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Somatic symptoms disorders exist in every discipline of
medicine and comprise a substantial percentage of medi-
cal visits, clinical testing, and disability contributing to the
high cost of healthcare and human suffering (1). Medically
“unexplained” symptoms are seen in about one-third of
outpatient neurology visits with nearly one-fifth of these
formally diagnosed with functional neurologic symptoms
(2). Psychogenic nonepileptic seizures (PNES) are the larg-
est subgroup of functional neurologic disorders and are
responsible for a big burden of healthcare expenses, esti-
mated at approximately $900 million annually (3). Over the
past 5 to 10 years, a promising shift in the focus of clinical
research on treatment has occurred for PNES. Unfortunate-
ly, despite emerging evidence-based treatments, health
outcomes remain quite poor, and getting patients to follow
up with psychiatric care continues to be problematic. Even
when patients successfully follow through for their first
treatment appointments, the dropout rate for ongoing care
hovers around 50% (4).

The reasons for treatment drop-off are not well under-
stood. Patients with nonepileptic seizures are a complex and
heterogeneous group, often with lower education, substance
use, unemployment, chronic psychiatric difficulties, and
trauma/abuse—all groups that are more likely to be nonad-
herent. In general, many PNES patients do not understand
or accept their symptoms as psychologically based, and this
may put them at odds with their treating providers. Many of

these factors are intrinsic to the underlying psychopathology.

However, there are also provider-dependent factors contrib-
uting to the poor follow-up. One likely factor is that once the
diagnosis is confirmed, the needed transition from the tradi-
tional focus—that of ruling out epilepsy to getting patients
to understand, accept, and follow up with treatment—is not
well executed by the providers. The communication between
doctor and patient may be an important factor in the suc-
cess of the transition of care. This is not a new idea, yet little
research has focused on this specific topic. It is clear from the
literature that patient—-doctor communication is one of the
biggest factors predicting adherence to treatment (5). In ad-
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dition, improving therapeutic alliance has shown to improve
adherence to treatment for post-traumatic stress disorder
(PTSD) as well as other conditions (6). Patients repeatedly
intersect with providers who do not believe their symptoms
are real and think that all that is necessary is that a correct
diagnosis be delivered. Other psychiatric disorders, such as
depression or anxiety, are not handled as though patients
are deliberately producing symptoms. Being taken seriously
was shown to be the most important contributing factor in
coping with diagnosis (7).

What may be different about PNES and perhaps all func-
tional disorders is the assumption that there is no bonafide
illness. Do these physicians’ attitudes and assumptions
reinforce poor outcomes? Our attitudes are insidious, and
the negative or unhelpful ones can readily emerge during
frustrating interactions with challenging patients. Patient
factors, such as previous experience with psychiatric treat-
ment, not understanding, or unwillingness to accept the di-
agnosis may also play an important role in keeping patients
from staying in treatment. Given how common functional
neurologic disorders are, and the published difficulty in get-
ting patients to adhere to treatments, the American Epilepsy
Society (AES) has decided to focus a Q-PULSE survey on
patterns of communication of the PNES diagnosis in practice
and training.

Methods

The Quantitative Practical Use-Driven Learning Survey in Epi-
lepsy (Q-PULSE) panel was established in 2012 to help provide
expert opinion for important and practical clinical questions
where evidence-based data is lacking. The Q-PULSE panel felt
that practice around nonepileptic seizures was quite variable
and along with the Nonepileptic Seizure workgroup of the

AES practice management committee, they designed a 7-item
questionnaire. One hundred and forty-six epilepsy experts from
level-4 epilepsy centers all across the United States were asked
to respond to questions about education and communication
practices with PNES. The survey opened July 9, 2015, and closed
August 3, 2015.

Results

The response rate was 86%. The 7 questions with the respons-
es appear below.
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FIGURE 1. In your center, if clinically appropriate, the possibility —
of psychogenic nonepileptic seizures (PNES) is discussed with
the patient prior to video EEG.

n=134

FIGURE 2. At your center, delivery of the diagnosis of PNES (after confirmation by video EEG) is generally . ... (Check all that apply.)

Written literature/information on PNES for the patient/family

Letter summarizing findings to the patients referring primary
healthcare provider

Faceto face explanation to the patient and a family member, if
present

Face to face explanation to the patient by a psychiatrist and a
neurologist separately (but during the video EEG admission)

Face to face explanation to the patient by a psychiatrist and a
neurologist together

Face to face explanation to the patient by a neurologist (but not the
psychiatrist)

Face to face explanation to the patient by a psychiatrist (but not the
neurologist)

n=133 120

FIGURE 3. What are the key phrases that you try to incorporate when communicating the diagnosis of PNES (without comorbid epilepsy)? (Please
check all that apply.)

Say that there is nothing neurologically wrong
with them

Say that no further follow up with neurology is
needed

Say that the events are not deliberately
produced

Say that the events are psychiatric (or better
said “have psychological origin”)

Say that the events are not treated with anti-

S 123
epileptic drugs
Say that the events are real and commonly
encountered
Say that it is good news that the events are &
not real seizures
n=133 0 20 40 60 80 100 120 140
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FIGURE 4. What is the appropriate follow-up for PNES to confirm and treat the underlying conversion disorder after the communication of the diag-

nosis? (Please check all that apply.)

Offer all patients with PNES atleast one neurology follow up
appointmentto assure the patient/family understands the diagnosis
and treatment options

Primary care provider follows patient and requests neurology and
psychiatric/mental health team to follow up as needed

Neurology follow up until patients connect with psychiatry or mental
health

Neurology follow up until events are controlled

Neurology follow up for patients who need to reduce AEDs
Neurology follow up for patients with both PNES and epilepsy
Neurology follow up for patients who doubt their diagnosis
Mental health follow-up with no neurology follow-up

n=134
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FIGURE 5. If mental health follow-up is recommended at your center, how do you approach this? (Please check all that apply.)

Patient is told to make an appointment with a
psychologist/counselor on his/her own

Patient is given an appointment with a local
psychologist/counselor

Patient is given educational materials to share with theirhis/her
mental health provider

Patient is given paperwork to bring to a psychiatrist mental health
provider of their his/her choosing

Patient is given an SSRI or other medication

Patient is given an appointment with a local psychiatrist

Patient meets with a psychiatrist from your center prior to
discharge from the EMU

Patient finds a psychiatrist on their his/her own

n=131

FIGURE 6. How do you teach residents about PNES? (Check all that apply.)

I do not believe our residents receive any regular education on PNES
unless they happen to have a patient with PNES on service

I do not know

Differential diaghosis videos including epilepsy, PNES, and other
neurologic conditions

Formal didactic lecture from psychiatry about functional and
somatic symptom disorder

Videos of PNES cases

Simulation lab scenarios

"Bedside” teaching inthe outpatient setting

"Bedside” informal teaching in the EMU

Formal lecture which includes PNES amaong other topics

Formal lecture exclusively devoted to PNES

n=126

80
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FIGURE 7. When teaching about PNES, which topics do you focus on? (Check all that apply.)

‘We don't have structured teaching around the topic of PNES

Delivery of Diagnosis and other challenges Approach to the

difficult patient

Treatment and management options

AED Management after definitive diagnosis

Cost and misuse of medical services

Epidemiclogy of PNES

Differential diagnosis of epilepsy

n=131

Discussion

The first question asked was whether patients are informed of
the possible PNES diagnosis before video EEG (v-EEG) diagno-
sis, if clinically appropriate (see Figure 1). In most other arenas
of medicine, springing a completely new diagnosis—one that
may be devastating for the patient—would be unusual after
the entire workup is completed. Only 10% of responders said
that they “always” introduce the possibility of PNES when rel-
evant. Forty-three percent of the panel occasionally mention
PNES in the differential diagnosis before the v-EEG diagnosis.
The hidden bias here is that the doctor believes this to be
good news. However, patients generally do not look at PNES
as a“good news"” diagnosis and must understand it to be more
stigmatizing than epilepsy. Therefore, neglecting to introduce
the potential PNES diagnosis during the workup phase may
signify the firstimportant breakdown in the patient-doctor
communication/alliance. Introducing a mental health provider
while the workup is taking place and discussing the possibil-
ity of PNES early may facilitate acceptance of the disorder by
introducing a psychiatric differential diagnosis in a nonstigma-
tized way (8).

The second question inquires about how the diagnosis is
generally delivered once confirmed by the v-EEG (see Figure
2). Over 70% responded that only the neurologist gives the
diagnosis, and nearly 80% try to present the diagnosis to
the patient and family member, if available. This result is not
that surprising since many centers do not have a psychiatrist
evaluate the patient in the hospital, and the neurologist is re-
sponsible for admitting and diagnosing the patient. However,
given that PNES is a psychiatric condition and many patients
have emotional difficulties, the neurologist may not feel best
equipped to help patients understand their diagnosis (8).

Question three asks for key phrases that are used dur-
ing the communication of the diagnosis (see Figure 3). Most
experts responded that the events are not treated with AEDs
(92%), the events are not deliberately produced (87%), the
events are real and commonly encountered (82%), and they
have psychological origin (79%). Areas in need of further study

356

t
20 40 60 80 100 120 140

might include whether the common response by experts that
PNES diagnosis is good news that the events are not real sei-
zures (67%) affects outcome. It may be good news for the neu-
rologist who may no longer plan to follow the patient, but the
literature seems to suggest that patients do not believe this

is good news. There is an underlying assumption that if the
seizures are not “real seizures,’ then they must be fake. Despite
abandoning the term “pseudoseizures,’ the underlying theme
of “faking” remains within the communication of “not real”’

Question four asks about the appropriate follow-up for
patients once the diagnosis of PNES is rendered (see Figure
4). Over one-fifth of the experts believe that only mental
health and not neurological follow-up is needed. A majority of
experts were not bothered (no follow-up needed) by patients
who doubted their diagnosis or who had not connected with
a mental health provider. In the new world of careful hand-offs
and transitioning of patients, we are sending a clear message
that we do not really care what happens after the diagnosis is
made and that we are completely finished with the patient. In
many respects, this physician response represents a reenact-
ment of past neglect and abandonment that many PNES
patients have suffered. Traditional psychodynamic theory may
conceptualize this response as a reaction to the countertrans-
ference evoked by these patients.

For the fifth question, over half of the patients did not
meet with a psychiatrist regarding the PNES diagnosis at time
of hospital discharge, and 42% were told to make an appoint-
ment with someone of their choosing (see Figure 5). Given
how poorly this diagnosis is understood among mental health
providers, it is likely that providers will not know what to do
when and if the patient arrives for their first appointment.

Lastly, Q-PULSE experts were asked how they teach
resident trainees about PNES (see Figures 6 and 7). The over-
whelming majority reported that they provide at most, one
formal lecture, and this lecture is mainly for the purpose of
differential diagnosis (93%). Most programs (70%) educated
their residents about PNES as part of bedside teaching or
through videos. Delivering the diagnosis and the challenges
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these patients embody were the focus for the great majority
(86%), but given that these professionals will be the ultimate
experts at confirming the diagnosis, this response should have
been 100% (see Figure 7). Almost half of the experts stated that
part of the teaching focus is on the wasted resources caused
by PNES. The not-so-subtle message conveyed is that patients
with epilepsy are the only ones deserving of neurologists’ time,
whereas those with PNES are wasting our time and resources.
How to help patients transition their care from neurology to
psychiatry should be an important focus in the training of
future PNES diagnosticians. Acquiring these skills can equip
neurologists in the initiation of PNES treatment, while the
strong emphasis on overutilization of resources without train-
ing on solutions can reinforce negative attitudes.

Little data are available about how long neurologists
should follow these PNES patients, how best to communicate
the diagnosis, and whether these issues impact outcome.
Patients and trainees experience negative biases toward PNES
through family members and through their professional role
models, respectively. This is ineffective and needs to be ad-
dressed. Although immediate resolution of PNES events might
infrequently occur with diagnosis, the need for more sustain-
able relief from seizures and the underlying psychopathology,
is more likely the rule (9), and adherence to treatment follow-
up is what is needed. Additionally, structured communication
paradigms can be well received by patients (10).

So are we perpetuating poor outcomes through this nega-
tive bias? Without understanding what we do, we will never
really know if we are contributing to the problem rather than
improving it. Patients know when their doctors do not believe
them. Residents learn by imitation. If we are mainly using
bedside teaching without a formal curriculum, we may be per-
petuating negative messages about these patients. Education
is a powerful tool for change. It has been shown to decrease
negative attitudes for psychiatric or other stigmatized condi-
tions (11). Modifying residency curricula to train on these
issues may lead to improvement in patient care and healthcare
delivery. While ACGME milestones were created to document
competencies and are beginning to be implemented, there
is still a dearth of materials for training residents in functional
disorders. Currently, there are no ABPN standards for residency
curricula for diagnosis and treatment of PNES or other func-
tional neurological symptoms disorders. Our training should
include clear directives regarding communications between
doctor and patient to enable a new generation of doctors to
change the negative attitudes surrounding PNES toward more
effective outcomes.

The results of this Q-PULSE survey begin to explore gaps
in our knowledge surrounding our practice with PNES. Based
on this survey, it seems clear that research and education
are needed in the area of communicating the diagnosis to

the patient, as well as the impact of this communication on
outcomes. The interaction with PNES patients can be quite
complex, and neurology training to date has not included
education in this area. We are beginning to see a return of
psychiatry and neurology working together for the common
good of the patient, integrating multidisciplinary teams to
offer the best experts at the right times. At present, we do not
know whether patient outcomes will be improved by creat-
ing curricula aimed at different groups of trainees, but we still
need to have guidelines for best practices for communicating
the diagnosis, engaging them in treatment, and how long the
neurologist should follow these patients.
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