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Whatôs Next?  Whatôs Missing?  

Future Needs for Health Reform 

for Children with Disabilities



Federal Health Reform

ÅThe Patient Protection and 

Affordable Care (PPAC) Act 

(P.L. 111-148; signed into law on 

March 23, 2010)

ÅHealth Care and Education 

Reconciliation Act of 2010 

(P.L. 111-152; signed into law on 

March 30, 2010)

ÅKaiser Family Foundation summary 

and implementation timeline 

available at: 

http://www.kff.org/healthreform/

http://www.kff.org/healthreform/




Now What?

ÅThe public and 

professionals are 

confused about what 

was ñreformed.ò

ÅThe bill is complex and 

comprehensive.

ÅUnrealistic 

expectations for 

change abound.

Persistent Questions

1. Why was (and is) reform 

necessary?

2. What is going to change 

because of health reform?

3. How will reform affect me 

and my health care?



Why Was (and Is) Reform 

Necessary?
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Actual and Projected National Health Expenditures as 
Percent of Gross Domestic Product (GDP), United States, 

2003-2018
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16.2%

20.3%

Source:  Centers for Medicare and Medicaid Services, Retrieved March 12, 2009

http://www.cms.hhs.gov/NationalHealthExpendData/01_Overview.asp#TopOfPage

http://www.cms.hhs.gov/NationalHealthExpendData/01_Overview.asp


National Health Care Spending

Per Capita Health Expenditures
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Actual and Projected National Health Expenditures Per 
Capita, 

United States, 2003-2018
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Projected

$7,420.80 

Source:  Centers for Medicare and Medicaid Services, Retrieved March 12, 2009:

http://www.cms.hhs.gov/NationalHealthExpendData/01_Overview.asp#TopOfPage

$13,100.30 

http://www.cms.hhs.gov/NationalHealthExpendData/01_Overview.asp


Implications of Rising 

Health Care Costs

Å Health insurance premiums are increasing.

Å Employersô health care expenditures are increasing.

Å As employersô health care costs increase, businesses are shifting 
these costs to their employees:

üHigher co-pays, deductibles, and premiums

üFewer covered services

üDropping Coverage

Å Rising numbers of uninsured.

Å Rising number of underinsured.

Å People without insurance still need care, and the cost of this care 
is covered through ñcost shiftingò and underfunded, public 
financing programs.



Whatôs Behind the Rising Tide of 

Healthcare Costs?

1. Administrative inefficiencies 

2. High healthcare prices 

3. High healthcare utilization



Administrative Inefficiencies

ÅEstimates of the administrative costs vary, but 

researchers generally agree that it costs more to 

manage our health care system than other countries.

ÅEstimates range from 3% to 30% of each health care 

dollar is spent on administrative- related costs

ÅFactors contributing to high administrative costs:

üHighly fragmented system

üComplex billing systems 

üLower rate of Health IT uptake

üMarketing and underwriting 



High Healthcare Prices

Å Factors Contributing 

to High Prices

üñCost shiftingò

ü Imbalanced, 

inefficient 

competition

üEmphasis on high 

tech/specialty care

üLack of 

transparent pricing 



High Healthcare Utilization
Å Both demand- and supply-side forces are promoting high rates of 

utilization, particularly utilization of more expensive forms of care

Å Demand-side drivers include:

ü ñUnhealthyò population increases need for health care

ü Cultural belief systems that 

Ápromote ñhigh-techò (specialty) over ñhigh-touchò (primary care)

Áacute sick-care versus management of personal health

Áencourage unhealthy behaviors

Å Supply-side drivers include:

ü Poor care coordination; provider-to-provider communication

ü Concerns about malpractice that promote inappropriate, unnecessary 

utilization

ü Cultural beliefs that promote ñheroicò and sometimes unnecessary care

ü Poorly regulated markets 



What is going to change 

because of health reform?



Some General Persistent 

Concerns and Worries

ÅThis is not a form of socialized medicine.

ÅFor the majority of Americans who have health 

insurance through their employers, very little will 

change.

ÅThese changes will be phased in over the next 3 to 5 

years; the full impact of the reforms will not be 

observable for another decade.

ÅThe core structure and many of the operating 

principles of our health care system will not change.



Key Provisions in the 

Health Reform Law

ÅIndividual and Employer Mandates

ÅExpansion of Public Programs 

(Medicaid/CHIP)

ÅState/Regional Health Insurance 

Exchanges for Individuals and Businesses

ÅNew Federal Regulations for Health 

Insurers



Key Provisions in the 

Health Reform Law (cont.)

ÅEstablishment of Essential Benefits 

Package

ÅNew Taxes

ÅImprove Administrative Efficiency/Health 

System Performance

ÅQuality Improvement

ÅPrevention and Wellness

ÅCLASS Act



How will reform affect children 

and adults with disabilities 

and their health care?



Most experts agree that The Patient Protection 

and Affordable Care Act is a very positive step 

for people with disabilities.

ÅNo more discrimination on the basis of pre-

existing conditions

ÅNo life time caps on benefits

ÅIncreased access to home and community based 

services

ÅMental health services are covered in the basic 

benefit package



CAUTION

Health reform is a work in progress!

Å The new law makes 

several changes that 

should benefit people with 

disabilities.

Å State and federal officials 

are developing specific 

implementation strategies.

Å There is still a need and  

many opportunities for 

people with disabilities to 

ensure their full 

participation in the system.



Issue #1:  Access to Health Care 

Under the PPAC

ÅPeople who are working (making more than 133% FPL):

üPrivate Insurance

üHigh Risk Pool

üMedicare (If you qualify for SSDI)

ÅPeople who are not working or earning less than 133% 

FPL

üMedicaid

üHigh Risk Pool

üMedicare (if you qualify for SSDI)



Health Care Options for People with 

Disabilities Under the PPAC
Insurance 

Options

Medicaid Medicare High Risk 

Pool

Private 

Insurance

Health 

Qualifications

Have a chronic 

condition or 

disability

Have a chronic 

condition or 

disability

Have a chronic 

condition or 

disability

None

Income 

Eligibility

Income less 

than 133% FPL

Qualify for SSDI Afford the 

premium 

(undetermined)

Afford the 

premium 

(variable)

Benefits Comprehensive

health benefits, 

possible access 

to community 

living supports

Comprehensive 

health benefits

exceeding 

Medicaid

Unknown (will 

meet or 

exceed 

minimum 

benefit 

package)

Variable 

(will meet 

or exceed 

minimum 

benefit 

package



A Roadmap to Health Care for 

People with Disabilities

Dou you earn at 

least 133% 

FPL?

Medicaid/ 

Waivers

Do you qualify for 

SSDI and 

Medicare?

Medicare 

and 

Medicaid

Does your 

employer 

offer 

insurance?

Private 

Insurance

Can you find 

affordable 

insurance 

through the 

exchange?

Private

Insurance

High Risk 

Pool



Issue #2: Access to Home and Community 

Based Services for People with Low Incomes

ÅCurrent Law:

üMedicaid waivers allow people with disabilities who meet the 

diagnostic criteria and qualify for Medicaid to receive home and 

community based services

ÅPPAC:

üCreates the Community First Choice Option-provides waiver-like 

services for those with Medicaid

ÅSignificant Concerns:

üStates must choose to participate in the program



State Choices in Providing Home and Community Based 

Services for People with Disabilities

ÅMedicaid Waivers
ü Provides services for people with disabilities needing an institutional level 

of care to live in the community

ÁStates approve number of ñslotsò available

ÁStates can cap the amount of services provided statewide

ü States receive partial federal funding based on the Federal Medical 

Assistance Percentage (FMAP) rate

Á Indiana 65.93 (76.15 enhanced)

ÅCommunity First Choice Option
ü Provides services for people with disabilities needing an institutional level 

of care to live in the community

ÁNo limit on the number of enrollees

ÁNo limit on the amount of services provided

ü State would receive a 6 percentage point increase to FMAP



Issue #3:  Access to Home and 

Community Based Services for  Working 

Adults with Disabilities
ÅCurrent Law:

üMedicaid waivers are available, but consumers must meet 

Medicaid guidelines and wait on a long (10 year) waiting list

ÅPPAC:

üEstablishes the Community Living Assistance Services and 

Supports (CLASS) Act-Voluntary program that covers community 

living services for people with disabilities (payable after 5 years of 

premium contributions)

ÅSpecific Concerns

üProgram is only available for working adults

üAccounts are only payable after 5 years of premium contribution 

(2016 minimum)



Home and Community Support Services for 

People with Disabilities

Community Living 

Assistance Supports and 

Services Act (CLASS Act)

Community First 

Choice Option

Medicaid Waivers

Eligibility Voluntary program for 

working adults-must have 

paid premium 

(undetermined) for five 

years

Available to all 

Medicaid recipients

Available on a limited basis 

to Medicaid recipients who 

fall into one of the five 

waiver categories

Benefit

Amount

No less than $50/day There are no 

spending limits 

There are no limits on 

individual spending, but 

there are caps on statewide 

services

Services 

Include

Non-medical services

needed to maintain 

community residence

Comprehensive daily 

living assistance

Home and community 

based services needed to 

avoid institutionalization



A Roadmap to Community Living and 

Supports for People with Disabilities

Do you earn 

more than 

133% FPL?

Did your state 

opt in to the 

Community First 

Choice 

program?

Community 

First Choice

Medicaid 

Waivers

Community Living 

Assistance 

Supports and 

Services Act 

(CLASS)



Issue #4:  Coverage for Durable 

Medical Equipment, Prosthetics, and 

Supplies (DMEPOS)

ÅThe Current Law:

üMedicaid and Medicare cover DMEPOS, but have caps on 

spending

ÅPPAC:

üThe current language specifies coverage for ñrehabilitative and 

habilitative services and devicesò

ÅSpecific Concerns:

üExperts believe they are covered, but are not specified in the 

provision

üThe provision would be stronger if it specifically included DMEPOS



Issue #5:  Increased Cost of DMEPOS

ÅCurrent Law:

üCurrent law imposes no additional taxes on DMEPOS

ÅPPAC:

üThe law imposes a 20% excise tax on durable 

medical equipment to offset reform costs

ÅSpecific Concerns:

üThis additional cost to suppliers will be pushed down 

to consumers

üThe new tax may reduce DMEPOS innovation



Issue #6:  Accessible Medical 

Diagnostic Equipment

ÅCurrent Law:

üThe ADA requires them to be accessible, but does not 

layout specific guidelines

ÅPPAC:

üThe FDA and the US Access Board have two years to 

release guidelines for the accessibility of diagnostic 

equipment

ÅSpecific Concerns:

üMedical devise manufacturers are expected to push 

back if significant design changes are required



Issue #7:  Purchasing Power 

Wheel Chairs Through Medicare

ÅCurrent Law:

üMedicare recipients have the option to purchase their power 

wheelchairs giving them the opportunity to have them personally 

fitted

ÅPPAC:

üpower chairs will be rented for the first 12 months

ÁMedicaid will pay 80% of the rental cost

ÁRecipients can purchase after

ÅSpecific Concerns:

üWith purchasing, suppliers are willing to bear the cost of 

customization 

üThey may not be as willing with rentals



Issue #8:  Availability of 

Well-Trained Health Care Providers

ÅCurrent Law:

üThere is no law addressing the shortage and under training of 

primary care , mental health and addiction, and allied health care 

workers

ÅPPAC:

üThe law requires medical students to receive disability awareness 

training to address the health disparities for people with disabilities

ÅSpecific Concerns:

üThe law does not address the number of workers in the system

üTraining for the current workforce is not covered

üThere is no new funding available for training



Issue #9:  Access to 

Workplace Wellness Programs

ÅCurrent Law:

üWorkplace wellness programs exist, but there is no federal funding 

to support health insurance premium based incentives

ÅPPAC:

üGrants will be available for businesses to provide wellness 

programs that have incentives linked to reduced insurance 

premiums

ÅSpecific Concerns:

üPrograms may be designed around exercise or other activities that 

could be a barrier for people with disabilities



Issue #10:  Access to Mental 

Health Services for People with 

Sensory Disabilities
ÅCurrent Law:

üSign language interpreting services are limited in many 

communities

üMany clinicians have not be trained in ways to treat people with 

Autism

ÅPPAC:

üThe new legislation does not include any stipulations requiring 

programmatic accessibility for mental health services

ÅSpecific Concerns:

üCommunication disabilities (autism, deafness, etc.) often cause 

misdiagnosis by improperly trained mental health workers



Some Significant Concerns Not

Directly Addressed in the PPAC

1. Systems integration and Funding Silos

ü Federal versus state authority/responsibility

ü Poor coordination of services

2. The importance of social/supportive services:  

evidence indicates that access to these ñnon-

medicalò services can improve health outcomes

ü Supported Employment

ü Supported Education



The Elephant in the Room

ÅThe real challenge will be 

cost containment!

üSociety needs to become 

more conscientious about 

its healthcare usage

üThere are limited health 

care resources for a 

growing population



Conclusion

ÅExperts agree that The Patient Protection and 

Affordable Care Act is a generally positive step for 

people with disabilities.

ÅPeople with disabilities and their families need to 

vigilant in advocating for full inclusion as federal 

and state officials develop the rules and 

regulations that will guide the implementation of 

the new law.



References/Resources
Å ADAPT

ü www.adapt.org

Å American Association of People in Supported Employment

ü www.apse.org

Å The Disability Coalition on Healthcare Reform

ü http://www.paraquad.org/Policy/HealthcareReform.html

Å The Disability Policy Collaboration

ü www.thearc.org

Å Family Voices

ü www.familyvoices.org

Å The Kaiser Family Foundation-PPAC Summary

ü http://www.kff.org/healthreform/8061.cfm

Å The National Association of the Deaf

ü www.nad.org

Å The National Spinal Cord Injury Association

ü www.spinalcord.org
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QUESTIONS?  

COMMENTS?


