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Introduction 
 
The National Institute of Clinical Excellence (NICE) estimates that bladder and bowel 
dysfunction affects about 900,000 children and young people out of a population of 
8,500,000 in the UK. There is evidence that children with physical disabilities and 
learning difficulties have a higher incidence of continence problems. Continence 
problems are believed to be caused by biological, development, genetic and 
environmental factors.  Structural and anatomic causes are rare.  They occur at a 
formative time for children– and influence their health, their wellbeing, and their 
emotional development. There is evidence that they are associated with emotional 
and behavioural problems including a strong association with bullying, both as a 
recipient and perpetrators (Paediatric Continence Commissioning Guide 2014 (NICE 
Clinical Guidelines CG 99, 2010; 5; CG 111, 2010; 4)). 
 
Bladder and bowel (Continence) services are provided by a range professionals/ 
providers in North East Lincolnshire (NEL) and include - 

 Family Hubs / Family First Practitioners 
 Public Health Nursing;  School Nurses and Health Visitors 
 Care Plus Group– Children’s Continence Clinical Nurse Specialist  
 General Practitioners 
 Local Hospital– A&E, Paediatric Consultants, Nurse Led 

Constipation Clinic, Children’s Community Nursing Team 
 Specialist Out of Area Hospitals– Sheffield Children’s, Hull 

Teaching Hospitals and Leeds Teaching Hospitals  
 

Current services are delivered in a range of settings and include: community family 
hubs, community clinics, schools, patient homes and hospital settings.  
 
The aim of the service is to support patients/families to resolve or improve their problems 
and avoid (where possible) a reliance on containment products.   
 
The service has evolved over the years with changes occurring as a result of national 
policy i.e, changes to the role of Public Health Nursing.      
 
North East Lincolnshire CCG (NELCCG) wants to ensure the right support and services 
are in place to enable people diagnosed with bladder and bowel issues to understand 
and manage and resolve their symptoms.  The views and thoughts of those living with 
such symptoms is an important element of building the right service. By providing the 
right information/ education it is possible to provide children, young people and their 
families with improved confidence to resolve/ manage symptoms and optimise well-
being– ultimately improving their quality of life. 
 
There is currently a formal review of the whole pathway of children and young people 
bladder and bowel services in NEL and as part of the work it was felt important to gain 
the views of patients and their families who use the service. 
 
Following consultation with bladder and bowel professionals in NEL it was felt that a 
formal survey would be the optimum way of engaging with patients/families across the 
broad pathway.  A survey was developed by NELCCG via Smart Survey software and 
was accessible via a link.  Hard copies were also made available to each part of the 
service within the pathway and offered via face to face appointments. Care Plus Group 
also posted approximately 25 surveys to a random selection of patients on caseload. 
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The survey was launched on 24th May 2019 and closed on 11th July 2019 (almost 7 
weeks).  Patients and their families could complete the anonymous survey via digital 
link, freepost hard copy or by ringing a member of the NELCCG engagement team and 
they would work with them to complete it over the phone.   
 
Patients/ families were offered the opportunity to leave contact details if they wanted to 
discuss their experience in more detail.   
 
 
The survey has been sent to professionals in NEL involved in supporting children, young 
people and their families with bladder and bowel problems – for distribution to 
patients/families.  Professionals included: 
 

 

 Children’s Continence Clinical Nurse Specialist, 
CPG 

 Health Visitors 

 School Nurses 

 Family Hubs / Family First Practitioners 

 SEND Parent Forum 

 NEL Council Director of Education for distribution 
to all NEL Schools 

 GP Practices/ Practice Managers 

 Grimsby Hospital Constipation Clinic  

 Grimsby Hospital Children’s Community Nursing 
Team 

 NELCCG Website, Twitter and Facebook 

 NEL Primary Care Newsletter 
 
 

The survey responses have been collated and this report provides the results. 
 
Executive Summary 
 
A total of 36 respondents – 34 responses are being considered as part of the 
outcomes in this report as one response had no answers in any section and one 
response was completed inappropriately with no logical/ understandable answers. 
 
Whilst bladder and bowel problems are common, the importance of timely access to 
advice, guidance and support is evident and can have a significant impact on an 
individual’s quality of life.  It is important the local services, across the whole pathway, 
can appropriately support service user needs, acknowledging that evidence shows they 
can feel anxious and not listened to. 
 
Many of the findings from this report align with the feedback already received from 
professional engagement.  Findings show that bowel care is a particular area of 
service needing development. 
 
Many patients are finding themselves in Level 3 services (A&E and hospital services) 
when in fact they could be managed in Level 1 or 2 services (HV, SN, GP) & (CPG 
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Community Continence Service).   There is a need to raise awareness of primary and 
community services that are available to support.  However, many users felt that the 
knowledge and skill set of many professionals within different parts of the pathway was 
not of an appropriate level.  For example; an 18 month to 5 year old who has accessed 
Health Visitor, GP and Hospital Services with the outcome of management by Movical 
for treating Constipation.  This intervention can be managed within Level 1 services with 
appropriate GP management and prescribing. This demonstrates the need for 
education/ resources to support effective management of service users in primary/ 
community care. 
 
The Bladder and Bowel Project Group will be reviewing the outcome of this report and 
recommendations made, along with professional feedback.  Alternative service model 
options will be considered along with the need for awareness raising/ education of 
conditions and services available, information literature, pathways and guidelines.   
 
 
Key Findings 
 

 The majority of responses (88%) were completed by parents/ carers with the 
rest completed by school age children and young people. 

 The age of those accessing the service ranged from 18 months to 17 years 
plus.  77% of those were of school age with 56% being between the age of 6 to 
11 years. 
 24%  of respondents have received support from Level 1 services  

  (Public Health Nursing &/or GP) 
 10%  of respondents have received support from Level 2 services  

  (Comm Continence CNS) 
 64%  of respondents have received support from Level 3 services  

  (Hospital) 

 Nearly half of users who responded (47%) had bowel problems - the majority 
was for 6 -11 year olds with 18 month to 5 year olds following.    An additional 
29% having bowel and bladder problems.  21% had bladder problems.   

 44% of respondent did not know where to access support demonstrating a 
need for awareness raising for the local community of what and where support 
can be gained.  For one user who felt they knew where to access support still 
felt that there is not much support available for people with complications with 
their bowels.   

 38% felt it was not easy to access help with many expressing difficulties gaining 
effective advice and support. 

 The professional making the highest number of referrals was the GP (44%).  The 
majority of which were for 6-11 year olds followed by 18 month to 5 year olds. 

 Effective and timely transition has been expressed as a gap in provision (to 
Consultant level service). 

 Of those that answered; 71% do not receive continence products with just 26% 
Age 6 – 16 years receiving them. 

 A gap in provision has been identified for 18 month – 5 years 
primary/community services. 

 The importance of understanding/inclusion of disabilities of both service user and 
parents and mental health impact (anxiety) has been recognised. 
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Recommendations 
 
Based on the findings of this report and coupled with feedback from professional 
engagement, there is a need to further develop local bladder and bowel services 
(continence).  Recommendations to further support NEL professionals and service 
users are as follows:  
 

1. Share the outcome of this survey with the NEL Bladder and Bowel Project Group. 
2. Consideration of alternative service model options. 
3. Development of an Information Leaflet and accessible online information of what 

and where services are available for service users. 
4. Education/ awareness raising session for GPs/Practice Nurse session and 

professionals across the pathway. 
5. Professional pathway pack and/or GP Guide to be developed.  To provide 

consistency for management and referral processes. 
6. Online mandatory training for level 1 professionals and professionals out with the 

pathway eg, private nursing settings etc. Improving understanding across the 
community and child care settings. 

7. Transition from children and young people services to adult services be 
reviewed. 

8. Development of services to support 18 month – 5 years in primary care / 
community. 

 


