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Business Case for Research

__ Inform practice
Ideas \ 1
et Improve quality
Reduce health inequities
Contain costs

Stimulate new research

[ 1 :
N Enhance reputation of VI as a

Progress destination for health care professionals
Maximize research and learning

(Cerner/IHealth, new facilities)

o

island health



Island Health research activity

Island Health’s Purpose Statement: To provide superior health
care through innovation, teaching and research and a
commitment to quality and safety — creating healthier,
stronger communities and a better quality of life for those we

touch.
Total Active Studies ~280
- - Research Ethics Board Total :
Longitudinal Chart reviews
Registries
_ Comparative Effectiveness
Interviews/Focus
Groups
Clinical trials Clinical Research Observational Outcomes
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Strategic Research Focus

3 Key 4 Geographic 5 Activity
Populations Regions Tracks

Seniors Health ~= Collaboration
Mental Health Capacity
Substance Use Patient/Public
Aboriginal Engagement
Health Funding
and.. Compliance
creative

opportunism
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What is Permission to Contact?

Traditional Approach PTC
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PTC - high level view

Initial encounter Ongoing encounter

Diagnosis Treatment Follow-up

Research Programs

Clinical studies

Patient Notification Biomedical
research

Population
health

Informed Consent research

Health
Services
research
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Why PTC at Island Health?

Research-readiness [

Research Quality 4( 2

Improved health care quality T

Staff engagement

Patient Engagement

Inform Empower
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|
PTC and Patient Engagement

3 /4 Canadians say
HEALTH + MEDICAL RESEARCH

makes an important contribution to the Canadian economy

A majority of Canadians say they are interested in participating in health and medical
research

But...

Only 33% are familiar with health & medical research conducted in their province
and 24% are aware of opportunities to do so

Canada Speaks 2015 Poll. Research Canada. http.//www.rc-rc.ca/polling/2015-poll
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PTC and ‘Meaningful’ Patient Engagement

Consult Collaborate

Empower

Inform [rvolve

/ patints /" Partcipans
* Increase research * Provide study  Create opportunities to
awareness opportunities to patients be actively involved in
as a paurt of their care all stages of research
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Question: What does PTC mean at
Island Health?

Answer
A PTC patrticipant is agreeing to:

1) allow authorized personnel to access their health record for the
purpose of pre-screening

2) allow authorized personnel to contact them to provide
information about research studies for which they may be eligible

3) to allow the PTC Program to collect a limited set of personal
health information to facilitate pre-screening and contact
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The approach

2012
Board & 2013 2014
Exr?grliﬁyee Project Process for Process for
R Manager role minors public (non-

development of

PTC program commences patients) to

participate

Process for
adult SDM

-aff communications

Collaborative PIA, REB

agreement approval,

with OBER STRA

completed ) " :
Expansion to other clinics/pt populations
Researcher utilization of PTC
Clinic training Training re-fresh

J Milestone

G Pilot step

Implementation
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Phase 1 of 2 - PTC accrual

Step 1: Eligibility assessed P
= Patient (or LAR if applicable) is able to Speak | werameresesmenmngabon

research study opportunities?

ARG Rcenstand Englh e o e e e o
= A reasonable assessment of the patient (or

2 Epoliee @) wollio el Izl ISy istie e s e &

the capacity to understand the purpose of e e e e

the PTC Program and What partICIpatlon If you are interested in learning more about this program
|nV0|VeS "“"‘jt":;‘r;":;:';:e"eﬂmtmf:;za:;ﬁ:::cgmﬂs

h you may be eligible. By dhoosing 1o

{250) 370-8261 [col calls will be accepted)
Email research@viha.ca

Step 2: Trained staff member oversees
documentation of PTC decision — recites script

Step 3: PTC info form is labelled (PPID) if ‘yes’
and stored

o
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Data process — PTC accrual

Permission to Contact

‘REDCGP - Ferm. to Contact for Research  Begin Date Perm to Contact
A Fatient ID label here . i = Dow OF of in " . C ‘ - i X ;I
island health . | | J |ED bl ar-2014 = |E|

Ptc Recruiting

Are you interested in learning about research studies?

W you are, please sign this form to participate in Island Health's ‘Permission to Contact for Research

program. If you sign this form, it does pof mean that you are agreeing to participale in a research PICID
study. R
i PIC Dissase code -
I you sign the form, it means
«ou allow restricted research personnel fo contact you to provide information about research Cortact Informaton
apportunities; Sina sn

*You allow restr mpn and authorized research personnel to check your Island H?alrh medical First Mame:
records for s information to see if you may be eligible for a research study,
*You allow us to securely store some of your health information for this purpose (name birth date, Lot Marme
gender, major medical conditions, Personal Health Number, hospital identification number, phone
number, maiing address, and location where this form s signed) e
Signing this form s voluntary. If you da ot sign this form, Island Health will provide you with the same ]
|ws of medical care. If you sign this form, we may nofily you of research studies conducted at fsiand
i or other BC locations. If you are nat interested in one research study we may still notify you of e
mher research studies. You may withdraw your participation at any time. oo
Please contact Island Health's nesemh department if you have any questions related to this form, to o -
ihdra or fa ation changes. (250) 370-8261 o email to x ™
research@viha.ca r
Date reciutes o [
Ves, | want to participate. _
ves
Ont o VBIAT i
Signature Printed name Signed date -
sweat
1f you want to include email as a method for us to communicate with you, please enter your email
address here' Fostal Cofe
L : Ehone mambt
[

Ganaral Comments

Commoats

10701 30 Efiective: ZAPRION ot1
*Please note, emai s nat a seccire metnod of COMMUNICIUNG; Therefore, we cannot i
‘ouarantwe the confidentialty of information sent t you in this way Form aumbes
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Phase 2 of 2 — Research utilization

Step 1. Research Program processes
application and performs pre-screening

A

Step 2: Study Notification is distributed = |
= Emall, mall’ phone ._” _ Study opportunity for persons with Multiple Sclerosis

0 . . Study title: PROTEC “‘-«F"
2l 0 -~ 0 . glag
% PTC with email address is ~70% e

Step 3: Interested people contact study
contact person

If you are interested in learning more about this study,
please contact the Study Coordinator, Fiona Auld:

Step 4: Study personnel determine eligibility
and informed consent process commences

(250) 370-8261 (collect calls will be accepted)

o
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Data process — Research utilization

Contact
FTC Platform personnel seanches

eligible participants in the PTC | l I '
database. Subject to the details of E &

the: REB approwval for the study

may contact participants notifying TH
them of their eligibility for a
research study

Consent Participants
FTC participants are consented to
a research study by FTC
personnel or the ressarch study
consent staff

island health


https://kvhrcap01.viha.ca/redcap/index.php?action=myprojects

valuation

Permission to Contact

Data Exports, Reports, and Stats 2 VIDEO: How to use Dats Exports. Re

Number of PTC participants cumulative -

Create New Report \i@ My Reports & Exports + PDF & Other Export Options
inception to date

12000

This module allows you to easily view reports of your data, inspect plots and descriptive statistics of your data, as well as exj

Excel, SAS, Stata, R, or SPSE for analysis {if you have such privileges). If you wish to export your *sntire® data set or view it
10000 is the best and quickest way. However, if you want to view or export data from only specific instruments {or events) on the fly
choice. You may also create your own custom reports below (if you have such privileges) in which you can filker the report to
8000 events using a vast array of filtering tools to make sure you get the exact data you want. Once you have created a report, yo
export it out of REDCap in a specified format (Excel, SAS, Stata, SPS5, R), or view the plots and descriptive statistics for the
4000 My Reporis & Exporis
2000 Report name ‘iew/Export Options
& All data (all records and figlds) i | view Report | | f Export Dats | | (illy Stats & Charts |
O MO 0O oM T TS S T 0 ;n 00N n o Selected instruments and/or events = -
i e e T T " e Tk Tk ek ek e B (all records) [y Make custom selections
1 1 1 U 1 1 U 1 1 1 1 1 U 1 1 1 1
P s Q > C B > s Q > C a > s Q > C
T > 0 O ® T > 0 O ® T > 0 O ® 1 Active Subjects by Primary Disease i | View Report | [ f Export Data | | il Stats & Chars |
s 7 nZz52sS nzZz "o
2 Subjects recruited before 1/March/2013 i | view Report | | ff Export Data | | [y Stats & Gharts |
3 Forflag i | view Report | | ¥ Export Dats | | g Stats & Gharts |
Children 5 years expiration (have to update - -
. 4 i | View Report | Export Data | | [y Stats & Gharis |
PTC acceptance rate (cumulative - all lmit dte) \
e H H §  Adulthood of contacted Children i | view Report | | f Export Dats | | (g Stets & Charts |
100% participating clinics) _
900/ 8  Tocheck off in Cerner i | View Report | |  Export Data | | g Stats & Charts |
0
80% 7 emails list i | view Report | | Export Dats | | iy Stats & Gharts |
70% 8 Subjects with PHM out of BC i | view Report | | ff Export Data | | [l Stats & Charts |
60% Percentags of PTC participants who give email - -
50% 2 address i | View Report | & Export Data | [ill Stats & Charts |
40% 10 Participants turning 18 yrs old i | view Report | |  Export Data | | g Stats & Charts |
30% 11 find D2sep2015 i | view Report | | ¥ Export Dats | | iy Stats & Gharts |
0,
20 A) 12 find 2 i | View Report | | f Export Dats | | (g Stats & Charts |
10%
0% + Create Mew Report |

Jun-13
Aug-13
Oct-13
Dec-13
Feb-14
Apr-14
Jun-14
Aug-14
Oct-14
Dec-14
Feb-15
Apr-15
Jun-15
Aug-15
Oct-15
Dec-15
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Patient populations (primary medical conditions)
Sustainability
Stroke
ess % TIA
SRR Multiple Sclerosis
Diabetes (type | and Il)
Geriatrics
Surgical (general, gynecological, urology,
orthopedics, plastics, dental, other)
6 Cancer
H Invoiced/Paid Arrhythmia
_ Coronary artery disease
B Consultation .. .
5 Myocardial infarction
m Study Notification Hypertension
Congestive heart failure
Cardiovascular - other
Pediatric neuropsychology
Concussion/mild TBI
Medical genetics — general
Cardiogenetics
Prenatal genetics
Multiple sclerosis
Cerebral palsy
Muscular dystrophy
Stroke
Brain injury
Spinal injury
Acrthritis
Diabetes
Autism spectrum disorder
Fetal alcohol spectrum disorder
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What’s next

~
Powerlnsight « Cerner

Vancouver Coastal Health

Provincial PTC Platform ‘;

SPOR

W N2 s e

National Harmonization
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The Patient Perspective

“Health research has the potential to
, really impact the patient journey.

P One of the biggest impacts of being
involved in research is the
- " % , satisfaction that you get knowing
e ‘G, that you are participating in
[N e — something that can help not only

* Transforming Health Research on Vancouver

A yourself but other people down the
road. | think that is the biggest
impact it has had for me.”

Colleen McGavin, Patient Partner

o
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Thank you

< rebecca.barnes@viha.ca
) www.viha.ca/md/
@VIHealthRes
250-370-8261
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