The Leeds Teaching Hospitals NHS

UNIVERSITY OF LEED NHS Trust

Experiences with web-based electronic system
for collecting patient-reported data in
oncology practice

Galina Velikova
Professor/ Consultant in Medical Oncology

Section of Patient-Centred Outcomes
Research

_eeds Institute of Cancer and Pathology

Jniversity of Leeds

St James’s Institute of Oncology
Leeds, UK




Outline

e Definitions and theoretical models of
Patient-Reported Outcomes (PROs) in
patient care

* The evidence - Systematic reviews
« Experience in Leeds, UK
« RCT of HRQOL in oncology practice
* Engaging and motivating clinicians
* Monitoring of side-effects
 Holistic needs assessment
* Implementation




HRQOL conceptual model and Patient-Reported Outcomes
(Wilson and Cleary, JAMA 1995; 273(1): 59-65)
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Theoretical model of impact of HRQOL
measurement in daily practice (Greenhalgh 2005
modified)
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Rapid learning healthcare model

(Abernethy A, 2003)

e Integration of ePROs into clinical care
e By patient-level linkage of clinical and administrative

databases

The model starts at the patient level,
with an ePRO dataset. New datasets
can be sequentially added by
warehousing or federated models.
The key element is patient-level
linkage.

ePRO data

Clinical and
administrative
EIE]

Clinical trials
and research
related data

Molecular and
biological data

Note: “Warehousing” refers to the central data repository approach (ie, a “data warehouse”),

whereas “federated models” refer to approaches in which data residing in local databases are
linked to one another through various means.

Data analysis and CER

Implement new evidence

Assess impact of implementation|
of new evidence and refine
Interventions; recurrent CER
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The Evidence - Systematic reviews

Authors Number |Setting Process of |Patient Satisfaction
of trials care outcomes with care
communicati
on
Greenhalgh 13 |Primary + 8/11 + 2/7 + 0/3
1999 care (73%) (29%) (0%)
Espallargues 21 |Primary + 11/20 + 4/11 + 3/7
2000 care (55%) (36%) (43%)
Gilbody 9™  |Primary + 2/8** + 2/5** NA
2002 care (25%) (40%)
Marshall 2006 38* |PC/cancer/ | +17/30 +5/18 + 3/12
chronicd. ((57%) (28%) (25%)
Valderas 2008 28 |Primary + 15/23 + 8/17 +5/12
care (65%) (47%) (42%)




Studies in oncology — RCT only

(+ survival)

Authors Patient | Processof | Decision-| Patient well- |Satisfaction
No c ocmar:nelj i making being with care
cation

McLachlan NA o= - --

2001 N=450 (+ psychol)

Detmar 2002 + -- - --
N=214 (+ psychol)

Velikova 2004 + -- + --
N=286

Rosenbloom -+ - - --

2007 N=213
nurses

Berry 2011 N=660 + NA NA NA

Calrson 2010 N=585 + + NA
N=549 Distress

Basch 2015 N=766 NA Less ER + NA

VISits




Outline

 Definitions and theoretical models of Patient-
Reported Outcomes (PRQOs) in patient care

* The evidence - Systematic reviews
» Experience in Leeds, UK -20 years
« RCT of HRQOL in oncology practice
« Engaging and motivating clinicians
» Monitoring of side-effects
 Holistic needs assessment
* Implementation
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Measuring Quality of Life in Routine Oncology Practice
[mproves Communication and Patient Well-Being;
A Randomized Controlled Trial

Galina Velikova, Laura Booth, Adam B. Smith, Paul M. Brown, Pamela Lynch, Julia M. Brown,
and Peter . Selby

A B 3 THRATCLT

Purpose
Ta examing tha effects on process of care and patient walkbeing, of tha regular collection and use of
haalth-ralatad quality-of-life (HROL) data in oncology practics.

Patients and Mathods

In a prospective study with repeated measuras involving 28 oncologists, 286 cancer patients weara
randomly aszigned to eithar the intervention group (regular completion of European Organization for
Rasearch and Traatmeant of Cancer-Core Quality of Life Questionnaira varsion 2.0, and Hozpital Anviety

Velikova et al. J Clin Oncol 2004; 22, 714-724
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Results - Patient well-being
Changes in FACT-G scores over time

FACT-G changes over time
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Results- Process of care measures- Communication

« Content analysis of
n=860 consultations insomnia
» Providing QOL data

lead to more consistent m m BN S e
8 B EEY
LM L TR

[] Control

discussion of
—Insomnia (p=0.003)

_ Dyspnoea (p=003) i Second Third
Physical function
(p=0006) Physical function

— Emotional function G
(p=0.03) S 3l e
« Symptoms were usually |I I. I. I. II g conel
it AR B BB D

raised by the doctor |
 Functions by patients secons i




Oncologists discuss physical symptoms, but often do
not address even serious functional problems
(content analysis of 860 consultations)

3a) Symptoms being discussed during consultation 1 3b) Functions being discussed during consultation 1
100 100

90 - 90
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60 - e 60
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40 - 4 — e : 40 -

30 # 30

20 - 20 -

10 - 10 -

0

No Problems Mild Moderate Severe
reported 1-33.3 33.4-66.7 66.8-100

0o -

Excellent Good Moderate Poor
66.8-99.9 33.4-66.7 0-33.3

Sleep Pain

Bowels{CO) Appetite Physical Social Emotional Role -Cognitive

How to increase the impact?
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Training clinicians in how to use patient-reported outcome
measures in routine clinical practice

Maria J. Santana - Lotte Haverman -
Kate Absolom - Elena Takeuchi - David Feeny -
Martha Grootenhuis - Galina Velikova

Accepted: 17 December 2014/ Published online: 15 January 2015
© Springer International Publishing Switzerland 2015

Abstract daily practice to identify/monitor symptoms, evaluate
Introduction Patient-reported outcome measures (PROs)  treatment outcomes and support shared decision-making. A
were originally developed for comparing groups of people  key issue limiting successful implementation is clinicians’
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Theoretical framework for implementing

changes in medical practice
(R. Grol 1997 BMJ)

* A combination of approaches

» Education — adult learning

» Evidence base

* Marketing (needs of target audience)

» Behavioral (feedback and performance)
« Social interactions (opinion leaders)

« Organizational change

%55 CANCER '_1
The Leeds Teaching Hospitals U_ZIB & RESEARCH o
Nt ol UK UNIVERSITY OF LEEDS



Training session

 The structure and content of the
training session was based on:

—Feedback received from oncologists
during previous PROs studies

—National communication skills
program for oncologists- experiential
learning

 Role play
 “Trigger tapes”

o CANCER "
The Leeds Teaching Hospitals [L‘IIB & RESEARCH
NHS Trust Sohpils UK UNIVERSITY OF LEEDS



Qualitative studies

Conversation analysis of
consultations (with J

Greenhalgh)

Explicit referral to PROs
results is important

Quial Life Res (2013) 22:999-950
DO 10100775111 36-01 2-0218-3

How do doctors refer to patient-reported outcome measures

(PROMS) in oncology consultations?

Joanne Greenhalgh « Purva Abhyankar
Serena MeCluskey - Elena Takeuchi -
Galina Vellkova

ed: 23 May 2012/ Published online: 16 June 2012
© Springer SeiencesBusiness Madia BY. 2002

Abstract
Purpose  We cond

ted a secondary qualitative analysis
of consultations between oncologists and their patients 1o
explore how patient-reported outcome measures (PROMs)
data were referred 1o in the process of (1) eliciting and
exploring patients’ concems; (2) making decisions about
supportive trestment and (3) making decisions ahoul che-
motherap il other syslemic reatmenis,

Methodds  We purposively sampled

dio recordings of 18

consaltations (romm the intervention arm amd 4 feom the

Findings Explicit reference to the PROMs data provided
ty for the par

AR OO 1o clarify and further elabo-
rate on the side effects of chemotherapy. High scores on
the PROMs dats were not explored further if the patient
indicated they were not a problem o were nob related 1o the
cancer or chemotherapy. Symptomatic treatment wis mone
often offered for problems like nausea, constipation, pain

and depression bul much less so for fatigue. Doctors
discussed fatigue by providing a cause foe the fatigue (e.g.
the chemolhemapy), presenting this as ‘something 1o be

Interviews with oncology
staff

Requested more

— Training in interpretation and
use of PROs data

— Tumour specific questions

Psycho-Oncology
Psycho-Oncology 17: 690698 (2008)
Published online 21 November 2007 in Wiley InterScience (www.interscience.wiley.com). DOI: 10.1002/pon.1295

The clinical value of quality of life assessment in oncology
practice—a qualitative study of patient and physician
views'

Galina Velikova

*1 Noha Awad', Rebecca Coles-Gale', E. Penny Wright', Julia M. Brown® and Peter ). Selby'®
Ca '/

er Research UK

| Centre—Leeds, Cancer Medicine Research Unit, St James’s University Hospital, Leeds, UK

rch Unit, University of L

Abstract

Background: Patients’ self-reported questionnaires measuring symptoms, functioning and
of life (QOL) can help physicians to screen and monitor patient problems in oncology
tice. Although many self-reported questionnaires have been developed, their role in clinical
tice remains unclear. This study explores what oncologists and patients need from QOL
questionnaires, what their clinical value is and generates recommendations how to improve the
questionnaires for use in oncology practice.
Methods: Foeus groups were conducted in the Leeds Cancer Centre (St
Cookridge hospitals, UK), with 31 patients (9 groups) and 16 oncologists (4 groups). Twenty
patients completed a questionnaire. Framework analysis was employed for the analysis.
Resulrs: Patients and physicians wanted the questionnaires to cover: common symptoms and
problems (e.g. n. fatigue). dis and treatment-sp c issues (common for patients with

ar diagnosis 3 ividual patient-specific issues (usually non-physical, ¢
Loml) z : 3y

ames's and




Development of “trigger tapes”
Common and typical clinical scenarios

= Patient with multiple physical
symptoms and emotional distress

— Help prioritise and structure the consultation
= Patient with depression
— Management of depression

= Patient with physical symptoms
limiting work and family

— Detect functional problems

= Patient responding to treatmen
doing well

— Make consultation more efficient
'?’% CANCER

; RESEARCH i
ol UK UNIVERSITY OF LEEDS
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Content and supporting material

 Training session — 3 hours
 Didactic overview (evidence base — 15 mins)
* Review and discussion of PROs graphs

 |nteractive session
— Review of specific “trigger tapes”
— Clinical information presented
— PRO data presented - what does this add?
— View DVD clips
— How PRO data was used by doctor
— Feedback from the patient actor on value of PRO data

%55 CANCER '_1
The Leeds Teaching Hospitals U_ZIB & RESEARCH o
NHS Trust bl UK UNIVERSITY OF LEEDS



Patient

= Pauline Barker- 70 year old woman with stage 3C ovarian cancer (papillary serous histology)

Clinical summary

Box 1. Example training scenario: Patient with multiple problems

= Presented with subacute bowel obstruction
» Underwent defunctioning ileostomy formation and multiple biopsies, which confirmed

histological type. The patient has experienced post-operative problems with high output
stoma

Commenced on palliative chemotherapy with single agent carboplatin

CA125 which was initially =3000 is improving. The last result was 2640 after cycle 1
Mo problems with neutropenia or thrombocytopenia so far but she is becoming anaeamic
Attending clinic today for review prior to 3rd cycle of chemotherapy

Social summary

= DMarried. Lives with elderly husband who is 77 years of age, who is recovering from

abdominal surgery
» Has a district nurse that visit regulary
s 3 adult children, none live locally

Green= mild yellow = moderate red = severe

Functional impariment: Higher scores means better functioning
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Functoning

Rl
Functioning

E mod i
Functioning
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r

Cogritive
F unctioning

Sewzisl
Functioning
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HLE

Symptom Score: Higher Scores Mean Worsse symptoms

IPn: owcln 2

IFn: owcle 3

Key learning points from
simulated consultation

The patient reported data:
= helped to give structure

and focus to the
consultation
prowvided the doctor with
a quick route to key
issues
lead to a more holistic
approach to patient
care
allowed the doctor to
acknowledge that the
patient was
experiencing a lot of
problems but that
everything could not be
‘fixed” in one
consultation

The Leeds Teaching Hospitals NHS

NHS Trust
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s RESEARCH
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Discussion of the case

* |nterpretation of PRO scores
« DVD clip
 How HRQOL was included

« How did it contribute?

* https://youtu.be/1SorGQev Hs clip 2

258 CANCER "
The Leeds Teaching Hospitals [z { RESEARCH '1
NHS Trust “imis UK UNIVERSITY OF LEEDS



Small pilot study using
Before- After design

%% CANCER ﬁ
The Leeds Teaching Hospitals m };.h- RESEARCH T
NHS Trust il UK UNIVERSITY OF LEED



Results - Content Analysis

= The questionnaire was explicitly referred to in more
consultations in the post-training phase (48% vs 77%,
p < 0.05).

= The mean number of discussed cancer symptoms did
not differ (3.81 vs 4.27, p = 0.24)

= The mean number of functions discussed did differ
(2.23 vs 2.90, p < 0.05).

= Specifically
* Physical functioning (61% vs 87%, p < 0.05)
— Pain (52% vs 87%, p < 0.05).

%55 CANCER '_1
The Leeds Teaching Hospitals U_ZIB & RESEARCH o
Nt ol UK UNIVERSITY OF LEEDS



Results - Levels of emotional distress

and actions

N=7
(12%)

Moderate

The Leeds Teaching Hospitals NHS

NHS Trust

13 breast and 6 gynae patients

= ED raised in 13 consultations (68.4%)
Initiated by doctor in 9/13 cases

= 5 referrals to specialist support offered
= 1 prescription for diazepam

3 breast, 3 gynae and 1 colorectal patient

= ED raised in 3 consultations (42.9%)
Initiated by doctor in 1/3 cases

= No actions/referrals

4 breast, 11 gynae and 20 colorectal patients

= ED raised in 9 consultations (25.7%)
Initiated by doctor in 1/9 cases

= Complementary therapist recommended
to one patient

e CANCER
.2 RESEARCH
Sl UK

§

UNIVERSITY OF LEEDS



What have we learned?

= Worked examples and scenarios are great but time
consuming

= Brief but focused training and support

— How to access the data (Written instructions/pocket cards)
— How to interpret the graphs

— Refer explicitly to PROs

— Invite patient to explain

— Discuss and act

— Guidelines and referral pathways

o CANCER "
The Leeds Teaching Hospitals m & RESEARCH H
NHS Trust Sohpils UK UNIVERSITY OF LEED
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Rapid learning healthcare model

(Abernethy A, 2003)

e Integration of ePROs into clinical care
e By patient-level linkage of clinical and administrative

databases

The model starts at the patient level,
with an ePRO dataset. New datasets
can be sequentially added by
warehousing or federated models.
The key element is patient-level
linkage.

ePRO data

Clinical and
administrative
EIE]

Clinical trials
and research
related data

Molecular and
biological data

Note: “Warehousing” refers to the central data repository approach (ie, a “data warehouse”),

whereas “federated models” refer to approaches in which data residing in local databases are
linked to one another through various means.

Data analysis and CER

Implement new evidence

Assess impact of implementation|
of new evidence and refine
Interventions; recurrent CER




eRAPID System Overview

dministrator/Researcher

Administrator Interface

eSet up studies/patient groups
eSelect items/schedule questionnaires
eCombine with clinical data

oStudy level reports

Patient Home

Patient interface Data Centre

IIIIIIII.L..I»

Internet

Electronic
Patient Recor

QTool database =y (PPM) 4 .
| |
| |
Web based :
QTool data \ 4
o Hospital Team
Patient in Clinic Oncologist / Nurse Interface
Patient interface *Patient monitoring
eReview of self reports -

eAlerts
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Current projects

 eRAPID — Adverse events/Toxicity

monitoring during cancer treatment
— NIHR funded research development
programme

* Holistic Needs Assessment by nurses
— Service development
— Distress Thermometer
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symptoms online

HOME Welcome to the home page of the University of Leeds and Leeds

MANAGING CANCER Teaching Hospitals, eRAPID research project funded by a National
SYMPTOMS AND TREATMENT Institute for Health Research (NIHR) Programme Development Grant
SIDE EFFECTS (RP-DG-1209-10031).

Click here
KEEPING HEALTHY DURING eRAPID stands for “Electronic patient self-Reporting of Adverse-events: to complete

CANCER TREATMENT Patient Information and aDvice”. eRAPID
questionnaires
COPING WITH CANCER AND

YOUR TREATMENT

The aim is to develop an integrated web-system for patients to report
symptoms and side effects during and after cancer treatment. Data that
is reported by patients using the web-system (called QTool) will be
documented in individual patient electronic health records. Where
patients report mild side effects they will receive advice on how to
manage them and to seek timely medical advice. Where patients report
serious side effects, a system of alerts will be sent to clinicians.

eRAPID presents independent research funded by the Naticnal Institute for Health Research (MIHR) under
its Programme Development Grants scheme (RP-DG-12059-10031). The views expressed on this website are
those of the author(s) and not necessarily those of the NHS, the MIHR or the Department of Health.

wanw.nihrac.uk

If you have any queries regarding the content of this website, please
contact The Psychosocial and Clinical Practice Research Group
(POG) on (0113) 20 67628.




| (— | & https://qtool.leeds.ac.uk/TakeQuestionnaire/a55f1b79-81b3 -4 cf3-0e5a3-89805f2add6d/ pagel wv c | |' Google ,0| ﬂ & " ‘ﬁ‘

Demo | Home | Account | Log Qut

.TOOl

eRAPID demo questionnaire

Page 1 of 6

Have you had pain or discomfort anywhere on your body?
() No

I had mild pain or discomfort

®

() I had moderate pain and discomfort and was not able to do some of the
things I normally do (for example, household chores/ shopping)

O

I had severe pain and discomfort and was not able to care for myself (for
example getting out of bed, bathing, dressing)

Next page
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Demo | Home | Account | Log Qut
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eRAPID demo questionnaire

Page 1 of 6

Have you had pain or discomfort anywhere on your body?

No
I had mild pain or discomfort

I had moderate pain and discomfort and was not able to do some of the
things I normally do (for example, household chores/ shopping)

® I had severe pain and discomfort and was not able to care for myself (for
example getting out of bed, bathing, dressing)

You have indicated serious problems in this area. Please contact the hospital
immediately to discuss your symptoms with the medical team, you may need a
hospital admission.

Before you contact the hospital and if you feel able, please still complete the
remaining questions.

Next page =




Automated Advice for Mild Symptoms

(— @ https/igtocl.leeds.ac.uk/ TakeQuestionnaire/a55f1 b79-81b3-4cf9-9e53-895052a446 d,/ pag b [ Y - Google B- 3 i :q:

Demo | Home | Account | Log Out

.TOOI.

eRAPID demo questionnaire

Page 6 of 6 (I

For yvour Pain: =

If you have been prescribed painkillers (also known as analgesics) by your
doctor, take the maximum dose that you have been recommended as soon as
you first feel you have pain. Make sure that you take your painkillers regularly,
even if you have mild pain, which you think you can cope with. It is easier to
prevent the pain than to treat existing pain. Do not exceed the maximum dose
that you have been prescribed.

If you haven't been prescribed any painkillers by your doctor and you have mild
pain, there are certain painkillers that you can take which can be bought without
a prescription. Painkillers suitable for mild pain include:

+ Paracetamol

« Ibuprofen

Take the dose that is advised by the pharmacist or indicated on the drug
information as soon as you feel that you first have pain. Make sure that you take =

vt i el are Famiilarlyy asviar € vima avres rmild sirm wwrbiiebl v Fhiimls vemir o eooe




Link to the eRAPID Website for

erapid.leeds.ac.ukfindex.php/advice-for-patients-during-cancer-treatment/symptoms-and-side-effects/pain/

g
mpiin ot

Developing a system for
cancer patients to report
symptoms online

©r
B

(008)
MANAGING CANCER Pain, Aches and Discomfort .
SYMPTOMS AND TREATMENT

e e Pain is a very personal experience and nobody else can understand

exactly how you feel when you have pain. This means you are actually the
most important person in making sure your pain is kept under control as
Pain, Aches And Discomfort you are the one who can tell your medical team how it feels, what makes

Feeling Or Being Sick

Diarmhoea WOTrse, Wnem it gels DeEller d 3 -
you have only mild pain or discomfort which you think you can cope with,
if it isn’t managed quickly sometimes it can become very difficult o
control. Having pain can make things harder for you, both emotionally and
physically. If your pain is well controlled you should enjoy a better overall
Temperature / Chills quality of life.

s et nd-wihat it prevents you fromdoing-twve

Constipation
Sore Mouth

Lack Of Appetite

Shortness Of Breath
Fatigue Medication

Difficulty Sleeping : e -
If you have been prescribed painkillers (also known as analgesics) by

Rambnessiin Eands nd hest your doctor, take the dose that you have been recommended as soon as
Low Mood you first feel you have pain. Even if you have only mild pain or discomfort
Anxiety which you think you can cope with, make sure that you take painkillers as

it is easier to prevent pain than to treat existing pain. Do not exceed the

KEEPING HEALTHY DURING ) i :
maximum daily dose that you have been prescribed.

CANCER TREATMENT
If you have pain but haven't been prescribed any painkillers, there are
certain painkillers that you can take which can be bought without a
prescription. Painkillers suitable for mild pain include:

COPING WITH CANCER AND
YOUR TREATMENT

Paracetamol



Clinician view EHR- graphs

e Integration with Electronic Patient records in
real time

Tabulated Results

Administration

eRAPID Symptom Report - Breast (1.2)

Scores

p
Temperature

(1=mild 2Z=moderate 3=s5evere)

c1 c2 3 C4
N F rs F Y

34

Chills

{(1=mild Z2=moderate 3I=savere)

c3a c4
r F

3

Diarrhoea

(1=mild Z=moderate 3=severe)

c3a c4
' ry

Nausea

Z=moderate 3=severe)

Mucositis

(1=mild Z=moderate 3I=severe)

Constipation

(1=mild Z=moderate I=severe)




Clinician View in EHR - Table

¢ File Edit Yiew Go Tools ‘Window Help = | x

us ¥ - X[ FQMBPGRTW S-B-82- LRI Yir # & |H-@® % |86
Trial Filters | Contact Queries | Admin |
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TR: Clinical Trial Filker || || E] | E] 3= E] \V-E]
Results as= Clinical Trial Episode QTool l =] DDcuments]
SR T i i
; { Tabulated Results Graph Results Administration B
!
; ALERT. 11-Mar-2014, Alert Name: SevereMNausea, Alert Level High, Details: Patient reported severe nausea - eRAPID Toxicity (4.5)
q ALERT: 11-Mar-2014, Alert Name: SeverePain, Alert Level:High, Details: Patient reported severe pain - eRAPID Toxicity (4.5)
; ALERT: 11-Mar-2014, Alert Name: SeverePhysicalAbility, Alert Level:High, Details: Patient reported sewvere physical difficulty - eRAPID Toxicity (4.5)
! eRAPID Toxicity (4.5)
!
{ Scores 12-May- 28-Apr- 14-Apr- 07-Apr- 24-Mar- 11-Mar-
{ Pain
1 {1=mild 2=moderate 3=severe) z L ! 2 1 3
{ Vomiting 0 0 2 0 0 0
! {(1=mild 2=moderarte I=severe
! Nausea 1 0 2 0 2 3
{ {1=mild 2=moderate I=severs)
1 Diarrhoea 1 0 0 0 0 0
! {1=mild 2=moderate 3=severe}
{ Constipation 0 1 1 1 1 1
| {1=mild Z=moderate 3=severs)
; Mucositis . ) 1 1 1 0 1 2
{1=mild 2=moderate 3=severe}
Temperature 0 0 0 0 0 2
{1=mild 2=moderare 3=severs
Chills 0 0 0 0 0 0
{1=mild 2=moderate 3=severs)
Difficulty with physical abil 2 1 1 0 2 3
{1=mild 2=moderare 3=severe
Lack of appetite 0 0 ] 0 ] ]
{1=mild 2=moderate I=severs)
Fatigue . 1 1 1 1 1 2
{1=mild 2=moderate 3=severe}
Difficuly sleeping 1 1 0 1 1 1
{1=mild 2=moderate I=severs)
Shortness of breath
{1=mild 2=moderate 3=severe}
Sore hands/feet
{1=mild Z=moderate I=severe)
Neuropathy 1 1
{1=mild 2=moderate 3=severe}
Anxiety 1
{1=mild 2z=moderare 3=severe
Depression ]
{1=mild 2=moderate 3=severs}
Leg weakness
{1=mild 2=moderate 3=severe
Seizures
{1=mild 2=moderate I=severs)
Passing out
{1=mild 2=moderate 3=severe} a
Reaction at the site of injec 2 1 [
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Baseline visit (during routine
outpatient /day-case visits)

gy g g S S ———-

|
1
I
1
1
I

eRAPID
intervention
Receive
eRAPID training

Longitudinal completion of sRAPID symptomJAE
Questionnalre from home during treatment

decliners, carers and staff

Intervention or Usual Care

gynaecological cancer

/ Key

Usual Care eRAPID AE symptom questionnare completed
weskly/wnen experencing sympioms

Patients approached, given study information
Informed consent obtained, complete baseline
measures, randomisation to either eRAPID

Compietion of QOL, Use of Resources forms, on paper at
basaline then 5, 12, and 18 weeks from randomisation

End of study interviews/questionnaires with participants,

Patients receiving systemic treatment for breast, colorectal or

Endpoints and analysis

+ Patient recruitment rates, attrition over time; proportion of missing data

* Use of resources- providing patient reports of hospital contacts, community health care contacts, medication and additional
expenses incurred

¢ Patient reported outcomes- QOL: FACT-G, EORTC QLQ-C30 (Role and Social function scales), EQ-5D, measures of self-
efficacy and patient activation

¢ Clinical process measures- hospital contacts, alerts and hospital admissions, readmissions (with reasons), changes to
supportive medications and chemotherapy dose changes. contacts with GP/community services will be extracted from hospital
records

p Electronic patient self-Reporting of . . NHS
i eRn ID Adverse-events: Patient Information National Institute for

UNIVERSITY OF LEEDS and aDvice Health Research




N=87 over 6 months
80% Consent rate |

15% Attrition rate /
- i
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feb-15 mar-15 apr-15 maj-15 jun-15 jul-15 aug-15 sep-15

p P Electronic patient self-Reporting of . . NHS
1 eRn ID Adverse-events: Patient Information National Institute for

UNIVERSITY OF LEEDS and aDvice Health Research




Service Development with Nurses
Holistic Needs Assessment
Distress Thermometer

Juiestionnaire: Holistic Needs Assessment - General - Windows Internet EXplarerprovidad by Trust Compiter Servicas.

BIRIES

Bm £ Juestionnaire: Holistic Needs Assessment - General - Windows Infernet Explorer provided by [rUst Computer Services

ol ] bttt xelansystans cc.ug

o . » =
M @ R - Tk - W | Tk Questirdre Holste Heads Fcessrert-Gen | |

Holistic Needs Assessment - General

yorawoy | Change Password | Log Out yorawoy | Change Password | Log Out

Page 1 of 3

First please select the number (0-10) that best describes how much distress in general you have been
experiencing over the past week, including today, by clicking on the scale below. Then click 'Next' at the bottom

of the screen.

— 10 HIGH CISTRESS

NO DISTRESS

Navt

Page 2 of 3
Holistic Needs Assessment - General

If any items below have besn a cause of distress for you over the last week, including today, please tick the hox
next to it or leave it blank if it does not apply to you. Then click 'Next' at the bottom of the screen.

Practical Problems
Caring responsibilities
Housing
Insurance / finance
Work / schoal

¥ Transport or parking

Questions about my illness/treatment

Family Problems

¥ Relationship with partner
Relationship with children

Relationship with other relatives/friends
@ iere:

@ Internet
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a= (R/0) Clinical Trisl Episode QTool ‘ = Documents‘!

+

Results Graphs Activity

Holistic Needs Assessment - General (1.8)

B

(@ ™
p Checklist Checklist Practical Checklist Emotions
Distress Thermometer

20
18.2
16.4
146

12.8

+ 1
13-Jan 21:19 13-Jan 21:19 13-Jan 21:19 13-Jan 21:19

N
Checklist spiritual Checklist Physical Checklist Other NoProblems Ranking

24 49
23.4 442
22.8 394
222 348

216 2908

21 25
13-Jan 21:19 13-Jan 21:19 13-Jan 21:19 13-Jan 21:19 13-Jan 21:19
. o

P ™y . 4
Ranking Practical Ranking Practical Ranking Practical . .
Caring Housing Insurance Ranking Practical Work
1.2

1
08
0.6
0.4 1
0.2 05

Ranking Practical
Transport

2.5
2
1.5

} 04 1} '
13-Jan 21:19 13-Jan 21:19 13-Jan 21:19 13-Jan 21:19 13-Jan 21:19
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Nurse-led Prostate cancer clinic over 8
months

88/136 patients (65%)

Reporting of Emotional Problems
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Implementation

Original Contribution

Review of Electronic Patient-Reported Outcomes Systems
Used in Cancer Clinical Care

By Roxanne E. Jensen, PhD, Claire F. Snyder, PHD, Amy P. Abernethy, MD, Ethan Basch, MD,

Arnold L. Potosky, PhD, Aaron C. Roberts, Deena R. Loeffler, MA, and Bryce B. Reeve, PHD

Lombardi Comprehensive Cancer Center, Georgetown University Medical Center, Washington, DC; The Johns Hopkins
University School of Medicine and the Sidney Kimmel Comprehensive Cancer Cenrer atr Johns Hopkins, Baltimore, MD; Duke

« 33 unigue systems used in cancer practice
 Treatment-Centered n=8
 Patient —Centered n=19

* No consensus on administration, integration,
results reporting

* Integration with EHRs




Implementation - Denmark

Qual Life Res (2016) 25:525-534
DOT 10.1007/s11136-015-1207-0

SPECIAL SECTION: PROS IN NON-STANDARD SETTINGS (BY INVITATION ONLY)

AmbuFlex: tele-patient-reported outcomes (telePRO) as the basis
for follow-up in chronic and malignant diseases

Liv Marit Valen Schougaard’ - Louise Pape Larsen' - Anne Jessen' -
Per Sidenius® - Liv Dorflinger® - Annette de Thurah*® - Niels Henrik Hjollund'*®

 PRO data collection, decision algorithm,
graphical overview

» 9 diagnostic groups
* >13,000 completions




Implementation- Canada

Cancer Care Ontario Search CCO

Action Cancer Ontario |

] s | f PEYin
Ontario Cancer System Interactive Symptom Assessment and Collection (ISAAC) Tool

Cancer System Overview Commonly referred to as ISAAC, our Interactive Symptom Assessment and

Collection tool allows patients to assess and monitor their symptoms through an Related Resources

Cancer Surveillance i
online computer program.

ISAAC Frequently Asked Privacy
Clinical Programs Questions for Patients
ISAAC is available at kiosks in 14 regional cancer centres and 28 partner hospitals

Quality & Performance across Ontario. More than 27,000 patients are screened every month through the YIRSk

rOVEm Management Tools
g i ISAAC system. ' gems

Cancer System Quality
Inde: .
e Key Features and Functions of ISAAC

Dizease Pathway y : .
Management ¢ An accessible, touch-screen-based platform allowing for the completion
of patient-reported symptom measurement tools
Ontario Cancer Symptom
Management Collaborative y 5 — T
& A reporting tool for both patients and clinicians facilitating improved
Interactive Symptom communication by enabling patients to track and report their physical

Assessment and

Collection (ISAAC) Tool and emcticnal pain caused by cancer symptoms, across the cancer




Implementation- Canada

Cancer Care Ontario
Action Cancer Ontario

Search CCO

Prevention & Care
Cancer Care Overview
Types of Cancer
Primary Care Program

Person-Cenired Cara

Fatient and Family
Engagement

Patient and Family Advisor
Volunteer Opportunities

Person-Centred Care
Report

Person-Centred Care
Guideline

IPEHOC Toolkit

IPEHOC Toolkit

This toolkit was developed to support the six pilot sites across
Ontario and Quebec that are implementing the Improving Patient
Experience and Health Outcomes Collaborative (iIPEHOC) project.
The ultimate goal of the project is to develop a common and
sustainable patient-reported outcormne (PRO) and patient experience
measurement system that is applicable to all jurisdictions in
Canada. The primary aim of this project is to reduce symptom
burden and improve patient experience of care by engaging
clinicians in the meaningful use of Patient-Reported Outcome data

in routine clinical care.
IPEHOC Project Documents
Asset Description

iPEHOC Project Summary Owverview of the IPEHOC project

s s § f PEgin

|PEHOC

Improving Patient Experience an
Health Outcomes Collaborative

Download

iPEHOC Project Summary (PDF)




How to increase the impact

» Online/ Mobile reporting by patients

* Integration of PROs data with Electronic Health
Records

 Training professionals how to respond to PROs
data (physicians and nurses)

 Evaluation and Health economics

* Whole system perspective - Integrated care
pathways
» Referral pathways based on patient self-reports
» Organizational changes

* Online Toolkits
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Example of training scenario

Scenario 3 - Ms Jane Roberts
Jane Roberts: 45 year old woman with metastatic breast cancer

Breast cancer history

1. Diagnosed with metastatic breast cancer 2 years ago. Triple receptor negative disease.

2. Hasreceived 2 lines of palliative chemotherapy

3. Presented with discomfortin right hip. Restaging with a CT scan and bone scan revealed
progressive bone disease. Started on further palliative chemotherapy with ECF

4. Attends for review prior to second cycle of chemotherapy

Social Background

e Single parent. Has a daughter currently studying for A-levels
e Hadbeen working as a part time dinner lady in a primary school

¢ On sick leave since starting ECF chemotherapy

The Leeds Té:atching Hospitals NHS '{ . RESEARCH S ﬂ
oo obuils UK UNIVERSITY OF LEEDS
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Functional Impairment: Higher scores means better functioning
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Functioning

Emotional
Functioning

Cognitive
Functioning

Social
Functioning

Global QoL

Pre cycle2
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83.3

83.3

16.7
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Symptom scores:Higher scores mean worse symptoms
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Pain

SOB Sleep

Appetite
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Anxiety

Depression
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Discussion of the case

* Interpretation of HRQOL scores
« DVD clip
 How HRQOL was included

« How did it contribute?

* https://youtu.be/1SorGQev Hs clip 2
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