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Impact of Rheumatic
Musculoskeletal Disease
on Psychological
Development

in Adolescents

and Young Adults

Ran Alice Cai and Hema Chaplin

AYA Psychological Development

Psychological development in AYAs encompasses cognitive
(see Chap. 1), emotional, and behavioural maturation [1].
A key process initiated by these psychological changes is the
need to acquire a self-concept, which is how an individual
perceives and thinks about the “self” It involves exploring
and committing to identity-defining roles and values in a vari-
ety of life domains. Physical and hormonal changes during
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puberty also promote the development of a body image and
a sexual identity. As a result, social (see Chap. 3) and physical
components of the self-concept are of utmost importance
during adolescence and have profound impacts on AYA psy-
chological functioning [2].

Body image is based on a combination of one’s own evalu-
ation and the perception of others’ attitudes towards one’s
physical characteristics [3]. A healthy body image means that
the AYA accepts and appreciates his/her body and is gener-
ally satisfied with his/her appearance. Conversely, a negative
body image occurs when there is a discourse between how
the body is currently perceived and what the individual’s
preferences are.

Adolescence is also a time for discovering one’s own sex-
ual identity and for developing an interest in seeking intimate
relationships. A sexual identity comprises of cognitive and
emotional understandings that individuals have about the
meaning and significance of their sexual attractions, behav-
iours, and relationships, as well as how they value and adopt
certain gender roles [4]. Social interaction with peers is essen-
tial for acquiring important milestones to developing a sexual
identity and forming healthy romantic relationships in the
future, such as increased dating competence, subjective
awareness of sexual orientation, and exploratory sexual
experiences.

AYA self-concepts are relatively fluid due to dramatic
physical and psychosocial changes, and they may develop
multiple, conflicting self-representations [2]. Not being able
to integrate opposing identities into one consistent and
resilient self-concept can decrease self-esteem, which is how
we evaluate and value our self-worth. For example, body dis-
satisfaction can be high among adolescents as they are more
influenced than adults by external feedback and tend to com-
pare themselves to cultural and societal standards. This can
contribute to feelings of inferiority and low self-esteem,
which can render AYAs more vulnerable to psychological
problems [5]. Indeed, mild psychological problems affect
about 40% of AYAs worldwide at some point in their lives [6].
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Factors Influencing Psychological Wellbeing
in AYAs

Whether or not AYAs experience psychological issues depends
on the balance of risk and protective factors [7, 8]. Negative
life events that cause chronic, prolonged stress, such as the
consequences of RMD, are significant risk factors for AYA
wellbeing [9]. One major issue is that the condition and its
treatments can cause skin problems, delayed puberty, weight
gain or loss, and shorter stature than healthy peers [10, 11].
The pain, fatigue, and mobility restrictions associated with
RMD may also cause perceived physical weakness and poor
fitness [12]. As a result, AYAs with RMD might compare
themselves negatively to their peers, feel ashamed for being
“different” and may even be concerned about experiencing
stigmatisation [13]. Since AYAs of both genders can be
equally concerned and self-critical about appearance [14], a
negative body image can lead to low self-esteem and social
withdrawal in all adolescents and can be a precursor to devel-
oping anxiety and depression [15].

Managing RMD can also restrict educational, social, and
leisure participation, which can limit opportunities for psy-
chosexual development that is often attained through inter-
actions with peers [16, 17]. Moreover, physical limitations of
RMD can interfere with an individual’s ability to meet gen-
der role demands. This may be particularly detrimental for
boys, as small stature and thinness may be a significant source
of sexual and gender-role anxiety due to embarrassment and
fear of humiliation [18, 19].

In addition, being uncertain about whether or not they can
achieve their full potential in personal and vocational endeav-
ours despite the RMD is another major source of stress for
AYAs [17]. The unpredictable nature of physical symptoms
means that they need to accept the possibility of future flares
or illness deterioration, and to continue a complicated treat-
ment regimen (see Chap. 19) [17]. This can lead to guilt about
potential dependency on intimate partners, which compli-
cates the development of intimate relationships [20]. Many
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AYAs also worry that their illness will compromise employ-
ment opportunities, which exacerbates the primary source of
stress among all adolescents [17].

In order to prevent the escalation of chronic stress to psy-
chological problems, AYAs should be equipped with skills
and resources to cope with these challenging situations [7, 8].
HCPs can play an important role in providing AYAs with
important protective factors, such as identifying maladaptive
thought processes, providing social support, and promoting
self-efficacy and autonomy [21, 22].

Psychological Support in Routine Practice

Primary Prevention: Coping Strategies

One of the most important protective factors from experienc-
ing mental health difficulties is developing resilience, which is
the ability to employ adaptive coping strategies. Coping can
be viewed as the effort to regulate psychological and physio-
logical processes, such as emotions, behaviours, and cognition,
in response to stressful situations [23]. In the realm of manag-
ing chronic illness in adolescence, three subtypes of coping
have been identified (see Fig. 2.1) [24]:

e Active: efforts to directly influence the stressor
e Accommodative: efforts to adapt to the stressor
¢ Disengagement: efforts to deny the stressor

Active and accommodative coping were found to increase
resilience to stress, resulting in positive emotional and behav-
ioural outcomes, whereas disengagement coping was associ-
ated with negative psychological adjustments [25].

Cognitive Distortions

The underlying principles of leading psychological therapies
for AYAs are identifying and modifying cognitive distortions
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in order to promote adaptive coping strategies [26, 27]. Two
common distortions among AYAs are:

e Catastrophizing: having an overly negative and pessimistic
perception about how long symptoms will last and the
consequences of illness.

e Mental filters: paying attention to and drawing conclusions
from only one type of evidence, such as comparing oneself
negatively to others by only focusing on personal failures
and other people’s successes.

HCPs can help AYAs recognise and challenge these irra-
tional thinking styles by encouraging alternative ways of
thinking or reassessing the situation in a more positive and
realistic way (see Chap. 4) [26, 27]. For example, AYA can be
asked to consider all the evidence for and against their beliefs
and assumptions, and to identify potential benefits from
negative situations [28]. It might also be helpful to reassure
AYAs that everyone has stress and worries and that they
shouldn’t be ashamed for how they feel. Normalising and
validating negative feelings can encourage AYAs to be more
accepting of certain stressors. Instead of exerting energy on
denying their feelings and problems, this attention can be
refocused on learning to thrive despite limitations by devel-
oping personal values and interests [27]. Particularly for
stressors that are outside of one’s immediate control, such as
managing unpredictable symptoms and outcomes of RMD,
this type of accommodative coping was consistently found to
lower levels of anxiety and depression [29].

Psychological Needs

Resilience in AYAs can also be promoted through satisfying
three innate psychological needs [21, 22]:

1. relatedness; the need to feel connected to and cared for by
others, satisfied through building relationships that are
based on mutual trust and respect.

2. competence; the need to experience efficacy and mastery,
such as having the skill to accomplish a goal
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3. autonomy; the need to make choices and take initiative for
one’s own decisions and behaviours.

Relatedness could be increased by developing an under-
standing and trusting relationship between AYAs and HCPs
(see Chap. 4). It is important to be aware of the widespread
impact of RMD on the young person’s everyday life and
avoid the application of adult values when assessing the
impact of a potential stressor. For example, attributes affected
by RMD, such as physical appearance, sexual identity, and
relationships, have greater impacts on AYAs’ than adults’
self-esteem [30, 31], and should be recognised and taken seri-
ously. Especially in cases where an adolescent’s pubertal
development is affected by their RMD or treatment, HCPs
should ensure that the adolescent’s sexual anxieties are
addressed and not ignored. By establishing a strong AYA-
HCP relationship, young people will more likely adopt active
coping by seeking help and working together with the health-
care team to manage their RMD.

Another essential predictor of psychological wellbeing in
AYAs is the feeling of competency or self-efficacy, which is
how confident someone is in their abilities to achieve a goal
[32]. Low self-efficacy creates feelings of helplessness and a
tendency to avoid problems instead of adopting more posi-
tive coping techniques. One way to improve sense of compe-
tency is to establish realistic goals for treatment and
management. For example, if AYAs expect to find a cure for
their condition, they may develop low self-efficacy due to
hopelessness. However, if the goal is more achievable, such as
adapting to RMD by improving quality of life despite their
symptoms, then this may enhance a sense of accomplishment
and encourage better adjustment. High self-efficacy may also
help AYAs reappraise the situation by viewing the stressor as
a challenge and opportunity to grow instead of a threat.

Self-efficacy in other life domains are extremely valuable as
well, as participation in extracurricular activities increases
AYAs’ wellbeing, even after controlling for disease severity
[33, 34]. This is especially true for activities that provide
opportunities for developing new skills and relationships.
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Fostering internal qualities can reduce anxieties for some
RMD-related issues by keeping their importance in perspec-
tive, such as decreasing the impact of physical appearance on
self-esteem. Moreover, regular interactions with same-aged
peers can help AYAs acquire social skills necessary for psy-
chosexual development. It is thus critical to help AYAs iden-
tify, and encourage sustained participation in, hobbies such as
sports and music.

In addition to feeling competent in achieving a goal, AYAs
also need to have the autonomy to choose what goals to pur-
sue and how they are achieved. HCPs can increase autonomy
by integrating AYAs’ needs into treatment plans and allowing
AYAs to make informed decisions regarding their health.
Being actively involved in the decision-making process can
help AYAs develop problem-solving strategies and empower
them to take ownership of their wellbeing (see Chap. 4).
HCPs may also need to educate parents about the benefits of
giving adolescents the freedom to participate in activities
independently and of making lifestyle-related decisions.
Control over treatment and lifestyle-related activities can
help AYAs acquire skills needed for active coping, such as
how to seek relevant information, generate possible solutions,
and weigh the pros and cons of an option.

Secondary Prevention: Identifying Psychological
Problems

Early Detection and Regular Screening

Even when efforts to prevent mental health problems in
AYAs are an integral part of care, guilt, rage, and hopeless-
ness can arise at various stages due to the uncertain and
chronic nature of RMD. Thus, early detection and manage-
ment of emotional issues are vital in preventing further dete-
rioration and encouraging rapid recovery. However, the
difficulty of distinguishing normal emotional variabilities
during adolescence and young adulthood from true psycho-
logical problems can often lead to late detection, and some-
times complete disregard, of mental health issues.
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Normal AYA angst is transient, confined to a single setting
such as home or school, and does not cause significant
impairments. In contrast, mental health disorders persist over
time, with symptoms presenting in various environments,
negatively impacting important areas of life, and sometimes
resulting in physical symptoms such as weight fluctuations,
headaches, and sleep problems [7, 8]. Additionally, AYAs who
are exposed to risk factors such as academic problems, abuse,
issues with peers, bereavement, and family conflict, have
higher psychological vulnerabilities. HCPs should thus be
vigilant in routine assessments for these stressful life events
and for deteriorations in academic/work performance and
relationship quality, as well as for physical symptoms not
readily explained by RMD.

There is a growing interest in the use of patient-reported
outcome measures (PROM) in daily practice to monitor psy-
chological wellbeing. Regular screenings can also create a
more accessible environment where AYAs feel comfortable
disclosing psychological problems, even when they are seeking
treatment for a physical illness (see Chap. 4). PROMs such as
the Centre for Epidemiological Studies Depression Scale and
the Patient Health Questionnaire are brief (<10 min), free to
use, and allow for longitudinal assessments in both adoles-
cents and adults [35,36]. However, PROMs are not all-encom-
passing and AYAs may underreport negative feelings due to
fear of mental health stigmatisation or by using denial as a
coping strategy [37]. PROMs should therefore not substitute
for thoughtful face-to-face assessments (see Chap. 4).

Management and Referrals to Psychological Therapies

Decisions for psychological referrals depend on the type of
problem, duration, and severity. Emotional disorders, such as
mild depression, can often remit spontaneously in AYAs and
a period of “watchful waiting” whilst providing general sup-
port for adaptive coping skills can be sufficient [38]. It is
essential to approach the situation sensitively by speaking
with AYAs on their own before involving others, such as
parents, friends, or teachers. Although help from others can
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be beneficial, it is important to respect adolescents’ wishes
and explore with them various ways in which they can
receive social support. In addition, AYAs should be sign-
posted to youth-friendly web-based resources around issues
of mental health and organisations they can contact for con-
fidential support. Information about how and where to
obtain these resources should be readily available on the
centre’s website or advertised in waiting areas.

If emotional problems persist and severely impair func-
tioning, then HCPs should consider referring AYA to psycho-
logical services. In these situations, ensure that psychological
support is introduced as part of the multidisciplinary approach
for managing RMD, and that it will only supplement, not
replace, medical support. Even if a psychological referral has
been made, it is essential to continue reviewing AYAs’ emo-
tional state at each RMD appointment to reassure the young
person that their psychological wellbeing is as important as
their physical health.

Key Management Points

1. Encourage active and accommodative coping by rec-
ognising and modifying cognitive distortions and by
increasing levels of relatedness, competence, and
autonomy.

2. Acknowledge AYAs’ concerns. Stressors that may
seem trivial to adults could be challenging for AYAs
as they value different attributes and are still devel-
oping cognitive and regulatory abilities.

3. Provide information for, and signpost them to web-
based resources and support for, managing RMD and
psychosocial challenges. These resources should be
AYA-appropriate, reliable, and displayed in places
where AYAs can easily see and access.

4. Support participation in extra-curricular activities
that won’t aggravate RMDs but are still enjoyable, to
help AYAs develop new skills, social relationships,
and a more positive outlook.
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5. Ask AYAs about their opinions and preferences and
help them make informed decisions about their treat-
ments/management in order to promote autonomy
and problem-solving skills.

6. Be aware of physical and behavioural changes, as
well as of negative life events that AYAs are experi-
encing, and encourage conversations around issues of
mental health to help with early detection of psycho-
logical distress.

Conclusion

Adolescence and young adulthood is an exciting and chal-
lenging phase of life, but it is also a period of heightened
vulnerability. Being aware of the interplay between RMD
and multifactorial sources of risks for psychological problems
is central to the complete management of AYAs. Although
psychological issues can be complex and difficult to manage,
disregarding them can have profound, negative impacts on
AYAS’ current and future quality of life [5]. Acknowledgement
of the importance of good psychological health should thus
be the responsibility of the healthcare team as a whole. This
chapter has hopefully provided practical tools to help HCPs
improve psychological resilience and address AYAs’ emo-
tional needs during routine practice.
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