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My Story…



The Arc’s History



The Arc’s Advocacy Role
• Many issues across the years

– Right to a free, appropriate, public education
– Rehabilitation Act
– Social Security disability and Supplemental Security Income programs
– Fair Housing Act
– Developmental Disabilities Act
– Research on lead poisoning and Fetal Alcohol Syndrome
– Civil Rights of Institutionalized Persons Act
– Medicaid coverage of long term services and home and community based 

services
– Americans with Disabilities Act
– Rosa’s Law
– ABLE Act
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Lessons Learned from the past 
year plus of Advocacy

• Our core issues will keep coming back –
they are never permanently resolved

• Need to remain vigilant
• Need to connect/reconnect with 

grassroots
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Continued Threats to 
Medicaid



Medicaid

• The largest insurer in the country today
• 73 million individuals are covered
• Up from 4 million individuals when began in 1965 with a total cost of $900 million, a result of

– High poverty rates
– Erosion in employer based group plans for lower wage workers
– Aging population
– Longer life spans for persons with disabilities
– People with disabilities and senior citizens account for about 

48% of the total Medicaid budget and about 21% of the 
beneficiaries; 

• Projected to serve 77.5 million individuals in 2024 at a total cost of $920.5 billion, with federal 
share of 61%



Medicaid – Current Threats

Medicaid Restructuring
• Currently:  States receive Federal Medicaid matching funds as an 

“entitlement” for services provided under the state plan or approved 
waivers. The federal match is based on a formula - poorer states 
receive a higher federal match. 
– restructuring is a permanent change to Medicaid program

• Restructuring proposals would eliminate the automatic matching 
funds to the states. Depending on the nature of the restructuring, 
many federal requirements could be eliminated.

• Block grants
• Per capita caps*
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Block Granting 



Per Capita Caps





Impact on Medicaid  

• Destabilizes the program 
• Governors and state legislatures will have to figure out where 

to come up with the money to replace the federal share
• Waiting lists will grow
• No change to institutional bias 
• Mandatory vs. optional services 



Medicaid and Other Health Care Policy

We are now in a period of small fixes (surprising billing, 
prescription drugs) and big proposals (Medicare for All) 

We are looking forward to 2021 when Medicaid and 
other programs may again face direct threats of major 
repeal or fundamental restructuring (per capita caps) 

Another court case about the ACA will be argued on July 
9th



Legislation Updates 



EMPOWER Care Act



Money Follows the Person
Money Follows the Person (MFP) gives states additional 
federal Medicaid funds to help transition people from 
institutions to the community  

There have been several short term extension bills, but 
the EMPOWER Care Act (S. 548, H.R. 1342) would 
extend and improve the MFP program through 2023

We expect it to pass the House shortly and then we will 
look to the Senate



ABLE Age Act



ABLE Age

• Senator Bob Casey (D-PA), along with Senators 
Jerry Moran (R-KS), Chris Van Hollen (D-MD), 
and Pat Roberts (R-KS), reintroduced the ABLE 
Age Adjustment Act (S. 651) on March 5, 2019. 

• The bill would make ABLE accounts available to 
people who become severely disabled prior to 
their 46th birthday. 



Why?
• Sustainability: The National Association of State Treasurers has 

estimated that there should be 390,000 accounts for these programs 
to be solvent. As of the end of 2018, there were 34,707. Increasing 
the maximum age of onset for eligibility will substantially increase 
the number of eligible individuals and, therefore, the potential 
sustainability of the program. 

• Equity: The ABLE Act did not contain an age limit when it was 
introduced. It was added to minimize the cost of the legislation. As 
a result, many advocates with disabilities who fought for its passage 
were not eligible when it was finally signed into law. There is a 
fairness issue in failing to increase the age limit so that all people in 
similar situations can use the ABLE program.



EVV



Electronic Visit Verification

What Is Electronic Visit Verification (EVV)
Electronic Visit Verification (EVV) is a telephone and computer-based 
system used to verify electronically that a personal attendant provides 
services for a client.

The 21st Century CURES Act Requires EVV
The 21st Century CURES Act, federal legislation signed into law in 
December 2016, requires that all states implement EVV for Medicaid-
funded personal attendant services. This law outlines the requirements that 
states must meet, but provides little guidance on how states can fulfill the 
requirement.

CMS Guidance/Delay Bill



HCBS Rule



Where things Stand?

• 42 other states have received initial approval 
• All states that got a letter describing the additional steps it 

must take to get final approval
• This is an important document for stakeholders to use for 

comment and input
• 13 states have also received final approval:

• AK, AR, DE, DC, ID, KY, MN, ND, OK, OR, TN, WA, & WY 

* As of April 2019



2017 Guidance 

• Released this Tuesday, May 9, 2017
• Extends timeline for bringing settings into 

compliance to March 2022
• Timeline for transition plans remains 2019
• Note on Heightened Scrutiny 



New FAQ
Released Friday, March 22, 2019

CMS removed specific examples of settings that would automatically be identified as institutional 
due to isolation, and will now take the following factors into account when determining whether 
a setting isolates HCBS beneficiaries from the broader community:

• Due to the design or model of service provision in the setting, individuals have limited, if any, 
opportunities for interaction in and with the broader community, including with individuals 
not receiving Medicaid-funded HCBS;

• The setting restricts beneficiary choice to receive services or to engage in activities outside of 
the setting; or

• The setting is physically located separate and apart from the broader community and does not 
facilitate beneficiary opportunity to access the broader community and participate in 
community services, consistent with a beneficiary’s person-centered service plan.

States are free to identify additional factors other than those provided by CMS.



Heightened Scrutiny 

• The new guidance also clarifies this process for “heightened scrutiny” allowing 
a state provides evidence to CMS to demonstrate that a facility or setting meets 
the HCBS criteria and allow them to continue receiving Medicaid funding.

• Note on Heightened Scrutiny- State Process



Employment



Transition to Competitive Integrated 
Employment Act

• Eliminates 14c
• Grant funding to states
• Providers can also apply 



DSP Turnover

• The NCI average was 45.5%. (NCI). Almost half 
the people working with people with I/DD in 
2016 left them. 

• This impacts the whole system, how can we 
move forward?



HCBS Infrastructure Act



Education

• Full funding for Individuals with Disabilities Education Act (IDEA)
– Keep Our Promise to America’s Children and Teachers (PACT) Act (S.1172 / 

H.R.2315)
– IDEA Full Funding Act (S.866/H.R.1878)

• Keeping All Students Safe Act (KASSA) (S.3626 / H.R.7124) 
– The bill limits the use of restraints and bans the practice of seclusion for 

any school receiving federal funds. The bill would also better train school 
personnel to address challenging behavior with evidence-based strategies

• Private School Vouchers 



Universal Healthcare 



3 UHC bills introduced this 
Congress

● House Medicare For All (Jayapal HR 1384)
● Senate Medicare For All (Sanders S.1129)
● Medicaid For America (DeLauro HR 2452)



No expectation of passage this 
Congress

Our goals are to:

● Make sure the disability community is involved in health 
reform discussions from the start

● Ensure LTSS is included in any health reform package that 
moves

● Shape the conversation in the hopes  that whatever health 
reform eventually passes will help, not harm, the disability 
community



Things we’re thinking about

● These bills are all variants on Medicare 
For All

● They all change Medicare
● What kinds of changes are they making? 

Are they fixing the many problems the 
disability community is familiar with?

● Why not Medicaid?



What do these bills have in common?

● All of the bills dramatically expand the scope of 
benefits covered by Medicare and try to build off 
the ACA

● All of the bills eliminate the SSDI waiting period and 
other eligibility barriers to Medicare

● All of the bills try to reduce patient costs
● All of the bills include HCBS w/out income or asset 

limits and with expanded eligibility criteria



Next steps

There isn’t a clear winner. 
We have two years for a robust debate.

All of the bills have problems.



Institutional Bias



Questions?

Feel free to contact me:

Jorwic@thearc.org

mailto:Jorwic@thearc.org
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