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2.1.1.
Delays impact studies to different extents
The enrolment halt for clinical trials means that studies 
are delayed. As a single factor the enrolment halt does not 
necessarily mean a longer delay of the study than the stop 
itself. However, the delay becomes more extensive if the 
enrolment halt is combined with longer lead times than normal 
for making applications, rejections to requests to begin studies 
and reallocation of staff.

Delays in clinical cancer research have had different 
consequences for different researchers. In the majority of 
cases it has been possible to shift the focus of the work 
temporarily. For example, laboratory and clinical work has 
been reallocated to authoring reports and making applications. 
The delays have also given researchers the opportunity to 
complete work that would have been postponed in normal 
cases. Group leaders of research groups also relate that it 
has been possible to redistribute researchers and resources 
between projects and that only some of the ongoing studies 
have been impacted for longer periods of time.

effects occur because of the delays. Most researchers express 
unease that we are approaching a threshold when lead times 
for making applications, slow administrative work within 
certain institutions and reallocation of staff creates a scenario 
where researchers do not have approved projects and clinical 
research stops because of this. 

2.1.2.
Data quantity and quality are impacted negatively
The enrolment halt means that the patient data in the studies 
is reduced, which leads to a reduced amount of data. Several 
interviewees state that the data quantity in the studies 

of enrolment has mot been obtained. Several researchers 
describe the pandemic as a year with a “notch in the curve,” 
something that can have certain effects on the data set in 
future studies. 

It has been possible to have some enrolment at distance, for 
example, where patients are included in a training programme 
that can be done at home. However, the researchers 
interviewed were worried about the risk of patients not 
performing procedures correctly and the quality of collected 

Additional impact on data can be attributed to monitoring 
not being conducted to the same extent. Monitoring is a type 
of quality control for clinical drug trials and is conducted at 
the clinical trial site. Monitoring is performed by a monitor 
(one person) who is hired by the study sponsor or by the 
investigator. In the interviews, it emerged that in several cases 
hospitals stopped monitoring for several months. This can lead 
to administrative problems and errors in the study protocol 
during the monitoring process. Neither researchers nor 
funders have expressed any risks for patient safety or faulty 
data collection. 

In summary there have yet to be any observable risks of data 
being impacted negatively to a greater extent. Sweden has 
also, to a higher degree than other countries, had an open 

in enrolment continuing to be greater in Sweden than in some 
other countries. However, major consequences will occur 
if a reduced data quantity is combined with the individual 
researcher having a lack of time. This is described in the next 
two sections.

Time:  Mean risk

Groups of researchers have to a great extent been able to 
redistribute work and focus on tasks other than the collection 
of data from clinics. The risk increases during longer duration 
of stop or extended lead times due to the pandemic. With 
vaccinations against COVID-19 beginning and lead times that 
are apparently under control, the risk is not regarded as high.

Data:  Low risk

for data collection in their projects, and the risk will increase 

producing results.

11 of 13 clinical researchers 
state that their cancer studies 
have been delayed.
Delays of six months are common, but often it has 
been possible to use the time for other things.

Unique effects of the pandemic
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2.2.2. 
Risk of increased long-term skill shortages — but the 
pandemic is also a door opener.
As shown in 3.2.1 the role of the clinical research nurse is 
central. There is widespread apprehension among interviewees 
of a possible negative trend of availability of clinical research 
nurses. In conjunction with the pandemic, clinical research 
nurses have been reallocated to care production to a greater 
extent than normal. This is not a decision questioned by 
the interviewees; however, we note apprehension among 
researchers that this will increase in the future. Several 
interviewees believe that Sweden risks losing personnel 
interested in research to care production to a greater extent as 
the healthcare debt increases.

Several interviewees also highlighted positive effects resulting 
from staff reallocation. This includes exchange of knowledge 
when clinical research nurses work in different departments. 
This may result in new ideas for clinical research.

Interviewed researchers and company representatives state 

research. None of the interviewees sees any risk of the 
pandemic, in the long-term, eradicating the position of cancer 
research in favour of e.g., research within virology. Rather, it is 
believed that the pandemic has boosted interest in research in 
general.

Only 1 in 37 reallocated 
projects was cancer related.
This applies to projects sponsored by the Swedish 
Research Council.

Unique effects of the pandemic

2.2.3. 
Reallocation of projects is low
An initial hypothesis in this report was that there would be a 
risk of ongoing cancer studies shifting focus — from cancer 
research to projects related to COVID-19. 

None of the researchers interviewed claim that this has 
happened. However, one of the researchers interviewed has 
reallocated staff within their research group to COVID-19 
related projects. Interviewees are of the opinion that the 
reallocation of research focus has, for obvious reasons, 

research, such as virology.

Competence:  Average risk  Positive effects

There is a shortage of clinical research nurses and many 
doctors who conduct research have a severe lack of time. A 
drastic redistribution of these resources to care, even though 
temporary, risks worsening the negative trend of access 
to research competence. However, clinical research nurses 

development and bring new ideas to clinical research when 
the nurses return to it.
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2.6.
Financial position impacted

cancer research, including the Swedish Cancer Society, The 
Knut and Alice Wallenberg Foundation (KAW) and the Swedish 
Research Council. According to these funders 2020 has been a 
positive year from a cancer research funding perspective.

coming years remains to be seen.

In the interviews, it is noted that the unease associated with 
funding during 2020 primarily applies to smaller funders. In 
some cases, they have communicated with researchers about 
payments being paused until the situation is stabilised. None 
of the funders have communicated plans to cancel existing 
support in the long-term. Interviewees generally describe 
funders as being understanding and willing to extend the 
availability period for the funding.

Funding 2021 compared with 
2020
• The Swedish Cancer Society has received more 

donations in 2020 and can increase its funding in 
2021.

• The Knut and Alice Wallenberg Foundation has not 
had any negative impact on their resources for 
cancer research.

• The Swedish Research Council is a State funder, 
whose funds are regulated, among other things, 
by the provisions of the Swedish Research 
Proposition. The Swedish Research Proposition 

for research for the years 2021–2024.

Unique effects of the pandemic

4 VA barometer 2020/21, Public & Science https://v-a.se/2020/12/va-barometern-2020-21/
5  Dana-Farber Cancer Institute, https://www.dana-farber.org/newsroom/news-releases/2020/study-

offers-global-review-of-impact-of-covid-19-on-cancer-treatment-and-research/

Funding:  Low risk

The overall picture is that the major funders have 
continued providing the agreed support. Unease related 
to funding primarily involves smaller funders. Researchers 
describe smaller funders as having expressed uncertainty 
and, in certain cases, support has been paused with 
reference to the uncertain times.

2.6.1.
Potentially increased interest in research generates more 
revenue

to an increase in donations. Whether or not there is a link 
to the pandemic is unclear. One possible underlying reason 
may be an increased interest in research as there is an 
increased presence of research in daily life. Swedish non-

in researchers has increased from 79 percent in 2019 to 88 
percent in 2020.4 It is worth noting that the situation may 
look different internationally. The American Cancer Society, a 
cancer focused philanthropic organisation, expects donations 
to decrease by USD 200 million and they could not implement 
the autumn appropriation period.5 This is a noteworthy 

The Swedish Research Proposition (Forskningspropositionen 
(2020/21:60)) with increased appropriations to research 
should also be partly viewed in the increased focus on research 
in the shadow of the pandemic.
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2.7.
Digitalisation

2.7.1. 
Less travel and increased collaboration
Working at home and cancelled trips have also brought 
positive effects beyond the negative effects described in 
Sections 2.4 and 2.5. New solutions have resulted in new 
opportunities. Above all, researchers note that meetings 
that could not be conducted in past because of geographical 
distance can now take place thanks to the digital adaptation. 
Most noteworthy is that different parts of the constellation can 
have more frequent contact, such as contact between doctors 
at the clinic and researchers within the research faculty. Co-
operation between research faculties and clinics is discussed in 
greater detail in Section 4.4.

In the northern Swedish country of Västerbotten it is described 
how long trips no longer need to be carried out. For the most 
part the region has also experienced a more positive attitude 
towards digital international meetings and conferences. Less 
travel time means more time to spend on clinical work or time 
for research. Here, the aspect of equality has been highlighted 
as being central, as regions located far away from major 
cities or airports can compete much easier thanks to a higher 
proportion of digital meetings.

2.7.2.  
Increased international exchanges

Although most researchers believe that digital conferences 
completely lack several of the central components that a 
physical conference has, there are opportunities to create 
higher levels of participation and a more rewarding exchange 
within more local seminars. Thanks to video attendance 
becoming used more frequently it has been easier to attract 
international researchers to sessions where international 
attendance would have otherwise been lacking.

Competence:  Positive effects

Although digital meetings cannot replace physical 
conferences and exchanges, the increased digital presence 
means that international conversations and meetings can 
take place at greater frequencies and within areas where 
this was not previously possible.

Time and Competence:  Positive effects

Digital meetings lead to opportunities that have never been 
seen before for different departments to have frequent 
contact and fruitful collaboration. This is promising for e.g., 
co-operation between research faculties and clinics, which 
according to all stakeholders should be improved. Digital 
meetings streamline and enable contact, particularly in 
Sweden’s more sparsely populated regions.

Unique effects of the pandemic

Digital meetings have enabled 
increased collaboration 
between individuals and 
groups.
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2.8.
Combination effects

2.8.1. 
Reprioritisation in the healthcare and medical care system 
has resulted in time available for research

The decisions and prioritisations that have surrounded the 
healthcare and medical care system during the pandemic have 
led to several researchers having time freed up for research. 
For example, some planned medical care has been postponed, 
clinical trials stopped, and travel and conferences have been 
cancelled.

When asked what trends the interviewees have been able 
to identify during 2020, several state that the number of 
requests for article reviews has increased. Interviewees state 
that one explanation for this might be that time has been freed 
up because of cancelled activities and that this time has been 
able to be spent on writing articles.

Other interviewees indicate that they have seen tougher 
competition when it comes to making applications for research 
spending during the latter part of 2020. The interviewees 
also believe that this may be dependent on the fact that there 
is now more time to spend on developing applications for 
research than there ever was before.

2.8.2. 
Unease that poorer research results at present will 
lead to less spending in future — but there is positive 
communication with funders

Future funding of projects largely depends on the researcher’s 
prior results. Enrolment halt, long lead times for receiving 
responses to applications that have been made and access 
to data, unexpected lack of staff due to reallocation to care, 
illness or international researchers who were unable to join, 
have led to reduced datasets and unease that ideas and 

within certain projects. Several researchers also indicate that 
they cannot market their research as well and that publications 
are not distributed as widely. Researchers who need to publish 

or report to funders, despite the research not having resulted 
in deeper insight during the year, express a sense of unease 
that this will impact their future funding. This may, in turn, 

Thus, the pandemic risks creating a negative spiral for certain 
researchers and groups. 

However, at the same time, researchers describe funders as 
being much more understanding and having accepted longer 
availability periods or increased support. Therefore, the hope 
is that the temporary decrease in results during the pandemic 
can be weighed into future support from funders, and the risks 
are generally viewed as being minor.

Funding:  Low risk  Positive effects

Individual researchers can be hit by unfortunate timing 
with respect to making applications, collection of data 
and publication. This leads to delays, potentially poorer 
data and less publicity, which can impact researchers’ 
future funding. However, at the same time, researchers 
describe goodwill among funders and hope that this can 
compensate for a bumpy year for affected researchers.

Unique effects of the pandemic
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Conclusion — Low level of national 
coordination
The discussion concerning national coordination is based on the 
following parts:
•	 The decision concerning halting enrolment has been made without 

continuity plans and support has been requested but is lacking.
•	 Sweden is slower than neighbouring countries when it comes to 

initiating and conducting studies.
•	 Fundamental statistics are still lacking for the most part.
•	 Research largely relies on informal processes and goodwill of 

individuals. This is often perceived as functioning well but involves 
risks in times of crisis and in the long-term.

The data that exists shows Sweden has lost a considerable amount of 
ground during the past decade compared to neighbouring countries. 
They all have much clearer national governance of clinical research. 
Good initiatives have already been taken in relation to certain aspects 
of this problem, and the Swedish government should continue with 
national initiatives to put all regions in a position to be able to and 
want to support the drive for improvement, which is currently in the 
starting blocks.

Structural opportunities and problems
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3.2.2. 
Prioritising care production during the pandemic compounds 
the already low incentive for care staff to conduct research
A researcher education is demanding and often involves a 

salaries and promotions are commonly based on the number 
of years in service, without taking similar regard to research 
merits. According to the researching doctors interviewed, this 
alone is enough to reduce attractiveness for care staff. Several 
of the researchers stated that the reality is far different from 
what they had hoped for in the beginning of their careers. 
Much of the time that was to be spent on research is spent on 
administrative tasks related to care. 

Between 2005 and 2017 the percentage of doctors 
conducting research decreased from 20 percent to 17 
percent.7 Several researchers question how development will 

go in future with respect to the ongoing generational change, 
where a generation with other expectations and priorities in 
life replaces the older one.

Several interviewees believe that incentives for research 
risk further deterioration during the pandemic, as focus on 

expense of cancer research at the clinic.

Competence, Time:  High risk

A lack of formal support structures for research care 
staff increases the risk of research being prioritised 
away in the short-term in times of crisis and a long-
term slowdown. To ensure the attractiveness of this 
occupation this should be included in a national plan to a 
greater extent.

Conclusion — prioritising care production
The regions prioritising of care production at the expense of research 
comes from the dividing line that exists between care and research 
plus the lack of state governance. There should be a clearer national 
plan to create conditions and incentives for the regions to conduct 
research and attract competence to research. The COVID-19 
pandemic worsens the problems that clinical research already suffers 
from in this respect. This has been discussed many times over the 
years and there are already good ideas. What remains is allowing 
these ideas to become reality.

7  Swedish Medical Association, https://slf.se/pressrum/%E2%80%8Bforskarutbildade-lakare-ar-nu-kritiskt-fa/

Structural opportunities and problems
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3.3. 
High proportion of administration 
All interviewed researchers state that the proportion of 
administration in the Swedish healthcare and medical care 
system has increased over a long period. Several interviewees 
in clinical research state that more time has to be taken 
from core research tasks to spend on administrative tasks. 
Administrative requirements are partly linked to the research 
process, and partly to work in the clinic. The interviewees state 
that IT systems with associated processes are designed so that 
only doctors perform the administrative tasks and there is not 
an option for administrative staff to take care of these tasks. 
The increased amount of administration is linked to several 
other factors that we will not go into greater detail about 
within the framework of this report.

A picture of the problem is painted where highly paid staff 
spend time attending to administration, which in turn leads 
to administration becoming very expensive. This impacts 
time and resources allocated to research, as these are only 
prioritised once care production has been ensured.

The pandemic has not changed this situation. However, in this 
strained situation the pandemic reinforces the need to make 
the administrative processes more effective. Several clinical 
researchers describe how the “administrative mountain of 
debt” grows and in this respect look to the future with unease. 
As described earlier in the report there are also cases where 
administration has temporarily stopped as staff responsible 
have been absent.

3.3.1. 
Sweden’s unique data collection becomes even more 
important during a pandemic
All stakeholders interviewed describe Sweden as having unique 
prerequisites for world class research because of its personal 

biobanks. Stakeholders also convey their disappointment at 
this potential not being fully utilised.

According to researchers and managers this is largely 
dependent on problems with data that has not been used 
because of bureaucratic processes and lack of coordination. The 
regulatory framework and formalities in making applications 
are perceived as being extremely complex and there is a 
widespread unease that the trend experienced in recent years 
involving processes that are even more cumbersome will 
continue. Management associated with biobanks is consistently 
mentioned as the most sensitive point. For cancer researchers 
the situation can be extra painful. They often need access to 
samples from many different biobanks, which generates the 
need for several different applications to be made. This problem 
is described above all by preclinical staff. Many request more 
support in association with administrative processes.

In order to investigate the effects of the pandemic on the initial 
steps of the research process, EY had requested and sought data 
from biobanks concerning the number of applications made and 
lead times in the processes for the years 2019 and 2020. Data 
could not be obtained, partly because statistics for 2020 will 
arrive later in 2021, and partly because there is no division by 
diagnosis. As far as EY is aware, more in-depth statistics relating to 
e.g., speed are not collected. This makes the initial process steps 
relating to analysis of the pandemic’s effects on cancer research 

pandemic has impacted ethical review to the extent that lead times 
in some cases have been extended as COVID-19 studies have been 
prioritized. The longest case observed in the interviews involved 
delays of six months. Younger researchers have been impacted 
by this to a greater extent as their career plans are dependent on 
them being able to conduct the project. Among the interviewees 
there is doubt concerning how prioritisation of studies relating to 
COVID-19 has occurred. This doubt is primarily about whether 
the quality requirements for COVID-19 studies have been equal to 
other research or whether the requirements have been lower. The 
boundaries for EYs report do not allow for further investigation of 

doubts have been expressed in several interviews, we believe that 
they should be highlighted as an observation. 

Competence, Time:  Low risk

The pandemic entails moderate risks with longer 
administrative processes for making biobank and ethical 
review applications.

Competence, Time:  Low risk

The pandemic involves moderate risks with the potential 
for some sections of clinical studies to be stopped as 
administrative tasks are not completed when key persons 
are absent. The long-term risks to clinical research are 
deemed as being high, because administration is one of 
the primary reasons why care staff have a lack of time. 
This in turn is a primary cause of limited research. The 
pandemic illustrates this as now there are even greater 
time constraints within certain parts of the healthcare 
system, which increases the need to make processes 

Structural opportunities and problems
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3.4.
Low level of co-operation between research faculties 
and clinics
Several researchers would like to see improvements in 
cooperation between research faculties and clinics in Sweden. 
For example, several preclinics see the need for greater 
involvement from clinics in their research and express a desire 
to reach out more to clinics directly to conduct discussions. 
With less cooperation between research faculties and clinics 
basic research will become less attractive and less productive 
within the most relevant areas. Clinics do not get access 
to competence at the forefront, which in the end results in 
less talent for innovation and there are no opportunities for 
patients to potentially receive better treatment through the 
study.

3.4.1.
The researching doctors cite lack of time as the primary 
reason for low collaboration, but also see positive effects 
with the pandemic
Also in this case, the lack of time within clinics and 
prioritisation of care production are fundamental causes of 
the problem. Due to the pandemic, many clinicians have even 
less time to spend on research, which risks leading to even 
less cooperation with the research faculties. At the same 
time, some interviewees stated that a changed workload can 
also result in them having more time to spend on doing other 
things. 

According to researchers, one additional reason for the 
relatively low level of co-operation in Sweden is because basic 
research is seldom located within the same physical area as 
the clinic. However, co-operation could be facilitated through 
the consequences the pandemic has brought along with 
it, e.g., the creation of new spontaneous points of contact 
to solve problems. The increase in digitalisation is also key 
as it enables smoother contact between different groups. 
Video meetings make it easier for the surgeon to participate 
in the latest research faculty discussions without having to 
spend time travelling. But one doctor feels that some type of 
initiative is needed to conduct research meetings on a local 
level where this type of contact is initiated and maintained.

Competence:  Average risk  Positive effects

The pandemic entails a risk of the lack of time increasing 
further: time that will be taken away from research. 
Less time for doctors to be involved in research may 
lead to less relevant results within basic research and 
patients may potentially receive poorer treatments, 
because doctors are becoming less skilled in new 
treatment methods. In the long term, less cooperation 
between research faculties and clinics may result in basic 
research becoming less attractive. At the same time, the 
pandemic also brings new opportunities for clinics and 
research faculties to initiate contact with each other.

Structural opportunities and problems
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Conclusion — low level of co-operation 
between research faculties and clinics
Clinical research and clinical cancer research in Sweden have 
experienced a decline in the number of researching doctors over 
a longer period. This is due to a lack of time in combination with a 
prioritisation of care production and a lack of incentive for doctors to 
research. The effects are visible both within research faculties, where 
there is a risk of research not being as relevant and interesting, and 
within clinics where competence decreases. At the end of the day this 
affects the patient, because clinics are not familiar with and cannot 
offer the treatments that are expected to provide to best results. The 
pandemic risks amplifying the divide between research faculties and 
clinics, where clinics have less and less time for research. However, 
many interviewees express a sense of hope and that the relaxed 
structures will contribute to developing new points of contact between 
clinics and preclinics.

Structural opportunities and problems
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Conclusions 5 
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Researchers

Preclinical

Professor of medical chemistry

Professor of medical biochemistry

Professor of molecular medicine

Professor of medical chemistry

Professor of immunology

Professor of molecular cellular biology

Professor of molecular cellular biology

Translational and epidemiological

Associate professor of pathology

Professor of pathology

Professor of molecular oncology

Professor of experimental oncology

Professor of gastrointestinal cancer

Associate professor of epidemiology

Professor of nutritional epidemiology.

Clinical

Professor of urology

Professor of urology

Professor of experimental oncology

Professor of surgery

Associate professor of surgery

Professor of surgery

Associate professor of surgery

Professor of general care

Associate professor of oncology

Associate professor of haematology

Professor of oncology

Companies and funders

Medical director of oncology at 
company A

Senior CRA at company B

Head of clinical operations at company C

Manager of Government Affairs in 
company D

Executive Secretary of the Swedish 
Research Council

Director of the Knut and Alice 
Wallenberg Foundation

The Swedish Cancer Society

Managers and heads of operation

Department manager at the Centre for 

Clinical Cancer Studies.

Director of research and development

Responsible for research and 
development

Operations managers for the regional 
cancer centre

Operations managers for the regional 
biobank centre

Senior adviser LIF

National cancer coordinator

Appendix 6
6.1. 
Interviewees

All researchers interviewed have senior posts within their 
respective research groups. In addition, many researchers 
have management positions within their respective businesses, 
institutions and universities. Many of the researchers have 

researchers were selected by experts from the Swedish Cancer 
Society.

All company representatives have senior posts related to 
the company’s cancer research in Sweden. The companies 
are selected by the Swedish Cancer Society and comprise 
companies with and without involvement in vaccination 
development for COVID-19.
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