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INTRODUCTION

Cluster headache (CH) is a headache disorder that greatly incapac-
itates patients and leads to a considerable negative impact on their
well-being, the ability to perform daily activities or work, social func-
tioning, and quality of life (QoL).? About 15% of patients with CH
have no proper response to medication, in which case it is labeled
as “medically intractable chronic cluster headache” (MICCH).® For
these patients, occipital nerve stimulation (ONS) could provide a last

resort>*

and can be very effective as it significantly reduces head-
ache frequency and intensity®; however, there are no qualitative
studies yet that have studied the long-term effects of ONS on QoL.
Therefore, this study aimed to provide a qualitative in-depth insight
into the long-term effect of ONS in patients with MICCH using a

broad view on QolL.

METHODS

Included participants were part of the occipital nerve stimulation
in medically intractable chronic cluster headache (study) or ONS
in MICCH (study) (ICON) group3 from the region of Nijmegen, The
Netherlands. This ICON study was a double-blind randomized con-
trolled clinical trial to assess the effectiveness of ONS in MICCH; in

total 131 patients underwent ONS. From this group, 18 patients un-
derwent the surgical procedure in our hospital, of whom 4 patients
refused to participate in the current study stating that participation
in the ICON study was enough for them. Qualitative semi-structured
in-depth interviews were conducted with the remaining 14 pa-
tients to provide insight into the long-term effect of ONS using a
broad view on QoL. The topic list was structured using the model
of Positive Health® containing six domains: (1) bodily functions; (2)
mental functions and perception; (3) spiritual/existential dimension;
(4) QoL; (5) social and societal participation; and (6) daily functioning.
The consolidated criteria for reporting qualitative research (COREQ)
checklist was used to structure this study. Participants were encour-
aged to express their experiences and thoughts by using open-ended
questions. Quantitative data (e.g., pain scores and attack duration)
were collected as well from the retrieved data in medical records.
The interviews were audio-recorded and transcribed verbatim. The
coding of all interviews was done using Atlas.ti software. When all
interviews were coded, the categories and themes were extracted for
analysis. Participants were not subject to any additional treatment,
nor were they required to behave in a particular way. Ethical approval
was granted by the local research ethical committee of the region
Arnhem-Nijmegen (dossier number: 2021-13326). The interviewer
did not have any personal or professional relationship with the partic-
ipants. Written informed consent was obtained from all participants.

Abbreviations: CH, cluster headache; ICON, occipital nerve stimulation in medically intractable chronic cluster headache (study) or ONS in MICCH (study); MICCH, medically intractable

chronic cluster headache; ONS, occipital nerve stimulation; QoL, quality of life.
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FIGURE 1 Overview of emerged categories and extracted themes. CH, cluster headache; MICCH, medically intractable chronic cluster
headache; ONS, occipital nerve stimulation; QoL, quality of life. [Color figure can be viewed at wileyonlinelibrary.com]

RESULTS

A total of 14 participants were included (Table 1). Saturation was
reached after 11 interviews as the remaining interviews yielded no
novel themes. The participants comprised seven males and seven
females, and median age was 46 years (ranging from 31 to 74 years).
The median duration of CH prior to ONS implantation was 7 years
(ranging from 2 to 13years). The median follow-up time until the
interview was 7years (ranging from 4 to 10years). The interviews
lasted, on average, 63min. Detailed participant characteristics can
be found in Table 1. From the data, 27 categories emerged. From
those, the researchers identified seven themes as depicted in
Figure 1: (1) symptoms and impact; (2) energy level and manage-
ment; (3) mental functions and perception; (4) social participation;
(5) daily activities; (6) personal acceptance and coping; and (7) future
perspectives.

COMMENTS

Although one of the limitations of this study arises from a potential
selection bias, this semi-structured in-depth interview study shows
long-term positive overall benefits of ONS on multiple domains of
QoL in patients with MICCH. Generally, participants had increased
mood and energy levels, a greater sense of feeling in control, more
social participation and activities, a more positive future outlook, and
better overall acceptance. These findings allow for more elaborate
insight into the long-term effects of ONS and provide information

for patients and practitioners on the expected outcomes of this
treatment beyond reduction of attack frequency and pain intensity.
This novel insight could help the implementation and the acceptance
of this treatment as standard care in severe MICCH.
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