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A recent systematic synthesis of qualitative research demonstrated that patients with psychogenic nonepileptic seizures
(PNES) often experience unsatisfactory encounters with health-care practitioners (HCPs). It is important to understand such
interactions from the perspective of those responsible for delivering care. This systematic review aimed to examine the
attitudes and perceptions of HCPs toward PNES. A systematic search of 3 databases (Web of Science, PubMed, and CINAHL)
was conducted in November 2017. Studies from around the world published after 1997 using qualitative or quantitative
methodologies were reviewed. An interpretative stance was taken to analyze the data utilizing a grounded theory approach.
The quality of studies included was assessed using the Mixed Methods Appraisal Tool. Overall, 30 separate studies capturing
the views of at least 3900 professionals were included. Five concepts emerged from the analysis: (1) HCPs’ responses
demonstrated uncertainty about many aspects of PNES, including diagnosis and treatment; (2) HCPs understood PNES in
dualistic terms, perceiving the condition as largely associated with psychological factors; (3) patients with PNES were con-
sidered challenging and frustrating; (4) HCPs held mixed or contested views about who is responsible for treating patients with
PNES; and (5) PNES was viewed as less severe or disabling than epilepsy and associated with a greater degree of volition.
Although some HCPs have an excellent understanding of PNES, the views of many give rise to concern. The number of
qualitative studies that directly ask HCPs about their perceptions of PNES is limited. Moreover, some professional groups (ie,
mental health specialists) are underrepresented in current research. This study reveals a demand for additional training.

However, effort is needed also to change the attitudes of some practitioners toward PNES.

Commentary

One of the most important contributors to patient outcomes is
the doctor—patient relationship, which is particularly pertinent
for patients with somatic symptom and related disorders." Psy-
chogenic nonepileptic seizures (PNES) are the commonest
form of functional neurologic disorder, a type of somatic symp-
tom disorder quite prevalent in neurology outpatient visits.?
The development of a therapeutic health-care provider
(HCP)-—patient alliance (which emphasizes patient and HCP
working together toward a common, mutually agreed goal) is
based on trust, communication, and mutual respect, and is
likely the key reason for adherence to treatment and mainte-
nance of the connection between patients and their clinical
providers.®* When this relationship is not established, or
breaks down, there is often dissatisfaction on the part of both
patients and HCPs, an increase in medical utilization, an
increased risk of medico-legal issues and a decline in positive
outcomes for patients.’ Outcomes for PNES are generally poor
and are often blamed on patients rejecting psychiatric care,

disagreeing with the diagnosis, or invested in the conscious
or unconscious motivation to remain out of work. When quer-
ied about the reason for not following up with recommended
treatments, patients may mention that their interactions with
the providers were poor and they felt they were not listened to
or not believed.®

There is interesting work emerging from the study of qua-
litative communication patterns between patients and HCPs
showing distinct patterns between PNES and epilepsy.”® In
addition, conversations between HCPs and patients with PNES
can involve language that inadvertently distances or even alie-
nates patients, with words revealing HCP beliefs or biases’
such as telling patients they don’t have “real seizures,”
“everything is normal,” or that “nothing is wrong” despite the
patient feeling physically quite unwell and unable to function.
Studies also show that physicians use ambiguous words within
their notes that imply a less than certain diagnosis which can
lead patients to search for more opinions.'® Treatments are
emerging for PNES, but recent data reveal lack of adherence
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to treatment as a major problem in PNES.!!' Given the impor-
tance of the clinician—patient relationship, investigations tar-
geting HCP attitudes may help to mitigate treatment adherence
obstacles and lead to improved outcomes.

Rawlings and Reuber'? performed a systematic review
using a mixed methods design to try to understand the percep-
tions and attitudes of HCPs when approaching PNES patients.
They selected 30 studies including approximately 3900 profes-
sionals, uncovering 5 main themes from their qualitative meth-
ods: (1) uncertainty with diagnosis and treatment, (2)
understanding the disorder as a mind versus body or “dualistic”
problem, (3) PNES patients are challenging/frustrating/diffi-
cult, (4) there are mixed/contested views on which HCP should
follow these patients, and (5) PNES are less disabling/more
volitional than epileptic seizures. There were limitations to this
study in that those HCPs who were included/sampled were
more likely subspecialists from wealthier countries and less
likely to be mental health specialists. However, these themes
have clear face validity and may provide insight into reasons
for the poor outcomes.

There are several unanswered questions that arise from this
research. Are HCPs’ negative attitudes part of the reason for the
poor outcomes? Is there a reliable and effective way to change
physician and patient attitudes and improve communication
with patients? What is the best way to help make HCPs more
comfortable (and skillful) with difficult conversations?
Clinician-related factors making management of PNES
patients challenging have been outlined before.'* A therapeutic
alliance is based on a bidirectional transaction: if both parties
mistrust each other, and there is no alliance established, and
thus there is no possible beneficial outcome.

Beliefs and attitudes are difficult to change, but research
into effective methods may lead to new and fruitful ways to
improve outcomes. It is clear that specific training to improve
the care of PNES patients is warranted and must begin with the
true desire to heal and understand how to develop mutual trust
between patients and their HCPs. Patients with PNES must be
guided to treatment, rather than being told they do not need a
neurologist or, even worse, insinuating that they “don’t have a
real illness.” When such a positive shift begins to happen,
clinicians will be less worried about dismissing these challen-
ging patients and more about engaging them in treatments
proven to work for this disorder. The assumption that nothing
is wrong with the brain in PNES is beginning to be proven
incorrect through functional imaging studies: PNES is a true
brain disorder. Changing HCP attitudes and approach to PNES
patients will likely be accomplished only through education,
training, practice, and assessment; it will also likely entail con-
vincing neurologists and other HCPs that there are brain
mechanisms responsible for affective processing and develop-
ment of functional neurological symptoms whether or not there
is a convincing abnormality on brain magnetic resonance ima-
ging. The role of HCP perceptions in PNES outcomes should
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be investigated and the therapeutic nature of clinician—patient
relationship targeted for potential treatments. While clinicians
are not wholly responsible for poor outcomes in PNES, any
contribution from negative HCP interactions should be
eliminated.

By Barbara Dworetzky
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