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INTRODUCTION

The goal of this document is to provide a summary of Exception from Informed Consent (EFIC) events conducted for Emergency Research, at Temple University Hospital in accordance with FDA requirements 21 CFR 50.24. 

ADDITIONAL PROTECTIONS
This report outlines the activities performed to satisfy the requirements of Additional Protections 1 and 2 as listed below.
The 5 additional protections associated with conducting a trial under 21 CFR 50.24 are the following:

1. Community Consultation

2. Public Disclosure before the trial – including methods by which patients can “opt-out” or refuse participation in the trial

3. Public Disclosure after the trial

4. Plan for contact of Legally Authorized Representatives (LAR) or family members to seek informed consent for the patient’s participation in the trial within the therapeutic window if feasible or after enrollment as soon as possible when feasible.

5. Formation of a Data Safety Monitoring Board to oversee the trial

COMMUNITY CONSULTATION
The federal regulations for community consultation (21 CFR 50.24) state:

21 CFR 50.24
(a)(7)Additional protections of the rights and welfare of the subjects will be provided, including, at least:

(i) Consultation (including where appropriate, consultation carried out by the IRB) with representatives of the communities in which the clinical investigation will be conducted and from which the subjects will be drawn
The goals of community consultation are the following:
1. To ensure that all relevant communities have opportunity for input into the IRB’s decision-making process before initiation of the study
2. To present information so that community members understand the proposed investigation, understand its risks and benefits.

3. To be sure community members understand that the investigation will take place without informed consent. 
PUBLIC DISCLOSURE
Public Disclosure requirement of the Exception from Informed Consent (EFIC) regulations (21 CFR 50.24) for emergency research, states:

21 CFR 50.24
(a)(7)Additional protections of the rights and welfare of subjects will be provided, including at least:

(ii) Public disclosure to the communities in which the clinical investigation will be conducted and from which the subjects will be drawn, prior to initiation of the clinical investigation, of plans for the investigation and its risks and expected benefits;

(iii) Public disclosure of sufficient information following completion of the clinical investigation to apprise the community and researchers of the study, including the demographic characteristics of the research population, and its results; 

Public disclosure is defined as the “dissemination of information about the research sufficient to allow a reasonable assumption that communities are aware of the plans for the investigation, its risks and expected benefits and the fact that the study will be conducted”. It also includes “dissemination of information after the investigation is completed so that communities and scientific researchers are aware of the study’s results”.  

Appropriate public disclosure includes: 
· Clear statement that informed consent will not be obtained for any subjects

· Information about the study medications use including a balanced description of the risks and benefits

· Synopsis of the research protocol and study design

· How potential study subjects will be identified

· Participating sites/institutions

· Description of the attempts to contact a LAR

· Suggestions for opting out of the study
DESCRIPTION OF THE PhilaNETT

The NINDS has funded Neurological Emergency Treatment Trials (NETT) awards to  a number of centers.  The mission of the NETT is to perform simple, steam-lined studies of patients suffering from acute neurological emergency conditions.  The NETT uses a hub and spoke model to perform these trials.  Temple University is a NETT hub and together with the spoke hospitals, is known as the PhilaNETT.  PhilaNETT hospitals participating in ESETT are:
· In Philadelphia and surrounding areas: 

· Crozer-Chester Medical Center

· Drexel University College of Medicine/Hahnemann Hospital

· Einstein Medical Center

· St. Christopher’s Hospital for Children
· Temple University Hospital
·  In Pittsburgh:

· Allegheny General Hospital 

This report details EFIC activities done through PhilaNETT hospitals in the Philadelphia and surrounding areas.  A list of additional activities done in the Philadelphia area by non-PhilaNETT hospitals participating in ESETT (i.e. A.I. Dupont Hospital for Children and Hospital of the University of Pennsylvania) are listed in Appendix B.

TIMELINE FOR COMMUNITY CONSULTATION AND PUBLIC DISCLOSURE ACTIVITIES

After IRB approval of the EFIC Plan at PhilaNETT spoke hospital, Crozer-Chester Medical Center, in April 2015, the Community Consultation and Public Disclosure activities began in Philadelphia and surrounding areas.  Philadelphia area events continued with PhilaNETT spoke Drexel University College of Medicine approval in June 2015.  Temple-specific events occurred after local IRB approval in November 2015.  EFIC activities will continue throughout the trial and will be reported to the IRB annually.  
PhilaNETT investigators and Hub personnel responsible for ESETT Pre-Study Community Consultation: 

Dr. Gentile, as the PhilaNETT Hub PI; Dr. Derek Eisenberg and Dr .Mark Saks, as ESETT site PIs at Crozer-Chester Medical Center; or Dr. Ralph Riviello, ESETT site PI at Hahnemann participated in all of the community consultation events in the Philadelphia area.  PhilaNETT Hub research coordinators organized all and participated in most of the community consultation events throughout the Philadelphia and surrounding areas. In addition, Dr. Camillo Guttierez  participated in the community consultation event at Esperanza health Center. PhilaNETT Hub investigators and coordinators will assist Einstein and St. Chris’ site PIs with additional community consultation after IRB approval of their EFIC plans.

COMMUNITY CONSULTATION

Community consultation activities focused on reaching the general population of the greater Philadelphia area as well as the seizure-related community. The PhilaNETT ESETT teams contacted multiple groups and were invited to present at the venues listed below.  Feedback from the events was captured on paper or online surveys and results are reported in Appendix A.  
1. PRESENTATION TO AN EXISTING GROUP AT A REGULARLY SCHEDULED MEETING
Chester Crozer Medical Center Neuro Faculty Meeting May 27, 2015 

Presentation given by PhilaNETT investigator with paper surveys completed.  4 attendees.
West Grove/Oxford EMS June 2, 2015

Presentation given by PhilaNETT investigator with paper surveys completed.  35 attendees.

Crozer Chester Medical Center Internal Medicine, June 2, 2015

Presentation given by PhilaNETT investigator with paper surveys completed.  12 attendees.
Crozer Pediatric Faculty Meeting, June 15, 2015

Presentation given by PhilaNETT investigator with paper surveys completed.  8 attendees.
Crozer EM Faculty Meeting, June 24, 2015

Presentation given by PhilaNETT investigator with paper surveys completed.  25 attendees.
Temple Emergency Medicine Resident’s Conference, August 6, 2015

Power Point presentation given by PhilaNETT investigator with question and answer time following.  Web address of online survey given and a number of participants report taking the survey.  24 attendees.
Nerd Nite, Frankford Hall, Philadelphia, PA, September 2, 2015

Power Point presentation given by PhilaNETT investigator with question and answer time    following. Pens with web address of the online survey were passed out to the audience.  About 90 attendees.
2. COMMUNITY FAIRS

Chester Crozer Medical Center Women's Health Fair, Springfield, PA  May 16, 2015

Booth at the women’s health fair.  23 attendees at the health fair completed paper surveys.

Greater Life Church Family Fit Day, Philadelphia, PA   July 25, 2015
Booth at a church health fair.  26 attendees at the health fair completed paper surveys.

Senator Kitchen Health Fair, Philadelphia, PA  August 29, 2015

Booth at a community health fair.  30  attendees at the health fair completed paper surveys.

Philabundance Concert, Philadelphia, PA  September 12, 2015

Booth at a community church concert/fundraiser.  3  attendees at the concert completed paper surveys.

Holy Cross Baptist Church Health Fair, Philadelphia, PA  October 24, 2015

Booth at a church health fair.  In addition  a presentation was given by a PhilaNETT investigator during a break out session to about 25 people.   21 attendees at the health fair completed paper surveys.

3. SURVEYS (IN WAITING AREAS and ONLINE)
Temple University Hospital Emergency Room Waiting Area, November 5, 2015
Coordinator spoke with individuals in the waiting area.  A summary of the study was given and individuals were asked to fill out a paper survey.  15 individuals completed surveys.
Temple University Hospital Epilepsy Clinic, December 1, 2015

Coordinator spoke with individuals in the waiting area of the epilepsy clinic.  A summary of the study was given and individuals were given brochures with QR codes to the survey.  One person completed the paper survey.
Esperanza Health Center Waiting Area, December 2, 2015

Spanish speaking coordinator and investigator spoke with individuals of the health clinic.  A summary of the study was provided and individuals were asked to complete a survey.  Five individuals completed the paper survey.
Online Surveys, May 16, 2015 to present and ongoing
Online survey link is printed on pens, brochures and flyers.  QR code to survey is printed on brochures and flyers.  Link is posted with social media posts.  To date 74 online surveys have been completed.

PUBLIC DISCLOSURE
1. Broadcast and Print Media
Temple University Health System Press Release, November 12, 2015
A description of the ESETT study, a list of participating PhilaNETT hospitals and information on how to contact study staff were included in the press release.
CBS Philly/KYW Newsradio Interview, November 22, 2015

Dr. Gentile was interviewed by KYW health news reporter about the ESETT study.  The interview aired multiple times on November 22, 2015 with text of the interview posted on the CBS Philly website.

Crozer Chester Medical Center Press Release December 3, 2015

A description of the ESETT study and contact information for CCMC PI were included in the press release.

2.

          Electronic-Based Resources

Twitter TempleMedNews Tweet, November 12, 2015

“Temple Taking Part in Study Designed to Save & Improve the Lives of People who Experience Life-Threatening Seizures” with link to Temple Health News article.

Temple Health News Article, November 12, 2015
An announcement of the ESETT study was placed in the Temple Health online newsletter using the language from the press release.

Facebook PhilaNETT Page Posts
The ESETT flyer, announcements of upcoming EFIC activities and a paid advertisements were posted on the PhilaNETT Facebook Page.  The page has 176 ‘likes.’  The first paid advertisement reached 67 people’s pages and was ‘liked’ by one person.  The second paid advertisement reached 738 people’s pages and was ‘liked’ by 25 people.
Blast Email to CCMC ED Staff November 30, 2015

Email with a description of the ESETT study, a link to the online survey and a copy of the brochure was sent to the ED staff.
Crozer Keystone Health System Facebook Post December 3, 2015
Post with a link to the CCMC press release.  Post had 13 likes and 3 shares.

3.         In-hospital Resources
Temple University Hospital Elevators, November 2015

ESETT posters were placed in 17 elevators throughout Temple University Hospital
Temple University Hospital Emergency Department/Neuro ICU/Neuro Floors November 2015
Posters and brochures in English and Spanish were left in the waiting rooms and in staff lounges.
4. 





Poster/Flyer Distribution
Posters/Flyers were distributed to the following locations:
Holy Cross Baptist Church Bulletin Boards
Office of State Senator Sabatina
Temple Physicians Broad and Lehigh

Temple ReadyCare NorthEast
Buy Rite Pharmacy Broad and Rockland
Germantown Mennonite Church
Universal Church (English and Spanish)

Nicetown-Tioga Philadelphia Free Library (English and Spanish)
Esperanza Health Center K&A Office (English and Spanish)
Esperanza Health Center 5th St Office (English and Spanish)

Esperanza Health Center Hunting Park Ave. Office (English and Spanish)

Office of State Representative Stephen Kinsey District
Just Here Pharmacy

Broad Street YMCA

Masjid Al-Furqan

Emmanuel Apolistic Church of God

Pentocostal Experience of True Word Ministries

Bible Fellowship Church of God

North Broad Street Senior Center

Homes on Blocks of 1500 Flora and 1600 Jefferson

DESCRIPTION OF REFUSAL OF PARTICIPATION PROCEDURES (OPT-OUT)
Prior to and throughout the duration of the clinical trial members of the Temple University geographic community will have various methods through which they can refuse participation in the trial.  As part of our community consultation and public disclosure activities, we have established national and local websites that will provide local contact information and instructions for refusing participation.  We will also include this information on the brochures and posters for public disclosure.  

Two individuals have requested Opt-out bracelets.  
REFERENCES
1. 21CFR50.24. Protection of human subjects; informed consent--FDA. Final rule. . Fed Regist. 1996; 61(192):51498-51533.
Appendix A 

Philadelphia Area Community Consultation Events

Survey Results

N=236

Demographic Information 
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Zip Codes of Survey Respondents in Philadelphia Area
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Responses to Survey Questions

1. ESETT is an important study to do.
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2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time?
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3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time?
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4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?


[image: image9.png]250

200

150

100

50

Yes

I Don't Know





5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?
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List of comments from survey respondents:
**Please note that many items on this list are taken directly from written and typed comments from the surveys.  Please excuse any grammatical or spelling errors.
· Re: parent of child w/ SE. Would you be OK if your child was included? "Depends on medical history"

· based on what you are telling me, however i would like more information.

· what are possible side effects of the medications. i think the study is worthwhile but i would want more information before i recommend a family member or volunteer myself.

· Studies are needed in order to develop the best treatments

· The patient should be given the opportunity to decide if they choose to be in the study after they come to.

· I have focal seizures, that last only up to 1-2 minutes. but i do support this study for others.

· Be ethical, mindful, and trustful. life is precious.

· Good luck with your study :) :)

· very very important. i work as nurse in mental health field and many people have seizures and i think the research is very important. my nephew just had a seizure and i wish this trial was in place then.

· I do not believe the physician administrating the drugs should not be informed of the specific medication being given.

· Are there any possible side effects or is it life threatening?

· Very informative, very polite.

· Effectiveness and LT effects of each of the 3 proposed medications. What are the benefits for the community participation in this study?

· I'm very grateful for this time I came and spoke to the people about this study. Thank you.

· I like your style

· This is a very good idea to bring into affect for those who are unable to speak on their own behalf.

· Continue, continue, continue with this study. Good luck to us all!!! Thank you.

· Is there an IRB at each participating hospital that is reviewing this study?

· I have a lot of respect for doctors doing this kind of work.

· How do you know which drug to use if the study drug doesn't work?

· "I love that you are using this venue to get the information out about this study"

· Have there been any other studies that have used this [EFIC] before?

· Why is levetiracetam not your first choice since it has few side effects?

· Is this a randomized, controlled trial?

· How else are we notifying the community about the study?

· How long do the medicines take to work?

· Does the study team induce seizures in study subjects?

· What if you want to be in the study?

· Is it only being done in the emergency room?

· Are all the drugs FDA approved?

· What if someone has a known interaction with one of the study drugs?

· This study needs to be done.

· Thank you for doing the study.

· I feel a study is indeed a call for

· We need a new research for the different seizures out there

· Very helpful information

· Great job.

· Is there a placebo?

· Can't you just study people who are on the medicines and see who has more seizures?

· Are you enrolling pregnant patients?

· If the study medicine works how will the doctor know what med to put you on?

· If you go to the hospital with seizure will you be admitted to the hospital?

· If this is someone's first ever seizure can they be in the study?

· What if you are allergic?

· If someone is allergic [to the study medicine] can we know which medicine they are allergic to?

· What if someone is having a breakthrough seizure?

· Important research should not be restricted!!!

· Great study!

· Your reps were great

· Very well explained to me

· No reason why they would not [seriously consider what community members like you have to say about this study before starting it]

· If I were the patient (written next to the question about wearing an ESETT Declined bracelet)

· Hope it works out trying something new

· I think is good
· Facts. Stats. Side effects.

· How this study differs from current standards of care.

· is this study aware of a patient's known drug allergies/interactions?

· Ppl with known seizure disorder on certain meds should not be randomized

· What are the down the road effects?  My body reacts with certain things differently than others. Blood pressure meds have to be watched, Demeral is another med not to be taken, Pencillian. What meds are they giving, how do they react with my body chemistry?

Appendix B
Non PhilaNETT Activities Performed in the Philadelphia Area
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Name of Event

City

Type of event

A.l. DuPont Hospital
for Children

Epilepsy Foundation of Delaware
Meet and Greet

Wilmington, DE

A convened mtg. with a targeted
audience (invitation and rsvp
collected)

A.l. DuPont Hospital
for Children

Brandywine High School PTA
Meeting

Wilmington, DE

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Ronald McDonald House of
Delaware 5K Run

Wilmington, DE

A Booth/table (where surveys
were completed)

A.l. DuPont Hospital
for Children

Highlands Elementary PTA
meeting

Wilmington, DE

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Chadds Ford Elementary School
PTA meeting

Chadds Ford, PA

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Community Research Exchange

Wilmington, DE

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Nemours Family Advisory
Committee Meeting

Wilmington, DE

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Nemours Hear We Go Walk

Wilmington, DE

A Booth/table (where surveys
were completed)

A.l. DuPont Hospital
for Children

Interviews conducted in ED
waiting room

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

Interviews conducted in
Neurology Clinic

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

Interviews in the ED waiting
room

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

Interviews conducted in the
Neurology Clinic

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

Brain Injury Commitee Meeting

Symrna, DE

A presentation at a regular
meeting with an existing group

A.l. DuPont Hospital
for Children

Interviews conducted in the ED
waiting room

Wilmington,DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)
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Name of Event

City

Type of event

A.l. DuPont Hospital
for Children

ED Interviews, Batch 1

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

ED interviews, Batch 2

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

ED Interviews, Batch 3

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital
for Children

Neurology Interviews

Wilmington, DE

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

Hospital of the
University of
Pennsylvania

Anonymous surveys (in ED and
Neurology Clinic)

Philadelphia, PA

Self-Administered/In person
interviews (waiting room event,
etc. w/o a booth)

A.l. DuPont Hospital

for Children AIDHC Twitter Post Wilmington, DE  |Social Media
A.l. DuPont Hospital |Delaware Family Voices

for Children Facebook Post Wilmington, DE  |Social Media
A.l. DuPont Hospital

for Children Delaware Family Voices Blog Post |Wilmington, DE  |Social Media

A.l. DuPont Hospital
for Children

Distribution of Study Brochures
to 20 local PCP offices

Wilmington, DE

Brochure/Flyer Distribution

A.l. DuPont Hospital
for Children

Brochures/Flyers Placed in ED
and Neurology Clinic

Wilmington, DE

Brochure/Flyer Distribution
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Chart1

		Strongly Agree or True or Yes

		Agree

		Neutral

		Disagree

		Strongly Disagree or False or No



163

78

12

1

0



CC Closed Ended Summary

		Hub/Institution (1)		Spoke/Site (2)		City (8)		Question (2)		Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		1. ESETT is an important study to do.		42		27		3		0		0

		Temple				Philadelphia, PA		1. ESETT is an important study to do.		43		13		3		1

		Temple				Wynnewood, PA		1. ESETT is an important study to do.		18		8

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		1. ESETT is an important study to do.		14		6		0		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		1. ESETT is an important study to do.		17		5		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		1. ESETT is an important study to do.		16		8		3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		1. ESETT is an important study to do.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		1. ESETT is an important study to do.		3		3		1

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		1. ESETT is an important study to do.		7		7		1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										163		78		12		1		0

		Temple				Multiple Cities		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		46		20		7		0		0

		Temple				Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		34		10		7		3		5

		Temple				Wynnewood, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		14		6		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		12		7		1		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		11		7		3				2

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		17		7		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4		7		2		2

		Temple				Multiple Cities		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		45		17		5		6		0

		Temple				Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		33		12		6		4		5

		Temple				Wynnewood, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		15		4		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		13		5		0		3		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		10		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		16		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		2		2

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		7		4				1

		Temple				Multiple Cities		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		58				13				2

		Temple				Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		52				7				3

		Temple				Wynnewood, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				4

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		16		0		4		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		18								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				7

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		2				1				1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		12				2				1

		Temple				Multiple Cities		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		69								5

		Temple				Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		52								6

		Temple				Wynnewood, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		22								1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		17		0		3		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		20								3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		26								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		4

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		13								2

		Temple				Philadelphia, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?		6								44

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		6. Would you like to tell doctors that you do not want to participate in ESETT?		1		0		3		0		19

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		6. Would you like to tell doctors that you do not want to participate in ESETT?		7								16

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		6. Would you like to tell doctors that you do not want to participate in ESETT?		8				1				19

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?										4

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		6. Would you like to tell doctors that you do not want to participate in ESETT?										7

		Temple				Multiple Cities		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		5								67

		Temple				Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								6

		Temple				Wynnewood, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								24

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?										15
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CC Form

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)		Males		Females		Hispanics / Latinos		Non-Hispanics / Non-Latinos		Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten (30)		Grades 1 through 8 (Elementary) (31)		Grades 9 through 11 (Some high school) (32)		Grade 12 or GED (High school graduate) (33)		College 1 year to 3 years (Some college or technical school) (34)		College 4 years or more (College graduate) (35)

		Temple		Crozer-Chester Medical Center, Chester, PA		CCMC Women's Health Fair		Springfield		5/16/15		A Booth/table (where surveys were completed)		23		0		96		78		56		0		23		1		21		17		6		0		0		0		0		0				0		0		0		3		6		14

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Internal Medicine Presentation		Upland		6/2/15		A presentation at a regular meeting with an existing group		12				83		83		27.8		4		2		1		5		2				4																						6

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Pediatric Faculty Meeting		Upland		6/15/15		A presentation at a regular meeting with an existing group		8				75		75		46.7		3		5				7		6				1																						8

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer EM Faculty Meeting		Upland		6/24/15		A presentation at a regular meeting with an existing group		25				93		93		41.8		9		5		1		11		12		1		1																		1		2		11

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove/Oxford EMS		West Grove		6/2/15		A presentation at a regular meeting with an existing group		35				86		64		36.8		5		2		0		7		7																						2		3		2

		Temple		Crozer-Chester Medical Center, Chester, PA		Neuro Faculty Meeting		Upland, PA		5/27/15		A presentation at a regular meeting with an existing group		4				100		100		44		2		2		0		4		1		2		1																						4

		Temple		Temple University Hospital, Philadelphia, PA		TUH ED Waiting Area		Philadelphia, PA		11/5/15		Self-Administered/In person interviews (waiting room event, etc. w/o a booth)		15				93		73		36		6		8		3		12		4		7		2		1		2												1		7		1		6

		Temple				Greater Life Church Family Fit Day		Philadelphia, Pa		7/25/15		A Booth/table (where surveys were completed)		26				88		81		43		6		20		2		24				25								1										9		9		5		3

		Temple				Nerd Nite Frankford Hall		Philadelphia		9/2/15		A presentation at a regular meeting with an existing group		90				100		100		0		0		0

		Temple				EM Resident Conference TUH		Philadelphia, PA		8/6/15		A presentation at a regular meeting with an existing group		24				100		100		0		0		0

		Temple				Senator Kitchen Health Fair		Philadelphia, PA		8/29/15		A Booth/table (where surveys were completed)		30				100		57		45		1		6		1		6		0		5		1		0		0		0		1		Latino								2		4		1

		Temple				Holy Cross Baptist Church Health Fair		Philadelphia, PA		10/24/15		A Booth/table (where surveys were completed)		21				94		66		52		5		15		0		17		5		15		1																1		2		5		17

		Temple				Southeast PA Epilepsy Foundation Conference		Wynnewood, PA		11/7/15		A Booth/table (where surveys were completed)		26				100		76		42		6		20		4		22		17		6										2		None specified				1		1				8		16

		Temple				Philabundance Concert		Philadelphia, PA		9/12/15		A Booth/table (where surveys were completed)		3				100		100		50		1		2		0		2		2										1														1		2

		Temple				Online RedCap Survey		Multiple Cities		5/16/15		Web/email surveys		74				96		90		34		33		40		5		67		58		7		5		1		1				2		No race specified				2				3		10		58

		Temple				Esperanza Health Center Waiting Room Surveys		Philadelphia, PA		12/2/15		A Booth/table (where surveys were completed)		6				100		100		35		2		3		3		2		1		2										2		Hispano/a		1		1						1		2

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)										Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten		Grades 1 through 8 (Elementary)		Grades 9 through 11 (Some high school)		Grade 12 or GED (High school graduate)		College 1 year to 3 years (Some college or technical school)		College 4 years or more (College graduate)

														422																		132		76		16		2		3		2		7				1		4		12		29		46		150

																				Females		Males
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CC Form

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)		Males		Females		Hispanics / Latinos		Non-Hispanics / Non-Latinos		Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten (30)		Grades 1 through 8 (Elementary) (31)		Grades 9 through 11 (Some high school) (32)		Grade 12 or GED (High school graduate) (33)		College 1 year to 3 years (Some college or technical school) (34)		College 4 years or more (College graduate) (35)

		Temple		Crozer-Chester Medical Center, Chester, PA		CCMC Women's Health Fair		Springfield		5/16/15		A Booth/table (where surveys were completed)		23		0		96		78		56		0		23		1		21		17		6		0		0		0		0		0				0		0		0		3		6		14

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Internal Medicine Presentation		Upland		6/2/15		A presentation at a regular meeting with an existing group		12				83		83		27.8		4		2		1		5		2				4																						6

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Pediatric Faculty Meeting		Upland		6/15/15		A presentation at a regular meeting with an existing group		8				75		75		46.7		3		5				7		6				1																						8

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer EM Faculty Meeting		Upland		6/24/15		A presentation at a regular meeting with an existing group		25				93		93		41.8		9		5		1		11		12		1		1																		1		2		11

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove/Oxford EMS		West Grove		6/2/15		A presentation at a regular meeting with an existing group		35				86		64		36.8		5		2		0		7		7																						2		3		2

		Temple		Crozer-Chester Medical Center, Chester, PA		Neuro Faculty Meeting		Upland, PA		5/27/15		A presentation at a regular meeting with an existing group		4				100		100		44		2		2		0		4		1		2		1																						4

		Temple		Temple University Hospital, Philadelphia, PA		TUH ED Waiting Area		Philadelphia, PA		11/5/15		Self-Administered/In person interviews (waiting room event, etc. w/o a booth)		15				93		73		36		6		8		3		12		4		7		2		1		2												1		7		1		6

		Temple				Greater Life Church Family Fit Day		Philadelphia, Pa		7/25/15		A Booth/table (where surveys were completed)		26				88		81		43		6		20		2		24				25								1										9		9		5		3

		Temple				Nerd Nite Frankford Hall		Philadelphia		9/2/15		A presentation at a regular meeting with an existing group		90				100		100		0		0		0

		Temple				EM Resident Conference TUH		Philadelphia, PA		8/6/15		A presentation at a regular meeting with an existing group		24				100		100		0		0		0

		Temple				Senator Kitchen Health Fair		Philadelphia, PA		8/29/15		A Booth/table (where surveys were completed)		30				100		57		45		1		6		1		6		0		5		1		0		0		0		1		Latino								2		4		1

		Temple				Holy Cross Baptist Church Health Fair		Philadelphia, PA		10/24/15		A Booth/table (where surveys were completed)		21				94		66		52		5		15		0		17		5		15		1																1		2		5		17

		Temple				Southeast PA Epilepsy Foundation Conference		Wynnewood, PA		11/7/15		A Booth/table (where surveys were completed)		26				100		76		42		6		20		4		22		17		6										2		None specified				1		1				8		16

		Temple				Philabundance Concert		Philadelphia, PA		9/12/15		A Booth/table (where surveys were completed)		3				100		100		50		1		2		0		2		2										1														1		2

		Temple				Online RedCap Survey		Multiple Cities		5/16/15		Web/email surveys		74				96		90		34		33		40		5		67		58		7		5		1		1				2		No race specified				2				3		10		58

		Temple				Esperanza Health Center Waiting Room Surveys		Philadelphia, PA		12/2/15		A Booth/table (where surveys were completed)		6				100		100		35		2		3		3		2		1		2										2		Hispano/a		1		1						1		2

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)										Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten		Grades 1 through 8 (Elementary)		Grades 9 through 11 (Some high school)		Grade 12 or GED (High school graduate)		College 1 year to 3 years (Some college or technical school)		College 4 years or more (College graduate)

														422																		132		76		16		2		3		2		7				1		4		12		29		46		150

																				Females		Males

																				153		83

																Non-Hispanics / Non-Latinos		Hispanics / Latinos
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CC Form

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)		Males		Females		Hispanics / Latinos		Non-Hispanics / Non-Latinos		Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten (30)		Grades 1 through 8 (Elementary) (31)		Grades 9 through 11 (Some high school) (32)		Grade 12 or GED (High school graduate) (33)		College 1 year to 3 years (Some college or technical school) (34)		College 4 years or more (College graduate) (35)

		Temple		Crozer-Chester Medical Center, Chester, PA		CCMC Women's Health Fair		Springfield		5/16/15		A Booth/table (where surveys were completed)		23		0		96		78		56		0		23		1		21		17		6		0		0		0		0		0				0		0		0		3		6		14

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Internal Medicine Presentation		Upland		6/2/15		A presentation at a regular meeting with an existing group		12				83		83		27.8		4		2		1		5		2				4																						6

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Pediatric Faculty Meeting		Upland		6/15/15		A presentation at a regular meeting with an existing group		8				75		75		46.7		3		5				7		6				1																						8

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer EM Faculty Meeting		Upland		6/24/15		A presentation at a regular meeting with an existing group		25				93		93		41.8		9		5		1		11		12		1		1																		1		2		11

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove/Oxford EMS		West Grove		6/2/15		A presentation at a regular meeting with an existing group		35				86		64		36.8		5		2		0		7		7																						2		3		2

		Temple		Crozer-Chester Medical Center, Chester, PA		Neuro Faculty Meeting		Upland, PA		5/27/15		A presentation at a regular meeting with an existing group		4				100		100		44		2		2		0		4		1		2		1																						4

		Temple		Temple University Hospital, Philadelphia, PA		TUH ED Waiting Area		Philadelphia, PA		11/5/15		Self-Administered/In person interviews (waiting room event, etc. w/o a booth)		15				93		73		36		6		8		3		12		4		7		2		1		2												1		7		1		6

		Temple				Greater Life Church Family Fit Day		Philadelphia, Pa		7/25/15		A Booth/table (where surveys were completed)		26				88		81		43		6		20		2		24				25								1										9		9		5		3

		Temple				Nerd Nite Frankford Hall		Philadelphia		9/2/15		A presentation at a regular meeting with an existing group		90				100		100		0		0		0

		Temple				EM Resident Conference TUH		Philadelphia, PA		8/6/15		A presentation at a regular meeting with an existing group		24				100		100		0		0		0

		Temple				Senator Kitchen Health Fair		Philadelphia, PA		8/29/15		A Booth/table (where surveys were completed)		30				100		57		45		1		6		1		6		0		5		1		0		0		0		1		Latino								2		4		1

		Temple				Holy Cross Baptist Church Health Fair		Philadelphia, PA		10/24/15		A Booth/table (where surveys were completed)		21				94		66		52		5		15		0		17		5		15		1																1		2		5		17

		Temple				Southeast PA Epilepsy Foundation Conference		Wynnewood, PA		11/7/15		A Booth/table (where surveys were completed)		26				100		76		42		6		20		4		22		17		6										2		None specified				1		1				8		16

		Temple				Philabundance Concert		Philadelphia, PA		9/12/15		A Booth/table (where surveys were completed)		3				100		100		50		1		2		0		2		2										1														1		2

		Temple				Online RedCap Survey		Multiple Cities		5/16/15		Web/email surveys		74				96		90		34		33		40		5		67		58		7		5		1		1				2		No race specified				2				3		10		58

		Temple				Esperanza Health Center Waiting Room Surveys		Philadelphia, PA		12/2/15		A Booth/table (where surveys were completed)		6				100		100		35		2		3		3		2		1		2										2		Hispano/a		1		1						1		2

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)										Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten		Grades 1 through 8 (Elementary)		Grades 9 through 11 (Some high school)		Grade 12 or GED (High school graduate)		College 1 year to 3 years (Some college or technical school)		College 4 years or more (College graduate)

														422																		132		76		16		2		3		2		7				1		4		12		29		46		150
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CC Form

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)		Males		Females		Hispanics / Latinos		Non-Hispanics / Non-Latinos		Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten (30)		Grades 1 through 8 (Elementary) (31)		Grades 9 through 11 (Some high school) (32)		Grade 12 or GED (High school graduate) (33)		College 1 year to 3 years (Some college or technical school) (34)		College 4 years or more (College graduate) (35)

		Temple		Crozer-Chester Medical Center, Chester, PA		CCMC Women's Health Fair		Springfield		5/16/15		A Booth/table (where surveys were completed)		23		0		96		78		56		0		23		1		21		17		6		0		0		0		0		0				0		0		0		3		6		14

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Internal Medicine Presentation		Upland		6/2/15		A presentation at a regular meeting with an existing group		12				83		83		27.8		4		2		1		5		2				4																						6

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer Pediatric Faculty Meeting		Upland		6/15/15		A presentation at a regular meeting with an existing group		8				75		75		46.7		3		5				7		6				1																						8

		Temple		Crozer-Chester Medical Center, Chester, PA		Crozer EM Faculty Meeting		Upland		6/24/15		A presentation at a regular meeting with an existing group		25				93		93		41.8		9		5		1		11		12		1		1																		1		2		11

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove/Oxford EMS		West Grove		6/2/15		A presentation at a regular meeting with an existing group		35				86		64		36.8		5		2		0		7		7																						2		3		2

		Temple		Crozer-Chester Medical Center, Chester, PA		Neuro Faculty Meeting		Upland, PA		5/27/15		A presentation at a regular meeting with an existing group		4				100		100		44		2		2		0		4		1		2		1																						4

		Temple		Temple University Hospital, Philadelphia, PA		TUH ED Waiting Area		Philadelphia, PA		11/5/15		Self-Administered/In person interviews (waiting room event, etc. w/o a booth)		15				93		73		36		6		8		3		12		4		7		2		1		2												1		7		1		6

		Temple				Greater Life Church Family Fit Day		Philadelphia, Pa		7/25/15		A Booth/table (where surveys were completed)		26				88		81		43		6		20		2		24				25								1										9		9		5		3

		Temple				Nerd Nite Frankford Hall		Philadelphia		9/2/15		A presentation at a regular meeting with an existing group		90				100		100		0		0		0

		Temple				EM Resident Conference TUH		Philadelphia, PA		8/6/15		A presentation at a regular meeting with an existing group		24				100		100		0		0		0

		Temple				Senator Kitchen Health Fair		Philadelphia, PA		8/29/15		A Booth/table (where surveys were completed)		30				100		57		45		1		6		1		6		0		5		1		0		0		0		1		Latino								2		4		1

		Temple				Holy Cross Baptist Church Health Fair		Philadelphia, PA		10/24/15		A Booth/table (where surveys were completed)		21				94		66		52		5		15		0		17		5		15		1																1		2		5		17

		Temple				Southeast PA Epilepsy Foundation Conference		Wynnewood, PA		11/7/15		A Booth/table (where surveys were completed)		26				100		76		42		6		20		4		22		17		6										2		None specified				1		1				8		16

		Temple				Philabundance Concert		Philadelphia, PA		9/12/15		A Booth/table (where surveys were completed)		3				100		100		50		1		2		0		2		2										1														1		2

		Temple				Online RedCap Survey		Multiple Cities		5/16/15		Web/email surveys		74				96		90		34		33		40		5		67		58		7		5		1		1				2		No race specified				2				3		10		58

		Temple				Esperanza Health Center Waiting Room Surveys		Philadelphia, PA		12/2/15		A Booth/table (where surveys were completed)		6				100		100		35		2		3		3		2		1		2										2		Hispano/a		1		1						1		2

		Hub (a)		Site (b)		Name of Event (c)		City (e)		Start date of event (1)		Type of event (3)		Number of participants (11)		Number of parents/guardians (11a)		% Study supportive (12)		% EFIC supportive (13)		Average age (17)										Whites		Blacks or African Americans		Asians		Native Hawaiians or Other Pacific Islanders		American Indians or Alaska Natives		More than one race		Other race		If other race, specify		Never attended school or only attended kindergarten		Grades 1 through 8 (Elementary)		Grades 9 through 11 (Some high school)		Grade 12 or GED (High school graduate)		College 1 year to 3 years (Some college or technical school)		College 4 years or more (College graduate)

														422																		132		76		16		2		3		2		7				1		4		12		29		46		150

																				Females		Males

																				153		83

																Non-Hispanics / Non-Latinos		Hispanics / Latinos

																207		21
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Chart1

		Strongly Agree or True or Yes

		Agree

		Neutral

		Disagree

		Strongly Disagree or False or No



141

64

24

17

9



CC Closed Ended Summary

		Hub/Institution (1)		Spoke/Site (2)		City (8)		Question (2)		Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		1. ESETT is an important study to do.		42		27		3		0		0

		Temple				Philadelphia, PA		1. ESETT is an important study to do.		43		13		3		1

		Temple				Wynnewood, PA		1. ESETT is an important study to do.		18		8

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		1. ESETT is an important study to do.		14		6		0		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		1. ESETT is an important study to do.		17		5		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		1. ESETT is an important study to do.		16		8		3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		1. ESETT is an important study to do.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		1. ESETT is an important study to do.		3		3		1

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		1. ESETT is an important study to do.		7		7		1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										163		78		12		1		0

		Temple				Multiple Cities		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		46		20		7		0		0

		Temple				Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		34		10		7		3		5

		Temple				Wynnewood, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		14		6		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		12		7		1		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		11		7		3				2

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		17		7		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4		7		2		2

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										145		65		31		6		8

		Temple				Multiple Cities		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		45		17		5		6		0

		Temple				Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		33		12		6		4		5

		Temple				Wynnewood, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		15		4		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		13		5		0		3		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		10		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		16		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		2		2

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		7		4				1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										141		64		24		17		9

		Temple				Multiple Cities		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		58				13				2

		Temple				Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		52				7				3

		Temple				Wynnewood, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				4

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		16		0		4		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		18								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				7

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		2				1				1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		12				2				1

										Yes				I Don't Know				No

										204				41				8

		Temple				Multiple Cities		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		69								5

		Temple				Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		52								6

		Temple				Wynnewood, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		22								1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		17		0		3		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		20								3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		26								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		4

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		13								2

										Yes								No

		Temple				Philadelphia, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?		6								44

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		6. Would you like to tell doctors that you do not want to participate in ESETT?		1		0		3		0		19

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		6. Would you like to tell doctors that you do not want to participate in ESETT?		7								16

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		6. Would you like to tell doctors that you do not want to participate in ESETT?		8				1				19

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?										4

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		6. Would you like to tell doctors that you do not want to participate in ESETT?										7

		Temple				Multiple Cities		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		5								67

		Temple				Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								6

		Temple				Wynnewood, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								24

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?										15
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CC Closed Ended Summary

		Hub/Institution (1)		Spoke/Site (2)		City (8)		Question (2)		Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		1. ESETT is an important study to do.		42		27		3		0		0

		Temple				Philadelphia, PA		1. ESETT is an important study to do.		43		13		3		1

		Temple				Wynnewood, PA		1. ESETT is an important study to do.		18		8

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		1. ESETT is an important study to do.		14		6		0		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		1. ESETT is an important study to do.		17		5		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		1. ESETT is an important study to do.		16		8		3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		1. ESETT is an important study to do.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		1. ESETT is an important study to do.		3		3		1

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		1. ESETT is an important study to do.		7		7		1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										163		78		12		1		0

		Temple				Multiple Cities		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		46		20		7		0		0

		Temple				Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		34		10		7		3		5

		Temple				Wynnewood, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		14		6		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		12		7		1		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		11		7		3				2

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		17		7		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4		7		2		2

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										145		65		31		6		8

		Temple				Multiple Cities		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		45		17		5		6		0

		Temple				Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		33		12		6		4		5

		Temple				Wynnewood, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		15		4		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		13		5		0		3		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		10		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		16		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		2		2

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		7		4				1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		58				13				2

		Temple				Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		52				7				3

		Temple				Wynnewood, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				4

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		16		0		4		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		18								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				7

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		2				1				1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		12				2				1

										Yes				I Don't Know				No

										204				41				8

		Temple				Multiple Cities		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		69								5

		Temple				Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		52								6

		Temple				Wynnewood, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		22								1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		17		0		3		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		20								3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		26								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		4

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		13								2

										Yes								No

		Temple				Philadelphia, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?		6								44

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		6. Would you like to tell doctors that you do not want to participate in ESETT?		1		0		3		0		19

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		6. Would you like to tell doctors that you do not want to participate in ESETT?		7								16

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		6. Would you like to tell doctors that you do not want to participate in ESETT?		8				1				19

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?										4

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		6. Would you like to tell doctors that you do not want to participate in ESETT?										7

		Temple				Multiple Cities		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		5								67

		Temple				Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								6

		Temple				Wynnewood, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								24

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?										15
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CC Closed Ended Summary

		Hub/Institution (1)		Spoke/Site (2)		City (8)		Question (2)		Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		1. ESETT is an important study to do.		42		27		3		0		0

		Temple				Philadelphia, PA		1. ESETT is an important study to do.		43		13		3		1

		Temple				Wynnewood, PA		1. ESETT is an important study to do.		18		8

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		1. ESETT is an important study to do.		14		6		0		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		1. ESETT is an important study to do.		17		5		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		1. ESETT is an important study to do.		16		8		3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		1. ESETT is an important study to do.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		1. ESETT is an important study to do.		3		3		1

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		1. ESETT is an important study to do.		7		7		1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										163		78		12		1		0

		Temple				Multiple Cities		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		46		20		7		0		0

		Temple				Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		34		10		7		3		5

		Temple				Wynnewood, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		14		6		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		12		7		1		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		11		7		3				2

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		17		7		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4		7		2		2

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										145		65		31		6		8

		Temple				Multiple Cities		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		45		17		5		6		0

		Temple				Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		33		12		6		4		5

		Temple				Wynnewood, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		15		4		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		13		5		0		3		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		10		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		16		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		2		2

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		7		4				1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										141		64		24		17		9

		Temple				Multiple Cities		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		58				13				2

		Temple				Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		52				7				3

		Temple				Wynnewood, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				4

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		16		0		4		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		18								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				7

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		2				1				1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		12				2				1

										Yes				I Don't Know				No

										204				41				8

		Temple				Multiple Cities		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		69								5

		Temple				Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		52								6

		Temple				Wynnewood, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		22								1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		17		0		3		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		20								3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		26								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		4

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		13								2

										Yes								No

		Temple				Philadelphia, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?		6								44

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		6. Would you like to tell doctors that you do not want to participate in ESETT?		1		0		3		0		19

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		6. Would you like to tell doctors that you do not want to participate in ESETT?		7								16

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		6. Would you like to tell doctors that you do not want to participate in ESETT?		8				1				19

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?										4

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		6. Would you like to tell doctors that you do not want to participate in ESETT?										7

		Temple				Multiple Cities		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		5								67

		Temple				Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								6

		Temple				Wynnewood, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								24

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?										15
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CC Closed Ended Summary

		Hub/Institution (1)		Spoke/Site (2)		City (8)		Question (2)		Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

		Temple				Multiple Cities		1. ESETT is an important study to do.		42		27		3		0		0

		Temple				Philadelphia, PA		1. ESETT is an important study to do.		43		13		3		1

		Temple				Wynnewood, PA		1. ESETT is an important study to do.		18		8

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		1. ESETT is an important study to do.		14		6		0		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		1. ESETT is an important study to do.		17		5		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		1. ESETT is an important study to do.		16		8		3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		1. ESETT is an important study to do.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		1. ESETT is an important study to do.		3		3		1

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		1. ESETT is an important study to do.		7		7		1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										163		78		12		1		0

		Temple				Multiple Cities		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		46		20		7		0		0

		Temple				Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		34		10		7		3		5

		Temple				Wynnewood, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		14		6		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		12		7		1		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		11		7		3				2

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		17		7		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		2. If you developed a seizure that would not stop, you would be okay with being included in ESETT without giving your consent ahead of time.		4		7		2		2

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										145		65		31		6		8

		Temple				Multiple Cities		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		45		17		5		6		0

		Temple				Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		33		12		6		4		5

		Temple				Wynnewood, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		15		4		5				1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		13		5		0		3		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		10		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		16		8		1		2		1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		2		2

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		3. If you are/were a parent, and your child developed a seizure that would not stop, you would be okay with him/her being included in ESETT without giving your consent ahead of time.		3		7		4				1

										Strongly Agree or True or Yes		Agree		Neutral		Disagree		Strongly Disagree or False or No

										141		64		24		17		9

		Temple				Multiple Cities		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		58				13				2

		Temple				Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		52				7				3

		Temple				Wynnewood, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				4

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		16		0		4		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		18								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		21				7

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		2				1				1

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		4				3

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		4. Do you think that ESETT researchers will seriously consider what community members like you have to say about this study before starting it?		12				2				1

										Yes				I Don't Know				No

										204				41				8

		Temple				Multiple Cities		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		69								5

		Temple				Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		52								6

		Temple				Wynnewood, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		22								1

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		17		0		3		0		0

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		20								3

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		26								1

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		4

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		5. Do you feel that you have been given enough information to give your informed opinion about whether you think it is okay for researchers to do the ESETT study?		13								2

										Yes		No						No

										223		18						18

		Temple				Philadelphia, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?		6								44

		Temple		Allegheny General Hospital, Pittsburgh, PA		Pittsburgh		6. Would you like to tell doctors that you do not want to participate in ESETT?		1		0		3		0		19

		Temple		Crozer-Chester Medical Center, Chester, PA		Springfield		6. Would you like to tell doctors that you do not want to participate in ESETT?		7								16

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland		6. Would you like to tell doctors that you do not want to participate in ESETT?		8				1				19

		Temple		Crozer-Chester Medical Center, Chester, PA		Upland, PA		6. Would you like to tell doctors that you do not want to participate in ESETT?										4

		Temple		Crozer-Chester Medical Center, Chester, PA		West Grove		6. Would you like to tell doctors that you do not want to participate in ESETT?										7

		Temple				Multiple Cities		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		5								67

		Temple				Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								6

		Temple				Wynnewood, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?		2								24

		Temple		Temple University Hospital, Philadelphia, PA		Philadelphia, PA		11. A bracelet is available ahead of time to you can wear to tell doctors that you do NOT want to participate in this study. The bracelet says "ESETT-Declined." Doctors will not include eligible status epilepticus patients wearing these bracelets in the ESETT study. Do you want to wear one of these bracelets?										15





CC Closed Ended Summary

		





		





		





		





		






