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About The Sanitation Learning Hub
For over ten years, IDS’s Sanitation Learning Hub 
(SLH, previously the CLTS Knowledge Hub) has 
been supporting learning and sharing across the 
international sanitation and hygiene (S&H) sector. 
The SLH uses innovative participatory approaches 
to engage with both practitioners, policy-makers 
and the communities they wish to serve.

We believe that achieving safely managed 
sanitation and hygiene for all by 2030 requires 
timely, relevant and actionable learning. The 
speed of implementation and change needed 
means that rapidly learning about what is 
needed, what works and what does not, filling 
gaps in knowledge, and finding answers that 
provide practical ideas for policy and practice, 
can have exceptionally widespread impact.

Our mission is to enable the S&H sector to 
innovate, adapt and collaborate in a rapidly 
evolving landscape, feeding learning into policies 
and practice. Our vision is that everyone is able 
to realise their right to safely managed sanitation 
and hygiene, making sure no one is left behind 
in the drive to end open defecation for good.
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Anyone, of any gender, at any age, 
can leak urine or faeces.

What would you do if it happened to you?

Imagine if you’d woken up this morning and you’d 
wet the bed. What would you do? Have a wash, put 
on clean clothes, change the bedding and put it in a 
washing machine? You may go to the shop and buy an 
incontinence pad. And perhaps if you knew that there 
was help available for leaking urine you’d make an 
appointment to see a doctor next week and then just 
carry on with the rest of your day, dignity intact.

Now imagine if you’d woken up this morning and you’d 
wet the bed. But to have a wash, or clean your clothes and 
bedding, you’d have to walk for an hour to collect water. 
Imagine you are frightened to walk there alone, the path 
is steep and you struggle to use the hand pump. Even 
if you did get water, you don’t have enough soap so the 
smells would linger anyway. And after all that effort, you 
have nothing to wear to soak up urine if it happens again. 
What if you didn’t know that leaking urine was common, 
and you spent the rest of the day worried about your 
health and too embarrassed to go to work in case people 
could tell? What if you were worried that your partner 
would hit you again for making a mess so you had very 
little to drink all day for fear of it happening again?

What can you do to support people 
living with incontinence?

To start, we need to talk about leaks.
Credit: Sanitation Learning Hub/ Sandra Staufer (all illustrations in this publication are original)
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Introduction
Incontinence – the involuntary loss of urine or faeces – is a global health, 
protection and social care challenge that has a significant impact on the quality 
of life of people that experience the condition, and those who care for people 
that do. 

In higher-income countries with well-developed healthcare systems and high 
levels of access to sanitation and hygiene facilities, experience shows that simple 
behavioural changes and technologies can bring dramatic improvements to the 
quality of life of those who endure the condition daily (Dumoulin et al. 2014). It 
is hoped that adapting such methods for managing incontinence to low- and 
middle-income countries (LMICs) will also benefit residents that experience the 
condition, or who care for people that do (Rosato-Scott and Barrington 2018). 

In many LMICs, knowledge of incontinence is rare, understanding of the 
condition is still in its early stages (including definitions, prevalence, people’s 
perceptions and experiences of incontinence, and the best ways to manage it), 
those who experience it are stigmatised, and the provision of support is lacking. 
If the global community is to achieve the Sustainable Development Goals, 
particularly those relating to ensuring access to universal water, sanitation and 
hygiene for all (Goal 6) and ensuring health and well-being for all (Goal 3), there 
is a need to better understand incontinence in LMICs, and how best to support 
people living with the condition to improve their quality of life.

The first step to achieving greater understanding and providing better support 
is to talk to people that are living with incontinence, or who know people that 
are, to understand their daily experiences of living with the condition. But the 
stigma associated with the condition can prevent people with incontinence from 
speaking openly about the challenges that they are facing and they may even 
resort to isolating themselves from their family, friends and wider community. 
Therefore identifying people who may need support poses some challenges. 

This issue of Frontiers of Sanitation aims to provide the water, sanitation and 
hygiene (WASH) sector with: 

•	 A basic introduction to incontinence and the realities that people living with 
incontinence face; 

•	 Practical suggestions for how to identify and engage with people living with 
incontinence to start ‘talking about leaks’; and 

•	 Practical suggestions for the WASH sector (and others) to contribute to 
reducing inequalities associated with incontinence.

This issue primarily draws on the knowledge and experience of an informal group 
of international professionals interested in incontinence in both humanitarian 
and development contexts in LMICs, which the authors have represented to 
the best of their ability. The issue relies heavily on emergent research and a 
relatively small number of case studies on incontinence in LMICs that have been 
collected to date, and it is hoped that this resource will act as an advocacy 
tool to push the WASH sector to do more learning and research on this topic. 
To assist with this, a list of learning and research priorities has been provided 
(p39), along with an accompanying checklist on how to talk about incontinence.

Cross-sectoral support for people living with 
incontinence, or supporting those that do
Support for people with incontinence cuts across a number of sectors including: 
health (including nutrition and occupational therapists); protection; gender-
based violence; disability and older persons; midwifery; children; gender; 
livelihoods and WASH. WASH professionals should not underestimate the role 
they have to play as members of this support team.

Box 1: Why has so little been done by the WASH 
sector to understand incontinence in LMICs?

•	 There is so much stigma associated with incontinence that the 
condition is rarely spoken about, even by medical professionals, 
and people that experience incontinence – including people with 
disabilities – are often hidden from view (either by personal choice 
or by families/communities);

•	 Incontinence is not well-known as an issue and rarely features on 
WASH agendas including at the international level;

•	 Getting incontinence onto WASH agendas is further hindered  
because it is a symptom, not a disease; whilst it can be life-threatening, 
it does not affect as many people as many communicable diseases; 
it is a cross-sectoral issue, which can present challenges for who 
should ‘take responsibility’; and it isn’t a ‘glamourous’ issue.
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In order to provide appropriate and effective support to people with incontinence, 
it is very important for specialists from all sectors to speak to people living with 
incontinence or who care for those that do to understand their experiences and 
needs, and to coordinate and work together. Support strategies can include 
education about diet (including the reduction of aggravating agents such as 
caffeine), fluid intake (both volume and timing), a regular toilet routine, pelvic 
floor exercises and toilet posture (especially for children). It is also particularly 
critical that people who face mobility challenges and also live with incontinence 
gain support from health or disability professionals, as for example, bed sores 
can lead to severe health consequences or even death. 

One of the challenges that can be faced is that not all sectors may have 
professionals with expertise in incontinence. For example, within the WASH 
sector it may be difficult to a) know who to approach for support, and b) to gain 
training and awareness to help people with incontinence more effectively as 
part of WASH programmes.

What is incontinence?
Incontinence is the medical term to describe the involuntary loss of urine or 
faeces. It can also be described as leakage of urine or faeces; where a person 
is not able to control when they urinate or defecate; or where a person is not 
able to hold on to their urine or faeces. In some languages there may not be an 
equivalent word for incontinence. Conversely, when a person is continent they 
are able to control their bladder and bowel movements.

The level and severity of incontinence experienced varies between people, 
and for each person can also vary day to day and over time. A person with 
incontinence can experience leakage occasionally, regularly or constantly, and 
leakage can happen at any time, day or night. 

Types of faecal (or bowel) incontinence (Guy’s and St Thomas’ 2014):

•	 Urge: when an individual is aware that bowels need to be opened to pass 
faeces, but there is such an urgency that a toilet cannot be reached in time;

•	 Passive: when an individual is not aware that faeces are being passed.

Types of urinary incontinence  (Great Ormond Street Hospital 2017):

•	 Stress urinary incontinence (the involuntary leakage of urine on coughing, 
sneezing or on physical effort such as exercise);

•	 Urge urinary incontinence (associated with a sudden, unexpected and 
intense urge to pass urine); 

•	 Overflow (due to an inability to fully empty the bladder); 

•	 Mixed (a combination of different types of urinary incontinence);

•	 In children, urinary incontinence at night is also known as ‘bedwetting’, or 
‘enuresis’.

Social, or functional, incontinence is when a person experiences leakage of 
urinary or faecal matter due to not being able to get to the toilet in time (due 
to, for example, mobility difficulties and/or, poor design that means that the 
toilet is difficult to access), or not wanting to use the toilet facilities available 
(for example, because they do not provide adequate privacy, or due to fear of 
violence on the way to the toilet or at the toilet facilities) (Ryan 2018).

Box 2: Good practice in Bhutan
A national study led by the Public Health Engineering Division of the 
Ministry of Health and SNV, aimed to identify who were the final 5-10 
per cent of the households in Bhutan left to build and use an improved 
latrine. The study included consideration of how to work more effectively 
across sectors to better support people living with incontinence, and 
one health assistant was very active in ensuring such cross-sectoral 
support whilst also undertaking advocacy and education on behalf of 
people with incontinence and providing advice.  

“When there are incontinence issues, they [the health assistants] 
refer the person to the nearest Basic Health Unit (BHU), or sometimes 
they advise to keep the urine and shit pan ready near by the patient. 
Patients who are bed ridden are using adult diapers. The Health 
Assistant advocates and advises how to manage incontinence issues 
after people have been screened to leave the BHU. He also educates 
about causes of incontinence issues. He suggested that the [National 
Rural Sanitation and Hygiene Programme in Bhutan] programme 
could include incontinence issues, such as teaching people how 
to use and make containers, and the importance of visiting BHUs 
and getting health services when people have incontinence issues”. 
(Health Assistant, Bhutan, in Choden and House 2019)
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Who might experience incontinence?
Some people experience incontinence due to being born with a malfunctioning 
bladder and/or bowel, but anyone at any age can also experience some form 
of incontinence. People at an increased risk of incontinence include:

All genders, at any 
age, can experience 

incontinence

Older people, particularly 
people living with dementia 

Post-menopausal women 
(women whose menstruation 
has permanently ceased)

Perimenopausal women (women 
who are going through the transition 
to menopause, being when 
menstruation permanently ceases)

People with certain types of illness 
(such as cancer, diabetes, arthritis, 
asthma), or after an operation (such as 
men after the removal of the prostate) 

People with neurological conditions 
(such as a spinal cord injury causing 
some degree of paralysis, brain injury 
and some nervous system disorders such 
as epilepsy), as well as immune-system 
disorders (such as Multiple Sclerosis) 

People with physical and mental 
health conditions, such as intellectual 
(such as autism) and / or psychosocial 
disabilities (such as depression) 

Many (but not all) people who have an increased risk of incontinence may commonly  
be part of groups of people already considered as vulnerable or disadvantaged 
by  development actors.

People who have experienced highly stressful 
situations, such as conflict or disasters. 
Stress and anxiety have been found to 
contribute to bedwetting in some children

Pregnant adolescent girls and women

Adolescent girls and women 
who have given birth 

Obstetric fistulas: an obstetric 
fistula is an abnormal opening 

between the vagina and bladder 
and/or colon through which urine 

or faeces leak out. Adolescent 
girls and women may suffer an 

obstetric fistula due to a prolonged 
and/or obstructed childbirth 

(often due to giving birth young), 
or from sexual assault.

People who have 
faced violent assault, 
including rape 
leading to fistula   

Note that women, 
men, girls, boys 
and people of all 
genders can face 
violent assault, 
including rape.

People who abuse or overuse alcohol or drugs 

Source: Authors own. References: Steers and Lee 2001; Hafskjold et al. 2016; White et 
al. 2016; Nevéus 2017; Niemczyk et al. 2018; Bhakta 2019; Mayo Clinic 2019; Choden 
and House 2019; Fistula Care Plus 2020; Alzheimer’s Society 2020; WebMD 2020
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The examples below highlight that people of all genders at any age can 
experience incontinence:

“Let’s say within the night I have seizures but 
there is limited water. That means I cannot 
wash my body and clothes properly so this is a 
major challenge. It means there are a number of 
people who you can tell have epilepsy because 
of how they smell…It’s a tough moment for me.” 

(Man 27, Epilepsy. Urban.) (White et al. 2016)

People with epilepsy: 
people with epilepsy 
commonly experience 
urinary or faecal 
incontinence while 
having a seizure:

Perimenopausal women: 
as women pass through 
perimenopause (the transition 
to menopause which is when 
menstruation permanently 
ceases) concerns over 
menstrual health and hygiene 
gradually shift to urinary 
incontinence and the erratic 
patterns of menstruation 
are replaced by urine 
leaks or increased urges 
to urinate (Bhakta 2019):

“I visit the toilet more often to urinate, 
if I have not taken my bath I go to the 
toilet but after taking a bath I just take 
a chamber [pot] to the bathhouse if I 
want to urinate and after urinating I 
pour it down the drain.” 

(Oheama, a perimenopausal woman 
from  Kumasi, Ghana) (Bhakta 2019)

Older people: 
older people, 
and especially 
older women, 
can experience 
incontinence due 
to, for example, 
weaker pelvic floor 
muscles or weaker 
bladder muscles 
(National Institute 
on Aging 2017):

“I was in India to see [an event to trigger 
community interest in ending open-defecation] 
… Instead of depositing the pile of sand in one 
place to show where she goes to the toilet, one 
older woman walked around the map trailing 
the coloured sand behind her. The rest of the 
group said she must have misunderstood what 
she was asked to do, but the woman said no, 
she understood it, but this is what happens to 
her as she walks around the community.” 

(S. Cavill)

The map the woman walked around. Credit: Sue Cavill

People with dementia: a 
person with dementia is 
more likely to experience 
incontinence than a person 
of the same age who 
doesn't have dementia 
due to not being able to 
react quickly enough to the 
sensation of needing to 
use the toilet, or forgetting 
where the toilet is located 
(Alzheimer’s Society 2020): 

“I still think it’s to do with my dementia as 
I just can’t... I don’t get a signal that I need 
to go to the toilet, until I’m verging on…
that I can’t move. I find this problem when 
I’m out shopping or out anywhere as many 
know, there’s no, not many public toilets 
now, and most that are I don’t think I’d 
like to use.” 

(Dory, who lives with dementia in the UK) 
(Dementia Diaries 2020) 

Adolescent girls and women 
with obstetric fistula: 
unlike many causes of 
incontinence, most obstetric 
fistulas can be repaired 
through surgery and if 
successful incontinence may 
no longer be experienced 
(Khisa et al. 2017):

“Now [post-surgery] I don’t use pads 
anymore. Although the skin burns are 
not healed completely, it’s a small thing 
compared with the hell where I have come 
from. At night I sleep like a baby, no 
worries, no anxieties, no shame of washing 
my bedding every day. It is a whole 
freeworld.” 

(Darling, post-obstetric fistula repair in 
Kenya) (Khisa et al. 2017)
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Box 3: Incontinence and disability

Globally, there are an estimated 1 billion people with disabilities (approximately 
15 per cent of the world’s population) (World Health Organisation 2011). 
Not all people with disabilities experience incontinence. But people with 
disabilities may be at a greater risk of experiencing it, because of issues 
related to underlying health conditions, such as spinal cord injury causing 
some degree of paralysis, some nervous system disorders, or some 
immune system disorders. A recent study in Vanuatu found that people 
with disabilities were twice as likely to experience urinary incontinence 
than people without disabilities (30 per cent versus 14 per cent), and more 
likely to experience faecal incontinence than people without disabilities (26 
per cent versus 15 per cent)  (International Centre for Evidence in Disability 
(ICED) 2020).

Some people with disabilities may experience leakages because they are 
unable to reach or access a latrine (White et al. 2016). For example, people 
with mobility limitations may not be able to reach facilities in time if they are 
far away, or the path to reach them is unsafe. People with difficulty seeing 
may struggle getting to the facility or have inaccessible WASH facilities, 
and people with difficulties hearing or understanding might be less able to 
communicate that they need to use facilities.

Disability is also associated with ageing. People who are older may rely on 
aging partners for support when bathing and toileting, but are not always 
able to get it when needed. In the Vanuatu study, people with disabilities 
were less able to wash themselves than people without disabilities. This 
potentially exposed them to additional stigma and isolation.

“When I drink too much water, then I’ll urinate too much 
and my wife gets angry because she already washed for me” 

(Male, walking, remembering functional limitations) (International 
Centre for Evidence in Disability (ICED) 2020).

What are the impacts of experiencing 
incontinence, or caring for people that do?
The consequences of experiencing incontinence, or caring for people that do, 
are far-reaching and can be categorised as 1) health and hygiene impacts; 2) 
mental health, emotional and social impacts; 3) practical and financial impacts; 
and 4) protection risks.

1.	 Health and hygiene impacts

a. A person that lives with incontinence can experience the following, some 
of which can become life-threatening:

Table 1: Health and hygiene impacts

IMPACT FURTHER INFORMATION

Incontinence associated 
dermatitis (IAD; similar 
to nappy rash), skin 
infections and pressure 
sores due to prolonged 
exposure to urine and/
or faeces (particularly 
when using adult diapers) 
and poor hygiene.

•	 It is important to monitor the skin for 
any redness, swelling or skin breakages 
that could be an early sign of a pressure 
sore. Advise individuals and households 
to seek medical attention immediately 
if any of these things occur.

•	 In addition, it is important to change diapers 
and/or the position of the individual regularly.

Urinary tract infections 
(particularly when using 
catheters) and bladder 
complications.

•	 A person who experiences barriers to 
communication may not be able to say 
when they are feeling pain or discomfort. 
Advise households to look for other signs 
of discomfort, such as unusual crying or 
tremors, that could be a sign of a health 
condition, such as a urinary tract infection.

•	 In addition, it is important to 
change catheters regularly.

!

!
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IMPACT FURTHER INFORMATION

Dehydration and 
constipation due to 
withholding food and 
liquid to reduce leakage.

Some people may not have a bowel movement 
for over a week and/or may not have 
enough water and other fluids for the body 
to carry out its normal functions (HelpAge 
and House 2019; Mayo Clinic 2020).

Physical accidents when 
trying to use toilets that 
are difficult to access. This 
is a risk particularly for, 
but not limited to, people 
with disabilities and elderly 
people. The consequences 
of such accidents 
could affect a person’s 
ability to use a toilet.

Accidents trying to access toilets in Bhutan
“An older woman with a disability, was found in a 
very poor condition, living in very poor conditions, 
drunk, sleeping in a blanket covered with her 
faeces and urine. She was in no condition to talk 
but the team found out from the neighbours who 
were taking care of her that she is a kidu recipient 
(destitute allowance recipient) and the neighbours 
take turns to feed her. The team also found out 
that she used to be able to use her pit toilet which 
is not that far from the hut she lives in, but she had 
an accident while going to the toilet in the rain 
and had hurt herself, and since then she had been 
defecating and urinating in her sleeping room/the 
only room in her hut” (Choden and House 2019).

Having to eat, bathe 
and toilet in one room 
which is unhygienic. 

Without bedpans or commodes people 
who are unable to sit unaided out of bed 
and who experience incontinence may sit/
balance on a bucket, which is placed next to 
their beds.  If a bucket latrine or bedpan is 
uncovered, the user, carer and family members 
risk exposure to pathogens in the faeces, 
which can pose serious health risks including 
typhoid, diarrhoea and cholera. The user 
can also fall off the bucket risking injury.

Challenges faced by caregivers in Vanuatu

“If he’s [husband’s] not here, and 
she needs to bathe or has soiled her 
underwear and I need to take her to the 
bathroom to wash her. If she moves a bit 
and I don’t have the strength, we’ll both 
fall down, and then I struggle to lift her up. 
[….] because she’s really heavy.” 

(Carer interview for woman with walking, 
remembering, self-care limitations, Vanuatu) 
(International Centre for Evidence in 
Disability (ICED) 2020)

Health problems in Malawi

“The toilet problem is a serious problem 
because if I open bowels or suffer from 
diarrhoea, I defecate where I am and they 
clean me … it becomes a health problem to 
other people around me.” 

(Woman, 78, arthritis and spinal curvature. 
Peri-urban) (White et al. 2016)

b. Caregivers may also 
experience health and 
hygiene impacts

If caregivers need to move 
the person experiencing 
incontinence to go to the toilet 
or to bathe they may suffer 
from back and associated 
problems especially if lifting 
devices aren’t available 
(and few are available in 
LMICs) (Ansari 2017).

c. Incontinence and 
the transmission of 
diarrhoeal diseases

Although evidence is lacking, 
it is reasonable to assume that 
households with people with 
incontinence may have higher 
rates of diarrhoeal diseases 
due to the challenges of 
managing hygiene within the 
household and their higher 
demand for water and soap.

2.	 Mental health, emotional and social impacts

Incontinence can often be associated with stigma, but it can be a mixed 
picture. Research conducted in Zambia found that attitudes to incontinence 
were dependent on an understanding of the cause: when the condition was 
clearly the result of an underlying illness or injury, family members and the 
wider community tended to be relatively more supportive than if causation was 
believed to be related to sexual relations. For women especially, incontinence 
could rarely be discussed freely, particularly when the condition was due to 
pregnancy or childbirth (Rosato-Scott and Barrington 2018). 

Source: Authors own.
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Credit: PhotoVoice photo by Poonmo, who has 
a disability and experiences incontinence

Where incontinence is associated with stigma and remains a taboo subject, 
people that experience incontinence, or who care for people that do, may:

•	 Feel shy to talk about it (Gjerde et al. 2013);

•	 Feel ashamed and embarrassed, particularly if they need support to 
manage their leakage and soiling of bedding and/or clothes (Gjerde et 
al. 2013);

•	 Experience a loss of self-esteem, for example due to feeling a loss of 
control and/or issues related to cleanliness (Hafskjold et al. 2016);

•	 Be bullied and/or teased, (which exacerbates shame, embarrassment and 
loss of self-esteem) (Theunis et al. 2002);

•	 Experience anxiety and depression (Wood and Anger 2014); and

•	 Limit their participation in, or even be excluded from, personal relations, 
social life and community life.

All these factors can exacerbate vulnerability and add to feelings of isolation 
and loneliness.

Exclusion in Pakistan

“I can’t sit with them. I have 
some friends but most of 
them left me and made me 
feel even more lonely and 
sad. I feel upset seeing them 
move around and sit together 
laughing and smoking. I sit 
and cry but then I don’t want 
people to see me cry so I try 
and hold my tears back. They 
go off to the city, especially 
Thar, where we used to work 
and they harvest. You know, 
it is harvest season? We 
used to have so much fun 
in harvest season and now I 
can’t even work.” 

(Ansari 2017)

3.	 Practical and financial impacts

People who experience incontinence, or who care for people that do, may find 
it difficult to (Hafskjold et al. 2016):

•	 Access a toilet at short notice, or access a toilet at all;

•	 Access and afford sufficient soap and water to manage the incontinence 
hygienically and with dignity;

Water collection in Pakistan

“My sister goes to collect water two 
to three times a day. She has to walk 
about half an hour one way and so 
it takes her almost an hour to come 
back to me. We use that water to wash 
clothes and to clean myself. There is 
never enough water to make me feel 
clean. Many times I have been dirty 
and there has been no water in the 
house, so I have to sit in the filth 
until someone goes to the water point 
and brings some water back for me. 
I really need more water. If I had all 
this access to water, I would feel better 
because I would be cleaner.” 

(Ansari 2017)

Managing incontinence requires 
significantly extra water and 
soap (estimated at five times 
as much as a person without 
incontinence), and time to bathe 
and wash clothes, bedding 
and pads (Sphere Association 
2018). The reality of this for 
water collection alone is huge: 
many people spend a significant 
amount of time collecting water 
for the family, sometimes from 
a distance; and if people with 
incontinence are not able to 
collect water, they may need to 
pay someone to carry the water 
for them. In such circumstances, 
social support systems may 
need to be established to 
ensure that water needs can 
be met. Challenges to access 
and affordabililty of water may 
also be seasonal, for example, 
when water is scarcer and/or the 
weather is hotter the impact of 
incontinence on personal health 
and hygiene may be greater.

Credit: PhotoVoice photo by 
Poonmo, who has a disability 
and experiences incontinence
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Barriers include the ability to: 

•	 Access and afford 
incontinence products, 
including pads, mattress 
covers, bedpans, etc;

•	 Wash, dry and store 
clothes, bedding and pads 
or other materials used to 
soak up urine or faeces 
safely and discretely; 

•	 Dispose of soiled pads safely and discretely; and

•	 Participate in livelihood activities.

People that experience incontinence, or who care for people that do, may 
find it difficult to attend school or earn an income or self-exclude themselves 
from these opportunities (e.g. due to a lack of time, or embarrassment). People 
with incontinence may also self-exclude themselves from attending school or 
earning an income (due to, for example, the practical difficulties of managing the 
condition, or concern over other people noticing leakage or being able to smell  
leakage odour).

Barriers to accessing WASH for disabled people in Malawi

“Those who could not afford to use kiosks relied on 
unimproved water sources such as rivers and shallow, 
hand-dug wells. These participants were more concerned by 
the consequences for their safety and health. One example 
was a household with a boy of 14 who had an intellectual 
impairment. The boy was incontinent and required family 
members to wash him and his clothes regularly. The amount 
of water and soap they required as a household was much 
greater than neighbouring families. Consequently the family 
was unable to afford their piped water bills and had to make 
water and hygiene compromises”

(White et al. 2016).

Items to help manage incontinence 
need to be: effective; culturally, 
gender- and size-appropriate; and 
desirable for use. Such items may 
be limited, or non-existent. Even 
if they are available, they may be 
costly and outside of the financial 
capacity of the household.

Limited levels of participation in Vanuatu and Uganda

“If I was in public and were to urinate, it’ll look bad because if it 
occurs, I don’t know how am going to do it because of the public 
and I’m ashamed to have the public witness something like this 
from me. It is better I remain isolated and take care of myself 
separately from everyone.”

(man, walking and self-care functional limitation, Vanuatu) 
(International Centre for Evidence in Disability (ICED) 2020) 

“I am a councillor for the disabled... I was [once] in a meeting...I 
couldn’t go to the latrine yet I had gotten an urgent call. I tried 
enduring but ended up urinating on myself. I felt so humiliated that 
I have never gone back for a single meeting.”

(Man with disabilities, Uganda) (Wilbur et al. 2013)

4.	 Protection risks

People who experience incontinence may suffer abuse, including verbal 
punishment and physical violence. 

Box 4: Examples of potential protection risks

•	 Traditional practices used to try and prevent incontinence. Such 
practices vary between communities: in one community in Nigeria the 
legs and genitals of a young girl who could not stop bed wetting were 
burned by making her stand over an open fire, elsewhere another 
was made to sit on a termite mound so that she would be bitten. In 
both cases the aim was that they would sting/hurt when urinating at 
night which would wake them up (Direct testimonies collected by 
House, S).  

•	 Anger and frustration felt by carers which can lead to beating, 
shaming in front of other people, and punishment, for example 
making a person sleep on a bare floor instead of a mattress. Older 
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people face a high level of abuse in normal circumstances, and 
the risk of abuse is likely exacerbated if they also experience 
incontinence, for example, due to the increased daily workload of 
caregivers. (Ostaszkiewicz 2018; HelpAge and House 2019; and 
direct testimonies collected by House, S). Children and adolescents 
who wet themselves may also be particularly vulnerable to abuse 
(Sapi et al. 2009).

How many people might 
experience incontinence?
Estimating the global prevalence of incontinence is challenging: numerous 
studies have been completed, but comparison is rarely possible because 
study designs use varying definitions, study populations, and methodologies. 
International Consultations on Incontinence review general population studies 
(largely based in high-income countries) and find that (Buckley and Lapitan 
2010; Abrams et al. 2017):

•	 36 general population studies in 17 countries found prevalence estimates 
for ‘any’ urinary incontinence of all types in women ranging from 5 to 69 
per cent, with most studies within 25 to 45 per cent;

•	 Prevalence rates for ‘any’ urinary incontinence in men ranging from 1 to 
39 per cent have been published;

•	 The prevalence of daytime urinary incontinence in children decreases with 
age (from 3.2 to 9.0 per cent in seven-year olds, to 1.1 to 3.0 per cent in 
15 to 17-year olds), as does bedwetting (from 6.8 to 16.4 per cent at seven 
years of age, to 0.5 to 1.7 per cent by age 16-17 years); and

•	 Studies tend to report that less than 15 per cent of adults have faecal 
incontinence.

Data for LMICs is lacking, but figures could be higher due to a higher number 
of young mothers and a lack of maternity services. Examples include:

•	 A systematic review of research from only low- and lower-middle-income 

countries found among a sample of women who had given birth, the 
mean prevalence of urinary incontinence was 29 per cent, and of faecal 
incontinence was 7 per cent (Walker and Gunasekera 2011);

•	 The World Health Organization (WHO) estimates that more than 2 million 
women live with untreated obstetric faecal fistula in Asia and sub-Saharan 
Africa, and 50,000 to 100,000 new cases occur each year (World Health 
Organisation 2018). In Bangladesh it is estimated that 0.17 per cent of married 
women (around 70,000 women) suffer from an obstetric fistula (Akter 2019);

•	 A 2020 study in Vanuatu found that 32 per cent of people with disabilities 
and 13 per cent of people without disabilities reported experiencing urinary 
incontinence, and 30 per cent of people with disabilities and 16 per cent 
of people without disabilities reported experiencing faecal incontinence 
(International Centre for Evidence in Disability (ICED) 2020).

Challenges to identifying people that experience 
incontinence, or who care for people that do
Speaking to people who are living with incontinence and understanding their 
lived reality is the first step to being able to find solutions. For the WASH sector 
to know what support to provide, it first needs to reach the people living with 
incontinence and ask them what their priority needs are. Challenges that may 
be faced when trying to identify people that experience incontinence include:

•	 The term 'incontinence' or its local translation (where an equivalent word 
exists) may not be understood, even by health professionals; 

•	 Incontinence can be a sensitive and highly stigmatising issue that people 
may not feel comfortable talking about, even with their family and friends; 

•	 People that experience incontinence may face, or fear facing, increased 
stigma, bullying and/or teasing if other people know about their condition; 

•	 People may be reluctant to discuss incontinence symptoms as they 
do not believe there are treatment options available (Rosato-Scott and  
Barrington 2018).
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People that experience incontinence may also not perceive that they have a 
health condition that needs to be discussed because, for example:

•	 They feel that they are managing the condition sufficiently. For example, 
they may be able to use toilets at home and  in public may rarely be far 
from a toilet and can therefore manage the leakage (Rosato-Scott and 
Barrington 2018).

•	 Incontinence is viewed as a 'natural' part of aging / postnatal health and 
people with incontinence may feel that they don’t need more support;

•	 Local culture expects a high level of resilience to pain and suffering, and 
experiencing incontinence is therefore regarded as a challenge to be 
silently managed (Rosato-Scott and Barrington 2018).

Strategies for the WASH sector to engage 
with people that experience incontinence, 
or who care for people that do
As living with incontinence is a sensitive issue, it is likely that people who 
are living with it may not be well known at community level as they do not 
talk about the condition. To identify people living with incontinence and 
facing challenges, it can be helpful to work with broader groups of people 
with characteristics that may make them more vulnerable to the condition, for 
example, mothers; people with disabilities; and older people. 

Specific actors for the WASH sector to engage with who may also be helpful 
to identify people living with incontinence and facing challenges due to 
experiencing the condition, may include:

•	 Community leaders who may know of families who are struggling;

•	 Community health workers, community development workers; and 
community outreach teams, including health promotion teams going 
house to house;

•	 Disability specialist organisations, occupational therapists, community 
rehabilitation services and carer support groups;

•	 Organisations who support people who may be particularly disadvantaged, 
for example people living with chronic health conditions such as HIV;

•	 Religious leaders;

•	 Teachers in schools and child-friendly spaces; and 

•	 Women’s groups and older person’s networks. 

Community members may also raise this issue in different contexts. For example, 
by asking general questions in focus group discussions about incontinence, a 
participant may indicate that they know someone who is living with incontinence.  
It is important not to ask the participant to name the person living with 
incontinence during the group discussion, but to focus on the general challenges 
that people living with incontinence may face. But if it is felt appropriate the 
participant can be asked (discretely and privately afterwards) if they would be 
willing to ask the person living with incontinence if they would be interested in 
having a conversation about the condition with you or an alternative person they 
feel comfortable with. If the person living with incontinence is willing to talk, ask 
to be introduced and follow the ‘Talking about leaks’ guidance.

Strategies to encourage self-referral may also be used where specific services 
are functioning. For example, posters advertising support centres for people with 
fistulas (see p30, Zambia poster). 

Talking about leaks
Understanding incontinence requires having conversations with individuals that 
experience the condition, and with individuals who care for those that do. Some 
people may be keen to talk about their experiences with incontinence due to, for 
example, not often having the opportunity to do so. Yet some people may initially 
find it challenging to have conversations about the condition, although the more 
times they do speak about it, the easier it may become. Incontinence is a topic 
that is best suited to in-depth discussions, which are flexible in structure and 
guided by the participant rather than a structured interview or survey process. 
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There are a number of ways to reduce any embarrassment or discomfort:

•	 Ensure that you have a basic level of understanding of incontinence and 
its management which you can explain in simple terms using culturally 
appropriate language (using simple language is always a good strategy  
in general);

•	 Have men speaking with men, and women speaking with women  
when possible; 

•	 Check if the interviewee would like to have anyone specifically present  
or absent;

•	 Make sure that discussions are held in a comfortable, private location 
where other people cannot hear;

•	 Be confident and do not show embarrassment yourself;

•	 Put the person at ease and build trust by being friendly and building 
rapport, by discussing some easier subjects first, for example the person’s 
family and general WASH facility access; 

•	 Use active listening skills, such as nodding and expressing supportive 
statements to encourage people to talk; and

•	 Ask permission before asking questions on incontinence, and explain why 
you would like to discuss the issue. Explain that a lot of people experience 
the condition, but few talk about it, and that we need to speak with people 
who experience incontinence to understand the challenges and what we 
can do to support them better. Emphasise that this is a safe place to speak, 
and if they do not want to answer any question then they do not have to 
and nothing bad will happen. Also explain how the information provided 
will be used. 

Note that: 

	! The person asking the questions should also try to not imply that such 
experiences are necessarily problematic, without the person themselves 
saying so. 

	! When exploring what kind of challenges people who are living with 
incontinence are facing and what support might be useful, it is good 
practice to have some options for support already identified, even if they 

are an interim nature that can be given to them shortly after the discussion 
with them, while other resources are sourced. For example, for the provision 
of extra buckets, soap or a commode chair, or to have contact details to 
assist the person and their caregiver to be linked to the health facility.

	! It may also be useful to take helpful resources with you (for example, sample 
reusable pads or underwear, examples of urine containers or mattress 
protectors and/or documents about how to make pads which are tailored 
to the recipient and easily understood). This is so that they can look at 
the options and discuss what would be most useful. The opportunity for 
the person to have a sustainable supply should also be considered before 
deciding whether to take such resources or not.

	! For both of the two points above, the discussion and the supply process 
should be done discretely, so that the person themselves can decide if such 
items would be positive for their management of incontinence and receive 
support, and not cause more problems by making their incontinence more 
prominent to others.

	! Discussions about incontinence may result in the people who are living with 
incontinence sharing information that requires support that is wider than the 
WASH sector can provide, for example if it becomes apparent that there has 
been some historic or ongoing abuse, or mental illness. Before having any 
discussions about incontinence, ensure that you have the contact details 
(including telephone numbers and addresses) of referral services that can 
be left with the person, or that can be contacted on the person’s behalf with 
the person’s permission.

Box 5: “Incontinence isn’t an issue – it wasn’t mentioned 
during community consultation” 

Don’t assume that incontinence isn’t an issue just because it didn’t arise 
when conducting formative research or during programme development 
– incontinence is a very sensitive topic which people often go to great 
lengths to keep hidden. It is important that throughout implementation 
the WASH sector continues to consider incontinence as a potential 
issue, learn from health professionals aware of people living with it, or 
community members affected by it, to gain a better understanding, and 
adapt practice as necessary if issues of incontinence do arise.
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To be able to ask questions about incontinence, the following phrases may 
be useful, using culturally appropriate words where applicable (Ansari 2017):

•	 Are you able to control your urine or faeces / is it difficult for you to 
control your urine or faeces / do you have the capacity to control your 
urine or faeces / do you face problems dealing with your urine or faeces?

•	 Can you hold onto your urine or faeces / do you have difficulty or 
problems holding in your urine or faeces / can you hold onto your urine 
or faeces? 

•	 Does your urine or faeces sometimes come out involuntarily / does your 
urine or faeces sometimes come out when you don’t want it to / do you 
ever leak urine or faeces / does your urine or faeces ever just come out? 

•	 Has it ever happened to you that your urine or faeces came out before 
you managed to reach the bathroom / can you always get to the toilet 
on time / have you ever wet yourself / have you ever soiled yourself? 

•	 (In settings with majority Muslim populations) Does your absolution for 
prayer get broken without you wanting it to / do you have any problems 
or difficulty with staying clean for prayer? 

•	 Is there someone in your family who is suffering from a bad or foul smell 
(or odour) / is there anyone in your family that smells of urine or faeces? 

•	 (When speaking to a caregiver) Where does (for example, your child) 
usually urinate / defecate, in the day / at night? 

Box 6: Discussing sensitive topics

Before asking questions about incontinence, or other potentially 
sensitive topics, we always need to consider how we, or someone 
we care about, would feel being asked. Sometimes as WASH 
professionals we distance ourselves emotionally from the situations 
we work in, as a form of self-preservation. But it’s always useful 
to think about how we would react to questions being phrased 
in a certain way if they were directed at us, and let this guide 
an empathetic way of asking about potentially embarrassing or 
sensitive topics. 

Box 7: PhotoVoice

PhotoVoice can be a useful technique to encourage people to share 
their experiences of taboo topics such as incontinence. PhotoVoice is 
a participatory technique which allows people to be given a camera to 
take photographs to illustrate their lives, and to enable other people to 
understand their issues (Blackman and Fairey 2014). The photographs 
produced from PhotoVoice can encourage participants to reflect on their 
experiences, and to share these experiences to raise awareness of their 
issues. Photographs produced from PhotoVoice are often shared with 
the wider community and policy makers through exhibitions and public 
events (Fantini 2017). Note that particular care is needed to consider 
the issues around obtaining consent for the taking and using of photos. 

PhotoVoice has been used in different contexts to understand the needs 
of people with incontinence. Ansari (2017) used PhotoVoice to explore the 
impact of incontinence on people with disabilities and their caregivers in 
Sindh, Pakistan and Wilbur (Bhakta and Wilbur 2019) explored the needs 
of people with incontinence in Vanuatu using PhotoVoice: examples of 
both can be found in this issue of Frontiers of Sanitation.

More information and practical advice on using PhotoVoice to explore 
incontinence and other topics can be found in a Sanitation Learning Hub 
Learning Brief, 'The use of PhotoVoice in the WASH sector'  (Bhakta 2020).

Ant on foot, Pakistan

“You see the ant on my foot. There are constantly 
ants and flies crawling all over my body, but I 
can’t feel them or shake them off. It is hot and 
that is why the ants are there, but I can tell you 
why the flies are present and that is what makes 
me the most uncomfortable and sad. I can’t keep 
myself clean and because I can’t be clean, the flies 
come and sit on me all day. No matter how much 
we clean the area around me, the smell and dirt 
remains and then the flies come and sit on me. 
They know when I am dirty” (Ansari 2017).

Credit: PhotoVoice photo by Bahadur 
Mohammad Yaqoob Unar, who has a 
disability and experiences incontinence
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How can the WASH sector support 
people who experience incontinence, 
or who care for people that do?
All people that experience incontinence have significantly increased needs 
for water supply and for accessible, private WASH facilities. For people who 
already commonly face substantial barriers to accessing adequate WASH, 
including people with disabilities and people with underlying vulnerabilities 
such as homelessness or poverty, the experiences and challenges of living 
with incontinence can be exacerbated. For example, we know that people with 
disabilities often have less adequate access to WASH services than people 
without disabilities (United Nations 2018). Within their homes, people with 
disabilities are less likely to have access to bathing and latrines, and face 
stigma and discrimination when using public WASH services (United Nations 
2018; Mactaggart et al. 2018).

Inclusive, accessible WASH for people should always be kept in mind when 
considering incontinence and its impact. The WASH sector should ensure that 
people who are unable to control their bladder or bowel have easy access to 
water supply and sanitation facilities, and are able to manage their hygiene 
safely and with dignity. Actions to be undertaken include 1) raising awareness 
and challenging myths; 2) ensuring accessible water supply and sanitation 
facilities; 3) ensuring a sustainable supply of basic hygiene items; and 4) 
providing products to aid the management of leakage. 

1.	 Raise awareness and challenge myths
In some languages there may not be an equivalent word for ‘incontinence’. 
Even when the term is explained, people may still not know what incontinence 
is, including some health professionals (Rosato-Scott and Barrington 2018).

“So that’s it, that embarrassing issue of incontinence. If we 
keep saying it… Incontinence... Incontinence… Incontinence, 
then you know, maybe the message will get out there.” 

(Carol, who lives with dementia in the UK) (Dementia Diaries 2020)

There are also many myths and misconceptions about incontinence. These may 
be culturally specific, for example, incontinence can be viewed as ‘supernatural’ 
or a ‘curse’ and people that experience incontinence can therefore view 
themselves as “abnormal” and “less human” (Rosato-Scott and Barrington 2018).

To understand local attitudes about incontinence speak with (see ‘Talking about 
leaks’, p23):

•	 People that experience incontinence, or who care for people that do, and 
their wider families (but only if permission from the person experiencing 
incontinence is first obtained) (see ‘Strategies for the WASH sector to 
engage with people that experience incontinence, or who care for people 
that do’ p22);

•	 The wider community;

•	 Community leaders, including religious leaders and teachers;

•	 Health practitioners (including those practicing traditional medicine);

•	 Protection, gender, gender-based violence, disability and age sector actors; 

•	 Government and non-governmental organisation (NGO) officials, managers 
and practitioners.

To de-mystify and de-stigmatise incontinence, raise awareness with the same 
groups of people, emphasising in conversations, guidance documents and other 
publications where appropriate that:

•	 Incontinence is not a condition to be ashamed about. It happens to a wide 
range of people and needs to be discussed if we are going to be able to 
identify options for support;

•	 The challenges and risks faced by people that experience incontinence, 
particularly the risk to the right of every person to live a life with dignity, the 
potential health impacts including the risk of death, and the protection risks;  

•	 The additional WASH needs of people who experience incontinence, or who 
care for people that do; 

•	 For some conditions health care professionals, including occupational 
therapists, may be able to improve symptoms; and

•	 The availability of fistula surgery and its life-changing impact.
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2.	 Ensure accessible water supply 	
	 and sanitation facilities
Accessible water supply and sanitation is important for meeting the needs 
of people with incontinence. Water supply and sanitation are ‘accessible’ if: 
facilities are available for people who are living with incontinence to access 
and use regularly; and the infrastructure is designed to be used by all people 
with ease.

a. Regular access to sanitation

Note that some people with incontinence may not be able to use the toilet 
at all. Products are available to support the management of incontinence in 
such circumstances: see ‘4. Products to aid the management of incontinence’ 
for further details (p34).

For people who are unable to control their bladder and/or bowel movements 
and who require care, it is important for carers to establish a regular toilet 
routine. But establishing a regular toilet routine needs regular access to 

Fistula awareness in Zambia

A fistula poster at University 
Teaching Hospital, Lusaka, 
Zambia. The poster explains 
what a fistula is and the 
treatment options available, and 
also emphasises that having a 
fistula is not something to be 
embarrassed about.

(Rosato-Scott and Barrington 
2018. Photo credit: authors own)

sanitation, which can be used when it is needed. Note that toileting times for 
a person with incontinence need to be consistent with the household routine, 
but care should be taken to make sure that the person is not forced to use, or 
is made fearful of using, the toilet. People with incontinence should always feel 
safe and confident to use the toilet regularly. 

Some people with incontinence may not need the support of a carer to use 
the toilet, but still need to be able to relieve themselves and to change soiled 
continence products, any time day or night. Accessible sanitation inside the 
household is the ideal way to ensure that people with incontinence can manage 
their needs effectively. Community based toilets need to be easy to access at 
any time, ensure the safety of users (for all users, but especially women and 
girls who are particularly at risk of gender-based violence), and provide privacy 
for people who experience incontinence to manage their needs with dignity 
(UNICEF et al. 2018).

b. Sanitation infrastructure designed to be used by people with ease

Sanitation facilities (toilets, bathing and laundry facilities) and related equipment 
such as commodes need to be designed and built so that they are physically 
accessible and can be used easily. Accessible sanitation can be provided through 
the following measures (Jones and Wilbur 2014; Wilbur and Jones 2014):

•	 Considering (in terms of distance, location and cultural appropriateness) 
where to safely position sanitation facilities.

•	 Ensure a sufficient supply of water to all sanitation facilities. 

•	 Ensuring an accessible approach to the facilities. Signs to the facilities should 
be well-lit and use simple communication methods. Paths need to be wide 
enough for two people to use side by side (e.g. a caregiver and person living 
with incontinence), clear and level so that people with physical impairments, 
wheelchair users or people who have visual impairments can reach the 
facilities easily. Landmark posts or rocks along the path can be painted to 
aid visibility. A guide rope along the path can also help people with visual 
impairments to reach the facilities. Level access at the entrance to toilets 
should be provided, with a wide enough entrance for a wheelchair. 

•	 When communal/public facilities are supported, they should be separated by 
gender, by providing screening or by building men’s/boys' and women’s/girls' 
facilities a distance away from each other. It is also good practice to provide 
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an additional facility that anyone of any gender can choose to use, which is 
accessible and large enough for a caregiver and child to use. 

•	 Ensuring that doors to the facilities are robust but not too heavy, and that 
handles are easy to reach and use. D-shape lever door handles are easier 
to use than doorknobs.

•	 Accessible locks which are easy to reach, open and close. These can include 
a bolt with a large handle, or a piece of string which can be hooked around 
nails, a metal hook or a post. 

•	 Fixed and fold-down handrails, so that users have a choice of support options.

•	 Hooks and shelves can make it easier for people with incontinence to 
effectively change soiled incontinence products and clothing, with dignity 
and privacy by providing somewhere to hang clothes and put pads and 
other items on. 

•	 Discrete disposal facilities for disposing of soiled disposable incontinence 
materials. Options could include a container with a lid located within the 
toilet, or a chute from the toilet to an incinerator (World Vision and CBM 
Australia 2018). When considering such facilities, the whole collection and 
disposal chain also needs to be considered, including collection, transfer 
and disposal (with general refuse, burning or burial). Note that information 
on the disposal, management and laundering of menstrual waste may be 
useful (Schmitt et al. 2020 for example).

•	 Water taps and washbasins should be positioned at a suitable height for a 
wheelchair user and with unobstructed knee clearance for wheelchair users. 
Ensure that taps are robust but not too heavy and large taps with long levers 
are easier to operate. Locate soap for ease of use and where people with 
visual or mobility disabilities can easily find/reach it.

•	 (Toilet specific) Latrine holes which are larger than the standard size can 
make it easier to hit the hole when urinating, particularly if a person has 
difficulty squatting.

•	 (Toilet specific) A chair with a hole that a person can sit on over the latrine, 
or which has a container fixed underneath it. Care will be needed to ensure 
that the chair is easy to clean; and that it is stable when the person moves 
to sit on it, whilst they are sitting on it, and when standing up. 

•	 (Toilet specific) Splash guards, to prevent urine and faecal matter from 

splashing on to the user’s legs or spilling onto the floor around the latrine.

•	 (Toilet specific) Commode chairs in the house or placed near to the bed of 
the person with incontinence, so that they can be reached if the person has 
a sudden urge to urinate or defecate, but cannot reach the toilet quickly 
enough to prevent an accident.

•	 (Bathing and laundry facilities specific) Ensure sufficient privacy to allow 
cleaning of self and soiled clothing and bedding.  

•	 (Bathing and laundry facilities specific) Effective drainage is needed as the 
wastewater may be contaminated with faeces if used by people living with 
faecal incontinence. 

•	 Materials used to construct sanitation facilities should be easily cleanable (for 
example cement, varnished or painted wood, metal, plastic).

•	 Sanitation facilities should be maintained and regularly cleaned.

c.	 Water supply infrastructure designed 	
	 to be used by people with ease

Water supply facilities also need to be designed and built so that they are 
physically accessible and can be used easily. Accessible water supply can be 
provided through the following measures (Jones and Wilbur 2014; Wilbur and 
Jones 2014):

•	 Considering (in terms of distance, location and cultural appropriateness) 
where to safely position water supply facilities.

•	 Ensuring an accessible approach to the facilities as per for Sanitation 
Infrastructure above.

3.	 Ensure a sustainable supply of 	
	 basic hygiene items and facilities
Ensuring personal cleanliness will likely be a priority for a person with  
incontinence. Other social factors can place an additional requirement to remain 
clean, such as to practice religion. Managing incontinence requires significantly 
extra water and soap (estimated at five times as much as a person without 
incontinence), and time to bathe and wash clothes, bedding and pads (Sphere 
Association 2018). A sustainable supply of basic hygiene items, and in particular 
soap and water containers, should therefore be available. Note that there may 
be local enterprises that could support the provision of such items.
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4.	 Products to aid the management of incontinence
The Continence Product Advisor website provides impartial advice on all  
products to aid the management of leakage (https://www.
continenceproductadvisor.org). Note that not all guidance will be directly 
applicable in all circumstances: availability, suitability and individual preferences 
will vary. Most products have also been designed with high-income contexts in 
mind and therefore may need to be adapted to lower-income contexts. 

Options must be discussed with affected people to understand their 
preferences for disposable or reusable materials, laundry and drying facilities, 
and disposal mechanisms (in homes, schools, health centres and communal 
facilities) and products selected should be based on the opinions of the person 
with incontinence and their carer. 

“This makes me very happy 
and makes me feel clean. I 
use it all the time to manage 
my cleanliness and smell. 
It cleans my clothes and it 
cleans my hands and the 
most important thing is that 
it keeps me clean. I always 
make sure there is soap in 
the house and keep asking 
to check if it is still available, 
because I will never feel 
clean or smell normal.” 
(Ansari 2017)

Credit: PhotoVoice photo by Bahadur Mohammad Yaqoob Unar, 
who has a disability and experiences incontinence

Table 2: Incontinence products

Product options include (R*: Reusable / D*: Disposable):

PRODUCT AND DESCRIPTION R* D*

Mattress protector: To protect a 
mattress, made of an impermeable 
material (e.g. plastic).

 ✓ ✓

Underwear: Underwear with a 
thick portion for soaking up urine / 
faeces (placed in different positions 
for men and women), and/or 
have a pocket for inserting a pad. 
Can be pull-up, or wrap around 
fixed with velcro or poppers.
See World Vision and CBM Australia 
(2018) for guidance to make 
reusable underwear, noting that 
towelling should not be used for 
the innermost layer as it is likely to 
be rough against the skin and will 
retain the liquids against the skin.

Pull-up plastic outer pants to contain 
leakage are also an option. 

*To be used safely, underwear 
should be changed frequently*

✓ ✓

Inserts and pads: To absorb 
leakage. Can have tabs to 
secure into underwear.  

*To be used safely, inserts and pads 
should be changed frequently* ✓ ✓
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Handheld urinals: Used when 
access to a toilet is not possible 
or convenient. Containers are 
usually made from plastic, and 
different entrance shapes are 
needed for men and women. 

✓

Bedpan: Portable device for passing 
urine and/or faeces while lying down 
or sitting. Usually made from plastic.

✓

Commode (portable toilet): Used by 
people with reduced mobility. Can 
be a) a container of some kind that 
slots into place under the seat plus 
lid, or b) a chute that goes down to a 
bucket or pit latrine hole, or c) a hole 
in a chair to place over a latrine hole.

✓

There are also products available that must be used only under the supervision 
of a health professional:

	! Moisture / barrier creams, which must not irritate the skin and must be 
suitable for children. Stop use immediately if there is broken skin or wounds 
(World Vision and CBM Australia 2018); and 

	! Some people may also find 
catheters and leg bags 
helpful, but there may be 
challenges with their use 
and they should only be 
provided and monitored by 
specialists with expertise in 
this area (health, disability, 
occupational therapists).

Top tips:

•	 Consider how supplies will be replenished, including who will buy them and 
how. This may include exploring options for small enterprises to provide 
materials or for people to make their own protection materials, or subsidies 
for families with a person with incontinence. 

•	 Ensure that the users and family members understand how to use the items 
provided: in Bangladesh, it was reported that some children were seen using 
urine containers as water bottles (direct testimony shared in a cross-sectoral 
meeting on incontinence from a Rohingya refugee camp-based NGO worker). 

•	 Care must also be taken to identify and agree safe mechanisms for the 
disposal of the urine or faeces from containers (handheld urinals, bedpans, 
commode chairs) and subsequent cleaning of the containers. 

Source: Authors own.
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Learning and research priorities
As it is hoped that this resource will act as an advocacy tool to push the WASH 
sector to do more learning and research on incontinence in LMICs, a list of 
learning and research priorities has been provided:

•	 Awareness of and attitudes towards incontinence to better understand any 
stigmas associated with the condition (noting that these may be culturally 
specific). This understanding should inform the methods used to understand 
people’s experiences of incontinence (see below);

•	 How to create opportunities to have conversations with people (of all ages 
and all genders) that experience incontinence or who care for people 
that do, and how to have such conversations, to best understand their 
personal experiences about the condition, given the stigma associated with 
incontinence and/or the lack of awareness about it;

•	 Water issues related to incontinence, including supply, demand, accessibility 
and affordability across seasons (that is, considering temperature and rainfall 
fluctuations); and considering for both individuals and across households; 

•	 Toilet and bathing issues related to incontinence, including supply (for example, 
household versus community), demand, accessibility and affordability;

•	 How best to support the management of incontinence with products, including 
preferences; accessibility including sustainability of access; affordability; 
management when on the move (for example, refugee populations); and 
the role of small, local enterprises in the manufacture of products;

•	 Traditional practices related to incontinence, including the role of traditional 
medicine in management and treatment;

•	 Protection issues related to incontinence and how to prevent them;

•	 Faecal incontinence and disease transmission (that is, through faecal matter);

•	 The validation of tools and definitions to measure the prevalence of urinary 
and/or faecal incontinence; and then using such tools, the prevalence of 
incontinence considering all ages; all genders; and all contexts. 

Recommendations
Talk about leaks: it is unethical for the WASH sector not to consider and 
learn about the challenges people living with incontinence may be facing, 
particularly if it is negatively impacting their life and where we can offer 
some practical advice or solutions to 

Support people to live with dignity: people that experience 
incontinence will probably be making significant efforts in very difficult 
situations to manage the condition. We cannot assume to know what 
support is needed and appropriate, and therefore

Be a sensitive listener and talker: incontinence is a sensitive topic 
and people may be uncomfortable discussing it. Always consider the 
comfort of the people we talk to and “do no harm” when attempting to 
understand experiences with incontinence, talk in a private location and 
ask for permission to ask questions on it. A great first step is to

Normalise incontinence: advocate that incontinence is not a condition 
to be ashamed about, it happens to a wide range of people and there are 
options to improve the quality of life of those that experience it, or care for 
those that do. People may not know about this issue. Be prepared to

Challenge resistance across sectors: incontinence has a significant 
impact on the quality of life of people that experience the condition, or 
who care for people that do. Some health impacts can be life threatening, 
and the protection risks for people that experience incontinence can be 
higher relative to those that don’t. Everyone working across sectors must 
coordinate and work together.
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Incontinence: We Need to Talk 
About Leaks

Incontinence is the involuntary leakage of urine 
or faeces. It is a global health, protection and 
social care challenge that has a significant 
impact on the quality of life of people that 
experience the condition, and those who care 
for people that do. The water, sanitation and 
hygiene sector can help provide support for 
people who live with incontinence to be able to 
live with dignity, but first we need to learn about 
the challenges people living with incontinence 
may be facing: we need to talk about leaks.

Find out more 
Subscribe to the SLH newsletter, share your experiences 
and contribute to the SLH website by visiting 
https://sanitationlearninghub.org/connect-share-learn/

Institute of Development Studies at the 
University of Sussex, Brighton BN1 9RE 

Web https://sanitationlearninghub.org/ 
Email SLH@ids.ac.uk  
Tel +44 (0)1273 606261  
Fax +44 (0)1273 621202

IDS, a charitable company limited by guarantee: Registered Charity 
No. 306371; Registered in England 877338; VAT No. GB 350 899914

sanitationlearninghub.org OCTOBER 2020 

https://sanitationlearninghub.org/connect-share-learn/
https://sanitationlearninghub.org/
mailto:SLH@ids.ac.uk 
https://sanitationlearninghub.org/

