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Abstract

Background Juvenile idiopathic arthritis (JIA) is a common pediatric rheumatic condition and is associated

with symptoms such as joint pain that can negatively impact health-related quality of life. To effectively manage pain
in JIA, young people, their families, and health care providers (HCPs) should be supported to discuss pain manage-
ment options and make a shared decision. However, pain is often under-recognized, and pain management discus-
sions are not optimal. No studies have explored decision-making needs for pain management in JIA using a shared
decision making (SDM) model. We sought to explore families’ decision-making needs with respect to pain manage-
ment among young people with JIA, parents/caregivers, and HCPs.

Methods We conducted semi-structured virtual or face-to-face individual interviews with young people with JIA
8-18 years of age, parents/caregivers and HCPs using a qualitative descriptive study design. We recruited participants
online across Canada and the United States, from a hospital and from a quality improvement network. We used
interview guides based on the Ottawa Decision Support Framework to assess decision-making needs. We audiotaped,
transcribed verbatim and analyzed interviews using thematic analysis.

Results A total of 12 young people (n=6 children and n=6 adolescents), 13 parents/caregivers and 11 HCPs par-
ticipated in interviews. Pediatric HCPs were comprised of rheumatologists (n=4), physical therapists (n=3), rheu-
matology nurses (n=2) and occupational therapists (n=2). The following themes were identified: (1) need to assess
pain in an accurate manner; (2) need to address pain in pediatric rheumatology consultations; (3) need for informa-
tion on pain management options, especially nonpharmacological approaches; (4) importance of effectiveness,
safety and ease of use of treatments; (5) need to discuss young people/families’values and preferences for pain
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management options; and the (6) need for decision support. Themes were similar for young people, parents/caregiv-

ers and HCPs, although their respective importance varied.

Conclusions Findings suggest a need for evidence-based information and communication about pain manage-
ment options, which would be addressed by decision support interventions and HCP training in pain and SDM. Work
is underway to develop such interventions and implement them into practice to improve pain management in JIA

and in turn lead to better health outcomes.

Keywords Juvenile idiopathic arthritis, Pain management, Decision-making needs, Shared decision making

Significance and Innovations

This study highlights a need for information, commu-
nication and decision support about pain management
options.

There is a need for assessing pain in an accurate man-
ner and for sharing evidence-based information for pain
management in JIA, especially for non-pharmacological
treatment options.

There is a need for clarifying and discussing young
people’s and families’ values and preferences about pain
management in JIA and for a joint decision with HCPs.

Families’ values and preferences were similar to those
of HCPs and included the importance of effectiveness,
safety and ease of use of treatments.

Decision support interventions may enable HCPs to
work with youth and families to address decision-making
needs for pain management among young people with
JIA.

Background

Musculoskeletalpain is an important symptom of juvenile
idiopathic arthritis (JIA) [1-3], with most young people
experiencing some pain [1], and about 17% developing
chronic pain [2]. Pain is associated with difficulties in
physical, emotional, social and school functioning, thus
affecting health-related quality of life and activity par-
ticipation [4—10]. To effectively manage pain in JIA, a
multi-disciplinary approach, including pharmacological,
physical and psychological interventions, is required [11].
Unfortunately, pain in JIA is often under-recognized and
communication about it is not optimal [12, 13].

An optimal way to make decisions, especially when
there is no perfect treatment option and the choice
depends on what families value most, is to engage in
shared decision making (SDM). SDM is a process by
which patients and health care providers (HCPs) make a
joint decision by considering the best available evidence
for treatment options as well as the patient’s and fam-
ily’s values and preferences [14]. SDM is recommended
as part of JIA treatment-to-target recommendations [15].
When supported by decision support interventions, SDM
can lead to improved knowledge of treatment options,

decisions which are consistent with patients’ values, and
increased patient participation in decision-making [16].

Studies in JIA have shown that decision-making is not
optimal [17, 18], but most studies focused on pharmaco-
logical disease management and not pain management,
which often involves both pharmacological and non-
pharmacological options [17]. Some studies revealed a
lack of information-sharing with families on pain man-
agement options [17, 18], but other aspects of SDM have
not been assessed thoroughly [17]. No study has assessed
decision-making needs for pain management in the
context of JIA using a SDM conceptual framework. We
sought to explore families’ decision-making needs with
respect to pain management among young people with
JIA, parents/caregivers and HCPs.

Methods
Reporting is based on the Standards for Reporting Quali-
tative Research (SRQR) reporting guidelines [19].

Study design

We performed a decisional needs assessment based on
the Ottawa Decision Support Framework (ODSF) [20]
and on the workbook “Decisional Needs Assessment in
Populations” [21]. Following a qualitative descriptive
study design [22-24], we conducted semi-structured
individual interviews with young people with JIA, their
parents/caregivers and HCPs. Upon consent/assent, we
conducted one interview per participant either face-
to-face or online between October 2017 and August
2018. Interviewers audio-recorded interviews and
took notes. The Children’s Hospital of Eastern Ontario
(CHEO) Research Ethics Board approved this study
(REB#16/100X) and participants signed consent/assent
forms.

The research team comprised of women and men who
are patient partners (LP, ASirois, ESirotich, NT, NA), cli-
nicians from six professions (medicine, nursing, occupa-
tional therapy, physical therapy, psychology, social work),
researchers, research coordinators and trainees, with
varying level of familiarity with JIA pain management.
Interviewers were experienced and trained in qualita-
tive research. Interviewers explained the research goals
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to participants, their role and that there were no wrong
answers. Interviewers had met some of the participants
beforehand in other research projects.

Sample

Young people and parents/caregivers

We recruited a purposive sample of young people aged
8 to 18 years old with JIA and parents/caregivers at the
CHEO rheumatology clinic, as well as through the news-
letter and social media of the Pediatric Rheumatology
Care and Outcomes Improvement Network (PR-COIN),
a learning health network of parents and clinicians in
the United States and Canada (see selection criteria in
Table 1). Purposive sampling was chosen so that par-
ticipants’ characteristics varied in age, gender, disease
severity and experience with pain management options.
Eligible young people and parents/caregivers participated
in face-to-face or online interviews with an interviewer
(KTA, scientist, TEH or MG, research coordinators) and
completed socio-demographic and medical information
forms.

Table 1 Inclusion and exclusion criteria
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HCPs

We invited a purposive sample of pediatric rheumatol-
ogy HCPs who were practicing at CHEO and/or were
part of PR-COIN via e-mail and newsletter to ask them
to participate in an interview in person or online with
an interviewer (KTA). We included HCPs from various
professions and different experiences with chronic pain
management (Table 1).

Interview guides and questionnaires

Interview guides (Tables 2 and 3) were based on the
ODSF[20] and included questions about the pain expe-
rience, and questions modified from the Personal Inter-
view Questions for Client Key Informants [21]. We
pilot-tested interview guides with two patients with JIA
and a rheumatology colleague. Socio-demographic and
medical information forms asked about children’s age
and gender, family income, parents’ level of education
and cultural background, as well as disease-related infor-
mation. Another form asked about HCPs experience,
location and type of practice.

Young people

Parents/caregivers

HCPs

Inclusion criteria  Young people were eligible to participate in inter-
views if they: (a) were 8-18 years of age; (b) had
been diagnosed with JIA by a rheumatologist; (c)
had experienced JIA pain at any time in the past;

and (d) were able to read/speak English

Exclusion criteria  Young people were excluded if they had (a)
cognitive impairments or (b) major co-morbid ill-
nesses which precluded them from participating

in interviews and completing questionnaires

Parents/caregivers were eligible to participate
if they: (a) lived with a child or adolescent diag-
nosed with JIA and (b) were able to read/speak
English

Parents/caregivers were excluded if they had (a)
cognitive impairments or (b) major co-morbid ill-
nesses which precluded them from participating
in interviews and completing questionnaires

HCPs were included if they
had treated young people
with JIA for at least one year

HCPs were excluded if they
had not treated young
people with JIA for at least
one year

Table 2 Interview guide for parents/caregivers (same interview guide with simpler language for young people)

Questions

1.What has your child’s pain level been in the last month (where 0 means no pain and 100 means extreme pain) when performing regular activities?

2. Can you please describe what kind of pain your child has?

3. Can you please tell me which treatments you have used to deal with your child's pain?
4. Can you explain their advantages, disadvantages and risks? (for the ones that were the most used)

5.Thinking about pain treatments, what are other options that your child has?

6. Can you explain how you made the decision for (list each treatment)?
7. How did you feel when choosing the treatments?
8.a) What was important to you when choosing the pain treatments?

b) Did you talk about what was important to you with your doctor/nurse? Did your doctor/nurse ask you about that?
9. What kind of information did you get when choosing your child’s pain treatments? Where did you get that information?
10. Are there some things that made it difficult for you to choose your child’s pain treatments?
11.The next time your child experiences pain, how would you like to be involved in choosing the pain treatment?
12.a) The next time your child experiences pain, what kind of information would you like to help you choose a treatment?

b) How do you want to get that information?

13.Thank you for taking the time to speak with us. Do you have other comments?
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Table 3 Interview guide for HCPs

Questions

1. Can you please describe your patients'experiences with pain in juvenile arthritis?

2. Can you please describe your experience treating pain in juvenile arthritis?

3.Thinking about pain management in JIA, what are the options that patients have?

4. Can you please describe which pain management treatments you have recommended?

5. Can you please describe how pain management decisions are usually made in juvenile arthritis (i.e, how pain treatments are chosen)?

6. How do patients and their parents/caregivers feel when making this decision?

7.What is important to you when choosing treatments to manage your patients'pain? Which benefits, risks and inconveniences are the most important
to you?

8. Do you discuss your patients' (and their parent/caregiver’s) values and preferences when choosing pain treatments?

9. What kind of information do you provide when pain management decisions are being made? Where do you get that information?

10. Are there factors that make it difficult for your patients and their parents/caregivers to choose a pain management treatment? If so, can you please
describe them?

11. Are there factors that help your patients and their parents/caregivers choose a pain management treatment? If so, can you please describe them?
12.In an ideal world, can you please describe how you would like pain management decisions to be made in juvenile arthritis (i.e, how pain treatments

should be chosen)?

13. What kind of information do you think would be helpful to your patients and their parent/caregiver when they are choosing pain management

treatments?

14. What kind of help do you think your patients and their parents/caregivers want when they are choosing pain management treatments?

15.Thank you for taking the time to speak with us. Do you have other comments?

Data analyses

Audiotapes from the interviews and notes were tran-
scribed verbatim. We analyzed the data using thematic
analysis [25] with the help of the NVivo 11 software.
Research trainees (DC, HS, ASivakumar, TEH, MR)
coded and analyzed transcripts in pairs, and codes were

Shared decision making
process to measure

|

6. Patients and
clinicians consider
barriers and
facilitators to
putting the decision
into practice

5. Patients and
clinicians make a
decision together

be made is
identified

Shared decision making
outcomes to measure

discussed with KTA. We developed initial codes based on
elements of the ODSF, and SDM process and outcomes,
as per the Outcome Measures in Rheumatology (OMER-
ACT) SDM Working Group work [26, 27] (Fig. 1).
We added new emerging codes. We regrouped codes
into overarching themes. We held team meetings and

1. The decision to

2.Patients receive
information about
the options and
their features
(benefits, harms,
other
consequences)

3. Patients
understand and
discuss with
clinicians which
features of the
options matter most
to them

4. Patients and
clinicians weigh the
features of the
options

Fig. 1 SDM process and outcomes to guide the analyses Fig. 1 shows the elements of the SDM process and outcomes used to guide the analyses
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discussed findings to ensure these truly reflected partici-
pants’ experience rather than our own assumptions. We
used an audit trail. We conducted interviews until data
saturation was reached for each participant group, mean-
ing that no new themes emerged as we conducted addi-
tional interviews, and we compared findings between
groups. We analysed quantitative data using descriptive
statistics in Statistical Package for the Social Sciences
(SPSS;version 28).

Results

Participant characteristics

We approached 27 families. An additional 9 parents con-
tacted the research team via social media. A total of 12
young people (#=6 children and n=6 adolescents) and
13 parents/caregivers (6 related to youths and 7 related
to adolescents) participated in interviews. There were 12
young people/parent dyads and one additional parent/
caregiver (Table 4).

Some families declined participation (#=3) or ini-
tially accepted but later declined (#=20) because of their
schedule. Out of 13 young people, 11 were girls and eight
had inactive disease. Young people and parents reported
a median pain value over the past week of 30 mm and
25 mm out of 100 mm, respectively. Participants reported
currently using both medication and non-pharmacologi-
cal options to manage pain (Table 5).

Eleven HCPs, comprising of pediatric rheumatologists
(n=4), physical therapists (n=3), pediatric rheumatology
nurses (n=2) and occupational therapists (n=2) partici-
pated (see Table 6).

Themes
Findings revealed six themes which will be discussed.
Quotes are also shown (see Table 7).

(1) Need to assess pain in an accurate manner

Young people and parents/caregivers

Some parents mentioned it was difficult for them to
assess their child’s pain since they were relying on their
child’s self-report which they did not always feel was
accurate. Parents did not feel that their own perceptions
of their child’s pain were accurate, and thus needed a bet-
ter means to assess their child’s self-reported pain. One
parent shared that a HCP did not think that their child’s
pain was real. Parents felt that assessing pain was easier
as youths became older.

HCPs

Consistent with parents’ reports, HCPs described dif-
ficulty assessing youths’ pain. HCPs indicated this was
due partly to discrepancies between youths’ and par-
ents’ report of pain, and between reported pain and
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Table 4 Young people and families’ disease-related and socio-

demographic information

Characteristics

Young people
included in dyads
(n=13)?

Age in years, median (range) 2(8,17)
Gender, n (%)
Girl 11 (85)
Boy 2(15)
JIA subtype, n (%) (h=10)°
Polyarticular 4 (40)
Oligoarticular 3(30)
Psoriatic arthritis 1(10)
Systemic 1(10)
Enthesitis-related 1(10)
Disease duration, years, median (range) 7(1,13)
Disease activity, n (%)
Inactive disease 8(62)
Active disease 5(38)
Pain intensity in the past week, median (range)*  (n=1 1)b
Young people report 30 (3, 60)
Parent report (n=1 Z)b
25(0,45)
Country of residence, n (%)
Canada 11 (85)
United States 2 (15)
Cultural background, n (%) (h=12)°
Canadian 8 (67)
European 3(25)
African 1(8)
Asian 1(8)
Parents'level of education, n (%) (h=12)°
High school completed 1(8)
College/Cegep 4(33)
University 7 (58)
Family income (range), n (%) (n=1 1)b
Less than $14,999 1(9)
$35,000-$44,999 109
$65,000-$74,999 10
$75,000-$84,999 2(18)
$85,000-$94,999 3(27)
More than $95,000 3(27)

2 Information on 13 young people from the dyads even if one of the young

people did not participate in the interview
b Some of the variables had missing data

Visual analog scale 0-100, with 0: no pain, 100: worst pain

9 Some participants identified with more than one cultural background

participation in their daily activities, as well as the youths’
difficulty in remembering pain over time, especially
among younger children and those who do not experi-
ence a flare. A few HCPs mentioned not always assessing
pain if families do not raise the issue.
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Table 5 Interventions currently used by young people

Interventions Young
people

(n=12)

Medication

(@)

Non-steroidal anti-inflammatory drugs
Disease-modifying antirheumatic drugs
Biologics

Acetaminophen

w » O 0 —

Jointinjection
Non pharmacological options
Heat

Cold/ice

Rest

Stretching
Physical activity
Physiotherapy
Splints
Meditation
Massage therapy
Chiropractic
Supportive shoes
Brace

Distraction
Breathing
Hydrotherapy

_ = =2 = 22w W W w1 o=

Homeopathic cream

A few HCPs reported that pain is not the predominant
issue that families bring forward. HCPs thought that
some young people may be reluctant to mention their
pain to avoid escalating treatment. A few HCPs stated
that even when young people report pain, they do not
volunteer a lot of information about it, especially younger
youths. Similar to parents, HCPs mentioned that youths,
especially younger ones, have difficulty identifying and
describing pain. A few HCPs voiced that pain is very
subjective and cannot be predicted by physical findings.
HCPs felt the need to assess the child’s self-report of pain
and its functional impact in an accurate manner.

(2) Need to address pain in pediatric rheumatology
consultations

Young people and parents/caregivers

Young people and parents stated that discussions with
pediatric rheumatologists and nurses revolved mostly
around disease activity and arthritis medication (medica-
tion targeting disease remission). They had less thorough
discussions specifically about pain and its treatments,
including non-pharmacological options. Families men-
tioned that they discussed pain management options in
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more depth with HCPs, including a wider range of non-
pharmacological options, when pain was the main dis-
ease feature and when they were referred to allied HCPs
or a chronic pain team. Most felt that there is a need to
address pain management in pediatric rheumatology.

HCPs

Similar to young people’s and parents’ reports, rheuma-
tologists mentioned that consultations do not usually
focus on pain since it is usually not the dominant prob-
lem in JIA. They also mentioned having more thorough
discussions about pain when youth have persistent pain
with low disease activity.

Consistent with families’ responses, rheumatologists
and nurses reported that their first goal was to con-
trol disease activity, which they felt should address the
pain. Thus, their interventions focused on medication
to control disease activity, followed by medication and
non-pharmacological options to reduce residual pain.
Allied HCPs and rheumatologists working in chronic
pain clinics tended to focus more on symptom manage-
ment (including pain) and improving function, which
they achieved by discussing and recommending various
options including a wider range of non-pharmacological
options.

(3) Need for information on pain management options,
especially non-pharmacological approaches

Young people and parents/caregivers

Although most parents and young people mentioned
receiving enough information on treatments target-
ing disease activity, most mentioned a need for more
information on treatments specifically targeting pain,
especially for non-pharmacological options and com-
plementary health approaches (CHAs). They wished
to receive information in a clear, concise and honest
manner.

Participants reported that HCPs only presented a few
pain management options when pain was an issue. They
felt that some evidence-based information was presented
on benefits and risks of medications but much less for
non-pharmacological approaches. When asked, partici-
pants could identify a few potential pain management
options, but were often unsure about benefits and risks,
especially for non-pharmacological options.

Parents mentioned that information on pain manage-
ment was provided at the time of diagnosis, but it was
overwhelming. Also, they received information mostly
in the consultation and were given little information
between appointments. Parents mentioned they needed
information throughout the disease course, as needed,
with time to digest information between appointments.
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Table 6 Health care providers'clinical practice information

Characteristics Health care
providers
(n=11)

Country of work

Canada 9
USA 2
Location of practice

Hospital practice 9
Community practice 2

Type of practice
Pediatric rheumatology practice only

Pediatric rheumatology and other unrelated populations
Mostly unrelated populations with a small pediatric rheumatology practice

N W W W

Pediatric rheumatology and chronic pain practice
Pain management options recommended by HCPs
Pharmacological options

Getting the disease under control first

NSAIDs

Acetaminophen

Prednisone

NN U N

Corticosteroid joint injections

Aspirin

Non-pharmacological options

Heat

Stretching and strengthening exercises
Massage

Cold

Physical activity

Physiotherapy

Splints

Yoga

Meditation/mindfulness

Rest

Modify or avoid activities

Sleep hygiene

Technical devices

Braces

Apps (to help track symptoms and to relax)
Supportive shoes

Kinesiology tape/bandage

N RN NN NN W W w w w w M~ DM oo il Y

Occupational therapy

Joint protection

Relaxation
Diet 1
Tai chi 1
Foot orthotics 1
Acupuncture (if patient mentions it) 1
Transcutaneous Electrical Nerve Stimulation; TENS (if patient mentions it) 1
Coping skills 1
Digital pads 1
Referral to child life and social work 1
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Table 6 (continued)

Characteristics Health care
providers

(n=11)

Referral to chronic pain clinic
Referral to mental health professional (e.g., psychologist)

1
1

Some parents and young people mentioned that HCPs
provided information on pain management from pam-
phlets, books and health organisation websites. Many
participants said they had to search for information on
websites and social media or ask others, especially for
non-pharmacological options. They found it useful to
obtain information on various options and knowing what
other parents tried but acknowledged that the informa-
tion was not always reliable.

Overall, parents and young people wished to know
more about a wide variety of pain management options,
and scientific evidence of potential benefits and risks
(short and long term), how well each worked for others,
as well as logistics (e.g., time, cost), especially for non-
pharmacological treatments. A few said that they wished
to get probabilities of benefits and risks of treatments.
They mentioned HCPs should be more educated on pain
management, especially physicians and nurses concern-
ing non-pharmacological options.

HCPs

HCPs, especially physicians and nurses, voiced a lack
of knowledge about available options for pain manage-
ment and their evidence, mostly for non-pharmacologic
options. Some also mentioned limited scientific evidence
for these options, even though they did not search for it.
They reported that this lack of knowledge makes it diffi-
cult to discuss the options with families, which is consist-
ent with families’ perceptions.

Consistent with young people’s and parents’ perspec-
tives, most HCPs said they present benefits and risks
with some evidence-based information to families but
mostly for medications and less for non-pharmacolog-
ical options. Some say they give a few options for non-
pharmacological options that they have experience with,
either professionally or personally. They mentioned that
the information they provide on non-pharmacological
options is not consistent and depends on each family’s
needs and concerns.

HCPs mentioned sharing links to trusted websites
to help guide families to manage pain. HCPs who treat
more youth with chronic pain reported providing more

resources such as handouts, websites and apps. HCPs
acknowledged that families seek information online.

As with young people’s and parents’ wishes, HCPs
suggested that families should receive information on
a wider range of pain management options, especially
non-pharmacologic options, and their benefits and risks.
Information should be thorough but not overwhelm
families.

(4) Importance of effectiveness, safety, and ease of use

of treatments

Young people’s and parents/caregivers’ characteristics
Young people and parents reported that the most impor-
tant consideration when choosing pain management
options was treatment effectiveness. Most adolescents
also wished to avoid injections because they are uncom-
fortable and splints because of stigma. It was also impor-
tant for them and their caregivers to use treatments that
were easy to use and did not disrupt their life.

Parents wished to avoid the potential short- and long-
term side effects of pain medication. They preferred
non-pharmacological options that would encourage their
children to learn to manage their condition rather than
relying on pain medication such as NSAIDs. Many par-
ents felt that non-pharmacological options such as rest,
heat, cold, stretching and deep breathing were helpful.
However, some families mentioned lack of agreement
between them and their child regarding the use of CHAs,
with youths sometimes not interested in using these. Par-
ents voiced practice variation among HCPs with some
providers recommending non-pharmacologic interven-
tions and others less so, with a lack of knowledge, belief
or comfort with these interventions, especially CHAs.

HCPs

Consistent with families’ perspective, HCPs acknowl-
edged that families wished to avoid injections and pre-
ferred non-pharmacological treatments for fear of
overmedicating; a sentiment echoed by most HCPs.
Some HCPs preferred not to add pain medications
because they have limited effectiveness and possible
risks. Some mentioned that they did not always support
the use of some non-pharmacological options because
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of their lack of knowledge. They mentioned that families
should not be overwhelmed with a complex treatment
regimen.

(5) Need to discuss young people’s/families’ values

and preferences for pain management options

Young people and parents/caregivers

Young people and parents mentioned that HCPs listened
to them and adjusted arthritis medications and addi-
tional pain medications based on their values. However,
families reported that HCPs did not always actively ask
about their values and preferences. HCPs usually recom-
mended medications but changed them if families had
issues. Some families said they had accepted the medical
regimen but then discussed it at home and decided not to
adopt the regimen.

For non-pharmacological approaches to help alleviate
pain, there were few discussions with HCPs. When they
happened, young people and parents mentioned that
HCPs told them to use these options and then sometimes
were asked if they wished to use these treatments and
if it fitted in their life. A few parents and young people
reported that HCPs do not always take into account their
preferences for non-pharmacological options such as
CHAs, but usually let them use these. Some mentioned
that they had to bring new options and convince their
HCPs. Parents and youths wished to discuss their values
and preferences with HCPs.

HCPs

Consistent with families’ perspective, some HCPs men-
tioned that they do not ask directly about patient values
and preferences. They said that it usually emerges in the
conversation over time as families ask questions about
treatment options.

Some HCPs reported that they discuss patient prefer-
ences for pain management in the consultation but do
not spend enough time on it. They tried to tailor infor-
mation based on families’ concerns and willingness to
use treatments. However, some mentioned that they
often reached a decision with families but were then dis-
appointed to see that they had not used the treatment.

(6) Need for decision support
Young people and parents/caregivers

Need for families and HCPs engagement

in decision-making

Many families mentioned that HCPs often told them
which treatment options to use and then families
decided which treatments to use daily. Thus, many
decisions to manage pain were made by families outside
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the clinical consultation. Parents and youths wished to
be involved in decision-making by having a discussion
with HCPs and felt current engagement in clinical set-
tings is not optimal. Most parents mentioned that their
youths, especially older ones, were actively engaged in
choosing pain management options. They felt that this
engagement is crucial since youths know their pain
best and which options they could follow. Parents also
wanted their youth to learn how to make decisions and
have discussions with HCPs.

Barriers to optimal decisions and their impact

Some parents and young people mentioned feeling pres-
sured by their physician to use pain medication such as
NSAIDs and felt they could not speak up. Parents some-
times felt pressured and criticized by friends for their
treatment choices. Parents mentioned fear when their
child was diagnosed and they had to choose medications.

Some young people felt stressed, confused and worried
when choosing how to manage pain, especially at school,
and unable to make a decision, especially regarding med-
ications because of potential risks. Some youths felt upset
about having to take pain medications.

Most participants mentioned being sure of their deci-
sion to manage pain but some acknowledged uncer-
tainty because of their lack of knowledge, especially for
non-pharmacological options. Most said they used the
chosen options, but they sometimes stopped using treat-
ments because of side effects they were not aware of.
Families said that choosing non-pharmacological options
was not based as much on their values as they wished.
Some felt a lack of support to choose pain management
options but mentioned that trusting HCPs facilitated
decision-making.

Need for decision support interventions and their
potential impact

Parents and young people mentioned that having access
to a tool to help assess pain and provide evidence-based
information on options that match with their values
would help them make decisions and engage in discus-
sions with HCPs. Most families mentioned that the tool
should be accessible on a computer/tablet/smart phone
for easy access, and some wished to print the infor-
mation. Most participants would like to use this tool
between consultations and discuss information with
HCPs using a printout or their phone.

Families felt that using an app or website would help
ensure they have enough information and time to review
and discuss with HCPs. Parents mentioned that giving
information via an app developed by experts would help
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adolescents trust parents’ advice if recommendations
are similar. Participants felt that using SDM would lead
to more informed and personalized decisions, and youth
empowerment.

HCPs

Need for families and HCPs engagement in decision-making
HCPs reported that they typically recommended pain
management options and let families determine how to
use treatments on a daily basis. They mentioned engaging
families and young people in discussions for pain man-
agement (with older youths being more engaged) but felt
that families and young people should be more engaged
in decision-making, especially for non-pharmacological
options.

Barriers to optimal decisions and their impact

HCPs mentioned that the lack of information and discus-
sion about pain management led to uncertainty about
which pain management options to use, especially non-
pharmacological options. They also mentioned pressure
on families from HCPs and others to use certain treat-
ments. HCPs mentioned facilitators to decision-making
such as the fact that families can voice their opinion.
HCPs felt that families had more difficulty making deci-
sions about arthritis medication because of potential
risks. They felt that choosing how to deal with pain using
non-pharmacological options was less difficult. A few
HCPs mentioned that families were unsure which treat-
ments to choose for pain after trying a few options.

Need for decision support interventions and their potential
impact

HCPs reported that they would benefit from a tool to
help describe young people’s pain and present evidence-
based information on a range of treatments that match
each young people’s values to engage in a collaborative
approach to pain management. HCPs felt that an app or
website that is easily accessible along with discussions
with HCPs would be optimal to meet families’ needs.
HCPs mentioned that some families may prefer an elec-
tronic version while others may prefer a paper version.
HCPs also mentioned that using this tool could help
them learn from families which options may be effective
in real life.

Discussion

This study identified families’ and HCPs’ mutually agreed
upon decision-making needs related to JIA pain man-
agement. Findings reveal a need for assessing pain in an
accurate manner and for sharing evidence-based infor-
mation for pain management, especially on non-phar-
macological treatment options. Participants also voiced
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a need for clarifying and discussing families’ values and
preferences about pain management and for a joint deci-
sion with HCPs. Participants felt that a decision sup-
port intervention may enable HCPs to work with youth
and families to better describe their pain and identify
evidence-based treatment options to make informed and
value-based decisions.

Findings emphasize a previously demonstrated need
for assessing pain in an accurate manner [13, 18, 28].
Indeed, learning how to best recognize and treat pain
is a research priority among youth with JIA [29]. How-
ever, studies have shown that it is difficult for parents
and HCPs to accurately assess youths’ pain [13, 30] and
HCPs are reluctant to assess pain, in part because of lack
of training and confidence to do so [13]. Using validated
tools, as suggested by our study and others [13, 18, 31],
may address these barriers.

Findings reveal that consultations with HCPs do not
often focus on pain management but mostly on disease
activity, which is consistent with studies showing the low
priority of addressing JIA pain [13]. This may explain the
need for information on a wide range of pain manage-
ment options for families [12, 32]. Allied HCPs and HCPs
working in chronic pain clinics tend to discuss pain more
often, its impact and a wide range of options, demon-
strating the importance of specialized pain training [13].
Furthermore, information provided by HCPs varies and
may not meet each family’s needs, thus showing the need
to assess each family’s information needs [33]. Families
must often resort to finding information online which,
although not necessarily evidence-based, can be helpful
[12, 34].

Several families’ values and preferences reflected those
of HCPs and included the importance of effectiveness,
safety and ease of use of treatments, which are similar
to other studies [35, 36]. Families mentioned that HCPs
wished to reduce pain medication and use non-phar-
macological options, but that sometimes HCPs were
not open to some options such as CHAs, showing that
HCPs and families may not have the same preferences
[33]. Parents also mentioned that their values and prefer-
ences are sometimes different from their children, which
is consistent with studies on biologics in JIA and Crohn’s
disease [37]. These differences among the youth-parent-
HCP triad should be assessed and discussed to promote
personalized decisions. Unfortunately, the current study
shows that families and HCPs do not always discuss val-
ues and preferences which is similar to another study in
JIA [38] and shows the need for a formal assessment of
values and preferences.

Participants felt that families and young people should
be engaged in decision-making about pain management
and that current engagement is not optimal. There is a
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need to ensure optimal information-sharing and deci-
sion support to allow for decisions based on families’
and youths’ values and preferences. Participants felt
a need for a tool to assess young people’s pain, provide
evidence-based information on a range of pain manage-
ment options and discuss families’ values and preferences
in a joint decision with HCPs. Decision support inter-
ventions, such as patient decision aids (PDAs), decision
coaching and HCP training in SDM, may be helpful in
meeting these needs [16, 39-42].

Study limitations

Most of the young people in our sample were girls, lived
in Canada and had oligoarthritis or polyarthritis, which
may preclude us from fully understanding the experience
of boys, young people from the United States and those
who have other JIA subtypes where pain is very common
such as enthesitis-related arthritis. Also, we were not
able to recruit all relevant HCPs, such as psychologists.
However, we included psychologists in our research team
and will engage them in developing decision support
interventions.

Conclusion

Patients with JIA, their caregivers and HCPs all identify
a need to assess pain in an accurate manner and for shar-
ing evidence-based information for pain management,
especially on non-pharmacological treatment options.
There is also a need for clarifying and discussing families’
values and preferences about pain management and for a
joint decision with HCPs. A decision support interven-
tion that addresses these needs, as well as HCP training
about pain management and SDM, may enable HCPs to
work with youth and families to better describe their pain
and identify evidence-based treatment options to make
informed and values-based decisions about pain manage-
ment options. Work is underway to develop such inter-
ventions and implement them into practice to improve
pain management in JIA and in turn lead to better health
outcomes.
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