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Presenters 
▪ Carl Ellison, President/CEO, Indiana Minority Health Coalition (IMHC) 

▪ Tara Morris, Executive Director, Elkhart, Indiana Minority Health Coalition (IMHC) 

Learning Topics 
▪ Cultural and economic factors facing populations of color and caregivers 

▪ Lived experiences of caregivers 

▪ Blind spots in policy impacting disparities in LTSS for populations of color 

▪ Gaps in demographic data for understanding the scale of health disparities in LTSS 
▪ Recommendations for mLTSS and collaborating with communities of color 

Agenda 
1. Welcome and Meeting Purpose 
2. Indiana Minority Health Coalition (IMHC) Caregiver Perspectives 
3. Discussion 

Summary of important facts from the presentation  
 
Carl Ellison, Indiana Minority Health Coalition (IMHC), President/CEO 

▪ Spoke of how his mother was caretaker to both his father and aunt while his father was living.  
Once his father passed, his mother was able to go through Real Services and obtain a guardian 
ad litem for his aunt in order to continue taking care of her.  This became a source of relief and 
removed significant stress by having this additional “back up” support. Eventually, his mother 
became ill, and he and his sister became caregivers to her.  As caregivers, they experienced 
issues in trying to locate assisted living facilities. A facility close to his sister would not accept 
his mother, stating that she was too sick; the facility that would accept her was too far from his 
sister. As a result, Mr. Ellison and his sister had to care for their mother on their own. After a 
hospitalization, Mr. Ellison was able to bring his mother home, which was her greatest desire. 

Tara Morris, Elkhart County, Indiana Minority Health Coalition (IMHC), Executive 
Director 

▪ Spoke of her experience with her father and aunt and the challenges they have had with 
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housing, transportation, and applying for supplemental Medicaid. Ms. Morris’ aunt lives in 
affordable housing; housing and Urban Development (HUD) requirements have changed over 
the years and now many age groups that live in the same housing, which creates challenges. 
While her aunt wanted to move, income limitations restricted her housing choices. Ms. Morris’ 
aunt does not have Medicaid and pays her health care expenses directly out of her social 
security income. Ms. Morris’ father moved from Chicago, IL five years ago; he does not qualify 
for Medicaid because his income is $2 over the qualification threshold. Ms. Morris noticed that 
one’s zip code makes a difference in how fast one can get a response about Medicaid 
application status. Three family members manage her father’s care, but all three work and have 
to take turns to make sure he gets to appointments because transportation services are not 
reliable.   

 
Carl Ellison, Indiana Minority Health Coalition (IMHC), President/CEO 

▪ In Marion County, 1 in 3 Black households own their home, compared to 2 out of 3 white 
households. Statewide, 7 in 10 white households own their home. Black families have less 
income and significantly less net worth compared to white families, whose net worth is 10 
times higher. This means that Black families have significantly less income and asset ownership 
than their white counterparts to help pay for long-term care –this disparity is important to 
understand in the context of program and policy change. 

▪ When looking at blind spots in policy, use an equity lens in data analysis to frame potential 
policy changes. What are the major data-supported trends? What is the data source for these 
trends? What additional data will be collected, tracked, and evaluated to assess the equity 
impacts of this action? Will this data inform future decisions? Policymakers must have data on 
populations to know their baseline before a policy is enacted. Policymakers should make a 
meaningful effort to gather the perspectives of the people who will be impacted by policy 
decisions. Additionally, policymakers should ask if the perspectives they gathered are 
representative of all affected populations.  

▪ The economic, personal, and community impacts of the action on populations of color, as well as 
the risks or potential unintended consequences of changes need to be considered.  Do changes 
perpetuate inequitable policies or practices? Systems changes that can have an inverse impact on 
populations –a better baseline of information is needed. 

▪ There are gaps in data for understanding the extent and scale of household income and asset 
ownership disparities in LTSS. IMHC has been unable to find a profile for Indiana that 
compares Black families to white families in long-term care facilities. A profile of this nature 
would help identify specific economic disparities regarding Medicaid spend down practices, 
forfeiture of property to pay for the cost of care, etc. 

▪ Recommendations for mLTSS and collaborating with communities of color include creating a 
subgroup. This subgroup could assist in creating a dashboard to know the status of populations 
of color before any policy change, so the effects of policy change would be known. A profile 
could be prepared, comparing populations of color to whites as to representation in long-term 
care services. This profile would also compare the disparate effect and impact of income and 
asset policies to pay for care. 
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Discussion  
 
Indiana Association Home and Hospice Care: We agree that a subgroup needs to be formed with 
an evaluation of minority populations and how the system impacts them. In order to adequately address 
the needs of minority populations, there has to be an understanding from a dashboard perspective the 
demographics within the long-term care spectrum that includes home and community-based services 
such as home health, home and community-based waiver services, assistant living waivers under Aged 
and Disabled (A&D) and Traumatic Brain Injury (TBI) waivers, and long-term care nursing facilities. 
 
IMHC: Is there a group currently in FSSA or among peers that would be working on this at this time? 

Indiana Association Home and Hospice Care: Not at this time, but personally would be 
interested in looking at the data that was collected within FSSA. However, previously collected 
data uses older methods and data now has become much more robust with COVID and tracking 
for long-term care facilities. 

Alzheimer’s Association: Would also like to chime in with support. We are also not aware of 
specific data about financial disparities as they relate to care and aging. We would recommend 
our social workers or program manager to join a workgroup and they could speak to direct 
experiences based on families of color that they have worked with. 

 
FSSA: This work has yet to begin in-depth but is in early stages. What it may lead to is 
additional stakeholders that will be interested in monitoring our progress and contributing 
feedback. From the beginning, we said that in all the data we collect –both on baselines and how 
we transition during and after LTSS reform—we need to make sure that we have an equity lens 
to it. An equity lens would include looking at race, income, and geography. Want to make sure 
that we collect the right data. There will be differences between rural and urban communities. 
We have started internally by having whiteboarding sessions where we consider what questions 
we want to ask, what data sources we need to answer these questions, how do we start collecting 
the data before we make the transition, during, and after. Knowing that collective workgroups 
are interested is going to help our data team to reach out to stakeholders with information about 
where we are going, what we have collected, and how we are collecting it. This process will be 
important to address previously identified blind spots and to make sure new blind spots are not 
created by leaving data out. We will take a lot of this back and determine how to integrate it with 
the work we are already doing with this topic. 
 
IMHC: We have additional research money at IMHC that we could use to do other projects 
related to this. We could get more input from focus groups so that we can have more consumer 
voices and caregiver stories. People at the community level do not understand LTSS and the 
systems-level complexities. This could be an opportunity to get consumer voices and to educate. 

 
UIndy Center for Aging & Community: [Posted the following in the chat] I want to make sure that 
everyone is aware of a recently released report for Central IN –it uses a diversity lens and may be of 
interest: https://centralindiana.stateofaging.org/ 

https://centralindiana.stateofaging.org/
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IMHC: On the grassroots level when you think about policy, you view it up close. [Communication 
about systems] really does need to happen on the ground. We have done demographic and information 
surveys working with FSSA. For me, I would like to know that you are working on it and what is the 
progress, and where are the target groups. As we consider this subgroup, how can we make sure that all 
are inclusive of this total process? 
 

FSSA: Would welcome the opportunity to be at this table. 
 
FSSA: Let us each think about this from the perspective of the person that everyone in your 
family has typically leaned on to provide care for everyone else and what happens if this person 
can no longer fulfill this role and needs help themselves. It is important to consider the impact on 
this individual as well as the other people who had relied on this person. 

 
FSSA: Would you have any suggestions on how to support that individual better or ways to be 
aware? 

 
FSSA: For awareness, consider an analysis of that person and any extended persons. We need to 
integrate what happens in the daily lives of families and what is happening on a systems level to 
think holistically about the family and their concerns. 

 
FSSA: Great point, to be person-centered, you have to be culturally competent and plan with the 
individual in the context of their family and community. 

 
IMHC: Gena (FSSA) expresses the dimensions, pressure, and complexities of the caregiver 
which is often the matriarch. Our systems tend to look at the front end, the back end, and the 
middle end but not the whole situation that a family may face. 

 
AARP: This is very important work, please include AARP. I will also do some checking around 
with our research folks to see if we have any specific information on any of this. 

 

Closing comments 
Jennifer Sullivan, FSSA:  
We hope that you can see that in the way we are thinking about the design, finance, and policy of this 
work, that we are creating something more than just words on paper. Our [reform] efforts together 
should reflect the spirit of what we are trying to accomplish and make Indiana proud –a place that you 
would want your loved ones to age. We should be proud of those things that we put together to make 
that a reality. We are at an opportune and reflection point to make these things a reality. The fact that we 
are having conversations so broadly and thoughtfully about the how and why of getting this work done 
today, will be reflected for generations to come. 
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Stakeholder Attendees 
▪ Ambre Marr, AARP Indiana 

▪ Carl Ellison, Indiana Minority Health Coalition (IMHC) 

▪ Elaine Sawyer, ADvancing States 

▪ Ellen Miller, UIndy Center for Aging & Community 

▪ Kelli Tungate, Caregiver Homes of Indiana 

▪ Michelle Stein-Ordonez, Indiana Association Home and Hospice Care 

▪ Natalie Sutton, Alzheimer’s Association 
▪ Sarah Waddle, AARP Indiana 

▪ Tara Morris, Elkhart County IMHC  

▪ Zach Cattell, IHCA 

Additional stakeholders attended but were not reflected in the attendance form record. 

 
FSSA Attendees 
Amy Gilbert, Andrew Bean, BreAnn Teague, Cathleen Nine-Altevogt, Daniel Rusyniak, Erin Wright, 
Gena Lewis, Jennifer Sullivan, Jesse Wyatt, Kim Opsahl, Kristie Garner, Lucy Morrell, Maggie 
Novak, Mary Swinford, Mindy Flowers, Nicole Norvell, Rebecca McClaren, Reiko Osaki, Sarah 
Renner, and Steve Counsell 
 


