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Empowering Patient to Co-design Covid-19 Responses: The Role of Online Health Communities

Abstract

Covid-19 has paved the way for major disruptions to conventional healthcare systems accelerating
participatory health enabled by interactive virtual environments. The role of the ‘patient voice’ as a
fundamental resource in an effective Covid-19 response has moved centre stage. In this time of
extraordinary crisis and health system disruptions, patient-centred models offer opportunities for
embedding shared decision-making to improve health outcomes using digital tools. Through an
exploratory case study, this paper examines patient action during Covid-19 and how co-design
methods can be adapted to an online environment in response to Covid-19 restrictions to improve the
Covid-19 patient and family experience of care. Experienced-based co-design was employed to map
the care journey of patients with Covid-19 confined at home in Spain - one of the hardest-hit countries
in the pandemic, to identify quality improvements. Main touchpoint needs were explored in online
co-design workshops leading to improvement projects including the development of a Covid-19
patient online health community (OHC) to deliver patient-centred care during the outbreak. The
Covid-19 patient OHC has become an instrument that facilitates Covid-19 patient’s recovery,
especially psychological resilience. OHC participation has clear potential for empowerment and
transformative agency as it enables Covid-19 patients to control the content and flow of the
information available to them. This paper offers valuable insights on how co-design can be adapted to
an online format to enable more meaningful patient input to healthcare design when faced with

uncertainty and ambiguity during health crises.

Keywords: Covid-19; participatory health; patient voice; co-design; patient empowerment; Online

Health Communities; patient journey map; experienced-based co-design.



1. Introduction

The current Covid-19 pandemic caused by the coronavirus SARS-CoV-2 presents unprecedented
challenges to healthcare systems and care services, bringing intense pressure and accelerating the use
of innovations and improved approaches (Duek and Fliss, 2020, Brem et al., 2020). Digital technologies
are being harnessed to support the public health response to Covid-19 worldwide (Budd et al., 2020),
including an accelerated trend towards virtual care to ensure that patients continue to receive
convenient medical care without the risk of exposure (Wosik et al., 2020), the use of Al-powered triage
systems (e.g., medical chat bots) to ease the burden on healthcare systems by identifying infection
severity (Wittbold et al., 2020), and the development at a high rate of healthcare wearable devices to

support early detection of Covid-19 related symptoms (Weizman et al., 2020).

The Covid-19 crisis is also shaping an environment for greater patient involvement and engagement
in healthcare innovation and delivery (Abrams et al., 2020). Pitts (2020) refers to ‘the patient voice’ as
the most powerful weapon to fight Covid-19. The allocation of scarce resources during the pandemic
has caused countless ethical and legal challenges (Rawlings et al., 2020). Hence, managing over-
stressed clinical health systems but still providing ethical care highlights the importance of patient’s
active role as a fundamental resource in the quest towards more equitable, sustainable and resilient
health systems (Richards and Scowcroft, 2020). It requires engaging with patients, user groups and
communities using models of care that are patient-centred (Turk et al., 2021). These models are built
on the underlying premise of active collaboration and shared decision-making between patients,

families and healthcare providers to improve quality and care (Richards et al., 2015).

Such a paradigm shift however is challenging and implementing patient-centred models poses
multiple challenges (Oliver et al., 2019, Moore et al., 2017). To be truly transformative, there must be
a shift of power towards equitable partnerships between healthcare professionals, patients and
communities (Gremyr et al., 2021), removing artificial distinctions between ‘recipients’ and ‘providers’

of healthcare services, and seeing patients as co-producers of knowledge (Palumbo, 2016).



In this paper, we seek to understand the relevance of co-production under Covid-19 and the
conditions that made co-production to emerge as an alternative in the Covid-19 response. Co-
production in healthcare means embedding the patient voice in decision-making, from commissioning
to co-design and co-delivery (Vennik et al., 2016) and it is flourishing under Covid-19 (Steen and
Brandsen, 2020, Marten et al.,, 2021). Failure to respond to the global Covid-19 pandemic in
participatory and inclusive ways has paved the way for different methods of health stakeholder
engagement to find flexible and innovative solutions (Beresford et al., 2021a, Beresford et al., 2021b,
Turk et al., 2021, Loewenson et al., 2021). Particularly, the increased use of digital platforms has
powerfully enhanced patient engagement and enabled greater diversity of voices and ideas in the
Covid-19 response (Denegri and Starling, 2021, Mills et al., 2020). Online platforms have also enabled
global social responses to Covid-19, such as Frena la Curva (slow down the curve) a citizen-driven
platform connecting Spanish speaking countries to accelerate coping strategies, especially for the
most vulnerable (Lungati, 2020) and The GEO Indigenous Hackathon, an online platform engaging
indigenous groups around the globe to co-design culturally appropriate Covid-19 response methods

(GEO, 2020).

Applying co-production can be challenging and a gap still remains in the understanding of how to
engage patients in co-producing knowledge (Palumbo and Manna, 2018, McCarron et al., 2021).
Through an exploratory case study (Yin, 2003), this paper examines patient action during Covid-19 and
how Experience-based Co-design (EBCD) can be used to improve the Covid-19 patient and family
experience of care. Our discussion aims to contribute to the emerging literature in EBCD as an
approach in healthcare service design and its application to drive quality improvements during a
health crisis situation. It demonstrates how EBCD can be adapted to an online environment in
response to Covid-19 restrictions (Kennedy et al.,, 2021). EBCD is based on the principles of co-
production and engages key stakeholders in a systematic, participatory process of reflection and
collaboration leading to the co-design of improvements (Bate and Robert, 2007). EBCD involves
patients, families and professional staff exploring the care pathway and the emotional journey
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patients experience along it, capturing experiences, and then working together to understand these
experiences and identify improvement priorities (Boyd et al., 2012). Allowing patients, carers and staff
express their lived experience and stories regarding care delivery gives them a voice within the process

that can used to improve quality and care (Donetto et al., 2015).

The current qualitative study describes the use of EBCD with Covid-19 patients confined at home in
Spain - one of the hardest-hit countries during the first of wave of Covid-19. The dramatic shift towards
social distancing measures to curb transmission, protect the vulnerable, and reduce the burden on
the healthcare system presents important challenges to the health and wellbeing of Covid-19 patients
after being discharged from hospital (Venkatesh and Edirappuli, 2020). To improve the Covid-19
patient and family experience of care, EBCD was used by the Institute for Patient Experience (IEXP) to
map the patient journey. Journey maps capture the thoughts, feelings and actions throughout the
personal healthcare journey from the perspective of the patient (Trebble et al., 2010, McCarthy et al.,
2016). The resulting visual tool helps to identify opportunities for improvement of patient interaction
with the service. Main touchpoint needs were explored in online co-design workshops leading to
improvement projects, including the need for a Covid-19 patient online health community (OHC) to
deliver patient-centred care during the Covid-19 outbreak. An OHC - also known as Virtual
Communities of Practice (VCoPs), refers to a group of people (e.g., patients, health professionals or a
mixture of both) who interact with each other in online environments about similar health issues
(Wang et al., 2017). The onset of the Covid-19 pandemic has led to a renewed engagement with OHCs
that offer social and informational support to Covid-19 patients (Jong et al., 2021, Mills et al., 2020, Li

et al., 2020).

By combining health information and audio-visual resources (i.e., reports, podcasts and videos
alongside personal testimonies of people affected and recovered from Covid-19), the Covid-19 patient
OHC offers community members instant messaging, forums and patient geolocation, as well as a

chatbot called Patty, based on emotional and motivational intelligence, to track the progress of the



virus. The OHC has become an instrument that facilitates Covid-19 patients recovery, especially
psychological resilience, since the connection between patients of the same pathology generates
encouragement, empathy and esteem (Yan and Tan, 2014, Zhang et al., 2018). Participation in the
OHC has influenced Covid-19 patients’ perceptions of being empowered as it enables them to control

the content and flow of the information available to them.

The paper proceeds as follows. Following, the introduction, Section 2 provides a brief overview of co-
production and co-design in healthcare. Section 3 discusses the EBCD approach used to meaningfully
engaged Covid-19 patients, family members and healthcare professionals to deliver patient-centred

care during the outbreak. Section 4 provides a discussion and conclusions.

2. Theoretical Background

Co-production in healthcare is receiving increasing attention in the literature, public policy debates
and civic society responses as the cornerstone of a sustainable healthcare system of the future (for
recent systematic reviews refer to Marsilio et al., 2021, Fusco et al., 2020, Palumbo, 2016). The WHO
Global Strategy for Integrated People-Centred Health Services 2016-2026 (World Health Organization,
2015) argues that the future of care requires an ‘equal and reciprocal relationship’ between clinical
and non-clinical professionals together with individuals using care services, their families and
communities. Covid-19 has renewed interest in and advocacy for adoption of co-production of public
responses to the pandemic to tackle health inequalities in societies (Beresford et al., 2021a, Allen et

al., 2021).

Co-production in healthcare means that patients actively contribute to the provision of health services
as partners of health professionals and service providers (Vennik et al., 2016). The effective
participation of patients as key stakeholders in the design and production of healthcare services is
seen as an important means to increase satisfaction with the experience of care, reduce complications
associated with the treatment, and improve health outcomes (Batalden et al., 2016). Co-production

challenges the traditional model of healthcare provision where patients are mostly seen as passive



recipients of care from service providers (Laing et al., 2002, Taylor, 2009). Value creation was
conceptualised as company centric with the value, defined as the benefit to patients’ quality of life
resulting from healthcare resources (Lee, 2017), being provided by the company to the consumer (i.e.,

an approach directed entirely by the doctor) (Rezaei Aghdam et al., 2020).

With a shift towards service-dominant logic in service science supported by digital developments,
health care practice and academia have started to recognise that patients are no longer passive
recipients of their treatment but actively engaged in its implementation (Joiner and Lusch, 2016,
Palumbo, 2017). Patients are increasingly becoming engaged and active consumers who participate in
the creation of ‘health’ value by sharing information, competencies and resources with service
providers in order to improve the quality of care — multi-actor integration of resources (McColl-
Kennedy et al., 2017, Van Oerle et al., 2018, Nordgren, 2008). This perspective allows a focus on the

patient as an operant resource in co-production processes (Vargo and Lusch, 2004).

Patient-centred approaches for quality care are designed around the specific needs of the patient —
‘the physician tries to enter the patient’s world, to see the illness through the patient’s eyes’
(McWhinney et al., 1989). Meaningful clinical engagements require building a partnership in the
encounter process, sharing detailed information and allowing patients to deliberate and express their
preferences and opinions during this process (Elwyn et al., 2010, Pitts, 2019, Bate and Robert, 2007).
Patients’ active participation is essential in order to enhance treatment options as well as to improve
health outcomes and cost efficiencies (McColl-Kennedy et al., 2012, Elg et al., 2012, Cyril et al., 2015).
Co-production can facilitate the implementation process as well as the sustainability and scalability of

the interventions (Greenhalgh et al., 2016).

A patient-centred approach also offers opportunities for co-production practices that involve a
network of actors collaborating to provide a healthcare solution. Sweeney et al. (2015) argue that co-
production can be seen as a three part process: within and outside-hospital activities and self-generate

activities by the patient. Hence, co-production can be achieved through a range of activities at



different levels, including self-management of healthcare and improving communication and shared
understanding (Frow et al.,, 2016). Additionally, a patient-centred model extends the range of
collaborative activities to include actions offering both emotional and physical wellbeing (Kuipers et

al., 2019).

Co-production is therefore used as a general umbrella term to describe the various activities
undertake by co-producers, including co-commissioning, co-design, co-delivery and co-assessment
(Bovaird et al., 2019). This paper specifically examines co-design in healthcare defined as ‘a method
of designing better experiences for patients, carers and staff (NHS Institute for Innovation and
Improvement, 2017, p.3). It seeks to actively involve all stakeholders (patients, careers and staff)
working in partnership in the design and review of services (Donetto et al., 2015). Co-design has been
cited as being successful in creating greater staff awareness of patients’ experiences, improvements
in care and treatment processes, and better health outcomes (Boyd et al., 2012, Goodyear-Smith et
al., 2015). Implementing co-design in healthcare is challenging, particularly it can be time consuming,
adding to already high clinical workloads (Kirk et al., 2021). Truly equalising power and challenging
dominating relationships and practices between servicer users and providers might be an obstacle to

true participation (Farr, 2018, Farrington, 2016).

Relatively few insights are available on how co-design can be applied in the healthcare context and
the methodology and tools to ensure meaningful participation. This paper offers practical evidence
and focuses on experience-based co-design (EBCD), an evidence-based approach based on
participatory action research, narrative theory, learning theories and design thinking (Bate and Robert,
2007, Donetto et al., 2015). EBCB enables patients, careers and practitioners to collaborate on the
design of solutions (Fucile et al., 2017, Robert et al., 2015). EBCD principles include participants sharing
their experiences of care through narrative and story-based approaches to move from an individual
to a collective understanding of key touchpoints on the journey of care that can inform health service

development or improvements (Robert, 2013, Mulvale et al., 2019, Fylan et al., 2021). Touchpoints



are emotional interactions between staff and patients, both positive and negative, that both parties
regard as key to the overall experience of receiving or delivering care (Robert et al., 2015, Bate and
Robert, 2007). The integration of the lived experience of service users ensures that outcomes are
targeted and co-designed with those most likely to be affected by issue, change of process or
intervention (Donetto et al., 2015, Palmer et al., 2015). The collaborative nature of EBCD seeks to
deeply embed service users’ experiences as the primary driver of system change and provides a
commitment to shared power arrangements and decision making ‘by enabling a voice for people to

take part in the conversation’ (Dimopoulos-Bick et al., 2018, p.88).

Due to Covid-19, social distancing and lockdown, researchers have come up with innovative ways to
adapt face-to-face co-design methodology to an online environment (Kennedy et al., 2021, Beresford
et al., 2021b). Digital platforms, such as WhatsApp and Facebook, have been successfully used for co-
design (Brown et al., 2020) and more flexible processes of collaboration have been proposed that
respond to the need for low-contact and social distancing as a result of Covid-19 (Davis et al., 2021,
Langley et al., 2021). Digital co-design methods can help overcome power imbalances and inequalities
(Kennedy et al., 2021), although the type of technology and accessibility are key considerations in

digital co-design methods (Hall et al., 2021).

The present work focuses on the application of the EBCD process as a patient, family and healthcare
provider engagement method in quality improvements initiatives. EBCD was employed to improve the

care experience of Covid-19 patients isolated at home and families.

3. Co-design Quality Improvements for Covid-19 patients

The first wave of Covid-19 spread rapidly in Spain, one of Europe’s most affected countries. Official
data shows that from 24 February to 31 March of 2020, Spain recorded 102,136 positive cases with

9,053 deaths. Faced with the severity of the situation, the Spanish government declared a state of



alarm on 14 March 2020, and subsequently, it paralysed all non-essential economic activity. The
national lockdown was later extended until 21 June 2020. Government interventions generated
significant psychological and social effects on the population due to the loss of freedom, reduced
social contact and constant fear and uncertainty about the advancement of the disease and control

measures (Alfonso Viguria and Casamitjana, 2021).

The impact of isolation presents important challenges to the health and wellbeing of patients with
Covid-19 after being discharged from hospital (Venkatesh and Edirappuli, 2020, He et al., 2021).
Isolation might result in drastic and lasting psychological effects, such as anxiety, depression and post-
traumatic stress disorder (PTSD) (Brooks et al., 2020). The impact has been amplified by
fearmongering and misinformation; thereby, hampering the response to the outbreak (Barua et al.,
2020). As noted by WHO Director General Dr Petros ‘Misinformation on the coronavirus might be the

most contagious thing about it' (WHO, 2020).

In Spain, given the urgency of the pandemic and the ferocity of the first wave of Covid-19, the Institute
for Patient Experience (IEXP) used EBCD to understand the care needs of Covid-19 patients confined
to their flats and houses during the first months of the pandemic. EBCD is a powerful tool for patient
involvement where patients, carers and health professionals work together to improve healthcare
quality (Gustavsson and Andersson, 2019). The process involves capturing and understanding the
patient experience and then implementing solutions with and for those for whom it is designed (Green
et al., 2020). EBCD enables embedding more deeply end users’ experiences as the primary driver of
health system change processes and provides a commitment to shared power arrangement and

decision making (Lewis et al., 2021).

To capture and understand patient experiences, a number of tools were employed including patient
journey mapping and co-design workshops. A patient journey map is a summary of the service
experiences patients have over time (Trebble et al., 2010, McCarthy et al., 2016, Simonse et al., 2019).

Based on direct quotes from Covid-19 patients, the patient journey map is a tangible representation
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of the Covid-19 patient voice. It includes patient journey phases, interactions, emotions and
motivations throughout the personal care journey, touchpoints (significant points of contact between
the patient and service) and suggested improvement ideas. Co-design workshops involve a wide range
of people coming together to discuss issues and make decisions (Bessant and Maher, 2009). Figure 1

depicts the EBCD process followed to improve the home isolation experience of Covid-19 patients.

Figure 1. EBCD to improve the home isolation experience of Covid-19 patients

Stage 1 Stage 2 Stage 3

21 April 2020 27 April 2020 8 May 2020

Start of Covid-19 Testing Launch
20 April 2020 OHC platform
10 April 2020 Online Co-desing development

Patient Journey ! workshp /-\
Mapping improvement
Projects) N/

19 March 2020 13-14 April 2020 m O
Qualitative Research Online CO-_desig_n \ /
Workshops {ideation) 20 April 2020 4May2020 8 May 2020

Widening sample for

o Quantitative Launch in Spain,
qualitative research

Survey UK, Brazil and
France

3.1. Stage 1 - Patient Journey Mapping

The first stage aims at capturing and understanding the Covid-19 patient experience through in-depth
interviews. Given the novelty and urgency of the outbreak, participants were selected by the research
team through their networks, followed by a snowballing sampling approach (SBA) and consented via
email or verbally. This method is preferred to other probabilistic approaches of sampling when the
desired sample characteristic is rare (Siddiqui et al., 2016). Initially, key informants for the study
population are identified, and based on the information provided by key informants, potential
subjects are located (Valerio et al., 2016). Participation in the study included 15 Covid-19 patients

isolated at home, living in Madrid, both genders and between 18-64 years old. The sample was
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increased to 41 patients in the quality improvements stage to improve the accuracy of the study and

capture the evolving nature of the Covid-19 outbreak at the pick of the first wave (Spring 2020).

Patient interviews are aimed at helping patients identify and explore emotional ‘touchpoints’ on the
journey of care, with a view to improving these experiences (Robert et al., 2015). Based on patient
interview data, the research team generated the Covid-19 home isolation patient journey map (Figure
2). Patient journey maps are utilised to depict the healthcare service from the patient’s perspective
(Trebble et al., 2010, McCarthy et al., 2016). They are based on mapping a consecutive series of patient
touchpoints with a specific healthcare experience. If we understand the patient journey map as a
matrix, the horizontal axis shows the stages of the service delivery experience while the vertical axis
shows the dimensions of the patient experience (i.e., operational, emotional, interactional, etc.)
(Simonse et al., 2019). Thus, for each stage in the service delivery process, the visual tool enables to
map the relative position of individual experiences as a high or low point. Similarly, it is possible to

follow different aspects of the patient experience along the service delivery path and their evolution.

The design of the patient journey map in this study provides a deep understanding of the home
isolation experience of Covid-19 patients from the onset of iliness to recovery and enables to uncover
unmet needs of patients leading to improvement opportunities. In particular, the patient journey map

describes the service delivery experience, emotional journey, touchpoints, actors and patient needs.

- Service delivery experience: maps the patient experience across the stages from an extensive
awareness period before testing positive to possible recurrence and discharge The journey for
Covid-19 patients infected by the coronavirus during the first wave was full of uncertainties due
to the limited knowledge in relation to the pathology and its treatment, and the tremendous strain
on healthcare resources. As shown in Figure 2, the Covid-19 patient journey does not start with
symptoms but rather the exacerbated need to seek health related information when facing a
situation of crisis that creates an unmeasurable anxiety for knowledge. In Spain, it is reported that

information consumption increased by 55% (Pérez-Escoda et al., 2020) and the Spanish population
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were the most social Europeans, with an increase of 48% in the use of social network apps (Gevers,
2020).
Emotional journey: shows how the patient’s experience changes as they move through the
different touchpoints. The patient journey, starting from unprecedented amounts of Covid-19
information available up to the hospital discharge, was emotionally charged for Covid-19 patients
and their families. Patients’ emotions related to three factors: (i) the disease itself and its
associated effects; (ii) the relationship with family members; and (iii) the relationship with
healthcare professionals and healthcare systems — the latter been perceived as a separate entity
from those working there. Emotional experiences were not only intense and varied but the state
of mind of Covid-19 patients had various highs and lows - the lowest point being the diagnosis
when fear and anxiety emerged.
Main touchpoint needs - the needs of isolated Covid-19 patients at home were clustered around
five areas:
Communication and information: patients commonly mentioned the need for accurate,
trustworthy and credible sources of news and advice on Covid-19 — anxiety might arise from
inadequate information by less reliable media sources heightening confusion and false hope
(e.g., hydroxychloroquine) (Brooks et al., 2020).
Healthcare support —in the case of patients with caring responsibilities
Emotional support: to overcome anxiety, panic attacks, depression, guilt and uncertainty,
burden, fear or loneliness
Logistical support — for patients living alone (shopping) or single parents (child care). Often
homes did not have the means for an effective isolation due to lack of resources and spaces.
Treatment and humanization — at a time when so many people were alone and growing social

concern, patients wanted to feel safe and cared for.
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Figure 2. Covid-19 Home Isolation Patient Journey Map

ASSOCIATION STAGE

U]j STAGES

DESCRIPTION OF
THE EXPERIENGE
FROM THE
PATIENT'S VIEW

|

HEALTH CARE
TOUGHPOINTS

&8

SOCIAL ACTORS

L ]
EMOTIONAL
JOURNEY
L J
L ]

A%

PATIENT

NEEDS

AWARENESS PERIOD

INITIAL SYMPTOMS

SYMPTOMS
How iliness starts appearing in Loss of smell Loss of Search for
society impacts how the patient appetite association
experiences it Loss af taste . betweon Seff-diagnasis
< symptoms and
covin1g
China and Italy Headache:
news Health system AWl calingor
Information saturation [ V131nd the Tiredness/fatigue  The moment of  Influence of the
Overload doctar contagion is environment to
Breathlessness  reconstructed make
Fake News association
In some cases,
Constant
na symptoms
:‘;:;'C;TG are allributed lo C?VID"WQ
the disease information
language updale

+ Intarnet Test

+ COVID-18 Helpline

+ Immediate environment {work, study...)
+ Frignds
+ Relalives
+ Media and Social networks

» Accurate and

¥ Clarity of Knowing howta  m Trustworthy — ® Knowing » Regular and

information measure risk and reliable clearly when to  direct reliable

» Distinguishing information gotothe communication  Mermatien
real information channels hospital or not  with health channels

professionals » Reassuring
messages from
healthcare
institutions and

staff

DIAGNOSIS

THROUGH THE PHONE

+ Lack of Diagnosis

+ Long Waits

+ Doclors have a lack of cantrol of the disease
+ We don't recaive enaugh/clear information
+ Perception of lack of concem by the doctors

THROUGH THE HOSPITAL

+ Cold treat

» Concerns about the pandemic but lack of concern
about the patient.

+ PCR, plates, X-ray. analysis. efc.

+ Long wait at the hospital

« Resulls on site or by phone at 48h

PRESCRIPTION/
INDICATIONS

THROUGH THE PHONE

+ Pharmacalogical treatment
+ Sparce guidelines for home isolation

THROUGH THE HOSPITAL

» Pharmacalogical treatment

* Conerete guidelines for home isolation
+ Guidelines difficult to comply

+ COVID-13 Helpline

+ Primary attention

+ Nursing
+ Emergency

HOSPITAL
+ Safety
+ Contral

THROUGH PHONE
+ Distrust
+ Lack of contral

» Need for W Closerand W Fast results
Accompaniment  warmer or
treatment accompaniment

until diagnosis
to reduce

uncerlainty

14

> Cuslomized
qguidelines
according ta
context

RELEASE AT THE
HOSPITAL

+ It goes into
quarantine

HOME RELEASE
WITH TEST

+ Afiter two negatives
CEASE OF FOLLOW-

* Fallow-up is

IMPROVEM | RECURREN
ISOLATION
ENTS CE
+ Estimated calculation of days Let the time pass
+ Relalive isolalion vs. siricl compliance Hobbies ) _
+ Home Sanitation Diifliculy in
+ Social distance Take aduantage  performing
to advance work  activitics s
LIVING ALONE
LIVING WITH SOMEONE [ 'Greile vy Household or ~ Suppartin
+ Isolation strategies nd reolation room cleaning  neighbourhood
within the hame and family
netwarks
LIVING WITH
& pvision o care and DEPENDENT PEOPLE
lomestc wor + Complexity in TELEPHONE FOLLOW-UP

+ Degrees of Isolalion: explaining the

Disease Perception Risk + Impassibility

isolation

+ Ii's not always the same
professional wha calls

+ There are questions that remain
unanswered

+ Professional neglect is perceived

situation

of tatal

+ Fear of spreading

+ Tel

+ Fan

ephone follow-up

+ Nursing

mily and relatives

# Flatmates

+ Media and social networks

» Accurate and » Accurate and

refiable reliable

information information

channels channels
» Welfare
support for

families with
caring
responsisilities

+ Neighbours

- Daily and
systematic
Tollow- up

» Follow-up by
the same
professional to
solve parlicular

doubts

canceled when there
are no longer any
symptoms

» Hospital
+ Telephone Tollow-up
+ Health Centre

+ Abandonment

»Clear and
conclusive
explanation of the
failure to follow up

» Guidelines after
Discharge or Drop-
Cut from the follow-up



3.2. Stage 2 — Co-design Workshops

After care needs were identified, the project organised three online co-design workshops with Covid-
19 patients to jointly develop interventions. Engaging patients in the co-design of public health
interventions increases adherence and effectiveness due to the empowerment of patients to develop
outcomes tailored to their own needs (Green et al., 1996, Trischler et al., 2019). The first two co-design
workshops focused on the ideation stage of the service design process while the third involved
concept evaluation and development of ideas into solutions. The co-design methodology, based on
participatory action research (Koshy et al., 2011), was adapted to the online environment in response

to Covid-19 restrictions, including fewer participants and shorter interaction times.

The online ideation co-design workshops were held on April 13 and 14 2020 involving Covid-19
patients isolated at home, clinicians infected by the virus, physicians from the Spanish Society for
Quality Healthcare as well as members of the innovation unit at La Princesa Hospital (Madrid). Online
co-design healthcare workshops followed a stage-based methodology to overcome social, power and
knowledge gaps across the different groups. Careful moderation was necessary to compete all stages

in the online environment (Figure 3).

Online co-design workshops validated the qualitative study results ( Stage 1) and generated a number
of ideas, including offering psychological support, listening to the ‘friendly voice’ of other Covid-19
patients, providing accurate and trustworthy information, and trusted sources for logistical support.
First ideas were further refined leading to improvements, including webinars for psychological
support, medical information, physiotherapy, etc. A further improvement was the creation of an
accurate and validated list of medical and logistic resources and technological support to enable

connectivity among Covid-19 patients.
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Figure 3 —Online Covid-19 co-ideation workshop
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On April 20 2020, the third online co-design workshop took place. Although Covid-19 is not a chronic
disease, the co-design workshop involved physicians and biologists who have suffered Covid-19 and
had first-hand experience on the care needs of Covid-19 patients isolated at home (experiential
knowledge) combined with their professional knowledge of the disease (scientific knowledge). The co-
design workshop was structured into three parts: (i) proposal, (ii) prioritization and selection, and {iii)
development of the idea into an action plan. To improve the level of detail, proposals were prepared
in advance by participating teams using a detailed template. Specific improvements were prioritised
during the co-design workshop, including the development of a Covid-19 OHC since patients need
peer-to-peer support. Interacting with other people living with the same health condition has become
a key component of health self-management and patient empowerment (Meng et al., 2019, Wu and

Bernardi, 2020).

Stage 3 — Covid-19 Online Health Community

Since OHCs are normally organised around social networks, apps or websites, participants agreed to

use an existing digital platform (www.pacientalia.com). This platform hosts communities of chronic

patients to provide information, solidarity and support. Pharma companies tend to support these
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communities in exchange for insights and data. The online platform provides a virtual meeting place
for the Covid-19 community to exchange information about their ‘lived experience’ of the condition
and treatment as well as the opportunity to host webinars, offer psychological support, and organise
forums on specific topics (e.g., clinical information, logistics, etc.). Participants agreed that in order to
ensure information quality and reliability, the Spanish Society for Healthcare Quality would validate

the content.

Figure 4. Covid-19 OHC Interface

PACIENTALIA

— Psoriasis —
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First Covid-19 OHC meeting

On May 22 2020, the first virtual meeting of Covid-19 patients was held, including patients in self-
isolation, post-patients and family members. 123 Covid-19 patients from 11 countries participated in
the online meeting; 102 of whom came from Spain, 16 from Latin America, including Brazil, and 4 from
other Western European countries (France, Switzerland and the Netherlands). During 60 minutes,
there was a dialogue between patients and health professionals. The meeting was moderated by a
Covid-19 patient and health professional. Covid-19 patients asked 50 questions to health
professionals: most questions were related to testing and tracking (16%), the possibility of re-infection
(14%) and the fear of re-infection (14%) (Figure 5). "For us patients who have had mild symptoms that
have lasted 2 months (...) Aren't we going to be tested to see if we have recovered?" complained one
of the participants. In fact, 36% of Covid-19 patients reported that they have not had any serological
testing or PCR tests. A health professional noted that ‘the majority of the population do not know their

current immunological status’ and ‘a problem with testing is that they are not 100% reliable’.

Clinical, symptomatology and continuation of treatment topics account for 24% of concerns. Mental
health was an important discussion topic (10%) along with aspects related to safety and easing of
lockdown restriction (10%) (the meeting took place in the weekend leading up to the lifting of some
restriction in Madrid). Mental health may not seem like the most urgent topic based on the number
of question. However, further analysis of the conversation shows that it is arguably the most
important latent topic. The group's main concern focused on the possibility of the virus spreading,
being infected, and the anxiety due to insufficient testing and lack of information regarding the type
of testing and protocols. In order words, patients are talking about an objective situation of
uncertainty that generates specific fears, leading to anxiety. "... many people are worried about going
back to work," said one patient. In fact, 20% of participants said they felt guilty about spreading the

virus.
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A significant part of the conversation revolved precisely around terror and fears, in line with a recent
study? suggesting that 46% of Spaniards have experienced psychological distress. During the meeting,
55% of patients said they suffered anxiety, 45% sadness and 20% guilt for having infected others. Only

1% claimed they had felt nothing in particular.

Another psychological concern discussed was the meaning of being ‘isolated’; in this case, a ‘double
whammy’ since in addition to the national lockdown, Covid-19 patients lived in separated rooms,
unable to move freely at home and with very little contact with their families. "This has been the

disease of loneliness," emphasised the psychologists attending the meeting.

Finally, as indicated, the meeting took place two days before the lifting of some restrictions in Madrid,
so another significant part of the conversation focused on safety, the proper use of masks and the

need remain alert. "It is up to us to take the necessary prevention measures."

In summary, the main concerns of Covid-19 patients during this first OHC meeting revolved around
infection, reinfection and testing. Patients' main latent (not directly manifested) concerns are related
to fear, anxiety, and uncertainty. Also latent are the psychological impacts of isolation and
bereavement. Finally, the clinical aspects of Covid-19 generated great interest, but did not raise
concerns. Therefore, there is a need for safe, validated and well disseminated information regarding
infection, safety and testing. This information, in addition to practically addressing safety issues and
avoiding new spikes, would help to reduce the psychological impact that fear and anxiety generate in
Covid-19 patients. Second, it is essential to treat the psychological impact of isolation (Brooks et al.,
2020), not exclusively through professional care; a friendly voice and talking to other patients are
needs highlighted by participants during the meeting. Finally, information on clinical and symptomatic

aspects of the disease should also be communicated.

2 https://www.consalud.es/pacientes/especial-coronavirus/46-espanoles-padecen-malestar-psicologico-
confinamiento_80021_102.html
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Figure 5. Key discussion points by Covid-19 OHC during the first virtual meeting
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On 10 June 2020, the second Covid-19 OHC meeting was held, with the aim of supporting the
deconfinement (Spain lifted the national state of emergency in June 20 2020). Discussions highlighted
that OHC participation provides for direct benefits in the form of information utility and social support
(main touchpoint needs). While at the first meeting on 20 May 2020, most questions referred to the
fear of reinfection or infection (28% between both categories), and testing (16%); this second meeting
showed a shift in interest towards clinical topics with a focus on symptoms and related illnesses (41%
of the questions) (Figure 6), suggesting a process of patient empowerment, a key objective of the
Covid-19 OHC by acting as a reliable source of information. Patient empowerment enables patients to
‘manage their healthcare and advocate for themselves as they use healthcare services’ (Helmer et al.,

2011).

Well-informed questions regarding guidelines and treatment (18% between both categories) are also

indicative of patient empowerment. Patients are gaining greater control over decisions and actions
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affecting their health. This perception is further reinforced by the fact that in the area of mental

health, questions about fear of reinfections and infections have virtually disappeared.

However, mental health remains the most important issue, as in the first meeting. Questions to health
experts related to topics of more immediate interest, but the conversation reflects the deepest
concerns among Covid-19 patients from the imminent end of social confinement. Health experts
explained that deconfinement is an emotionally complex subject, since we are living many situations
of post-traumatic stress. ‘Let's come out stronger [from lockdown] is a social slogan that hides what a
lot of people have gone through. We don't come out better" says one of the experts, "we come out the
way we went in: those who were irresponsible before the confinement remain the same now during

the deconfinement and those who were responsible, remain so."

Experts reported that confinement has produced in many Covid-19 Patients ‘cabin fever’, a form of
agoraphobia that an individual may experience when they are confined to their home of extended
periods (Rosenblatt et al., 1984). Psychologists explained that anxiety will remain a residual
manifestation of Covid-19. They also highlighted another new psychological factor that is appearing,
‘stigma’: "many people are reluctant to look up in the subway when they cough, because that cough

can be a Covid-19 synthon."

Physical recovery of Covid-19 patients isolated at home was also an important issue. It is important to
take it slow and gradually reintroduce physical activity. Experts recommended caution in the
deconfinement but without fear. The conversation ended with the idea that the body must be taken

care of, but also the mind and soul.

In summary, Covid-19 OHC's patients have undergone an empowerment process which is critical to
recovery. These patients have agency and as a result are more involved with and follow through with
their care plans. The conversation shows that mental health issues remain important, but there is a
more practical approach with a focus on seeking guidelines as opposed to manifestations of fear and

anxiety, as was the case before. In conclusion, while the positive evolution of the pandemic in Spain
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(at the end of the first wave) and the increased experience with the disease contribute to this
empowerment of psychological knowledge, the Covid-19 OHC seems to have contributed to a positive

evolution of Covid-19 patients.

Figure 6. Key discussion points by Covid-19 OHC during the second virtual meeting
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4. Conclusion

Covid-19 presents a valuable opportunity for exploring new ways of empowering patients to identify
the challenges and co-design the best solutions. Active patient participation in healthcare design can
improve patient experiences and services (Richards and Scowcroft, 2020, Majid and Wasim, 2020).
Co-production redefines the role of the patient from a passive recipient to a more autonomous, active,
collaborative partner in healthcare delivery and research (Gallan et al., 2013, Sweeney et al., 2015).
The paper demonstrates how patients, family members and service providers can collaborate to
deliver patient-centred care during the Covid-19 outbreak using EBCD methodology adapted to an
online environment in response to Covid-19 restrictions. Mapping the patient journey serves to
uncover new knowledge and promotes greater learning and shared understanding of the home

isolation experience of Covid-19 patients. The process allowed for open discussion and the inclusion
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of the patient perspective into care service innovation (Simonse et al., 2019). Main touchpoint needs
were transformed into quality improvement initiatives to improve the experience of Covid-19
patients, including the development of a Covid-19 patient OHC to address the need for peer-to-peer
interaction and information and experience sharing. The trusted relationships that patients value as
part of these interactions have the potential to improve healthcare outcomes. One of the strengths of
the Covid-19 OHC is that it can provide new ways to reinforce internal motivation during situations of
high anxiety. OHC participation has influenced Covid-19 patients’ perceptions of being empowered as
it enables them to control the content and flow of the information available to them. Empowered
patients want and need consistent, high quality communication with service providers and OHCs can

act as important enablers of patient empowerment (Johnston et al., 2013).

This paper offers valuable insights on patient-centred service design to improve the quality of care. It
provides practical evidence on how EBCD works and therefore it contributes towards the evidence
base of quality improvement approaches in healthcare. A limitation of our project is the speed in
which it was implemented. EBCD projects take up to one year to complete (Robert et al., 2015).
However, an accelerated implementation was followed in this project given the urgency of the
pandemic and the ferocity of the first wave; and therefore, the need to understand how Covid-19
patients managed the disease at home. Some of the formal stages (i.e., project set-up) were omitted
but the research team had ample experience in EBCD to address any shortcomings. Further, the
qualitative research to generate the patient journey map with Covid-19 patient after discharged from
hospital included a smaller number of subjects. However, they provided a robust evidence base to
support the process of change as evident by the impact of the Covid-19 OHC on patient recovery.
Further, because the participants in this study were recruited from a single OHC and in a time of
extraordinary crisis, generalisation of any results should be made with caution since OHCs can vary
significantly in terms of membership, aims and structure (Panda and Mohapatra, 2021). Results
suggest that OHC participation provides for direct benefits in the form of information utility and social
support, and indirectly influences their perception of being empowered. However, a range of
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indicators of patient empowerment should be considered in future studies to demonstrate the

empowerment gained through OHCs.

References

ABRAMS, E. M., SHAKER, M., OPPENHEIMER, J., DAVIS, R. S., BUKSTEIN, D. A. & GREENHAWT, M. 2020.
The Challenges and Opportunities for Shared Decision Making Highlighted by COVID-19. The
journal of allergy and clinical immunology: In practice, 8, 2474-2480.e1.

ALFONSO VIGURIA, U. & CASAMITJANA, N. 2021. Early Interventions and Impact of COVID-19 in Spain.
International journal of environmental research and public health, 18, 4026.

ALLEN, M., MALHOTRA, A. M., WOOD, S. & ALLWOOD, D. 2021. Anchors in a storm. Lessons from
anchor action during COVID-19. The Health Foundation.

BARUA, Z., BARUA, S., AKTAR, S., KABIR, N. & LI, M. 2020. Effects of misinformation on COVID-19
individual responses and recommendations for resilience of disastrous consequences of
misinformation. Progress in Disaster Science, 8, 100119.

BATALDEN, M., BATALDEN, P., MARGOLIS, P., SEID, M., ARMSTRONG, G., OPIPARI-ARRIGAN, L. &
HARTUNG, H. 2016. Coproduction of healthcare service. BMJ Quality &amp; Safety, 25, 509-
517.

BATE, S. P. & ROBERT, G. 2007. Bringing User Experience to Healthcare Improvement, Oxon, Radcliffe
Publishing Ltd.

BERESFORD, P., FARR, M., HICKEY, G., KAUR, M., OCLOO, J., TEMBO, D. & WILLIAMS, O. 2021a. COVID-
19 and Co-production in Health and Social Care Research, Policy and Practice : Volume 1 : The
Challenges and Necessity of Co-production, Policy Press.

BERESFORD, P., FARR, M., HICKEY, G., KAUR, M., OCLOO, J., TEMBO, D. & WILLIAMS, O. 2021b. COVID-
19 and Co-production in Health and Social Care Research, Policy and Practice : Volume 2: Co-
production Methods and Working Together at a Distance, Policy Press.

BESSANT, J. & MAHER, L. 2009. Developing radical service innovations in healthcare—the role of
design methods. International Journal of Innovation Management, 13, 555-568.

BOVAIRD, T., FLEMIG, S., LOEFFLER, E. & OSBORNE, S. P. 2019. How far have we come with co-
production—and what’s next? Public Money & Management, 39, 229-232.

BOYD, H., MCKERNON, S., MULLIN, B. & OLD, A. 2012. Improving healthcare through the use of co-
design. The New Zealand Medical Journal, 125, 76-87.

BREM, A., VIARDOT, E. & NYLUND, P. A. 2020. Implications of the Coronavirus (COVID-19) outbreak
for innovation: Which technologies will improve our lives? Technological Forecasting and
Social Change, 120451.

BROOKS, S. K., WEBSTER, R. K., SMITH, L. E., WOODLAND, L., WESSELY, S., GREENBERG, N. & RUBIN,
G. J. 2020. The psychological impact of quarantine and how to reduce it: rapid review of the
evidence. The Lancet, 395, 912-920.

BROWN, M. C., ARAUJO-SOARES, V., SKINNER, R., GLASER, A. W., SARWAR, N., SAXTON, J. M.,
MONTAGUE, K., HALL, J., BURNS, O. & SHARP, L. 2020. Using qualitative and co-design
methods to inform the development of an intervention to support and improve physical
activity in childhood cancer survivors: a study protocol for BEing Active after ChildhOod caNcer
(BEACON). BMJ open, 10, e041073.

BUDD, J., MILLER, B. S., MANNING, E. M., LAMPOQS, V., ZHUANG, M., EDELSTEIN, M., REES, G., EMERY,
V. C., STEVENS, M. M., KEEGAN, N., SHORT, M. J., PILLAY, D., MANLEY, E., COX, I. J., HEYMANN,
D., JOHNSON, A. M. & MCKENDRY, R. A. 2020. Digital technologies in the public-health
response to COVID-19. Nature Medicine, 26, 1183-1192.

24



CYRIL, S., SMITH, B. J., POSSAMAI-INESEDY, A. & RENZAHO, A. M. N. 2015. Exploring the role of
community engagement in improving the health of disadvantaged populations: a systematic
review. Global Health Action, 8.

DAVIS, A., GWILT, I., WALLACE, N. & LANGLEY, J. 2021. Low-Contact Co-Design: Considering More
Flexible Spatiotemporal Models for the Co-Design Workshop. Strategic Design Research
Journal 14, 124-137.

DENEGRI, S. & STARLING, B. 2021. COVID-19 and patient engagement in health research: What have
we learned? Canadian Medical Association Journal, 193, E1048-E1049.

DIMOPOULOS-BICK, T., DAWDA, P., MAHER, L., VERMA, R. & PALMER, V. 2018. Experience-based co-
design: tackling common challenges. The Journal of Health Design, 3.

DONETTO, S., PIERRI, P., TSIANAKAS, V. & ROBERT, G. 2015. Experience-based co-design and
healthcare improvement: Realizing participatory design in the public sector. The Design
Journal, 18, 227-248.

DUEK, I. & FLISS, D. M. 2020. The COVID-19 pandemic - from great challenge to unique opportunity:
Perspective. Annals of Medicine and Surgery, 59, 68-71.

ELG, M., ENGSTROM, J., WITELL, L. & POKSINSKA, B. 2012. Co-creation and learning in health-care
service development. Journal of Service Management, 23, 328-343.

ELWYN, G., COULTER, A., LAITNER, S., WALKER, E., WATSON, P. & THOMSON, R. 2010. Implementing
Shared Decision Making in the NHS. British Medical Journal, 341, 971-973.

FARR, M. 2018. Power dynamics and collaborative mechanisms in co-production and co-design
processes. Critical Social Policy, 38, 623-644.

FARRINGTON, C. J. 2016. Co-designing healthcare systems: between transformation and tokenism.
Journal of the Royal Society of Medicine, 109, 368-371.

FROW, P., MCCOLL-KENNEDY, J. R. & PAYNE, A. 2016. Co-creation practices: Their role in shaping a
health care ecosystem. Industrial Marketing Management, 56, 24-39.

FUCILE, B., BRIDGE, E., DULIBAN, C. & LAW, M. P. D. 2017. Experience-based co-design: A method for
patient and family engagement in system-level quality improvement. Patient Experience
Journal, 4, 53-60.

FUSCO, F., MARSILIO, M. & GUGLIELMETTI, C. 2020. Co-production in health policy and management:
a comprehensive bibliometric review. BMC Health Services Research, 20, 504.

FYLAN, B., TOMLINSON, J., RAYNOR, D. K. & SILCOCK, J. 2021. Using experience-based co-design with
patients, carers and healthcare professionals to develop theory-based interventions for safer
medicines use. Research in Social and Administrative Pharmacy.

GALLAN, A.S., JARVIS, C. B., BROWN, S. W. & BITNER, M. J. 2013. Customer positivity and participation
in services: an empirical test in a health care context. Journal of the Academy of Marketing
Science, 41, 338-356.

GEO. 2020. GEO Indigenous COVID-19 Hackathon 2020. Available from:
https://earthobservations.org/geo_blog_obs.php?id=432.

GEVERS, A. 2020. Coronavirus pandemic and online behavioural shifts [Online]. Comscore. Available:
https://www.comscore.com/Insights/Blog/Coronavirus-pandemic-and-online-behavioural-
shifts-March-30-update [Accessed 5 November 2020.

GOODYEAR-SMITH, F., JACKSON, C. & GREENHALGH, T. 2015. Co-design and implementation research:
challenges and solutions for ethics committees. BMC medical ethics, 16, 1-5.

GREEN, L. W., O'NEILL, M., WESTPHAL, M., MORISKY, D. & EDITORS, G. 1996. The challenges of
participatory action research for health promotion. Sage Publications Sage CA: Thousand
Oaks, CA.

GREEN, T., BONNER, A., TELENI, L., BRADFORD, N., PURTELL, L., DOUGLAS, C., YATES, P., MACANDREW,
M., DAO, H. Y. & CHAN, R. J. 2020. Use and reporting of experience-based codesign studies in
the healthcare setting: a systematic review. BMJ Quality &amp; Safety, 29, 64-76.

25


http://www.comscore.com/Insights/Blog/Coronavirus-pandemic-and-online-behavioural-shifts-March-30-update
http://www.comscore.com/Insights/Blog/Coronavirus-pandemic-and-online-behavioural-shifts-March-30-update

GREENHALGH, T., JACKSON, C., SHAW, S. & JANAMIAN, T. 2016. Achieving research impact through
co-creation in community-based health services: literature review and case study. The
Milbank Quarterly, 94, 392-429.

GREMVYR, I., ELG, M., ERIKSSON, E., HALLDORSSON, A., SMITH, F. & GUSTAVSSON, S. 2021. Exploring
power shifts as an enabler for a strengthened patient role in quality improvements: a Swedish
survey study. BMJ Open Quality, 10, e001185.

GUSTAVSSON, S. M. & ANDERSSON, T. 2019. Patient involvement 2.0: Experience-based co-design
supported by action research. Action Research, 17, 469-491.

HALL, J., GAVED, M. & SARGENT, J. 2021. Participatory Research Approaches in Times of Covid-19: A
Narrative Literature Review. International Journal of Qualitative Methods, 20,
16094069211010087.

HE, Q., DU, F. & SIMONSE, L. W. L. 2021. Correction: A Patient Journey Map to Improve the Home
Isolation Experience of Persons With Mild COVID-19: Design Research for Service Touchpoints
of Artificial Intelligence in eHealth. JMIR Med Inform, 9, e29794.

HELMER, A., LIPPRANDT, M., FRENKEN, T., EICHELBERG, M. & HEIN, A. 2011. Empowering Patients
through Personal Health Records: A Survey of Existing Third-Party Web-Based PHR Products.
Electronic Journal of Health Informatics, 6, e26.

JOHNSTON, A., WORRELL, J., DI GANGI, P. & WASKO, M. 2013. Online health communities: An
assessment of the influence of participation on patient empowerment outcomes. Information
Technology & People, 26.

JOINER, K. & LUSCH, R. 2016. Evolving to a new service-dominant logic for health care. Innovation and
Entrepreneurship in Health, 25.

JONG, W.,, LIANG, O. S. & YANG, C. C. 2021. The Exchange of Informational Support in Online Health
Communities at the Onset of the COVID-19 Pandemic: Content Analysis. JMIRx Med, 2,
e27485.

KENNEDY, A., COSGRAVE, C., MACDONALD, J., GUNN, K., DIETRICH, T. & BRUMBY, S. 2021. Translating
Co-Design from Face-to-Face to Online: An Australian Primary Producer Project Conducted
during COVID-19. International journal of environmental research and public health [Online],
18. Available: http://europepmc.org/abstract/MED/33919920 [Accessed 2021/04//].

KIRK, J., BANDHOLM, T., ANDERSEN, O., HUSTED, R. S., TJBRNH@J-THOMSEN, T., NILSEN, P. &
PEDERSEN, M. M. 2021. Challenges in co-designing an intervention to increase mobility in
older patients: a qualitative study. Journal of Health Organization and Management, 35, 140-
162.

KOSHY, E., KOSHY, V. & WATERMAN, H. 2011. Action Research in Healthcare, London, SAGE
Publications Ltd.

KUIPERS, S. J., CRAMM, J. M. & NIEBOER, A. P. 2019. The importance of patient-centered care and co-
creation of care for satisfaction with care and physical and social well-being of patients with
multi-morbidity in the primary care setting. BMC Health Services Research, 19, 13.

LAING, A., FISCHBACHER, M., HOGG, G. & SMITH, A. 2002. Managing and Marketing Health Services,
Cornwall, Thomson.

LANGLEY, J., WALLACE, N., DAVIS, A., GWILT, |., KNOWLES, S., PARTRIDGE, R. & ANKENY, U. 2021.
COVID co-design does not *HAVE* to be digital! Why 'which platform should we use?' should
not be your first question. In: WILLIAMS, O., TEMBO, D., OCLOOQ, J., KAUR, M., HICKEY, G.,
FARR, M. & BERESFORD, P. (eds.) COVID-19 and Co-production in Health and Social Care
Research, Policy and Practice. UK: Policy Press.

LEE, D. 2017. A model for designing healthcare service based on the patient experience. International
Journal of Healthcare Management, 12, 180-188.

LEWIS, M., PALMER, V. J.,, KOTEVSKI, A., DENSLEY, K., O'DONNELL, M. L., JOHNSON, C,
WOHLGEZOGEN, F., GRAY, K., ROBINS-BROWNE, K. & BURCHILL, L. 2021. Rapid Design and
Delivery of an Experience-Based Co-designed Mobile App to Support the Mental Health Needs

26


http://europepmc.org/abstract/MED/33919920

of Health Care Workers Affected by the COVID-19 Pandemic: Impact Evaluation Protocol. JMIR
research protocols, 10, e26168-e26168.

LI, L. W., CHEW, A. M. K. & GUNASEKERAN, D. V. 2020. Digital health for patients with chronic pain
during the COVID-19 pandemic. British journal of anaesthesia, 125, 657-660.

LOEWENSON, R., COLVIN, C.J., SZABZON, F., DAS, S., KHANNA, R., COELHO, V. S. P., GANSANE, Z., YAO,
S., ASIBU, W. D., ROME, N. & NOLAN, E. 2021. Beyond command and control: A rapid review
of meaningful community-engaged responses to COVID-19. Global Public Health, 1-15.

LUNGATI, A. O. 2020. Frena La Curva: Connecting Spanish speakers with critical resources around
them. Ushahidi [Online]. Available from: https://www.ushahidi.com/blog/2020/03/25/frena-
la-curva-connecting-spanish-speakers-with-critical-resourcesaround-them.

MAJID, U. & WASIM, A. 2020. Patient-centric culture and implications for patient engagement during
the COVID-19 pandemic. Patient Experience Journal, 7, 5-16.

MARSILIO, M., FUSCO, F., GHEDUZZI, E. & GUGLIELMETTI, C. 2021. Co-Production Performance
Evaluation in Healthcare. A Systematic Review of Methods, Tools and Metrics. International
journal of environmental research and public health, 18, 3336.

MARTEN, R., EL-JARDALI, F., HAFEEZ, A., HANEFELD, J., LEUNG, G. M. & GHAFFAR, A. 2021. Co-
producing the covid-19 response in Germany, Hong Kong, Lebanon, and Pakistan. BMJ, 372,
n243.

MCCARRON, T. L., CLEMENT, F., RASIAH, J., MOFFAT, K., WASYLAK, T. & SANTANA, M. J. 2021. Co-
designing strategies to support patient partners during a scoping review and reflections on
the process: a commentary. Research Involvement and Engagement, 7, 25.

MCCARTHY, S., O'RAGHALLAIGH, P., WOODWORTH, S., LIM, Y. L., KENNY, L. C. & ADAM, F. 2016. An
integrated patient journey mapping tool for embedding quality in healthcare service reform.
Journal of Decision Systems, 25, 354-368.

MCCOLL-KENNEDY, J. R., SNYDER, H., ELG, M., WITELL, L., HELKKULA, A., HOGAN, S. J. & ANDERSON,
L. 2017. The changing role of the health care customer: Review, synthesis and research
agenda. Journal of Service Management, 28, 2-33.

MCCOLL-KENNEDY, J.R., VARGO, S. L., DAGGER, T.S., SWEENEY, J. C. & VAN KASTEREN, Y. 2012. Health
care customer value cocreation practice styles. Journal of Service Research, 15.

MCWHINNEY, I., STEWART, M. & ROTER, D. 1989. The need for a transformed clinical method. In:
STEWART M & ROTER D (eds.) Communicating with Medical Patients. London: Sage.

MENG, J., RAINS, S. A. & AN, Z. 2019. How cancer patients benefit from support networks offline and
online: extending the model of structural-to-functional support. Health Communication, 1-9.

MILLS, J., LI, C., FULLERTON, S., CHAPMAN, M., JAP, J., SINCLAIR, C., COLLINS, A. & CAMPBELL, E. 2020.
Staying connected and informed: Online resources and virtual communities of practice
supporting palliative care during the novel coronavirus pandemic. Progress in Palliative Care,
28, 251-253.

MOORE, L., BRITTEN, N., LYDAHL, D., NALDEMIRCI, O., ELAM, M. & WOLF, A. 2017. Barriers and
facilitators to the implementation of person-centred care in different healthcare contexts.
Scandinavian Journal of Caring Sciences, 31, 662-673.

MULVALE, G., MOLL, S., MIATELLO, A., MURRAY-LEUNG, L., ROGERSON, K. & SASSI, R. B. 2019. Co-
designing Services for Youth With Mental Health Issues: Novel Elicitation Approaches.
International Journal of Qualitative Methods, 18, 1609406918816244.

NHS INSTITUTE FOR INNOVATION AND IMPROVEMENT 2017. The ebd approach — Guide and Tools.
Coventry: NHS Institute for Innovation and Improvement.

NORDGREN, L. 2008. The performativity of the service management discourse: “Value creating
customers” in health care”. Journal of Health Organization and Management, 22, 510-528.

OLIVER, K., KOTHARI, A. & MAYS, N. 2019. The dark side of coproduction: do the costs outweigh the
benefits for health research? Health Research Policy and Systems, 17, 33.

PALMER, V. J., CHONDROS, P., PIPER, D., CALLANDER, R., WEAVELL, W., GODBEE, K., POTIRIADIS, M.,
RICHARD, L., DENSELY, K. & HERRMAN, H. 2015. The CORE study protocol: a stepped wedge

27


http://www.ushahidi.com/blog/2020/03/25/frena-la-curva-connecting-spanish-speakers-with-critical-resourcesaround-them
http://www.ushahidi.com/blog/2020/03/25/frena-la-curva-connecting-spanish-speakers-with-critical-resourcesaround-them

cluster randomised controlled trial to test a co-design technique to optimise psychosocial
recovery outcomes for people affected by mental illness in the community mental health
setting. BMJ open, 5, e006688.

PALUMBO, R. 2016. Contextualizing co-production of health care: a systematic literature review.
International Journal of Public Sector Management, 29, 72-90.

PALUMBO, R. 2017. The Bright Side and the Dark Side of Patient Empowerment: Co-creation and Co-
destruction of Value in the Healthcare Environment, Switzerland, Springer.

PALUMBO, R. & MANNA, R. 2018. What if things go wrong in co-producing health services? Exploring
the implementation problems of health care co-production. Policy and Society, 37, 368-385.

PANDA, A. & MOHAPATRA, S. 2021. Online Healthcare Practices and Associated Stakeholders: Review
of Literature for Future Research Agenda. Vikalpa, 46, 71-85.

PEREZ-ESCODA, A., JIMENEZ-NARROS, C., PERLADO-LAMO-DE-ESPINOSA, M. & PEDRERO-ESTEBAN, L.
M. 2020. Social Networks' Engagement During the COVID-19 Pandemic in Spain: Health Media
vs. Healthcare Professionals. International journal of environmental research and public
health, 17, 5261.

PITTS, P. J. 2019. Towards meaningful engagement for the patient voice. Patient 12, 12, 361-363

PITTS, P. J. 2020. Our Most Powerful Weapon to Fight COVID-19: Patient Involvement. The Patient -
Patient-Centered Outcomes Research.

RAWLINGS, A., BRANDT, L., FERRERES, A., ASBUN, H. & SHADDUCK, P. 2020. Ethical considerations for
allocation of scarce resources and alterations in surgical care during a pandemic. Surgical
endoscopy, 1-6.

REZAEI AGHDAM, A., WATSON, J., CLIFF, C. & MIAH, S. J. 2020. Improving the Theoretical
Understanding Toward Patient-Driven Health Care Innovation Through Online Value
Cocreation: Systematic Review. Journal of Medical Internet Research, 22, e16324-e16324.

RICHARDS, T., COULTER, A. & WICKS, P. 2015. Time to deliver patient centred care. British Medical
Journal Publishing Group.

RICHARDS, T. & SCOWCROFT, H. 2020. Patient and public involvement in covid-19 policy making.
British Medical Journal, 370 :m2575

ROBERT, G. 2013. Participatory action research: using experience-based co-design to improve the
quality of healthcare services. In: ZIEBLAND, S., CALABRASE, J., COULTER, A. & LOCOCK, L.
(eds.) Understanding and Using Experiences of Health and lllness Oxford University Press.

ROBERT, G., CORNWELL, J., LOCOCK, L., PURUSHOTHAM, A., STURMEY, G. & GAGER, M. 2015. Patients
and staff as codesigners of healthcare services. BMJ : British Medical Journal, 350, g7714.

ROSENBLATT, P. C., ANDERSON, R. M. & JOHNSON, P. A. 1984. The Meaning of “Cabin Fever”. The
Journal of Social Psychology, 123, 43-53.

SIDDIQUI, N. A., RABIDAS, V. N., SINHA, S. K., VERMA, R. B., PANDEY, K., SINGH, V. P., RANJAN, A.,
TOPNO, R. K., LAL, C. S. & KUMAR, V. 2016. Snowball vs. house-to-house technique for
measuring annual incidence of kala-azar in the higher endemic blocks of Bihar, India: a
comparison. PLOS Neglected Tropical Diseases, 10, e0004970.

SIMONSE, L., ALBAYRAK, A. & STARRE, S. 2019. Patient journey method for integrated service design.
Design for Health, 3, 82-97.

STEEN, T. & BRANDSEN, T. 2020. Coproduction during and after the COVID-19 Pandemic: Will It Last?
Public Administration Review, 80, 851-855.

SWEENEY, J. C., DANAHER, T. S. & MCCOLL-KENNEDY, J. R. 2015. Customer effort in value cocreation
activities: Improving quality of life and behavioral intentions of health care customers. Journal
of Service Research, 18, 318-335.

TAYLOR, K. 2009. Paternalism, Participation and Partnership — The Evolution of Patient Centeredness
in the Consultation. Patient Education and Counseling, 74, 150-155.

TREBBLE, T. M., HANSI, N., HYDES, T., SMITH, M. A. & BAKER, M. 2010. Process mapping the patient
journey: an introduction. BMJ, 341, c4078.

28



TRISCHLER, J., DIETRICH, T. & RUNDLE-THIELE, S. 2019. Co-design: from expert- to user-driven ideas in
public service design. Public Management Review, 21, 1595-1619.

TURK, E., DURRANCE-BAGALE, A., HAN, E., BELL, S., RAJAN, S., LOTA, M. M. M., OCHU, C., PORRAS, M.
L., MISHRA, P., FRUMENCE, G., MCKEE, M. & LEGIDO-QUIGLEY, H. 2021. International
experiences with co-production and people centredness offer lessons for covid-19 responses.
BMJ, 372, m4752.

VALERIO, M. A., RODRIGUEZ, N., WINKLER, P., LOPEZ, J., DENNISON, M., LIANG, Y. & TURNER, B. J.
2016. Comparing two sampling methods to engage hard-to-reach communities in research
priority setting. BMC Medical Research Methodology, 16, 146.

VAN OERLE, S., LIEVENS, A. & MAHR, D. 2018. Value co-creation in online healthcare communities:
The impact of patients’ reference frames on cure and care. Psychology & Marketing, 35, 629-
639.

VARGO, S. L. & LUSCH, R. F. 2004. Evolving to a new dominant logic for marketing. Journal of
Marketing, 68, 1-17.

VENKATESH, A. & EDIRAPPULI, S. 2020. Social distancing in covid-19: what are the mental health
implications? BMJ, 369, m1379.

VENNIK, F. D., VAN DE BOVENKAMP, H. M., PUTTERS, K. & GRIT, K. J. 2016. Co-production in
healthcare: rhetoric and practice. International Review of Administrative Sciences, 82, 150-
168.

WANG, X., ZHAO, K. & STREET, N. 2017. Analyzing and Predicting User Participations in Online Health
Communities: A Social Support Perspective. J Med Internet Res, 19, e130.

WEIZMAN, Y., TAN, A. M. & FUSS, F. K. 2020. Use of wearable technology to enhance response to the
Coronavirus (COVID-19) pandemic. Public Health, 185, 221-222.

WHO. 2020. Director-General’s remarks at the media briefing on 2019 novel coronavirus on 8 February
2020. Available: https://www.who.int/dg/speeches/detail/director-general-s-remarks-at-
the-media-briefing-on-2019-novel-coronavirus---8-february-2020.

WITTBOLD, K., CARROLL, C., IANSITI, M., ZHANG, H. & LANDMAN, A. 2020. How Hospitals Are Using Al
to Battle Covid-19. Harvard Business Review, 3.

WORLD HEALTH ORGANIZATION 2015. WHO global strategy on people-centred and integrated health
services: interim report. World Health Organization.

WOSIK, J., FUDIM, M., CAMERON, B., GELLAD, Z. F., CHO, A., PHINNEY, D., CURTIS, S., ROMAN, M.,
POON, E. G., FERRANTI, J., KATZ, J. N. & TCHENG, J. 2020. Telehealth transformation: COVID-
19 and the rise of virtual care. Journal of the American Medical Informatics Association, 27,
957-962.

WU, P. F. & BERNARDI, R. 2020. Community attachment and emotional well-being: an empirical study
of an online community for people with diabetes. Information Technology & People.

YAN, L. & TAN, Y. 2014. Feeling blue? go online: an empirical study of social support among patients.
Information Systems Research, 25, 690-709.

YIN, R. K. 2003. Case Study Research: Design and Methods, Thousand Oaks, CA, Sage Publications.

ZHANG, X., LIU, S., CHEN, X., WANG, L., GAO, B. & ZHU, Q. 2018. Health information privacy concerns,
antecedents, and information disclosure intention in online healthcomm unities. Information
& Management, 55, 482-493.

29


http://www.who.int/dg/speeches/detail/director-general-s-remarks-at-the-media-briefing-on-2019-novel-coronavirus---8-february-2020
http://www.who.int/dg/speeches/detail/director-general-s-remarks-at-the-media-briefing-on-2019-novel-coronavirus---8-february-2020

