
APPENDIX 

VIDEO DECLARATION PROCEDURES 

For the video declarations, the RA introduces the concept to patients with a standardized 

introduction that is piloted during the UG3 phase and modified as needed. The RA uses the 

camera on a tablet computer, ensuring that the tablet is situated in such a way that the patient 

cannot see themselves on screen while they are talking, and records the subject. The RA will 

then guide the subject to create a video declaration through a series of prompting questions. The 

subject answers each prompt, and at the end, the RA will merge all responses to create a 

continuous video, removing the RAs voice. The prompts include: 1) What’s most important to 

you? 2) What concerns do you have about getting sick? 3) If you were very sick, are there any 

specific medical treatments that you do or do not want? Please think about things like having 

CPR if your heart stopped beating or having a breathing tube if you stopped breathing. 4) What 

spiritual beliefs do you have that might influence your medical decisions? In the UG3 phase, half 

of patients will be asked to answer question 3 without the second half of the prompt – 

specifically naming medical treatments with the aim of helping to inform our decisions about the 

usefulness of providing information on treatment decisions for the video declarations in the UH3 

phase. After the recording is completed, the RA plays the video for the subject to ensure they 

feel it accurately represents their preferences. Patients may re-film their video declaration as 

many times as they want to ensure their preferences are accurately described. Once the patient 

approves the video, the RA discusses the process by which patients will share it with clinicians, 

family, or whomever else they wish to include. Patients have the option of receiving the video on 

a USB drive, through DropBox, or as an unlisted video on YouTube. 
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 We will qualitatively analyze video declarations by first transcribing recordings verbatim 

and adding in any relevant non-verbal information, such as expressions of hesitation or sadness. 

We then draft a preliminary coding framework using an existing framework of cancer-specific 

palliative care.88 We plan to include the following among our primary coding categories: 1) 

advance care planning; 2) acute issues; 3) psychosocial issues; 4) after death wishes; and 5) 

existential and spiritual issues. We begin by coding 15 videos (5 from each site) using this 

preliminary framework and then add further codes to include other emerging themes. Members 

from the entire research team review the revised coding structure and approve the final coding 

framework for coding the remaining transcripts, which is done independently by RAs at each 

site. Coders attend monthly phone meetings to review coding progress and resolve discrepancies 

until coding is complete. To enhance the trustworthiness of the analysis,89 we will hold at least 

two peer debriefing meetings with the entire research team to show them the transcripts and the 

codes applied and ask for their feedback. Results from these meetings will be incorporated into 

the ongoing coding process. Finalized codes will be summarized into themes to be presented 

descriptively and accompanied by illustrative quotations highlighting the content. We are using 

NVIVO version 11 qualitative software to assist in data management. We anticipate that we will 

use the coding structure developed during the UG3 phase, but we will continue our plan of 

group-based coding with peer debriefing during the UH3 phase as well. Further analysis of the 

video declarations will examine the clarity and comprehensiveness with which the patients 

communicate their preferences (i.e., would a clinician watching the video understand how to 

enact this patient’s advance directive) and will compare what is presented in the video 

declaration with preferences as codified in the patient’s medical record documentation. 
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SURVEY INSTRUMENTS 

Clinician Survey 

1. Age: 

 

2. Gender:  
1    Male     2    Female 
3    Transgender    4    I prefer not to answer 

 

3. What is your ethnic/race background: 
1    American Indian or Alaska Native  5    White 
2    Asian      6    More than one race _________ 
3    Black or African American   7    Other (specify)_____________ 
4    Native Hawaiian or other Pacific Islander 8    Unknown or not reported 

 

4. Do you consider yourself to be Hispanic or Latino? 
1    Yes 
2    No 

 

5. What is your religion? 
1    Christian     4    Buddhist/Hindu/Eastern 
2    Jewish     5    No Affiliation 
3    Islamic/Muslim    6    Other (specify)_________________ 

 

6. On a scale of 0-100, (0 being not strong at all, 100 being very strong), how strong an 

influence do you consider your religious/spiritual beliefs and practices to be in your 

life? 

 

Not strong                   Very 

at all ----------------------------------------------------------------------------Strong 

0        10       20       30       40       50      60      70       80      90      100 
 

7. How many years have you been in practice since completing your training? 

1  0-5 
2  6-10 
3  11-15 
4  16-20 
5  20+ 

 

8. How many hours do you spend per week in direct patient care? 
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1  0-10 
2  11-20 
3  21-30 
4  31-40 
5  > 40 

 

9. Prior to this study, and during any of the following stages of your career, have you 

participated in clinician-patient communication skills training? Please respond 

below for… (We refer here to any kind of workshop, seminar, or interactive on-line 

training that specifically instructed you on effective ways or talking to your patients. We 

do not include attending single lectures without interactive or practice elements.) 

A) Professional school (PA, nursing, medical school, etc.)?  Y/N 

B) Residency (if applicable)?      Y/N 

C) Fellowship (if applicable)?      Y/N 

D) Post-training clinical practice?      Y/N 

 

10. Have you ever attended a VitalTalk course?    Y/N 

 

Health care providers commonly try to balance all aspects of patient care, including the 

social and emotional aspects of patient care and the technological and scientific aspects. 

Virtually no one is exactly equal on these two aspects. 

 

11. Do you think you are more inclined toward social and emotional aspects of patient 

care or more inclined toward the technological and scientific aspects? 

    Social & emotional 

    Technological & scientific 

12. Are you a little more inclined to the aspects you chose in the last question or a lot 

more inclined? 

    A little more inclined 

    A lot more inclined 

 

Thank you again for your time.  The survey is complete.  
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Patient Survey 

Verbally Administered by Research Assistant 

 

1. How confident are you that you will get the type of medical care you want if you 

become seriously ill and could no longer communicate your preferences? 
 1  Not at all confident 
 2  Slightly confident 
 3  Somewhat confident 

   4  Fairly confident 
   5  Very confident 

 

When answering the following questions, please think about the primary provider who has 

been treating your cancer. 

 

2. Who do you consider to be your primary cancer provider? 
1  Oncologist 
2  Oncology Nurse Practitioner 
3  Oncology Physician Assistant 
4  Other (What is the role of that provider: ___________________) 

 

3. In general, how often does this provider explain things in a way that is easy to 

understand? 
1  Never 
2  Sometimes 
3  Usually 
4  Always 

 

4. In general, how often does this provider listen carefully to you? 
1  Never 
2  Sometimes 
3  Usually 
4  Always 

 

5. In general, how often does this provider seem to know the important information 

about your medical history? 
1  Never 
2  Sometimes 
3  Usually 
4  Always 

 

6. In general, how often does this provider show respect for what you have to say? 
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1  Never 
2  Sometimes 
3  Usually 
4  Always 

 

7. In general, how often does this provider spend enough time with you? 
1  Never 
2  Sometimes 
3  Usually 
4  Always 

 

8. Using any number from 0 to 10, where 0 is the worst provider possible and 10 is the 

best provider possible, what number would you use to rate this provider? 

 0 Worst provider possible 

 1 

 2 

 3 

 4 

 5 

 6 

 7 

 8 

 9 

 10 Best provider possible 

 

9. Has your oncology team discussed with you what to expect with your illness in the 

future? 
1   Yes, definitely 
2   Yes, somewhat 
3   No 

 

10. Has your oncology team ever asked what’s most important to you? 
1   Yes, definitely 
2   Yes, somewhat 
3   No 

 

11. Has your oncology team talked about how the treatment plan should match what is 

most important to you? 
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1   Yes, definitely 
2   Yes, somewhat 
3   No 

 

When answering the following questions, please think about the last decision about your 

cancer treatment you made together with a health care provider. 

 

12. I am satisfied that I was adequately informed about the issues important to my 

decision. 
1  Strongly disagree 
2   Disagree 
3   Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

13. The decision I made was the best decision possible for me personally. 
1  Strongly disagree 
2   Disagree 
3   Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

14. I am satisfied that my decision was consistent with my personal values. 
1  Strongly disagree 
2  Disagree 
3   Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

15. I expect to successfully carry out (or continue to carry out) the decision I made. 
1  Strongly disagree 
2   Disagree 
3   Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

16. I am satisfied that this was my decision to make. 
1  Strongly disagree 
2   Disagree 
3   Neither agree nor disagree 
4  Agree 

Supplementary material BMJ Open

 doi: 10.1136/bmjopen-2020-040999:e040999. 10 2020;BMJ Open, et al. Lakin JR



5  Strongly agree 

 

17. I am satisfied with my decision. 
1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

When answering the following questions, please think about the last decision about your cancer 

treatment you made together with a health care provider. 

 

18. It was the right decision. 
1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

19. I regret the choice that was made. 
1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

20. I would go for the same choice if I had to do it over again. 
1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

21. The choice did me a lot of harm. 
1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

22. The decision was a wise one. 
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1  Strongly disagree 
2  Disagree 
3  Neither agree nor disagree 
4  Agree 
5  Strongly agree 

 

23. Have you talked with a family member or close friend about the types of medical care 

you want or don’t want if you become seriously ill in the future and could no longer 
communicate your preferences? 
1  No 
2  Yes 

 

20a. Of those listed below, who was that person/those people? (Select all that apply)
 1  Spouse/partner 
 2  Daughter 
 3  Son 
 4  Daughter-in-law 
 5  Son-in-law 
 6  Stepdaughter 
 7  Stepson 
 8  Sister 
 9  Brother 

         10  Sister-in-law 
         11  Brother-in-law 
         12  Mother 
         13  Stepmother 
         14  Mother-in-law 
         15  Father 
         16  Father-in-law 
         17  Granddaughter 
         18  Grandson 
         19  Niece 
         20  Nephew 
         21  Aunt 
         22  Cousin 
         23  Stepdaughter’s son/daughter 
         24  Stepson’s son/daughter 
         25  Daughter-in-law’s son/daughter 
         26  Son-in-law’s son/daughter 
         27  Boarder/renter 
         28  Paid aide/Housekeeper/Employee 
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         29  Roommate 
         30  Ex-wife/Ex-husband 
         31  Boyfriend/girlfriend 
         32  Neighbor 
         33  Friend 
         34  Service/Someone from the place you live 
         35  Co-worker 
         36  Minister, Priest, or other Clergy 
         37  Psychiatrist, Psychologist, Counselor, or Therapist 
         38  Other Relative 
         39  Other Non-Relative 
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A. INTRODUCTION 
 

We are inviting you to take part in a research study. Research is a way of gaining 
new knowledge. A person who participates in a research study is called a 
“participant.” In this research study, we are working to help oncologists better serve 
patients by delivering more patient-centered medical care that is consistent with 
what patients want and their underlying goals and values. 

 
The goal of this study is to test an intervention that seeks to increase the likelihood 
that older patients’ values and goals are incorporated into cancer care decision-
making. 

 
It is expected that about 12,000 people will take part in this research study. An 

institution that is supporting a research study either by giving money or supplying 
something that is important for the research is called the “sponsor.” The sponsor of 
this protocol is the National Institutes of Health (NIH) and the study will run for 5 
years. This research consent form explains why this research study is being done, 
what is involved in participating in the research study, the possible risks and 
benefits of participation, alternatives to participation, and your rights as a research 
participant. The decision to participate is yours. If you decide to participate, please 
sign and date at the end of the form. We will give you a copy so that you can refer 
to it while you are involved in this research study. 

 
You have been chosen to participate in this study, based on your doctor’s 
recommendation and because you are an older adult with advanced cancer. 

 

  

 

Protocol Title: Advance Care Planning: Promoting Effective and Aligned 
Communication in the Elderly 

 
DF/HCC Principal Research Investigator / Institution: James Tulsky, MD/DFCI 

 
DF/HCC Site-Responsible Research Investigator(s) / Institution(s): 

James Tulsky, MD/DFCI 

Angelo Volandes, MD/MGH 
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Your doctor felt that you might be willing to talk about your goals and wishes 
related to your medical care so your doctors and family can understand what is 
most important for you. You have been chosen to participate in this study, based 
on your doctor’s recommendation. (Some de-identified information was provided 
to us through your medical records). 

 
We encourage you to take some time to think this over and to discuss it with 
other people and to ask questions now and at any time in the future. 

 
Dr. Angelo Volandes, a Massachusetts General Hospital (MGH) Investigator on 
this study, and his spouse are co-founders of and receive income from ACP 
Decisions Nous, a nonprofit organization developing the advanced care planning 
video decision support tools being evaluated in this study. Dr. Volandes’ financial 
interests have been reviewed and are managed by Massachusetts General 
Hospital and Partners HealthCare in accordance with their conflict of interest 
policies. MGH will only be receiving de-identified data. 

 

B. WHY IS THIS RESEARCH STUDY BEING DONE? 
 

The purpose of this study is to improve the quality of care provided to older 
Americans with cancer. We are working to help oncologists better serve patients 
by delivering more patient-centered medical care that is consistent with what 
patients want. 

 

C. WHAT OTHER OPTIONS ARE THERE? 
 

Taking part in this research study is voluntary. You may choose not to be in the 
study, or, if you agree to be in the study, you may withdraw from the study at any 
time. If you withdraw from the study, no new data about you will be collected for 
study purposes. 

 
If you participate, we will also ask if you wish to create a video of yourself 
describing what is important to you, any worries you have, and your preferences 
for medical care. We call these “video declarations.” 

 

• A Research Assistant will also ask you to complete a written video 
declaration. 
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• If you agree, we will record that declaration. 

• We will ask you to talk about your Advance Care Planning preferences, for 
medical care so your doctors and family can understand what is most 
important for you. 

• We will show your video to you when you are done. 

• If you aren’t happy with the video, you can record it again. 

• When the recording is complete, the RA will play the video for you to see if 
you feel it accurately represents your preferences. 

• There might be occasions when we would like to publicly share the 
information that we have learned through this research for demonstration 
purposes and at similar venues. We will provide you with an option to let 
us know if you are willing to publicly share your video via in-person or 
online webinar/lecture. 

 
This visit will involve the following: 

 

• Recording a personal video declaration that includes both video and 
audio recording 

 

D. HOW LONG WILL I BE IN THIS RESEARCH STUDY? 
 

You will be in this research study for the length of time that your scheduled 
appointment will take. After you complete the interview and video recording, 
investigators will continue to have access to your medical record and video for 
the purpose of analyzing the study outcomes. 

 
You may be taken off the research study for reasons such as: 

• It is considered to be in your best interest 

• There is any problem with following study procedures 

• There are any problems with research funding 

• Or for any other reason 
 

If you are removed from the research study, the research Investigator will explain 
to you why you were removed. 

 
In addition, you can stop participating in the research study at any time. 
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E. WHAT ARE THE RISKS OR DISCOMFORTS OF THE RESEARCH STUDY? 
 

There are risks to taking part in any research study, but the risks in this study are 
small and non-medical. The main risk is loss of confidentiality. You might become 
a little uncomfortable, sad, or even distressed as you contemplate serious illness 
with your provider, and there will be clinicians trained to help you with any 
discomfort you might feel. 
During the research study, you will be provided with any new information that 
may affect your health or willingness to participate. You may be asked to sign a 
new consent form that shows that you have been informed of new information 
relating to this research study. 

 

F. WHAT ARE THE BENEFITS OF THE RESEARCH STUDY? 
 

Taking part in this research study may or may not benefit you. We hope the 
information learned from this research study will help you and your doctors in the 
clinics to benefit from the study by having your treatments better aligned with 
your preferences. There is the potential for the results learned from the study to 
help us to improve the Advance Care Planning of the overall outpatient clinic 
population, and particularly those with advanced cancer. There is the potential to 
validate an intervention that could ensure that treatments are better aligned with 
patients’ preferences. 

 

G. CAN I STOP BEING IN THE RESEARCH STUDY AND WHAT ARE MY RIGHTS? 
 

You have the right to choose not to sign this form. If you decide not to sign this 
form, you cannot participate in this research study. 

 
You can stop being in the research study at any time. Tell the research doctor if 
you are thinking about stopping or decide to stop. Leaving the research study will 
not affect your medical care. You can still get your medical care from your 
hospital or Investigator. 

 
If you choose to not participate, or if you are not eligible to participate, or if you 
withdraw from this research study, this will not affect your present or future care 
and will not cause any penalty or loss of benefits to which you are otherwise 
entitled. 
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H. WHAT ARE THE COSTS? 
 

There is no cost to you for participating in this study. 

 
 

I. WHAT ABOUT CONFIDENTIALITY? 
 

We will take measures to protect the privacy and security of all your personal 
information, but we cannot guarantee complete confidentiality of study data. 
All staff with access to information will be trained in privacy protection rules. Any 
personal information will be kept on a single central protected server with 24/7 
security monitoring. 

 
Applications will be designed with data security as the first goal and will be 
carefully reviewed for security prior to usage in the study. Participating 
oncologists will also be instructed on strict procedures to ensure the privacy and 
security of the video recordings at all levels of the data collection and storage 
process. The only people who will see this information will be study staff, 
investigators, other investigators who have been authorized by the research 
team to conduct analyses, and also those who have a contractual relationship 
with us in service of the research. 

 
The results of this research study may be published. You will not be identified in 
publications without your permission. 

 
This trial may be registered on https://www.clinicaltrials.gov, a publicly available 
registry of clinical trials. This website will not include information that can identify 
you. At most, the website will include a summary of the results. You can search 
this website at any time. 

 

J. WHOM DO I CONTACT IF I HAVE QUESTIONS ABOUT THE RESEARCH STUDY? 
 

If you have questions about the study, please contact your local research 
investigator or study staff as listed below: 
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DFCI 

• Dr. James Tulsky, PI [Contact Information] 
• Julie Goldman, Study Staff [Contact Information] 

 
MGH 

• Dr. Angelo Volandes, [Contact Information] 
 

For questions about your rights as a research participant, please contact a 
representative of the Office for Human Research Studies at [Insert site name and 
phone number here] This can include questions about your participation in the 
study, concerns about the study, a research related injury, or if you feel/felt under 
pressure to enroll in this research study or to continue to participate in this 
research study. 

 
K. PRIVACY OF PROTECTED HEALTH INFORMATION 

 

Federal law requires Dana-Farber/Harvard Cancer Center (DF/HCC) and its 
affiliated research doctors, health care providers, and physician network to 
protect the privacy of information that identifies you and relates to your past, 
present, and future physical and mental health conditions (“protected health 
information”). If you enroll in this research study, your “protected health 
information” will be used and shared with others as explained below. 

 
1. What protected health information about me will be used or shared with 

others during this research? 
 

• Existing medical records, including mental health records. 

• New health information created from study-related tests, procedures, 
visits, and/or questionnaires 

 
2. Why will protected information about me be used or shared with others? 

 
The main reasons include the following: 
• To conduct and oversee the research described earlier in this form; 

• To ensure the research meets legal, institutional, and accreditation 
requirements; 
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• To conduct public health activities (including reporting of adverse events 
or situations where you or others may be at risk of harm); and 

• To provide the study sponsor with information arising from an adverse 
event or other event that relates to the safety or toxicity of the drug(s) 
used in the study and for the purpose of this or other research relating the 
study drug and its use in cancer; and, 

• To better understand the diseases being studies and to improve the 
design of future studies; and, 

• Other reasons may include for treatment, payment, or health care 
operations. For example, some medical information produced by this 
research study may become part of your hospital medical record because 
the information may be necessary for your medical care. (You will also be 
given a notice for use and sharing of protected health information.) 

 
3. Who will use or share protected health information about me? 

 

• DF/HCC and its affiliated research doctors and entities participating in the 
research will use and share your protected health information. In addition, 
other DF/HCC offices that deal with research oversight, billing or quality 
assurance will be able to use and share your protected health information. 

 
4. With whom outside of DF/HCC may my protected health information be 

shared? 
 

While all reasonable efforts will be made to protect the confidentiality of your 
protected health information, it may also be shared with the following entities: 

 

• Outside individuals or entities that have a need to access this information 
to perform functions relating to the conduct of this research such as 
analysis by outside laboratories on behalf of DF/HCC and its affiliates (for 
example, data storage companies, insurers, or legal advisors). 

• The sponsor(s) of the study, its subcontractors, representatives, business 
partners, and its agent(s): NIH 

• Other research doctors and medical centers participating in this research, 
if applicable 

• Federal and state agencies (for example, the Department of Health and 
Human Services, the Food and Drug Administration, the National 
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Institutes of Health, and/or the Office for Human Research Protections), or 
other domestic or foreign government bodies if required by law and/or 
necessary for oversight purposes. 

• Hospital accrediting agencies 

• A data safety monitoring board organized to oversee this research, if 
applicable 

 
Some who may receive your protected health information may not have to 
satisfy the privacy rules and requirements. They, in fact, may share your 
information with others without your permission. 

 
5. For how long will protected health information about me be used or 

shared with others? 
 

• There is no scheduled date at which your protected health information that 
is being used or shared for this research will be destroyed, because 
research is an ongoing process. 

 
6. Statement of privacy rights: 

 

• You have the right to withdraw your permission for the research doctors 
and participating DF/HCC entities to use or share your protected health 
information. We will not be able to withdraw all the information that already 
has been used or shared with others to carry out related activities such as 
oversight, or that is needed to ensure quality of the study. To withdraw 
your permission, you must do so in writing by contacting the researcher 
listed above in the section: “Whom do I contact if I have questions about 
the research study?” 

• You have the right to request access to your protected health information 
that is used or shared during this research and that is related to your 
treatment or payment for your treatment, but you may access this 
information only after the study is completed. To request this information, 
please contact the researcher listed above in the section: “Whom do I 
contact if I have questions about the research study?” 
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L. CONSENT TO OPTIONAL RESEARCH STUDIES: 
 

You are being asked to participate in some optional studies. If you decide not to 
participate in any of the optional studies, you can still participate in the main 
research study. Please take your time to make your decision and discuss it with 
others and your primary care physician. 

 
Your participation in these optional research studies is voluntary, and you will not 
be penalized or lose any benefits if you refuse to participate or decide to stop. 

 
Optional Study #1: 

We can share your declaration video with you if you wish to have a copy of it. 
There are multiple ways we can share your declaration video with you. The 
options available to you are dependent on the site where you receive your 
medical care. The safest and most secure way to share the video is either 
through an encrypted flash drive or through a tool called Dropbox for Business. 

 

 Option 1: We can put your declaration video on an encrypted flash drive 
which is password protected and provide the flash drive to you; or 

 

 Option 2: We can post your declaration video on a website called Dropbox 
for Business. You would be provided web link to view your video online. 
Dana-Farber has more privacy control over this site and can remove your 
video at any time. Dropbox for Business would require you to follow 
multiple steps to view your video. 

 
If you prefer to not use Dropbox for Business or receive through an encrypted 
flash drive, we can still share your declaration video with you. 

 

 Option 3: We can put your declaration video on an unencrypted flash drive 
which is not password protected and provide the flash drive to you; or 

 

 Option 4: We can post your declaration video on a YouTube unlisted video 
setting under the study’s YouTube account and provide the web link to 
you. An unlisted video can only be seen and shared by a web link. The 
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unlisted video should not be available on YouTube’s search results or for 
people who do not have access to the web link. YouTube is user friendly, 
and would not require multiple steps to view your video 

 
Please note, for Option 3 and Option 4, we cannot guarantee the confidentiality 
of your information. For example: 

a. If you lose the unencrypted flash drive it may be recovered and accessible 
by someone else; or 

 
b. If the YouTube web link is shared with another person, it may be possible 

for that person to post your unlisted video to a public playlist or to re- 
disclose the web link which would then be accessible by others. 

 
I understand if my health information is disclosed to the media or the general 
public pursuant to this authorization, it is no longer protected by federal or state 
privacy regulations and may be re-disclosed by the recipient. I further understand 
that once such materials are in the possession of media or members of the 
general public, Dana-Farber will have no control over their use. 

 
Please indicate whether or not you want to take part in this optional research 
study. If you would like to participate in this optional study and receive a copy of 
your video declaration, please indicate below and also check off the method 
above which you would like to receive it by. 

 Not applicable 
 

 Yes   Initials   Date 

 No   Initials   Date 
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Optional Study #2: 

There are times when the research team would like to share patients’ videos with 
their colleagues, in scientific presentations or to train study staff. Would you be 
comfortable in sharing your video publicly for purposes like this? The risk is that 
the video could be widely shared, depending on the venue, and we will not have 
any control over this. We will not be analyzing anything so there will be no 
results. 

 
I understand if my health information is disclosed to the media or the general 
public pursuant to this authorization, it is no longer protected by federal or state 
privacy regulations and may be re-disclosed by the recipient. I further understand 
that once such materials are in the possession of media or members of the 
general public, Dana-Farber will have no control over their use. 

 
 

Please indicate whether or not you want to take part in this optional research 
study. 

 Not applicable 

 Yes   Initials   Date 

 No   Initials   Date 
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N. Documentation of Consent 
 

 

My signature below indicates: 

• I have had enough time to read the consent and think about 
participating in this study; 

• I have had all of my questions answered to my satisfaction; 

• I am willing to participate in this study; 

• I have been told that my participation is voluntary and I can withdraw at 
any time 

 
 

 
Signature of Participant Date 
or Legally Authorized Representative 

 
 

 
Relationship of Legally Authorized Representative to Participant 
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Adult Participants 
 

  To be completed by person obtaining consent: 

 

  The consent discussion was initiated on  (date). 

 

  Signature of individual obtaining consent:    

 

  Printed name of above:    

 

  Date:    

 

A copy of this signed consent form will be given to the participant or legally authorized 
representative, or, where the participant is a minor, the participant’s parent or legal guardian. 

 
  For Adult Participants 
 

1) The participant is an adult and provided consent to participate. 
 

1a) Participant (or legally authorized representative) is a non-English speaker and signed 
the translated Short Form in lieu of English consent document: 

 

As someone who understands both English and the language spoken by the participant, I 
interpreted and/or witnessed, in the participant’s language, the researcher’s presentation of 
the English consent form. The participant was given the opportunity to ask questions. 
 
Signature of Interpreter/Witness:    

 

Printed Name of Interpreter/Witness:    

 

Date:    

 

1b) Participant is physically unable to sign the consent form because:  
 
The participant is illiterate. 
The participant has a physical disability. 
Other (please describe):    
 

The consent form was read to the participant who was given the opportunity 
to ask questions and who communicated agreement to participate in the research. 
Signature of Witness:    

 

Printed Name of Witness:    

 

Date:    
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