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UK CCN Network and SAPHNA SPECIAL INTEREST GROUP

Nurses working with SEND children and young people

Meeting (virtual) held May 3rd 2023 2pm-3pm


	


	Attendees: 
	(RD) Rebecca Daniels (EAST LONDON NHS FOUNDATION TRUST) – chair and minute taker
(ED) Elaine Davies 
(VW) Valerie Wardle
(JM) Jane Mulcahy
(SD) Sara Cornell
(LD) Lucy Daly
(CR)Charlotte Robertson
(AFu) Angie Fudge (Sussex Community NHS Foundation Trust) 
(KF) Kristie Foreman
(EF) Emma frederick
(DH) Diane Hart
(HT) Hazel Thomas
(SP) Sharon Patterson
(NH) Nicola Hogg
(SS) Shelley Sweeney
(TW) Tracy Whitwell 
	(DM) Debbie Marsden
(RM) Rebekah Murch 
(JS) Jill Standing
(TW) Tracy Whitwell
 (AMP) Alice Macdonald-Parry
(SM) Sarah McKean 
 (KS) Kaie Samoilov
(CH) Caroline Hancox.
(KB) Katrina Bottle
(SJ) Sarah Jeyes
(NK) Natalie Kingsbury
(CP) Charlotte Phillips
(KC) Kate Campbell
(HD) Harriet Drew
(JG) Joanna Grant
(DK) Danielle Koefoed
(CT) Catherine Tinsley
(NP) Natasha Pyke.

	Apologies
	(AT) Annette Thorpe
(MC) Melissa Clarke
(ME) Marie Eyre (ROTHERHAM DONCASTER AND SOUTH HUMBER NHS FOUNDATION TRUST) 
(SE) Sara Eacopo
(SA) Sarah Allen
 (CW) Caroline Welch
 (BP) Bianca Postelmans 
 (CC) Claire Connolly
Hannah Dyson
(JR) Jane Ryall (SANDWELL AND WEST BIRMINGHAM HOSPITALS NHS TRUST)
 (EL) Emma Lea
 (KU) Kathy Unwin
(GC) Gemma Cove-Mullins
John Gowan
(RJ) Rita Jenner (Suffolk NHS)
(SH) Sian Hooban
(JP) Jo Pearch
(EK) Ebon Khaled
(ND) Nicola Davies
(MD) Maria (Angie) Deluque
(RH) Rachael Hampshire
(CW) Claire Wade
	 (KL) Kate Lee
(LD) Leanne Dunbar
(HR) Hannah Roebuck
(SH) Sarah Harding
 (SHa)Sheryl Haley
(RH) Rachael Hampshire
(LR) Lorna Russell
(CN) Christine Newton
(IP) Ilona Parkinson
 (RW) Rebekah Wyat
(MS) Marina Samuels
(LHG) L’Oreal Haugton-Gordon
(KE) Kirsty Elliott
(HL) Heather Lane 
(LSt) Louise Stringer and Sarah Student HV
(SL) Suzanne Lee
 (PB) – Paula Brooke
(JP) Julie Price
(CR) Corine Robinson
(VC) Victoria Coatsworth
(CT) Catherine Tinsley
Heather Gray (HG)
(JW) Jo Webster


	Agenda: 
	1.0 Oral health –Mini mouth matters
2.0 Best practice toolkit – toilet training
3.0 Open Space
4.0 AOB – Conference 5th July and Epilepsy call for evidence


	
Item
	Discussion
	Action
	Deadline

	
Welcome and Introductions

	The group introduced themselves and shared their current job role and schools within their remit. Variety of school offers across the UK. 
Joint meeting with SAPHNA and UK CCN Network

	
	

	Minutes from 7th March 2023
	Confirmed as correct. 

	 Members to complete and return to Rebecca.daniels@nhs.net



	

	1.0 Oral health – mini mouth project – Valerie Wardle
	
 
Questions:
1) Where did you get the funding for the mouthcare packs: 
This was funded from their local budget as a pilot. On a larger scale funding would need to be identified. 

Discussion regards Oral health being part of Core20Plus5 so it should be a local ICB commissioning focus which can help to support need for funding. Plus preventative health, long term outcomes and reduced cost for NHS clearly show the benefit in the initial funding. 

2) Did any of the children use the suction toothbrushes? 
No, plus the toothpaste is a non foaming so safer. 

Discussion regards dental input into special schools:
CR:every pupil on site has a referral to special needs dental team in school and dental team run clinics on site. 
AFu: opposite in her local area, Special needs dental team have a high threshold for accepting referrals and must demonstrate they have tried regular dentist initially
TW: Locally their Special needs dental team only accept referral from regular dentist.

3) Lipbalm: did you have any children on oxygen and how did you manage this?
No children were on oxygen. They used Vaseline for all pupils in the pilot but this would not be used for anyone on oxygen.

4) How did you get the schools engaged with this as extra work?
School staff were receptive to the project. Once they understood the long term benefits or oral hygiene, not just communication but reduced bacteria in mouth, reducing risk chest infections, they were very supportive. 

5) Amazing to hear YP move from never cleaning their teeth to cleaning them a few times a day – how did you manage this? How did this transfer to home?
Teaching within schools was a benefit. They involved the CYP in the teaching with powerpoint and samples to play with/take home. Doing it as a group helped to see peers carrying this out. Using the Dojo point system in school with rewards at the end of the week, charts were then sent home to continue to positive reinforcement.

Assessement tool used: is a national one from the Mini Mouth matters campaign
	


	

	2.0 Best Practice toolkit – toilet training for CYP with learning disabilities
	




Highlights: 
Key recommentations highlights (see page 4 for detailed recommendations)
1) Toilet skills to be introduced as early as possible, ideally within the first year or life, or as soon as LD is identified
2) Professionals to maintain high expectation of ability for the CYP with LD to acquite skills in toileting
3) Minimum 6 month toileting skills development programme to be tried before introducing continence products to a CYP with LD

Comments: 
KC – continence in East Sussex nursery nurse runs the toilet training and trains the HV – works along side the HV for tier 1 support.
Sometimes offer products as part of toilet training – pad liners into pants to reduce parental anxiety around wetting.
Training – ERIC training, practical skills from working with the families and CYP. 
	Feedback: 
1) What training would class as “experienced” practitioner?
2) What does a 6month development programme look like? 
[bookmark: _GoBack]Update: feedback has been shared with Davina and once final document is ready for publication, she will come to present either here or to our national CCN network
	

	
	
	
	

	AOB 
	 SAPHNA conference  rescheduled: NEW DATE: 
https://saphna.co/send-conference/ 
If you had previously booked and paid for March, this rolls over and you will be sent the new link for July. 
	NEW DATE 5th July 2023
	

	Requests for agenda items
	Toilet training in special Schools –  QI project (Hayley Watson) - confirmed
	
	

	Next meeting
	 Tuesday 11th July 1400-1500hrs (every 8 weeks) – invite to be sent
	Request to ALL members for case studies to present to the group
	



	Action Log

	Agenda No.
	Action captured
	Owner
	Timescale
	Completed
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UK Community Children’s Nursing (UKCCN) Network

Blended Diet – collaborative case studies

From the voice of the CYP, family and professionals   

		Patient background and journey, including health issues related to feeding
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		Summary feeding: considering ratio blended diet/liquid enteral and oral feeding; Pump/syringe delivery, type feeding tube (PEG/Balloon) 



		















		Problems encountered along the way: consider different community settings, consumable challenges – what did you learn and how did you overcome them? 



		



















		Positive reflections: What worked well? What influenced this working well? 
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		Patient outcomes:  What patient outcomes were reported and/or observed after commencing Blended Diet?



		













		Collaborative working: Describe the multidisciplinary team involved.



		







		Learning from practice: identify the learning from this journey and how practice changed as a result? 
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Mini Mouthcare Matters Pilot Project 
At Woodlawn School

Lead by Val Wardle and Jemma Rowland, Special School Nurses, Woodlawn School

NTSpecialSchoolNursing@northumbria-healthcare.nhs.uk 
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HI, my name is Val Wardle. I work as a special school nurse in North Tyneside, based at Woodlawn School. Woodlawn school has a range of children with various needs from complex medical to Autism and Learning difficulties ages from 3 to 19 years.  
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Tooth decay is the most common oral disease affecting children and young people in England, yet it is largely preventable.



In the UK it is at an appalling level.  31% of 5 year olds and 46% of 8 year olds present with obvious decay experience.



43,000 dental general anaesthetics having taken place between 2016-2017, costing the NHS almost £43 million. 



Background

2







When we look at oral health in  our children and young people, the statistics can be quite shocking when you see the figures. Nearly half of all 8 year olds present with tooth decay. (Go through Slide) 
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CYP with SEND are known to have more oral health issues compared to that of the general child population due to the medical condition itself, or the effect of managing it. They can also have higher levels of unmet dental need such as untreated tooth decay.



The nursing team at Woodlawn School observed that CYP who are nil by mouth or have limited food/fluid had poor oral hygiene. They discussed as a team, and searched for resources to help make a difference to these CYP. 

SEND Children and Young People 
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If we look at the different needs of the children we have across our school, we can see that these higher levels of unmet dental needs can be affected by various factors: some of the barriers to good oral health include physical ability can they brush their own teeth?, Mental and cognitive ability, so can they understand why they need to brush their teeth and how to do this effectively, as well as make choices around healthy eating or to seeking out help. Lastly, do they have the ability to co operate with treatment. (SCROLL DOWN)



Lack of feeding by mouth reduces oral stimulus, this leads to changes in the saliva and calcus can build up more easily, dryness and cracked lips can also occur.

 

nk
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Current research was found to show that oral care is often lacking in hospital and community care settings, especially to those patients who may be unable to carry out their own personal care and rely on others for support. 



Mini Mouth Care Matters was chosen to help with the project as it provides tools for professionals to address poor oral health and promote care and improvement.  It also enables progress to be recorded for evaluation.  










Mouthcare is Important
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Oral health links directly to systemic disease. Dental decay in children has been shown to lead to long-term detrimental effects leading to pain, sepsis and compromised growth & development.

The link between periodontal health and chest infections has also been recognised, and research is currently being carried out as part of the mouthcare matters project.
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Information letter and request for consent sent to parents. 

Training on oral health delivered to school staff.

Mini mouth matters assessment tool completed in school by the nursing team with the child.

Child is allocated a mouthcare pack which is kept in the classroom and regularly topped up. 

Care plan for mouthcare in place.

Staff record when mouthcare is given. 

The nurse reviews the records of mouth care given on a weekly basis and reviews the child’s oral health progress.



Mini Mouth Care Matters
 Pilot Project in School
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• Pen torch 

• Small-headed toothbrush 

• Sodium Lauryl Sulphate (SLS) free toothpaste- nonfoaming       option of non-flavoured toothpaste) 

• Dry mouth moisturising gels if required

Lip balm





Individual Mouthcare Pack Contents
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Results so far…… 
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      Mouth Care Assessment & Record         To be completed for every patient within    24 hours   of admission        


  1. Has the patient got:     Teeth                       Y  ☐    N  ☐       Promote DCby1    A dentist                       Y  ☐      N  ☐       Encourage to visit     Toothbrush                       Y  ☐      N  ☐       Provided  ☐     Toothpaste                       Y  ☐      N  ☐       Provided  ☐     Denture/Orthodontic appliance   Y  ☐      N  ☐      Storage pot? Y  ☐   N  ☐   Provided  ☐      2. Who will be providing oral care?    Patient                ☐     Parent/ Carer      ☐     Staff                    ☐     Shared care        ☐   Any  Details?:   


Place Elephant Mascot at  bedside to remind staff of  patient’s level of support   


  3.    Does the patient have any pain or discomfort in the mouth ? (Note verbal, behavioural or physical    signs)   Y  ☐   N  ☐   Why?   ________________________________________________________________________    


    Patients with  NO TEETH ,  NIL BY MOUTH   or  UNSAFE SWALLOW   still require  REGULAR MOUTH CARE    Consider use of suction toothbrush, suction or non - foaming toothpaste for mouth care   


Level of support with Mouth Care required:                               Independent/ minimal parental assistance patients:    Place the Single Elephant behind the bed    Full staff Assistance/Shared assistance patients:        Place the Double Elephant behind the bed    


Look in patient’s mouth with a      PEN TORCH .  Carry out  WEEKLY   assessment.   Mark as  L ,  M   or  H   in the white box under today’s date & sign.   Date   Date   Date   


     LOW RISK (L)     MEDIUM RISK (M)     HIGH RISK (H)*   


Teeth and oral      hygiene status        Advise the patient to visit  dentist on d/c if problems  with teeth not requiring  urgent hospital treatment    ●   No teeth!     ●   No obvious decay or  broken teeth     ●   Clean mouth    ●   Decay  –   no pain     ●   Broken teeth  –   no pain     ●   Visible plaque, debris &  tartar on teeth    ●   Decay/ broken teeth causing  severe pain     ●   Loose teeth with risk of  aspiration/swallowing                 


    Action   Twice daily tooth  brushing/mouth cleaning  with a fluoride toothpaste   Same as Low Risk, However  advise to visit dentist on  discharge, Monitor during  stay for any pain   Same as Low Risk, However  Refer to DR  immediately , or  hospital dental service (if  facility/pathway available)            


Lips, tongue,      gums & saliva        An ulcer present for more   than      2 weeks  must be referred   to  medics    ●   Pink (or brown - depending    on child’s skin colour)     ●   Moist     ●   Smooth    ●   Lips dry,  chapped or  broken at the corners     ●   Tongue dry, patchy,  coated     ●   Reddened, puffy gums     ●   Dry mouth     ●   Sticky secretions    ●   Ulceration, bleeding, blistered,  white or red areas     ●   Or, combined white/red areas  that can be wiped to reveal red  soft tissues     ●   Spontaneous bleeding of gums     ●   Swelling of cheek or gum,    ulcers, or ‘gum boil’     ●   Mucositis             


Action        Twice daily mouth cleaning  including tongue and gums  with a fluoride toothpaste  Monitor weekly for any  changes      Same as Low Risk, However  additional Dry mouth care  and removal of secretions      Same as Low Risk, However Refer  to DR  immediately , or hospital  dental service (if facility/pathway  available)            


How does the    patient respond  to having their  teeth brushed?       ●   Likes to have teeth  brushed     ●   Will brush teeth if  encouraged    ●   Teeth brushed with    difficultly, but manage to  clean all teeth     ●   Distraction needed to    deliver oral care    ●   Teeth brushed with difficulty     ●   Cannot brush teeth     ●   Unable to clean well             


Action        Twice daily tooth brushing,  Follow the child’s home    routine for oral care  management     Same as Low Risk,  keep  calm and kind approach    Speak directly to the patient   Ask family or carer for  assistance    Brush in short bursts Use  patient preferred  products     Same as Medium Risk, Consider  use of foam prop/modified  toothbrush     Involve play specialist if possible    Brush at different times of the day    Non foaming/flavoured toothpaste  Discuss with DR possible  ref to  community/hospital dental service  if treatment needed            


       Initials/Signature:                 


   


Patient Name:      


D.O.B      


Hosp Number      


NHS Number      
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			Patient Name: 


			 





			D.O.B 


			 





			Hosp Number 


			 





			NHS Number 


			 








	 


Mouth Care Assessment & Record 	 


To be completed for every patient within  	24 hours of admission 


 


			 1. Has the patient got: 


Teeth 	                  Y ☐  N ☐     Promote DCby1 


A dentist 	                  Y ☐    N ☐     Encourage to visit 


Toothbrush 	                  Y ☐    N ☐     Provided ☐ 


Toothpaste 	                  Y ☐    N ☐     Provided ☐ 


Denture/Orthodontic appliance   Y ☐    N ☐    Storage pot? Y ☐ N ☐ Provided ☐ 


			 2. Who will be providing oral care? 


			Place Elephant Mascot at bedside to remind staff of patient’s level of support 








Patient               ☐ 


Parent/ Carer     ☐ 


Staff                   ☐ 


Shared care       ☐ Any Details?: 





			 3.  Does the patient have any pain or discomfort in the mouth? (Note verbal, behavioural or physical  signs) Y ☐ N ☐ Why? ________________________________________________________________________ 





			 	Patients with NO TEETH, NIL BY MOUTH or UNSAFE SWALLOW still require REGULAR MOUTH CARE 


Consider use of suction toothbrush, suction or non-foaming toothpaste for mouth care 





			[image: ]Level of support with Mouth Care required:  


[image: ]                        Independent/ minimal parental assistance patients:  Place the Single Elephant behind the bed 


Full staff Assistance/Shared assistance patients:      Place the Double Elephant behind the bed 





			Look in patient’s mouth with a  	PEN TORCH.  Carry out WEEKLY assessment.  Mark as L, M or H in the white box under today’s date & sign. 


			Date 


			Date 


			Date 





			 


			 LOW RISK (L) 


			 MEDIUM RISK (M) 


			 HIGH RISK (H)* 


			


			


			





			Teeth and oral  


hygiene status 


 


Advise the patient to visit dentist on d/c if problems with teeth not requiring urgent hospital treatment 


			· No teeth! 


· No obvious decay or broken teeth 


· Clean mouth 


			· Decay – no pain 


· Broken teeth – no pain 


· Visible plaque, debris & tartar on teeth 


			· Decay/ broken teeth causing severe pain 


· Loose teeth with risk of aspiration/swallowing 


 


			 


			 


			 





			 


Action 


			Twice daily tooth brushing/mouth cleaning with a fluoride toothpaste 


			Same as Low Risk, However advise to visit dentist on discharge, Monitor during stay for any pain 


			Same as Low Risk, However Refer to DR immediately, or hospital dental service (if facility/pathway available) 


			 


			 


			 





			Lips, tongue,  


gums & saliva 


 


An ulcer present for more than  


2 weeks must be referred to medics 


			· Pink (or brown-depending 


on child’s skin colour) 


· Moist 


· Smooth 


			· Lips dry, chapped or broken at the corners 


· Tongue dry, patchy, coated 


· Reddened, puffy gums 


· Dry mouth 


· Sticky secretions 


			· Ulceration, bleeding, blistered, white or red areas 


· Or, combined white/red areas that can be wiped to reveal red soft tissues 


· Spontaneous bleeding of gums 


· Swelling of cheek or gum, 


ulcers, or ‘gum boil’ 


· Mucositis 


			 


			 


			 





			Action 	 


			Twice daily mouth cleaning including tongue and gums with a fluoride toothpaste Monitor weekly for any changes  


			[bookmark: _GoBack] Same as Low Risk, However additional Dry mouth care and removal of secretions  


			 Same as Low Risk, However Refer to DR immediately, or hospital dental service (if facility/pathway available) 


			 


			 


			 





			How does the  patient respond to having their teeth brushed? 


 


			· Likes to have teeth brushed 


· Will brush teeth if encouraged 


			· Teeth brushed with 


difficultly, but manage to clean all teeth 


· Distraction needed to 


deliver oral care 


			· Teeth brushed with difficulty 


· Cannot brush teeth 


· Unable to clean well 


			 


			 


			 





			Action 	 


			Twice daily tooth brushing, Follow the child’s home 


routine for oral care management 


			 Same as Low Risk,  keep calm and kind approach 


Speak directly to the patient  Ask family or carer for assistance 


Brush in short bursts Use patient preferred products 


			 Same as Medium Risk, Consider use of foam prop/modified toothbrush  


Involve play specialist if possible 


Brush at different times of the day 


Non foaming/flavoured toothpaste Discuss with DR possible ref to community/hospital dental service if treatment needed 


			 


			 


			 





			 


			 


Initials/Signature: 


			 


 


			 


			 








 


			 


Risk factors: These factors place the patient at a Higher Risk of having problems with their mouth.  


High sugar diet           	 	 	 	 	Reflux /frequent vomiting  	 	 


			Nil by mouth 





			Dentures/Orthodontic appliance    	 	 	 	Medically compromised 	 	 


			High calorie supplements 





			Dysphagia 	 	 	 	 	 	Inability to perform own mouth care 	 


			End of life 








	 


Dental Advice  to think about discussing with the Patient/Family/carer 


Regular check-ups with family/community/hospital dentist 	 	 	 	Discourage sweet treats/chocolates as snacks 


 


If taking a bottle >1year - to wean off (if not indicated for medical reasons) 	 	Discourage juices/sugary drinks between meals 


Encourage water and milk as main drinks (only plain water/plain milk in a Sippy cup)   	Encourage healthy snacks (fresh fruit and vegetables) 


Ensure you spit and not rinse with water/ mouthwash after brushing 	 	 	Brush twice daily (even if not orally fed)  	 


 


Use fluoridated toothpaste (age appropriate, unless directed otherwise by dental professional) 


Daily Record 	: Document all Mouth Care given, ‘Mouth care given’ is not acceptable documentation 


 


AC: Assessment completed  	TB: Tooth brushing (PT brush own teeth) 	AWB: Assistance with brushing (eg Family/ Staff)  	 


 


BP: Bowl provided to patient PR: Patient refused (>3 days explain actions)  	R: Referral (explain actions, eg To DR for ulcer review, SALT)           


 DMC:	 	 	        


 Dry mouth care – (Massage dry mouth gel into soft tissues, gently remove dry secretions from mouth, ideally 2 hourly+)    


                                  


			Date 


			Time 


			Action


 	 


			Signature 


			Print name 
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Best practice guidelines for professionals -
Toilet training children with learning disabilities and
developmental delay: A consensus document





Document

Purpose

Guidance

Document name

Best practice guidelines for professionals - toilet training children with
learning disabilities and developmental delay:

A consensus document

Publication date

2023

Main author

June Rogers, Independent practitioner, Specialist Children’s Nurse
(retired)
Davina Richardson, Specialist Children’s Nurse, Bladder & Bowel UK

Target Audience

Integrated Care Boards, children’s Leads, Health Board clinical leads,
Health and Social Care Board clinical leads, Primary Care Network
clinical leads, NHS Foundation Trust CE’s, Directors of Nursing, Local
Authority CE’s, NHS Trust Boards, allied health professionals service
leads, GPs, paediatricians, directors of nursing, directors of children’s
Iservices, NHS Trust CE’s, children’s bladder and bowel service leads,
educational establishments, social care providers, early learning years
providers, learning disability service providers, members of the public
including children and young people

Additional

Circulation List

Learning disability networks, bladder and bowel services

Description

Consensus guidance document regarding the introduction of early toilet
skill development programmes for children with learning disabilities and
developmental delay, to ensure all children have access to appropriate
advice and support to enable age-appropriate toilet training, and early
identification and appropriate interventions for any bladder or bowel

health issues

Cross reference

Guidance for the provision of continence containment products for
children and young people: a consensus document (Bladder & Bowel UK
2021), Children’s Continence Commissioning Guide (PCF 2023)
Excellence in Continence Care (NHS England 2018) Healthy child
programme 0 to 19: health visitor and school nurse commissioning
(Public Health England 2021)

Commented [DR1]: Hopefully this will be ready to
publish soon

Contact details for

further information

Review date

June 2026

Copyright Positive about Down Syndrome and
Bladder & Bowel UK 2023





Disclaimer

It is expected that health, education, social care, early learning years staff and any other
professional involved in the care of children with learning disability or developmental delay
will use their professional knowledge, expertise and judgement, in applying the general
principles and recommendations contained in this document. Recommendations may not
be appropriate in all circumstances. The decision to adopt specific recommendations
should be made by the practitioner, considering the individual circumstances of each child

or young person, their environment and the available resources.

Appropriate options should be discussed with the family, child (according to their
development and understanding) and other professionals involved in the child’s care and
education on a case-by-case basis, as appropriate. It is essential that the health, education
and social care professionals advising individual families about toilet training, have an
awareness of expected bladder and bowel development and function and that they
recognise when more detailed assessment of bladder and bowel health is required.
Healthcare professionals who undertake formal bladder and/or bowel assessments must be

sufficiently trained, experienced and competent to do so.

Without sufficient training and expertise in children’s bladder and bowel development and
health and the factors that influence this, there is the risk that the ability and potential of
children who have learning disability or developmental delay to achieve the skills required
to toilet train will be underestimated. This will reduce the likelihood of them attaining the
level of independence of which they are capable, in a skill normally acquired in early
childhood.

The information and recommendations in this document are based on evidence, where
currently available and on consensus of good practice. The authors have made efforts to
ensure that all links and references in this document are relevant and appropriate.
However, they do not accept any liability for maintenance of links, or to the completeness,
accuracy, reliability, suitability, availability or content of the links or references. Any reliance

or use of them remains the responsibility of the individual practitioner.

Copyright Positive about Down Syndrome and
Bladder & Bowel UK 2023





Forward

Best practice guidelines for professionals - toilet training
children with learning disabilities and developmental delay:

A consensus document

Executive Summary

This guideline has been written for all professionals working across any setting with children
who have any learning difficulty, learning disability, developmental delay or
neurodevelopmental disorder with associated learning difficulties. Throughout this

document, for ease, the term children with learning disability will be used.

These guidelines are based on evidence and research where available and on clinical
experience, acquired from supporting families with toilet training their children with learning
disability over a number of years. The latter includes a project that has been ongoing for
over three years and has supported more than a thousand families to toilet train their

children with Down syndrome.

A study by Eke et al (2021) highlighted the lack of evidenced based interventions regarding
toilet training children with a neurodisability. They recommended better training for health,
education and care professionals about toileting, informed by evidence and the lived
experiences of children and their families. They concluded that it is vital that children and
young people with a neurodisability have early access to regular, integrated assessment of
their bladder and bowel health, and are fully supported with appropriate personalised

treatment.

As there are currently no research based validated guidelines regarding toilet training
children with learning disabilities, this is a consensus based best practice, peer reviewed
document. The document is intended to support achievement of potential in this area for all
children with any learning disability, including those with identified conditions such as Down

syndrome and those with no formal diagnosis.
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Professionals should appreciate the need to have high expectations, to enable children to

achieve their potential. They should understand the importance of early intervention, to

promote development of the skills that are required for maximum possible independence

with toileting and know how to approach this.

KEY RECOMMENDATIONS

The families of all children who are identified as having any form of learning disability
or who are suspected of having a learning disability must be offered support from an
appropriately experienced professional, with the introduction of toileting skills in the
first year of life, or as soon as the disability is recognised.

All professionals must maintain high expectations for the ability of children with
learning disabilities to acquire the skills for toileting. This will ensure that they reach
their potential in this aspect of personal care, that is fundamental for independence
and quality of life.

All children with learning disabilities who have an identified bladder or bowel issue,
or where such an issue is suspected, must be offered an early assessment of their
bladder and bowel health with the identified treatment provided by an appropriately
qualified healthcare professional.

Containment products must not be offered to children with learning disabilities
without them having had at least six months supported toilet skill development
programmes, following a comprehensive assessment and with all identified

interventions undertaken in line with the Guidance for Provision of Continence

Containment Products to Children and Young People: A Consensus Document
2021.

Purpose of a national guidance for toilet training children with learning disabilities

The purpose of this guidance is:

to ensure that all children with learning disabilities are given the opportunity and
support to achieve their potential for developing the skills for toilet training from the

early months of life or as soon as the learning disability is identified.
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e To facilitate a consistent, individualised approach to ensure that every child with
learning disability has the opportunity and support to acquire the skills need to
achieve the maximum possible independence with toileting and maintenance of
personal hygiene.

¢ To maximise bladder and bowel health for all children and young people with
learning disabilities and ensure comorbidities are recognised and addressed.

e To suggest a pathway for supporting toileting skill development.

Background

Prior to the advent and widespread use of disposable nappies children were usually put on
the potty after feeds, drinks, or meals. Some families started this by holding their child over
a potty from as early as a few days old, with most introducing this when their child could sit

independently, at about six months of age.

Making use of natural reflexes resulted in reduced washing, the child learned to sit in the
appropriate place, that emptying their bladder and/or bowel on the potty resulted in praise,
that a wet or soiled washable nappy was uncomfortable and that indicating a full nappy
resulted in it being changed. Additionally, families were able to identify when their child
was likely to need the potty, reducing elimination into a nappy, which led to its early removal
during the day. The family took their child to the potty when they predicted it was likely be
needed. This continued until their child learnt to respond to bladder and bowel signals by

either asking for the potty, or by accessing it independently.

Currently families are often advised to wait until their child is exhibiting certain readiness
signs, although these are not clearly defined and there is no good evidence base for them
(Kearts et al 2012). This approach is not appropriate or helpful. Children are no longer
developing the skills for toilet training in the way they did when wearing washables. They
are not being introduced to sitting on a potty and, as they are comfortable in the disposable,
they may not know they are meant to indicate when they have opened their bowels or

passed urine.

Parents of typically developing children are often uncertain about how to address toilet

training. Starting nursery school, the age of the child or other extrinsic factors are often the
5
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main triggers for commencing potty training, with only 27.8% starting due to the child

requesting it (Aggelpoel et al 2018).

Children with learning disabilities are disadvantaged as they may not develop the social
awareness that they should be clean and dry and their parents may be even more uncertain
of how to address toilet training than the families of their typically developing peers.
Furthermore, delays in acquisition of motor, cognitive, communication and other skills may
result in the assumption that delays in toilet training are inevitable. Hence, too frequently,
the work to build the skills needed for toileting, is not initiated. Furthermore, delays in skill
development may result in decreased awareness of bladder and bowel signals, while the
using the nappy and other maladaptive toileting behaviours, if present, may become
increasingly entrenched.

Toilet training

The age of toilet training has increased in recent decades (Bakker and Wyndaele 2000),
although it varies, with some cultures and families continuing to initiate it in the first few
months of life (Horn et al 2006). There is evidence that toilet training is started later and
takes longer for children with Down syndrome than for children with typical development.
They are also more likely to be incontinent after toilet training (de Carvalho Mrad et al 2018,
Powers et al 2015)

Dreher et al (2022) identified that toileting delays for children with learning disability due to
Down syndrome are associated with social stigma and negative outcomes for social
development, resulting in reduced social opportunities and low expectations when starting
school. Furthermore, there is evidence that delayed toilet training increases prevalence of
issues with bladder health later in childhood for all children (Joinson et al 2008, Joinson et
al 2018, Wang et al 2019). For children with learning disabilities, it is often the lack of
understanding of social norms and development delays that result in families being advised
to delay toilet training, rather than an inherent problem within the bladder or bowel, but the

impact of the delays is still likely to be fel.

There is currently minimal research to inform best practice on how and when to introduce

toilet training for children with learning disabilities (Eke et al 2021). However, toilet training
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is essentially the development of a set of skills. Children with learning disabilities should be
proactively supported to learn those skills early in childhood. All professionals involved in a
child’s care and education should respond promptly to delayed or anticipated difficulties
with acquisition of bladder and bowel control, in the same way as they would for other
developmental issues, such as delayed speech or walking. They should recognise that
most of the signs traditionally considered as demonstrating readiness for toilet training can

be successfully taught.

Learning the skills required for toilet training does not usually get easier as the child gets
older. This is because the behaviour of using the nappy are increasingly embedded with
time. Furthermore, bladder and bowel health issues may be missed.

Early introduction of toilet training

Children can start to learn to sit on the potty, with physical support if required, before their
first birthday and then go onto learn to manipulate clothes, wipe, flush, wash hands etc as
part of a toilet skill development programme. A step-by-step programme has been shown to
have successful outcomes in enabling children with Down syndrome to be toilet trained

before starting school. (Rogers & Enoch 2020).

The initial aim of a toilet skill development programme is to enable the child to remain
reliably clean and dry, before going on to develop the additional skills that will enable them
to achieve maximum independence with all aspects of the toileting process. Some children
with learning disabilities may continue to need some adult support with elements of the
toileting process on a regular or occasional basis. However, being able to use the toilet or
potty appropriately, even with support is likely to improve quality of life for the child and their
family.

Introducing a toilet skill development programme

‘One step at a time’ was developed in 2009 in Australia as a toilet training programme for

children with learning disabilities. The programme breaks the process of developing the
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required skills for toileting into steps, with each step bringing the child closer to the goal of
becoming as independent as they can be. This programme, aimed at children from around

the age of 2 years, proved very successful (Rogers 2010).

More recently early potty sitting was introduced to children with Down syndrome as part of
proactive work to help prevent and manage constipation following weaning. Parents were
encouraged to sit their child on a potty from the age of about 6 - 9 months to promote
complete rectal emptying. It soon became apparent that, not only were the infants able to
open their bowels more easily, but families reported that their child appeared to wait until

they were sitting on the potty to do so. (Rogers and Enoch 2020)

Consequently, early potty sitting was introduced more widely as the first skill the children
with learning disability required. The programme was further developed and has now been
successfully used to support more than a thousand children with learning disability to
achieve continence. This approach is supported by Dreher et al (2022), who identified that
the most successful method of toilet training children and adolescents with Down syndrome
was a toileting schedule with reinforcement, and the family prompting their child to use the
toilet. Bater et al (2020) also demonstrated that routines and consistent expectations
reduced behavioural challenges such as defiance and refusal. Additionally, the toileting
schedule often resulted in ‘accidental’ voiding into the toilet, aiding the child’s understanding
of what they are being asked to do. These findings are consistent with the
neurodevelopmental profile of individuals with Down syndrome (Dreher et al 2022) and

other learning disabilities.

Ensuring compliance and motivation

Individuals with learning disabilities often display lack of motivation to complete a task
(Fidler and Nadel 2007) and may not be intrinsically motivated to use the toilet for several
reasons: it is easier to use a nappy or wet or soil in pants than it is to discontinue the
current activity, get to the toilet or potty, manipulate clothing, void or defecate, clean and go
back to the activity. In addition, toileting requires fine and gross motor coordination skills
that are known to be affected in many with learning disabilities (Winders et al 2019,

MacDonald and Mclintyre 2019). They may also struggle with working memory. Therefore,
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using the toilet is more of an effort for a child with learning disability than for a child with

typical development.

Positive reinforcement in the form of praise or tangible rewards may be necessary to
motivate children with learning disabilities to make the effort to go to the toilet. Equally,
adult-led prompting and support in the bathroom is needed at the beginning of the
programme, both as motivation and to making toileting less onerous, which encourages
compliance. As the child makes progress strategies are instigated to promote achievement

of maximum independence.

Motivators or rewards must be meaningful for the child and easily accessible for the family.
They should be given immediately the child has performed the desired behaviour and,
importantly, whatever motivator is given should not be available at any other time,
otherwise it will lose its attraction to the child. Changes to the motivator or reward may be

needed to keep the child engaged.

Managing incontinence after nappy removal

Once the nappy has been removed some children, who previously stayed dry for 90
minutes or more, may start to pass small volumes of urine into their pants frequently. These
wetting incidents often result in families reverting to nappies either of their own accord, or
due to professional advice, as the children are considered not to have sufficient bladder

control to be toilet trained at that point.

However, experience suggests that these frequent wetting incidents are more likely the
natural response of the child to becoming aware of the new sensation of feeling wet, which
they have not previously experienced. They understandably respond by stopping
themselves from further voiding prior to their bladder being fully emptied. Their bladder
then rapidly refills, resulting in another void, which the child will again stop as soon as they
start to feel wet. Rather than indicating a lack of readiness, frequent small voids are often
part of the learning process and may mark the beginning of the development of bladder

control.

Copyright Positive about Down Syndrome and
Bladder & Bowel UK 2023





Parents should be advised and supported to work through the frequent wetting, as most
children will gradually improve over a few days, until they are eventually able to stay dry in

between potty/toilet visits.

Reinforcing developing toileting skills

As with learning any new skills, the processes may need to be reinforced until they are fully
embedded. Regression of toileting skills is not uncommon, particularly if there are any
changes in the child’s life such as starting school or having a new sibling. Deher et al
(2022) found that 24.8% of families reported that their child experienced a loss in their
toileting skills at some point during the training process. Families should be advised this
may happen and of the need to regularly reinforce the skills. This can be done through
maintenance of routines, toileting social stories or videos, or using visual toileting

sequencing cards.

For children, over the age of five years, who struggle to understand the concept of going to
the toilet or who appear to not recognise when their bladder is emptying, the use of a
wetting alarm is often helpful (Lancioni et al 2002, Larson 2016). Clinical experience has
demonstrated the success of body-worn wetting alarms to help children associate being wet
with bladder signals and to respond appropriately by going straight to the toilet?.

Key points: The importance of introducing the skills for toilet training early:

e Early intervention to learn the skills for toilet training can improve the likelihood of
successful outcomes for all children with learning disabilities (Rogers and Enoch
2020).

¢ Most children with learning disabilities have the same ability to be toilet trained as
their typically developing peers (Rogers & Patricolo 2014)

e There is no consensus or evidence base for how many, or which readiness signs
should be present prior to toilet training for any child. In addition, it is likely that
some readiness signs will develop during the toilet training process. (Kaerts et al
2012)

I There is information about using a wetting alarm to support toilet training on the Bladder & Bowel UK website at
Using a wetting alarm to support a toilet training programme
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e Healthcare professionals should remember that up to 30% of all children have a
wetting and or soiling problem at any one time, such as constipation, nocturnal
enuresis, or daytime wetting. Without appropriate treatment these may persist into
adolescence and adulthood (Heron et al 2016). Therefore, assessment of any child
with delayed toileting is essential to exclude these as the cause of the delay and to
reduce the likelihood of long-term problems.

e Children with learning disabilities are more prone to bladder and bowel conditions
than children with typical development (Kitamura et al 2014; von Gontard et al 2016).
To fail to offer appropriate and timely assessment is inequitable and inappropriate.

¢ Introduction of the skills for toilet training after 24 months of age is associated with
urinary incontinence later in childhood (Joinson et al 2018; Wang 2019, Joinson et al
2009)

e Healthcare professionals, particularly health visitors, are in an ideal position to inform
families that any wetting and/or soiling problems may not be solely due to a delay in
toilet training, or a behaviour problem. They can advise about the importance of
assessment to exclude any underlying pathology, provide a correct diagnosis and
help inform the design of an appropriate individualised programme, to support
development of the skills required for toilet training.

e Health visitors, early learning practitioners and educators can support all families,
including those whose children have learning disabilities, to introduce potty sitting at
the same time as weaning and to commence further toilet skill development
programmes from the child’s second year. They can also signpost the family to
further information and advice.

e Toilet training is a skill that can be broken into a number of steps. By addressing the
steps sequentially the whole process is made easier and more manageable for the
family (Rogers & Enoch, 2020)

e Professionals working with children who have learning disabilities and their families
should be aware that the automatic provision of disposable products to contain
incontinence should not be considered until the child has undergone a bladder and
bowel assessment and a comprehensive supported toilet training programme
(Bladder & Bowel UK 2021) .

Guideline Development Group
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Additional information and resources

APPENDIX ONE

Pants4School Toilet Skill Development Programme overview
Introduction
Down Syndrome UK (DSUK) and Positive About Down Syndrome (PADS) developed a
#Pants4School project, with the aim to enable children with Down Syndrome to develop the
skills, awareness and understanding needed to be toilet trained. This project has enabled
over a thousand children with Down syndrome to toilet train and many of them have started

school in pants, rather than disposable products.

It is recommended that the programme should start when the child starts weaning (at 6 — 9
months old). However, for children who are older than this the programme should start as
soon as possible. For children who are over the age of 2 years old, steps 1 and 2 (see

below) could be combined. It may also be appropriate to introduce elements of step 3 such
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as learning about pulling pants up and down, flushing the toilet and washing hands at the

start of the programme.

Regardless of how old the child is, communication is the key. The families should be

encouraged to talk about, sign, and show an appropriate picture every time they change a

nappy or sit their child on the potty or toilet. The use of social stories can help their child

understand the concept. This sows the seeds for them learning to go to the toilet on their

own (self-initiate) later.

It is important that everyone looking after the child is aware of the programme and follows

the same process that the family is working on at home.

#Pants4School Toilet Skill Development Programme

Step One - Getting started

Healthy eating and drinking habits should be established as this helps prevent
constipation and establishes bladder health.

The child should be changed in the bathroom area, if possible. This helps the child
make the connection between their bladder and bowel function and the toilet.

Let the child see and faeces from the nappy/potty being tipped down the toilet and
the toilet being flushed.

The families should be given advice, if necessary, about appropriate equipment for
their child. They are likely to need a potty, or a toilet seat reducer and a step. Some
children, particularly those with motor issues and/or sensory needs may benefit from
an occupational therapy assessment for the provision of the correct equipment and
to address any sensory issues with the environment?.

The child should be introduced to sitting on the potty (or toilet depending on their
age, physical size, family preference and individual needs) for a short time once or
twice a day. The time should be determined by how long the child will sit before
trying to get off. The family should aim to let them get off the potty or toilet before the
child attempts to do so on their own, even if this means they only sit for a few

2There is information on how sensory needs impact on toilet training in the Bladder & Bowel UK leaflet The
impact of sensory issues on toilet training
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seconds to start with. This can be done with support for children who are unable to
sit independently.

e Games can be used to increase the child’s awareness of what is expected and to
remind them of the sequencing for toileting.®

e Once the child is happy to sit on the potty or toilet for at least a few seconds once or

twice a day, the family may move onto step two.

Step Two - Introducing regular potty or toilet times

e When the child is sitting for at least a few seconds, the length of time they are
encouraged to sit on the potty or toilet should be gradually increased, until they can
sit happily for two to five minutes. The use of distraction, with bubbles, songs, books,
squeezy or tactile toys etc. are often helpful to encourage the child to remain on the
potty for the required amount of time.

e The frequency of sitting on the potty or toilet is then gradually increased, until they
are eventually sitting for two to five minutes when they wake up, after all meals and
drinks, before a bath and before bed.

e For children starting the skill development programme at a few months old, sitting on
the potty/toilet will soon become part of everyday routine. Older children may need a
reward, or motivator for sitting on the potty or toilet to encourage compliance.

e The family should be advised to consider letting their child can see other family
members using the toilet.

e Families should be encouraged to talk to their child about wee and poo when
changing their nappy, and the need to stop what they are doing and go to the toilet
or potty when they need to do a wee or poo.

e Sitting on the toilet, as well as the potty, should be introduced early if possible. The
child will need a toilet seat reducer that does not move when placed on the toilet and
a step that is of sufficient height. The equipment should enable the child to sit with
their bottom well supported, and their feet are flat on a firm surface, with their knees

higher than their hips, as this position promotes bladder and bowel emptying.

3 Twinkl has free games available that were developed by Down Syndrome UK at
https://www.twinkl.co.uk/resources/twinkl-partnerships/down-syndrome-uk
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Families should give their child lots of praise if they pass urine or open their bowels
on the potty or toilet. This may be sufficient to encourage younger children. Older
children may need an instant reward. Families should be advised to give specific
praise such as ‘Good boy for sitting on the toilet’, ‘Good girl you did a wee/poo.’
Role play with dolls and teddies going for a wee and poo and having clean dry pants
may be helpful.

Communication is important, so families should be encouraged to talk to their child,
sign to them and show them a picture of the potty and encourage them to copy with
lots of praise for successful attempts. This is the first step in the child eventually
learning to self-initiate.

At the end of this step, children should be able to sit happily on the potty or toilet for
at least a minute for each year of their age (long enough to do a wee or a poo) with

some occasional success.

Step Three — Timed Toileting

For timed toileting it is important for families to identify their child’s usual bladder and
bowel habits.
To find out how often their child passes urine and opens their bowels a baseline
assessment is carried. This involves the family:
. Putting a folded kitchen towel in their child’s nappy
II.  Check their child’s nappy every hour that they are awake and make a
note if it is wet, dry or soiled. The kitchen towel should be replaced if it
is wet and the nappy should be changed if it is full or soiled
IIl.  Continuing with this for at least three days, although these do not have
to be consecutive days
The assessment charts will allow the family to identify roughly how long their child
goes between voids and any pattern for this and bowel actions. They must then take
their child to the potty or toilet at the time interval, identified by the assessment, they
can stay dry for. However, they should not take their child more often than once
every hour.
The family must keep a record of whether their child is wet or dry when taken to the

toilet or potty and whether they use the toilet or potty. This allows them to see if
17
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timings of potty or toilet visits need to be adjusted. The Potty Whiz: Potty training log
app is good for this* and there is an assessment chart available online from Bladder
& Bowel UK5.

e Timings for potty or toilet visits should always follow the last void, rather than the
clock.

e Families should be advised that if their child appears to be wet every time they are
checked, they should sit them on the potty or toilet every hour and then repeat the
baseline assessment once timed toileting is established. If their child continues to
appear to be constantly wet this should be assessed by a healthcare professional
before moving on. This is particularly important if their child is over the age of five, or
has a history of urine infections or other related issues. Constipation should always
be excluded as it is a common cause of children wetting frequently.

e Social Stories can help children become more aware of what is expected of them.
These can be personalised and show a favourite character using the potty or toilet
as well as the child. The story can also include the reward that is being using for
success on the toilet/pottyS.

e Children who are able to help pull their pants/trousers up or down, wash/dry their
hands and flush the toilet they should be encouraged to do so. Those that are not
able to do this should have the skills introduced using backward chaining (they learn
to do the last part of the activity first and then gradually do more working from the
end of the task to the beginning as they make progress)

e Families may introduce playing wet and dry games with toys, pants, flannels etc.
‘Oh, look this is wet, can you feel it? And this is dry, can you feel that?’ to help with
understanding.

e During this step three families may choose to use washable trainer pants for their
children in preparation for step four when ordinary washable pants are worn.

e When the child is successfully passing about half of their voids and bowel motions

into the toilet or potty the family should move to step four

4The Potty Whiz potty training log is avallable at
https://pla le. d

https://apps.apple.com/us/a otty-whiz-training-a 1d1493987452
5 There is an assessment chart available from Bladder & Bowel UK at https://www.bbuk.org.uk/wp-

content/uploads/2022/11/Baseline-bladder-and-bowel-chart-paediatric-Bladder-Bowel-UK.pdf
6 Let’s Talk Visuals at https://www.facebook.com/LetsTalkVisuals/ can make bespoke social stories and picture
cue cards
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Step Four —Introducing washable pants

e The family must be advised that there may be lots of wetting incidents (small
start/stop voids) as their child starts to experience and learns to respond to the
sensation of voiding. Ensure that they have plenty of pants, changes of clothes,
protective covers for sofas, car seats, pushchair etc?.

e Advise the family to make sure everyone who looks after their child knows the plan
for the nappy coming off, so they are also prepared.

e The family remove their child’s nappy during the day and with their child wearing
washable pants

e The family should take their child to the toilet or potty at the same times as they were
in step three. As their child’s bladder capacity gradually increases with time, they will
be able to gradually increase the time between toilet or potty visits.

e Families need to be aware that many children take time to learn to indicate when
they need to use the potty or toilet, or to be able to take themselves. A toilet picture,
consistent use of a sign for the toilet and everyone involved with their child’s care
using the same words for the toilet or potty, passing urine and opening their bowels

will help.

APPENDIX

Assessment charts here??

APPENDIX 3

Common Myths about toilet training children with learning disabilities

Myth: All children with learning disabilities will have difficulties becoming toilet
trained

7 Many families chose to use puppy pads as these are lower cost, effective and easy to source
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Children with learning disabilities are as individual as typically developing children. Although
some may experience difficulties, with the right support and approach they can learn the

skills for toilet training and many will become completely independent.

Myth: If the child is not verbalising or mobilising independently then toilet training
will be impossible.

This is incorrect. Many children who have delays that affect their speech and/or mobility are
successfully toilet trained. The approach may need to be adjusted and the continued use of
pictures and sign language encouraged. The child may also continue to need help and

support to access the toilet but can remain clean and dry.

Myth: It is best to wait until children with learning disability are ready to be toilet
trained before you make a start

There is no evidenced based research that quantifies ‘readiness’. Often people misinterpret
readiness as the child starting to indicate they want to use the potty or toilet. However,
many children, particularly those with learning difficulties, may not realise that they are
meant to let someone know when they want to empty their bladder and/or bowel. This is

particularly true if they have always used a disposable nappy and have never felt wet.

Myth: Constipation is part of having a learning disability and therefore not a big
issue.

Constipation is a problem that should always be treated seriously and proactively.
Untreated constipation can have a serious effect on an individual’s health, wellbeing and

continence. It has even caused death in some young adults with learning disabilities.

Myth: Any wetting or soiling problems in children with learning disabilities are
because of their disability and do not require investigating and treating.
Children with learning disabilities are more prone underlying bladder and bowel problems,
including congenital anomalies affecting daytime continence, enuresis and constipation, as
their typically developing peers. As a result, every child with wetting and/or soiling
problems, including delayed toilet training, should be appropriately investigated, and
treated. To not undertake such assessment and treatment for children on the basis that
they have learning disabilities is inequitable.

20

Copyright Positive about Down Syndrome and
Bladder & Bowel UK 2023





APPENDIX 4
Additional resources.

Links to further information about toilet training for children with disabilities.

Down Syndreme UK (DSUK), Positive About Down Syndrome (PADS)

For Professionals

There is a closed Facebook group exclusively for professionals working with children with
Down syndrome in preschool settings. Please join to share resources, best practice and
experiences and to ask for advice.

www.facebook.com/groups/1969218099768760

For professionals working with pupils in primary school please join this group
https://www.facebook.com/groups/930859953761479

For further information about Down syndrome, please contact DSUK or PADS.

DSUK and PADS are developing an online programme of virtual training events that
nurseries and other preschool settings can access. There are also support groups across
the UK who run a varied programme of training events through the year for professionals to

understand more about working with children and young people with Down syndrome

For Parents

For parents of and professionals working with a child with Down syndrome there are a
number of closed Facebook groups that can provide information, advice and support
around toilet training. PADS also provides online toilet training ‘Bootcamp’ when parents
can get individualised help and advice along with a weekly online face to face session over
four consecutive weeks. These can be accessed via:

For families whose children are under five years oldDSUK #pants4school Toilet training

advice 4 children upto 5 w Down syndrome | Facebook

For families whose children are five years old or more

DSUK Toileting issues 4 children & young people w Down syndrome aged 5+ | Facebook

For families whose children have anorectal malformations or Hirschsprunt’s disease and Down

syndrome https://www.facebook.com/groups/235842294782159
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Links to further information about Down syndrome:
www.positiveaboutdownsyndrome.co.uk

www.downsed.org
https://www.downs-syndrome.org.uk/about/

Bladder & Bowel UK

For more information regarding toilet training and related bladder and bowel problems visit
www.bbuk.org.uk

Information for children and families is available in the children’s information library at

https://www.bbuk.org.uk/children-young-people/resources-for-children/ and information for

professionals is available at https://www.bbuk.org.uk/professionals-resources/
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