VIA ELECTRONIC SUBMISSION
Attention: HRSA‐2012‐0003
Ryan White HIV/AIDS Program
HIV Law Project thanks the Human Resources Service Administration for the opportunity to submit
comments in response to the proposed reauthorization of the Ryan White CARE Act.
HIV Law Project was founded in 1989 to provide legal and advocacy services in New York City for
underserved HIV‐positive persons, including women and their families, immigrants, and communities of
color. HIV Law Project was the first, and remains the only organization in New York City focused
exclusively on legal advocacy for these communities. We have recently released a report entitled:
“Investing in Health: Supportive Services for Women Living with HIV/AIDS”. Much of the below is taken
directly from the report, and amply demonstrates the necessity of Ryan White funded support services.
Supportive services are fundamental to making health care work for all people living with HIV/AIDS
(PLWHA). Women living with HIV/AIDS face unique challenges to accessing and staying in care. Often
low income, HIV‐positive women tend to be significantly burdened by childcare and other
responsibilities that regularly distract from or limit access to medical care. Social services help stabilize
low‐income individuals living with or at risk of HIV by providing a safe home, sufficient food, necessary
child care, transportation to and from appointments, and an advocate to assist with pressing legal or
mental health needs. When these needs are met, PLWHA can tend to the details and routines of their
own health and healthcare.
Because of the strong impact they have on maintenance in care and treatment and improved health
outcomes, supportive services are elemental to achieving this country’s HIV policy objectives. The
National HIV/AIDS Strategy for the United States (NHAS), released in July 2010, set out three main goals:
1) reducing the number of people who become infected with HIV, 2) increasing access to care and opti‐
mizing health outcomes for people living with HIV, and 3) reducing HIV‐related health disparities. 1
Supportive social services are instrumental in achieving precisely these three goals. These services
reduce health disparities by addressing the unique barriers and challenges faced by racial minorities, and
marginalized and low‐income communities living with HIV/AIDS; increase access to care, improving
adherence and optimizing health outcomes; and reduce new infections by decreasing infectiousness
through retention in care and minimizing risk‐taking behaviors. Investment in social services is essential
to realizing the triple goals of the NHAS.
Ryan White Care Act, Part D: Addressing The Unique Needs of Women Living with HIV/AIDS
Endemic Barriers Hinder Care and Treatment for Women Living with HIV/AIDS
As the HIV epidemic in the United States increasingly impacts low‐income individuals and people of
color, the number of women living with HIV/AIDS has risen dramatically. Women represented a small
minority of AIDS diagnoses in 1985 (8%), but this percentage more than doubled by 1995 (20%) and
tripled by 2000 (27%), approximately where it remains today. 2 In the period between 1999 and 2003,
new AIDS diagnoses among men rose only 1%, while diagnoses among women rose 15%. 3
HIV Law Project|15 Maiden Lane, 18th Floor |New York, NY 10038| 212.577.3001|www.hivlawproject.org

This growing number of women living with HIV/AIDS (WLWHA) experience unique challenges related to
care. Research indicates that HIV‐positive women have more difficulty accessing care than men. 4
Women with HIV additionally have higher rates of expensive emergency room visits than men. 5 One
study of 2,864 PLWHA in the U.S. found that women were more likely than men to report needs
competing with healthcare and that these competing needs strongly predicted high rates of
hospitalization. 6
WLWHA are also more likely then men to be poor. Nearly two‐thirds of all women living with HIV and
receiving medical care report annual incomes below $10,000 (64%), compared with 41% of men. 7 This is
in part because WLWHA are less likely to be employed than HIV‐positive men. 8 WLWHA are also less
likely to be privately insured than men with HIV (14% of women compared to 36% of men), and they are
more likely to be on Medicaid than men (61% of women compared to 39% of men). 9 Further, most
WLWHA are caring not just for themselves, but also for others. In fact, a substantial majority of WLWHA
lives with children under 18 (76%), compared to only a third of men with HIV/AIDS. 10
HIV/AIDS related disparities are significant not only between men and women but also among women of
different racial backgrounds. The well‐documented relationships among HIV incidence, poverty and race
that facilitate transmission, hinder treatment, and complicate outcomes are particularly marked among
women of color. In 2009, the AIDS diagnosis rates for female racial minorities dwarfed those for White
women. The diagnosis rate for Black women compared with that for White women was 23:1, for women
of multiple races it was 8:1, and for Latinas it was 5:1. 11
The potent combination of poverty and family responsibilities raises endemic barriers to effective
treatment for women living with HIV/AIDS. Research shows that lower socio‐economic status
contributes to decreased adherence to HIV therapy. This decreased adherence arises in large part from
(1) financial constraints that limit ability to pay for transportation, child care, and other needed services,
and (2) preoccupation with immediate concerns, such as poor or unstable housing. 12 The NHAS
recognizes that “people with competing demands and challenges meeting their basic needs for housing,
food, and child care often have problems staying in care.” 13 Services for women must address both
women’s unique caregiving responsibilities and the additional financial pressures experienced by so
many WLWHA in order for care, treatment, and prevention strategies to be effective. 14,15
Social Services: Goals & Outcomes
Social Services Result in Beneficial Treatment and Public Health Outcomes
Recognizing that financial constraints and preoccupation with immediate needs present substantial
barriers to accessing medical care, the NHAS underscores the fundamental role of social services in
prevention strategies and encourages “policies to promote access to housing and supportive services …
that enable people living with HIV to obtain and adhere to HIV treatment.” 16
Supportive services connect diagnosed individuals to care and help them remain in care and adhere to
treatment regimens. Timely connection to and retention in medical care correlates both with better
individual health outcomes for PLWHA and with better public health outcomes. Connection to care
promotes adherence to treatment, a basic factor in the effectiveness of treatment, resulting in good
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health. Further, a groundbreaking study recently found that early and regular treatment virtually
eliminated the risk of transmission between sero‐discordant, heterosexual partners. 17 Thus, adherence
to treatment is an essential component of good health for PLWHA and their partners.
Studies have shown that adherence to HAART depends not only on regular access to medicine but also
on regular visits to a clinic and regular interaction with a healthcare provider. One study found that the
number of days elapsed between clinic visits is positively correlated with higher viral loads. 18 This means
that PLWHA must physically visit the doctor in order to maintain regular treatment behaviors and lower
viral load, 19 rendering the removal of barriers to keeping these appointments essential. Another study of
423 patients receiving HAART between 1998 and 2004 found that the number of missed appointments
and the number of days elapsed between each appointment strongly correlated with the occurrence of
new AIDS‐defining illnesses and death. 20 Additionally, patients receiving routine medical care are
significantly less likely to engage in HIV risk behaviors, as demonstrated by a recent study that found
that those who attended at least three appointments in the past six months were much less likely to
engage in unprotected vaginal or anal intercourse. 21
Again and again, social services are shown to promote adherence to treatment and retention in care.
Accordingly, support services are essential to management and prevention of HIV/AIDS in the U.S., but
they are also particularly crucial for WLWHA who have a unique need for these services.

Housing
Stable housing is the greatest unmet need of people living with HIV/AIDS. 22 At the same time, HIV
prevalence among the homeless population is nearly nine times that of the general population. 23 Half of
all PLWHA—currently over 500,000 households—will require some form of housing assistance during
their lifetimes. 24
Perhaps unsurprisingly, homeless or marginally housed PLWHA are more likely to delay treatment, less
likely to have regular access to care, less likely to receive optimal drug therapy, and less likely to adhere
to their medication regimen than are stably housed individuals. 25 In fact, one study found a non‐
adherence rate of 67% among homeless people living with HIV/AIDS in Boston. 26
The correlation between homelessness and HIV is further compounded for many women by histories of
abuse. In fact, women who are homeless are more likely to have been, and to continue to be, survivors
of abuse. This abuse can itself be a risk factor for HIV transmission, as women who have been abused
are more likely to engage in greater sexual risk‐taking behavior, such as exchanging sex for money or
other goods. 27 Moreover, women in abusive relationships are often unable to control the terms of
sexual engagement, including decisions about condom use. 28,29 Homeless women may depend on
abusive or coercive partners for basic necessities; as a result they are often unwilling or unable to
negotiate safe sex and are all the more vulnerable to HIV infection.
Even where a history of abuse is not an issue, housing status is closely linked to risk‐taking behavior. In a
longitudinal study of HIV‐infected individuals, persons whose housing status worsened were over three
times as likely to exchange sex for money or other needed goods, while persons whose housing status
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improved reduced their risk behaviors significantly, decreasing their chance of having unprotected sex
by half. 30 Research has also shown that homeless or unstably housed persons were three to six times
more likely to use drugs, share needles, or participate in transactional sex than stably housed persons
with the same personal and service use characteristics. 31
Given the extensive interplay between homelessness and HIV, it is unsurprising that stable housing has
been shown to positively impact a person’s ability to manage her HIV treatment. In a six‐month
longitudinal study of adherence to HAART regimens in New York City, residents in long‐term housing
were sixteen times more likely to report strong adherence to their treatment regimens than were
unstably housed participants. 32 Further, providing housing to those at risk for HIV is known to be one of
the most effective interventions available to protect against infection. 33
Investing in housing has been demonstrated to be cost‐effective by “substantially reduc[ing] utilization
of costly emergency and inpatient health care services.” 34 While one study showed that unstably
housed patients were more likely to make costly emergency room visits, 35 two large‐scale intervention
studies demonstrated that supportive housing for persons with HIV/AIDS both improved health
outcomes and reduced the use of expensive emergency and inpatient health care services. Such savings
in costly health care services greatly exceeded the cost of housing assistance. 36
While the HOPWA program provides federally‐funded long‐term housing, the short‐term and stop‐gap
services provided by Ryan White are essential to preventing homelessness among PLWHA. 37 And as
demonstrated above, housing assistance and supportive housing are indispensable and cost‐efficient
elements of HIV prevention and care.
Case Management
Managing HIV often includes confronting the challenges, stressors, and disruptions that accompany
poverty. In order to access the range of services needed for treatment and social support, PLWHA must
regularly overcome the barriers of a complex and fragmented service delivery system. 38 Case managers
can significantly improve an individual’s ability to manage her illness by connecting her with vital health
care and social services and by helping oversee adherence to treatment plans. 39 Further, case managers
can serve as the hub of a provider network so that the logistical aspects of essential support systems do
not become excessively burdensome.
With particular respect to patients’ physical health, case management can help patients overcome fears
about treatment, 40 increase the likelihood that recently diagnosed patients will seek medical
treatment, 41 and positively influence the use of and adherence to antiretroviral therapy. 42,43 A study
based in ten American cities found that 78% of all PLWHA enrolled in case‐management programs were
linked to HIV medical care within six months of enrollment, representing a 30% increase over those
without case‐management services. 44 A study conducted over six months in 1997 of PLWHA who were
receiving Ryan White ancillary assistance demonstrated that while 44% of people without case
managers reported not having a regular place for healthcare, only 20% of people with case managers
reported this. 45 Case managers not only connect people to care, they also connect them to the services,
such as transportation, that allow them to remain in care, and as a result, improve treatment
outcomes. 46
HIV Law Project|15 Maiden Lane, 18th Floor |New York, NY 10038| 212.577.3001|www.hivlawproject.org

Because they support timely and uninterrupted access to treatment, case managers significantly
improve health outcomes in a number of critical respects. A 2006 study of homeless and marginally
housed individuals found that having case management was associated with improved adherence to
antiretroviral therapy and improved CD4+ count. 47 This increase may be attributable to case managers’
efforts in promoting medical compliance, including encouraging clients to adhere to treatment and care
regimens, assisting in reporting side effects to primary care physicians, and checking in regularly to
ensure timely prescriptions refills. 48
Mental Health
PLWHA with mental health conditions experience elevated rates of HIV‐related morbidity and
mortality. 49 This may be due in part to the fact that mental illness reduces an individual’s ability to
mount an effective immune response against the virus, 50 increases the likelihood of engaging in risk
behaviors as a way to mitigate stress, and negatively affects motivation to alter risk behaviors or make
other positive steps to increase quality of life. 51,52 As a result, HIV disease progression is often more
rapid in those who have mental health needs. 53
Mental health services are essential to helping WLWHA deal with abuse and histories of abuse. A
shocking half of all women living with HIV have experienced sexual abuse. 54 This history often results in
psychiatric conditions, including major depression, anxiety, post‐traumatic stress, and substance use. 55
Mental health interventions have been shown to be effective in this context. In a 2004 study of women
with a history of sexual violence, those who participated in an intervention examining their sexual
histories and linking these experiences to their current decision‐making were 150% more likely to
reduce risky sexual behaviors (such as unprotected sex) than women who did not receive the
intervention. 56 In addition, these women were more likely to adhere to their medication than those not
enrolled in the intervention program. 57
Mental health interventions have the demonstrated potential to increase treatment adherence and to
help reduce risk‐taking behaviors, thereby slowing transmission of HIV. In a study published in 2007,
HIV‐positive participants in a mental health treatment program achieved decreases in the use of drugs
and alcohol, as well as improvements in mental health. 58 Individuals in the study also demonstrated
improved capacity to manage their disease progression, including increased usage of both antiretroviral
and appropriate psychiatric medications. 59 One study found that, overall, clinics that employed a
mental health professional had fewer missed appointments, and other research found that substance
abuse services had a similar effect. 60
Finally, mental health services are cost‐effective. The 2007 study demonstrated the potential cost‐
savings associated with these programs, most notably decreased emergency room visits and inpatient
hospital stays for participants compared to individuals who did not receive the intervention. 61 Another
study noted that providing antidepressant therapy for women living with both HIV and depression
resulted in decreased medical costs overall. 62 Given the potential reductions in risk‐taking behaviors,
improved treatment adherence, improvements in mental health, and the cost savings associated with
mental health interventions, it is clear that mental health services are an essential component of HIV
care and prevention.
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Food/Nutrition
Good nutrition is vital for all people living with HIV. In addition to being an essential element of general
good health—important when the body is under the stress of any disease—the specific progression of
HIV/AIDS makes nutrition a salient concern for PLWHAs, their caregivers, and social service providers. A
study in Atlanta found that food insufficiency was a better predictor of non‐adherence to HIV treatment
than years of education, employment status, income, housing, depression, social support, and non‐
alcohol substance use. 63
The need for increased nutrition in PLWHA was identified early in the epidemic, when the correlation
between HIV infection and unintended weight loss was first noted. 64 Significant unintentional weight
loss, known as “wasting,” was identified by the CDC in 1987 as one of the defining conditions of
HIV/AIDS. 65 Wasting has tremendous implications for the health of PLWHA: loss of muscle mass inhibits
the ability to maintain normal levels of activity, 66,67 which in turn affects quality of life, health, and
productivity. 68
In order to protect against the harms associated with disease‐related weight loss and to maintain
normal body weight and physical activity levels, HIV‐positive individuals require roughly 10% more food
energy than do their sero‐negative counterparts, 69 and individuals living with an AIDS diagnosis are
recommended to increase their intake by an additional 30%. 70 These nutritional requirements are even
more demanding for WLWHA caring for HIV‐positive dependents, as children living with HIV/AIDS
require as much as 100% more food energy than their sero‐negative counterparts to avoid weight‐loss. 71
It is essential that PLWHA maintain not only a calorie‐rich but also well‐balanced and healthy diet to
maintain adequate nutrition. 72 Adequate food resources and nutritional guidance are critical to
addressing these increased needs in order to prevent the negative effects on disease management and
health outcomes that accompany significant weight loss and malnutrition.
Women living with HIV/AIDS in particular require food resources and guidance as many of the same
factors that put women at risk for HIV—poverty, racial and economic segregation, childcare
responsibilities, and unstable housing—also impede the ability of women living with HIV/AIDS to
maintain adequate nutrition. 73,74 More than 10% of female HIV patients report having foregone medical
care to pay for basic necessities, while 7% report having gone without food or other basic necessities in
order to pay for the cost of their medical treatment. 75 Such trade‐offs can have devastating impacts
upon a woman’s health and wellbeing, and the health of her family as well.
Ensuring that women with HIV have access to quality food, receive regular nutritional counseling and
maintain appropriate levels of physical activity can significantly reduce the complications associated
with wasting and malnutrition. 76,77 First, access to food and nutrition counseling can support effective
drug therapy. 78,79 Optimal food consumption also promotes absorption of medication, and regular meals
can reduce medications’ side effects, increasing the likelihood of compliance with treatment such as
HAART. 80
By slowing disease progression and reducing complications associated with HIV treatment, nutrition
services have the potential to be a cost‐saving measure. In fact, while in‐home food delivery services
average approximately $1,500 per person, per year 81 , the average hospital stay for a PLWHA in 2007
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was over 13 days, at an average cost of over $2,000 a day in 2006. 82,83 Consequently, food services have
the potential to reduce significantly the need for expensive medical services. As food programs and
nutritional counseling can greatly improve physiological health outcomes and promote increased activity
levels that allow patients to better meet their families’ basic needs, these services should be considered
an integral aspect of HIV support and treatment programs.

Childcare and Mothering Concerns
Women often bear the brunt of childcare and domestic responsibilities. 84 This burden is felt acutely by
HIV‐positive women, who are overwhelmingly the primary or sole providers for their children. 85,86 In
New York City, for example, women head 79% of those households with children that receive public
assistance from the HIV/AIDS Services Administration. 87 Familial obligations can have a significant
impact on an HIV‐positive woman’s ability to manage her illness. In one survey of Indiana HIV service
providers, 73% found childcare to be an overwhelming need among their female clients; 42% of those
same providers found that childcare needs were not met at all and 46% stated that the need was only
somewhat met. 88 Notably, childcare responsibilities were cited by more providers (59%) than any other
single factor as an overwhelming barrier to service usage by their female, HIV‐positive clients. 89 Data
analysis from the HIV Cost and Services Utilization Study demonstrates that women are 70% more likely
than men to delay care because of competing caregiver responsibilities. 90 Ryan White‐funded childcare
services help minimize the barriers HIV‐positive women face in accessing needed care and services. 91

Transportation
People living with HIV often lack vehicles, or money to pay for insurance or to access public
transportation 92 in order to get their medical appointments. Interviews of PLWHA conducted by Center
for Research on Women in Memphis established that less than 50% of PLWHA use private vehicles to
access medical care, citing high gas prices and parking prices as barriers. 93 Many parts of the country,
such as the South, lack extensive public transportation systems, preventing PLWHA without cars from
accessing treatment. 94 Lack of transportation, or the money to pay for transportation, is a very literal
obstacle to accessing needed support services. This barrier is compounded by the limited number of
clinical providers and HIV specialists 95 in many parts of the country.
As a result of this situation, access to care is thwarted. In one study of 2,864 adults receiving care for HIV
in the U.S., 26% of WLWHA and 12% of men reported postponing care due to lack of transportation. 96
Further, a 2005 study in North Carolina found that both rural and urban HIV/AIDS case workers reported
lack of accessible transportation to be a significant barrier to medication adherence for clients: 58% of
rural case managers and 30% of urban case managers rated lack of transportation a “major problem.” 97
Similarly, researchers studying appointment attendance in Brooklyn, New York found that lack of
transportation and childcare were reasons for missed appointments. 98
Transportation services allow low‐income women living with HIV to access needed medical care and
services. In a study of 999 HIV‐ positive patients in Boston, access to and use of transportation support
through Ryan White funding was significantly correlated with retention in primary care. 99 Interventions
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that increase access to transportation have also been shown to be effective in helping WLWHA keep
medical appointments. A 2007 study of a sample of women who missed many appointments provided
them with 6 months of transportation and found significantly reduced missed appointment rates as a
result. 100 These services, therefore, are essential to keeping people in care.
Legal Services
Provision of legal services has been shown to have distinctly positive effects, including improved
individual health, on the lives of people with HIV/AIDS. A 2002 study reviewed the need for, availability
of, and impact of legal services for PLWHA and determined that “[Legal] services improve access to
health care, housing, and support services through education, empowerment, and enforcement of legal
rights.” 101 It found that these services were especially effective in guaranteeing access to and the
maintenance of health care services 102 primarily by addressing issues that would otherwise compete
with these priorities. 103 A 2007 survey by LegalHealth in New York City assessed the impact of legal
services on individuals with cancer. Of the respondents, 83% said legal assistance helped reduce their
stress, 51% reported that it had a positive effect on their financial situation, 33% stated that it positively
affected their family or loved ones, and 23% and 22% respectively claimed it helped them maintain their
treatment regimens and keep medical appointments. 104
The need for access to legal services is arguably even more urgent for people living with HIV, given the
strong association between poverty and HIV status, the historical stigma associated with the disease, 105
the heightened risk of discrimination in employment, housing, and other contexts, and the negative
health outcomes associated with stress and anxiety for PLWHA. 106 Studies show that individuals
perceiving higher levels of cumulative negative life burden and stress‐inducing circumstances have viral
loads twice as high as those with lower levels of negative life burden, controlling for adherence to
HAART. 107 Furthermore, higher levels of stress are associated with faster disease progression. 108 The
resolution of these cases is essential, therefore, in diminishing stressors and ensuring stability.
Legal services routinely help people living with HIV/AIDS to access public benefits, including public
health insurance, for which they are eligible, or to dispute improper terminations or cuts in
assistance. 109 Similarly, many HIV‐positive women depend on Supplemental Security Income (SSI),
Social Security Disability Income (SSDI). Legal services attorneys fight on behalf of eligible clients to
obtain these benefits, and to oppose wrongful recoupments, so that the struggle for financial survival
need not constantly interfere with medical care and treatment, and the optimization of health. 110
Without legal representation to ensure access to public assistance, disability insurance, and health
insurance, treatment retention decreases and PLWHA are exposed to significantly more severe disease
outcomes 111
In this and other areas, such as permanency planning, legal services allow PLWHA to allocate time and
mental resources to their health maintenance, rather than their legal battles and concerns. The quality
of life and health gains HIV‐positive individuals experience through provision of legal services, coupled
with the potential cost‐efficiency of these initiatives, demonstrates the value of Ryan White‐funded legal
service programs.
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Conclusion and Recommendations
Support services, including housing, case management, mental health care, food, childcare,
transportation, and legal services make it possible for PLWHA to better attend to their own health
while making difficult choices about how to allocate precious, limited resources: time, money, and
energy. Additionally, support services help low‐income PLWHA to comply with complex medical
regimens, despite the rigors of living in poverty. For low‐income and marginalized people living with
HIV/AIDS, there can be no effective medical care without Ryan White funded support services.
It is abundantly clear that support services improve health outcomes, which in turn saves money now
and in the future. Preservation and expansion of these Ryan White‐ funded services is sound policy for
the health of individuals, families, and the public.
In case of questions or for more information, please feel free to contact Alison Yager, Supervising
Attorney for HIV Policy, ayager@hivlawproject.org, 212.577.3001 x 611.
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