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INTRODUCTION

In recent years, interest in patient centered care has increased with the aim of improving patient
experiences. An enormous amount of data describing health care experiences has been generated
on social media including blogs, which are public forums were private experiences are described.
Although there are advantages to using online forums to decrease research costs and catch a wider
geographic or social area in research, it is important that they are not the single source of data used
in an investigation.

Personal blogs and the opinions they contain offer insights into living experiences, including
those connected with different illnesses. It has been suggested that patient experience of a disease
can be inferred on a larger scale through automated textual analysis of health-related forums (1).
However, using only this information, relevant clinical data could be missing with a selective
publication and inadequate dissemination. If the data differs systematically from other published
research that is based on scientific method, the results will be biased by an inaccurate assessment
of the intervention effect. In publications based on non-professional blog information, no quality
assessment tool exists. When patients access and share their experiences on online forums, they
express a perception of their disease in a way that might be noticeably different from quality of life
assessments with a more rigorous method of evaluation.

There is currently a lack of primary research on the limitations of social media in health
communications among patients. There are some systematic reviews or meta-analysis that identify
the uses, benefits, and limitations of social media in health communications (2, 3). The main
recurring discussions in this literature outline the limitations of social media, examining quality
concerns and the unreliable nature of this information. Importantly, automatic analysis cannot
be conducted without a detailed knowledge of the subject area, advocating the need for more
interdisciplinary research. Although some case samples of meta-analyses, not including gray
literature or unpublished data, clearly overestimate treatment effects, quantifying this effect by
considering all metaepidemiological studies implies minimal effects. In most health studies, the
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effects of excluding unpublished data are minimal, and the results
are unaffected in the results. To have a real impact on science,
more effective and reliable ways of locating and retrieving
unpublished data and gray literature need to be developed,
including the use of peer review and a lower risk of bias.

DISCUSSION

We read with interest the recent article on “Consumer Reports
of “Keto Flu” Associated With the Ketogenic Diet” published
in Frontiers in Nutrition (4), but would like to add some
considerations. The article caused an immediate reaction in the
media, with journalists discussing “flu” and its effects. However,
these symptoms are based on information posted by people on
social networks and this method and its conclusions are not
reliable. This information was obtained from global internet
forums that discussed keto flu, but which did not use or
design a more objective validated method (i.e., questionnaire)
to corroborate these opinions. It is interesting to consider, as
the authors commented, that these discussion forums on health
issues are a practical source for gathering information on patient
experiences. However, the article’s analysis and conclusion, that
content from online forums provides new insights into the side
effects of the Ketogenic Diet (KD), did not adhere to the criteria
of a quantitative or qualitative scientific method. Gathering many
people’s experience of these symptoms does add information, but
these sources do not provide evidence nor confirm the side effects
of this treatment.

As the article commented, “the experiences of online forum
users may not be representative of the larger group of people
who follow the KD. However, the symptom patterns produced
may indicate key lines of questioning for future survey-based
approaches.” It is therefore necessary to work on these key lines
of questioning before publishing, as the forums are unreliable.
This information has not adjusted for factors such as the
origin of the blog, the level of education, the type of KD
diet, or if the information is manipulated, and therefore is not
a complementary source in gathering clinical observations. It
would be convenient to know more about the different people
who participate in the forums, why they use a KD and if there
were medical controls on their use diet.

The KD diet presents very precise indications for severe
pathologies, with great side effects. Bostock et al. (4) indicate in
their paper that the KD is often self-administered by patients,
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