
 

 

Childhood Constipation – Stories from Families 

 

This paper pulls together stories and themes from four families who have used NHS services 

in Leeds when their child experienced constipation. It is important to understand from 

families the following: 

• What was good about their experience? 

• What could have been better? 

• Common themes from the stories  

 

1. Introduction  

NHS Leeds Clinical Commissioning Group (CCG) is responsible for making sure that all 

people living in Leeds have access to the healthcare services they need, when they need 

them. We know that if we are to provide high quality, safe and compassionate services, we 

need to understand the needs and preferences of local people and use their feedback to 

improve our services.  

The CCG has a statutory duty to: 

• Involve patients and carers in planning, managing and making decisions about their 

own personal care and treatment (care planning). 

• Involve the public in the commissioning process itself, so that the services provided 

reflect the needs of local people. 

 

2. Background  

We are working to improve the pathway for children with constipation from self-care, primary 

care, community services all the way through to secondary care and treatment in hospital. 

Engagement has already taken place with professionals, and this piece of work seeks to add 

the voice of the patient and their family to what we know about constipation services. There 

is an opportunity and appetite to use feedback about what is working well and what could be 

improved from children and families to help influence the children’s constipation programme 

plan. 

 

3. Family stories 

Many thanks to the four families who gave up their time to talk about their experiences of 

using the childhood constipation pathway.  We asked each family to tell their own story 

including what was good about their experience and what could have been better. We have 

pulled out some of the themes and pertinent points from the stories that we can use to make 

improvements to the care pathway. These include:  

• things that we are currently doing well and need to keep doing 

• things that feel unclear and confusing for families which we need to simplify or clarify 

• things that work well in small parts of the pathway and need to be replicated 

throughout the whole pathway 

 



 

 

Themes Suggested Actions 

Referrals and Waiting Times 

Parents see that GPs aren’t always clear about where referrals should 
go to (LCH or LTHT).  

Launch primary care template to aid GPs in decision making.  

Families report mixed experiences of waiting times for secondary care; 
some were satisfied they weren’t waiting too long, and others opted to 
pay for private healthcare due to the long wait.  

 

Parents wonder if the time between referral and appointment could be 
used productively e.g. keeping bowel charts for discussion at the 
appointment. 

Clinicians to consider if any resources or monitoring tools could be 
sent out with appointment letters.  

When children are discharged from services, families like to know how 
to go about accessing services again should problems re-occur in the 
future.  

Project group to agree a process for accessing services after 
discharge. Information on re-accessing services to be included on 
discharge letters.  

Appointment Modality 

Families value having the option of telephone, virtual or face to face 
appointments.  

Services to consider how families can be offered a choice in how 
appointments are delivered.  

Continuity of Carer 

Families feel reassured when they can easily get in touch with named 
professionals involved in their child’s care. They feel that there is always 
someone there for them.  

Project group to consider how this can be facilitated as children 
move through the pathway.  

Families value a nurse-led service where staff take a holistic approach 
and understand the individual situations of each child and their family, 
and tailor interventions accordingly.  

 

Families feel confused about if the community team can stay involved 
after they have been referred to the hospital.  

Project group to agree how care is handed over when children are 
referred from LCH to LTHT.  



 

 

Medication 

Families experience inconsistencies in dosages of laxatives prescribed 
for disimpaction in primary care.  

Launch primary care template to aid GPs in decision making.  

Medication changes aren’t always communicated to GPs, which makes 
it difficult for families to obtain prescriptions.  

Project group to look at how communication around medication 
changes can be communicated to GPs and families.  

Mental and Emotional Health 

Parents see that constipation can have psychological and behavioural 
causes.  

Access to Psychology input for children under community and 
acute services. Clinicians to continue to consider the mental and 
emotional wellbeing of the child as well as physical symptoms.  

Parents really appreciated having ACE button fitted after other 
treatments weren’t working / weren’t tolerated by child (particularly 
children with neurodiversity and mental health problems). 

Having a child with constipation can be very stressful for the whole 
family.  

Link with Psychologist who is scoping the need and creating 
resources for children with long term conditions and their families. 
Ensure services know how to signpost families to appropriate 
support. Parents value being able to access peer support from other parents. 

Shared Decision Making  

Children like when professionals speak directly to them and take the 
time to listen to their views 

Clinicians to continue to adopt a shared decision-making approach 
and ensure the views of children and parents/carers are central in 
formulating treatment plans.  

Parents / carers feel it is important that clinicians listen to and respect 
their views when formulating treatment plans. They highly value being 
involved in the decision-making process. 

Families feel supported by staff when they fully explain interventions, 
provide written information and signpost to useful resources e.g. ERIC.  

Links to resources available on primary care template, GPs will be 
able to text links to patients / parents / carers. Constipation in 
Children leaflet is being updated. Project group to consider 



 

 

reviewing the written resources used across the whole system to 
ensure consistency and completeness.  

Public Health 

Parents don’t always know what ‘normal’ bowel habits are and when 
they might need to seek medical input.  

Link with 0-19 Public Health Integrated Nursing Service to identify 
possible actions.  

Constipation can be triggered at key development milestones e.g. toilet 
training, introducing solid foods, starting school.  

Problems in under 1’s are sometimes dismissed as colic and left 
untreated. 

Launch primary care template to aid GPs in identifying problems 
and referring on.  

Education 

Schools are not always forthcoming with help when parents first raise 
concerns about their child’s toileting. 

Link with School Attendance Service at Leeds City Council to 
identify possible actions.  

Families feel it is important for schools and health professionals to 

communicate about the child’s treatment plan, and for schools to follow 

treatment plans e.g. prompting a child to go to the toilet.  

Transition between primary and secondary school can be improved by 
the schools communicating with each other and sharing information. 

Children are sometimes excluded from social and educational 

experiences by schools e.g. learning to cycle and residential trips, due to 

their health condition. 

Children with long term conditions miss out on awards for 100% 
attendance at school, which affects confidence and morale, and leaves 
them feeling they are being punished. 



 

 

4.  Next steps – What are our recommendations and next steps? 

Along with hearing from staff, feedback from families is key to ensure that we are continually 

improving the experience for everyone involved. The information provided below will be used 

to influence future developments of the childhood constipation programme plan. 

This paper will be shared with members of the Children’s constipation working group as well 

as the families who took part in the interviews.  Feedback detailed in this paper is 

incorporated into the Childhood Constipation programme plan and any actions noted and 

shared. 

 

 


