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RIU Aims

The RIU aims are to:

* Establish a comprehensive suite of customizable services, tools, and training to
promote efficient and effective local recruitment and retention;

* Develop innovative and scalable informatics approaches, including
computational phenotyping, that more accurately identifies and engages
potential study participants and helps research teams manage tradeoffs
between sensitivity and specificity to better target those who are eligible; and

* Advance recruitment science by rigorously engaging our CTSA community and
testing innovative recruitment strategies that can be implemented locally and
shared nationally.
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Services and Tools

Needs Assessment

Study Design Assessment

Pre-screening / Cohort Discovery

Recruitment Feasibility Survey / Focus Group

Outreach to Stakeholder Partners

Customized Recruitment and Retention Plans

Recruitment and Retention Troubleshooting

Community Research Advisory Council (C-RAC)
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The MyChart Recruitment Service

* We established the MyChart Recruitment Service in 2017

 MyChart Recruitment Service uses computable phenotyping with Epic to identify
study specific eligible patients and patient portal messaging to recruit eligible
participants

* To date the service has been utilized by 17 research teams studying various
populations and topics of interest
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Overview

MyChart Recruitment Service is a
multi-stage process with
collaborations between:

e Core for Clinical Research Data
Acquisition (CCDA)

* Program to Accelerate Clinical
Research using Epic (PACE)

e Recruitment Innovation Unit (RIU)

¢ MyChart Recruitment Team meets with the study team to discuss project details and
determine fit for the service

*Data Analytics manager meets with study team to determine feasibility of inclusion criteria

e After IRB and committee approval, the analytics team creates a query for computational
phenotyping of the target population

¢ Analytics team sends the database query to the EMR team

e EMR team member applies the database query to create a report of eligible patients
J

N
e Service staff use the EMR report to send messages to the eligible patients identified through

the query )

~N

¢ Interested patients contact the study team to pursue participation in the study
J
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MyChart User Representativeness

Not Hispanic or Latino

. Johns Hopkins Active

Characteristic Health System** MyChart
Users

Total N (%) 1,308,820 (100)
Sex
Female 746,027 (57) 313,888 (60)
Male 562,792 (43) 205,890 (40)
Race
Black 327,205 (25) 9Z.100.(19
White 772,204 (59)
Asian 65,441 (5) "B14 (0
Other 143,970 (11) 41,714 (8)
Ethnicity

1,164,850 (89) I 475,779 (92)

Hispanic or Latino 78,529 (6) 22,094 (4)
Unknown/Patient refused 65,441 (5) 20,975 (4)
Age in Years

0-17 217,590 (17) 37,182 (7)
18-39 327,600 (25) 134,972 (26)
40-59 343,160 (26) 156,917 (30)
60-79 333,590 (25) 144,021 (28)
80+ 86,900 (7) 26,880 (5)

*Includes individuals that have had at least one diagnosis, medication order, laboratory

result, OR procedure since 9/1/2016.

*Data in JHHS column do not include individuals greater than 90.

MyChart User
Representativeness:

* 40% of JHHS patients
were active MyChart
users.

e Similar to JHHS
population in terms of
age and sex.

* More likely to be white
and non-Hispanic.
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MyChart Recruitment Messaging and Study Characteristics

Study Characteristics Messaging Characteristics Recrwtr':e(:;c)Efflcacy Messaging Characteristics:
Population | Health Concern | Report Size Message Frequency Duration (in Response Eligibility Enrollment ® Frequency of
Age Batch Size mos.) * Rate* Rate* Rate* messaging ranged from
70+ Vitamin D and 6896 250-1000 | Bimonthly 5 116 (1.7) 49 (0.7) 12 (0.2) weekly to monthly
Falling * The average active
<1 Peanut Allergies 409 Variable Monthly 3 16 (4.3) 11(3.00 § 10(.7) | . iod 6
>18 Atrial Fibrillation 1303 303-1000 Monthly 2 127 (9.7) 127 (9.7) | 12719.7) | MESSagIng period was
50-90 Type Il Diabetes 1382 250 Monthly 6 34 (2.5) 1(0.07) 0 months
18-45 Asthma 1599 200 Monthly 7 44 (3.1) 9 (0.6) 9 (0.6) Efficacy Rates:
>18 Diet and Gout 1229 250-500 Bimonthly 3 53 (4.1) 20 (1.6) 9(0.7) * The average response
Suspended Recruitment o
>40 COPD 14336 250-1000 Variable 16 84 (1.5) 2 (0.03) 2 (0.03) rate was 3%
3-13 Brain and 3719 250-500 Bimonthly 4 48 (1.8) 16 (0.6) 12 (0.4) * The average eligibility
Appetite rate was 1.6%
18-80 COPD 1171 200 Monthly 5 43 (4.1) - 0
Active Recruitment * The average enrollment
<1 Peanut Allergies 2083 200 Variable 11 7 (0.3) 4(02) § 3(0.1) | rate was 1.13%
13-22 Weight Loss 9978 150-1000 Monthly 17 135 (0.9) 44 (0.3) A7 (0.
>18 Mood Disorders 1868 350 Monthly 9 116 (5.0 56 (2.4) 21 (1.0)
in Pregnancy
4-17 Mood Disorders 15709 250-1000 Bimonthly 10 66 (0.5) - 0
: .>*18 . Anemia 9096 . . 5(.)c.). B|n.10nthly . 8 1 166 (2.4) 1 (0.00) 1 (0.00) JOHNS HOPKINS
ote: *Data is current as of 05/10/2019, Please see extra slides to find definitions of report size, batch size, response rate, eligibility rate, and INSTITUTE for CLINICAL &
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Research Messaging Opt In

MyChart /{) JOHNS HOPKINS

Your health. Your knowledge. Your connection. MEDICINE

Terms and Conditions

To proceed, you must agree to the following conditions governing the use of this Web site.

information maintained on Johns Hopkins Medicine MyChart presents unique security and privacyissues as addressed
below. Therefore, certain necessary measures for protecting the security and privacy of such information are the
responsibility of the user as detailed below.

The information from your medical record available through Johns Hopkins Medicine MyChart may not constitute your
entire medical record. The scope of medical record information accessible through Johns Hopkins Medicine MyChart is
determined at the discretion of Johns Hopkins. You will continue to have access to your complete medical record by
contacting the office of your heaith care providers directly. THEREFORE, YOU ACKNOWLEDGE THAT JOHNS HOPKINS
MEDICINE MYCHART SHALL NOT BE USED TO MAKE HEALTHCARE DECISIONS OR DIAGNOSIS AND JOHNS HOPKINS
SHALL NOT BE LIABLE FOR ANY PERSONAL INJURY, INCLUDING DEATH, ARISING FROM YOUR USE OR MISUSE OF JOHNS
HOPKINS MEDICINE MYCHART OR ANY INFORMATION ORCONTENT THEREIN. Remedies under these Terms of Service
are sole and exclusive and are limited to those expressly provided for in these Terms of Service.

Johns Hopkins MyChart may be used to send invitations for studies you may be eligible to participate in. For more
details on this feature and how to opt out, please click here.

You are not required to utilize Johns Hopkins Medicine MyChart and may discontinue usage at anytime. You
acknowledge that Johns Hopkins Medicine MyChart is being provided to you without charge. Therefore, Johns Hopkins

recorvec the richt to torminate vour accece ta lohne Honkine Modicine MuChart at anvtime with arwithout cance

Please do not show this page next time

NS HOPKINS
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MyChart Messaging Template

Hello,

In addition to providing high-quality medical care, Johns Hopkins facilitates distinguished research with
the ultimate goal of improving health.

| am reaching out today regarding a research study that may be of interest to you. This research study
aims to: This is where you can include title, purpose of the study/why it is necessary, etc. A computer
search of information in Johns Hopkins medical records found you might be eligible for this study.
Specifically we are looking to identify people who XXXX and were seen at Johns Hopkins facility in the
past year.

Other factors that might make you qualify to participate in this study include:

Participation in this study is voluntary. If you decide not to be part of this study, it will not change the
medical care you receive.

If you are interested in participating, please contact our study team at email or phone and one
of our team members would be glad to speak with you and answer any questions you may
have. You may also complete this short survey and a member of our research team will contact
you [here will be inserted a unique REDCap study specific link for tracking of participant interest and
follow-up]

Sincerely,
Pl Name

IRB Number

Mandatory signature of Dr. Ford

Daniel E. Ford, MD, MPH

Vice Dean for Clinical Investigation

Director, Institute for Clinical and Translational
Research ICTR Research Recruitment Office

Mandatory language required

Participation in this study is voluntary. If you decide not to be part of the study, it will not E:—B

change the medical care you receive. For more information and frequently asked questions @ 4 OHNS HOPKINS

(FAQs) related to research recruitment through MyChart, visit INSTITUTE for CLINICAL &
TRANSLATIONAL RESEARCH



Report Display in Epic

Search

Library

My Favorite Reports

Folders

ok Create a new folder

Appel IRB00063914 Patient Recruitment Outreach
Ready to view - 45081 results
Rosenberg IRB00104679 Patient Recruitment Outreach
Ready to view - 30183 results
Liu IRB00060778 Patient Recruitment Outreach
Ready to view - 1170 results
Overby Taylor IRBO0107475 RWB Survey Report
Ready to view - 1504 results
Bennett IRB00174516 Patient Recruitment Outreach
Ready to view - 10749 results

Payne IRB00027369 Patient Recruitment Outreach
Ready to view - 1789 results

CKeet IRB00055833 Patient Recruitment Outreach
Ready to view - 2149 results

Miller IRB00153409 Patient Recruitment Outreach
Ready to view - 1328 results

Earley IRB00103955 Patient Recruitment Outreach
Ready to view - 18952 results

Magge IRB00178127 Patient Recruitment Outreach
Ready to view - 455 results

Hansel IRB00069904 Patient Recruitment Outreach
Ready to view - 14788 results

Findling IRB0O0110020 Patient Recruitment Outreach
Ready to view - 16997 results

Rosenberg IRB00062802 Patient Recruitment Outreach
Ready to view - 1374 results

Eakin IRB00091482 Patient Recruitment Outreach
Ready to view - 2297 results

@

{ T Open results immediately

TBrady IRB00065277 Patient Recuitment Outreach
Ready to view - 13531 results
CassAppel_ReportZip

Ready to view - 45081 results

Carnell NA_00092328 Patient Recruitment Outreach
Ready to view - 3910 results
Heller NA_00070373 Patient Recruitment Outreach
Ready to view - 1918 results
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Selecting Eligible Patents

4 = v Eakin IRB00091482 Patient Recruitment Qutreach 6/25/19 2:01 AM [29078281] as of Tue 6/25/2019 2:01 AM
¥ Filters % Options ~

I& Chart &3 Send Communication Ai Research Studies

Wl €
My Reports —— - - - - —
|IVIRN Patient First Name  Patient Last Name DoB Patient Age Cal Patient Gender Race Ethnicity Status Pt. Portal Status  Opt Out Flag? Pt Comm Pref Last Research Pt Outreach Last Research Pt Qutreach Actions
- 10/10/1953 66 years F ‘é\;”ljtc‘;gl;n E:;nTS[E?H‘C o Alive Activated {None) Email MyChart

Blackiy Mot Hispanic or

05/24/1935 84 years F African Uainio [1p] Alive Activated (Mone) Email. MyChart, 04/01/2019 Patient Portal Message
American

12/16M938 B0 years F e U TEETEET g Activated {None) Email MyChart 08/06/2018 Patient Portal Message
Caucasian Latino [1] :
Plackioy Mot Hispanic or

07/04/1943 T7 years F African Latino [1] Alive Activated (Mone) Email, MyChart 06/06/2019 Patient Portal Message
American
Black or Mot Hispanic ar

08/22/1944 75 years F African Latino [5] Alive Activated (Mone) Email MyChart, 06/10/2019 Patient Portal Message
American

09/09/1942 79 years M ‘gh'te or AETFIEETRET ey Activated (None) Mail MyChart ~ 08/14/2018 Patient Portal Message

aucasian Latino [1]

Black or Mot Hispanic or

01/25/1949 71 years M African Latino [1p] Alive Activated (Mone) Mail MyChart ~ 09/24/2018 Patient Portal Message
American

04/13/1919 99 years F ‘é"h"e or EITHETRET op Activated {Mone) Mail MyChart ~ 08/14/2018 Patient Portal Message

aucasian Latino [1]

Black or Mot Hispanic or

12/01/1942 T7 years M African Latino [1] Alive Activated (Mone) Email, MyChart 06/06/2019 Patient Portal Message
American
Rlark Ar .

Aetivatad (Mone) MyChart 08/30/2018 Patient Portal Message
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Sending the Message

1. Mail (0 patients) 2 Phone (0 patients) | 3. MyChart (18 patients)

Template: | ‘ [~ Allow reply directly to me

Subject: || 1 | "Reply Options

£ 0w |3E+

v Allow all current proxies to view this message

Patient Outreach Tracking
Contacted about: 1]

Next cantact: |:| 2 Weeks 3 Months & Months 1 Year

o Accept ¥ Cancel

— 1 LIAMGT/75 (hares Hrward TUTIITORR FTuaars T Bfniean T Bl
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\Message Center in Patient Portal

Johns Hopkins Institutions - » X & MyChart - Message Center X MyChart Recruitment | ICTR x \ +

& C | @ https://mychart.hopkinsmedicine.org/MyChart/Messaging/Review?mailbox=1 #)*®@00 ‘

» | B3 Other Bookmarks

pps [} Ask(2) [ Ask G Google Jehovah's Witnes... [ Recruitment &Ret.. [] New Tab ﬂ REDCap (4) Sp Science Daily Ne... D Watchtower ONLI.. 5 Imported From IE CNN - Breaking N... Journal home : Na... %% a

y Ver en Espafiol
@ JOHNS HOPKINS ‘ = - —_ ; = Cassia J Lewis-Land

MEDICINE
rea e
Cassia Health Visits Messaging Billing Resources Profile

Message Center | senpAMessaG | =

Inbox Sent Messages

Search message list Q  Sortby: Received Date §

Johns Hopkins Recruitment Office Research Opportunity

03/07/2019 04:42 PM In addition to providing medical care, physicians at Johns Hopkins conduct research w
Johns Hopkins Recruitment Office You're Invited to Join the Daily24 Team!

02/14/2019 12:41 PM Do you wonder how the timing of your meals and sleep impacts your health? So do we!
Johns Hopkins Medicine Appointment Reminder

01/14/2019 02:35 PM

Appointment Information

There are no more messages available.

BACK TO THE HOME PAGE

S HOPKINS
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Example of MyChart Message

Johns Hopkins Institutions -m X g3 MyChart - Message Center X 4+

Johns Hopkins Institutions - myJohnsHopkins - -
& C | & ife28.4 hart/Messaging/Review?mailbox=1&emid=mQb63Zkz48Czh%2B1KFn31Ww%3D%3D h*d » @ 00 ‘

i Apps [ Ask(2) [} Ask G Google Jehovah's Witnes...  [) Recruitment&Ret.. [} NewTab 4R REDCap(4) $p Science DailyNe.. [] Watchtower ONLI... Imported From IE CNN - BreakingN... [} Journalhome:Na.. 33 a » Other Bookmarks

) 1OHNS HOPKINS ‘ v — — |oi — Cos.. Esn

bicine

Johns Hopkins Recruitment Office @ Print ﬁ Delete
03/07/2019 04:42 PM

Research Opportunity

In addition to providing medical care, physicians at Johns Hopkins conduct research with the ultimate goal of improving health.

One study that may be relevant to you is the STURDY study. STURDY is a research program conducted by the Johns Hopkins University and the
National Institutes of Health (NIH) that tests the effects of 4 doses of vitamin D supplements on the risk of falling.

Every year, 1 in 3 seniors fall, and falls can have devastating effects. Some researchers think that vitamin D may help prevent falls, but we don't
know for sure.

| wanted to personally invite you to consider joining STURDY as a volunteer participant. This is an opportunity to advance our scientific
understanding of vitamin D and falls. You are receiving this email because you might qualify for this study based on your age and geographic
location. Participation in this study is voluntary. If you decide not to be part of this study, it will not change the medical care you receive.

If you are age 70 or older, afraid of falling or have had a fall in the past year, and are willing to take vitamin D pills, you may be eligible for
STURDY.

For more information or to contact us to see if you qualify visit www.sturdystudy.org

Sincerely,

Daniel E. Ford, MD, MPH

Vice Dean for Clinical Investigation

Director, Institute for Clinical and Translational Research
ICTR Research Recruitment Office

Lawrence J. Appel, MD, MPH
Principal Investigator of STURDY
Protocol #: IRB00063914

Please do not respond to this MyChart message. For any questions about STURDY, please use the contact information above or on our website.
For more information and frequently asked questlons (FAQs) related to research recruitment through MyChart click here:
ictr.johnshopkins.edu/cor ity/cor \ /mychart-recruitment:
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What happens when a patient responds?

 We recently created a REDCap link that can be personalized to each study

* These links are embedded into the message for interest patients to complete

» After completion, the study coordinator is notified

* An affiliated link is sent to the research coordinator to follow up on patient eligibility and
enrollment status

* These surveys track basic demographics, including race, age, ethnicity and gender
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Barriers and Strategies for Improvement

Identified Barriers Strategies for Improvement

Study team’s intake capacity 1. Customized scheduling
2. Controlled batch sizes
3. REDCap survey link
Saturation of frequently targeted 1. Controlled batch sizes
populations 2. Strategic messaging schedule
3. Adding eligibility criteria
Low response rates for general 1. Adding eligibility criteria to create
populations more specific phenotypes
Limited representativeness for specific 1. Research consults
populations within MyChart 2. TriNetX exploration

3. Multiple recruitment methods
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Is MyChart Right for your Team/Project ?

Some things to think about are:

1.

3.

Your target population
— Are they in Epic?-> Run a report on TriNetX

Are they represented among MyChart Users?
— Review the demographics of MyChart users

Can your eligibility criteria be identified within the EMR?

— Keep in mind that certain data elements are more difficult/costly to query due to time requirements, such as:

o flowsheet values (devices, lines/drains, vitals),
o imaging results and pathology reports contained in semi-structured notes, and

o socioeconomic indicators such as education level, median household income, homelessness, and

whether or not the patients speak English fluently
— Keep in mind that reports with fewer eligible patients will have a high cost per person

Are you using other recruitment methods in tandem to MyChart?

Do you have the staff members available to be attentive to inquiries following messages being sent?

JOHNS HOPKINS
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The responsibilities of the Study Team when

using MyChart for recruitment

Contact
RIU team Team develops
with interest messaging letter with
Yes RIU team for IRB
approval

1

|

RIU team
Complete CCDA Yes seeks approval IRB Yes CCDA writes RIU team S::g)éi:/iasm
checklist/screening asseses - from MyChart approval query and moves d
. —_— e council - pp ) sends contact from
form of study details feasibilty Team submits CIR to —| to Epic workbench — messaging for interested

and return to RIU team IRB for approval to report team

message inviations

participants

No No = No
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Other Recruitment Tools

REDCap

REDCap is a secure web application for building and managing online surveys and
databases

Both surveys and databases can be built:
* By an online method from a web browser using the “Online Designer”
* By an offline method by constructing a ‘data dictionary’ template file in
Microsoft Excel, which can be later uploaded into REDCap
* By acombination of the online and offline methods

Features:
* Automated export procedures for seamless data downloads to Excel and
common statistical packages (SPSS, SAS, Stata, R)
* A built-in project calendar
* A scheduling module
 Ad hocreporting tools
* Advanced features, such as branching logic, file uploading, and calculated

fields. JOHNS HOPKINS
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ICTR Informatics Core (12C) / EPIC for

Research

1. Inbox notification that a study participant is in a Johns Hopkins ED or has been admitted as
an inpatient at Johns Hopkins

2. SlicerDicer * for:
i. Generating patient counts
ii. Accessing identifiable data (only available for patients under an investigator’s care)

3. Epic reports to support research (the approval of the Epic Research Request Review
Committee)

4. TriNetX *:
i.  Find patient counts for a study cohort

ii. Run analysis tools to examine demographics, labs, meds, and diagnoses for a study
cohort

iii. Examine the effect that inclusion and exclusion criteria may have on narrowing a
study cohort

* Denotes a self-service tool
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Epic for Research

Questions about this resource including information about current pricing for custom

programming work can be directed to:
 Diana Gumas dgumas@jhmi.edu
Senior Director of Clinical Research IT 410-614-7004

* Benjamin Smith bsmit159@jhmi.edu
EPIC Application Lead (PACE) 410-234-9549

e Thomas Grader-Beck, MD tgb@jhmi.edu
EPIC Clinical Lead (PACE) 410-550-2039

JOHNS HOPKINS
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Questions and Contacts

ICTR MyChart Recruitment Service

410-361-6467
Research recruitment@jhmi.edu

Hailey Miller: hmille45@jhmi.edu
Cassie Lewis-Land: clewis4d@jhmi.edu

https://ictr.johnshopkins.edu/programs resources/programs- .
resources/research—parhupant-recru|tment-and-retentlon/mv-charteplc-
based-recruitment/
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Key Definitions

Report Size: total number of patients that were identified through the
computable phenotype criteria as eligible for a given report

Batch Size: total number of patients that are messaged each time messages are
distributed

Response Rate: total number of interested patients who inquired with the
respective study team following receiving a message divided by the total number
patients who received a message for that respective study

Eligibility Rate: total number of patients who qualified as eligible for the
respective study after responding to a message divided by the total number of
patients who received a message for that respective study

Enrollment Rate: total number of patients that enrolled in the respective study
after receiving a message divided by the total number of patients who received a
message for that respective study JOHNS HOPKINS
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