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ABSTRACT

Objective To systematically review the qualitative
literature of the lived experience of people with a chronic
headache disorder.

Background Chronic headaches affect 3%—4% of the
population. The most common chronic headache disorders
are chronic migraine, chronic tension-type headache and
medication overuse headache. We present a systematic
review and meta-ethnographic synthesis of the lived
experience of people with chronic headache.

Methods We searched seven electronic databases,
hand-searched nine journals and used a modified Critical
Appraisal Skills Programme checklist to appraise study
quality. Following thematic analysis we synthesised the
data using a meta-ethnographic approach.

Results We identified 3586 unique citations; full texts
were examined for 86 studies and 4 were included in the
review. Included studies differed in their foci: exploring,
patient-centred outcomes, chronic headache as a socially
invisible disease, psychological processes mediating
impaired quality of life, and the process of medication
overuse. Initial thematic analysis and subsequent
synthesis gave three overarching themes: ‘headache as a
driver of behaviour’ (directly and indirectly), ‘the spectre of
headache’ and ‘strained relationships’.

Conclusion This meta-synthesis of published qualitative
evidence demonstrates that chronic headaches have a
profound effect on people’s lives, showing similarities
with other pain conditions. There were insufficient data to
explore the similarities and differences between different
chronic headache disorders.

BACKGROUND

Viewing chronic headache from a patient’s
perspective can give insights rarely explored
by other research methodologies. This system-
atic review highlights the need for qualitative
input into the little researched area of chronic
headache, which has a population prevalence
of around 3%-4%.' > We have focused on the
the most common causes of chronic head-
ache: chronic migraine (CM), chronic tension-
type (CTT) and medication overuse (MO),
or a combination of these. Tension-type and
migraine are primary headaches. MO head-
ache is a secondary headache that can develop

Strengths and limitations of this study
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» As far as we are aware, this is the first systematic
review concerning patients’ views of chronic
headache.

» Although the numbers of studies included in this
review are small, it was possible to carry out a meta-

ethnographic synthesis.
» Descriptors of study participants’ characteristics
map poorly into the International Headache

Society International Classification of Headache
Disorders  (ICHD-II) classification of headache
chronicity.

in people with frequent acute headaches
who take analgesic or specific antimigraine
compounds (eg, triptans) on =10-15 days per
month. We have used a definition of chronicity
as aheadache occurring on 15 or more days per
month for more than 3 months taken from the
International Headache Society (IHS) classifi-
cation guidelines (International Classification
of Headache Disorders (ICHD-II)).® Chronic
headaches have high personal and financial
costs*® and have commonly escalated from an
episodic presentation.”” This transition from
intermittent to chronic headache is associated
with an amplified impact on people’s lives,”
although the transition between episodic and
chronic headache is not always unidirectional
or ‘fixed”.?

The WHO has highlighted the financial
burden that headache disorders have on
economies at all levels and, paradoxically,
the lack of importance generally attributed
to these conditions."” The usual treatment
of chronic headache is pharmacological—
either to relieve or prevent attacks."' '* The
importance of the non-pharmacological
management of chronic pain in other sites
is recognised,”” and similar approaches
may have a role in chronic headache. In
order to develop such non-pharmacological
approaches to management, it is important
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to understand the lived experience of those living with
chronic headaches. This review of the qualitative litera-
ture aimed to explore patients’ experiences of living with
chronic headache and which aspects of living with chronic
headache have the most influence on their quality of life.

METHODS

For this review we were interested in the experience of
people with chronic headache. Our population of interest
was those with CM, CTT and MO headaches, excluding
cluster headaches and other causes of secondary head-
aches. Recognising the changes in terminology over time,
we included any paper where at least half the subjects
were reported to have chronic headache affecting them
for more than half the days, however defined.

Searches

The protocol for this systematic review is published in the
international prospective register of systematic reviews on
9 September 2015, registration number CRD42015025891
http://www.crd.york.ac.uk/PROSPERO.

We used electronic database searches and hand searches
of relevant journals. All electronic searches set limits on
human studies and between January 1988 (the date of
the publication of the first ‘International Classification of
Headache Disorders (ICHD)’ by the IHS) and July 2016.

One reviewer (VPN), with the assistance of an academic
librarian, searched six electronic databases: Medline,
Embase, Applied Social Sciences Index and Abstracts
(ASSIA), PsycINFO and Scopus. We also conducted
forward citation searches on seminal studies in the Web
of Science (Science Citation Index and Social Science
Citation Index).

The electronic search terms included Medical Subject
Headings (MeSH) headings, text words and truncation.
Full details of the Medline search (as an exemplar) are
available in online supplementary appendix 1.

The same reviewer (VPN) hand-searched nine rele-
vant journals for any relevant studies: Cephalalgia, British
Journal of General Practice, Family Practice, Headache: The
Journal of Head and Face Pain, International Journal of Qual-
itative Studies on Health and Well-being, Patient Education
and Counselling, Qualitative Health Research, and Qualitative
Research in Sport, Exercise and Health.

Inclusion criteria

» Studies of chronic headache, including migraine
headache, tension-type headache, MO headache or a
mixture of these conditions (where at least half the
subjects were reported to have chronic headache
affecting them for more than half the days, however
defined). We accepted the original authors’ defini-
tions of chronicity and headache type.

» Qualitative studies from a patients’ perspective
involving adults (=18 years) reporting patient
experience.

» Qualitative studies with mixed perspectives (eg,
healthcare providers or carers and patients), or of
mixed quantitative and qualitative methods, only if
they analysed and presented the qualitative data on
patient experience separately.

Exclusion criteria

» Studies of people with cluster headaches and all
secondary headaches, for example, following a head
injury or brain tumour.

» Methodological or theoretical papers, unpublished
theses and dissertations, and conference abstracts.

» Non-English-language studies (apart from French,
German and Spanish publications).

Identifying chronic headache studies in the retrieved literature
We had originally intended only to include studies that
defined chronic headache according to the IHS ICHD-II
guidelines (15 or more headache days a month for 3
months).” '* In practice, it appears that authors of quali-
tative papers rarely use this definition, using a variety of
other terms. The term ‘chronic headache’ has also been
used by some authors to mean an episodic headache recur-
ring over a prolonged period; some studies use the term
‘frequent headache’; some studies do not make a distinc-
tion between episodic and chronic headache; while others
describe ‘attacks per month’ (especially in migraine),
rather than supplying actual or average headache days per
month. In this review we examined each study to ascer-
tain if they acknowledged chronic headache in any way.
When studies described the exact frequency of headaches,
a judgement was made as to whether they contained any
of our population of interest. When no frequency or chro-
nicity was reported, studies were scrutinised by two to
three reviewers to see if half their participants could have
had chronic headache and a judgement was made among
the team about study inclusion. Our aim was to identify
studies where at least half study population had headaches
that were compatible with the THS ICHD-IT definition.” '

Screening

Two reviewers (VPN and AK) independently screened
the abstracts and titles against the eligibility criteria. After
removing duplications, full texts of potential studies
were then screened by the same reviewers. A further two
reviewers (ST or DE) verified any disputed or ambiguous
studies and agreed the final eligible studies.

Two reviewers (VPN and SS see acknowledgements)
assessed the quality of the papers of interest using an
adaptation of the Critical Appraisal Skills Programme
(CASP) quality assessment tool.'” A third reviewer (ST)
adjudicated disagreements. Our intention was not to
exclude studies based on quality but to consider the
quality assessments while interpreting the study findings
and generating our conclusions.

Analysis
We used a thematic synthesis approach'® for the initial
analysis, and for subsequent synthesis of the data we
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used a meta-ethnographic approach.'” ' Currently there
is no detailed published guidance on how to conduct a
meta-ethnographic synthesis, although work is being
carried out to standardise this process.'” Meta-ethno-
graphic synthesis commonly describes three orders (or
levels) of constructs (also known as themes or concepts):
first-order constructs reflect the understanding or lay
interpretation of the research participants and are often
found in direct quotes in the result sections of included
papers; second-order constructs are the interpretation
of participants’ understandings made by the authors of
the primary studies; third-order constructs arise from
synthesis of the first-order and second-order constructs—
usually across different studies—to form new theories
or models.”” In practice it is often difficult for reviewers
to distinguish between first-order and second-order
constructs included in primary studies.*’

Four members of the team (AK, VPN, ST and DRE)
read the studies and discussed the similarities and differ-
ences between them. The results and discussion sections
of the included papers were then coded line by line
using NVivo V.10 software (QSR International, 2012), as
described by Thomas and Harden,'® and grouped into
themes. New themes were developed as required. This
new set of themes and the relationships between the
themes were explored and refined into our third-order
conceptual themes.

Noblit and Hare'® describe three types of meta-ethno-
graphic synthesis of studies: reciprocal translation when they
are about similar things, refutational when they refute each
other and lines of argument when successively they build
a line of argument. We attempted to synthesise the studies
meta-ethnographically using the process of reciprocal trans-
lation (the most appropriate of the three approaches for our
data), which involves taking the first study data and mapping
a second study onto it, noting any exceptions and omissions
(ie, study 2 is similar to study 1 noting exceptions). This
continues with each study.

We explored the studies chronologically mapping the
data to the third-order themes. The studies were reread
and initial study concepts extracted under the new third-
order conceptual headings to make comparisons of these
themes across the studies.

RESULTS

Searches

Electronic and hand searches identified 6421 potentially
relevant citations, which included 3586 unique citations
(see flow chart in figure 1).

Overall we identified 86 studies that warranted scru-
tiny of the full text. Exclusions are detailed in figure 1.
Five studies that contained some people with chronic
headache were excluded because they did not meet
all the study criteria.?’® Further details are given
in online supplementary appendix 2. They are not
formally included in the synthesis. Although our inclu-
sion criteria stated English, Spanish, German and

French studies only, our searches did not identify any
other languages.

Studies included and quality appraisal

Four studies met the inclusion criteria and were included
in the review.””* We quality-appraised the eligible studies
using an adapted CASP tool.”” Quality is depicted in
table 1 using ‘Yes’ if they met the criteria, ‘unclear’ where
it was unclear whether they met the criteria or ‘No’ if they
did not meet the criteria.

For characteristics of the included studies, see table 2 and
table 3.

All the studies were based in different countries: USA,
Sweden, Italy and Finland/UK. There were 73 partici-
pants, 52 of whom were female; their ages ranged from
22 to 82. Study recruitment varied from a tertiary clinic,?
advertisements,”” a headache centre® and a snowballing
technique where it was unclear how the first patients had
been identified.*®

Coeytaux et al’® used focus groups, and the other three
studies used face-to-face, individual interviews. Coey-
taux et al do not explicitly state their approach to qual-
itative analysis but describe processes consistent with
thematic analysis. The other three interview studies used
a grounded theory approach.

Headache characteristics

Headache types, when specified, were either; medically
diagnosed (Coeytaux et al, Lonardi, and Tenhunen and
Elander) or self-reported (Jonsson et al). Across all four
studies they included people with migraine (31), tension-
type headache (13), cluster headache (2), daily persistent
headache (18), and chronic daily or near daily head-
ache (9). Some participants had more than one type of
headache.

The chronic headache definitions included differed
slightly across the studies but all were compatible with the
IHS classification (see table 2).

The four papers had very different aims: Coeytaux
et al explored participants’ views of outcome measures
and the assessment of meaningful change, with a view
to informing clinicians about patients' perspectives;
Jonsson et al explored the lives of people with MO head-
ache in order to better understand the development of
this condition; Lonardi focused on acceptance by social
groups, headache as an invisible disease and the passing
dilemma (ie, do patients disclose or hide their condi-
tion?); and Tenhunen and Elander identified psycholog-
ical processes that mediate impaired quality of life.

Thematic synthesis

In table 4 we present the themes and findings from the
four included studies that contain first-order and second-
order themes. First-order themes are data from the partic-
ipants of the studies, and second-order themes are those
that the authors have concluded, although there are
potential overlaps with these data."
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Figure 1

Meta-ethnographic synthesis

Here we describe the results of our synthesis. We coded
the studies’ results and discussions, which gave rise to new
themes that include first-order and second-order themes.

Figure 2 shows how these themes were explored and
refined into three new emergent themes.

Online supplementary appendix 3 shows how these
themes were synthesised across the papers chronologi-
cally using reciprocal translation.

We use some exemplary quotes in the text but have
included the full data used in online supplementary
appendix 4. First-order and second-order themes are diffi-
cult to separate, but for the purposes of clarity participant
quotes from the studies are italicised and any authors’ inter-
pretations are given in normal text. Online supplementary
appendix 5 shows theme saturation across the studies and
how some papers contributed more to the data than others.

Headache as a driver of behaviour

Direct

Participants described headache as a ‘driver’ leading to
behaviours such as increased medication use, avoidance

Preferred Reporting ltems for Systematic Reviews and Meta-Analyses (PRISMA) flow diagram.

of planning, change in sleep patterns or having to stop
doing things. All of these lead to a feeling of a loss of
control in their lives. The headache is described as
directly leading to these behaviours and we considered
these to be direct effects.

“.. lost my freedom to what to  do

tomorrow...” (Lonardi, p1622) 2

plan

“I don’t have as much control over my life as my husband
has...”“I have to do whatever my illness requires and allows
me to do” (Tenhunen, p403-404) %

"Taking medication because one has to, not because
27
one chooses to' (Jonsson, p7).”

Indirect

There were also indirect or ‘knock on’ effects, such as
financial difficulties due to their performance in the
workplace being affected, or changes in the type of job
they could do in order to accommodate their headaches.
Sleep was also affected due to their headache or medica-
tion use.
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Table 1 Quality appraisal

Coeytaux Jonsson Tenhunen and

Question et al,®® et al,” Lonardi,?® Elander,?®
1. Is this study qualitative research? Yes Yes Yes Yes

2. Are the research questions clearly stated? Yes Yes Yes Yes

3. Have ethical issues been taken into consideration? Yes Yes Unclear Unclear
4. Is the qualitative approach clearly justified? Yes Yes Yes Yes

5. Is the approach appropriate for the research question? Yes Yes Yes Yes

6. Is the study context clearly described? Yes Yes Yes Unclear
7. Is the role of the researcher clearly described? Yes Yes No No

8. Is the sampling method clearly described? Yes Yes Unclear No

9. Is the sampling strategy appropriate for the research question? Unclear Unclear  Yes Unclear
10. Is the method of data collection clearly described? Yes Yes Unclear Unclear
11. Is the data collection method appropriate to the research question? Yes Yes Unclear Unclear
12. Is the method of analysis clearly described? Yes Yes No Unclear
13. Is the chosen analytical approach suitable for addressing the Yes Yes Yes Yes
research question?

14. Are the claims made supported by sufficient evidence? Unclear Yes Yes Yes

‘They also thought that their headaches would affect
more long-term factors such as wages and pensions
and that they could eventually force them to choose
a less demanding job or even early retirement’
(Jonsson, p5).27

“...1 have to wake up several times a night to take some
more medication and the regular awakenings are pretty
disturbing” (Tenhunen, p401).*®

‘Social exclusion leads to losing personal value as
a human resource, experiencing related feelings
of exclusion, isolation and loneliness’ (Lonardi,

p1623).%

The spectre of headache
The spectre of headache looms large in the data from these
studies. The studies describe participants’ concerns about
planning, fears about their pain, worries about medica-
tion and perceived lack of control about whether strate-
gies would work in the future. Participants also felt guilty
about burdening others. We have used the word spectre as
a nebulous but potentially menacing ever-present ‘cloud
of concern’ that patients have to take into account with all
relationship transactions and forward planning.
‘Sometimes they even avoided making appointments
because they dreaded having to cancel them’ (Jonsson

p5).7

“..I'm scared that something uglier is there but there’s
nothing...my worry is always the same but when I see
that all the tests are negative, then I wonder why I have a
headache” (Lonardi, p1623) 2

“These triptans are the only thing that I have found
that really helps, so that I can live my life and do what
I want to...if it stops or if I'm not allowed to take

it any more... Just thinking about it makes me very
nervous” (Jonsson, p4) 27

Strained relationships
Strained relationships, the final theme, concerns the
impact patients’ headaches have on other people and
their relationships with them and their communities.
More often than not this will be family and close friends,
although work colleagues can also be affected. Relation-
ships are also affected by the person being unable to plan.
Although some people spoke of some close relationships
being helpful when headaches seem to take control
of peoples’ lives, this can cause anxiety and can have
an impact on how they view themselves. The theme of
strained relationships shows that other people are deeply
affected by this condition and that the relationship issues
do not necessarily remain constant. Other peoples’ atti-
tudes may change from being supportive, overprotective
or undermining. The person with chronic headache has
to make personal decisions about disclosure, which may
alter in different contexts or scenarios. They try to act
normally to lessen the chance that people will be critical
or dismissive of their condition.

‘...each group reported strained relationships
resulting from the need to change or cancel plans
because of headaches’ (Coeytaux, p483).%°

“I used to be the strong one in the family...but now when
I'm not so strong people tend to save me from hearing bad
news...” (Tenhunen, p4:02).28

‘Sometimes they sensed that other people were
suspicious, presumably thinking that headaches were
being used as an excuse’ (Jonsson, p6).%”
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Table 4 Study themes

Jonsson et al,?’

Process of medication

overuse (with subthemes):

Headaches threaten to ruin

one’s life

» Headaches are unbearable

» An extra burden in
everyday-life

» Having to make life
adjustments

» Struggling to be able to
work

» Being forced to cancel
important events

Medication as the only

solution

» Searching for explanations

» Testing numerous
strategies

» Scepticism towards
prophylactic medication

» Resignation: nothing but
the medication helps

» Always having the
medication at hand

Short-sighted medication use

» Taking the medication
because one has to, not
out of choice

» Focusing on the headache
when deciding whether to
medicate

» Avoidance of tracking
medication use

» Increased medication use
during stressful periods in
life

» Perceptions about the
link between increased
headaches and medication
use

Coeytaux et al,*®

Five salient topics:

» Pain severity

» Meaningful symptom relief

» Uncertainty

» Devaluation

» Meaningful assessment

Other findings:

» The most important
outcome measures to
patients are pain severity
and frequency. A meaningful
measure would be a change
in pain-free days.

» Disability, quality of life and
functional measures were
not as important to patients.

» Diaries were not burdensome
and helped to identify trends
over time.

Lonardi,?® Tenhunen and Elander,?®

lliness, disease and sickness; Seven categories of quality

headache representations of life impairment:

Four scenarios: » Daily activities

» Fully accepted by family » Work and education

» Partial acceptance by family » Sleep energy and

» Unaccepted by family, concentration
work expulsion from the » Social activities
productive world » Emotional reactions

» Accepted by inner family but » Perceptions of self
stigmatised/excludedfrom  » Effects on partners and
the outer world family

People trivialise the condition  Core category—reduced

Invisible disease and the control either perceived

passing dilemma or actual loss of

Whether to suffer in silence or  control; increases vulnerability

talk about the condition

There is a great deal of overlap between these themes.
When the headache acts as a driver of behaviour, it affects
the relationships with those around them.

"...headaches placed stress on relationships not only
by affecting their own behaviour but also because of
the confusion, frustration and fear experienced by
their partners:' (Tenhunen p402)28

This effect on relationships can also fuel the worries
and fears noted in the theme of the spectre of headaches.

“Sometimes I also feel like a trouble to the others. Dependent on
everybody.” “I think that I'm causing a lot of extra work for my
wife...” (Tenhunen, p402).28

CTIT headache, although represented (n=13) in all
studies except Tenhunen and Elander, is only mentioned

once by Jonsson et al, who commented that people with
CTT headache were less distressed than participants with
migraine.

'‘Some were afraid of the pain, afraid of the next
attack. Those who had tension type headache as the
primary headache described the pain as disturbing
rather than frightening.' (Jonsson p4,5)*’

DISCUSSION

Our meta-ethnographic synthesis identified three over-
lapping, overarching effects of chronic headache on
patients’ lives: as a driver of behaviour, as a spectre
hanging over lives and a cause of strain on relationships.
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Figure 2 Third-level conceptual framework.

Our findings show that headache can cause direct
and indirect effects on peoples’ lives, the uncertainty
of when a headache will strike leaving them unable
to plan and forcing them to prioritise their lives
around their headaches. The spectre of headache is
an ever-constant cloud of concern containing their
worries and fears, bringing feelings of a loss of control
and guilt. As headaches increase in frequency, it
becomes more difficult for people to function as head-
aches become a driving force affecting their lives and
relationships.

We have followed a rigorous search strategy and are
confident that we have kept the search wide enough to
capture the salient literature. Nevertheless, the number
of studies is very small, and this may mean that important
themes may not have been identified simply because the
spectrum of research studies is too narrow. For example,
although tension-type headache was represented in the
studies, very little was written about whether the impact
on lived experience differed from migraine, apart from
the one quotation suggesting that these patients found
their headaches ‘disturbing rather than frightening’. It
is unclear whether this meant that the pain was perhaps
less severe or was less distressing. We have followed an
analysis plan with an experienced qualitative team, which
can be replicated by others. Although we attempted as
rigorously as possible to identify studies where at least
50% of those studied has chronic headache compatible
with the ICHD-II classiﬁcation,3 " because of the limited
and varied descriptions of participant characteristics, we

Strained relationships

may have inadvertently excluded some studies where this
was not the case.

Our themes are very similar to the views of participants
in the qualitative studies of episodic migraine literature,
which describe feelings of a loss of control, impaired
quality of life, the impact on family, work and social rela-
tionships, stress of the unpredictability, and worry that
there may be a tumour causing their headaches.” ™
Perhaps this is unsurprising as most CM headaches start
with an episodic presentation.’

Many of the issues raised in this review such as
impaired quality of life, the effect on others, uncer-
tainty and the emotional impact of the condition reso-
nate with other chronic pain conditions such as low
back pain (LBP).37 * LBP and headache could both
be described as being common disorders of the pain
matrix, which are often devalued by others.” Lonardi
also points out that people who have not experienced
chronic headache are likely to have experienced a
headache and may feel they understand what a ‘bad
headache’ is; they may even use the term ‘migraine’
for a bad headache. This is very different from other
long-term conditions, for example, epilepsy, as you
cannot experience ‘a bit of” this condition.

Chronic pain conditions are known to respond to
psychological approach treatments, whereas treatments
for chronic headache are mainly by medication only.
Those with CM show a similar pattern of disability and
distress to episodic migraine, although at a greater
frequency, which may suggest an increased burden.

Nichols VP, et al. BMJ Open 2017;7:€019929. doi:10.1136/bmjopen-2017-019929
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Our four studies highlight chronic headache as a
distressing, invisible, under-recognised condition that
needs further research. The literature at present may
not fully represent all aspects of chronic headache.

CONCLUSIONS AND RECOMMENDATIONS FOR FUTURE
RESEARCH

Chronic headaches have a profound effect on people’s
lives, showing similarities with other pain conditions,
and may benefit from psychological approaches used
in chronic pain management. Future research is
needed to explore patients’ perspectives of the evolu-
tion of chronic headache and how they view strate-
gies to address MO. It is unclear whether tension-type
headaches were truly represented here or whether the
features of migraine may have overshadowed the data.
This is an area worthy of further exploration.
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