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TO THE EDITOR

For many patients and their families, the Internet has become the primary resource for
medical information, in addition to providing a forum for patients to share their personal
experiences. Movement disorders, which include Parkinson’s disease, dystonia, and tremor,
are common neurologic conditions that readily lend themselves to demonstration by video.
We were recently alerted by our patients to content regarding movement disorders that is
available on YouTube (www.youtube.com), the third most visited Web site.1 However, a
brief search revealed that many of the videos seemed to us to be atypical for the specific
form of movement disorder the person in the video was purported to have. In fact, some of
the videos showed movements characteristic of psychogenic movement disorders, the
movement-disorder counterpart of conversion disorder (i.e., symptoms that are not
attributable to a medical disorder or to feigning and are judged to be associated with
psychological factors).2 We therefore asked seven neurologists who were experts in
movement disorders to independently evaluate the most frequently viewed YouTube videos
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of patients purported to have a movement disorder and to judge whether the movement
disorder depicted appeared to be psychogenic or organic.

Using the keywords dystonia, Parkinson’s, chorea, myoclonus, tics, and tremor, we searched
YouTube in January 2011 and selected videos from the top 3% of the most often viewed
videos in each category that were uploaded by patients and were of sufficient quality.
Although a proper diagnosis of organic or psychogenic movement disorder relies on the
results obtained from the patient’s history and standardized examinations (which were not
available to the raters), movement disorders by their nature can be seen and evaluated
without special examination techniques. We asked the raters to base their judgments on
published diagnostic criteria for psychogenic movement disorders? that are related to aspects
of the movement disorder apparent on simple observation.

Of 29 videos showing people with movement disorders, 66% were rated as psychogenic and
34% as organic, with excellent interrater agreement (Table 1). The accompanying comments
on the site recommended specific treatments in 53% of the videos considered to show a
psychogenic movement disorder but in only 20% of those considered to show an organic
movement disorder.

For patients with a movement disorder, the information available on YouTube may be
misleading and may provide an inaccurate impression of the disorder and its treatment. One
video described as showing facial dystonia showed different patterns of facial spasm that
appeared to be triggered by an electrical stimulator, and it suggested that dystonia could be
alleviated if the patient wore cotton clothes and avoided radiation. Other recommendations
were potentially more serious, proposing the use of immunosuppressive agents or invasive
or expensive diagnostic tests, and some videos claimed that profound benefit could be had
from interventions such as craniosacral massage and herbal remedies prescribed by health
care providers.

The fact that such a large number of videos showing psychogenic movement disorders are
available on the Internet highlights an underlying problem that affects virtually every
medical specialty, and the information these videos provide can interfere with the effective
recognition and care of patients with a movement disorder. Physicians should caution their
patients to be wary of relying on information from potentially unreliable Web sources and
should also help to make reliable medical information freely available to those with either
organic or psychogenic disorders.

References

1. Alexa. YouTube.com Alexa Traffic Rank. 2011. http://www.alexa.com/siteinfo/youtube.com
2. Fahn S, Williams DT. Psychogenic dystonia. Adv Neurol. 1988; 50:431-55. [PubMed: 3400501]

N Engl J Med. Author manuscript; available in PMC 2014 November 13.


http://www.alexa.com/siteinfo/youtube.com

Page 3

Stamelou et al.

‘%00T 03 T8 = G PUe ‘9608 0} T9 = ¥ ‘%09 0} T = € ‘%0 0} TZ = ¢ '%0Z 0} 0 = T :SMOJ|0} Se 'G 0} T Wwo.y abuel Aurepsad Jo sjanaT]

t

*SJUBLUSSBSSE 413U} N0 PaLLIED SIBJel U1 Wil 8yl AQ 8gNLNOA WOLJ PIAOLISI USB] PRY }1 80UIS ‘PasSasSe 10U SeM SOBPIA OM] 8} JO BUQ

1
‘6T UOISIaA ‘SONSINEIS 3IepALOS

SONAJRUY 8AIDIPaId Ylm pawloyiad alam sasAfeue [eansiels “(00°T 01 T8'0 = DY) 1Us[|39xa Jo ‘(08°0 03 T9'0 = D) [enueisans (09°0 01 Ti'0 = D¥I) aretapow ‘(010 03 TZ'0 = DY) J1ey se pajeubisap
Sem JuaLwaaJfe Jo Y1Buans ay ] JUsIDIL80D UOINR[S4I0D SSejoeul 8yl pue (DY) 1810111809 AlljIgRIjal J8YelI8)ul 8Y) JO 8SN aU) YIIM PaulluIaIep Sem Juslusalbe Jsjelsiu] "gST suesw aJe senjeA snulw-snid
*

09'0FECY  VLOFLZY 8YOFYTY E€CO0FLyy  0SO0FLTY  00°0¥00°S 65°0FEY'Y Aurensd 0 3807

(68°0)0T/6T (280)T/. (00T) /0 (00T)O/E  (680)2/E  O/T (06°0) €/ (OnI) ou/-ou — juebioyoiushoyohsd se parey

62 8 v € g T 8 passassy

0 8 v € g it 8 pe1vs|es

G60'0€ 0629 0SS (1]472 TR 002'0T 0292 "0U — punoy SO8PIA
Jowe 1| oIl SNUOPOAN  ©3I0YD wsiuosuiyfed eluosAQ

felo 1L pjomAe a|gelep

NIH-PA Author Manuscript

90N LNO A U0 SJBPJoSIQ JUBWBAO N BUIMOUS SOBPIA JO JUBWISSISS Y

T alqel

NIH-PA Author Manuscript

NIH-PA Author Manuscript

N Engl J Med. Author manuscript; available in PMC 2014 November 13.



