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Abstract

Background: Nurses work at headache centres throughout Europe, and their care for migraine patients is acknowl-
edged. However, the specific roles and tasks of nursing vary, and a unified understanding is lacking, posing challenges to
knowledge sharing and research.

Objectives: Using an e-Delphi study method, the objective is to obtain healthcare professional headache experts’
opinions on nursing-specific roles and tasks and combine this into consensus statements for nurse recommendations for

migraine treatment.
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Methods: A three-round questionnaire study was conducted with nurses and neurologists from 18 specialised head-
ache centres in 10 countries. In round |, statements were compiled from a systematic examination of existing literature
and expert opinions. In rounds 2 and 3, the experts rated the importance of statements (from round |) on a 5-point
Likert scale. Statements were analysed using a content analysis method, and the consensus of pre-defined statements
was evaluated with gradually increased predetermined criteria using descriptive statistics.

Results: Twenty-one experts, representing all 10 countries, participated. The predetermined consensus of >70%
agreement was reached for 42 out of the initial 63 statements. These statements formed the final recommendations
within two themes: “The nurses’ roles and tasks in the clinical setting” and “The nurses’ roles and tasks in educating
patients and colleagues.” The consensus level of statements was strong, with 40% receiving unanimous agreement
(100%) and 97% achieving relatively high agreement (>80%).

Conclusion: Nursing plays a vital role with diverse tasks in migraine care. This study offers practical recommendations
and a framework for nurses, equipping them with a clinical tool to enhance care and promote a coordinated approach to

migraine treatment.
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Introduction

Primary headache disorders constitute the most preva-
lent neurological disorder, and they represent a major
public health concern worldwide (1). One of the most
frequent primary headache disorders is migraine with a
prevalence of around 15% among the adult population
in Europe (2,3). For the individual, migraine can
adversely affect every aspect of everyday life leading
to decreased quality of life, withdrawal from social
activities and reduced work- and functional capacity
(3-6). Consequently, people with migraine seek general
practitioners, neurologists, and specialised headache
centres for treatment. Especially, specialised headache
centres provide a bio-behavioural approach to meet
both pharmacological and non-pharmacological needs
(7-9). To provide comprehensive and effective treat-
ment, it is recommended to adopt a multidisciplinary
approach that involves various healthcare professio-
nals, such as neurologists and nurses (7,8,10,11). This
approach allows for a more comprehensive under-
standing of the different treatment elements and facil-
itates the delivery of optimised care to patients. By
collaborating and utilising the expertise of multiple dis-
ciplines, healthcare professionals can enhance their
ability to address the complex needs of patients and
improve treatment outcomes.

At many European headache centres, nursing for
migraine patients is a recognised and important part
of care. Still, a unified understanding of the role of
nurses and nursing specific tasks are not defined and
unification of nursing across countries is lacking.
The existing literature mostly includes studies from
individual countries which focus on nursing in primary

care settings. They concentrate on aspects such as
nurse-led education for empowering patients to
manage migraine (12,13), nurse administered screening
for diagnosis of migraine (14,15), supervised nurse con-
sultations (16,17), or costs and benefits of migraine
nurses (18). The core fundamentals of nursing include:
to engage in the promotion of health; to prevent illness;
to give care to ill and disabled people; to provide
healthcare teaching; to participate in research; and to
supervise and train nurses and healthcare professionals
(19). Experiences from international meetings in
forums for headache nurses show that nursing of
migraine patients is derived from the above definition
and focuses on patient-centred themes, such as dia-
logue on living with a disabling disorder and the con-
fronts for patients of coping with, and acceptance of,
migraine. Other themes are on guidance and informa-
tion including technical training on, for example, injec-
tions, as well as evaluation of treatment efficacy and
the monitoring of side effects thereby strengthening
compliance. All the above-mentioned points are impor-
tant tasks underpinning the need for nurses at head-
ache centres. Nevertheless, the tasks are handled in
numerous ways, which can make knowledge sharing
and research difficult and prevent development as
well. Evidence and consensus on the nurses’ roles and
which tasks should be conducted by nurses in headache
centres, are still lacking, as well as standardised com-
petencies for nurses. Enabling nurses to consult unified
recommendations will strengthen the nurses profes-
sionally. Development of recommendations for nursing
in migraine treatment will contribute to an improved
patient care and standardised level of nursing across
European headache centres.
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Objectives

The objectives of this e-Delphi study are twofold; 1. To
obtain healthcare professional headache experts’ opin-
ions on which roles and tasks are associated with nurs-
ing in migraine treatment. 2. Through an iterative
multi-staged process, to combine the opinions into con-
sensus statements for the European nurse recommen-
dations for migraine treatment.

Methods

Design

This European three- round e-Delphi study was con-
ducted between May 2022 and May 2023 according to
published protocol and with inspiration from the
Guidance on Conducting and Reporting Delphi
Studies (CREDES) and recommended criteria for
Delphi studies (20-22). The study was registered at
The Region of Southern Denmark (21/52885).
According to The Regional Ethical Committee and
Danish law, no additional approval was relevant
(20212000-145). A written informed consent was
obtained from all participants before inclusion in the
study. All participants were informed that they can
withdraw from the study at any time without giving a
reason. The consent form and the questionnaires were
completed electronically and stored anonymously in
REDCap, a secure web application for building and
management of online surveys (23). Elaborative meth-
odological details are available in the protocol (22) and
an overview of the study is summarised in Figure 1.
Between each questionnaire round the steering commit-
tee reviewed and discussed data for feedback and ques-
tionnaires were edited accordantly before dissemination.
Statements receiving consensus after the third round of
questionnaires, were included in the final compilation of
recommendations for nurse care in migraine treatment.

Participants

A purposive sampling technique was used to enrol
experts from 18 specialised headache centres in
Denmark, Estonia, Finland, Germany, Ireland,
Netherlands, Norway, Sweden, Switzerland, and
United Kingdom (24). Experts were defined as either
nurses or neurologists co-working with nurses in speci-
alised headache centres and had been identified
through the fora of European Headache Federation
(EHF) or the International Forum for headache
Nurses (IFHN). To ensure a predominance of nurses
in the expert panel, one neurologist and two nurses
from each of the 10 countries were invited.

e Eligible nurses had >2 years of experience working
with migraine patients, worked at a specialised head-
ache centre, were able to read and write English, and
were willing to participate.

e Eligible neurologists have >2 years of experience in
co-working with nurses at a headache centre, were
able to read and write English and were willing to
participate.

Round |

The round 1 questionnaire had three sections:
Demographic characteristics, Predefined statements

from existing literature, and Expert opinions on nursing.

Demographic characteristics including age, gender,
professional  background, highest qualifications,
nationality, academic/clinical experience, years of expe-
rience with migraine treatment and weekly hours work-
ing with migraine patients were collected. During the
questionnaire development process, two authors (AVR
and LSM) conducted a comprehensive examination of
existing literature, encompassing both qualitative and
quantitative research findings. The aim was to identify
studies that had expressions and statements related to
the roles and responsibilities of nurses in migraine
treatment. These statements were utilised in the elabo-
ration of the questionnaire for round 1. The databases
Medline (PubMed), CINAHL, Web of Science, and
EMBASE were searched using the search terms (sub-
ject heading and keywords) Nursing, Migraine, Nurs*,
and Care. These searches were complemented by
exploring publications identified through Google
Scholar. The amalgamation of findings from various
studies contributed to a deeper understanding of the
nurses’ roles and tasks. The search was limited to
English, adult populations, and peer-reviewed publica-
tions up to February 2022. There were 649 publications
detected, which were screened by AVR and LSM for
duplicates and selected based on the specific terms
“nurs*”, “migraine”, and “care” in the title or abstract.
Uncertainties were resolved by discussion and agree-
ment between these authors. The 19 selected papers
were thoroughly examined (AVR and LSM) for con-
tent related to nursing in migraine treatment, roles, and
tasks. Drawing inspiration from Green and
Thorogood, the authors synthesised prevalent themes
emerging from the literature, by conducting a content
analysis to identify codes and themes, with the two
authors independently creating and synthesising code
lists. From the analyses the authors extracted 25 state-
ments grouped into four main domains: screening,
communication, medication, and education and infor-
mation (22,24-26). The expert panel rated each of the
statements according to the level of importance using a
5-point Likert-scale (/=Not important at all — 5=Very
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Pre-Round 1 Reviewed by
o Recruitment of experts via EHF and IFHN \ steering
o Round 1 questionnaire constructed from systematic examination of existing committee
literature and open-ended questions.
Round 1
o Round 1 open from 10" March - 5™ May 2022
o Round 1 data analyzed Reviewed by
o Round 1 statements not achieved consensus removed \ steering
o Round 2 questionnaire constructed using statements with consensus and committee
emerged statements from experts in round 1
A4
Round 2
o Summarized statistical feedback round 1 provided to the experts
o Round 2 open from 3" September - 7" November 2022
v
o Round 2 data analyzed Reviewed by
o Round 2 statements not achieved consensus removed steering
o Round 3 questionnaire constructed using statements with consensus and \ committee
emerged statements from experts in round 2
A 4
Round 3
o Summarized statistical feedback round 2 provided to the exerts
o Round 3 open from 18" February - 21" April 2023
o Round 3 data analyzed Reviewed by
o Round 3 statements not achieved consensus removed \ steering
o Constructing Final European Recommendations using statements with committee
consensus from round 3
o Constructing Final European Recommendations using statements with
consensus after round 3

Figure 1. Study flow through the e-Delphi questionnaire rounds.

important). In the third section of the questionnaire,
the experts elaborated their opinions on nurses’
roles and tasks. The usage of both pre-defined state-
ments and expert opinions reflected both the known
evidence and the clinical practice providing a broad
spectrum of ideas (27).

Qualitative data were handled using QSR interna-
tional’s NVivo V12 and a content analysis was con-
ducted for analysing the written communication in a
systematic way (28). Inspired by the analytic steps of
Graneheim and Lundman (25), the answers were read
several times and, thereafter, analysed through an itera-
tive multi-step process; 1. Detection of content;
2. Division of content into meaning units; 3. Coding

units; 4. Interpretation of codes and formulating
themes (25,26). This analytic approach enabled identifi-
cation of content areas and combining or collapsing sim-
ilar statements for the next questionnaire round (25,27).

Quantitative data were analysed in Statal8 and the
extent to which the expert panel members shared the
same opinion defined consensus (27). Since the Likert
scale was considered an ordinal scale (29), consensus
was statistically summarised using median (>3) and
interquartile range (IQR) (<1.5) and percentage of
agreement (>60%) with responses rated important/
very important.

Only statements, which received consensus in all
three measures, were included in the next round.
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Round 2

The round 2 questionnaire was distributed to all par-
ticipating experts, regardless of any missing responses
from round 1. Demographic information was collected
for experts who had not completed the initial round
(27). As part of the round 2 questionnaire the expert
panel received graphical descriptive statistical feedback
including median, interquartile range and percentage
agreement on each of the statements reaching consen-
sus in round 1. Using the 5-point Likert scale experts
were given the opportunity to reconsider and potential-
ly revise (30,31). Furthermore, statements emerged
from round 1 were included for rating and open text-
boxes were provided for elaborative comments.

Again, qualitative data were analysed using content
analysis to construct new or edit the existing statements
(25). Quantitative data were evaluated using progres-
sively increased criteria to strengthen consensus;
median >3, IQR <1.5, and percentage agreement
>65%.

Round 3

Statements achieving consensus in round 2 constituted
the third-round questionnaire. All statements were dis-
cussed within the steering committee and analysed to
collate similar statements. Furthermore, some of the
statements were supplemented by elucidative questions
concerning conduction of nursing tasks e.g.: “Nurses
conduct independent consultations with patients” with
the elaborative question: How should the consultations
be held? (I1=Face-to-face, 2=Consultation in clinic,
3=Phone call consultation, 4=Virtual consultation,
5=Not relevant, 6=0Other).

Graphical descriptive statistical feedback from the
previous round was presented and the experts were
asked to re-rate the level of importance of statements
as per round 2. Open textboxes were provided for
explaining answers, but no new statements were
obtained in this round. Data were analysed using grad-
ually increased criteria; median >3.5, IQR <1, and per-
centage agreement >70%.

Results

A total of 30 experts, 20 nurses and 10 neurologists,
were identified and invited to participate in the study,
of theses 21 (seven neurologists and 14 nurses) provid-
ed their consent and were consequently included in the
study. Detailed demographic characteristics were col-
lected, revealing representation from experts originat-
ing from all 10 countries. Predominantly, the
participants were females, accounting for 76.2% of
the experts, with the majority (66.7%) belonging to
the nursing profession. Furthermore, the experts

demonstrated a substantial level of experience in work-
ing with migraine patients, as more than 95% of them
possessed over five years of experience, while 14.3% had
more than 21 years of experience as outlined in Table 1.

Round |

Twenty experts responded to this questionnaire corre-
sponding to a response rate of 66.6%. Twenty-two of
the 25 predefined statements from the literature search
received consensus after this round and three

Table |. Demographic characteristics of the expert panel.

Number Percentages
of experts  of experts
Characteristics (n=2I) (%)
Gender
Male 5 238
Female 16 76.2
Age
2645 years 10 47.6
4665 years I 524
Professional background
Nurse 14 66.7
Neurologist 7 333
Highest qualification
Doctorate degree or equivalent 7 333
Master’s degree 4 19
Bachelor’s degree 6 28.6
Other 4 19
Primary country of work
Denmark 3 14.3
Estonia 2 9.5
Finland 3 14.3
Germany | 4.8
Ireland 2 9.5
Norway 2 9.5
Sweden | 4.8
Switzerland 3 14.3
The Netherlands 2 9.5
United Kingdom 2 9.5
Expertise in migraine
Academic/Education 0 0
Clinical expertise I 524
Both 10 47.6
Years of work experience
< 5 years | 4.8
6—10 years 5 23.8
I1-15 years 7 333
16-20 years 5 238
>21 years 3 14.3
Hours/weekly working with migraine patients
<10 hours/week 2 9.5
11-20 hours/week 7 333
21-30 hours/week 6 28.6
31-37 hours/week | 4.8
>37 hours/week 5 23.8




Cephalalgia

statements were excluded as they did not reach consen-
sus. Additionally, 38 new statements emerged from the
experts’ opinions. A total of 60 statements were pro-
ceeded to round 2. (See table 2)

Round 2

A total of 21 experts participated in this round, result-
ing in a response rate of 70%. Prior to the distribution
of the third-round questionnaire, all statements with
consensus were reorganised and categorised into two
final overarching themes: Nurses’ roles and tasks in clin-
ical setting (21 statements), and Nurses’ roles and tasks
in education of patients and colleagues (21 statements).
Eight statements were collapsed into existing statements
due to similar content and wording. A total of 42 state-
ments constituted the three-round questionnaire.

Round 3

Twenty-one experts successfully completed the ques-
tionnaire, resulting in a response rate of 70%.

Following the completion of round three, consensus
was achieved for all 42 statements, which formed the
basis for the final recommendations as presented in
Table 3. The level of agreement among experts was
generally high, with 40% of statements receiving unan-
imous agreement (100%) and 97% of statements receiv-
ing high agreement (>80%). Online Supplemental Table
S1 shows a total picture of all statements throughout all
three rounds.

The main results are divided into two overall themes
covering the nurses’ roles and tasks in the clinical set-
ting and in education of colleagues and patients,
respectively. The results are illustrated in Figure 2 as
a clinical working tool.

The nurses’ roles and tasks in the clinical setting. The initial
consultation with a nurse should encompass a
thorough assessment of the patient’s headache history,
covering details on headache characteristics, accompa-
nying symptoms, frequency, intensity, duration, and
medication usage. Furthermore, addressing patient

Table 2. Example of content analyses of newly emerged expert statements from round |.

Generated statements for round

Expert statements (meaning units) Condensed meaning units Themes 2 questionnaire

“Guidance on medication: for example, Nurses should guide the patients Treatment Nurses instruct the patients
patients do not follow the doctor’s on the use of medication when starting a new
instructions for medication use and treatment.
they titrate the doses themselves or
stop the drug on their own at home”
(Expert no. I)

“Instruction of patients when starting a Nurses must provide instruction
new treatment” (Expert no. 25) about new treatment

“Helping the subject to understand Patients need help to understand Education Nurses facilitate discussions with

their own migraine, especially trig-
gers and how to avoid them”
(Expert no. 2)

“Discussion on triggers in general and
patient specific triggers” (Expert
no. 3)

“Patient support by giving guidance and
advice that doctors normally don’t
have the time to do” (Expert no. 1)

“Communication: Tell the patient:

repeat and support the neurologist’s
decisions/recommendations.

trust the doctor, do as he/she says and
ask why if you don’t understand
why” (Expert no. 7)

“To support adherence and compliance
with medical prevention, by regularly
contacting the patient in between
the neurological consultation”
(Expert no. 23)

trigger factors and avoid them

Understand trigger factors in
general and patient specific
triggers

Give elaborative guidance and
give advice, which the neurol-
ogist does not have the time
for

Support the decisions made
about treatment and talk to
the patients about the ordi-
nated treatment plan.

Make regular contact with the
patients to support adherence
and compliance to treatment.

Communication

Clinical setting

the patients on triggers in
general and patient specific
triggers.

Nurses support the patients by
giving elaborative guidance and
advice according to the
neurologist’ prescription.

Nurses work with the neurolo-
gist, by repeating and
supporting the decisions/
recommendations made.

Nurses support adherence and
compliance with medical pre-
vention, by regularly contact-
ing the patient in between the
neurological consultation.
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Table 3. Statements receiving consensus after round 3.

STATEMENTS MEDIAN IQR %

THEME | Nurses role in clinical setting

Nurses conduct independent consultations with patients 5 | 95.3

Nurses inform patients about the clinical setting and discuss treatment expectations 5 0 100.0

Nurses take a detailed history including headache history (character, frequency, intensity, 5 I 85.7
duration, medication use)

Nurses work with the neurologist, by repeating, and supporting the decision/ 5 0 100.0
recommendations made.

Nurses support the patients by giving elaborative guidance and advice according to the 5 | 100.0
neurologist’s prescription

Nurses encourage patients to comply with treatment 5 0 100.0

Nurses support adherence and compliance with medical prevention, by regularly contacting 5 | 95.3
the patient in between the neurological consultations

Nurses must be available if patients have questions 5 | 95.2

Nurses give patients information about medication-overuse headache 5 0 100.0

Nurses help with medication withdrawal in case of MOH 5 0 95.0

Nurses provide counselling/guiding in a withdrawal period 5 0 95.0

Nurses instruct the patients when starting a new treatment 5 | 95.0

Nurses support if side effects of medication are suspected 4 | 95.0

Nurses guide on change of medical treatment in case of change of ordination 4 | 80.0

Nurses work from a triage: first contact, understand the problem, rate the problem to urgent 4 | 85.7
or less urgent

Nurses have multi-professional cooperation e.g., conduct consultations with migraine teams 4 | 95.2
(for example physiotherapist or counselor) for a holistic approach

Nurses participate in multi-disciplinary consultations 5 | 100.0

Nurses use comorbidity questionnaires (depression scale, sleep scale, disability) 4 | 76.2

Nurses support with technical issues (e.g., autoinjectors) 5 | 100.0

Nurses instruct patients in techniques for anti-CGRP treatment at start-up and take part in 5 0 100.0
the treatment

More experienced nurses provide access to more specialist treatments such as Botox 4 | 81.0
PREEMT, Greater Occipital Nerve Blocks, Monoclonal Antibodies, DHE,
Neuromodulation devices etc.

THEME 2 Nurses role in education of patients and colleagues

Nurses know the field of headache, options available and how to qualify 5 0 100.0

Nurses participate in research studies 4 | 85.7

Nurses can provide education and teaching sessions for all health care professionals working 5 | 90.4
with headache / migraine patients

Nurses allow the patient to talk about their migraine if it helps them 5 | 95.2

Nurses know about local, guidelines, books, and homepages relevant to the patients about 5 | 95.2
migraine

Nurses conduct and hand out written information about migraine to the patients 4 | 90.5

Nurses link patients with patient associations to provide education, advice, and support to 4 | 85.7
patients

Nurses provide education focused on strengthening patients’ self-efficacy and empowerment 5 | 953

Nurses educate about lifestyle related factors such as water intake, caffeine use, insufficient 5 0 100.0
meals, sleeping patterns etc.

Nurses inform about non-medical options such as activity and relaxation 5 0 100.0

Nurses educate in headache in general to the migraine patients 5 0 100.0

Nurses educate migraine patients on migraine, the disease itself, the phases, and the 5 | 100.0
therapeutic options

Nurses educate patients in stages in a migraine attack 4 | 100.0

Nurses facilitate discussions with the patients on triggers in general and patient specific 5 I 90.5
triggers

Nurses provide information on trigger factors such as stress, hormonal fluctuations etc. 5 0 100.0

Nurses inform patients about the use of over-the-counter medication 5 | 95.0

Nurses inform patients about use of acute medical treatment 5 0 100.0

(continued)
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Table 3. Continued.
STATEMENTS MEDIAN IQR %
Nurses inform patients about prophylactic medical treatment, i.e., use, dose, and adjustment 5 I 95.0
Nurses inform patients about potential medical side effects 4 I 85.0
Nurses perform headache diary explanation and monitoring e.g., using an online system so 5 I 95.0
that patients can be helped remotely. Patients can see a nice overview themselves to
motivate the treatment plan
Nurses give guidance to patients on how to complete a headache diary 5 100.0

IQR: Interquartile range, %: Percentage of experts rating the statements as important or very important.

expectations during this first consultation is central to
aligning treatment plans with patient goals.

To enhance patient care and adherence, regular
nurse-led consultations, scheduled regularly in between
neurologists’ consultations are recommended. These
consultations provide ongoing support and guidance,
enabling nurses to offer explanations, advice, and
instructions to promote treatment adherence. Nurse-
led consultations are ideally conducted every three
months, lasting for 30 minutes, either in person or vir-
tually, with patients also having the option to initiate
contact as needed. To ensure an organised approach
when patients reach out, nurses are encouraged to
implement a triage system involving initial contact,
problem assessment, and urgency evaluation. Experts
found a need for flexibility in nursing consultation fre-
quency, which can vary based on the patient’s situa-
tion. For instance, consultations may be more frequent
after initiating new treatment or following hospitalisa-
tion for migraine. Furthermore, the study emphasised
nurses’ important role in supporting patients with med-
ication overuse headache, suggesting e-consultations
for addressing patient inquiries and counselling on
withdrawal plans. Post-withdrawal consultations after
two weeks are also recommended, the same supportive
procedure is also recommended for patients experienc-
ing potential medical side effects. At least once a year it
is recommended that the nurses administer The
Migraine Disability Assessment Scale (MIDAS)
(32,33) and The Headache Impact Test (HIT-6) ques-
tionnaire (34,35) to monitor the treatment progress of
patients.

Our findings demonstrate that nurses should collab-
orate with other healthcare professionals like neurolo-
gists, psychologists, and physiotherapists, where
available, to ensure a holistic treatment approach. In
relation to CGRP-Monoclonal Antibodies treatment
(CGRP-mAbs), it is recommended that nurses instruct
patients in techniques at start up and support with
technical issues (autoinjector). More experienced
nurses may also provide specialised treatments such
as botulinum toxin, greater occipital nerve blocks,
and/or the handling of neuromodulation devices.

The nurses’ roles and tasks in education of patients and
colleagues. Experts reached a consensus that nurses
play a crucial role in educating patients and colleagues
about headache disorders, particularly migraine. To
equip nurses for this task, they should actively seek
knowledge through participation in national networks,
teaching courses, online training, conferences, teaching
courses, and research projects.

In patient education, a patient-centred approach is
essential to enhance patients’ self-efficacy and empower
them in managing their lives with migraines. This edu-
cational approach should cover various aspects, includ-
ing general headache and specific migraine
information, understanding migraine phases, identify-
ing potential triggers, knowledge of medication usage
(both acute and prophylactic), and awareness of over-
the-counter medications and associated risks, including
medication overuse headache. Explanation of proper
headache diary completion is also stressed as a nursing
task.

Nurses should also provide education on therapeutic
options, such as relaxation techniques and behavioural
factors affecting migraines (e.g., sleep patterns, water
intake, caffeine consumption, and regular meals). Also,
the importance of physical activity and addressing
acceptance and denial behaviours should be part of
the nurses’ education. Nurses can deliver this education
through group sessions, individual consultations, writ-
ten materials, or online resources.

Lastly, to support patients effectively, nurses should
be knowledgeable about local guidelines, relevant liter-
atures, and informative websites and be able to connect
patients with patient associations to expand their sup-
port network.

Discussion

Experiences from daily clinics and international meet-
ings in forums for headache nurses inspired this study.
This three-round e-Delphi process has established a set
of expert-based European recommendations for nurs-
ing in migraine treatment. The recommendations pro-
vide benchmarks as well as a clinical set of working
tools to address nurse treatment (Figure 2).
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RECOMMENDATIONS FOR NURSING IN MIGRAINE

Nurses role in
Clinical setting

Core clinical tasks

Time

Set-up

Content

Independent consultations

Every 3rd month

30 minutes

virtual/face- to-face

First consultation:

Obtain detailed headache history
inform about clinical setting, discuss patients’ expectations
Headache diary explanation and education

General consultations:

Supportive elaboration of the treatment plan
Encourage to treatment compliance

inform about MOH

Instruct in new medication

Support if side-effects

Guide medication change

Instruct CGRP-Monoclonal Antibodies, autoinjector
More experienced nurses: Botox (PREEMT), Greater
Occipital Nerve blocks, Neuromodulation device

Pre-withdrawal and
2 -4 weeks post
withdrawal

30 minutes

Face - to-face

Phone /virtual
Planned or by patient
initiative

Consultations on MOH

Inform of MOH and rational for treatment
Guidance and support during medication withdrawal (MOH)

Use questionnaires

At least once a year

Face-to-face
E-consultation

HIT-6 (Kosinski et al. 2003)
MIDAS (Stewart et al. 2001)

Started new
Follow-up | treatment

4-8 weeks after
start

Admission to
hospital

2 weeks after

Phone

Instruct new treatment,
Support medical compliance
Support if side-effects

Available for questions

As needed

Open E-consultation
Open Phone-hours
Hours depending on
size of clinic

Patient initiated - Contents used in general consultations are
useful here
Working from triage (rating problems)

RECOMMENDATIONS FOR NURSING IN MIGRAINE

Nurses role in
Education of
patients and
colleagues

Core clinical tasks Time Set-up Content
Update on knowledge within Continuously Participation in events Such as:
the headache field Online training www.Headachenurse.org

National networking
Participation research

www.EHF-headache.com
www.ihs-headache.org

Strengthening empowerment

Follow-up every

Local guidelines

https://www.emhalliance.or

and self-efficacy for patients consultation Homepages/books
Patient associations
Teaching health care As needed New colleagues Headache in general and migraine in specific
professionals Updates Migraine phases
Conduct written materials Continuously On-line On medication treatment for each medication type
Hand-outs Clinical instructions e.g. auto-injectors

New treatments

Education patients

Depends on set-up

Individual face-to-face
In groups
Written/Online material

Headaches in general and migraine in specific

Migraine, phases, therapeutic options

Use of over-the-counter medicine and prevention of MOH
Acute medical use and prevention of MOH

Prophylactic medical use, dose and possible side-effects
lifestyle and behavioral related factors such as water
intake, caffeine use, insufficient meals, sleeping patterns
etc.

Education on completion of a Headache diary

Guidance on Relaxation techniques

Physical activity

Introduction and discussion of acceptance and denial
behavior

Figure 2. Clinical working tool of the recommendations.

The presented results emphasise the importance of
nursing care in migraine treatment, which up to now,
as mentioned earlier, has been sparsely described
(7,8,11,13,36-39). The recommendations are evolved
from the opinions of experts working at specialised

headache clinics, however, we believe they are transfer-
able to primary health care settings, as studies already
confirm that nurses’ contribution in these clinics has a
positive impact on migraine treatment (12,16,17). This
study provides comprehensive insights into the
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multifaceted role of nurses and emphasises the impor-
tant role of nursing tasks in assessments, patient-
centred care and support of adherence and compliance
to treatment plans. Furthermore, nursing extends
beyond clinical care as it also includes education and
support for patients undergoing specialised treatments,
contributing to a holistic approach to migraine treat-
ment. According to the recommendations of this study,
nurses employed at headache centers are not merely an
asset for better care but rather a necessity, given the
multitude of important tasks and roles they fulfil in the
treatments.

A crucial aspect of the first consultation with a nurse
is the discussion of the patient’s expectations of
treatment. Actively involving patients by using
the shared-decision-making process, nurses enhance
patient-centredness and increase treatment compliance
(40). The open dialogue between nurse and patient fos-
ters mutual understanding, aligning the treatment plan
with the patient’s individual goals, preferences, and
expectations. This was also concluded by Mose et al.
in the study of medication overuse headache patients,
where a close follow up resulted in an increase in com-
pliance (41). Nurses are recommended to adopt flexible
approaches in conducting consultations, which can be
face-to-face, virtual, or via phone depending on the
patient’s needs and preferences. Importantly, patients
should have the possibility to initiate consultations
when required, ensuring timely access to nursing sup-
port. The described variability in consultation set-up
and content, driven by patient-specific circumstances
such as the initiation of new treatments or hospitalisa-
tion due to migraine, stresses the need for adaptable
nursing care. Here the set-up of a triage system allows
for an organised approach, which could streamline the
nursing response, ensuring that patients receive appro-
priate care in a timely manner. In their study of acces-
sibility of migraine care, Wongsiriroj et al. concluded
that having a dedicated nurse in clinic resulted in a
positive impact on the use of triage for prioritisation
of patients and also increased patient’s compliance to
filling in the headache diary (11). Also, Steiner et al.
stress the importance of a systematic approach in head-
ache care to secure quality in the treatment of the head-
ache patient (43).

In the present study, consensus was reached that the
nurse should contact the patient every third month
between consultations with the neurologist. It can be
argued that many clinics do not have the resources to
see their headache patients that often. The Federation
of Neurological Societies (EFNS), now EAN, recom-
mends follow-up of patients every third month (44-48).

Therefore, this would allow scheduling a neurologist
consultation every sixth month with follow up by the
nurse in between, i.e., after three months or when

needed. This systematic set-up could decrease waiting
time for patients and increase efficiency. In the study of
follow-up telephone consultations for patients after
eight and 16 weeks after initial visit, Carlsen et al.
found that patients benefit from more efficient treat-
ment and experience increased patient satisfaction (42).
That said, it is also worth considering that patients will
present with different needs. The study reached consen-
sus that nurses must be available if patients have ques-
tions. Here both the patients and the clinic may benefit
from open phone hours directly to the nurse or access
to the nurse by e-consultation. The number of open
hours depends on size of the clinic. Through open
access the triage system is also valuable, when the
nurse, in dialogue with the patient, assesses the need
for follow-up. Not all patients will need a fixed
appointment.

For migraine patients undergoing CGRP-mAb,
nurses are recommended to provide instruction and
support for proper technique, including the use of
autoinjectors. Furthermore, experienced nurses can
expand their roles to offer specialised treatments such
as botulinum toxin, greater occipital nerve blocks, and
management of neuromodulation devices, thereby
broadening the array of therapeutic options available
to patients. This has previously been suggested to
accommodate the increasing need for headache speci-
alised treatment (49). It is important to consider that
the expansion of nurses’ responsibilities to include the
specialised treatments mentioned depends on the local
infrastructure in each country or even within each
clinic. Further research is warranted in this regard, as
the number of nurses in the present study is limited and
might not be representative.

With regards to specialised treatments, this study
does not mention the role of nurses being part of infu-
sion centers as such centers are very rare in Central and
Northern Europe. For example, given the novelty of
nurses performing treatment with CGRP-mAbs, we
were unable to find any studies related to this in the
literature. Possibly, for the same reason, the headache
specialists did not add the task as important in round 1.

Nurses should be able to conduct education, both in
the context of patient-centred care and by dissemina-
tion of knowledge to colleagues. The recommendations
highlight that achieving a standardised educational
approach is not feasible. To ensure effective patient
education, nurses could utilise a diverse range of edu-
cational methods. These may include group sessions,
individual face-to-face consultations, or the distribu-
tion of written or online materials and handouts and
depend on educational topic. Patient education is
essential in headache management with focus on
enhancing patients’ self-efficacy and empowerment,
which is also confirmed in other studies (50,51).
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Patients should feel comfortable expressing their expe-
riences and concerns related to migraines, as this infor-
mation is invaluable for tailoring treatment plans to
their individual needs, which is also a cornerstone in
the study of Truglio-Londrigan and Slyer investigating
shared-decision-making in nursing practice (40). The
education for patients should cover a wide range of
topics such as medical treatment, migraine specific
characteristics, identification of trigger factors, and
influence of behavioural factors on migraine patterns
to ensure a well-rounded understanding of migraine
management and to support patient adherence and
compliance (52). Ford et al. showed that the discontin-
uation rate for patients treated with preventive medi-
cation was high and this was mostly due to side effects
and lack of efficacy (53). Also, Hepp et al. confirm that
the adherence to preventive medication is low and
decreases over a year (54). This supports the findings
in the present study which recommends that a support-
ive follow-up procedure is carried out by the nurse
including guidance and advice if medical side effects
are suspected. In addition to these topics, there was
also consensus regarding the inclusion of information
concerning the role of physical activity and relaxation
techniques in managing migraines. This consensus is
consistent with the conclusions drawn from a recent
review conducted by Amin et al., indicating that regu-
lar physical activity may have a prophylactic effect on
migraine frequency (55). Additionally, relaxation tech-
niques have been identified as beneficial in the treat-
ment of migraine (56,57).

It is important and necessary for nurses to educate
their colleagues by sharing their knowledge and
insights on headache disorders and treatment. This dis-
semination of information ensures that the entire
healthcare team is well-informed and aligned in their
approach to managing patients with migraines, which
is also confirmed by Gaul et al. and Zeeberg et al. when
they investigated the importance of multidisciplinary
treatment (7,8). Also, Bhola and Goadsby acknowl-
edged collaboration among healthcare professionals
as it encourages a multidisciplinary approach to care
(58). The study reached consensus that headache nurses
should seek knowledge at for example national and
international networks as well as participating in con-
ferences and by participating and creating research
projects. In the realm of headache research, it is a prev-
alent practice for nurses to partake in data collection.
However, studies initiated by nurses themselves are rel-
atively uncommon. It is imperative to emphasise the
significance of this aspect for future research, which
necessitates a change in the research culture in many
countries. Nurse-led studies, however, will increase the
awareness on the importance of the nurse as part of the
treatment for headache and migraine patients.

Throughout the questionnaire rounds, several state-
ments failed to achieve consensus and were subsequent-
ly excluded (see Supplementary Material file 1).
Nonetheless, these excluded statements are referenced
and deliberated upon below.

Both the initiation of a start-up consultation or a
preliminary anamnesis via phone call and the utilisa-
tion of a screening questionnaire during the initial
nurses’ consultation did not attain consensus among
the experts. These statements originated from a system-
atic literature review conducted prior to round 1 and
reflects practices observed within the primary health-
care sector, where the clinical framework differs.

Additionally, experts did not prioritise collective
patient education by nurses alongside neurologists, nor
did they consider educating families of migraine patients
essential. Statements involving nurses administering
National Acupuncture Detoxification Association
(NADA) or acupuncture, and those related to cognitive
therapy or mindfulness techniques, were also excluded.
Concerning the clinical framework, statements regarding
nurses adjusting medical treatment, conducting indepen-
dent nurse-led clinics, and referring patients to specialists
like psychologists lacked consensus. These statements
emerged in round 1, highlighting variations in nursing
responsibilities and clinical practices across countries.
The lack of consensus often stemmed from a reflection
of highly country-specific or clinic contexts.

Strengths and limitations

This study was carried out in accordance with pre-
established criteria for consensus (22).

Statements were formulated based on existing liter-
ature and expert opinions, encompassing both empiri-
cal evidence and already established clinical practices.
The predetermined statements in the initial round
might introduce a potential for bias, however, it can
be argued that these statements function as sources of
inspiration and stimulate additional considerations
from a clinical standpoint. Considering that the panel
of experts represented healthcare institutions from 10
different countries, each characterised by unique clini-
cal structures, the study encountered challenges. The
expert-generated statements revealed variations in the
perception of the nursing role across nations, which -
we hypothesise - is mostly related to different clinical
settings. However, as 42 statements received consensus
among the experts, we conclude that patients’ needs are
very similar across North and Central European coun-
tries, which is also confirmed by Bhola and Goadsby
when they compared organisation of care at multiple
headache centres worldwide (58).
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Research and clinical implications

The development of standardised recommendations for
nursing care in migraine treatment serves several pur-
poses. First, it provides a framework for nurses to
deliver high-quality care to migraine patients. Second,
it enhances the consistency and continuity of care
across different healthcare settings and countries.
Third, it recognises the invaluable contributions of
nurses to the multidisciplinary approach required for
effective migraine management.

This study represents a crucial step by outlining
expert-based recommendations for nursing care in
migraine treatment, but also opens for several paths
for future research and practice development. These
include:

Implementation of Recommendations

Future studies should focus on the practical implemen-
tation of the developed recommendations within clini-
cal settings. Assessing the feasibility and effectiveness
of integrating these recommendations into nursing
practice is essential.

Evaluation of Applicability

This study was carried out in Northern and Central
Europe and does not include Southern European coun-
tries. It is necessary to evaluate the applicability of the
recommendations in different clinical contexts and
countries. Including Southern European countries in
such evaluation studies will help identifying potential
adaptations or modifications needed to accommodate
specific clinical needs. This will secure that the results
here represent a larger part of Europe, where other
collaborations within the headache field already exist.
The current formulation of certain recommended tasks,
such as patient education, communication approach
and content in consultations lacks specificity.
Therefore, it would be beneficial for future studies to

conduct a comprehensive investigation into the effi-
cient execution of these tasks. Additionally, exploring
the feasibility of aligning and standardising the descrip-
tion of these tasks across different countries would pro-
vide valuable insights.

Patient Outcomes

Research efforts should also concentrate on evaluating
the impact on patients of nursing care, guided by these
recommendations.

Interprofessional Collaboration

Further exploration of the collaborative dynamics
between nurses and other healthcare professionals,
such as neurologists, physiotherapists, and psycholo-
gists, in migraine care is needed.

Conclusion

In conclusion, this study establishes expert-based rec-
ommendations for nursing care in migraine treatment,
encapsulating the core tasks and performance expect-
ations for nurses in this specialised field. The recom-
mendations highlight the decisive role of nurses in
clinical management and education, emphasising their
significance in headache centres. The recommendations
define the role of the headache nurse and help define
the headache nurses themselves, however, as men-
tioned, set-ups differ from country to country and
even from clinic to clinic. Therefore, a structured edu-
cation for and a formal definition of headache nurses
are needed and would be valuable. Future research
focusing on implementation of these recommendations
in clinical settings and assessing their practical applica-
bility can result in an important base for at structured
headache nurse education and thereby nourish the con-
tinuous development of nursing care for migraine
patients.

Article highlights

settings and countries.

e This study establishes expert-based recommendations for nursing care in migraine treatment, encapsulating
the core tasks and performance expectations for nurses in this specialised field.

e This study provides a framework for nurses to deliver high-quality care to migraine patients.

e This study is the first to enhances consistency and continuity of nursing care across different healthcare
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