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Input on the draft of “Opinion on: Facing the
impact of the post-COVID-19 condition on
health systems”
29th October 2022

As the official Swedish patient organization representing people living with long

covid/post-covid, the Swedish Covid Association warmly welcomes the initiative and draft of

the opinion on “Facing the impact of the post-COVID-19 condition on health systems”. The

draft is comprehensive, informative, well-written and includes excellent recommendations.

Several important points raised by the experts have also been highlighted in a new report by

The Swedish Agency for Health and Care Services Analysis (2022: Postcovid i praktiken |

Vård- och omsorgsanalys (vardanalys.se)) in a recent review of the Swedish postcovid-care

structure.

Below, we highlight some important points that we understand as especially relevant in a

Swedish perspective and also some important input from a Swedish patient perspective.

The importance of surveillance

From a Swedish perspective, we especially appreciate recommendation 6 on a coordinated

European programme of surveillance systems. In Sweden, no public agency has been given

the mandate to estimate how many people are affected by post-covid (i.e. numbers on

incidence or prevalence) and how this affects health, employment and the economy. This

knowledge is urgently needed, and we hope that recommendations from the European

Commission could provide the necessary incentives for Swedish authorities to take on this

important work.

The need for better definitions and terminology

In accordance with recommendation 2, we agree with the experts that more work needs to

be done on the definition of post-covid and associated terminology. From a Swedish

perspective, we see an urgent need to find descriptions to differentiate between patients who

are very differently affected by post-covid. The experts refer to research finding different

kinds of clusters, or potentially phenotypes. They also argue that current surveys of

post-covid usually do not bring clarity to the question of what specific needs (such as
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medical or health care needs) participants have. In order to plan and optimize post-covid

care, understand the condition’s societal effects as well as reduce as much suffering as

possible, understanding health care needs are crucial. In addition to clusters of symptoms,

we argue that differentiations also should be done in relation to impairment. Similar to acute

COVID-19, we typically talk about “mild”, “moderate” and “severe” post-covid to describe

different levels of disability and thus different kinds of health care needs. While we agree that

primary care is the natural point of contact for most patients, people with “mild” postcovid

might have better possibilities to have their health care-needs met at primary care level than

people with “moderate” or “severe” disability caused by post-covid. To conclude, better

descriptive terminology is needed in order to improve health care in practice.

Research on reinfections and antiviral treatment as
preventive measures urgently needed

We appreciate the list of future research questions, and find research question 13 extremely

important. Many people in the Swedish patient community have experienced a substantial

worsening of their debilitating post-covid symptoms when reinfected and have experienced

no specific support from health care services in relation to their reinfection. This puts

post-covid patients in a very vulnerable position as taking part in society (which is an

important part of recovery) simultaneously puts them at risk for a worsening of their

condition.

In addition to the primary prevention efforts discussed in the opinion (reducing infections and

reinfections), we also suggest more resources being allocated to secondary prevention

efforts. This could include understanding moderate and severe post-covid as vulnerable

groups that could be offered Paxlovid, to not worsen their symptoms if reinfected, as part of

systematic trials. The European Medicines Agency (2022) states on their website that

Paxlovid is given to those ”who are at increased risk of the disease becoming severe

(Paxlovid | European Medicines Agency (europa.eu)). The problem in Sweden is that

severely debilitating post-covid is not considered severe. As Sweden has very few doses of

Paxlovid, clinical trials in post-covid are hard to do without direct collaborations with

pharmaceutical companies.

In addition, post-covid patients are in need of a cure, and if that is impossible,

symptom-reduction. Research projects across member states should be established in order

to explore if treatments that are already available could make a difference. This is especially

important in the discussion on “Access to essential medicines” (point 1.3.10).
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A specific focus on children is needed

The experts highlight that a major research effort is required to understand the impact of

post-covid in children. We want to underline the importance of recommending a specific

focus on children. In the opinion it is pointed out that research on patients who have had a

mild or asymptomatic primary infection have been a neglected group in research. We can

clearly see that children also constitute a neglected group in research. This needs to

change.

A recent report by the Swedish Ombudsman for Children (2021), on the consequences of

the pandemic on children in Sweden, shows that children with post-covid feel more

stigmatized as the public opinion is that children do not have severe illness. In addition to

living with severe and debilitating symptoms they also need to deal with not being

recognised (Covid-19-pandemins konsekvenser för barn - Barnombudsmannen). Focusing

on the specific needs of children is particularly important as post-covid clinics for people

under 18 years are very few in Sweden, and many families have insufficient support.

The Ombudsman also emphasizes the importance of taking a rights’ perspective to

holistically review children’s situation during the pandemic. This is another focus that should

be highlighted on a European level as it might have implications for health care and health

systems now and in the future.

Raising public awareness and dissemination to societal
actors affecting health outcomes

In the opinion, the experts highlight the importance of a health systems approach to

post-covid. This is an important and warmly welcomed approach that can highlight several

important challenges with post-covid. In addition to the factors presented in figure 3, we

want to highlight the importance of the surrounding society as the social determinants of

health. As health care systems learn more about post-covid, it is of utmost importance that

this is communicated to the public to raise awareness, as pointed out by the experts on

page 59. In addition, there are several societal actors that are especially important when it

comes to dissemination activities, including agencies for social welfare services, schools

and employers. If these actors are not knowledgeable in post-covid, inadequate

assessments and adjustments can lead to worse health outcomes for people with

post-covid witch, in turn, might negatively add a burden to health care services and

systems.
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Developing frameworks for accelerating knowledge in new
conditions, such as (post-)COVID-19

We agree with the experts that research needs to be done on all levels of care

(recommendation 3) and be done on sufficient scale (recommendation 2) and hope that

member states can collaborate to make this happen. In addition we also need to develop

feasible frameworks for how to accelerate knowledge in new conditions, such as COVID-19.

In the field of acute life threatening COVID-19 the need for fast-track clinical trials was

recognised early. Patients affected by post-covid similarly need and deserve rapid access to

clinical trials in attempts to ameliorate the negative impact that this new postinfectious

condition has on quality of life and the workforce. There is also an urgent need to improve

access to research funding by speeding up the application processes. Academically

sponsored Phase-II trials investigating effects of available drugs on sub-populations of

post-covid, including translational biomarker research, is highly warranted. Authorities in

several countries, for example in the UK (£19.6 million awarded to new research studies to

help diagnose and treat long COVID | NIHR), have responded much better to the need of

prompt research on post-covid compared to Sweden.

In addition, while hierarchies of methodological designs (such as outlined in evidence based

medicine with RCT:s in the top of the hierarchy) might be good when scientific areas develop

over a longer time, we need frameworks that help researchers make the best possible

research as fast as possible when new conditions, such as COVID-19, arise. While small

studies are typically vulnerable for bias, there are designs that are methodologically better

than others and existing research teams need infrastructures to reach each other fast and

collaborate on similar projects. Such frameworks are now being studied in a Swedish project

at Linköping University (Epistemological, philosophical and sociocultural perspectives on

post-COVID - Linköping University (liu.se)). However, initiatives to establish these research

frameworks are urgently needed in Europe as well.

Minor remarks on content

Finally, we have a couple of minor remarks regarding the content in the opinion. On page 8

the draft says “The EU strategy on COVID-19 therapeutics specifically mentions PCC in the

framework of research, development and innovation actions, as it requires a different

therapeutic approach to COVID-19. Such therapeutics are distinct from specific COVID-19

therapeutics since they will not target the viral infection but the wide range of negative
health effects that persist long after the infection has been resolved.” Later on in the
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draft, one theory on viral persistence is presented. We find the phrasing of the part in bold

confusing as we do not know yet if post-covid could be caused by an ongoing and persistent

viral presence.

As the experts already have concluded, several studies have been published since the

literature review ended. However, we still think it would make sense to at least discuss the

Dutch paper by Ballering et al (2022) on prevalence (Persistence of somatic symptoms after

COVID-19 in the Netherlands: an observational cohort study - PubMed (nih.gov)) in the

sections from page 16 and onwards.

On behalf of the board and our members, we thank the European Commission, The Expert

Panel on Effective Ways of Investing in Health (EXPH) and the distinguished experts for a

well-needed and well-written opinion on the post-COVID-19 condition’s impact on health

systems.

Sincerely,

Tove Lundberg, Ph.D., Associate Professor, chair of the Swedish Covid Association

Helga Hagman, M.D., Ph.D., member of the Swedish Covid Association
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