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economic, institutional, physical, and social areas (Law et al., 1996). An overwhelming
theme in the literature is the influence parents can have on an adolescent who has a
condition with chronic pain. Family dynamics is one environmental construct that has an
influence on levels of pain and performance of adolescents with chronic pain. (Forgeron
et al., 2010; Logan & Scharff, 2005; Logan, Simons, & Carpino, 2012; Lynch, Kashikar-
Zuck, Goldschneider, & Jones, 2006; Palermo & Eccleston, 2009; Palermo, Putnam,
Armstrong, & Daily, 2007; Schanberg et al., 2001). Parents can be both facilitative and
inhibitive in promotion of function in adolescents with chronic pain (Logan et al., 2012;
Schanberg et al., 2001).

Parental facilitative and inhibitory phenomena have been studied by a number of
researchers. The environment an adolescent lives in can influence the level of disability
and predict his or her ability to function with the pain (Logan & Scharff, 2005; Logan et
al., 2012; Palermo & Eccleston, 2009). Specific characteristics about the parents can
have an influence over how well the adolescent maintains participation in his or her
occupations. One influential characteristic of the parent is his or her level of
catastrophizing. Parents who have a higher level of pain catastrophizing or devoted focus
on their son or daughter's pain level can negatively influence the extent of pain-related
disability (Logan & Scharff, 2005; Palermo & Eccleston, 2009). Another parental
characteristic that influences the level of an adolescent's occupational engagement is the
parent's own pain history. Adolescents who live with chronic pain and have parents with
a history of chronic pain themselves show a poorer health status and engagement in
occupations; parents who were more likely to seek out medical care for their own pain

had children with higher levels of pain ratings and poorer health status (Schanberg et al.,
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on attempting to control all aspects of their life and to refocus their energy on living
within the present (Langer, 2009). In other words,

The perception of uncertainty leads to mindfulness, and mindfulness, in turn,

leads to greater uncertainty. As such, mindfulness leads to engagement with the

task at-hand. Being situated in the present and involved in what we are doing are

two ways mindfulness enables us to be content. (Langer, 2009, p. 283)
Mindfulness leads to more engagement, which can lead to improved occupational
performance.

For patients with cancer and accompanying pain, mindfulness training helped
reduce their anxiety towards pain, improved their ability to achieve a calm state,
enhanced their sleep quality, and improved their energy levels (Kvillemo & Branstrom,
2011). One participant described mindfulness training as "something takes over that is
not directed by your own willpower. It is an unbelievable experience” (Kvillemo &
Branstrom, 2011, p. 27). Hawtin and Sullivan (2011) found that mindfulness training
helped arthritis patients become more aware of their pain, learn how their bodies respond
inwardly to the pain experience, and accept the chronic pain in order to live a life they
want.

Critique of Data Collection Methods
Interviews of Adolescents

In the dissertation study, data collection was completed through in-depth
interviews, which are descriptive in nature and help to tell a collective story. The
purpose of interviews was to enter into other people’s perspective or, in other words, live

in their shoes for a day to learn about the phenomena being researched (Creswell, 2002).
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period not knowing anyone with some form of chronic pain. Finding other survivors of
chronic pain helped them to continue striving for improved occupational performance
and return to a more normal life. Another important component of survivorship was re-
engaging in self-motivating occupations. Engagement provided the means for the
adolescent to identity who he or she was as an individual along with being part of a
group.

Engagement in meaningful occupations, such as leisure, was an important
component of recovery. Leisure was the first self-chosen, motivating occupation that
helped with returning to a normal life and improving quality of life. Modifications in the
context, type, and frequency were important in the initial stages of engagement, which
permitted a degree of engagement in some form of leisure without worsening the degree
of pain. The leisure activity might not have been the identical form of prior occupation,
however, permitted some degree of social interaction and feelings of success during
engagement. Engagement also improved the participants’ sense of well-being and quality
of life. Adolescents expressed a sense of accomplishment in being a part of something
important again. Both physical and emotional improvements were expressed through
leisure engagement. Although still very challenging to accomplish, participants
expressed that they felt like they could more easily tackle their chronic pain after they
engaged in some form of leisure occupation. Engaging in leisure occupations allowed the
adolescents to test and re-develop personal abilities through appropriate levels of

challenge and stimulation (Petrenchik & King, 2011).
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Implications for Practice

Occupational therapy practitioners have worked with adolescents who live with
chronic pain in various settings, including schools, clinics, and hospitals. This
dissertation research has some implications for occupational therapy practice with
adolescents in a variety of settings, including providing a better understanding of the
barriers to occupational performance for adolescents with chronic pain. In addition, the
dissertation study underscores the importance of the therapeutic use of occupations as
means to wellness and recovery.

There are personal attributes, such as mental health or personality traits;
environmental factors, such as school regulations of no book bags in the halls or no water
bottles in the classroom; or forms of occupations, such as attending gym class, which
affect how adolescents perform in their self-chosen occupations. This dissertation study
supported the role of occupational therapy practitioners being stronger advocates for
students who have this "hidden" disability of chronic pain. Occupational therapists can
help the student by improving accommodations needed for adolescents with chronic pain
to succeed in the school environments, such as allowing them to have water at their
desks, use of book bags in the hallways, and use of electronic books instead of print
version to limit the amount they carry. Occupational therapy practitioners could provide
improved interventions to this population by knowing these barriers and targeting either
modified ways to engage in occupations, strengthening personal attributes in order to
allow engagement, teaching coping strategies to improve occupational engagement, or a
combination of any of these strategies to improve overall occupational performance

across all domains.
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The practitioners can also help improve advocacy for this population. This area
of practice is twofold: help to improve self-advocacy for the student and help improve
advocacy by the parents for their adolescents. Improving self-advocacy for the student
comes from education about chronic pain and 504 plans or other modification plans,
teaching about the process of transitioning from high school to post-secondary education
options, improving the adolescent's coping and assertiveness abilities, and education
about the importance for disclosure of the pain condition to the school. Parent education
about ways they can help advocate for their child is important. Educational curricula
should include areas such as 504 plans, transition to college, role of leisure participation
in recovery, appropriate levels of parent-child interaction, and ways to be supportive for
the adolescent but continue to encourage the highest degree of occupational engagement.

Occupational therapy practitioners in schools and the community can help play a
vital role in education of other staff and professionals. The occupational therapy
practitioners' background and education in mental health and occupation-based
intervention enhances the ability to educate other professionals about chronic pain and its
effects on occupational performance across multiple environments. It is important to
educate other professionals about the ramifications of these effects along with ways
modifications can be made in the environment in order to improve overall engagement
and performance of an adolescent with chronic pain.

The last implication for practice is the importance for occupational therapy
practitioners to include siblings, parents, friends, and teachers when developing the plan
of care at evaluation and periodically throughout treatment. Inclusion is an important

step in the evaluation process due to the complexity of chronic pain and how it can affect
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the family and how the family can affect the adolescent with the pain and their
occupational performance. Siblings can provide an important and unique perspective to
how the chronic pain is affecting their brother or sister and with professional guidance
can provide motivation for the adolescent to return to prior occupations or to try new
ones. Often times, the parent is directly affected by the adolescent's chronic pain, taking
time away from work and delaying or stopping prior occupations. Including parents in
the care plan can be vital to improving the overall health and wellbeing of the family.
Implications for Future Research

The focus of this phenomenological study was to explore the lived experience of
adolescents who live with chronic pain. Although the initial question was answered
through this study, other questions emerged that need to be further scrutinized and
researched. Three areas were identified for further research in the area of occupational
therapy practitioners' role in treating adolescents with chronic pain. First, due to the
scope of the study, only the adolescent's perspective was taken into account for the data
collection. The parents and siblings of an adolescent with chronic pain could provide
additional perspective about how the adolescent's chronic pain affects participation. The
adolescent's chronic pain does not only affect him or herself, it affects the entire family.
A study interviewing the parents and the siblings would provide additional content to the
overall understanding of the essence of life living with or around someone with chronic
pain.

A second area of research is implementation and measurement of the
effectiveness of an occupational-therapy-practitioner-led leisure occupational

performance group using a PEO model. As described in the results, leisure is one of the
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first motivating occupations that adolescents return to during their uphill climb to
recovery. The group's focus would be for providing leisure occupation-based activities
with peers who also have chronic pain in order to assess effectiveness of occupational
therapy intervention on leisure participation, social-emotional skills, and quality of life.
This group would focus solely on adolescents and be located in the community. Limiting
the age group to adolescents would improve the cohesiveness of the group. Providing the
services in the community provides real-world experience with either leisure occupations
they used to participate in and/or provide an environment to allow exploration of new
leisure occupations.

The third area for future research is an occupational-therapy-practitioner-led
parent education group about the effects of chronic pain on occupational performance for
adolescents with chronic pain. The group would address the common themes identified
in this dissertation study: pain identity, invisible disease, occupational loss, and the uphill
climb to regain life. The group would help parents become more aware of the global
affects chronic pain can have on adolescents and educate them about ways to improve
participation and enjoyment in daily occupations for themselves and adolescents with
chronic pain.

The fourth area for future research is examining further the uphill climb to
recovery longitudinally past 6 months of being in a pain rehabilitation program. There is
no literature about this important aspect of recovery following the initial diagnosis of a
chronic pain condition. There is a poor understanding of this process and ways that
occupational therapy practitioners can help to speed up this process and to maximize the

potential occupational performance of the adolescents living with chronic pain. There is
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Appendix |

Interview Guide

Interview Guide:

N

10.

11.

Please introduce yourself and tell me about yourself.

Please tell me about how your chronic pain started.

What is the first thing that comes to mind when you think about living with
chronic pain?

Please describe the experience of living life with chronic pain as an adolescent.
What is it like living day-to-day with chronic pain?

Probe: What stands out about that experience?

Which characteristics best describe you as a person who lives with chronic pain?
What feelings or thoughts stand out to you in describing this experience of living
with chronic pain?

Which activities or occupations help give you identity or meaning in your life?
Has chronic pain changed your involvement in those occupations?

Probe: Out of school recreation, social participation, work, sleep

Tell me about any positive opportunities that you have experienced while living
with chronic pain?

Avre there certain places or people that have helped or hindered your ability to
remain active?

What are some challenges that you face living with chronic pain?

Probe: How do those challenges shape your life? How do they affect your
participation in leisure, work, school activities?

What other relevant information should I know in understanding the essence of
what life is like as an adolescent with chronic pain?



