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Repeal/Replacement of the Affordable Care Act 

Congress is currently working on legislation to substantially change the Affordable Care 
Act (ACA).  The UMDF is greatly concerned by many of the proposals under 
consideration.  Many who suffer with mitochondrial disease have historically 
experienced difficulties obtaining affordable health care coverage.  The 
requirements of the ACA regarding robust coverage of those with pre-existing 
conditions under family, individual and small group plans has been particularly 
important.   

UMDF’s preference would be to leave the ACA’s current coverage scheme in place and 
work on sensible modifications to address premiums, coverage and other issues.  
However, if Congress and the President are to make more dramatic changes, they must 
do so in a responsible way that adheres to certain principles, including:  

 Policies sold in the individual and small business market must provide guaranteed, 
non-discriminatory access at standard rates to individuals with pre-existing 
conditions. 

 Insurance policies should provide adequate and comprehensive coverage, without 
lifetime or annual limits. 

 The option for parents to keep their children on the family policy up to age 26 
should be preserved. 

 Incentives for State Medicaid plans to cover adults with comprehensive benefits 
should be preserved.  

The House-passed health care legislation, the American Health Care Act (AHCA) does 
not adhere to these principles.  Among other concerns: 

AHCA would allow states to secure a waiver in order to authorize medical underwriting in 
the individual market for those who incur a break in coverage of more than 63 days.   While 
this provision is apparently intended to create an incentive for individuals to maintain 
continuous coverage, it overlooks the fact that individuals who have made a good faith 
effort to retain coverage can nonetheless suffer a break in coverage despite their best 
efforts.  A return to medical underwriting would jeopardize the ability of individuals with 
pre-existing conditions such as mitochondrial disease to obtain coverage at reasonable 
rates.  And the supplemental funding streams in the AHCA for high risk pools and related 
interventions are grossly insufficient to mitigate this problem.  

AHCA would also allow states to waive federal requirements that health insurance 
products cover defined essential health benefits.  There are no apparent limitations to 
how a state could choose to redefine minimum coverage.  This raises the concern that 
medically-necessary treatment interventions for persons with mitochondrial disease – 
such as nutrition therapies – could be left uncovered.  
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AHCA would present great difficulty for lower income persons.  It would rapidly reduce 
federal Medicaid funds for many “expansion” adults now covered by Medicaid, and the 
scheme of tax credits is wholly insufficient to the expected premium costs for many low-
income persons, including especially older low-income adults.  Many individuals afflicted 
by mitochondrial disease fall into this demographic.   


