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Executive Summary: Analysis of Funding for Rheumatology Research 
and Training for the period 2010–2014 

The challenges and opportunities that confront academic rheumatology are 
multidimensional and complex. One such challenge is the current crisis in funding for rheumatic 
disease research and training within the United States. Without acquiring robust data in a 
continuous manner to analyze funding trends, it is increasingly difficult to identify and pursue the 
most relevant and impactful approaches to improving the status of funding in academic 
rheumatology. In order to address this challenge, data collection, analysis and dissemination 
are included as parts of the Rheumatology Research Foundation’s (the Foundation) and the 
American College of Rheumatology’s (ACR) most recent strategic plans.  

In an effort to address the information gap, the Foundation, in collaboration with the 
ACR’s Committee on Research, drafted a funding analysis this spring. The analysis provides a 
retrospective look at funding from the National Institutes of Health (NIH) and private foundations 
for 2010–2014. Data collection took place between December 2014 and May 2015. Information 
collected included data from the NIH’s Research, Condition and Disease Categorization system 
and the NIH Research Portfolio Online Reporting Tool. In addition to NIH data, 11 private 
foundations funding research grants within the scope of rheumatic disease provided data 
regarding their funding over the same period. All data was cross referenced with the ACR’s 
customer relationship management database. Due to the ACR’s penetration of the 
rheumatology community, it is assumed that the data can be used to draw some meaningful 
conclusions. 

The total NIH dollars invested (including total project and sub-project costs) for the 
period Fiscal Year (FY) 2010–2014 was $179,717,554,666. Of this amount, $4,136,449,571 was 
distributed to ACR contacts (members and non-members), which means during that five year 
time period, the rheumatology community received 2.30 percent of total NIH funding. The 
number of projects funded by the NIH for the period of FY 2010–2014 was 403,353. Of these, 
8,037 awards were granted to members of the rheumatology community. This reflects members 
of the rheumatology community receiving 1.99 percent of NIH awards over the last five years. 
Additional analyses identified the types of funding mechanisms ACR contacts were granted, the 
top federal institutes and centers funding rheumatology and the study sections with successful 
rheumatology grants. 

The total number of private foundation dollars invested for the period of FY 2010–2014 
was $140,363,090. Of this amount, $93,071,238 was distributed to ACR contacts. This is 
representative of 66.3 percent of total funding going to ACR contacts over the five year time 
period. The number of projects funded by private foundations for the period of FY 2010–2014 
was 684. Of these, 409 awards were granted to ACR contacts. This reflects contacts of the ACR 
receiving 59.7 percent of awards funded over the last five years. 

The total federal and private foundation collective impact on the rheumatology 
community from 2010–2014 was $4,276,812,661. Annual updates to this report will continue 
to provide real-time data and trend analysis regarding rheumatic disease funding within the 
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United States. This data will be utilized to inform recommendations on behalf of the College 
regarding strategies to improve funding in support of academic rheumatology. 

Introduction  

The challenges and the opportunities that confront academic rheumatology are 
multidimensional and complex. Academic units strive to nurture and balance their multiple 
missions of research, clinical care and teaching in a rapidly changing environment in which the 
economic viability of rheumatology is far from secure. Because academic centers are the 
essential pipeline for the development of rheumatology practitioners in the community, issues 
which affect the vitality of academic rheumatology have broad implications on the viability of the 
profession as a whole. The availability of a sufficiently robust academic workforce for the future, 
especially at the leadership level, is uncertain. At the same time, the potential for transformative 
basic discoveries and clinical advances that lead to better prevention, treatment and even cures 
for adult and pediatric rheumatic disease has never been greater.  

Recognizing these challenges and opportunities, the American College of Rheumatology 
(ACR) had the foresight to convene a review of the state of academic rheumatology in the U.S. 
and charged a Blue Ribbon Panel (BRP) with making recommendations to address the key 
issues.  

Background 

In November 2012, the BRP produced a report containing a summary of the critical 
issues identified within academic rheumatology across the domains of training, practice and 
research. Also included were specific recommendations to address these issues over the short 
and long term. One such issue was the funding crisis for rheumatic disease research and 
training. The BRP found that addressing this crisis would be especially challenging without 
sufficient data to fully understand the scope, trends and impact of historical underfunding and 
the diffusion of support for rheumatic disease research across multiple institutes and centers at 
the National Institutes of Health (NIH) and private foundations. 

One of the recommendations of the BRP was to develop a method and schedule to 
acquire and analyze sufficient levels of serial data in real time to provide informed 
recommendations regarding strategies to improve funding within academic rheumatology. This 
would help to target the information gap, especially with regard to real-time data that can be 
tracked longitudinally and allow for more meaningful analyses of the effects of future 
interventions. 

In the quest to understand changes over time, the BRP found it is necessary to perform 
annual updates and analyze data in a consistent manner. The panel set a goal of acquiring and 
analyzing the first dataset within one year, and thereafter, the process would be supported 
annually to understand changes over time. In an effort led by the Rheumatology Research 
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Foundation (Foundation) and the ACR’s Committee on Research (COR), the first 
comprehensive dataset was collected and analyzed in 2014, resulting in the report “Analysis of 
Funding for Rheumatology Research and Training for the period 2009–2013.”1 The report was 
widely shared among stakeholders in the rheumatology community, helped inform advocacy 
efforts and was used by the ACR’s COR to help define agendas for several Institutes and 
Centers at the NIH, including: 

• National Institute of Allergy and Infectious Diseases (May 2014) 
• National Center for Advancing Translational Sciences (May 2014) 
• National Heart, Lung and Blood Institute (September 2014) 
• National Institute on Aging (September 2014) 
• National Institute of Allergy and Infectious Diseases (May 2015) 
• National Institute of Arthritis and Musculoskeletal and Skin Diseases (May 2015) 

This following report contains a summary of the second dataset and corresponding 
analysis for fiscal years 2010–2014. It is the hope of the Foundation and the COR that this data 
will be used for the following purposes: 

• Determine funding trends with respect to rheumatology research and training and 
identify potential issues 

• Inform ACR lobbying efforts to increase funding for rheumatic disease research 
• Educate the community about appropriate selection of NIH Institutes/Centers, study 

sections, etc. 
• Identify the top NIH Institutes/Centers and develop targeted agendas for meetings with 

leadership 
• Educate the community about available sources of rheumatic disease research funding 

via private foundations 
 

Methodology 

I. Federal Funding 

Several data sources were used and analyzed in the creation of this report. The first 
resource utilized was the NIH’s Research, Condition and Disease Categorization (RCDC) 
system.2 The RCDC uses a computerized process to sort and categorize all funded projects into 
233 reported categories of disease, condition or research area. RCDC data from 2010–2014 
was utilized in this report for the following categories that are most relevant to rheumatic 
disease: 

• Aging 
• Arthritis 
• Autoimmune Disease 
• Fibromyalgia 
• Inflammatory Bowel Disease 
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• Lupus 
• Lyme Disease 
• Osteoporosis 
• Paget’s Disease 
• Scleroderma 

 
An in-depth analysis was conducted on the NIH datasets from the last five fiscal years 

(2010–2014). Data was obtained through the NIH Research Portfolio Online Reporting Tools 
(NIH ExPORTER).3 Datasets used in this report include: 

• FY 2010 RePORTER Project Data 
• FY 2011 RePORTER Project Data 
• FY 2012 RePORTER Project Data 
• FY 2013 RePORTER Project Data 
• FY 2014 RePORTER Project Data

 
After obtaining the NIH datasets, a cross-reference SQL query with the ACR’s customer 

relationship management (CRM) database was conducted during April 2015. This query 
identified matches between the ACR’s CRM and RePORTER data by matching identical first 
name, last name and state. Running this query helped to identify investigators who were current 
ACR contacts and who were also receiving grant funding from the NIH. Membership information 
was representative of multiple status types including: 

• Active members of the ACR 
• Active members of the Association of Rheumatology Health Professionals (ARHP) 
• Non-members (Non-members are records in the ACR membership database for 

individuals who are not actual members of the ACR or ARHP. Individuals create non-
member profiles to access ACR programs and services, the most frequent being 
registration for ACR professional meetings, including the annual scientific meeting).  

II. Private Funding 

A period of private foundation data acquisition took place March–May 2015, including 
requests from all private funding agencies listed below. Of the 12 private, external agencies that 
were contacted 11 responded favorably and provided the requested data. This represents an 
impressive 92 percent success rate. This analysis does not include research and development 
supported directly by pharmaceutical companies. 

The following agencies were invited to provide data to be included as part of the analysis. 

• Alliance for Lupus Research 
• Arthritis Foundation 
• Arthritis National Research 

Foundation 
• Lupus Foundation of America* 

• Lupus Research Institute 
• National Psoriasis Foundation 
• Rheumatology Research Foundation 
• Scleroderma Foundation 
• Scleroderma Research Foundation 
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• Sjogren’s Syndrome Foundation 
• SLE Foundation 

• Vasculitis Foundation

 
Funding agencies were asked to provide the following data across programs for the 

period of fiscal years 2010–2014. 

• Principal Investigator (first and last name) 
• Fiscal Year Awarded 
• Total Award Amount 
• Award Duration 
• Project Title 

 
Funded projects from each of the aforementioned agencies were cross-referenced with 

the ACR’s CRM database in May 2015 to determine the number of rheumatic disease research 
awards made to members of the ACR.  

Data received was not in a consistent format, so only data with commonality across the 
responding organizations was utilized for analysis. The final master dataset included the 
following data points: 

• Funding Agency 
• FY Awarded 
• Principal Investigator Last Name 

• Principal Investigator First Name 
• ACR Membership Classification 
• Total Amount Awarded  

  

III. Data Limitations 

The NIH datasets were cross-referenced with the ACR’s CRM database using an SQL 
query in April 2015. This query identified matches between the ACR’s CRM and RePORTER 
data by matching identical first name, last name and state. These are the only consistent data 
fields within the CRM and RePORTER datasets. While the matches that were returned via the 
SQL query matched on all three data fields, there is a possibility that there are multiple people 
with identical names receiving NIH funding in a given state.  

When compared to the previous report [Analysis of Funding for Rheumatology Research 
and Training for the period 2009–2013], this year’s report has a slight increase in ACR contacts 
identified throughout the time period of 2010–2013. This increased identification of members 
might be attributed to several factors: 

• Continuous updates to files in NIH ExPORTER (e.g., 2010 dataset had been updated as 
recently as March 2015) 

• CRM upgrade by the ACR since the last funding report was completed 
• Assistance provided by the NIH to the Foundation and COR on how to better mine the PI 

data 

The increase in contacts identified is negligible and did not impact trends identified in the 
previous report. 
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Results 

I. Federal Funding 

This project provides an in-depth look at the number of NIH awards being granted to the 
rheumatology community annually, in addition to the total amount of award dollars being 
received.  

In 2008, at the request of Congress, the NIH sought to provide better transparency in the 
reporting of its funded research. This is done through the RCDC system, which uses 
sophisticated data mining techniques to match projects to 233 reported categories of disease, 
condition or research areas. It is important to note that research projects are often applicable to 
more than one RCDC category, and RCDC categories are, by their nature, overlapping. As a 
result, some NIH-funded projects might fall into several reported categories, whereas other 
projects will not be categorized at all, making it hard to draw sound conclusions on the total 
amount of funding being allocated towards rheumatic disease. Table 1 provides information on 
NIH’s spending from 2010–2014 within RCDC categories that are of particular value to 
rheumatology.  

Table 1: Funding for various research conditions and disease categories associated with 
rheumatology2 

Research/Disease 
Areas 

FY10 Actual FY 11 Actual FY 12 Actual FY 13 Actual FY 14 Actual 

Aging 2,960,000,000 2,572,000,000 2,593,000,000 2,429,000,000 2,556,000,000 
Arthritis 308,000,000 231,000,000 258,000,000 231,000,000 239,000,000 
Autoimmune 
Disease 

981,000,000 869,000,000 867,000,000 821,000,000 822,000,000 

Fibromyalgia 9,000,000 11,000,000 13,000,000 11,000,000 10,000,000 
Inflammatory Bowel 
Disease 

125,000,000 113,000,000 121,000,000 114,000,000 125,000,000 

Lupus 127,000,000 106,000,000 108,000,000 92,000,000 99,000,000 
Lyme Disease 29,000,000 28,000,000 25,000,000 20,000,000 23,000,000 
Osteoporosis 204,000,000 179,000,000 181,000,000 164,000,000 141,000,000 
Paget's Disease 1,000,000 1,000,000 1,000,000 500,000 500,000 
Scleroderma 21,000,000 25,000,000 24,000,000 21,000,000 24,000,000 

Totals $4,765,000,000 $4,135,000,000 $4,191,000,000 $3,903,500,000 $4,039,500,000 
 

Although the data in Table 1 provides some interesting information, it is difficult to rely on 
just RCDC data to make meaningful conclusions. Since the scope of rheumatic disease 
encompasses many target organs and pathologic processes, funding will reach across many 
other conditions or disease areas. In order to view rheumatic disease funding in as many ways 
as possible, NIH data also was compared to the ACR CRM database. The ACR is the largest 
professional membership organization of physicians, scientists and health professionals 
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devoted to the study and treatment of rheumatic disease. The organization represents more 
than 9,200 rheumatologists and rheumatology health professionals and represents 
approximately 85-90 percent of the rheumatology community4. 

The NIH datasets were cross-referenced with the ACR CRM database using an SQL 
query. This query helped to identify investigators who are current ACR contacts and also have 
received grant funding from the NIH from fiscal years 2010–2014. Due to the ACR’s penetration 
of the rheumatology community, it is assumed that some meaningful conclusions can be drawn. 

For purposes of this report, data will be presented in four different ways: 

• ACR Members - only includes ACR/ARHP members 
• Non-Member Contacts - records in the ACR membership database for individuals 

who are not actual members of the ACR or ARHP (Individuals create non-member 
profiles to access ACR programs and services, the most frequent being registration 
for ACR professional meetings) 

• ACR Contacts - includes both ACR/ARHP members and non-member contacts 
• Non-Affiliates - no connection to the ACR/ARHP membership database 

In addition, it should be noted that all information included for 2010 includes funds from the 
American Reinvestment and Recovery Act (indicated by an asterisk). 

II. NIH Funding 

The total NIH dollars invested (including total project and sub-project costs) for the 
period of 2010–2014 was $179,717,554,666. Of this amount, $4,136,449,571 was distributed to 
ACR contacts. This is representative of 2.30 percent of total NIH funding going to the 
rheumatology community over the five year time period.  

Table 2: NIH funding 2010–2014, total amount funded 

  
Associated with ACR 

Year Total Amount Granted 
Total Amount 

Granted to ACR 
Contacts 

% of Total 
Amount to 

ACR Contacts 

2010* $41,655,991,836 $1,161,725,604 2.79% 

2011 $35,472,597,188 $942,536,648 2.66% 

2012 $34,999,281,635 $683,529,703 1.95% 

2013 $33,222,730,926 $662,422,531 1.99% 

2014 $34,366,953,081 $686,235,085 1.99% 

5 Yr Totals $179,717,554,666 $4,136,449,571 2.30% 
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The total number of projects funded by the NIH for the period of 2010–2014 was 
403,353. Of these, 8,037 awards were granted to members of the rheumatology community. 
This reflects members of the rheumatology community receiving 1.99 percent of NIH awards 
funded over the last five years. Tables 3 and 4 summarize the data analysis. 

Table 3: NIH funding 2010–2014, total awards funded 

  
Associated with ACR 

Year 
Total # of 

Awards Granted 

Total # of 
Awards to ACR 

Contacts 

% of Total Awards 
to ACR Contacts 

2010* 92,931 2,180 2.35% 

2011 82,534 1,826 2.21% 

2012 77,681 1,362 1.75% 

2013 75,676 1,353 1.79% 

2014 74,531 1,316 1.77% 

5 Yr Totals 403,353 8,037 1.99% 

 

For every year of NIH data, a cross reference query returned all NIH awardees that were 
also contacts within the ACR CRM database. Duplicates were then removed from the dataset to 
provide a list of unique ACR contacts receiving NIH funding. All unique records were analyzed 
to determine membership status and type. Individual records were either considered to be an 
ACR/ARHP member or non-member contact. 

Table 4: Analysis of NIH funding to ACR contacts, FY 2010–2014 

Year #Awards 
Granted 

Unique 
Records ACR Members ARHP 

Members 
Non-Member 

Contacts 

2010* 2,180 837 328 51 458 

2011 1,826 802 327 40 435 

2012 1,362 597 244 31 322 

2013 1,353 604 248 30 326 

2014 1,316 573 239 30 304 
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Tables 5 and 6 describe the status and membership type of ACR contacts receiving NIH 
grants over the time period of 2010–2014. 

 
 Table 5: Breakdown of ACR contacts receiving NIH funding by membership status 
annually 

 
 

 

 

 

 

 

 

 

Membership Type (Unique Records) 2010* 2011 2012 2013 2014 

ACR Clinical Member 11 9 8 7 7 

ACR Emeritus Member 3 1 1 1 1 

ACR Fellow Member 183 187 152 158 153 

ACR Fellows-in-Training 1st Year 0 2 2 1 1 

ACR Fellows-in-Training 2nd Year 1 0 0 0 0 

ACR Fellows-in-Training Post Fellowship 1 1 1 2 3 

ACR Master Member 29 21 16 17 15 

ACR Research Member 100 106 64 62 59 

ARHP Health Professional 51 40 31 30 30 

Non Member 458 435 322 326 304 

ANNUAL TOTAL (unique records) 837 802 597 604 573 
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In an effort to characterize the pool of recipients, a query was run in the ACR CRM 
database to determine the degree of each individual. Out of the 1,148 (over five years) unique 
contacts, 883 had a degree(s) listed. Table 6 provides a breakdown of the most common 
degrees listed for both ACR members and non-member contacts. 

Table 6: Degrees of ACR contacts receiving NIH funding 

Degree ACR 
Members 

Non- Member 
Contacts 

MD 213 156 

MD, MPH 25 4 

MD, PhD 95 35 

PhD 103 133 

Other 85 34 

No Degree Listed 0 265 

TOTAL 521 627 

 

 

Although the majority of rheumatic disease research is funded through the National 
Institute of Allergy and Infectious Diseases (NIAID) and the National Institute of Arthritis and 
Musculoskeletal and Skin Diseases (NIAMS), the scope of disease is so broad that it reaches 
across many other NIH Institutes and Centers. Further analysis of the data gave a clearer 
picture of diffusion of funds allocated to the rheumatology community across the NIH.  
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The total number of awards received over the time period of FY 2010–2014 by ACR 
contacts was 8,037. These awards were funded by 39 different Institutes and Centers (IC). 
When looking at five year cumulative totals, the number of awards funded per IC ranged from 
1,886 grants (NIAID) to 1 (multiple ICs). The median number of awards funded by a single IC 
was 67. Table 7 illustrates the top 10 ICs funding the rheumatology community cumulatively 
over the five year time period. 

Table 7: Top 10 institutes and centers funding rheumatology research and training 

NIH Institutes and Centers 2010* 2011 2012 2013 2014 TOTAL 

National Institute of Allergy and Infectious Diseases 524 431 330 305 296 1886 

National Institute of Arthritis and Musculoskeletal and 
Skin Diseases 
 

467 389 289 304 307 1756 

National Heart, Lung and Blood Institute 191 167 129 118 113 718 

National Cancer Institute 178 145 119 115 99 656 

National Institute of Diabetes and Digestive and 
Kidney Disorders 
 

159 117 83 90 87 536 

National Institute on Aging 91 75 76 83 80 405 

National Center for Research Resources 175 127 0 0 0 302 

National Institute of General Medical Sciences 62 57 51 57 51 278 

Eunice Kennedy Shriver National Inst. of Child Health 
& Human Dev. 
 

43 44 41 37 32 197 

National Institute of Neurological Disorders and 
Stroke 

50 44 31 32 38 195 

 

 
Analysis also was conducted to determine in which study sections the successfully 

funded projects were being reviewed. Data was reviewed to determine study sections that were 
associated with 10 or more funded projects annually. A total of 19 study sections were identified 
that met this criteria, with the most successful projects coming from the (1) Arthritis and 
Musculoskeletal and Skin Diseases Special Grants Review Committee (N=327), (2) Arthritis, 
Connective Tissue and Skin Study Section (N=232) and (3) Hypersensitivity, Autoimmune and 
Immune-mediated Disease Study Section (N=226). This information does not include successful 
projects reviewed by a special emphasis panel (N=4,103 for the five year period), since granular 
data on the specific panel within that section are not available in the dataset.  
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Table 8: NIH study sections with successful rheumatology grants 
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III. Awards to ACR Contacts 

Figure 1 is representative of the types of NIH awards being granted to ACR contacts 
annually. The award mechanisms listed in the figure are the most applicable to the 
rheumatology community and include training and fellowships (T and F series), career 
development (K series), research grants (R series), program project/center grants (P series) 
and cooperative agreements (U series). All other awards are combined and counted within the 
“other” category.  

Figure 1: Award mechanisms granted to ACR contacts annually 
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Table 9 illustrates all ACR contacts receiving awards from 2010–2014 but delineates 
between members and non-members.  

Table 9: Award mechanisms granted member vs. non-member contacts annually 

  2010 2011 2012 2013 2014 
Award 

Mechanism 
Member Non Member Non Member Non Member Non Member Non 

F 3 6 2 3 3 4 3 7 3 6 
K 77 38 79 30 52 25 57 30 56 24 
P 180 325 169 266 123 196 112 188 103 180 
R 456 664 345 522 257 393 257 376 232 342 
T 38 53 35 55 30 48 33 40 31 34 
U 72 181 76 184 55 136 55 145 90 156 

Totals 826 1267 706 1060 520 802 517 786 515 742 
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IV. Training Awards 

The purpose of a T32 award is to prepare qualified individuals for careers that have 
significant impact on the health-related research needs of the nation. The ultimate goal is to 
provide all the resources necessary to develop a successful career as a physician scientist. 
These institutional awards will pay a stipend, travel and other expenses of doctoral students 
and/or postdocs.  

Figure 2 depicts the number of T32 applications the NIH receives annually as well as the 
success rates of those applications. There are also bars representing the number of ACR 
members (data points included) and ACR non-member contacts receiving awards annually. 
Although we cannot calculate a success rate specific to rheumatology-related applications, the 
overall success rates for NIH training grants have ranged between 41-53 percent over the last 
five years.5 The individual success rates vary by funding institute. 

Figure 2: NIH T32 awards: submitted vs. funded 
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V. Career Development Awards 

 The K08 award is a mentored clinical scientist development award. The purpose is to 
provide the opportunity for promising medical scientists with demonstrated aptitude to develop 
into independent investigators. The award provides “protected time” to individuals with a clinical 
doctoral degree for an intensive, supervised research career development experience in the 
fields of biomedical and behavioral research, including translational research. 

 Figure 3 depicts the number of K08 applications the NIH receives annually as well as the 
success rates of those applications. There are also bars representing the number of ACR 
members (data points included) and ACR non-member contacts receiving awards annually. 
Although we cannot calculate a success rate specific to rheumatology related applications, the 
overall success rates for NIH K08 awards have ranged between 35-43 percent over the last five 
years.6 The individual success rates vary by funding institute. 

Figure 3: NIH K08 awards: submitted vs. funded 

 

 Similar to the K08 award, the K23 provides mentored, career-development support. The 
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endeavors on patient-oriented research.  
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Figure 4 depicts the number of K23 applications the NIH receives annually as well as the 
success rates of those applications. There also are bars representing the number of ACR 
members (data points included) and ACR non-member contacts receiving awards annually. 
Although we cannot calculate a success rate specific to rheumatology related applications, the 
overall success rates for NIH K23 have ranged between 32-38 percent over the last five years. 
The individual success rates vary by funding institute. 

Figure 4: NIH K23 awards: submitted vs. funded 
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VI. Research Project Grants 

The R01 is the original and oldest grant mechanism awarded by the NIH. The R01 grant 
is an award made to support a discrete, specified, circumscribed project to be performed by the 
named investigator(s) in an area representing the investigator's specific interest and 
competencies based on the mission of the NIH. 

Figure 5 depicts the number of R01-equivalent (includes R01 and R37) award 
applications the NIH receives annually, as well as the success rates of those applications. The 
number of applications funded includes original submissions, as well as first and second 
resubmission. There also are bars representing the number of ACR members (data points 
included) and ACR non-member contacts receiving awards annually. Although we cannot 
calculate a success rate specific to rheumatology-related applications, the overall success rates 
for NIH R01 awards have ranged between 18-21 percent over the last five years.8 The 
individual success rates vary by funding institute. 

 
Figure 5: NIH R01-equivalent awards: submitted vs. funded 
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VII. Private Funding  

After obtaining datasets from 11 individual private foundations, a cross-reference SQL 
query with the ACR CRM database was conducted. This query helped to identify investigators 
who are current ACR contacts and also have received grant funding from a private foundation 
from fiscal years 2010–2014. Due to the ACR’s penetration of the rheumatology community, it is 
assumed that some meaningful conclusions can be drawn. 

It is important to note that data in this report does not portray an accurate 
depiction of the collective mission and scope of each organization represented. Data is 
only reflective of direct grants programs that are funding rheumatic disease research 
awards granted in fiscal years 2010–2014. The majority of participating private foundations 
have additional priorities and commitments outside of what is reflected in the information 
presented below, including workforce development, advocacy and education. To learn more 
about the mission and funding priorities of each organization, see Appendix A. 

Table 10: Analysis of total private foundation funding, fiscal years 2010–2014 

Organization Awards Amount 

Alliance for Lupus Research 76 $35,168,342 

Arthritis Foundation 160 $21,030,833 

Arthritis National Research Foundation 65 $4,914,078 

Lupus Research Institute 63 $17,900,000 

National Psoriasis Foundation 8 $875,000 

Rheumatology Research Foundation 177 $47,609,494 

Scleroderma Foundation 33 $4,950,000 

Scleroderma Research Foundation 63 $5,227,058 

Sjögren's Syndrome Foundation 17 $870,000 

SLE Foundation 6 $855,000 

Vasculitis Foundation 16 $963,285 

TOTALS: 684 $140,363,090 
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Figure 6 depicts the total amounts allocated by each organization by fiscal year for years 
2010–2014. The following notations should be made when reviewing data: 

• In FY 2012, the Rheumatology Research Foundation was transitioning from its first 
targeted research program (which focused solely on rheumatoid arthritis) to the next 
phase of targeted research, which expanded to include other types of inflammatory 
arthritis. During this transition, the Foundation continued to fund career research awards 
and previously funded multi-year targeted research awards. However, no new targeted 
research grants were funded. 

• The SLE Foundation funded research through the Lupus Research Institute in FY 2014. 
• In 2014, the Arthritis Foundation managed a scientific research awardee portfolio totaling 

$6,832,000. In March 2015, the Arthritis Foundation released a new Delivering on 
Discovery Request for Proposals with a submission deadline of May 12, 2015. Award 
announcements will be made in August 2015. 

Figure 6: Total amount awarded per year by agency, fiscal years 2010–2014 
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Table 11 depicts the amount allocated towards specific diseases. In order to generate 
the numbers depicted in Table 11, total budget amounts for each disease-specific foundation 
were combined (e.g., Scleroderma Foundation and Scleroderma Research Foundation were 
combined into the “scleroderma” category). For awards given by the foundations with broader 
disease scopes, a search for keywords within project titles was used to assign each award to a 
category. It should be noted that all 684 awards were not individually assessed and assigned a 
category, so there are limitations to this data. Table 11 should not be isolated and looked at as a 
sole source for drawing meaningful conclusions. 

Table 11: Percent of overall rheumatic disease research dollars, fiscal years 2010–2014 

Disease Area Awards Amount 

Arthritis 272 $53,389,335 

Gout 2 $350,000 

Lupus 172 $57,378,342 

Non-Disease Specific 99 $16,185,070 

Scleroderma 102 $10,942,058 

Sjögren's Syndrome 19 $935,000 

Systemic Sclerosis 2 $220,000 

Vasculitis 16 $963,285 

TOTAL 684 $140,363,090 
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VIII. Demographics and Membership Data 

The total number of private foundation dollars invested for the period of fiscal years 
2010–2014 was $140,363,090. Of this amount, $93,071,238 was distributed to ACR contacts. 
This is representative of 66.3 percent of total funding going to ACR contacts over the five year 
time period. This is reflected in Table 12 below. 

Table 12: Private funding 2010- 2014, total amount funded 

  Associated with ACR 

Year Total Amount Granted 
Total Amount 
Granted to ACR 
Contacts 

% of Total 
Amount to 
ACR Contacts 

2010 $31,081,523 $20,676,422  68.9% 

2011 $28,840,567 $18,969,934  68.2% 

2012 $24,160,222 $14,148,867  61.1% 

2013 $35,768,151 $25,692,145  74.1% 

2014 $20,512,627 $13,583,870  69.2% 

5 Yr Totals $140,363,090 $93,071,238  68.3% 

  

 

  

Funding for Rheumatology Research and Training for the Period 2010–2014 24 | P a g e  
 



Table 13 provides a breakdown of amounts allocated to ACR members, non-member 
contacts and non-affiliates by organization from 2010–2014. 

Table 13: Funding amounts to ACR members, non-members contacts and non-affiliates, 
fiscal years 2010–2014 

Organization Total $ to ACR 
Members 

Total $ to Non-Member 
Contacts 

Total $ to Non-
Affiliates 

Alliance for Lupus Research $19,353,092 $2,564,157 $13,251,093 

Arthritis Foundation $7,645,000 $1,500,000 $11,885,833 

Arthritis National Research Foundation $1,604,774 $400,000 $2,909,304 

Lupus Research Institute $5,400,000 $2,300,000 $10,200,000 

National Psoriasis Foundation $500,000 0 $375,000 

Rheumatology Research Foundation $47,609,494 0 0 

Scleroderma Foundation $2,550,000 $450,000 $1,950,000 

Sjögren's Syndrome Foundation $70,000 $75,000 $725,000 

SLE Foundation $450,000 0 $405,000 

Vasculitis Foundation $365,106 $99,165 $498,964 
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The number of projects funded by private foundations for the period of fiscal years 
2010–2014 was 684. Of these, 409 awards were granted to ACR contacts. This reflects 
contacts of the ACR receiving 59.7 percent of awards funded over the last five years. This is 
reflected in Table 14. 

Table 14: Private funding 2010–2014, total awards funded 

  Associated with ACR 

Year 
Total # of 
Awards Granted 

Total # of 
Awards to ACR 
Contacts 

% of Total Awards 
to ACR Contacts 

2010 157 90 57.3% 

2011 146 90 61.6% 

2012 149 82 55.0% 

2013 133 83 62.3% 

2014 99 64 64.6% 

5 Yr Totals 684 409 59.7% 

 

For every year of private foundation data, a cross reference query returned all awardees 
that also were contacts within the ACR CRM database. Duplicates then were removed from the 
dataset to provide a list of unique ACR contacts receiving funding (Table 15). All unique records 
were analyzed to determine membership status and type. Individual records were either 
considered to be an ACR/ARHP member or non-member contact (Table 16). 

Table 15: Analysis of private foundation funding to ACR contacts, fiscal years 2010-2014 

Year #Awards 
Granted 

Unique 
Records ACR Members ARHP 

Members 
Non-Member 
Contacts 

2010 90 88 65 10 13 

2011 90 87 72 6 9 

2012 82 77 64 3 10 

2013 83 78 61 5 12 

2014 64 63 54 3 6 
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Table 16 describes the status and membership type of unique ACR contacts receiving 
private foundation grants over the time period of 2010–2014. 

Table 16: Breakdown of ACR contacts receiving private foundation funding by 
membership status annually 

 

  

Membership Type (Unique Records) 2010* 2011 2012 2013 2014 

ACR Clinical Member 0 2 3 2 1 

ACR Fellow Member 53 57 47 45 41 

ACR Fellows-in-Training Post Fellowship 0 2 2 1 2 

ACR Master Member 3 3 1 3 2 

ACR Research Member 9 8 11 10 8 

ACR Residents and Students 0 0 0 0 0 

ARHP Associate 1 0 0 0 0 

ARHP Health Professional 8 6 3 5 3 

ARHP Student 1 0 0 0 0 

Non-Member 13 9 10 12 6 

ANNUAL TOTAL (Unique records) 88 87 77 78 63 
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In an effort to characterize the pool of recipients, a query was run in the ACR CRM 
database to determine the degree of each individual. Out of the 317 (over five years) unique 
contacts, 285 had a degree(s) listed. Table 17 provides a breakdown of the most common 
degrees listed for both ACR members and non-member contacts. 

Table 17: Degrees of ACR Contacts receiving private funding 

Degree 
ACR 

Members 
Non- Member 

Contacts 

MD 132 6 

MD, MPH 14 0 

MD, PhD 48 2 

PhD 29 14 

Other 35 5 

TOTAL 258 27 

 

Next Steps 

The ACR Committee on Research is working on a comprehensive annual plan for the 
identification, collection, analysis and reporting of mass data, including federal and private 
funding as described above. Pipeline and workforce data (including benchmarking data) also 
will be included in the future, with plans for routine reports to be presented to the ACR and the 
Rheumatology Research Foundation Boards of Directors on an annual basis.  

The Foundation will be hosting the first ever Partners in Rheumatology: Leadership 
Summit in San Diego, CA, June 25–26, 2015. The Summit will bring together rheumatology 
stakeholders from 16 private organizations and federal institutions. The meeting will provide an 
opportunity to discuss ways to collaborate efforts to fill the growing gap in federal funding and 
determine ways to encourage lawmakers to support rheumatology research through the NIH. It 
is hoped that this meeting will serve as a catalyst to align stakeholders, harness collective 
knowledge and fuel collaborations across the organizations. 
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Appendix A: More information on private funding for rheumatic 
disease 

It is important to note that data in this report does not portray an accurate depiction of 
the collective mission and scope of each organization represented. Data is only reflective of 
direct grants programs that funded rheumatic disease research awards granted in fiscal years 
2010–2014.  

The majority of participating private foundations have additional priorities and 
commitments outside of what is reflected in the information presented in this report, including 
workforce development, advocacy and education. Please visit the following websites to learn 
more about the important work that each organization is doing to make a vital impact on 
rheumatic disease.  

Alliance for Lupus Research 
www.lupusresearch.org 
 
Arthritis Foundation 
www.arthritis.org 
 
Arthritis National Research Foundation 
www.curearthritis.org 
 
Lupus Research Institute 
www.lupusresearchinstitute.org 
 
National Psoriasis Foundation 
www.psoriasis.org 
 
 
 

Rheumatology Research Foundation 
www.rheumresearch.org 
 
Scleroderma Foundation 
www.scleroderma.org 
 
Scleroderma Research Foundation 
www.srfcure.org 
 
Sjögren’s Syndrome Foundation 
www.sjogrens.org 
 
SLE Foundation 
www.lupusny.org 
 
Vasculitis Foundation 
www.vasculitisfoundation.org 
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