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Background 
 
The CTSA Program’s mission is to improve the translational research process such that quality and safe 
treatments are available to patients faster and more efficiently. To accomplish the mission, the CTSA 
Program’s goals emphasize the engagement of patients and communities, workforce development and 
professional training, and encourage the integration of underserved and special populations across all 
ages in translational research. While these goals are central to the work conducted at the local, 
regional, and national levels, CTSA hubs recognize that there are underlying, deeply rooted health 
disparities that affect and can stymie the speed and impact in which the goals and ultimately the 
mission of the program might be accomplished. 
 
The CTSA Collaboration / Engagement Enterprise Committee (CE EC) acknowledges that health 
disparities may be lessened by engaging patients and communities in all phases of the translational 
research spectrum and sharing resources CTSA hubs have developed that address Health Disparities in 
translational research. To help facilitate closing the gaps observed through engaging patients and 
communities, the preceding Collaboration Engagement Domain Task Force (C/E DTF) sought and 
obtained permission to establish a Health Disparities Work Group in order to better align individual 
CTSAs support with the current landscape of health disparities research within and outside of CTSA 
hubs and to facilitate connections between hubs and local, state and national health disparities 
research efforts.   
 
Early discussions explored the rapid growth of local, state and regional programs to improve health 
and reduce disparities, but were not connected to, and often not known by, the CTSA hubs. State 
health officers, in particular, have been eager to explore possible linkages and partnerships. Additional 
topics of concern observed by hubs included: (a) the need to better address the complexities involved 
in engaging, recruiting, and retaining diverse patients and communities in translational research, (b) 
the need to improve inclusion of numerous special populations in clinical and translational research 
including individuals across the lifespan, women, underserved, and immigrant and refugee 
populations, and (c) enhancing the pipeline of researchers who are prepared to conduct research that 
is both community-engaged and translational. 
 
During the early months of 2019, the Health Disparities WG was successful in partnering with a wide 
range of external partners from other federal agencies, including the CDC and HRSA’s Office of Rural 
Health Policy, the Association of American Medical Colleges (AAMC),  the Association of State Health 
Officers, and an array of national and state foundations, and compiled a searchable list of over 1000 
community programs that sought to improve health outcomes and reduce disparities, in urban and 
rural settings across the United States. Information obtained included program names, contact 
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information, service areas, goals, and often but not always, key words. A pretest of the list, sorted by 
states, demonstrated that the majority of the programs were not known to related CTSA hubs, and 
that many of the hubs were interested in learning more about the programs. 
 
 The Health Disparities Work Group (HD WG) proposed a survey of CTSA hubs regarding their 
engagement with local and state health disparities programs to the Community / Collaboration Domain 
Task Force (C/E DTF). The latter endorsed the request and forwarded it to the C/E DTF Lead Team, who 
was also working with the Methods to Assess Community Engagement Strategies WG on a broader 
study of engagement “to assess the role of the community engagement cores, the role of community 
partners within the community engagement cores and overall CTSA, and to inform metrics to assess 
impact of the CE cores.” Rather than develop and administer two separate surveys that were 
complementary, the Lead Team recommended a single, two-part survey that was ultimately developed 
and implemented. The first part of the HD WG survey included the following statement and 
instructions (under question No. 17) in the Community Engagement Survey that was distributed in 
October 2019 by the CLIC Survey team to all the CTSA hubs: 
 

We are interested in the degree to which you are engaged with community and state 
partners who seek to improve health outcomes and reduce disparities, both rural and 
urban. To make this easier, we have compiled a sortable list of a wide range of health 
disparities programs and partnerships identified by states, the HRSA Office of Rural Health 
Policy, the CDC Prevention Research Centers, and the Health Disparities Workgroup, and 
would like to know whether your core is already engaged with any of those listed (please 
note with a checkmark) and those you would like to learn more about (please note with a 
+).   In addition, please feel free to add any current partnerships in the free text boxes 
provided.  

a. Please add a check in the current partner column for the organizations that you 
currently partner with. 

b. Add any additional community partners that you work with as part of your 
community engagement core and place a check in the current partner column.  

c. For the community partners you work with, place a check in the health disparities 
column if your partnership involves a focus on reducing health disparities.  

d. In the learn about column, place a check next to any organization that you currently 
do not work with but would like to learn more about. 

Question 17 on this survey also requested a contact name which would be the primary contact for a 
secondary survey to be sent based on the work of the HD WG. The secondary survey focused on the 
identification of partners and an engagement survey to assess the community partner’s engagement 
with the CTSA hub. The secondary survey was distributed in weekly waves as the first survey results 
were received, with surveys also sent to HD WG members whose hubs had not submitted the first 
survey.   
  
As part of the agreed upon deliverables, the HD WG, conducted a first level analysis of the data 
submitted by hubs as of December 4, 2019, and prepared a brief summary of the results. However, 
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detailed analyses which may include group comparisons, and suggestions for how the CTSA program 
could build on and leverage the extensive network of community programs that has been compiled, 
and strengthen the methods and science of community engagement, are not included in this 
initial report, but have been proposed as an outcome of a new WG with distinct deliverables.  
  
Survey Design, Review, and Administration 
 
The survey consisted of an instructional email and one or more attached spreadsheets which listed 
known health outcomes/health disparities programs, sorted by state. The spreadsheet was modified 
from one developed and used by the AAMC for collection of information on community–academic 
health center partnerships and was used with permission. Hubs were asked to note which of the listed 
programs they were engaged with, and which they were not engaged with but would like to learn 
more about. Hubs were also asked to add additional community partnerships with which they were 
engaged.  A pretest of the survey email and accompanying state spreadsheets was performed by the 
CLIC Survey team, which led to simplification of the instructional email. Surveys were distributed each 
week as initial surveys were received by the CLIC team, with up to two follow-up emails before the 
survey closed. Returned surveys were collapsed into a single spreadsheet, including supplemental 
material submitted, when possible.  
          
Survey Results 
 
The primary survey was completed by 31 hubs, and of these, 19 (61.3%) hubs returned completed 
spreadsheets, with many also sending additional information about their partnerships. Overall, the 
response rate of the secondary assessment was 31.7%. Restricting the analysis to only those states in 
which a hub reported a partnership (16 states and DC), yielded a total of 805 programs, of which hubs 
were engaged with 316 (39.3%). Of these, 96 programs (30.4%) had been identified previously, while 
hubs added 221 programs. Hubs were interested in learning more about 109 of the listed programs.  
 
The average number of listed partnerships was 17.6, with a high of 65 (University of Utah) and a low of 
2 (UIC).  
 
Top funders (not NIH) were RWJF (59), CDC (38), and CMMI (34). The HRSA listings did not permit 
analysis by funder.  
 
Across the 16 states, there were 196 programs that were tagged as rural. Of these, eight Hubs reported 
16 partnerships (8.2%). Hubs reporting the most rural partnerships were U NM (5), while NYU CUNY, 
Rockefeller, VCU, and U MN reported two each.  
  
Observations 
 
This survey provides an early snapshot of CTSA hubs – community partnerships, especially those aimed 
to improve health and reduce disparities. The reported data likely represents a significant undercount, 
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both of the number of community programs, and the number of CTSA hub-community partnerships. 
Regardless, there is a large number of community programs that aim to improve health and reduce 
disparities, the majority of which are unknown to the CTSA hubs, and which represent an opportunity 
for collaboration for both. Hubs are interested in making these connections, with over 100 programs of 
interest to hubs.  
 
Hubs reported a large number of additional partnerships, adding just over a quarter of the total. The 
variation of reported partnerships across Hubs was striking, which may reflect incomplete capture of 
programs, programs reporting overarching partnerships versus individual partners, reporting bias, 
and/or that hubs vary in their attention to and support of community partnerships.  
 
Rural partnerships were present but less common, with eight hubs reporting 16 rural partnerships, out 
of 196 identified rural programs.  
 
The large number of programs found in this study – over 1000 across the country - also raises a 
concern that research programs that aim to improve morbidity and/or mortality, whether they are 
community-engaged or not, may be influenced by parallel, overlapping interventions by other federal, 
state, local or foundation efforts to improve health and reduce disparities. This risk may be greatest 
with overlapping research programs of the NIH and the Prevention Research Centers of the CDC, but 
also arises as states, cities and counties increasingly intervene on the social drivers of health, with the 
goal of improving health for all. CTSA hubs have the opportunity to be agents of change in research 
processes not just within their institutions, but by building wider community partnerships, enhancing 
community trust, and ensuring the research programs are coordinated with other health-related 
programs in which local communities are engaged. One way to do this would be to ask hubs that seek 
to improve health and reduce disparities in communities to describe the community partnerships and 
programs already underway, just as hubs now describe and enumerate current partnerships and 
programs within their academic setting.  
 
Finally, it is clear that strengthening the clinical and translational science of health disparities requires 
dedicated, focused infrastructure and support. Working with historically underserved communities, in 
which trust with large institutions and their researchers is weak, is both challenging and can be 
successful – as the growing number of partnerships found here indicate. The infrastructure required 
for successful clinical and translational research partnerships for health disparities studies and 
implementation is not yet clear, but the finding of a number of hubs with large numbers of 
partnerships suggests that much may be learned from them.  
 
Proposed Next Steps 
  
This report completes the scope of work and deliverables proposed and approved for the Health 
Disparities Work Group for 2019. However, the Work Group has proposed a new and expanded scope 
of work for 2020-2021, which includes a deeper analysis of the data already collected, the potential of 
adding data from additional sites, and of qualitative analysis of CTSA hubs that have successfully 
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established networks of community partners and programs that aim to improve health and reduce 
disparities. The CTSA Consortium, and researchers in general, may have much to learn from these hubs 
and their partnerships.  
 


