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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 - What is the NHS Leeds Clinical Commissioning Group and why are we 

carrying out this engagement? 
 
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 - what topic are we exploring? 
We are working to improve the pathway for children with constipation from primary care 
through to secondary care.  A lot of engagement has already taken place with professionals, 
across the NHS, and what is missing is the patient experience.  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 
Firstly, many thanks to the 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.  The 

names have been changed to protect privacy.  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. 

 

Story 1 

Mum: Anne 
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Flora:  age 13 

Flora started having bowel problems from nursery age.  Following a visit to her GP she was 

referred to a nurse in the community and several treatments were tried but unfortunately 

made her worse.  Flora also suffers with medical anxiety and has recently been diagnosed 

with autism.  As the treatments were not working, she was referred for a bowel biopsy and 

had an “ace button” fitted: this was successful for Flora.  Flora is still under the care of a 

paediatrician in the community. 

Flora has recently moved to Lawnswood School and is currently being assessed for an 

educational health care plan.  The school is working well with the hospital psychologist and 

they are getting lots of support.  There are no issues with communication between 

Lawnswood School and the health care system.   

What’s good about your experience? 

• Ace button tube (the previous treatments were too much for Flora). 

• Appointments have been great - not waited too long. 

• The staff have supported them; “the whole team talked us through everything first, we 

were given leaflets, they understood Flora’s anxiety”. 

• Feels she can email the nurse specialist and paediatrician anytime and 

communication channels are good. 

• Communication between the high school and healthcare professionals is very good. 

What could be better?  

• Primary school experience was not good.  Due to her condition school would not allow 

her to go on school trips, undertake a cycling course or attend a school residential.  

Hospital staff did try to communicate with the school but unsuccessfully. 

• Transition between primary school and high school never happened: Catherine 

provided high school with all the information they needed. 

• Covid has had an impact but Flora has still been treated virtually. 

• Schools need educating on dealing with children with long term conditions. 

• Flora missed out on receiving 100% attendance award due to her condition: she feels 

Flora was being punished because of her illness by the school. 

 

 

 

 

 

 

Story 2 
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Mum:  Lucy  

Aiden:  age 9 

Aiden had no control over soiling and wetting and this started when he was in reception.  

Lucy spoke to school and they said there was nothing to worry about. Lucy kept talking to 

school who still kept saying it was normal. She wrote to the special educational needs 

coordinator (SENCO) but received no help. By year 2 Aiden was still having the same 

problem so she contacted the GP. 

GP was good and listened and referred him immediately to LGI, but Lucy did have to wait 

6/7 weeks for an appointment in Feb 2020.  This appointment was cancelled until March and 

then that was cancelled due to Covid.  She started a “poo chart” as a friend suggested it was 

a good thing to do – not the hospital.  The surgeon prescribed Movical which wasn’t helping 

Aiden.  Lucy knew after 6 months that Movicol wasn’t helping the situation and was telling 

the doctor this but felt she wasn’t being listened to: this carried on for a year and a half.  The 

hospital then agreed to switch his medication to suppositories and Senokot: this is now 

working.    Aiden was supposed to have surgery, but this did not happen due to Covid and in 

the meantime his condition has improved by taking medication. 

What’s good about your experience? 

• “Sue is bloody brilliant” Aiden’s words – Sue the constipation nurse talks to Aiden 

directly and listens to him  

• Lucy feels that if you are referred to the hospital the community staff are unable to get 

involved… 

• Constipation nurse is always there for them. 

What could be better? 

• Experienced 2 delays – first school saying nothing to worry about then wait for first 

appointment. Waited 6/7 weeks for first appointment this was cancelled in February to 

March and then cancelled due to Covid. 

• Lucy spent a year and a half telling doctors Movicol was not working. 

• Felt because she was under the hospital the community nurse could not help. 

• Feels people should listen to mum’s insight more. 

• School is not helping as they don’t remind him to go to the toilet. 

• She delayed going to the GP for two years as school told her it was normal. 

• Felt patronised by a member of staff at the LGI – she was told “mummy should listen 

to what the doctor says”. 

• Feels parents can help too – listen to us. 

• Schools need educating around this area. 

Update from Lucy 23 February 2021 

I’d like to add that ever since the surgeon and bowel nurse at the hospital started listening to 

me and taken my insight into consideration, there’s been a vast improvement in 

communication, and they’ve been extremely helpful in the last 5 months. 
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Story 3 

Mum:  Alice 

Helen and Cate:  age 4 

Alice’s twins were both milk intolerant from birth and this was undiagnosed for 12 months.  

The GP initially diagnosed colic.  By the time she was referred to a paediatrician both Helen 

and Cate’s bowels were inflamed, and Alice was told it would take 18 months to improve. 

Alice started potty training Helen and Cate as the pandemic hit and she noticed that Helen 

started holding on to her stools.  GP suggested laxatives which initially worked.  Helen is 

now constipated again but she feels this is a mental block which has now resulted in a 

physical problem.  Alice contacted the GP again who was very helpful and prescribed 

laxatives which have now been successful, and Helen is no longer holding on to her stools. 

What’s good about your experience? 

• As the twins got older, starting nursery and having peer support has helped 

What could be better? 

• Been told it was colic for 12 months and then finding out Helen and Cate’s bowels 

were in a state has impacted on both the girls and Alice. 

• Pandemic has not helped stress levels. 

• Constipation can stem from stress and Alice feels that health and wellbeing questions 

are not investigated by doctors.  They just seem to focus on the medicine.  More 

focus needs to be around checking with mum and baby on causes and more advice 

on how to minimise stress would be welcomed. 

• Think health and wellbeing of the family not just the physical solution. 

 

Story 4 

Mum and GP:  Nina 

Edwin:  age 4 

Whilst potty training Edwin, Nina noticed he was constipated, but didn’t pick up on it quickly 

enough and by the time she spoke to the GP Edwin was quite badly impacted.  Experience 

of the GP was good, and he prescribed a liberal prescription of Macrogol sachets and 

signposted Nina to the Children’s’ Bowel and Bladder Charity (Eric). Nina feels that it is 

useful to educate GPs on what quantities of laxatives are often needed as she feels her 

experience might not be across the board. 

At the stage of being referred Nina felt very frustrated as the wait was very long for Leeds 

Community Health. She also feels, with her GP hat on, that GP’s don’t always know where to 
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refer to.  She feels there is a lot of confusion on what goes to Leeds Teaching Hospitals 

Paediatrics what goes to the ICAN – she finds it confusing as a GP.  Would be helpful to 

have some clarity about where these children should go. 

She waited 3 weeks to receive an “opt in” letter and was then put on the waiting list.  She 

feels this is a way of extending the waiting list. She then waited another 18 weeks beyond 

the 2 weeks, which was frustrating as the family at the time had an opportunity to sort out the 

problem in the summer break between finishing nursery and starting school. Nina didn’t think 

school would be set up as well as nursery.  So due to the long wait she paid to see a 

consultant privately, who x-rayed Edwin and confirmed he was impacted.  Once they got into 

the NHS service and saw the consultant, they didn’t feel it was that helpful as by then, they 

knew it was idiopathic constipation and there were no underlying issues.   Nina just needed 

help with management. They were then referred to the bowel nurses: another 3 week wait.  

In the end they waited 20 weeks to see the paediatrician, and then another 3 weeks to see 

the nurse.   

Once Sue (the constipation nurse) came on board as part of Edwin’s care, things got better: 

she was easy to get in touch with, responsive, she involved Nina in the plan and they were 

able to make joint decisions about what to do. She had a lot of time and empathy for Nina 

and Edwin. Apart from once, everything was done over the phone which was perfectly 

adequate. Face to face was offered but she doesn’t feel it’s needed. From this point onwards 

she wouldn’t fault the service, just the journey to get there could have been better. 

Edwin was discharged 4 weeks ago. They were told if he needed to come back the journey 

should be much easier via GP referral straight to the nurses as she wouldn’t need to see a 

consultant so they would get back to her quickly.  Prior to discharge she had the number for 

the clinic and could have called if she had a problem. 

The nurse was the best part of the experience and Nina feels this role suits those teams of 

nurses well as they have the time and the experience.  She feels this area is unusual as 

there isn’t just one treatment and the child gets better, there are a number of different 

treatments tailored to the individual families, for example, how old they are and what’s 

happening in their world and life around them. That takes a lot of time and a lot of skill and 

understanding, and the nurse was just brilliant at that. 

It would be useful if the clinic could use System 1, the same primary care IT system.  Sue 

didn’t always write to her GP after every consultation, and there were a few occasions when 

Sue changed the medicine which her GP was unaware of.  When Nina then asked her GP 

for a prescription, she was told Sue had to write to him, so was just messy. It might be easier 

to improve the communication between LCH and primary care if they were using System 1 – 

she could have typed in the change of meds which the GP would have seen within an hour 

and prescribed the medicine. 

Nina feels that the majority of patients will suffer with idiopathic bowel conditions, and the 

person they need to see is the nurse not the consultant.  The system should be nurse first 

then doctor if necessary. Health visitors are also a useful point in the service (henry 
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programme – support for parents weaning) making those good food choices early on in the 

baby’s life can reduce constipation.  

Her experience of having a child with constipation has changed the way she now deals with 

other parents with the same problem as a GP:  she now appreciates how much time it takes 

in a consultation which other GPs may not fully understand. If she sees a child with 

constipation on her list she thinks that’s a 20 min appointment.  Something that can seem so 

simple can be complicated. Giving that support, and understanding to the whole picture, is 

really time consuming. Understanding all the ups and down of progress and regression. 

What’s good about your experience? 

• ERIC website very helpful: there’s a helpline, publications and lots of printed 

information on how to carry out a dis-impaction regime and what to look for.  Also, big 

section on chronic constipation which is a good way of avoiding a long conversation 

with the GP about self-management. 

• Bowel nurse experience. 

• Easy access to contact the nurse. 

• Virtual consultations with the nurse although offered face to face.  

• Being prescribed a liberal dose of laxatives initially by the GP. 

What could be better? 

• Better triage system – refer first to the nurse who can then contact the paediatrician if 

necessary. Not the other way around. 

• Poor communication between LCH and GPs as they use different IT systems. 

• Long wait for first appointment with the paediatrician which resulted in paying for a 

private consultation which not everybody can do. 

•  Opt in option needs to be sped up as waiting 3 weeks for that felt pretty cruel.   

 
4. Crosscutting Themes  

• Long wait for first appointment to see paediatricians  

• Better triage system – nurse first then doctor  

• Good experience and access to the bowel nurse 

• Schools need educating around this area 

• Delay in initial diagnosis which resulted in a worse condition to manage 

• More time given by clinicians to understand the full health and wellbeing of the 

situation 

• A ‘seamless’ system for the families is needed when accessing both LCH and LTHT  

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