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Summary

Objective: To investigate parental perception of FIRES outcomes, assess emotional
states and related social media usage.

Methods: A survey-based study of parents of children with FIRES participating in
a FIRES-specific Facebook group was performed. The survey collected information
on medical aspects of their child's course in the acute, subacute, and chronic periods,
emotional states, and social media usage. Child outcome was assessed utilizing the
pediatric extended Glasgow outcome scale (GOS-E). Parental emotional states were
assessed utilizing the Depression, Anxiety and Stress Scale (DASS). Descriptive sta-
tistics were performed. Associations were described using the Spearman rank cor-
relation. Open-ended questions were included. Thematic analysis was performed.
Results: Twenty-nine surveys were analyzed. All children were in the chronic phase
at time of survey response, except for two who died. Mothers answered 22 surveys,
and fathers answered seven. Median age at FIRES presentation was 5.6 years [IQR
4.2-8.95], with a median number of 3 seizures per week [IQR 0-10, range 0-50], 4
daily anti-seizure medicines [IQR 3-5], and chronic GOS-E of 6 [IQR 2-8 range 2-8].
Most parents reported none to mild levels of depression, anxiety, and stress. Higher
seizure burden positively correlated with parental depression symptoms (r = .41
(95% C10.01, 0.70), P = .045). Most parents found social media helpful with coping
and 96% desired FIRES research advertised. Twenty-five parents shared their recom-
mendations to fellow parents and the medical team in an open-ended format. Themes
included support, expertise, and medical advice.

Significance: Despite their children's significantly impaired functional outcome
after FIRES and high rates of medically refractory epilepsy, the cohort demonstrated
remarkable emotional resilience. They perceive social media as beneficial, are inter-
ested in social media-advertised research, and share valuable advice. Social media
may serve as an introductory platform to enhance the physician-scientist-parent/pa-

tient relationship.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original

work is properly cited.
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1 | INTRODUCTION
New-onset refractory status epilepticus (NORSE) is a very
rare clinical presentation of refractory status epilepticus
(RSE) without obvious cause in a patient without pre-
existing disease. Febrile infection-related epilepsy syn-
drome (FIRES), a subcategory of NORSE, is characterized
by a febrile illness 2 weeks to 24 hours preceding RSE."
Although the diagnosis of NORSE or FIRES can be given
at any age, FIRES is more commonly seen in typically de-
veloping school-aged children.” The prodromal illness is
usually mild, and shortly after the first seizure, an explo-
sive RSE ensues. Up to hundreds of daily seizures domi-
nate the acute period and without quiescence, the chronic
epileptic encephalopathy follows. The pathophysiology
remains elusive though intrathecal inflammation, and ac-
tivation of innate immune mechanisms is thought to play
arole.”

Febrile infection-related epilepsy syndrome is an incred-
ibly difficult condition to manage for clinicians, due to its
rarity, lack of diagnostic criteria, seizure severity, elusive eti-
ology, and significant morbidity. Counseling families in this
setting is uniquely challenging due to multiple factors like
delays in diagnosis, lack of an etiology or diagnostic markers,
and relative uncertainty of spectrum of outcome.® For most
families, this unheralded condition is devastating. Death oc-
curs in 12%, return to pre-morbid states is rare, and survivors
often experience severe encephalopathy with high rates of
medically refractory epilepsy.4’5

Families dealing with rare diseases are active in social
media communities,6 and families of patients with FIRES
are no exception. Facebook is a large social media plat-
form with 2.7 billion monthly active users and 1.79 million
daily active users in 2020.” Facebook engagement has been
used successfully to study pediatric rare diseases.® The
FIRES Facebook group was created in September 2012 by
a parent of a child with FIRES. The mission of the group
is to connect families dealing with this rare disease. The
group is private, and information is proctored by a group
of parent administrators. As of December 2020, it had 758
members.’

We hypothesized that families dealing with FIRES and
active in social media would be willing to participate in a
descriptive study. Our survey-based approach aimed to inves-
tigate parental perception of FIRES outcomes, assess emo-
tional states and social media usage.

Key Points

e This is a survey of parents of children with FIRES
who participate in FIRES-specific social media,
assessing child's outcome, parent's emotional
states, and social media usage.

e Child outcomes were poor. Median weekly
seizures, daily anti-seizure medicines, and ex-
tended Glasgow outcome scales were 3, 4, and 6,
respectively.

e Most parents reported none-mild levels of depres-
sion, anxiety, and stress. Higher seizure burden
positively correlated with parental depression
Ssymptoms.

e Most parents found social media helpful with cop-
ing and 96% desired FIRES research advertised.

e Parents shared recommendations to other parents
and medical team. Themes included support, ex-
pertise, and medical advice.

2 | METHODS

2.1 | Study design and survey characteristics
The study was approved by the Medical College of
Wisconsin (PRO00036742) Institutional Review Board.
A conditional branching survey was developed by the
study authors: a pediatric epileptologist (RFM), a pediat-
ric neuropsychologist (JK), and a medical anthropologist
(KO). The survey consisted of six sections: demograph-
ics, pre-FIRES presentation, acute FIRES stage, acute
FIRES complications, subacute/chronic FIRES section
and emotional states, and social media usage questions.
Emotional states were assessed utilizing the 42-point
Depression, Anxiety and Stress Scale (DASS), and re-
sponses were individually rated according to question-
naire instructions.'® Child outcome was assessed using
the pediatric extended Glasgow outcome scale.!! Impact
of the Facebook group on coping and parenting was as-
sessed utilizing a 1-10 Likert scale where 1 = not helpful,
10 = most helpful. Open-ended questions were used to
solicit parent participant recommendations for families
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dealing with a child with FIRES and recommendations
for the medical team dealing with a family of a child with
FIRES. (Appendix S1).

2.2 | Survey recipients and distribution

The administrators of the social media group “FIRES” were
asked to participate in a questionnaire that collected basic
demographic data of the social media group. The adminis-
trators were then asked to post an advertisement directed at
family members of children with FIRES. If interested, fam-
ily members were instructed to contact an email address that
contained an automatic reply with a unique web address di-
recting them to the survey. Surveys of family members of
previously typically developing children with a history of
refractory status epilepticus (RSE) without a known cause
and preceded by fever were included in the analysis. We ex-
cluded surveys of children younger than 2 years (to avoid in-
clusion of infantile-onset epileptic encephalopathies) or with
pre-existent epilepsy, and those who were >50% devoid of
answers.

The survey was generated using Qualtrics software,
version XM of Qualtrics. The estimated time for survey
completion was 45 minutes. Families were advised of the
sensitive nature of questions and encouraged to skip ahead
if they desired. The families could return to the survey if
they needed to pause and resume later. The original adver-
tisement was posted in May of 2020 and re-posted until
survey closure date of September 2020. Members and ad-
ministrators re-posted the advertisement every 2-3 weeks.
The survey was generated using Qualtrics software, version
XM of Qualtrics.

2.3 | Survey analysis

Descriptive statistics were performed according to rate of
response of respondents (not all respondents answered all
questions). Associations were described using the Spearman
rank correlation. The analysis was performed using SAS ver-
sion 9.4 (SAS Institute). Open-ended questions were ana-
lyzed through coding. The open coding method consisted of
sorting responses into groups based on shared themes. The
axial coding method categorized all codes subsequently into
broader themes. For example, a comment providing specific
recommendations on phenobarbital dosing would be open
coded as “therapeutics”, and the axial code under which it
would fall would be “providing specific medical advice”.
We analyzed all open-ended questions and extracted themes
until saturation was reached, that is no new themes emerged.
Discrepancies were discussed with the authors until consen-
sus was reached.

Epilepsia Open® 541
prep P
RESULTS

3 |

We received 47 requests for surveys via email. Thirty-three
surveys were completed. Four were excluded due to: age
<2 years (n = 1) and completely devoid of answers (n = 3).
Twenty-nine surveys were analyzed. This was an interna-
tional sample, and respondents were from various locations
(Figure 1).

3.1 | Demographics and
characteristics of the acute period

Table 1 describes characteristics of the cohort and the acute
FIRES period. The cohort included 6 female children, and
mothers were the respondents in the majority of surveys. The
median age at FIRES presentation was 5.6 years [IQR 4.2-
8.95]. At the time of survey response, children had a median
age of 10.4 yrs [IQR 7.6-13.7], indicating that the median
duration of illness was close to 5 years. The most common
prodromal illness was gastrointestinal followed by upper
respiratory.

Medically induced coma and its duration were used as a
surrogate to assess severity of FIRES case. Twenty-six chil-
dren (89.7%) were placed in a medically induced coma to
control seizures for a median duration of 24 days [IQR 8-
40]. Twenty-seven (93%) were endotracheally intubated for
a median duration of 32.5 days [IQR 11.25-46.75]. Acute
complications were reported by the majority (74%), the most
common being paroxysmal sympathetic hyperactivity (PSH),
followed by rash. Two children died, one in the acute phase
after 21 days, and one in the chronic phase 3 years after pre-
senting with FIRES. Of the twenty-eight who survived until
discharge, 59% were discharged home and 37% to a rehabil-
itation center. Tracheostomy and gastrostomy were placed in
38.5% and 62%, respectively. The median GOS-E reported
at time of hospital discharge was 6 (lower severe disability)
[IQR 5-7 range 3-8].

3.2 | Characteristics of the chronic
FIRES period

Twenty-eight children survived to the chronic FIRES pe-
riod. In the chronic phase, parents reported a median num-
ber of 3 seizures per week [IQR 0-10, range 0-50]. Their
children were on a median number of 4 anti-seizure medi-
cines [IQR 3-5], and one child had a vagus nerve stimu-
lator. They had seen a median number of 3 neurologists
[IQR 2-4]. Rates of government-issued insurance and
home nursing support were low at 26% and 19%, respec-
tively. Sixty-nine percent required some form of therapies
including physical, occupational, or speech therapy. The
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FIGURE 1

median GOS-E reported at the time of survey comple-
tion was 6 (lower severe disability) [IQR 2-8 range 2-8].
Figure 2 demonstrates outcome variations from the time of
discharge to the time of survey completion for 26 children
according to their parents. Nineteen children (73%) had no
variation across time in GOS-E score. Four children (15%)
improved in functional outcome and three children (11.5%)
worsened, including one who died.

3.3 | Emotional states and social media

Table 2 demonstrates numerical ranges of depression, anxi-
ety, and stress symptoms and categorizes according to nor-
mal, mild, moderate, severe, and extremely severe according
to the DASS.'® Most parents reported none to mild levels
of depression, anxiety, and stress (62%, 75.8%, and 72.4%,
respectively). Median depression, anxiety, and stress scores
were 8 (IQR 2-19; [normal 0-9]), 4 (IQR 0-10; [normal 0-7]),
and 11 (IQR 5-19; [normal 0-14]), respectively. Group com-
parisons (mother vs father respondent) were not performed
given overall small cohort and disproportionate low number
of fathers who responded. The only variable correlating with
higher rate of self-reporting of depression symptoms was a
higher weekly seizure burden (r = .41 (95% CI 0.01, 0.70),
P = .045). A higher number of weekly seizures was not asso-
ciated with increased stress or anxiety symptoms (P = .112,
.075, respectively).

(YR -

Location of patients when they were first diagnosed with Febrile infection-related epilepsy syndrome (FIRES)

Approximately 67% of respondents expressed a desire
for their physician to join the FIRES Facebook group. On a
scale of 1-10 (1 being least impactful, 10 being the most im-
pactful), the median impact of the FIRES Facebook group on
coping and parenting was 7 [IQR 5-9.25] and 5.5 [IQR 2.75-
8.25], respectively. When asked specific questions on how
the FIRES Facebook group helped with caring for their child
with FIRES (see Appendix S1 for response options), the most
chosen answer was “If has not changed”, followed by “joined
a research study” and “started or stopped a medication/diet.”
When asked specific questions on how the FIRES Facebook
group helps them cope, participants most commonly stated
they “feel like they help other families and other families
help them”, and they were “more acceptant of reality”. No
respondent stated they were “less hopeful for the future”
and only one parent stated their “stress levels were higher”.
Ninety-six percent (26/27) of parents stated they would like
FIRES research advertised on social media, and only one par-
ent stated they had no opinion on the matter (Table 2).

3.4 | Recommendations from
FIRES parents

Twenty-five parents shared their recommendations in an
open-ended format. The themes included (1) support (spir-
itual, human, social media), (2) expertise (find experts,
empower families to become experts), and (3) specific
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TABLE 1
FIRES period

Female gender
Death at time of survey completion
Prodromal illness®
Gastrointestinal
Upper respiratory
Lower respiratory
Rash
Other
Family member filling out survey
Mother
Father

Median age at time of survey completion

Median age at time of FIRES presentation
Acute FIRES period
MIC (n =29)
Endotracheal intubation (n = 29)
Discharge disposition (n = 27)
Home
Death
Rehabilitation
Tracheostomy (n = 26)
Gastrostomy (n = 26)

Complications® (n = 29)

Paroxysmal sympathetic hyperactivity

Skin rash
Intestinal
Deep vein thrombosis
Cardiac arrest
Sepsis
None listed
Median duration of MIC (n = 23)

Median duration of intubation (n = 12)

Median duration of hospitalization
(n=128)

Median GOS-E at time of hospital
discharge (n = 26)

Chronic FIRES period

Government assistance/public insurance

(n = 26)
Home nursing support (n = 26)

Receives therapies (n = 26)

Demographics and characteristics of acute and chronic

n/%

6/20.6
2/6.8

17/58.6
8/27.6
4/13.8
4/13.8
8/27.6

22/75.9
7/24.1

10.4 y [IQR
7.6-13.7]

5.6 y [IQR 4.2-8.95]

26/89.7
27/93.0

16/59.3
1/3.7

10/37.0
10/38.5
16/61.5

10/34.5

9/31.0

8/27.6

4/13.8

3/10.3

2/6.9

7/24.1

24 days [IQR 8-40]

32.5 days [IQR
11.25-46.75]

72 days [IQR
30.5-99]

6 [IQR 5-7, range
3-8]

18/26.2

5/19.2
18/69

(Continues)

TABLE 1 (Continued)
n/%

Median number of weekly seizures 3 [IQR 0-10, range
(n=23) 0-50]

Median number of anti-seizure 4 [IQR 3-5]
medicines (n = 26)

Median number of neurologists seen 3 [IQR 2-4]
(n=25)

Median GOS-E at time of survey 6 [IQR 5-7, range
completion (n = 26) 2-8]

Note: (n=) indicates # of respondents who answered that question.

Abbreviations: GOS-E, Extended Glasgow Outcome Scale; MIC, medically
induced coma.

“Multiple answers permitted.

medical advice (therapeutics, medical team/family com-
munication tips). Recommendations for fellow parents in-
cluded 14 commentaries of support, 12 of expertise, and 9
of medical advice. For the medical team, 15 commentaries
were made regarding specific medical advice, 7 regarding
support, and 2 regarding expertise. In addition, 4 families
expressed gratitude to the medical team as recommenda-
tions (Figure 3).

4 | DISCUSSION
To our knowledge, this is the first parent-reported assessment
of FIRES, and it is outcomes, parental emotional states, and
social media usage. Our cohort represented mothers more
than fathers. The children affected were predominantly male,
presented with FIRES at a median age of 5.6 years, and at
time of the survey had a median age of 10.4. Two children
died. Survivors experienced static poor functional outcomes
and high rates of medically refractory epilepsy. Self-reported
parental depression, anxiety, and stress symptoms were rel-
atively few. Parents expressed positive views on the social
media group with regard to coping and their desire to have
more research advertised. In an open-ended format, they
shared valuable recommendations for other families and for
the medical community.

While the purpose of this publication was not to perform
a retrospective analysis of characteristics of patients with
FIRES, we chose to compare our cohort to other published
reports to ensure validity of our sample and adequately inter-
pret results. Comparing with another series of 29 children,'?
the children in our series were younger, more often male, and
included fewer deceased children. The children had similar
rates and duration of intubation, lower rate of return to nor-
mal neurologic function, and they required more anti-seizure
medicines. Comparing with another cohort," our series in-
cluded more males, younger age, fewer deaths, higher rates
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FIGURE 2 Extended Glasgow Outcome Scale (GOS-E) for Pediatrics for 28 participants. |—Upper Good Recovery; 2—Lower Good
Recovery; 3—Upper moderate Disability; 4—Lower Moderate Disability; 5S—Upper Severe Disability; 6—Lower Severe Disability; 7—Vegetative
State; and 8—Death. Blue circle demonstrates GOS-E at time of hospital discharge after FIRES, and red circle demonstrates GOS-E at the time of
survey. Median interval between hospital discharge and timing of survey was 4.8 years

of prodromal gastrointestinal illness, similar hospitalization
length, slightly lower anesthetic infusion duration, more anti-
seizure medicines, and worse outcomes.

By the nature of our recruitment strategy, it was logical
that our sample would include fewer parents of children who
died from FIRES or the converse, those who had gone back
to their pre-morbid baseline. When analyzing outcomes for
the children in our cohort, it was clear that they were on the
more severe spectrum of disability. An interesting aspect of
their outcome was the relative static nature of their disability
perceived by their parent, as 73% had no reported improve-
ment in functional state across time. There are publications
addressing prognostic factors after pediatric status epilepti-
cusl4’15’16’17; however, data specific to NORSE and its subcat-
egory FIRES are non-existent to date. More so, to the best of
our knowledge, there exists no literature that studies outcome
variations for FIRES longitudinally. This is a potential area
of research that may assist clinicians with better counseling
of families.

Our cohort included parents of children with significant
medical challenges, including medically refractory epilepsy
in all survivors. Parents of children with epilepsy, particularly
mothers, are at risk for depression, anxiety, and stress'® with
significant disruption in their quality of life." Considering
the limitation of a small sample size, we did not find this in
our study. The rates of all mental health symptoms were low.
We chose to analyze variables associated with symptoms of
mental health distress solely among parents of survivors, as
we hypothesized many variables may relate to the chronic
FIRES period (such as number of seizures, anti-seizure
drugs, nursing assistance) It is worth noting that the parents
of the two children who died reported symptoms of depres-
sion, anxiety, and stress in the normal range. Overall, the only

variable correlating with depression was a higher number of
weekly seizures which could translate into case severity and
poorer outcomes. Further studies analyzing emotional states
and mental health in parents of children with NORSE and
its subcategory FIRES, as well as associated variables, may
direct more targeted support.

Social support is a key factor in coping. Social media has
become a ubiquitous way of socializing and among parents
of sick children can assist with coping and supportive ex-
changes. Studies have also indicated social media can assist
in parental support during the process of grief.20 We hypoth-
esize this group of parents found the FIRES Facebook group
beneficial regarding coping with their child's illness and thus
reported fewer symptoms of depression, anxiety, and stress.
These data are to be examined with caution, as there is no
publication that addresses the negative emotional side effects
of social media usage among parents of children with chronic
illness, in addition to other detriments which may include
misinformation and biases (reporting, sampling, and recall).”!

Another benefit of social media involvement is the en-
hancement of research participation.*” This is especially cru-
cial in rare diseases such as FIRES. In this cohort, advertising
research on their social media platform was a welcome pros-
pect. There are several aspects unique to this attractive form
of recruiting such as website policies, investigator transpar-
ency, ensuring privacy, and managing online communication
with participants. There exist guidelines available to ensure
ethical considerations are incorporated when preparing a pro-
tocol that aims to use social media as a recruitment tool.”®
Future FIRES research may include the consideration of re-
cruitment strategies that utilize social media platforms.

We obtained valuable advice from families in an open-
ended format. We noticed a thematic difference in the
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TABLE 2 Parental coping and social media usage

Median DASS depression score (n = 29)

Normal (0-9) n/%

Mild (10-13)
Moderate (14-20)
Severe (21-27)

Extremely severe (>27)

Median DASS anxiety score (n = 29)

Normal (0-7) n/%

Mild (8-9)
Moderate (10-14)
Severe (15-19)

Extremely severe (>19)

Median DASS stress score (n = 29)

Normal (0-14) n/%

Mild (15-18)
Moderate (19-25)
Severe (26-33)

Extremely severe (>33)

Median impact of FIRES group with coping®

(n = 26)

Median impact of FIRES group with parenting®

(n=22)

Desire for physician participation in FIRES group

(n=27)
Yes
No

Unsure

Ways the FIRES group has changed care for child® (n

It has not changed

Started or stopped a medication/diet

Redirected goals of care
Obtained a new test
Joined a research study
Changed physicians
Other

Ways the FIRES group has changed coping® (n = 24)

It has not changed

I've socialized in person with members

I feel like I help other families
I feel like other families help me

My stress levels are lower

8 [IQR 2-19,
range 0-31]

15/51.7
3/10.3
7/24.1
2/22.2
2/22.2

4 [IQR 0-10,
range 0-21]

17/58.6
5/17.2
4/13.8
2/6.9
1/11.1

11 [IQR
5-19, range
0-39]

17/58.6
4/13.8
6/20.7
1/11.1
1/11.1

7 [IQR 5-
9.25, range
1-10]

5.5 [IQR
2.75-8.25,
range 1-10]

/%

18/66.7
2/7.4
7/25.9
=27)
13/48.1
7/25.9
4/14.8
5/18.5
7/25.9
2/7.4
3/11.1

3/12.5
3/12.5
11/41.7
12/50.0
4/16.7

(Continues)

TABLE 2 (Continued)
My stress levels are higher 1/4.2
I was more hopeful for the future 5/20.8
I was less hopeful for the future 0/0.0
I was more acceptant of reality 13/54.1
Other 3/12.5

1 = not helpful, 10 = most helpful.

®Answers not mutually exclusive.

recommendations made to fellow families compared with
those made to the medical team. While some differences were
predictable such as recommendations of seeking support (14
commentaries to families vs 2 commentaries to the medical
team) and communication between medical team and families
(7 commentaries to medical team O to families), some were less
so. There was a high proportion of commentaries in the theme
of expertise directed at empowering families to become experts
in their child's illness versus finding that expertise elsewhere (8
vs 4). Conversely, all but 1 of the commentaries for the medi-
cal team regarding expertise encouraged them to seek experts if
they lacked experience with this condition.

Parents of chronically ill children utilize social media apps,
like Facebook, to exchange health-related information.>* Many
recommendations made by this cohort included highly special-
ized medical content that was mostly accurate and consistent
with medical literature. For example, seven parents recognized
the superiority of ketogenic diet over other anti-seizure regi-
mens and recommended its early initiation.”* Five parents
shared concerns of pentobarbital, and continuous infusion of
midazolam to induce therapeutic coma was an independent fac-
tor associated with poorer outcomes.”**”* One parent stated
similarities between phenobarbital and pentobarbital and ques-
tioned whether higher levels of phenobarbital could be permit-
ted.”*** Two parents stated that a few seizures are expected and
could be tolerated during the weaning process of continuous
infusions.’' The educational background of families was not
inquired, and thus, it is unknown whether they had pre-existent
medical education in any form or whether this is information
acquired after their children became ill.

Our publication has several limitations. First, despite best
attempts in social media visibility, we were only able to gather
data on a small number of patients suffering from a very rare
condition. Second, it is a survey-based study and thus subject
to bias. This is especially relevant for sensitive data like de-
pression, anxiety, and stress levels which is subject to reporting
bias and thus generalizable conclusions about parental mental
health are unable to be made, especially in a small cohort. At
the time of survey completion, all children were in the chronic
phase of FIRES and thus the details of the acute period may not
be recent, thus making the data subject to recall bias. However,
parents indicated they took detailed notes and likely referred
to them when answering the survey as we have gathered very
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Recommendations for Families

A

Recommendations for medical team

FIGURE 3 A total of 62 commentaries were shared by 25 parents. Thematic distribution of recommendations to families (A) and to

medical team (B). For families, commentaries included the following themes: (1) Support: Spirituality/Hope/Positivity (n = 8), Friends/Family

(n =35), Social media (n = 1), (2) Expertise: empowering parents to become experts (n = 8), finding experts (n = 4), and (3) Specific medical

advice: therapeutics (n = 9). For the medical team thematic distribution included: (1) Support: Spirituality/Hope/Positivity (n = 2), (2) Expertise:

empowering parents to become experts (n = 1), finding experts (n = 8), and (3) Specific medical advice: therapeutics (n = 9), provider/family

communication tips (n = 7)

granular data (ie, duration of medically induced coma, dates of
intubation, complications). This cohort is subject to selection
bias as the recruitment was performed via social media. Those
who participated are active in the FIRES group making their
assessment of social media impact in coping possibly more
positive, as those who did not find it efficacious most likely
left the platform or are not active. Third, this study intends to
describe the FIRES journey through the parent perspective
and thus specific medical data may be subject to inaccuracies.
Lastly, and importantly, this study provides a static assessment
of an otherwise dynamic condition.

5 | CONCLUSION

Febrile infection-related epilepsy syndrome has devastat-
ing consequences that impact caregivers as well as patients
and are not isolated to the acute period. There remain many
unanswered questions pertaining to FIRES including early
biomarkers, etiology, ideal therapeutics, outcomes, and
neuro-prognostication. Research must also focus on un-
derstanding and supporting the family caring for the child
and enhancing communication between the medical team
and the parents. But given its rarity, creativity is neces-
sary to involve a larger number of patients over a wider
spectrum of phases and themes. This study highlights the
much-needed partnership between clinicians, scientists,
and families of children with rare diseases such as FIRES

and explores social media as a welcome introductory venue
to understand complex family issues and enhance the clini-
cian/family relationship.
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