
Folie

CATALPA

FernUniversität
in Hagen

CATALPA – Center of Advanced Technology for Assisted Learning and Predictive Analytics

Medical Care Situation and Stigmatization 
of People with ME/CFS in Germany

Dr. Laura Froehlich



Folie

CATALPA

People with ME/CFS are medically underserved

2 Thanawala et al., 2007; Pheby et al., 2021; Tidmore et al., 2015; Vanderbilt et al., 2015

• Barriers to accessing medical care

• Geographical and financial hurdles

• Satisfaction with medical care

• Specialists are scarce

• GPs have knowledge gaps about ME/CFS

• Health professionals often attribute ME/CFS symptoms to psychological factors

 Goal 1: Investigate medical care situation of people with ME/CFS in Germany
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People with ME/CFS report stigmatization

3 Åsbring & Närvänen, 2002; Baken et al., 2018; Falk Hvidberg et al., 2015; Goffman, 1963; Green et al., 1999; Looper
& Kirmayer, 2004; McNanimen et al., 2018; Ware, 1992; Weiner et al., 1988

• Stigmatization: perceived discrimination due to having ME/CFS

• Delegitimizing experiences by physicians, family members and acquaintances

• Stigmatization associated with lower physical, mental, and social functioning

 Goal 2: Investigate the role of causal attributions in stigmatization

• Causal attributions: perceived reasons for stigma

• Controllability: other people believe that people with ME/CFS are responsible for their
condition

• Instability: other people believe that ME/CFS is changeable/ one can recover



Folie

CATALPA

Survey among people with ME/CFS in Germany

4

DSQ SF/ PEM, SF 36, NeuroQoL (Satisfaction with Social
Roles and Activities)

Symptoms & Functional + 
Social Status

NeuroQoL SSCI-8 (stigma scale for chronic illnesses, e.g., 
„Because of my illness, some people avoided me“)

Medical Care Access
Medical services utilized in last 6 months in regard to

ME/CFS
Barriers to access
Satisfaction with medical care

Causal attributions

Stigmatization

Responsiblility (e.g., „people blame me for my illness“)
Instability (e.g., „people see my illness as changeable“)

Cotler et al., 2018; Jason & Sunnquist, 2018; Sunnquist et al., 2017; Thanawala et al., 2007; 2019; Morfeld et al., 
2011; 
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Results Medical Care Situation

• Only 33% visited specialist

• Satisfaction with medical care by GP low

N = 499 (75% female, age: M = 47 
years, SD = 12), fulfilled CCC
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Results Stigmatization
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Increasing Health Professionals‘ Knowledge about ME/CFS

Froehlich, L., Niedrich, J., Hattesohl, D.B.R., Behrends, U., & Scheibenbogen, C., (2023). Evaluation of a webinar to
increase health professionals‘ knowledge about ME/CFS. Manuscript in preparation. 
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Increasing Health Professionals‘ Knowledge about ME/CFS

9 Hng, Geragthy, & Pheby, 2021

T1 Baseline Knowledge

T1 Baseline Knowledge T2 Knowledge Webinar Participation
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Results Webinar
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Discussion

• People with ME/CFS in Germany report

• barriers to accessing medical care

• Low satisfaction with medical care by GP

• Stigmatization

• Webinars are a cost-effective means to provide continuing medical education to health
professionals

• Increase diagnostic ability

• Reduce attribution of symptoms to psychological factors
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Questions or Comments?
Thank you for you attention!

This research was funded by the
Weidenhammer Zöbele Foundation

Thanks to my collaborators:

Daniel Hattesohl Jasmin Niedrich Carmen Scheibenbogen          Uta Behrends                  Leonard Jason

German version of
DSQ SF/ PEM

German translation: 
Caring for patients with

severe ME/CFS
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