\ Clinical
Advance Translational
’ Research

How do | use email address when sending
Surveys?

How to deal with patient anonymity: Identified, Quasi
De-identified, Anonymous surveys

Ali Chambers Lifespan Biostatistics Core

THE
Commerce Jz.L gh ?tylll “t‘% o UNIVERSITY

S v
BROWN *CareNew England I le [)d
] [ = OF RHODE ISLAND




(\ . Participant identification
</ and anonymity

Definingthe level of participant identification and
anonymityfor surveys is one of the most critical
parts of a survey project.

It is alsdfrequently overlooked AND improperly
used!

Poorly designed surveys are hard to fix once a
project is started!



"N ... Interacting with

< Participants

What factors are critical to participant interaction?

Frequency of contact
A Once
A Identification (ID) may or may not be
needed
A Repeated
A 1D is needed
Anonymity
A Anonymous: Participants AND their
responses anonymous
A Quasi AnonymoudRarticipants identified
but their responses anonymous
A 1D but Confidential: Participants identified
but responses are confidential
A 1D, Confidential, limited access: Limit who
on research team can see

Quasi Anonymous
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Anonymous Identified but
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Contact
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Increased
Complexity
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) Simple Public Survey

Publically availabléA link you publicize to
a wide audience to get general answers

AExample: How was the food at the hospital
cafeteria on taco Tuesdays?

A Characteristics
A Anonymous
A Contact Once
ATrade offs
A Flexible, click on a simple link to acces
Ab20( &aLISOAFAOI Oy
single person over time
A Limited study designs possible

Anonymous
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N .. Simple REDCap
w Survey Project

ATo produce a publicly available
survey only two steps are
needed

ASurveys must be enabled on
the project setup _a(f:;e
AThe instrument of interest

Disable | ) Use surveys in this project? [?|
must also be enabled as a Enable | (@ Use longitudinal data collection with defir
survey

Main project settings

Modify project title, purpose, etc.

Survey options: Add new instrument;
— 5 . % Create | a new inst
i= Survey Queue ] || Survey Login ] —J
= O Import | a new inst
|-, Survey Notifications ]

@t Upload | instrumen

f View Enabled a:
Instrument name Fields PDF survey

Data Collection
Instruments

Taco Tuesday Survey 3 = Enable
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Simple REDCap
vance & i Survey Project

Once this is done the survey link can be accessed 0

ni
manage survey participants page. All responses will be
anonymous in this case!

h EDCa p“ Z CTR Mod 2 Simple Survey un-identified

% Logged in as alichambers | Log out o= Manage Survey Participants

My Projects or £ Control Center

A Project Home @ Public Survey Link = 23 Participant List Survey Invitation Log
‘= Project Setup

Project status: Development
Using a public survey link is the simplest and fastest way to collect responses for your survey

DeLREEEEED # Ediinstuments (=1 jiny pelow to email it to your participants. Responses will be collected anonymously (Unless th
.= Manage Survey Participants asking for identifying data from the participant). NOTE: Since this method uses a single surve
- Get a public survey link or build a participant allows for the possibility of participants taking the survey multiple times, which may be necess

list for inviting respondents . 3 . )
[] Record Status Dashboard To obtain the survey link, copy the URL below and paste it into the body of an email message

- View data collection status of all records email recipient(s) can then click the link to begin taking your survey.

> Add/Edit Records

" o Public Survey URL: | https:/fredcap lifespan.org/iredcapfsurveys/?s=R7T... || &
- Create new records or editfview existing ones
Show data collection instruments ~
Applications = Link Actions Link Customizations

[ Calendar ¢ Open public survey 2 Get Short Survey Link ]

\.} Data Exports, Reports, and Stats

- Data Import Tool [£4 Send me URL via email ] «4 Create Custom Survey Link ]
‘].J Eata.Companson ol L Survey Access Code or & QR Code | Get Embed Code |
ogging

Field Comment Log
File Repository

™ llcar Riahte and <0 NAMRc



Adm), - Targeted Survey/Quasi Anonymot

Targeted Survey/Quasi AnonymolYau have an Quasi Anonymous
email list of a specified group that you are looking
to gather anonymous feedback from

AExample: Knowledge before and after a recent CPR train Anonymous | identifiedbut
(Pre/Post) Confidential

A Characteristics Contact

A ID neededldentifying list of emails for sending | ©"®
survey links

A 1D needed to link before and after responses

A ParticipantsRESPONSHEE&ed to be anonymous Increased
Quasi anonymougdependent on sample size an Complexity
identifying questions asked of participants). Repeated

A Trade offs Conis

A Know who responded, but not what they
responded

A Can link responses over time, improved study
design, delta vs average of sample.
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% Logged in as alichambers | Log out

My Projects or %* Control Center
A& Project Home
‘= Project Setup

Project status: Development

Data Collection # Editinstruments |

922 Manage Survey Participants

- Get a public survey link or build a participant
list for inviting respondents

[7] Record Status Dashboard

- View data collection status of all records

= Add/Edit Records

- Create new records or edit/view existing ones

Applications

Calendar

2= Manage Survey Participants
@ Public Survey Link | 83 Participant List / Survey Invitation Log

The Participant List option allows you to send a customized email to anyone in your list and
also possible to identify an individual's survey answers, if desired, by providing an Identifier for
enabled by clicking the 'Enable' button in the table below). Note: All survey responses collected
are using Participant |dentifers or 2) have enabled the designated email field for invitations. Mc

Participant List belonging to = v

Displaying 1-1 v |ofl S Add participants || [ Compose Survey Invitations
Email Participant |dentifier Enable | Responded’ .

No participants have been added

A Participant List under Manage Survey Participants
Add participant emails

A Email list can be copy and pasted, each entry separated by
carriage return.
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I T
Participant List belonging to ' [Initial survey] "Feedback form™ - Pre v Remove all participants |
Displaying 1-5 v of5 s Add participants ] [7] Compose Survey Invitations | 2] Export list |

Survey
. . 8 . Invitation Invitatior . Access
Email Participant Identifier Enable Responded Scheduled? Sent? Link SO
QR Code
ali2@gmail.com e B | remove
ali3@gmail.com @ 2y  remove
alid@gmail.com 5 S remove
ali5@gmail.com =5} 8.4  remove
ali@gmail.com @ Y remove

A Notice each email address has its own row with a link directly to that
partl%\pants surve

A Next ,RO

Great for %/estlng parts of your survey or opening a link to a single
participant _

tice you must choose the instrument and event

By default you are in the first survey, first event [initial survey]
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] Send a Survey Invitation to Participants x
% Info
Survey title: Feedback form Participant List Actions: - check/uncheck participants —
Event: Pre (those who have not responded completely)
# Email (5selected) Participant dentifier  Scheduled? Sentz "S“Fo"

& When should the emails be sent? ded?
« ali2@gmail.com

[*1 immediately
At specified time: 0e ¢ alidggmail.com
The li st be ime zone America/New_York, in which the current time ¥ ali4@gmail.com
« ali5@gmail. com
« Enable reminders
« ali@gmail com
Re-send invitation as a reminder if parficipant has not responded
by a specified time?
[] Compose message
From: | redcapsupport@lifespan.org
To: [All participants selected from Participant List]
Subject:

review Send test email

Send Invitations Cancel

A Now compose an invitation _

A Under info you see which survey you are in at what event

A By defaultREDCapill select all émails in your participant list that have not
ét received the first email _ _

A Feel free to use your own email to see how this works
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@ Public Survey Link 22 Participant List J Survey Invitation Log

The Participant List option allows you to send a customized email to anyone in your list and track who responds to your survey. It is
also possible to identify an individual's survey answers, if desired, by providing an Identifier for each participant (this feature must first be
enabled by clicking the 'Enable’ button in the table below). Note: All survey responses collected are considered anonymous unless you 1)
are using Participant |dentifers or 2) have enabled the designated email field for invitations. More details

Participant List belonging to | [Initial survey] "Feedback form” - Pre ¥ Remove all participants ]
Displaying | 1-5 v of 5 Je Add participants | | [ Compose Survey Invitations [] Export list |
Sunvey
. . - ., Invitation Invitation . Access
Email Participant Identifier Enable Responded Scheduled? Sent? Link e
QR Code
ali2@gmail.com (V)
ali3@gmail.com &
alid@gmail.com - = g% rermove
alizg@gmail.com Response cannot be viewed: e
ali@gmail.com When clicking the ‘Responded’ icon, you may

only view responses that have a Participant
Identifier defined. Thus you will not be able to
view this participant's response by clicking this
icon. This is done in order to preserve this
response as anonymous.

A After your email has been composed and sent out you will be able to
observe who has responded to the survey _

A Notice if you click on the responded green dot you will not be able to see :
individual participants responséiuasi anonymous!
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All data (all records and fields)

ilgcord Event Name | SuWIvey Sunvey, What is the first What is the second complete?

foeora | stesn | frsdtip Sy | Feadallfom phom of CERY etk (sechack form.
1 Pre 07-16-2018 14:59  Step 1 (1) Step 1 (1) Complete (2)
2 Pre 07-16-2018 14:59 Step 2 (2) Step 1 (1) Complete (2)
3 Pre 07-16-2018 14:59 Step 1 (1) Step 2 (2) Complete (2)

| KSO1l 2dzi e2dzNJ RIF Ul AY a5l 0l SEL]

Applications) _ _ _ o

Note there is no direct wa¥ to link the email to the actual participant

responses. Data in the database exists without the email to identify

response.

Em%il_ Is only used in the backgroundREDCafhidden) to track and link
articipant responses. _ _
eep in mind this principle does not hold up well with small sample sizes

studlis where uniquely identifying information is collected.

l.e. if you only’have a participant list of 10 and 3 people respond
will bé much easier to identity respondents, compared to a samp
of 1000 where 500 people respond.



)= Full ID but Confidential

Randomized Control Tridatients enrolled in
person and you need to follow up with
surveys or future visits.
A Characteristics
A 1D needed Repeated patient contact
A 1D neededLink before and after responses

A Participants responses not anonymduist
confidential

A Trade offs

A Most flexibility with study design, tracking,
buy in from participants

A Careful planning required to manage a
participants flow through data collection

Quasi Anonymous

\ 4
Anonymous Identified but
Confidential
Contact
Once
Increased
Complexity
Repeated

Contact
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A 1D but confidentialDesignate an email

Full ID but Confidential

field for invitations
A Email Field is created and
associated with participants data

A Example: Email is collected as

part of contact information
A Designate that email field to be

used by REDCap to send emails &

i NI O1
A Note the email field must be
validated as an email field.

LI GASYy(GaqQ

‘ Flela Nore
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Enable optional modules and customizations
Enable | (&) Repeatable instruments |?

Disable | & Auto-numbering for records |?

Enable | & Scheduling module (longitudinal only) [
Enable | (&) Randomization module |?

Disable | @ Designate an email field to use for invitations to survey participants |2
Field currently designated: email ("E-mail")

Additional customizations ]

Settings displayed to Administrators anly:
Enable | (& Dynamic Data Pull (DDP) from LifeChart |2
Enable | @ Twilio SMS and Voice Call services for surveys |?

‘ Laicuiations, erc.)

Instrument: Contact Info (contact_info)

1

record_id

Study 1D

text

2

email

Section Header: Confact Info

E-mail

text (email), [dentifier




\, Full ID but Confidential
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A Now go to Manage Survey Participants

A Now you can see themail addresses AND the studyfébthe patient

A Now when your participants respond, you can click on the green responded
dot and view the participants responses as well

Study ID 2

Contact Info

E-mail ali2@gmail.com




