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We are on the brink of a new era.

As the IEEPO Position Papdrasg finalised, leaders from around the world are meeting to discuss
action on climate change. Increasingly, scientific evidence demonstrates that climate change is
impacting both people and the planetfrom the air we breathe to the water we drink; ey#hing is
inexorably linked.

The leaders and negotiators at COP26 in Glasgow, UK, have a monumental task ahead of them. The
future or our planet depends on them working together; to put their differences aside and address
some of the biggest challengesromorld has seen.

Change of this magnitude is also called for across our global healthcare systems, which has been
confirmed by the choice of topics at the 2021 World Health Summit. A paradigm shift is needed so

we can reconfigure how to distribute heatthre fairly and without prejudice around the world; and
underpinning that paradigm shift is the need for partnerships. The IEEPO Position Paper is called

Gl dzYFyAaAiAy3d KSFEEGKOINBY | OFff F2NJ ONI yaF2N¥EF(GA-?2
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stakeholder and crossorder partnerships both within and outside of the healthcare ecosystem,

working in step with each other and other leaders around theldor

We need to cultivate diversity, work across diverse cultures and put the needs of different people at
the heart of what we da; this is humanised medicine, a critical component to bringing about
transformative change to our healthcare system. We wadin the IEEPO community to lead this
transformation.
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The International Experience Exchange with Patient Organizations (IEEPO) is deuhtigtiative
that aims to improve healthcare systems around the world. The IEBP@unity has written a
Position Paper to help support this goal in two ways:

1. To unify their views on how healthcare services need to change to deliver better care for
patients
2. To make specific recommendations on how this change can happen

Attheheart& G KS t2aAdA2y t I LIISNIAa I OF odildng2 aKdzYl yAa
healthcare systems around the needs of patients and their communities. The Position Paper also

argues for governments and the pharmaceutical industry to spend equal amoumisnay on

prevention and treatment; schools to focus more on health education; and tech companies to

continue to invest in new ways to help people monitor their health and navigate health systems

quickly and efficiently.

Finally, the Position Paper callsampeveryone to help make these changes so we can have a better,
fairer, and more sustainable healthcare system, for all.
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For the first time in living history a pandemic has closed down the global economy and brought
healthcare system® their knees. Even before COVIB, cracks were beginning to show. Originally
designed for acute care, our healthcare systems were being crippled by the needs of an increasingly
diverse, aging and growing population, and pressure for a transformatasmgehin how we deliver
healthcare had begun. Systemic challenges identified in the healthcare systems include:

Siloed health systems where different specialities, disciplines and stakeholder groups work

in isolation from each other

The evolving role ahe patient community in shared decision making in healthcare

The need for improved communication, specifically between patients and healthcare

professionals as well as other stakeholders

¢tKS R2YAYlFIYyOS 2F | W2yS &aAlpS@oaghA ia I ffQ @SNEdz
The lack of digital access, literacy and tools, together with the absence of a systematic and

trusted digital infrastructure for sharing information

Need for patientled evidence and patienelevant data

Legal/privacy concerns over patient data

Rebuilding healthcare systerasound the needs of patientsind citizens alike need no longer be a
dream. The explosion in technology and the use of social media present new opportunities to help
us reimagine and rebuild. We need a compassionate and sustainable system, one that brings
patients, healthcare professionals, and other ecosystem stakeholders closer together in more
trusting and equal partnerships to deliver holistic care for better outcomes.

Humanising healthcare is key to #auilding sustainable healthcare systems and improving
personalised healthcare

The core concept of the Position Paper and the work of IEEPO is the importance of
GKdzYF yAaAy3 KSIFf GdKOI NB ¢ (2019) dzinowelge tha tHéScontey
2F WKdzYl YA aAYRBF ANWS Ry Z2INJ &S (IS NSt ¢ KSe& RS T,
the automated, impersonal, mechanical procedures in healthcare that tend to result fron
the growing deployment of and retiae on technology.

Humanised healthcare is about working hand in hand with patients and all stakeholders
create a more personalised approach. However, digital illiteracy and the inaccessibility ¢
digital solutions can undermine this process. An extengeport by The Lancet describes
many of the challenges faced in the course of the digital transformation in healthcare wi
digital becoming a new determinant of health (Kickbusch, Piselli, Agrawal et al. 2021).

The IEEPO Position Paper defines and examines these challenges and opportuogewecr
categories (listed below) and provides a roadmap for change that is validated by the international
patient community.

1. Putting people at the heart of healthcare

2. Humanising health literacy

3. Humanising digital healthcare to build capacity by harmgstie power of patient data

4. Humanising healthcare to focus on prevention and cure with a new 50:50 model

5. Prioritising diversity, equity and inclusion to humanise approaches to healthcare.

1.C2NJ §KS RSFAYAGAZY 2F 5
EUPAThttps://toolbox.eupati.eu/resources/guidance
for-patient-involvementin-industryled-medicinesrd/
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The Position Paper imashamedly ambitious, whilst also suggesting and providing practical,
evidencebased ways to make personalised healthcare achievable, working with innovators, tech,
healthcare professionals, the biopharma/pharma industry, regulators, schools, acadenhia, an
governments to transform healthcare ecosystems.

Supporting evidence, published here for the first time, has been drawn from the IEEPO survey which
was carried out in August and September 2021. The survey received 304 responses from patient
representatives across the following regions: Europe, US/Canada, Asia Pacific, Latin America and
Middle East & Africa. Results were also complemented by extensive desk research and expert
interviews, building on the outstanding work that has already beamedn this field.

Our goal is action!

[ KFy3aS g2y Qi KILIWISYy 20SNYy
we will be able to transform our healthcare systems, toget

LGQ& A YLISNI ( Astaseholders agrasbliealtidcaré t& advotate for a fundamental shift in
the way we deliver healthcare that is built around the needs of people and their communities. Our
calls to action are broad and all encompassing; we call upon governments to recoafigure
synchronise the delivery of primary and secondary care with a greater investment in prevention;
schools and academia to partner with their local patient organisations to help build health literacy,
the tech industry to continue to invest in informatié@chnology (IT) to bring patients and

healthcare professionals together in more trusting and equal partnerships. Finally, we all need to
take a more proactive role in understanding our individual health needs whilst we simultaneously
call for change.

All chapters and topics in this Position Paper contain specific calls to action for different stakeholders
in the healthcare system, these can be found at the end of each chapter. The IEEPO patient
community will, together with its constituencies, work @aller the world to translate these general

calls to action into concrete and specific activities that respect the circumstances and cultural
backgrounds of different settings.

We acknowledge, not all of the recommendations and calls to action in thisdhoBaper or in
healthcare governance are easily applicable or feasible in res@ormsrained settings.

In order to share best practices for each area discussed in this Position Paper, at least one relevant
case study for actions or initiatives thatyesuccessfully worked in the given area have been shared
within each chapter. Simultaneously, IEEPO has also collect@tbayof posters (case studies) that

are not includedn the Position Paper. These provide additional examples and starting points for
continued action and planning. We encourage everyone to share their case studies with IEEPO and
the patient communities that we are in touch with.

{ LISOA I f & KI xfeynal AdviBorylCOnamittee®od the®r support and contribution in
developing this work and to the IEEPO patient community for their participation in the survey that
underpins our findings.
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@ Problem Statement

| SIf GKOFNB LINRPTFSaaArzylfa ol /-ndijosttheSlBeBs. Bifective & S S ¢
treatment and care combined with compassion and empathy lead to better health outcomes
(Sinclair, Norris, McConnell et al. 201&)more holistic approaclis therefore needed in healthcare;

one that considers the patient, the caregiver and the H&lPas human beings with complex needs

and circumstancesThis should be inherent in the daily work of HCPs, as it is often missing as
described, for example, dyl &t 'Y 6HAamMpOY awOB82YLI adA2y A& VY
FNEljdzSyidte AG Aa aSSy la o0SAy3 YdzOK fSaa AYLR

( Discussion Summary

The human rights perspective

A human rights approach to healthssongly believed in and endorsed. This Position Paper has
been developed with the main objectives of equality and equity with a strong call to all stakeholders
to respect human rights, specifically the right to health.

The Universal Declarationof HumamtA 3 K3 & o! bX wnanmpov aidl dSa GKIFG
standard of living adequate for the health and wadiing of him/her and of his/her family, including
F22RY Of20KAY3IsX K2dzaAy3d FYyR YSRAOIf Ohitd | yR
inclusive one composed of different aspects that include freedom from discrimination and the right
to health-related education among others.

The right for people to receive the healthcare services they need, when and where they need them,
without experiencing financial hardship, referred to as universal health coverage below, also
depends on patients taking a proactive role in their individual health. By assuming more
responsibility for seltare, and engaging actively in preventative measuresemiz can significantly
reduce the burden on healthcare systems.

Findings from the IEEPO global patient survey demonstrated a clear ask for universal health
coverage.

z

u
NJIi
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85.5% othe respondents agreed or strongly agreed that universal health coverage should be the
goal when governments are investing in health. At the same time, the survey results also
demonstrate that this is not happening to a satisfactory level everywhere.

o ¢2 gKIG SEGSYd R2 e2dz INBS gAdK (KAaA
",'f should be the goal when governments are investing in health, to provide health service
LIS2LX S ySSR 6AGK2dzi FAYFYOAFf KIFNRAaKAL

Blank
2.6%
| am not sure
9.5%
Strongly disagree
1.0%

Disagree

Strongly agree
61.2%

=/ _ Inyour opinion, does your country's healthcare system provide universal health

j'; coverageUniversal health coverage (UHC) is defined as: all people receiving the heal
= services they need, when and where they need them, without suffering financial hards

across the life course.

Blank

2.0%
I'm not sure

15.1%

No
47.7%

Yes
35.2%

Whenasked about the availability of universal health coverage in their countries, 47.7% of the
respondents said it did not exist, while 15.1% were not sure. Not being sure if there is universal
health coverage for the people who need it is more indicativie w6t being available.

8
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There is acknowledgement that healthcare systems across many different countries may have more
pressing priorities, especially after the COX{IDpandemic. However, the principles of fairness,

equity and humanisation should undenpall stages of the evolution of healthcare systems.

The term compassion is defined as sensitivity shown in order to understand another person's
suffering, combined with a willingness to help and to promote the wellbeing of that person in order
to find asolution to their situatior?.

Human beings are emotional creatures, and our emotions interact with and directly impact our
LIKeaAOolf KSIHfUK® /2YLI aairzylladS OFNB GKIG Aa aSys
their emotional state catherefore transform health service delivery and lead to improved patient

health outcomes.

Compassion also needs to be extended to healthcare professionals. Overburdened even before
COVIELY, the situation has worsened considerably during the pandemic3@G#s of HCPs reporting
burnout, according to a global study (Morgantini, Naha, Wang et al. 2020). Overburdening makes it
even more difficult for healthcare professionals to find the time needed to provide the
compassionate care that their patients needisTim turn can lead to a lack of trust and rapport
between patients and HCPs that undermines entire healthcare systems. Compassion should not be
an optional extra, however, far too frequently it is seen as being much less important than other
aspects of cee.

The IEEPO global community survey demonstrated that there are considerable shortcomings when it
comes to the provision of compassionate healthcare.

37.5% of the respondents said that individual patients' needs are not recognised or treated with
compassion in their country. Another 22.7% said they were not sure if this was the case, suggesting
that even if there is compassionate care, it is not sufficiently visible.

I am not sure
22.7%

No, | don't agree
37.5%

Yes, | agree
34.2%

2.https://dictionary.cambridge.org/dictionary/english/co
mpassion
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When askedpecifically about compassionate care, respondents indicated three main challenges:
Insufficient resources
Largely dependent upon the personal attitudes and mindsets of healthcare professionals
Lack of digital tools that could streamline healthcare androwp efficiency, thus freeing up
time and resources for compassionate care.

Paradigm change

Transforming healthcare into a more compassionate and humanised system requires a paradigm
change. Instead of focusing on symptoms and illnesses, focus needshifted to the people
affected by them, acknowledging that the lives of patients, their caregivers and families are often
profoundly changed or affected by an iliness.

A more humanised and compassionate healthcare system also relies on listening tutesrch
more. Improved listening skills will help further understanding, inform better joint decisiaking
and support cecreation of solutions and/or initiatives leading to better outcomes that matter to
patients.

Improving health literacy to supporel-care and empowering patients to take a more proactive

role in managing their own health, also underpins this paradigm shift. The specific challenges in
KSFHfGK fAGSNIO&z YR a2YS adz33SadiSR azfdziazya N
literaO & ¢ @

The evolution in data technology needs to be managed to help ensure healthcare becomes more
humanised (as opposed to automated) and respectful of the diverse needs and circumstances of
LIS2 L S ¢ KS OKI LG SNI &l dzY | y Aity hyyhanessingiie pdwerofK S| £ G KO
LI GASYyd REFEGEFEE 2FFSNE FdzZNIKSNI AYAAIKEG YR 02y ONEBI

The International Alliance of Patient Organisations (IAR& also identified the five key elements
of patientcentred healthcare:
Respect for everybody
Empowerment and choice of preferences in healthcare services
Participation and engagement in the healthcare system for patients on all levels and points
as they know best what they need
Information: the healthcare system should prdeirelevant and accessible information for
all patients
Support and service: a more holistic approach is needed.

Respect for all is prioritised as it is the fundamental requirement for humanised and compassionate
healthcare. It is also one of the masiportant recommendations of this Position Paper.

Doing it together

The views and perspectives of patients still need greater legitimacy; and the institutional framework
for authoritative patient involvement and ecreation is still missing.

Patient organisations should participate in and be better integrated into the medical education of
healthcare providers in order to provide the patient perspective early on in their car®ges.time,

a more empathetic and humanised approach to healtheae emerge if all professions involved in
healthcare service delivery learn how to work with patients, i.ecreate with patients. Conversely,
the conscious integration of patients (and their organisations) into medical education will further
educate pgéient communities about the particular problems and challenges faced in healthcare.

_ 10
3. https://www.iapo.org.uk/
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to work efficiently within the health policy arena. More direct cacis and structured exchange
between policymakers and patient communities should be built.

¢ KS OKIFLIWGSNI Gl dzYlF yAaAy3d KSI f iK-cdrehadd3Hel O ¢ RA a Odza 3
acknowledgment of traditional knowledge in health. These objectives alsfoc@creased and

enhanced cooperation with stakeholders in healthcare beyond the pharmaceutical industry and

healthcare professionals. At the same time, it is imperative that patients and healthcare

professionals build a stronger twway rapport with eah other. It is encouraged that doctors and

ydzZNES&a tAadGaSy FyR NBFffe KSFENJIFYR dzyRSNERGI YR (KSE
understand the pressures that the medical professions are also under as they try to help them. The

need to strengtlen partnerships between people with illnesses and healthcare professionals is

critical. This process is not about demanding patient rights, it is about the exchange of solid and

helpful information in order to support informed decisiomaking and better hlistic care including

selfcare.

Last but not least, the continuation of meaningful and sensitive conversations across the broader
industry including biopharmaceuticals, medical device manufacturers and pharmaceuticals is crucial.
Despite this being a hidy politicised and often confligidden field, strong working relationships
between the pharmaceutical industry and patient communities are essential and productive. Some
describe this relationship as parasitical on both sides. In fact, it is a symbiationship that

creates mutual value for patients and society throughout healthcare systems: all stakeholders (and
the state as well) need each other to thrive (Bereczky 2019).

I.ll Case Study: Australia's National Oncology Alliance )

Projectbackground and objective

National Oncology Alliance (NOA) is a coalition of cancer stakeholders founded by Rare
Cancers Australia, bringing together patient organisations, patients, clinicians, and indusiry.
Roche was one of several founding supporterthefalliance. NOA is ethaired by Rare
Cancers Australia Chief Executive Richard Vines and Director of Cancer Medicine at
aSto2d2NySQa t SGSN) all O/ Fffdzy /1 yOSNI/SyiNBz t NP

The cancer community in Australia is fragmented, wlifferent stakeholders often working
in isolation to develop strategies to improve cancer care. This piecemeal approach risks jhot
being able to realise the full promise of new science and emerging health technologies.

NOA set out to work collaborativeficross the cancer community to-coeate a proposed
10-year national plan for cancer care in Australia. The aim was to bypass the entrenched
positions and status quo and capitalise on the opportunities presented by emerging health
technologies.

Activity detail and stakeholders involved

NOA began by issuing a discussion paper making the case for a fy@arltational plan for
cancer care, followed by a series of 12 virtual workshops with a range of experts to discyss
emerging therapies, patieatentred cae, Al and big data, genomics, clinical trials etc. Ove
1,000 people attended, with an average of 85 per session, which formed the basis of the
final Vision 2680 report.

\_ J

11




International Experience Exchange
for Patient Organisations

The report articulates the future of cancer and identifies elements of the health system tl
will require change if patients are to achieve the best possible outcomes as treatments
evolve and emerge over the next decade. The report was presented to thistéfifor

| SFfGK RFIrea o0STF2NB Ada Lzt AO I dzy OK I
CanForum, which was attended by more than 1,000 stakeholders and opened by the
Minister, who endorsed the report.

[aN

Activity outputs and outcomes
The Minisi SNJ K& NBEFSNNBR (GKS NBLRNI G2 ! dza
Cancer Australia and asked them to implement it.

[atN

/' yOSNI ! dZAGNI E Al Q& /9h Aa RdzS (2 LINROJAR
cancer congress in November2Z20

Further information:https://www.rarecancers.org.au/page/143/visieh0-30

Patient organisations should facilitatenversations with all stakeholders about the need
and value of compassionate care.

Create a Global Compassionate Care Charter in partnership with healthcare professionals,
the patient community, and policymakers to educate on the integral, evidéasedvalue

of compassion in healthcare, and gain support from policymakers and other stakeholders.
Resources and tools need to be developed to support the creation of the Charter.

Bringing patients, caregivers, healthcare professionals, and other ecosysikenstders

closer together so that they can listen to each other and understand different perspectives is

key. One way of achieving this is to allow patients to participate in the medical and scientific
conferences. This idea is explored further in thelcieS NY & | dzY I yAaAy 3 KSIF €

Established patient communities should help develop patient organisations in resource
constrained countries to help ensure the global reach and education of all stakeholders.

12
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@ Problem statement

Lack of seftare and poor health literacy can result in people taking less responsibility for their own
health and not engaging effectively with their healthcare systems.
| SFfGK ftAGSNI O NBFSNB (2 | LISNE2YyQa FoAfAdGe
decisions about their health
Selfcare is the process of taking care of oneself with behaviourspittahote good health
and encompasses good choices, exercise, sleep and proactive management of illness

Paakkari and Oka2020)3 A S G KS F2ff2¢6Ay3 FdzZARFYyOS Ay GKSAN
seen in relation to social responsibility and solidarity and is needed from both people in need of
information and services and the individuals who provide them and askaneaccessibility for the
ASYSNIf LRLMzZ I GA2YE D

% Discussion Summary

Selfcare has been an integral part of health and social services around the world for millennia. In its
Guideline on SeiCare Interventions for Health and Whking (2021), the WHE acknowledges the
growing importance and urgency of seHre interventions in healthcare systems under duress.

I N2Pdzy R GKS $2NI R GKSNB KFa o6SSy I aA3IYyATFTAOFyld C
the COVIEL9 pandemic. Many people havbecome more empowered in their selfire but the

pandemic has also highlighted how poor health literacy can act as a barrier-tmselind as well as

being an underestimated public health problem. For example, Leese, Backman, Ma et al. (2021)

describes the importance of physical and mental sedfre in rheumatoid arthritis patients with

special focus on the impact of telemedicine. Another study conducted in several-Smdtican

countries confirmed that the prevalence of selire practices increasetdter the first pandemic

lockdown (BermejeMartins, Luis, Sarrionandia et al. 2021).

A consequence ofthe COMIDP LI YRSYAO Aa (GKS W/ h+xL5 LYy¥2R
'bL/9C S Ft®d® o0HnunO RSAONROGS in&ibn, botyf GnBnR &Y A O
offline. The consequences of the infodemic are clearly visible: confusion, misinformation leading to
decreased trust in science and the spread of wrong or misleading information about vaccines and
ignoring health information becauseis too overwhelming to understand (Hotez 2021). Conflicting
attitudes have surfaced that ironically and simultaneously reject the authority of the state in health
related matters while relying on the state for healthcare services more than ever.

o
- <
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Sef-care will not improve unless people have a better understanding of biology and medical

language. Improvement in health literacy needs to be driven by people who are using health services
instead of people who deliver them, a recommendation thatisrgfe@S R Ay GKA A& OKI LJG S|
action.

Health literacy is still too weak

In their analysis of knowledge maps of health literacy research, Qi, Hua, Xu et al. (2021) found that
health literacy needed improvement, even in academic circles, and that cooperation and the
exchange of information between stakeholders is far from ideeh German study comparing the
health literacy of the population before and after the COXYfDpandemic, Schaeffer, Berens, Gille et
al. (2021) found that 58.8% of the population still have very low health literacy levels, despite a 3
percentage point irprovement observed as an effect of the pandemic.

The democratisation of science

There is often a wide and harmful gap between the scientific community and the general public. The
effects of this are increasingly visible in the growing-anignce sentirants and movements during

the COVIEL9 pandemic, undermining the related vaccine research and rollout efforts (Hotez, 2021).
There are several explanations for the erosion of respect for science, which stem mainly from
psychology and political science (eByrrage 2015; Saltelli 2018; Hotez 2021).

It is not sufficient to blame biases and lack of education when trying to understand why science is

losing its reputation. When sharing medical information, further thought and care needs to be
consideredtoerdzNB A G Q& Of SI NE adz2OO0Ay Ol FyR &AAYLX AFASRO®
or cannot posit ultimate truths, some key messages can and should be conveyed in a manner that

makes them justified and unambiguous.

Patient organisations can play assential role here. Already, many patient organisations are

involved in the development of lay language summaries in a wide variety of situations including the
development of research protocols and the writing of patient information and package leafiets, a

well as a host of other educational materials. However, information should continue to be delivered

to people in creative formats that engage them, such as audiobooks, podcasts, visuals (videos and
drawings), theatre, etc. In order to communicate infoitina effectively there needs to be a

thorough understanding of different patient populations. In October 2021, the European

Commission published a Good Lay Summary (LS) Practice that outlines the most important principles
for why and how summaries shouldb RS @St 2 LISR® ¢ KS 3JFdzARFy OS aidl iSa°
patients should be regarded as valuable input into LS planning, review and dissemination, ensuring
the suitability of the LS for patients, trial participants and the general public. Patients ctitbatm

by providing perspectives and terminology that may be different to those of researchers and
healthcare providers.

Social media plays an important role in communicatindarstandable science and today, a

considerable amount of patient data withainsformative power comes out of social media. For

example, if one person tweets about a weird side effect or symptom, someone else from the other

AARS 2F GKS $2NIR YAIKGU NBEALRYR SAGK | aAYAL I NI S
AftertwoweS {1 &> (G KS@ &aS3G dzLJ F INRdzL) F2NJ 6KSYasSt gSa G2
community can be born on social media. It has allowed the creation &,largrnational, even

global disease communities that have developed through sharing information

The reallife patient experiences that are built via these online communities can pull together what
was previously sporadic information into a large body of meaningful evidence.

14
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The role of education and its intersection with health

Transformationathange is not just the responsibility of healthcare systems, it also includes
Investment in health literacy
Understanding the role of educaticfincluding academia
Recognising the contribution of the biopharmaceutical industry in creating open and
trangparent dialogue
Caring for a sustainable approach including our environment to minimise air pollution and
support broader environmental goals

Traditionally, patient organisations have played a key role in promoting health literacy. Many of
them,espedi f t & dzYoNBfft I 2NBIyAaliAz2ya fA1S GKS 9 dzNR L
EURORDIS, RARHAPO, EUPATI, and commutdty programmes and platforms like IEEPO have an

excellent track record in providing educational resources, training progn@sand comprehensive

libraries for healthrelated education both general and disease specific.

Designing and developing health literacy materials can also be achieved together with other
communities. Cultural and religious groups, schools and universities, organisations of migrant
populations can all play an important part. Kramish Campbell, Alldadkon, Resnicow et al. (2021)
describe the significance of church organisations in health education and participatory research. A
study from India acknowledges the role of public schools specialising in health education and urges
for the development oftieir network (Jain, Joshi, Bhardwai and Suthar 2019).

These efforts and projects deserve support and should not be seen as competitive but rather
complementary to the offerings of educational systems. In order to ensure that patient groups can
continue his important work the following resources need to be secured: unlimited and safe access
to state of the art scientific information, broad and reliable disease information, educational
resources, advocacy, including tools for advocacy capability develdpamhadvocacy resources.

This is why there is a call for the admission of patient experts and representatives into medical
scientific conferences and symposia, and various open access initiatives in scientific publishing.

Aligning patients (especially expert patients and organisations) with the circulation of scientific
information will not only make sure that they can disseminate credible and reliable information, it
will also contribute to the democratisation of scieng&lan turn, increase equity and inclusion. It

will facilitate a better bidirectional flow of information: not only will patients better understand

what is happening in healifelated research, they can also contribute more by collecting, organising
and andysing realworld patient data and making it relevant for the wider scientific community.

The antivaccination movements that emerged in the wake of the C&l\@lpandemic provide an
excellent example in which one can observe the impact of health illiyedais strongly believed
that a general lack of understanding of what a vaccine is, and what effect it has on the body's
immune system, has fuelled the amtccination movement.

If health literacy was taught in schools from an early age, all citzeudg grow up with a better
understanding of how their bodies work and the role of science (medicine and otherwise) in
maintaining and restoring their health. Consequently, improving health literacy is an overarching
need encompassing health and educagbpolicy, ethics, and active policy making on the part of
governments.

Attitudinal change is needed in governments and healthcare systems, and other stakeholders as
well. New approaches should be centred around the cooperation of equals for commonivdgect
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such as access to health and realising that money spent on prevention and healthcare is an
investment in the future rather than a sunk cost.

The pharma and biopharma industry also plays a role. A culture of openness to build active trust in
reseach and development, with all key stakeholders working together in partnership based on
shared values in order to achieve this.

I.ll Case Study: Song and dance in disease prevention in Sub \
Saharan Africa

Project background and objective
With almosttwo-thirds of all people living with human immunodeficiency virus (HIV) therd,
the region of SuiSaharan Africa has seen a ravaging impact of the pandemic. In additior) to
the very high number of people, especially women living with HIV, the number of nnua
new infections is also the highest globally.

The usual prevention, disease awareness and health messaging developed for the Glohal
North does not always work well in settings in SSdharan Africa where the population
affected by HIV idifferent from the Global North, literacy levels are not always on par, ang
cultural traditions are different from those in countries where scientific research and
political advocacy around HIV/AIDS are devised.

There are some important health related ssages that people living with HIV can benefit
from regardless of the setting they live in, and which can make it easier for them to pursgie
selfcare and prevention.

Due to the similarities between the HIV and the CGlApandemic, several approaches
developed for HIV prevention and health literacy in Sadharan Africa can also be
implemented in COVHDI.

Activity outputs and outcomes

HIV related songs and dance have become an important vehicle to distribute key health
messages to populations that anard to reach by printed materials or social media
(Browning 2006).

Based on the numerous projects in the dissemination of prevention, treatment and healt
related information through the use of arts (including but not limited to song and dance),ja
subgantial body of evidence has emerged, which can be adapted also to settings differept
from SubSaharan Africa.

-

—4

Nonttraditional, artsbased methods used in HIV/AIDS are increasingly used in @OVID
related education and information work (Thompson, Nutiwhnson 2021).

Further information:https://bit.ly/2ZP7M8I

\_ J
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Stakeholders should develop joint strategies that address the current challenges in achieving
health literacy by incorporating the specific needs of patient populations so that they are

involved in the design, and delivery of solutions. Example challénglesle, elderly patients

YIe 0SS az20Aalftfte AazftlFdiSR a | NBadA#dG 2F GKS
affects how people access health information and therefore manage their own health.

Governments should invest strategically in hiditeracy education and to mandate health
literacy as a fundamental life skill to be taught in schools.

Patient organisations need to be resourced and supported by all stakeholders to enable
them to play their own part in advancing high quality reseat healthcare that is

relevant, user friendly and able to make best use of scarce resources in order to maximise
health gain.

Develop a layperson's guide or global glossary of the concepts and phenomena in the
healthcare system that affect everyone. Sacflossary can then be adapted to the local
needs and circumstances. The participation of patient experts and patient organisation
representatives in scientific and higgwvel policy and health technology conferences needs
to become standard practice. Briequires the clarification of underlying legal constraints
and regulations in some regions of the world.
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@ Problem Statement

Data ties the individual and the system together ashuwiiit data, there is no such thing as

personalised health. Eliasen (2021) suggests a new social contract that is respectful of not only the
existing human rights perspective but also considers the rights associated with personal (and health)
data. A proposé new social contract could encourage individuals to be active participants in, and
take more ownership over, their health. This necessitates empowering patients and the general
public to generate and share data responsibly and be empowered to use Higgtithcare. While
digitalisation plays an increasing role in the evolution of healthcare, there are substantial gaps in its
implementation that need to be discussed and tackled.

( Discussion Summary

Digital healthcare has become an important trend and future direction in healthcare, especially in
resourcerich countries. This acceleration of digital health services and research has been

documented by e.g., Beaverson in 2020, and then also in a Briefiine European Parliament in

2021 (Negreiro 2021). A proposal of 2021 from the US White House's Office of Science and

¢ SOKy2t238 t2fAr0e &dA3Saia GKS SELX 2N&aAzy | yR A
comprehensive framework that providés ¢ 322 R gl & (2 NB3Idz I 4§S &F NI AFA
shaping a fair and equitable society without deciding what that society should look like, including

K2¢g LIR26SN) aK2dZ R 6S oFfFyOSR FY2y3 AYRAQDGARdzZ f az
2021).

The role of digitalisation in healthcare

Eric Topol suggests that digital health tools and applications will change healthcare in the near future

and will also lead to more control by patients in terms of what happens to their health and data

(2015), with this trend confirmed in a study by the Copenhagen Institute for Future Studies (2021).

¢tKSe@ FTAYR GKFIG &awKB8SI f i Kurning perSoNdl l@aith dawd intd K S F dzii dzNB
knowledge that helps individuals understand how their behaviour affects their health in the long

GSNY YR K2¢ (2 004G 2y (KA&a 1y2¢6ftSRIASED |1 25SASNT
uniform across communitiesround the world: these technologies tend to be expensive, a large

portion of them are not available under open access, and they are otherwise resintgosive. A

NBL2Z2 NI LlzofAaKSR Ay ¢KS [FyOSi LRAYllbeendadzi GKI G ¢

4. Al stands for artificial intelligence 18
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pervasive that it might soon become a dominant prism through which we can understand and
I RRNBaa KSFHfGK YR ¢gSttoSAy3 ReylYAO&dE 0O0YAO] 0dzac

Digital health technologies need to be aligned with country infrastructared support services as

Ffa2 | O01ly2¢f SRASR o6& GKS 21| hQa2025:tcaudtties willadoNtl: G4 S3 & 2
digital health in a way that is sustainable, respects their sovereignty, and best suits their culture and

values, national health piay, vision, goals, healthandwellISA y3 ySSR&ax FyR | @F Af I ¢
(WHO 2021). Gaps exist regarding local research and implementation of digital technologies which

are currently mostly focused at global and aspirational levels. Groth, Nitzbergiedmd2019) state

several challenges in the development and increased use of Al: vague-existent definitions of

what Al isyery general strategies and vague objectivsegpticismfragmentation; and the lack of

computing capacities.

Member State®f the World Health Organization (WHO) have adopted the Global Patient Safety
Action Plan 20242030 GPSAR1-30) at the 2021 74th World Health Assembly, through its Decision
WHA74(13) Agenda item 13.1. TB®SAR1-30 has made room for patients to be oans and
generators of patient safety data through the Framework for Actibhe 7x5 Matrix and ensured a
constant flow of patient and family generated data, information and knowledge to drive mitigation
of risk, a reduction in levels of avoidable harm @amg@rovements in the safety of care.

Further, each WHO Member States, when deciding in adogtimGPSAR1-30at the 74th World

Health Assembly, resolved to work in collaboration with and include data from other stakeholders in
addition to patient organisations in their society like their national civil society organisations,
professional bodies, academic andeasch institutions, industry, and other relevant stakeholders to
promote, prioritise and embed patient safety in all health policies and strategies.

Data and the person

With the explosive increase in the collection and processiigalth-related personal data, the

individual becomes their own biobank (Hafen 2019), storing large amounts of relevant data that

make sense on their own and also as part of a big data environment. However, integration requires a
bidirectional flow of datafrom the patients to the data processors, and from the data processors

0Ol G2 GKS LI GASylGad LGQA AYLRNIFYyG (G2 SyadNB
data is used to improve prevention, diagnosis, treatments, and services. Thimédeldop will, in

turn, empower them to advocate for wider data sharing.

5SaLIAGS a2YS LINPINBaa gAUGK GKS AYLX SYSyhatt GA2y 27
everybody is accessing or is even aware of their basic human rights. However, theisenairt

health data should push people and the data towards equity, and evideased patient advocacy

also requires data. The WHO suggests in its Global Strategy on Digital Heal02628at

GORBAIAGIE KSIFf UK gAff ssible andbuppdz® RquitalfeRandrupverisall SR A T

I 0O0Saa G2 ljdad ftAde KSIFHfEGK aSNBAOSaxeod

Closer cooperation across stakeholders including public institutions, companies and patients is
SaaSyidAalrfte® CNRY (KS KAad2NER 27 t#adibastiént A y 32t @SY S
organisations are in an ideal position to facilitate cooperation. For example, involving patients in the
innovation cycles is essential as they are the end users, and increasingly manage data. Some patient
organisations have already bty G2 | OG & aK2ySaid RIFIGF oNRB]TSNRUY

Patient data should thus be seen as the expression of the experience of the patients. Data can be
cold, objectified and quantified, but it can also be filled with life if the focus is shifted back on the
experience of the person represented by the data. Even in the case of simple metrics like blood

5. https://unstats.un.org/sdgs/report/2020/progress 19

chart2020.pdf
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pressure and weightthe question should also be asked: is the person living well and happy? Are
they healthy?

Harnessing the power of patient data

The emergence and development of big data has affected life profoundly. Research topics are

prioritised and healthcare systems are organised around different priorities now, and these priorities

are increasingly linked to data. When assessing the impact of data, Hunter (2020) speaks about the
GAYRAZAGNR It NBG2f dziA2y Ay 0iksal 8gRtly CohcernellBobaud | NOK ¢ @
how the misuse of data can be limited. At the same time, many patients are casual about the use of

their data, and they need to understand what their data is used for and by whom. Referencing the
Consultation Paper on Citizeontrolled health data sharing governance (Dantas, Mackiewicz, Tageo
HAHNOS GKS 9dzNRLISHY tIFGASYGaQ C2NYzy LRAyGa 2dzy
GNHzad A& aSdiiadtSR FTANRUGP®P LYRSSRI CANImnablerd aSSy | 2
framework is needed to protect the integrity of patient data and minimise abuse, and to build trust.

As argued below, there can be no personalised and humanised healthcare without the responsible

use of data.

An important piece in the puzzle the area of confidence and trust around responsible data sharing.
¢tKS O2yOSLIi 2F WNBalLRyairoftS RIGE AKFNARY-3Q Aa NBf
analysis suggests that while there are some convergent basic principles around witatsibip
data sharing means, a consensus or generally accepted, universal guidelines have not yet emerged
(Kalkman, Mostert, Gerlinger et al., 2019). The same authors suggest the following areas to consider
when working towards responsible data sharing:

sodetal benefits and value

distribution of risks, benefits and burdens

respect for individuals and groups; and

public trust and engagement.

The IEEPO global community survey states a clear need by patient communities to have more
influence in anctontrol over how data are shared and used.

"_ What are the biggest barriers for the patient community / your organisation when it

- ~ comes to generating and/or using patient datd#lease rank using a scale of 1to 5 (1 =

= lowest barrier, 5 = biggest barrier) 2 m: m: W4
Concerns about ethics and data
ownership
Concerns about security, privacy
and data storage
Identifying what new, relevant
evidence (key data points) is needed
to drive policy change
Lack of empowerment for patients
to be involved in how their data is
used
Lack of understanding on how data
will be used
No personal tracking information for
patients to view/use their data
No policies on sharing information
between institutions, healthcare
providers, public health authorities
and/or industry

0% 25% 50% 75% 100%
20

6. https://datasaveslives.eu/blog/buildingitizentrust-
in-the-digitatsociety122020
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When asked about the biggest barriers for the patient community wheonites to generating
and/or using patient data, the respondents saw the lack of clear policies on sharing data across
different stakeholders as the most important factor that prevents them from participating.

Initiatives like Data Saves LiVay to deepen and enlarge the scope of responsible data sharing by
discussing quality mutual information. This aspect is discussed in more detail in the chapter on
Gl dzYFyAaiAy3d KSFEEGK fAGSNF Oe¢ o

One major concern remains: how does one collect, analysestiigk realg 2 NY R S@A RSy OSK
believed that the key to the ultimate transformation lies there. Patients should be able to collect and
mine information in a way that can help them make important healthcare decisions. Artificial
intelligence (Al) can b& major asset in this field as Al can come up with meaningful explanations

and evidence. Reaborld patient data is key to incorporating reabrld evidence in the body of

scientific research consistently and meaningfully.

The IEEPO global community ®ynasked the patient communities specifically if they wanted to be
part of this transformative process in terms of the deployment of artificial intelligence in healthcare.

' ¢2 6KFG SEGSYG R2 &2dz  INBS sAGK (KAA
: - ~ (Al)- based solutions can fundamentally change healthcare and that | as a patient

= representative can and should be part of th@K I y 3 S ® ¢

Blank

3.3%

No, | don't agree
3.9%

| am not sure
10.2%

| don't have enough
knowledge

about Artificial Intelligence
to answer this question
appropriately

22.7%

Yes, | agree

Almost 60% of the respondents agreed with the statement that patient community representatives
should be part of the change brought about by the use of artificial intelligence.

This approach should lead to more recognition of and respect for traditional knowledge in health.
This refers to anecdotal knowledge and experience that has not until now, been caphded a
described in the scientific paradigms (such as randomised clinical trials or studies). Traditional
knowledge can also be turned into evidence with the help of big data and artificial intelligence (e.g.,
Mainenti 2019). Inclusion of traditional knowledgdl also help reflect the diversity of cultures and
societies as it allows consistent focus on certain aspects or parameters that are universal, such as

7. https://datasaveslives.eu/ 21
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biological features (Mukerji, Sagn2019). It also allows the comparison of universal features of
humans with variables that allow for diversitgenetic diseases and their treatment being a case in
point. Realworld data will look different in different societies and cultures; therefore,
contextualisation is key as it will change the utility of the data. In summary, traditional knowledge
that now exists mostly as anecdotal evidence can and should be elevated to the level of reliable
scientific evidence, thus creating a gateway to respéetfa personalised healthcare.

Who controls the data?

Can it be argued that patients should control their own data? The jury is out on whether it is patient
ownership or control that is neededRatients need to be able to access their own data at ang i

and contribute with their experience. This is because patients are keen to see principles in place for
the easy exchange of data across systems, so that the same information is given over and over as
they move through the healthcare system. An enviromingeeds to be created where data can flow
freely across the systems without the need for costly and cumbersome interfaces and
transformations. The proposed new European Health Data Space sets out to facilitate this objective:
a! O02YY2y 9 dzNPaSpace/will prénhofe Bekter &xthange and access to different types
of health data (electronic health records, genomics data, data from patient registries etc.), not only
to support healthcare delivery (smalled primary use of data) but also for healtheasch and health
policy making purposes (€01 f t SR aSO2yRI NBE dzasS 2F RIGF 0

It is continuously stated that health data is the new oil: a natural resource that can be mined and
used for many different profitable and beneficial purposes (Jacob, 2019). But is it really true? And
are there perhaps opportunities to fast track some loé thallenges? New ways need to be found to
collect, analyse, and use data provided by patients voluntarily and involuntarily, whilst ensuring the
data is unbiased. The risk of bias arises from the sodioral and economic backgrounds of the
patient conmunities: the availability of digital means to collect data is not secured in many regions
of the world. Wearables and smartphones are not available for patients in rescore#rained

settings and collecting health data from chats and text messageslidepnatic.

|l 26 SOSNE AGQa | ROAASR G2 adGFNIL avrtft FyR aorft$S d
designed to embed personalised healthcare through data. For companies, it may be a new strand in
their corporate social responsibility efforts to digeper into health data to increase equity.

In summary, patient data and input has a key role to play in
shaping health policy
participating in and shaping research and development
patient reported outcomes
patient quality of life reports; and
guantitative and qualitative data from the patient community that can be used to advocate
for improved policies around prevention, early diagnosis and holistic care (which goes
beyond treatment), around disease management and treatment.

New data models can giwedividuals a better overview of their own health and can motivate them

to take responsibility for their health. The system must, in return, provide the individual with tools to

be able to collect and make sense of their own data. Big data and artifiigtiigence should be

used as a gateway to the integration and better understanding of traditional knowledge in health

(Janska 2008) for it to become a gateway to personalised healthcare. This process needs consistent

and easily accessible approaches ialtreliteracy as discussed in t@eK | LJG SNJ a1 dzYF yA&AAy 3
f AGSNI Oe¢ o

8. https://ec.europa.eu/health/ehealth/dataspace _en 22
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I.ll Case Study: Enabling the Future of Cell & Gene Therapies \

through Non-Proprietary Patient-Owned Data Collection

Project background and objective

Though developing any therapy for a rare disease can be challenging, cell and gene
therapies face additional hurdles both in the development phase and ldagtaky are
approved. During the discovery and development phase of rare disease therapies, the sjnall
patient populations that define these conditions can limit the understanding of a disease
The gold standard registration trial is often not possibleah and gene therapy because of
the lack of data and patients.

Realworld evidence is one of the tools that can help address the challenges in both shaging
the development path of an experimental therapy and also in providing insights into the
safety and durability of these emerging therapies once they are approvetkrstanding
how a disease manifests itself, the way it progresses, and how measures of biomarkers pf a
given disease fluctuate and change over time is critical if a developer of a therapy hopeg to
provide proof that an experimental therapy is deliveringaningful benefit to a patient.

Activity outputs and outcomes

By enabling rare patient communities to more easily gather, structure, and share critical
data securely through a common platform in collaboration with researchers, drug
developers, and clinians anywhere in the world, RAREwill accelerate diagnosis, disease
understanding, and development of future treatments and cures across more than 9,500
rare diseases.

One way to address the shared need for data is to eliminate the data silos thahtiyrr
exist throughout the rare disease ecosystem. A federated data system is adatetzase
made up of connected databases. The databases remain independent aicdrsalined,
but they are transparently connected and can be queried together. Such avrark
allows for the sharing of large datasets from around the world.

For patient communities, RAREsupports their efforts to collect data, structure it, adhere
to rigorous standards, and share it responsibly. Equally important, the organisation ens:F

data that is developed with proper quality checks is validated and adheres to good clini
practice standards. For researchers and therapeutic developers-RARE T SRS NJ
platform gives access to the data they need to identify, develop, ané thecimpact of
breakthrough treatments and cures.

w»

RARKX federated data platform is being developed with direct input from industry partnefs
and regulators to ensure collaborators gather the data required and that the data adherg|to
regulatory standards

The organisation is initiating a series of demonstration projects in partnership with rare
disease communities, biopharmaceutical companies, academic medical centres and other
partners. The pilot programs will apply technology proven in other laoge public health
and genomic datsharing initiatives to support the global needs of those developing
treatments and caring for rare disease patients.

Further information:https://rare-x.org/casestudies/enablinethe-future-of-celkgene
\therapiesthrouq h-non-proprietary-patient-owned-data-collection/ )
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Patient communities should be empowered to generate data and share insights with both

LJzof AO KSFfOGK | dzikK2NAGASE YR AYRAZAUNEBZI Ay 21
valuable data and patient insights to inform regulatory decisions, ssi¢iilé processes,

treatment reimbursement and work with industry to strengthen disease advocacy and

medicines research and development (see case study above).

Build bridges and trust across disease areas and countries and work together with
companies and wh public institutions and civil society to share knowledge about
responsible health data sharing.

Heglthcare stakeholders, including indust[y, policymakers, healthcare professionalsvaimdA A
G§SOKy2f238 O02YLI yASE YdzA G OKI YALZAZY FYNS a3 y2IycatAs
equity of access in addition to privacy and transparency.

Create a guidance framework in partnership with the patient community, data experts, and
policymakers that sets out best practice and ethical standards for how to generate, use and
store patient data. The guidance framework should include transparency and greater
understanding amongst patients, healthcare professionals/providers and policymakers
around the value of patient data and how to use it safely and ethically.

Stakeholders shdd consider a code of conduct to support the goal of equitable access to
artificial intelligence solutions, new and existing technology.

Advocate for patient involvement in exreating solutions to humanise digital healthcare so
they become innovators andstigators of change and transformation.
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Chapter 4. Humanising healthcare tofocus am
prevention and cure with a new 50:50 model

Authors: Ivica Belina, President, Koalicija udruga u zdravstvu; Maira Caleffi, Founder and President,
FEMAMA andMAMA

Imagine a healthcare system that is constructed around people and views
health expenditure as an investment in our future rather than a sunk‘and
unrecoverable cost.

@ Problem Statement

Universal health coverage is a fundamental right for @hd people should have access to the
health systems they need, where and when they need thedealthcare and social systems need to
shift to providing preventive services while still providing treatment to individuals and equipping
them with the tools regired to enable them to take responsibility for their health.

One of the main issues identified by IEEPO during and in the aftermath of the-C@pdDdemic is
that nearly half of the countries surveyed perform insufficiently in the provision of univieesdth
coverage.

vy
~

' In your opinion, does your country's healthcare system provide universal health
coverage?

Blank

2.0%
I'm not sure

No
47. 7%

C Discussion Summary

Ly GKS L99th AYGSNYyFdAz2ylf LI GASYyG adNBSex
not provideuniversal health coverage, and 15.1% were not sure that it@iet of the main reasons
for this shortcoming is the separation of primary and secondary healthcare and incomplete
communication between them. In a networked and increasingly digital world, it
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makes little sense to talk separately about primary, secondary and tertiary edirehouldbe
synchronisedThey are all part of one system. However, far too many healthcare systems are
fragmented and work in silos according to primary and seconldeajthcare, or according to
disciplines and therapeutic areas (Sperling 2020).

Collaboration between primary and secondary care is not only about the distribution of costs and
funding, but also respecting the role of all participants across the healtlsyatems.

Humanising primary care means that family doctors (they go by many names: general practitioners,
house doctors, primary consultants) should be more involved in healthcare and not just work as
administrators and gateways to secondary services.

Governments should be responsible for the synchronisation of care as this is part of the healthcare
infrastructure in their countries. Governments are also well positioned to facilitate the necessary
cooperation across different stakeholder groups, supediby effective policies. There is a clear

need for "humanrcentred" designs across all healthcare spectrums (including new technologies). This
is vital as it can help optimise the patient experience.

The new social contract

The concept of a new socialrtoact based on the acknowledgement, respect and active
implementation mainly in the area of personal (health) data has been discussed in the literature for
the last decade. IEEPO 2021 contributor and keynote speaker and health science researcher Bogi
Elissen suggests that the clarification and transparency of rights attached to data and their handling
requires a new social contract that transcends the current one and spans over national borders
(Mitchell, 2021).

While a new social contract may indeed emgefrom the processes and developments we see in the

O2f t SOUGA2Yy X LINRPOSaaAy3a IyR dzal3S 2F KSFfGK RFEGLF>
ascertain equality, fairness and transparency. IEEPO contributors argue that the existing human

rights framework and the regulations currently in place in several countries and regions of the world

provide sufficient leverage to move towards these objectives. Patient communities should drive the
discussion around awareness and understanding the impogaf the existing social contract and

its potential changes. All stakeholders are called upon to consistently respect and apply these

frameworks for a humanised approach to healthcare.

Prevention

Healthcare transformation is not feasible without tbenscious integration and upscaling of wide
primary, secondary and tertiary prevention efforts. The following should be considered:

Preventable and avoidable illnesses and give people the opportunity to understand their
situation and the risks that theyate then provide the tools that help them to mitigate risks.
Some illnesses such as those of genetic origin cannot be prevented, however, their impact
can be mitigated. There needs to be awareness in individuals and families about what they
can control, ad prevent which will, in turn, lead to reduced stress on the healthcare
systems, less costs, and better outcomes. Education, awareness raising, dissemination of
information, even the provision of nutritional additives can contribute to this objective.
Theneed to educate people so they can develop the necessary skills that will help them to
avoid harmful behaviours and adopt lifestyle choices to help reduce the likelihood of illness
Challenges in respect of people who are currently healthy, but who hapedfic condition

and are using healthcare systems.
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Being healthy or unwell isn't black and white, it is not an eitvematter but rather a spectrum that
is dynamic and variable across time and culture.

The respondents in the IEEPO glafmhmunity survey were clear about their preferences regarding
prevention and treatment:

_"’_ Do you agree with the 50/50 aspiration that half of healthcare budgets should be
~\ invested in disease prevention?

Blank
3.0%

Don't know
20.4%

No
13.5%

Yes
63.2%

63.2% of the respondents agreed thslf of healthcare budgets should be invested into prevention,
with the other half invested into treatment.

Investment in disease prevention is crucial in a world where patient comorbiditiessarg,and

populations are ageing. Half of healthcare budgehould be invested in disease prevention and
strengthening primary and secondary healthcare systems, with the other half spent on treatment
(50/50 model). Healthcare systems face economic resource challenges and pressures in all countries.
However, the50/50 model encourages a shift in mindset to see healthcare spending as-tefang
investment in society, rather than a cost to it.

Investment into primary healthcare makes sense

A scoping review bythe WR@ dz33Saida GKI G 6KAES GKSNB Aa yz2 OfS
produce a range of economic benefits through its potential to improve health outcomes, health
aeaitsSy STFAOASyOe FYR KSFHfGK SljdAateeéd ¢K& d02LRAYy
that shows that admissions into secondary healthcare drop, and outcomes improve within stronger

primary healthcare settings.

A case needs to be made, in economic terms, to convince policymakers that stronger primary
healthcare services make sense eoanically. Weak primary healthcare results in lost capacity,
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9. https://www.who.int/docs/default-source/primary
health-care-conference/phe--economie
case.pdf?sfvrsn=8d0105b8_2
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waste, lack of information, lack of resources, high infant and maternal mortality and declining
mental health outcomes.

Consolidation of data

The systematic and careful consolidation of large datasets sitting with different providers under

unified principles of data governance can yield better results in primary and secondary healthcare.
Integration of primary and secondary healthcare can bdifated by available data technologies.

The increasing digitisation of healthcare, insights gained from big data, and the utilisation of patient

led data generation have already progressed significantly. The use of technology has soared by and
thisoppordzy A 1@ A& SELX 2NBR Ay 3INBIGSNI RSGIFAET Ay GKS
OF LI OAGe o6& KINYySaaiayad GKS LReSNI 2F LI GASyd RIEGL

The value of big data and the use of sophisticated technologies is to serve the common goals of
humanising and d®ocratising healthcare. Social return and value cannot be measured with the
usual business metrics, and it is vital that tech technology is deployed as an eradilan

objective within itself.

I..l Case Study: MAMAtch!: a journey-sharing experience -
Bringing patients together through technology Project
background and objective

Project background and objective

People often feel alone and seek support through dating apps. In Brazil despite there bei
66,000 newcases of breast cancer in Brazil in 2020, there was a lack of ezerttered apps
in the app store.

g

In order to address this, Femafiareated an app similar to Tinder to match interest
between people who had been diagnosed with breast cancer, to sharbts, challenges,
learning, victories, find support and understand their rigfilse app was called MAMAtch!
dal Yl YSIya WoNBIFHaidQ Ay . NITAfAFY t2NIidz8dzSaS0

Activity detail and stakeholders involved
Once the app was created, the organisation launched EdAMA October Pink Campaign i
2018 to drive users to the app.
Activity outputs and outcomes

By 2020, the app had 1,700 active members registered from more than 7owarnmental
organisations around Brazil.

Information from tracking behaviour on trepp led to an improvement in the understandingj
of the needs of women living with breast cancer.

Further information:https://www.femama.ag.br/site/br/noticia/mamatch-apoio-no-
combateao-cancerde-mamana-palmada-mao
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Governments should be held responsible for drivinggimechronisation of care between
primary and secondary services to humanise healthcare.

All stakeholders should partner under the leadership of the patient community to develop a
strong economic argument to drive investments towards primary care with eniplas
prevention and early diagnosis (50/50 model).

Patients and citizens should receive much greater support and education araseknd
prevention against the most common chronic conditions. This should include support for
campaigns and infrastructuithat increase disease awareness, education around screening
and early detection, and access to holistic care services.
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Chapter 5: Prioritising diversity, equity and
Inclusion to humanise approaches to
healthcare

Authors:Ranjit KaurPresident, Breast Cancer Welfare Association Malaysia; Raquel Peck, Chair, IEEPO
2021 programme, former CEO, World Hepatitis Alliance & Founder, CLARION |

Imagine a healthcare system that respects diversity and treats everybody as
equal.

@} Problem Statenent

Diversity, equity and inclusion must be central to humanising healthcare systems and ensuring
patients are treated as individuals that share the same biology and essential humanity, despite their
diversity.

( Discussion Summary

The international survey performed by IEEPO asked participants about their views on equity and
inclusion in their healthcare systems.

- isworking to decrease the unfair and avoidable health differences (access, resources
outcomes) people may face because of race, religion, gender, disability, age, sexual
orientation and socieS 02y 2 YA O o6 O1 INR dzy R¢

. TowhatSEGSY(d R2 &2dz  ANBS gAdGK GKA& &l G¢

Blank Strongly agree
1.3% 11.2%
| am not sure

25.0%

Strongly disagree Agree
5.3% 36.2%

Disagree
21.1%
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The answers show a mixed picture. Most of the respondents (47.4%) agree or agree strongly with
the statement that their healthcare systems work to decrease differences basdiscrimination.
26.4% disagree with this statement, however 25.0% are unsure.

A broad and sensitive use of the term diversity should be instilled, which encompasses certain
domains that appear to be less obvious in the conversation around equitinalusion: Greater
attention should be paid to how healthcare systems can be strengthened to serve all patients,
regardless of socieconomic background, country healthcare infrastructure, location, language or
any other societal and personal circumstancEsis should be factored into patient interactions and
experience, and coreation at every step in the holistic healthcare journey, from prevention to
diagnosis, treatment, and survivorship.

Diversity includes differences across the following areas:
Inequalities in access to health according to ethnic background
Differences between urban and rural areas, and other geographical inequities (e.g., distance
from medical centres)
Differences affecting nomadic communities
Differences on the basis of educatideackground
Linguistic diversity
Differences on the basis of literacy
Different health challenges resulting from migration.

The need for a broader and more inclusive definition of diversity is associated with the growth in
migration trends across the dle. The resulting variety in cultures and see@nomic status calls
for more sensitivity towards different needs and circumstances.

Diversity, equity and inclusion are key to ensuring innovation (Hewlett, Marshall and Sherbin 2013).
When differing persectives are embraced and represented, there are more opportunities+o co
create new and surprising solutions. When personalised healthcare or precision medicine are
mentioned as an important emerging trend in healthcare and health related research (Ol@drsg 2
this encourages increased respect for the needs, genomic setup and circumstances of individuals
and their communities. Personalised healthcare cannot become a privilege contributing to more
inequality. Poverty and extreme poverty are still often agen for discrimination and stigma.

Discussing inclusiveness and the reduction of discrimination also calls for an open conversation

about biases and prejudices in healthcare, research and development. An article in The Scientific
Americart? admits that acial and ethnic diversity is underrepresented in clinical trials. These affect

not only patients and citizens but also healthcare professionals. Doctors, nurses and healthcare

service personnel are also diverse and represent different sndiaral backgounds. Information

and education about diversity and inclusion must go both ways. Wilbur, Snyder, Essary et al. (2020)
FaaSNI GKIFIG 4! RAGSNES KSIFEGKOFNB 62N] F2NOS Aa vy
RAGSNAES LI GASY(d LIRLzAFGA2YED

The ole of language

Acknowledging diversity in language means more than reflecting and respecting linguistic diversity.

& LINB@A2dzat e RA&AOdzaaSR Ay GKS OKIFLIISNI 2y Gl dzyl y
barrier between the medical profession, policymakers, aatigmts. This language barrier also

creates power imbalances as described by Galjour, Schwarz, Rusike et al. (2021). While most people
understand basic information about their bodies, health and illnesses, the language of health can be

very different acros different stakeholders. The use of language also extends to making sure that

12. https://www.scientificamerican.com/article/ahicak 31
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healthcare professionals avoid judgmental language, while their demeanour remains respectful of
the patient.

Patient organisations are, however, in an excellent position to manage this difference. They can not

only translate medical language into lay terms through brochures, websites, social media and lay

language summaries, but they can also convey lay conedyotst health in scientific and medical

terms. In addition, the importance of arts (theatre, song, dance, visual arts, storytelling, etc.) in

health promotion and health literacy is well documented (e.g., Bunn, Kalinga, Mtema et al. 2020).
Patientled reseach is thus a key tool for the acknowledgement of diversity and the elimination of
discrimination whilst also helping tackle stigma againstéalucated people and those living in

L2 OSNIied ¢KAA TFdzy RIFIYSyidlft OKFff SWwARANEA KISE @deKa SF
McCorkell, Assaf, Davis et al. (2021) describes the importance of platergsearch in the field of

[2y3 / h+L5 YR FAYR G(GKIG aolLBS2LX S SELISNASYOAyY3
ask and issues to invégate that matter to them and also to design effective solutions based on

GKSANI AYGAYLFGS FEYAEAINRGE 2F GKS AfftySaaédo 1 y2i
GORBSEAGSNAYI OFNB Ay (GKS f I y3dz 3 &eatind dipdsitivceK A OK (i F
andnon2 dzZRIYSy il f SYy@ANRYYSYyid> YR 06SAy3a Kz2ySald oAl

When talking about language, one should cast a wider net than to just focus on linguistic diversity
and the need for translations. The bukscientific and medical literature is in English, which poses a
problem on two levels:
1. t FGASYyGa ¢6K2 R2y QO aLISFH] 9y3IfAakKI 2N R2y Qi al
potentially lifesaving information unless translations are produced (Woolstisgrio 2019)
2. Scientific and medical literature produced in languages other than English tend to fall off the
map of science (HuttnelKoros 2015).

Knowledge is empowering

Keeping community members alive and healthy is an instinctive commandmeritanatends

history and cultures. There is, however, considerable conflict between what is acknowledged as
evidencebased medicine, and what is seen as traditional, alternative or complementary medicine.
There must be a clear line between real and fake wiadi and this distinction should be

maintained in the interest of real health improvements globally. The growth ofsaigince

movements in the wake of the COVID pandemic is a warning sign that there is an urgent need for
better health literacy.

Theimportance and empowering aspects of learning and knowledge have been described in the
literature of patient involvement several times (Epstein, 1995; Bereczky, 2020). Knowledge is also
fundamental in tackling stigma and discrimination as it is commohdorans to fear and loath

what is not known well enough (Carleton, 2011). The case study of the U=U Campaign (Undetectable
means Untransmittable) in the HIV field provides a good example on how the dissemination of a
fundamental piece of scientific knowlgd can contribute to the reduction of stigma and

discrimination. The aspect of @weation and joint delivery with patient communities play a major

role in these efforts.

Taking the message to the people

Effective outreach work that includes targetedatt to address specific groups is key. Sometimes,
GKIHMNRS F OKé LR LMz FGA2ya INB y2i KINR G2 NBIFOKI |
the first step towards disempowered groups is the first step towards reducing inequality resulting

from discrimination. Even if certain populations cannot find the way to access healthcare services or

R2y Qi (y2¢ K2g G2 ylFI@A3ILGS GKS aeadSyz Ffft adl |8
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these services closer to them. Therefore, in the calls to actlbstakeholders should reach out to

underserved populations and to examine their own biases that may act as barriers to access to
KSFHfGK®d ¢KS LINAYOALX S 2F aYSSihAy3a LI GASyida oKSNE
was already described by Hugghin 2013 and has become imperative when talking about reaching

vulnerable populations. The IEEPO global community survey also provides further insight into this

issue.

information is made available to different communities (incl. underserved, marginalizec
groups), depending on their situation and how they access informati¢to? example,

rural communities who are isolated may not receive timely information about updated
treatment regimens or timely access to digital tools / technologies.

_~‘/_ In your country / region is there a strategy to adapt the way health service delivery anc

@ |am not aware of any existing / emerging strategies to adapt how health information is delivered to different
@ | do not have enough knowledge in order to answer this question
@ | am aware of existing / emerging strategies to adapt how health information is delivered to different communities
@ Blank

When asked about a specific country strategy to bring information closer to Epg@iips (such as

underserved or marginalised groups), 37.8% said that they were not aware of such a strategy, while
oodw: alGlFriSR (KIG (GKSé& R2y Qi KI @S aAdFFAOASYH (y?2
AT adzOK | &4 NI ki @ouSit Isaeing that thieke &ré feur @€l efforts to

ONARY3I KSIfOGK NBfFTGSR AYyTF2NXYIFGA2Yy Of 2aASN) (12 @dz y ¢
argued that, given they have sufficient resources, patient organisations are in the ogjtiop to

facilitate and to streamline this line of work.
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I.ll Case Study: Undetectable means Untransmittable \

Project background and objective

The U=U Campaign is a global example about how the dissemination of a fundamenta
of scientific knowledge can amplify a powerful public health message. It is also an example
of how partnership working between healthcare professionals and patient communities
LI @ F YF22NI NRES Ay OKFy3IAy3d LIS2¢alit6a Q o SKI FA
reduction in stigma and discrimination.

In recent years, an overwhelming body of clinical evidence has firmly establishbdrtien
immunodeficiency virus (HI\Yndetectable = Untransmittable (U=U) concept as
scientifically sound. U=U means that people living with HIV wheaetand maintain an
undetectable viral load (the amount of HIV in the blood) by taking and adhering to
antiretroviral therapy (ART) as prescribed cannot sexually transmit the virus to others.
Evidence for U=U was developed over many years of researtdhamwition and study
including observational studies, expert opinion based on reviewing evidence, prospectiv
observational studies, randomised clinical trials and further expert opinion in 2016 which
led to the development of the U=U campaign.

1%

Distilild G KS YSaalrasS Ayid2 F aAy3datSy LRoSNFdE | yR
intended to promote prevention at all levels, including primary (preventing transmission
uninfected persons) and secondary (ensuring regular viral load monitoring and health
screefings).

. @ F20dzaAy3 2y o06SAy3 WdzyRSGiGSOGllIoftSQx Fyl 262580
provides people living with HIV with an unambiguous health target that emphasises
personal responsibility and the importance of reliable and affordable accessdwimes
and diagnostics.

Activity detail and stakeholders involved

Launched by the community of people living with HIV in 2017, U=U became an interna
campaign aimed at raising awareness of prevention. By January 2021, more than 1000
organisations fom 102 countries had signed up, including international bodies and medigal
associations.

More specifically, the U=U message has also been incorporated into clinical guidance.
Discussing U=U in clinical settings is vital because patients ardikadyao believe

information that they hear directly from their peers living with HIV in addition to healthcage
providers or doctors.

In May 2019, these results were published in The Lancet, and became one of the most
widely and rapidly reported interrismnal headline HIV news in mainstream media.

Further information:https://www.preventionaccess.org/

\_

J

34


https://www.preventionaccess.org/

International Experience Exchange
for Patient Organisations

All stakeholders should focus on the humanising of healthcare and how the person in need
can become the point of gravity of their work.

All stakeholders should ensure that there is representativeness in their work, become a
more diverse team at every level,@&iook at their constituencies critically.
Representativeness means the inclusion of all affected populations regardless of their socio
economic, ethnic or other backgrounds. All stakeholders should strive to be aware of their
own biases and identify themo be able to tackle them. Seifitical engagement with biases
and prejudice will lead to more inclusion and sensitivity to the challenges of underserved
populations.

Sensitivity to language as a tool for building trustful relationships should be deklope
consciously in all stakeholders including policymakers, healthcare professionals, researchers,
and patient organisations.

Science and educational systems need to acknowledge the importance of diversity and
inclusion. Early inclusion training will resutbetter antidiscriminatory practices

throughout the entire healthcare continuum. Researchers and the clinical profession should
AyOf dzZRS aNBFfé¢ AyadSFR 2F aARSIEé¢ LI GASyGa
more meaningful and those in ndeare served better.
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In a talk delivered at the IEEPO 2021 conference, Bogi Eliasen defirfetlaiving key factors for
the transformation of healthcare:

dzA £ RA Yy 3 2ILISWI fG2AaASE 2G2 KSFHE GKQ GKI G Adgl@f dzRS &

across all levels, priorities and groups/stakeholders

50/50 aspiration investment in primary healthcargystems, disease prevention

Personalised health is not just about precision medicine; it is also about screenings, early
detection, and early intervention as well as related care including services, tools etc.
Empowering patients to understand and takermvship of their own health and care and

how they use their data, transparency, traceability

Empowering patients to be the bridge builders across disease areas and countries and work
together with companies and with public institutions.

The role of coopeation

As Bogi Eliasen and Mary Baker state in the Foreword to this Position Paper, we can only be
successful if we work together.

In the past, there has been unnecessary and harmful competition between patient organisations and
across disease areas, sj@ally competition for research attention and resources. However,
humanised healthcare and universal health coverage are imperatives that call foistakkiholder
cooperation and partnering to tackle competition. The work and nature of patient orgamsado

not fit traditional business logic, and they are based on sharing rather than accumulating resources
(Bereczky 2019).

LGQa ONMzOALt G2 If&az2 NIA&S GKS SELISNIAAS FyR
The role of patients in thhealthcare landscape is still largely ignored. Despite some good examples
like the Innovative Medicines Initiative and Horizon Europe frameworks of the EU, there is a lot more
to do if we want to include patients as the 4th P in publiivate partnershig (PPP). However, this
requires resources, people, money and technology.

Despite these challenges, if we put our hearts and minds together in true partnership, patient
organisations around the world can become the force required to drive transforméaieege.

13. https://ec.europa.eu/info/researchand 36
innovation/funding/fundingopportunities/funding
programmesand-open-cdls/horizoneurope _en
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Prioritised @&lls to action
In conclusion, the IEEPO Position Paper defines the following calls to action as priorities:

Patient organisations should facilitate conversations with all stakeholders about the
need and value oEompassionate care.

Develop strategies that address the current challenges in achieving health literacy by
incorporating the specific needs of patient populations so that they are involved in the
design, and delivery of solutions. Example challenges include, elderly patieratg be
socially isolated as a result of the

LI YRSYAOX RAIAGEE AffAGSNIXrOe FyR (GKS WR
information and therefore manage their own health.

Patient communities should be empowered to generate data and shaigghts with

AIAGI

020K Lzt AO KSFfUOGK | dziK2NRGASEA YR AYRdza G NE:

can provide valuable data and patient insights to inform regulatory decisions, such as
HTA processes, treatment reimbursement and work with industry toestgthen disease
advocacy and medicines research and development.

Governments should be held responsible for driving the synchronisation of care
between primary and secondary services to humanise healthcare.

All stakeholders should focus on the humanigiof healthcare and how the person in
need can become the point of gravity of their work.
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About IEEPO

The International Experience Exchange with Patient Organisations (IEEPO)* provides a platform for
the worldwide patient community t@ollaborate and collaborate on creating changes to achieve this
vision together. If we focus on understanding healthcare systems from a patient perspective, we can
transform this vision to the benefit of the worldwide patient community.

Our work to datehas already yielded significant and transformational results with outcomes
documented on IEEPO.com alongside numerous publications from different contributors and
participant organisations of IEEPO. The work of IEEPO is structured around four distinct yet
interrelated domains:

THINK
Thought leadership that futurgazes for emerging health trends and serves inspirational and
practical content to patient organisations and all others engaged in health.

LEARN
An ongoing educational library obntent, practical tools, materials and resources across a range of
topics, to upskill patient organisations of all sizes and in all geographies.

CHANGE
A debating forum that engages policymakers, regulators & health care experts with advocates on
healthpolicy issues, at a global, international and national level to help set strategies and inspire
action.

MAKE
Content outputs that are informed by an evideAoased advocacy approach, reflecting digital
health and future approaches to healthcarec®ated for and with the community for local
implementation to strengthen patient voice in the healthcare ecosystem.

IEEPO is sponsored by Roche and organised in partnership with an independent Chair and an
External Advisory Committee of global leaders ingratadvocacy. More information to find at
www.ieepo.com
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About the IEEPO Position Paper

This IEEPO Position Paper is basedglotsal community demand and call to action to empower
change and transformation of healthcare systems. It explores the learnings and recommendations
from various sources of information and is informed by the input of:

The work of all four domains of IEEBGler the leadership of the External Advisory
Committee and the IEEPO programme chair

A global patient community survey developed and conducted by IEEPO in August and
September 2021

Findings and outcomes of the IEEPO virtual conferences in 2020 and 2021

Desk research covering the latest information and publications on the state of healthcare
around the world and the need for transformation and humanisation

Interviews conducted with contributors of the MAKE domain and other domains of
engagement of IEEPO.

The Paper contains an analysis of certain areas that the IEEPO community and the contributors see
as pressing and in need for change. Most importantly, the Position Paper contains specific calls to
action that sit within each chapter:

1. Putting people at te heart of healthcare
2. Humanising health literacy

3. Humanising digital healthcare to build capacity by harnessing the power of patient
data

4. Humanising healthcare to focus on prevention and cure with a new 50:50 model

5. Prioritising diversity, equity and inclasi to humanise approaches to healthcare.
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About the IEEPO Community Survey

This IEEPO Position Paper elaborates on the findings and outcomes of a global patient survey
conducted by IEEPO in 2021. Results and a breakdown of participants from the mityrsnovey

include:
IEEPO Community Survey @ participants @
¥30% .y 28%
From Europe From LATAM

19%%" 16%1 9%

From Middle From North
From APAC “ East and Afric America

Responses from Responses from Responses from Responses from
Global organisations Regional organisations National organisations local organisations

Number of years active:

W1 55% e 20%

49 -5-10 years Oncology Organisations Rare disease Organisations
39 _ 3-5years yo= o

10 - 1-2 years 1 2% 1 3 /o
°:g;;,$=;gg" -Under 1 year  Neurological Organisations Other
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