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Videographer - the shoot day for this video will only consist of collecting author interview statements, which is why the questionnaire information is removed.
1. Introduction 
A. Experimental Goal: (read by voice talent at JoVE)
The overall goal of this protocol is to involve people who face disproportionate burden of disease in identifying and prioritizing unanswered questions about their conditions so that their views can be included in research priority setting by funders and researchers. (Intro)
B. Interview Statements: 
1.1. Linda Franck: This protocol can help answer key questions in healthcare research agenda setting, such as what research questions matter most to under-served communities who are most at risk for the condition?
1.2. Monica McLemore: The main advantages of this protocol are that it generates in-depth knowledge of community members’ research priorities and provides a strong foundation for ongoing patient and public involvement in research.   
1.3. Shanell Williams: In this video, we show how the protocol was used to identify the research priorities of women at high socio-demographic risk for preterm birth.

1.4. Anastasia Gordon: The protocol was refined and implemented in partnership with community-based organizations serving potential participants.

1.5. Larry Rand: The UCSF Preterm Birth Initiative used the findings from this protocol to inform our request for research proposals, proposal review process and funding decisions.
1.6. Anastasia Gordon: This protocol enables mothers of preterm babies to make their voices heard in research planning so that researchers focus on questions that matter most to them. 
Protocol: (read by voice talent at JoVE)
2. Session 1: Brainstorming
Note to the Authors:  Please understand that only when you see “AUD” in the clip description will we be using the audio portion of the footage. Mostly, the audio will be our narrator speaking.   Sometimes the narrative doesn’t match what was precisely occurring in the footage, but the visual component of the footage matches, so the footage selection will work.  Also, we don’t need to worry if that particular piece of footage has good audio or contains the mention of a hospital name as the audio won’t be used.   My MAIN concern in selecting clips is good video, if the video isn’t stable or focused correctly or well framed, it isn’t usable.  So, while many of your suggestions were good (and I put some into use) not all passed that criteria.  My SECONDARY concern was for showing everybody in the room speaking clearly.  I didn’t choose too many clips of the same person for this reason.  Also, interesting things might have been said by one participant as some point, but were said too quickly to be easily understood.  
NOTE TO VIDEO EDITORS: In this narrative, where an ellipsis is placed (…), then include audio from the clip and let the person on film have a sentence or two of narrative.  The clips to show with audio in list below and are marked by “AUD” next to the timecode.  
In the LM descriptions, the timecode shows the approximate position from which to begin taking footage or a full segment of footage if a finishing time code is also provided.
2.1. When the participants arrives, provide them name tags, [1.LM] take care the required documentation, nourish them, [2.LM] kindly provide required child care [3.LM] and so forth.  During this time, introduce the staff.  [4.LM]
2.1.1. Establishing shot - Oak_RP_BWC_S1_pre_Dont_Use_.MOV 6:16 – 6:25
2.1.2. Filling in documentation - Oak_RP_BWC_S1_pre_Dont_Use_NS0A1904.MOV 0:00
2.1.3. Nibbling on food / passing in a paper - Oak_RP_BWC_S1_pre_Dont_Use_.MOV 4:40
2.1.4. The initial introduction - Oak_RP_BWC_S1_pre_Dont_Use_.MOV 6:10

2.2. Then, begin the session by leading the group in an exercise intended [1.LM] to bring their attention to the present moment, [2.LM] such as a simple five-minute, guided meditation. [3.LM-TXT]
2.2.1. guided meditation – Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 0:00 – 0:10
2.2.2. guided meditation – Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 0:28 – 
2.2.3. guided meditation – Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 1:00 - ,TEXT: Example narratives for each section of the session are provided in the text protocol.
2.3. After the guided meditation, formally thank [1.LM] the participants for taking part in the study. [2.LM] Then, take about 10 minutes to introduce [3.LM-TXT] the purpose of the project, [4.LM-TXT] answer any immediate questions [5.LM] and explain how this is the first of two sessions. [6.LM]
2.3.1. Introduction by Facilitator 1 (Linda) – Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 1:35 – . 
2.3.2. Introduction by Facilitator 2 (Monica) - Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 4:35 – . 
2.3.3. Participant listening - Oak_RP_7.14.16S1_Clip_2_NS0A1907.MOV 2:20 – TEXT: Introduce the study (10 min)
2.3.4. Introduction by Facilitator 2- Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 6:00 – TEXT: Introduce the study (10 min)
2.3.5. Participant listening - Oak_RP_7.14.16S1_Clip_2_NS0A1907.MOV 4:00 –
2.3.6. Introduction by Facilitator 1- Oak_RP_7.14.16S1_Clip_1_NS0A1906.MOV 7:00 –
2.4. Next, spend about 15 minutes explaining the significance [1.LM-TXT] of research and the importance of [2.LM-TXT] this panel discussion in relation to research. [3.LM-TXT] 
2.4.1. Staff giving info - Oak_RP_7.14.16S1_Clip_2_NS0A1907.MOV 1:50 –, TEXT: Discuss / explain significance of research (15 min)
2.4.2. Participant listening - Oak_RP_7.14.16S1_Clip_2_NS0A1907.MOV 2:50 –, TEXT: Discuss / explain significance of research (15 min)
2.4.3. Participant listening - Oak_RP_7.14.16S1_Clip_2_NS0A1907.MOV 4:50 –, TEXT: Discuss / explain significance of research (15 min)
2.5. Now, give the participants to opportunity [1.LM] to introduce themselves and start [2.LM] a 25-minute discussion on uncertainty of pregnancy and childbirth. [3.LM-TXT]  Aim the discussion at collecting research questions from the participants.  [4.LM-TXT] … [5.LM-TXT]
2.5.1. Participant giving introduction - NS0A1909.MOV 3:25 – 3:35 (rare footage of this participant speaking) 
2.5.2. Participant giving introduction - NS0A1909.MOV 4:10
2.5.3.  Participant giving introduction - NS0A1909.MOV 4:50, TEXT: Discuss the uncertainties of pregnancy and childbirth (25 min)
2.5.4. Participant giving introduction - NS0A1909.MOV 6:30, TEXT: Discuss the uncertainties of pregnancy and childbirth (25 min)
2.5.5. Participant giving introduction - NS0A1909.MOV 7:35, AUD TEXT: Discuss the uncertainties of pregnancy and childbirth (25 min)
2.6. Write down questions as they come up. [1.LM] Later, the recorded video of the session [2.LM] that can be used to refine [3.LM] and expand this initial list of questions. [4.LM] … [5.LM] [6.LM]
2.6.1. First question of session being written down - NS0A1910.MOV 8:00
2.6.2. Participant speaking - NS0A1911.MOV 6:45 –
2.6.3. Participant speaking - NSAO1912.MOV 3:25
2.6.4. Participant speaking - NSAO1912.MOV 4:55 – 5:05 (hand movement to pan)
2.6.5. Question from participant - NSOA1912.MOV – AUD 0:02 – 0:10
2.6.6. Question from participant - NSOA1911.MOV – AUD 4:47 – 5:08
2.7. Monica McLemore: In session one, the most critical step is engaging participants in asking questions from their experience. Paraphrasing a few participant statements in the form of questions, and then verifying those are indeed questions they have, usually does the trick. [1.MED/WID]
2.7.1. Interview shot

2.8. Next take about 40 minutes to discuss preterm birth and care of preterm babies. [1.LM-TXT] It may be necessary to refocus the discussion from time to time.  [2.LM]  …
2.8.1. Participant speaking – NSAO1913.MOV 2:00, TEXT: Focus discussion on pre-term births (40 min)
2.8.2. Participant speaking – NSAO1913.MOV-  2:55, quick pan, to next participant (NOTE: we aren’t using audio from 2.8.1 or 2.8.2)
2.8.3. … Question being asked by facilitator and answered - NS0A1918.MOV AUD – 1:45 – 2:15
2.9. If the group is unable to generate questions or uncertainties related to preterm birth, [1.LM] then read a few of the examples [2.LM] from research priorities of prior groups or from the literature. [3.LM] … [4.LM]
2.9.1. Participant speaking – NS0A1915.MOV 5:10 – (long angle)
2.9.2. Participant/moderator speaking - NS0A1916.MOV 1:50 -
2.9.3. Questions being written down - NS0A1917.MOV 2:20 –
2.9.4. Question from participant - NSOA1912.MOV – AUD 4:30 – 4:41
2.10. In a timely manner, close the discussion [1.LM-TXT] and prepare the participants for the following session. [2.LM-TXT] Then close the session with remarks focused on gratitude [3.LM] and invite the participants to take part in a group photo. [4.LM]
2.10.1. Facilitator explaining something - NS0A1918.MOV 6:30, TEXT: Provide closing remarks (15 min)
2.10.2. Facilitator explaining something - NS0A1918.MOV 7:10, TEXT: Provide closing remarks (15 min)
2.10.3. Participant writing a note - NS0A1918.MOV 7:25
2.10.4. Group photo - NS0A1919.JPG
3. Session 2: Prioritizing
This section uses footage from one long video file: Fresno Moms from Fresno RP Session 2 - October 26 2016
3.1. Monica: In preparation, be certain to contact the community-based organization partner well in advance and confirm timing, logistics and staffing.  [1.MED/WID]
3.1.1. Interview shot with author
3.2. Linda: Also be certain to communicate with the participants to confirm their attendance, and arrange transportation and childcare as needed. [1.MED/WID]
3.2.1. Interview shot with author
3.3. Greet the participants as in the first session. [1.LM-TXT] Then proceed with introducing the scope of the second session. This should take about 10 minutes.  [2.LM-TXT] Begin with recalling the questions generated. ...  [3.LM]
3.3.1. Establishing shot –1:30, crop sides, TEXT: Example narratives for each section of the session are provided in the text protocol. 
3.3.2. Introduction by facilitator 1  –3:50, TEXT: Introduction (10 min)
3.3.3. Introduction by facilitator 2, recalling previous session  – 5:46 start on the AUD beginning as soon as narration is finished and use to 6:20 
3.4. Next, explain that the goal of this session is to prioritize the questions for research funding. … [1.LM]
3.4.1. Facilitator 1 speaking – 9:04 start using AUD at 9:24 – to about 9:40
3.5. Now, provide each participant with a copy of the finalized questions, organized by topic. Read the questions out loud, [1.LM] pausing to ask if they are phrased correctly with the right wording. [2.LM] Spend about 20 minutes on this task. [3.LM-TXT] …. [4.LM-TXT]
3.5.1. Panning along list of question  –10:22 – 10:38
3.5.2. Reading a question  – 12:33
3.5.3. Reading questions - 25:10,  TEXT: Review questions (20 min)
3.5.4. Asking if the questions are sensible  – AUD 15:50, TEXT: Review questions (20 min)
3.6. Intermittently, ask if the discussion has brought any other questions to mind. [1.LM] If so, write them on a card [2.LM] and ask participants to place the card under the appropriate topic heading [3.LM] or start a new heading if needed. [4.LM] … [5.LM] [6.LM]
3.6.1. Discussing if a question belongs to correct category - 18:00 -18:08
3.6.2. Writing down a new category - 18:15
3.6.3. Rearranging questions on the board - 18:40
3.6.4. Rearranging questions on the board 12:33
3.6.5. Participant adding a new question - AUD 39:13 – 39:34
3.6.6. Facilitator 1 reiterating the question – AUD 44:55 (after Linda says “Help me here.”)
3.7. Now, spend 10 minutes conducting [1.LM-TXT] the first round of prioritization. Ask each participant [2.LM-TXT] to mark the 15 most important questions [3.LM] on the printed list.  Then, have each place marks [4.LM] next to those questions on the wall. [5.LM]
3.7.1. Marking questions - 55:30 , TEXT: Prioritizing Round One: 10 min
3.7.2. Deliberating at board – 58:00 , TEXT: Prioritizing Round One: 10 min
3.7.3. Marking questions - 1:01:00
3.7.4. Deliberating at board - 1:02:15
3.7.5. Panning over marked question - 1:03:17
3.8. Then, remove the questions from the board which were not ranked as important by any participant.  Set those questions aside. [1.LM] [1.LM]
3.8.1. Removing the unmarked questions  - 1:04:55 – 1:05:18 (take a two clips from this)
3.9. Now, conduct a second round of prioritization. [1.LM] Over the next 10 to 15 minutes, have the participants place another set of dots by the [2.LM] question or questions that are most important to them.  [3.LM]
3.9.1. Placing categories - 1:07:20, TEXT: Prioritizing Round Two: 10 – 15 min
3.9.2. Introducing round two – 1:08:25,  TEXT: Prioritizing Round Two: 10 – 15 min
3.9.3. Facilitator 2 talking about topics, reorganized topics in background - 1:10:00
3.10. During this time the participants can talk freely and lobby for their ideas. [1.LM] A single participant may even put all their dots next to a single question. [2.LM]
3.10.1. Participants getting up from seats to vote - 1:11:40

3.10.2. Participants marking questions - 1:12:10  

3.11. Next, lay out all the topic headings on the table, modifying them as needed. [1.LM]  Proceed with a discussion on the topic headings to rank them in order of importance. [2.LM] … [3.LM]
3.11.1. Laying out questions on table - 1:17:21

3.11.2. Facilitator 2 explaining - 1:18:40
3.11.3. Facilitator 2 asks question and clarifies the goals of this phase – AUD 1:19:45 – 1:20:35

3.12. Linda Franck:  In session two, the most critical step is getting the group to work together to come to consensus on the question and topic priorities. It is important that all participants have a vote and a voice in the group consensus. [1.MED-WID]
3.12.1. Interview with author

3.13. Once all of the topics have been [1.LM] placed in order of importance, [2.LM] confirm that there is consensus.  [3.LM]
3.13.1. Arranging top 4 questions – 1:27:15 
3.13.2. More finger tapping on questions - 1:28:02 – 1:28:05
3.13.3. Panning down decided list - 1:28:30

3.14. Now, prioritize the questions which received the most votes [1.LM] and have the participants consider the priorities of the remaining questions [2.LM] in relation to how they prioritized research topics. [3.LM] … [4.LM]
3.14.1. Placing questions in relative rank 1:37.43 – 1:38.00
3.14.2. Participant lobbying/discussing 1:34.05 to 1:34.16
3.14.3. Participant discussing 1.39.20-1.39.28 
3.14.4. Leading discussion on prioritization - 1:43:43 – 1:44:37 AUD
3.15. Re-order the questions based on the participants’ responses as needed to find an ordering is agreeable to all. [1.LM] … [2.LM]
3.15.1. Ranking of questions 1:44:15 1:48.17 – 1:48.24
3.15.2. Facilitator 1 wrapping up - 1:48:30 AUD “You guys are great … marching orders for the researchers”
3.16. Now, spend about 10 minute debriefing the participants.  Collect feedback about the two sessions, [1.LM] such as what needs more emphasis and if the participants desire [2.LM] to be further involved in the dissemination of their questions to community-based organization partners. [3.LM]
3.16.1. Facilitator 2, seated, speaking to group - 1:56:45 (pick clip without looking down at phone in lap, where she is reading info)

3.16.2. participant speaking - 1:50:30

3.16.3. Facilitator 2, seated, speaking to group - 1:58:30 (nice with smiling and laughter)
4. Results: Focus Questions Compiled from Two Studies
4.1. 14 participants were invited by two community-based organizations serving pregnant women from neighborhoods of high sociodemographic risk for preterm birth in San Francisco. The participants were between 20 to 42 years old, had between one and five children, of which 21% were born pre-term, and they identified predominantly as African-American.
4.1.1. Present a collage of footage here. Use the trick for the opening of “This month in JoVE” to show a myriad of the clips used in sections 2 and 3.  Also, sneak in W26AO315.MOV into this collage, from SF BIH May 27 2015 Session 2 (we didn't use it in sections 2-3, but its super cute) The selected clips should emphasize the participant’s facial expressions while listening and them presenting questions.  Use the fly-by effect with enough clips and at the right speed to cover the full narrative.  Use a light blue background and finish with an empty background.
4.2. From the first group sessions, a combined 135 unique research questions were generated.  
4.2.1. 2015 PTBi Combined Research Uncertainties WITHOUT answers…docx - Fly the questions across the screen during, outlined white lettering over the light blue background - like the Apple screen saver effect for vocabulary words, but keep the text all the same size. (the docx file has many more Q’s than needed, select shorter ones so they can be scanned by viewer – also extend this effect out to about 20 seconds, beyond the length of narrative)
4.3. Those questions were then grouped under 11 overarching research topic themes and prioritized during the second session.
4.3.1. Thematic Groups_5.21.2015.docx - Transition to making the topic titles (see file) slide the blue screen from different sides until the screen if full. Text over blue background.
4.4. The results from both groups were again examined together and duplicates removed, resulting in the final list of the combined top 10 specific research questions.
4.4.1. Table 1 – include the blue background, now show the questions scrolling up from bottom of screen to top, made legible and all shown at a reasonable pace before advancing to 4.5, the table lines and the title are not needed.
4.5. The 10 specific questions spanned 9 research topics. The prioritized lists resulting can then be included in research priority setting by funders and researchers.

4.5.1. Table 2 – include the blue background and continue scrolling this table from the bottom of Table 1, so they can be read concurrently for a little while until Table 1 has scrolled off screen, the table lines and the title are not needed.
5. Conclusion (said by authors on camera)

5.1. Shanell Williams: Once mastered, this technique can be used to rapidly and deeply engage under-represented minority individuals who are at high risk or face disproportionate burden of health problems in research about those conditions.

5.2. Anastasia Gordon: Partnership with a trusted community-based organizations and skilled facilitation are essential to quickly building and transferring trust among the participants so that they feel comfortable to speak freely and to generate rich data.

5.3. Monica McLemore: Because of the focus on health research, at least one of the facilitators should have a strong working knowledge of clinical care and of the research evidence for the specific health condition under discussion.

5.4. Larry Rand: Before using this method, it is important to have a clear intention and plan for how the research priorities will inform research strategy and funding decisions  

5.5. Shanell Williams: Failure to have a plan for using the research priorities that come from the method will compromise credibility between the researchers and community.

5.6. Anastasia Gordon OR Shanell Williams: We have shown the protocol is useful for generating rapid, in-depth knowledge of the research priorities of women at risk for preterm birth to better address the preterm birth epidemic. Note: Both people recorded, editor can pick one.
5.7. Linda Franck: The protocol provides a strong foundation for ongoing patient and public involvement in research. It may be customized for use with communities affected by other health conditions to achieve meaningful involvement in research strategy and funding to address those conditions.

Provided Media

Authors, Please list all images, movie files, or 3-D rendered animations that can be included in the video per editor’s request.  The step in the script/video where these images will be inserted should be specified.   For example:

6.2 –  0123_PIname_Figure1.tif -  dual color imaging of tumor angiogenesis at 40X 

6.2 –  0123_PIname_Figure2.tif -  dual color imaging of tumor angiogenesis at 100X

Formats:  For static images we prefer .tiff, .eps, Illustrator, Powerpoint or Photoshop files at dimensions of at least 720X480 pixels and 300 dpi.  The higher resolution, the better.  Likewise any exported movie files should have at minimum these dimensions and be rendered to .mov, .mp4, or .avi files.  

4.2.1 – 2015 PTBi Combined Research Uncertainties WITHOUT answers…docx
4.3.1 – Thematic Groups_5.21.2015.docx
General Preparation

It’s critical for a smooth and organized shoot that all reagents are accounted for, in advance.   

Any overnight or long incubation steps should be recognized and specimens/samples be prepared in advance so that prior steps can be recorded and shooting can continue with pre-prepared specimens/samples.  

All tubes/flasks should be pre-labeled neatly before we arrive.  

Ex. Luciferase assay done in 96 well plates should be labeled with negative/positive control wells and experimental samples are labeled accordingly.

You will receive more detailed preparation instructions are included in the email accompanying the finalized script.
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