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The Disability Policy Collaboration is a public policy partnership of The Arc and United Cerebral Palsy (UCP).  The Arc is a membership organization of over 700 state and local chapters made up of people with intellectual, developmental and other disabilities, their families, friends, interested citizens and professionals. UCP is an organization that provides services and advocacy to people with disabilities through a nationwide network of nearly 100 organizations. The Arc and UCP have represented individuals with the most significant disabilities for over 60 years.  Both organizations are founders of and leaders in the Consortium for Citizens with Disabilities (CCD), a coalition of over 100 national disability organizations.
We commend the Health Information Technology Policy Committee (HITPC) Meaningful Use Workgroup (workgroup) for including questions concerning access to health information technology for people with disabilities as it prepares recommendations for Stage 2 meaningful use objectives.  Accessible HIT will facilitate meaningful use of electronic health records (EHRs) by providers and by consumers who have disabilities.  We believe that the Meaningful Use Workgroup must send a signal to industry that EHR technologies must be accessible to people with disabilities.

In its request, HITPC emphasized that the RFC “solely represents the preliminary thinking” of its Meaningful Use Workgroup.  The Arc and UCP strongly urge the policy committee to include accessibility standards as part of its final recommendation to the Department of Health and Human Services concerning stage 2 meaningful use criteria.  It would have been prudent to include accessibility in the stage 1 objectives so that accessiblity could have been built into EHR technologies upfront negating the need for retrofitting once systems have been built.  We believe that including accessibility standards in the stage 2 meaningful use criteria is critically important in order to obviate the need for even more costly and difficult retrofitting of systems.
The following comments pertain to specific portions of the RFC:

C. Proposed MU Objectives and Measures for Stages 2 and 3  
The workgroup organized its matrix of objectives and measures into four health outcome priorities   The Arc and UCP believe that accessible health information technology will be required in order to accomplish each of the four outcomes.  Requiring HIT to be accessible to people with disabilities will influence each and every proposed stage 2 objective under every outcome priority.  In order to ensure “meaningful use” of EHRs, health care providers with disabilities and patients with disabilities must be able to get at and use the technology.
HIT accessibility is a critical component of all four health outcome priorities. Each objective under the priority “Engage Patients and Families in Their Care” is predicated on patient access to their health information.  In order for people with disabilities to have electronic copies of their health information, to avail themselves of specific educational resources online, to obtain results of follow-up tests, and to filter and organize their health information, that information must be accessible. For example, HIT in current iterations is not readily accessible to people who are blind, have limited visual acuity, have cognitive disabilities or who have limited manual dexterity, for example. 

The health outcome priorities depend on enticing patients to use EHRs. In order to entice patients with disabilities to use EHRs, they must be able to access the technology.
D. Additional Specific Questions for Public Comment
2. For patient/family access to personal health information, what standards should exist regarding accessibility for people with disabilities (e.g., interoperability with assistive technologies to support those with hearing, visual, speech, or mobile impairments)? 

All facets of health information technology must be accessible to people with disabilities.  Patients with disabilities and families with members who have disabilities may be especially interested in taking advantage of electronic health information.  Frequently, people with disabilities have numerous health care providers involved in their healthcare.  Being able to coordinate all of the information and have it available in one accessible location would be extremely beneficial.  Accessible health information technology could also contribute to improved health outcomes for people with disabilities.  The Department of Justice and the US Access Board currently are working on developing standards for web accessibility.  We would encourage HITPC to coordinate its accessibility standards with these two agencies with the goal of developing one common set of standards for accessibility.  
3. What strategies should be used to ensure that barriers to patient access – whether secondary to limited internet access, low health literacy and/or disability – are appropriately addressed? 

Addressing the barrier to patient access that is due to accessibility can be addressed by making health information technology accessibility a requirement.  Low health literacy is a barrier that many face and will require multi-faceted, multi-partner responses.  The education system, social services, the non-profit sector, the health information technology sector, and the healthcare provider system have roles in addressing healthcare literacy.  Healthcare providers can strive to use plain and clear language that is more easily understood by everyday people.  Many low-literacy technology users benefit from disability-related access features.  Barriers caused by limited internet access can be addressed by creating portals to healthcare information that can be entered in public settings, such as libraries, schools, community centers, etc. 
7. In stage 1, as an optional menu objective, the presence of an advance directive should be recorded for over 50% of patients 65 years of age or older. We propose making this objective required and to include the results of the advance-directive discussion, if available. We invite public comment on this proposal, or to offer suggestions for alternative criteria in this area. 

The Arc and UCP support patients having the option of including information about patient-centered and patient-preferred end of life care as a meaningful use criterion.  Some professionals believe that advance directives are not used widely and do not achieve meaningful outcomes.  Others do not believe that they are the optimal tool for eliciting patients’ wishes for the care they want at the end of their lives.  Thus, we would recommend that language other than “advance directive” be used, such as “preferences for end of life care.”  
9. What additional meaningful-use criteria could be applied to stimulate robust information exchange? 

The Arc and UCP urge the HITPC to include accessibility standards as required meaningful use criteria.  Industry needs to be informed as quickly as feasible that people with disabilities expect electronic health information to be accessible based on their understanding of the requirements of federal statutes (for example, the Americans with Disabilities Act and Section 504 of the Rehabilitation Act of 1973).  Building systems for exchange of health information and then going back to retrofit or make those systems accessible is needlessly time-consuming and costly.  Failure to provide accessible technology information unfairly locks a significant segment of the population out of the electronic health information revolution. 
Meaningful use criteria must ensure that technologies for medical records are designed, developed, and customized so that persons with disabilities—including persons with cognitive, vision, speech, mobility and hearing disabilities—enjoy the same functionally equivalent access to, usability of, and control over their medical records as persons without disabilities.
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