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Parenting a Child with Juvenile Idiopathic Arthritis,  
Orofacial Pain, and Dysfunction: A Qualitative Study

Aims: To deepen knowledge of how parents of children diagnosed with juvenile 
idiopathic arthritis (JIA) perceive the orofacial manifestations of the disease, its 
treatments, and their encounters with dental care providers. Methods: A total of 
15 interviews with parents of JIA patients (3 to 16 years old) with orofacial pain 
were analyzed according to classic grounded theory. Results: The main problem 
was identified as controlling an unpredictable life situation that includes a child 
with JIA. To solve this main problem, the parent was trying to comprehend, help, 
and speak for the child with disability, a solution that permeated their life situation. 
This was therefore identified as the core category, and the other categories (ie, 
ways parents responded to their situation) were reflecting on and re-evaluating the 
life situation, monitoring the child’s symptoms and treatments, adapting everyday 
routines, seeking doctors and information, influencing school and society, and 
managing job and family finances. The main problem and the various categories 
formed a model reflecting how parents of children diagnosed with JIA act and think. 
Conclusion: It is extremely important for caregivers to understand the complexity 
of the life situation for parents whose children have been diagnosed with JIA. They 
must facilitate the parent’s understanding of how this disease can influence the 
orofacial area and day-to-day care. J Oral Facial Pain Headache 2017;31:353–361. 
doi: 10.11607/ofph.1689
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Juvenile idiopathic arthritis (JIA) is the most common systemic inflam-
matory disease in children and adolescents, with an incidence of 14 
in 10,000 in the Swedish population.1 Disease onset most often oc-

curs between 1 and 4 years of age or in the years directly preceding or 
during puberty. JIA is characterized by pain, swelling, and stiffness, with 
possible growth disturbances and joint destruction. Other more gener-
al impairments are pain, fatigue, and muscle weakness. Nonetheless, 
JIA can be invisible and difficult to diagnose because its course fluctu-
ates, and there is no objective indicator of disease activity. Generally, 
JIA is diagnosed after the child has had a long-standing, noninfectious 
fever or when the parents contact medical services because their child 
does not use his/her limbs normally.1 New types of medication and im-
proved medical protocols have led to better disease control and even 
induced remission.1 

Temporomandibular joint (TMJ) involvement in JIA produces vary-
ing degrees of orofacial pain, mandibular dysfunction, and facial dys-
morphism.1 Disease activities in the TMJ mainly follow general disease 
activity, and most condylar aberrations occur in longitudinally severe dis-
ease.2,3 TMJ involvement is frequently reported at the time of diagnosis of 
JIA and is unpredictable: Patients diagnosed with a mild form of JIA who 
receive no medication and patients with more severe forms of JIA who 
receive pharmacologic therapy, including biologic treatment, may or may 
not be affected.4,5 Today’s improved treatments have not reduced the 
frequency of TMJ involvement, but have dramatically reduced the occur-
rence of retrognathia, which has serious effects on facial appearance.6 

Temporomandibular disorders (TMD) in children and adolescents 
who are healthy in other respects are caused by parafunctional mus-
cular activity leading to facial pain and headache, which can potentially 
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generate depression and absenteeism at school.7 
TMD cause pain in JIA patients far more frequently 
than in their healthy peers,6 and medication programs 
do not always alleviate this kind of pain.8 Because 
pain has a high negative impact on several aspects of 
the quality of life of children with JIA, early detection 
and prevention are essential.8–10 

Studies have shown that children with JIA and 
orofacial pain endure in silence, focusing on learn-
ing to live with the symptoms.9,11 They fight fears and 
sadness while trying to create a positive identity at 
school and with friends.12 Children need supportive 
relations, and parents are most important in this as-
pect. Children need their parents to take responsi-
bility for the disease and help them with their needs, 
allowing them to differentiate themselves from the 
disease.9,13 Chewing, yawning, laughing, and per-
forming oral hygiene are everyday experiences ac-
companied by orofacial pain.7,9,14,15 

Parents must observe their child’s daily condition, 
which might yield important information about the 
TMJ.16 For example, there might be changes in the 
child’s behavior that cause the parent to ask the child 
more specific questions.9 Pain and/or dysfunction 
may be of myofascial origin or be signs of higher dis-
ease activity, requiring adjustments to the treatment 
approach.6,8 Greater knowledge about how to in-
form parents about signs of TMJ involvement, coping 
strategies, treatment possibilities, and when to ob-
tain medical or dental care might improve treatment 
outcomes.16–18 Clinical examinations and discussions 
with professional caregivers are important forums for 
mutual learning and understanding, primarily through 
social processes such as interactions between the 
dentist and the child and between the dentist and the 
parent.18,19 Asking parents to describe their child’s 
oral health and their encounter with dental care pro-
viders might render important knowledge on how 
to approach parents, but this research area is rela-
tively unexplored.13,20 A child with JIA is an important 
stressor in a parent’s everyday life; for example, both 
over- and underestimation of the child’s feelings have 
been reported.21–24 

The aim of this study was to deepen knowledge 
of how parents of children diagnosed with JIA per-
ceive the orofacial manifestations of the disease, its 
treatments, and their encounters with dental care 
providers.

Materials and Methods 

Grounded Theory
Data were collected and analyzed according to the 
principles of grounded theory (GT), an inductive 
qualitative method.25 In the context of the present 

study (a family with a child who had TMJ arthralgia, 
muscular pain, and dysfunction), the aim was two-
fold: to discover parents’ perceptions of their reality 
and to understand their behavior as a result of this 
situation. Classic GT views identity as being devel-
oped in interaction with others; ie, symbolic interac-
tionism, which consists of both social actions and 
cognitive symbols that develop into interpersonal lan-
guage.25,26 Rather than testing hypotheses based on 
existing theory, GT seeks to discover psychosocial 
processes and existing problems and tries to under-
stand how the persons involved handle them, thereby 
allowing a theory to be identified that is faithful to and 
illuminates the area under study.27 The present study 
investigated a specific domain of activity: the daily life 
of parents with a child with orofacial problems and 
special care needs. Classic GT aims to generate a 
model that can be further tested as a hypothesis.25 
A modified version of GT that generates a model for 
proposing practical and clinical recommendations 
also influenced the present study.28 

Sample and Procedure
Parents of children diagnosed with JIA were pur-
posely selected in order to form a heterogenous 
group that varied in disease presentation, duration, 
age, sex, and social and family situations. Eligible 
parents received an informative letter asking if they 
wished to participate, and written informed consent 
was obtained from all participants. Their children 
(aged 3 to 18 years, 11 girls and 4 boys) were di-
agnosed with JIA, and all but three were referred to 
the specialist dental care for children at the Eastman 
Dental Institute in Stockholm or at Blekinge Hospital 
in Karlskrona, Sweden. The children were exam-
ined according to the Research Diagnostic Criteria 
for TMD (RDC/TMD) within 6 months before the in-
terview.29 Three patients were diagnosed with ero-
sions on the condyle by the specialized dental care 
and thereafter referred for specialized medical care. 
Only parents of children diagnosed with JIA ac-
cording to the International League of Associations 
for Rheumatology (ILAR) and attending specialized 
medical care at Astrid Lindgrens Childrens Hospital, 
Karolinska University Hospital in Stockholm or at the 
specialized medical care for children at Blekinge 
Hospital in Karlskrona were included in the study.1 

Sample size is less important in qualitative re-
search than in theoretical, quantitative research28; 
thus, the sampling procedure continued until the 
categories were saturated (ie, until nothing new 
emerged in the interviews). Three families refused to 
participate, two without explanation and one with the 
explanation that the disease consumed so much time 
already. The final group was comprised of 15 parents 
with a female to male ratio of 11 to 4. Parents were 
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aged 30 to 46 years. Eleven of the parents were ei-
ther married or living together with the other parent. 
Their children had been diagnosed with JIA since 1 to 
12 years of age and were taking no medication (one 
child), a nonsteroidal anti-inflammatory drug (NSAID) 
(four children), low-dose methotrexate (five children), 
or etanercept (seven children). The orofacial prob-
lems that the children experienced ranged from no 
problems to severe pain and dysfunction or problems 
with looks because of crowding of teeth, prominent 
horizontal overbite, or small jaws. Families spoke 
Swedish fluently (two families spoke two languag-
es at their home). Half of the families were living in 
a rural area of Sweden (county of Blekinge), and the 
other half in the Stockholm city area. Six children had 
taken part in an earlier qualitative study,9 and eight 
were patients of the first author (E.L.). Parents were 
notified that they had been recruited on the basis of 
their child’s JIA diagnosis, oral health status, and so-
ciodemographic factors. The Regional Ethics Review 
Board in Stockholm, Sweden approved the study, 
and a supplement was made to include parents of JIA 
children in Blekinge.

Qualitative Interviews
The first author (E.L.) tape recorded interviews in the 
subjects’ homes or at the clinic, and one subject was 
interviewed on the telephone. The interviews lasted 
up to 90 minutes. The interviewer introduced herself 
as a dentist with a special interest in learning more 
about children with JIA and their families and began 
the interview by asking “Could you tell me about a 
good day?” The informants were encouraged to 
speak freely using their own words. The interviewer 
asked open-ended, probing questions and referred 
to an interview guide that listed areas of interest, 
including questions about the parent’s perceived 
relations with the child and the child’s jaw function, 
pain, treatments, oral hygiene, and eating. The ques-
tions were also designed to elicit what professional 
support the parent thought they needed to promote 
their child’s oral health. The interview guide was re-
vised after the first three interviews to accommodate 
emerging themes.30 Each interview was transcribed 
verbatim, and no software was used to analyze the 
quotes and data.30 A native English speaker translat-
ed the quotes into English.

Data Analysis
The research team included a specialist in pediatric 
dentistry (E.L.) who was also experienced in quali-
tative methodology, two specialists in orofacial pain 
and function (B.H.M. and M.E.) who also had some 
experience in qualitative research, a pediatric rheu-
matologist (B.H.M.), and a sociologist with vast ex-
perience in qualitative methodology (U.H.). E.L. made 

the first taped interview, which was then read and 
commented on by U.H. E.L. and U.H. began by ana-
lyzing the data independently, using an open coding 
process and reading the interview line by line, pos-
ing the question: “What does the parent tell us about 
his/her perspective?” E.L. and U.H. then coded the 
data using the parent’s own words (in vivo coding), 
if possible. After reading the codes and comparing 
them with each other, E.L. and U.H. grouped them 
into concepts. New interviews were coded in the 
same way and compared with the other interviews. 
By comparing codes and concepts back and forth, 
a main concern was found, and categories were de-
termined to be saturated. This process is known as 
focused coding. For example, the quotation below 
illustrates how one parent thinks and acts:

“There is a lot of planning that parents 
need to help the child with . . . structure and 
routines I think are good . . . you cannot 
always wait with things concerning school 
while other things can wait. Learn to listen to 
. . . to the body of the child. To do as much 
as possible and then rest.”

The codes that were emerging included wor-
ries; monitoring the child’s health; reflecting over the 
child’s health, well-being, and schooling; and taking 
responsibility. These codes in turn supported the fol-
lowing emerging categories: trying to comprehend, 
help, and speak for the child with disability; reflect-
ing on and re-evaluating life situation; monitoring the 
child’s symptoms and treatments; and adapting daily 
routines.

Memos were written to record and track the pro-
cess throughout the analysis.

Results

Parents thought that their situation needed atten-
tion, and the interview was an opportunity for this. 
Therefore, parents needed to be free to speak, and 
they could tell the interviewer that they did not want 
the child to hear how tough the parent's experience 
of their everyday life could be.

The interviews that included both parent and child 
at their home took place after a meeting involving 
both of them in their kitchen or living room. Parents 
were overhearing the interview with the child, but 
were asked not to interfere. In a few cases, the parent 
was interviewed just after the child. To have the inter-
view in a room separated from the home or the clinic 
was preferred, but could not always be arranged. 

Parents’ main concern regarding their children’s 
orofacial manifestations of JIA, its treatments, and 
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their encounters with dental care providers was iden-
tified as controlling an unpredictable life situation that 
includes a child with JIA. Data supported this as the 
main concern because it explained the parent’s be-
havior; ie, their worries and responsibilities for their 
child’s health permeated their life situation. The par-
ents used several strategies to address this main 
concern: They were reflecting on and re-evaluating 
their life situations, monitoring their child’s symptoms 
and treatments, adapting everyday routines, seeking 
doctors and information, influencing school and so-
ciety, and managing a job and family finances. These 
strategies represent the categories in this study. 
The core category for coping strategies was trying 
to comprehend, help, and speak for the child with 
disability because it was a component of all coping 
strategies; ie, in all the coping strategies (categories), 
the parents took responsibility for their child (Fig 1). 

Core Category: Trying to Comprehend, Help, 
and Speak for the Child with Disability
Parents trying to comprehend, help, and speak for 
their child’s health at home and in all situations, in-
cluding meetings with teachers, youth recreation 
leaders, health care providers, and encounters with 
friends and relatives, permeated all categories. 
Parents experienced their child as being exposed, 
not like other children, and needing the parent’s wid-
er perspective and authority as an adult to compre-
hend, help, and advocate in all situations. Parents felt 
that the child was unable to explain the consequenc-
es of the disease to adults who did not understand, 
possibly because the child had forgotten what being 
healthy could be like.

Parents felt that the child needed them for plan-
ning their everyday lives and futures. Typical prob-
lems concerning the orofacial area could be how to 
adapt to food at the school cafeteria and what tooth 
brushing tools were suitable. Parents felt that they al-
ways had to be there for their child to offer guidance 
on physical activities, on planning the child’s life, and 
when to seek health care. 

Parents always felt troublesome when they met 
with others. They felt that neither school profession-
als nor health professionals listened fully to them or 
understood the consequences of what they said. 
Parents explained that they preferred to talk about 
how well the child was and the things he/she could 
do instead of speaking about problems, especially in 
front of the child, but this was seldom possible. 

For example:

“We went to the dentist and asked them 
why it was like a hole between his teeth so 
that he couldn’t bite. I felt like they thought 
I was a troublesome mother. Time passes 
by and it is as if nobody listens. Not before 
we were referred to the specialist did he 
get a correct diagnosis and a referral to the 
pediatric medical care. It took two years, 
such a long time, which is frustrating.” 

“His medication did gradually not have full 
effect after a period of time. Now he has 
another (medication) but I do not know 
whether it is the same situation now.”

Subcategory 1: Reflecting on and Re-evaluating 
Life Situation 
Most parents had to reflect on and re-evaluate what 
was important in their lives. Maintaining the family’s 
cohesiveness and happiness on days when the family 
members were healthy had become very important. 
Other parents, however, claimed that the day-to-day 
struggle had been one of the reasons for divorce. 

Controlling an unpredictable life situation that 
includes a child with JIA

Parents´ main concern:

Core category  
(parents’ main strategy)

Subcategories  
(parents’ ways of 
responding to their 
children's needs)Trying to comprehend, 

help, and speak for the 
child with disability Reflecting on and  

re-evaluating  
life situation 

Adapting everyday 
routines 

Influencing school and 
society relationships

Monitoring the  
child’s symptoms and 
treatments 

Seeking doctors and 
information

Managing a job and 
family finances 

Fig 1  Study results modeling how parents of children diagnosed 
with JIA think and act regarding the child’s oral health and en-
counters with dental professionals.
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Some parents were depressed or had depressive 
feelings about needing to stay home to comfort and 
care for the child so much. Some parents were unable 
to work or socialize to the extent they would like and 
received little understanding at their work, at school, 
or in society. Others found comfort in their religion.

All parents felt that their child needed them to take 
responsibility as much as possible for their disease. 
Parents would express this as “we have it (the dis-
ease) together” or “we are so close.” Some parents 
were more rational: “take each day as it comes, and 
do the best.” Some even neglected the experience 
of struggle: “no problem, it is just to do the best.” 
Parents could also be more resigned, saying “it is as 
it is . . . what can I do?” or did not appear to reflect (“I 
feel like anybody else”). A few parents reported that 
they had so many problems (for example, with dis-
eased relatives) that they had little time or energy left 
for the child with the “minor” disease of JIA.

Parents explained that they had difficulties relax-
ing if the child did not feel well. They were constantly 
worried that the disease could become worse or in-
crease the child’s pain. 

Parents mentioned that they also needed struc-
ture for their own lives and that they had to protect 
their own integrity; for example, by letting the other 
parent, other relatives, or the child take responsibility. 
Parents could experience this as more or less of a 
problem. A few parents suffered from their child’s ev-
eryday pain and care, as it was making their own lives 
unreasonably chaotic.

All parents were very proud of their child for being 
so healthy and active despite the disease. 

For example:

“We have become very close in our family 
as we have learned to be thankful and 
happy for every day we are healthy. Our 
friends are used to us being unpredictable. 
We cannot book any activity for sure 
because something is always happening 
with one of our children’s health, which 
makes it impossible to come.” 

Subcategory 2: Monitoring their Child’s Symptoms 
and Treatments 
To be able to give proper attention to a fluctuating 
disease and assist the child in treatments, the devel-
opment of a fruitful communication between parent 
and child was considered important. Several parents 
mentioned that they had an eye on the child’s behav-
iors for monitoring degree of pain; for example, when 
the 1- or 2-year-old child did not take steps as the 
child normally did, this was interpreted as increased 
pain and disease activity. Some parents said that 
they had difficulties discerning how their child felt or 

what was wrong, while others stated that their child 
was able to communicate about pain in different ways 
from a young age. 

Monitoring their child’s current mood was how 
parents were best able to discern the child’s symp-
toms at all ages. The child’s condition could change 
in just a few hours because of a suddenly swollen 
joint or a bout of pain and tiredness. A change in 
mood or avoidance of activities and friends signaled 
that pain was more intense. Other symptoms were 
tears, requests for analgesics, or simply a change 
in the eyes. In this respect, orofacial symptoms and 
general symptoms were the same, but other behav-
ior-related changes that the parents noticed, such as 
the child not wanting to eat chewy food or not being 
able to open his/her mouth very wide, indicated oro-
facial involvement.

Administering medication, pills, and injections 
was sometimes difficult and consumed time and en-
ergy. Some children occasionally—or for longer peri-
ods—refused to take their medication, although most 
felt much better with medication and therefore under-
stood its importance. One mother said that her child 
took the medication without any problem only once a 
year, as a birthday gift (to the parent on the parent’s 
birthday).  

Parents could also have trouble getting the 
child to visit health care providers. There could be 
evenings, days, and even weekends when the child 
screamed from pain and needed their parents’ help to 
manage it (for example, with hot bandages, massage, 
and analgesics); yet, when meeting others, even the 
doctor, the child could say that everything was good. 
According to the parents, children could worry and 
be afraid of facial disfigurement or becoming more 
diseased or crippled. This was something the parents 
had to address, provide information about, comfort, 
and take care of in various ways. Giving the child the 
right amount of care without overprotecting the child 
was a crucial subject that parents always considered. 

Parents were always working to help their children 
assume responsibility for the disease, something 
that caregivers reinforced (for example, by speaking 
directly to the child during clinic visits).

For example:

“I didn’t know that he had headaches every 
day and I didn’t reflect over why he only 
wanted yoghurt and not real food before 
we came to specialized dental care.”

Subcategory 3: Adapting Everyday Routines 
Parents were keen on trying not to let the disease rule 
their life. Still, considerations of the diseased child 
had a great influence on everyday life. Monitoring the 
child’s health in the morning before the child left for 
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school or daycare and being prepared to stay at home 
if needed was one important routine. Routines for tak-
ing medications, such as weekly injections (at home or 
at the hospital) or daily pills, were another. Monitoring 
tooth brushing during periods of jaw pain, serving 
food that did not need to be chewed, and looking after 
the child’s occlusal appliance and encouraging its use 
were the responsibilities of the parent. 

For example:

“When she cannot chew I have to come up 
with good alternatives. When she goes to a 
party with her friends I send food with her!”

Subcategory 4: Seeking Doctors and Information 
Parents were interested in learning more about the 
disease and available pharmacologic treatments. 
They were always looking for more information. 
Meeting health care providers was most important for 
gaining information about how the disease expressed 
itself for the individual child and how to interpret its 
signs and symptoms. 

Some parents reported they had suspected jaw 
involvement, but did not know where to go for this: to 
the ear, nose, and throat doctor, to the Health Center, 
to the emergency clinic, or to the dentist. Many par-
ents expressed frustration over the difficulties of 
finding a dental caregiver for the jaw problems asso-
ciated with the disease. 

Meeting a new caregiver was considered threat-
ening, as most parents could describe meetings that 
had been more or less catastrophic. To point out di-
agnoses and disabilities required a caregiver with the 
interest and ability to listen to both the parent and the 
child. Poor or failed social interaction between the 
child and caregiver could make the situation worse 
for the child and the family.

For example:

“We are really thankful for the information 
we got from the dentist. It has been really 
helpful for us. L is very worried, as she is 
reading catastrophic information on the 
internet about her disease. When we are 
alone at home, she cries and tells me that 
she is so afraid, but when she meets others, 
also her caregivers, she is more moderate. 
I have to call dental caregivers and make 
appointments for advice.”

Subcategory 5: Influencing School and Society 
The child’s healthy appearance and reluctance to talk 
about pain or disease made it difficult for the parent 
to explain their situation and also influenced the help 
that society was willing to give them. The fluctuating 
nature of the disease made it difficult for the teach-

ers to comprehend what was normal for the child; for 
example, the child could stay home from school one 
day, need special food or a wheelchair another day, 
and function normally the third day. 

In the parents’ experience, school professionals 
needed hands-on instructions, and the parents al-
ways had to follow up and check that the child got 
what was needed.

Adults pay for their dental care in Sweden, includ-
ing occlusal appliances and periodontal care, which 
parents considered unfair. 

For example:

“When he gets older, he has to pay for both 
TMJ and periodontal treatments, problems 
that are caused by the disease. I do not 
think this is right.”

Subcategory 6: Managing a Job and Family Finances 
Parents were forced to consider their child’s disease 
when deciding a job, career opportunities, housing, 
and holidays. There could also be personal problems, 
other diseased children in the family, a diseased par-
ent, or other relatives in need of help and support. 
Some parents experienced lack of understanding 
from their employer or had a job that made it difficult 
to take sick leave.

For example:

“Neither I nor my husband has been able 
to have the careers that we expected 
because of all the appointments at the 
doctor, the physiotherapist, the dentist, the 
occupational therapist, meetings at school, 
and so on.”

Discussion

The present study found that pain and dysfunction 
in the orofacial area for a child diagnosed with JIA 
affected the everyday lives of not only the child, but 
also the parent and the family.

Parents strived to control an unpredictable life sit-
uation with varying degrees of success. For some, life 
was chaotic. The present study showed that parents 
need professional help that not only understands the 
nature of their child’s disease and treatment but also 
understands the family’s situation. Because the par-
ents play a significant role in their child’s well-being, 
this study asked parents to give their opinions about 
limitations and opportunities for professional support 
to promote the child’s oral health. This showed that 
the ability to listen to, involve, and interact with the 
parent was essential for the care of the child and fa-
cilitated life for the whole family. 
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The results stress that parents need caregiv-
ers to assist in explaining symptoms to the child in 
a supportive manner, using words that the child can 
understand with a focus on treatments, coping strat-
egies, and hope for the future. The findings suggest 
that dental caregivers need to design holistic, parent- 
and patient-focused treatment strategies that are in-
dividually tailored starting from the time of the child’s 
diagnosis.16,31,32

The participants reported a vast variation of in-
secure and unpredictable life situations, of not being 
understood, and of a lack of compassion from oth-
ers.16,21,23 These difficulties have been described in 
earlier literature on JIA and pain, but not with regard 
to the orofacial area for parents with a child diag-
nosed with JIA.33 

Parenting a child with JIA requires a certain 
amount of overprotection and should be supported.34 
However, this is difficult with an unpredictable dis-
ease, and the parent must learn to comprehend, lis-
ten to, or interpret the child’s signals. 

Studies have shown that not even a parent can 
know exactly what their child feels; the child has to, 
step by step, learn to take their own responsibility 
and to communicate with caregivers, starting from 
the day of diagnosis.34 Caregivers need to be able to 
listen to the parents, view the child as an individual of 
a certain age, and ask adequate questions.34

Pain and tiredness in JIA are individual experi-
ences and difficult to measure. Since the child with 
JIA mostly “looks healthy,” these children are differ-
ent from other special care children, and improved 
knowledge is required. As a child with JIA may not 
know what it is to be “normal” or “healthy,” the expe-
rience that the child obtains with age is valuable, and 
an older child is indisputably more “reliable” than a 
younger child. As the child grows older, the parents 
should let the child gradually take over responsibility 
for the disease.34 

The very close relationship between the children 
and the parents that emerged in the interviews was 
usually viewed as a positive effect of the disease. 
For example, there were fewer conflicts during the 
teenage period when children tend to rebel against 
their parents and other authorities, maybe because 
the children understood how dependent they were 
on their parents. Parents who succeeded in taking 
control, who were able to let their child take the right 
amount of responsibility, and who did not let the child 
control their own lives and those of their family when 
they were still too young to do so were the best func-
tioning and felt mentally best. 

Caregivers must build trust and form relationships 
with the child and with the parents in order to take a 
case history and have a fruitful dialogue with mutu-
al insight into what is important concerning orofacial 

symptoms.13,35 Because the parents may have a com-
plicated life situation and find it difficult to understand 
what the child is experiencing (eg, the intensity of the 
pain and where it originates), a responsive, informa-
tive, and supportive attitude on the part of the care-
giver toward the parents and the child is important, 
together with a clinical examination of the child at a 
specialist clinic.6,9,14 This is in accordance with today’s 
recommendations, as it may contribute significantly to 
treatment decisions and to improving patient care.34,36 

While quantitative data is often restricted to 
exploring direct associations between predeter-
mined and measurable variables, one of this study’s 
strengths is its use of qualitative data, which allowed 
for in-depth exploration of the indirect process in-
volved in the adoption of behaviors. However, the 
present findings should be considered in the light of 
some limitations as well. First, the fact that the child 
and parent were first interviewed in one another’s 
presence can be questioned, as information could 
have been transmitted from one informant to another. 
Telephone interviews would be a way to avoid this in 
future studies. In addition, the generalizability of find-
ings might be limited by the qualitative nature of the 
study. Not all views may have been adequately rep-
resented due to selection bias: for example, those of 
parents who did not experience an adequate sense 
of coherence with the Swedish society’s health care 
system. This study may also have been comprised of 
more parents of children with a severe form of the 
disease or with, to date, difficulties in controlling dis-
ease activity and pain,21,35 as jaw problems are often 
connected to a more severe form of JIA. The parents 
with a strained situation needed to speak the most, 
which might give the impression that this study was 
focusing on them. To avoid this selection bias, par-
ents could have been contacted through the National 
Association for Patients with Rheumatic Diseases, 
newspapers, or social media. There may be parents 
with an overwhelming number of their own problems 
or with narcissistic tendencies (in other words, par-
ents who lacked the capacity and energy to under-
stand their child) who did not participate.11,24 

A strength of this study was the attempt at uncon-
ditional meetings with the parents, which allowed a 
comprehensive evaluation of various aspects of oro-
facial symptoms according to contemporary clinical 
consensus guidelines on pain assessment in pediatric 
patients.37 More research is necessary to elucidate 
children’s pain behavior and parents’ interactions with 
children and caregivers concerning symptoms in the 
orofacial area. Parenting and dental professional care 
for children with special needs is different in several 
aspects. More research and education are needed on 
how to be a parent and a caregiver for children suf-
fering from orofacial pain, as well as more knowledge 
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and guidelines on how the dental and medical ser-
vices collaborate for the best outcome. Hypothesis-
based research could, for example, compare different 
structures of the professional meeting with the family, 
the parents, and the child at different ages. Adequate 
questions for facilitating early diagnoses would be an 
important subject. Hypothesis-based studies within 
dental care on management of children with JIA could 
provide more structured attention and guidelines. 
There should also be more studies exploring the in-
teractions of parents and children that also include 
the caregivers’ perspectives. Adequate information on 
the internet would also be useful to recommend for 
patients of different ages as a complement to profes-
sional meetings. 

Conclusions

For parents with a child diagnosed with JIA, the pres-
ent results emphasize how important it is for care-
givers to listen and to show empathy and interest 
in the parent’s situation, to ask precise questions 
when taking case histories in order to make it easi-
er for parents to understand the area of interest, to 
provide individually tailored psychosocial support 
and suggest positive coping strategies, to explain 
and provide treatments, and, finally, to give hope for 
the future. Awareness of both the parent’s and the 
child’s social interactions with health professionals 
and of how to approach a parent with a child with 
longstanding illness and pain is crucial for disclosing 
and treating these children’s orofacial symptoms.
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