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In 2010, Congress enacted the Patient Protection and 
Affordable Care Act (ACA), federal health care reform 
legislation that is already helping millions of Americans. On 
June 28, 2012, the U.S. Supreme Court issued its decision 
on the constitutional challenges to the ACA, and upheld 
most provisions of the law. The Court’s decision paves the 
way for moving forward with health reform implementation. 
Provisions of the ACA – including major expansion of 
public and private insurance coverage and investments in 
prevention, wellness, health infrastructure, and coordinated 
models of care – have the potential to significantly increase 
access to comprehensive care for women living with or at risk 
for HIV. 

Women comprise about a quarter of those living with HIV in 
the United States, and more than 30% in some states. The 
HIV epidemic has a disproportionate impact on women of 
color: for instance, in 2009, the rate of new HIV infections 
among black women was 15 times that of white women, 
and the rate of new infections among Latina women was 
over four times that of white women.1 Preliminary data 
also suggest there are much higher HIV rates among 
transgender women (male to female), particularly among 
transgender women of color.2 Though there has been much 
research and analysis on the opportunities within the ACA 
for HIV prevention, care, and treatment generally, there has 
been little analysis on the opportunities that will have the 
most relevance for women living with or at risk for HIV in 
particular. For instance, the discussion about comprehensive 
reproductive health services is often divorced from 
discussion about HIV care and services. The ACA provides a 
number of opportunities to better integrate those services 
in ways that take into account the unique health care and 
support services needs of women. Advocacy that focuses on 
the unique needs of women and that informs policies in ways 
that ensure they are responsive to these needs is critical. 

For women, the HIV epidemic is compounded by the 
intersections of race, gender, gender identity, and poverty; 
these factors impact their health and social services needs. 
Often, women are the primary caretakers of children and 
other family members and are likely to put the needs 
of family members above their own health care needs. 
In addition, the majority of women living with HIV have 
incomes below the federal poverty level (FPL), meaning that 
added to their health care needs, these women are likely 
to have unmet housing, nutrition, and other social services 
needs.3 Low-income women, particularly women of color, 
also experience higher rates of domestic violence, which 

can impact their ability to use contraception (or otherwise 
protect themselves from the sexual transmission of HIV and 
other sexually transmitted infections (STIs)) as well as to 
remain in care if they become HIV positive.4 

The health care services needs of women living with HIV 
demand attention to the overlap between women’s primary 
health care, HIV care, and reproductive health care needs. 
The multiple and overlapping needs of these women are 
often poorly addressed by fragmented systems of health 
care.5 These statistics point to the need for policies and 
programs that are tailored to the health care and social 
services needs of women living with or at risk for HIV and 
that incorporate their voices and experiences, particularly 
those of women of color and transgender women. Such 
an approach is needed now more than ever, as laws and 
policies aimed at restricting access to critical reproductive 
and women-focused health services are increasingly 
prevalent nationwide. This white paper provides an overview 
of the major opportunities for expanding access to care 
within the ACA as well as a road map for federal and 
state implementation priorities to ensure that the ACA is 
implemented in ways that work for women living with or at 
risk for HIV.

INTRODUCTION: THE UNIQUE NEEDS OF  
WOMEN IN THE CURRENT ACCESS TO CARE  
AND PUBLIC HEALTH CRISIS

WOMEN AND HIV: THE FACTS

• The majority of women living with HIV have 
income below the federal poverty level. 

• Women of color account for 80% of women 
living with HIV (64% and 17% of women living 
with HIV are Black and Latina, respectively).

• Women living with HIV who have private 
insurance are likely to face higher costs and 
more interruption in coverage due to gender 
discrimination (e.g., higher premiums).

• Women living with HIV are less likely than 
men to receive anti-retroviral therapy and 
thus have higher HIV/AIDS mortality rates.

• The South and Northeast have some of the 
highest rates of new HIV infections among 
women.
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The ACA contains significant opportunities for expanding 
access to HIV prevention, care, and treatment for women 
living with or at risk for HIV, but only if advocates, policy 
makers, providers, and women living with and affected 
by HIV work to ensure that implementation decisions 
incorporate the needs of these women. Many decisions 
with regard to how the law is implemented will be made by 
the U.S. Department of Health and Human Services (HHS). 
HHS has already published a number of regulations and 
will continue to develop regulations, guidance, and other 
material that will ultimately shape how the law’s hundreds of 
provisions will work. 

In addition, HHS has increasingly indicated that many 
implementation decisions will not come from the federal 
government. Rather, states will be given flexibility to 
implement the law within broad standards and directives. 
While upholding the ACA’s Medicaid expansion (providing 
for extending Medicaid coverage to most individuals 

with income up to 133% of the federal poverty level) 
as constitutional, the Supreme Court’s ruling held that 
the federal government cannot withhold all Medicaid 
funding—for both existing and expanded Medicaid—from 
states that do not implement the Medicaid expansion. 
By significantly reducing the federal authority to penalize 
states that do not expand Medicaid eligibility, the Court’s 
decision effectively made Medicaid expansion under the 
ACA optional for states. Along with the flexibility extended 
to states from HHS, the Court’s ruling makes it even more 
critical to focus education and advocacy efforts on state 
officials. While the ACA includes many provisions that will 
certainly benefit women living with or at risk for HIV, there 
are no earmarks specifically for this population. Unless state 
legislatures, state agencies, and other state policymakers 
are making decisions that take into account the needs of 
women living with HIV, barriers to lifesaving care, treatment 
and essential support services and geographic health 
disparities will continue. 

The most significant pieces of reform are discussed below, 
along with corresponding federal and state advocacy 
opportunities to ensure that the law is implemented in ways 
that work for these women.

MEDICAID

Medicaid provides coverage for about 91,000 women living 
with HIV nationally, or 31% of all women living with HIV.6 
However, strict eligibility rules make the program unavailable 
to those who do not fall into a qualifying category of 
eligibility. For example, in most states, women living with HIV 
currently only qualify for Medicaid if they are low-income and 
are either: (1) parents or care-takers of young children; or (2) 

so sick that they have become completely disabled.7 This 
leaves over 20% of women receiving care for HIV uninsured 
and unable to access consistent and comprehensive 
services.8 Given that the majority of women receiving 
treatment for HIV are responsible for minor children, this 
reduces the welfare not only of women living with HIV, but 
also of children.9 

The ACA contains a provision requiring states to expand 
Medicaid eligibility, beginning January 1, 2014, to include 
most people with income up to 133% FPL (about $14,800/
year for an individual and $30,000/year for a family of four). 
Essentially, the ACA creates a new “catch-all” category of 
mandatory eligibility – individuals under 65 years of age 
who meet the income threshold and who are not otherwise 
eligible for Medicaid.10 This means that women would no 
longer have to wait until they are disabled to be eligible for 

PRIORITIES FOR ACA IMPLEMENTATION

Federal State

Agencies
(Dep’t of Health 

and Human 
Services; Dep’t of 

Labor; Dep’t of 
the Treasury)
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(Dep’t of  

Insurance,  
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President Governor

ACA IMPLEMENTATION: GOVERNMENT DECISION POINTS
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Medicaid or risk losing coverage when their children age out 
of eligibility.

The ACA includes both “carrots” and “sticks” to encourage 
states to expand Medicaid eligibility. The “carrot” is the 
fact that the federal government will pay the overwhelming 
majority of the costs of the Medicaid expansion, covering 
100% of the costs for the first three years, down to 90% 
in 2020.11 The “stick” is the provision giving the federal 
government authority to withdraw all Medicaid funding 
from states that refuse to expand Medicaid eligibility. The 
Supreme Court found that the threat of withdrawing funding 
for states’ existing Medicaid programs was unconstitutionally 
coercive, and beyond Congress’ power. The Court held that 
states must have a “legitimate choice” of whether they will 
participate in a federal program such as Medicaid. In other 
words, Congress cannot put “a gun to the head” of states 
that do not wish to comply with its provisions.12 The Court 
held that Congress does have the authority to condition 
additional funding on compliance with the Medicaid 
expansion requirement—thus the Medicaid expansion is 
constitutional so long as the federal government does not 
withdraw existing federal Medicaid funds from states that fail 
to participate in the expansion. 

The practical effect of the Supreme Court’s decision is 
that states may opt to violate the ACA by not expanding 
Medicaid and then pay the penalty of losing additional 
federal funds. While some states have indicated that 
they will not expand their Medicaid programs, given the 
significant amount of federal funding on the table, it remains 
to be seen what states will do.13 Nonetheless, the Medicaid 
expansion remains the most significant opportunity to 
expand access to care to thousands of currently uninsured 
women living with HIV. Policy analysts predict that this 
change could result in coverage for up to 10 million women 
who are currently uninsured, including 34% of women 
living with HIV who are currently on Ryan White AIDS Drug 
Assistance Programs (ADAPs).14 Advocates must make state 
Medicaid expansion under the ACA a top priority, and 
policymakers at the federal and state levels must ensure that 
Medicaid benefits, outreach and enrollment programs, and 
models of care work for women living with or at risk for HIV. 
The following federal and state advocacy priorities will help 
to ensure that the Medicaid expansion and other Medicaid 
reforms are implemented in ways that expand access to care 
for this population.

1.	 Medicaid	benefits	for	newly-eligible	beneficiaries	must	
be	able	to	meet	care	and	treatment	needs	of	women	
living	with	or	at	risk	for	HIV

The ACA requires the benefits for newly-eligible Medicaid 
beneficiaries (those currently ineligible) to consist of “bench-
mark” or “benchmark equivalent” coverage described in  
§ 1937 of the Social Security Act.15 Under § 1937, a state has 

the option of replacing its traditional Medicaid coverage 
with benchmark coverage that is based on private insurance 
plans.16 Those eligible for Medicaid under pre-reform law will 
receive the traditional state Medicaid benefits. 

In addition to a number of mandated benefits already 
included in § 1937 (e.g., family planning and non-medical 
transportation), the ACA requires that benchmark coverage 
made available to newly-eligible beneficiaries include ten 
categories of “essential health benefits” (EHB). These are 
the same ten categories that private insurance plans sold 
through exchanges are required to provide. [See Appendix 
C]. Importantly, § 1937 already contains a number of protec-
tions for vulnerable populations, including the requirement 
that certain populations with chronic and complex medical 
conditions cannot be automatically placed into benchmark 
coverage. Recently, HHS published a bulletin outlining a 
similar benchmark framework to implement the essential 
health benefits requirements for private insurance plans 
sold through the state-based exchanges.17 Although the 
benefits requirements for plans sold through the exchanges 
are somewhat different than the § 1937 options described 
above, both private health plans sold on the exchange and 
Medicaid benchmark coverage (i.e., plans applying to newly 
eligible beneficiaries) must include a range of women’s pre-
ventive services without cost-sharing, including annual HIV 
and STI testing and screening for intimate partner violence.18 
The inclusion of these benefits for newly eligible Medicaid 
beneficiaries is an important recognition of the intersection 
of gender, HIV, reproductive health, and intimate partner 
violence, and a critical first step towards reducing gender-
related disparities in health care for low-income women.

ESSENTIAL HEALTH BENEFITS

• Ambulatory patient services

• Emergency services

• Hospitalization

• Maternity and newborn care

• Mental health/substance use services

• Prescription drugs 

• Rehabilitative and habilitative services 

• Laboratory services

• Preventive and wellness services 

• Pediatric services
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Future regulations and guidance on how states will be able 
to structure the benefits for newly-eligible beneficiaries are 
expected, but the federal government has indicated that 
states will have a great deal of flexibility in designing a ben-
efits package.19 To the degree to which federal guidance on 
EHB falls short of mandating care and treatment that meets 
the needs of HIV-positive women, state definitions of these 
benefits will critically impact women’s access to HIV preven-
tion and treatment services. 

Advocacy Targets:

FEDERAL

• The Obama administration must work to educate 
both the public and state law and policymakers about 
the many pluses of expanding access to Medicaid as 
required under the ACA. The federal government will 
pay 100% of the costs of Medicaid expansion for all 
states for the first three years, with rates varying by state 
after that, but still decreasing only to 90% in 2019. There 
are also likely to be significant individual and public 
health benefits, as well as financial benefits, to having 
low-income people be able to access primary and 
preventive care, rather than seeking uncompensated 
care in emergency rooms.

• The Centers for Medicare and Medicaid Services 
(CMS) must issue regulations and guidance that set 
forth comprehensive benefits requirements for newly-
eligible Medicaid beneficiaries. In order to meet the 
letter and spirit of the ACA – including its EHB and 
non-discrimination mandates – these requirements 
must mandate a Medicaid package that meets national 

standards of HIV treatment, and includes, at a minimum, 
the services listed in the chart below.20 A clear federal 
mandate for Medicaid EHB will help minimize ongoing 
barriers to care and reduce geographic disparities in 
health outcomes for low-income women. For example, 
currently women living in the southeastern United 
States experience disproportionately high rates of HIV 
infections and related morbidity, yet southeastern states 
also have particularly restrictive Medicaid programs.21

STATE

• First and foremost, states need to comply with the ACA 
requirement to expand Medicaid to individuals with 
income up to 133% of FPL. As noted above, the federal 
government will pay for the overwhelming majority of 
the costs of the expansion. Estimates are that the ACA 
Medicaid expansion would only increase state Medicaid 
costs 2.8% above what states would otherwise be 
spending in the absence of expanding eligibility.22 This 
also likely overstates the cost to states, as the estimates 
do not take into account state savings associated from 
lower uncompensated care costs, improved public 
health, and improved productivity. If states do not 
expand Medicaid, their poorest residents will be left 
without access to health insurance. Because the ACA 
anticipated that people with incomes up to 133% FPL 
would be covered under Medicaid, this population is not 
eligible for subsidized private coverage under the state 
health insurance exchanges. 

• State Medicaid policymakers must incorporate the 
benefits and services that are essential to keeping 
women living with HIV healthy into their Medicaid 
programs. This approach is critical to reducing health 

Women Living with HIV Are Entitled to a Benefits Package That Meets Their Care and Treatment Needs

Prescription drugs Women living with HIV require unrestricted access to the range of antiretroviral medications avail-
able to effectively suppress the virus.

Ambulatory patient services & specialist care Regular and unlimited access to experienced HIV medical providers is a key component of HIV 
care that supports engagement in and adherence to treatment, preventing disease progression.

Rehabilitative and habilitative services Case management is important to support the comprehensive care and treatment required 
by many people living with HIV, particularly for women, and should be a required rehabilitative 
service for benchmark coverage.  We recommend defining case management as including care 
coordination and navigation as well as treatment and care adherence and counseling. 

Mental health and substance use treatment Access to the range of services effective at treating mental illness and substance use disorders 
– including intensive case management, peer support services, day treatment, and alcohol and 
chemical dependence services – is critical to prevent inpatient hospitalizations and to support 
people living with HIV in maintaining the care and treatment that they need to stay healthy.  Ser-
vices and programs must be able to meet the needs of families, particularly women living with HIV 
and their children.

Preventive and wellness services Routine HIV screening is critical to early diagnosis of HIV, and must be provided for all newly 
eligible beneficiaries.  Annual HIV screening for women is already required, along with all other 
preventive services covered under § 2713 of the ACA and implementing regulations (including 
services with an A or B rating from the United States Preventive Services Task Force as well as 
women’s preventive services such as well-woman visits, domestic violence screening and counsel-
ing, and contraception).  Viral hepatitis screening must also be included.
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disparities across states and improving the health 
outcomes of low-income women. Further, whereas the 
ACA defines the benefits that are required for newly 
eligible beneficiaries, it is also important to ensure that 
existing beneficiaries also have access to comprehensive 
care and treatment that meets their needs. 

• One important component of HIV care and treatment 
for women is peer support. Peer support helps women 
living with or at risk for HIV to combat persistent barriers 
to prevention and treatment (e.g., by promoting 
self-empowerment, encouraging self-management, 
increasing adherence to treatment, and reducing the 
negative effects of stigma) and may be particularly 
important for women of color.23 While states already 
have the option to cover peer support services under 
Medicaid, few have done so. 24 Peer support programs 
funded by Part D of the Ryan White Program, such as 
the program run by Women Organized to Respond to 

Life Threatening Diseases (WORLD) in California, may 
provide good models for state Medicaid programs.25 
Similarly, domestic violence screening must be a 
standard part of HIV testing and counseling. Domestic 
violence screening without cost-sharing is a required 
benefit for newly eligible women on Medicaid, along 
with STI and HIV testing, but advocates must work to 
implement these benefits in ways that take into account 
the intersections between HIV, STIs, and intimate partner 
violence. New York, for instance, has made domestic 
violence risk assessment a standard part of the HIV 
testing protocol.26 

• State Medicaid offices and health departments should 
work with the HIV community to ensure that the 
providers currently serving women living with HIV are 
incorporated into Medicaid networks.27 State Medicaid 
offices should also explore opportunities to expand 
telemedicine capacity. Such innovations are particularly 
important to women, where child-care responsibilities 
and lack of transportation can severely limit ability to 
access care.28 

2.		 Medicaid	must	provide	unfettered	access	to	a	range	of	
family	planning	services	

 
Starting in 2010, the ACA created a new optional category 
of beneficiaries for family planning services.29 This group 
consists of both men and women, and states have discretion 
to set an income cap for eligibility. While services available 
to this group are limited to family planning and related 
services,30 the definition of family planning services is fairly 
broad, and the individual services covered vary by state. For 
instance, though a majority of states cover HIV testing in 
their Medicaid programs,31 few cover HIV testing as part of 
family planning services.32 

The new option under the ACA makes it easier for states to 
expand their Medicaid programs to cover family planning 
services for people who would not otherwise be eligible for 

SPOTLIGHT ON EFFECTIVE MODEL OF PEER-
BASED SUPPORT AND LINKAGE TO CARE: 
WOMEN ORGANIZED TO RESPOND TO LIFE-
THREATENING DISEASES (WORLD)

WORLD’s program in California utilizes Ryan White 

Program Part D grant money to fund a network of four 

peer advocates.  Peer advocates are women living 

with HIV, tasked with providing: 

• individual psychosocial, emotional and practical 
support for linkage to and retention in care

• assistance navigating the health care system 

• education related to self-care and self-efficacy 
(including addressing intimate partner violence) 

• referrals and linkages to other necessary services 
that support good health outcomes, including child 
care, job training, housing, nutrition services, and 
legal services

Peer advocates also facilitate weekly support groups 

where women living with HIV are provided with health 

education and have the opportunity to increase 

social support and reduce the impact of stigma. 

As part of the broader Family Care Network (FCN) 

of Alameda County, peer advocates also maintain 

direct relationships with health care providers and 

other social service agencies within the community to 

ensure that those entities are effectively meeting the 

needs of the women they serve. 

FAMILY PLANNING SERVICES

• Prescription contraception

• Over-the-counter contraceptives (including 
condoms and emergency contraception)

• Sterilization 

• STI and HIV testing

• Cancer screening

• Human Papilloma Virus (HPV) vaccine

• Preconception care (including counseling and 
education)
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Medicaid (e.g., because their incomes are too high) by allow-
ing states to simply amend their Medicaid state plan. Prior 
to the ACA, states had to apply for a § 1115 Medicaid waiver 
to provide these services to this population. Notably, federal 
law requires that women who seek family planning services 
under Medicaid have the freedom to see the Medicaid-
participating provider of their choice for these services, even 
if the provider is outside of a managed care network.33 The 
family planning option – while an important opportunity 
to expand access to vital reproductive health care services 
– comes at a time when funding for family planning and 
reproductive health services are under increasing attack at 
both the federal and state levels, and few states have taken 
up this option.34

Advocacy Targets:

FEDERAL

• CMS should provide guidance and support to states 
to expand their Medicaid programs to take up the 
family planning option, and this guidance should 
include information on how to structure the program 
to include integrated HIV and family planning services. 
CMS must also carefully monitor state attempts to roll 
back coverage of essential family planning services. 
Recent action in Texas – where the state attempted to 
cut Planned Parenthood clinics as eligible providers of 
family planning services – is an example of the type of 
state action that CMS should be monitoring to ensure 
compliance with federal law.35 

STATE

• State legislatures and state Medicaid offices should 
explore amending their Medicaid state plans to include 
the new family planning services eligibility category. 
Routine HIV testing should be included in the definition 
of eligible services to ensure that women can access HIV 
testing in reproductive health settings. 

3.	 Medicaid	outreach,	eligibility,	and	application	
processes	should	be	simple	and	implemented	in	ways	
that	reduce	churning	(i.e.,	gaps	in	coverage	because	of	
small	fluctuations	in	income)	

The ACA includes a number of provisions aimed at ensuring 
that people are aware of insurance coverage options and are 
able to easily apply and enroll. Starting in 2014, applicants 
must be able to apply for Medicaid, the Children’s Health 
Insurance Program (CHIP), and other insurance affordability 
programs (e.g., premium subsidies) through one streamlined 
application.36 Because women are often juggling the needs 
of family members and other caretaking responsibilities, and 
low-income women in particular may have needs addressed 

by multiple social service agencies with different kinds of 
application requirements, the need for a simple and stream-
lined application process that allows applicants to sign up 
for insurance coverage for themselves and dependent chil-
dren will increase access to care and ensure that women who 
are eligible for Medicaid coverage are able to enroll. More-
over, churning – a phenomenon where people experience 
gaps in coverage because of small fluctuations in income 
– has long been a problem for many Medicaid beneficiaries. 
Churning may be even more of an issue in 2014, particularly 
for people whose income hovers right around 133% FPL. 
This is a population who is already more likely to experience 
variations in income, and if income goes above or below the 
133% FPL threshold, people may find themselves bouncing 
back and forth between exchange coverage and Medicaid 
coverage.37 This problem is further compounded for women, 
who are even more likely to see fluctuations in their income 
or changes in life circumstances that cause them to experi-
ence disruptions in insurance coverage.38 In general, long-
term provider-patient relationships foster better care and 
minimize risk of missing a prescription or treatment.39 For 
women living with HIV and other chronic conditions, disrup-
tions in care can have serious medical consequences.40 

Advocacy Targets:

FEDERAL

• CMS must ensure that forthcoming regulations and 
guidance on accessibility standards (including language 
requirements) for availability of information to apply for 
Medicaid via website, telephone, or written application 
are robust and ensure that people with limited English 
proficiency have access to the information they need 
to apply for and enroll in coverage. This is particularly 
important given the large proportion of women living 
with HIV who are Latina. 

• Though the final Medicaid eligibility rule contained 
a number of important safeguards to help minimize 
churning, there was little discussion of oversight 
mechanisms to ensure that these safeguards are 
followed. CMS should work with states to develop 
application and enrollment systems that address the 
needs of women living with HIV and should monitor 
whether their states are following the law’s requirements. 

STATE

• States should explore the new option included in the 
ACA that allows states to cover people with income 
above 133% FPL as a new optional eligibility category. 
Creating this new category will expand access to care to 
low-income women and minimize churning as people 
switch between Medicaid and subsidized private 
insurance due to fluctuations in income. Alternatively, 
states should investigate other options for covering 
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people with income above 133% FPL, including 
implementing a “Basic Health Program,” which would 
allow the state to receive federal money to set up a 
public insurance option for people with income between 
133 and 200% FPL.41

• The final rule on Medicaid eligibility processes offers 
some opportunities to mitigate churning; however 
much discretion is still left to the states to take 
advantage of these options: states have the option of 
calculating Medicaid income for enrolled beneficiaries 
based on either projected annual income or “point-
in-time” income;42 states have the option to take 
into account reasonably predictable changes in 
income (e.g., seasonal work) in determining current 
monthly or projected annual income; and states may 
accept applicants’ attestations with regard to several 
application requirements (e.g., residency and household 
size) without requiring paper documentation.43 States 
should adopt application procedures that are least 
burdensome to applicants to increase the likelihood that 
people successfully secure coverage. 

4.	 Quality	measures	must	evaluate	how	well	Medicaid	is	
working	for	women	living	with	or	at	risk	of	HIV

Requiring collection of information on a set of quality 
measures is an important way to ensure that the Medicaid 
program is providing women with access to the care and 
treatment they need to stay healthy.44 At the federal level, 
the ACA requires that HHS establish a federal “pre-rulemak-
ing process” for the selection of quality and efficiency mea-
sures for government health programs (e.g., Medicaid and 
Medicare).45 Earlier this year, CMS solicited public comment 
on quality measures for adult Medicaid beneficiaries – one 
quality measure requires states to monitor whether people 
living with HIV see their doctors every year.46 CMS will con-
tinue to develop quality measures and reporting programs 
to better track the quality of care Medicaid beneficiaries are 
receiving.47 

Advocacy Targets:

FEDERAL

• Proposed quality measures developed by CMS 
must include measures that reflect the health care 
needs and experiences of women living with or at 
risk for HIV. A starting place for the development 
of such quality measures could be, for instance, 
the seventeen HIV quality measures published by the 
American Medical Association, National Center for 
Quality Assurance, the Health Resources and Services 
Administration (HRSA), and others which assess a wide 
range of HIV care measures (including patient retention, 
screening and prophylaxis for opportunistic infections, 

immunizations, and initiation and monitoring of 
antiretroviral therapy). In addition, the National Quality 
Measures Clearinghouse provides a range of quality 
measures, including measures that assess screenings for 
intimate partner violence.48 

5.	 Coordinated	care	models	within	Medicaid	must	
address	the	needs	of	women	living	with	or	at	risk	for	
HIV	and	include	family-centered	care	models

Coordinated, “whole person” care that addresses a range of 
medical and social services needs is vital not only to con-
necting women living with HIV to care and enabling them 
to stay in care. For instance, caretaking, household, and 
employment-related responsibilities can create barriers to 
women seeking medical care.49 Family-centered models that 
are able to facilitate access to primary medical care, specialty 
care, and support services (e.g., childcare and transportation 
assistance) will therefore greatly benefit women.

To encourage and support new, innovative models of coordi-
nated care, the ACA established a Center for Medicare and 
Medicaid Innovation (CMMI), which is tasked with evaluating 
payment and service delivery models for Medicare and Med-
icaid. In approving pilot and demonstration projects, CMMI 
considers factors such as: how well services are integrated, 
how health information technology is used to coordinate 
care, how medical homes are used, and how the project pro-
poses to manage or reduce overall costs of care. Currently, 
CMMI is supporting pilot projects ranging from Accountable 
Care Organization (ACO) models to patient-centered medi-
cal homes in Federally Qualified Health Centers (FQHCs). 

In addition, the ACA includes a Medicaid health home 
program, which allows states to amend their Medicaid state 
plans to provide coordinated care to individuals with chronic 
conditions.50 In response to successful advocacy efforts, CMS 
specified that HIV is an eligible chronic condition, and sever-

Outreach

Referral to
community and
social support

Individual and 
family support

Treatment 
adherence/care 
management

Care Coordina-
tion Providers 

(directly or 
through contract)

(case managers, 
community health 

workers, physicians, 
case, NPs)
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al states are moving forward with proposals that will provide 
care coordination services to people living with HIV.51 

 

Advocacy Targets:

FEDERAL 

• CMMI should fund a collaborative project between 
HRSA (which oversees the Ryan White Program) and 
CMS to evaluate key program components of the 
comprehensive and coordinated care, treatment, and 
services model that is the hallmark of the Ryan White 
Program. This project would benefit from the oversight 
and input of the federal inter-agency Working Group on 
the Intersection of HIV/AIDS, Violence Against Women 
and Girls, and Gender-related Health Disparities, which 
is tasked with improving data collection, research, 
intervention strategies, and training, to improve 
women’s health.52 This project should include quality 
metrics that specifically measure how well the Ryan 
White Program model of care works for women and 
should aim to catalogue the Ryan White Program 
services that are particularly important to support 
women’s ability to access and remain in effective care 
and treatment. 

STATE

• State Medicaid departments should amend their 
Medicaid plans to take advantage of the Medicaid 
health home program and should specify HIV as a 
qualifying condition. The Medicaid health home 
program is an opportunity both for Ryan White Program 
primary care providers to become eligible health 
homes, as well as for Ryan White Part D and other 
community-based support programs to contract with 
Medicaid health homes to provide family-centered 
services (including peer support) for women living 
with HIV. State Medicaid directors should promulgate 
certification standards for the health home program 
that require cultural competence training for all 
providers and include quality measures that assess 
delivery and integration of STI and intimate partner 
violence screening, as well as family planning services. 
Certification standards should also require Medicaid 
health homes to contract with existing local community 
providers and ensure they have access to technical 
assistance to meet health information technology 
requirements. New York, for example, is moving forward 
with a Medicaid health home program that will provide 
care coordination services, including patient and family-
centered care and peer support services, to people 
living with HIV.53

PRIVATE INSURANCE

Starting in 2014, states will be required to have “exchanges” 
- regulated marketplaces that will allow people to compare 
and purchase health insurance. Insurance exchange mar-
kets have the potential to provide greater health security 
for women by allowing them to maintain coverage in the 
absence of employer-sponsored options or long term job 
security. Approximately two-thirds of women have employer-
sponsored health insurance, but suffer from disruption in 
coverage or provider networks when transitioning between 
jobs.54 Only 7% of women are able to purchase individual 
coverage, leaving 18% uninsured.55 HHS published a final 
regulation detailing key requirements for exchange design 
and implementation, but leaving many implementation deci-
sions to states. The following federal and state advocacy pri-
orities will help to ensure that exchanges are designed and 
implemented in ways that expand access to care for women 
living with or at risk for HIV.

If a state fails to establish its own exchange, HHS will operate 
the state’s exchange. The ACA provides federal assistance in 
the form of premium tax credits and cost-sharing subsidies 
to help people with income between 100 and 400% FPL (as 
well as legal immigrants ineligible for Medicaid because of 
residency requirements) purchase insurance through the 
exchanges. In addition to making insurance more affordable, 
the ACA makes it easier for people living with HIV (and other 

SPOTLIGHT ON NEW YORK MEDICAID 
HEALTH HOME PROGRAM

New York is currently implementing a Medicaid Health 
Home Program to help serve people living with chronic 
conditions, including HIV.  Eligible “health home providers” 
are charged with coordinating patient care, including 
primary medical, specialist, and behavioral health care, 
within a model that is culturally appropriate and patient 
and family-centered.  Health home services include peer 
supports, support groups, and self-care programs to help 
patients understand and address their own health care 
needs, including adherence.  Individual patient plans must 
also include appropriate linkages to community-based 
resources and other support services and provide 24-hour 
access to a case manager. 

Health home providers must be enrolled in the Medicaid 
program, but can subcontract with community-based 
organizations (e.g., Ryan White Program funded 
community-based organizations providing non-medical 
support services) for provision of health home services. 
Health homes can provide medical and support services 
directly or through these subcontracts. 
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chronic conditions) to purchase private insurance by prohib-
iting many discriminatory insurance practices (for instance 
charging higher premiums because of gender or health 
status, or imposing lifetime or annual limits on coverage).56 
Private insurance plans are also required to cover certain 
preventive services for women without cost-sharing, includ-
ing screenings for HIV, STIs, and intimate partner violence, 
as well as all FDA-approved contraception. The availability 
of contraception without cost-sharing may be particularly 
beneficial for women of color, who experience higher rates 
of unintended pregnancies and are less likely to be able to 
afford cost-sharing.57 Plans must also allow women to access 
OB-GYN providers without requiring prior-authorization 
or a referral.58 These private insurance reforms will mean 
that thousands of women living with or at risk for HIV who 
have never had access to private insurance will be able to 
purchase private insurance starting in 2014. Policy analysts 
estimate that approximately 21.2% of women living with HIV 
who are currently receiving services through ADAPs will be 
eligible for insurance subsidies in 2014.59 

1.	 Exchanges	must	incorporate	the	voices	and	
experiences	of	women	living	with	HIV	and	must	be	
designed	in	ways	that	take	into	account	the	needs	of	
women	living	with	or	at	risk	for	HIV

In March 2012, HHS published an extensive final rule for 
establishment and operation of state-based exchanges. The 
rule includes standards and requirements for: stakeholder in-
volvement; consumer outreach; Qualified Health Plan (QHP) 
certification; provider network adequacy; and application 
and enrollment processes.60 It is clear that states will have 
a great deal of discretion in designing and operating their 
exchanges.61

 

Advocacy Targets:

FEDERAL 

• As of May 2012, only thirteen states and the District of 
Columbia had passed legislation or issued executive 
orders to establish a state-run exchange.62 This means 
that the federal government will likely be running a 
significant number of exchanges, making it even more 
important for the rules and regulations governing 
federally facilitated exchanges to contain robust 
consumer protections and requirements. Many of the 
state advocacy targets listed below may also be relevant 
to shape implementation of these federally facilitated 
exchanges.

STATE

• In establishing and operating their exchanges, states 

must consult with a range of stakeholders, including 
consumers, advocates for hard-to-reach populations, 
and public health experts.63 HIV and reproductive 
health advocates – and women living with or affected 
by HIV in particular – must be at the table as important 
state decisions about exchange design and operations 
are made. Opportunities for stakeholder involvement 
include public hearings, task forces, and consumer 
consultations. 

• States must ensure that people who enroll in coverage 
through exchanges have access to providers they know 
and trust and who are able to meet their care and 
treatment needs. Federal regulations require any plan 
operating within the exchange to have an adequate 
provider network and to contract with “essential 
community providers” (which include Ryan White 
Program providers and FQHCs). However, the federal 
standards are broad, giving states discretion to select 
which essential community providers will be included 
in QHPs. State plan certification requirements for 
these plans must include: mandatory inclusion of Ryan 
White Program providers in plan networks and robust 
accessibility standards that ensure access to a range of 
providers that are able to meet the care and treatment 
needs of women living with HIV, including prohibiting 
increased costs for access to specialists.

• QHP certification requirements must address the needs 
of women, including: requiring providers to undergo 
cultural competence training; requiring that plans 
adhere to nationally recognized standards of care for 
HIV and women’s care in particular; and requiring plans 
to collect data on health care utilization for women living 
with HIV.

2.	 Essential	Health	Benefits	must	be	defined	and	
implemented	in	ways	that	ensure	access	to	
comprehensive	care	and	treatment

 
The same set of ten categories of essential health benefits 
(EHB) that are required to be provided to newly eligible 
Medicaid beneficiaries are also required to be part of any 
private insurance plan sold through the exchanges.64 In 
December 2011, HHS published guidance (in the form of a 
bulletin) laying out its implementation plan for the EHB.65 
Instead of creating a robust national standard (which HIV 
advocates had urged HHS to do), the bulletin allows each 
state to adopt its own definition of the EHB. This state 
“flexibility” means that health disparities that currently exist 
are likely to persist. Women living in states that historically 
have not invested in health, such as those in the South, will 
almost certainly end up with an EHB package less robust 
than those in states that have prioritized health spending. A 
state can choose an insurance plan (among ten options) to 
serve as the state’s EHB “benchmark.” This means that all 
private insurance plans sold on the exchange must provide 
the scope of services and plan design features of the chosen 
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benchmark plan in that state. If the chosen benchmark does 
not include a specific EHB category, the state must supple-
ment the plan to provide that benefit. The benchmark must 
include the ten EHB categories; however, there will still be 
incredible variation among plans with regard to things like 
service limits and cost sharing. 

Advocacy Targets:

FEDERAL

• HHS will be issuing more detailed regulations on the 
EHB requirements, and it is imperative that there are 
strong federal standards with regard to what private 
insurance plans sold through exchanges must cover. 
HHS regulations and guidance must incorporate the vital 
services that are essential to keeping women living with 
HIV healthy (see above discussion of EHB for Medicaid 
benchmark plans for key benefits that must be included). 

• There have been attempts in Congress to allow 
providers and employers to opt out of providing access 
to certain services (e.g., contraception) because of 
religious or moral objections. Members of Congress 
must oppose these measures and ensure that women 
have access to mandated services.66 

STATE

• State departments of insurance should make detailed 
information on the options for benchmark plans publicly 
available so that the HIV community can determine 
which plans will be best for women living with or at risk 
for HIV. The actual benefits covered will likely not vary 
much by plan, but there could be significant variation 
in terms of service limits, prescription drug formularies, 
and other plan design features. 

3.	 The	patient	navigator	program	must	be	designed	
in	ways	that	utilize	the	expertise	of	women	living	
with	and	affected	by	HIV	and	enable	the	program	to	
effectively	reach	this	population

 
The ACA requires exchanges to have outreach processes in 
place to provide applicants with the information they need 
to apply for and enroll in health insurance coverage. For 
instance, every exchange is required to have a patient navi-
gator program that will provide applicants with information 
about their public and private coverage options and that 
will be able to ferry applicants through the application and 
enrollment processes. Federal regulations have provided 
broad standards for this program, including the requirement 
that the program include at least one community-based non-
profit, but much discretion is left to states to design their 
own navigator programs. For women living with HIV, having 

a patient navigator who is also a peer – a woman living with 
HIV – is critical and has been shown to be effective in getting 
women into and retaining them in care. 

Advocacy Targets:

FEDERAL

• The final rule published by HHS on the establishment of 
exchanges includes broad standards and protections, 
but very few oversight and enforcement mechanisms. 
HHS must provide a process for how patient navigator 
programs will be evaluated to ensure they are complying 
with the letter and the spirit of the ACA, particularly 
around protections that address use of agents and 
brokers as navigators (who may have conflicting financial 
interests to push people into certain plans) as well 
as an enforcement mechanism if programs are not in 
compliance.

STATE

• State exchanges must develop patient navigator 
requirements and certification standards that work for 
women living with or at risk for HIV. State exchanges 
should go above the federal floor of having at least 
one community-based entity serving as a navigator and 
should urge exchanges to contract with Ryan White 
Program grantees, particularly those with experience 
reaching out to and enrolling women in public programs 
to carry out navigator functions. Exchanges should also 
adopt certification and training standards that ensure 
that navigators are able to effectively reach women 
living with or at risk for HIV. For instance, navigators 
should be available to assist people outside of normal 
business hours. Navigators should also undergo cultural 
competence and language training as well as training 
on a range of public programs available for women 
living with HIV (including non-health social services 
like the Women Infants and Children (WIC) program, 
Supplemental Nutrition Assistance Program (SNAP), 
and resources for women experiencing intimate partner 
violence).67 Successful peer support programs funded 
by Ryan White Part D provide good models for care 
coordination and should be incorporated into navigator 
programs.68 Exchanges may also look to Ryan White 
case management certification and training guidelines 
for their navigator standards.69

4.	 Monitoring	and	oversight	mechanisms	must	ensure	
strong	enforcement	of	non-discrimination	and	inclusion	
mandates	that	will	bar	discrimination	against	women	
living	with	HIV	and	expand	access	to	quality	care	

 
The ACA and implementing regulations contain strong non-
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discrimination language that will benefit women who are dis-
proportionately affected by harmful insurance underwriting 
practices. For instance, the ACA prohibits insurance plans 
sold through an exchange from charging higher premiums 
based on gender and health status and prohibits all plans 
from denying or dropping someone from coverage based on 
a pre-existing condition, or imposing lifetime or annual limits 
on services. In addition, the final exchange regulation pro-
hibits exchanges and QHPs from discriminating on the basis 
of “race, color, national origin, disability, age, sex, gender 
identity, or sexual orientation.”70 However, without adequate 
oversight and enforcement mechanisms, this language will 
do little to end harmful insurance practices that dispropor-
tionately affect women.

Advocacy Targets:

FEDERAL

• HHS must develop strong oversight and monitoring 
processes and ensure that implementation of the non-
discrimination mandates means that women living with 
or at risk for HIV, including transgender women, will 
not be discriminated against in terms of access to vital 
health care services and the ability to see a qualified 
provider.

STATE

• State exchanges must ensure that state non-
discrimination laws, particularly around prohibitions on 
discrimination based on sex, sexual orientation, gender 
identity, and health status or disability, are followed as 
states design their exchanges and QHP certification 
standards. Health care consumers should also have 
access to adequate information on the appeals 
processes for denial of coverage.

INVESTMENTS IN HEALTH 
INFRASTRUCTURE, PREVENTION, 
WELLNESS, AND WORKFORCE

In addition to the insurance expansion provisions discussed 
above, the ACA includes a number of investments and 
initiatives aimed at increasing prevention and wellness and 
shoring up the nation’s health workforce and infrastructure. 
These investments are essential to ensuring that health care 
providers are able to meet the care and treatment needs of 
the millions of people who will be moving into the health 
care system in 2014 and to ensure that access to insurance 
translates to access to comprehensive care. The following 

federal and state advocacy priorities will help to ensure that 
these investments benefit women living with or at risk for 
HIV.

1.	 ACA	investments	in	health	infrastructure,	including	
significant	investments	in	community	health	centers,	
must	ensure	that	clinics	and	programs	are	designed	to	
meet	the	needs	of	women	living	with	or	at	risk	for	HIV

The ACA includes billions of dollars in funding and grants 
for community health centers. For instance, in August 2011 
the federal government awarded $28.8 million to commu-
nity health centers to expand care to an additional 286,000 
patients. Over the past decade, health centers have experi-
enced a 94% increase in the number of low-income women 
of childbearing age that they serve; nationally, health centers 
provide a health home for 1 in 5 women in that demograph-
ic.71 Community health centers (and any safety net provider 
that receives state or federal money) must be held account-
able for providing comprehensive, culturally sensitive care to 
diverse populations, including women living with HIV. There 
are many opportunities through these new investments to in-
crease collaboration among community health centers, Ryan 
White Program and reproductive health providers, and other 
safety net clinics to integrate reproductive, primary, and HIV 
care and ensure that women have access to the range of 
services they need to stay healthy.

Advocacy Targets:

FEDERAL

• The newly formed federal Working Group on the 
Intersection of HIV/AIDS, Violence Against Women and 
Girls, and Gender-related Health Disparities should 
investigate successful models of integrated reproductive 
health and HIV care (including services for intimate 
partner violence) and help develop best practices to 
encourage use of these models.

STATE

• The HIV community, state primary care associations, 
community health centers, and safety net providers 
should work together to encourage collaboration 
between HIV providers and other health care clinics 
that serve women, including those who assist women 
experiencing intimate partner violence.72 Collaboration 
could include affiliation agreements between HIV 
providers, community health centers, and/or other 
safety net providers that encourage referrals or training 
designed to give HIV and community health center 
providers the information they need to identify and 
effectively treat overlapping reproductive and HIV health 
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care needs. An effective model for this collaboration is 
Choices, a Tennessee-based program where training 
and increased dialogue between reproductive health 
and HIV providers has promoted integrated care that 
meets the care and treatment needs of women living 
with HIV.73

• Initiatives aimed at expanding HIV care in community 
health centers must include training that is specific 
to the needs of women living with or at risk for HIV. 
The AIDS Education and Training Centers’ (AETC) 
National Center for HIV Care in Minority Communities, 
for instance, is an initiative funded by HRSA’s HIV/
AIDS Bureau and being implemented by HealthHIV 
in collaboration with the National Association of 
Community Health Centers. The program provides 
funding and intensive technical assistance and training 
to community health centers around the country to 
expand HIV care and treatment capacity. This initiative 
could be strengthened by focusing some of its technical 
assistance and training to enable community health 

centers to meet the care and treatment needs of women 
living with or at risk for HIV.74 

2.	 Investments	in	the	Prevention	and	Public	Health	Fund	
must	be	allocated	to	prevention	initiatives	geared	
toward	women

 
The Prevention and Public Health Fund allocates billions of 
dollars to prevention initiatives and programs throughout 
the country. For example, grants funding HIV testing, linkage 
to care, and data collection for high-risk populations have 
been awarded to Alabama and Iowa, among other states.75 
Despite the potential for this initiative to improve HIV 
prevention, there have been numerous efforts in Congress 
to defund the Prevention and Public Health Fund. Most 
recently, the House of Representatives proposed to use the 
Fund as an offset for student loan interest rates.

Advocacy Targets:

FEDERAL

• Congress must protect the Prevention and Public Health 
Fund as a vital source of funding for a range of cost-
effective initiatives that will greatly benefit women at risk 
for HIV and help to meet the prevention goals of the 
National HIV/AIDS Strategy.

• HHS should target funds to support HIV prevention and 
public health services aimed at women, including grants 
for community-based organizations and funding for 
studies and initiatives addressing stigma.

STATE

• Community-based organizations, health centers, and 
state health officials must be aware of federal funding 
opportunities under the Prevention and Public Health 
Fund and submit proposals that include women-specific 
initiatives. 

3.	 Health	care	professionals	must	be	equipped	to	meet	
the	care	and	treatment	needs	of	women	living	with	or	
at	risk	for	HIV

Thousands of women living with HIV will be entering public 
and private insurance systems in 2014, many for the first 
time. Health care providers must have the expertise to not 
only treat the medical needs of women living with HIV, but to 
also provide care in a culturally competent way that pro-
motes trust. This expertise is particularly important given the 

INTEGRATING HIV AND REPRODUCTIVE 
HEALTH SERVICES: CHOICES

Choices in Memphis, Tennessee began as an 

organization exclusively focused on women’s 

reproductive health, including services and 

counseling for women experiencing or at risk for 

intimate partner violence.  Over time, Choices 

has expanded its services to create a more 

comprehensive model of care, and has helped 

educate HIV providers within the community around 

women’s health issues. HIV providers are now able 

to refer their patients to Choices for integrated 

reproductive health services, including intimate 

partner violence counseling and prevention, 

and fertility services.  In turn, Choices provides 

HIV testing and referrals to HIV specialists.  By 

reaching out and building relationships with the 

HIV community, Choices has been able to create a 

supportive system of care and referral that promotes 

a “no-wrong door” model for entry into care 

for women, and ensures access to experienced, 

culturally competent providers who understand the 

unique reproductive health needs of women living 

with HIV.
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fact that women living with HIV, and transgender women in 
particular, often face stigma from health care professionals.76 
The ACA includes several initiatives that could provide this 
type of targeted training to providers that serve women liv-
ing with HIV:

• Expansion of the National Health Service Corps, 
providing incentives to place health professionals in 
health professional shortage areas and to provide health 
care services in underserved areas in exchange for loan 
repayment and scholarships;77

• Health Professional Opportunity Grants (HPOG), 
which provide funding for states to offer skilled health 
professional training programs to TANF recipients 
and other low-income individuals, and to work with 
community partners to provide support services such as 
transportation, dependent care, and temporary housing 
for participants;78 and

• Capacity-building grants for primary care to strengthen 
the primary care workforce, with preference given to 
programs that provide training in the care of vulnerable 
populations, including people living with HIV.79

Advocacy Targets:

FEDERAL

• Congress must preserve federal funding for important 
health workforce investments, particularly as proposals 
that will roll back ACA funding continue to be 
introduced.

STATE

• States, hospitals, and community-based organizations 
applying for health workforce grants must include 
training for providing integrated HIV and reproductive 
health care and treatment to women living with or at risk 
for HIV.

• Medical schools should work with the HIV community 
to ensure that medical school curricula includes cultural 
competence training as well as training on the new 
benefits mandates of the ACA.

Though the ACA offers unprecedented opportunities to 
expand access to care for millions of Americans, there will 
be gaps in covered services and affordability. Because of 
the federal government’s move toward state flexibility, many 
of the geographic disparities with regard to benefits man-
dates and affordability will likely continue. For example, 
while research has demonstrated that women who receive 
Medicaid generally face fewer barriers to care than women 
who are uninsured, even for women who receive Medicaid, 
cost remains a barrier.80 There will also be individuals who 
cannot access public or private insurance; one of the chief 
limitations in the Medicaid expansion provided through the 
ACA is that undocumented immigrants and legal immigrants 
within the five year ban will not be eligible for Medicaid 
coverage. Undocumented immigrants will also be barred 
from seeking coverage through exchanges. These gaps and 
limitations in the ACA mean that safety net programs – in-
cluding the Ryan White Program – will need to be able to fill 
in these gaps and provide the vital services that will connect 
women to health care services and keep them in care. It is 
too early to consider any major changes to the Ryan White 
Program because many key implementation decisions that 
will determine the services that will be available under ACA-

related insurance expansion have not yet been made. 

1.	 The	Ryan	White	Program	must	be	able	to	exist	
effectively	in	a	post	health	care	reform	world	to	ensure	
continued	access	to	vital	services,	including	those	
services	needed	to	connect	women	to	care	and	keep	
them	healthy.

The Ryan White Program is changing – and must change – as 
the health care system as a whole undergoes a major trans-
formation over the next several years. Though it is too early 
to know the exact impact that many of the ACA provisions 
will have on access to HIV care (and thus too early to discuss 
any major transformations of the Ryan White Program), the 
HIV community has already started to think about how to 
ensure that the health care needs of women living with or at 
risk for HIV will be integrated into health care reform as well 
as the future role of the Ryan White Program.81 For example, 
advocates are working to ensure that the comprehensive 
support and linkage to care services that are the hallmark of 
Part D of the Ryan White Program (which provides family-

FILLING THE GAPS: ENSURING THAT CARE, TREAT-
MENT, AND SUPPORT SERVICES NEEDS ARE MET
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centered services to 90,000 women and children living with 
and affected by HIV each year) are integrated into reforms. 
This is particularly important as Part D of the Ryan White 
Program is already facing significant changes on top of cuts 
in federal funding in recent years.82 Part D program grantees 
must “re-compete” for funding under different criteria that 
emphasize primary and clinical care in targeted areas of 
need.83 While it is too early to evaluate the impact of the re-
compete, coupled with a funding cut in the FY 2012 budget, 
it may result in an increased number of clinics that receive 
less funding than in previous years.84 

Advocacy Targets

FEDERAL

• HRSA and the HIV/AIDS Bureau in particular must 
ensure that the Ryan White Program continues to 
serve the needs of women living with or at risk for HIV, 
including the Ryan White funded services that are 
essential for women to access care and stay healthy, 
particularly those services that will likely not be fully 
covered by public and private insurance. HRSA recently 
solicited public comment on the 2013 reauthorization of 
the Ryan White Program,85 and advocates are preparing 
written comments on the importance of these services in 
a post health care reform world. Massachusetts offers a 
successful model of the continued and vital role for the 
Ryan White Program in a reformed health care system 
where the vast majority of people living with HIV have 
public and private insurance.86 

• Congress and HRSA must ensure that the vital programs 
funded through Ryan White Part D continue to serve 
women and families living with and affected by HIV. Part 
D funded programs are essential to connecting women 
living with HIV to health care and social services and 
keeping them in care. Congress and the Administration 
must commit to preserving these successful models.

2.	 The	National	HIV/AIDS	Strategy	must	be	updated	
and	implemented	in	ways	that	address	the	care	and	
treatment	needs	of	women	living	with	HIV.	

 
The National HIV/AIDS Strategy (NHAS) represents a 
milestone in HIV policy, setting specific goals for inter-
agency collaboration, connecting people to care, address-
ing health disparities and reducing the number of new HIV 
infections.87 However, the NHAS lacked specific goals and 
metrics that adequately incorporated the unique needs of 
women. Recently, the Presidential Advisory Council on HIV/
AIDS (PACHA) passed a resolution recommending that 
the NHAS be updated to reflect more specific metrics and 
goals for women living with or at risk for HIV. These goals 
include important areas of overlap with the implementa-
tion of the ACA, including “mak[ing] quality and effective 
gender-sensitive care for women living with HIV more widely 
and readily available through the integration of HIV care and 
prevention services with sexual and reproductive health care 
and intimate partner violence prevention and counseling.”88 

VITAL SERVICES FOR WOMEN THAT 
WILL LIKELY NOT BE FULLY COVERED 
THROUGH INSURANCE:

• Dental services

• Transportation

• Housing

• Nutrition services

• Legal services

• Peer support services

• Case management

• Child care services

• Domestic violence services

• Insurance assistance

MASSACHUSETTS: A POST HEALTH 
CARE REFORM STATE IN A 
PRE HEALTH CARE REFORM COUNTRY

• Majority of ADAP funds now go to 
insurance assistance (as opposed to full 
pay for medications)

• More Ryan White Program dollars are 
focused on early intervention and support 
services, enabling more people to access 
care and stay in care

• Between 2006 and 2009, HIV diagnoses in 
Massachusetts fell by 25% compared to a 
2% national increase

• Cost per HIV-positive Medicaid beneficiary 
has gone down, particularly the amount 
spent on inpatient hospital care
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Fulfilling NHAS goals for women can be accomplished only 
if the ACA is implemented in ways that meet the care and 
treatment needs of women living with or at risk for HIV, in 
conjunction with the Ryan White Program (as described 
above). 

FEDERAL

• Realizing NHAS access to care, prevention, and 
health disparity goals will require that public, private, 
and civil society partners work together to fully meet 
three distinct, but inter-related, objectives: (1) fully 
implementing ACA reforms in ways that meet the care 
and treatment needs of women living with or at risk 
for HIV; (2) adequately supporting the ongoing Ryan 
White Program’s ability to address gaps in core health 
and social services until successful integration of HIV 
care, treatment and service models into health reforms 
is demonstrated; and, (3) re-tooling the Ryan White 
Program to address outstanding gaps in coverage (e.g., 
vision and dental care, and transportation, child care, 
and case management services) and gaps in affordability 

(associated with insurance premium and co-payment 
obligations), that will likely remain even after full 
implementation of the ACA.

STATE 

• States also have a vital role to play in ensuring that the 
NHAS access to care, prevention and health disparity 
goals are met through full and effective implementation 
of the ACA as well as the Ryan White Program. Because 
of the degree to which implementation decisions are 
left to states, it is essential that state governments 
work closely with a diverse group of women (including 
advocates and providers working in HIV, health, public 
health, sexual and reproductive health, and domestic 
violence) to maximize the potential that the ACA and 
Ryan White Program are implemented in ways that meet 
the care, treatment, and prevention needs of women 
living with or at risk for HIV and address their health 
disparities. 

The ACA offers unprecedented opportunities to expand 
access to care to thousands of uninsured and underinsured 
women living with or at risk for HIV, but ensuring that the 
ACA works for this population will take leadership and com-
mitment from state and federal policymakers, HIV providers, 
and women living with HIV.  As access to insurance is ex-
panded, there are opportunities to shape what this coverage 
looks like by developing and expanding models of care that 
integrate reproductive health care and HIV services and that 

incorporate support and care coordination services.  Finally, 
ACA implementation is occurring against a backdrop of eco-
nomic recession, a polarized political system, and increasing 
attacks on women’s reproductive health care rights.  This 
challenging environment makes it more important than ever 
that the statutory and regulatory provisions of the ACA are 
used to advocate for women’s rights to health care coverage 
and systems that work for them.

CONCLUSION AND ONGOING CHALLENGES
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APPENDIX A:
MAJOR HEALTH CARE REFORM PROVISIONS  
AFFECTING WOMEN LIVING WITH HIV 

2010
• States may amend their Medicaid state plans to provide family planning services to women who are not otherwise eligible for Medicaid
• Pre-existing Condition Insurance Plans (PCIPs) for people with pre-existing conditions
• Prohibition against rescissions in all private health insurance plans
• Prohibition against lifetime benefit limits for all private health insurance plans
• Prohibition and/or restrictions on annual benefit limits in all private health insurance plansˇ
• $250 Rebates for beneficiaries in the Medicare Part D coverage gap
• Required coverage of preventive care and immunizations without cost sharing for all private health insurance plans*
• Increased funding for community health centers by $11 billion over the next 5 years
• Creation of Prevention and Public Fund, which allocates $750 million in FY 2011, increasing annually up to $2 billion in FY 2015 and later

2011
• Medicaid Health Home program allows states to provide coordinated care through a health home for individuals with chronic conditions
• Center for Medicare and Medicaid Innovation (CMMI) established to evaluate payment and service delivery models
• All health insurance plans must cover preventive services without cost-sharing, including USPSTF A and B recommended services, as well as 

women’s recommended preventive services (well-woman visits, STI counseling and screening, cancer screening, domestic violence screening, and 
contraception)

• ADAP contributions can be used to assist Part D beneficiaries in meeting cost-sharing obligations and will count toward the beneficiary’s true out-
of-pocket deductible or copayment obligations (TrOOP)

• 50% discount on brand-name drugs for Medicare beneficiaries who enter the Medicare Part D coverage gap

2012
• States must choose essential health benefits benchmark plan for private insurance plans sold through exchanges

2013
• Exchange blueprints must be certified by HHS
• Open enrollment for exchanges begins

2014
• Medicaid eliminates categorical eligibility and expands coverage to all those with income up to 133% of the federal poverty level (FPL) (about 

$14,800/year for  an individual and $30,000/year for a family of four) with increased federal funding to pay for newly-eligible beneficiaries
• Qualified health plans offered through state exchanges as well as Medicaid benefits packages for newly-eligible beneficiaries must include “essen-

tial health benefits,” to be defined by the Secretary of Health and Human Services*
• Prohibition on pre-existing condition exclusions for all private health insurance plans (starts in 2010 for children)ˇ
• Prohibition on discrimination based on health status for all private health insurance plansˇ
• Premiums charged by health insurance issuer for new coverage offered in individual or small-group markets and exchanges may only vary by 

whether an individual or family is covered; the geographic rating area; age; and tobacco use*
• Guaranteed availability of coverage from insurance carriers selling health plans in individual and group markets and exchanges*
• Premium tax credits and cost sharing subsidies for people with income up to 400% FPL to purchase insurance through exchanges
• Eventual elimination of Medicare Part D coverage gap by 2020 

* Does not apply to grandfathered plans (defined broadly as a group health plan or group or individual health insurance coverage in which individu-
als were enrolled on March 23, 2010).89

ˇ  Applicable to grandfathered group health plans, but does not apply to grandfathered individual health insurance coverage.
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APPENDIX B: ACA IMPLEMENTATION TIMELINE

June
2012
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decision
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enrollment for 

exchange 
coverage

Medicaid 
and exchange 

coverage 
begins

States must submit plan 
for exchange to HHS 
(state-run, federally-

facilitated, state/federal 
partnership 

Automatic federal cuts 
as a result of Budget 

Control Act go into effect 
(could impact community 
health centers, subsidies 

to purchase private 
insurance, Ryan White 

Program 

States must choose 
Essential Health 

Benefits benchmark 
plan for private 

insurance plans sold 
through Exchanges

September
2012

November
2012

January
2012

October
2013

January 
2014

Federal regulations still to come:
Medicaid reimbursement
Essential Health Benefits (exchanges AND Medicaid)
PCIP transition
Basic Health Program
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APPENDIX C: 
MEDICAID BENEFITS AND ACA MANDATES
Traditional Medicaid programs include a set of mandatory services, which every state must provide, and a set of optional services, 
which states have the choice to provide. Section 1937 of the Social Security Act allows states to offer Medicaid beneficiaries a benefits 
package based on the private insurance market, however there are a number of mandated benefits that must be included if a state 
chooses to offer a benchmark Medicaid package. The ACA includes additional benefits mandates, requiring that benchmark plans 
include the ten categories of “Essential Health Benefits” described in §1302 of the ACA (the same set of ten categories required for 
private plans sold through exchanges).90

TRADITIONAL MEDICAID SERVICES

Mandatory Services91 Optional Services

Inpatient hospital services Prescription drugs

Outpatient hospital services Clinic services

EPSDT Physical therapy & rehab. 

Nursing facility services Dental services

Home health services (if elig. for 
nursing home care)

Podiatry services

Physician services Optometry services, glasses

RHCs and FQHCs Primary care case mngmt.

Lab and x-ray services ICF/MR services

Family planning Home health care services

Nurse midwife services Personal  care services

Transportation Hospice services

Chiropractic services

Other diagnostic, screening,  
preventive & rehab. services

ACA MANDATED CATEGORIES

Essential Health Benefits92

Ambulatory patient services

Emergency services

Hospitalization

Maternity and newborn care

Mental health and substance use disorder services  
(including behavioral health treatment)

Prescription drugs

Rehabilitative and habilitative services and devices

Laboratory services

Preventive and wellness services & chronic disease man-
agement

Pediatric services, including oral and vision care

The ACA Non-Discrimination Mandates

In defining the EHB, the Secretary is directed to “not make 
coverage decisions, determine reimbursement rates, establish 
incentive programs, or design benefits in ways that discriminate 
against individuals because of their age, disability, or expected 
length of life.”

The Secretary is also directed to “take into account the health 
care needs of diverse segments of the population, including 
women, children, [and] persons with disabilities.”

Finally, the Secretary is directed to “ensure that health benefits 
established as essential not be subject to denial to individuals 
against their wishes on the basis of the individuals’ age or ex-
pected length of life or of the individuals’ present or predicted-
disability.”

ACA EHB Mandates §1937 Benchmark 
Mandates

ACA Non-Disc. 
Mandates

Benefits Package that Meets 
Care and Treatment Needs 
of Women Living with HIV

+ + =

§1937 Benchmark Mandated Benefits

Prescription drugs

Mental health services

Family planning services

Non-emergency transportation

EPSDT

Inpatient and outpatient hospital services

Physicians’ surgical and medical services

Laboratory and x-ray services

Well-baby and well-child care

Emergency services

Benchmark and benchmark equivalent benefits packages must 
ensure access to rural and federally qualified health centers and 
maintain same prospective payment system rate

Comparison of Section 1937 Benchmark Mandates with the ACA Non-Discrimination Mandates
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