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Abstract

Objective: The aim of this review was to systematically review the qualitative evidence
related to the experience of patients with temporomandibular disorder (TMD) and to
explore the effect it has on their lives.

Materials and methods: The following databases were searched systemically: Medline,
Embase, PsycINFO, Web of Science, CINAHL Complete and the Cochrane database.
Thematic synthesis was used to analyse and synthesise the data from the qualita-
tive studies which explored the experience of adult patients with TMD. The Critical
Appraisal Skills Programme (CASP) tool was used to critically appraise the quality of
the included studies.

Results: The search strategies yielded 3588 articles across all databases. A total of 20
articles were eventually included. Six themes were derived: TMD causes uncertainty and
doubt, TMD had disruptive effects on life, TMD causes distress, understanding TMD—
the illness and the causes, dealing with the pain and aims and hopes.

Conclusion: The findings highlight the impact TMD could have on the quality of life

and confirms the psychological and social challenges these patients experience.
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social interactions with family and friends may become
more difficult. Chronic pain is also linked with depression,

Temporomandibular disorder (TMD) refers to a group of
conditions that affect the temporomandibular joint and
surrounding muscles.' Patients often report symptoms of
pain in the jaw area and surrounding musculature, click-
ing sounds, alterations to the joint activities such as: devi-
ation in the arc of movement, limitation to mouth opening,
headache and earache.>® TMD represents the most common
cause of chronic pain in the orofacial region,* and is only
behind headache and backache as reason for chronic pain
in general.’

Accepting the nature of chronic pain can be difficult for
patients, therefore creating challenges to their daily lives.®
Simple physical activities could become burdensome, and

which may go unrecognised and therefore untreated in such
patients.”® It is likely that the relationship is bidirectional,
with chronic pain thought to contribute and also result in
poor mental health.” Similarly with anxiety and fear of pain,
which are both linked to increased likelihood of chronic
pain and poorer recovery should it develop.'’ It is there-
fore important for clinicians to be aware of the influence of
chronic pain on patients and address the modifiable risk fac-
tors such as lifestyle and behaviour to reduce the impact it
has on their lives."

The aim of this review was to synthesise the available
qualitative evidence about the experience of living with
TMD and the effects it has on daily life. Qualitative evidence
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synthesis offers richer insight than individual primary qual-
itative studies as it integrates the research findings on this
topic in one place.’” It helps improve our understanding of
pain as recounted by the patients themselves, and therefore
helps improve the quality of care offered to such patients."?
A thematic synthesis approach was utilised in this system-
atic review. Thematic synthesis is one of the range of methods
available to synthesise qualitative data. It was chosen as it al-
lows the identification of the prominent themes and organises
the identified literature under these themes in a flexible way."*

2 | MATERIALS AND METHODS

This review was registered on PROSPERO with the follow-
ing ID: CRD42020171854. It was reported according to The
Enhancing transparency in reporting the synthesis of quali-
tative research (ENTREQ) statement.”

2.1 | Search strategy and
locating the literature

The premise of the search strategy was based on the acro-
nym SPICE which represents the following: Setting: social
setting, Perspective: patients, Phenomenon of Interest:
temporomandibular  disorders, = Comparison: none,
Evaluation: effect on life. This acronym, developed by
Booth,'® is a qualitative counterpart to PICO which is fre-
quently used in quantitative systematic reviews. The key
words were first identified by running an initial search in
Medline and Embase. The following MeSH terms and key
words were used: (Temporomandibular Joint Disorders
or Temporomandibular Joint Dysfunction Syndrome or
Facial Pain or Fac* myalgia or masticat* muscle pain*)
AND (Personal Satisfaction or Social Support or Anxiety
or Depression or Attitude or Experience* or Satisfaction*
or Cop*) AND (Qualitative research or Interview or Focus
groups or qualitative stud* discussion* or audio recording¥).

The search strategy aimed to locate all available articles and
was constructed for each database in collaboration with a clin-
ical librarian. The search was conducted on 25 June 2021, and
the data bases used were Medline, Embase, PsycINFO, Web of
Science, CINAHL Complete and the Cochrane database. After
identifying the eligible articles, the reference lists were hand
searched to identify any articles missed from the original search.

The articles eligible for selection were qualitative studies
exploring the experience of adult (>16) patients with TMD
and jaw pain. Mixed methods studies were included if the
qualitative section was clearly separate from the quantitative
section, and only qualitative data were included. Studies with
a sample of mixed chronic orofacial pain conditions (COFPs)
were included if they contained a sample of TMD patients.
The findings and quotes attributed to TMD patients were
included, in addition to the data which was not assigned to
a particular pain condition. The rationale for this approach,
was that these findings applied to the various orofacial pain

conditions under investigation in the studies, including
TMD. The findings and quotes which were assigned to an-
other pain condition, such as Trigeminal Neuralgia or Oral
Dysaesthesia, were not included in the analysis. This method
was adopted as focusing solely on papers with a pure sample
of TMD might result in missing important findings in stud-
ies with a mixed cohort of orofacial pain conditions. Studies
were excluded if they were not in the English language, if
they reported on the experience with a certain treatment or
intervention and if the full text was unavailable.

2.2 | Study selection and critical appraisal
The studies yielded from the search strategy were reviewed
by two reviewers independently (DT and RNR). The selec-
tion process started with reviewing the title and abstract.
The articles which potentially met the inclusion criteria and
those which did not contain enough information in the ab-
stract moved to the next step of full article review. The final
studies were selected after several discussions among the re-
search team.

The studies included in the review were appraised to
assess the transparency of research practice and reporting
standards using the Critical Appraisal Skills Programme
(CASP) Qualitative Research Checklist. This tool was used
as it allows for the appraisal of all types of qualitative studies
and is the most commonly used tool for qualitative evidence
syntheses in Cochrane and World Health Organisation
(WHO) guideline processes.”” It consists of 10 questions
with Yes’, ‘No’ and ‘Cannot tell” as possible answers. Two re-
viewers independently reviewed the studies (DT and RNR)
and discussed the results jointly.

2.3 | Data extraction and synthesis
The context of each study was extracted by two reviewers
(DT and RNR). The data included: aims of the study, coun-
try, demographics of the participants, criteria for diagnosis
of TMD, method of data collection and method of analysis.
Further data extraction and synthesis followed the the-
matic synthesis approach. This method was developed by
Thomas and Harden' and involves several steps. First
of which is line-by-line coding of the data found under
‘findings’ or ‘results’ of the primary studies according to
its meaning and content. The codes were examined for
similarities and differences and were then organised into
‘descriptive themes’. Each descriptive theme contained the
codes which were related to each other and feed into that
specific theme. Up to this point, the themes reflected the
meaning portrayed by the primary studies. Following that,
analytical themes were derived. This step is where the anal-
ysis ‘goes beyond’ the content of the original studies, to gen-
erate additional concepts and understandings. This step of
‘going beyond’ the original studies is the defining charac-
teristic of thematic synthesis.'**° The derivation of themes
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was an inductive and iterative process, where later studies
were analysed using concepts generated in earlier studies.
However, new concepts were created when necessary.

Following data synthesis, the GRADE-CERQual
(Confidence in the Evidence from Reviews of Qualitative
research) approach was employed to assess the confidence
in the findings. Confidence in the findings of qualitative
research is ‘an assessment of the extent to which a review
finding is a reasonable representation of the phenome-
non of interest’? It considers four components: meth-
odological limitations, coherence, adequacy of data and
relevance.”**

3 | RESULTS

The search based on the proposed strategies yielded 3964
articles across all databases. 2344 articles remained after
removing the duplicates. After the first step of selection,
which involved screening of the titles and abstracts, 140
papers were included for full text review. Following full
text review, 20 studies were finally selected to be included
in the qualitative evidence synthesis.”**> See Table 1 for
the context of the included studies, Table 2 for the CASP
quality appraisal, and Table 3 for the GRADE-CERQual
evidence profile. No studies were excluded based on their
quality.

4 | FINDINGS AND THEMES

4.1 | TMD causes uncertainty and doubt

This theme describes the feelings of uncertainty and self-
doubt that arose prior to receiving a diagnosis. These feelings
arose soon after experiencing the first symptoms and were
sometimes further compounded even after seeking profes-
sional help.?® Worry was due to the mystery of the cause and
not having an explanation to the symptoms.”’*° Clinical
interactions did not necessarily reduce the uncertainty, as
some patients faced scepticism or partial explanations from
healthcare professionals. This fed into the circle of emo-
tional distress and reportedly exacerbated symptoms.***°

“I got to the point where because I'd complained
about it so much I just stopped complaining be-
cause...no-one seems to know what's wrong. So
you think oh maybe it's just me, you know, psy-
chosomatic.” (Sufferer 3-TMD).*

Further uncertainty arose in anticipation of future flare
ups, fear of symptoms worsening over time or of the jaw ‘wear-
) S . 31
ing down’ causing irreversible damage.

“T'll often think, ‘I should chew this the right
way’, or not use that side of my mouth. That's
always in the back of my mind” - 001.*
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4.1.1 | Self-constructed explanations to
rationalise the symptoms

Constructing explanations to try to understand the pain
were also reported.’®**2%3? On occasions, these explana-
tions turned into firmly held theories that led to confusion
and rejection of information if they were not in line with
their preconceptions.28

“It preyed on my mind...because I did have a big
pain, you know...the girl I worked with she's got
a brain tumour ... she's had it about five years
now. She had headaches for a long time... You
know, it sounds really hard, but you think.”
(Sufferer 9-TMD).*®

412 | Desire to make the pain visible

Patients expressed a strong desire to make the pain visible,
to provide proof of their symptoms and confirm the real-
ity of their pain.?® The invisibility of pain undermined the
complaints for some patients.*>** Consequently, this drove
them to take matters into their own hands by insisting on
being taken seriously and demanding specific treatments or
referrals.”

“Sometimes it's so frustrating... so frustrat-
ing because people can't see that I'm sick.
They look at me and they think that I look
fine. I don't like it when people think that I'm
pretending to be sick.” (Interviewee 5-jaw
pain).**

“Now [my] last GP visit that I went to, oh, some
months ago, I cannot remember when, so ob-
viously I persuaded them to let us take some
Voltarol” (Q20, baseline).>®

413 | Self-doubt

Lack of diagnostic certainty caused some patients to ques-
tion the legitimacy of their symptoms.”® Doubt creeped in
and they started to wonder whether they were imagining
the pain.”®**™ Patients with physical manifestations such
as mechanical dysfunction felt that their complaints were
legitimate and sought help faster than patients with pain as
the only symptom.*’

4.2 | TMD has disruptive effects on life

This theme describes the negative ramifications of having to
live with TMD. Patients reported effects on their social lives,
professional lives, interpersonal relationships and their abil-
ity to do day-to-day tasks.
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TABLE 2 CASP quality appraisal
Paper Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q10
Durham et al.*® Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Mienna et al.”’ Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Bonathan et al.?® Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Auetal? Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Rollman et al.¥ Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Peters et al.*® Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Breckons et al.*”® Yes Yes Yes Yes Yes No Yes yes Yes Valuable
Hazaveh et al.* Yes Yes Yes Yes Yes Cannot Yes Yes Yes Valuable
tell
Fjellman-Wiklund Yes Yes Cannottell Cannottell Cannottell No Yes Yes Yes Unclear for
etal* qualitative
part.
Nilsson et al.* Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable
Nilsson et al.* Yes Yes Yes Yes Yes Cannot Yes Yes Yes Valuable
tell
Durham et al.” Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Eaves et al.’ No Yes Cannot tell Cannottell  Yes No Yes Cannot tell ~ Yes Yes/ somewhat
valuable
Wolf et al.*® Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable
Wolf et al.® Yes Yes Yes Yes Yes Yes Yes Yes Yes Valuable
Garro etal.* Yes Yes Yes Yes Yes No No Cannot tell  Yes Yes/ somewhat
valuable
Garro et al.”’ No Yes No Yes Cannot tell  No No Cannot tell  Yes Yes/ somewhat
valuable
Safour et al.*! Yes Yes Yes Yes Yes No Yes Yes Yes Valuable
Ilgunas et al.*? Yes Yes Yes Yes Yes Cannot Yes Yes Yes Valuable
tell
Dinsdale et al.*! Yes Yes Yes Yes Yes Cannot Yes Yes Yes Valuable
tell

42.1 | Social interactions

A diminished willingness to participate in social activi-
ties was reported. Some patients preferred to be alone
when in pain, as they could not cope with being around
people. Some also restricted their social interaction for
fear of jaw locking in public or embarrassment from joint
noises. 2313334363840 The worry of being perceived un-
reliable when having to frequently cancel plans was also a
factor.’®*” Additionally, lack of understanding from fam-
ily members discouraged them from engaging in public
activities.” All of which resulted in feeling isolated and
unable to participate in social life.”**3*333%3% They could
also be perceived as unfriendly or hostile, as smiling and
talking might be painful for some.***® “I'd be walking
down the aisle [at work] and somebody'd say, “Go ahead
and smile. It doesn't hurt.” And I thought about that later
and I thought, you know, it does hurt. It hurts to smile.”
(Lloyd, 54- TMD).*°

“On the days I'm in pain, I feel that I can't do
certain things. I can't cope with being with my

friends because I have a headache.” (P-12,
TMD).*

42.2 | Personal relationships

Personal relationships with partners were also in jeopardy
of being strained.”****** It might be difficult to articu-
late the suffering, and a lack of understanding or support
might be shown.>®** That also had a toll on intimate rela-
tions in some cases, as patients have expressed a reduced
sexual desire and pain during kissing..”*® Additionally,
some might feel guilt over dragging people around them
into their pain, and hence, tried to shelter them from per-
ceived risks.*’

“It [the pain] stresses you out. You don't really
realise when it does. But I was getting upset with
my husband, I was coming in from work and...I
was really narky and my husband would get it in
the neck.” (Pt 16- Myofascial pain and arthriti-
des group).”’
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Difficulties were also reported on the partners' behalf, as
they could often be unsure of how to deal with their pained
spouses.”*** Supportive attitude was definitely shown by some
partners. They recommended seeking professional help and
suggested treatment strategies.zg’n’40

42.3 | Professional life

Declined job performance was a concern on occasions. It
felt too taxing and energy consuming to maintain a ca-
reer. So, pursuing career advancements was abandoned,
and seeking less demanding jobs, rejecting career goals or
eventually quitting seemed like the only options.*®*?43740
They 21533 reported having to take more frequent sick
leaves.””

“I just turned down a job that I would not have
the physical stamina to do. It's changed my world
view, in that I think, in that I have to think of
my health as a primary consideration where it
wasn't before.” (Ellen, 38- T™MD).”’

424 | Financial burden

Financial implications were also revealed. The cost of re-
peated consultations and alternative treatments caused
loss of earnings and in extreme cases, bankruptcy. This,
in association with effects on career prospects, could

cause extreme hardship to some patients and their
i e 34,36,38
families.

‘I have had to pay for everything; virtually 1
am bankrupt trying to get to the bottom of it.”
(Patient 4).°8

42.5 | Dailylife

Some patients stated that having TMD did not stop them
from doing things most of the time.***” For others, however,
it affected the ability to chew and enjoyment of food. They
had to be careful selecting their meals as food is a common
trigger for pain, and it could be embarrassing to eat in pub-
lic due to the clicking noises or the need for a long time to
eat, 032338394142 1t 4166 intruded on other important as-
pects of life, such as sleep quality, carrying out routine ac-
tivities, ability to talk, yawn, kiss and sing.* *>*°%4%42 They
also reported low energy levels, loss of productivity, difficulty
concentrating, digestive complications, weight changes and
diet modifications.”>*?¢2%4!

“It affects everything... affects me being able to
talk... eating is exhausting, it takes so long to eat
and the pain, it like pulls me down and makes
me tired.” (Patient 3).%%

4.3 | TMD causes distress

This theme describes the array of feelings which arose when
trying to cope with chronic pain. They ebbed and flowed
throughout the clinical journey and interactions with sur-
rounding people.

Patients reported feelings of anxiety, possibly starting as
early as the beginning of symptoms due to the bewildering
nature of pain.”’ They drew on personal experiences in an
attempt to rationalise the pain, and often, grim explanations
came to mind feeding into the circle of worry and uncer-
tainty.”*>***? Patients also reported feelings of discomfort
in their own bodies and ‘jealousy of normal people’..**

A part of these sentiments was also directed towards the
clinical process they encountered.””?*?**>*>%3 Some expe-
rienced lack of diagnosis, lack of empathy from the doctors
and the absence of guidance about treatment. The sense of
abandonment and being passed around also gave rise to feel-
ings of hopelessness and helplessness.”****

Psychological turmoil continued later as well, with patients
expressing feelings of irritation and depression due to ineffec-
tive pain control, frustration and anger at the unfairness of life
and despair at the prospect of spending the rest of their lives
in pain.”®*3¥3573% gome completely lost hope which drove
them to feel melancholic and hint at suicidal thoughts.*>**

“Sometimes I really want to die...Why do [ live
so long? I believe that the (jaw) pain could only
be solved if I die. I always feel annoyed and de-
pressed...Why is life so tough? I think it's unfair
for me to live so long and suffer from the pain!”
(Female participant, age 71, with both severe jaw
and tongue pain for 3 years).**

“I mean this is nothing but a miserable, humil-
iating, and embarrassing living hell.” (Paul,
36-TMD).

44 | Understanding TMD—the
illness and the causes

44.1 | Plausible explanations

Patients expressed their understanding of TMD as a part
of a larger complex problem that might be difficult to
comprehend.””** They wanted to make sense of it, so they
tried to find a physical cause to reconciliate with their
symptoms.***** Once they found an explanation, they
tried to reinterpret past events to fit into that explanation.’’
Some of the perceived causes for TMD included: local injury
to the facial area, hereditary connection, dental work, par-
afunctional habits and jaw strain,*>?%3%3%36.38:43

“So you wonder, is it something hereditary, is
it something in our genes that caused it, or just
what is it?”
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“I think it might be through having loads of dental
treatment from a young age.... I have had dental
treatment since I was about six.” (Patient 2).%

Patients had conflicting views on the role of stress and
psychological health as a possible contributing factor. Some
accepted this model early in their history and pointed it
out in their interviews,”>*>*?** while others refused it
completely.*®?7*>

“I believe that it is something I do when I am
stressed, so then I address the tension, what
caused it, and I do something about it. It mani-
fests itself here [while pointing at jaw]. For some-
one else this may be the neck. I would first try to
figure it out for myself.” [interview 13- TMD].**

“Have you been under any pressure lately?” As
one person explained, “._ they kind of just turn
it on you in a way, by saying it's all stress-related
and it's like you're causing it yourself.” (TMD
patient).*®

442 | Viewson TMD

TMD was perceived negatively by some patients. Even if
treatment was effective, concerns over possible future exac-
erbations cropped up. They described it like ‘having a sword
hanging over your head” because they did not know when
the next episode is going to happen. They also imagined it
as a punishment that may occur even if one is assertive of
progress.®>**”*% Additionally, facial pain was described as a
class of its own, where it is considered more psychologically
distressing than other types of chronic pain.*

“I don't know why, but it feels as if I have been
punished. It is exactly as if He is sitting up there
»29

and laughing”.

“You often wonder, when you're pain free, how
long are you going to go on this way before it flares
up again. You say to yourself, well, this is great, I
wish I could be this way. But it's like, you know.
when is the next time?” (Carol, 38- TMD).”’

Other patients tried to have a more positive outlook, where
they chose to take the pain and interpret it in way that encour-
aged them to make changes in life. Some even saw it as a ‘learn-

. . . L 537
ing experience that made life more rewarding’.

“I can't help but feel like not that there's a pur-
pose to my pain, but that I haven't let it triumph.
I've made it into something else. I've made it into
a way to make connections to people.” (Gail,
37- TMD).

ORAL SURGERY

Stigma was associated with TMD in some cases, where they
preferred not to mention it to others for fear of being seen in
a certain way. They did not want to assume the identity of a
chronic pain patient.***”*” However, that was not always the
attitude, and some might perceive no stigma in association
with TMD.*’

443 | Stigma

“I didn't want them to say we've got a lunatic
on our hands here, cause we know what that's
about. Some people think it's all in your head, it's
mental.” (Carol, 38- TMD).”’

4.5 | Now what? Dealing with TMD

This theme describes the approach to dealing with TMD.
Personal attitudes towards this condition fell between two
poles on a spectrum, and this position could shift depending
on circumstances, such as the nature and severity of the pain.*

4.51 | Itisadominant entity

Pain was sometimes described as an all embracing and a dom-
inant entity in life, both physically and psychologically.”>**
They had a need to control their symptoms to be able to move
on and live again, and it felt like a full-time job to do s0.”**"*

Search for an answer is an “ongoing thing that
never ends, it's never going to end until I get bet-
ter” (TMD patient).37

Patients described the overwhelming nature of the pain,
where sometimes it was difficult to get up in the morning and
find the energy to go through the day.***>**** Routine tasks
became daunting to do, and some had to rearrange their lives
to avoid triggers.”>***®*? Pain had an unpredictable nature;
therefore, it was hard to plan life. They felt stuck with the pain
which consequently caused passivity in life.””**** Meanwhile,
they reminisced about their old lifestyle and were preoccupied
with the pain, even if it was absent.***>*

“Most of my energy is kind of being used up try-
ing to either ignore or fight the pain or some-
thing, so there wasn't much left over to socialize
even or anything” (Theresa, 23-TMD).”

Feelings of fear, hopelessness, anxiety, anger, irritation and
loss of self-identity were frequent.*"**?**>042 Eear of the
symptoms being out of control, hopelessness of any improve-
ment in the future, disappointment due to lack of effective pain
control and anxiety that something treatable had been missed.

“That I will go back to where I was, when the
pain was out of control and it will never get
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better and it will just, I will just live in that pain
and be just completely like a total prisoner of
pain.” (Kay, 37- TMD).”’

“Your mind is always, even when you try to get
your mind off it, it's very quickly brought back
to it. You fight with it and you lose, you lose
the battle every time, every time” (Debbie, 39,
TMD).”

452 | Adapting and moving on
Some patient groups were able to be more accepting of
the symptoms. Pain was acknowledged as an ‘immovable
fixture of life’ but they learned how to bear it and move
o, 27:31:32,34,37,39,45

Some of the useful elements which helped in coping with
the symptoms was receiving a diagnosis, getting information
about TMD and a reassuring consultation. They were able to
ignore the symptoms by staying connected to surrounding
people, engaging in any physical activity to take their mind
off it, aiming to live as a healthy person and recognising
their own role in healing. Partners, family and friends also
helped in handling the symptoms,283073%3>373%:40-42

“I could get out there socially and I could count
on that, I could be some place and count on being
able to. I decide when I'm going to leave, not my
body.” (Debbie, 39-TMD).”

“I guess what the appointment has done is drawn
a line under it and made me think, well, that's
fine, but nothing can be done about it so I just
need to get on with things.” (participant 5, post-
consultation- TMD and chronic idiopathic facial
pain).?®

Some preferred silence in dealing with their symptoms,
where they hid the pain and dealt with the physical conse-
quences later.”®**** The reason for this behaviour was that
they did not want to assume the identity of a chronic pain
patient and did not want to burden anyone with it.***° They
tried to ‘soldier’ through life and maintain a positive outlook.*
Taking it 1 day at a time helped, as thoughts of the future could
be terrifying.”****°

“No reason to concern anybody else and have
anybody else get upset about it. Uh, no, I just put
up with it, that's all.” (Hank, 65-TMD).*’

4.6 | Aimsand hopes

This theme describes the aims of the patients, where there
was a sense that it was important to gain some control
over the pain.”®* Some patients did not have high hopes

and realised that the symptoms will not be reversed com-
pletely.**** Others, however, wished for complete allevia-
tion of the pain, and restoration of their lifestyle prior to
it. 263039373 They reported getting a ‘reality check’ after di-
agnosis as to the course of the illness, and feelings of disap-
pointment and disillusionment at the treatment options and
effectiveness.”®**** Life goals were suspended, and health
improvement became the primary concern.’®”’

“You want a magic wand waved over and then
it's [the pain's] gone...Then reality kicks in and
you think no that's in never never land, that's not
the way it works.” (Sufferer 13-TMD).*®

“I never expect to feel 100% well. If I just get rid
of some of it, life will be better.” (P-4- TMD).”

5 | DISCUSSION

Our findings suggest that TMD casts largely negative ef-
fects over the lives of the patients. Struggles may exist
within oneself, but also permeate other facets of life, such
as professional aspects and familial relationships. This
resonates with quantitative studies which highlight the
negative impact of TMD on several aspects such as: quality
of life*®*” sleep quality with pain-related TMD,*® depres-
sion, somatisation®” and social impairment.*® Qualitative
reviews on the other hand offer a different angle to look
at the evidence. They offer in-depth understanding of the
condition as recounted by the patients themselves and rich
interpretations relating to the impact of TMD on life. They
also offer a valuable insight into the attitudes of patients,
their social interactions and experiences with the health-
care system. Moreover, they give the opportunity to present
contradicting views about the same point, gathered from
different studies.”"

Our findings suggest that TMD pain can be psychologi-
cally challenging. Qualitative reviews of other chronic pain
conditions present similar data.’*® Feelings of depression,
anger, helplessness, anxiety and guilt are described, as these
patients try to negotiate their way in a new reality.52’57’58 Toye
et al. describe the struggle of a ‘new’ self, imposed involun-
tarily as a result of the pain. The patient labours to prevent
the erosion of the real self, and looks nostalgically to a past
without pain.*® The unpredictability of the future causes fear
as well; fear of potential worsening of the symptoms, of re-
liance on medications, of letting surrounding people down
and of stigma.”®

Another theme that is shared in chronic pain is the
struggle to be believed. In many cases of chronic pain,
there is no tangible evidence of pathology, and conse-
quently, patients battle to validate their pain experience.
This may give rise to feelings of doubt that permeates their
experiences with family members, work colleagues and
healthcare providers.”® A positive healthcare experience
is therefore important to move forward with the pain.’*>’
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This experience forms a large part of the life of a chronic
pain patient, and it needs to be a pleasant one away from
feelings of guilt and blame.*® Receiving a concrete diag-
nosis helps in this aspect, as it promotes feelings of legit-
imacy and enables them to seek support from family and
friends.*® Lachapelle et al. report in their study of patients
with fibromyalgia, that a delay in diagnosis could lead to
the destruction of the social network of the women endur-
ing it.”® Feelings of loss of credibility and being socially
stigmatised were also reported.®’

Such as with other chronic pain conditions, our find-
ings suggest that TMD imposes financial challenges. It is
suggested that chronic pain creates economic impacts not
only directly for the patients but also for governments due to
greater need of sick leaves, reduced levels of productivity and
the greater risk of leaving the labour market.%" A US study re-
ported lost productivity amounting to $61.2 billion per year
caused by common pain conditions such as musculoskele-
tal conditions, back pain and headaches.®* Other reports
also reviewed the financial impact TMD has on patients in
the northeast of England and found that the total costs per
6 months range from £321 to £519 per individual.*> Several
direct and indirect costs were implicated, such as specialist
consultation costs, employer-related costs due to work loss
and presenteeism, that is, ‘reduced productivity due to prob-
lems with concentration or decision making while at work’.
In addition to the challenges imposed on the individual, the
group also suggests added pressure on the economy, not only
through lost productivity, but also due to the disorganised
pathways of the healthcare system in dealing with chronic
facial pain patients.

The methodological rigour of the included studies was
generally acceptable, and the authors did not feel the need to
exclude any of the articles based on quality. Methodological
limitations did, however, exist. Perhaps most notably is the
segment related to the influence of the interviewer on the
participant (Item 6 in the CASP checklist). This falls under
what is known as ‘reflexivity’ in qualitative research, which
means “turning of the researcher lens back onto oneself to
recognise and take responsibility for one's own situatedness
within the research and the effect that it may have on the set-
ting and people being studied, questions being asked, data
being collected and its interpretation”.®*

The major findings reported in this review were sup-
ported by multiple studies. Furthermore, the CERQual-
GRADE assessment showed that the majority of findings
had moderate to high confidence, meaning that it is likely/
highly likely that the findings are a reasonable representa-
tion of the phenomenon of interest.”'

6 | LIMITATIONS

The authors relied mainly on six data bases and included
articles in English only. This may have introduced some
publication bias, as other relevant studies may have been
missed.
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Sensitivity analysis was not formally conducted to assess
whether the exclusion of the studies with lower CASP scores
had any effect on the results.

An argument against qualitative synthesis is that it may
take the reader too far away from the primary experience, as it
contains interpretations (third-order constructs) of interpreta-
tions (second-order constructs) of the first-order constructs as
relayed by the patients.® However, this move away beyond the
primary studies is identified by some as the key feature of qual-
itative synthesis.'”** In the words of Margarete Sandelowski,
“metasyntheses are integrations that are more than the sum of
parts, in that they offer novel interpretations of findings. These
interpretations will not be found in any one research report but,
rather, are inferences derived from taking all of the reports in a
sample as a whole”" We also ensured to preserve the context by
presenting details of each primary study to enable the reader of
judging the transferability of the findings to their own setting.

7 | CONCLUSIONS

This review aims to increase our understanding of the ex-
perience of living with TMD. It highlights the profound
effects it could have on work, family, financial and social
lives, and confirms the psychological and mental chal-
lenges encountered. It is therefore important for healthcare
professionals to recognise these effects when dealing with
such patients. They may already suffer alterations to their
quality of life by the time they present to a clinical setting,
and since the clinical journey is a major part of the life of
a chronic pain patient, it is important that it is a positive
experience.
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