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From the Chairperson and the Chief Executive Officer 
 
As a stakebroker, the National Health Council (NHC) brings together the various stakeholders in 
the health community – patient advocacy organizations, nonprofit organizations with an interest 
in health, provider organizations, and business and industry representatives. Our influential work 
on a broad range of systemic health issues positively impacts the ability of people with chronic 
conditions to live longer and feel better.  
 
We view the complex health policy issues of the day from all perspectives but always through 
the lens of the patient advocacy community. We seek the creation and implementation of 
pragmatic solutions that give individual patients and their family caregivers a forceful and 
effective voice. 
 
This annual report highlights the many NHC initiatives advanced in 2013 to help people with 
chronic diseases and disabilities and to champion the patient advocacy organizations that 
represent them. 

 We created tools, gathered resources, and conducted educational sessions to help patient 
advocacy organizations better understand the newly created insurance marketplace and 
help their constituents select the right health plans for their health care and budget needs. 
We began the development of an online out-of-pocket cost calculator to narrow an 
individual’s focus to health plans that would be most appropriate for him or her.  

 We established a comparative effectiveness research usability framework that will 
ultimately provide patients with better information in order to make more informed 
decisions at the point of care. 

 We reintroduced our groundbreaking legislation – the MODDERN Cures Act – with 
bipartisan support. The legislation will speed the development of new and better 
treatments and companion diagnostics for patients with unmet medical needs.  

 We developed an information collection tool to help patient advocacy organizations 
systematically capture and organize patient concerns and comments about the benefits 
and risks of treatment options. Effective patient engagement in both the regulatory and 
development processes will dramatically improve the quality of products produced.  

This has been one of the busiest – and most productive – years in the history of the National 
Health Council. As we prepare for 2014, we invite all stakeholders in the health community to 
join with us as we advance the effective, united voice of patients. 

 
 
 
LaVarne Burton 
Chair, 2013 NHC Board of Directors and 
President and Chief Executive Officer  
American Kidney Fund 

 
 
 
Myrl Weinberg, FASAE, CAE 
Chief Executive Officer 
National Health Council 
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Uniting the Patient Voice in Public Policy  
 
Through its collective effort with the patient advocacy community, the National Health Council 
(NHC) has created momentum in Washington, DC, for health care stakeholders and policy 
makers to recognize patients as an essential part of health care policy discussions. At the heart of 
all major policy issues the NHC worked on throughout 2013 and summarized by topic in this 
report was an unwavering commitment to Putting Patients First®.  
 
Racing to New Coverage Opportunities 
 
The National Health Council (NHC) had a major impact on two important milestones in the 
implementation of the Affordable Care Act – the finalization of essential health benefits 
(EHBs) and the opening of state insurance marketplaces.  
 
The Department of Health and Human Services (HHS) released the final rule on EHBs in 
February 2013, and the department included provisions that were specifically championed by 
the NHC on behalf of the patient advocacy community.  
 
The final rule  

 Requires a health plan to cover either one drug in every prescription category and class 
or the same number of drugs in each category and class as the state EHB-benchmark 
plan, whichever coverage plan is more comprehensive. In addition, plans must have 
procedures in place that allow a patient to request clinically appropriate drugs not 
covered by the health plan. 

 Includes language to assure non-discrimination and mandates that states monitor and 
identify discriminatory benefit designs.  

 Prohibits plans from substituting benefits across different benefit categories. 
 

The NHC was also pleased to see that the final EHB rule expanded mental health parity to all 
plans covered by EHB. 
 
As noted by the NHC in an article published by the Wall Street Journal, "We are a giant step 
closer to all people—particularly people with chronic health conditions—having access to 
meaningful coverage."  
 
However, there was still much work to 
be done by the patient advocacy 
community. The rule granted 
flexibility to the states in several 
important sections. Of particular 
concern to the patient community was 
the lack of a standard exceptions and 
appeals process, and common 
definitions for medical necessity and 
for required habilitation services. 
  
 

http://online.wsj.com/news/articles/SB10001424127887323549204578316471980409116�


Page 3 

Ensuring Access to Necessary Medications  
  
Included in the implementation guidelines for the state exchanges, the Department of Health 
and Human Services followed the NHC’s recommendation to require health plans sold 
through the exchanges to cover at least the greater of the number of medicines in each 
category and class as that of the state’s selected benchmark, or one medicine per 
class. However, the counting methodology being used to determine whether plans to be sold in 
the health exchanges meet the drug formulary requirements was inadequate to ensure 
meaningful access to treatments. 
 
The methodology only counts the number of drugs but does not factor into it combination 
therapies or distinguish different variations of medicines such as extended release. There is 
also no requirement that plans make coverage decisions on new drugs in a timely fashion.  
  
In August 2013, the NHC sent a letter to HHS expressing concerns with the methodology, 
offering recommendations to ensure coverage of necessary medications and access to them, 
and emphasizing the need for patient protections from discriminatory cost sharing 
mechanisms. The letter was also sent to state insurance commissioners. 
 
Getting Ready for the Exchanges 
 
On October 1, the newly created state health insurance marketplaces opened for business. The 
NHC spent much of the summer and fall assisting its member patient advocacy organizations, 
as they prepared their outreach efforts to educate the patients they represent about how to buy 
health insurance through these exchanges.  
 
The three components of the NHC’s initiative to help patient advocacy organizations were 
training and education webinars, patient advocacy tools, and a key messaging strategy. 
 

 

The NHC hosted a webinar in July to educate the staff of 
patient organizations on essential health benefits and 
health insurance exchanges; a second webinar in August 
focused on outreach tools and messaging that the NHC 
was developing; and a third webinar in September to 
unveil additional tools for patient organizations.  
 
The patient advocacy tools were designed so they could be 
co-branded by member organizations for their particular 
constituents. The materials included a tool to help patients 
identify the right enrollment assistance program to support 
patients as they navigate the insurance exchanges;  
a quick guide to the exchanges; a Q&A about enrolling; 
and an application checklist to help people with chronic 
conditions ask the right questions when picking a plan 
that meets their health care and budget needs. 
 
 

http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC-Need_Better_Formulary_Reviews-082113.pdf�
http://www.slideshare.net/nfhughes/nhc-preparing-for-exchange-enrollment-24354665�
http://www.slideshare.net/nfhughes/national-health-council-educating-patients-about-ehbs-and-state-exchanges-25074478�
http://www.slideshare.net/nfhughes/racing-to�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/20130802_EnrollmentAssistanceProgramsTool_FINAL_logo.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC_QuickGuidetotheMarketplace.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC_EHB-Exchange_QA.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHCACAApplicationChecklist.pdf�
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Chronicling the Exchange Experience 
 
The NHC is monitoring the exchanges in their first few years of operation to provide feedback 
to the Department of Health and Human Services on ways to modify the exchanges to best 
meet the needs of patients.  
 
In October 2013, the NHC began creating a website for capturing both quantitative and 
qualitative feedback from people with chronic conditions on enrolling in exchanges. The website 
will include a system for cataloging patient stories and a cost calculator to help people with 
chronic conditions better identify the plan that meets their particular needs.  
 
In 2014, the NHC will release a survey for member organizations to use with their constituents to 
identify challenges in accessing care through the exchanges. The NHC will examine where there 
are issues with access, discrimination, and levels of coverage.  
 
While most of the emphasis of the government and organizations such as Enroll America has 
been on getting young, healthy people into the system, the NHC’s focus was – and will continue 
to be – on people with chronic conditions and helping them identify the plan that meets their 
personal health and budget needs. 
 
One member applauded the NHC for its work to “reach out in a sensible and timely way.” 
 
Not Giving Up the MOOP Fight 
 
During the creation of the Affordable Care Act (ACA), the NHC and its member patient 
advocacy organizations successfully fought to include in the legislation an annual cap on what 
patients pay out of their own pocket. Even though the maximum out-of-pocket (MOOP) limit 
goes into effect January 1, 2014, certain group insurance plans were given a one-year grace 
period, resulting in some patients facing a 
MOOP cap that is twice what was established 
in the law.  
 
Without advanced notice, the Department of 
Labor (DOL), in concert with the Department 
of Health and Human Services and the 
Treasury, posted on the Internet a policy 
explanation that will allow certain health 
plans to set multiple limits for out-of-pocket 
costs and each limit could be the same level 
as the out-of-pocket cap established in ACA. 
The policy, which will only apply to 2014, 
will in essence double the out-of-pocket cap 
to approximately $13,000 for many people.  
 
In April 2013, the NHC sent a letter signed by 
107 patient advocacy organizations urging the 
departments to reverse their decision and 
expressing concern that the policy was 

http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC_MOOP_letter.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC_MOOP_letter.pdf�
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established without any public input. In July, representatives of the three departments held a 
conference call with the NHC to discuss the concerns of the patient advocacy community. 
 
In August, after being told the policy would not change, the NHC took the fight to the media. 
 
“The government’s unexpected interpretation of the law will disproportionately harm people 
with complex chronic conditions and disabilities,” said NHC Chief Executive Officer Myrl 
Weinberg in a statement to the press. 
 
The NHC’s media outreach resulted in numerous stories, including coverage in the New York 
Times, on National Public Radio, and by ABC News. For the complete list of articles about the 
NHC’s initiative, visit the NHC in the News webpage.  
 
 The NHC will continue to argue against this policy to ensure it is not extended in 2015. 
 
Paving the Path to Useful CER 
 
Comparative effectiveness research (CER) has the potential to help various segments of the 
health community make better-informed decisions. However, not all CER will generate 
information that is useful under all circumstances. The NHC is leading an effort to advance the 
development of usability criteria for CER with the aim of aiding patients and providers.  
 
The impetus for the initiative began in 2012 when the NHC published an article discussing the 
need for CER usability criteria in an edition of Health Affairs that received funding from the 
National Pharmaceutical Council (NPC).  
 
In 2013, the NHC worked with various opinion leaders on the establishment of a usability 
framework that will help researchers focus better on the questions they seek to answer, help 
those who fund CER with their reviews of research applications, help decision makers assess 
research findings and place them in context of the larger body of evidence, and help provide 
clarity on when and how research findings should be disseminated to various audiences, 
including patients. 
 
In addition, the NHC commissioned its consultant, Avalere Health, to develop a white paper 
and conduct a meeting of high-level stakeholders to begin to define usability criteria. The 
findings from that meeting were crafted into a framework unveiled at a public event hosted by 
the NHC and the NPC in September 
2013. This all-day symposium was a 
critical opportunity to enhance patient-
provider dialogue about the role of 
evidence in shared decision making. 
 
The symposium was funded in part by the Patient-Centered Outcomes Research Institute 
(PCORI), which has deemed usability as a core requirement of patient-centeredness and 
researchers seeking support from PCORI must develop specific strategies to address the usability 
of data.  
 
 

http://www.nytimes.com/2013/08/13/us/a-limit-on-consumer-costs-is-delayed-in-health-care-law.html?pagewanted=all&_r=0�
http://www.nytimes.com/2013/08/13/us/a-limit-on-consumer-costs-is-delayed-in-health-care-law.html?pagewanted=all&_r=0�
http://www.npr.org/templates/story/story.php?storyId=211735494�
http://abcnews.go.com/Politics/obamacare-cap-health-costs-delayed/story?id=19950052�
http://www.nationalhealthcouncil.org/pages/nhc-news.php�
http://www.npcnow.org/publication/communicating-about-comparative-effectiveness-research-health-affairs-symposium-issues�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/Evaluating_the_Usability_of_CER_for_Patient_and_Provider_Decision_Making.pdf�
http://www.npcnow.org/newsroom/video/patient-input-what-makes-comparative-effectiveness-research-useful�
http://www.pcori.org/�
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Ensuring the Patient Voice is Heard in the Regulatory Process… 
 
The FDA Safety and Innovation Act (FDASIA), passed by Congress in 2012, directs the agency 
to create a systematic approach to obtain and incorporate the patient perspective on disease 
severity and unmet needs into the FDA’s regulatory decision-making processes. The NHC 
championed the creation of this program, called the Patient-Focused Drug Development Program 
(PFDD), and continues to work with the FDA on its implementation. The main element of PFDD 
is a series of 20 meetings with patients and family caregivers representing select conditions.  
 
In July 2013, the NHC presented at an FDA public meeting its patient information collection 
tool to help patient advocacy organizations systematically capture and organize patient 
concerns and comments about existing medications and the need for new treatments. The tool 
captures information on subpopulations within a specific disease; descriptions of the disease 
diagnosis and impact; and treatment and management options. The NHC is developing a 
manual to help patient advocacy organizations utilize the tool to collect patient input. 
 
The tool is designed to ensure that the FDA captures the comprehensive information it needs 
from patients, family caregivers, and patient advocates, and better engage patients in its work. 
It also can be used for interactions in informal discussions with FDA staff.  
 
Representatives from the patient advocacy organizations in attendance at the July meeting 
commented that the tool could “really help instruct benefit-risk evaluation” by the FDA and 
will provide a “broader picture of context.”  
  
In addition to the condition-specific meetings underway with patients, family caregivers, and 
patient advocates, the FDA has been holding “consultation meetings” to seek input from the 
patient community on the progress being made in the agency’s benefit-risk work. The FDA 
held two meetings in 2012, and a third was held in late February 2013. The NHC and member 
patient organizations have advocated the importance of working with the patient community as 
the FDA develops its new approaches to determining the benefits and risks of treatments under 
review. 
 
…and in the Drug Development Process 
 
There is little consensus-based guidance on how to conduct patient engagement or assess 
whether an approach to patient engagement will yield meaningful results for all parties involved. 
From a researcher and drug developer perspective, little guidance exists to determine who should 
be involved, how and what role the patient community should have, and at what points in the 
process the patient community should be engaged. From a patient community perspective, 
expectations are unclear about how their input will be used to inform the process. In addition, 
there is little understanding of how to build sustained capacity and comfort throughout the 
patient community for engaging in the research and drug development processes.  
 
To address this challenge, the NHC seeks to identify and implement best practices for integrating 
the patient voice into the conduct of research and health care decision making.  
 
The NHC has undertaken a new initiative to address current barriers to patient engagement 
through a multi-stakeholder approach by building a consensus-based conceptual framework for 

http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC-Patient_Stratification_Tool_w-Instructions.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/NHC-Patient_Stratification_Tool_w-Instructions.pdf�
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patient engagement (defining “patient community” and “meaningful engagement”) and 
agreement on best practices in research development and drug development.  
 
Reintroduction of the MODDERN Cures Act 
 
In September 2013, Representative Leonard Lance (R-NJ) announced at a news conference in 
Washington, DC, the reintroduction of the Modernizing Our Drug and Diagnostics Evaluation 
and Regulatory Network (MODDERN) Cures Act. He was joined by NHC Chief Executive 
Officer Myrl Weinberg (center below) and John Crowley (right), chairman and chief executive 
officer of Amicus Therapeutics and a nationally recognized rare disease advocate. 
 

This game-changing legislation (H.R. 3116) was 
developed by the NHC and encourages the 
development of better diagnostic tools and the co-
development of diagnostics and drugs to predict the 
safe, effective, and efficient use of medicines. The 
legislation also creates a new class of drugs called 
“dormant therapies” – a new drug or biologic that 
has insufficient patent protection and treats an unmet 
medical need, as determined by the FDA. This 
legislation would allow companies to revisit 
compounds that have been ignored and put on the 
back shelf on the grounds of inadequate patent 
protection. Many of these products have already 

gone through pre-clinical testing and could be brought to market faster and at a lower cost. The 
legislation also encourages the development of dormant therapies by providing a period of 
protection from generic competition.  
 
In the last Congress, the NHC garnered bipartisan support for the MODDERN Cures Act from 
approximately 50 Members of the House Representatives, split nearly evenly between 
Democrats and Republicans. As of November 2013, 24 members of the House of 
Representatives had signed on as cosponsors of the legislation. The full text of the legislation can 
be accessed from the NHC’s MODDERN Cures web page.  
 
Here. Us. Now. 
 
The NHC was one of the cosponsors of a special screening in Washington, DC, of the 
documentary Here. Us. Now. – a powerful movie 
about the effort by Hugh and Chris Hempel to find a 
cure for their twin daughters with an ultra-rare and 
fatal condition. The event was part of the kick-off for 
Rare Disease Week.  
 
NHC Executive Vice President and COO Marc 
Boutin (center) was interviewed for the documentary. 
He, Anne Marie Finley, Vice President of 

http://www.gpo.gov/fdsys/pkg/BILLS-113hr3116ih/pdf/BILLS-113hr3116ih.pdf�
http://www.puttingpatientsfirst.net/moddern�
http://www.youtube.com/watch?v=LPK6pGFHAa0&list=PL795B606C6BECB9E6&index=1�
http://rareadvocates.org/cocktail-reception-movie-screening/�
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Government Relations and Public Policy, Celgene, and Hugh Hempel were part of a panel 
discussion on what patient advocates could do to advance the development of new treatments 
and cures for people with rare diseases.  
 
“You should never underestimate the power of well-informed patient advocates,” Boutin 
stated, and he urged the patient advocates in attendance to tell their personal stories and create 
the pressure to bring about change in the development and regulatory processes. In particular, 
he stressed the need for their support of the MODDERN Cures Act. 
 
Watchful Waiting Under Sequestration 
 
The March 2013 deadline for Congressional action to avert sequestration passed without 
Congressional action, and federal agencies are now operating under reduced spending levels. The 
National Institutes of Health, the Centers for Disease Control, and other federal agencies are 
already experiencing significant negative consequences.  
  
With the help of members of the NHC Government Relations Affinity Group and 
the Appropriations Issue Team, the NHC developed a comprehensive strategy to demonstrate 
the value of health spending during a time of increased attention on lowering spending levels. 
The NHC’s goal is to maximize funding for health programs relative to other spending 
categories while strategically increasing spending for health programs for people with chronic 
diseases and disabilities in the context of ongoing deficit reductions. 
 
In April 2013, NHC Chief 
Executive Officer Myrl Weinberg 
delivered one of the featured 
videos at the National Rally for 
Medical Research in Washington, 
DC.  
 
Approximately 800 rally attendees 
heard her plea to Congress to 
appropriately fund federal research 
programs.  
 
In May, the NHC submitted testimony on Fiscal Year 2014 appropriations legislation to both 
House and Senate Appropriations Subcommittees on Labor, Health and Human Services, and 
Education.  
 
“We urge Congress to refrain from shying away from its longstanding commitment to serve 
people with chronic conditions, the individuals who use our health system on a daily basis,” 
wrote Weinberg. Federal support of medical research, prevention programs, and health care 
delivery are essential to strengthening the collective health care system, she pointed out.  

https://www.youtube.com/watch?v=1slKIj-qKYM�
http://www.nationalhealthcouncil.org/NHC_Files/files/NHC%20-%20FY%202014%20Labor-HHS%20OWT%20(2).pdf�
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Strengthening the Patient Advocacy Community 
 
Changes to Federal Employee Workplace Charitable Giving  
  
The Combined Federal Campaign (CFC) is the largest workplace giving program that allows 
federal civilian, postal, and military personnel to donate to local and national charitable 
organizations. In April 2013, the Office of Personnel Management (OPM) proposed 13 
regulatory changes to the CFC that could potentially harm the fundraising efforts of patient 
advocacy organizations.  
  
The NHC is working closely with Community Health Charities (CHC) and Independent Sector 
(IS) to revise OPM’s decisions. CHC and IS are asking organizations to urge OPM to revise 
three specific changes: the implementation of a non-refundable and unspecified upfront fee 
paid by the participating charities; the establishment of a regional administrative framework, 
resulting in the loss of the local campaign structure and personal involvement by donors in the 
campaign; and the elimination of cash and check donations in favor of electronic giving.  
 
Standards of Excellence Certification Program®  
 
The NHC’s Standards of Excellence Certification Program® demonstrates that member patient 
advocacy organizations (also known as voluntary health agencies or VHAs) are committed to the 
highest standards of transparency, accountability, and public stewardship.  
 
In 2013, the Standards of Excellence initial certification was awarded to the COPD Foundation, 
the Foundation for Ichthyosis and Related Skin Types, and the Immune Deficiency Foundation.  
  
In addition, 13 VHAs are expected to complete their three-year recertification by year end: 
 
 Alpha-1 Foundation 
 American Heart Association 
 American Kidney Fund 
 Arthritis Foundation 
 Barth Syndrome Foundation 
 Easter Seals 
 Hydrocephalus Association 
 Myasthenia Gravis Foundation 
 National Alopecia Areata Foundation 
 National Eczema Association 
 Parkinson’s Action Network 
 PKD Foundation  
 RESOLVE: The National Infertility Association 

 
This past year, two new standards went into effect. They require member VHAs to have in place 
a whistleblower policy and a document retention and destruction policy. In addition, the NHC 
revised the standard on Board of Directors oversight to require the Board to establish a process 
for determining executive compensation. 
 

http://www.opm.gov/news/releases/2013/04/opm-issues-proposed-rule-to-amend-the-combined-federal-campaign-regulations/�
http://www.opm.gov/news/releases/2013/04/opm-issues-proposed-rule-to-amend-the-combined-federal-campaign-regulations/�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/soe.pdf�
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26th Annual Voluntary Health Leadership Conference  
 
Each February, the NHC brings together the chief executive officers and their lead volunteers 
from member patient advocacy organizations to learn about the latest in medical research and 
health care policy, and to share best practices for meeting their organizational goals to serve 
people with chronic diseases and disabilities. 
 
The February 2013 Voluntary Health 
Leadership Conference had the highest 
attendance of member patient advocacy 
organizations in the conference’s history.  
The conference provided a particularly strong 
slate of speakers, including FDA 
Commissioner Margaret Hamburg. In an 
interview with NHC staff, Commissioner 
Hamburg talked about the importance of the 
NHC and the patient voice. Dr. Hamburg’s 
speech that she presented at the conference is 
available on the FDA website.  

 

 
The 2014 Voluntary Health Leadership Conference will be held in Tucson, Arizona, from 
February 12 to 14.  
 
NHC Affinity Groups and Professional Development Opportunities  
 
The NHC is the only organization that harnesses the collective power of the patient community 
to address systemic health care issues that affect all patients, regardless of disease or disability.  
 
By bringing together senior staff in the patient advocacy community, the NHC sets the agenda 
for systemic health policy and provides professional development opportunities to help member 
organizations meet their respective missions. In the past year, the following NHC groups met to 
discuss cutting-edge issues and share best practices: 
 

Chief Development Officers Affinity Group 
 Mike Tringale, Vice President of External Affairs, Asthma, and Allergy Foundation 

of America, Chair 
 
Chief Financial Officers Affinity Group  
(This group is made up of the chief financial officers from the NHC’s member VHAs and the 
CFOs from member organizations of the National Human Services Assembly.) 
 Debbie Johnson, Chief Financial Officer, American Diabetes Association, Chair 

 
Chief Legal Officers Affinity Group  
 Rhonda Lees, Vice President of Legal Affairs, American Diabetes Association, Chair 

 
 
 
 

http://www.nationalhealthcouncil.org/pages/page-content.php?pageid=155�
http://www.nationalhealthcouncil.org/pages/page-content.php?pageid=155�
http://www.youtube.com/watch?v=t_l8QF-VDMY&feature=youtu.be�
http://www.youtube.com/watch?v=t_l8QF-VDMY&feature=youtu.be�
http://www.fda.gov/NewsEvents/Speeches/ucm340849.htm�
http://www.fda.gov/NewsEvents/Speeches/ucm340849.htm�
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Chief Scientific/Medical Officers and Research Directors Affinity Group 
 Timothy Coetzee, Chief Advocacy, Services, and Research Officer, National Multiple 

Sclerosis Society, Chair 
 

Communications Affinity Group  
 Tamara Ruggiero, Vice President of Public Affairs, American Kidney Fund, Chair 

 
Government Relations Affinity Group  
 Kimberly Beer, Director, Government Relations, Arthritis Foundation, Chair 

 
Grassroots Team  
 Steve Gibson, Chief Public Policy Officer, The ALS Association, Chair 

 
Appropriations Issue Team 
 Lisa Cox, Associate Director of Federal Government Affairs, American Diabetes 

Association, Chair 
 

FDA Issue Team 
 Jennifer Sheridan, Director of Policy Development, Parkinson’s Action Network, Co-

Chair 
 Angela Ostrom, Vice President of Public Policy and Advocacy, Epilepsy Foundation, 

Co-Chair 
 
Health Care Reform/Comparative Effectiveness Research Issue Team 
 Mary Andrus, Assistant Vice President of Government Relations, Easter Seals, Co-

Chair 
 John Madigan, Senior Director of Public Policy, American Foundation for Suicide 

Prevention, Co-Chair 
 
2012 VHA Revenue Survey  
 
To help NHC member VHAs benchmark their revenue streams against those of their peers, the 
NHC produced the 2012 VHA Revenue Survey. Results from the survey indicated total revenues 
had not quite reached pre-recession levels. The greatest increases were in major gifts and 
foundations, while memorials, direct mail, and planned giving suffered significant decreases.  
 
Thirty-seven member organizations took part in the annual survey, which covered revenues for 
fiscal years 2010, 2011, and 2012. As a member benefit, all VHA members received a generic 
report detailing aggregate revenue data. Participants in the survey also were given a confidential, 
customized report comparing their organization’s results against their peer group (small, 
medium, large, and extra-large organizations) and against all survey participants in general.  
 
2013 Management Compensation Report  
 
To help member voluntary health agencies better hone their recruiting and retention efforts, the 
NHC and the National Human Services Assembly annually conduct a benchmarking survey of 
compensation practices across a spectrum of more than 80 executive and mid-level positions. 
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The survey report also helps when responding to a question on the IRS Form 990 that asks 
whether an organization uses comparability data for determining the compensation of staff.  
 
Fifty-four NHC and National Human Services Assembly member organizations provided data 
and information for the 2013 report. NHC participants receive a free copy of the final report, 
and others may purchase the report by visiting the NHC publications page on the web.  
 
Member Engagement Report  
 
The NHC prepares semiannual Member Engagement Reports for its patient advocacy 
organizations as a way to help them make the best use of the various resources, programs, and 
services provided by the NHC. Based on the most recent data, the overall participation level by 
member patient advocacy organizations remains high with 83% of all VHA members 
participating on average in eight NHC activities. 
 
 

http://www.nationalhealthcouncil.org/pages/page-content.php?pageid=82�
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Extending Our Reach 
 
New Members in 2013  
 
The strength of the NHC comes from the fact that it provides a dynamic forum in which all 
stakeholders can meet for reasoned discussion, collaboration, and advocacy. The NHC is 
honored to have the following organizations and businesses join in this past year and become 
part of the NHC’s collective effort. 

 
Voluntary Health Agency Category 
 COPD Foundation 
 Foundation for Ichthyosis and Related 

Skin Types 
 Immune Deficiency Foundation  
 
Nonprofit with an Interest in Health 
Category 
 Miracle Flights for Kids 

Professional and Membership 
Associations Category 
 American Society of Anesthesiologists 
 National Council for Behavioral Health 
 American Osteopathic Association 
 
Business and Industry Category 
 Abbott Laboratories 
 AbbVie 
 Boehringer Ingelheim  
 Onyx Pharmaceuticals  
  

A Stakebroker for Health Community Stakeholders 
 
The NHC is a stakebroker in the health community due to its unique role of bringing together the 
various stakeholders concerned about and involved in improving the quality of care for people 
with chronic diseases and disabilities. As a stakebroker, the NHC is frequently called on to 
represent the patient community on national boards and commissions and to present the patient 
perspective before various audiences and to the media. 
 
This year, NHC Chief Executive Officer Myrl Weinberg was appointed to the National Center 
for Advancing Translational Sciences (NCATS)/Cures Acceleration Network (CAN) Review 
Board. In addition, Weinberg and NHC Board Member Margaret Anderson from FasterCures 
were appointed co-chairs of an NCATS patient engagement committee. NCATS/CAN is the 
newest of the 27 institutes and centers at the National Institutes of Health (NIH) and focuses on 
translational science.  
 
Weinberg was also asked to serve on the National Academy of Sciences/Institute of Medicine 
committee planning the February 2014 program on Characterizing and Communicating 
Uncertainty in the Assessment of Benefits and Risks of Pharmaceutical Products. 
 
Weinberg will be the 2014 chair of the Better Business Bureau Wise Giving Alliance, an 
organization that helps donors make informed giving decisions and promotes high standards of 
conduct among organizations that solicit contributions from the public. 
 
NHC Executive Vice President and Chief Operating Officer Marc Boutin was selected by the 
Patient-Centered Outcomes Research Institute (PCORI) in 2013 to serve as a charter member of 

http://www.ncats.nih.gov/about/can-board/roster/roster.html�
http://www.ncats.nih.gov/about/can-board/roster/roster.html�
http://www.ncats.nih.gov/about/can-board/roster/roster.html�
http://www.iom.edu/Activities/Research/DrugForum/2014-FEB-13.aspx�
http://www.iom.edu/Activities/Research/DrugForum/2014-FEB-13.aspx�
http://www.bbb.org/us/Wise-Giving/�
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its Advisory Panel on Patient Engagement. Boutin’s appointment to the panel will help the NHC 
shape the way that PCORI engages with patients and patient organizations. 
 
He also agreed this year to serve on the Medical Device Innovation Consortium Patient 
Centeredness Benefit Risk Steering Committee and the External Stakeholder Advisory Group to 
the NIH Healthcare Systems Research Collaboratory. 
 
NHC Voice Before Stakeholders  
 
In 2013, the NHC presented the patient perspective on cutting-edge health issues before 
influential health care and research entities. NHC staff presented at events organized by 
numerous organizations and businesses, including the following: 

 
 American Association for the 

Advancement of Science 
 AcademyHealth  
 Alpha-1 Association 
 Aspen Institute 
 BIO  
 Brookings Institution 
 Clinical Research Forum 
 Drug Information Association (DIA)  
 Department of Health and Human 

Services Multiple Chronic Conditions 
Initiative 

 Epilepsy Foundation of America 
 Food and Drug Law Institute 

 

 Global Genes Project 
 Immune Deficiency Foundation 
 LIVESTRONG 
 National Library of Medicine and Friends 

of the National Library of Medicine 
 National Venture Capital Association 
 New Jersey Public Health Institute 
 Partnership to Fight Chronic Disease  
 Patient-Centered Outcomes Research 

Institute 
 Personalized Medicine Coalition 
 Rare Disease Congressional Caucus 
 Research!America 
 WebMD 
 

NHC in the News  
 
Because of its influential policy work, the NHC was frequently called upon to provide comment 
and insight on important health care issues in 2013. Here are just a few of the media outlets in 
which the NHC presented the united voice of the patient community:  

 
 Kaiser Health News: The importance of picking the right health insurance plans for 

people with chronic diseases and disabilities 
 New York Times, ABC News, Reuters, CNBC, NPR, Wall Street Journal, US News & 

World Report, Modern Healthcare: How the delay in limiting patient out-of-pocket costs 
will negatively impact access to care in the health insurance exchanges 

 Wall Street Journal: The final rule for essential health benefits provided under the 
Affordable Care Act and how it affects patient care 

 BioCentury TV: Video interview about the MODDERN Cures Act to advance the 
discovery of new treatments and new diagnostics 

 The Pink Sheet: Making CER findings relevant requires putting results in context 
 Genetic Engineering & Biotechnology News: The importance of patient engagement in 

research  
 Bloomberg BNA: Conflict-of-interest rules and how they impact access to safe and 

effective medicines  

http://www.pcori.org/pcori-advisory-panels/advisory-panel-on-patient-engagement/�
http://mdic.org/�
https://www.nihcollaboratory.org/cores/Pages/stakeholder-engagement.aspx�
http://www.washingtonpost.com/national/health-science/consumers-with-serious-medical-problems-need-to-carefully-assess-total-plan-costs/2013/09/10/5cdbacbe-1a03-11e3-80ac-96205cacb45a_story.html�
http://www.nytimes.com/2013/08/13/us/a-limit-on-consumer-costs-is-delayed-in-health-care-law.html?pagewanted=all&_r=0�
http://abcnews.go.com/Politics/obamacare-cap-health-costs-delayed/story?id=19950052�
http://www.reuters.com/article/2013/08/23/us-usa-healthcare-lobbying-idUSBRE97M0UJ20130823?feedType=RSS&feedName=everything&virtualBrandChannel=11563�
http://www.cnbc.com/id/100959960�
http://www.npr.org/templates/story/story.php?storyId=211735494�
http://online.wsj.com/article/SB10001424127887323446404579011153329228052.html?mod=WSJ_hps_MIDDLENexttoWhatsNewsThird�
http://health.usnews.com/health-news/news/articles/2013/08/13/health-highlights-aug-13-2013�
http://health.usnews.com/health-news/news/articles/2013/08/13/health-highlights-aug-13-2013�
https://home.modernhealthcare.com/clickshare/authenticateUserSubscription.do?CSProduct=modernhealthcare&CSAuthReq=1:5173508847285026:AID|IDAID=20130807/NEWS/308079968|ID=:CB31DA1813D7D9C0A1D5339F1478BADE&AID=20130807/NEWS/308079968&title=Reform%20Update%3A%20Feds%20stand%20firm%3B%20patients%20in%20certain%20plans%20will%20face%20higher%20out-of-pocket%20costs%20&ID=&CSTargetURL=http%3A%2F%2Fwww.modernhealthcare.com%2Fapps%2Fpbcs.dll%2Flogin%3FAssignSessionID%3D5173508847285026%26AID%3D20130807%2FNEWS%2F308079968�
http://online.wsj.com/article/SB10001424127887323549204578316471980409116.html?KEYWORDS=Jennifer+Corbett+Dooren�
http://www.biocenturytv.com/player/2229685559001�
http://www.elsevierbi.com/publications/the-pink-sheet/75/40/making-cer-findings-relevant-requires-putting-results-in-context--pcori-board�
http://www.genengnews.com/insight-and-intelligence/pharma-builds-bridges-with-advocacy-groups/77899810/�
https://essential.bna.com/login/signin?msg=deny&url=http%3A%2F%2Fnews.bna.com%2Flsln%2FLSLNWB%2Fsplit_display.adp%3Ffedfid%3D32304207%26vname%3Dlslrnotallissues%26fn%3D32304207%26jd%3D32304207&authenDec=-203�
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 Scrip Intelligence: The importance of using clinical trial data to help people with chronic 
diseases and disabilities 

 AJMC: NHC on the need for a process to evaluate the usability of comparative 
effectiveness research findings  

 American Journal of Pharmacy Benefits: NHC-created logic model to capture patient 
input on the benefit-risk of treatment 

 BioCentury: Including the patient voice in the FDA's benefit-risk framework  
 Law360 and FDA Week: The patient perspective on the FDA's draft report for creating a 

benefit-risk framework  
 Inside Health: NHC on a report highlighting inefficiencies in the FDA's Risk Evaluation 

and Mitigation Strategies (REMS)  
 
A Different Normal: Living with a Chronic Condition  
 
The NHC and WebMD, the leading national website for health information, continue to partner 
on initiatives to deliver important messages and information from NHC member organizations to 
help people with chronic diseases and disabilities and their family caregivers.  

 
A Different Normal: Living with a Chronic Condition is a blog focusing on people with chronic 
conditions. The blog features guest writers from NHC’s member organizations and chronic 
disease experts from WebMD. 

 
The NHC thanks the following member organizations that participated in the blog this year 
through October:  

 
 American Kidney Fund 
 Barth Syndrome Foundation 
 Caregiver Action Network 
 Foundation for Ichthyosis & Related Skin Types 
 National Marfan Foundation 
 National Psoriasis Foundation 
 Society of Nuclear Medicine and Molecular Imaging 
 

The NHC was pleased to have Dr. Chris Austin, director of the National Institutes of Health 
National Center for Advancing Translational Sciences (NCATS), submit an article that was 
posted on A Different Normal. Dr. Austin provided a “behind the scenes” view on treatment 
development and provided suggestions about how people with chronic conditions can support 
research for new interventions.  
 
In addition, WebMD held a live on-line chat with patients about the Affordable Care Act, and 
NHC Chief Executive Officer Myrl Weinberg helped to host the event. 
 
Last year, the NHC and WebMD announced the launch of WebMD Answers, where consumers 
and patients can pose personal health questions that can be asked and answered in a trusted 
environment. This initiative provides NHC members a means for promoting their work as go-to 
sources on issues of concern to people with chronic conditions.  
 
 

http://www.scripintelligence.com/home/Everybody-wants-some-Firms-prepare-for-data-sharing-347361?REFID=DLYALT&utm_source=Adestra&utm_medium=email&utm_term=&utm_content=Everybody%20wants%20some:%20Firms%20prepare%20for%20data%20sharing&utm_campaign=Scrip%20Daily%20News%20Alert%20-%20automated&utm_medium=email&utm_term=&utm_source=GB176%20-%20Scrip_Scrip%20Automated%20News%20Alerts&utm_content=SCRIPDailyNews_Auto&utm_campaign=Scrip%20Daily%20News%20Alert%20-%20automated�
http://www.ajmc.com/publications/ajpb/2013/AJPB_JanFeb2013/Establishing-Usability-Criteria-to-Maximize-Value-of-CER�
http://www.ajmc.com/publications/ajpb/2013/ajpb_julaug2013/How-to-Systematically-Capture-Meaningful-Patient-Input�
http://www.biocentury.com/biotech-pharma-news/coverstory/2013-03-25/dissecting-fdas-benefit-risk-framework-potential-impact-on-drug-reviews-a1�
http://www.law360.com/articles/423525�
http://healthpolicynewsstand.com/FDA-Week/FDA-Week-03/08/2013/menu-id-315.html�
http://insidehealthreform.com/201303182428046/Health-Daily-News/Daily-News/rems-gaps-pegged-by-oig-may-shape-upcoming-fda-industry-talks/menu-id-212.html?s=mu�
http://blogs.webmd.com/chronic-conditions/�
http://blogs.webmd.com/chronic-conditions/2013/08/behind-the-scenes-of-treatment-development.html�
http://live.webmd.com/Event/Health_Insurance_When_You_Have_a_Medical_Condition?Page=0�
http://answers.webmd.com/�
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The NHC thanks the following member organizations that participate in WebMD Answers:  
 
 American Autoimmune Related Diseases Association 
 National Alopecia Areata Foundation 
 National Eczema Association 
 National Osteoporosis Foundation 
 National Psoriasis Foundation 

 
International Alliance of Patients’ Organizations  
 
The International Alliance of Patients’ Organizations (IAPO) is a unique global alliance 
representing patients of all nationalities across all disease areas. NHC was instrumental in its 
creation and operations, and NHC Executive Vice President and Chief Operating Officer Marc 
Boutin serves on the Governing Board as Treasurer. 
 
IAPO shared with its members a link to NHC’s booklet Grow Your Grassroots and Better 
Influence Public Policy in its May 2013 newsletter. The publication highlights case studies that 
examine how patient advocacy organizations can influence change. IAPO noted that the 
document, although written about patient organizations in the United States, “contains useful 
information for all grassroots patients’ organizations” and is a useful tool when developing 
grassroots advocacy strategies. 
 
During the 2013 World Health Assembly, also in May, IAPO called for the World Health 
Organization to define universal health coverage and help with global implementation. Carol 
Bennett, an IAPO Board Member, stated that universal health coverage is essential to providing 
better health care, and that “the definition of universal health coverage must reference patient-
centred healthcare.”  
 
New Staff 
 
Emily Gustafson left the NHC staff in 2013 to accept a job with the American Hospital 
Association. The NHC’s new Manager of Communications and New Media, Jill Roberts, joined 
the staff in April. 
 
Financials  

 
The NHC posts its IRS 990 form on the About the NHC page of the NHC website. The audited 
financial statements for fiscal year 2013 will be posted as part of the National Health Council 
Annual Report in the spring of 2014.  

http://www.patientsorganizations.org/�
http://www.nationalhealthcouncil.org/forms/grow-influence.pdf�
http://www.nationalhealthcouncil.org/forms/grow-influence.pdf�
http://www.patientsorganizations.org/attach.pl/1703/1734/Press%20Release%20Item%2017%203%20Universal%20health%20coverage.pdf�
http://www.nationalhealthcouncil.org/NHC_Files/Pdf_Files/form-990-2012.pdf�
http://www.nationalhealthcouncil.org/pages/page-content.php?pageid=53�
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