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Welcome and thank you all for holding. At this time all parties will be in a
listen-only mode until the question-and-answer portion of the call. The call is
being recorded. If anyone has an objection, you may disconnect your line at
this time. I would now like to turn the call over to Marisa Scala-Foley. Thank

you very much, you may begin.

Marisa Scala-Foley: Thank you so much Michele, good afternoon everyone, good morning to

folks who are joining us on the West Coast and in Hawaii and Alaska. As

Michele mentioned, my name is Marisa Scala-Foley.

I work in the Office of Policy Analysis and Development in the Center for
Disability and Aging Policy at the Administration for Community Living
which is a new agency under the Department of Health and Human Services
that brings together the Administration on Aging, the Administration for

Intellectual and Developmental Disabilities and the Office on Disability.

We do thank you for joining us for this month’s Webinar which is our latest in
a series of Webinars focused on the Patient Protection and Affordable Care
Act also known as the Affordable Care Act or the ACA and its impact on
older adults, on people with disabilities and on the aging and disability

network.
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Our Webinar series is designed to provide aging and disability organizations
with the tools that you need to participate in ACA-related efforts in your area
such as accountable care organizations, state integration for dual eligibles,

health homes and more.

Last month we started a conversation about the topic of stakeholder
engagement as it relates to the move toward managed long-term services and
supports in many states. We talked about how you can get involved in the
process and the kinds of questions you should be asking as you review your

state’s proposal and as your state may be moving forward in implementation.

This month we’re going to continue that conversation looking at the important
topics of stakeholder involvement, civil rights, appeals and grievances,
oversight and monitoring and financing so before I introduce our speakers, we

do have a few housekeeping announcements.

If you have not yet done so, please do use the link included in your e-mail
confirmation to get on to WebEXx so that you can not only follow along with
the slides as we go through them, but also ask your guestions when you have

them through the chat function within WebEX.

If you don’t have access to the e-mail link - the link we e-mailed you - you
can also go to www.webex.com, click on the attend a meeting button at the
top of the page and then enter the meeting number which is 663237084 with a
passcode of aoawebinar and that’s all one word, aoawebinar and again the

meeting number is 663237084.

If you have any problems getting into WebEx, please contact WebEx’s
technical support at 1-866-569-3239. Again that’s 1-866-569-3239. As
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Michele mentioned, all participants are in listen-only; however, we do
welcome your questions throughout the course of the Webinar. There are two

ways that you can ask your questions.

First as | mentioned before is through the Web using the chat function in
WebEX. You can enter your questions. We’ll sort through them and answer
them as best we can when we break for questions. In addition after our
presenters wrap up, we will offer you a chance to ask your questions through

the audio line.

When that time comes, Michele will give you instructions as to how to queue-
up to ask the question and as always if you think of any questions after the
Webinar or have any questions you’d like us to follow-up on, we invite you to

e-mail them to us at affordablecareact@aoa.hhs.gov.

As Michele also mentioned, we are recording this Webinar. We will post the
recording, slides and transcript of this Webinar on our Website as soon as
possible, hopefully by early next week and once again we are thrilled to be
joined by a terrific panel of speakers who also presented to us last month and

let me introduce them all in turn.

First, Mary Lou Breslin has been a disability rights law and policy advocate
for over 35 years. In 1979 she cofounded the Disability Rights Education and
Defense Fund, a leading national disability rights law and policy center and
presently serves as a Senior Policy Advisory with DREDF directing the

organization’s special projects.

Most recently her work has focused on improving access to healthcare for
people with disabilities. Georgia Burke is a Directing Attorney in the

Oakland, California office of the National Senior Citizens Law Center.
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Currently her work focuses on national and state advocacy around programs
affecting people dually eligible for Medicare and Medicaid.

She also advocates to improve language access for Medicare beneficiaries
with limited proficiency in English and finally Silvia Yee is a Senior Staff
Attorney also as the Disability Rights Education and Defense Fund where her
work has included projects to increase physical and programmatic
accessibility and disability awareness in the delivery of healthcare services

and litigation involving federal disability rights laws.

So with that, I will turn things over to Mary Lou to kick things off. Oh
actually, no I won’t. | apologize. First | wanted to do a little bit of stage-
setting before | turn things over to our presenters and we wanted to make sure
everyone was on the same page as we talk about managed long-term services

and supports.

When we’re talking about MLTSS as we’ll abbreviate it for the purposes of
this session, we’re talking about a payer which is typically the state Medicaid
agency contracting with a managed-care organization or an MCO to

coordinate and provide long-term services and supports.

Managed long-term services and supports may cover both home and
community-based services as well as institutional care and it may serve
different populations, older adults, people with physical disabilities and/or
people with developmental or intellectual disabilities or behavioral health

needs.

So why are we spending - we’ve now this is our third Webinar - where we’re
talking about managed long-term services and supports and why are we doing

this and the reason why we’re doing this and where we’re headed is that as
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you may know the interest in managed long-term services and supports is

growing rapidly.

| was actually at a briefing here in Washington, D.C. where someone from
CMS talked about a conversation they’d had with a Medicaid director in a
large state and they expected really not to see much of a fee-for-service

presence in their state Medicaid program within the next three to five years.

So really interest in managed long-term services and supports is growing at an
extremely quick pace. One example of this is the financial alignment initiative
which is being run through the Center for Medicare and Medicaid’s services,

Medicare and Medicaid coordination office often known as the duals office.

Twenty-six states have submitted proposals to CMS in order to better align
Medicare and Medicaid in their state and really to integrate care so to
integrate the acute care side with the long-term services and supports side

which is more often covered under Medicaid.

Other states are moving toward managed long-term services and supports
through an 1115 demonstration waiver process. Whether it’s through the dual
financial alignment initiative or through an 1115 demonstrative waiver, both
processes now regard what is called ongoing and meaningful stakeholder
engagement both throughout proposal development as well as during the

implementation processes.

And stakeholders can include beneficiaries and their families, beneficiary
advocates, consumer organizations, providers, plans and more and we can’t
overemphasize the fact that it’s critical for you all who are on this Webinar

and for others in your state to get engaged in this process in order to ensure
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that consumers and their families’ needs are met and their rights are protected

throughout this process.

In another meeting | was in recently, they talked about really that we need to
get engaged in order to get the system that we all want to have so the
stakeholder engagement is really critical to this process and that’s what we’re
going to spend the bulk of our time talking about today so with that, 1 will
now turn things over to Mary Lou Breslin to present the content of this
Webinar.

Thanks very much, Marisa. As Marisa mentioned, the National Senior
Citizens Law Center and Disability Rights Education Defense Fund (DREDF)
have developed a Web-based resource entitled long-term services and
supports in a managed-care environment and advocacy toolkit and we’ll
provide a link at the end of the presentation today for you to be able to reach
that toolkit.

But we want to just mention that it covers 15 topics. We covered a number of
those topics during the last ACL Webinar and we’re going to be covering six
of the 15 topics today and again these include stakeholder involvement,
appeals and grievances, civil rights, state and federal oversight and

monitoring, quality measures and financing.

Okay, I’'m going to just begin by talking about or reiterating and stating again
what Marisa just mentioned which is the important role of stakeholder
involvements in the roll-out of managed care for people with disabilities and
seniors and that will include long-term services and supports and home and

community-based services in certain states.
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As Marisa said, both the duals demonstrations and the 1115 demonstration
waivers now require states to engage in and this is the language that is
appearing in the federal communications ongoing and meaningful stakeholder
engagement through the proposal development stage as well as the

implementation processes.

Of course | think the challenge as most of you on the call understand and are
very, very well aware of. The challenge is to use this stakeholder engagement
process in such a way that states consider seriously the input that’s provided
and that the process is structured to be ongoing, transparent and it serves as a

mechanism for course correction.

Since the structure of the stakeholder process is left up to states, it’s really up
to us as advocates to call for specific strategies that best ensure an ongoing

and purposeful process.

For those of you who’ve been involved in this process already through various
mechanisms, | know they include listening sessions, workgroup meetings,
public hearings, notices, comment periods and so on, you may have
experienced a certain level of frustration that the process appears to stand as

the outcome rather than informing the outcome.

We recognize this concern and that’s why it’s so important to find
mechanisms to ensure that the process is as effective as possible and that

represents all of our voices and our points of view.

Our toolkit recommends that advocates call for two permanent standing
committees, a state advisory board and an advisory committee at the level of
the MCO. At a minimum we’ve created infrastructure in which fundamental

engagement with the process as well as oversight can potentially take place.
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We also called for MCOs to host quarterly meetings with members to collect
complaint information and provide a dynamic feedback process. I’1l be talking

just a little bit more about that later.

In a technical assistance brief, the Center for Healthcare Strategies makes a
number of recommendations to states about how to meaningfully engage
stakeholders. A number of organizations have done the same. The

recommendations include being responsive to concerns raised.

The concern is raised repeatedly, states are urged to respond in writing either

by changing their approach or by explaining in some detail why that approach
cannot be changed so establishing and maintaining mechanisms in which this
process can take place is really crucial.

Okay, | want to just pause for a moment here and introduce or re-introduce
one of the people we introduced during the last ACL Webinar because she’s
somebody who possesses a great deal of experience and awareness about how
MLTSS and HCBS work in the real world and various elements of the toolkit
we’re going to be talking about today very likely are going to affect her

personally.

And let me just say that the case examples we’re using throughout our
presentations today are drawn from real people featured in case studies

published by the Kaiser Family Foundation.

Okay, Ellen is a 42-year-old wheelchair walker-user. She has Medicare and
Medicaid. She has diabetes, a thyroid condition, effects of a stroke and
depression. She lived in a nursing home for seven years until 2010 because

she was having difficulty performing basic activities with her hands.
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She returned to her own home through money follows the person program but
she’s having some new and not terribly unexpected challenges including
experiencing some mental health issues, inadequate transportation and some

changes in needed home assistance and adaptations.

So just keep her in focus while we talk about the various consumer protections
because she is the person that we’re concerned about in terms of how the roll-
out of MLTSS is going to play out. Okay, what are roles that stakeholders can

play in this process? There’s a number of potential roles.

For example, consumer and advocates can include - the roles can include -
promoting beneficiary awareness of expectations for HCBS, advocating for an
appropriate balance between medical MLTSS supports and translating
consumer concerns into specific policy recommendations, actions, plans and

goals.

Stakeholders should also contribute to the development of quality measures.
After the demonstrations have been implemented, consumer involvement
should extend into ongoing monitoring through representation in the various
standing advisory groups at both the state and local plan levels that we just

mentioned.

Okay, let’s talk about the state, the idea of the state advisory board. The state
stakeholder board we think must include Medicaid-eligible beneficiaries to
advise on all aspects of the planning, implementation and operation of the

managed care program.

And people with a range of LTSS service needs and their representatives and

advocates have to be included in this process. Okay, what kind of
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qualifications should stakeholders have and these are specifically - we’re
mentioning these qualifications - because we would hope that these boards
that we’re recommending do not represent only the medical side of the

stakeholder calculus.

For example, in terms of qualifications, to participants possess relevant
personal experience of have connections with advocacy organizations with the
expertise to assist them to understand the relevant state and federal laws
involved, understand the contracts and the guidance that’s spelled out, CMS-
stated MCO requirements and the ability to identify and recommend solutions

to systemic problems within the MCOs.

Okays, let’s just turn to the MCOs committee idea so how should the MCOs
involve stakeholders? The advisor activity that we are recommending should
obviously include seniors, younger people with disabilities, family of
members enrolled in plans, people with a range of disabilities and people with

a range of LTSS needs.

How does each MCO involve the stakeholders? The MCO is the standing
consumer advisory committee of the MCO that we’re recommending should
have access to information regarding the MCO’s policies and practices as well

as grievance and quality measurement information.

It should advise the MCO on all policies and practices affecting the
experience of care and it should make recommendations for changes in

policies or practices that will be presented to the MCO’s governing board.

So as you can see this is a serious endeavor that we’re recommending that will
provide feedback and input into the process that the MCO is using to
implement the MLTSS process.
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In addition to the advisory board, we really urge that every MCO convene
meetings with its members at least quarterly to document fully grievances that
have been raised to keep comprehensive minutes of member meetings that are
made available to everyone and to provide responses to grievances that have

been raised prior to the convening of the next member meeting.

The MCO should notify members at least 15 days prior to each meeting
regarding the state and location of the meeting and offer to provide
accommodations such as ASL interpreters, print materials in accessible
formats and they should assist with transportation and let’s just think about

Ellen for a minute.

What would this process look like in relation to her? Would the process
embrace her participation? Would she receive assistance and support that she
might need to come to the meeting and to provide her perspectives? In the

perfect world, we would certainly hope that she would be involved.

Okay, so just to reiterate, while many groups and organizations have been
involved in some aspect of the stakeholder process in many states, really this

process has only just begun.

Consumers and advocates have to be involved during implementation phase
and indeed throughout the entire demonstration so this commitment can’t be
only for the short haul and it really has to be for the long haul. With that, I’1l
turn it over to Georgia.

Marisa Scala-Foley: Actually Mary Lou, before we turn things over to Georgia, we got a
question in from Deborah that relates to the advisory committee and it’s a

great question so | wanted to pose it now.
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She asks, you know, regarding the advisory committee how do you ensure that
these advocates have enough experience to be speaking for a range of
constituents, not just their own personal situation or a small group of

individuals?

Right, it’s a great question and I think that our recommendation is that a wide
range of people who are in - have different backgrounds - and different
experiences be involved and that the personal experience that people bring to
the process is really critical and the range of personal experience is very

important.

So a broad group of people with these types of experience that really represent
not only one slice of the MLTSS process but also but a broader perspective is
important and the process of constituting the committees is really a function of
working effectively in coalition with other organizations to acquire agreement
from the state that in the MCOs that they’ll agree to build this kind of a
committee with this kind of diversity.

Marisa Scala-Foley: Okay, thank you. I think that’s all the questions we have for right now.

Georgia Burke:

Okay, well then I’ll get moving on appeals. This is Georgia. Thanks, Mary
Lou. Let’s look at appeals particularly as they apply to long-term services and
supports. The challenge here is really to protect existing appeal rights while
making appeals also really easy to navigate which is easier said than done so

how do you do this?

First you have to make sure that the rights are understood. Individuals need
clear notices and they need to be clearly written and these notices have to give

enough information to understand why a service has been denied, what service
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has been denied and what steps are available if an individual disagrees with
that denial.

People need prompt access to impartial decision-makers outside of a plan.
They shouldn’t be stuck in a plan in multiple appeal processes within a plan
before they can get to somebody who is conflict-free.

When the issue is the cutoff or the reduction of existing services like for
example personal care services, individuals need a continuation of these vital
services while an appeal is pending and no matter how successful we are in

simplifying the appeal system, people still need help in navigating it.

An ombudsman who understands how the system works, can explain to a
doctor what information is needed to support an appeal for example and guide
the individual through the process and it’s absolutely necessary to have this
kind of help especially for people who are frail, many of them having

cognitive impairments besides.

So what should we all be advocating for in a managed-care system for
appeals? First we need to look at substantive rights, rights that are found in the
Medicaid statutes that have been clarified through lawsuits, regulations and
guidance and two really central Medicaid rights are aid-paid pending and

access to a fair hearing.

Aid-paid pending is the term used to describe the right to continue to receive
services while an appeal about discontinuance or reduction is going through
the appeals process. Aid-paid pending through be available through all levels

of the appeal until there is a final resolution.
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Aid-paid pending also must cover any service that an individual is currently
receiving. One problem we see right now is that current Medicaid managed-
care regulations allow the option of denying aid-paid pending if an

authorization period has expired.

So if for example an MCO authorizes LTSS services for six-month periods
and then looks at it and reauthorizes, aid-paid pending rights would not be
there if services are reduced at the end of that six-month period and you’d

want to try to make sure that your state isn’t allowing that to happen.

Speedy access to an outside decision-maker also is a critical right. Most plans
have one internal level of appeal but moving through that level sometimes is

futile and simply slows access to an outside decision-maker.

Many states allow an individual to bypass the internal plan appeal and go
straight to a fair hearing and really to do otherwise puts Medicaid
beneficiaries who are in managed care at a disadvantage compared to
Medicaid beneficiaries who are in fee-for-service and can go straight to a fair
hearing. Then we really need to look at the notices themselves. Do service

reductions trigger notices?

Do care plan decisions that are contrary to the wishes of the individual trigger
the notice and as we think this through in the context of managed care with
care teams, with all the members of the care team being paid by the MCO,
how do you make sure that individuals understand that some options were
considered and rejected and that the individual has the right to challenge those

choices?

And then are notices designed to clearly state what was denied and why? Does

the notice provide enough specific information about the decision, about why
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it was made, about the legal authority for the decision so the individual can
reasonably evaluate whether to appeal and has enough tools to know how to

do it?

Avre the notices written in legalese? Are they as they should be written at a
fifth or sixth-grade level? Are the notices available in Spanish or in other
languages? Is there a notice on the notice telling people how to obtain
translations or where to call to get an oral translation if a written translation

isn’t available?

And what about alternate formats, Braille, large print, audiotapes and have the
plans already collected information about individuals’ needs for alternate
format or translations and have they used that information when sending out
this vital information to affected individuals so that they know to send a notice

in Spanish or to send a notice in large print for example?

Also we need to look at the decision-makers both inside the MCO and outside
at the appeals level. Are they people who understand LTSS issues including
the importance of services that provide independence and help individuals to

be part of the community?

Decision-makers trained to evaluate appeals through an entirely medical lens
just won’t do the job effectively and does the system include adequate support
for individuals seeking to appeal plan decisions? Is there an ombudsman and
is that function adequately funded relative to the number of individuals
enrolled in the MCO?

Wisconsin for example, it’s a state that funds an ombudsman program and it

funds at a level that assures at least one advocate for every 2500 plan
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enrollees. Now you should be thinking what is the appropriate number for the

plans, what’s the appropriate level of funding for plans in your state?

And then what about complaints that don’t specifically involve reduction or
denial of services, things that we would usually call grievances but instead
have to do with how the services are delivered?

Is there a system whereby complaints are investigated and responded to in
writing within specified timeframes? Are call center personnel trained to
handle complaints as grievances rather than to just nod sympathetically and do

nothing about them?

Are plan members given enough information to understand their rights to file
a grievance? If a response to a grievance is unsatisfactory for an individual,
what further redress does the individual have? Is that a dead end or are there

other steps that can be taken?

And finally is all of this being monitored? Does the state collect data on
appeals and grievances on how many are filed, on what actions the plan has
taken, on how many plan decisions were reversed when an appeal went to an

outside decision-maker?

And is this information available to stakeholder committees and to the public
more generally so that they can be doing some evaluation of the plan? Are
reversal rates considered in plan evaluations by the state and in ratings that are

available to potential plan members perhaps on the Web?

So those are some of the questions. Let’s look at Ellen and see how some of
this might work or not work in her situation. As you’ll recall she’s a

wheelchair and walker user and has multiple conditions.
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She’d been in a nursing home for several years and now she really values her
independence now that she’s back in the community. Her personal care needs
are fairly high particularly because her stroke had left her with very limited

strength and use in her hands.

Now she just got a notice that her plan is reducing her care hours by 20 hours
a month. Lately she’s been experiencing a decline in her strength and she’s
really terrified that with the drop in hours for reasons she really doesn’t

understand at all she’s going to end-up back in a nursing home.

So the notice she got was vague. It didn’t let her know why she was facing
this change. That shouldn’t be. She needs aid-paid pending whether or not the
plan decided to do this at the end of a periodic authorization period.

Ellen’s condition is continuing regardless of any arbitrary authorization
periods and Ellen clearly needs help getting through this. she’s been losing
sleep with worry and realizes that she’s in no shape to put together an
articulate appeal and she’s confused about what information she needs to put

it together.

Now an ombudsman could certainly help her understand the process and help
her to prepare and it’s also possible that an ombudsman could bring informal
resolution without even needing to go to a fair hearing because Ellen reported
that there was some confusion about her latest medical records and it really

might be something as simple as straightening all that out and that’s all that’s

really needed to get her back the hours that she depends on.
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Let’s look at another issue that Ellen has which is more in the line of a
grievance. Ellen has concerns that the home health nurse that comes and visits

her is talking with her personal care attendant outside of earshot.

Ellen’s been promised a person-centered care program but she feels that she’s
being cut out and also she’s really concerned that her privacy interests are

being violated. She’s asked the nurse to stop but the problem keeps going on.

Long-term services and supports are so personal and having control and being
able to get resolution when problems arise are very critical and often as

critical as the issue of the actual authorization services.

Ellen needs to have a grievance mechanism that ensures that her concerns are
heard and also that protects her from any fear that she might have of reprisals

by her caregivers if she raises her complaints to a higher level.

She needs to know that her concerns will be addressed in a timely manner and
with respect and she needs to know in writing what the MCO’s going to do to

resolve her issues.

So those are some of the sort of issues that we see around appeals and I’'m
going to turn things over now to Silvia who’s going to talk about civil rights

and also some of the important issues of oversight and monitoring.

Marisa Scala-Foley: Georgia, we actually got a question that - we got a few questions - but one
of which I’d like to take now. | think we may hold others for later but a
question from Deborah who asks where would the conventional thinking be
that the ombudsman would live? Would he or she be at the agency that
handles managed care within the state or the state Medicaid agency or

someplace else?
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Georgia Burke: ~ Well, our view particularly when we’re talking about long-term services and
supports is that the best place for an ombudsman would be a contract with an
independent community-based organization that really has an understanding

of the needs of consumers particularly with long-term services and supports.

So we would think that the ideal situation would be for it to live outside of the
state agency per se but be contracted probably with the state healthcare
agencies, whichever one generally oversees the Medicaid managed-care plans
but that it be an independent, outside, non-governmental group.

Marisa Scala-Foley: Okay, thank you.

Silvia Yee: Hello, everyone. Thanks to Georgia and to Marisa. | will be covering two
topics from the tool that like most of the other topics in the Webinar look
especially at the kinds of protections that can be embedded in the system to try
to ensure that the healthcare services and approaches to service delivery that
we looked at in the last Webinar in June such as care continuity and patient-
centered planning to ensure that those things are actually delivered.

So the two topics I’m looking at are civil rights and state and federal oversight
and monitoring so in terms of civil rights, I’'m looking primarily at the
disability background and the sources of civil rights federally are that
individual providers and managed-care organizations are subject to Title 111 of

the Americans with Disabilities Act because they are public accommodations.

States and local government agencies are subject to Title Il of the ADA as
local government entities and the Affordable Care Act which is and remains

law in the country restates that health programs or activities that receive
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federal financial assistance are subject to federal anti-discrimination laws
including Section 504 of the Rehabilitation Act of 1973.

So in terms of civil rights, the challenge is to preserve the use of relevant civil
rights laws as a source of beneficiary rights and to retain access to courts as
another forum for individual complaint and systemic protection purposes.

One thing that states can do and advocates can ask for is to ensure that
beneficiaries are notified of their civil rights and that all stakeholders
including providers, managed-care organizations - if we can go back to the
last slide - managed-care organizations and the personnel involved with
complaints or appeals are trained on civil rights laws and how to meet their

legal obligations.

But we did cover civil r