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CHRIL	at	the	University	of	Kansas	Institute	for	Health	&	Disability	Policy	Studies	
Consumer	Messages	to	Policymakers	
	 On	the	2018	National	Survey	on	Health	Reform	and	Disability	(NSHRD)1	and	during	national	telephone	interviews	in	
2019,	consumers	with	disabilities	were	asked	about	their	experiences	with	health	care	services	and	insurance.	At	the	end	of	
each	interview	and	as	the	final	question	on	the	NSHRD,	participants	were	asked:	“What	would	you	tell	policymakers	about	
access	to	health	insurance	and	health	care	services	for	people	with	disabilities?”	The	quotes	provided	below	are	a	selection	of	
responses	to	this	question.	
Importance of Health Insurance Coverage for People with Disabilities 

“Health is a human right, and…no one’s life is worth more than another. Just like you need water to live and food to live, you need 
health care. Because one person is more medically complicated than another does not mean that they have less of a right to it 
and have to go bankrupt…all because they need medical care.” 

“I think that when it comes to Medicaid and Medicare, it’s safe to say that the people who are enacting the policies have never 
actually used those benefits themselves. I think that the first thing I would ask for them to do is to stop thinking about things 
through policies and papers and put themselves in that situation and actually physically imagine, could they live with it?” 

“The government doesn’t seem to even care…. It just seems like people are not taking it as seriously as they should, unless they 
know somebody. And I can tell you, most people will know someone who’s disabled in their lifetime…You’re doing all the things 
you think are right and all of the sudden your life can change overnight.” 

“Any lawmaker who believes that our current system of health insurance is accessible is deliberately ignoring the realities of life 
for people living in poverty or on fixed incomes. True access means that all citizens, regardless of their ability to pay, have access 
to the same range of services. Like water and an unpolluted environment, health services are essential to ‘life, liberty, and the 
pursuit of happiness.’” 

“You [policymakers] give us grief for not getting our needs met with the level of vigilance you think we owe you, but being 
chronically ill is a full-time job. I probably spend more hours accessing care, while sick, than your average policymaker spends 
making policy. I get $600/month to live on. You couldn't do it. But I have to.” 

“Give us the supports to live in the community, because that’s cheaper than living in an institution and it [gives] dignity.” 

“It’s hard for neurotypicals to figure some of this stuff out. How do you expect someone like me who doesn’t always understand 
this world and how it works, how do you expect people like me to navigate this system?” 
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Health Insurance & Employment 

“I get very angry when I hear politicians go on about how people don’t want to work, so they’re just wanting to get this deal, and 
that doesn’t give them an incentive to be full-time….I want to work full-time.” 

“For everybody in the population, the fact that insurance is so tied to employment is problematic or at least frustrating. And 
certainly for people with disabilities, it’s a whole other level because so many of us can’t work, or like myself can work now but 
I’m not sure exactly how things will play out in the future.” 

“One of the reasons I do not have health care is that the governor of my state refused the Medicaid expansion. I cannot get 
insurance through my husband's employer because the cost for adding me raises our premium from $0 for just my husband to 
$750 every two weeks for me. This is half of his salary. If I could receive the medical care I need, I might be able to work part-time, 
which would change my life significantly.” 

“While I would love to go back to work and become a participating part of society, I cannot do so. Most of us don't like not 
working, we're not trying to milk the system and we darn sure are not getting rich being disabled….I can't even work part-time 
because I'd lose my employer-sponsored disability and therefore insurance, that insurance keeps us from facing bankruptcy.” 

Health Insurance & Pre-Existing Conditions 

“Please, please let policymakers know that we need access to health insurance—do not end the Affordable Care Act or the 
subsidy for our health insurance premiums. Because I had breast cancer last year, I am uninsurable through private insurance and 
my employer no longer offers health coverage because they cannot afford it. The Affordable Care Act is the only way I am able to 
get health insurance coverage.” 

“I changed jobs—and left work I was passionate about—because I feared changes to the ACA. My preexisting condition label is 
more disabling to me than my disability.” 

“I live in terror that the provision for people with pre-existing conditions will be eliminated. With my medical history, it would be 
nearly impossible to get insurance if I could be denied based on a pre-existing condition.” 

“I would have died without the Affordable Care Act. Before the pre-existing condition clause went into effect, I paid $850 a month 
for health insurance and the company denied every claim due to my pre-existing health condition, so I also paid all of my health 
care out-of-pocket in addition to the $850 monthly premium.” 

 


