
 

 
Ryan White Program Appropriations 

 

 
1. Amounts reflect 0.2% budget-wide tap. 
2. This reflects the transfer of $5 million from Part A to Part B Base due to loss of eligibility of four Transitional Grant Areas.  

Program 
FY 

2011Final1  

 
CAEAR 

Coalition 
FY 2012 
Request 

 
President’s 

FY 2012 
Budget Request 

 
Senate 

Committee’s 
FY12 Mark 

 
House  

Sub-Committee 
FY12 Mark 

Part A 

 
$677.7m 
(-$0.4m) 

 
$751.9m 

(+$74.2m) 

 
$679.1m 
(+$1.4m) 

 
$672.5m2 
(-$5.2m) 

 
$672.5m2 
(-$5.2m) 

Part B 
Base 

 
$418.0m 
(-$0.8m) 

 
$494.8m 

(+$76.8m) 

 
$418.8m 
(+$0.8m) 

 
$423.0m2 
(+$5.0m) 

 
$423.1m2 
(+$5.1m) 

Part B ADAP 

 
$885.0m 
(+$27m) 

 
$991.0m 

(+$106.0m) 

 
$940.0m 

(+$55.0m) 

 
$900.0m 
(+15.0m) 

 
$885.0m 

(+0m) 

Part C 

 
$205.6m 
(-$0.8m) 

 
$272.2m 

(+$66.6m) 

 
$211.5m 
(+$5.9m) 

 
$205.6m 
(+$0m) 

 
$205.6m 

(+0m) 

Part D 

 
$77.3m 
(-$0.3m) 

 
$83.1m 

(+$5.8m) 

 
$77.8m 

(+$0.5m) 

 
$77.3m 
(+$0m) 

 
$77.3m 
(+0m) 

Part F AETC 

 
$34.6m 
(-$0.1m) 

 
$50.0m 

(+$15.4m) 

 
$34.8m 

(+$0.2m) 

 
$34.6m 
(+0m) 

 
$34.6m 
(+0m) 

Part F Dental 
Reimb. 

 
$13.5m 
(-$0.1m) 

 
$19.0m 

(+$5.5m) 

 
$13.6m 

(+$0.1m) 

 
$13.5m 
(+$0m) 

 
$13.5m 
(+0m) 



 

Increased Ryan White Program Resources Needed in 2012 to 
Respond to Growing Need for Care 
 

The Need for HIV/AIDS Care and Treatment is Growing 
 CDC has significantly increased efforts to expand HIV testing in hard-hit communities to help people living 

with HIV learn their status and enter care.  
 

 Researchers estimate that CDC’s expanded HIV testing guidelines will bring an additional 46,000 people 
into care over five years and reduce the 21% of people living with HIV but not in care. Bringing these 
individuals into care will save money in the long run, but requires an initial investment now–caring for 
individuals early in their disease will increase the cost of care by $2.7 billion over five years and the 
majority of those costs will fall to federal discretionary programs like the Ryan White Program and will not 
be offset by entitlement programs.1 
 

 45% of HIV-infected people in the U.S. for whom antiretroviral therapy would likely be recommended are 
not accessing treatment–together, primary medical care and medications are  key to helping people living 
with HIV maintain their health. 2 

 

The Ryan White Program Works 
 The OMB’s Program Assessment Rating Tool (PART) found that the Ryan White Program has contributed to 

the decline in the number of new AIDS cases and deaths due to HIV/AIDS. 
 

 The PART assessment gave the program a score of 100% in Program Results and Accountability, making it 
one of only seven out of 1,016 federal programs to receive that score.  

 

 The program addresses disparities in access to HIV treatment and care, serving women and racial and ethnic 
minorities in significantly higher proportions than their representation among reported AIDS cases.   

 

Ryan White-Funded Programs are Economic Engines in their Communities 
 Ryan White-funded programs, including many community health centers, bring jobs and economic 

development to low-income urban communities and sparsely populated rural areas, serving as anchors for 
existing and new businesses and investments. These organizations employ people in their communities, 
providing critical entry-level jobs and community-based training and career building. 
 

 A large, urban community health center brings an estimated economic impact of $21.6 million, employing 
281 people, and a small, rural health center has an estimated economic impact of $3.9 million, employing 52 
people.3 

 

State Budget Cuts Have Created an Immediate Funding Crisis  
 The AIDS Drug Assistance Programs (ADAPs) in many states are on the brink of the worst funding shortfall in 

many years and there is a record number of people in need of ADAP services due to the economic downturn. 
Adjustments have been made to Medicaid reimbursement rates to address economic conditions but no 
similar steps have been taken for ADAP. 

                                                 
1 Martin, E. G., Paltiel , A. D., Walensky, R. P. and Schackman, B. R. (2010), Expanded HIV Screening in the United States: What Will It Cost Government 
Discretionary and Entitlement Programs? A Budget Impact Analysis. Value in Health, 13: 893–902.  http://www.ncbi.nlm.nih.gov/pubmed/20950323 
2Kates J. Insurance Coverage and Access to HIV Testing and Treatment: Considerations for Individuals at Risk for Infection and for Those with 
Undiagnosed Infection. Clinical Infectious Diseases, 2007:45 (Suppl 4). http://cid.oxfordjournals.org/content/45/Supplement_4/S255.full 
3National Association of Community Health Centers, Access Granted, August 2007. http://www.nachc.com/research 



 

 8,310 people in 13 states are on waiting lists for the program. 17 states have cost-containment strategies that 
limit access. Two states removed people from their ADAP after reducing financial eligibility. Some states have 
been forced to remove vital drugs from their ADAP formulary and/or institute annual expenditure caps and 
cost-sharing.  

 

 Community is also engaged in cost-containment measures with industry, including rebates, price reductions, 
and patient assistance programs.  

 

Requested Increases Authorized in Legislation 

The amounts requested for FY2012 match the levels Congress authorized for the program in FY2012 in 
the Ryan White HIV/AIDS Treatment Extension Act of 2009. 

 
Part A––Cities and Communities  
More than 70% of all people living with HIV/AIDS in the U.S. reside in a Part A community.  Part A serves an 
estimated 300,000 people living with HIV/AIDS per year.  $759.1 million in 2012 will partially address the current 
unmet need for medical care and some support services for uninsured and underinsured people living with 
HIV/AIDS in these hard-hit communities. The rising cost of care due to health care inflation and the complexity of 
care as the population ages are affecting the amount of services provided–the number of visits for health-related 
care decreased from 3.18 million visits in 2005 to 2.6 million in 2009. 
 

Part B––AIDS Drug Assistance Program  
$991 million in 2012 are needed to reduce and prevent waiting lists, formulary reductions and other cost 
containment measures and to allow all state ADAPs to provide the full range of antiviral medications and 
treatments for infections and side effects.   
 

Part C––Community Health Centers and Clinics 
Over 247,000 persons living with HIV/AIDS receive medical care in Part C–funded community health centers and 
clinics each year.  $272.2 million in 2012 would allow Part C clinics to provide outpatient medical care to the 
30,000+ people expected to enter care at those sites next year. 
 

Part F––AIDS Education and Training Centers 
$50 million in 2012 for AIDS Education and Training Centers would support the training of health care providers to 
care for growing patient caseloads and address the growing complexities of treating those with co-morbidities 
and drug side effects.  
 

Funding Requests 
We support the full community request for the entire Ryan White portfolio.   

Program Component FY 2012 Authorization FY 2012 Request Estimated Need  

Part A $759.1M $759.1M $1,018M 

Part B 
Base 

$1,489M 
$495M  

ADAP $991.0M  

Part C $272.2M $272.2M $406.8M 

Part F: AETCs $40.2M $50M  



HIV/AIDS Community 
Deficit Reduction Principles 

 

This is a critical moment in the fight to end the HIV pandemic. Scientific research findings unequivocally 
show that early access to treatment improves health outcomes for people with HIV and significantly 
reduces HIV transmission. The first-ever National HIV/AIDS Strategy provides a roadmap for reducing HIV 
infections, increasing access to care, and addressing health disparities. Cuts to Medicaid, Medicare and 
other programs that support HIV/AIDS prevention, care and treatment, research, housing and support 
services will set us back in the battle against HIV disease and leave the vision of ending the HIV pandemic 
out of reach.  

Deficit reduction is an important federal priority, but it must not be achieved at the expense of low-
income and vulnerable populations. The HIV/AIDS community urges Congress to apply the following 
principles to reducing the federal deficit:  

Ensure a fair and balanced approach to deficit reduction that includes revenue increases.  

Raising revenue is an essential part of a balanced approach to deficit reduction. Failure to include 
revenue increases will force harmful cuts to critical programs that will cost more in lives and dollars over 
the long-term.  

Protect vulnerable populations and maintain the federal commitment to the fight against HIV/AIDS 

through ongoing funding of essential prevention, care and treatment, research, housing and support 

services. 

A key tenant of deficit reduction must be to do no harm to the most vulnerable, including people with or 
at risk of HIV/AIDS. Our nation’s fiscal health will not be improved by limiting access to lifesaving 
prevention, care and treatment, housing and support services for the more than a million people living 
with HIV/AIDS in the United States or the millions of people at risk for HIV. Without adequate HIV care 
and prevention programs, the number of new infections will escalate as will health care costs to treat 
those newly infected. It would be counterproductive to disable the prevention, care and treatment, 
research, housing and support services that are critical to ending the HIV epidemic.  

Preserve the federal commitment to the Medicaid and Medicare programs. 

Medicaid and Medicare are the two largest sources of HIV/AIDS care and treatment, providing coverage 
to approximately 40% and 20% of all people with HIV/AIDS in the United States respectively. Converting 
the federal contribution to the Medicaid program into a block grant, setting spending caps, or instituting 
a new federal matching formula will shift costs to the states without lowering overall costs, which will 
further restrict access to HIV care and prevention. The Medicaid expansion in 2014 will enable early and 
reliable access to HIV care and treatment for the first time for many people with HIV and must not be 
undermined by the deficit reduction process.  And proposals to shift greater Medicare costs to 
beneficiaries or to reduce provider payments will leave lifesaving care and treatment out of reach for 
people with disabilities and seniors. 
 
Do not jeopardize the health care reforms already underway.  

Critical, ongoing health reforms emphasizing prevention and wellness, affordable coverage, and cost-
effective and coordinated care must not be compromised. The 32 million Americans, including many 
people with HIV/AIDS, who will gain health care coverage under health care reform are counting on it.  
 
This petition was circulated by the AIDS Budget and Appropriations Coalition and the HIV Health Care Access Working Group of 
the Federal AIDS Policy Partnership.  Information available at www.federalaidspolicy.org. 



 

ALASKA 

HIV/AIDS Services for African Americans in Alaska 

ALABAMA 

AIDS Alabama 

ARKANSAS 

The Living Affected Corporation 

ARIZONA 

HIV/AIDS Law Project 

CALIFORNIA 

AIDS Legal Referral Panel 

AIDS Project Los Angeles 

BIENESTAR 

CAL-PEP 

Common Ground - the Westside HIV Community Center 

Desert AIDS Project 

L.A. Gay & Lesbian Center 

Marin AIDS Project 

Pozabilities 

Project Inform 

San Francisco ADS Foundation 

San Mateo County HIV Community Board 

SF Brightworks 

State Office of AIDA 

U.S. Positive Women’s Network 

COLORADO 

PWA Coalition Colorado 

Southern Colorado AIDS Project 

 
CONNECTICUT 

Family Centers Inc. 

DISTRICT OF COLUMBIA 

Advocates for Youth 

AIDS Alliance for Children Youth & Families 

AIDS United 

American Academy of HIV Medicine 

Asian & Pacific Islander American Health Forum 

CANN-Community Access National Network 

CAEAR Coalition 

Community Education Group 

HealthHIV 

Metropolitan Latino AIDS Coalition (MLAC) 

National AIDS Housing Coalition 

National Alliance of State and Territorial AIDS Directors 

National Coalition for LGBT Health 

National Coalition of STD Directors 

National Minority AIDS Council 

National Women and AIDS Collective (NWAC) 

National Working Positives Coalition 

Sexuality Information and Education Council  

of the United States (SIECUS) 

START at Westminster 

The AIDS Institute 

United Methodist Church, General Board of Church & Society 

Urban Coalition for HIV/AIDS Prevention Services (UCHAPS) 

DELAWARE 

AIDS Delaware 

Brandywine Counseling and Community Services 

Christiana Care HIV Program 

Delaware HIV Consortium 

Gateway Foundation 

Ministry of Caring 

FLORIDA 

Dab the AIDS Bear Project 

Positively U 

GEORGIA 

Aniz Inc 

Georgia Equality 

HIV Dental Alliance 

Recovery Consultants of Atlanta, Inc. 

IOWA 

Community Hepatitis & HIV Advocates of Iowa Network 

 
IDAHO 

Idaho Hispanic Caucus Institute for Research & Education 

 

ILLINIOS 

AIDS Foundation of Chicago 

CALOR- a division of Anixter Center 

Chicago Women’s AIDS Project 

Health and Disability Advocates 

HIV Prevention Justice Alliance (HIV PJA) 

Join the Impact Chicago 

LOUISIANA 

Louisiana AIDS Advocacy Network - LAAN 

Shelter Resources, Inc. D.b.a. Belle Reve 

Women with a Vision 

MASSACHUSETTS 

AIDS Action Committee of Massachusetts 

Greater Lawrence Family Health Center (GLFHC) 

Treatment Access Expansion Project 

 
 

 

 

 

 

 

 

HIV/AIDS Community Deficit Reduction Principles Signatories 



 

MARYLAND 

AIDS Action Baltimore 

LifeLinc of Maryland 

Moveable Feast 

National Association of People with AIDS (NAPWA) 

MICHIGAN 

AIDS Partnership Michigan 

HIV/AIDS Alliance of Michigan 

Michigan Positive Action Coalition (MI-POZ) 

MINNESOTA 

Clare Housing 

Minnesota AIDS Project 

MISSISSIPPI 

A Brave New Day 

Winston County Voters League 

NORTH CAROLINA 

North Carolina AIDS Action Network 

North Carolina Harm Reduction Coalition 

Western North Carolina AIDS Project 

NEBRASKA 

Nebraska AIDS Project 

NEW JERSEY 

African American Office of Gay Concerns 

Horizon Health Center 

NEW MEXICO 

New Mexico Hepatitis Alliance 

AIDS Treatment Data Network 

NEW YORK 

AIDS Community Research Initiative of America 

Bronx AIDS Services 

CitiWide Harm Reduction 

Community Health Action of Staten Island 

Exponents 

Gay Men's Health Crisis 

Harlem United 

Harm Reduction Coalition 

HIV Law Project 

Housing Works 

Latino Commission on AIDS 

National Black Women's HIV/AIDS Network 

New Concepts Community Support Services 

Project Hospitality 

Staten Island HIV Advocacy Network 

Treatment Action Group 

VillageCare 

VOCAL-NY 

 

 

OHIO 

AIDS Resource Center Ohio 

Community Impact, Inc 

Miami Valley Positives for Positives 

PENNSYLVANIA  

ACT UP Philadelphia 

ActionAIDS 

AIDS Policy Project 

Philadelphia FIGHT 

Southwestern Pennsylvania AIDS Planning Coalition 

SOUTH CAROLINA 

A Family Affair 

AID Upstate 

Catawba Care 

Lowcountry AIDS Services 

Minority AIDS Council of Orangeburg, Bamberg, and Calhoun 

Counties Inc. 

Roper St. Francis Ryan White Program 

SC Hispanic OUTreach 

SC HIV/AIDS Care Crisis Task Force 

South Carolina Campaign to End AIDS 

Wateree Aids Task Force 

TENNESSEE 

Channels of  Love 

Chattanooga CARES 

Conductors 

Friends For Life 

Nashville Cares 

Pozabilities 

Reaching Out Knoxville 

Street Works 

Tennessee Association of People with AIDS 

Tennessee AIDS Advocacy Network 

TEXAS 

Austin Harm Reduction Coalition 

Legacy Community Health Services 

VIRGINIA 

Crater AIDS Action Program 

HIV Medicine Association 

Ryan White Medical Providers Coalition 

WASHINGTON 

AIDS Advocacy Task Force (AATF) 

Lifelong AIDS Alliance 

Ti-chee Native AIDS Prevention Project 

WEST VIRGINIA 

South Central Educational Development, INC 

WISCONSIN 

HIVictorious 

 



 

Health Care Reform Implementation Priorities  
 
Essential Health Benefits Package  
Federal: advocate for a definition of the essential health benefits package in ways that provide the 
scope and level of services needed to meet the care and treatment needs of individuals living with 
HIV.  
 
State and Local: urge state and local officials to weigh in with the Secretary, engage and train state 
Medicaid offices and key providers on new benefits, and engage state health officials to ensure 
that the Benchmark benefits package established for new Medicaid recipients includes the 
essential services needed for comprehensive HIV care.   
 
State Option to Provide Health Homes for Medicaid Enrollees with Chronic 
Conditions  
Federal: advocate for inclusion of HIV and AIDS in regulations defining what qualifies as a “chronic 
condition” in the Medicaid Health Home Program and ensure that states are provided with 
appropriate guidance as to how to set up these programs.  
 
State and Local: encourage states to consider amending their state Medicaid plans to include this 
holistic coverage and thus become eligible for the 90% FMAP rates.  
 
Increased Funding for Community Health Centers  
Federal: push HRSA to encourage Community Health Centers applying for New Access Point grants 
to include comprehensive health and support services for people living with HIV and AIDS.  
 
State and Local: encourage health centers to apply for grants to expand services for people living 
with HIV and AIDS. Clinics that are not in compliance with federal rules regarding qualified health 
centers should consider bringing themselves into compliance to be eligible for federal grants.  
 
Funding for HIV/AIDS Prevention and Wellness Initiatives  
Federal: advocate for HHS to target funds to support a broad range of HIV prevention and public 
health services needs, including grants for community‐based organizations, funding for studies and 
initiatives addressing stigma, and funding to shore up state HIV/AIDS budgets.  
 
State and Local: ensure that health centers and local and state health officials are aware of federal 
funding opportunities.  
 
Primary Care Workforce Training and Expansion 
Federal: push HHS to secure funding for training and retention of HIV/AIDS specialists as well as 
primary care physicians; work with HRSA to use the AIDS Education and Training Centers funded 
under Part F of Ryan White Programs as a model for broader health workforce training, especially 
around treatment for chronic conditions.  
 



 

State and Local: work with states and localities to encourage health professional workforce 
development, such as by developing and collaborating with community health worker networks, 
and ensure that state and local health officials, health centers, and community‐based 
organizations are aware of new federal funding opportunities.  
 
Temporary High Risk Pools  
Federal: push HRSA to explicitly allow Ryan White Program funds to be used to wrap‐around risk 
pool coverage to address unmet care and service needs and to allow use of Ryan White funds to 
cover the premiums, copayments and deductibles of high risk pool insurance.  
 
State and Local: push states that have opted to run their own plan to streamline the application 
process, such as by allowing HIV infection as an automatic eligibility criterion, and to use Ryan 
White funds for both wrap‐around coverage and to meet beneficiary payment obligations.  
 
Integration of Ryan White Programs into Health Care Reform Initiatives  
Federal: work with HRSA and other federal agencies to advance the comprehensive and holistic 
models of care that have become the hallmark of Ryan White programs as health care reform is 
implemented, integrating Ryan White grantees and providers into both the Medicaid expansion 
and state exchanges; and develop recommendations for which care and service delivery systems 
funded by the Ryan White Program are replicable beyond HIV/AIDS services and should be used as 
a model for health care reform provisions (i.e., the “medical home” model).  
 
State and Local: encourage Ryan White providers to integrate into Medicaid and state insurance 
exchange provider networks by developing the infrastructure necessary to contract with state 
Medicaid offices and state insurance exchanges. Educate and collaborate with Ryan White 
grantees to ensure seamless transition to insurance expansions going into effect over the next five 
years. 
 
Section 1115 Medicaid Waivers  
Federal: encourage CMS to work with states to successfully develop Section 1115 Waivers for 
people living with HIV specifically by asking that CMS create a new waiver initiative under Section 
1115 to help states provide temporary Medicaid coverage through 2014 similar to the initiative 
that was created in response to Hurricane Katrina; expedite the application and review process; 
send a letter to state officials alerting states to the option of applying for a section 1115 waiver; 
promote the waiver option on its website; organize a conference call (or series of calls) that will 
include state Medicaid Directors and AIDS Directors to discuss the waiver option and address 
questions; appoint a designated CMS representative to provide technical assistance to states; and 
design a waiver template that includes what information states will need to provide to reach 
budget neutrality.  
 
State and Local: encourage states to consider applying for a Section 1115 waiver.

 



 

 
 

Health Care Reform Checklist for AIDS Service Organizations  
 
Organization Operations 
 

 Explore ways to receive designation as a 330 health facility, Federally Qualified Health 
Center (FQHC), or FQHC “look-alike.” HRSA offers health center planning grants.  
 

 Alternatively, explore ways to formally contract with FQHCs/ 330s and other medical 
institutions on wrap-around and support services (linked to the Essential Benefits 
Package definition). The medical home model requires more community follow-up than 
is currently done by many medical providers. 
 
Some Resources   
*HRSA Health Centers Program 
[http://bphc.hrsa.gov/] 
 
*HRSA HIV/AIDS Bureau Webcast: “FQHC Requirements” 
[http://www.careacttarget.org/library/media/habconferences/FQHCDecember10.htm] 
 
*HRSA Health Center Planning Grants  
[http://www.hrsa.gov/grants/apply/assistance/planning/] 
 

 Explore existing funding streams and how they will be changing in the context of 
implementation of the Affordable Care Act (ACA) or other government strategic 
directions. Conduct a strategic planning session or SWOT (Strength, Weaknesses, 
Opportunities and Threats) analysis with your board of directors. 
 

 Review what the HIV continuum of care would look like in your community without 
major funding from the Ryan White Program as the primary payer for health care 
services (e.g., if 90% or more of your clients either transitioned to Medicaid managed 
care or had private health insurance through an insurance exchange). 
 

 Review what the HIV service gaps will be with Medicaid reform/changes proposed by 
your state health department. Will the state maintain eligibility for services currently 
provided or will it cut services through cost containment measures? Will states restrict 
the essential benefits package in advance of the federally established package of 
benefits? 
 



 

 Review possible overlap in your care services with prevention programs to identify 
economies of scale and administration through better alignment or merger of existing 
programs and systems. 

 

 Educate consumers about how HIV/AIDS care programs are currently funded in the 
community and set up a mechanism to keep them informed of the changes over the 
next three years. 

 
Funding Opportunities  
 

 Apply for a HRSA Health Center Planning Grant if applicable. 
 

 Sign up with www.grants.gov to get daily notifications of federal funding opportunities 
tailored to your preferences. 
 

 Seek out federal workforce development grants to strengthen existing staff and bring in 
new staff. 

 

 Seek out new CDC prevention grants. 
 
Federal Implementation   
 

 Track Affordable Care Act implementation of Medical Homes (2011) and Medicaid 
Expansion (2014)  

o Defining of criteria (e.g., chronic conditions definition) 
o Services included in the “Essential Benefits Package” 

 

 Monitor timeline for the rollout of the Affordable Care Act 
(http://www.healthcare.gov/law/timeline or http://healthreform.kff.org/timeline.aspx). 
 

 Monitor comparative effectiveness efforts at federal agencies, nonprofit/advisory 
groups, such as the Institute of Medicine, and new organizations, such as the Patient-
Centered Outcomes Research Institute. 

 
State-level Implementation 

 

 Follow state developments and connect with the designated person/office responsible 
for health care reform implementation in your state. 
 

 Understand the system/process in your state by which ADAP will be covering True Out-
of-Pocket (TrOOP) Expenses incurred through the Medicare D donut hole and begin to 
educate your staff and clients as appropriate. 

 

http://www.healthcare.gov/law/timeline
http://healthreform.kff.org/timeline.aspx


 

 Explore the option of state Medicaid waivers to bill for Medical Case Management or 
other Ryan White services if they do not already exist. (Monitor developments in 
Primary Care Case Management pilots); get involved in state committees to redesign the 
care model and financing of care to reflect the needs of people living with HIV. 

 

 Reach out to the designated person/office responsible for implementation of the 
Affordable Care Act in your state, or any state-wide planning groups concerned with the 
needs of low-income adults. Work with them to amend the state’s Medicaid provisions 
to provide access to Medicaid insurance for adults at 133% of the federal poverty rate 
sooner than the ACA requires in 2014. The benefit to the state will be greater if 
implemented sooner than 2014. 

 
Federal Advocacy 
 

 Advocate for Ryan White Program “bridge” from 2013 to full implementation of health 
care reform in 2014. 

 

 Educate your legislators on HIV/AIDS and how the Ryan White Program currently works 
in your community. 

 

 Educate your legislators on how Ryan White Program works with other funding streams 
to create the HIV continuum in your community (some gaps may be closed by ACA but 
new gaps may appear and you need to be the resource they go to for finding out how 
people living with HIV/AIDS clients are impacted). 
 

 Advocate maintaining and increasing current Ryan White Program funding to ensure 
continuity of care for all uninsured and under-insured people living with HIV/AIDS. 

 

 Advocate for continued enhancements and refinements to ACA as it is implemented in 
the field to improve health care access for people living with HIV. 

 



 

 
 

 

Securing Health Care for  

People with HIV and AIDS:  
An Advocate’s Roadmap on Implementing  

Health Care Reform and Bridging Current  

and On-going Access to Care Gaps  

The passage of health care reform in March of 2010 coupled with the announcement of a National 

HIV/AIDS Strategy (NHAS) in July 2010 signal important steps forward in the fight to secure health care 

for the most vulnerable populations.  Provisions in the health care reform law – including expansion of 

Medicaid, increased funding for prevention, the creation of state-based health insurance exchanges, 

as well as the enactment of numerous regulatory checks on the insurance industry – will undoubtedly 

improve access to care for people living with HIV and AIDS.  However, there are significant gaps and 

limitations in both health care reform and NHAS: many of the reforms that will most benefit people 

living with HIV and AIDS do not go into effect until 2014; the overall effectiveness of many important 

provisions in the reform law relies on successful federal agency rule-making and implementation over 

the next several years; and while NHAS provides an outline for some major steps toward increasing 

access to care, it is largely silent as to the expansion of care and treatment until key reform provisions 

go into effect in 2014.  Ongoing advocacy efforts are needed to address these limitations and close 

these gaps. 

In the coming years, advocacy will involve three targeted areas and phases: (1) ensuring that the 

promise of health care reform is fulfilled through active participation in the law’s implementation; (2) 

using the NHAS and other advocacy efforts to secure a bridge to 2014 for people living HIV and AIDS; 

and (3) looking beyond health care reform to address the health care and essential support service 

needs that are left unmet even after health care reform and NHAS are fully implemented. 

         

Prepared by 

Harvard Law School Health Law and Policy Clinic 
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*Does not apply to grandfathered plans (defined broadly as a group health plan or group or individual health 

insurance coverage in which individuals were enrolled on March 23, 2010).1 

**Does not apply to grandfathered plans. 

 

Major Health Care Reform Provisions Affecting People with HIV and AIDS 
 

2010 
Early expansion of Medicaid if states choose  

Temporary high risk pools 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 plans* 

$250 Rebates for Medicare Part D “doughnut hole” 

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 public health fund for prevention and public health programs, which allocates $500 million in FY 2010, increasing 
annually up to $2 billion in FY 2015 and thereafter 

 
2011 

Medicaid Health Home program allows states to provide coordinated care through a health home                                               
for individuals with chronic conditions 

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

 

2014 
Medicaid eliminates categorical eligibility and expands coverage to all those with income up to 133% of the federal poverty 

level (FPL) (in 2010, $14,404 for  an individual and $29,327 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 “essential 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)* 

Prohibition on discrimination based on health status for all private health insurance plans** 

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 for individuals and families with income 133% to 400% FPL to purchase insurance through exchanges 

Cost-sharing subsidies for individuals and families with up to 250% FPL to purchase insurance through exchanges 



 

PHASE I:  FULFILLING THE PROMISE OF HEALTH CARE REFORM BY  

MONITORING FEDERAL IMPLEMENTATION AND BUILDING STATE CAPACITY 
 

Many of the fine details as to the scope of the health care reform law are left to 

numerous federal agencies, particularly the Department of Health and Human 

Services.  The HIV/AIDS community must continue to monitor implementation actions 

and comment as important regulations are proposed by the relevant federal agencies 

to ensure the community’s needs are adequately addressed.  The National HIV/AIDS 

Strategy (NHAS) complements many of the health care reform provisions, and 

advocates should ensure that the health care reform law is implemented in ways that 

forward the goals and implementation plan of the NHAS. 
 

Essential Health Benefits Package  
 

The health care reform law requires a minimum “essential health benefits” package for those individuals that 

become newly eligible for Medicaid as well as for those insured through the private, state-level insurance 

exchanges starting in 2014.2  The law sets out the basic requirements of the package – requiring coverage for 

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 and chronic disease 

management, pediatric services, including oral and vision care.  However, implementation beyond this basic 

mandate is left to the discretion of the Secretary of Health and Human Services.   
 

 Advocacy Targets: 

 Federal:  actively participate in the implementation process by submitting comments to the 

Secretary of Health and Human Service urging her to define the essential health benefits 

package in ways that provide the scope and level of services needed to meet the care and 

treatment needs of individuals living with HIV.3 

 State: urge state officials to also weigh in with the Secretary and, engage and train state 

Medicaid offices and providers on the new benefits requirements once they are finalized. 

 

State Option to Provide Health Homes for Medicaid Enrollees with Chronic Conditions  
 

The Medicaid Home Health program allows states to amend their Medicaid programs to provide coordinated 

care through a health home for individuals with chronic conditions.  Specifically, the Home Health Program gives 

individuals the opportunity to select a provider or health team to operate as a health home and allows patients 

access to more integrated and holistic provision of care.  For the first two years a state plan amendment is in 

effect, states receive enhanced federal funding – a 90% Federal Medical Assistance Percentage (FMAP) – which 

helps to support better information sharing between health providers through investments in information 

technology, better coordination of care, and increased access to support services.4  The law provides the 

following list of qualifying chronic conditions: a mental health condition; a substance use disorder; asthma; 

diabetes; heart disease; or being overweight, as evidenced by having a body mass index over 25.    



 

 

 Advocacy Targets: 

 Federal:  push HHS for inclusion of HIV and AIDS in regulations defining what qualifies as a 

“chronic condition” and ensure that states are provided with appropriate guidance as to how 

to set up these programs. 

 State: encourage states to consider amending their state Medicaid plans to include this holistic 

coverage and thus become eligible for the 90% FMAP rates.  

 

Increased Funding for Community Health Centers  
 

The health care reform law includes billions of dollars in funding and grants for community health centers, 

including $11 billion in funding for the operation, expansion and construction of health centers throughout the 

nation over the next five years.5  For instance, the federal government recently announced the availability of 

$250 million in grants for New Access Points to support more than 350 new Health Center service delivery sites 

in 2011.6   
 

 Advocacy Targets: 

 Federal: push the Health Resources and Services Administration (HRSA) to encourage centers 

applying for New Access Point grants to include comprehensive health and support services for 

people living with HIV and AIDS. 

 State: encourage health centers to apply for grants to expand services for people living with 

HIV and AIDS.  Clinics that are not in compliance with federal rules regarding qualified health 

centers should consider bringing themselves into compliance to be eligible for federal grants. 

 

Inclusion of HIV/AIDS in the Prevention and Wellness Focus of Health Care Reform  
 

Coverage of prevention services in private health insurance 

Beginning on September 23, 2010, all group and individual market health plans (except grandfathered plans) 

will be required to cover recommended preventive services without cost sharing.7  On July 14, 2010, the 

Departments of Health and Human Services, Labor, and Treasury released a new regulation detailing the 

preventive services to be covered, including: HIV testing for all adolescents and adults at increased risk for HIV 

infection (risk factors defined by U.S. Preventive Services Task Force “Clinical Considerations”8); blood 

pressure, diabetes, and cholesterol tests; cancer screenings; counseling from a health care provider on 

smoking cessation, weight loss, nutrition, mental health, and alcohol use; routine vaccines; flu and pneumonia 

shots; counseling, screening, and vaccines for healthy pregnancies; and regular well-baby and well-child visits 

from birth to age twenty-one.9  
 

 Advocacy Targets: 

 Federal: in keeping with CDC recommendations, seek coverage for more routine testing of 

adults and adolescents ages 13-64, rather than only those at increased risk for HIV. 
 

Funding for HIV/AIDS prevention initiatives 

The health care reform law contains numerous prevention and wellness initiatives and offers important 

opportunities for advocates to promote HIV/AIDS and infectious disease prevention, including establishment 

of a $500 million Prevention and Public Health Fund beginning in 2010 (increasing to $2 billion in 2015 and 



 

subsequent years).10  Of this $500 million, only $30 million from the Prevention and Public Health Fund has 

thus far been earmarked to support HIV prevention efforts.11  

 

 Advocacy Targets: 

 Federal:  ensure that the Department of Health and Human Services (HHS) targets funds to 

support a broad range of HIV prevention and public health services need, including grants for 

community-based organizations, funding for studies and initiatives addressing stigma, and 

funding to shore up state HIV/AIDS budgets. 

 State: ensure that health centers and state health officials are aware of federal funding 

opportunities and continually check the HRSA website for new community-based grants funded 

through the prevention and public health fund.   
 

Primary Care Workforce Training and Expansion  

The Department of Health and Human Services (HHS) has set aside $250 million from the Prevention and 

Public Health Fund in 2010 alone for investing in the development of an expanded primary care workforce, 

with a focus on underserved and particularly vulnerable populations.12  This funding will be used for: creating 

additional primary care residency slots; supporting physician assistant training in primary care; encouraging 

students to pursue full-time nursing careers; establishing new nurse practitioner-led clinics; and encouraging 

states to plan for and address health professional workforce needs. 
 

 Advocacy Targets: 

 Federal: push HHS to secure funding for training and retention of HIV/AIDS specialists as well 

as primary care physicians; work with HRSA to use the AIDS Education and Training Centers 

funded under Part F of Ryan White Programs as a model for broader health workforce training, 

especially around treatment for chronic conditions.  

 State: work with states to encourage health professional workforce development, for instance 

by developing and collaborating with community health worker networks, and ensure that 

state health officials, health centers, and community-based organizations are aware of new 

federal funding opportunities.   

 

Temporary High Risk Pools  
 

To provide immediate access to care before 2014, the health care reform law allocates $5 billion for the 

creation of temporary high risk pools in every state and the District of Columbia, allowing immediate access to 

coverage for people living with HIV who have been excluded from the private insurance market based on a 

pre-existing condition.13  Advocates were unsuccessful in getting HIV and AIDS included on a federal list of 

automatically qualifying pre-existing conditions; however, most state pools elected on their own to include HIV 

and AIDS as such automatically qualifying conditions.  A significant hurdle to access to the coverage provided 

by these pools is cost. Premiums vary based on age and whether the applicant is a smoker – in Pennsylvania, 

for instance, the average monthly premium will be $283 a month with a $1,000 deductible.14  Excluding 

premiums, annual out-of-pocket costs in the new plans will be limited, with a $5,940 maximum for co-pays and 

deductibles.15 

 

 



 

 Advocacy Targets:  

 Federal: push HRSA to explicitly allow Ryan White Program funds to be used to wrap-around 

risk pool coverage to address unmet care and service needs and to allow use of ADAP funds to 

cover the premiums, copayments and deductibles of high risk pool insurance.  

 State: push states that have opted to run their own plan to stream-line the application process, 

for instance by allowing HIV as an automatic eligibility criterion and to use Ryan White funds 

for both wrap-around coverage and to meet beneficiary payment obligations.  

 

Integration of Ryan White Programs into Health Care Reform Initiatives  
 

Ryan White programs offer an important blueprint for the expansion of comprehensive health and support 

services for people with chronic illnesses.  In many ways, Ryan White programs serve as a best-practices model 

for comprehensive and holistic provision of care and treatment.  As major health care reform provisions go 

into effect, however, the role of Ryan White will undoubtedly change.  Advocacy around integration of Ryan 

White providers into Medicaid and state exchange provider networks, for instance, will be crucial to ensure 

seamless access to care for the thousands of people newly-eligible for Medicaid and private insurance 

coverage.  Integration of Ryan White programs and models of care into Medicaid and private insurance models 

is also important to ensure a smooth health care reform transition for those currently receiving care. 

  

 Advocacy Targets: 

 Federal:  advocates should work with HRSA and other federal agencies to advance the 

comprehensive and holistic models of care that have become the hallmark of Ryan White 

programs as health care reform is implemented, integrating Ryan White grantees and 

providers into both the Medicaid expansion and state exchanges; and develop 

recommendations for what Ryan White programs care and service delivery systems are 

replicable beyond HIV/AIDS services and  should be used as a model for health care reform 

provisions (i.e., the “medical home” model).   

 State: encourage Ryan White providers to integrate into Medicaid and state exchange provider 

networks and work with state Medicaid offices, state exchanges, and Ryan White grantees to 

ensure seamless transition to insurance expansions going into effect over the next five years. 

 

 

PHASE II:  SECURING A BRIDGE TO 2014 
 

Currently, hundreds of thousands of people living with HIV and AIDS in the United 

States are uninsured or underinsured.  Many will benefit from the new health care 

reform law, yet several of the key reform provisions do not go into effect until 2014. In 

the meantime, there is a health care access crisis, and the advocacy community needs 

to put pressure on policymakers to bridge the health care access gap experienced by 

far too many low-income individuals living with HIV and AIDS.  The National HIV/AIDS 

Strategy provides a framework for some immediate advocacy targets.  



 

 

Implementing the National HIV/AIDS Strategy  
 

In July 2010, the President announced a National HIV/AIDS Strategy (NHAS) and Implementation Plan, detailing 

goals and priorities to address the HIV/AIDS epidemic in the United States and providing a roadmap for 

drastically cutting the number of new HIV infections, increasing access to care and treatment, and reducing 

health disparities.16  Though the implementation plan for expanding access to care and services is somewhat 

limited, there are several target areas in which the NHAS recommendations, if successfully implemented, will 

aid in efforts to close access to care gaps.  Advocates will need to work with federal agencies, state health 

officials, and community-based organizations to implement NHAS provisions, for instance, supporting state 

applications for section 1115 Medicaid waivers to immediately expand Medicaid to cover pre-disabled people 

living with HIV and supporting health care workforce initiatives that include training of and support for 

HIV/AIDS health care providers. 
 

 Advocacy Targets:  

 Federal: ensure that the promise of the NHAS is fulfilled by advocating for adequate funding for 

proposed implementation plans and working to make sure that the NHAS implementation 

plans complement health care reform implementation and immediately fill in gaps in access to 

care. 

 State: work with state officials, particularly with Medicaid and AIDS directors, to ensure that 

they are aware of the implementation strategies of the NHAS and to provide guidance as they 

work to implement key provisions, for instance supporting section 1115 waiver applications. 

 

Section 1115 Medicaid Waivers  
 

Though the health care reform law largely eliminates the categorical eligibility rules that place people with HIV 

in a “catch-22” of having to wait until they are disabled by AIDS in order to be eligible for Medicaid coverage, 

the expansion does not take place until 2014.  Low-income uninsured people living with HIV simply cannot wait 

until 2014 to gain access to life-saving care and treatment, especially given United States government 

treatment guidelines, which increasingly recognize the importance of providing early access to care.  The NHAS 

implementation plan calls on CMS to “promote and support the development and expedient review of 

Medicaid 1115 waivers to allow States to expand their Medicaid programs to cover pre-disabled people living 

with HIV” by the end of 2010.  Section 1115 waivers – and CMS support to states wishing to apply for and 

implement them – are critical to ensuring a bridge to access to care leading up to the Medicaid expansion in 

2014.  Importantly, active promotion and support of these waivers by the Centers for Medicare and Medicaid 

Services (CMS) is an implementation action item included the National HIV/AIDS Strategy.17 
 

 Advocacy Targets:  

 Federal: encourage CMS to work with states to successfully develop Section 1115 Waivers for 

people living with HIV specifically by asking that CMS create a new waiver initiative under 

Section 1115  to help states provide temporary Medicaid coverage through 2014 similar to the 

initiative that was created in response to Hurricane Katrina; expedite the application and 

review process; send a letter to state officials alerting states to the option of applying for a 

section 1115 waiver; promote the waiver option on its website; organize a conference call (or 

series of calls) that will include state Medicaid Directors and AIDS Directors to discuss the 



 

waiver option and address questions; appoint a designated CMS representative to provide 

technical assistance to states; and design a waiver template that includes what information 

states will need to provide to reach budget neutrality. 

 State: encourage states to consider applying for a Section 1115 waiver. 

 

Early Treatment for HIV Act (ETHA)  
 

When health care reform’s Medicaid expansion takes effect in 2014, Medicaid-based care and treatment will 

be available to all individuals below 133% of the federal poverty level (in 2010, $14,404 for an individual/ 

$29,327 for a family of four).18  However, low-income uninsured people living with HIV cannot wait until 2014 

to gain access to live-saving care and treatment.  ETHA would help to bridge the gap until 2014 by allowing 

states to immediately expand Medicaid access to pre-disabled people living with HIV and providing states with 

an enhanced federal FMAP.   
 

 Advocacy Target:   

 Federal: continue to lobby Congress for enactment of ETHA. 

 State: urge your congressional delegation and state leadership to endorse ETHA and promote 

its passage with your members of Congress. 

 

Enhanced Federal Funding of Medicaid Programs  
 

In order to stave off harmful cuts to state Medicaid programs at a time when more people needed Medicaid 

due to high rates of unemployment, the American Recovery and Reinvestment Act of 2009 provided states 

with enhanced federal funding of Medicaid programs.  Though Congress voted to extend the enhanced federal 

matching rate another six months (to the end of June 2011), there is no indication that the unprecedented 

budget shortfalls states are currently facing will have abated by then.19   
 

 Advocacy Target:   

 Federal: ensure that enhanced federal matching rates are continued to help states ride out the 

current economic crisis and avoid cutting needed Medicaid services. 

 State: urge your Congressional delegation and state leadership to support enhanced federal 

matching rates. 

 

Emergency Supplemental ADAP Funding  
 

Significant increases in the number of low income people who are uninsured and must rely on AIDS Drug 

Assistance Programs (ADAPs) for access to life-saving medications have resulted in demand that far exceeds 

current funding levels.  The result has been a rapidly increasing access to care and treatment crisis – in August 

2010, waiting lists in 13 states totaled 2,937 individuals.20 States have also enacted other cost-saving 

measures—for instance, limiting the ADAP drug formulary— that restrict access to needed medications.    
 

 Advocacy Targets:   

 Federal: in FY2010, advocate for the $126 million in federal emergency ADAP supplemental 

funding needed to eliminate waiting lists and reverse newly enacted cost-saving measures. 

 State: urge states to provide necessary increases in state ADAP funding to avoid imposing 

waitlists and other cost-saving measures. 



 

Funding for Ryan White Programs  
 

Ryan White Programs are a primary source of medical care, treatment and support services for over half a 

million low-income individuals living with HIV and AIDS each year; however, despite ever-increasing numbers 

of people living with HIV and AIDS in the United States, federal funding of Ryan White programs has not kept 

up with need.  These programs must be adequately funded to provide life-saving care to low-income people 

living with HIV and AIDS who will not be eligible for Medicaid until 2014. 
 

 Advocacy Targets:  

 Federal: In order to meet the otherwise unmet care, treatment and service needs of people 

living with HIV and AIDS, Congress must provide adequate funding for Ryan White Programs (in 

FY2011, a $3 billion increase, including $1.2 billion for ADAP programs.) 

 

 

 

PHASE III:  BEYOND HEALTH CARE REFORM: THE NEED FOR ONGOING 

ADVOCACY TO SECURE HEALTH CARE FOR PEOPLE LIVING WITH HIV AND AIDS 
 

Passage of health care reform was an historic and important step forward in the fight 

to expand access to health care in this country.  However, even after all of the most 

important expansion provisions go into effect in 2014, there will still be gaps and 

limitations that need to be addressed.  Within Medicaid alone, there is potential for 

substantial disparities between the benefits available to newly-eligible and already-

eligible beneficiaries and the stringent citizenship requirements in place before reform 

remain a barrier for thousands of immigrants.  Advocates must be aware of these gaps 

and limitations and work to ensure that access to care is a reality for everyone. 
 

Additional Medicaid Reforms  
 

Essential Health Benefits for All Medicaid Beneficiaries 

The health care reform law provides an essential health benefits package for all newly- eligible beneficiaries –

individuals not eligible for Medicaid on the date of enactment of the law with income up to 133% of the 

federal poverty level.21  These beneficiaries in all states are entitled to a benefit plan that includes, among 

other benefits, prescription drugs, preventive services, chronic disease management, mental health, and 

substance use services.  Already-eligible beneficiaries – those enrolled in or eligible for Medicaid under pre-

reform law  on the date of enactment of the law – are not subject to the new essential health benefits package 

required for newly-eligible beneficiaries.  Without a national, federally mandated benefits package for all 

beneficiaries, benefits will continue to vary dramatically by state.  This difference is largely because, for 

already-eligible beneficiaries, there are different categories of Medicaid benefits, mandatory and optional.  

Under traditional Medicaid rules, for instance, physician services are among the mandated benefits, while 

prescription drug coverage is optional (though all states currently provide some sort of prescription drug 

coverage in their Medicaid programs). 



 

 

 

 Advocacy Targets:  

 Federal: extend the federally-mandated essential health benefits package to all Medicaid 

beneficiaries. 

 State: until enactment of a new federally-mandated benefits package, ensure that states 

provide a benefit package that meets the care and treatment needs of people living with HIV 

and AIDS; urge states not to pare back benefits or eligibility in order to fund expansion.  
 

Provider Reimbursement Rates 

Current Medicaid reimbursement rates are shockingly low, and must be increased to ensure medical providers 

are willing and able to serve low-income clients.  While the law increases primary care reimbursement rates 

for 2013 and 2014, this increase is temporary and not extended to specialists.22  
 

 Advocacy Targets:  

 Federal: urge federal extension of increased reimbursement rates for Medicaid providers, 

including specialists, and ensure that when access to coverage expands in 2014, there is a 

permanent and sufficient reimbursement rate. 

 State: monitor state reimbursement rate proposals and work with health care providers and 

others to ensure that rates meet the true cost of providing care and support access to needed 

services and providers.  
 

Automatic FMAP Increase  

During economic crises, state tax revenues plummet at the same time as the number of those in need of and 

eligible for Medicaid increases dramatically.23  Instead of waiting for Congress to act in times of economic 

crisis, an automatic increase in federal support should be tied to indicators of fiscal distress, like high 

unemployment. 
 

 Advocacy Targets: 

 Federal: enact legislation for automatic enhanced FMAP during economic crisis. 
 

Immigration Barriers to Access to Care 

Both now and after the eligibility expansion in 2014, legal immigrants still must endure a five-year waiting 

period to be eligible for Medicaid.  This rule ensures that large gaps remain in access to care for low-income 

individuals, including those who are legally in the United States, working and paying taxes.   
 

 Advocacy Targets: 

 Federal: rescind bans on access to public benefits for documented immigrant communities. 

 State: ensure that state health officials and health centers are aware of and apply for grants 

available for community health centers through billions of dollars in health care reform 

funding.  

 

 

 



 

 

 

Re-conceptualization of and Continued Funding for Ryan White Programs  
 

With implementation of health care reform, thousands of individuals who previously received care and 

treatment through Ryan White programs will now access health care through Medicaid and new state 

insurance exchanges.  It is clear that despite the tremendous possibilities of health care reform for individuals 

living with HIV and AIDS, major gaps in affordability and access to essential care, treatment, and services will 

remain.  Even after full implementation of health care reform, Ryan White Programs will be necessary to fill 

these gaps.   
 

 Advocacy Target:  

 Federal: ensure that Ryan White Programs are integrated into health care reform and remain 

adequately funded following the health care reform expansion, including working with HRSA to 

define ongoing need for Ryan White supported care, treatment and essential support services.  

 State:  work with Ryan White grantees to identify gaps and limitations in health care reform 

and ensure that Ryan White is able to provide a safety net and to fill these gaps. 

 

HIV/AIDS Testing and Linkage to Care  
 

The benefits to individual and public health from HIV testing and early intervention are numerous.  However, 

the promise of early intervention is only realized if routine HIV testing and immediate access to care upon 

testing HIV positive are available.  The NHAS includes the goal of significantly increasing testing and the 

proportion of newly diagnosed patients linked to clinical care within three months of diagnosis, and advocates 

should work with federal and state agencies to ensure that testing and care services are in place to meet this 

goal.   
 

 Advocacy Target:  

 Federal: push for coverage of testing under Medicaid/Medicare and all private insurance plans; 

urge the U.S. Preventive Services Task Force to reconsider its recommendation supporting 

routine HIV testing only for persons who are determined to be at increased risk for HIV 

infection; and hold government officials accountable for meeting the NHAS implementation 

goal of combining increased testing with linkage to care. 

 State: push for coverage of testing under Medicaid and all private insurance plans; and hold 

state government officials accountable for meeting the NHAS implementation goal of 

combining increased testing with linkage to care. 

 

 

 

 

 

 



 

RESOURCES 
 

Treatment Access Expansion Project (TAEP), at http://www.taepusa.org. 

Health Care Reform Implementation Center, at http://www.healthcare.gov./center/. 

Office of National AIDS Policy (ONAP), at http://www.whitehouse.gov/administration/eop/onap. 

Kaiser Family Foundation, at http://kff.org. 
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HIV Health Care Access Working Group 
 
October 4, 2010 
 
Centers for Medicare & Medicaid Services 
Department of Health and Human Services 
Attention: OCIIO-9989-NC 
Mail Stop C4-26-05 
7500 Security Boulevard 
Baltimore, MD 21244-1850 
 
 
RE:   Planning and Establishment of State-Level Exchanges; Request for Comments 

Regarding Exchange-Related Provisions in Title I of the Patient Protection and 
Affordable Care Act, 75 Federal Register 45584 (August 3, 2010). 

 
To whom it may concern, 
 
On behalf of the HIV Health Care Access Working Group (HHCAWG), we appreciate the 
opportunity to offer comments addressing concerns of the HIV/AIDS community regarding 
planning and establishment of state-level health insurance exchanges.  HHCAWG is a 
coalition of more than 100 national and community-based AIDS service organizations 
representing HIV medical providers, advocates and people living with HIV/AIDS and 
providing critical HIV-related health care and support services.  The Working Group is 
actively engaged in efforts to increase early and affordable access to quality, 
comprehensive care for people living with HIV/AIDS.   
 
Creation of insurance exchanges will increase access to needed health services and 
prescription drug coverage for millions of Americans.  For some low-income people living 
with HIV and AIDS – a population that has historically been shut out of the private health 
insurance market – the exchanges will allow access to private coverage for the first time.  
This shift will have repercussions for Ryan White Programs, AIDS Drug Assistance 
Programs (ADAPs), and temporary high risk pools, all of which are incredibly important 
sources of services for low-income people living with HIV and AIDS.  To ensure that the 
exchanges are implemented in ways that increase access to care for people living with HIV 
and AIDS, further guidance is needed on how to effectively integrate these programs with 
the exchanges. 
 
First, we suggest that guidance be issued in conjunction with the Health Resources and 
Services Administration on Ryan White provider integration.  We note that the Patient 
Protection and Affordable Care Act (PPACA) requires plans in the exchanges to contract 
with “essential community providers,” which would include Ryan White providers.  The 
Ryan White Program is a social safety net program, designed to be the payer of last resort 
for HIV services.  Currently, however, many HIV-positive individuals rely exclusively on the 
program to provide their medical and support services.  For people living with HIV and 



AIDS who will be transitioning to private insurance through exchanges, guidance will be 
needed to Ryan White grantees and providers as well as consumers as to how to ensure 
that Ryan White providers are integrated into exchange provider networks.  Ensuring such 
integration will facilitate seamless and uninterrupted transition to coverage offered 
through exchanges.   
 
In addition, the Ryan White Program will still have an important role to play for people 
living with HIV and AIDS, even after the exchanges are up and running, by filling the service 
gaps and assisting with cost-sharing obligations.  Further guidance is needed for states, 
Ryan White grantees, and consumers on how Ryan White Programs and services and 
exchange coverage can be integrated to serve people living with HIV and AIDS.  For 
instance, clarification is needed that Ryan White Part A and B Programs can wrap around 
private insurance plans offered through exchanges in paying premiums and out-of-pocket 
expenses.  Otherwise, private insurance will remain financially out of reach for many low-
income people living with HIV and AIDS.  Guidance and training may also be necessary for 
Ryan White funded clinics that will have to implement and navigate new billing systems. 
 
The request for comments also raises the question of what guidance and support states will 
need to undertake outreach efforts to facilitate enrollment in exchanges.  We believe that 
guidance and resources will need to be provided to Ryan White grantees (again in 
conjunction with the Health Resources and Services Administration) to advertise and 
facilitate transition to private insurance for many Ryan White consumers.  This is 
particularly important, as Ryan White providers will continue to be the entry point to care 
for people living with HIV and AIDS who will now have access to insurance coverage.  
Guidance should also be directed to community health centers to ensure that low-income 
people who may have incomes that are too high to be eligible for Medicaid, but may be 
eligible for subsidies to purchase insurance through exchanges, are transitioned to 
coverage.   
 
Finally, we believe that guidance is needed to facilitate the transition of individuals from 
temporary high risk insurance pools into the exchanges.  Section 1101 of the PPACA 
requires states to put in place or participate in federally run temporary high risk pools, 
allowing people with preexisting conditions access to insurance coverage.  For those who 
are able to access them, creation of temporary high risk pools offers an important bridge 
over the access to care gap before exchanges are up and running in 2014 and will provide 
coverage to people living with HIV and AIDS that have been excluded from private 
insurance due to their preexisting condition.  When the pre-existing condition exclusion is 
prohibited for all plans offered through the exchanges in 2014, it will become possible to 
move many individuals who were previously denied private coverage from the temporary 
high risk insurance pools into the exchanges.  Further guidance needs to be provided on 
how HHS intends to transition individuals from temporary coverage to private insurance 
through the exchanges.  A smooth transition without interruptions in care and treatment is 
especially important for people living with HIV and AIDS and other chronic illnesses that 
require regimented and continuous care.   
 



We appreciate the opportunity to comment on state exchange implementation, and thank 
you for your continued leadership on the implementation of the health reform law.  If you 
have further questions, please contact Robert Greenwald, Treatment Access Expansion 
Project (rgreenwald@taepusa.org) or Laura Hanen, National Alliance of State and 
Territorial AIDS Directors (lhanen@nastad.org). 
 
Submitted on behalf of the HIV Health Care Access Working Group, 
 
AIDS Action | AIDS Action Baltimore | AIDS Alliance for Children, Youth & Families | AIDS 
Foundation of Chicago | The AIDS Institute | AIDS Project Los Angeles | AIDS Treatment 
Data Network | American Academy of HIV Medicine | Alaskan AIDS Assistance Association | 
Broward House | Community Access National Network | Community HIV/AIDS 
Mobilization Project | Gay Men’s Health Crisis | Harlem United | Health and Disability 
Advocates | HIV Medicine Association | HIVictorious, Inc. | Housing Works |Hyacinth AIDS 
Foundation | Moveable Feast | National Alliance of State and Territorial AIDS Directors | 
National Association of People With AIDS | National Minority AIDS Council | National 
Pediatric AIDS Network | National Viral Hepatitis Roundtable | Project Inform | San 
Francisco AIDS Foundation | South Carolina Campaign to End AIDS| Treatment Access 
Expansion Project | Treatment Action Group | VillageCare | Women Together For Change 
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December 28, 2010 
 
 
 
Dear Ryan White HIV/AIDS Program Grantees: 
 
 
The Affordable Care Act provides people living with HIV/AIDS additional options for health 
care coverage, now and in the future.  Starting in 2014, Americans can no longer be denied 
coverage or charged more based on their health status when they enroll in a health plan.  New 
“Health Insurance Exchanges” will be established to help individuals and small businesses shop 
for coverage and easily compare plan options based on price, benefits and services, and quality.  
Coverage will include essential health benefits, limit annual out-of-pocket expenditures, and 
provide the health security that all Americans, including those living with HIV/AIDS, need. 
 
In the meantime, the Affordable Care Act provides assistance to people needing health care, 
including temporary coverage for eligible people without insurance who have a pre-existing 
condition.  This program is known as the “Pre-Existing Condition Insurance Plan” or the PCIP 
program.  Because people living with HIV and AIDS may be eligible for enrollment in the PCIP 
program, the Health Resources and Services Administration's HIV/AIDS Bureau and the Office 
of Consumer Information and Insurance Oversight (OCIIO), both within the U.S. Department of 
Health and Human Services (HHS), are providing the following information to help Grantees 
and other interested stakeholders understand how this new program affects Ryan White program 
beneficiaries. 
 
Section 1101 of the Affordable Care Act establishes the PCIP program, which is a “temporary 
high risk health insurance pool program” to provide health insurance coverage to certain 
currently uninsured individuals who have a pre-existing health condition.  The PCIP program is a 
transitional program that makes health coverage available to those with a pre-existing condition 
who have gone without coverage for at least six months, at premiums that are adjusted based on 
age but are not based on an individual’s health status.  The cost of coverage for people living 
with HIV/AIDS is often out of reach for most Americans who buy their own insurance.  The 
PCIP program covers a broad range of health benefits, with no waiting period or exclusions for 
pre-existing conditions, and is designed as a temporary bridge to 2014 for people with pre-
existing conditions who cannot obtain health insurance coverage in today’s private insurance 
market.   
 
Ryan White HIV/AIDS Program Grantees have raised questions regarding the PCIP program and 
its impact on people living with HIV/AIDS and Ryan White HIV/AIDS Program-related issues. 
The following are responses to frequently asked questions and additional information regarding 
the important role Ryan White HIV/AIDS Program Grantees have with regard to implementation 
of the Affordable Care Act. 
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Q: Does the PCIP program place limits on Ryan White HIV/AIDS Program grantees’ 
ability to pay for deductibles or cost sharing for eligible enrollees in the PCIP program?   
 
No.  Program Grantees may subsidize out-of-pocket benefit costs of Ryan White program 
beneficiaries who are enrolled in the PCIP program.  Out-of-pocket benefit costs can include 
annual deductibles, coinsurance requirements, and copayments.  In addition, Grantees will 
continue to serve an important role assisting beneficiaries navigate the health care system and 
helping to enroll eligible beneficiaries in the PCIP program if the beneficiary is not enrolled in 
other sources of creditable coverage.  We encourage Grantees to assist clients to ensure they 
receive the health care services they need.  Because the rules differ among State-administered 
PCIP programs, we encourage you to visit HHS’s new consumer website, www.HealthCare.gov, 
for State-specific information.  
 
Additionally, the Affordable Care Act changed what expenses count as true out-of-pocket 
(TrOOP) costs for the annual Medicare Part D Drug Plan Threshold.  Beginning January 1, 2011, 
AIDS Drug Assistance Programs (ADAPs) will become what the Centers for Medicare & 
Medicaid Services (CMS) refers to as “TrOOP included entities.”  Medicare Part D Plan 
sponsors will be required to include ADAP expenditures for Part D drugs toward the TrOOP 
limit of Medicare Part D enrollees.  Consequently, ADAP clients who are Medicare Part D 
enrollees will now be able to move through the coverage gap phase into the catastrophic 
coverage phase where Part D covered drugs will be available at a nominal cost.  Prior to this 
change, it was difficult, if not impossible, for ADAP members to reach the catastrophic phase.  
This new policy will help Program Grantees to better meet the health care needs of people living 
with HIV/AIDS.  
 
Q: Is it permissible to have the Ryan White HIV/AIDS Program Grant funds pay for the 
premiums? 
 
The PCIP program is a unique, temporary program intended to provide coverage to eligible 
uninsured individuals who are unable to access coverage at a standard premium due to pre-
existing conditions between now and 2014, when new affordable options become available to all 
Americans with pre-existing conditions.  As such, as described in a federal bulletin published on 
December 28, 2010, HHS does not expressly prohibit but is closely monitoring potentially 
significant concerns about premium payments for enrollees in the PCIP program made by third-
party sources (examples: government payers, charities, other non-governmental organizations, 
employers, medical providers, drug assistance programs, drug manufacturers, or organizations 
funded by such manufacturers).  Among other things, HHS recognizes there may be an incentive 
for third-party payers to cost shift to the PCIP program.  For example, a government program 
that pays for a defined, limited set of benefits for individuals with a specified disease may opt 
instead to pay the PCIP premium on behalf of such individuals, if the premium is below the cost 
of the set of benefits provided by the government program.  This may result in an accelerated 
depletion of the fixed $5 billion allocated to the PCIP program, limiting its ability to serve as a 
bridge for uninsured people with pre-existing conditions to the new choices available in 2014.  
As such, HHS is closely monitoring program enrollment and tracking the extent to which PCIP 
enrollment results from third-party payments.  If these payments are found to result in an undue 
risk of greater than projected spending from the limited Federal funding appropriated by 

http://www.healthcare.gov/�
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Congress for the PCIP program, HHS anticipates issuing further guidance that restricts or even 
prohibits third-party payments for premiums. 
 
It is important to note that the PCIP program may accept premium payments from the individual 
enrolled in the program, a family member, a guardian or another authorized legal representative.  
Because the rules differ among State-administered PCIP programs, please check the rules in your 
State. 
 
Q: Does the receipt of medical care services from a Ryan White HIV/AIDS Program 
funded clinic constitute creditable coverage under the PCIP program?  
 
No.  These are grant programs, not insurance programs.  Receiving medical care services from a 
Ryan White HIV/AIDS Program funded clinic  does not disqualify an individual from being 
eligible for the PCIP program. 
 
Q: If a person was covered by health insurance paid for by Ryan White HIV/AIDS 
Program Grant funds prior to the creation of the PCIP program, could such creditable 
coverage disqualify the person from PCIP eligibility? 
 
Yes.  Individuals with creditable insurance coverage, irrespective of whether it is paid for with 
Ryan White HIV/AIDS Program Grant funds or another source, are ineligible for the PCIP 
program.  Creditable coverage includes, but is not limited to: COBRA, job-based coverage, 
individual market coverage, State high risk pools, and most other public programs (e.g., 
Medicaid, Medicare).  To be eligible for the PCIP program, an individual must lack creditable 
coverage for the six months prior to applying for the PCIP program. 
 
While all uninsured Americans with pre-existing conditions who meet the eligibility criteria can 
join the PCIP program, the specific rules for the PCIP program vary by State.  In order to 
determine if a client is eligible for the PCIP program, please visit www.HealthCare.gov for 
State-specific information. 
 

http://www.healthcare.gov/�
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The Ryan White HIV/AIDS Program will always play a role in serving people living with HIV 
and AIDS.  The role may change over time as implementation of the Affordable Care Act moves 
forward and we transition to an improved health care system.  As questions arise, we will 
continue to work with Ryan White HIV/AIDS Program Grantees to provide technical assistance 
and ensure a seamless transition and continuous quality care for people living with HIV and 
AIDS.  If you have additional questions or need more information, please discuss with your 
project officer. 
 
      
Sincerely, 
 
 
 
 
Deborah Parham Hopson, PhD, RN, FAAN 
Assistant Surgeon General  
Associate Administrator 
HIV/AIDS Bureau 
 
 
 
Richard Popper
Director - Office of Insurance Programs 
Office of Consumer Information and Insurance Oversight 



HIV Health Care Access Working Group 
 

Ensuring Access to Care for People Living with HIV and AIDS in the 
July 2011 HHS Exchange Regulations 

 
September 2011 
 
The U.S. Department of Health and Human Services (HHS) released comprehensive exchange 
regulations in July, with comments due on September 28, 2011. The HIV Health Care Access 
Working Group has developed the following guide to highlight what is at stake for people living 
with HIV and AIDS in design and implementation of exchanges and to help state advocates craft 
their own comments (to submit comments, click HERE or see below). Please use the points below to 
submit comments on all of the issues or just those that are most important to you or your 
organization.   
 
Creation of health insurance exchanges will increase access to much needed health services and 
prescription drug coverage for millions of Americans. For many people living with HIV and AIDS – a 
population that has historically been shut out of the private health insurance market – the 
exchanges will allow access to affordable and reliable health insurance coverage for the first time.  
Because implementation of the exchanges means that thousands of currently uninsured people 
living with HIV and AIDS will be moving into a new health system, it is crucial that HIV/AIDS 
providers, consumers, and advocates actively participate in exchange design and implementation.  
It also is important to learn from the implementation of the Medicare Part D program and avoid the 
coverage interruptions and enrollment delays created by the program’s complexity, the lack of 
sufficient assistance with navigation, and an overabundance of plan choices that did not offer 
meaningful differences in terms of coverage or mechanisms for plan comparison.  Coordination 
with existing HIV/AIDS programs, including integration of Ryan White providers into exchange 
provider networks and culturally competent outreach and navigation assistance to current Ryan 
White consumers, is essential to ensure uninterrupted access to care. 
 
To ensure that exchanges provide seamless access to care for people living with HIV and AIDS, the 
following issues must be addressed: 
 
1. Stakeholder Involvement (§ 155.130) 

The regulation includes a number of provisions requiring stakeholder consultation as states 
design and implement the exchanges. To ensure that exchanges meet the care and treatment 
needs of people living with HIV and AIDS, stakeholder consultation must include HIV/AIDS 
providers, consumers, and advocates. 
 
 We strongly support the requirement that exchanges consult with certain groups of 

stakeholders, including “advocates for hard-to-reach populations, which includes 
individuals with a mental health or substance abuse disorder” as well as “advocates for 
individuals with disabilities and those who need culturally and linguistically appropriate 
services,” “public health experts,” and “health care providers.”   

 To ensure seamless access to care for people living with HIV and AIDS who will be moving 
into the exchanges, we urge HHS to include safety-net  providers (and HIV/AIDS providers 
in particular) and Ryan White Program providers in its list of key stakeholders. 
 
 

http://www.regulations.gov/#!documentDetail;D=HHS-OS-2011-0020-0001
http://www.regulations.gov/#!documentDetail;D=HHS-OS-2011-0020-0001
http://www.regulations.gov/#!submitComment;D=HHS-OS-2011-0020-0001


2. Application and Enrollment 
The regulation includes many details and requirements regarding the application and 
enrollment process for insurance coverage through the exchanges. We support the Navigator 
Program and other outreach requirements that ensure outreach is targeted to hard-to-reach 
and vulnerable populations (including people living with HIV and AIDS currently receiving care 
through the Ryan White Program), is conducted by people trained in low-income programs and 
working with diverse populations, and is provided in a culturally and linguistically competent 
manner. 
 
 Navigator Program (§155.210) 

o We strongly urge HHS to require at least one of the two types of entities serving as 
Navigators to include community and consumer-focused non-profits. 

o We strongly urge HHS to prohibit states from requiring Navigators to be licensed 
insurance agents or brokers. 

o We support robust linguistic and cultural competence standards for Navigators to 
ensure that they are able to provide information and outreach to vulnerable 
populations. 

o We support provisions that utilize Ryan White case managers and other non-
medical providers, who are already skilled at outreach and benefits coordination for 
people living with HIV and AIDS, as patient Navigators. 
 

 Outreach  (§155.205)  
o We support robust requirements for culturally and linguistically appropriate 

outreach to people with disabilities, individuals with low literacy, and those with 
limited English proficiency.  Exchange outreach should target vulnerable 
populations who will require seamless and uninterrupted access to care, such as 
people living with HIV and AIDS. 
 

 Application (§155.405) 
o We support simple application requirements and urge HHS to codify a requirement 

that applicants may not be required to answer questions that are not pertinent to 
the eligibility and enrollment process. 

o We support a streamlined, “no wrong door” application process, including the use of 
one application for exchange plan enrollment, premium tax credit, cost sharing 
subsidies, Medicaid, and the Basic Health Plan (if applicable). 
 

 Enrollment Periods (§155.410; § 155.420)  
o We support flexible enrollment periods that minimize any gaps in coverage – which 

translate to interruptions in treatment – and disruptions in provider/patient 
relationships – which can translate to loss of care – for people living with HIV and 
AIDS, including an initial open enrollment period that extends beyond January 1, 
2014. 

o To ensure seamless access to care for people living with HIV and AIDS, we support 
automatic enrollment of individuals following termination or merger of a Qualified 
Health Plan if the individual fails to designate a new plan.  However, we strongly 
support protections that allow individuals who are automatically enrolled in a plan 
to easily switch plans. People living with HIV and AIDS must be able to choose the 
plan that is best able to meet their HIV/AIDS care and treatment needs and provides 
the best provider continuity. 



o Regarding the special enrollment period, we support a longer period of up to 120 
days rather than the 60 days specified in the regulation to ensure that people living 
with HIV and AIDS and other chronic conditions have uninterrupted access to care 
and adequate time to pick the plan that best meets their care and treatment needs.  
We also urge HHS to clarify that the special enrollment period for individuals who 
are newly eligible for advance payments of the premium tax credit or have a change 
in eligibility for cost-sharing subsidies begin on the date on which an individual 
experiences a change in eligibility (as opposed to the date of the eligibility 
determination) to prevent harmful gaps in insurance coverage. 

o We support requirements that any notifications regarding coverage, including 
information about enrollment periods, changes in eligibility, increases in coverage 
rates, and termination of coverage, be provided in a culturally and linguistically 
appropriate manner.   

   
3. Certification of Qualified Health Plans  

The regulations require exchanges to certify Qualified Health Plans (QHPs) that meet the health 
care needs of consumers.  
 
 Stakeholder Involvement and Transparency 

o We urge the exchanges to use their stakeholder process to gain input when they are 
deciding which plan selection criteria and selection strategies to implement. 

o We urge HHS to issue regulations that define the Essential Health Benefits (EHBs) 
that must be offered by all QHPs and that this EHB package be comprehensive 
enough to meet the care and treatment needs of people living with HIV and AIDS 
and other chronic conditions.  

o We support providing clearer guidelines about the process and criteria by which 
exchanges must certify, re-certify and de-certify QHPs.  

o We urge HHS to create and enforce an HHS-based consumer complaint process and 
penalty system for exchanges that fail to comply with these regulations. 
 

 Certification Standards for QHPs (§155.1000) 
o We support codifying the language which requires that the exchange may not make 

available any health plan that is not a QHP. 
o We support the timely approval of QHPs before open enrollment begins so that 

consumers have sufficient time to review all available options before they must 
choose a plan.  

o We urge HHS to prohibit exchanges from utilizing an “any willing plan” model, and 
instead, require an active purchaser approach. 
 

 QHP Issuer Rate and Benefit Information (§155.1020) 
o The sanctions available to the exchanges for regulating the QHPs must be 

strengthened and should include the option to remove the QHP from its offerings. 
o We support clarifying the strategies the federal Office of Personnel Management will 

use to ensure that multi-state plans provide affordable, quality plans to consumers.  
o We urge HHS to clarify the applicable standards for multi-state plans with regard to 

age ratings. On pages 97-98, the regulation summary states that multi-state plans 
must meet Federal rating requirements or a State’s more restrictive rating 
requirement (if applicable); however, on page 101 (paragraph B), the regulation 
summary states that the multi-State plans need to meet the requirements as 
determined by OPM, with no reference to more restrictive state requirements.  



o We urge HHS to require that the QHP issuer send a notice of rate increase to 
beneficiaries of the plan a minimum of one month prior to the implementation of 
such an increase in addition to posting the rate increase on its website.  

o We support the alignment of the rates justification process with the state rate 
review process whenever possible. 

o We support the establishment of a collaboration to develop the rate justification 
process and urge HHS to ensure that the parties also address sending rate increase 
notices to beneficiaries as part of their process. 

o We support the submission of semiannual rate and benefit information from QHP 
issuers. HHS should provide a timeline for the QHP issuers to supply this 
information that allows the exchanges sufficient time in advance of open enrollment 
to disseminate appropriate information to the consumer. 
 

 Transparency in Coverage (§156.220) 
o We strongly support standardized transparency and “plain language standard” 

across the insurance market. 
o We urge HHS to support plan transparency for consumers by requiring that the 

cost-sharing information – including out-of-network care and drug formulary 
information – that is developed be clear, easily accessible and easy to compare 
across plans. Cost-sharing is a critical factor for people living with HIV disease who 
rely on a daily regimen of multiple prescription drugs and regular medical visits and 
services to stay healthy.  It is critical for this information to be available for enrollees 
to evaluate their plan choices.   

o We urge HHS to establish how transparency in plan information to the consumer 
will be evaluated and monitored. 

 
4. Qualified Health Plan  Provider Networks 

People living with HIV who receive care from experienced HIV medical providers have better 
health outcomes and are more likely to receive cost-effective care by avoiding acute care 
services. Many people living with HIV disease, who will gain access to health coverage for the 
first time through the exchanges, currently receive care from safety-net medical providers 
supported by the Ryan White Program. To maintain continuity of care and avoid dangerous 
disruptions in care, Ryan White providers must be included as “essential community providers” 
in QHP provider networks. A trusted and positive medical provider relationship is a key 
component of effective HIV care and helps ensure the high rates of adherence to care and 
treatment that are so important to managing HIV disease. People with HIV newly engaged in 
treatment also must have access to experienced HIV medical providers and easily be able to 
identify HIV providers within plan provider directories.    
 
 Establishment of Exchange Network  Adequacy Standards (§155.1050) 

o We urge additional network standards that, in addition to evaluating the quantity of 
medical providers, ensure providers have the expertise to meet the diverse needs of 
different populations, including people living with HIV disease. We recommend a 
requirement that all QHPs include medical providers and pharmacies with HIV 
expertise.  

o We also support additional standards that would require QHPs to 1) maintain sufficient 
types of providers to ensure service accessibility, 2) ensure enrollees are not required 
to travel unreasonable distances or times to access services, 3) monitor the adequacy of 
the provider network, and 4) ensure out-of-network care is available at no additional 
cost to the enrollee when network providers are not reasonably accessible.  



o We strongly agree with establishing a standard that exchanges ensure QHP provider 
networks provide access to care for ALL enrollees, including those with conditions 
requiring unique expertise, such as people living with HIV disease.  

o Nurse practitioners (NP) and physician assistants (PA) play an important role in the HIV 
care system, and we agree with urging states to broadly define primary care providers 
to include NPs and PAs. 
 

 Network Adequacy Standards (§156.230) 
o We strongly support standards that ensure QHPs maintain up-to-date provider 

directories that are easily accessible to enrollees. In addition to online directories and 
print directories upon request, we urge for provider information to be available through 
toll-free helplines.  

o We also urge a requirement that specialized providers that do not fall under one 
specialty, such as HIV medical providers, are easily identified within provider 
directories. The HIV providers included in the QHP network will be a key factor for 
people living with HIV when they are evaluating their plan options.  It will be important 
to ensure that QHPs do not discriminate against people living with HIV by not 
highlighting providers with HIV expertise in their provider networks.  

o Accessible pharmacies with HIV expertise and experience working with underserved 
populations are a key component of the HIV care system. We urge a requirement that 
exchanges also establish standards for the QHPs’ pharmacy networks to ensure timely 
access throughout the service area and to ensure pharmacies have the expertise to fill 
prescriptions and provide sufficient information to support adherence and avoid 
harmful medication interactions for all of the QHPs’ enrollees, including in medically 
underserved areas and with medically underserved populations.   

 
 Essential Community Providers (§156.235) 

o We strongly recommend the inclusion of Ryan White-funded medical providers as 
“essential community providers” to ensure access to medical providers with the 
appropriate HIV expertise, and to provide continuity of care for the nearly 50% of 
people living with HIV in care receiving it through Ryan White-funded programs. A 
serious disruption in care will occur if Ryan White medical providers are not included in 
QHP provider networks. We believe it was the intent of Congress for Ryan White-funded 
providers to be considered “essential community providers” as 340B programs.  

o In defining a sufficient number of essential community providers – we urge HHS to 
consider the sufficiency of the provider network in terms of experience and expertise to 
care for populations that disproportionately rely on essential community providers, 
such as people living with HIV disease. All QHP networks should include Ryan White-
funded medical programs as part of their provider networks and be required to contract 
with any willing Ryan White-funded medical provider.  

 
5. Termination of Coverage for Qualified Individuals (§ 156.270) 

Effective management of HIV disease requires ongoing and reliable access to medical care and 
treatment. Lapses in health insurance coverage pose serious risks to the health of individuals 
with HIV disease, including death.  Without health coverage most people with HIV disease are 
unable to afford the daily HIV medication regimen that is the crux of effective management of 
HIV disease. We urge standard coverage termination policies that ensure equitable and fair 
termination processes that are not impeded by technical glitches, misinformation or poor 
communication to enrollees. This will be particularly important during the initial enrollment 



period when enrollees and plans are adjusting to new administrative processes, fees and 
payment systems.   

 
 We support limiting termination by QHPs to non-payment of premiums, fraud and abuse 

and relocation outside of a plan’s service area.  
 We strongly support the three-month grace period for enrollees receiving advance 

payments of the premium tax credits that also includes ongoing payment to providers 
during this period. We urge for this grace period to be extended to all QHP enrollees to 
ensure enrollees have sufficient notice and time to respond to non-payment or fraud and 
abuse claims. Based on our experience with Medicare Part D, payment delays and other 
claims may result from poor or inadequate communications from the plans to enrollees, 
enrollee lack of understanding of a plan process or a serious debilitating health challenge. 
Given the gravity of the consequences of people living with HIV and others with serious 
conditions losing coverage, we urge an extension of the grace period to six months to 
ensure a reasonable and just process.  This will be particularly important during the first 
couple years of the program to allow for a transition period for plans and enrollees and 
particularly important for those people living with HIV who have been served under the 
very different and often free of charge Ryan White system of care.  

 We strongly support the development of federal standards for termination notices to ensure 
a fair process across states and plans. We recommend that the information, such as total 
amount of the delinquent payment, the proposed coverage termination date, payment 
options and timing of notices that the enrollees will receive, be conveyed simply and 
without any extraneous information.  QHPs also should be required to include a toll-free 
number for enrollees as a resource for information regarding their pending termination, 
including how to challenge or avoid it. QHPs should be monitored and evaluated on the 
quality of their information and assistance by exchanges as part of certification processes? 

 We recommend that the Navigator resources also be made available to enrollees as soon as 
they are notified that they are at risk of being terminated by their QHP.    

 
 
Instructions for Submitting Comments 
 
The regulations are available online at:  
 
http://www.regulations.gov/#!documentDetail;D=HHS-OS-2011-0020-0001 
 
Comments may be submitted online at: 
 
http://www.regulations.gov/#!submitComment;D=HHS-OS-2011-0020-0001  

http://www.regulations.gov/#!documentDetail;D=HHS-OS-2011-0020-0001
http://www.regulations.gov/#!submitComment;D=HHS-OS-2011-0020-0001



