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My Care Stories



Disability and Labor- Tension and Strength 



For People with Disabilities–How Far We’ve Come

● A safe place for people to go during the day.

● A place for people to go to learn daily living skills.

● A place for people to go to prepare for work.

● A place for people to go to work with others who have disabilities.

● Support for people to work in the community.

● Support for people with disabilities to choose and prosper in community jobs.



Disability Rights History 

● People with Disabilities forced into dependency.

● Others speak for them, label them, and while often with the best intentions –

generally don’t view individuals with disabilities as deserving direct 

participation.



A New Vision-Nothing About Us Without Us 

● Self Advocacy and Individual Empowerment through inclusion in the political 

process.

● Independent Living, Equal Rights and Access to ensure full citizenship and 

progressive participation in every facet of society.



Disability Rights Movement

● Struggle to gain full citizenship, seat at the table 

● Demand for equality, independence, autonomy, access to public life, access 
to the community 

● Integration, ongoing battle 

● Policies by not policies for 



Policies that Matter to PWD

1935—Social Security Act creates a national insurance system for people 

who are elderly; establishes a federal-state unemployment insurance program; 

grants aid to states on a matching basis for dependent mothers and children, 

people with disabilities, and people who are blind; and supports public health 

services.



Medicaid 

1965—The Social Security Act of 1965 established the Medicare and 

Medicaid programs under Titles XVIII and Title XIX. The initial purpose of 

Title XIX was to improve access to and the quality of medical care for all 

low-income people and did not provide services solely based on 

disability.  States were required to provide certain services to individuals 

who were categorically needy; states could offer optional services and 

choose to cover individuals who were medically needy. 



Education 

● 1975—The Education for Handicapped Children Act mandates that 

public schools provide students with disabilities a “free appropriate public 

education” (FAPE) in the “least restrictive environment.”  The Act requires 

educators to develop an “individual education plan” (IEP) for each child 

receiving special education services.  Part B of the Act provides federal 

financial 



Home and Community

1981—The Omnibus Budget Reconciliation Act authorizes 

Medicaid to waive certain federal requirements so

that states can provide personal care and other home and 

community-based services to individuals who would otherwise 

receive care in an institutional setting.

Creation of HCBS Waivers



Demonstration for Accessibility



Americans with Disabilities Act

● The Americans with Disabilities Act of 1990 (ADA) is 
the most significant civil rights legislation to be 
enacted by Congress since the Civil Rights Act of 
1964. 

● The ADA makes it illegal to discriminate against 
anyone who has a mental or physical disability in the 
area of employment, public services, transportation, 
public accommodations and telecommunications. 



The Politics of Disability

● Disability issues are non-partisan

● Policy advancements have occurred with the leadership of both parties

● Policy arguments may vary (rights based advocacy vs. fiscal arguments) 

● Disability is a part of every community, and every policy issue, which is why 



Coalitions 

Disability groups must partner across 

movements to build power 



The Caring Majority

National

105 million unpaid family caregivers

95 million older adults (65 and over) by 

2060

33 million households with young children

Nearly 5 million direct care workers

Direct Care Workers

● 2.2 M domestic workers (nannies, house 
cleaners, caregivers working in private 
homes) 

● 4.6 M direct care workers  

● 2.4 M personal care aide, home 
health aide, CNAs= “home care”

● Overwhelmingly women, over half are 
women of color, over a third are 
immigrants 
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● Founded & directed by Caring Across Generations;

● Coalition-based campaign working to secure investments in the care 

infrastructure through advocacy, power-building, and narrative change 

strategies;



A Strong American Care Infrastructure

● Affordable, quality child care

● Affordable, quality aging and disability care 

● Paid family and medical leave for all

● Family-sustaining jobs for care workers



Disability and Aging Collaborative– Current Moment

● Disability groups led in 2017 in the defense of Medicaid  

● Broader understanding of all of the populations that Medicaid impacts 

● Medicaid as a bridge with groups working in other areas 

● Defend an imperfect program to build power for the future systems we need 
to see. 



Medicaid as a Connector of Issues–

● Children with disabilities grow up at home, with their families.

● Older adults and disabled people have the support they need 
to live and age with dignity in their homes and communities.

● Direct care workers have coverage for their own health needs.

● Family caregivers get support they need to take care of their 
loved ones and keep their jobs. 

● Millions of kids receive the health care they need.

● Birthing parents receive postpartum care

● More people survive cancer.

● Rural hospitals stay open.

● Millions of people stay healthy 







Medicaid is popular

● 82% of adults - including 67% of Republicans - oppose cuts to 

Medicaid spending.

● 77% of adults hold a favorable view of Medicaid - including 64% 

of Republicans.

● 66% of adults say they, a family member, or close friend have 

been covered by Medicaid



From Defense to Offense 

● In protecting programs we have an opportunity to show everyone who 
benefits from them. 

● Disability groups working collectively with groups NOT currently thinking 
about disability will now have allies to turn to, ensuring better future actions 

● All issues are disability issues 

● People with disabilities have diverse viewpoints and so we need to have 
diverse policy solutions. 
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