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Health related virtual communities providing online peer-
to-peer support (OPS) have gained great importance for 
patients’ advice and social support, because most patients 
want to participate more actively in treatment decision-mak-
ing [1]. Recent meta-analyses of observational studies and 
RCTs have identified a positive effect of OPS in promoting 
changes in health-related behaviors [2, 3]. Although most of 
our patients are still so-called “digital immigrants”, the share 
of “digital natives” is rising throughout all disease entities. 
Patients who are currently online become more empowered, 
because virtual communities decrease the perceived stigma 
through their anonymity, allow patients to gather informa-
tion, and enable patients who are restricted in their mobility 
to find peers [4]. While seeking OPS frequently improves 
the patients’ relationship with their healthcare professionals, 
there is evidence that healthcare providers still react nega-
tively when patients disclose that they use OPS [5, 6]. Nev-
ertheless, patients usually continue to use OPS while their 
need for feedback on the accuracy of information gathered 
online remains unaddressed. Indeed, it has recently been 
estimated that three in ten patients with localized prostate 
cancer (PC) revise their initial treatment decision based on 
their experience with OPS [7].

For persons affected by PC seeking OPS, a recent sys-
temic review on 27 studies provides a comprehensive over-
view on the body of evidence concerning the role of OPS 
in treatment decision-making, quality of life, and potential 
caveats or adverse events [8]. Only one RCT with a small 
sample size of n = 40 was identified [9]. This study observed 
a short-term improvement of quality of life in the OPS group 

following a return to baseline at eight weeks. Observational 
and qualitative studies indicate that the exchange of informa-
tion plays a greater role for patients with PC when compared 
to patients with breast cancer reflected in the finding that 
medical terms were the most common keywords. There is 
some evidence that OPS is also sought by caregivers, mainly 
to tackle with emotional distress. While certain risks like 
inaccurate health information and increased uncertainty 
were found, several cross-sectional studies underscored 
the great influence that OPS exerts on patients’ treatment 
decision-making.

Based on this synthesis of the current literature, what 
are the implications while the era of the digital natives is 
approaching? First, clinicians should be encouraged to 
accept that patients place much value on OPS and continue 
to do so, even when healthcare professionals oppose this 
need. In a time of rising numbers of digital natives, neglect-
ing or dismissing the role of OPS is simply not an option 
anymore. Second, fully taking responsibility for a trusted 
patient-provider relationship, clinicians should therefore 
address patients’ need for discussing the accuracy of infor-
mation gathered through OPS. In doing so, providers will not 
only account for the current body of evidence but also pre-
pare the ground for a true shared decision-making process. 
Finally, with existing studies underscoring the feasibility of 
interventional trials in the context of OPS, clinical research-
ers should initiate well-designed and sufficiently powered 
RCTs accounting for patient and caregiver outcomes [10]. 
The worst-case scenario would be the expectable increase of 
OPS use without reliable evidence on its effects.

Acknowledgements  Open Access funding provided by Projekt DEAL.

Funding  Dr. Haun reports the receipt of funding from German Federal 
Ministry of Education and Research (BMBF, Grant No. 01GY1612), 
outside the submitted work. Dr. Huber reports personal fees from 
Amgen and Janssen, Grants and non-financial support from Intuitive 
Surgical and Takeda, outside the submitted work.

 *	 Markus W. Haun 
	 markus.haun@med.uni‑heidelberg.de

1	 Department of General Internal Medicine 
and Psychosomatics, Heidelberg University, Im 
Neuenheimer Feld 410, 69120 Heidelberg, Germany

2	 Department of Urology, Medical Faculty Carl Gustav Carus, 
Technical University, Dresden, Germany

http://crossmark.crossref.org/dialog/?doi=10.1007/s00345-020-03114-1&domain=pdf


2434	 World Journal of Urology (2020) 38:2433–2434

1 3

Conflict of interest  All other authors declare that there is no conflict 
of interest.

Open Access  This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long 
as you give appropriate credit to the original author(s) and the source, 
provide a link to the Creative Commons licence, and indicate if changes 
were made. The images or other third party material in this article are 
included in the article’s Creative Commons licence, unless indicated 
otherwise in a credit line to the material. If material is not included in 
the article’s Creative Commons licence and your intended use is not 
permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a 
copy of this licence, visit http://creat​iveco​mmons​.org/licen​ses/by/4.0/.

References

	 1.	 Eysenbach G, Powell J, Englesakis M, Rizo C, Stern A (2004) 
Health related virtual communities and electronic support groups: 
systematic review of the effects of online peer to peer interactions. 
BMJ 328:1166. https​://doi.org/10.1136/bmj.328.7449.1166

	 2.	 Laranjo L, Arguel A, Neves AL, Gallagher AM, Kaplan R, Mor-
timer N et al (2014) The influence of social networking sites on 
health behavior change: a systematic review and meta-analysis. J 
Am Med Inform Assn 22:243–256. https​://doi.org/10.1136/amiaj​
nl-2014-00284​1

	 3.	 Smailhodzic E, Hooijsma W, Boonstra A, Langley DJ (2016) 
Social media use in healthcare: a systematic review of effects 
on patients and on their relationship with healthcare profession-
als. BMC Health Serv Res 16:442. https​://doi.org/10.1186/s1291​
3-016-1691-0

	 4.	 Tanis M (2008) Health-related on-line forums: what’s the 
big attraction? J Health Commun 13:698–714. https​://doi.
org/10.1080/10810​73080​24153​16

	 5.	 Benetoli A, Chen TF, Aslani P (2018) How patients’ use of social 
media impacts their interactions with healthcare professionals. 
Patient Educ Couns 101:439–444. https​://doi.org/10.1016/j.
pec.2017.08.015

	 6.	 Rupert DJ, Moultrie RR, Read JG, Amoozegar JB, Bornkessel 
AS, O’Donoghue AC et al (2014) Perceived healthcare provider 
reactions to patient and caregiver use of online health communi-
ties. Patient Educ Couns 96:320–326. https​://doi.org/10.1016/j.
pec.2014.05.015

	 7.	 Huber J, Maatz P, Muck T, Keck B, Friederich HC, Herzog W 
et al (2017) The effect of an online support group on patients 
treatment decisions for localized prostate cancer: An online sur-
vey. Urol Oncol 35:37.e19–37.e28. https​://doi.org/10.1016/j.urolo​
nc.2016.09.010

	 8.	 Ihrig A, Karschuck P, Haun MW, Thomas C, Huber J (under 
review). Online peer-to-peer support for persons affected by pros-
tate cancer: a systematic review

	 9.	 Osei DK, Lee JW, Modest NN, Pothier PK (2013) Effects of an 
online support group for prostate cancer survivors: a randomized 
trial. Urol Nurs 33:123–133

	10.	 Haun MW, Schakowski A, Preibsch A, Friederich HC, Hartmann 
M (2019) Assessing decision regret in caregivers of deceased 
German people with cancer – a psychometric validation of the 
Decision Regret Scale for Caregivers. Health Expect. https​://doi.
org/10.1111/hex.12941​

Publisher’s Note  Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1136/bmj.328.7449.1166
https://doi.org/10.1136/amiajnl-2014-002841
https://doi.org/10.1136/amiajnl-2014-002841
https://doi.org/10.1186/s12913-016-1691-0
https://doi.org/10.1186/s12913-016-1691-0
https://doi.org/10.1080/10810730802415316
https://doi.org/10.1080/10810730802415316
https://doi.org/10.1016/j.pec.2017.08.015
https://doi.org/10.1016/j.pec.2017.08.015
https://doi.org/10.1016/j.pec.2014.05.015
https://doi.org/10.1016/j.pec.2014.05.015
https://doi.org/10.1016/j.urolonc.2016.09.010
https://doi.org/10.1016/j.urolonc.2016.09.010
https://doi.org/10.1111/hex.12941
https://doi.org/10.1111/hex.12941

	The era of the digital natives is approaching: Insights into online peer-to-peer support for persons affected by prostate cancer
	Acknowledgements 
	References




