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BACKGROUND 
Children with symptomatic joint hypermobility (SJH), now known as Joint Hypermobility 
Spectrum Disorder (HSD) and Hypermobile Ehlers-Danlos Syndrome (hEDS) report 
widespread chronic pain, fatigue and joint instability as their main symptoms. However, 
symptoms extend beyond the musculoskeletal system including gastrointestinal, 
cardiovascular, and lower urinary tract dysfunction (LUTD)(1). 
Research amongst children and adults with hypermobility syndrome, reports that urinary 
incontinence is one of their most distressing symptoms (2,3). In the UK there is no 
treatment pathway for children with HSD/ hEDS and LUTD. While possible treatments 
include pharmacotherapy, pelvic floor training, physiotherapy, biofeedback and 
psychology none of these treatments have been evaluated in this patient group.  
 
This research aimed to explore parental perceptions of symptoms and treatments available 
for children with SHJ and LUTD. The objectives were to explore: 
1. parents’ perceptions of LUTD on their child’s quality of life (QoL); 
2. parental perceptions on the treatments that children with SJH and LUTD sought; and, 
3. parent’s perceived efficacy of treatment options. 
 
METHODS 
An online cross-sectional survey design was used. The questionnaire comprised of the 
Paediatric Incontinence Questionnaire (PinQ), and the Bladder Dysfunction and 
Dysfunctional Voiding Symptom Score (DVSS). Additional questions explored treatment 
options and efficacy. 
Following approval from the UCL ethics committee, the questionnaire was distributed to 
parents of children aged 6 to 18 years with SJH and LUTD via the Ehlers-Danlos Support UK 
(EDSUK) and Hypermobility Syndromes Association (HMSA) charities.  
Children with neurological or rheumatological condition, cognitive illness, neurogenic 
bladder or anatomical abnormality of the lower urinary tract were excluded. 
Questionnaires were excluded for analysis if less than 90% complete. 
Descriptive statistics were used for quantitative data while qualitative data were analysed 
using content analysis. 
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RESULTS 
Sixty-seven questionnaires were analysed. The majority of children represented by their 
parents were white females (65%, n= 44).  
 
Urgency (97%, n=65) and enuresis (41.7%, n=28) were the most frequently reported 
symptoms. Urinary tract infections were reported by 49% (n=51) of the parents. These 
findings were more prevalent in children diagnosed with hEDS.  
 
The results from the PinQ questionnaire showed that parents perceived that the majority of 
children were emotionally distressed by their LUTD. More than half of the parents (64.2%, 
n=43) believed that their child missed out on ‘doing things’ because of LUTD while 40.3% 
(n=27) of parents thought that their child’s ‘choice of hobby’ was impacted. 
 
Forty three percent of parents (n=29) reported pharmacotherapy to be the most effective 
treatment, while very few parents had accessed other treatment services such as 
physiotherapy (16%, n=11) and incontinence nurse (18%, n=12).  
 
No children accessed women’s health physiotherapy. The majority of parents reported that 
the treatment they sought did not meet their expectations and they were disappointed in 
their health care provider’s lack of knowledge of HSD / hEDS and LUTD and how to manage 
it. Parental perception of single most effective treatment is shown in the table below.  
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CONCLUSION 
This study highlights that parents perceive LUTD symptoms impact a child’s QoL. There is a 
need for education amongst healthcare professionals about LUTD and HSD/hEDS and to 
evaluate treatments. 
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