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Warning

This presentation discusses the 
life and experiences of Hoosiers, 
and may trigger deep emotions. 
The quotes and videos shared 

may be difficult to listen to.



Our Mission
The Indiana Community Action Poverty Institute engages in research and 
promotes public policies to help Hoosier families achieve and maintain 
financial well-being.
• We believe that when Hoosiers are financially stable, they can achieve 

their full potential and better contribute to their communities.
• We recognize that historic and ongoing discrimination on the basis of race, 

gender, ability, and other social identities contribute to economic inequities 
for Hoosier families.

• We know that policy plays an important role in dismantling inequities and 
in creating financial well-being for all.

• We value, gather, and share stories, statistics, and research studies to 
illuminate the opportunities and challenges that Hoosiers experience.

• We promote evidence-based solutions and build coalitions to engage in 
direct and strategic conversations with policymakers and the public to 
advance change.



Why is this important to all of us?

• A 20 year old has a 1 in 4 chance of 
experiencing a significant disability 
before retiring at age 65.

• The average income from SSDI 
income in Indiana is $1,480.12 
which is a total of $17,761.44 per 
year.

• Younger recipients, and entry-level 
lower-paying jobs recipients under 
25 years old receive an income 
closer to $831.49 per month.

“You don't have enough to provide 
when you get $935 a month. You 

cannot realistically live on that. That 
does not provide rent, utilities and 
basic needs, food and toilet paper 
the things that you need.” -Tammy

• How would your life change if you 
had to adjust to this income?

Source: Maleh, J., Bosley, T. (2023). Disability and death probability tables for insured workers who attain age 20 in 2023. U.S. Social Security Admi nistration. https://www.ssa.gov/oact/NOTES/ran6/an2023-6.pdf.
Source: Social Security Administration. SSA. (2023, October). Annual Statistical Report on the Social Security Disability Insurance Program, 2022Social Security Administration. SSA. (2023, October). Annual Statistical 
Report on the Social Security Disability Insurance Program, 2022 https://www.ssa.gov/policy/docs/statcomps/di_asr/2022/di_asr22.pdf



What is SSI & SSDI?
• These programs are run by the Social Security 

Administration and, are intended to support the financial 
stability of individuals experiencing disabling conditions. 

• Both SSI and SSDI pay benefits to adults that are disabled 
• only for total disability
• disability is expected to last for at least one or more years 

or result in death. 
• each generally use the same medical requirements

• The major difference in the programs is related to the 
work history requirement. 
• SSI recipients that receive benefits due to a disability are 

not required to have paid into SSI through previous 
employment; however their income and other financial 
resources must not exceed a strict cap. 

• SSDI is considered an earned benefit that an employee has 
paid into through payroll taxes. To qualify for SSDI, 
individuals generally need

• 40 work credits, with 20 of those being earned in the 
last 10 years.

Source:   Social Security Administration. SSA. (n.d.). Historical Background and Development of Social Security. https://www.ssa.gov/history/briefhistory3.html 

Source:  Markowitz, A. (2023, December 15). Social Security SSDI and SSI are different programs  AARP. ttps://www.aarp.org/retirement/social-security/questions-answers/ssdi-ssi-how-each-works 
Source: Social Security Administration. SSA. (n.d.). Disability Benefits How to Qualify. https://www.ssa.gov/benefits/disability/qualify.html

 



Timeline of Major Disability-Related Social 
Security Changes

Source:  Social Security Administration. SSA. (n.d.). Historical Background and Development of Social Security. https://www.ssa.gov/history/briefhistory3.html



What Do We Mean When We Say Disability?

Disability can be broadly 
defined as a condition an 
individual is born with, 
acquires, or obtains due to 
injury that impairs certain 
activities and/or 
interactions with society. 

Source: National Center on Birth Defects and Developmental Disabilities, Centers for Disease Control and Prevention (2024). Disability 



Categorization of Disabilities by Government 
Agencies



A Study of Hoosiers Leaving the Workforce 
Due to Disability

This study examines the experiences of individuals who leave the workforce 
due to disabling conditions. 

• Applied and received social security disability insurance, were awaiting a 
decision, or had been denied benefits

• Centers their voices and experiences 

• Adding statistics and research studies to illustrate the need for further 
policy attention 

• It offers policy recommendations and prioritize strategies that would:
• Enable more Hoosiers to remain employed, 
• assist with income during their transition out of the workforce, 
• prevent poverty and hardship, 
• and provide supports to re-engage in the workforce for individuals who are ready 

and able to do so.



Source: Centers for Disease Control and Prevention. Disability and Health Data System (DHDS) [Internet]. [Updated 2024 July; cited 2024 July 15]. Available from: http://dhds.cdc.gov 

http://dhds.cdc.gov/






The Research Process

9 month contract

May-September 

May- Recruit 
Participants & 
Design Team

June-July 
Interviews & 
Research

July-August Wrote 
our First Draft

September 
Completed the 
Report along with 
2 Fact Sheets and 
this Webinar



Methodology
• Research Team

• Trauma-informed research 
design

• Design Team

• Five meetings

• 8 members

• Interview Participants

• 96 unduplicated individuals 
signed up

• 20 participants were 
interviewed; 4 professionals

• Phone or Zoom interview

• $25 Visa gift card

• NVIVO transcription software

• Quotes were categorized by topic 
and themes emerged

• Pseudonyms were developed for 
participants



Name Organization

Wendy Wright* Advisory Council Member for Indiana Community Action Poverty Institute

Kendra Cuyler* Advisory Council Member for Indiana Community Action Poverty Institute

Amber OHaver* Chief Revolutionary Officer, Disability Revolution

Emily Munson* Policy Director and Senior Attorney, Indiana Disability Rights

Ashley Ellingwood Family Development Counselor, Community Action Program of Western Indiana

Amber Armstrong NeuroResource Facilitator, The Indiana NeuroResource Facilitation Program

Megan Stuart  Director of Advocacy, Indiana Legal Services

Quinn Kissane Volunteer Member

*Indicates that the individual identifies as a having a disability.

Design Team Members





Participant Demographics and Locations



Participant Work Experiences Prior to Disabling 
Condition

Factory work 6

Health services 2

Administrative assistant/ “Office work” 6

Cashier 2

Manager 2

Animal care/ Veterinary services 2

Sales 2

Research 1

Landscaping 1

Participant Experience with SSI/SSDI

Receiving SSDI 13

Receiving SSI 2

Applied and Currently Denied SSI or 
SSDI

2

Awaiting Determination 3



Themes

• Departure from the Workforce

• Navigating the Benefits Gauntlet

• Financial Hardships

• Mental Health and/or Social 
Supports

• Re-engaging in the Workforce?

• Policy and Practice 
Recommendations



Departure from the Workforce: 
“It’s not fun to just stop work. My mom raised me to work.” - James

• Work plays a central role in the 
development, expression, and 
maintenance of psychological 
health. 
• Financial

• Social

• Purpose

“It's not like I don't want to work,” 
she says, while crying. “I used to 

work three jobs. I used to work at 
the post office, I was a medical 

receptionist, and I was working at 
a factory. I was going to school 
and now I am not working at 

all.” - Christine

Source: Blustein, D. L., (2008). The role of work in psychological health and well-being: A conceptual, historical, and public policy 



Trying to Stay on the Job

“and they would agree on paper, but 
not physically. And so it would show 
that they agreed to work with me, but 
then they would come out and say, ‘You 
got to do this and you got to do that.’ 
And I would say, ‘I'm sorry, I can't 
because of my physical disability and my 
mental disability.’ And they'd say, ‘Well, 
you either do it or you find another 
job….’ And it was very heart rendering 
because I loved my job. I loved what I 
was doing and the people I was doing it 
with.” - Ellen

“[I] tried to take a leave of absence, and 
they immediately fired me.”  

- Tammy



Disability Work Related Legislation



Equal Employment Opportunity Commission 
Charge Receipts 2023



Navigating the Benefits Gauntlet

Navigating the process of applying for Social Security is a grueling 
gauntlet of confusing questions and paperwork that participants 
described as a process that is designed for people to “give up.”

 “go through a lot of hoops” –Max

“it was frustrating” –Stephanie

“it’s such a humiliating process” –Karla



Challenges Applying for Social Security 
Disability Benefits

Health Needs

“I’m in a level 8 to 10 pain all over my body. 
Everything was crazy. I couldn't sit or stand for 
long trying to fill out documents. Trying to do 
this. You know, pain clouds your intellect. That 
part was very stressful.” –Karen

“I don't remember much cause I was in a full 
blown PTSD episode... I just felt like crying. Every 
split second. It just was overwhelming to me.” -
Ellen 

Communication

“the wordings on the applications are not 
friendly to those that are less educated, or that 
have any sort of comprehension issues. It's not 
user friendly at all. And they don't explain the 
process. So you don't know. Like, am I waiting a 
week? Am I waiting a month? When am I going 
to know something?” -Crystal

“there’s just no communication... Being able to 
answer any of my questions…I could answer all 
of their questions, but they couldn't answer any 
of mine…just waiting without any inkling of, of, 
a yes or no or a screw off, you know?” -Shirley



Average Time From Submission to Decision 
Social Security Administration denial 
rate for initial worker applications in 
2019 was about 65%, with 49.2% of 
all applications eventually being 
approved.

“So, yeah. I mean, that's five years of 
my life, right?” –Karla

“I just applied once and I was going to 
appeal, but I was going through an 
eviction process at the time and I 
didn't make the appeal in time.” -
Shirley

Source: Social Security Administration

Note: Each time duration displays represents the most recent public data for wait times at each level. Because these data 
come from different agencies or are updated at different frequencies, the most recent update at each level varies.



Wait Times

In September 2022, the SSA released a letter to the public remarking 
that the increased wait time on initial application decisions is 

“unacceptable" and “cause[s] significant financial hardship for the most 
vulnerable people.” 

“beg, borrow, do side work. Whatever I could.” -Marcus

Source: Nesbit, J. (2022, September 8). SSA Wants to Provide Timely and Quality Service. Social Security Administration. Retr ieved 



Social Security Disability Benefits Determination 
Approval for Workers



Representation Matters
According to the Government Accountability Office individuals who 

had representation from an attorney or even a friend or family member at 
an appeal were granted benefits at a rate nearly three times higher than 

those who did not.

“[My therapist] helped me…She got this lawyer.” –Tammy

“That lawyer helped me tremendously.” –Elaine

“That's why I went on ahead and I got a lawyer.” –Stephanie

“But thank God I had my mom and dad, and my lawyer was a retired 
social security judge.” -Lisa

Source: U.S. Government Accountability Office. (2018, January 8). Social Security Disability: Additional measures and evaluat ion  needed to enhance accuracy and consistency of hearings decisions. Social 
Security Disability: Additional Measures and Evaluation Needed to Enhance Accuracy and Consistency of Hearings Decisions | U.S. GAO. https://www.gao.gov/products/gao



Financial Hardships: 
“I’ll never own a house. I’ll never have a car again. I’ll never have, you know, anything. 

I’m 57 years old. I’ll never have anything worthwhile because of this again.”
-Tammy

• Homelessness/eviction

• Losing a vehicle

• Living off of credit cards



COLA

“When we had that fixed cost of 
living adjustment increase like two 
years ago, it just put me literally I 
think it was $5 or $8 over a month 
to where I lost the bulk of my 
health care....That happened last 
June of last year. I was devastated 
because I go to countless doctor 
appointments still every week on a 
weekly basis.” - Karen

Gender Wage Gaps

“I was able to be with my children 
until they went to school but then 
that's a ding to me. When I do need 
help and they're like, ‘Well, you've only 
paid this much money in so this is 
what we're offering you…’ There's got 
to be something better.” –Hope

Men’s monthly SSDI benefit are 
higher than women’s. Nationally, 

men receive an average of $1,628.22 
in SSDI while women receive 

$1,337.53 (18% wage gap)

Source: Social Security Administration. SSA. (2023, October). Annual Statistical Report on the Social Security Disability Insurance Program, 2022 https://www.ssa.gov/policy/docs/statcomps/di_asr/2022/di_asr22.pdf



Tight Budgets
“Right now, I'm...I'm back in that 
homeless position,” –Marcus

Marcus’s budget was extremely tight. 
Of his $943 monthly SSI benefit:

• “$600 a month for rent, 

• paying my utilities was just about 
[$]100 apiece. Gas. Electric. 

• I haven't thought about buying toilet 
paper [or] hygiene items, nothing like 
that. So that's another $100. 

• So that's $900 right there. That's $43 
left.” 

“So while I was unemployed. I ended 
up losing my car, my home and 
everything - all of my physical 
possessions.” –Jeff



Transportation

“I live in a small town and it's hard, 
even though the [health] insurance 
provides transportation. You can't 
get them to come out to my town 
to take me…And sometimes the 
transportation won't come out 
there just to go, you know, two 
miles away to my cancer center. 
And sometimes I would have to 

miss my chemo because I couldn't 
get transportation to it.” -Tammy



Effects on Relationships
“Due to my disability, I have allowed men to take advantage of me and it did not end well. It 

ended in domestic violence.” -Elaina  

Nationwide, individuals with disabilities across genders are at higher risk for intimate 
partner violence (IPV). According to the American Psychology Association, survivors of 
domestic violence with disabilities can endure unique forms of abusive behaviors with 
complicated dynamics, such as:

• Removing or destroying a person’s mobility devices (e.g., wheelchairs, scooters, walkers),

• Denying access to and/or forcing someone to take prescribed medication from someone,

• Forcing someone to lie in soiled undergarments,
• Preventing access to food,

• Inappropriately touching a person while assisting with bathing and/or dressing,

• Denying access to disability-related resources and/or to health care,

• Controlling or spending disability and social security benefits.

Source: Breiding M. J., Armour B. S. The association between disability and intimate partner violence in the United States. Ann Epidemiol. 2015 Jun; 25 (6):455-7. doi: 10.1016/j.annepidem.2015.03.017. Epub 2015 Mar 
31. PMID: 25976023; PMCID: PMC4692458.
Source:  American Psychological Association. (n.d.). Women with disabilities: How to identify abuse and get help. American Psychological Association. https://www.apa.org/topic s/disabilities/women-violence



Mental Health & Social Support
“I struggle on my hard days with feeling worthless and defeated…I have just stayed in 

bed and cried all day.” - Crystal

According to the SSA 2022 Annual Statistical 
Report the majority of disabling conditions 

in Indiana for SSDI recipients is mental 
disorders, which are classified together as 

intellectual disorders or mental health 
disorders (depression, bipolar, and related 

disorders).

“I was very surprised because it's pretty much 
been everyone in my life, friends, family and 
my church, everyone of [them], you just feel 

very abandoned.” -Karen

Source: Social Security Administration (2023). Annual statistical report on the Social Security Disability Insurance program,  2022. https://www.ssa.gov/policy/docs/statcomps/di_asr/index.html



Access to Mental 
Health Support “I've even tried to get a hold 

of…counselors, therapists, psychiatrists, 
anybody to help….my aunt actually took 

me to the sheriff's department at one 
point because I was suicidal…. They 

then sent me to the hospital to have me 
evaluated for my mental….we don't feel 
like you need to be admitted anywhere, 
but you do need to talk to somebody. 
And they gave me a list of people that 
don't take my insurance or if they did 

their dockets were full.” -Shirley



Re-Engaging in the Workforce
“I just recently have had a scan and the blood clots are gone. So I'm going to 

have a discussion with my doctor to try to release me to work. So that's the next 
step….because I want to work.” -Christine

• The SSA, allows individuals receiving disability benefits to “try 
returning to work” with a nine month “trial work period” in which 
individuals can still receive benefits while earning.

• Indiana also allows individuals with disabilities to retain Medicaid 
coverage through MEDWorks.

“I think if I could...if everybody could just have health insurance. I think the 
fear...the fear of just always, how am I going to have health insurance 
would have left and I probably could have been an entrepreneur. And I 

think a lot of people could be. You know, I've got all kinds of business ideas 
and marketing ideas I could do at my pace and stuff like that.” -Jessica

Source: Social Security Administration. (n.d.). Try returning to work without losing disability. Social Security. 
https://www.ssa.gov/disability/work#:~:text=You%20can%20return%20to%20work%20for%20at%20least,much%20you%20can %20earn%20during%20the%209%20months. 
Source:  Family and Social Services Administration. (2024, June 18). MEDWorks. Medicaid Policy. https://www.in.gov/fssa/ompp/med-works/



Barriers to Employment

“I don't do very well when I don't work. And 
they said, but you can work on disability. Just 
part time…that would take the pressure off of 

you financially a little bit.” -Ruth

“There are days that I feel like that I would 
love to go back to work, and I could handle it. 
And then sometimes I sit here and think, you 
know, ‘Oh, my gosh, today's a bad day, what 
if I had been working?” -Tammy

“when I would tell employers about my 
disability, I never got called back. And even 
though a lot of things I was overqualified or 
at least qualified, they wouldn't call me back. 
And I don't know why, but I'm assuming it's 
because I told them. Because the ones that I 
didn't tell about my disability would call me 
back. So it was obvious to me that it was me 
sharing my disability with them that was 
causing them not to hire me.” -Ellen



Median Annual Earnings in Indiana



Policy and Practice 
Recommendations

• assist individuals with disabilities 
during times of financial hardship;

• assist individuals with disabilities 
with staying employed, or with 
exiting and re-engaging the 
workforce; and

• assist with the application process



Promoting Financial 
Stability & Supports

• Paid family and medical leave to eases 
the financial strain of disabling 
conditions and allow more family 
caregivers to support loved ones 
without a significant loss of income.

• Streamline and connection between 
services 

• Ensure people have access to 
information for support resources 

• Township Trustees to have a specific 
fund that can assist individual with 
disabilities or those applying for 
disability insurance

• Transparency for why someone was 
denied disability

• Support groups specifically designed 
for individuals with disabling 
conditions

• Social workers assigned to individuals 
when they begin the process of 
applying for disability



Staying/Re-Engaging in 
the Workforce

• Case managers who can work with 
individuals and prospective employers 
to create a mutually beneficial work 
arrangement

• Educate employees and employers 
about their rights and responsibilities 
under the Americans with Disabilities 
Act 

• Offer programs or supports that 
facilitate the adoption of workplace 
accommodations 

• Support for the development of small 
businesses / entrepreneurship 

Increasing 
Understanding

• Politicians who will take time to get to 
know people with disabilities

• New classifications and categories for 
disabilities that make space for 
multiple disabilities and different 
levels of severity

• Individuals in leadership roles who 
have direct experience or who have 
worked in the field, particularly when 
services are being designed or 
reconsidered 
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