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Topline findings

A new patient survey of 2274 respondents has confirmed that graded exercise therapy
(GET) is harming a large majority of people with ME receiving this treatment in the UK. A
majority of people with ME report that cognitive behavioural therapy (CBT) led to no change
in their physical health; however those who reported a change were more likely to
experience deterioration than improvement. More than 3 times as many people reported
severe illness after GET than before, and almost 2 times as many reported severe illness
after CBT.

Survey background

The preparation and launch of this survey was a collaboration between members of the
Forward ME Group, including #MEAction. Its aim was to provide the National Institute of
Health and Care Excellence (NICE) with up-to-date data on the experiences of people with
ME receiving CBT and GET in the UK since the publication of the 2007 “CFS/ME guideline”.
The data will be used to inform the NICE committee as they rewrite the ME guideline.

The survey was made available online between 11th January and 31st January 2019. It was
disseminated via the social media channels and email lists of various organisations in the
Forward ME Group. To be eligible respondents needed to have a diagnosis of either ME,
CFS or PVFES; and to have received or been offered CBT or GET in the UK since 2007. 2274
eligible responses were collected.

e 98.5% reported experiencing post exertional malaise, despite the 2007 NICE
guidelines not defining this as a mandatory symptom for diagnosis of ME (NICE,
2007a). Post exertional malaise is, however, now considered a hallmark symptom of
ME. (Carruthers et al., 2011, Chu et al., 2018).

e Women accounted for 80.4% of respondents, in line with rates of 75-85% in other
studies (Collin et al., 2011, IOM, 2015).

e Responses were received from all age groups, including 184 on behalf of
children/young people under the age of 18.

e Most respondents (62.4%) were moderately affected before treatment, whilst 23.8%
were mildly affected and 13.8% were severe.

e Over 93% of treatment was offered on the NHS, indicating that treatment was in line
with the 2007 NICE guidelines.

e |n the majority of responses (53.6%) treatment was started between 1st Jan 2015
and 31st Jan 2019.



Respondents were asked to comment on the impact of CBT or GET. Where they reported
being offered both CBT and GET, they were asked to comment on these treatments
separately.

Impact of graded exercise therapy

Following treatment, over two thirds (67.1%) of those who underwent GET alone reported
deterioration in their physical health. Three quarters (75.4%) of those who underwent GET
as well as CBT reported deterioration in physical health, and for the majority (55.9%) this
was a major deterioration.
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Following roughly the same pattern as impact on physical health, a majority (53%) of those
undergoing GET experienced a deterioration in their mental health. This increased to 62.9%
when the respondent had also undergone CBT.
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Impact of cognitive behavioural therapy

Most respondents (53%) reported no change in their physical health after CBT. This was
also the most common response for those who received GET as well as CBT (48.4%).
Whether or not they had received GET as well, more respondents experienced deterioration
than improvement in their physical health after CBT.
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For those who received CBT alone, 41.5% reported an improvement in their mental health
whilst 55% reported no change (28.1%) or a deterioration (26.9%). When GET was received
as well as CBT, rates of improvement after CBT decreased significantly (26.9%) whereas
rates of no change (32.7%) and deterioration (34.6%) increased.
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Impact of CBT and GET on symptoms

Separately to overall impact on health, respondents were asked if any of their symptoms
worsened.



e GET led to a worsening of symptoms for 81.1% of those who received GET alone
and 85.9% of those who received both GET and CBT.

e CBT led to a worsening of symptoms for 46.6% of those who received CBT alone
and 58.3% of those who received both CBT and GET.

Comparison of whether any symptoms worsened following
CBT and/or GET in people with ME
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Severe illness

All respondents were asked to report the severity of their iliness before treatment and after
treatment. The precoded answers of mild, moderate and severe were defined as per the
current NICE guidance (NICE, 2007b). Independent of treatment course, more respondents
reported being severely affected after treatment than before. The numbers of those reporting
severe illness after GET increased by over 3 times in comparison to before. After CBT,
almost 2 times as many reported severe illness than before.

Comparison of those accessing CBT and/or GET who are
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Discussion

Overall, the demographics of the sample of respondents appear to be broadly representative
of the general population of people with ME. 13.8% reported severe illness against the 2007
NICE definition (NICE, 2007b). However, as this definition differs from those used in
previous studies on severity, it's unknown whether the sample reflects the accepted
distribution of 25% of people with ME being housebound and/or bedbound (IOM, 2015,
Pendergrast, 2016).

The 2007 NICE guidelines state that “cognitive behavioural therapy (CBT) and/or graded
exercise therapy (GET) should be offered to people with mild or moderate CFS/ME” and
does not recommend these treatments for people with severe ME (NICE 2007c). However,
this survey demonstrates that, by their own definitions and against their recommendations, a
significant number of people with severe ME are being prescribed CBT and/or GET.

The vast majority reported being offered CBT or GET on the NHS, not privately, implying
treatment was in line with the 2007 NICE guidance. This, coupled with a majority reporting
starting treatment within the last 4 years, indicates that these results can be taken as an
accurate assessment of the impact the 2007 NICE guidelines recommendations of CBT and
GET are currently having on people with ME, CFS or PVFS in the UK.

GET is having a negative impact on the physical and mental health of the majority receiving
it. CBT, whilst improving the mental health of a significant minority, is leading to no change
or a negative impact in terms of both physical and mental health for a majority, with more
experiencing deterioration than improvement in their physical health.

Furthermore, when asked if any of their symptoms worsened after treatment a majority
responded ‘yes’, suggesting claims that CBT or GET support symptom management, even if
they are not curative, should be re-evaluated.

In conclusion, these results clearly show that GET and CBT are not safe treatments for
people with ME, CFS or PVFS. For those who received both treatments, reported outcomes
are even worse. The results parallel those of previous patient surveys (Geraghty et al., 2016)
and reinforce the call for GET and CBT to be suspended as treatments immediately.

Further data from this survey have been analysed by Oxford Brookes University here, and you can
find the appendices with the data this report has been written from here.


http://www.meaction.net/wp-content/uploads/2019/04/NICE-Patient-Survey-Outcomes-CBT-and-GET-Oxford-Brookes-Full-Report-03.04.19.pdf
http://www.meaction.net/wp-content/uploads/2019/04/Forward-ME-Group-CBT-GET-Survey-Appendices-1-6.pdf

References

Carruthers, Bruce M., Marjorie |. van de Sande, Kenny L. De Meirleir, Nancy G. Klimas,
Gordon Broderick, Terry Mitchell, Don Staines et al. “Myalgic encephalomyelitis:
international consensus criteria.” Journal of internal medicine 270, no. 4 (2011): 327-338.

Chu, Lily, lan J. Valencia, Donn W. Garvert, and Jose G. Montoya. "Deconstructing post-
exertional malaise in myalgic encephalomyelitis/chronic fatigue syndrome: A patient-
centered, cross-sectional survey." PloS one 13, no. 6 (2018): e0197811.

Collin, Simon M., Esther Crawley, Margaret T. May, Jonathan AC Sterne, and William
Hollingworth. “The impact of CFS/ME on employment and productivity in the UK: a cross-
sectional study based on the CFS/ME national outcomes database.” BMC health services
research 11, no. 1 (2011): 217.

Geraghty, Keith, Mark Hann, and Stoyan Kurtev. “Myalgic encephalomyelitis/chronic fatigue
syndrome patients’ reports of symptom changes following cognitive behavioural therapy,
graded exercise therapy and pacing treatments: Analysis of a primary survey compared with
secondary surveys.” Journal of health psychology (2017): 1359105317726152.

NICE (National Institute of Health and Care Excellence). “Chronic fatigue syndrome/myalgic
encephalomyelitis (or encephalopathy): diagnosis and management. Presentation” CG53
(2007a) Accessed 11th March 2019. https://www.nice.org.uk/quidance/cg53/chapter/1-
Guidance#presentation

NICE (National Institute of Health and Care Excellence). “Chronic fatigue syndrome/myalgic
encephalomyelitis (or encephalopathy): diagnosis and management. Appendix D” CG53
(2007b) Accessed 11th March 2019.
https://www.nice.org.uk/guidance/cg53/chapter/Appendix-D-Definitions-used-in-this-

quideline

NICE (National Institute of Health and Care Excellence). “Chronic fatigue syndrome/myalgic
encephalomyelitis (or encephalopathy): diagnosis and management. Specialist CFS/ME
Care” CG53 (2007c) Accessed 12th March 2019.
https://www.nice.org.uk/guidance/cg53/chapter/1-Guidance#specialist-cfsme-care

IOM (Institute of Medicine). “Beyond Myalgic Encephalomyelitis/Chronic Fatigue Syndrome:
Redefining an lliness.” Washington, DC: The National Academies. (2015)
https://www.nap.edu/read/19012/chapter/4?term=25+percent#31

Pendergrast, Tricia, Abigail Brown, Madison Sunnquist, Rachel Jantke, Julia L. Newton, Elin
Bolle Strand, and Leonard A. Jason. “Housebound versus nonhousebound patients with
myalgic encephalomyelitis and chronic fatigue syndrome.” Chronic illness 12, no. 4 (2016):
292-307.


https://www.nice.org.uk/guidance/cg53/chapter/1-Guidance#presentation
https://www.nice.org.uk/guidance/cg53/chapter/1-Guidance#presentation
https://www.nice.org.uk/guidance/cg53/chapter/Appendix-D-Definitions-used-in-this-guideline
https://www.nice.org.uk/guidance/cg53/chapter/Appendix-D-Definitions-used-in-this-guideline
https://www.nice.org.uk/guidance/cg53/chapter/1-Guidance#specialist-cfsme-care
https://www.nap.edu/read/19012/chapter/4?term=25+percent#31

