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January 29, 2016 

 

The Honorable Lamar Alexander   The Honorable Patty Murray 

Chairman, Senate HELP Committee   Ranking Member, Senate HELP Committee 

United States Senate     United States Senate  

Washington, D.C. 20510    Washington, D.C. 20510 

 

Re: HELP Health IT Bipartisan Staff Discussion Draft 

 

Dear Chairman Alexander and Ranking Member Murray:  

 

Thank you for the opportunity to comment on the Senate HELP Committee’s discussion draft of 

health IT legislation. We appreciate your continued focus on ensuring that health IT is 

maximizing its potential to improve patient care – both for providers delivering care, and patients 

receiving care. 

 

We particularly appreciate your commitment to enhancing the ability of patients (and family 

caregivers, as appropriate) to electronically access and use their health information.  These 

efforts are critical to prepare for an effective transition into new models of payment and delivery 

in 2018 (e.g., under the Medicare Access and CHIP Reauthorization Act [MACRA]). Patients 

cannot possibly be active partners in care, effectively set or achieve health goals and treatment 

plans, or make informed decisions about high-value providers without accessible, electronic 

information about their health and health care. At the same time, providers cannot succeed under 

new models of care without activated and engaged patients.  Data from a 2014 National 

Partnership for Women & Families’ survey clearly show that online access has a positive impact 

on a wide range of activities that are essential to better care and improved health outcomes, 

including knowledge of health and ability to communicate with providers.1  

 

However, the emphasis on provider burden in providing patients access to their health 

information (apparent in Sections 2 and 7) does not adequately weigh the longstanding and 

prevalent burden on patients to access and use copies of their own health information. Moreover, 

the resulting dissonance in the draft—using a variety of mechanisms to promote patients’ access 

while simultaneously characterizing it as a burden on providers—is confusing and could estrange 

                                                

1 National Partnership for Women & Families, Engaging Patients and Families: How Consumers Value and Use Health IT, p. 29 

(Dec. 2014), available at http://www.nationalpartnership.org/research-library/healthcare/HIT/engaging-patients-and-families.pdf. 



2 

 

the consumer community. Therefore, we urge the Committee to consider burdens on both the 

patient and provider in the context of benefits, reflecting the full spectrum of priorities and needs 

regarding access, exchange and use of electronic health information to better manage care and 

improve health outcomes.   

 

Early feedback from our GetMyHealthData campaign has illuminated the numerous barriers that 

individuals face in accessing and using their electronic health data.2 Consumers navigate a 

complex and confusing, time-consuming and costly process to request their digital health data 

under the traditional HIPAA records request process.  Many providers do not fully understand 

the “new” rights patients have to their health data electronically, and lack workflows to 

effectively respond to patient requests, much less offer the data consumers want and need. Most 

strikingly, a wide range of fees poses significant barriers for many patients.  As a whole, the 

culture of health care continues to be more about guarding data than sharing it. In our 

comments, we offer suggestions to address these and other barriers to patient access to 

electronic health information, including eliminating fees and enhancing provider 

education. 

 

If you have any questions about our recommendations, please contact Mark Savage, Director of 

Health IT Policy and Programs, at msavage@nationalpartnership.org or (202) 986-2600.  

 

Sincerely,  

 
Mark Savage 

Director of Health IT Policy and Programs 

 

 

 

 

 

 

 

 

 

                                                

2 GetMyHealthData is a national campaign, coordinated by the National Partnership for Women & Families, in partnership with 

AHIMA, Amida, Alliance for Nursing Informatics, Code for America, Flip the Clinic, the Genetic Alliance, Health Data Consortium, NATE, and 

other individual thought leaders/experts. The campaign helps patients gain access to their health information in electronic, computable formats, 
offers educational resources to patients and providers, and advocates for advancements in policy and practice. 

mailto:msavage@nationalpartnership.org
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Enhance Policies to Promote Access: 

We greatly appreciate the draft’s focus on promoting patients’ electronic access in a single, 

longitudinal format that is easy to understand, secure, and may update such information 

automatically (Section 7. Empowering Patients and Improving Patient Access to their Electronic 

Health Information).  

 

Longitudinal Format: The Committee takes significant steps forward by promoting electronic 

access in a single, longitudinal format (Section 7(a)). Enhancing individuals’ ability to compile 

and view their health information from multiple providers and settings of care into a single 

source is critical for providing patients an accurate and comprehensive view of their health.  This 

type of access can potentially alleviate the significant burden patients face in accessing and 

gathering information from numerous portals for different health providers and encounters.  

 

Automatic Updates: Similarly visionary is the call for automatic information updates, whereby 

a provider could transmit, in an automated fashion, any changes or updates to an individual’s 

health information to another location of the individual’s choosing (e.g., from a provider’s 

Electronic Health Record (EHR) to a patient’s chosen application or platform (i.e., mobile app, a 

PHR, or another type of intermediary)).  Such ongoing data feeds would likely replace much of 

the need for patient “requests” for their records, since records would be continuously updated in 

one place, automatically, for patients who chose this option.  Furthermore, this approach may 

limit provider burden and continue to mitigate the unintended consequence of patients having to 

manage information using multiple portals that do not connect to each other.   

 

However, what is missing from this commitment to enhance individual access and use of 

patient electronic health information are provisions restricting fees for patient access.  

Charging fees for patient access to electronic health information is a major barrier to patients 

successfully using longitudinal health information in a computable format.  While HIPAA allows 

“per page” fees for paper medical records, we believe patients should not be charged fees for 

access to their electronic data, and certainly not the “per page” fees as we see today. If providers 

are no longer allowed to charge fees, the market will find and introduce efficiencies to make 

access more convenient for both patients and providers. 

 

 RECOMMENDATION: Provide for the first annual copy of a patient’s health 

information at no charge. That should include both paper and electronic health 

information, as the patient prefers.  The Committee could consider limiting the free first 

copy to any health care delivered in the past five years, and it could also say that there 

should be no fees for any data produced and delivered electronically.   

 

Furthermore, we call for changes to the draft’s definition of information blocking and 

interoperability to explicitly include consumers as users and address operational and technical 

barriers that impact their ability to send, receive, find and use their health data.   
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Section 4. Information Blocking 

RECOMMENDATIONS:  

 Include patient access in the definition of information blocking as follows: “with respect 

to health care providers, the person or entity knowingly and unreasonably restricts 

electronic health information exchange to patients, families or for patient care…” (page 

22, line 17).  
 Direct the Secretary to identify actions that meet the definition of information blocking 

“with respect to health care providers, including what constitutes information blocking 

in patient access to electronic health information in a computable format” (page 23, 

lines 4-6).  

 

Section 5. Interoperability 

 RECOMMENDATION: Include patients and consumers in the definition of 

interoperability as “users” of health information technology. For example: “[ability to 

securely exchange and use] without special effort on the part of the user, including 

patients and consumers” (page 27, line 18).  

 

In addition to ensuring that interoperability must include patient-facing health IT 

(including portals) as well as EHRs, including patients and consumers as end users 

further aligns the draft with recommendations in the Office of the National Coordinator 

for Health IT’s (ONC) Interoperability Roadmap. 

 

Section 7(c) Promoting Patient Access to Electronic Health Information Through Health 

Information Exchanges 

Some Health Information Exchanges (HIEs) are well positioned to make this kind of longitudinal 

access a reality, and will give patients more (possibly easier) options for accessing all of their 

health information in a single place.  However, not all patients are covered by HIEs, and not all 

HIEs give patients access to their health information.   

 

 RECOMMENDATION: Consider ways to leverage multiple types of technology (i.e., 

HIEs, application programming interfaces or APIs, patient portals) to successfully 

promote longitudinal and automatically updated patient access to electronic health 

information (paired with robust education and outreach efforts, see Provider Education 

recommendation for more detail). 

 

Section 7(d) Efforts to Promote Access to Health Information 

While we are encouraged to see provisions to develop policies that support dynamic technology 

solutions that promote patient access to health information, we encourage the Committee to 

specify those possible dynamic technology solutions (e.g. apps, APIs) to more effectively direct 

federal agency efforts. 

 

Additionally, as we (rightly) increase the amount of data patients are able to access and 

download, we must think about what consumers will do with this information.  Many consumers 
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will use consumer-facing apps, which are not currently covered by a privacy framework that 

would, for example, prohibit the sale of identifiable consumer health data without patient 

consent.   

 

 RECOMMENDATION: Require a 6-month study and report by ONC in consultation 

with OCR and FTC and other relevant agencies on the most appropriate methods for 

protecting consumer privacy in consumer-facing apps such as PHRs.  This should include 

evaluation of a range of options - including legislative changes, regulatory changes, and 

voluntary methods (such as a code of conduct or best practices).  The study should 

include the pros and cons of these mechanisms as well as key policies that will protect 

privacy while advancing innovation. It should also include recommending ways to 

promote the use of ONC’s Model Privacy Notice among consumer-facing apps. The 

Model Notice standardizes the format in which privacy policies are displayed, similar to a 

nutrition label (it does not dictate the policy itself, but rather provides a supplemental 

format for displaying existing policies). 

 

Section 7(e) Accessibility of Patient Records 

The National Partnership greatly appreciates the draft’s requirement that health IT certification 

criteria include those related to patient-facing health IT and the usability of those products. This 

is perhaps most apparent, and most important, in requirements supporting access in a single, 

longitudinal format that is easy to understand, secure, and automatically updated (page 61, lines 

15-19). Ensuring this technological capacity is critical to supporting the aim and subsequent 

efforts of the draft to support this enhanced access.  

 

 RECOMMENDATION: We urge the Committee to make mandatory the currently 

optional criterion to evaluate health IT’s ability to provide the patient and their authorized 

designee (as appropriate) with a complete copy of their health information from an 

electronic record in a computable format (page 13, line 24-25; page 14, line 1-2). 

Performance on this criterion is of vital importance to consumers in their use of health IT, 

as well as providers in effectively engaging patients in their care; thus, this criterion can 

serve as a key indicator of satisfaction with health IT products. We greatly appreciate that 

this criterion specifically evaluates the ability to provide patients with a complete copy of 

their health information in a computable format, as patients want and benefit most from 

the compilation of all health information in a form that they can readily use to fulfill their 

needs in an electronic environment.  

 

Reexamine the Concept of “Burden”: 

We have concerns regarding the current discussion of burden in Section 2. Assisting Doctors and 

Hospitals in Improving the Quality of Care for Patients. While we support introducing 

efficiencies into provider and patient workflows, we are alarmed that this section identifies 

activities that provide individuals access and activities related to protecting the privacy and 

security of electronic health information as possible sources of regulatory and administrative 

burden. This characterization seems in drastic contrast to subsequent provisions to promote 
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patients’ online access, and overlooks the longstanding burden on patients to securely access and 

use their health information. We urge the Committee to revisit its language and expand its 

view of “burden” to include the burden on patients when it comes to inefficient, confusing 

and complex user experiences (such as within patient portals).  

 

When it comes to considering whether certification programs, standards, and the other criteria 

listed are “burdens,” these “burdens” are neither objectively measureable (which would 

determine whether and the degree to which they are a burden), nor are they considered in 

relationship to the benefits they may have for improving care for patients.  For example, the 

“burden” associated with protecting the privacy and security of electronic health information 

may be worth the documentation effort if the benefit is preventing the public disclosure of 

patients’ sensitive personal health information.  

 

Specifically with regard to online access, providers remain one of the most trusted sources of 

information, and play a vital role in helping their patients understand what information is now 

easily accessible to them and how they can use it.  Experience from the early stages of the 

Meaningful Use program indicates that, without active physician leadership in encouraging 

patients to use online access, only a minority of patients will benefit. We encourage the 

Committee to consider activities that provide individuals access to their electronic health 

information, as well as related activities to protect the privacy and security of that information, as 

an opportunity to strengthen the provider-patient relationship, rather than a documentation 

burden. 

 

Moreover, the current construct fails to recognize that patients can play a role in alleviating this 

burden, particularly in streamlining and enhancing documentation efforts. For instance, the 

“burden” associated with collecting and incorporating patient-generated health data may be 

worth the documentation effort if the patient is helping the doctor by correcting a small or 

potentially fatal error (e.g. medication allergies) in the doctor’s electronic health record. 

 

RECOMMENDATIONS: 

 Explicitly include patients, consumers and advocates in the list of stakeholders that the 

Secretary should consult to identify sources of burden and develop a strategy and 

recommendations for addressing burden (page 2, lines 6-14).  

 Consider refocusing this section only on “documentation” burden for physicians that are 

more administrative in nature.  

 

Enhance Educational Efforts Regarding Rights and Means of Patient Access to Health 

Information: 

Policies to promote patient access must be supplemented with comprehensive and proactive 

education efforts to enhance understanding of patients’ rights to their electronic health 

information, and provider responsibilities in responding to patient requests. However, the current 
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proposals to educate providers about HIEs and issue related guidance (Section 7(c)(2)), as well 

as update the OCR website and related education initiatives (Section 7(e)(1)(B)) do not go far 

enough. OCR’s website, which already contains fact sheets, videos and other information 

about the individual right of access under HIPAA, cannot adequately address the gap 

between policy and practice.   

 

We encourage the Committee to consider a more robust education and outreach campaign to 

communicate patients’ right to access their health information (including electronic access); all 

of the different technical means and options to provide this access (i.e., HIEs, APIs, patient 

portals); and how these options align with HIPAA’s individual right of access as well as the 

view/download/transmit requirements in the Meaningful Use Electronic Health Record (EHR) 

Incentive Program.  

 

RECOMMENDATIONS: 

 We recommend striking the following language on page 60, lines 21-23 to create a 

broader education campaign: “The Director of the Office for Civil Rights, in consultation 

with the National Coordinator, shall, as appropriate, update the Internet website of the 

Office and any other education initiatives with information to assist individuals and 

health care providers in understanding a patient’s rights to access and protect…”.  

 Authorize appropriations for a more robust provider education and outreach initiative. 

 

Additional guidance regarding patients’ rights to and means of access is always helpful, as 

misunderstanding and general lack of knowledge in this area affect patients and providers. We 

support requirements to create new materials explaining best practices for requesting data in 

computable format (including through portals and third-party applications), common cases when 

providers are permitted to exchange and provide access, and guidance on health information 

exchanges; they are all important components of a larger education campaign.   

 

Importance of Consumer Representation:  

Patients and their family caregivers have a unique vantage point on the current state of health IT 

use and electronic health information exchange. They see multiple providers and thus know 

whether their care is being coordinated. They know whether they have to provide the same 

information over and over again, or whether tests have to be repeated because they were lost or 

inaccessible. Stakeholder bodies would achieve robust progress toward improving the use of 

health IT if they significantly included patient and family representatives. Including patient 

representatives is also essential to public trust.  

 

We commend the Committee for including patients, consumers and advocates in various 

stakeholder bodies outlined in the draft. For instance, we applaud the inclusion of consumers in 

Section 3 (Transparency Ratings) at various stages of the creation and implementation of the 

health IT rating system, including the determination of rating criteria and the provision of 
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confidential feedback. Consumers’ feedback on health IT products’ performance, especially 

usability and user-centered design criteria, is critical to smart shopping. 

 

Furthermore, we greatly appreciate the draft’s commitment to maintaining the balanced and 

representative nature of committee nominations in the formation of the Health IT Advisory 

Committee (Section 5(e)), specifically the explicit requirement that the committee must have two 

consumer or patient advocates. Patients have significantly benefitted from the open, transparent 

process and balanced nomination approach of the Health IT Policy and Standards Committees. 

Consumer and patient contributions will be particularly valuable as the committee considers 

health IT needs in new models of health care payment and delivery under MACRA.  

 

However, consumer representation is missing from other critical activities outlined in the 

discussion draft. Specifically, we are concerned that the stakeholder group with which the 

Secretary consults in the determination of regulatory burdens does not include consumer 

advocates (Section 2(a)). (See previous recommendation.)  Consumers’ inclusion in this process 

is particularly important. They provide valuable and unique insight into the burdens that they and 

their providers face, and the impact on patient care.  
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APPENDIX: Comments on Specific Provisions 

 

Section 3. Transparent Ratings on Usability and Security to Transform Information Technology 

We recommend that the Committee clarify that the criterion evaluating usability and user-

centered design specifically considers usability of patient-facing HIT, in addition to EHRs and 

other clinician-facing health IT products (similar to what the Committee proposed in Section 7). 

 

Section 5. Interoperability 

(c) Provider Digital Contact Information Index  

We appreciate that the draft directs the Secretary to establish a digital contact information index 

for health professionals, facilities, and other individuals and organizations, as it is important to 

accelerate information exchange across diverse types of providers and patients. 

 

(e) HIT Advisory Committee 

The discussion draft rightfully recognizes the wide scope of health IT issues (e.g. the use of 

health IT to reduce disparities) that need to be addressed to improve health and care. However, 

we are concerned that collapsing policy and technical standards issues into a single discussion 

may preempt necessary policy considerations. By focusing solely on the technical aspects—and 

not on the business incentives, implementation issues, and workflow changes—the Advisory 

Committee may not be sufficiently equipped to address the multifaceted issues that plague 

efforts to improve interoperability and other policy issues of health IT use. 

 

Section 7. Empowering Patients and Improving Patient Access to their Electronic Health 

Information 

(b) Access to Information in an Electronic Format 

We commend the Committee for requiring business associates to provide patients access to their 

health information. By allowing business associates to directly respond and fulfill patient 

requests, instead of forcing patients to request and obtain access through covered entities, the 

draft takes an important step forward in address patients’ burdens in navigating a complex and 

time-consuming information request process.  

 

 

 


