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Background 
 
The events of 2020, and the overwhelming public response, have 
highlighted for all of us the inequalities in society. The Pediatric Heart 
Transplant Society is the home of Pediatric Heart Transplant Programs with 
a mission to advance and support scholarly activities in our field. Enduring 
Hearts is a nonprofit organization and major funder of innovative science in 
Pediatric Heart Transplantation. 
 
PHTS is challenging itself, to become a voice for disadvantaged children 
with advanced heart failure, and together with Enduring Hearts, children 
who have had a heart transplant. We are reaching out to our membership 
and the wider pediatric heart failure and transplant community to examine 
the scope of the problem, solicit constructive feedback, and prepare an 
actionable path forward that will be unique for our organization.  
 
While the role of healthcare practitioners in times of social injustice and 
societal distress is difficult to navigate, we as a professional society must 
examine broadly whether we are confronting these issues. We must 
examine our own outcomes to determine where we are lacking, and more 
importantly, devise targeted mechanisms to address these issues.  
 
Our initial goals include: 

1. Understanding the impact of social injustice in our practice 
2. Promoting culturally competent interactions with our families 
3. Providing the society membership with education and tools aimed at 

eliminating disparities 
4. Supporting research projects focused on social factors and their 

impact on transplant and heart failure 
5. Partnering with Enduring Hearts to increase research in this realm 

by launching a request for proposals for projects that focus on 
healthcare inequalities. 

 
This call for Applications will be for one fully funded project made possible 
by the partnership between Enduring Hearts and PHTS. 

 
 



 
 

 

Request for Proposals 
 

I. BACKGROUND 
 
The Pediatric Heart Transplant Society (PHTS) fully supports the use of the 
PHTS registry to address topics related to health disparities pre or post-
transplant. Enduring Hearts (EH) is the charitable organization solely dedicated 
to the mission of transforming heart transplantation in all children from a 
treatment to a cure. EH fully supports research into best practices for the 
identification and elimination of disparities pre and post heart transplant. The aim 
of the EH-PHTS Health Disparities Research Award RFP is to fund one proposal 
to answer a clinical research question relevant to this topic.  
 
Following completion of the funded applicant’s project; the funded applicant will 
be encouraged to disseminate their findings to transplant colleagues through 
peer-reviewed publications, in presentations at scientific meetings, and through 
education of peers and colleagues. 
 

II. ELIGIBILITY 
 
Eligible applicants must be a member of the Pediatric Heart Transplant Society 
or the primary investigator must be a member of the Pediatric Heart Transplant 
Society.  
 

III. KEY DATES 
 

Applications Open November 13, 2020 

Applications Closed December 30, 2020 

Review Period January 2021 

Funded applicant Notified February 2021 

Projected Start Date    March 1, 2021 

 
IV. APPLICATION 

 
A. Application Submission and Review Process 

 
All proposals must be submitted to Susanna Lenderman at 
susannalenderman@uabmc.edu by 5 pm central on December 30, 2020. The 
subject line should include the following: RFP Notice: EH-PHTS20201101.  A 
confirmation email will be sent to the email address from which the proposal 
was received informing the applicant if their proposal has been received.   
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Accepted proposals will be reviewed by the PHTS DCC for feasibility to 
ensure that PHTS can provide the necessary data for a specific proposal. 
After the feasibility assessment is complete, the PHTS and Enduring Hearts 
Scientific Committees will review and score all the proposals in January 2021 
and Enduring Hearts will select the funded applicant from the competitive 
accepted proposals approved through PHTS.  
  
Notifications will be emailed to applicants in February 2021 and the funded 
applicant will be required to sign an Award Agreement prior to project 
initiation.  

 
B. Research Question 

 
Your research question should be clear and specific in regard to: 1) database 
variables required, 2) time period of interest, and 3) how the information will 
be used. You should provide proposed output tables to help staff at the PHTS 
Data Coordinating Center (DCC) correctly interpret the requested 
parameters and therefore help to determine feasibility. 
 
In order to help increase the chances of your proposal passing the feasibility 
test; applicants can review the data collection forms and data specification 
documents containing the data fields collected, along with their clinical 
definitions, on the PHTS Web site. 
 
Web Link: http://www.uab.edu/medicine/phts/forms-and-manuals  

 
The following is a partial list of variables in the registry that may be 
important to health disparities research: 
 
A. Demographics at listing and at transplant: 

o Race 
o Hispanic or Latino 
o Gender 
o Country 

B. Listing Form: 

o Primary insurance:  
o School (age appropriate vs special education) 

C. Post-Transplant Follow-up Form 

o Zip Code 
o Health Disparities Ranking Score based on geographic location 

http://www.uab.edu/medicine/phts/forms-and-manuals


 
 

 

o PHTS collects patient current residence zip code at every post-
transplant follow-up (see form 8 post-transplant annual follow-up). 
Postal codes are considered PHI. Therefore, a Health Disparities 
Ranking Score can be assigned based on the zip code using 
community data available from the U.S. census. 

o A cluster analysis of census data will be used to generate four groups 
based on the following community level characteristics. 

 % population other than Non-Hispanic Whites, % population ≥65 
years old, % population ≤18 years old, % disabled, % with less 
than high school, % with limited English proficiency, % single 
parent households, % living in poverty, per capita income, % 
unemployed, % uninsured, % renters, % with rent burden, % in 
crowed housing, % household without vehicle. 

 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6991288/ 
o K-means algorithm will be used for clustering 
o Each zip code will be assigned to one of the four groups (A, B, C, D) 
o The characteristics of each group are depicted in the following table. 

 
Below are preliminary results representative of the clustering. Final cluster 
numbers are anticipated in November. 
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C. Review Criteria for RFP: 
 
The PHTS Scientific Committee and Enduring Hearts will review proposals 
based on several key criteria:   
1) Is the research question novel and distinct from previous PHTS 

publications? 
2) Does the research request address a topic related to health disparities? 
3) Is the analytic plan sufficient to execute the analysis in a sound manner? 

This includes feasibility.  
4) Will the research study advance the care of children needing heart 

transplantation and outcomes post-transplant? 
 

D. Statistical Analysis of the Data 
 
The PHTS DCC will conduct the statistical analysis of the data based on the 
approved statistical analysis plan (SAP).   

 
V. STATISTICAL ANALYSIS AND DATA INTERPRETATION FOR PUBLICATION 

AND/OR PRESENTATION   
 
Once the funded applicant has been selected a PHTS DCC representative will 
initiate contact with the funded applicant to plan a kick-off meeting. A detailed 
background literature review and plan for the analysis are important components 
of proposals intended for publication. Preferably, these will be present in the 
original proposal submitted. The analysis plan might be expanded and revised 
during the primary author’s discussions with the PHTS DCC statistician, with 
added input from the PHTS Scientific Committee. There may be ongoing 
communication among the PHTS DCC statistician, the clinical reviewer, and the 
primary author throughout the analysis process, particularly with regard to 
interpreting the analysis results. Once the proposal has been approved there 
should be no additional changes to the analysis plan outside of what has been 
discussed and approved with the PHTS DCC while analysis is in progress. 
Conference calls with the PHTS DCC will be scheduled before variable selection, 
while planning, with the PHTS DCC statistician.  
 
 

VI. ABSTRACTS AND MANUSCRIPTS  
 
A. Roles and responsibilities 

 
The funded applicant may only submit one abstract and one manuscript 
that align with the original proposal. No additional analysis or projects outside 
the scope of the approved proposal are permitted. 

 



 
 

 

B. Results of the Analyses:  Abstracts, Presentations, Manuscripts 
 
The Funded applicant is required to submit the final abstract, presentation 
and manuscript to the PHTS Scientific Committee and Enduring Hearts (via 
the PHTS DCC and EH Scientific Advisory Committee) for final review.  A 
minimum of 2 weeks is required to review materials for an abstract 
submission or presentation at a scientific meeting and 4 weeks is 
required to review materials prior to submitting to a journal.  If the review 
teams provide a favorable review then the PHTS DCC will notify the 
researcher.  If the review team provides an unfavorable review of the final 
abstract, presentation, or manuscript, then the review team will contact the 
Awardee and the PHTS President will serve as final arbiter of the identified 
issue(s).   
 

C. Acknowledgments  
 
The awardee must include the following two statements when acknowledging 
Enduring Hearts and PHTS in presentations and publications (not required in 
abstracts):  

Must include the following statements:  

1. A specific acknowledgment of support, such as: "Research reported in 

this [publication/presentation] was supported by a grant from Enduring 

Hearts and the Pediatric Heart Transplant Society” 

   
D. Time Limitation  

  
Once the funded applicant signs the Award Agreement then the funded applicant 
has 1 year to complete the research proposal.  If the funded applicant has not 
completed the research proposal within 1 year, then the funded applicant must 
submit a request for an extension to be reviewed by the PHTS and Enduring 
Hearts.  Data use and statistical support beyond 1-year is prohibited unless 
approval is received from the PHTS and Enduring Hearts. 

 
E. Proposal Limitations 

 
The funded applicant is limited to 1 scientific abstract and 1 scientific 
manuscript.   Additional publications and secondary analysis are expressly 
prohibited.  

 
 
 
 



 
 

 

D. Writing Group 
 
Writing groups are assigned by the PHTS Scientific Committee and are made up 
of the following: 
 

 First Author (submitting author) 

 Second Author (if assigned by the Scientific Committee because of a similar 
high scoring proposal) 

 Sponsoring faculty (if first author is a trainee) 

 Non Physician Representative (to be chosen by the first author from his or her 
center 

 DCC Representative (DCC Director) 

 DCC Representative (Statistician) 

 DCC Intern (If applicable) 

 Additional Members (4-6 to be chosen from the rotating list. Number to be 
determined based on if senior mentor and second author positions are also 
used) 

 Senior Author (to be assigned by the Scientific Committee, cannot be from 
the same institution as the first author at time of proposal acceptance) 

 
 Definition of Members in Good Standing 

 
A member in good standing is defined by the center being compliant in all of the 
following areas: 

 IRB approval up to date and on file at the PHTS DCC 

 Annual Dues Paid 

 Compliant on form submission and queries 

 Business Associates Agreement (BAA) and Participation Agreement (PA) 
signed and on file at the PHTS DCC 

 
 


