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ABSTRACT
Objectives  Patient lead users can be defined as patients 
or relatives who use their knowledge and experience to 
improve their own or a relative’s care situation and/or the 
healthcare system, and who are active beyond what is 
usually expected. The objective of this study is to explore 
patient lead users’ experiences and engagement during 
the early COVID-19 pandemic.
Design  Qualitative in-depth interviews with a cross-
sectional time horizon.
Setting  The early COVID-19 pandemic in Sweden, from 1 
June through 14 September, 2020.
Participants  A total of 10 patient lead users were 
recruited from the Swedish patient lead users 
(spetspatient) network. All participants were living with 
different long-term conditions and matched the definition 
of being patient lead users.
Results  We found that during the early pandemic, patient 
lead users experienced that they no longer knew how to 
best manage their own health and care situations. On an 
individual level, they described an initial lack of knowledge, 
new routines, including a change in their health and an 
experience of people without a disease being in the same 
situation as them, for a while. On a systemic level, they 
described a fear of imminent unmet-care backlogs and 
decreased opportunities for sharing patient perspectives 
in care organisation, but also described increased 
networking.
Conclusions  Patient lead users can be seen as an 
emerging community of practice, and as such could be 
a valuable resource as a complementary communication 
channel for an improved health system. The health 
systems were not able to fully acknowledge and engage 
with the resource of patient lead users during the 
pandemic.

INTRODUCTION
Many individuals with long-term illness 
become expert patients1 and often take the 
main responsibility for management of their 
condition.2 3 They engage in active self-care4 
and are often well informed regarding their 
condition.5 Sometimes, when formal health-
care is unable to respond to patients’ needs, 
individuals with long-term illnesses create 
or develop new solutions, or tweak already 
existing solutions to better fit their own 

needs.3 6 7 Inspired by von Hippel’s framework 
on lead users,8 we propose that these patients, 
active beyond what is usually expected, be 
called patient lead users.9 10 A patient lead 
user network was established around 2016–
2017 as a patient-driven initiative with the aim 
of supporting and stimulating the implemen-
tation of integrated healthcare systems from 
a patient (and informal caregiver) perspec-
tive. The network works across diagnoses in 
Sweden and internationally.

Research on patient lead users has found 
that active and engaged patients can go from 
information seekers to innovators.11 Thus, 
patient lead users are individuals accustomed 
to informing themselves and managing their 
own well-being. Their actions can be under-
stood from a recent study proposing a frame-
work for the different roles that patient lead 
users can display.12 The framework describes 
how patient lead users engage in multiple 
behaviours and activities that target improve-
ments in their own health and well-being 
and improvement of the health system and 
society at large. A related study11 indicates 
that patient lead users are characterised by a 
desire to do more than is often possible, given 
the roles and activities established in health 
systems. Furthermore, patient lead users can 
develop behaviours and competencies that 
may serve to inspire other patients and their 
informal caregivers.

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ The qualitative and inductive approach contribute 
to an in-depth and rich exploration of patient lead 
users’ experiences during the COVID-19 pandemic.

	⇒ A sample consisting of respondents with different 
chronic conditions and life situations.

	⇒ A patient lead user was part of the research team, 
which can contribute to improving the relevance of 
research to patients.

	⇒ The relatively small sample might affect the reliabil-
ity of the study.
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During the spring of 2020, the COVID-19 outbreak 
spread rapidly around the world, with severe effects 
on health systems and societies globally. In Sweden, 
as in many other countries, the COVID-19 pandemic 
occurred in waves of increased transmission. Following 
the first wave, which started in March 2020, a period of 
lower transmission rates occurred between mid-July and 
October, before the second and third waves occurred.13 
This caused tremendous uncertainty and worry for 
people who got infected by COVID-19 and other people 
in need of care, and a recent study showed that patients 
in general experienced anxiety and hesitation regarding 
care contacts, especially for routine care and elective 
procedures and surgeries, due to fear of infection.14

In the acute situation of the COVID-19 pandemic, 
the conditions for healthcare changed drastically. In 
the Swedish healthcare system, clinical wards for infec-
tious diseases and intensive care units quickly needed 
to expand their capacity in terms of rooms, healthcare 
staff and medical equipment. In March 2020, the number 
of people infected with COVID-19 and needing inpa-
tient care increased quickly in Sweden.15 The capacity in 
clinics for infectious diseases and intensive care had to 
be expanded within weeks. Healthcare wards and staff 
usually working with infectious diseases focused only on 
providing care for persons with COVID-19, and staff from 
other wards were relocated to work on these dedicated 
COVID-19 wards.15 Since healthcare resources needed to 
be relocated both within regions and nationally, the access 
to other types of healthcare was decreased. Retrospec-
tive studies of healthcare provided during the pandemic 
show that planned care was cancelled, care visits were 
converted from physical to digital appointments and 
people in need of care waited to book appointments in 
fear of burdening healthcare in this challenging situa-
tion.15 Despite the many retrospective studies conducted, 
the experiences and actions of patient lead users have 
experienced during this period of societal and health-
care crisis remain unknown. The aim of the current study 
was therefore to explore patient lead users’ experiences 
during the early COVID-19 pandemic. This included a 
desire to better understand how patient lead users can 
function as a possible resource for health systems. More 
specifically, the study addresses the following research 
questions:
1.	 How did patient lead users in Sweden experience their 

situation during the early pandemic?
2.	 What behaviours and activities did patient lead users in 

Sweden engage in during that time?

METHODS
Design and recruitment
Qualitative research was conducted following an inter-
view strategy over a cross-sectional time horizon. Since 
the study aimed to explore the experiences of patient 
lead users, non-probability purposive sampling was used 
to select participants for the study. Participants were 

recruited from the Swedish patient lead users (spetspa-
tient) network. E-mail invitations were sent by two 
patient lead users that were coresearchers in the project. 
Following the arguments proposed by Varpio et al,16 we 
aimed for a sample that is adequate (of sufficient size to 
allow transferability to other contexts), appropriate (with 
data that can answer the research questions) and aligned 
(with research questions and methodological choices). 
Reminders were sent if no response was received. In total, 
13 patient lead users were invited, and reminders were 
sent to those who did not respond. At the end, 10 agreed 
to be interviewed. Personal experience of having been 
sick with COVID-19 was not an inclusion criterion.

Data collection
Semistructured interviews were conducted based on an 
interview guide. The first draft of the interview guide was 
created by TS, SR and HH and later jointly developed 
by the research team, to guide the interviews with open-
ended key questions while leaving room for flexibility and 
for the participants to elaborate on their answers. The 
interviews started with a short introduction to the study 
and informed consent was collected. The participants 
were then asked to introduce themselves, including their 
disease history and role as a patient lead user. After this, 
the questions focused on two key areas in relation to the 
COVID-19 pandemic: (1) challenges in health and care 
routines, and (2) opportunities through new behaviours 
and activities. Follow-up questions like ‘can you tell me 
more about that?’ were asked to probe deeper into key 
areas.

Individual single interviews were conducted by a female 
research assistant trained in qualitative methods and 
interview techniques during the early pandemic, from 1 
June to 14 September 2020. The interviews, conducted 
using Microsoft Teams, lasted 35–86 min (average 
60 min), and were audio recorded (no video) and tran-
scribed verbatim.

Data analysis
The data from the interviews were analysed using reflexive 
thematic analysis.17 18 To meet the aim of the study, a 
semantic and inductive approach was chosen, allowing 
the data to drive the analysis and theme development.18 
The analysis was based on the Braun and Clarke six-
phase guide to performing thematic analysis,17 including 
reflexive dialogue throughout the analysis.17 18 Microsoft 
Word and Excel were used to manage the data.

All authors read the transcripts to familiarise themselves 
with the data. Thereafter, two authors (HJ and TS) read 
all interview transcripts to note initial ideas. One author 
(TS) coded the data by looking for features that corre-
sponded to the aim and collated all codes into potential 
themes. One author (HJ) reviewed the themes in relation 
to the coded extracts and the entire data set. The same 
two authors continued to refine and name the themes. 
As a final step in the data analysis, all authors contributed 
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to the manuscript, finalising the analysis relating to the 
study’s aim and previous studies.

Patient and public involvement
If a study aims to improve the relevance of research to 
patients, this must also be reflected in the research 
process used.19 Therefore, the research team for this study 
included authors with formal experience as researchers, 
healthcare workers and with lived experience as patient 
lead users. A patient lead user with lived experience of 
long-term disease has coauthored this article, been part 
of the research team and has contributed in all parts of 
the research process.

RESULTS
Ten individuals (nine women, one man), all adults and 
identifying as patient lead users, were interviewed. The 
participant group entailed persons living with neuro-
logical, rheumatological, muscular, haematological, 
pulmonary and metabolic long-term conditions as well as 
experiences of cancer and paraplegy. The data analysis 
generated themes on two levels, the individual and system 
levels, where individual-level themes describe experi-
ences related to oneself, and system-level themes describe 
experiences of actions taken on behalf of other patients 
and the healthcare system as well (table 1). The themes 
are described below and illustrated with quotes from the 
interviews.

On an individual level
Initial lack of knowledge: ‘Am I in a high-risk group?’
At the time of the interview, participants were unsure 
whether they were considered, or considered themselves to 
be, in a high-risk group. They had searched for informa-
tion and/or discussed this with their health professionals, 
and some received clear answers, others not. Participants 
mentioned being told that authorities could not use data 
from other countries, they had to wait for Swedish data. This 
information also changed often, which created increased 
stress and worry for some and affected their daily lives, as 

they did not know whether they should go to work or stay 
home.

It has been very difficult that the information has 
been so varied from different sources (Respondent 
A)

Another participant experienced receiving different 
information from different sources.

Some authorities lumped us all together, just saying, 
we are a high-risk group. But then… the leading MS 
neurologists in Sweden have said no, you are not. 
(Respondent B)

Respondents reported identifying and assessing the 
available information themselves.

There is no aggregated information. […] And you 
had to try to find your way forward yourself, and… 
find information and make judgements based on 
what you hear. (Respondent C)

One respondent described how reports from the media 
and public authorities made them think that they belonged 
to a high-risk group that should self-isolate. The respondent 
described a sense of guilt among individuals in the group, 
as if belonging to a high-risk group were their fault.

New routines and changes in individual health
Due to the restrictions imposed by public authorities, the 
respondents spent more time at home and worked from 
home, which led to new routines. The new routines were 
in many cases beneficial; one respondent explained the 
relief of not having to wear uncomfortable clothing, and 
another respondent described how they could rest their 
joints much more during this period. Perhaps surpris-
ingly, many respondents described an improvement in 
their health and well-being. One respondent shared that 
life was easier now, when they could find time to rest and 
get energy, and another pointed to increased opportuni-
ties for recovery.

My body has really benefited from it, physical-
ly, although mentally it has become a concern. 
(Respondent D)

But for some, the situation led to a lack of phys-
ical activity that was detrimental to their health. One 
respondent specifically pointed at the scientific evidence 
for the importance of physical activity for her disease, 
something that was much more difficult during the 
pandemic, when all group exercise classes at gyms were 
cancelled. Increased stress and worry in general were 
considered difficult by several.

You stay more isolated at home, and then it perhaps 
becomes more difficult to be healthy. (Respondent 
E)

One respondent saw the decline in her health as an 
important eye-opener and a reminder of her vulnerable 
health status.

Table 1  Summary of themes and subthemes

Themes Subthemes

Individual level Initial lack of knowledge: ‘Am I in a high-
risk group?’

New routines and changes in individual 
health

‘Everyone else was in the same situation as 
me, for a while’

System level Concern for a backlog of unmet healthcare 
needs

Patient involvement: a supplemental 
activity and first to be cut

Increased networking among patients
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The coronavirus has turned the whole ‘self-care’ 
practice upside down […], made me sicker since 
stress, mental-health issues, and other external, or 
surrounding (factors) have affected my ability to have 
a functioning self-care regimen. (Respondent F)

Another respondent reflected on her close contact with 
other patients who were extremely unwell. She also knew 
many who died, if not directly from the virus, then indi-
rectly due to delayed healthcare interventions, and all 
this affected her own health as well.

People have died and board members (in my patient 
organisation) have died, and… And everything is put 
on hold, right. So that it has affected me a lot mental-
ly. For a while, last summer, I was completely incapac-
itated. I could not manage anything. (Respondent G)

‘Everyone else was in the same situation as me, for a while’
Many participants had already experienced major 
changes in their life situation, related to their chronic 
condition. During the pandemic, when public restrictions 
changed life for the majority of people, some respon-
dents suggested that their lives had not changed much. 
The difference, respondents suggested, was much bigger 
for ‘others’ who did not have similar prior experience. 
The knowledge that everyone was in a similar situation, 
with restricted opportunities for travel and socialising, 
for example, was felt to be helpful. One respondent 
suggested that perhaps now, after others experienced 
the limitations of life with a chronic condition, under-
standing could increase in the future.

Out of everyone in my group at work, I suffer the least 
from this…. I can feel like I haven’t fallen so far… My 
everyday life is strangely limited anyway, so there is no 
difference. (Respondent B)

However, one respondent experienced that, as soon 
as the pandemic situation improved, there was a lack of 
understanding for her continued restrictiveness in travel-
ling. She was asked to participate in a panel debate, and 
although the event was digital, the panel was invited to 
meet onsite. After experiencing the equalising effects 
of the early pandemic, when no one could travel, the 
respondent felt more excluded than ever.

On a system level
Concern for a backlog of unmet healthcare needs
Some respondents mentioned that care appointments 
had been cancelled or rescheduled. Even if one respon-
dent was happy that care was postponed, since it felt 
safer to avoid the hospital for the time being, there was 
a general concern about the long-term consequences 
of cancelled care. Several respondents mentioned their 
concern for an accumulating backlog of unmet care in 
general.

But for the target group in general, it is still a lock-
down in many places, and when you start scheduling 

(non-acute) surgery again, the difficult patients are 
really prioritised. For obvious reasons. But there is a 
large backlog of unmet care that must be handled. 
(Respondent F)

Patient involvement: a supplemental activity and first to be cut
Some participants felt that people with a chronic condi-
tion, who need continuous care combined with a concern 
for secondary diseases and severe infections, had been 
somewhat forgotten about. At the same time, there was a 
hope that the pandemic might have created an increased 
awareness among people regarding what it is like to live 
in constant fear of sickness and worry. Some respondents 
expressed that their ability to influence their care organ-
isations at large had diminished during the pandemic. 
Their experience was that prepandemic patient involve-
ment was now neglected or forgotten about.

The patient perspective has fallen through the cracks. 
(Respondent H)

But despite feeling that their ability to currently influ-
ence the healthcare system had diminished, many felt this 
was reasonable given the extreme situation. The experi-
ence that patient involvement was not prioritised during 
the crisis was considered a sign that patient involvement 
is not yet an integrated part of the system, but rather a 
volunteer and supplemental activity. It was suggested that 
patient involvement would have been beneficial even 
given the extreme circumstances.

It has not been requested now, during the crisis situ-
ation. Instead, it is pushed aside. […] I think that is 
a sign that this is not… built into the system… struc-
turally, properly, with patient involvement. Rather, 
it is something that happens more on a voluntary 
basis, off-handedly, and as a box-checking exercise. 
(Respondent C)

Others saw opportunities here, considering the time 
after an extraordinary situation to be propitious for 
changing the system. Even during the pandemic, some 
respondents were asked to share their thoughts. Some 
mentioned patient councils at different hospitals.

It feels a bit like there is, or was, a time before the 
pandemic, and there is sort of a time after. And there 
is, like, room for change, and greater investments 
in healthcare. So, it is a… current issue. Many poli-
ticians sort of listen to what we have to say right now. 
(Respondent E)

Increased networking among patients
All respondents were actively involved in online commu-
nities. These included Facebook groups and social online 
meetups, where the respondents engaged in discussions 
with other patients to make sense of the new situation and 
support each other. In these online open fora, the partic-
ipants were actively engaged, intending to contribute to 
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a nuanced discussion based on information the most reli-
able information.

You find others with the same diagnosis. Because if 
you only had contact with healthcare, then you would 
go completely crazy. After all, healthcare cannot tell 
a person with a chronic diagnosis how to live with the 
diagnosis every day. […] And without the patient lead 
user movement, I would probably have gone crazy, 
actually. Like… I would have been so frustrated and 
unable to find a way to channel everything I am car-
rying around inside. (Respondent B)

Other examples mentioned were digital activities with 
educational purposes, such as webinars to support others 
engaged in self-care and lectures with invited experts. 
Many participants described how they had engaged 
professionals, such as physicians, psychologists or dieti-
cians, in these networks for Q&A sessions, advice and 
support.

We can sit and speculate to death here (in our net-
works), but we still must listen to those who have 
somewhat more to contribute. So, we have tried to 
connect with what is sort of reasonable and sensible. 
(Respondent B)

For some, being active in these networks was described 
as part of their professional responsibility. Others did not 
stop at networking; they also engaged in more strategic 
lobbying.

But I think that you—well, that I have some kind of 
drive or curiosity to improve. I think that the health-
care situation has been really bad. And you want it to 
be equal for everyone, and… no matter where you 
live. (Respondent G)

Some respondents described a decrease in activism 
opportunities, since all big political events in Sweden 
were cancelled due to the pandemic, and a subsequent 
need to find new channels for this work.

Almedalen week, Järva, Pride (large annual political 
events) are all cancelled, all those things we usually 
attend. (Respondent A)

One of the respondents had coinitiated a new network 
in collaboration with a pharmaceutical company. The aim 
of the network is to create a strategy for strengthening 
patient voices during future situations like the COVID-19 
pandemic.

DISCUSSION
Principal findings
During the early COVID-19 pandemic, neither evidence-
based knowledge, nor information about its effects on 
individuals with specific illnesses, was available about 
the virus. Stern et al20 have previously described a quality 
deficit of web-based information during the early phase 
of the pandemic. Patient lead users, accustomed to 

being informed about their condition, suddenly found 
themselves in an information vacuum, where very little 
was known about possible consequences for their health 
and well-being. This study shows how patient lead users 
experienced stress due to this lack of information. Similar 
experiences are described in a study on public health and 
risk communication during the COVID-19 pandemic.21 
Porat et al describe an overabundance of information, 
some accurate and some not, leading to increased risk 
for depression and anxiety.21 In response, they propose 
guidelines to support well-being, of which one is to apply 
a ‘bottom-up approach to communication’ by engaging 
different stakeholders in coproduction. This could relate 
to the result of our study, which shows how patient lead 
users tried to search and compile information them-
selves, made the information available to others and took 
a leading role in understanding the situation.

Furthermore, healthcare was overburdened during 
the early COVID-19 pandemic, and the patient lead 
users described decreased opportunities for providing 
patient perspectives on a healthcare-system level. When 
prioritisations had to be made, and care was postponed 
or cancelled, the ordinary channels for patient involve-
ment were no longer available. The patient lead users in 
this study also described fearing an imminent backlog of 
unmet care, but respondents nevertheless also described 
this period, as healthcare must adapt to a new situation, 
as propitious for change. Early research has also discussed 
the opportunity for change that can come with the lessons 
learnt after a great challenge. Duek and Fliss22 describe 
how, in parallel with challenges, there were opportuni-
ties for change and improvement, for innovations and 
creative solutions, and Abrams et al23 describe how to 
reconsider what is meant by quality for the healthcare 
system postcovid. Some early studies have already consid-
ered patient involvement and shared decision-making 
during the COVID-19 pandemic: Abrams et al24 discuss 
COVID-19-related challenges for shared decision-making 
concerning health service reallocation, communication 
of uncertainty, social media influence and re-evaluation of 
assumptions guiding today’s practices. Decision-making 
was also addressed in an editorial by Richards and Scow-
croft,25 who pointed out that patients were not partners, 
and were not consulted as experts in the necessarily fast 
decision-making of the pandemic. Our findings confirm 
this and illustrate how patient lead users perceived 
decreased opportunities for patient engagement during 
the first phase of the COVID-19 pandemic.

The result of this study also describes increased 
networking and community building. Richards and 
Scowcroft25 describe how many patient and civil society 
advocacy groups chose to take an active role in providing 
information and support for their communities but also 
lobbied for patient representation in policy-making 
during the pandemic.25–27 The UK national quality stan-
dard on community engagement28 highlights three 
types of community engagement in the context of the 
COVID-19 pandemic: community engagement through 
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the formation of new networks, through developing new 
skills within existing organisations, and through indi-
vidual efforts by people with specific local knowledge from 
the experience of multiple challenges. The result of this 
study shows how Swedish patient lead users have engaged 
in all three types of engagement during the pandemic. 
The respondents described how their peers became even 
more important during the pandemic. New networks 
were formed, patient organisations adapted to the unique 
circumstances and developed their services, and patient 
lead users acted as voluntary moderators on digital plat-
forms to support their peers. The actions described by 
this study can be seen as signs of an emerging community 
of practice,29 30 where patients lead users share the knowl-
edge and experiences gained in their practical activities 
as patient lead users. Patient lead users build a sense of 
belonging through empowerment and growth, as well as 
providing support for others (‘without the patient lead 
user movement, I would probably have gone crazy’) in 
the patient community.31 Looking at the patient lead 
users’ activities as part of a community of practice could 
allow further studies to shed more light on patient lead 
users’ actions, providing guidance for their development 
and use as a potential resource for the health system.

Strengths and weaknesses of the study
The interviews with patient lead users about their expe-
riences provided rich data about their activities and 
behaviours during the current COVID-19 pandemic. 
Although all respondents were from Sweden, they 
differed regarding diagnoses, providing variation in 
collected data, with experiences from different perspec-
tives. A sample with a majority of female participants 
could affect the generalisability of the result but gender 
was not a sampling criterion in this study. The term 
patient lead user is still new, and recruitment based on 
this criterion was not easy. At the end of the interview, the 
participants were asked if they knew other patient lead 
users interested in the study, to allow for an additional 
snowball sampling approach. Yet, no further respondents 
were identified in this way.

Implications and future research
This study aimed to explore patient lead users’ experi-
ences during the first phase of the COVID-19 pandemic, 
and the result illustrates the potential of these patients 
even under such uncertain and demanding conditions as 
a pandemic. The patient lead users possess a great deal 
of knowledge and their firm ambition to contribute to 
better care remains. Healthcare staff and policymakers 
may benefit from the work of individual patient lead users 
or their networks. Not least during a crisis, patient lead 
users can be a resource, for example, by spreading infor-
mation to others in similar situations.

This study provided a snapshot of patient lead users’ 
experiences during the first phase of the COVID-19 
pandemic. We acknowledge that the societal response or 
action during the pandemic varied greatly in different 

countries, hence, this needs to be considered as an aspect 
of the transferability of our findings. Still, future research 
could consider longitudinal studies following the devel-
opment of the situation and return to ordinary life, or at 
least life without an ongoing pandemic. Another inter-
esting perspective would be to explore the experiences 
of healthcare staff and policymakers and their percep-
tions of patient involvement during the pandemic. For 
example, could patients have been involved in another 
way, and do healthcare staff and policymakers have any 
recommendations for future similar situations?

CONCLUSIONS
This study provides an insight into the experiences of a 
number of patient lead users in Sweden during the first 
phase of the current COVID-19 pandemic. Our findings 
suggest that patient lead users can be seen as an emerging 
community of practice and as such could be a valuable 
resource as a complementary communication channel 
for an improved health system. However, the result shows 
that respondents experienced that neither individual care 
of people with chronic conditions, nor patient involve-
ment, were prioritised during the pandemic. The health 
systems were considered unable to fully acknowledge and 
use the resource of patient lead users.
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