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Kinesiophobia in Parents of Children with Haemophilia
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ABSTRACT

Objective: To compare kinesiophobia levels between parents of haemophilic patients and parents of healthy children, and to investi-
gate the factors associated with kinesiophobia in parents of haemophilic patients.

Study Design: A cross-sectional descriptive study.

Place and Duration of the Study: Department of Physical Medicine and Rehabilitation, Bursa City Hospital, Bursa, Turkiye, between
December 2023 and June 2024.

Methodology: Thirty mothers of children with haemophilia (MCwH) and thirty mothers of healthy children (MHC) were evaluated
using the Visual Analogue Scale for pain, the Short Form-36 for quality of life, the Beck Depression Inventory (BDI) for depression
level, and the Tampa Scale for Kinesiophobia (TSK). TSK scores between the two groups were compared using the Mann-Whitney U
test. The correlations between TSK scores and the study variables were examined using Spearman’s rank correlation coefficient.
Results: No significant differences were found between the MCwH and MHC groups in terms of age, BMI, and educational status (p
>0.05). The median TSK scores were 44.0 (33.3-46.0) in the MCwH group and 40.5 (36.0-44.0) in the MHC control group. There was no
significant difference in TSK scores between the groups (p >0.05).

Conclusion: The risk of bleeding in people with haemophilia, the pain secondary to bleeding, and the risk of sustaining an injury
contribute to increased levels of kinesiophobia, not only in individuals with haemophilia but also in their parents. Physicians should
focus on parents’ kinesiophobia when evaluating patients with haemophilia and inform parents about its importance and available

treatment strategies.
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INTRODUCTION

Patients with haemophilia (PwH) typically cope with disease-
related suffering in ways that are influenced by both their own
coping abilities and those of their parents. Coping approaches
refer to cognitive, emotional, and behavioural efforts to
manage stressful circumstances or issues, including strate-
gies such as avoidance. Prolonged avoidance may prevent
patients from engaging in daily activities, resulting in further
avoidance of regular tasks and probably impacting emotional
well-being.!

According to the Fear-Avoidance hypothesis, people who suffer
from acute pain may subsequently become trapped in an
endless loop of chronic incapacity and difficulties as a result of
their behavioural, emotional, cognitive, and functional reac-
tions to the pain.
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Kinesiophobia, or being afraid of movement, is an aspect of
this fear model. Kinesiophobic patients tend to believe that
movement may cause pain and re-injury. Reduced physical
activity, avoidance of daily responsibilities, functional impair-
ment, incapability to use the extremities, and, in more advan-
ced phases, depression and lower quality of life are common
consequences of the disease.?

To the best of the authors’ knowledge, limited data are avail-
able regarding kinesiophobia in mothers of children with
haemophilia. This study aimed to compare kinesiophobia
levels between mothers of children with haemophilia (MCwH)
and mothers of healthy children (MHC) and to investigate the
factors associated with kinesiophobia in parents of haemo-
philic patients.

METHODOLOGY

A cross-sectional descriptive study was conducted at the
Department of Physical Medicine and Rehabilitation, Bursa City
Hospital, Bursa, Turkiye, between December 2023 and June
2024. Eligible participants were identified among mothers
accompanying children attending the Haemophilia outpatient
clinic of Bursa City Hospital (MCwH group) and mothers of
healthy children attending routine outpatient visits (MHC
group) during the study period. A consecutive convenience
sampling approach was used.
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Parents who met the eligibility criteria were approached in
person at the clinic by the research team, informed about the
study, and invited to participate. Questionnaires were
completed on site in a quiet area, and incomplete forms were
excluded. Written informed consent was obtained from all
participants. Ethical approval was granted by the Clinical
Research Ethics Committee of the Health Science University
Hospital of Bursa City, 2019-KAEK-140 (ID:2023-19/4). The
study protocol was recorded in clinicaltrials.gov (NCT04205
188).

Inclusion criteria were being a mother of a child with
haemophilia (MCwH group) or a mother of a healthy child
(MHC group), ability to read, understand, and complete the
psychosocial evaluation questionnaires independently, and
provision of written informed consent. Exclusion criteria were
incomplete or missing questionnaire data, presence of
cognitive or language difficulties that could interfere with
understanding or completing the questionnaires, having a
child with a chronic disease other than haemophilia, and
failure to provide written informed consent.

Data on the psychosocial variables of the participants were
collected. The variables evaluated in the study were
kinesiophobia, depression, and perception of quality of life.
Kinesiophobia was measured with the Turkish version of the
Tampa Scale of Kinesiophobia-17 (TSK-17). This self-
administered measuring instrument consists of 17 items, with
a 4-point Likert scale. The score range was 17-68; a score of
37 or over was considered high, and higher scores indicate
greater fear of re-injury from movement.’ Depression was
measured using the Beck Depression Inventory (BDI), a 21-
item self-report questionnaire used for evaluating the
severity of depression in both normal and psychiatric
populations.’ The perceived quality of life was measured with

the Turkish version of the 36-ltem Short Form Health Survey
(SF-36).°

Data analysis was performed using the SPSS statistical
software package, version 25.0 (IBM, Inc., Armonk, NY, USA).
The Shapiro-Wilk test was used to assess data normality,
while Levene’s test was employed to evaluate the homo-
geneity of variance. The statistical analysis was performed
using non-parametric tests. Continuous data were presented
as median (IQR). Categorical data were expressed in numbers
and frequency. Mann-Whitney U tests were used to compare
continuous variables. Spearman’s correlation analysis was
used to evaluate the relationship between continuous
variables. Confidence intervals were set at 95%, and values
were considered statistically significant at p <0.05.

RESULTS

A total of 60 participants were included in the study (30 MCwH
and 30 MHC). The median age of the parents was
44.5(40.0-48.0) years. In the MCwH group, 20% (n = 6) had
completed primary school, 10% (n = 3) secondary school, 43%
(n = 13) high school, and 27% (n = 8) university education,
whereas in the MHC group, 20% (n = 6) had completed high
school and 80% (n = 24) university education. The number of
more educated participants was higher in the MHC group. No
significant differences were observed between the groups in
terms of TSK scores (p >0.05, Table I). TSK scores of
participants were found to be negatively correlated with some
of the SF-36 items, including physical functioning (r = —=0.277,
p <0.05), social functioning (r = —0.378, p <0.05), role
limitations attributed to physical problems (r = —0.631,
p <0.05), role limitations attributed to emotional problems
(r = —0.311, p <0.05), pain perception (r = —0.446, p <0.05),
and mental health (-0.275, p <0.05, Table II).

Table I: Differences between the two groups regarding kinesiophobia, depression, and quality of life.

Variables MCwH Group (IQR) MHC Group (IQR) p-values
TSK 44.0 (33.3-46.0) 40.50 (36.0-44.0) 0.236
BDI 7.5 (5.0-16.3) 3.5(0.0-10.0) 0.005*
Physical functioning 80.0 (65.0-91.3) 92.5 (70.0-100.0) 0.292
Social functioning 75.0 (63.0-88.0) 63.0 (59.4-75.0) 0.160
Role limitations attributed to physical problems 50.0 (25.0-100.0) 100.0 (25.0-100.0) 0.060
Role limitations attributed to emotional problems 84.0 (34.0-100.0) 100.0 (100.0-100.0) 0.003*
Mental health 66.0 (52.0-76.0) 68.0 (51.0-77.0) 0.795
Energy and fatigue 62.3 (45.0-75.0) 60.0 (50.0-60.0) 0.994
Pain 59.0 (45.0-80.0) 73.0 (45.0-92.5) 0.155
General health perception 65.0 (44.5-71.3) 60.0 (45.0-75.0) 0.694

TSK: Tampa Scale of Kinesiophobia,; BDI: Beck Depression Inventory. * Mann-Whitney U test, p <0.05.

Table II: Correlation analysis of kinesiophobia with other dependent variables.

Variables r-values p-values
BDI 0.259 0.046*
Physical functioning -0.277 0.032*
Social functioning -0.378 0.003*
Role limitations attributed to physical problems -0.631 0.001**
Role limitations attributed to emotional problems -0.311 0.016*
Mental health -0.275 0.034*
Energy and fatigue -0.131 0.317
Pain -0.446 0.001%*
General health perception -0.071 0.192

BDI: Beck Depression Inventory; *: Spearman’s rank correlation, p <0.05; **: p <0.001.
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DISCUSSION

Parents of chronically ill children, such as PwH, should
manage their child’s condition and emotional well-being,
while also addressing their own response to this new condi-
tion. Campo et al. reported that depression and anxiety are
more prevalent in mothers of children with chronic pain
(CwCP), compared to MHC.® According to Eccleston et al.,
parents of CwCP often experience social restrictions, as well
as high levels of stress and anger.” To the best of the
authors’ knowledge, this is the first research examining the
emotional status of the parents of PwH. Parents with higher
kinesiophobia presented worse quality of life and increased
incidence of depression; their perceived quality of life
regarding physical health was also poorer. In addition, the
severity of haemophilia was related to kinesiophobia. All
MCwH with arthropathy exhibited greater kinesiophobia
scores.

In contrast to the present study’s findings, lower TSK scores
were observed in the MCwH group by Santavirta et al. The
low TSK scores they observed may be attributable to the
patients’ pain experiences. The experience of pain may
contribute to reduced or negative emotional and cognitive
reactions.® Given the IASP definition, which states that pain
is an experience learned throughout life, this idea seems
reasonable. Akbari et al. pointed out that caregivers’
emotional communication with patients with chronic pain
(PwCP) plays a role in patients’ pain experience. A poten-
tially more emotionally distant caregiver may be the health-
care provider of a PwCP.’

The Social Communication Model highlights the significance
of biopsychosocial, interpersonal, and intrapersonal factors
in both the PWCP and the caregiver, which interact to shape
the PwCP’s experience of pain.'® Indeed, Romano et al. noted
that bidirectional relationships exist between caregivers’
emotional responses and a patient’s chronic pain and associ-
ated suffering.™*

According to the Pain Empathy Model, effective care for
PwCP requires caregivers to accurately perceive the
patients’ pain and affective distress and then manage their
own emotional response to it."> Botvinick et al. showed,
using fMRI, that observing someone in pain activates the
same affective neurons as when the observer themselves
experiences pain.”

Caregivers’ overestimation of pain may prompt patients to
reappraise their pain as more intense and may lead to over-
protective behaviours to the point that they deter the
patient’s independence. For example, Goubert et al. found,
in a sample of 107 adolescents with chronic pain and their
caregivers, that parental pain catastrophising significantly
explained children’s disability and school attendance beyond
their pain intensity.* Parents who observe pain in patients
need to manage their own emotions. Emotion regulation

(ER), as defined by Gross, is a process model that involves
several steps leading up to the generation of an emotion
and, consequently, a behaviour.”

In contrast to the findings of Calatayud et al.,"® the present
study observed high mean TSK scores in the parents of PwH.
Nevertheless, when compared to the averages observed in
individuals with chronic musculoskeletal pain, these findings
were only slightly higher than those observed in osteo-
arthritis patients. A significant correlation between TSK
levels and pain intensity was observed in the present study.
The fear of getting another haemarthrosis, which could
exacerbate joint disease, represents a considerable nocicep-
tive source that may be linked to the high degree of kinesio-
phobia. Additionally, previous traumas and their arthropathic
effects may be associated with this high level of kinesio-
phobia observed in adult PwH.

Regular exercise considerably lowers kinesiophobia levels.
Daily physical activity can help patients to overcome their
anxiety and fear of movement, as well as to improve body
awareness and confidence. Cserep et al. reported that ER
strategies in adolescents with various chronic illnesses
predicted their own quality of life, while parental ER
predicted the quality of life of both the parents and adoles-
cents.’’ Maladaptive ER strategies have been associated
with pain and psychological comorbidity and have therefore
been identified as a risk factor for the maintenance of pain.
According to Social Learning Theory, parents’ distress in
response to their child’'s pain may influence how they
respond, linking parents’ emotional and behavioural experi-
ences (e.g., parental behaviours such as allowing the child
to stay home from school).*

Despite the median TSK score of MCwH being slightly higher
than that of the control group, no significant differences
were observed between the groups in this study. Nowadays,
a growing number of parents are expected to serve as nutri-
tional advisers, emotional coaches, academic strategists, or
sports managers for their children. High TSK scores
observed in the healthy group may warrant future research,
focusing on the concept of good parenting and modern
parental expectations, such as constant engagement, optimi-
sation, and protection of their children.**?

This study examined psychological and functional outcomes
together in the MCwH group, providing a broader under-
standing of caregiver well-being. The use of different tools
for kinesiophobia, depression, and quality of life supports the
validity of the results. The study also has several limitations.
The sample size was relatively small, which may limit the
generalisability of the results. The cross-sectional design
limited the examination of causal relationships between
kinesiophobia and psychological or functional outcomes.
Several factors, including socioeconomic status, disease
severity, caregiving duration, and social support, were not
examined and could have influenced the results.
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This study points out that kinesiophobia concerns not only
individuals with haemophilia but also their parents. Parents’
emotional distress can shape daily caregiving behaviours
and influence how children approach activity and rehabilita-
tion. Simple psychological screening and clear information
may help parents respond more stably during the care
process.

Future studies should follow families over time to better
understand how these relationships develop. Research
focusing on reducing kinesiophobia through psychoeduca-
tion or exercise-based approaches could benefit both
parents and patients. Additionally, qualitative studies may
also provide a clearer picture of how parents experience
fear, responsibility, and uncertainty in daily life.

CONCLUSION

In this study, kinesiophobia was found to be related to lower
quality of life and higher depressive symptoms among parents
of children with haemophilia. Even though kinesiophobia levels
did not differ significantly between the groups, parental kine-
siophobia appeared to play a significant role in how parents
experience and manage their child’s condition. These findings
highlighted the importance of a biopsychosocial approach to
haemophilia care, which considered not only patients but also
the emotional well-being of their parents.
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