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Abstract

Introduction: The increasing recognition of the value of Irsteg to- and making decisions with
patients becomes more visible. Examples of this are value based healthcare (VHBI@read
decision making (SDMJ is however unknown whether thealueis recognized in the development,
evaluation and improvement aflinical pathways although various pathway developmaethods
recognize patientas stakeholder in various degredsvolvenent of patients in the development,
evaluation and improvement should therefore be evaluated.

Methods: Aliterature study and a swey, which was sent to 54 members of the organisation of
European cancer institutes, were used to analyse whether and how patients are involved in the
development, evaluation, and improvement of clinical pathways. In addition, motives for (not)
involvingpatierts in the development, evaluation, and improvement and whether and how results
were linked back were evaluated in the survey.

Results:Patient involvement in clinical pathway development, evaluation and improvement was
reported by 21,4% of the 11dalysal articles. Of thesurveyrespondent$N=15),93,3% reported
patient involvement in clinical pathway development and 86,7% reported patient involvement in
clinical pathway evaluation and improvement. The most frequent reported methods in literatere ar
PROMB or surveys (N=12), Interviews (N=8) and Indicators ([Ne6ls groups were used in five
articles and always combined. 14 of the 24 articles that involved patients did use amatitvod
approachin contrast to the survey, were all respondents usehuti-method approach. The most
reported methods in the survey afecus groups (N=7), Interviews (N=4), Surveys (N=4) and PROMS
(N=3).There is no significant difference between comprehensive cancer centres and non
comprehensive cancer centres in themberof used involvement methodp>0,05)and there is no
correlation between annual patient volume and number of used involvement me{ne@®00 and
p=1) Results of involvement were linked back by 66,6% of the respondents using digital methods or
to patient representatives. Motives for patient involvement in clinical pathway development,
evaluation and improvement were based on the recognition of the patient as stakeholder and to
assure that no issues are overlooked in the clinical pathivag.case ofite Kaolinska institute
demonstrate that a large proportion of patients could be willing to be invalBeth patient
involvement structires do educate patients before patient can participate in the structOme of

the challenges in structured patientiolvenent in clinical pathway development, evaluation and
improvement is to assure representativity.

Conclusionit could be concluded that the most frequently reported methods for patient
involvement in the development, improvement and evaluation oficéihpathways, in both literature
FYR o0& OFYyOSNI AyaidAiddziSaz | NB ¥ 2 Qatnis, oBvwhizhothela >
last is only frequently reported in literature. The large difference in percentage of articles that
reported patient invdvement and percentage of cancer centres that did report patient involvement
may indicate underreporting of pati¢involvement in scientific articles.
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Preface
This thesis evaluates how patients are currently being involved in the developevahiation and
improvement of clinical pathways and can be divided in two parts: a literature study and suatey th
was sent to cancer centres in Europédid choose to do this research since it combines my interest in
the subjects of quality managememt nealthcare and the optimization of healthcare proces3és
research offered me the opportunity to learn maabout these subjectand combine them in one
thesis.

Multiple healthcareprofessionals and researchdielped me during my researchherebre, | would

like to thankallinvolvedheathcare professionals and researchevy special thanks goes tDr.

Patrick Mqueuof Institut Jules BordeBrussels and theCollaboration for Good Practices with

Patients (CGPP) working group of the Organisation of European Cancer InsikulRegrickMiqueu
helped e with sending aurvey tocancer centres in Europe aaddresedmy research during the

2019 Oncology Days in Bari, Italy. | would like to thank my family and friends of the student scouting
group Radix Enschede for the moral support during the last half year.

I would like togive readers a quick look intmy ambitionssince the finalization of this thesis will
markthe end d my life as a studenMy family, friends and supervisors know that, although | had to
overcome some difficulties in this research, | really enjoyed the process of @siegrchTherefore,

| aspre to work as a researcher or to do a PhD.

| hope you enjoy reading this thesis much as | enjoyed working on this research,

Elmar Haiman

November2019
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1 Introduction

1.1Processes in healthcare

The provision of a healthcare service is a procEsshealthcareprocesscanbe subdivided in the

four stages of DogbediaQd LJ- NI} RAIY P ¢KS&asS adl3asSa NBY AyLlzz
(Donebedian, 1966JOzcan, 200%hat have a linear relationship, accorditmgMitchell, Ferketich, &

Jennings, 1998 hisis visualized ifigure 1, which is copied fronMitchell, Ferketich, & Jennings,

1998.

Structural Characteristics Client Characteristics System
\ / Individual, organization, group

/ \
o > |

l \ Client
Qutcomes Individual, family, community

Figurel, Donebedians paradigneopied from Mitchell, Figure2, The quality health outcomes model, copie
Ferketich, & Jennings, 1998. from Mitchell, Ferketich, & Jennings, 1998

The client and system(context) showdtsobe taken into accounn the healthcare proces3he
effect of an interention always acts trougtie context of the healthcare system and the patient
This principleh & @A & dzI fuklity Belth byfconiie& Bodal figufe 2 The quality health
outcomes modeproposes twedirections relationships between components azah be used to
understand the complexity of healthcare services

Most processes in healthcare have variati®his variation could be intended or unintended i
nature (Berwick, 1991)Variation, especially unintended variatiphas a negative impact on quality
and should therefore be reducedeklthcare institutons can limit the degree variation in by
transforming itselinto a foaised factory. Focused factories strive for a narrow range of products,
customers and processes.

However it is hard for healthcare institutions that do providevariety of servicet a diverse group
customers, such as hospitals, to become a focussddriadNevertheless, hospitals could achieve a
certain level of standardization by implementingidal pathways. Clinical pathways are treatment

plans designed to reduce variations in clinical care by combining physician input with evidence based
medicine These pathways are created to increase quality, improve outcomes and decrease costs
(Joshi, Ransom, Nash, & Ransom, 2014)

Clinical pathways could also be used to enfaggiality andsafety culturein departments or wards

by enforcinghe department @ wardto work systematically. The use of this systematic approach
affects moral distress and empathy tiredness within a ward since it shapes attitudes regarding to the
nurses or doctors own ethical questis in specific situations (Wallner, 2014).

1.2 Clinical pathways

The term clinical pathway was introduced in 1987Zagder K, Etheredge M, and Bovireithe article
GbdzNEAY3I /FasS al ylI 3SYSy il YzanderESdradde &iBawerFi®aTJhe NI y & F 2
use of clinical pathways originates from the need to stabilize rising healthcpemsas in the United

States of America (Cheater F 1996, referred tKient & Chalmers, 2006and was aeaction to the

in 1983 developed diagnosis related groups (DRGs). Other counties around the worleldedimidtal

pathwt @ & RdzNAYy 3 GKS f I i S contdryg(ViaOr@echt, yPahella, 8aB Xefin, & T G KS H
Sermeus, 2010)t was estimated in 2012 that at that time more than 15% of the patients diagnhosed

with cancereceivedtreatment at an mstitution that made use of clinical pathwagBurstein, 2012)

Besides stabilizing healthcare expendisirelinical pathways could also be used for decision support,

7
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pre-authorization and meeting the needs of the payer ofecaks result, the benefits and

disadvantages per clinical pathway may difi@brahams, et al., 2019Besdes standardizing care,

clinical pathways can be used for twenty other purpo@isBleser, eal., 2006) All purposes for

which a clinical pathway can be usa listed inTable 1 The importance of these purposes was
investigated in 23 countries that are involved in the European pathway association (EPA). One of the
resultsof this studywasthat patients were involved ia5 of the 60 investigatedpathways. The used
methods for involvement were patient satisfaction geys, focus groups and the involvement of
patients in the development team (Vanhaecht, et al., 2006).

Tablel, purposes for clinical pathway implementation

Type of characteristic or aim characteristic

Being a tool for Patientprofessional communication
Inter-professional communication
Data collection

Education for patients

Education for staff metwers
Improvement method for Compliance to guidelines

Patient satisfaction

Quality of care

Efficiency

Evidence based care

Planning Having a time line

Managing care

Using multidisciplinary teams
Incentivisation of actions that have to be &k
Handling variation Inclusion of variation analysis
Standardization

Guideline use

Orienting to the process

Orienting to outcomes

Cost Focus on cost efficient care
Achieving cost effectiveness for homogenous patient groy

1.2.1 Types opathways

There are, according tdanhaecht, Panella & van Zelm et al. 2ah@ge types of clinical pathways.
These types of pathways do diffen the level of agreement between multidisciplinary team
members and the level of predictability of caféhesdhree types are visualized figure 3, which is
copied fromVanhaecht, Panella §an Zelm et al. 201@romfigure 3 can also be conclude that the
level of complexity of a clinical pathway increases when the level of agreement between multi
disciplinary eam members and the predictability of care decrease.

The Chain model clinical gatay is used for highlgredictablecare processes in a setting where
there is a high level of agreement in the multidisciplinary teahh&se models are mostly appliéat
time-task managemeniChainpathways could be part of a subprocessadifub modelpathway(hub-
pathway).
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The Hub model clinical pathway is used for

less predictable car@.here is one Lo Web model
coordinator in the care process that
coordinates the (sub)processestime

pathway. Lavel Hub model
The webmodel is a clinical pathwayodel agreement

for processes thahave a low level of
predictability. There is little agreement
among the multidisciplinary team members —
in web-pathways. As a consequence, — Chain modet

frequent team meetings are needed. The

application of webpathways is focussed on - Level of predictability -
time-goal management, in contrast to the Figure3, Three clinical patvay types, Vanhaecht, Panella & van
time-task management application of chain Zelm et al. 2010

pathways. Wekpathways are typically used in

complex processes dor diseases with higho-morbidities Oncological pathways are amcellent
example of webmodel pathways

1.2.2 Deviation of pathways

Hospitals and physicians may deviate fraglinical pathway. Tésedeviations are caused by
organisatioral or patient specific factorgn other words hospitals may introduce intendedriation

in a clinical pathwayAs result, clinical pathways can be categorized into ¢ategorieswhichare
based on thaleviation from the model pathwayrhe model pathway is based on (inter)national
eviderce. The other pathway categories are the spgonal,assigned and followedpathway.The
categories, and how they do deviate from the model pathveawg,listed inTable2. The model,
operational andassigned pathway can be constructpspectively. The followed pathway can only
be constructed rabspectively(Vanhaecht, Panella, van Zelm, & Sermeus, 2010)

Table2, Pathway types based on deviation of model pathway

Pathwaycategory Deviates from Cause of deviation
Model pathway N.A. N.A.
Opemtional pathway| Model pathway Model pathwaydoes nottake organisational

specific factors into account

Assigned pathway | Operational pathway | Operational pathwayloesnot take patient
specific factors into account

Followed pathway | Assigned pathway (non)conpliance to interventions in predecesso

1.2.3 Development process
Before implementation of a clinical pathway, the pathway must be develdpadng the
development process of a clinical pathway the following must be considered:

GThe goal of developingathways is not to develop something new or perform a total redesign, but to

understand the weaker parts of the organization and standardize them wiesessary and
I LILINE LRhadctedat 2012.
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1.2.3.1 CPM and PER®nstruction

Chainpathways and, indirectly some hupathways use the critical pathway method (CPM) or
Program Evaluation and Review Technique (PERT) in order to determireghiaap(Vanhaecht,
Panella, van Zelm, & Sermeus, 20BDth techniques wer developed in the United States. The
difference between CPM and PERT is that PERT is probabilistic and CPM deterministic.

PERT uses three duratiorfsper activity in order to determine the expected duration of the
pathway. These durations are the optstic duration, pessimistic duration and most likely duration.
These durations are used to calculate the expected time in which a clinical pathwag can b
completed. In addition to this, the probability of finishing the pathway or separate activities in the
pathway N-time units before or after the pathwagr activityis expected to be completerbuld be
calculated withPERTOzcan2009)

1.2.3.2. Construction methedf the BelgiarDutchclinicalpathwaynetwork

The Belgiafbutch ClinicalPathway NetworKBDCR) published in 2002 a 36tep approach for
developing clinical pathways. This method was based on a review and s{Miiekaecht, Sermeus,
Vleugels, & Peeters, 200Z)his 30 step model waeter redesigned into a-gtep model.This model
operates ormultiple Deming, or PDSAycles. The #step model is currently being used by more than

47 Dutch and Flemish hospitalhe steps in the model are: 1. Screening, 2. Projestagement, 3.
Diagnee and objectification, 4. Developmemlt Implementation, 6. Evaluation and 7. Continuous
follow-dzLJP ¢ KS&S adSLa I NB O2fgwedy SR gAGK 5SYAy3Qa

Ideal
Situation

Phase 7: Continuous follow up
Phase 6: Evaluation

Phase 5: Implementation

Phase 4: Development

Phase 3: Diagnostic & objectification

Phase 2: Project management

Actual Phase 1: Screening
Situation

Figure4, source: The-phase method to design, implement and evaluate
care, Vanhaecht et al. 2012

The screening phase starts when a rdimical pathway or adjustments after phaser&las are
demandedIn this phase it should be made clear who did demtnedadjustment(s) or new

pathway. This could be individuals, the quality committee, board or an external party. The screening
phase should have a duration of a few weeks and is fidistteen three quesbns could be

answered.

1. Do the current results indicate the need for a new or adjustedaal pathway?

2. Is the development or adjustment of a pathway a suitable method for achieving the desired
outcomes?

3. Does the team want tchange?

During the second phase, the care process for which a pathway is going to be developed will be
defined.In this phase taskare also divided between project members and agreements on the
project will be made. The second phase is finished wheroaldiaries of the care and development
process are identified.

10
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The vision of four stakeholders in the care process is identifieithgl the third phaseThese four

stakeholders arel.The organisation and team, 2. Patient gradients family 3. Availablevidence

and legislation and 4. External partne¢sl { Ay 3 GKS @Aarz2y 2F al @FAftloftS
that the pathway hould be developed with respect to recent evidence or best practices.

Thevision of the organisation and team could be id&ati by multiple quality techniques, such as
focus groups. The process, and potential failure modes within the organisation phtse could be
visualised with the Failure Mode and Effect Analysis (FMEA).

The vision of patients could be identified byganising interviews, focus groups or using surveys on
patient experiences. Patients could also be followed by a team member tithegbathway in order
to identify weaknesses in the pathway. Patient associations amrittibute to the identification of
patient perspectives in this phag®anhaecht, et al., 2012Hlowever, little direct inputs of patients
are used in the development process of clinical pathw@&jisicalpathways are still being developed
by healthcare professinals(Vanheacht, de Witte, & Sermeus, 2007)

The pathway wi be designed and developelliring the fourth phaseThe goal is to identify whether
all disciplines that are involved in the new pathway are preparetihiptementaion of the pathway

During the fifth phasgthe pathway will be tested and, if necessaagljusted. The pathway will be
implemented if the test is successful. The evaluation of the pathway starts after the implementation,
in the sixth phase. The elementsat should be evaluated are the usability, compliance to key
interventions and outcomentdicators. After this evaluation, an annual follap that evaluates

process and outcome measures should be performed. This falfpig the last (seventh) phase
(Vanhaecht, et al., 2012Both phases use performance and outcome indicators as measure of
performance of the clinical pathway.

1.2.3.3 The I0ZP

Another pathway development methadtiat involves patients is thEDZP, which ispecially
developedfor oncology clinical pathway3helOZP waseleloped by the Netherlands
comprehensive cancer organisation (IKNL).

The DZP consists of five phases: 1-Perception and vision phase
2-Zero measurement.
3-Defining and analysi the current and desired
situation.
4-lmplementation phase
5-Evaluation and assurance phase

The goals and method of approach for the development of the clinical pathway are defined in the
first phase and, due to the comprehensive antérventional characteristics of clinical pathways,
commitment of management and other related organizations is needed, in order to use this method
successfullyThe IKNL states that patients, or a patient representagheuld beincluded in this

phase.

In the second phase, the current quality of care and care experieqestientsare measured. The
results of these measurements could be used to illustrate how the care activities and processes are
organized and managed. The results from the secondepbasld be usedn the evaluation of the
pathway.

Depending on the results of the second phase, a decision about continuation of the development
process of the clinical pathway is made during the third phase. The results of the second phase are
used to decribe the currentand desired situation. The performance of a analysis on the differences
between the currentand desired situation is needed in the third phase in order to define actions

11
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and priorities in the development process. After this, the dinmathway is implemented in the
fourth phase.

The clinical pathway is evaluated during fifth phase, in whiclhe performance of the clinical
pathway is measured and monitoretihe IKNL proposes that a independent expert could shadow or
follow patientsin order to evaluate the performance.

Inaddition, the IKNL states that it is important that it is important that patients know, during their
journey through the clinical pathway, which healthcare professional is responsible for the clinical
pathway sice the care in clinical pathways is often fragmented across various amdaextramural
care organisationfNetherlands Comprehensice Cancer Organisation, 2Thé&)number of hospitals
that use the 10ZP is unknown since tK&IL did not register the number hospitals that use the 10ZP.

1.2.4 pathway evaluation

In 2002, the BDCNP published an article albbetLeuven clinical pathway compass (LGira3der
collection of measures for evaluating a clinical pathvildhese measements are based on the

.5/ bt Qa RSTAYAGA20 202 fHf DARNYAYIZTF LY SIKG2 RaYy | Y R
a multidisciplinary and interdisciplinary team towards patiatused collaboration for a specific

LI GASY G L2LJzZ F GA2YE

The LCPéEXists of five domains which are visualizefigure5. Patient satisfaction is naheasured

in the LCE. However, ptient perspectives on quality of casee measuredn the service indicators
domain of theLCP@Vanhaech& Srmeus, The Leuven Clinical Pathway Compass, 2003)
Nonethelessservice indicators werthe leastemphasised imn evaluation ofthe LCPC domains in
literature. Figure6, which is copied fronvan Herck, Vanhaecht & Sermeus 2@@3nonstrates that
servie indicators were emphasised in 18,5% of the 208 articles that were included in the evaluation.
It was also found that the effect of clinical pathway implementatiadin 62,2% of the articlea

positive, in 8,1% negative andn 29,7% no effect on theeservice indicatorg¢vVan Herck, Vanhaecht,

& Sermeus, 2003)

Climical
eval uarion
65.5%%

Fimancial
evaluation
63%%

" . -
Financial Clinical
indicators

indicators

S0.5%
Priscess
evalualion

18.5%
Service
svaluation

4%
Team
evaluation

Team
indicators

G2

Figure5, The LCPC, Vanhaecht & Sermeus 2 Figure6, LCPC evaluation, Van Herck, Vanhaecht and Sermeus
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1.3 Research questions

It can be concluded that the effect on outcomes of interventions in healthcare act trough the
(system)context and patient artiat involving patients in the carare likely topositively affect these
outcomes.A method to improve outconis the implementation of clinical pathway$ie BDCPN
developed a method for the construction of a clinical pathway and recognises patieone & the
four stakeholder groups that should be involved in the diagnostic and objectification phase of the
pathway constructionThis was developed a number of years after a study wherein patient
involvement in pathway development was investigatedvdis demonstrated that 74% of the
investigated pathways were developed without the involvement of patiddtsve\er, the method
does not involve patients in the evaluation and improvement of pathwagsther study
demonstrated that improving patient sataftion is nor listed in the top 10 or bottom 2 of 26
pathway characteristics.

The increasing recognition of tivalue of listening teand making decisions witlpatients becomes
more visible in care nowadays. Examples of this increase in recognizimgpiieance of listening
and coedecide with patients in healthcare are value based healthcare (VHBGharet @cision
making (SDM)

Research should be conducted on the involvement of patients in the development, evaluation and
improvement process of dical pathways considering that the BDCPN developed a method to
develop clinical pathways that does not invopettients in the evaluation and improvement of

clinical pathways and the increasing recognition of the value of listenianthmaking decisian

with- patients.

This master thesis stigsthe involvement of oncological patients in clinical pathway depelent,
evaluation and improvement. The study investigates oncological clinical pathways since oncological
care is often fragmented across diféert settings and involves healfrofessionals from multiple
disciplines, this can cause a great deal of distfes patients. Furthermore, cancer has a fow
predictability and there is often a low level of agreement within the multidisciplinary teamsatieat
involved in the care process.

This master thesis will address the following main question:

Whether and hovare groups of patients involved in the design, evaluation and improvement process
of oncological care pathways in multiple hospitals acrossfg&and literature?

In order to answer these questiore following sukbquestions have to banswered:

1. Which methods for patient involvemeint clinical pathwayare present in literature?

2. Which methods for patient involvement in the design, evaluatiod improvement are currently
being used in cancer institutes and how do they link back thetssu

3. Is there a difference between oncological institutes that use different methods for patient
involvement?

13
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2 Methods

The study conducted in this remeh was a qualitative study.s&oping reviewvas performed to
evaluate which methods angsedin literature. The results of a study on patient participation and
patient organisation collaboration, conducted by tBeganisation of European Cancer Ingés
(OEQI was used to identify whether and how many patients were involved in the OECI membe
institutesanda survey was used to detemiméich methods were used.

2.1Scoping review

¢ KS RI (GRubMed a SRR & (GKS bl A2yl inform&tigniNECR) addF . A 2 1§ SOKYy
G{ O21Jd&téa SOA SNR & iefe isBdIyl dzNED aFSHRD HIgKISE &> 4 S| NOK 0 dzA f

& ¢ Akéyfvdddabstractsearch toat were used.

In total, 12 search keys were used during the literature search. Three of these keys were used in

Scopus. The used lein Scopus were more extended than the keys in PubMedwHsi€aused by

differences in the tooand algorithmghat both databases are usingtticles published before 2014

and in a language other than Dutch, English or German were excluded. ThaMiddicing ¢ | a

used in order to limit the results to artidehat were published in the medical field in Scopus. The

operatorW¥ ¢ kvpstused in Scopus. This operator selects articles using the following mechanism: The

terms after¥ g khav@to be mentionR A GKAY FADS g2NRa | FGStNd | G SNY
search key.

The abstracts of the results were read after the title was assessed. After reading the alts&act,
article was selected to be or not to be read. Bedection procedure for readg was based on three
criteria for in or exclusion

Used garch keys in scopus
1.(TITLABSY 9 , 6 &/ NR G A O f tABIKKY@domrith or énhaf* ortparticip*pw/5
(patient or user or community)))

2.(TITLEABSY 9 , 6 4/ NR GAOF f talAd K &1S& a¢ (I ANIABSGERGo#ENJor! b5 ¢ L
engag* or particip* or cent* or integr* or joint or experience) w/5 (patient or user or community)))

3(TITLABSY 9 , 64/ NRGAOFT t I (18GLRG KSR -ddeaed §blgpstESE) T SR OF N.
AND TITLABSKEY ((commit* or involv* or engag* or particip* or cent*orinte8™NJ 22 Ay 4 2 NJ @& !
f SR 2NJ AaLIF GASYGF FyR Llzo f Addmniuyitgd te@t&edPy G €0 Skp 6
Title-Keyword-Abstrad search keyshat were used in PubMed

1. ¢Citical pathway AND Development AND patient

2."Critical pathway" AND Patient AND (Commit OR Engag OR Particip)

3.("Critical Pathway" OR route OR "illness trajectory") AND (Develop OR Improv OR Aiiduat)
(Commit OR engag OR particip OR cent @R)MOR experience) AND (patient OR @¥er
community)[all]

4. ("Critical Pathway" OR "Integrated care pathway" O&8f“@rected care pathway") AN{@evelop
OR improv OR evaluate) AND (commit OR engage OR particip OR cent OR in¢gperi@ite) AN
(patient OR user OR community) all

5."medical services" AND (Patient AND (commit OR involv OR engag OR partesip ORntegr
OR "user led" OR patient OR public involvement))
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Search keys of Advanced Search builder in PubMed
M® G/ NAGAObS OHUOGKBFraaébS2L FaYaeg hw at NPaAGFGS b S
LYLINR@SYSyiéo

H dritical LI Kol &adé 1 b5 daSRAOFE hyO2ft23&¢ ! b5 avdzd
o0® dvidgrobeméng ! b5 a/ fAYAOIE LI GKgl 02122 éaRSOSt 2L
no o/LRiiKeDIetaé ' b5 a5S@St2LIYSyidé ! b5 ahyO2f238¢
pd 4/ NRGAOI fPatleit pakidpat®dg ¢ ! b5 «

c® G/ NRARGAOIE LI GKgledaé ! b5 a/tAYyAOLt 2yO02f23e&¢
T® G. NBI &icrifchlyIOSKE | 8as a

yd a4t NRadl (G&itict yDENES ad5

¢ dCritizalPathways ! b5 aLYLX SYSyildl dA2yé 1 b5 dhyO2f238&¢

2.1.1 In and exclusion criteria

Only articles written in Dutch, English or German were included. Other languages were excluded
since the researcher does not speak languages other than these languages. The secoodteria

used was the year of publication. In order to be included, articles had to be published in or after
2014. The articles that did not meet these criteria were filtered out by the date and language filters

of PubMed and Spus. Nevertheless, the usd filters did not result in an entire result list of articles
written in Dutch, English or German. The cause of this was that some articles in other languages had
an abstract written in English

Another exclusion criteria wdermed during the literatue search. Many results that mention

GOt AYAOlIt LI GKglee dzaSR GKS GSNY F2NI I y2iKSNJ O2y
G 9 ELING & &TGE y L2 i KibKr&oee, only articles that used the definitionJoishi,

Ransom, Nash and Ransom, 284l I NIiA Of S&a GKIF G dzaSR &aAYAfl NI RSTA
LI Kgl &8¢ HSNB AyOf dzZRSR®

The last criteria was that articles had to mention patignvolvement in the article.

Although the focus of this thesison oncology clinical pathways, no in or exclusion criteria was set
on the medical field of articles.

2.12 Analysis of articles

Included articles were analysed on the methdalspatient involvementthat were used duringhe
devdopment, evaluation or improvement process of a clinical pathway. In additiermedical
specialisnfor which the pathway was developgpathway type (chain, hub or web) attte number
of patients that were involv@were analysed.

2.2 Evaluatiof methods used in practice

The results fronMiqueue& de Valeriola 2018 were used. However these results did not contain

information on which methods for patient involvement OECI members did use. Therefsreadin

digital surveywas sent to altentresthat did participate in the study dfliqueu& Valeriola,2018.

This survey can be found Appendixl and will bereferredii 2 | & G KS aLy @2t @SYSyd
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Phone calls were organised with the Karolinska institat&iockholm, Sweden and Macmillan cancer
support, which is located in Manchester in the United Kingdom. These two centres have developed a
structure for the involvement of patients in clinical pathyvénformation on the structures that are

being used waprovided during these calls.

2.3 Data analysis

Results were analysed iBM SPSS statistics. Results were found statistical significant if the P
value was lower or equal to 0,06ontinuous datavas examined on normality using skewness and
kurtosis.

2.3.1 Analysis of methods used in practice

The response rate on the email sent to the OECI members was calcllagedercentages of
respondents that do involve patients, are planningrteolve and are not planning to involve patients
in the developmentevaluation and improvement of clinical pathways were calculatét

percentage of hospitals that do link back the result of the actions taken after receiving the patients
feedback was daulated.Some hospitals did give a range of the patient voluiiveo hospitals

reported a range. The median of these ranges were repoedann Whitney U tests was

performed in order to examine whether there was a significant difference in the number of

Ay@2t @3SYSyl YSGK2Ra dzaSR 0S¢ S 3shdidaconipmiemsiBey a A @S
cancercentres SI NE2y Qa NK2 gl a OFf OdzZ F SR G2 S@Iftdad a$s

patient volume and number of used involvement methods.
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3 Ethical considerations

3.1 Data storage and accessilyilit

This thesis and data will be stored at the university of Twente in the Netherlands for 15 years. This
term starts as soon as this thesis is defended at the university of Twente. @mlyttior of this

thesis, Elmar Hartman, and the superviséhgf.drwW.H. van Harten (chair of assignment

committee), Prof.dr. S.Siesling (assignment committee member) and Dr. A. Wind (external
assignment committee membenyill have access to the data.

3.2 Study registratiomnd medical ethical review committee
This resarch is registered by the ethics committee of tRehavioural, Management and Social
sciences (BM$jculty of the University of Twente, Enschede, The Netherlands.

The medicatesearchethicsreview committee (MREC) of the Radboud University in Nijmegé#rei

Netherlands has reviewed the research proposal. The MREC concluded that this researchnis an no

WMO (Dutch: wet medisetvetenschappelijk onderzoek, English: Medical reseémeblving Humans

act). The a copy of the declaration given per mail candomd inAppendix2. The declaration is

GNRGOGSY Ay 5dzi OK® WdzR3ISY Sy iegulatoif and iw@inci@ldonly Wkl o I & SF
in the Netherlands.
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4 Results

4.1 Methods used in literature

Thesearch key$rom paragraph 2.1resulted in 1105 hits of which 24 articlgem various medical
fieldswere included in thescoping reviewOf the 112 articles that were rea88 (78 6%)did not
involve patients in the development, evaluation or improvement of clinical pathways. Thdetemp
selection procedure of articles can be foundigure 7.

Search keys
1105 hits

Abstracts read
N=465

Not related to, or different concept of,
clinical pathways
N=259
Language exclusion

N=26
Not available or accessible
N=6
Retrieved in previous search keys
N=62

Avrticles retrieved and read
N=112

Patient involved
N=24

Patient not involved
N=88

23 methods
N=2

1 involvement method
N=10

2 methods
N=12

Figure7, Selection procedure articles

4.12 Results

Of theresulting24 articles, 6 articles (25%) were related to oncoldgye articles (20,8%) could were
not related, or could not be assigned to, a specific medical.fiedhe number of articles of the other
medical fields could be found rable 3which is an oversight of the included articl€¥.the

included articles, 833,3%) reported the development, 8 (33,3%) evaluation and 3(12,5%)
improvement of a clinical pathay. Three articles (12,5%) reported that the pathway was both
developed and evaluated. Two articles reported the combination of pathway evaluation and
improvement and one reported the combination of pathway development, evaluation and
improvement.

The thiee most frequently reported involvement methods were PROMS or survey2)N=1

Interviews (N=8) and Indicators (N=6ne articles that used PORMS or a suimdahe development

phase, namelBovero, Giacomo, Ansari, & Roulin, 20&®orted explicitly that survey was used in

2yS 2F (KS RS@St2LIYSyid aiSLla ddnalykeShe &rerigths agdf G KA & L
weaknesses of the current health systan an attempt tadentifythe improvements necessary for a

better health care modél ®
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PROMS andurveys were used itiree articles (2,5%) related to the development, and five articles
(20,8%) related to the evaluation, of clinical pathways. Intersigwgre reported in three articles
related to the development, three to the evaluation and two t@timprovement of clinical

pathways. Indicators were reported in two articles on the development, one on the development
and evaluation, two on evaluation amhe on improvement of clinical pathways. Other used
involvements were: calesign (N=2)Delphistudies (N=2), focus groups (N=5), simulation (N=3) and
workshops (N=3). Focus groups were in always used in combination with another involvement
methodnamely,dt whaQa 2NJ | & dzNWSpbried doyitihatibng af SvdlddethSds a
can be found irigure 8.

Used combinations of involvement methods

| I I
0
Co-design Delphi studies Focus group Indicators Interview

H Interview PROM's or survey Simulation

Figure8, Reported combinations of involvement methods of 12 articles

Two articles reported the combination B8 methods namelyiHaddow, et al., 201&ndRimmer, Gill,
Greenfield, & Dowswell, 2015he methods that were combined in these artiates be foundn
the next pagen Table3, which is an oversight of all artice

Table3, Oversight of included articles

Author Field Pathway stage Methods Number of
patients
Bao et al.2015 Oncology BEvaluation Indicators 971
breastand
colorectal
Bovero, Giacomo, Ansari| Oncology Development | Interview and PRON 13
& Roulin, 2018 Leukaemiaand or survey
pediatrics
Haddow, et al., 2016 Oncology Improvement | Codesign, 30
colorectal Interview, PROM or
survey, Workshop
HagglundBolin, & Koch, | Oncology Development | Focus group, 9
2015 lung interview
Huddy, et al., 2016 Oncology Development | Simulation 38
esophagogastric
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Walker, O'Sullivan,
Ziedins, & Furian, 2016

Oncology
gynaecological,
gastrointestinal
and colorectal

Improvement

Indicators,
Simulation

72

van Citters, et al2014 Orthopaedics Development | Interview, indicators| 2
Total joint
arthroplasty
Eubank, et al., 2018 Orthopaedics Evaluation PROM or Survey 171
Rotator cuff
disorders
Brannstrom, Furrst, Palliative care Evaluation PROM or Survey 260
TishelmanPetzold, & Liverpool care
lindgvist, 2016 pathway for the
dying patient
Dalking, Lhussier, Jones,| Palliative care Evaluation Focus group, 5
Phillipson, & Cunninghan| Terminal care interview
2018
van den Akke et al., Pulmonology Development | Delphistudy <153
2015 Obstructive
airway diseases
WHO, 2016 Pulmonology Development | Simulation, N.A
general indicators
Sharwood, et al., 2017 | Traumatology Improvement | Delphistudyand Unclea?
Spinal trauma interview
Swancultt, et al.2017 Traumatology Evaluation Workshop 108
general and
Improvement
Farndon, Stephenson, Cardiology Evaluation PROM or survey, |21
BinnsHall, Knight, & Peripheralrterial indicators
FowlerDavis, 2018 diseases
Conquest, Jacobi, 8kier, | Dentistry-general | Development/ | PROM or survey 42
& Tennant, 2014 Evaluation
Elwell, 2014 Dermatology Development/ | workshop N. M3
cellulitis Evaluation
Grant & Chik&zerioha, | Endocrinology Evaluation Focus group, N. M3
2014 diabetes Interview
Huepe, Langbrandtner, | Gastroengerology | Development | PROM or Survey | 462
& Raspe, 2014 inflammatory
bowel disease
Carnes, et al., 2017 Other-social BEvaluation Interview, PROM or| 486
prescribing survey
Kelemen, Surman, & Other Development, | Cadesign, PROM o 25
Dikomitis, 2018 Healthresearch | Evaluation survey
and
Improvement
Morel & Cano, 2017 Other- Evaluation PROMS or survey | N.M?
Rare diseases
Rimmer, Gill, Greenfield, | Other- Development | Focuggroup, 8
& Dowswell, 2015 Faecal and Interview, PROM or

incontinence

evaluation

survey
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Smith, S.R, 2017 Other Development | Focus group, PROM 5-60*
Clinical pathway or survey
design
1153 different stakeholders, including patients were involved. No exact number of involved patients was @ingrmentioned 10

patients per clinic, no exact number of clinics was gi¥eported patient involvement, no number was givéiumber of patients that is
involved in network of advisory councils of the Christiana care health system.

Articles on the dvelopment of clirdal pathways involved-262 patients whereas articles on
pathway evaluation involved-®T M LI GASYyG&dd LYy FTRRAGAZ2YZ I NIAOf Sa
general, involve a higher number of patients

It can be concluded from th&drature study thathere is a large variation in number of patients that

are involved in the development, evaluation or improvement of clinical pathways. Most publications

RAR dzaS 2yS 2NJ (g2 YSGK2Ra (G2 Ay @2erdge@sddlthier Sy das
mog frequent used method. Focus groups are only used in combination with another involvement
method.
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4.3 Patient involvemerity the OECinembers

A recent study among 59 OECI memlmmonstratedthat 81,4%(N48) of 46centresinvolve
patients in the design of services and improvement of care. Nine of the 11 centresothat d
involve patients in thelesignof services and improvement of care adaqming future patient
involvement. Irfigure9, 6 KA OK A & ®iguell&Sde VariokR 201&dan be seen that most
patient involvement programmes started between 1 and 10 years @igee the start of the patient
involvement programmes, 54,366 46 centres involved more than five patients, as is visualized in
figure 10.

N=48
L (N=46)

02
®25
@ Between 1 and 5 years More than 5
@ Between 5 and 10 years

More than 10 years ago FigurelQ, How many patients were
involved since the start of the
involvement programni& copied
from "Miqueu & de Veeriola, 2018

Figure9, When did centres started involvin
patient?> O2 LJASR FTNRY «a
Valeriola, 2018".

The impact of patient involvemelid measured in 12 centres by using indicators that were specially
developed for measuring the impact the patient involvement programme implementationhe
involvement of patients did demonstratdear orminor changesr 89,6% of the centres.

The vision and experience on the patient involvement programmes did vary among the 59
participating centres.

Onecentrearguest 2 S NBI f f & @I f dzS thArdadyd2 lANG AB i (h SNV D 2 (RBS & 2 Wik
anddigital panel icluding over 4000 patients. They play a really important role in our organization

A N"w A A w

YR GKS AYLERNIIYyOS Aa SEOSSRAYy3I SOSNE RIF&¢
Two other centres reported that they have challenges in the patient involvement programme.

G2S 2F0GSy '$tReyp&SBIAYiNGoke piatients, or involve patient
advocates, or involve patient organizations?

2SS INB Fd  322R £ S@OSt 2F Ayg2f dSYSyid odzi GKS C

Other challenges in the involvement programmes are, among dttiegs, that voluntary
associations do not accept or understand the philosophy of involvement, discassitigversial
issues or when involved patients diiqueu & deValeriola, 2018)
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4.3.1 Involvement methods survey.

The emailvith the invitation to participate in the surveyas sent to the all participants of the OECI
patient involvement study (N=58). A delivéajiure notification was receiveadm four participants.
The survey was completed, after a month, by EBdDmembers, of whigight 63,3% are
accredited as a comprehensive cancer centitgecentresdid have on averagenannualpatient
volumeof 6633+6456new patients. The number of respondents per country is visualizefiginre

11

Figurell, Number of respondents peountry

Thenumber of respondents that reported patient involvement in the development of clinical
pathways isl4 (93,3%. Thenumberof respondents that reported patient involvement in clinical
pathway evaluation and improvementi8 (86,7%). Ten respondents (66,6%¢ported that the
results of the involvement were linked back to the patient

Not all hospitals that did involve patients in the development of clinical pathways (are planning to)
involve patients in the pathway evaluation or improvement. However nim@ber of respondents

that does involve patients in the evaluation and improvement of clinical pathways is equal to the
percentage of respondents that do involve patients in the development of clinical pathways, namely
6 (N=0%.

Arespondentfrom Russidhat isnot planning to involve patients in the evaluation and improvement
of clinical pathways argues:

Gt S2LX S oA 0GK2dzi Y S RanbtrafionaByRedalDateicAney care gy&iteméamid?
financial aspects of care can't be involved #mely donotkowY 2 NB G KIy a2YS o6l aa

A Respondenfrom Estonighat both does not, but is planning to, involve patients in the clinical
pathway developmenandevaluation and improvement motivates their choice fdanningto
involve patients:

dn short, physicianare capable to develop clinical pathways for any diseases or tumour types.
However, it is important to involve patient as they are the ones who avdhlthis treatment journey.
There maye aspects that physicians and nurses are not aware of, but tleateny important to the
LI 6ASyGa FyR GKSANI NBtIFGAGSadé

Another respondentrom Italythat is planning to involve patients in the development of clinical
pathways has already experience with involving patients. Their involvement program was stopped
due to aganisational problems, as quoted below.
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GThere was a previous experience of involeet (2016) but it was not so successfully because of
organizational proble@ @ &

The motivation of respondents that involve patients in the development, evaluation and
improvement of clinical pathways was in general that patient involvement recognizeBsiesiing

to the patient is important and that the respondents task isésve the patients. Two motivations of
respondents are quoted belowhe second motivation wasvgin by the respondent from Russia that
involves patients in clinical pathway develogmi, but does not and is not planning to involve
patients in the evaluation and improvement of clinical pathways.

dThere is a recognition of the importance of listenioguhd involving the service use

oOur work is for patients, if we can make canceeaapre comfortable and successful for patients
thanks to the ideas of patient organisation we should follow this motivation and take into
consideratiore

The motivatiorfor respondentgo link back results wa® show patients the impact of their
involvement, to avoid misunderstandings in communication and that linking back results influences
the overall patient involvement. Twibie respondentghat link back the results tehow respect

from Denmark and Italystated:

GCSSRol O]l Aa @GAlGlt Ay akKz2gAy3ad LI GuSyida GKIFQ
WS o0StASPS GGKFG IABGAY3I ol O]l GKS NBadzZ da Aa

All centres reported a mulinethodapproach for involvingatients. In tota) 10 different involvement
methods werereported. The average number of combined methods in this mm#thod approach is
3+1 and ranged between 2 and Bhe most frequent used methods are focus groups (N=7Yyviates
(N=4), Surveys (N=4) and PROMS (N&B)respondents thatreported the use of focus groups
combined the focus group withhather method such assurvey (N=2), interview (N=1) or both Rx(
One of the two respondents that did use a focus grougoimbination with a survey and interview, did
Ffa2 dzaS | LI A SDespiteth2 KunimdenoResponderasQdere is no significant
difference betweent / /af@dhon/ / /ifx@mber d used involvement methods $®,05).There is

no correlation between annual patient volume and number of involvement methods that the
respondents used£0,000;P=1).

The results of the survegre comparable to the results of the literature studie mog frequently

reported involvemenmethodswerefocus groupsh Y 4 SNIPASg6a> twhaQa | yR adzND
are opposite results on the percentage of articles or institutes that reported patient involvement.

Literature reported ir21,4% patient involvememhereas patient involvement in development was

reported by 8,3%, and for evaluation and improvement by 86,7%, of the respondEnése is no

significant difference between CCC and#ioh / Q&4 Ay (GKS ydzYoSNJ 2F YSUK2RE
involve patiens and there is no correlation between the number of used lvement methods and

annual patient volume of a respondent. Differences in the (motivation of) patient involvement in

clinical pathway development, evaluation and improvement might be caused|toyalwor

normative differences between respondents that werat taken into account in the data collection

and analysisvVariousinstitutes do face problems regarding to structuring the patient involvement

programme or choosing the best involvement methdespite reporting clear or visible changes

after implementdion of patient involvement programmes.
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4.3 Structured patient involvementase descriptions

hyS 2F (KS NBdeudd¢ Rabrigli Statell §hat their challenge in the patient
involvement programme is structuring the involvement programmeo Tad-OECI members do have
structured patient involvement programme namely, the Christie NHS foundation trust in the United
Kingdom and th&arolnskainstitute in Sweden.

4.3.1 Christie NSH foundation trust

The Christie NSH foundation trust uses therugeolvement structureof Macmillan Cancer Support
(MCS). The user involvement prograonsists opathway boards, working groups and support
groups. Each board and group are working on the following principle:

GAn equal and reciprocal relationship bewvea team of professionals and service users who have
FaANBSR (2 62N] Ay LI NILHYSNEKALI Ay 2NRSNJ G2 F OKASZ

A pathway boardn the MCSexistsin principleof two people that are affected by cancend are
serviceuser representativessome patlway boards do include more than two people, such as
pathway boards of rare cancefBhe pathway board members have contact wihproXmately, ten
patients in order to collect feedback and assure a certain level of representatityever, during
the phone call it was acknowledged thabntact with ten patients per pathway board member can
put the degree of representativity at riskne membership of a pathway board has in principle a
duration of two years. The performance of the board(member) is evaetuafter this period. After
this evaluation, the pathway board member can continue his membership for another two year or
end his membeship.Most pathway board members do leave the boafter two yearssincemost

of themwant to resume their work and ber activities that they had before they became a person
affected by cancer.

There are no specific requirements for becomingathwayboard membey as long as the training

given by Macmillan cancer support is followed. This training consist of an ictiodwn the

programme and a conversation on the expectations of the (potential) service user representative and
programme managers (Psnal communication with P.Daley from Greater Manchester Cancer,
Manchester, The United Kingdom on 13 March 2019).

Theuser involvement structure of Macmillan has various levels of user involvement. The lowest level
of involvement is the pathway boardlfowed by the user involvement steering group and Greater
Manchester BoardGreater Manchesterdhcer, 2019)The entire Macmillan user involvement

structure can be found iAppendix3.

In 2015, the results of a Nation@hncer Patient Survey showed that patients of Greater Manchester,
on average, marginally rated the overall care higher with @8 8ompared to the average rating of
overall care in England, which was 8,7. However, the range of the rating of overallittanetfne

trust, of which Greater Manchester care is one of the members, ranged between 8,57 and 8,98
(Greater Manchester Combined Authority, 2017)

4.3.2 The Karolinska institute

The Karolinska institute in Stockholm, Swedtid,set up a network of patient empowerment groups

in the institute. The goal of this groups is to assure patient involvemergpesentation in (1) The

care that is provided, (2) Hospital management and (3) Politics. The first grouphth&l £ ¢ 6 f S
GradzL 3 formed by a multidisciplinary team consisting of physicians, nurses, patients and other
healthcare professionals and foses on care of a specific patient group. The group is led by a
physician that is responsible for the care of the specific patieoup. The discussions in the oval

table group are related to tactical and operational issues such as implementing a new test
renovating a waiting area. The selection of patient for being a representative in this groyptnot
structuredat the contact moment with the Karolinska institute (April 2019).
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The second group is the strategic group which communicates with the mareaef the hospital
and discusses issues that are related to strategic decision making. The members of tjgcstrat
group are recruited via vacanciéhere were more interested people interested in participating in
the strategic group than vacanciefen the strategic groups were formedheefore a reference
group was formed. The patients that were interestegbarticipating in the strategic group, but did
not became a member of these groups, were offered a place imgfezence group This reference
group can beonsulted by the strategic group. The reference group has 30 members and enggwts
times a year.

The department of patient safety educates all the patient representatives of all previous mentioned
groups.

The last group of involved patitmis the regional group. In Sweden, hospitals have to report to the
regional authorities. The regional groupsatisses the regional issues and have contact with

politicians. The regional group is formed by members of different patient organisationsBers
communication with E. Gustafsson and S. Wallberg from the Karolinska Institute, Stockholm, Sweden
on 11 Aprik019.
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5 Discussion

5.1Literature

This research evaluates the involvement of patients in the development, evaluatibn a

improvement of clinical pathways in literature and practig&, 4% of the articles that were redd

the literature studyinvolved patients in the development, evaluatior improvement of clinical

pathways of which a small majority of the articles (N8 reported the use of a mulihethod

approachh ¥ (G KS @I NR2dza Ay @2t @SYSyild YSGK2R&a&X F20dza 3l
surveys were the most frequently perted involvement methodslt was found during the literature

search that most artles do not report the information that is required to determine the pathway

type. This information could be useful since it is likely that it is easier for hospitalgigematient

in chainpathways than in welpathways due to the difference in compigy. A distinction between

t whaQa [ ydouldhardlydzbli@iein the literature search since a number of articles
NELR2NIGSR (GKS dzaS 2F twhaQa o6& dzaAy3a | &adiNWBSe SEL
of a survey. Since this distinati@ould hardly be made in literature,w h a (d&unleys were
deliberatelyseparately listed as an example of involvement method in one of the survey questions.

5.23urvey

The results of the survey that was sent to members of the OECI has, concernirsgthe

involvement methods, similar results. Thrst frequently reported involvement methods in the
literature survey were the same methods the most frequently reported methods is¢bping

review, except the use of indicators was not reported in the eyras most frequently used
involvement methodThese reported methods are the same methods as the methods that were
suggested i'vanhaecht, et al., 20120 contrast to thescopingreview, a majority of the centres did
report patient involvementn the development (93,3%)evaluation and improvemer{86,7%)of

clinical pathwayslt is however unknown which pathway development method was used by these
centres.Asmall majority (66,6%) linked back results of the involvement to patient(representatives).
All centres did use a mukinethod approach. Focusaups were, similar to thecopingreview,

always combined with another methoBespite the low number of respondents) significant
correlation was found between the number of involvement methods and anratéémt volume of a
centre and there was nosignF A OF yi RAFFSNBYOSL/ 6 8&Gao Sy KL/ gdzyb gR
involvement methodsThe motivation of centres to involve patients is in general that the centre, by
involving patients, recognizes thattésing to the patient is important and that theentrestask is to
serve the patients in the first placElowever, arguments against the involvement of patients in the
evaluation and improvement of care were also given by a number of respondents. It eaguesl

that the choice and arguments not inlve patients could be caused by differences in culture.
However, the respondent that had a comprehensible argument against patient involvement in the
evaluation and improvement of clinical pathways, did alsavjate a comprehensible argument in
favour of mtient involvement irthe development phase of clinical pathway$e arguments for
linking back results, which was done by 66,6% of the respondents, were comparable to the
arguments for involving patients narlygo show patients that their opinion matterfkesults were
linked back to patient representatives or directly to patients by using digital methods.

5.3 Caselescriptions

The patient involvement structures of the Christie NHS foundation trust in thet)&iingdom and

the Karolinska Institute in Stockholm in Sweden could be used as examples for how patient
involvement in clinical pathway development, evaluation and improeincould be structuredThe

case of the Karolinska institute demonstrate that egé&proportion of patients could be willing to be
involved, since they did create an extra type of involvement group due to the large response on the
involvement vacancie®oth structures use boards on multiple organisational and political levels.
Patiens receive in both structures education about the involvement before they are enrolled in one
of the boards. When involving patients, the degree of representativity of adomarst be
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considered. One of the concerns of the Christie NHS foundation truatriglg that a small number
of board members could potentially put the degree of representativity at risk, although pathway
board members have contact with other patients abthe clinical pathway.

5.4 Conclusion

It can be concluded there is large variatiom methodological approach in literature and clinical
practice concerning patient involvement in clinical pathway development, evaluation and
improvement. Tie most frequetly reported methods for patient involvement in the development,
improvement and ealuation of clinical pathways, in both literature and by cancer institutes, are
F20dza 3INBdzLIAE AYUGSNWASGas: twhaQaz adaNPSea |yR
reported in literature. There is no significant difference between comprehemsimeer centres and
non-comprehensive cancer centres in the number of used involvement methodtharelis no
correlation between annual patient volume and number of usesivement methods. Results of
patient involvement are linked back to patients byngsdigital methods or via patient

representatives. The large difference in percentage of articles that reported patient involvement and
percentage of cancer centres thatdieport patient involvement may indicate underreporting of
patient involvement irscientific articles.

The variation in methodological approach for patient involvement in the results of our scoping
review and survey indicates that the best practices fatignt involvement in clinical pathway
development, evaluation and improvement araknown In addition, it is unknown how much is
spent in order to involve patients in the development evaluation and improvement of clinical
pathways while the effects arathergenerally described and based on assumpti@izn, Doyle,
Matthews, & Barlow, 2014)t is therefore recommended to study the cdmtnefit analysis on
patient involvement in clinical pathway development, evaluation emprovement. Results of a cost
benefit analysis can contribute to the identificatiof the best practices for patient involvement in
clinical pathway development, evaluation and improvement. The cost benefit analysis should
discriminate between the variamethodological approaches and pathway types.

Our second recommendation is to sty patient perspectives regarding to involvement in the
development of clinical pathway development, evaluation and improvement. As one of the
respondents of the OEXACPPaports that they are not certain about who should be involved,
patients or patientrepresentatives. A study on patient preferences for patient involvement could
identify what patients preferer: direct involvement or indirect involvement via a patient
representative. A preference study could also be used to identify which methodologisadach is
preferred by patients.

Our last recommendation i® encourageesearchers to report patient involvement in literature on
clinical pathway development, evaluation and improvement since the results of the scoping review
and survey indicate thaiatient involvement is underreported in literature on pathway
developmentevaluation and improvement. The causes of the underreporting of patient involvement
are however unknown
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Appendixl. Surveyon patient involvement ntbods used in practise
Organizationof patient involvement in

hospitals

Start of Block: Default Question Block

Q1 Fowhich organization are you filling in this survey?

Q2 What is your fuction at this organization (e.g. physician, researcher, etc.)

Q13 How many years are you working at this organization?

Q3 Dos your organization involve patients in the development of clinical pathways?
Yes (1)
Not yet, but we are planning to involve patients in the future (2)

No, and we are not planning to involve patients in the future (3)

Q4 What is the motivation of yowrganization for doing this ( this = answer on previous question)?

Q5 Does your organization involve patients in the evaluation or improvement of clinical pathways?
Yes (1)
Not yet, but weare planning to involve patients in the future (2)

No, and we are not planning to inve patients in the future (3)

Q6 What is the motivation of your organization for doing this ( this = answer on previous question)?
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Q7 Which methods (survey, interviews, focus groups, PR®COMS, etc.)does your organization
use or is planning to use for involving patients in the development, evaluation or improvement of
clinical pathways?

Note: Skighis question if your organization does not involve patients in the development,
evalwation or improvement of clinical pathways.

Method 1 (1)

Method 2 (2)

Method 3 (3)

Method 4 (4)

Method 5 (5)

Q8 Does your organization link back the results of the involvemethigtpatients or is your
organization planning to do so?

For example: Sending an email to patients with information on the actions taken after involvement.

Yes, we link back using: insert method (1)

No (9

Q9 What is the motivation of your organization for dpiis (this= "answer on the previous
guestion")?

End of Block: Default Question Block

Start of Block: Block 1

Q10 What is (the ¢snation) of the annual cancer patient volume of your orgation?

Q11 Is your organization a comprehensive cancer center?

Yes (1)

No (2)
End of Block: Block 1
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AppendiX2. Non WMO declation

24-4-2018 Uriversity of Twerie kad - 2019-5406 riet WO-plichitig

UNIVERSITY

2019-5406 niet WMO-plichtig

2 massages

commissiemensgebondenonderzoeki@radboudume.nl Wed, Apr 24, 2019 at
<commissiemansgebondenonderzoeki@radboudumc. ni= 1232 PM
To: e.d hartman@student_utwente. nl

Titel: Patient involvement in dinbcal pathway development, evaluation, and improvement
Dossiernummmer: 2019-5406

Geachte heer Hartman,

In antwoord op uw brief van 16 april 2019 bericht ik u als wolgt

In bovernvermeld onderzoek worden de betreffende ondermoeksdeelnemers niet aan (zodanige) handelingen onderworpen of
wordt hen geen (zodanige) gedragswijze opgelegd, dat het onderzoek moet worden aangemerkt als een ondermoek dat onder de
‘wet Medisch-wetenschappelijk Onderzoek [WhO0) valt. Voor de uitwoering ervan s dan ook geen positief oordeel vereist van
de CMO regio Arnhem — Mipmegen of een andere erkende toetsingscommissie.

Dit oordeel is tot stand gekomen na bestudering van de volgende documenten:

A Aanbéedingsbrief van E. Hartman d.d. 16 april 2019
C Onderzoeksvoorstel, ontvangen dod. 16 apnl 2019
F Vragenlijst, ontvangen d.d. 16 april 2019

e commilssie zou overigens willen adviseren de witleg voor kandidaat deelnemers te herschripven in eenvoudiger te begrijpen
taal.

Het bovenstaande laat ormverlet dat bij de uitvoering van het onderzoek de toepasselijke (rechisjregels, bipoorbeeld met
betrekking tot de privacy, in acht moeten worden genomen. Verder raad ik u 2an in uw eigen centrum na te gaan welke
toetsingsprocedures ter plekke gelden ten aanzien van onderzoek dat niet onder de WO valt.

Ik vertrouw erop u met dit bericht van dienst te zijn.

Met vriendelij ke groet,

Drs. R.B. Keus, vicevoorzitter

hitps:imal google comimailiu Tlke2e1ca240Talview=pllsearch=all&parmihid=thresd-FeIA 1631601 166044 3543068 simplermag-MLIAT1E31601_.. 13
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Appendix3. Macmillan patient involvement structure.
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