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NEND: FW: update on PaRIS survey Agreement

From: VAN DEN BERG Michael, ELS/HD
sent: 06 December, 2021 10:43 AM

To: |IN7Y 1wr-¢<asher.salmon@MOH.GOV.Ip
Cc: GUANAIS Frederico, ELS/HD <Frederico.GUANAIS@oecd.0rg>, COLOMBO Francesca, ELS/HD

<Francesca.COLOMBO@oecd.Org>; ELS PaRIS Survey <paris surve @oecd.0rg>
Subject: update on PaRIS survey Agreement

Dear Asher,

| am following up on our recent conversation online about next steps on PaRIS. We are fully aware that the
pandemic has put a lot of pressure on countries and that this has especially impacted health authorities. In lsrael,
there has unfortunately been an accumulation of circumstances that have caused significant delays on PaRIS. We
are grateful for Israel’s commitment to the PaRIS initiative since the beginning and your continued commitment
despite the challenging situation.

As explained, there are currently serious delays for Israel in the implementation of the field trial. Our contractor, the
PaRIS consortium, has also informed us that keeping up with other countries is not feasible as data collection 1s
about to start next month. | would like to take this opportunity to summarise what we discussed and also to clarify
our proposal to facilitate an extension of the timeline for one year.

We have asked the consortium to provide us with an offer for extending the timeline of the project for one country.
This offer covers mainly:

e Keeping their infrastructure (such as the online survey platform) in place for an additional year

e Keeping dedicated staff in place for an extra year

e An extra round of data cleaning, quality checks and data analysis

e Continued technical support

e Project management and liaison with the NPM

e Completing the rest of the translation process by cApStAn

This extension of one year for one country means that we are not able to keep the economies of scale, and our
contractor has indicated that these additional costs would be approximately 75 000 Euro. On top of this, we also
have to factar in the extra costs for the Secretariat. However, we consider the participation of Israel extremely
important and therefore, we can make an effort and cover part of these costs from our existing budget. This means
that we would need from lIsrael a contribution of one additional year at the same rate that was previously calculated
(being 54 296 Euro), to be made in the year 2024. This will bring your total contribution to 217 185 euro, to be paid
over the period 2022 - 2024.

If you could let me know whether you agree with this way forward, we will draft an amendment to the Partition
Agreement, | will send a draft to you before sending the version for signing. The Amendment would also include a
couple of standard conditions, which | do not expect would cause any problems (such as agreeing with all the
existing standards and committing to centralised data collection)

please let me know if you want to further discuss this.

Best wishes,

G)/ OECD 6c)/MiCh39| van den Berg

[7iny 'on]
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PaRIS-SUR

Joint development of roadmaps for surveys in
participating countries

International survey on outcomes and experiences of
people living with chronic conditions (PaRIS survey)




Summary

Purpose of this document
The purpose of this document is to inform National Project Managers (NPM) how, and on which
topics, the PaRIS consortium will collaborate with them in converting the general survey design
into country-specific procedures and activities to enable the implementation of the survey.

Project context

The PaRIS Survey for People Living with Chronic Conditions, commissioned by the OECD, will
collect and benchmark information on primary care for people with chronic conditions, in order
to support countries in improving care service delvery

From general to country-specific survey design
The details of the specification of the general study design for each country will be laid out in a
Country Roadmap (CRM). The CRM will guide the NPM and their team in order to carry out the
survey in their own country.
CRMs will include the following sections:
—  Communication and engagement plan for stakeholders, policy makers and patients
- Alignment with national priorities in primary care and care for patients with chronic
conditions
Sampling and recruitment of providers
- Sampling and approaching patients
- Data collection protocol

Roles, responsibilities and communication

In supporting the development of CRMs, NPMs will gather and provide information on national
health care context, sampling frames, ethical review processes and survey approaches. NPMs
will do 50 in conjunction with the member of the PaRIS consortium allocated to their country,
who will assist with the adaptation of the general study design. In addition to the usual modes of
communication, an IT environment will be developed to facilitate communication and
menitoring

Activities in developing the CRM
The following activities have been identified provisionally:
~ First contact between local teams and consortium
Information to be gathered on the country (health care) context
Involvement of stakeholders and policy makers in order to create support for the survey
Guidelines to be developed for sampling and recruitment of providers and patients
- Adopt / adapt data collection protocol
Obtaining ethical approval for the survey
Establish country roadmap

Annexes

The annexes to this document provide details on what needs to be gathered, answered and
organised in the various activity domains towards the development of a CRM. These are:
Annex 1 - Availability of institutional support

Annex 2 - Specification of the survey design
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1 Introduction

1.1 Purpose of this document

This document, explains

How the PaRIS-SUR consortium intends to collaborate with countries,

- Which and how PC providers will be sampled and recruited,

- How patients with chronic conditions of these providers will be identified, sampled and
approached;
Whether certain national policy priorities can be combined with the PaRIS survey (e.g. the
option of adding questions to the survey);

—  The details of the data collection;

—  Which information and background data on the PC system in the country' will be needed and
how these will be gathered

Before addressing these practicalities and the mutual responsibilities, this document will describe the
project and the context and challenges of this international study

1.2 Context of the PaRIS Survey of People Living with Chronic Conditions

The PaRIS Survey of People living with Chronic Conditions has been commissioned by the
Organisation for Economic Cooperation and Development (OECD), on behalf of its members. It aims
to collect and exchange information on primary care for people living with chronic conditions, and
thus supports countries in IMproving care for these groups of patients. Care for patients living with
chronic conditions benefits from integration of community-based primary care services and high-
quality medical specialist and hospital care. The policy brief that the OECD has published on the
importance of this care ina time of rising needs for chronic care, states the following

Far reasons of ~eadabiiity we use the 1e7m cC intry, out came cases. this coud be repiaced by an other ge raphical umit, e g aregon, provinge




‘ “As populations age, and more peaple suffer from chronic conditions, additional pressure is
placed on primary, community and ambulatory health care services, which typically are the first

h points of contact with the health system. These services manage and treat people with chronic
conditions, support self-management of their health and advise on health pathways. Because

| patients with chronic conditions often receive fragmented care from multiple health care

\ providers, they are at risk of complications and errors. For health systems, this adds to cost.
While primary health care is asked to modernise and address rising needs of populations, many

countries struggle to measure what happens within primary health care, with little information

and data available on outcomes for patients and performance of health systems. The PaRIS

survey of Patients with Chronic Conditions fills in this critical information gap in primary health

care, focusing on:

| » Patient-Reported Experience Measures (PREMS), which measure how patients experience

‘ health care and refers to practical aspects of care, such as care co-ordination, waiting times

and provider-patient communication.

e Patient-Reported Outcome Measures (PROMS), which measure how patients assess the

‘ results of the care they receive. PROMS contain information about outcomes such as quality

l of life, pain, physical functioning and psychological well-being”.

The International PaRIS Survey of Patients Living with Chronic Conditions will be carried out by an

international consortium, in collaboration with participating countries and the OECD Secretariat. In
each of the participating countries an NPM will be appointed as the focal point for coordination of
the activities in that country. Usually, NPMs will be assisted by a team of experts for specific tasks.

1.3 Collecting comparable data from different health systems

Many countries are facing similar challenges in health care, such as how to best organise care for
patients living with chronic conditions, and are looking abroad to identify best practices.
International comparative studies, like the PaRI5 Survey, potentially have much to offer for health
care providers and decision makers in this respect. However, as health care systems differ
substantially in terms of structure and construct, a balance needs to be found to determine the
appropriate requirements for international comparisons.

An obvious approach to achieve comparability of results across countries s to standardize methods
of sampling and data collection, so that differences in results cannot be attributed to differences in
the methods applied. However, standardized methods may not be feasible or appropriate in every
country, and accordingly, some adaptation will be inevitable. While making such adaptations, the
comparability of results across countries should be safeguarded as much as possible.

For the implementation of the survey, an assigned consortium partner institute will closely work
together with the NPM of a participating country’. The aim is to jointly translate the general study
design into the best fitting local approach for this country. The result of this translation process will
be provided in a CRM for the implementation of the study in that particular country. The CRM will
specify the strategy and details of the activities to be undertaken; major ones being mentioned
above in section 1.1

Natianal Project Managers (NPM4) nave been appo nted by thes country to imolement tne PaRIS Survey for People with Chranic Conditions




1.4 structure of this document

The next chapter will outline the roles and responsibilities of the NPM and the consortium, the
working modalities and various activities in working towards the CRM. In chapter 3, these activities
will be described in more detail, in terms of exploring the national context of the survey, in drawing
the samples of providers and patients, and in obtaining mandated ethical approvals. The final
chapter contains a time schedule of activities. The two annexes of this document describe how NPMs
and the PaRIS cansortium will work together to identify the availability of institutional support for
the survey in the country and how the general survey design can best be adapted into the national
approach.

Not all collaborative activities between the NPM and the consortium will be included in the current
document (and its annexes) or in the CRM; sometimes only references will be made, and details will
be worked out separately. For instance, this applies to the procedures for the translation of the
survey questionnaires?

The collaboration between the consortium and the NPMs will be facilitated by various tools and
instruments. 1T structures to facilitate the collaboration are currently being developed and will be
used to share documents, communicate and monitor the collaboration. Furthermore, documents on
important issues will be made available, including: sampling guidelines, materials to facilitate ethics
review, translation and adaptation guidelines for the patient and provider questionnaires, quality
control procedure for translation quality, technical support plan for translation and cognitive testing,
and a cognitive testing manual.

in its current form, this document outlines the intended approach of the PaRIS consortium. In due
course, however, when NPMs will more and more provide their experiences and tools and
instruments are increasingly being jointly developed, the present document is likely to be subject to
extension and refinement.

| This document shou'd describe the ntended process that will br ng 1ne consortium, in close co labaration w'th NPMs, to a Country Roadmap
(CRM] for each country that will participate in the PaRIs survey However, certan essential activities, such asthe translations of the survey
questionnaires and tne submission of the ethical review, shauld have been completed already at the time this roadmag has to be delvered to OECD
These activities will also pe addressed i tne collabaraton of the cansortium and the NPM, but are largely out of scope for the present document

and will be dealt with separately




. Roles, responsibilities and communication

2.1 General roles of NPMs and the consortium

After countries have agreed with the OECD Secretariat to participate in the PaRIS Survey, a NPM will
be appointed to implement the survey in their country, in collaboration with the consortium NPMs
have a major role in supporting the development of the CRM for their country in line with the
general study design. To this end, NPMs will gather / provide information on the situation in their
country that is relevant for the implementation of PaRIS and will develop — in conjunction with the
consortium member — strategies for necessary adaptations of the general study design, without
compromising comparability of results. The comparability of results is an important requirement as
much of the added value of the PaRIS survey is the ability of countries to learn from each other
through comparisons

Each member institute of the PaRIS-SUR consortium will serve as the focal point for a certain number
of participating countries. This allocation, that enables a more tailored approach, can be based, for
instance, on previous experiences or collaboration with the country or available language skills. The
corresponding consortium member assists in coordinating CRM development and will be responsible
for maintaining alignment with the general study design such that results can be compared across
countries. To this end, the consortium member will share materials on the general study design, as
well as formats to gather and structure information of countries (see annex 1 and 2 for examples that
will be embedded in excel forms). Within the consortium, the CRM processes across all countries will
be coordinated to ensure consistency. For instance, any intended adaptations of the general study
design will be reported and discussed in order to coordinate adaptations across countries and
minimize the impact of such changes on comparability of results of the PaRIS survey. If there 1s a
concern regarding the impact of adjustments to the study design, the consortium will consult
external experts from the Technical Advisory Community® before taking a decision

2l Activities and intended division of responsibilities

The table below outlines the responsibilities of both the NPM and the consortium in developing the
CRMs. This table is provisional and not exhaustive.




Table 2.1 Activities and responsibilities of NPM and Consortium
Activities NPM Consortium

Informing NPMs about the survey details; clarification of questions
- - i ki

Providing information on primary care system andgackground data [ xxx )1
Eeaiie_n:enit;and procedure of ethical review - ] Xxx I 7 x__ |
crploration of sampling frame of PCproviders | x| X
E)Lmo_rathn of identification / sampling of patients w_»th ;hrcm. cond XXX | X '
Discussion of POSE'?'?_E*[SP_"]‘-‘”" with gegera% study design | XX XX ‘l
Info_rmgh_on on ‘similar solutions’ in other cqun}rie§ S . X \‘ XXX 1
_ommumcatlon to / involvement of national stakeholders f_or suppqu |oxx | X ‘l
rganﬁir_e_gular meetings within the cm{ngyjpd _”_V'E,E@r_t_'“ﬂ.__ XX J XX _ l
Monitor timetable / progress | xx X%
B .~ W | & |
Establishing final version of CRM (conform to h_n":&fla_n_) R | o 7

I The number of ‘x’ reflects the intensity of involvement

2.3 How we intend to communicate

Communication between NPMs and members of the PaRIS consortium may develop in many ways
based on working preferences, however, actions will be taken to ensure streamlining and common
modes of communication. This section provides an outline of a structure of communication for the
benefit of developing CRMs

231 Regular (phone or video) meetings and ongoing discussions via MS Teams/email
The NPM and the consortium member for the country should establish regular contact and be easily
accessible to one another. Regular meetings by telephone or video should take place once every two
weeks, from the start of the ‘intensive phase of working together’ (originally scheduled to start in
July or August). As working with a number of NPMs has started earlier, in this initial phase a lower
frequency could be appropriate The proposed frequency 1s not prescribed; it can be increased or
decreased depending on how the work unfolds, in particular in view of the agreed timeframe

Most exchanges between the NPM and the consortium will take place via the project management
platform MS Teams Each NPM will have access to a channel of communication with their consortium
partner. This channel will have restricted access, to ensure confidentiality between the NPM and the
relevant consortium member. For monitoring and coordination reasons, these channels of
communication will also be accessible to Nivel, as consortium leader, and Ipsos MORI, who are
overseeing development of the roadmaps. The OECD will also have access to this platform. More
information on the functionality of MS Teams will be presented to NPMs in the form of a “How to”
Guide

We envisage that most conversations between NPMs and partners will take place via MS Teams
(using the ‘Posts’ function). However, some conversations, for example, involving third parties, may
need to take place via email. NPMs will have direct access to their consortium partner via email. In
addition, a central project email address has also been set up for general queries about the project
(PaRIS SUR@nive! nl). NPMs may also contact the OECD directly at paris survey@oecd.Org.




If there are frequently asked questions or if information from the log file indicates common of
recurrent themes, meetings among all NPMs may be organised. At these meetings NPMs will have
the opportunity to share experiences and solutions for common 1ssues encountered during the
implementation of the surveys in their countries.

Note that MS Teams is not appropriate for sharing confidential information — separate tools will be
provided for this.

2.3.2  Exchange of materials

As illustrated in the table in section 2.2, the drafting of the CRM will primarily be completed by the
NPM. NPMs are expected to share drafts with their consartium member for review and guidance as
well as to facilitate meetings related to this process The consortium member will use drafts to seek
alignment where appropriate, along with the rest of the consortium in the pursuit of similar solutions
to similar constraints across countries.

it 1s important that the consortium member shares all relevant materials related to the methods and

design of the PaRIS survey with the NPM. The above-mentioned IT structures will facilitate these
exchanges between consortium and NPM.

PaRIS-SUK ] t devi ) t aif Country Roadmap
: y [




3 Activities in developing the CRM

3.1 Overview

This chapter provides the foreseen activities that the NPM and the consortium member will jointly
undertake in developing a CRM. In brief, these activities include:

_  First contact (getting to know each other)

_  Collecting information on the country context

~  Develop approach for involving stakeholders and policy makers

- Developing guidelines for sampling and recruitment

- Adopt the (adapted) data collection protocol

~  Obtaining ethical approval

_ Establishing the Country Roadmap
For each activity described in this chapter we have briefly outlined the input, process and output on a
global level (see figure 4.1 for an example). For many of the activities, more detailed materials and
procedures are currently under development. As soon as these become available, they will be
attached to this document as annexes and shared with NPMs.

i Activity 1: First contact

The first contact between participating countries and the PaRIS-SUR consortium will be initiated —in
most cases — by the consortium at the request of the OECD. The NPM and the consortium member
will introduce themselves to one another and explore the process ahead, including timelines and
division of responsibilities. This will contribute to a good start of the working relationship as well as
the start of developing a shared understanding on the current situation and potential challenges in a
country. As the NPM will usually not work on his or her own for this project, the team of the NPM
should be included in this first activity.

Start of working

relationship

« Start of shared
understanding of

i challenges in the

I country

| * Initial key questions of

| sountiies

Background and

Introductory

| expertise of NPM and Teleconference
Consortium member « Exploration of process of

| « Outline of collaboration collaboration

(this document)

1

Figure 4.1. First contact (Activity 1)

3.3 Activity 2: Collecting information on country context

3.3 A solid basis for decision making
A good overview of a country’s health care system, data infrastructures and relevant regulatory
issues is indispensable in order to understand the context of the study results. Information on these




issues will be the basis for many important decisions on tailoring the general study design to the local
situation. It will help the NPM and the consortium member to work on the CRM from a shared
understanding. In addition, it will help the NPM to substantiate many of the choices made to
stakeholders and policy makers in their country. Finally, this information will be important for the
consortium member to coordinate with the consortium on alignment of approaches across countries

3.3.2 Gathering structured information
To facilitate, structure and integrate the collection of all relevant information, the consortium has
developed a series of items (see Annex 1 and Annex 2) that will be embedded in an excel sheet.
Within this excel sheet, various sections are distinguished. NPMs will be responsible for coordinating
the inputs to the excel sheet, after with the contents will be discussed in detail with the consortium.
This is in arder to broaden and deepen the shared perspective of the challenges in a country, as well
as to explore possible needs for tailoring the general study design to the national context. Currently
the following sections have been identified:
Institutional support (Annex 1)
Relevant organisations of primary care (PC) providers; patient organisations
What can they do to support the survey?
- Specification of survey design (Annex 2)
sampling frame and procedure for PC providers
Methods for identifying and approaching patients with chronic conditions via PC
providers
. Ethics review procedures
. Availability of relevant background data and statistics

In addition, the PaRIS-SUR consortium will gather data on the structure, organization and delivery of
primary care in the country This information will be used to explain differences of the survey results
between countries. Much of the data required will be available from existing databases and NPMs
will be asked whether these data are accurate and up to date. In addition, NPMs and consortium
members will work together to fill any remaining gaps in information.

Shared understanding of
challenges in the

Gather and structure
information in Excel

«  Expertise and network
of NPM 1
« List of questions from sheet (NPM) \ country

|
|

|
|

consortium (Excel sheet) « TC discussion, possible « Basis for tailoring the
i refinements general study design to
l the country context
«  Possible implications of
national context for the
! implementation of PaRIS |

L ‘ in the country |

| ] IR el P——

Figure 4.2. Collecting information (Activity 2)




3.4 Activity 3: Develop approach for involving stakeholders and policy
makers

The involvement and support of stakeholders is crucial for the success of the PaRIS project. Their
support and involvement may be needed to carry out the data collection in an effective and reliable
manner. In addition, and perhaps even more importantly, stakeholders and palicy makers will be
using results of the survey to inform policies with the potential to make health systems more
responsive to patient needs. As such, the involvement of stakeholders and policy makers is not only
helpful for data collection, but should also provide a platform for meaningful interpretation of the
results and to translate these results into actions. So, their involvement will be important from the
beginning of the project.

The methods for stakeholder involvement may differ according to the administrative and political
structure of a country. These differences will be respected and therefore the general study design
does not impose any specific requirements of constraints. As NPMs can provide insight on the most
effective approach, they will be the leads in identifying and conducting outreach to appropriate
stakeholder groups. The cansortium will share experiences from their own country or that of other
participating countries. As an objective, the consortium will strive for the mutual agreement of the
NPM and consortium on the involvement of stakeholders and policy makers. In case essential
requirements of the survey will be at stake ar substantial delays become likely, the consortium may
need to lead in the decision-making process. In such cases, however, the consortium will ask advice
from the OECD Secretariat and consult the external experts from the Technical Advisory Community.

3.5 Activity 4: Developing guidelines for sampling and recruitment

351 Regions as a possible relevant level

In participating countries, substantial differences may exist between regions in policy and structure
of primary health care systems in some cases, these differences can be so profound that for the
purpose of the PaRIS survey, it may be advisable to consider such regions as a separate unit of
analysis, like a country or health care system. Implications of such an approach for implementation,
sample sizes and, eventually, costs of the PaRIS survey would be extensive however, so It 15
important to consider the implications carefully. The sampling guidelines should include a decision
and justification on how to deal with possible regional differences in the sampling procedure The
infarmation gathered in activity 2, together with considerations on the level of regions from the
general study design, will be the basts for deciding on the relevance of the level of regions and if
relevant, inform the way the level of regions will be handled in the sampling procedure.

Decision on relevance of
the level of regions

« Strategy for dealing with |
regional differences in
the sampling procedure

Information gathered in Consideration and
step 2 decision making on how

| * Considerations on to treat regions in the \
| regions from general sampling procedure \
\ .
|
|

study design
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Figure 4.3. Sampling guidelines and regional level {Activity 4.1)




3.5.2 PC providers
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Figure 4.4. Sampling and recruitment of PC providers [Activity 4.2)
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3.6 Activity 5: Adopt the (adapted) data collection protocol

The CRM should also specify how the data will be collected within a country. The procedures offered
by the consortium may be adopted in many participating countries with limited further
specifications, while other countries may require more elaborate additions or adaptations. In this
activity, the NPM and the consortium member will assess the extent to which the central data
collection protocol can be applied and will identify any adaptions necessary for the country

National data collection

+ TC discussion on

+ Information gathered in

step 2 [ applicability of central ‘ protocol that is ‘
Data collection protacol \ data collection protocol consistent with the
from consortium «  Exploration and central approach [

identification of [ ‘
necessary adaptations | 1 L
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Figure 4.6. Data collection protocol (Activity 5)

3.7 Activity 6: Obtaining ethical approval

Although there may be participating countries where ethical approval provided centrally at the
consortium level would be sufficient, we assume that, normally, in each of these countries national
ethical approval may be required for the PaRIS survey While ethics review is listed as activity 6,
preparations need to start as early as possible in order to ensure that ethical approval will be
obtained smoothly and on time The consortium will consequently provide materials relevant to
ethical review procedure, including the study protocol, models fora letter of invitation and informed
consent form and the (draft) survey questionnaires.

Importantly, the ethical review must be completed at around the same time that the CRM has to be
completed, so technically, the ethical review pracess will not be part of the CRM_ However, since
ethical reviewing processes can require substantial throughput time, we should, at least, need to
know as part of the initial exchanges what sort of ethics approval would be required, what would be
the steps, responsibilities and the expected timeline

| + Information gathered in TC discussion on National data collection

|

[ step 2 applicability of central ‘ protocol that is feasible
| i +  Data collection protocol data collection protocol ; for the country and

} from consortium | | « Exploration and consistent with the

i ‘ identification of
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Figure 4.6. Ethical approval (Activity 6)

3.8 Activity 7: Establishing the Country Roadmap

In the development of the CRM, the NPM will safeguard the feasibility of the implementation of the
survey 1n his or her country, while the consortium will safeguard the conformity to the general study




design, which enables the international comparability of results. To that end, both parties will
engage in a process of approval and consultation which will. normally, resultin agreement on the
text of the CRM. Draft versions will be produced and revised by NPMs based on review and
discussion with the consortium member. In case of dispute, independent experts from the Technical
Advisory Community will be consulted. In the unlikely event that no agreement can be achieved, the
consortium will take a decision on how to proceed In collaboration with the OECD Secretariat.




4  Timing of activities

4.1 Activities and sections of the roadmap

To help National Project Managers and the consortium to jointly plan the work on the CRM, a
suggested timetable is provided in Figure 4.1. This timetable is indicative and integrates the process
of activities outlined in section 3 of this document under Activities towards Country Roadmaps (see
table), together with the sections that will be in the CRM as 1t 15 NOW foreseen. These sections are:
Communication and engagement plan (e.g. among policy makers, stakeholders, networks,
general public)
Alignment with national health policy priorities (e.g. the option of adding questions 10 the

survey)

sampling and recruitment of providers

Sampling and approaching people recening care from these providers
Data collection protocol

Country specific questions

In the timetable the collaboration between NPMs and the consortium starts at the first of August,
whilst in reality the collaboration with many NPMs starts much earlier. This is because many
countries have committed to participation in the PaRIS survey at an early stage and already have an

NPM available. For those who join PaRIS a little bit later in the timeline, the Figure shows what is still

3 feasible timeline when starting 1n August

Figure 4.1 Indicative timeline for collaboration with NPMs on Country Roadmaps
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Activities towards Country Roodmaps

Chapters of Country Roadmaps
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Transiationg of the questionnaire®

* Included in the table for completeness further guidance will become available in separate documents
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