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August 7, 2014 

 

The Honorable Ron Wyden 

Chairman  

Senate Finance Committee  

United States Senate 

Washington, DC 20510 

 

The Honorable Charles Grassley 

Member  

Senate Finance Committee  

United States Senate 

Washington, DC 20510

Dear Chairman Wyden and Senator Grassley: 

 

On behalf of the Board of Directors and members of the Healthcare Information and 

Management Systems Society (HIMSS), we appreciate the opportunity to respond to your 

June 12, 2014 letter to stakeholders requesting public comment on ways to improve the 

availability and utility of healthcare information data in the clinical, administrative, and 

research settings as we continue to address healthcare transformation in the U.S. 

 

HIMSS is a global, cause-based, not-for-profit organization focused on better health 

through information technology (IT).  HIMSS leads efforts to optimize health 

engagements and care outcomes using information technology thought leadership, 

education, events, market research, and media services around the world.  Founded in 

1961, HIMSS encompasses more than 57,000 individuals, of which more than two-thirds 

work in healthcare provider, governmental and not-for-profit organizations across the 

globe, plus over 650 corporations and 450 not-for-profit partner organizations, that share 

this cause.  HIMSS, headquartered in Chicago, serves the global health IT community 

with additional offices in the United States, Europe, and Asia. 

 

Health IT is an essential, foundational element of any meaningful transformation of our 

nation’s healthcare delivery system.  Enabled by continued bipartisan Congressional 

support and the Health Information Technology for Economic and Clinical Health Act of 

2009 (HITECH Act), which authorized the Meaningful Use (MU) Program, the nationwide 

adoption of electronic health records (EHRs) and health information exchange (HIE) is 

continuing to increase at an unprecedented rate.  This expanding infrastructure and 

capability will enable the necessary transformation of health and healthcare in America 

by encouraging greater patient engagement and empowerment, expanding access, 

improving quality, helping control costs, and improving the availability and utility of 

healthcare data, among other things. 

 

The availability of health-related data for all stakeholders and the constructive use of that 

information are critical topics that deserve this national dialogue.  Data availability is a 

growing part of transforming healthcare.  The critical issue is how to capitalize on the 

availability of this health data.  Ensuring data is collected, aggregated, analyzed, 

http://www.himss.org/
http://www.healthit.gov/policy-researchers-implementers/hitech-act-0
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transmitted, and made available to necessary stakeholders at the appropriate time requires 

thoughtful understanding of stakeholder needs.  Stakeholders must be educated on the 

proper collection, storage, and dissemination protocols to ensure privacy for the 

individual and security of the data, while advancing efficiency and quality in the health 

system.  Additionally, health data must be normalized to ensure comparability of data 

from a variety of sources over time. 

 

The following responses are offered to the questions in your letter: 

 

Question #1.  What data sources should be made more broadly available? 

 

As a nation, our concepts of data and how to use the information to improve healthcare 

will undoubtedly evolve as we continue to learn how to better design and utilize big data 

systems, improve quality and outcome measures, and improve comparative effectiveness 

of drugs, devices, and mature and better employ therapies.  The following is a partial 

inventory of the data that should be made available:  

 

Data for patients: 

 

1. Health literacy information (e.g., sources, information to interpret the data, and 

how the patient should use the available information to manage their own health 

and healthcare) 

2. Healthy lifestyle decision-making and disease prevention information that is 

patient-level and understandable to laypeople (e.g., data arrayed by condition, 

demographics, region, etc.) 

3. Treatment options by condition or disease including risks, side effects, and 

complication rates. 

4. Quality of care/clinical outcomes and effectiveness data by providers in the  

region 

5. Health insurance purchasing data including costs, coverage, and coinsurance 

6. Cost data by treatment option and provider 

7. Use and benefits of mobile health and remote patient monitoring devices 

 

Data for clinical providers: 

 

1. Patient information and consent decisions on the access to their data, including 

data segmentation on what data can be shared and with whom 

2. Patient identity, medical history, and clinical information 

3. Patient-generated health data via patient portals, personal health records, mobile 

and remote monitoring devices, etc. 

4. Clinical decision support information including treatment options, effectiveness, 

risks, side effects, etc. 

5. Disease prevalence, occurrence patterns, demographics   

6. Longitudinal patient-level clinical records 
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Data for government, payers, insurers, and health plans: 

 

1. Cost data by treatment option, provider, and region 

2. Quality of care/clinical outcomes and effectiveness data by treatment options, 

providers, and region  

3. De-identified clinical quality measure and outcomes information 

4. Epidemiological data including disease prevalence, occurrence patterns, 

demographic populations   

5. Clinical quality reported data on treatments, conditions and diseases  

 

Data for researchers and public health agencies: 

 

1. Episodic disease and condition occurrence data 

2. Epidemiological data: disease prevalence, occurrence patterns, demographic 

populations, etc. 

3. De-identified clinical quality measure and outcomes information 

4. Population health profile information 

5. Disease registries 

6. Immunization registries 

7. Post-market surveillance and research  

8. Information systems that are designed to support a learning healthcare system 

while preserving the original data for research and development, clinical trials, 

and post-market surveillance. 

 

Question #2.  How, in what form, and for what purposes should this data be 

conveyed? 

 

The primary use of health information is in support of clinical care.  Interoperable patient 

data and information has to comply with widely-agreed upon data and transmission 

standards and implementation guidelines.  Data should be transmitted in accordance with 

the instructions of the patient.   

 

A careful balance must be stuck between protecting the patient’s privacy, security, and 

safety, ability to control their own data and the ability of the healthcare system to 

aggregate de-identified data for the greater good in support of a continually learning 

healthcare system, measuring clinical quality and outcomes, and big data for researchers, 

public health public health officials, and quality measures measurement. 

 

HIMSS’s 2014- 2015 HIMSS Public Policy Principles, approved by the Board of 

Directors, exist for the benefit of all stakeholders in developing federal and state 

legislation, regulations, and policies.  The following HIMSS Public Policy Principles are 

especially applicable to the important questions in your letter: 

 

Support processes and policies that enable and facilitate the use of health information 

in collaborative clinical and translational research (such as identification of cohort 

http://www.himss.org/ResourceLibrary/ResourceDetail.aspx?ItemNumber=17266&navItemNumber=16104
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populations, recruitment of patients and doctors, and administration of comparative 

effectiveness studies) and database research (e.g., statistical analysis of de-identified 

information involving broad populations), while minimizing risk to an individual’s 

privacy. 

 

HIMSS Public Policy Principles, Section 6 - Privacy and Security.  

 

6.A.  A well-functioning healthcare system requires the development and maintenance 

of a trust framework through recognition, management, and enforcement of privacy 

principles and risk-based security practices which, consistent with data 

stewardship, also allows for appropriate access and use, appropriate information 

flow in care delivery, and appropriate secondary uses to promote a learning health 

care system.   

   

6.B.  The protection of the confidentiality and integrity of Individually Identifiable 

Health Information (IIHI) and ensuring its timely availability to appropriately 

authorized users are critical to quality of care, delivery of care, and patient safety. 

 

6.C.  Patients and their personal representatives should be provided with information 

about the risks and benefits of sharing their health information with third parties with 

the goal of patients being afforded a reasonable opportunity to make informed 

decisions about their healthcare.  

 

6.G.  A nationwide patient data matching and identity proofing and authentication 

strategy should be incentivized and encouraged.  

 

HIMSS Public Policy Principles, Section 8 - Patient Empowerment/Consumer 

Engagement. 

 

8.A.  Patients empowered and actively participating in their care leads to improved 

quality, reduced costs, higher patient satisfaction, and aligned provider and patient 

goals.  

 

8.B.  A health information infrastructure must support patients being central and 

accountable members of their care team by receiving clear messaging about their 

clinical and wellness data, costs and quality, and enabling them to actively 

participate in their healthcare and sustain behavioral change. 

 

Question #3.  What reforms would help reduce the unnecessary fragmentation of 

health care data?  What reforms would improve the accessibility and usability of 

health care data for consumers, payers, and providers? 

 

Focus on the Continuing Necessity to Develop and Implement Data and 

Transmission Standards.  The Standards and Interoperability (S&I) Framework is an 

approach adopted by ONC that enables development of harmonized interoperability 

http://www.hhs.gov/ocr/privacy/hipaa/understanding/coveredentities/introdution.html
http://www.hhs.gov/ocr/privacy/hipaa/understanding/coveredentities/introdution.html
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specifications to support national health data exchange.  The S&I Framework provides a 

forum in which stakeholders can collaboratively develop data transmission and 

interoperability standards.  HIMSS supports the objectives of ONC’s S&I Framework for 

standards development efforts.   

 

Create Incentives to Promote Health Information Sharing.  Today, the technology 

exists for secure sharing of health information.  While there has been substantial progress 

to date, including enhanced EHRs, developing and use of data and transmission 

standards, and HIE capabilities, the lack of appropriate incentives for providers to share 

data is a prominent gap in our healthcare delivery environment.   Additionally, there is 

not yet legal clarity around who owns the patient data.  The patients think they own the 

data because it is about them; providers sometimes act as though they own the data 

because they created it; and the payer/insurer sometimes acts as though they own the data 

because they pay for some of the care. 

 

HIMSS respectfully makes the following recommendations: 

 

a. Direct, on a priority basis, development of payment systems, starting with 

Medicare, that reward providers for sharing decision making with patients, 

patient-centered care, and better clinical quality outcomes. 

 

b. Clarify once and for all, that the patient owns his or her own data and that 

providers and payers have the legal obligation to share that data in accordance 

with the patient’s directions. 

 

c. Promote public and private incentives that encourage patient and provider 

utilization of electronic health information, while also protecting the privacy and 

security of individual health information. 

 

Enhance Interoperable Data Exchange Essential to Healthcare Transformation.  
The ability to efficiently and securely exchange health information among healthcare 

stakeholders is a fundamental requirement to promote patient safety, achieve quality 

outcomes, and control costs.  Interoperability and standardization of data and 

transmission rules, leading to successful exchange and re-use of health information and 

efficient and safe clinical workflows, requires the regular updating of standards, 

implementation guides, regulations, and operating rules.   

 

In order to facilitate the ability to provide this necessary information, HIMSS respectfully 

makes the following recommendations: 

 

a. Make development and adoption of a consistent nationwide patient data matching 

strategy through government-private sector collaboration a priority for the 

administration. 

 

http://www.siframework.org/whatis.html
http://www.siframework.org/whatis.html
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b. Ensure that existing data definition and transmission standards are implemented 

consistently nationwide and accelerate the development of additional standards 

timed to support the EHR Meaningful Use Incentive Program stages. 

 

c. Support the harmonization of federal and state privacy laws and regulations by: 

(1) remaining cognizant of the roadblocks to secure and appropriate health 

information exchange created by the current disparate laws and regulations; (2) 

convening hearings on the challenges and possible solutions to mitigate the 

divergence of these federal and state laws and regulations; and (3) directing the 

Department of Health and Human Services (HHS) to promulgate the ONC 

Privacy and Security Framework to protect personal health information while 

eliminating barriers to interstate exchange of health information.  

 

d. Encourage reimbursement incentives and systems and reduce barriers to providers 

and patients sharing data by directing appropriate modifications to the Medicare 

reimbursement structure to encourage HIE, promote coordination of care, and 

improve clinical outcomes while helping control healthcare costs.   

 

Promote Patient Engagement and Empowerment to Control Costs and Improve 

Quality.  Patients should play a central and accountable role in their healthcare as a 

fundamental element of health maintenance and healthcare costs control.  Health 

information fundamentally enables this personal accountability.  Health information must 

be shared with patients to allow for patient-clinician collaboration and individual 

responsibility for healthcare decisions.  Patients must receive clear messaging about their 

clinical and wellness data, healthcare costs and quality, and be enabled to create and 

sustain behavioral change as needed.   

 

In order to facilitate the ability to provide this necessary information, HIMSS respectfully 

makes the following recommendations: 

 

a. Encourage public and private payers to make available EHR portals, personal 

health records (PHRs), and payer based health records (PBHRs) for their 

beneficiaries that are interoperable with EHRs across the community via 

standards-based HIE. 

 

b. Support the use of health IT, portable technologies, and social media to promote 

consumer awareness and participation and aid decision-making. 

 

c. Facilitate the innovative development and operation of private and secure 

interoperable systems that allow patients to view and contribute patient notes to 

their complete clinical record, as well as control how the information is shared 

and/or used for secondary purposes.   

 

d. Support and enhance consumer engagement, health literacy, privacy and security, 

and coordination with publicly-funded and other health programs.  
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Expedite Alignment of Healthcare Quality Reporting Requirements Across All 

Federal Programs.  Measuring and reporting actual care delivered in accordance with 

established clinical quality measures (CQMs) is a critical component of any substantive, 

impactful healthcare transformation effort.  Consistent CQMs must be defined nationally, 

against which quality of care delivery can be assessed in order to support necessary quality 

improvements and cost containment measures.  Consistent metrics across all programs will 

allow patients, payers, providers, and other stakeholders to make the necessary comparative 

judgments and the market to consistently drive innovation, quality, and cost control.    

 

In order to facilitate the ability to provide this necessary information, HIMSS respectfully 

makes the following recommendations: 

 

a. Facilitate a “clearinghouse” that provides a simple, consolidated communications 

tool, and a comprehensive roadmap with information on initiatives that affect the 

health IT community and the providers they serve.  

 

b. Align Meaningful Use Program-Consistent CQMs with other health IT 

compliance initiatives, including Version 5010, International Classification of 

Diseases, 10th Edition (ICD-10), Physician Quality Reporting System programs 

(PQRS), and the EHR Incentive Program Pilot for Eligible Providers. 

 

c. Initiate the e-Reporting Pilot for Eligible Hospitals and Critical Access Hospitals, 

Hospital Inpatient Quality Reporting (IQR) Program, and the Medicare Shared 

Savings (ACO) Program.  

 

Question #4.  What barriers stand in the way of stakeholders using existing data 

sources more effectively and what reforms should be made to overcome these 

barriers? 

 

The Absence of a Nationwide Consistent Patient Data Matching Strategy is a Major 

Barrier to Widespread, Secure Sharing of Health Information.  The Senate 

Appropriations Committee FY 15 Departments of Labor, Health and Human Services, 

and Education appropriations bill released Thursday, July 24, 2014, includes a provision 

prohibiting appropriated funds from being used “to promulgate or adopt any final 

standard…providing for…a unique health identifier for an individual…until legislation is 

enacted specifically approving the standard.” 

 

This language has been carried forward in every Labor HHS Appropriations bill since its 

inclusion in the 1999 Omnibus Appropriations Act (PL 105-277).  Since 1999, three 

successive administrations have interpreted the Appropriations language to mean no 

study, no standards, and no criteria, i.e., not addressing the issue at all.  Others believe 

that the language simply means no attempt to finalize a rule or solution until HHS reports 

to Congress on how any proposed solution will protect patient privacy and security. 

Since Congress enacted the restriction in 1999, health IT has made significant strides 

toward improving clinical care, enhancing patient outcomes, increasing access, and 

http://www.appropriations.senate.gov/sites/default/files/LHHS%20Bill%2087259.pdf
http://www.gpo.gov/fdsys/pkg/PLAW-105publ277/pdf/PLAW-105publ277.pdf
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controlling costs.  Similar advances have been realized in the area of protecting the 

privacy and security of health information.  Nationwide healthcare transformation is 

virtually impossible without meaningful, system-wide adoption of EHRs and HIE 

including a technologically-advanced nationwide patient data matching strategy. 

 

An informed nationwide patient data matching strategy would enhance, not compromise, 

the privacy and security of patient health information.  Such a nationwide patient data 

matching strategy does not mean a national identity number or card.  Technological 

advances now allow for much more sophisticated solutions to patient identity and privacy 

controls, including patient consent, voluntary patient identifiers, metadata identification 

tagging, access credentialing, and sophisticated algorithms.    

 

The ONC commissioned a study on the issues of patient data matching and held public 

meetings last December 2013 on this issue.  The Senate Labor H. Appropriations Bill 

language is out-of-date with technology and out-of-step with positive healthcare 

transformation in America. 

 

HIMSS respectfully makes the following recommendations: 

 

a. The Senate Appropriations Committee’s FY 15 Departments of Labor, Health and 

Human Services, and Education appropriations bill provision prohibiting 

appropriated funds from being used develop or study a unique patient identifier 

should be changed to expressly require the ONC to lead efforts to develop on a 

priority basis a nationwide consistent patient data matching strategy and report to 

Congress within one year on progress and recommendations toward that goal. 

 

b. The highest priory should be placed on developing nationwide consistent patient 

data matching strategy by a government-private sector collaborative effort led by 

the ONC.  

  

Ensure the Full Benefits of Health Information Technology to All Clinical 

Specialties.  In order to realize the full benefits of interoperable health IT, the ability to 

share patient clinical information should be extended across the entire spectrum of patient 

care.  However, the HITECH Act did not include all healthcare specialties in the 

Medicare and Medicaid EHR Incentive Programs.  Certain providers of behavioral 

health, substance abuse treatment services, psychiatric hospitals, certain community 

mental health and residential centers, ambulatory surgery services, home care services, 

and long-term care providers have remained ineligible for HITECH Act authorized EHR 

adoption program incentives.  In order to improve patient care and clinical outcomes, 

patient-level data has to include all healthcare providers and settings of care.  EHRs are 

incomplete without patient-level data from all specialties and settings of care and patient 

safety and quality are jeopardized. 

  

http://www.appropriations.senate.gov/sites/default/files/LHHS%20Bill%2087259.pdf
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HIMSS respectfully makes the following recommendations: 

 

Congress should extend the Medicare and Medicaid Electronic Health Records Incentive 

Program to include these other mainstream medical specialties (See S.1517 and 

H.R.2957, Behavioral Health Information Technology Act of 2013) 

  

Facilitate Nationwide Telehealth to Improve Access to Care and Help Control Costs.  

Due to numerous impediments, the enormous potential of telehealth, or telemedicine, to 

transform healthcare delivery in America is not being realized.  These include out-of-date 

public and private reimbursement structures, inadequate broadband availability, the lack 

of provider licensing provisions for telehealth across state lines, and varying licensure 

and practice restrictions between some states.  Furthermore, varying federal and state 

personal health information (PHI) privacy laws and regulations across jurisdictions 

adversely impact the delivery and quality of care Americans receive via telehealth.  In 

many areas of the country, there are not enough health professionals to provide in-person 

visits or appropriate follow-up care, especially for mental health and highly-specialized 

services like pediatric critical care.  In other areas, distance or unavailability of 

transportation are major impediments to patients receiving the care they require.  Rural 

and underserved urban populations are frequently subject to poor health quality because 

of their limited access to care.  Telehealth can be a large part of the solution.   

 

Congress should facilitate the expanded use of telehealth to address access to care issues, 

control health costs, and improve quality to rural and underserved populations.   

 

HIMSS respectfully makes the following recommendations: 

 

a. Continue to emphasize enhanced broadband access for rural and underserved 

populations. 

 

b. Address different and sometimes cumbersome state health provider licensing 

requirements for telehealth across state lines. 

 

c. Harmonize varying federal and state privacy laws and regulations pertaining to 

personal health information. 

 

HIMSS Initiatives to Turn Data into Valuable Information.  

 

HIMSS has initiated a number of endeavors to help turn data into valuable knowledge 

including Innovator-in-Residence to help address a Nationwide Consistent Patient Data 

Matching Strategy, HIMSS Patient-Generated Health Data Task Force, and HIMSS 

Clinical and Business Intelligence Model. 

 

A HIMSS Innovator-in-Residence Working on a Nationwide Consistent Patient 

Data Matching Strategy.  A HIMSS-funded Innovator-in-Residence works within the 

http://www.gpo.gov/fdsys/pkg/BILLS-113s1517is/pdf/BILLS-113s1517is.pdf
https://beta.congress.gov/bill/113th-congress/house-bill/2957?q=%7B%22search%22%3A%5B%22hr.2957%22%5D%7D
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Office of the Chief Technology Officer, HHS, partially to engage on the issues of a 

nationwide consistent patient data matching strategy.   

 

HIMSS Patient-Generated Health Data Task Force.  To focus on many of these issues, 

on July 1, 2014 HIMSS initiated a Patient-Generated Health Data Task Force within its 

Connected Patient Committee.  The purpose of this task force is specifically, “to 

determine how IT can support effective health management by individuals, caregivers, 

and health care teams.”  This task force will create resources and conduct online 

discussions to promote the value and application of provider-patient engagement in 

healthcare settings/environments.  Members will provide thought leadership focused on 

patient-generated data while focusing on: 

 Increased self-management and prevention 

 Seamless interaction with the health care system 

 Shared management of health care 

 

HIMSS Clinical and Business Intelligence Model for Data Management and 

Analytics.   With the widespread adoption of EHRs, HIEs, all-payer claims databases, 

and continuity of care documents (CCD), health systems clinicians and administrators are 

drowning in data.  They are eagerly seeking analytics, and clinical and business 

intelligence tools, to convert data into information and knowledge that can be leveraged 

to manage and improve clinical, operational, and financial performance.  However, as 

stated earlier, data is not necessarily helpful unless it is transformed into intelligent 

information useable to stakeholders when it’s time to make decisions.  The exploration of 

data through analytics will help to realize the Triple Aim of improving the patient 

experience, improving population health, and reducing cost.  

 

HIMSS’s Clinical & Business Intelligence (C&BI) Model is designed to help providers and 

facilities determine what data is most important, why it is important to collect; and how to 

use it to provide higher quality, more cost effective care.  The C&BI Model provides 

guidance on data governance, data integration, data enrichment and enhancement, and 

data storage; targets health IT CIOs, directors and managers responsible for managing 

data; and, provides an overview of considerations and best practices for successfully 

managing your data. 

 

Conclusion 

 

In conclusion, the intelligent use of information is critical to healthcare transformation, 

improving quality, and managing costs.  We must focus on the intelligent use of 

information and providing it to stakeholders in a usable form, rather than data collection 

alone.  Data collection systems have to be built with the ultimate uses and objectives in 

mind.  Additionally, we must correct significant impediments relevant to collecting, 

transmitting, collecting, analyzing, and discriminating healthcare information.  To realize 

the full benefits of massive amounts of information, we must create a learning healthcare 

system that continually collects the right information in appropriate ways, aggregates and 

http://www.himss.org/ResourceLibrary/Content.aspx?ItemNumber=13065
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analyzes it, and provides the data to the appropriate end users to improve the delivery of 

clinical care, all while protecting patients privacy and security. 

 

On behalf of the 57,000 HIMSS members, we appreciate the opportunity to share our 

perspective on some of the many challenges to transforming healthcare in America.  If 

you have any questions, please contact Richard M. Hodge, HIMSS Senior Director of 

Congressional Affairs, at 703-562-8847. 

 

Sincerely, 

                                    
Paul Kleeberg, MD, FAAFP, FHIMSS  H. Stephen Lieber, CAE  

Chair, HIMSS Board of Directors   President/CEO 

CMIO, Stratis Health     HIMSS 

Clinical Director, Regional Extension  

Assistance Center for HIT (REACH) 
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