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>> ANNA COSTALAS:  Hello and welcome to Best Practices and Innovations in 

Medicaid Managed Care Managed Long-Term Services and Supports.  My name is 
Anna Costalas and I'm the resource manager here at AUCD.  We would like to thank 
you all for joining us today.   

Before we begin I'd like to address a few of the logistical details.  First the 
speakers will provide a brief introduction of themselves.  Because of the number of 
participants your audio lines will be muted throughout the call however you can submit 
questions at any point during the presentation via the chat box on your webinar 
console.   

This entire webinar is being recorded.  There will also be a short evaluation survey 
at the close of the webinar.  We invite to you provide feedback on the webinar and 
also provide suggestions for future topics.   

Join me in welcoming Denise Rozell, our director of policy innovations.  Denise?    
>> DENISE ROZELL:  The two speakers you're going to be hearing from today, 

Sarah Swanson from the Munroe-Meyer Institute in Nebraska and John Tschida who 
is the acting Interim Director at AUCD will both be addressing -- thank you -- will both 
be addressing the issues that we are talking about today.   

Sarah did a Capstone project for AUCD where she did a couple of different papers 
around Managed Long-Term Services and Supports, the basis.  And those papers are 
available and Sarah will be talking more about them.  

Those papers are available on the AUCD website.  And as a result of those 
papers we thought this would be a useful way to talk about them.  And John Tschida is 
going to talk about those papers and that Capstone project was two years ago now I 
believe.   

And it's a good time for John to then help us look at what has happened since 
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then, what the ramifications are of those papers and where we are now.   
So I am going to let each of the presenters introduce themselves.  When they 

speak I'm going to be monitoring the chat box for the questions so there will be time 
for questions at the end if you want to send those questions as Anna said you can 
send them in the chat box.   

Sarah, I'm going to turn it over to you with that.   
>> SARAH SWANSON:  Awesome.  Thanks so much, Denise.  Yeah, so as 

Denise shared, I am an assistant professor at the University of Nebraska Medical 
Center at the Munroe-Meyer Institute which is our state's UCEDD.  I wear a couple 
different hats.  

I do monitor policy.  I'm very interested in policy and systems change.  I also 
support our community advisory board and I manage a program that places family 
navigators or we call them para resource coordinators in primary and specialty clinics 
in locations across our states.   

So first of all, I just want to extend my thanks to several people that allowed me to 
do a virtual fellowship with AUCD.  This was as I finish up my master’s in public health 
and they include Bob Williams, Andy Imparato, Denise who served as my preceptor 
and John Tschida, all of which I'm really thankful for your guidance and mentorship.  

So during this experience I was asked to create a policy brief on best practices 
and innovations on state's implementations on Medicaid managed long-term services 
and supports which I'm going to mention as MLTSS going forward.  

When I got started on this research topic I thought I had a good understanding of 
what it encompassed that is until I started diving into the topic much more in depth and 
I recognized the complexity of the topic.   

And so as I got started, I really had two primary goals in developing these briefs.  
And that was to simplify what MLTSS means and present this information in a way so 
that individuals who don't work in the policy world would understand this policy shift so 
that they can be involved in meaningful ways.  And also provide specific examples of 
how they can be involved.  

So as you can see in this slide this is just a snapshot of the two policy briefs I 
developed.  The policy brief on the left is much more comprehensive while the brief on 
the right is much shorter and is targeted specifically for stakeholders.   

And I'm going to share information about these much more in depth later in my 
presentation.   

These policy briefs are very data rich and use pictures to help describes complex 
topics.  They have multiple references with hyperlinks so that those who are interested 
can go and visit the sources that I consulted to learn more about topics.   

And also includes specific quotations from individuals I interviewed.   
I was able to conduct interviews with policy walks who specialize in this topic, 

representatives from Medicaid managed care organizations, leadership within state 
agencies, researchers who were evaluating this policy change.  And finally but most 
importantly individuals who are directly being impacted by these changes including 
people with disabilities and their family members.   

I can't stress enough the importance of having stakeholders involved in states 
implement MLTSS.  I think states working with policy can be very intimidating to a lot 
of people and I would say that is one of the things our network can do.  We can help 



stakeholders understand what MLTSS means.   
We can play a significant role in helping stakeholders at all levels be involved by 

building a knowledge base and identifying best practices, and pushing that these be 
adopted within your states.   

So these policy briefs have been developed as a resource for you.   
Because we likely have audience members who are very familiar with MLTSS and 

others who are just learning about this topic, Anna, can you move forward on the slide 
for me?    

I want to take just a few minutes to provide some basic information so that 
everyone understand what MLTSS truly means.   

So this graphic kind of illustrates it.  States have typically managed Medicaid 
home and community-based services through their Medicaid program, Division of 
Developmental Disabilities or other state human services based agencies.  It's a 
pathway which provides non-medical services that people with disabilities and 
individuals who are aging need to successfully live and I would say thrive in their 
homes and communities.  

Rather than receiving services and supports in institutional settings such as I said 
mediate care facilities, nursing homes or hospital settings.  

So if someone is eligible for a waiver program this allows them to have access to 
both Medicaid medical services and Medicaid non-medical services.  

So as you can see in the -- on the right side, these non-medical services include 
things like home and vehicle modifications, in home care, job coaching, independent 
living skills, training programs and respites.   

Though many of these services are specific to state programs.   
And I have to pause because I keep getting a notification that my internet 

connection is unstable.  Can you guys hear me okay?    
. 
>> Yes, you're fine, Sarah. 
>> Yes.   
>> SARAH SWANSON:  Okay.  Good.  All right.  Fabulous.  Anna, can you 

advance the next slide?    
So historically we saw states would contract out the management of Medicaid 

medical services to managed care organizations.  Insurance companies.  Because 
they have the infrastructure and the expertise to manage these services and then 
states would manage the non-medical services.   

Anna, can you hit a button because I have an animation coming in.   
Now we are increasingly starting to see more and more states contract out the 

management of non-medical services to managed care organizations.   
And you can see that kind of in this graphic.  Okay.  Anna do you want to advance 

it?    
So the next slide shows a current snapshot of states that have implemented 

MLTSS or those states who are considering doing so.   
And as you can see, there's a whole lot of blue there.  Can you forward it one 

more time?  This slide shows both the number of states that have implemented 
MLTSS and also shows the growth of MLTSS programs in states.   

The first table those that from 2004 to 2018 the number of states that implemented 



MLTSS tripled.  The bottom table shows that the growth of MLTSS programs more 
than doubled from 2012 to 2017.  

So just in five years.   
So it seems that once states have experienced and implementing MLTSS 

programs they expand MLTSS programs to other areas of the population or the states.  
I think as we see more budgetary concerns we are going to see states shift in this 
direction.  

Do you want to advance it?   
It used to be said that states would exclude individuals that have intellectual or 

developmental disabilities or that managed care organizations didn't have experience 
with managing the benefits for this population.   

However, as you can see in this map, there are states that are now using MLTSS 
to support individuals that have IDD.  So we can no longer say these things because 
as you can see managed care organization have much more experience in managing 
services for those that have intellectual developmental disabilities and many 
organizations have been doing so for many years.  

One of the reasons states are moving towards MLTSS -- Anna, can you advance 
it -- is to help control Medicaid costs.  Medicaid is becoming one of the largest budget 
lines for states.   

And as our population ages, and individuals become Medicaid eligible, states are 
going to continue to see increased growth in our Medicaid budget.  So states are 
turning to MLTSS to help them reduce the duplication of services, help reduce 
Medicaid expenditures and also provide states some budget predictability.   

Okay.  Do you want to advance?    
So should the movement to MLTSS be a concern or does it present an 

opportunity?  And I would say it does both.   
The disability community has had concerns about states moving to MLTSS 

including that managed care organizations will deny services to save money or only 
approve services that are medically necessary or fit within the medical model.   

While these are all valid concerns there are also very significant opportunities 
when states move to MLTSS.  And protections that can be put in place to help address 
these concerns.   

For example, managed care organizations are able to provide services that 
Medicaid cannot provide such as paying for cell phones, health memberships or even 
installing grab bars or lifts in bathrooms as some examples.   

It can also prevent institutional placements by providing services and supports that 
help individuals transition from nursing homes or other institutional settings and into 
home and community-based settings, settings that people with disabilities want to live 
in and are typically much less expensive than institutional settings.  

Managed cares are also looking for ways to provide services that support the 
whole person and improve the individual's quality of life.  And can make accessing 
services simpler for those who are receiving services and also improve care 
coordination.   

Anna, can you advance it?    
So in the next graphic you're going to see how roles and contracting processes 

change once MLTSS is adopted in a state.   



As you can see in the graphic at the top, before managed care states contracted 
directly with both medical and community-based providers.   

The graphic at the bottom shows the contracting process under managed care 
specifically states contract with a managed care organizations and then the managed 
care organizations contract with both medical and non-medical providers.   

States are then responsible for monitoring the managed care organizations and 
holding them accountable for providing the services outlined in their contract.   

Do you want to advance it one more time, Anna?    
In many states managed care is being used to transform state Medicaid programs 

and contracts with managed care organizations are being used to influence service 
delivery and drive systems change.  This graphic shows the structure that exists when 
MLTSS is implemented.   

As you can see, states hold contracts with the managed care organizations that 
detail the priorities, payments, requirements, penalties and bonuses and expected 
quality measures.  

Managed care organizations are then required to provide these services through 
the required services they deliver and also through the optional services that they may 
choose to offer.   

All in order to best support and improve the outcomes for their participants.   
States and managed care organizations are looking for ways to both improve 

individual and population health outcomes, increase participant satisfaction and 
decrease costs.  Those are being done through required and optional services that 
managed care organizations offer.   

Okay.  Do you want to advance it?    
One emerging innovation is identifying ways to address social determinants of 

health.  There is increasing recognition that health care delivery has a more limited 
role in influencing health outcomes.   

With behavior and social determinants including income, living environments, 
employment status and access to transportation and healthy food, playing a much 
bigger role in overall health.   

Further, there is growing recognition among policy makers and managed care 
organizations that integrating health care with social supports and services is critical to 
improving both broad population health, advancing health equity and reducing health 
care spending.  And insurers are starting to pay for these services.   

So how can our network be involved in Medicaid managed long-term services and 
supports?  Anna, can you advance the slides twice?    

One opportunity is to inform and involve stakeholders.  There are many 
opportunities for stakeholders to be involved as states move towards MLTSS or even 
as they renew their Medicaid waiver programs with the centers for Medicaid and 
Medicare services.  CMS requires that there be an advisory committee that provides 
feedback to states and managed care organizations as MLTSS is implemented.   

Additionally CMS states to provide public notice to renewals for waiver programs, 
take public comment, respond to these and make them publicly available.  The AUCD 
network can provide representatives to the MLTSS advisory and provide education to 
stakeholders to help them understand what MLTSS is.   

As a specific example, our UCEDD has had involvement when our state was 



looking to MLTSS was that faculty and staff participated in disability coalitions who 
provided feedback to state leadership and also issued policy briefs to state senators.   

Our community advisory board even submitted feedback to our states.  We formed 
a work group to review the states consult results recommendations, we summarized 
members' thoughts and then created a letter that was directly submitted by our chair to 
state leadership including the Medicaid director, the DV director, the behavioral health 
directors and the states contracted consultants.   

And we got results which is really cool.  
So this brief was specifically designed to help stakeholders become involved in 

MLTSS implementation.  It provides a very basic background of MLTSS.  It offers 
specific examples of how stakeholders can become involved and also questions they 
might want to ask to better understand what MLTSS will look like in their states.   

This includes questions like what populations will be served?  Who is going to do 
services coordination?  Will it change?  And even the timeline for MLTSS 
implementation as just some questions.   

This tool was specifically designed to engage and empower stakeholders so I'd 
encourage you help us get it out there.  Bet your logo on it and disseminate it.  Anna, 
can you advance the slide one more time.  

So within our network there are also opportunities to contract with managed care 
organizations.  With MLTSS the managed care organizations can chose to contract 
with community-based organizations such as UCEDDs, disability providers, home 
health care agencies and centers for independent living to provide services, or they 
can decide to keep them in house and build internal capacities.   

Historically UCEDDs and LENDs have had contracts with agencies.  If we can 
develop new programs for strategies to help them meet their contract requirements 
and their performance metrics.   

As you can see with this kind of yellow arrow, the key is knowing what is required 
within the contracts with the managed care organizations and developing problems 
that help the managed care organizations meet their contract requirements.  So there 
really needs to be a business case that we need to sell to managed care organizations 
for them to want to contract with us as community-based organizations.   

Anna, can you advance it one more time?    
Another opportunity for our network is to partner with states by evaluating the 

quality of care and programming being provided through MLTSS.   
As more states shift to MLTSS and gain more experience, the need to measure 

program outcomes and quality has increased.   
Performance measures allow MLTSS plans, providers and consumers the ability 

to compare the performance of MLTSS programs both within the state and across 
states.   

Anna, can you advance it one more time?  And our network can help to ensure 
that a solid framework exists as states implement MLTSS.  This more in depth policy 
brief provides very specific examples of steps that can be taken to help build a solid 
framework for MLTSS implementation.   

Examples include how to involve stakeholders and how it can be done, it 
discusses the importance in building a no wrong door or single entry point to access 
MLTSS, and provides examples where there have been successes.   



It details the importance of providing training to community-based organizations so 
that they understand how to contract with managed care organizations as this is a 
significant policy shift, and then finally it provides examples of programs that states 
implemented to ensure that services are not denied by managed care organizations 
and that care recipients have support when needed.   

Like for example through ombudsman's programs that have been developed or 
enhanced.   

This brief also provides specific examples of how states and managed care 
organizations are working to improve supports to family caregivers, strategies and 
programs being implemented to improve employment opportunities for individuals with 
disabilities, options and funding available for accessible housing and strategies and 
funding being used to improve and retain professionals who are providing direct care 
to those that need LTSS.   

Something that is going to be and already is a very big concern.   
So there are also opportunities to develop and pilot new programs that support 

people with disabilities and their families.   
The more in depth policy brief also provides very specific examples of new 

programs or models that have been adopted.  One example includes support waivers 
which are home and community-based waivers that build off of the natural supports 
provided by family caregivers offering more limited services but in turn should allow 
states the ability to serve a higher number of people thus reducing waiting lists.   

And it also limits budget predictability and a limited number of slots.  Related to 
provider-led models, at the time I did my research Arkansas was just about to 
implement their provide-led Arkansas shared savings entity or the pass program.  This 
is a program that brings where 50% of ownership must include local entities, including 
hospitals, pharmacists, physicians.  And most of them include an insurance carrier.   

I'm anxious to see where this program has gone because it was just getting 
started.  

An example of an accountable care organization is Minnesota's accountable care 
for people with disabilities program.   

This program brings together family services, accountable care organization, 
primary care behavioral health and social services to specifically support individuals 
that have intellectual and developmental disabilities.  

And these are just highlights of newer programs that are emerging across states.  
The policy brief does go into much more depth.   

So as you walk away from this presentation I really hope that there are four 
messages that you walk away with and remember.  The first is that managed care is 
here to stay.   

So don't fight it.  Get on board and shape it.   
Sorry I'm struggling here with my slide just a little bit.   
The second is that individuals with disabilities and families and stakeholders in 

general need to be engaged, informed and involved.   
And our network can really take a leadership role in this area.   
There are also opportunities for new innovations.   
States are using the MLTSS to transform systems.  So be involved and learn from 

what is already been done but be creative and innovative.   



And then finally there are opportunities to contract with managed care 
organizations.  However, you have to know what the performance measures are and 
what is required in those contracts.  The performance measures dictate payment and 
as we all know payments dictate priorities.   

 
So I guess in closing I hope that you will use both of these briefs and share them 

widely through your network.  I guess with that John I would like to turn it over to you.   
>> JOHN TSCHIDA:  Thanks, Sarah.  Great information and certainly appreciate 

you joining us today.  As Denise said in her introduction I'm John Tschida the acting 
executive director at AUCD where I've been for the last three plus years.   

This issue Medicaid managed care has been an interest and a function of my job 
professionally for about the last 20 years.  And I have a specific interest in measuring 
success and defining what outcomes look like, especially for the LTSS services part of 
the program.   

So my role as Denise said to talk a little bit about what has happened since the 
publication of Sarah's document as the primary author to talk a little bit about our 
current environmental context which has also changed radically over the last few 
months.   

And finally talk a little bit about where I see this going, some of the challenges and 
opportunities ahead.   

So what has happened since the publication of this document?    
Overall the number of states with managed LTSS services has stayed about the 

same.  The numbers growing, however.   
If we look at the number of people enrolled in these programs and it's grown 

significantly up 63% in terms of the number of people enrolled over the last four years.  
And this data is current as of the beginning of May.   

So while it's still a small percent of people in the overall Medicaid population it 
makes up a little more than a quarter of the Medicaid population that uses long-term 
services and supports.   

And as Sarah noted, the spending on LTSS is increasing as states rebalance, shift 
away from funding, nursing home and institutional settings to more community-based 
service settings and the demand for LTSS services is also increasing.   

Some of that is function of demographics, others just in a demand in where people 
want to be served.   

And as Sarah said, states are looking for more predictable expenditures and 
MLTSS is a way to do that.  Next slide, please.   

So could we go to the next slide, Anna, please?  I'm sorry you already did.   
So we are seeing an expansion of MLTSS in states that already have it while the 

overall number hasn't increased we are seeing expansions both in terms of geography 
and the different populations served.  

A great example is Pennsylvania's expansion of their community health choices 
program and we will talk a little bit more about that in a minute.   

New Jersey which has had MLTSS for some time now is adding additional 
services as they gain more experience with managed care and service and financing 
for these complex population they're adding different buckets of service to the 
managed LTSS mix.  In this case residential programs for substance use moving that 



from fee for service to the managed care providers.   
New York is experimenting with a number of different models and expanding their 

population especially individuals with IDD.  For those who may have heard 
commissioner Ted Castener (phonetic) at the AUCD conference last winter you know 
that they are looking at fully integrated program which means the health plan gets a 
monthly payment for serving individuals with IDD.   

There's also a separate program looking at intensive care coordinations.  So not 
quite as comprehensive in managing the LTSS services but focusing on better 
coordinating those services in a managed care context.   

And finally we don't have the time to go into the details of these programs but I 
would encourage you to look at the states of Idaho, Illinois and Tennessee that have 
already expanded their programs both in terms of geography and population.  

I didn't mention the Arkansas program which has been implemented in the state of 
Arkansas.  And people in Arkansas will tell you there is significant room for 
improvement.  I will say it that way.   

So I would encourage to you reach out to folks at the Arkansas UCEDD, they have 
been very engaged in that program and the implementation of that program and I'd be 
happy to make those connections for you if you would like to e-mail me or contact me 
directly.   

Next slide.   
So what we are seeing expansions in terms of geography and populations served 

we are seeing delays in other states.  North Carolina I think is a great example in this 
case largely due to politics where an existing law -- there is in fact a mandate to 
expand MLTSS to the entire state.   

Since this law has been passed there has been a divided governor and state 
legislature so that is on hold.  So there is a mandate on transportation in part because 
they want to better control funding expenditures as we already mentioned but also 
looking to better coordinate service as cross the care continuum both health and 
long-term care services.   

Next slide, please.   
So a couple of months ago this threw a wrench into every state's plans.  Those 

states looking at expanding thinking about expanding, hit the pause button, uncertain 
where things were going.   

And we are obviously in an incredibly different environment today than we were in 
March.  That doesn't mean that states are standing still.  Next slide, please.   

And this is just one slide and I would encourage you to go to the Keiser family 
website for more information.  

This is just an example of one of the waiver programs and some of the changes 
that we are seeing in waiver requests to the federal government.   

Many of these changes since the onset of the COVID situation.   
Now without getting into the alphabet soup of numbers and different Medicaid 

waivers, these are all permissions that the state government needs to get from federal 
government in order to implement certain changes.  

The graph here allows states to provide certain services that are not typically 
covered by Medicaid and also allows them to use innovative service delivery systems 
that improve care, increase efficiency and theoretically reduce costs as well.  



So you can see MLTSS is a place where there are pending changes before the 
federal government but just to give you a sense of what COVID has done to states, 
let's look beyond MLTSS for a second and look at all the other proposed changes that 
states are engaged in.  

Everything from financing changes and how they pay for their programs, eligibility 
of enrollees, work requirements, I think we are all aware of certain things there.  

Many other flexibilities that states are looking for within their states Medicaid 
programs.  

And these waivers in particular are not to be confused with emergency waivers, 
the number there are 1135 waivers.  An overwhelming majority of states have also 
applied for those waivers themselves to give themselves flexible from regulatory 
requirements, things like training for people who are engaged in working with people 
with disabilities but also things like eligibility and the ability to pay differently for 
services as well.   

Next slide, please.  I wanted to dive deeper into one state.  The state of 
Pennsylvania I mentioned earlier the expansion of community health choice there's 
which is an MLTSS program.  And the changes that they're requesting or have already 
requested and gotten approval from the federal government to do within this program 
for people with disabilities.  

Looking at serving people in different settings.  We know that many community 
based HCBS and LTSS providers have either shut down or greatly scaled back.  So in 
a context of serving individuals with intellectual and developmental disabilities 
expanding those habilitation services in a home environment.  

A lot of flexibility around technology and the use of technology.  We talk about that 
later.  The services being provided remotely but also providing technical assistance 
and training to individuals with disabilities to be able access that that information.  
Staffing ratios can be a benefit to the state can also be problematic.  

Sarah's point about being vigilant and understanding what states are doing in this 
context to make sure people are still being safe and protected given what could be a 
reduction in overall staffing ratios.   

And you can see the source here but the national association of state health 
programs is another great resource if you're looking for additional and up to date 
information on what is happening in a managed LTSS service environment.   

Next slide, please.   
So why is this happening?  And Sarah touched on some of these points but very 

briefly states are looking to provide or preserve access to services.   
Allowing for and seeking permission to provide virtual services we know that 

doesn't work in all contexts.  I think therapies, other physical therapies, you can't do 
that virtually.  It has to be done in person.  

Things monitoring services, a number of services can be provided with technology 
and through technology if there's appropriate accessible access to it and training so 
that the individual understands how to use that effectively.   

Reducing the regulatory burden on states.  As I mentioned increasing their 
flexibility.   

And in some cases the states are looking to capitalize on increased 
reimbursements that the federal government has made available.  Because of the 



federal emergency declaration as many of you probably know previous congressional 
funding packages have provided significant supplementary assistance to states, in 
some cases six percent, other cases 15 percent depending on the level have service.  

We will need to see how long that remains in effect.  Some of those additional 
payments could expire as early as the end of June if it's not expanded or continued at 
the federal level so that will be an important date to watch and to see how states react 
to that.   

Next slide, please.  
So the COVID environment has presented budget challenges significant budget 

challenges and we are starting to see those effects at the state level.  The state of 
New York is a great example where they are actually cutting provider rates on both the 
medical service side and on the long-term services and support side of the health care 
continuum.  

This is also being applied in a managed care context and in an MLTSS context.  
We know that rate cuts have a direct impact on access to services where people with 
disabilities.  

So what this tells me is there are significant budget challenges already in the state 
of New York.  We know there are also fundamental infrastructure challenges in the 
state of New York.  Access to mental health services, there aren't enough providers.  
That is going to make it more difficult for people to access the services they need, in 
both for fee for service context and a managed LTSS context.  

We know when unemployment rises in many cases people lose their employer 
sponsored insurance and people need to seed funding from other programs.  We see 
that in the state of Virginia where more than 30,000 people have been added to the 
Medicaid since the COVID outbreak.  

So I think these two specific examples just the tip of the iceberg regarding the 
challenges that states are facing.   

And we will go to the next slide, please.   
The outlook for the future I am sorry to say is not exactly good.   
More budget trouble is coming.  As we have said previously both Sarah and 

myself the demand for LTSS services is high t need is growing.  State and federal 
budgets are going to be strapped next year.  

And we need to also recognize that people can disabilities even as states begin to 
reopen individuals with disability remain vulnerable.  Many of us have co-occurring 
and secondary conditions, preexisting conditions that put us more at risk than the 
general population for contracting COVID and the adverse health and quality of life 
outcomes that come with that.   

People with disabilities are more likely to live in congregant settings and we know 
the challenges that people are facing.  

I would point you to an article that just came out a few days ago in the state of 
Illinois.  The percentage of infection rate there in state homes for adults with 
disabilities more than double the rate that they're seeing for a non-disabled population.  

So disturbing.  Again, I think we can expect state budgets to be challenged going 
forward.   

Sarah has mentioned that health care is one of the largest parts of the state 
budget pie.   



Really the two main slices on the expenditure side, k-12 education and health care 
broadly.   

And we are going to see challenges in both of those cases.   
Don't expect that just because health care -- I'm sorry, K-12 education has been 

provided in a virtual context that there's going to be significant savings.  
At the state level many states had to pivot and expend a lot of money to ensure 

the virtual programming continued in both the disability context and general population 
context.  

On the revenue side of the ledger for states their many sources of income, 
property, sales and income taxes.  

We know while property taxes may not be changing significantly as a result of 
COVID you know that sales tax and income taxes certainly have changed, will change 
and will continue to be a challenge for state revenue.  

So while I don't have a crystal ball, next slide, I do expect that states will again 
revisit MLTSS expansion as early as next year for states whose legislative sessions 
have adjourned.  I realize not all states have adjourned their legislative sessions.  
There's 10 or 11 still considering budgets or changes and they meet on an annual 
basis and have not adjourned.  

This is a tool not just to better coordinate services or create efficiencies for 
individuals with disability but to create budget expenditures for states.  

While the populations that we are talking about are incredibly complex, 
multi-faceted and often can be very challenging to put a monthly dollar amount on in 
terms of services, given the co-occurring medical conditions that people often have 
and the episodic and sometimes unpredictable nature of care that doesn't mean states 
won't revisit this as an option.  

Disability experts, those on the phone, have engaged with their organizations 
need to be and should be engaged in programs historically and what Sarah's analysis 
has shown and what I've seen in my years examining and observing these programs, 
the programs with diverse stakeholder participation are the ones that succeed.  

The ones that marginalize stakeholders, whether that's people with disabilities 
themselves or interested experts and third parties struggle.   

While they may save money their programs are often done not in partnership with 
people with disabilities but they are programs that are done to people with disabilities 
and you don't see necessarily increased health outcomes.  

You may see lower expenditures in the short-term but you often see longer term 
expenses in the form of institutional placements, re-hospitalizations and it shows up on 
the acute care side of the ledger.  

So with that, I will pause and turn it over to Denise to monitor the questions.  And I 
think we have about 12 or 13 minutes left.   

>> DENISE ROZELL:  Perfect.  So I want to jump on a couple of the comments 
slash questions we had in the chat box have to do with one of them a comment about 
the disaster in Iowa, around managed LTSS for people with disabilities which is 
absolutely true.   

So what I'm wondering, John, you said and Sarah probably has an answer as well 
that the places where you've had diverse stakeholder participation have gone better 
for the most part.   



The places where you haven't haven't.  What happens if you're in one of those 
states where it hasn't gone well?    

I know there are a number of states where that's true, Iowa only one of them.   
What do you do now?  There is managed care is there.  It hasn't gone well 

necessarily.  How can -- particularly important people on this call from the UCEDD 
network LEND, UCEDD, whom ever, how can they influence that now that we are 
already in a troubled situation?    

>> JOHN TSCHIDA:  So I think in many cases where managed LTSS programs 
especially where you have Medicare involved as a part of the equation there are 
mandatory advisory groups that need to be established on a state level.  

So that doesn't mean that your state Medicaid agency is going to be a willing 
partner, that doesn't mean you'll have substantive conversations.  

But even in states where you historically had adverse relationships with Medicaid 
or with the health plans and certainly the Medicaid agency isn't the only place you 
should be engaging but it's one of the primary places.  

Health plans, again especially in a Medicare context also are mandated to have 
advisory groups.  

So it's recognizing where is the existing infrastructure?  Where is there a place 
where I can have a seat at the table that won't necessarily guarantee that you will be 
able to make decisions but you are guaranteed that your voice will be heard.  

Again it doesn't mean that your voice -- I'll say it differently.  Your voice could be 
ignored.  

But finding those places and I would say using organizations like the AUCD to 
help in a TA capacity, to help determine where their locations are if you're unaware in 
your state.  

>> SARAH SWANSON:  I guess I would also add that when groups of people 
come together and organizations come together, I think they're more powerful.   

I heard a really great analogy, if you're operating alone you're kind of a target, 
right?  But if lots of minnows come together there's much more power.  So I think 
working in coalitions and putting things in writing to people in leadership roles involving 
state legislators or representatives to engage them.  

A lot of times they don't have any clue what is happening on the ground level.  
They may be told one thing from an administrative perspective but that may look 
totally different from somebody that is actually receiving services.  

The other thing that I would just say that I don't know if this is true in Iowa, but 
there are states that have tried to show and make performance metrics available.  

So I would advocate that those be made available.  This allows people that -- it 
offers people a choice.  It allows them to compare the plans.   

And it's kind of a choice market, right?  So every year people that are receiving 
Medicaid services have the opportunity to reenroll and chose they're managed care 
organization and that's a really powerful -- very powerful thing.  

So enroll in the ones that are doing good.   
>> DENISE ROZELL:  Another question that we have got is again it's a more 

specific, John, you specifically mentioned New York and some of the issues going on 
there.  

This question has that do with in affect people being able -- you make just enough 



money to not be able to get Medicaid services or you get Medicaid services and live in 
poverty or maybe you make enough to buy into Medicaid but the Medicaid buy in 
doesn't allow you in.  

So it's all of those kind of piled one on top of each other that we find.  
Again I think we find in a lot of states around Medicaid buy in as well.  I don't know 

what the question exactly is, but advice for how -- maybe it's just advice for how to 
influence that situation or that type of situation.   

We are really forcing people and I'm afraid it's going to get worse if states are 
cutting services we are forcing people to choose between jobs and Medicaid or 
poverty and jobs.  Whatever.   

>> JOHN TSCHIDA:  Yeah.  So I think this is a great example and the COVID 
situation has certainly exacerbated a number of existing problems and highlighted a 
number of weaknesses that have been historic and existed for a long time within the 
support system broadly not just Medicaid.  

Jason I'd love to learn more details about your specific conversation.  I'd be happy 
to have a conversation with you about the buy in.  Are you a social security recipient.  
Do you get a social security check, in some states that knocks you out of the buy in 
option depending on what your income might be if you're working even minimally.  

That's not true in the state of New York.  In the state of New York if you get a 
social security check I think you can earn up to $46,000 a year before you lose your 
Medicaid benefits for example.  

I would encourage people who think they fall into that gap to explore the Medicaid 
buy in programs.  There are some very generous states like Minnesota where you can 
have up to $20,000 in the bank in terms of assets and that doesn't include a car, it 
doesn't include burial expenses in order for to you access the program with even 
nominal work.   

If you're not able to work a lot but just some hours a week you're still eligible for 
that program and your monthly premium is based on the amount of income that you're 
earning.   

So I wouldn't rule out those Medicaid buy in programs.   
>> DENISE ROZELL:  And I actually wonder -- and I'm a policy wonk, I wonder if 

state legislatures are going to be looking more at those in this environment because of 
the very fact that it may spread some money further.  Some of their own Medicaid 
money further as they get obviously Medicaid is a counter cyclical program meaning 
more people join as the economy is worse.  

So there may actually be some opportunities to influence your Medicaid buy in 
system.  

The other thing I would add to Sarah's and John's comment on state legislators 
and legislatures, as they look to cutting Medicaid in states the more you and the 
UCEDD LEND and AUCD network know the legislatures, you're going to have an 
impact on what those cuts look like, to shape them even if there are cuts where they 
happened and how they are implemented.  

And we have seen that work in the 2008 recession we saw that where there was 
an opportunity by the community to influence what those cuts look like.  

So here is another one and both of you again, I think.   
How can -- oh, if you have questions, go ahead.  I'm reading my chat box while I'm 



talking.  Go ahead and put them in the chat box or if you want to unmute yourself and 
ask a specific question this would be the time to be able to do that as well.   

And as people are thinking about that, how would UCEDDs LENDs, our network, if 
you really wanted to get involved until a managed care conversation with a managed 
care company, how do you do that or how do you start that process?    

And I see someone unmuted themselves for a question so hold on one minute.  
>> Hello, my name is Michael.  Can you hear me?    
>> DENISE ROZELL:  We can.  Go ahead.  
>> I am a director for population health and clinical outcomes with one of the 

larger managed care organizations.   
And I would be more than willing to entertain questions and partnership 

possibilities on numerous levels.   
So I'm an old friend of Sarah Swanson who is on the call and presented very well, 

thank you, Sarah.  And former executive director for the Arc of Nebraska.   
So I have some advocacy in my background as well as decades of 

community-based organization provider experience.   
So Sarah has my contact information.  I won't try to make you guys spell my name 

and all that stuff but feel free to Sarah pass that out to who every would like to contact 
me.  

I know one of the things we are looking at right now as a national organization is 
the wonderful start program that came out of the New Hampshire UCEDD and how we 
might be able to partner moving forward with a program like that in the aforementioned 
state of Iowa.   

So things like that.  I can also say that we recently had a wonderful meeting 
nationwide with Easter Seals and from that spawned what was happening where we 
made a considerable contribution.  We are listening.  We want to engage and we want 
to be a partner in moving things forward.  

So I would love to hear from anybody and everybody.  You can send me e-mails 
and I will promise to get back to you.  

>> JOHN TSCHIDA:  Greatly appreciate that.  Thanks for joining us.  I will say that 
Centene (phonetic) has been a great partner for us, always available.   

Their senior executives are available for conversations.  We understand at the 
state level and at the very local level that doesn't always translate to optimal outcomes 
for the people that you're representing and working with at the community level but 
know that they have been willing to listen and we have had hard conversations and 
look forward to more great conversations and hard conversations.  

So thanks for joining us. 
>> My pleasure.  Thank you, guys.   
>> DENISE ROZELL:  And we are I believe at 3:00.  And that actually thank you, 

Michael, answered the question that I was posing anyway, how do you end up working 
with managed care organizations?  You reach out.  You find a contact.   

And AUCD can help with some of those contacts.  Others of your coalition 
partners can help but they're looking for you.  

So thank you.  I thank Sarah and John.  I thank Anna for running the technical 
back and forth.  

This will be posted on the AUCD website shortly.  And I'm wondering Anna if 



there's anything else before we sign off that you from a logistical point of view need to 
say and thank you for joining us.  

>> ANNA COSTALAS:  Thank you.  I put a survey in the chat box everyone, if you 
can fill it out and give us your thoughts and feedbacks.  Have a great rest of your 
week, be well, and see you soon.   

>> DENISE ROZELL:  Thank you so much, everybody.   
>> JOHN TSCHIDA:  Thanks.   
(Webinar concluded)   

 


