Citizen Science (CS) Program Syllabus
Fall 2025/Winter 2026

The overall goal of the program is to prepare CSs to competently and confidently engage in
patient-centered comparative effectiveness research (PC-CER). The program includes
individual and group activities, and a capstone project. Your instructors, mentors and peers
will provide support and feedback throughout the program during group zooms, an Internal
Discussion Board and WhatsApp. In addition, instructors and mentors will hold zoom-
based office hours when you can raise questions and get feedback on your work.

Program Tools

e Group Activities: a weekly zoom meeting, usually one-hour in length. These
meetings may be instructor-led training, journal club discussions, and/or
community check-ins. All CSs will be expected to participate in discussions during
these sessions.

¢ Individual Activities: completed by the specified date and include on-line training
modules, journal article reading and critiquing, case study review and worksheet
exercises.

e Open Office Hours: A time once per week (to be determined) to allow CSs to meet
informally with each other, complete work together, and/or raise questions or chat.
The timing and frequency will be determined by interest and availability.

e WhatsApp Group: used to build community and comradery among each training
group. This space can be used to share personal wins, experiences, or just checking
in with one another.

e Internal Discussion Board: private LUNGevity forum to support the hands on
training sessions. They should largely be used as a tool to respond to weekly
prompts from the project team on the different topics and the week’s learning
objectives with the goal to bolster reflection, critical thinking, problem solving, and
collaboration.
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https://forums.lungevity.org/forum/70-citizen-scientist-program/

Six Month Syllabus

September

Orientation

Learning Objectives

o Understand and commit to following program expectations
e Orientation to CITl training for conducting research with human
subjects

Group Activities

9/22: Two-hour Zoom Virtual meeting
- Introductions of instructors, mentors and CSs
- Review of Governance document and Syllabus
- Complete the PCORI worksheet: Fostering an Inclusive
Team Culture (9/29)

Individual Activities &
Due Date

e Preview the program’s Governance document and Syllabus and
be prepared to raise any questions you have (9/22)
e |nitiate CITI Human Subjects Training (training due: 10/31)

October

Introduction to Patient Center (PC) Comparative Effectiveness
Research (CER)

Learning Objectives

e Understand Patient Centered Outcomes Research (PCOR) and
CER

e Understand why research matters and how it impacts everyone

e Understand the difference between observational and
interventional research and what types of questions are best
addressed through each approach

e Be able to identify the components of a research manuscript

e Start to actively read and critique research article

Group Activities

9/29: Community Check-in - training
- Mini-lecture on “Why Research Matters - CER”
- Discussion
10/8: Community Check-in -catch up
- Interactive activity to get to know cohort
- Discuss Capstone ideas
10/15: Community Check-in - training
- Mini-lecture on “How to Read a Research Paper”
10/22: Journal Club 1 Discussion
- PCORI Funded CER papers
10/29: Community Check-in - training
- Mini lecture on “Research Questions & Understand types of
patient-focused CER”
- Complete mini-evaluation 1

Individual Activities &
Due Date

e Complete PCORI Module 1: Developing Research Questions
(due: 10/3)

e Respond on Discussion forum to Mini Lecture “Why Research
Matters” questions by 10/7
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https://www.dropbox.com/scl/fi/vxt3syy6zwtii00p85l4z/PCORI_FosteringInclusiveworksite.docx?rlkey=waplhp1yq64jylz4cawuzod3w&st=uheo1fxf&dl=0
https://www.dropbox.com/scl/fi/vxt3syy6zwtii00p85l4z/PCORI_FosteringInclusiveworksite.docx?rlkey=waplhp1yq64jylz4cawuzod3w&st=uheo1fxf&dl=0
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/developing-research-questions-research-fundamentals-learning-package-module-1

e Review How to Read (and Understand) a Social Science Journal
Article (due: 10/10)

e Preview/read Capstone Description (due: 10/10)

e Capstone Worksheet 1 (only Q1&2) (due: 10/17)

e FirstJournal Club reading and questions (complete by 10/22,
before our meeting)

e PCORI: Module 2: Designing the Research Study (due: 10/31)

e Complete CITl training (due: 10/31)

November

Ethics of PC-CER

Learning Objectives

e Understand the ethics and legal requirements of research that
involves human participants

¢ Be able to recognize when research involving human participants
fall short of the highest ethical or legal standards

e Understand the roles of institutional review boards (IRBs) in
approving and monitoring research that involves human
participants

e Be able to identify the components of a study protocol

e Know the key components of informed consent

e Be able to assess and provide feedback on the patient-
centeredness of the informed consent process and key study
documents

Group Activities

11/5: Community Check-in - training
- Mini-lecture on “Research Ethics and Patient-Centered
Informed Consent Forms, Protocols and an overview of
study documents in IRB-approved studies”
- Discussion
11/12: Journal Club 2 Discussion
- Background on patient-centered ethics article TBD
11/19: Community Check-in - case study
- Interactive ICF Case Study activity TBD
- Mini-program evaluation 2
11/24: Thanksgiving week off

Individual Activities &
Due Date

e PCORI - Module 3: Planning Patient-Centered Consent and Study
Protocols (due: 11/7)

e Ethics Journal Club reading and questions (due: 11/12, before our
meeting)

e Pre-read Interactive ICF for 11/17 meeting

December

Observational Studies in CER

Learning Objectives

e Recognize the different types of observational studies
e Be able to articulate the advantages and limitations of different
types of observational studies
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https://www.icpsr.umich.edu/files/instructors/How_to_Read_a_Journal_Article.pdf
https://www.icpsr.umich.edu/files/instructors/How_to_Read_a_Journal_Article.pdf
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/designing-research-study-research-fundamentals-learning-package-module-2
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/planning-patient-centered-consent-and-study-protocols-research-fundamentals-learning-package-module-3
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/planning-patient-centered-consent-and-study-protocols-research-fundamentals-learning-package-module-3

¢ Be able to articulate the advantages and disadvantages of
surveys, interviews and focus groups for collecting data
e Be able to assess the quality of observational studies

Group Activities

12/3: Community Check-in - training
- Mini-lecture on “Types of Observational CER”
- Discussion

12/10: One-hour Journal Club 3 Discussion
- Observational study article TBD

12/17: Community Check-in — case study
- Interactive Focus Group Case Study

12/22 week- Holiday Week Off

12/31: Community Check-in — catch up
- Discuss progress, issues regarding capstone
- Discuss progress or thoughts on individual trainings
- Mini-program evaluation 3

Individual Activities &
Due Date

e (Capstone Worksheet 2 (due: 12/5)

e ObservationalJournal Club reading and questions (due:
12/10, before our meeting)

e Pre-read of focus group documents for 12/17 discussion

January

Clinical Trials in CER

Learning Objectives

¢ Be able to identify the key components (PICOT) of a clinical trial
e Be able to evaluate and improve the patient-centricity of each of
the PICOT components of a clinical trial

Group Activities

1/7: Community Check-in - training
- Mini-lecture on “Clinical trials”
- Discussion
1/14: Community Check-in - training
- Interactive Clinical trial activity with a study protocol
1/21: Journal Club 4 Discussion
- Clinical trials article TBD
1/28: Community Check-in — catch up
- Discuss progress, issues regarding capstone
- Discuss progress or thoughts on individual trainings
- Mini-program evaluation 4

Individual Activities &
Due Date

o PCORI - Module 4: Sampling, Recruiting, and Retaining Study
Participants (due 1/9)

e Understanding Clinical Trial Design: A Tutorial for Patient
Advocates (pages 1-23; due: 1/14, by meeting)

e Capstone Worksheet 3 (due: 1/16)

e Clinical Trials Journal Club reading and questions (due: 1/21 by
meeting time)

February

Data Analysis, Visualization and Sharing
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https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/sampling-recruiting-and-retaining-study-participants-research-fundamentals-learning-package-module-4
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/sampling-recruiting-and-retaining-study-participants-research-fundamentals-learning-package-module-4
https://www.dropbox.com/scl/fi/w5rizajpoibgrz5nc54dh/CTDesignTutorial.pdf?rlkey=xgcmj5o6unoyupc85hs4hhgj0&st=sqrb0kln&dl=0
https://www.dropbox.com/scl/fi/w5rizajpoibgrz5nc54dh/CTDesignTutorial.pdf?rlkey=xgcmj5o6unoyupc85hs4hhgj0&st=sqrb0kln&dl=0

Learning Objectives

e Understand basic visualizations used to summarize the results of
both observational studies and clinical trials

e Be able to select an appropriate graph to capture data based on
the question being addressed

e Understand the value and challenges associated with data
sharing and personal privacy

Group Activities

2/4: Community Check-in - training
- Mini lecture “Data Visualization”
- Discussion
2/11: Community Check-in - training
- Interactive activity looking at numbers and presenting them
to patient/caregivers
2/18: Community Check-in- catch up
- Discuss progress, issues regarding capstone
- Discuss progress or thoughts on individual trainings
2/25: Journal Club 5 Discussion
- Secondary analysis article TBD
- Mini program evaluation 5

Individual Activities

e PCORI - Module 5: Understanding and Sharing Research
Findings (due: 2/6)

e Watch IASLC STARS Data visualization presentation (due: 2/11,
by meeting)

e Capstone Worksheet 4 (due: 2/18, by meeting)

e Secondary analysis Journal Club reading and questions (due:
2/23, before meeting)

March

Engaging in the Lung Cancer Research Community

Learning Objectives

e Be familiar with different organizations that support patient-
focused CER and PCOR

e Understand the different types of opportunities available to CSs
to contribute to lung cancer research

e Create a short CS bio or personal statement and CS action plan

e Understand different types of opportunities available to CSs to
learn more about lung cancer research

e Understand the different types of opportunities available to CSs
to contribute to lung cancer research

Group Activities

3/4: Community Check-in - training
- Mini-lecture on lung cancer advocacy
- Discussion
3/11: Community Check-in - training
- Mini-lecture on CS portfolios
- Discussion
3/18: Community Check-in — catch up
- Discuss future goals, opportunities
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https://www.dropbox.com/scl/fi/vai356gob0vgq2yi5jdlr/Data-Viz-CS.ppt?rlkey=9riifcmnof1a94536qq7zqcvp&st=ellh7s2g&dl=0
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/understanding-and-sharing-research-findings-research-fundamentals-learning-package-module-5
https://www.pcori.org/engagement-research/engagement-resources/research-fundamentals-preparing-you-successfully-contribute-research/understanding-and-sharing-research-findings-research-fundamentals-learning-package-module-5
https://education.iaslc.org/Users/LearningActivityInformation.aspx?LearningActivityID=i22DM5waUYefNb7GDH72nw%3d%3d

3/25: Community Check-in

- Runthrough presentation by CSs of Capstone Projects
4/1: 90-minute Graduation

- Presentation by CSs of Capstone Projects

- Graduation

Individual Activities &
Due Date

e Cancer Research Advocacy: Past, Present, and Future (Due: 3/6)
e Draft of Capstone presentation (Due: 3/11, by meeting)

e Create a short CV and action plan (Due: 3/18, by meeting)

e Final Capstone (Due: 3/25, by meeting)

e Program end evaluation (week of 3/30)
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https://www.dropbox.com/scl/fi/ypeloop9fgxa3hmcxtosa/Cancer-Research-Advocacy-Past-Present-and-Future.pdf?rlkey=s4gewihxhnkxp2fj13cypc9hs&st=c1qyt7kn&dl=0

