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Abstract

Objectives—Questionnaire-based research has shown that parents exert a powerful influence on
and are profoundly influenced by living with a child with chronic pain. Examination of parents'
pain narratives through an observational lens offers an alternative approach to understanding the
complexity of pediatric chronic pain; however, the narratives of parents of youth with chronic pain
have been largely overlooked. The present study aimed to characterize the vulnerability- and
resilience-based aspects of the pain narratives of parents of youth with chronic pain.

Methods—~Pain narratives of 46 parents were recorded during the baseline session as part of two
clinical trials evaluating a behavioral intervention for parents of youth with chronic pain. The
narratives were coded for aspects of pain-related vulnerability and resilience.

Results—Using exploratory cluster analysis, two styles of parents’ pain narratives were
identified. Distress narratives were characterized by more negative affect and an exclusively
unresolved orientation towards the child’s diagnosis of chronic pain whereas resilience narratives
were characterized by positive affect and a predominantly resolved orientation towards the child’s
diagnosis. Preliminary support for the validity of these clusters was provided through our finding
of differences between clusters in parental pain catastrophizing about child pain (helplessness).

Discussion—Findings highlight the multidimensional nature of parents’ experience of their

child’s pain problem. Clinical implications in terms of assessment and treatment are discussed.
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Parents are integral to an understanding of the experience of chronic pain in children and
adolescents. Over the past decade, the field of pediatric pain has made great strides in
developing quantitative measures to assess a range of parent cognitions, beliefs, and
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behaviors related to their child’s pain including fear of painl, acceptance?, psychological
flexibility3: 4, catastrophizing?®, protective responses to child pain® and the impact of
parenting a child with chronic pain’. This has led to important advances in our
understanding of the powerful influence of parents on the development and maintenance of
pediatric chronic pain and disability, and the profound impact that parenting a child with
pain can have on parents’ own emotional and behavioral functioning.

To date, the majority of studies in this area have been conducted using quantitative survey
measures typically probing unidimensional aspects of parents’ emotional functioning and/or
behavioral responses. Qualitative approaches and behavioral observation might offer unique,
nuanced insights into the parenting experience that cannot be gleaned from questionnaire
measures. Unlike questionnaire measures, parents’ pain narratives (i.e., their verbal accounts
of the origin of their child’s pain problem and the impact it has had on their family) offer a
fruitful opportunity to understand this complex experience. Narratives also more closely
approximate the information provided to clinicians in real-world clinical encounters.
However, to date, the pain narratives of parents of youth with chronic pain have been largely
overlooked.

Narratives are considered a fundamental human cognitive activity involving memory,
language, time, and our understanding of causal effects8. They are inherently communicative
in nature and direct the listener’s attention. People tell stories to a listener for a purpose, and
narratives are constructed and shaped as a result of this interaction8. Narratives convey
meaning, interpretation, and expectancies: all factors that can shape the pain experience. In
the broader field of medicine, “narrative competence” is considered an essential medical
skill for physicians and involves recognizing, absorbing, interpreting, and being moved by
stories of illness®. For pain management clinicians working with youth with chronic pain, a
patient’s pain narrative is often the first source of information offered. In pediatric pain
management clinics, parents are often involved in this telling, yet, their story of personal
impact is not always elicited. Parents’ pain narratives may offer valuable insights that can be
used by clinicians to build rapport, develop shared treatment goals, and guide clinical
decision-making.

Parents’ pain narratives have only been previously examined in three qualitative studies.
Jordan and colleagues!® conducted focus group interviews with parents to examine the
impact that caring for an adolescent with chronic pain had on them. Narratives were
primarily characterized by negative impact. Parents described feeling stuck in an unusual,
developmentally immature pattern of parenting. They described that their expectations about
their own and their child’s life had been violated, leaving them with a sense of loss,
uncertainty, uncontrollability, and fear. Just as patients struggle to obtain legitimacy with
respect to their diagnosis, parents themselves described searching for such legitimacy for
their child. Similar themes of disempowerment and suffering were found in a qualitative
examination of 9 parents of children and adolescents with chronic pain who were enrolled in
a pain rehabilitation program?L. Like the parents in the study by Jordan and colleagues, these
parents described feeling a lack of control, disrupted or “disabled” parenting, fear, lack of
support from broader community, and endless searching in an exasperating journey to find
relief for their child’s pain. Nevertheless, parents also described a sense of empowerment
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emerging from the process of rehabilitation, indicating a degree of hopefulness among the
more dominant themes of distress. The third, more recent qualitative study by Jordan and
colleagues examined pain narratives of six fathers of adolescents with chronic painl2.
Findings similarly revealed a largely negative impact on fathers characterized by
disempowerment, helplessness, and struggling to balance competing roles; however, some
fathers identified ways in which they renegotiated their relationships with their children in
order to manage disruption caused by pain. Importantly, there were individual differences in
the meaning fathers ascribed to their experience as well as their coping. Whereas some
fathers reported a sense of loss about their weakened relationship with their child, other
fathers described a more positive relationship as a result of the pain. For some, they
described changes in their family experience of adversity evolving from grief and despair to
resilience and closeness, highlighting the intra-individual change that can occur for parents
over time. Examination of parent narratives in these studies revealed important insights into
the parenting experience that could otherwise not be fully captured by questionnaire-based
measures.

Broader narrative-based research would suggest that the content of parents’ pain narratives
tells only half of the story. Beyond content, the affective context is integral to understanding
pain narratives®. Missing from the pediatric pain literature is examination of both the content
and affective tone of parents’ pain narratives. Moreover, recent research on resilience-based
constructs and processes (acceptance, psychological flexibility, optimism) among parents of
youth with chronic pain? 4 12.13 emphasize the merit in examining themes pertaining to
resilience in addition to emotional burden. Finally, pain narratives shared in a therapeutic
context (i.e., with a psychologist, physician, or other provider in treatment) may reveal
unique insights that are not offered in non-therapeutic contexts (e.g., focus groups, face-to-
face interviews with a researcher).

Patient narratives have been categorized as falling into two general profiles: “chaos
narratives” (stories of lives falling apart) and “restitution narratives” (stories of unexpectedly
finding benefit in the face of illness and loss)}4. Among adults with chronic pain, pain
narrative profiles have been identified as involving stigmal® as well as survivall8. Such
characterization of the pain narratives of parents of children with chronic pain may expand
understanding of such profiles.

Thus, the objective of the current study was to characterize parents’ pain narratives from the
baseline phase of a parent psychological treatment for their child’s chronic pain. Specific
aims were to: (a) examine both resilience-based (e.g., resolved orientation to diagnosis,
optimism, benefit-finding, humor, positive affect) and vulnerability-based (e.g., unresolved
orientation to diagnosis, threat/anxiety, stressful/potentially traumatic events, negative affect)
aspects of the content and affect of parents’ pain narratives; and (b) explore profiles/styles of
parents’ pain narratives based on both content and affect. We hypothesized that parents
would express aspects of both vulnerability and resilience. We also hypothesized that there
would be more than one narrative style and that narrative styles would be differentially
characterized by features of vulnerability and resilience. Finally, our exploratory hypothesis
was that parents’ catastrophic thinking about child pain, as a robust predictor parents’
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negative emotional and behavioral responses to child painl:>, would be more highly
associated with features of vulnerability in the narratives in contrast to features of resilience.

Potentially eligible participants were identified by providers in two interdisciplinary chronic
pain programs. Study staff screened participants for eligibility and obtained consent.
Inclusion criteria were: (a) child was between 10 and 18 years of age; (b) child had pain
occurring at least once a week for at least 3 months that interfered with daily functioning;
and (c) parents could read and speak English. Exclusion criteria were: (a) child had another
serious medical condition (e.g., arthritis, cancer); (b) parent did not currently live with the
child; and (c) parent had a serious psychiatric comorbidity (e.g., active psychosis, suicidal
ideation).

Participants were enrolled in one of two psychological treatment studies evaluating a
problem solving skills training (PSST) intervention for parents of children with chronic pain.
Details about the intervention are described elsewherel”. Both studies received Institutional
Review Board approval. One study recruited parents from outpatient pediatric pain clinics in
the Pacific Northwest (77 = 28), and the other study recruited parents from intensive pediatric
pain rehabilitation programs in the Pacific Northwest and Midwestern United States (7=
18). Only participants randomized to the active treatment arm were included in the present
study as they were the only parents who provided pain narratives. Parent pain narratives
were elicited during the first session. Study interventionists were trained PhD-level
psychologists with experience in pediatric pain management. The first session was identical
across the two intervention studies and involved establishing rapport with parents by asking
parents to tell the story of their child’s pain problem. All sessions were audio recorded.

Therapists used a non-directive style to ask the parent to tell his/her story of their child’s
pain problem and specifically how it had affected him/her and his/her family. This was
described in the manual as follows: “The therapist will use a non-directive style to ask the
caregiver to tell her story of the child’s pain problem and specifically how it has affected the
caregiver and family. Probes can be used to expand the caregiver’s focus to allow the
therapist to understand all of the areas of impact on child functioning, parent functioning,
and family functioning. For example, the instructor can ask the caregiver to comment about
the following areas of potential impact (e.g., how has the pain problem affected....?): Child
functioning (e.g., physical functioning, emotional functioning, sleep, school social/peer
relationships); Parent functioning (social relationships, time, emotional impact); and Family
functioning (conflict vs. harmony, finances, participation in important family activities).”

The majority of first sessions (89.4%) were completed in person with a therapist; however,
some sessions (8.7%) were completed by phone. The first author (MN), a trained PSST
therapist, listened to all audio recordings of these sessions and selected the start times that
narratives occurred. End times were made standard at 15 minutes after the narrative began.
This was to standardize time across narratives and approximate a realistic amount of time
that a clinician could devote to eliciting and listening to a pain narrative in practice.
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Parents completed baseline measures either by paper or online prior to the start of treatment.
We did not include follow-up data in this particular paper because the follow-up data
collection is still in progress and our study aims do not include examining treatment efficacy.

Demographics—Parents reported on their relationship to their child (i.e., biological
mother, father), marital status, race, ethnicity, education, and socioeconomic status as well as
their child’s age, sex, race, and ethnicity.

Pain Questionnaire—The pain questionnaire was administered to youth to describe
details about their pain (frequency, intensity, duration) over the prior month. Average pain
intensity was measured using an 11-point Numeric Rating Scale (0-10)18. Pain frequency
was assessed using a Likert-type scale with six response options ranging from /ess than once
a monthto daily. Duration of the child’s pain problem was rated on a Likert-type scale with
six response options ranging from /ess than three monthsto 5 years or more. This
questionnaire has demonstrated adequate validity in children with chronic pain for rating
pain intensity, frequency, and durationl®,

Pain Catastrophizing Scale —Parent version (PCS-P)—The PCS-P is a 13-item self-
report measure that assesses catastrophic thoughts and feelings that parents may have when
their child experiences pain®. Items on the PCS-P are rated on a five-point Likert scale
yielding a total score and three subscale scores: Rumination, Magnification, and
Helplessness. Parents rate the extent to which they experience each thought or feeling when
their child is in pain (e.g., “When my child is in pain, | feel I can’t go on like this much
longer™). Lower scores indicate less Rumination, Magnification, or Helplessness about child
pain. The PCS-P has been found to have good validity and reliability among parents of
youth with chronic pain and is related to parent emotional distress (parenting stress,
depression, anxiety) and child functional disability beyond child pain intensity®.

Bath Adolescent Pain Questionnaire (BAPQ)—The BAPQ is a 61-item self-report
measure that assesses seven domains of adolescent functioning affected by pain: Social
Functioning, Physical Functioning, Depression, General Anxiety, Pain-Specific Anxiety,
Family Functioning, and Development20. Youth rate items on a five-point Likert scale
ranging from neverto always, yielding seven subscale scores. There is also a total score.
Lower scores indicate less functional impairment. Research has shown that the BAPQ
subscales have good internal consistency, construct validity, and temporal stability among
samples of youth with chronic pain2°. For the purposes of describing the sample in the
present study, the subscales comprising the Daily Functioning Score (Physical and Social
subscales) were used as the indicators of functional impairment.

Construction of the Pain Narrative Coding Scheme

The first and second authors (MN, SBE) developed the Pain Narrative Coding Scheme based
on published recommendations for developing behavioral coding schemes for children and
families with chronic medical conditions?! as well as broader pediatric literature on parents’
verbal interactions (affect and content) and their influence on psychological and functional
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outcomes?2 23, Moreover, behaviors of interest were informed by existing literature on
parent distress in the context of chronic pain’- 10 24 as well as factors implicated in the
development of pain memories and parent-child narratives about pain2°. A list of narrative
codes is presented in Table 2.

The Family Interaction Macro-coding System (FIMS26) was the primary coding scheme
from which the current Pain Narrative Coding Scheme was based. The FIMS contains codes
assessing interactional style, conflict, control, affect, problem solving, and family systems
that are rated on five-point Likert scales. Behavioral descriptions of each code are provided
in the coding manual (available from the first author upon request).

Affect Codes—For the purpose of developing the Pain Narratives Coding Scheme, the
following six FIMS affect codes were used: Intensity of Positive Affect Expression/
Emotionality; Frequency of Positive Affect; Intensity of Negative Affect Expression/
Emotionality; Frequency of Negative Affect; Humor and Laughter; and Anger. The
operational definitions of these six affect codes were modified and refined to pertain to the
affective quality of parent narratives that could be gleaned from audio as opposed to
interaction gleaned from video (e.g., laughing and joking vs. laughing, joking, and smiling).
In addition, specific guidance was included in the manual with respect to some response
options regarding the frequency of a behavior that needed to be endorsed (e.g., “rarely”
expresses humor or laughter was defined as exhibiting this behavior 1-2 times). Such
modifications were made to improve reliability given the difficulty inherent in reliably rating
macro-level codes?’.

The following are direct quotations from parents that exemplify affect codes; however, tone
of voice was an important cue that coders used when assigning levels on these codes.

Positive Affect

. “We were lucky to get in as quickly as we did...I feel good that we caught
it early enough.”

. “I’m thrilled to be here!”

. “She did a great job in all her classes. | applaud her in that.”

Negative Affect

. “l was at wit’s end and didn’t know what to do and | was crying and
upset.”
. “l had a complete and total meltdown one day, in the office, prior to the

end of tax seasons, | said | can’t do it...it was a lot.”

. “l don’t know why I’'m so tearful today [crying]... | talk about it all the
time, but just all the sudden I feel like crying.”

. “I’m just worried...I just don’t think it’s fair that a 10-year-old could have
pain for the rest of her life [crying].”
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Humor/Laughter
. “Let’s see here...l have memory issues [laughs].”
. “People keep asking [child] ‘How are you feeling?’... [child’s response

was]‘Well, I’m going through puberty...I’m all over the place!’[laughs]”

Anger

. “We just weren’t very happy with our care with [the pain doctor]...it’s like
he didn’t even review his chart or the notes or anything. And he was pretty
condescending and he was pretty sure it was something that she was
doing.”

. “I was very resentful to him [husband] and I didn’t want to do anything to
help him.”

. “We had a bad situation with the doctor on the telephone, he was rude and

condescending and he told me that basically | was an overprotective
mother...I have some frustration with that.”

Content Codes—In addition to the inclusion of affect codes, the following five content
codes were used: Threat/Anxiety; Benefit-Finding/Growth; Pessimism/Optimism; Diagnosis
Orientation (regarding diagnosis of chronic pain); and Potentially Traumatic/Stressful
Events. Content was coded based on explicit statements made by the caregiver whereas
affect codes took into account tone of voice as well as content. The Threat/Anxiety, Benefit-
Finding/Growth, and Pessimism/Optimism codes were each rated on a five-point Likert
scale. The Pessimism/Optimism code was based on the same code included in the Expressed
Emotion Coding system?28. Higher scores on the Pessimism/Optimism code reflected higher
optimism and lower pessimism; lower scores on this code reflected lower optimism and
higher pessimism. Operational definitions for the Threat/Anxiety code were informed by
definitions of pain catastrophizing about child pain® and general anxiety?® used in the
literature. An operational definition for the Benefit-Finding/Growth code was informed by
literature on benefit-finding in the context of childhood cancer and diabetes3? 31 and was
developed to be specific to benefit derived from the experience of children’s chronic pain
problems. Both the Threat/Anxiety and Benefit-Finding/Growth codes pertained to
statements about the child, parent, family, or broader society. In addition, parents were rated
as being Resolved or Unresolved in terms of their orientation towards their child’s diagnosis
of chronic pain. This code was adapted from the Reaction to Diagnosis Interview coding
system32: 33, A resolved orientation was characterized by expressing a change in feelings
since the time of their child’s diagnosis; for example, by moving on from the trauma or
disorganization that often occurs. Parents may express no longer searching for an alternative
diagnosis. Conversely, an unresolved diagnosis was characterized by little change in
thoughts/feelings since diagnosis or a preoccupation with their emotional response since that
time (e.g., they may be preoccupied with w#y this happened). Parents may describe actively
searching for a different diagnosis in the face of contradictory evidence, a belief that their
child will grow out of chronic pain, or unrealistic expectations in the face of strong evidence
to the contrary. Individuals may seem stuck in the past.
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The following are direct quotations from parents that exemplify the aforementioned content
codes:

Threat/anxiety

. “I would be afraid...“What if she falls?’...”
. “She was just terrified.”
. “My initial instinct was panic [about CRPS diagnosis]...l immediately

went to worst-case scenario.”

Benefit finding

. “The positive side of headaches is she’s had to let go of that a little bit...
and say there are other things that are more important than that one thing
[having a 4.0 grade point average].”

. “I have chronic pain and fatigue...and I’m actually benefitting from a lot
of the information [child] is getting [in pain rehab program]...It’s really
going to be something we can work on together, so it’s kind of exciting.”

Pessimism/Optimism

. “There was no relief, no hope, no nothing.”

. “Once | found a support group and | found other parents whose kids have
chronic illness, that totally changed it for me because then you realize, ‘Oh
I’m not alone, these people know exactly what I’m talking about...so that
was a lifesaver to find a group and that just did it for me, it turned me

around...”

. “As frustrating as it is for her, she does see the light at the end of the
tunnel.”

. “Hopefully...after yesterday | feel like she’ll get her function back”

Diagnosis orientation

. “So they diagnosed him with CVS [cyclic vomiting syndrome], and that
was the beginning of a very, very long journey.” [coded as resolved]

. “They still didn’t do anything, they just send you home after a day, they
didn’t even draw bloodwork...I worry that it’s not complex regional pain
and that they’re not looking...maybe it is and maybe it isn’t. | don’t
know.”[coded as unresolved]

Finally, coders counted the number of potentially traumatic or stressful events (PTES) that
parents referenced according to the events included in the 30-item Life Events Scale34 to
provide a broad assessment of stressful life events that have been found to be salient
correlates of post-traumatic stress symptoms in youth with medical illnesses3®. Other items
were added (i.e., transferring schools and child suicide attempts or self-harm) as potential
PTEs that were described by parents in the pain narratives. PTEs were coded as being
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present or absent. It is important to note that traumatic events that were coded were only
those events that were captured in the 15-minute narrative and therefore are not intended to
reflect a//traumatic events that parents may have experienced in their lifetime.

The lead researcher who developed the PSST intervention for parents of youth with chronic
pain (TP) reviewed the coding scheme and her feedback was incorporated into subsequent
revisions.

Implementation of Coding Scheme and Reliability—The coding scheme was
intended to capture parent narratives for a fixed period of time (e.g., the first 15 minutes)
during which the parent talked about their child’s chronic pain problem. As such, the coding
scheme provides an assessment of the /nitial affective framing and content of the parent’s
pain narrative prior to any therapeutic intervention.

Both the primary (SBE) and secondary (MN) coders were PhD-level clinical psychologists
who were trained to deliver the PSST Intervention. The primary coder (SBE) was not a
therapist of any of the parents included in this study in order to eliminate potential coding
bias. Pilot testing of the coding scheme was completed on five audio recordings; additional
refinements were made to the coding scheme (e.g., expanding operational definitions) and
then the master codes were finalized. Disagreements were discussed between coders and
consensus about all final codes was reached. Arbitration by a third party was not needed to
reach consensus. Training continued until a certain level of reliability was reached (80%).
Consistent with published recommendations? the secondary coder (MN) coded an
additional randomly selected subset of audio recordings (20%) to calculate reliability. Using
all codes (with the exception of potentially traumatic or stressful event counts that led to
very high estimates of reliability), the average intraclass correlation for these 9 observations
was .86, indicating a high degree of agreement3.

Data Analysis

To characterize parents’ pain narratives, descriptive analyses (frequencies, means, standard
deviations, ranges, percentages, quartiles) were first conducted on the narrative codes. To
provide validity on the coding scheme, bivariate correlations were computed between pain
narrative codes to confirm that codes reflecting negative content and affect were positively
related to each other and not vice versa. The one categorical narrative code (diagnosis
orientation) was entered into a chi-square test to examine whether narrative codes differed as
a function of whether parents were Resolved or Unresolved regarding their child’s diagnosis
of chronic pain. Two-step cluster analysis was then used to characterize parents’ pain
narrative profiles/styles. Two-step clustering (as opposed to k-means or hierarchical
clustering alone) has the advantage of being able to accommodate both categorical
(diagnosis orientation) and continuous narrative codes (all other narrative variables).
Exploratory analyses were conducted to examine whether narrative typologies, which
emerged from cluster analysis, were significantly different in terms of parents’ catastrophic
thinking about child pain and adolescent pain-related functioning.
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Results

Participants

Participants were 46 caregivers (41 mothers, 4 fathers, and 1 grandmother who was the legal
guardian) of 46 children (11 boys; 35 girls) with chronic pain (M,ge = 14.51, SD = 2.00,
Range = 10-18 years). Parents predominantly self-identified as White. Approximately 74%
of the sample was married and most had completed college or graduate school (70%).
Overall, youth in the sample reported experiencing pain on a frequent basis (79.5% reporting
daily pain in the past month) that was usually of high intensity (M = 6.59/10, SD = 1.53).
See Table 1 for demographic information and pain characteristics of the sample.

Validity of Pain Narrative Coding Scheme

Descriptive statistics for all of the parent pain narrative codes are shown in Table 2. Bivariate
correlations between parent pain narrative codes (Table 3) were conducted to confirm that
positive and negative codes were correlated in the expected directions. As expected, many of
the codes reflecting negative affect and content were positively related to each other and
negatively related to codes reflecting positive and adaptive affect and content suggesting
preliminary validity for the coding scheme.

Exploratory cluster analysis

An exploratory two-step cluster analysis was used to test if the number of narrative codes
used could be reduced to create meaningful profiles of parents’ narratives. Profiles were
based on the 11 parent pain narrative codes. The maximum number of clusters was set to 5,
and data yielded a significant two-profile solution with adequate estimation (average
silhouette score = .30). Generally a silhouette score of 0 indicates minimal distinction
between clusters, whereas scores closer to 1 indicate more distinct clustering. Our silhouette
coefficient fell in the adequate range, which reflects that the factors assessed in the parent
narratives likely fell on a continuum rather than into purely discrete clusters.

The narrative codes that were predictors of these profiles, from most to least contributory/
meaningful, were: Diagnosis Orientation (Importance = 1.00); Positive Affect Frequency
(Importance = .94); Negative Affect Frequency (Importance = .94); Negative Affect
Intensity (Importance = .71); Positive Affect Intensity (Importance = .66); Pessimism/
Optimism (Importance = .62); Benefit-Finding/Growth (Importance = .46); Humor/Laughter
(Importance = .28); Anger (Importance = .13); PTEs total (Importance =.13); and Threat/
Anxiety (Importance = .04). The distribution of the clusters was fairly even. The first cluster,
labeled “Distress Narratives,” included 26 parents (56.5% of the sample). The second
cluster, labeled “Resilience Narratives,” included 20 parents (43.5% of the sample). See
Figures 1 and 2 for description and depiction of the pain narrative profiles.

Distress Narratives—Compared to the Resilience cluster, parents in the Distress cluster
had narratives that were characterized by a higher frequency of unresolved diagnosis
orientation (69.2% of this cluster; X2(1) = 22.75, p< .001), less frequent positive affect
(#44) = -5.26, p<.001), more frequent negative affect ({44) = 5.26, p<.001), greater
intensity of negative affect ({44) = 4.32, p<.001), less intensity of positive affect ({44) =
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-4.12, p<.001), more pessimism ({44) = —-3.94, p<.001), less benefit-finding ({44) =
-3.24, p<.01), and less humor/laughter (£44) = —2.30, p <.05). Furthermore, while not
significantly different, distress narratives had higher anxiety, more anger, and fewer stressors
than the resilience narratives. Overall, these parent narratives were generally more negative
in terms of affect and content, despite having fewer stressful life events overall.

Resilience Narratives—Compared to the Distress cluster, parents who fell in the
Resilience cluster had narratives that were characterized by significantly higher frequency of
resolved diagnosis orientation (100% of this cluster), more frequent positive affect, less
frequent negative affect, lower intensity of negative affect, higher intensity of positive affect,
more optimism, more benefit-finding, and more frequent use of humor/laughter (see above
for specific statistics). There were not statistically significant differences between clusters on
anger, stressors, and anxiety; however, resilience narratives had relatively less anger, a
higher occurrence of stressful life events, and less anxiety. Resilience narratives generally
demonstrated more positive affect and content, even though this group experienced more
stressful life events on average.

Differences between clusters— 7-tests (for continuous variables) and chi-square (for
the categorical variable diagnosis orientation) analyses indicated that there were no
significant differences in demographic variables between the Distress and Resilience
narrative clusters. Table 1 includes details on demographics for each cluster.

Exploratory analysis of differences between clusters based on parents’ catastrophic thinking
about child pain and adolescent pain-related functioning. We used independent samples £
tests to compare narrative clusters on parents’ tendency to catastrophize about their child’s
pain (PCS-P), as this construct is a robust predictor parents’ negative emotional and
behavioral responses to child painl:. As expected, parents in the Distress Narrative cluster
reported significantly higher levels of helplessness than those in the Resilience Narrative
cluster (Mpjsgress = 17.77, SD = 5.38; Mpesitience = 14.55, SD = 4.75; {44) = 2.15, p< .05).
Clusters did not differ on the other PCS-P subscales (rumination, magnification, total).
Results further indicated that there were no significant differences between the clusters on
adolescent pain-related functioning.

Discussion

This is the first study to examine the pain narratives of parents of youth with chronic pain in
a therapeutic context. In the first session of the psychological intervention, parents were
asked to share their story of their child’s pain problem and the impact that it had on them
and their families. Based on existing literature, a detailed coding system was developed to
characterize vulnerability- and resilience-based aspects of the pain narratives. Results
showed that parents’ pain narratives could be reliably coded using this system. We found
that several aspects of narrative content and affect were expressed. Parents told varied and
unique narratives, revealing a range of impact that their child’s pain experience had on them.
Parents differed in the overall affective tone of the narrative, ranging from positive to
negative. Although the overall number of potentially traumatic or stressful events was
relatively low, a diverse range of events was endorsed including very serious, potentially
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traumatic events (e.g., suicide attempts and self-injurious behaviors, car accidents or other
serious accidents, child abuse). Parents’ pain narratives also reflected resiliency. Indeed,
some parents expressed optimism, humor, and even an ability to find benefit and growth in
their journey through their child’s chronic pain experience.

Nearly 40% of parents were described as having an unresolved versus a resolved orientation
towards their child’s diagnosis, meaning that they did not accept or “buy in” to the
diagnosis, and/or that they were continuing to actively feel grief and/or anger about it. This
distinction was critical in characterizing narrative profiles. Using exploratory cluster
analysis, two styles of parents’ pain narratives were characterized that we labeled Distress
Narratives and Resilience Narratives. Support for the preliminary validity of these clusters
was found by relationships between Distress Narratives and higher levels of parental
catastrophizing about child pain (helplessness) compared to Resilience Narratives. These
two narrative profiles are also consistent with previous thematic classifications in literature
on illness narratives (e.g., chaos versus restitution)4. Contrary to expectations, clusters did
not differ based on children’s pain-related functioning. Future research employing larger
samples is needed to examine relationships between narrative typologies and parent, child,
and family functioning. In particular, inclusion of more resilience-based measures (as
emphasized in a recent topical review on this topic3”) will be important. A longitudinal
perspective will provide particularly valuable information on how narrative typologies may
predict changes in pain-related functioning over time.

Our findings offer a broad and rich perspective on parents’ experience of their child’s pain
problem. Although well-researched constructs were incorporated into the coding scheme
(pain catastrophizing), several new codes emerged as important in distinguishing between
narrative profiles. Indeed, the mostimportant codes for differentiating between clusters were
those that have seldom been previously examined in pediatric chronic pain literature (e.g.,
diagnostic orientation, affective valence, optimism/pessimism, and benefit finding). Distress
Narratives were characterized by more negative affect and frequent unresolved orientation
towards the child’s diagnosis of chronic pain whereas Resilience Narratives were
characterized by positive affect and an exclusively resolved orientation towards the child’s
diagnosis. Based on these results, we argue that parental diagnostic orientation towards their
child’s chronic pain should be examined in future research; indeed, interviews designed to
specifically elicit narratives about diagnostic orientation, as has been done in other pediatric
chronic illness literatures, may provide unique information.

Interestingly, resilience narratives included a greater number of potentially traumatic events
than distress narratives. This is counter to what one might expect. While it is possible that
life adversity may prepare families to deal with pediatric chronic pain, it could also be that
parents who disclosed more traumatic events in the narrative had already effectively
processed those events. Indeed, avoidance of discussing/processing traumatic events is likely
linked to greater distress. Nevertheless, it is also likely that it is not necessarily the overall
number of stressful events that predict distress but rather, it is the subjective /impact of
particular events on individuals that matter most. In other words, the impact of each single
stressful event is not equivalent. Finally, therapists elicited a pain (as opposed to a trauma)
narrative. Coding of traumatic events included only those events that were captured in the
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15-minute narrative and were not intended to reflect a//traumatic events that parents may
have experienced in their lifetime.

In interpreting these findings, it is important to contextualize these pain narratives to time
and place. All families had previously been evaluated in a multidisciplinary chronic pain
clinic and had received feedback regarding their child’s diagnosis as well as education about
chronic pain, and a tailored set of treatment recommendations. The fact that 40% of parents
in this study were still conveying an unresolved orientation to their child’s diagnosis after
having completed an evaluation in a specialty chronic pain clinic could have implications for
the degree to which they can engage in treatment recommendations. If parents are still
searching for answers or reassurance about their child’s pain diagnosis they may have lower
readiness to make behavioral changes that are required for recovery. Future research should
examine the extent to which pain narratives are predictive of treatment engagement and
response to intervention. Given the current findings, assessment of parents’ orientation
toward their child’s diagnosis of chronic pain is deserving of further research.

On the other hand, it is encouraging that a significant portion of the parents in this study
(60%) were rated as being resolved with respect to their child’s diagnosis of chronic pain.
The limited research on pain narratives of parents of youth with chronic pain involving
mothers has emphasized the predominantly negative and burdensome experience of
parentingC. Our findings paint a richer, more complex picture to include both benefit and
burden. This is in line with recent qualitative research conducted with fathers of youth with
chronic painl2. Optimism and benefit finding as resilience-based factors have been
hypothesized to be protective leading to better coping with chronic painl3 and other
pediatric chronic illnesses38. In addition to constructs such as parent acceptance and
psychological flexibility, optimism and benefit finding warrant further consideration in
pediatric pain research.

In the broader field of medicine, the role of illness narratives is appreciated as a powerful
source of clinical information and integral to relationship building between patients and
providers®. Narratives are dynamic and inherently unreliable as a result of being shaped by
the interaction between narrator, listener, and context. This makes them difficult to
empirically examine. For this study, the listeners were all PhD-level psychologists trained to
use similar open-ended prompts and reflective responses, thereby largely precluding
examination of the clinician side of the interaction. Nevertheless, each clinician’s tone and
therapeutic style invariably influenced the parents’ comfort, style, and content of their pain
narratives. This study did not examine the influence of pain narratives on therapist
judgments or the role of therapist verbalizations on narrative construction. Future research
should examine the reciprocal relationship between narrator and listener. Related to this, the
role of therapist validation on pain narratives is unknown and may have important
implications for treatment development3°.

This study, in addition to the work of Jordan and colleagues'® 12 as well as Gaughan et al.11,
offers novel insights into the incredibly complex experience of parenting a child with
chronic pain. Indeed, many parents expressed aspects of both distress and resilience when
describing their pain journeys. This growing area of research provides a richer account of the
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observable behaviors and affect that can be gleaned from parents’ language about their
children’s pain problem. Unlike previous qualitative and observational research, this study
emphasizes the importance of attending to and assessing the emotional context of narratives,
parents’ orientation to their child’s diagnosis, and resilience-based aspects within the
narratives. We argue that narratives are not only worth listening to; they should be listened
to. Clinically, parents can be offered the opportunity to share their story of their child’s pain
problem and importantly, the impact that the pain has had on them. This study assessed the
first 15 minutes of the pain narrative to better approximate a realistic amount of time that
clinicians would be able to devote to an interaction in the real world. In a relatively short
amount of time, listening to a parent’s pain narrative can yield valuable clinical information
that may not be revealed by checklists and questionnaires. Nevertheless, there are aspects of
some parents’ narratives that were likely missed and that could have altered the
categorizations presented herein.

In light of mounting research showing the powerful role of parent psychological functioning
on children’s own functioning, it is becoming increasingly clear that parents’ own
interpretations of the child’s pain experience should be understood and harnessed. The role
of narratives as a primary target for intervention has been long recognized in the field of
clinical psychology (e.g., narrative therapy“°). Changing the pain narrative holds promise for
changing the pain experience. Although these clinical implications are beyond the scope of
the present study, this area is deserving of future research.

Despite several key strengths, this study was not without limitations. Parents’ pain narratives
were shared in the first session of a research study examining the efficacy of parent
psychological treatment to reduce distress. Narratives were told prior to receiving the
treatment rationale and framework at one point in time. Therefore, it is unknown how the
content and affect of the pain narrative might change over the course of treatment. Such
evolution in meaning and experience has been previously described in qualitative research
with fathers of youth with chronic painl2. Related to this, this study sample was primarily
comprised of mothers; pain narratives of fathers might differ from those of mothers and
warrant further consideration in research. In addition, given that narratives were told to
psychologists in the context of a research study, it is possible that these narratives differ from
the narratives that would be shared in interdisciplinary pain clinics. Study therapists were
not providers connected with the child’s pain team, and parents were told that the
information that they shared would be kept confidential. Furthermore, parents shared their
narratives in the absence of their child; these narratives may be different than shared family
pain narratives. Future research is needed to examine the co-construction of narratives. Some
families likely have a shared family pain narrative that has been well rehearsed whereas
other families may have very different recollections of the pain journey among individual
family members. Given the potential importance of parents’ and children’s memories for
painful experiences on subsequent pain and coping?® 4142, this is an intriguing area for
future inquiry. Finally, given that parents chose to complete a psychological treatment, it is
possible that their diagnostic orientation was skewed towards being resolved and there may
be a larger proportion of parents in chronic pain clinics with an unresolved orientation.
Nevertheless, it is also possible that parents who are resolved regarding their child’s
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diagnosis are less distressed and therefore do not perceive a need to complete an intervention
designed to reduce parental distress.

The process of parents accepting the diagnosis of their child’s pain problem is likely just
that, a process that unfolds and changes over time. Identifying resistant or unresolved
families may offer insights into how to intervene differently (e.g., by using approaches that
aim to increase their motivation and readiness to engage in behavior change). If parents do
not “buy in” or accept their child’s diagnosis, our current interventions for pediatric chronic
pain that promote functioning despite pain may not appear logical to parents and may in fact
appear harmful. Importantly, conceptualization of pain is related to outcomes?*3. Listening
for such resistance and conceptualizations during clinical encounters could have
implications for how clinicians talk to families about diagnosis and treatment. However, it is
also possible that diagnosis “resolution” may not be related to motivation for behavior
change but may rather simply happen with the passage of time, with a different temporal
course for different families. The longitudinal course of pain narratives is not known. Future
work should examine pain narratives over the course of treatment as well as their role in
treatment response. It could be that the telling of the pain story for some families is
therapeutic in and of itself.

In conclusion, this study examined the pain narratives of parents of youth with chronic pain
shared during the first session of a psychological intervention study. Adding to previous
literature, findings reveal a richer, more varied account of the parenting experience that is
characterized by benefit and burden. These findings emphasize the merit in eliciting and
attending to parents’ stories of their journey of living with their child with chronic pain. We
believe that the narrative typologies revealed in this study could offer important assessment
information to clinicians about parents’ readiness to change and “buy-in” to treatment for
chronic pain. It may also provide clinicians information about the particular aspects of the
narrative that might be most helpful to listen and respond to (e.g., diagnostic orientation,
affective tone). Future research is needed to examine the utility of this pain narrative
classification in relationship to child, parent, and family functioning as well as in
understanding response to intervention.
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Refer to Web version on PubMed Central for supplementary material.
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Figure 1. Mean Narrative Codes across Parent Pain Narrative Profiles
This figure depicts mean scores (plotted on the Y-axis) of each continuous narrative code

(plotted on the X-axis). PA Freg. Positive Affect Frequency; NA Freg. Negative Affect
Frequency; NA Int. Negative Affect Intensity; PA /nt. Positive Affect Intensity; Opt/Pes.
Optimism/Pessimism; BF. Benefit-Finding/Growth; Humor. Humor/Laughter; Stressors.
Total Stressor Count; Anxiety: Threat/Anxiety.
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Figure 2. Diagnosis Orientation Categorizations across Parent Pain Narrative Profiles
This figure depicts the percentage of parents (Y-axis) categorized as being either unresolved

or resolved regarding their child’s diagnosis (X-axis) across each narrative profile (Distress,
Resilience). Distress narratives were told by parents who were exclusively unresolved
regarding their child’s diagnosis of chronic pain whereas resilience narratives were
predominantly told by parents categorized as resolved but also to a lesser extent by parents
categorized as being unresolved about their child’s diagnosis.
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Table 1

Variable Mean (SD) or Mean (SD) or Mean (SD) or
Frequency (%) Frequency (%) Frequency (%)
Total Sample Distress Resilience
(n=46) Narratives Narratives
(n=26) (n=20)
Parent age (years) 46.17 (6.05) 45.38 (5.36) 47.20 (6.85)

Caregiver role
Mother
Father
Grandmother
Other
Caregiver race
White
Asian
American Indian/ Alaska native
Other
Marital Status
Married
Widowed
Divorced
Separated
Remarried
Parent Education
High School
Some college/vocational school
College
Graduate school
Child age
Child gender
Male
Female
Child pain intensity (usual)
Child pain frequency (past month)
Not at all
1-3 times per month
1 time per week
2-3 times per week
3-6 times per week
daily
Pain duration

< 3 months

41 (89.1%)
4 (8.7%)
1(2.2%)

0 (0%)

41 (89.1%)
1(2.2%)
1(2.2%)

7 (15.2%)

34 (73.9%)
1(2.2%)

9 (19.6%)
1(2.2%)
1(2.2%)

4 (8.7%)

9 (19.6%)
24 (52.2%)
9 (19.6%)
14,51 (2.00)

11 (23.9%)
35 (76.1%)
6.59 (1.53)

1(2.3%)*
1(2.3%)

3 (6.8%)

2 (4.5%)

2 (4.5%)
35 (79.5%)

1(2.3%)

24 (92.3%)
2 (7.7%)

0 (0%)

0 (0%)

23 (88.5%)
1(3.8%)

0 (0%)

2 (7.7%)

18 (69.2%)
0 (0%)

8 (30.8%)
0 (0%)

0 (0%)

3 (11.5%)

6 (23.1%)
11 (42.3%)
6 (23.1%)
14.27 (2.01)

9 (34.6%)
17 (65.4%)
7.04 (1.46)

1 (4.29%)*
1(4.2%)

3 (12.5%)
2 (8.3%)
1(4.2%)
16 (66.7%)

1 (4.2%)

17 (85.0%)
2 (10.0%)
0 (0%)
1(5.0%)

18 (90.0%)
0 (0%)

1 (5.0%)

1 (5.0%)

16 (80.0%)
1 (5.0%)
1(5.0%)
1 (5.0%)
1 (5.0%)

1 (5.0%)

3 (15.0%)
13 (65.0%)
3 (15.0%)
14.83 (2.00)

2 (10.0%)
18 (90.0%)
6.05 (1.47)

0 (0.0%)
0 (0.0%)
0 (0.0%)
0 (0.0%)
1(5.0%)
19 (95.0%)

0 (0.0%)
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Variable Mean (SD) or Mean (SD) or Mean (SD) or
Frequency (%) Frequency (%) Frequency (%)
Total Sample Distress Resilience
(n=46) Narratives Narratives
(n=26) (n=20)
3-6 months 12 (27.3%) 6 (25.0%) 6 (30.0%)
1 year 5 (11.4%) 2 (8.3%) 3 (15.0%)
2 years 9 (20.5%) 5 (20.8%) 4 (20.0%)
3 years 2 (4.5%) 2 (8.3%) 0 (0.0%)
4 years 3(6.8%) 1(4.2%) 2 (10.0%)
5 years or more 12 (27.3%) 7 (29.2%) 5 (25.0%)
Functional Disability 26.83 (10.51) 27.82 (12.84) 25.75 (7.32)

Page 21

Note: During screening for eligibility, all youth had been evaluated in an interdisciplinary chronic pain clinic and reported experiencing pain that

occurred at least once a week for at least 3 months that interfered with their daily functioning. Nevertheless, one adolescent self-reported

experiencing no pain in the past month on the Pain Questionnaire.
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Table 2

Descriptive statistics for the parent pain narratives codes.

Pain Narrative Code Mean (SD) or Possible  Actual Percentile (Score)
Frequency (%) Range Range

Stressor count 211 (1.72) 0-32 0-7 25 (1); 50 (2); 75 (3)
Positive affect intensity 2.80 (.75) 1-5 2-5 25(2); 50 (3); 75 (3)
Positive affect frequency ~ 2.72 (.69) 1-5 2-4 25 (2); 50 (3); 75 (3)
Negative affect intensity 3.15(.82) 1-5 2-5 25 (3); 50 (3); 75 (4)
Negative affect frequency  3.02 (.75) 1-5 2-4 25(2); 50 (3); 75 (4)
Humor/Laughter 2.93(1.12) 1-5 1-5 25(2); 50 (3); 75 (4)
Anger 2.87 (.96) 1-5 1-5 25 (2); 50 (3); 75 (3)
Threat/Anxiety 3.09 (1.01) 1-5 1-5 25(2); 50 (3); 75 (4)
Benefit finding/growth 1.54 (.72) 1-5 1-3 25(1); 50 (1); 75 (2)
Pessimism/Optimism 3.15(1.21) 1-5 1-5 25 (2); 50 (3); 75 (4)

Diagnosis Orientation
Resolved

Unresolved

28 (60.9%)
18 (39.1%)
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