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October 5, 2012
VIA ELECTRONIC SUBMISSION: exchange@health.state.ny.us
Danielle Holahan
Director of Policy
New York State Health Benefits Exchange
90 Church Street
New York, NY 10007
RE:

Comments on Addressing Disparities in the Health Benefit Exchange

Dear Ms. Holahan:
Health Care For All New York (HCFANY) is a statewide coalition of over 130
organizations which seek to achieve affordable, quality health care for all New Yorkers. We
thank you for the opportunity to comment on how the State Health Benefit Exchange can be used
to reduce health disparities. We agree that the three areas you have identified—consumer
assistance, access to health services and data collection—are important to reducing health
disparities, and we address these below. In addition, we include recommendations on reducing
disparities through civil rights compliance monitoring and enforcement.
We join the many stakeholders at the September 7 meeting in urging the State to continue
to ensure a transparent and public process as it establishes standards for reducing health
disparities through the Exchange and health plans offered on the Exchange. As experts and
stakeholders testified at that meeting, addressing disparities requires ongoing monitoring and
modification of systems to ensure success. We commend the State for convening a stakeholder
meeting to begin this conversation about how the Exchange can be designed to reduce disparities
in New York, and recommend that this process of stakeholder engagement continue throughout
the life of the Exchange.
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Consumer Assistance
New York is home to Community Health Advocates (CHA) and the Facilitated
Enrollment program, two statewide consumer assistance and enrollment programs that have
proven success. CHA is one of the largest health care consumer assistance programs in the
country. CHA has a live-answer hotline, conducts presentations in communities throughout the
state, and provides direct assistance to consumers. Much of the success of CHA and the FE
programs is attributable to community-based networks that enables the programs to provide
linguistically and culturally competent assistance to New Yorkers of all backgrounds in the
communities in which they live. Our experience with CHA and the FE program have informed
the recommendations made below.
1. The Exchange should be culturally and linguistically competent and provide for
effective communication.
Addressing disparities in health outcomes means removing barriers to health care. For
immigrants, many of whom are people of color, language can be a significant barrier. Roughly
2.3 million New Yorkers are limited English proficient (LEP); half a million are deaf or have a
serious hearing difficulty; and more than 400,000 are blind or have serious difficulty seeing.
These individuals will need interpretation and translation services and materials in alternate
formats (Braille, large print and audio) that are section 508 compliant to communicate effectively
with the Exchange, health insurance plans and government agencies.
A growing number of federal, state and local laws and policies mandate that LEP
consumers and consumers with disabilities receive free interpretation and translation and are not
excluded from participation in or denied access to services. In order to ensure that the ACA goal
of universal coverage is met and that LEP consumers and consumers with disabilities are able to
access all health services available through the Exchange, we recommend the Exchange have
bilingual staff, interpreters, and telephonic interpretation services and that important consumer
information provided by the Exchange is offered in many languages and formats. Health plans
should be required to provide interpretation, translation and literacy-appropriate information.
The Exchange should have dedicated staff responsible for creating and implementing
Language Access and ADA Compliance policies. A basic standard should be set for language
access to ensure that all people can access health coverage and health care in their preferred
language. The State should mandate that consumer assistance programs and Navigators have
similar policies.
Language services should include: (1) translation of notices and vital documents when at
least five percent or 500 LEP individuals are included in an Exchange, with a minimum of 15
languages; (2) inclusion of translated taglines in at least 15 languages on all Exchange notices
and vital documents and websites with information on how to access translated materials and
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oral language assistance; and (3) provision of effective oral communication for all LEP
individual, regardless of whether translation or other thresholds are met.
Effective consumer assistance will be essential to help diverse New Yorkers – especially
those from vulnerable, hard-to-reach communities – choose health plans that cover their health
needs and fit within family budgets. An effective consumer assistance program that meets the
needs of hard-to-reach and vulnerable populations should include the following:
Exchange outreach materials and consumer education should be linguistically and
culturally competent and provide for effective communication.
Promotional materials, provided in the many languages spoken by New Yorkers
produced in alternate formats, should clearly direct consumers to assistance, including
specialized assistance for people with disabilities and speakers of languages other than English.
Exchange outreach materials – such as handouts, newspaper and subway ads, billboards
and radio public service announcements – should be prepared in the multiple languages (such as
Spanish, Mandarin, Korean, Arabic, Farsi, Bengali, French and Russian) spoken by New Yorkers
and should depict a diverse array of individuals and families, including people with disabilities,
“non-traditional” families such as LGBT couples and single parents and their children.
Outreach materials should be distributed in a targeted way so that consumers receive
information that is culturally relevant, in the appropriate language. For example, the Exchange
should place announcements in weekly local newspapers and on radio stations dedicated to
serving specific communities, such as people with disabilities, LGBT people and speakers of
languages other than English.
The Exchange should engage trusted communicators, such as community health workers
and promotoras, as are commonly used by Planned Parenthood of NYC, the Hispanic Federation,
the Violence Intervention Program Inc. and Voces Latinas, to ensure cultural and linguistic
competence. Moreover, we recommend linguistically and culturally competent outreach efforts
target hospital emergency departments and federally-qualified health centers where the uninsured
often seek treatment.
The design and operation of the Exchange website and call center/hotline should be
linguistically and culturally competent.
We recommend that the Exchange website depict diversity in any photos and graphics
used. The website should feature a prominent “translate” option allowing consumers to view the
entire website and portal in the language they are most comfortable using. The Exchange website
should be Section 508 compliant.
The Exchange call center/hotline should have an immediate prompt that allows the caller
to choose a language preference. The call center should: direct callers to staff who speak their
language; and/or offer recorded messages giving information in the appropriate language; and/or
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engage a translator to assist the caller. Call center staff should be trained handle questions from
non-traditional families, such as LGBT couples, in a non-discriminatory manner. Staff should
provide information in an unbiased manner that does not reflect disapproval of specific services,
such as women’s reproductive health care or care needed by transgendered individuals.
2. The Exchange should provide community-based, in-person assistance.
A number of New Yorkers will be unable to access the Exchange through the website or
call center. We strongly support the use of face-to-face assistance as is provided by Facilitated
Enrollment and Community Health Advocates. Consumers want to get advice from people they
know understand them, especially if they are being asked to disclose their disability or sexual
orientation.
Consumers at HCFANY’s Health Benefit Exchange Listening Sessions (HCFANY
Listening Sessions) emphasized the need for in-person assistance to help with enrollment and
other tasks like disputes with health plans. Many New Yorkers have little or no access to a
computer or have low computer literacy. Consumers may also have limited phone use, and many
prefer to express themselves through direct personal contact.
It is important to provide local, community-based assistance. Participants at the Listening
Sessions indicated that it can be alienating to speak with a phone operator in Albany and “having
a local office that you can go to makes a huge difference.” Participants stressed the need to use
“established organizations that have become part of the local scenery and are known to be part of
the community.” As an example of an assistance program that works, a participant who worked
with HomeBase, a community-based eviction prevention program, described how assistors will
“take you by the hand and show you how to get what you need.”
3. The Exchange should explain benefits and costs of plans offered on the Exchange in
a clear and unbiased manner.
The Exchange should provide clear explanations of benefits for all health plans, including
costs to the consumer in the form of premiums, deductibles and co-pays. Consumers should also
be assisted with choosing a plan level – i.e., bronze, silver, gold or platinum – that best fits their
medical and budgetary needs. Exchange staff should be knowledgeable about private and public
coverage including all forms of Medicaid coverage, such as Medicaid Buy-in and Medicaid
Spenddown.
Consumers should be able to receive unbiased, comprehensive information about plans’
benefits, such as whether abortion is covered, if there are any transgender-specific limits to care,
or if there are any other limits on coverage. Call center staff, consumer assistors, and Navigators
should be trained to ensure competent, respectful and non-discriminatory provision of
information about benefits and costs. The Exchange should conduct periodic surveys of
consumers who have sought assistance to ensure satisfactory performance.
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4. New York’s Exchange should provide a “no wrong door” experience for consumers.
New York should adopt a “no wrong door” policy. New York has many “mixed status”
families that include undocumented immigrants and lawfully residing immigrants and citizens.
Family members in mixed-status families will have different options available to them and
should be able to receive information about all public and safety net programs at the point of
Exchange enrollment. The Exchange should be a one-stop shop where families can get
information on, and assistance applying for, all programs for which their family members may
be eligible.
The Exchange should also facilitate enrollment in and provide information about
financial assistance programs at hospitals and community health centers as well as information
on where uninsured individuals can access affordable care. The Exchange should train its staff,
Navigators, and other enrollment assistors like brokers to help consumers who cannot obtain
coverage access affordable care from these sources.
Access to Health Services
The Exchange should monitor health plan network adequacy to ensure enrollees can
access the care and services provided by their coverage. Network adequacy is especially
important for hard-to-reach and vulnerable populations, as they often have unique health care
needs that are not always addressed by available providers. The State should ensure that all
health plans offered through the Exchange have the following:
1. Health plans offered through the Exchange should have sufficient numbers of
providers who can serve the LGBT community.
The Exchange should ensure that plan networks include providers who are clinically
competent to serve the LGBT community. As documented in Health People 2020 and the 2011
Institute of Medicine report on LGBT health, there are significant health disparities affecting
LGBT people. Barriers to LGBT people’s accessing clinically competent health care include a
lack of providers trained to address the specific health care needs of LGBT people, a lack of
culturally appropriate prevention services, and a lack of clinically competent mental health and
substance use services.
2. Health plans offered through the Exchange should have sufficient numbers of
reproductive health care providers.
Women enrolled in plans sold in the Exchange should have good access to reproductive
health care providers. In a 2012 bulletin, the New York State Board of Regents identified eleven
counties that have a shortage of obstetricians/gynecologists.1 In these areas, plans should ensure
that women are able to get the care they need in a timely fashion. Plan networks should provide
coverage of telemedicine, if available, and include as many reproductive health care providers in
its network as possible.
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3.

Plans should require that their participating providers be accessible.

Physical accessibility is not limited to entry to a provider site, but also includes access to
services within the site such as exam tables and medical equipment. Providers should also have
protocols for identifying enrollees who require a case manager, audio, visual, mobility aids, or
other accommodations and a protocol for determining needs of enrollees with cognitive and
mental disabilities.
4. Plans that do not have adequate numbers of providers should be required to
eliminate out-of-network costs.
Enrollees should have timely access to health care providers who are culturally
competent, linguistically competent, who honor end-of-life choices, and who are willing to
provide covered health care services. If an enrollee is unable to find a health care provider in
network due to an inadequate number of providers, he or she should not incur additional costs.
5. The Exchange should use data to evaluate network adequacy.
To ensure that a sufficient number of providers who address the diverse needs of New
Yorkers are included in a network, the Exchange should evaluate network adequacy at least
annually. A network adequacy evaluation should measure a consumer’s ability to schedule a
timely appointment, office wait time, availability of translators, and ability to provide care
covered in an enrollee’s plan.
6. The Exchange should provide tools that allow enrollees to determine if a network
includes providers that can address their unique needs.
To ensure hard-to-reach and vulnerable populations have access to health services, plans
need to provide easy to understand information regarding the availability of providers who can
meet their specific needs. The Exchange and health plans should develop tools that allow
consumers to identify providers with staff who speak languages other than English or that have
staff of a certain gender available for an appointment.
Data Collection
The Exchange provides New York with the opportunity to address health disparities
through the collection and analysis of data, as well as through the translation of data into
practice.
1. The State Department of Health, in coordination with the Exchange, should
establish a system requiring health plans, hospitals and other health care
institutions to collect and report – by race, ethnicity, gender, primary language,
sexual orientation, gender identity and disability status – the coverage and care and
health outcomes, based on State quality measures.
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The State currently collects and reports quality measures for certain health plans through
the quality assurance reporting requirements (QARR) data system. The existing system needs to
be modified to ensure comprehensive data collection of the elements listed above. HCFANY
drafted legislation in the 2011-12 Legislative Session (A.8278, Peoples-Stokes), to establish a
health care disparities data collection system. We urge the Exchange staff to review this bill as it
contains specifics of our proposal.2
Under A.8278, SDOH would design or make available surveys to collect data, such as
race and ethnicity, from patients and subscribers. Health plans, hospitals, and other health care
institutions would be required to collect the data elements included on the survey. Data should be
self-reported in writing, as it is more accurate than other alternatives, such as physical
observation or phone surveys. Those reporting data, including hospitals and other facilities
regulated under Article 28 of the Public Health Law and health insurers, would be required to
update their data at least annually. SDOH would be required to post this data on a website
within 90 days of receipt from each institution.
The State should collect data on primary language spoken using population surveys and
at the point of care to capture health disparities. Collecting population-level data on primary
language is essential to developing interventions to improve health care access for LEP
individuals. Health plans, hospitals and other health care institutions should also be encouraged
to collect data on written language proficiency. While this information is often correlated with
spoken language proficiency, it is important information for developing health interventions and
communicating health care information to patients in clinical settings. Written language
proficiency is also closely related to health literacy, which has been shown to impact health
outcomes.
All data collected should be reported in a manner that is easy-to-use and accessible to the
public and policymakers. The Exchange should consider creating “report cards” on health plans
and institutions, similar to those created by the State Department of Education for schools and
school districts.
Collecting and reporting this data will allow consumers to make informed choices about
health plans and the institutions they are considering for their care. The data will also allow state
policymakers and health advocates to develop solutions and to hold health plans and health care
institutions accountable for health disparities.
Ultimately, the State can use data on health disparities to hold health plans accountable
for the reduction of disparities. For instance, the Exchange can build in standards to reduce
disparities through the Qualified Health Plan certification process and establish incentives for
plans that are leaders in reducing health disparities.
Consumers asked personal information for data collection purposes should be informed:
(1) the purpose for which the information is being requested; (2) that providing information is
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completely voluntary; and (3) that no personally identifying information – only aggregate
information – will be disclosed. In developing A.8278, HCFANY extensively consulted with
representatives of the LGBT community – a community which has historically expressed
concerns with the possibility of discrimination from the disclosure of their identity. This
community gave us the clear message that the need to have comprehensive information about the
health status of members of their community far outweighs concerns that people will be deterred
from seeking health care services, as long as reasonable measures to protect patient and
subscriber privacy are instituted.
2. The Exchange should collect and report information relating to health disparities.
Within the context of the State’s data collection and disparity reduction efforts, the
Exchange’s streamlined application should collect information on applicants’ sex, race, ethnicity,
preferred language, disability status, sexual orientation, and gender identity. Consumers should
be advised that this information is optional and how it might be used to better meet their needs.
The application should include a privacy statement at the very beginning of the application that
explains how the information will be used, who it will and will not be shared with, how it will be
stored, and for how long. For paper applications, this information could be provided as a separate
set of instructions, along with rights and responsibilities. Online applications could use “pop-up”
boxes to provide this information.
The Exchange should collect and report voluntarily-given sexual orientation and
gender identity data.
The Affordable Care Act, Healthy People 2020, and the Institute of Medicine (IOM)
recommend gathering sexual orientation and gender identity data in clinical settings. This would
be in addition to data on race, ethnicity, gender and other demographic data that are often linked
to health disparities in particular population cohorts. This is essential to understanding and
reducing health disparities affecting LGBT people. In a 2011 report on LGBT health, the IOM
recommends sexual orientation and gender identity data is collected through electronic health
records (EHR). Data collected should be used to inform outreach efforts, determine
recertification of Qualified Health Plans, and ensure network adequacy.
There are a number of barriers to gathering LGBT data, including patient fear of
discrimination, provider discomfort, and confidentiality concerns. However, these can be
overcome with proper training of staff, explanation of confidentiality protections in place, and
the option to not report sexual orientation and gender identity data.
The Exchange should collect and report data regarding the appropriate delivery of
family planning and reproductive health services.
We recommend the Exchange implement quality indicators for health plans offered
through the Exchange that will measure the appropriate delivery of family planning and
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reproductive health services to girls and women of reproductive health age. Plans should ensure
that female enrollees receive family planning counseling that is non-judgmental and in the
patient’s language of choice. The Exchange should use this data to inform outreach efforts,
determine recertification of Qualified Health Plans, and ensure network adequacy.
The Exchange should collect and report data in the baseline application on disability
status.
The data elements for the Exchange proposed by CMS do not include disability status in
the baseline application. We strongly recommend that New York include disability status as
baseline application information. This information is important for tracking health disparities,
how well certain populations follow through with enrollment, and will ensure disabilities are
accommodated.
The Exchange should collect and report data regarding other existing health
disparities.
We recommend the Exchange require insurance companies to collect data showing their
performance on addressing other health disparities, such as reducing rates of maternal and infant
mortality and morbidity among women and infants of color. Qualified Health Plans should have
targeted strategies to address these known problems, and the Exchange should use this data to
monitor progress towards eliminating gaps in health care access and health outcomes.
The Exchange should collect and report quality and consumer satisfaction data in the
context of health disparities.
We recommend the Exchange collect data regarding insurer performance and patient
satisfaction with a specific plan. Measures should be used to track disenrollment, denied claims,
misinformation in outreach, etc. This data should be strongly considered during the
recertification of a Qualified Health Plan, and should be utilized when addressing consumer
complaints. HCFANY details recommendations of quality and consumer satisfaction ratings for
the Exchange in our September 28, 2012 comments on New York State Health Benefit
Exchange: Developing a Quality and Satisfaction Rating Proposal.
Compliance
The Exchange could also address heath disparities through civil rights compliance and
enforcement. Fifteen years ago, the disability community worked with New York State to
develop ADA Compliance Guidelines for Medicaid beneficiaries that are included as Appendix J
in the New York State Department of Health contract, which educates plans regarding their
obligations and provides guidance on how to meet them.
Center for Independence of the Disabled New York (CIDNY) recently conducted a
review of ADA compliance plans filed by managed long-term care plans and found a pervasive
lack of compliance. An Exchange with the right resources and commitment to reducing health
www.hcfany.org

Health Care For All New York

Page 9

disparities could do a much better job of ensuring members of protected classes are not excluded
from participating in or denied access to the benefits of plan services, programs, and activities –
from marketing and education through grievances and appeals.
Thank you for considering our comments. If you have any questions, please contact
Carrie Tracy at ctracy@cssny.org or at (212) 614-5401.
Sincerely,

Carrie Tracy, JD
Deputy Director of Health Initiatives
Community Service Society of New York
http://www.highered.nysed.gov/kiap/precoll/documents/2012ShortageBulletin.pdf
HCFANY has made several recommendations to improve A.8278 since the bill was introduced. These
recommendations are a result of the disparities work group of the Medicaid Redesign Team and can be found
in the HCFANY Letter to Mylan Denerstein, Counsel to the Governor (December 12, 2011), Appendix 1.
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Appendix A

