
Patients And Researchers Together (PART); a patient-centered tumor tissue collection PARTnership

between patients and researchers to increase tissue donations for breast cancer research

Translational research is essential to the success of every cancer center.  
Increasingly doctors ask patients to donate tissue to study all aspects of 
the disease to improve cancer treatments and quality of life.  In this 
process, patients are vital to the success of the cancer center, and 
therefore are critical stakeholders and partners in the translational 
research process.

The University of North Carolina (UNC), Lineberger Comprehensive 
Cancer Center (LCCC) researchers would like to increase the number of 
patients that donate tissue to support research and value patients who 
donate.  Securing the right tissues at the right time, and processing and 
storing them properly is essential for research that leads to breakthrough 
discoveries.  

INTRODUCTION

• The PART-Tissue program was initiated in August 2020 and engaged 
multiple stakeholders throughout the project.  
• Patient Advocates and Community Members
• Oncologists
• Surgeons
• Researchers
• Translational Clinical Staff
• Clinical Protocol Staff
• Health Literacy Experts

• Identified a series of informational materials needed for patients to 
introduce them to the value of tissue donation and to introduce them 
to the LCCC9819 protocol.  

• Developed two introductory materials and a study summary.  
• Conducted interviews and developed a survey to collect information 

about researcher needs at LCCC.  
• Developed a website to connect directly with patients and the 

community about the importance of tissue donation that can lead to 
discoveries in cancer risk reduction and treatment. 

LCCC supports the inclusion of patient advocates in all cancer center 
research.  Therefore, the UNC Breast SPORE patient advocates initiated a 
program called Patients and Researchers Together (PART) to ensure 
patients work closely with researchers to drive the best research forward.  

The PART-Tissue program aims to develop a process to increase the 
donation and usage of patient donated tissues.   This program is built on 
significant patient engagement that leads to a bi-directional patient and 
researcher PARTnership. We believe patients will be more willing to 
donate tissue if they are informed about the research process, 
understand the impact research has to improve patient’s lives, and are 
valued as PARTners of LCCC.

PURPOSE

1. Promote the excellence of LCCC translational research to all 
stakeholders, including patients and the community. 

2. Create a patient-centered tissue donation program that will meet 
researcher needs across UNC Lineberger. 

3. Ensure the tissue collection process is primarily focused on 
recognizing patient’s voluntary contributions while minimizing patient 
burden.

OBJECTIVES

Engagement of patient advocates as PARTners

• Create the PART Multi-Stakeholder Committee.

• Create the PART Working Group to identify relevant materials to assist 
in tissue donation at LCCC.  

• Focus on a Lineberger breast cancer tissue collection protocol 
(LCCC9819).  

• Discuss patient, researcher and clinician/surgeon needs.  

• Identify the need for several types of informational materials for 
patients.

• Develop patient materials with multi-stakeholder involvement. 

• Evaluate materials accuracy, readability, understandability, and health 
literacy.  

• Assess current and future needs of LCCC cancer researchers by 
conducting interviews and a survey.  

METHODS

RESULTS

Draft materials using standard outline for content

Timeframe: dependent on project
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PATIENT MATERIALS REVIEW PROCESS

Step
1

Review for accuracy

Timeframe: 7-14 days
Content Experts

Step
2

Review for understandability and reading level

Timeframe: 3-5 days

Health Literacy 

Consultant

Step
3

Review for understandability and clarity

Timeframe: 7-14 days

Patient 

Advocates

Step
4

Ensure branding standards met

Timeframe: 3-5 days

Communication 

Department

Step
5

IRB review for study specific materials

Timeframe: TBD
IRB Approval

Step
6

Introduction to 
Tissue Donation

EVALUATION OF TISSUE PROCUREMENT PROCESS AND RESEARCHER NEEDS

 Tissue Facility Users
 Breast SPORE researchersWHO

 Qualtrics Survey
 September 16 - October 8thWHAT

 Basic information
 Biospecimen use in research
 Ease and simplicity of obtaining tissue
 Barriers to obtaining tissue
 Risk and consent
 Rules and regulations

TOPICS

SURVEY INTERVIEWS

 Surgeons
 Oncologists
 Tissue Procurement Facility staff
 Translational Study Coordinators
 Others to be added

WHO

 Interview Guides
 Recorded, transcribed via Zoom

WHAT

 Research Interest
 Consenting patients
 Patient barriers*
 Role in Process
 Working with researchers

TOPICS

118 Sent to 118 researchers

11 Did not use biospecimens
Q2 to end

44 Respondents

3 Did not use tumor tissue
Q5 to end of block (Q10)

30 Respondents who completed 
most of the survey

Years in Research

Cancer 
Focus

The multi-stakeholder working group has developed several patient information materials to introduce patients to tissue donation and tissue use in research.  The materials were 
reviewed by a rigorous process with iterative reviews and edits.  The reviewers suggested changes to wording, use of pictures and graphics, content and layout.  The final ‘introduction to 
tissue donation’ is available on the PART website (go.unc.edu/PART) and has been translated into Spanish.

Who took the survey?Summary

Tissue Donation for Research
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Survey: A survey was e-mailed to 118 researchers to ask about biospecimen needs and experience with the process of obtaining tissue for research.  There was good participation and represented both medical and 
non-medical researchers with varying amounts of experience and across multiple cancer types. 
Interviews: 8 interviews have been completed regarding tissue procurement at UNC Lineberger. They will be analyzed for common themes for process improvement in tissue procurement at UNC Lineberger.

WEBSITE

Translated into Spanish

go.unc.edu/PART
A website was developed to communicate directly to 
the public about the importance of biospecimen 
donation for research that may lead to new 
discoveries in how to treat cancer.

The current website has a landing page with basic 
information on tissue donation, a link to download 
the introductory brochure, a link to a resource page, a 
message from a patient and a contact form for 
patients interested in learning more about PART.
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A process was developed to create and evaluate patient-centered 
educational materials for patients.
FUTURE ACTIVITIES: 
• Operationalize the use of patient materials
• Assess the materials use and understanding by patients
• Develop more study specific and topic specific informational materials

Conducted a researcher biospecimen use survey and are in the process 
of conducting interviews with key stakeholders.
FUTURE ACTIVITIES:
• Analyze the survey data
• Analyze the interviews for common themes
• Make recommendations to ensure LCCC translational researchers are 

knowledgeable about access to patient tissue for their research.
• In pilot interviews, it was revealed there is a high need for fresh tissue, 

which requires real-time coordination between clinicians, clinical 
research coordinators, surgeons, pathologists and researchers. 

Continue to update and add information to the website, including stories 
of translational research successes and appreciation for patients who 
donate tissue for research.

CONCLUSIONS
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