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RACIAL DISPARITIES IN HIV CARE AND OUTCOME:
A CALL FOR AN EVIDENCE-BASED RESPONSE'

Introduction and Summary

Recent proposals to change HIV counseling and testing protocols rest on claims that current laws
incorporating informed, written consent as a predicate to testing are outdated barriers to care. This
reasoning characterizes HIV testing laws as a dated response to a past time when severe stigma, the
population of white gay men regarded as primarily affected, and the lack of effective treatment warranted
special pre-test counseling, proof of consent, and assurances of confidentiality.? Laws that require
counseling before and after HIV testing, and a patient’s written consent to testing and authorization to
release identifiable results, the reasoning continues, are interfering with the testing and treatment that
would eliminate racial disparities, and so need to be “modernized.”

This reasoning relies to a surprising extent on mischaracterizations of both AIDS’ short history,* and of
informed consent, a concept that in fact emerged only in recent decades that include the adoption of HIV
testing laws.®> Still, the question remains: will eliminating virtually all provider-patient communication,
and written proof of informed consent, result in earlier, better and sustained access to HIV treatment and
medical care, and better outcomes for people of color in this country?

The available evidence strongly indicates that the planned elimination of all pre-test counseling,
informed consent, and written proof of such consent prior to HIV testing as a response to racial
disparities in care is both unsupported and unsound. This is so because 1) the plan is not evidence-
based, i.e., based on demonstrable evidence that counseling, consent and confidentiality procedures
are in fact discouraging patient care; and 2) the evidence strongly suggests that in fact the
proposals will worsen racial disparities in access to, and initiation and maintenance of, appropriate
and life-prolonging treatment.

There is substantial, long-standing evidence of racial disparities in initiation and ongoing access to state
of the art HIV/AIDS treatments that are mirrored across a variety of health conditions, all across the
country. None of the evidence suggests that pre-test counseling and written proof of informed consent
perpetuate stigma or are a barrier to care. However, most of the evidence — even that produced by health
provider interviews — shows that health care provider conduct, and the extent to which physicians
establish a trusting relationship with patients, is closely connected to racial disparities in the initiation
and continuation of life-saving HIV care. Attempting to address the problem of racial disparities by
promoting the very views and behaviors underlying the problem is, to say the least, counterproductive.

Policies and programs that counsel and work with patients to assess potential exposure to HIV and to
encourage appropriate testing and voluntary care for themselves and their children are essential for
ensuring an effective continuum of care. Removing all counseling and consent requirements, as a trade-
off for the promise of streamlining and speeding introduction to care, is short-sighted. Building physician
trust in the most hard-hit communities is a public health imperative. For people who already mistrust
medical providers, elimination of pre-test counseling and proof of consent eliminates a critical juncture
for fostering patient trust of a provider and the larger health care system. Despite the desire on all sides
for an easy answer, the evidence suggests that speeding the testing process through elimination of all pre-
test consultations between provider and patient ultimately will further delay real progress on the complex,
continuing problem of racial disparities in HIV/AIDS diagnosis, care and outcomes.

Fortunately, the evidence also shows that there are a number of initiatives that likely would make a
significant dent in these disparities, and in HIV-related stigma, consequently saving and improving many
thousands of lives. Several of these could be accomplished with little more than a stroke of the legislative
pen; others require a commitment to saving lives that is matched with a willingness to invest significant
funding in the solution.



Evidence-Based Alternatives for Reducing
Racial Disparities in HIV Testing, Care and Qutcomes

Provide funding incentives to health care providers for interventions that
demonstrably reduce barriers to HIV treatment and care, and that improve
provider statistics on patient treatment initiation and patient retention.

Institute regular, mandatory evaluation and training as appropriate for health care
staff responsible for screening, treatment and referrals to ensure capacity in 1) the
benefits and risks of HIV diagnosis and current HIV treatment options; 2) patient
counseling and communication, based on available evidence of provider skills and
characteristics that improve retention of marginalized populations with HIV in
care.

Design interventions to increase the participation of people of color in HIV testing
and care that recognize and address patient/community perceptions of racism,
stigma, provider inaccessibility, and other significant barriers to care.

Expand training, recruiting and mentoring programs and goals to increase the
number of African American and other minority infectious disease specialists in
HIV/AIDS care.

Increase support for innovative programs that combine the provision of drug and
alcohol treatment services with antiretroviral therapy, and that otherwise improve
health care access by reducing socio-cultural and geographic barriers.

Increase federal funding and amend public policies that create barriers to care, such
as 1) restrictions on ADAP funding and state-imposed income and benefit limits; 2)
eligibility limitations and waiting period requirements that restrict Medicaid
enrollment of low-income individuals with HIV and other debilitating illness.

Amend or clarify state policies that perpetuate stigma by inappropriately targeting
individuals with HIV for disparate treatment, such as 1) state licensing and
infectious disease laws used to exclude people with HIV from barber, massage, and
other trade schools and careers; 2) laws that mandate HIV testing as a punishment
for individuals charged or convicted of certain crimes; and 3) state laws that use
knowledge of one’s HIV status as a basis for criminal prosecution or heightened
criminal penalties. Similarly, no federal law should ever require states to establish
HIV-specific civil and criminal penalties as a condition for receipt of federal
financial assistance.

Require and monitor the provision of 1) confidential, voluntary HIV and STD
testing, and 2) treatment options reflective of current USPHS guidelines for
initiation and continuation of antiretroviral treatment, in all federal prisons and as
a condition of federal funding for state and local correctional facilities.’

Federal and state proposals to expand and expedite HIV testing must provide

funding to cover the costs of the testing, counseling, housing, treatment, and hospice
7

care.



» There is Substantial Evidence of Significant Racial Disparities in Access, Level of Intervention
Offered, and Outcome Across a Broad Array of Health Conditions, Including HIV, in All Parts of
the United States

Despite dramatic improvements in the United States in overall health and life expectancy, racial and
ethnic minorities have reaped significantly less than their share of these advances.® National data indicate
that minority Americans, including New Yorkers,® have far poorer health outcomes than whites from
preventable, treatable conditions such as cardiovascular disease, diabetes, asthma, cancer and
HIV/AIDS.™ Among the factors that contribute to this unacceptable situation, research has demonstrated
that the primary cause is social determinants such as lower socioeconomic status, inadequate and unsafe
housing, and racism; and the second is lack of access and the fact that people of color are more likely to
be uninsured.*

However, considerable research over the last 20 years also has revealed that racial disparities continue in
the actual quality of health care, even when controlling for social determinants and insurance.*? Proof of
disparities appear in everything from prescription of pain relievers to use of cardiac diagnostic and
therapeutic procedures, treatment of pneumonia, treatment of congestive heart failure, to referral for renal
transplantation and even immunizations and mammograms.™ Recent research also confirms widespread
racial -- and gender — disparities in the use of antiretrovirals to treat HIV disease, i.e., even after they
present for testing, many women and people of color with HIV/AIDS are not offered antiretroviral
therapy and other clinically appropriate care. For example, recent data produced by a multistate sample
of HIV patients already in care in major HIV primary care sites, including New York City, revealed that
many eligible women and African American patients still did not receive antiretroviral therapy.'* The fact
that in some states the disparity may be somewhat greater for HIV than other diseases is explained at least
in part by the congruence of both the much higher association of intravenous drug use and homelessness
with HIV/AIDS than diabetes and other diseases, and the measurable disinclination of physicians to
initiate or continue HAART for HIV positive patients who are current or former IDUs.™

Evidence of this type of racial disparity for care provided to those who already have tested positive and
presented for care has been duplicated in a number of studies.® An April, 2006 report on racial and
ethnic disparities in breast cancer offers an instructive mirror image of racial differences in HIV care.
Examining data from multiple mammography registries participating in the Breast Cancer Surveillance
Consortium, the authors found that African American women, who have more advanced disease upon
diagnosis and higher mortality rates that white women, were less likely to receive adequate
mammaography screening. Clearly there is no legal impediment of counseling, consent and confidentiality
that is the cause of the different disease impact of breast cancer on African American women.

The example of newborn screening for HIV, and testing of pregnant women, while pointed to as support
for the efficacy of eliminating counseling and specific consent,’’” appears to undermine the argument.
Although perinatal transmission of HIV has been all but eliminated in this country,'® only two states
actually mandate newborn testing and most, including New York, have required counseling of pregnant
women prior to testing. Data from the Perinatal Guidelines Project indicated that the vast majority of
women in fact accept HIV testing if it is recommended by their health-care provider,*® and also strongly
suggest that “opt-out” approaches that eliminate counseling and proof of consent can result in substantial
numbers of women not even knowing whether they had been tested.?

To date, government proposals to reduce racial disparities in HIV/AIDS care and outcomes do not appear
to reference any research into the needs or perceptions of the communities they intend to serve. They
ignore the significance of findings, in studies at urban public hospitals, that minority individuals favor
routinely-offered HIV testing but have concerns about privacy; that fear and stigma commonly deter
testing; and that distrust and misconceptions, particularly about the importance of testing, are very
common.?  The solutions they propose appear to reject the continuingly documented, wide-spread



distrust of public health authorities among African Americans, and specifically HIV/AIDS conspiracy
beliefs, that underscore the need of government and public health entities to take steps to build trust in
black communities by acknowledging, and addressing, the origin of these beliefs and the current
discrimination in the health care system.”? Widely available research strongly suggests that racial
disparities won’t be resolved without consideration of the factors, including patients’ trust in physicians,
that directly affect their reliance on the health care system generally and their HIV care providers
specifically.?®

»A Growing Body of Evidence Shows that Physician Attitudes and Investment in Patient
Relationships and Communication Play a Central Role in Racial Disparities in Disease Treatment
and Outcomes, Including HIV/AIDS Diagnosis and Continuum of Care

While persistent racial disparities in health care have been common knowledge in the medical and public
health communities for years, relatively little attention has been paid to the potential contribution of
public health and provider behavior to such disparities.?*

Responding two years ago to a series of articles on racial/ethnic bias in health care, Dr. Philomina N.
Gwanfoghe, of the Missouri Department of Health and Senior Services, commented:

It has been repeatedly demonstrated that certain racial/ethnic minority patients receive diagnosis
and treatment recommendations differing from those of similar white patients...[EJven when
their insurance and income are the same as ... whites, minorities often receive fewer tests and less
sophisticated treatment for a panoply of ailments, including heart disease, cancer, diabetes and
HIV/AIDS...[The authors] suggest that patients could receive training in effective doctor-patient
interaction. Oddly, the most important issue related to such training is not addressed: Why do
black and economically disadvantaged patients need to do something extra...in order to
receive the diagnosis and treatment they deserve by virtue of being patients?...Let us start
at the right place. Considering that health care providers, rather than patients, are the
more powerful actors in clinical encounters, providers’ behaviors are a more important
target for intervention efforts.”

Dr. Gwanfoghe’s comments merit serious consideration; after all, studies have established that patients’
trust of their physicians is strongly related to their use of preventive services, adherence to treatment
recommendations, and continued participation in care.?® Why, after years of serious racial disparities in
HIV/AIDS care and other diseases that disproportionately kill people of color, do proposed solutions to
these disparities fail to address the developing body of evidence on the actual causes? For years, there has
been sufficient evidence supporting the hypothesis that provider behavior contributes to racial disparities
in care to warrant a more intensive research and policy focus on solutions that address it.?” Why focus on
“streamlining” services to the affected communities, when the beliefs and conduct of providers whose
services are central to a different health outcome “may prove to be the most promising targets for
intervention” to reduce disparities in care??

Perhaps current proposals reflect fear of funding shortfalls, the belief that eliminating HIV counseling and
written consent are cost-free, and the perception that the complex issues of race and class in care
provision are too intractable for quick improvement. Even so, proposed solutions have yet to include the
support of any evidence that patient counseling and written consent play a role in these disparities. In
fact, the evidence demonstrates something of the opposite, i.e., that doctor experience and investment in
the physician-patient relationship plays a central role in the access of marginalized populations to HIV
antiretroviral therapy.”

For example, virtually every study that has considered the issue overwhelmingly attributed delays in HIV
testing of pregnant women to a lack of prenatal care, and to physician disinclination to offer testing due to
inadequate training or understanding of when to offer testing, time pressures, and discomfort with



discussing sexual issues with women or in otherwise complying with current standards of HIV
counseling. In turn, studies examining delays and obstacles in seeking care for disadvantaged (and
predominantly minority) clients -- with one study showing that the majority had no regular source of care
-- attributed these barriers largely to lack of insurance, lack of transportation, exposure to violence, lack
of sick leave and lack of affordable child care.* These factors have been repeatedly reported and long
known, yet continue to remain mostly unacknowledged and unaddressed by policy makers and in public
health proposals affecting AIDS care.

Changing legal protections that ensure a basic level of provider-patient interaction and patient
involvement in care decisions is a proposal that may be attractive for its deceptive simplicity.
Unfortunately, it is yet another “solution” that addresses an epidemic increasingly and disproportionately
affecting racial minorities by accommodating doctor disinclination to consult with patients in order to
“improve patient flow” and further reduce patient involvement in health care decision-making.*

Recent studies looking explicitly at barriers to the use of antiretroviral therapy have repeatedly found that
physician treatment attitudes and physician-related characteristics not only can serve as a significant
barrier to access, but also are strongly associated with better access, adherence, and retention in
treatment; in fact, actual willingness to initiate HAART has been associated with patient trust in their
physician.** In short, physicians who spend the time to establish a trusting, respectful attitude are patient
magnets; those who don’t are patient repellants. All available evidence suggests that the plan to eliminate
pre-test provider-patient conversations that are portals to establishing trust will exacerbate, rather than
resolve, racial dissatisfaction and disparities in HIV care and outcomes.

» Competent HIV Pre-Test Counseling and Securing Proof of Informed Consent Is More Likely to
Reduce, Rather Than Perpetuate, Racial Disparities, Stigma and Barriers to HIV Testing and Care

Some have argued that pre-test counseling focused on patient understanding and consent in HIV testing
perpetuates stigma because it departs from the typical approach to disease diagnosis and testing. It even
has been posited that too much information related to both the physical and social consequences of HIV
infection (e.g., eventual reliance on powerful, often toxic drugs; the lack of a cure and the life-long need
to monitor disease progress and prevent transmission; disqualification for various forms of insurance and
career options; exposure in many states to criminal prosecution for all forms of sexual activity, etc.) will
inappropriately discourage people of color from getting tested.

As the discussion above indicates, there is no evidence that information about HIV and testing, or
additional contact with a health care provider prior to testing, has any negative impact on testing decisions
or subsequent care. In fact, in view of the evidence that perceptions and fears prior to counseling
disproportionately militate against HIV testing in people of color communities,® supportive counseling
can serve a critical function in reducing mistrust and encouraging engagement in care.  Lacking support
in the research literature, the argument also does not accurately reflect the context in which HIV testing
laws largely were adopted, including the treatment landscape at the time, or the developing notion of
patient autonomy and involvement and care accelerated by the HIV epidemic in this country.®

Stigma is not caused or reinforced by how testing is conducted, but by its association with sex (primarily
gay sex)® and intravenous drug use; the fact that it is life-long and incurable; the fact that both the disease
and its long-term treatment inevitably produces recognizable physical manifestations; and because it
continues to be the basis for significant disparate treatment both socially and economically. Stigma is
reflected in the continuing and wide-spread ostracizing of those who are infected, within their social
networks and through their singling out for exceptional treatment in criminal and civil law and exclusion
from participation in program and employment opportunities open to similarly qualified individuals who
have not tested HIV positive. The continuing stigma connected with being HIV positive is reflected in
present day events like the call by a New York City official — in 2006 — for adoption of a law making



felons of those who test HIV positive and engage in sexual activity, calling HIV seroconversion a “death
sentence.”

Supporters of the elimination of counseling and proof of consent prior to HIV testing argue that these
practices reflect “exceptionalism” in the disease’s treatment inconsistent with “traditional” public health
laws. However, these laws largely were adopted or revised decades before the HIV laws that are the
target of this “modernization” effort, at a time when physician resistance to patient autonomy was less
constrained by patient activism. It is true that an unprecedented, even exceptional, level of patient
involvement in medical care decision-making became a hallmark of the AIDS treatment movement.
However, the labeling of this development as “exceptionalism” overlooks the fact that state HIV testing
and confidentiality laws, adopted more recently than infectious disease control statutes governing most
other health conditions, reflect more than the past and continuing reality of HIV stigma and its real life
consequences. They also incorporate the evolving understanding of a patient’s right to information and
autonomy in making treatment decisions, a right undermined by proposals for a reversion to the outdated
“doctor knows best—you don’t need to know” approach.*’

Eliminating HIV counseling and consent requirements responds to the demands of some doctors to
eliminate as many mandates for patient contact, record-keeping or reporting as possible. However, most
doctors in HIV care likely also would confirm that the federal and state HIV reporting requirements are
more burdensome than allowing a counseled patient to sign a form. With most patients confronting
multiple forms at every health care encounter, it is ironic that the one form relevant to protecting their
autonomy is the one that health care providers purportedly find burdensome, particularly when there are
multiple creative, effective ways to encourage informed testing and securing patient consent that involve
little physician time.*®

Replacing information and proof of consent with an “opt-out” approach to HIV testing is in fact unlike
the pre-testing discussion utilized by most qualified physicians when dealing with an anxiety-producing
health condition. It also puts the patient in the typically untenable position of refusing, or disagreeing
with, a doctor’s diagnosis and treatment plan, as opposed to an informed choice following a discussion of
options. An “opt-out” approach ensures that some patients will be tested without their full knowledge.
Studies also show that the failure to match patient treatment with their preferences (including their
attitudes to all manner or risk) has a negative impact on decisions to access and continue care; in other
words, accommodation of physician preferences in the delivery of care over patient preferences and needs
is associated with lower rates of care.*

Routine HIV testing with a right of refusal is inconsistent with modern principles of informed consent.*’
While this approach may serve physician convenience in the short-term, it also accommodates the eroded
quality of care associated with the shift to managed care.*! It also in no way reflects the needs or desires
of the people lost to care who frequently explain their health care avoidance by reference to highly
negative encounters with health care systems they experience as demeaning or patronizing.*

Legal and ethical principles dictate that informed consent remain an integral element of HIV-related
education, counseling, testing, and treatment.”* The role of quality pre-test counseling, and the patient’s
informed consent -- and the absence of legitimate reasons to treat people of color differently in this
respect as compared with other affected populations or even the diagnosis of other incurable, chronic
diseases -- is well established, particularly in perinatal care:

[Clourts do not consider informed consent a luxury, to be abandoned because it is
perceived as too burdensome by physicians. There is no valid reason to eliminate
the requirement for pregnant women. Indeed, obtaining a pregnant woman’s
consent and counseling her is particularly important. The sooner she is informed
about the advantages and disadvantages of testing and available treatments, the
more likely she is to make decisions that will ultimately benefit herself and her



child. In addition, requiring that testing be done only with her specific and
informed consent will enhance the trust necessary for establishing a collaborative
relationship with the physician.*

Approaches to care which dismiss the importance of patient knowledge, acceptance of, and involvement
in treatment strategies invariably also underestimate the central role of patients in their care and the
treatment of their children, and the very basic practical considerations affecting that care and treatment.
Therapeutic interventions addressing HIV testing and care are not a one-shot enterprise; to work, they
must engage patients for the long term.” It is unlikely that we will reduce racial disparities in the
HIV/AIDS epidemic by using these sad statistics as a basis to streamline testing and more data collection
that does nothing to address the underlying problems. As one physician expert in this area recently
concluded:

Minority patients are disproportionately affected by the HIV/AIDS epidemic. In
addition, however, disparities in care that have negatively affected minorities with
HIV/AIDS have been repeatedly documented. An approach to care that uses a cultural
competence framework, enhances communication between minority patients and their
providers, endeavors to use a more diverse array of staff members, proactively enhances
the likelihood of receipt of HAART, and uses an evidence-based approach to thinking
about adherence will improve the likelihood that minority patients will engage in care, be
satisfied with care, and have positive HIV/AIDS outcomes.*

Accordingly, we offer the recommendations outlined above as an alternative starting point for taking a
serious, more promising, approach to racial disparities in HIV diagnosis, care and outcomes.

Catherine Hanssens, Executive Director
The Center for HIV Law and Policy
May, 2006
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