management
you receive from this
agency has helped you to
improve the problems,
feelings, or situations that
brought you here?

How much time usually
passes between the time
of your appointment, and
the time you actually
receive service?

If you make appointments,
how often are you able to
get them scheduled for a
reasonable date and

during hours that are
convenient for you?

How highly would you
recommend this agency to
others?

203
83%

135
56%

155
64%

191
80%

11%

29%

25%

3%

8%

7%

1%

2%

2%

2%

0%

1%

2%

0%

0%

2%

2%

2%

246

240

242

239

How would you rate the
convenience of the office
hours here?

141
58%

64
26%

25
10%

2%

1%

2%

242

Page 13 of 13
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. Harris County
Umair A. Shah, M.D., M.P.H. ' . Public Health Eﬁ:ﬂ?ﬁ?ﬁi‘gﬁimr

Executive Director
Disease Control & Clinical

2223 West Loop South i i
Houston, Texas 77027 Build ‘ng a Healthy Comm I.ll'llt)' Prevention (DCCP) Division
Tel: (713) 439-6000 2223 West Loop South
Fax: (713) 439-6080 Houston, Texas 77027

Tel: (713) 439-6000

Fax: (713) 439-6199

FY 2015 PERFORMANCE MEASURES HIGHLIGHTS
RYAN WHITE GRANT ADMINISTRATION

HARRIS COUNTY PuBLIC HEALTH (HCPH)

HCPH is the local public health agency for the Harris County, Texas jurisdiction. It provides a wide variety of public health activities and
services aimed at improving the health and well-being of the Harris County community.

Follow HCPH on Twitter @hcphtx and like us on Facebook
. @ R ———————————.
www.hcphtx.org



Ryan White Part A

HIV Performance Measures

FY 2015 Report

Non-Medical Case Management / Service Linkage

All Providers

For FY 2015 (3/1/2015 to 2/29/2016), 6,249 clients utilized Part A non-medical case management.

Page 12 of 26

HIV Performance Measures FY 2014 FY 2015 Change
A minimum of 70% of clients will utilize Part A/B/C/D primary 3528 2870
care two or more times at least three months apart after i i -3.8%
. ) . (49.7%) (45.9%)
accessing non-medical case management (service linkage)
P_erce_ntage of clients yvho ut|I_|zed_ primary medical care for the 345 (4.9%) | 336 (5.4%) 0.5%
first time after accessing service linkage
Number of days between first ever service linkage visit and first
ever primary medical care visit:
Mean 43 29 -32.6%
Median 19 14 -26.3%
Mode 7 7 0.0%
60% of newly enroIIeFi clients will have a medical visit in each 136 (54.6%) | 105 (49.3%) -5.30%
of the four-month periods of the measurement year

13
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Feature

Providing Education and Care for the Newly Diagnosed
Patient

By Sony Salzman

October 5, 2015

With today's arsenal of effective antiretroviral treatments for HIV, many newly diagnosed
patients go on to live long and healthy lives. However, some patients face challenges that
make it difficult for them to stick to their antiretroviral treatment. Patients have to be willing
and able to take medication every day, but for many, drug adherence is not as easy as it
sounds.

As clinicians and case managers can attest, "willing and able" is not a rote cliché. Many
patients are unable to take medication because they struggle to meet their other basic
needs, such as food and housing security. Others are technically "able," but face psycho-
social challenges because of cultural beliefs, depression and other factors in their lives that
derail their HIV treatment.

An HIV diagnosis can be an extremely stressful event, and doctors might worry about how
patients will handle the challenges facing them. Clinicians often try to identify the patients
they think are unlikely to come back for appointments and stick to treatment. Sometimes,
these patients are easy to identify because they are homeless, food-insecure or addicted to
injection drugs. However, in most cases it's very difficult to predict which patients are
high-risk.

Addressing Basic Needs

Frances Morales, an HIV counselor and case manager at Brigham & Women's Hospital in
Boston, Massachusetts, worries most about the homeless patients under her care.
Morales, who specializes in HIV case management in children and young adults, said that
taking care of a patient's housing and other basic needs must be the first step before
focusing on treatment and drug adherence.

"Not only do you give someone [test] results that change their life,” Morales said, "but you
also have to realize that, when it comes down to it, they don't have anywhere to go once
they leave your office."”
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A large part of Morales' job is linking these patients to public assistance and housing
programs. "You need to take care of the most basic needs that the person has in order to
have them consider taking care [of] something as important as an HIV diagnosis,"” she
said.

Lack of education can also make it near impossible for some patients to navigate the
paperwork and bureaucracy of public assistance programs. Morales organizes a lot of
three-way calls with her patients and public assistance employees. Morales listens as her
patients try to explain what they need, and she steps in if communication breaks down.
Morales says that this technique has helped many of her patients learn to navigate these
systems on their own.

Newly diagnosed patients with severe drug addiction also need a lot of active intervention
before they start on treatment, said Jeffrey Hsu, M.D., assistant professor, Johns Hopkins
University. As a psychiatrist, Hsu sees many newly diagnosed HIV patients with cognitive
or behavioral problems that stand in the way of their antiretroviral treatment.

When patients are severely addicted to opioids, it's difficult for them to make it to the
doctor's office for appointments, Hsu said, so treating their addiction is the first step.

Identifying Other High-Risk Patients

Even patients with stable income and support networks have trouble sticking to treatment.
Social and cultural factors might get in the way, and patients often consciously or
subconsciously decline medication.

Poor adherence is often difficult to predict, said Nancy Reynolds, RN, Ph.D., professor of
nursing at Yale University. Reynolds has spent much of her career dedicated to solving the
riddle of why some HIV patients have a hard time starting and staying on antiretrovirals.

"It's something we haven't fully nailed," she said. "We have a good idea now about what
factors are related to poor adherence, but we're not great at, in an anticipatory way,
[predicting] who is going to have problems with adherence."”

Reynolds said research in fact shows that when health care providers try to identify
high-risk patients based on their socio-demographic factors, it "hasn't really panned out.”
Reynolds believes that a better strategy is to ask patients about their belief systems.

For example, do they belief HIV is a death sentence? Do they truly believe the medication
will keep them healthy? Does treatment violate their religious beliefs? Are they afraid other
people will find out about their HIV status?

Once these factors are identified, then it's the clinician's responsibility to explain the value
of treatment in terms that the patient can understand. Too often, health care providers
describe the importance of medication adherence in "medicalized" language, Reynolds
said. She says that these technical explanations simply don't fit within the patient's
worldview.
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Treating Depression First

Depression is an extremely limiting factor when it comes to medication adherence. Every
clinic should screen for depression when a person is first diagnosed with HIV, Reynolds
said.

Hearing the news about a positive diagnosis can be one of the most stressful events of a
person's life. Often, a positive diagnosis can be a trigger for depression, Hsu said.

Reynolds' past research shows that "people who had dire views about iliness are the ones
who had more difficulty adhering to medication," she said. Some patients already suffered
from clinical depression prior to their diagnosis, and once diagnosed, feel helpless and
despondent when it comes to seeking treatment.

In Hsu's experience, it's not beneficial to start patients on antiretroviral treatment until their
depression is addressed first. Hsu said it's a good sign if a patient is treated for depression
and consistently takes antidepressant medication. If a person is regularly taking
antidepressants, it might be possible to gauge his or her willingness adhere to HIV
antiretrovirals, he said.

Leaving the Door Open

Sometimes, despite Morales' best efforts and educational outreach, some of her patients
still decline treatment. Her most challenging patients are those who were prenatally
infected, and have been coping with their status since birth.

For these patients, antiretroviral medication is a grim reminder of their status, and
something they would rather not think about. When patients consciously decide to stop
medication, it is "one of the most difficult things to witness," she said.

Reynolds noted that, for many patients, even the act of taking a pill every day is a
significant barrier for treatment. Still, "I think it should be somebody's right to decide to go
off medicine," she said.

"As a provider, | think you want to make sure they have as much information available to
inform those choices," Reynolds said. Morales agreed. For her, the first step is confirming
that her patients have their basic needs addressed. Next, the patient must be properly
informed about all the benefits of antiretroviral treatment. After that, adherence "just has to
be within them," she said.

For Morales, delivering quality care is about never becoming angry or frustrated with her
patients, and never "closing the door."

Sony Salzman is a freelance journalist reporting on health care and medicine, who has
won awards in both narrative writing and radio journalism. Follow Salzman on Twitter:

@sonysalz.
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Low health literacy has been linked to inadequate engagement in care and may serve as a contributor to poor health outcomes
among people living with HIV and AIDS. The purpose of this paper was to examine the perspectives of health care providers
and professional care team members regarding health literacy in HIV disease. A secondary data analysis was conducted from a
qualitative study aimed at understanding factors that help an HIV positive person to manage their HIV disease. Data were collected
from sites in Botswana, the US, and Puerto Rico. In the parent study, data were collected through focus group discussions with 135
people living with HIV, 32 HIV health care providers (HCPs), and 39 HIV professional care team members (PCTMs). SPSS was
used to analyze quantitative data while ATLAS.ti was used to analyze qualitative data. The findings from analyses of the perspectives
of HCPs/PCTMs suggested that linguistic and cultural factors were important themes in the exchange of HIV information between
health care providers and PLHIV. These themes included ineffective communication, health seeking behavior, cultural facilitators,
and complementary and alternative/traditional healing methods. Thus, this study suggests that language and culture have a major
role in health literacy for PLHIV.



1. Background

Defined as an individual’s ability to access, process, and
comprehend health-related information with the goal of
making appropriate decisions [1], the concept of health
literacy gained momentum in the US in the 1990s [2]. The
Institute of Medicine conceptualized health literacy as a
“set of individual capacities in the four domains of cultural
and conceptual knowledge, speaking and listening skills,
writing and reading skills and numeracy” (IOM). Low health
literacy has been noted as a risk factor for poor patient
outcomes, particularly in patients living with HIV disease
[3-6]. Researchers, programmers, and policy makers have
realized that, for patients to meaningfully participate in their
self-care, health providers must recognize and respect the
patient’s right to receive oral and written information about
his or her health condition and its management in a way that
he or she can comprehend [7-9].

Health literacy influences patient outcomes at three crit-
ical junctures of access to health care, interaction between
patient and health care provider, and self-care [10]. Persons
with HIV/AIDS who have low health literacy are more likely
to have poor access to health services compared with high
health literacy and are at a greater risk for poor health
outcomes [11]. For people living with HIV, adequate health
literacy is critical for treatment adherence and for promoting
healthy behaviors in their daily lives. In order to achieve and
maintain HIV viral suppression, adherence to HIV treatment
regimens requires a constant, near-perfect medication adher-
ence rate for many medications [12]. Medication adherence
is therefore a critical issue because poor rates of adherence
can lead to unsuccessful viral suppression, resistance to
medication, opportunistic infections, overall poor health,
decreased quality of life, and potentially death [13, 14].

Various sociodemographic characteristics may influence
health literacy. Women have been found to be less able than
men to follow medication instructions and answer questions
about their HIV treatment regimen [15]; a high perception
of social stigma has been a significant independent predictor
of poor medication adherence for those individuals with
low health literacy [10]; individuals with low literacy were
significantly less likely than those with high health literacy
to have taken medications at necessary adherence levels [16];
and individuals with low health literacy were less able to
describe CD4 count and viral load and correctly identify
medications in their regimen than those with high health
literacy [17, 18].

Patient and provider communication varies with levels
of health literacy as the person with low health literacy may
not know what questions to ask or may not fully com-
prehend what the provider is communicating. Researchers
estimate the proportion of people living with HIV/AIDS who
demonstrate lower or marginal health literacy levels to be
around 18-20% [3, 4, 16, 19]. There are inconsistent findings
on the association between health literacy and medication
adherence among PLHIV. Several authors showed that lower
functional health literacy is related to poorer adherence [16,
17, 20]. However, others have found that lower functional
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health literacy was not associated with lower medication
adherence [11, 21, 22].

Language and culture play a role in clients’ understand-
ing of health information [23]. According to Webster’s II
dictionary, the term “language” refers to a system of words
formed from a combination of voice sounds, gestures, and
written symbols used by people of a particular country or by
a group of people with a shared history or set of traditions
to communicate thoughts and feelings. Language is therefore
used to transmit culture from one generation to the other.
Inability to read, write, or speak a certain language affects
one’s health literacy.

It is widely understood that it is critical to use simpler
language for those who have low literacy because reading
levels influence the ability to understand complex health
conditions. Contextual language refers to the use of language
associated with someone’s life experiences, whereas the use
of technical language is referred to as jargon. The speed at
which an individual speaks as well as the number of thoughts
communicated at a time while people interact is referred to
as structural characteristics of dialogues/conversations [24].

The effects of low health literacy might be more pro-
nounced among PLHIV from minority groups than those
from the dominant culture because of the interactions
between literacy and language as a cross-cultural barrier [25].
For instance, a San Francisco born patient with low health
literacy and HIV might be able to communicate with health
care providers, navigate the health care system, and self-
manage the HIV and other comorbidities more effectively
than a recent migrant who also has low literacy and HIV
[25]. The US Department for Health and Human Services
(USDHHSY) (2011), in a study of ten HIV services that treat
predominantly Latinos, suggested that language differences
between providers and clients serve as a deterrent to accessing
such services. According to Singleton and Krause [25],
language and culture provide a context for the acquisition and
application of health literacy skills.

Healthy People 2020 defines health literacy as “the ability
to understand basic health information and services needed
to make appropriate health care decisions” [9, 26]. Other def-
initions suggest that a person must first be able to obtain and
interpret health information and services [1]. Furthermore,
the US Institute of Medicine (IOM) notes that health literacy
is not solely determined by a patient’s ability to access and use
health information and services; it is also impacted by the way
in which health care providers provide clear and appropriate
health information.

According to the US Department of Health and Human
Services [26], 90% of adults in the United States experience
difficulty understanding health information that currently
is available through the media, health care facilities, and
communities. This struggle to understand health information
or health illiteracy occurs when information is not provided
in a patient’s preferred language or if the way information
is presented is not well suited for the patient [27]. Health
literacy in not solely based on an individual’s ability to read; it
is their ability to read, listen, and analyze health information
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and then apply that information in order to make complex
health care decisions [28].

When health care providers use medical terminology
that patients are not familiar with, it may be misunderstood
and can lead to difficulty following health care plans and
treatment. Although limited health literacy can occur among
any population, it is more prevalent among those who
speak limited or no English, minority populations, medically
underserved communities, and older adults [27]. Generally,
people understand written information at a reading level
three years lower than their highest level of education. For
example, an adult who has earned a high school degree likely
reads at a seventh or eighth grade education level [28].

Health Literacy in HIV/AIDS. As of 2013, 35 million people
in the world are living with HIV; approximately 24.7 million
(70.5%) of those living with HIV are located in Sub-Saharan
Africa [29]. Despite efforts to decrease transmission rates
and increase education and prevention efforts, HIV continues
to spread. With 2.1 million new infections each year, HIV
continues to be a worldwide concern [29]. Furthermore,
approximately half (19 million) of those living with HIV
do not know their positive status [29, 30]. Although these
statistics are concerning, the rate of transmission has seen
a steady decline over the past few years [30]. Between 2011
and 2014, the rate of new HIV infections declined by 13%
globally; in 10 countries HIV new infection rates dropped
by 75% and in 27 countries the rate dropped by 50%
[30]. These decreasing rates can be attributed to education
and prevention efforts, increased access to health care, and
increased supply of antiretroviral medications [30].

In Sub-Saharan Africa, 86% of those who know they
are infected with HIV have access to and are taking ART
medication; most of those (76%) have even reached viral
suppression [30]. However, this is not the global trend. Most
PLHIV (63%) are not able to access ART [30]. There are many
reasons a person may not know their diagnosis, establish a
professional relationship with a health care provider, undergo
treatment with ART, or adhere to HIV medications and
treatment. These include lack of access to health care facilities
or providers, inability to pay for testing or transportation,
belief that treatment is unavailable or ineffective, culture and
language barriers, fear of discrimination or stigma towards
HIV or testing site, and confidentiality concerns [31-34].

Almost all of the previously mentioned barriers may be
impacted by an individual’s level of health literacy. Low health
literacy has been linked to less understanding about HIV and
its treatment, lower CD4 cell counts, higher viral loads, and
more frequent hospitalizations [3, 4, 35]. Health literacy has
been so strongly linked to disease understanding, treatment
adherence, and health outcomes that recommendations sug-
gest that health literacy should be assessed routinely when
working with patients, specifically those who are infected
with HIV [21, 35]. Multiple studies have established that med-
ication adherence when taking antiretroviral therapy (ART)
is imperative in achieving optimal treatment outcomes; the
risk of low medication adherence is possible development of
viral resistance and decreased medication efficacy [36-38].
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Kalichman and colleagues [39] reported that 18-25% of
PLHIV had low health literacy skills, which contributed to
a higher rate of missed medication doses than patients with
higher health literacy. These missed doses then lead to poorer
viral response to treatment and poorer immune functioning
than their higher health literacy counterparts [39]. Even if
patients with HIV report they understand their treatment
plan during their office visit, low health literacy may still cause
missed doses, difficulty understanding medication labels, and
inability to understand prescription warning labels [40, 41].

Medication adherence and disease understanding
increase when patients receive information regarding
their treatment plan that is tailored to their specific need
[42, 43]. When patients have answers to specific questions
and that information is provided in a way that is easy for
them to understand, they are more likely to comply with
their medication regimen [42]. However tailors health
information requires a larger investment of time and effort
than general health information [42]. In an effort to save
time, providers are more likely to provide the same health
information to all patients with the same disease, regardless
of their health literacy or primary language.

Because medication adherence is so important, practi-
tioners must also understand the variety of psychosocial
characteristics that play a role in a patients ability and
decision to take medications as prescribed. Factors that
increase adherence include positive attitudes towards med-
ication, fewer depressive symptoms, and greater self-efficacy
for taking medications [38].

Maddigan and colleagues [44] define medication man-
agement capacity (MMC) as the “cognitive and functional
ability to self-administer a medication regimen as it has
been prescribed” (p. 333). In order to do this, one must be
able to identify the correct medication, dose, and time of
administration each time they are required to take medicine.
This process can become extremely time consuming and
confusing when applied to medication management [45, 46].

Influence of Language and Culture in Patients’ Management of
HIV. Health and health behaviors are influenced by culture
[47]. Defining culture is complex; according to Fiske [48],
culture is “a socially transmitted or socially constructed con-
stellation consisting of such things as practices, competencies,
ideas, schemas, symbols, values, norms, institutions, goals,
constitutive rules, artifacts, and modifications of the physical
environment.”

HIV/AIDS stigma has been shown to be a barrier between
patients accessing prevention and treatment services [49, 50].
Attitudes towards PLHIV are largely negative among the
general US population and usually include negative feelings
related to homosexual stigma and personal responsibility [49,
51, 52]. A variety of factors including health literacy, culture,
level of self-efficacy, and attitude towards health behaviors
influence the level of health information an individual may
acquire at any point during their health care or throughout
their life [53]. As a result, determining how to appropriately
tailor health information towards specific populations is
complex and multifactorial.



This paper focuses on perspectives of health care
providers (HCPs) and professional care team members
(PCTMs) about the role of language and culture in health
literacy for PLHIV. This study is part of a larger study aimed at
gaining further understanding of individual factors that assist
a person living with HIV to manage their treatment regimen,
specifically to adhere to medications, reduce HIV transmis-
sion risk behaviors, and manage HIV. A second aim was to
determine the perception of HCPs and PCTMs regarding the
health literacy needs of PLHIV. Health care providers were
HIV medication prescribers while professional care team
members were non-HIV medication prescribing health care
providers.

2. Methods

2.1. Study Design. The study employed a descriptive,
exploratory qualitative design to explore patient-provider
communication and its related factors from the perspective
health care providers and professional team members. It
was envisaged that a qualitative approach would increase
understanding of individual factors that help HIV positive
persons manage their HIV.

2.2. Study Settings. 'The study settings were Botswana, Puerto
Rico, and the US. Botswana had one site in Gaborone
while US had seven sites in Cleveland, Ohio; New York,
New York; Newark, New Jersey; Wilmington, North Car-
olina; San Francisco, California; Boston, Massachusetts; and
San Juan, Puerto Rico. Botswana represented a developing
middle-income country in Southern Africa while the USA
represented a developed high income country. The two
countries have different health care systems, cultures, and
languages.

3. Human Subjects Protocol

Ethical clearance was obtained from the University of Cal-
ifornia San Francisco institutional review board since the
study was conducted as part of the UCSF International HIV
Research Network. Additional review was conducted at each
of the academic and clinical institutional review boards in
each participating country and city. Individual participants
provided written consent prior to participation in the study
and were informed that they could refuse to participate or
withdraw participation at any time.

3.1. Data Collection Tools. The sociodemographic data col-
lection tool for PLHIV consisted of demographic and social
characteristics of gender, biological sex, age, race/ethnicity,
primary language, formal education, geographical residence,
income, health insurance, employment status, duration of
HIV seropositivity, AIDS diagnosis, and other medical diag-
noses. The sociodemographic data collection tool for health
provider consisted of the site codes, the demographic and
social characteristics of age, nationality and residence, pri-
mary language, profession/cadre, gender, and HIV and AIDS
management training.
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Health literacy was addressed in separate focus groups:
those with PLHIV and those with health care providers and
professional care team members. In the PLHIV focus groups,
11 open-ended questions covered information on HIV and
its treatment, the nature of patient-provider communication,
and facilitators and impediments for accessing HIV-related
information. For the analysis in this paper, we conducted
focus groups with health care providers and professional
care team members and included six open-ended questions
related to HIV information for patients and challenges in
providing HIV and treatment information to patients. The
questions regarding challenges were organized into three
topics: the patient’s own personal factors, environmental
factors, and health care system factors.

4. Population and Sampling

The populations for the study included professional care
team members and health care providers managing the
treatment regimen for people living with HIV. Health care
providers included prescribers and nonprescribers of HIV
medications.

A convenience and purposely drawn sample of 32 health
care providers and 39 professional care team members was
included in the focus groups from all study sites. PLHIV
and health care providers were organized into 17 and 6 focus
groups, respectively. Informed consent was obtained from
the HCPs and PCTMs with discussion of the purpose of the
study by the principal investigator or study staff. Health care
providers/health care professionals included in the sample
were required to be providers of direct care or support to
PLHIV.

4.1. Recruitment of Study Participants. Participants were
recruited from a total of eight sites: one site in Botswana and
seven sites in the USA. Participants were recruited because
of their involvement in direct care provision in HIV clinics
and AIDS Service Organizations. Data collection occurred
during the period of June to December 2013. In each site,
the principal investigators or a study staff explained the
purpose of the study and provided the consent form. Upon
completion of the consent form, the focus groups were held.
Remuneration was offered in the form of a small monetary
token of appreciation.

4.2. Data Collection. Quantitative data were collected by the
investigators from individual participants in a private space
with the aid of a structured tool including demographic data.
The participants responded to the tool in the presence of an
investigator who clarified questions. Focus group discussions
were used to generate qualitative data from the health care
providers and professional care team members. The discus-
sions were facilitated by the investigators with the use of an
open-ended interview guide. The focus group discussions
were conducted in private quite rooms and lasted 1.5 to 2
hours. In all sites, the principal investigator(s) observed the
process and took notes throughout the interview session.
The discussions were audiotaped and later were transcribed
verbatim.
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5. Data Analysis

Descriptive statistics were used to analyze the demographic
data. Transcribed data from the focus group discussions
were imported into ATLAS.ti qualitative analysis software
(ATLAS.ti, 2011) for our approach to coding and analysis.
The analyses were developed by working through each
transcript, development of a codebook, and double-coding
several transcripts to ensure intercoder reliability (90%).
Subsequent to the development of the codebook, a single
coder with expertise in qualitative methods completed all
coding. Content analysis was conducted with review of all
coding and themes that were identified in ATLAS.ti by the
principal investigators from each site.

6. Sample

6.1. Characteristics of the Sample

6.1.1. Health Care Providers (HCPs). Health care providers
were HIV treatment prescribers and they were 32 in number
(35.3% female and 64.7% female valid entries) from 6 USA
sites (56.2%), one Botswana site (25%), and one Puerto
Rico site (18.8%). The sample of health care providers had
a mean age of 45.4 years (SD = 10.2) with a range of
28 to 63 years. Primary languages spoken were primarily
English (65.6%) and Spanish (18.8%). Highest educational
qualifications were doctoral/medical/law degree (43.8%),
master’s degree (40.6%), college/BS or BA (12.5%), and
others such as Doctor of Nursing Practice (DNP) and nurse
practitioner (NP) (3.1%). Professional titles were advanced
practice nurse (45.2%), physician (34.4%), registered nurse
(9.7%), and others such as dentist and physician assistant
(9.7%).

6.1.2. Professional Care Team Members (PCTMs). Profes-
sional care team members were non-HIV medication pre-
scribing health care providers. The sample included an n
of 39 (72.7% females and 27.3 males) from 5 USA sites
(92.1%) and one Botswana site (7.9%). The sample had a
mean age of 42.7 years (SD = 11.1) with a range of 25 to
72 years. Primary languages spoken were English (86.8%)
and others such as Setswana and Portuguese (13.2%). Highest
educational qualifications were two-year college programs
(33.3%), college/BS or BA (33.3%), master’s degree (30.8%),
and doctoral/medical/law degree (2.6%). Professional titles
were registered nurse (39.5%), case manager (10.5%), licensed
social worker (7.9%), and a variety of others such as counselor,
chaplain, and medical assistant (41%).

7. Results

This study examined health literacy and the perspectives of
PCTMs and HCPs. Several themes that emerged from the
data addressed aspects of culture, language, health seeking
behaviors, and traditional healing/complementary and alter-
native healing.
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7.1 Ineffective Communication Related to Language and Cul-
ture. Ineffective communication included issues of spoken
language, use of technical language, and nonverbal or body
language. Spoken language was problematic to both patients
and providers. Some patients did not understand the lan-
guage of the HCP while some HCPs did not understand
the language of the patient. The issue of ineffective com-
munication arose in 5 out of 9 sites where focus groups
were conducted. For instance, in Botswana, most health care
providers/physicians were foreigners who could not speak
the local language while many of the patients could not
communicate in English. In San Francisco, California, 7%
of the patients spoke Spanish while others spoke French,
while the main stream language was English. Ineffective
communication at times manifested through the patient’s
nonverbal or body language upon arrival for inclusion in the
study.

One health care provider reported on language barriers
and interpreters as follows:

Language barrier is a challenge, yes it is another
one, the other one would be language, some-
times they don’t explain properly even when the
interpreter is there, you dont know what the
interpreter is saying the right thing, you may say
something in a minute and the interpreter takes
five minutes and you wonder what the interpreter
is saying (lots of laughter from both researchers
and doctors) and you are thinking what is she
going to say?

The ineffective communication was addressed through the
use of several strategies. The commonest strategy in different
sites was the use of interpreters. The concept of interpreters
varied across sites. High resourced countries such as the
USA are required to use professional interpreters in many
settings and may use language telephone lines and iPad
devices. However, even in the US, not all sites could afford
professional interpreters (if they were not required by statute
to do so) and resorted to using family members though this
is a known transgression of ethical standards. Even those
who had interpreters did not have interpreters available in all
languages. While the health care providers and professional
care team members appreciated the assistance that was
present in some health care systems for interpretation, they
also noted the limitations of this service. One health care
provider had this to say:

None of the physicians or providers like using the
language line, because it is so impersonal, but we
do not have interpreters for fifty languages. I know
that were seeking a case manager that might be
bilingual, but it’s not easy to find. They just kind
of work together with interpreters, case managers,
and we just try to seek out what we can, but it’s
tough. It's not ideal.

In Botswana, which is a low resourced country, staff used
for interpretation were nontrained staff and family members.



Interpreters were particularly used at the initiation of treat-
ment where comprehensive assessment was conducted, as
one PCTM noted the following:

Yes, your interpretation is correct, you rely on
the interpreter. Especially when you are initiating
[Anti - retroviral therapy] because that’s when you
ask more questions, at the beginning.

Physical disability also posed a communication barrier, as
one health care provider noted:

Thave a couple of patients who have HIV and who
are deaf, and so that presents a different [issue].
I think this goes back to the other thing about
cognitive ability.

Even where health providers were able to communicate with
PLHIV in the same language, it was difficult for some patients
to grasp the concepts that they were expected to understand.
One health care provider who had been providing care to
a patient for years noted the challenges of using analogies
that make sense to patients with low literacy, given the
microscopic size of the virus.

Ive always found that talking about HIV to people
with low health literacy, people who basically don’t
understand much about how the body functions
is very difficult because it is completely invisible,
the virus is invisible, the T-cells are invisible, no
one’s ever heard of a T-cell before and I don’t think
Ive ever found a way that really feels effective to
talk to it about it to people who are of that level.
I had one experience, I had a patient who I was
taking care of for years, and I sort of thought she
got the general picture and she went to see H and
he just told me “she doesn’t have a clue.” And, kind
of discouraging for me because I speak Spanish
and I thought I was explaining to her using the
language that she could understand, but I wasn't.
And H somehow built a house out of bricks and
used some analogy of bricks and a house that may
have worked better than any analogy I ever tried
to explain.

Although the nurse was fluent in Spanish, he did not grasp
the importance of developing a creative way to enable the
patient to understand the medical concepts under discussion.
At the same time some providers lacked enthusiasm for
information and were not willing to seek more evidence.
Instead, they were just content with telling patients that they
were told so and did not know how to use learning theory to
support their HIV education, as one HIV provider stated:

So when you teach them about this they will ask
you, how are the risks, we do not know, we are just
told, we are just given information, so we just tell
them even us we don’t know.

During provider patient interactions, some providers
used medical jargon that was not understood by PLWHIV.
From some providers’ perspectives, they noted that there
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was a spectrum of health literacy levels, with some patients
being illiterate, while others had limited literacy and some
although educated lacked literacy related to medical jargon.
It was also apparent that people with low health literacy
found it more difficult to understand the medical jargon than
those with high literacy levels. Health care providers also had
difficulties with expressing themselves in a simpler way and
in the patients’ primary languages. This was, however, limited
since health literacy was not directly measured in this study,
language.
One health care provider reported the following:

I asked him, do you know what a T-cell is or CD4
cell is? He said no, so we are starting all over, and
he’s still not taking his meds.

Another RN noted the need for nurses to clarify instruc-
tions to clients at a later date since during consultations
patients are inundated with lots of information in a short span
of time, leading to confusion as reflected below.

The provider had a tendency - and he knew it too,
- but to use a lot of medical jargon, you know,
to fly through a lot of information very quickly,
and so having the nurse be in the room, who then
can, either after the visit or next week, or you
know, whatever, go through, like, “Hey, did you
really understand what so- what your provider
was telling you?” Or they say, “I heard I'm getting
60 Percocet next week,” and I'll say, “Well, no,
actually I heard that youre not getting those for
another six weeks.”

7.2. Health Seeking Behaviors. Cultural orientation to health
seeking was shaped by the context in which the PLHIV
had been raised. Some patients had been raised under
episodic care coupled with the use of home remedies or tra-
ditional/complementary healing, and approaches to western
medicine were unfamiliar to them. One provider noted the
following:

Some of these folks don’t have that, have experi-
ence in that, ... have experience in some Latin
American countries of just episodic care. So to
think that you have an illness that needs ongoing,
lifelong care is a new concept altogether.

Therefore, expecting patients to conform to this process and
adhere to treatment was a challenge as yet another provider
noted the following:

... A lot of the Spanish speaking people who don’t
have a concept of what continuity of care is. And
it’s more episodic [care].

7.3. Cultural Facilitators. Cultural barriers and facilitators
influenced the health literacy experience of PLHIV in several
ways. Cultural beliefs informed health seeking behaviors and
the way PLHIV responded to the diagnosis and treatment
of HIV. Evolution of cultural beliefs was evident among
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some PLHIV as was illustrated by patients who made an
effort to repattern their beliefs. Health care providers also
described efforts to address the integration of culture for their
patients.

Culture evolves over time and this was illustrated by
some of the patients who had been on treatment for a while.
Some health care providers also noticed the changing cultural
beliefs of PLHIV. Cultural transition was noted by both health
care providers and PLHIV. One health care provider noted
the following:

To me I would say culture is not much of a prob-
lem, because people now understand HIV even
more, because in the past it used to be associated
with widowhood and the likes, but I would say
nowadays culture is not much of a problem, I think
maybe it’s because of the pill fatigue, but culture
is not a problem nowadays, even though some of
them would start with traditional doctors before
coming here, but people do understand.

Understanding the importance of culture in health literacy
and transcending language was illustrated through the quote
of this PCTM:

Sometimes I would try to draw things, or, espe-
cially with patients where English wasn'’t their first
language and I, and we didn’t have access to let’s
say a Creole interpreter, or the person I work with
wasn't available, especially if I was doing like, just
like medication teaching, I would actually, like, get
the pills, and so then they could, you know what 1
mean, or their medications, and wed go over them
kind of in a hands-on approach, so they knew, like,
the colors and what they were working with and
things like that.

In the Botswana setting, one provider noted the following.

Health care providers in cognizance of the cultural beliefs
of the PLHIV employed caring strategies that reflected
cultural competence. Aware of the pivotal role of cultural
beliefs in the health literacy of PLHIV, health care providers
used strategies that reflected cultural competence on their
part. They selected approaches that were more successful in
dealing with the patients in their homes. This health care
worker noted the importance of contextualizing care to the
culture of the patient.

Each culture has different strengths in faith or
mores or whatever. If you don’t use it, you can’t
help the person get better. Or you can’t help the
person to make a plan to get better. If you think
that I'm medical and I'm all that, and I have it
covered, you are a fool. They have to know that
every nuance of their being has to come into play
in order for them to want to get better, or I'm not
being punished for something, what did I do in my
life to deserve this, and so you can refocus them
and get them around but you have got to use what
is important to them in order to get them there.
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Another health care worker noted the importance of going
into the client’s environment to establish rapport.

It's been my experience, and I've had quite a few
clients, I would go to their homes and they would
say my CD4, my levels are this, and I only take this
herbal medicine, I never take my pills. So, based on
their religious beliefs and what they really believe,
you'll get the real story when youre sometimes
outside the clinical setting. And sometimes in
the clinical setting, if they've felt warmth to the
providers, the nurses, or the physicians, they will
even share with them their religious preferences or
even ask them to pray for them.

Health care systems also responded positively to issues
of cultural diversity by arranging knowledge development
seminars on culture of the patients for their staff. One health

worker reported what the management was planning to
do.

At our next network meeting, El Puente, a His-
panic agency, will be talking about culture, and
population, and the services they provide for the
Hispanic population in hopes that it would lead to
an in-service for providers to be more interested
and go to regarding the Hispanic population and
HIV [in order to provide optimal care].

Cultural competence was therefore observed at a health
provider and management level.

74. Traditional Healing/Complementary and Alternative
Modalities (CAM). In addition, these patients frequently
used traditional healing practices or complementary and
alternative care therapies such as herbal medicines and
spiritual healing. Concerns were voiced by health care
providers stated that

Spanish speaking people use a lot of herbal reme-
dies or other remedies that [um] have actually
worked for them in the past so why would they
try some of these pills that make them very ill
sometimes?

Yet another health care provider in the US reported the
following:

I am just thinking of a couple of patients that
are from Haiti or outside the U.S., and previous
knowledge based on whether it’s popular myth or
family discussions is really hard to dissuade. I have
a couple of patients who adamantly do not believe
that they have HIV, or that they, you know, can
treat it with medicines that they get at home, and
so, I don't, I don’t have an answer for that. I don’t
know how to fix that or change that or talk to it.

Indeed, a few patients consulted a traditional healer
before being diagnosed with HIV in a clinic. Some patients
admitted consulting traditional healers to no avail and after



approaching the western health care system where a diagnosis
of HIV positive was made, followed by initiation of ARV, one
patient had this to say:

I was losing weight and had persistent headaches.
I used to smoke umm...what is it? ...I used
traditional medicine and it was not helping. Then
I said to myself, we are told about the incurable
disease from the radio and we are urged to go to
the hospital and get tested, I went to the hospital
in 2009 and got tested and checked my CD4 count
and my CD4 count was 400.

Another health care provider in the US noted the following
regarding complementary and alternative methods used by
PLHIV as an adjunct to ARV therapy:

What I do is you still have to give them the
information that you know is valid. Whether they
receive it or not, or if they want to put their belief
as primary for what’s healing them, or what they
feel as though is going to be their punishment, or
whatever their beliefs and customs. Sometimes 1
just stick to what I know is valid, and you listen.
Sometimes it’s the opportunity to just allow them
to talk about what their beliefs and practices are,
and then just to come alongside them. You can’t
really go against it.

8. Discussion

The results of this study suggest the critical importance of
cultural and linguistic barriers and facilitators to health care
and the impact of health seeking behaviors and traditional
and complementary/alternative healing. Several strategies
were used by health care providers to render care in the
face of these barriers with some strategies yielding positive
outcomes for patients. When health care providers are not
able to communicate in the client’s language, quality of care
and patient outcomes may be impacted.

In this study, participants described the challenges and
some facilitators related to issues of culture, language, and lit-
eracy. Ineffective communication was noted to be a barrier—
particularly related to spoken language, technical and medi-
cal jargon, and body language. Across cultures and settings in
this study, language barriers existed. Not surprisingly, the use
of interpreters served as a bridge to addressing health literacy
according to the focus group participants. It is interesting to
note that in Botswana, where the use of medical interpreters
may be more difficult and not mandated as in settings in
the US, that nontrained staff and family members served as
interpreters.

The need for creative approaches to overcoming barriers
related to health literacy was described by the health care
providers and professional care team members. Teaching
tools and web-based resources are important approaches that
have merit for addressing low literacy. Use of medical jargon
was viewed as a major barrier to overcoming challenges to
health literacy by many participants in the study.
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The theme related to health seeking behaviors was asso-
ciated with linguistic and cultural barriers by participants.
They noted that cultural orientation to health seeking varies
across cultures. For example, several cultures were identified
as focusing on episodic rather than primary care. Also HIV
emerging as a health challenge may not have occurred in the
primary care setting but rather as a diagnosis due to health
issues late in diagnosis. In some settings, health care providers
and professional care team members discussed the impor-
tance of integrating traditional healing and complementary
therapies with western medicine approaches.

Cultural facilitators were linked to health literacy accord-
ing to many study participants in the focus groups. Many
health care providers and professional care team members
identified integration of culture within the diagnosis of HIV
disease and in the plan to address literacy issues. They
also noted that culture evolves over time and that changing
cultural beliefs were a subtheme whereby HIV was integrated
into the culture of living with HIV. In the Botswana setting,
the participants noted that being cognizant of cultural beliefs
in working together with those living with HIV disease
was pivotal to optimal HIV care. The issues of contextu-
alizing and individualizing care as well as understanding
the environment and religious beliefs of patients with HIV
were identified as key to success in caring for those living
with HIV. The role of health care settings in responding to
cultural diversity and developing educational sessions that are
inclusive of culture and literacy issues are also important.

Traditional health and complementary/alternative
modalities were an important theme identified by partici-
pants—particularly herbal medicines/therapies and spiritual
healing. The importance of the role of the traditional healer
within cultures and having a shared cultural “language”
related to healing is critical for health care providers
and professional care team members to understand. The
integration of traditional healing and western medicine
emerged as an important focus as noted by several
participants across all settings. The importance of providing
valid, high quality education within a framework that is
culturally sensitive and at the appropriate level of literacy
for those living with HIV is a critical area for further
investigation.

Traditional beliefs about HIV and AIDS and poor health
literacy have been reported as barriers to entry to HIV care
and adhere to ART in Southern Africa [54]. In this study,
traditional beliefs and low literacy were also identified by
health care providers as barriers to nonadherence to ART. An
ongoing and individualized assessment of culture, language,
and level of health literacy is required in all health settings
that provide HIV care. Patient-specific interventions by all
health care providers and professional care team members are
critical to address the challenges and to enhance facilitators to
optimal HIV care across the trajectory of the disease.
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