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This report describes a study designed to
capture the experiences of older people with
incontinence and to explore the potential link
between incontinence and social isolation.
Incontinence is a common problem that can
affect people of all ages, and while it is not an
inevitable part of ageing, bladder and bowel
problems are more prevalent in older people.
Loss of normal bladder and or bowel control
adversely affects the physical, psychological and
social aspects of older people’s lives. There are
many studies that have measured the impact and
prevalence of incontinence in older people, but
few that have explored older people’s
experiences.

Social isolation and loneliness are often
perceived as problems of old age, although the
majority of older people do not consider
themselves to be lonely or socially isolated
(Victor, Scambler et al. 2000). There are many
factors associated with social isolation, including
personal characteristics, demographic factors,
provision and access to resources and life
events. This study explores the possible
relationship between incontinence and social
isolation. This new knowledge will provide
better understanding of the impact that
incontinence can have on an older person’s life
and can help to inform policy and practice
recommendations.

The study’s aims were to:

understand the impact of incontinence on the
quality of life of an older person in terms of
its effect on behaviour, psychological and
social health; and

explore the potential link between
incontinence and social isolation.

The key objectives were to explore:

the impact of incontinence on quality of life,
social contact, general well-being and self-
esteem;

the emotional and psychological effects of
incontinence;

how incontinence, urgency or fear of
incontinence impacts upon older people’s

ability or desire to engage in activities outside
their home;

the extent to which incontinence creates a
barrier to engaging in the outside world and
increases the risk of social isolation;

the impact of incontinence on social activity
and the reasons for such restriction;

the aspects of the physical environment that
exacerbate the impact of incontinence in
terms of risk of social isolation; and

whether environmental and other factors
could be improved or put in place to reduce
the impact of incontinence.

Uncontrolled loss of urine or faeces is a
common health problem in older people and is
associated with significant psychosocial, physical
and economic consequences. This section
outlines what is known about the prevalence
and impact of incontinence.The concepts of
social isolation and loneliness are introduced
and the policy context briefly reviewed.

Definitions of urinary incontinence vary but
invariably relate to ‘the involuntary loss of urine’
(Corna, Cairney 2005).A more widely accepted
definition is that it is an objectively proven
condition in which involuntary loss of urine is a
social or hygienic problem (Bates, Bradley et al.
1979).The latter definition is interesting because
it makes no reference to the underlying
pathophysiology or aetiology (Mitteness, Barker
1995) and by stating that it should be ‘objectively
proven’ suggests that a medical affirmation of
incontinence is more important than the
incontinent person’s understanding and
experience of incontinence.

The classification of urinary incontinence is
complex and emphasises the pattern of urine
loss (stress, urge, overflow, mixed) (Diokno
1990). Stress incontinence is characterised by
the involuntary loss of urine with effort or
exertion, while urge incontinence is an
involuntary leakage of urine associated with
urgency (Norton, Brubaker 2006).
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The prevalence and impact of incontinence on
quality of life reported in the literature varies
partly because of the different definitions used
and the heterogeneous nature of incontinence.
Defining faecal incontinence is also problematic
as there is a lack of consensus (Steele, Campbell
2005). Although a simple definition is the
involuntary loss of rectal contents through the
anal canal, this can be more usefully elaborated
to include incontinence of flatus, liquid, or solid
stool, which has an impact on quality of life
(Madoff, Parker et al. 2004).

Prevalence of incontinence

The reported prevalence of faecal incontinence
in older people has varied considerably in the
literature due in part to methodological
differences between the studies. A more recent
study has confirmed that faecal incontinence is a
significant problem, given that it is more
prevalent, more severe and more likely to have
an impact on quality of life in older people.

Major incontinence, defined as soiling of
underwear, outer clothing, furnishing or bedding
several times a month or more often, was
reported by 2.3 per cent of adults aged 65 years
(Perry, Shaw et al. 2002).A systematic review of
the prevalence of faecal incontinence in the
community revealed that the rates of faecal
incontinence (FI) were significantly higher in
older people compared to younger people
(Pretlove, Radley et al. 2006).The review was
based on 29 studies (69,152 participants) and
revealed that the rate of solid and liquid faecal
incontinence among men over 60 was 5.1 per
cent and 6.2 per cent in women over 60.The
difference in rates between men and women was
not statistically significant (Pretlove, Radley et al.
2006). Another review study also confirms that
women and men seem to have a similar
prevalence of Fl (Stenzelius, Mattiasson et al.
2004).

There are variations in the prevalence rates of
urinary incontinence reported in the literature
reflecting different definitions of incontinence,
target populations, sampling approaches and

data collection methods. For non-
institutionalised older people living in the
community the reported prevalence rates range
from 16.4 per cent (65 to 69 years) (Maggi,
Minicuci et al. 2001) to 36 per cent (over 70
years) (Temml, Haidinger et al. 2000) in women
and from 4.6 per cent (65 to 69 years) (Maggi,
Minicuci et al. 2001) and 20.9 per cent (over 65
years) (Ko, Lin et al. 2005) to 23 per cent (over
65 years) (Stoddart, Donovan et al. 2001) in
men.A prevalence rate of 39 per cent (men and
women over 65 years) was reported for a
population of community-living older people
(Peters, Horrocks et al. 2004).

A systematic review to derive age- and gender-
specific rates of incontinence attempted to
provide an accurate overall estimate from the
cumulative data of 12 studies (Chiarelli, Bower
et al. 2005). The pooled age-specific prevalences
for females are 20.3 per cent (60 to 69 years),
23.5 per cent (70 to 79 years) and 28.4 per cent
(over 80 years).The pooled age-specific
prevalences for males are 6.8 per cent (60 to 69
years), 11.3 per cent (70 to 79 years) and 15.1
per cent (over 80 years) (Chiarelli, Bower et al.
2005). Review studies such as this confirm that
the prevalence of urinary incontinence is higher
with increasing age in both males and females
and that urinary incontinence is more common
in women (Stenzelius, Mattiasson et al. 2004).

However, simply reporting the prevalence of
urinary incontinence may be misleading since
urinary incontinence is not always perceived as
bothersome by women. It is argued that the
prevalence of incontinence that is problematic
hygienically or socially would be more indicative
of the need for health services since those
women who do not consider their incontinence
as troublesome may not seek treatment
(Swithinbank, Donovan et al. 1999).

People with incontinence report significantly
more health problems than those without
incontinence and this is particularly true of
those with combined urinary and faecal
incontinence who are the most frail (Stenzelius,
Mattiasson et al. 2004). The prevalence of double
incontinence is also dependent on the different



definitions used, population samples and
methods of data collection. In a community-
based study the prevalence of double
incontinence was reported to be 5.9 per cent in
men and 9.4 per cent in women over 50
(Roberts, Jacobsen et al. 1999). However, a
review study reveals that the reported
prevalences of double incontinence do vary
(Stenzelius, Mattiasson et al. 2004) reflecting
differences in research design.

In summary, all types of incontinence are
common among older men and women and the
prevalence increases with age. Urinary
incontinence is more common in women, while
the prevalence of faecal incontinence and
double incontinence is similar in both men and
women.

Impact of incontinence

Incontinence is not life-threatening, but it can
have a profound impact on the quality of life. The
impact of both urinary and faecal incontinence is
significant in terms of the costs to both
individuals and the wider society (Avery, Gill et
al. 2004). Most studies investigating the
psychosocial issues of incontinence have
measured the impact of incontinence.

Measuring the impact of incontinence on the
everyday lives of older people is complex
(Burgio, Ouslander 1999). Measures of quality of
life are either generic or condition-specific
(Dugan, Cohen et al. 1998). Generic measures
are designed to be used across a range of
conditions and populations (Hajjar 2004), but
they may lack sensitivity to the distinctive
features of incontinence and its effects on
quality of life (Dugan, Cohen et al. 1998)
(Heidrich,Wells 2004). Condition-specific
measures relate to a specific disease and may be
more sensitive (Hajjar 2004, Swithinbank,
Abrams 1999). Several instruments have been
developed that are specific for sub-types of
incontinence, such as urge incontinence (Burgio,
Ouslander 1999).There are other studies that
include some measure of quality of life as part of
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a general questionnaire (Swithinbank, Abrams
1999).

In the past 20 years a variety of condition-
specific tools for urinary incontinence has been
developed and tested. Comparisons between
studies using different measures are difficult
because of differences in research design,
population samples, definitions and types of
incontinence as well as differences in the factors
measured (Hajjar 2004). These differences also
account for variations in the reported impact of
incontinence on quality of life.

In a large study to measure the prevalence and
perceived impact of lower urinary tract
symptoms, including incontinence, in women
over 18 years, 61 per cent of women reporting
incontinence found it problematic (Swithinbank,
Donovan et al. 1999).Thirty-seven per cent of
the participants considered their urine loss
bothersome in a study that investigated the
effectiveness of two quality-of-life measures for
bothersome incontinence in older women
(Robinson, Pearce et al. 1998). Another study
revealed that of those women reporting
incontinence, 44 per cent indicated that it had a
detrimental impact on their quality of life
(Vinker, Kaplan et al. 2001).

These and other studies suggest that the impact
of incontinence is variable and that it is not
inevitably viewed as problematic.A contrasting
perspective is reported from a Canadian study
comparing the impact of self-reported chronic
conditions on health-related quality of life. This
comparison revealed that urinary incontinence
had a severe impact on health-related quality of
life and that compared to other long-term
conditions, urinary incontinence was reported as
having one of the greatest effects (Schultz, Kopec
2003).

Despite the difficulties in comparing studies it is
clear that most reveal that incontinence has a
profound impact on psychosocial well-being
(Hajjar 2004). However, the impact of urinary
incontinence is highly subjective and variable and
there are no universal statements about the
social and emotional impact of urinary
incontinence on older people.The factors
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responsible for the varying impact also remain
speculative (Johnson, Ouslander 2001).The
impact experienced is reported in some studies
to be variable according to the type of urinary
incontinence, with urgency and urge
incontinence having a more profound effect on
quality of life than stress incontinence (Grimby,
Milsom et al. 1993, Swithinbank, Abrams 1999).

The effects of both age and severity on the
impact of incontinence on quality of life are also
reported to be variable in different studies
(Swithinbank, Abrams 1999).This possibly
reflects the complex interplay between severity
of urine loss, different interpretations of
incontinence and a variable capacity to accept
limitations on Llifestyles. This complexity is
illustrated in a Japanese study, which reports
that the impact on physical health is greater in
women in their 20s, while the impact on mental
health is more pronounced in older women
(Araki, Beppu et al. 2005).

Although most studies reveal that incontinence
has a considerable impact on psychosocial well-
being, reports of the impact of urinary
incontinence on social activities vary among
different studies (Hajjar 2004). A Swedish study
investigating the influence of urinary
incontinence on the quality of life of older
women using a generic measure and the
Nottingham Health Profile Questionnaire
revealed that women with incontinence were
more socially isolated than their age-matched
counterparts and that social isolation was
correlated with all types of incontinence
(Grimby, Milsom et al. 1993).This is confirmed in
other studies that report that incontinence
results in social isolation, anxiety, low self-
esteem, depression and decreased satisfaction
with life (Criner 2001) and additionally has a
negative impact on travel and physical activity
(Gallagher 1998).

The negative effect of urinary incontinence on
activities is also confirmed by a study which
sought to identify the most valid content areas
for a new condition specific tool for
incontinence (DuBeau, Levy et al. 1998).This
revealed differences between the experts and

those with incontinence. Compared with expert-
defined items from the literature, which tended
to focus on the functional impact of
incontinence, people with incontinence-defined
items focused more on emotional well-being
and on the interruption of activities (DuBeau,
Levy et al. 1998).

There is a lack of research into the impact of
faecal incontinence (Avery, Gill et al. 2004, Miner
2004) and there is an urgent need for more
research that focuses on faecal incontinence,
including its effects (Bliss, Krissovich et al. 2004).
However, studies do suggest a significant
association between faecal incontinence and high
levels of anxiety and depression in older people
(Deutekom, Terra et al. 2005, Edwards, Jones
2001) and faecal incontinence has a significant

impact on usual activities (Deutekom,Terra et al.
2005).

Studies that address the psychosocial issues of
incontinence have tended to focus on
measuring the impact of incontinence on
quality of life rather than exploring the impact
of incontinence on the quality of life of older
people. There have been relatively few studies
exploring the psychosocial impact of
incontinence in men (Burgio, Ouslander 1999,
Moore, Gray 2004) and consequently there are
gaps in our understanding of how incontinence
affects them.This supports the need for research
studies such as this, which explore the
experiences of both older men and women with
incontinence. In addition, the focus of many
studies has been on urinary rather than faecal
incontinence.Although there is some debate
about the factors that are responsible for the
varying impact of incontinence on the lives of
older people, there is no consensus and they
remain largely unknown.

Social isolation and loneliness

Since this study aims to explore the relationship
between incontinence and social isolation,
further deliberation on the terms social
isolation and loneliness is appropriate. The
concepts of social isolation and loneliness are



understood in a number of ways (Victor,
Scambler et al. 2000); the terms are often used
interchangeably and linked together, although
there is no causal relationship between the two
concepts (Wenger, Davies et al. 1996). Social
isolation and loneliness are often perceived as
problems of old age although the majority of
older people do not consider themselves lonely
or socially isolated (Victor, Scambler et al.
2000). Social isolation and loneliness are
associated with a reduced quality of life and life
satisfaction among older people (Victor,
Scambler et al. 2000, VVenger, Davies et al. 1996)
and the problem of social isolation in an
expanding ageing population is therefore of
growing concern (Findlay 2003).

A review of loneliness and social isolation in
later life, which included British studies between
1948 and 1991, revealed that 2 to 20 per cent of
people over the age of 65 were socially isolated
(Victor, Scambler et al. 2000). More recently, a
UK study of loneliness and isolation revealed
that more than 12 per cent of people over 65
felt socially isolated (Owen 2001).

Social isolation can be viewed as the objective
state of having minimal contact with other
people, while loneliness describes the subjective
feelings elicited by social isolation or a
perceived lack of social contact (Victor,
Scambler et al. 2000). Social isolation is an
objective measure of social interaction, but since
some older people may prefer to be alone, a
lack of social interaction does not inevitably
lead to the individual feeling lonely. Similarly,
having an expansive social network is not
synonymous with the absence of loneliness. A
four-fold typology has been proposed which
describes people as being not lonely and not
isolated; isolated but not lonely; lonely but not

isolated; and both isolated and lonely
(Andersson 1986).

There are many factors associated with social
isolation, including personal characteristics,
demographics, resources and life events (Victor,
Scambler et al. 2000). The relationship between
these factors is unclear (Victor, Scambler et al.
2000,Wenger, Davies et al. 1996), although of
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particular relevance to this study. It is clear that
there is an association between isolation and
living alone (Wenger, Davies et al. 1996), that the
quality of social networks rather than quantity
protects against isolation (Pinquart, S6rensen
2001) and that there is a clear relationship
between isolation and poor physical and mental
health (Wenger, Davies et al. 1996).

Social exclusion relates to social isolation and
social segregation. It has many meanings,
including those who are excluded from the
labour market and those who are denied social
citizenship status because of stigmatisation,
restrictive legislation and institutional
discrimination (Pinquart, Sérensen 2001).

Exclusion among older people is characterised
by deprivation and the lack of access to social
networks, activities and services, resulting in a
poor quality of life. Age, sex, ethnicity, living
arrangements, family structure, employment
status, health, income and wealth are all factors
involved in the exclusion facing older people
(Social Exclusion Unit 2006).

Incontinence may be one of several aspects of
an older person’s life that contribute to social
isolation.

Policy context

The framework for improving continence
services for older people is provided by
guidance and service standards in a number of
policy documents including the Good Practice in
Continence Services report (DH 2000), the
National Service Framework for Older People
(DH 2001a) and the National Service
Framework for Long-term Conditions (DH
2005a). Management of urinary incontinence in
women is also guided by a National Institute for
Clinical Excellence guideline (NICE 2006).A
review of continence services was instituted in
1998 and the working group was charged with
updating the guidance on continence services
originally issued in 1991 by the Department of
Health (DH 1991).This led to the Good Practice
in Continence Services (DH 2000), containing
expert opinion and research-based evidence,
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which stressed the need for integrated
continence services and emphasised the
importance of proper assessment and
management. It also called for a regular audit of
services and suggested potential quality
indicators. However, while it provided guidance,
it could be argued that it did not stipulate how
good practice could be realised (Milne, Moore
2003).

The National Service Framework for Older
People (DH 2001a), a ten-year strategy for
ensuring fair, high-quality, integrated health and
social care services for older people, set the
requirement that service providers should
establish integrated continence services for
older people by April 2004.

Another report from the Department of Health,
Essence of Care (DH 2001b), was initially
launched in 2001 and revised in 2003. It provides
a tool to help practitioners take a patient-
focused and structured approach to sharing and
comparing practice. The report includes
benchmarks covering eight areas and two of
these relate to continence care and preserving
privacy and dignity.

The first national audit of continence care for
older people in the UK set out to examine the
quality of care, based on the standards set in the
National Service Framework for Older People
(DH 2001a) and the Department of Health
guidance Good Practice in Continence Services (DH
2000).The audit, funded by the Healthcare
Commission and undertaken by the Royal
College of Physicians’ Clinical Effectiveness and
Evaluation Unit, examined the quality of care for
9,197 older people (65 years and older) with
urinary and faecal incontinence in primary and
secondary care, and 749 residents in care homes
in England,Wales and Northern Ireland.

The results of this audit (RCP 2005) indicate a
widespread failure to diagnose and manage
continence problems. It reports that patients
were often not examined thoroughly or were
given routine assessments. The report also
reveals there was limited effort to determine
the underlying cause of incontinence and there
is a continued emphasis on managing symptoms

rather than actively treating the problem.
Additionally, the audit revealed a lack of written
policies on continence, missing documentation
about the problem, limited provision of staff
training, high use of in-dwelling catheters in
hospital settings and widespread rationing of
incontinence pads.

Results of the second survey, carried out a year
later by the Royal College of Physicians (RCP
2006), show little improvement.While the
necessary basic infrastructure to provide
continence services exists, the provision of true
integrated services is incomplete. Some services
have been reduced and there is still an emphasis
on containment rather than cure.The rationing
of pads leaves many patients having to fund their
own supplies.

A joint report of the Healthcare Commission,
the Commission for Social Care Inspection, the
Audit Commission and Better Health in Old Age
assessed progress five years into the ten-year
government plan to improve services for people
over the age of 50.This report, Living Well in Later
Life (Chai 2006), found that while services have
improved since the publication of the
government’s ten-year National Service
Framework for Older People (DH 2001a), this
progress was not consistent across the UK and
improvement in some areas has been slow.
None of the communities inspected had reached
all the government-set milestones to enable
them to meet the standards in the National
Service Framework at the halfway stage of the
plan.

The priorities for the second phase of the
government’s ten-year National Service
Framework (NSF) for Older People are set out
in A New Ambition for Old Age: next steps in
implementing the National Service Framework for
Older People (DH 2006a). The Government’s
ambition for old age revolves around the three
main themes of dignity in care, joined-up care
and healthy ageing.

There are ten programmes of activity under
these three themes, which help to shape the
policy context for the provision of continence
services. The themes of joined-up care and



healthy ageing reflect the government’s
aspirations, set out in the White Paper Our
Health, Our Care, Our Say (DH 2006b).This seeks
to change the way services are provided and
outlines four main goals: health and social
services will provide better prevention services
with earlier intervention; people will have more
choice and a louder voice; more will be done to
reduce inequalities and improve access to
services; and there will be more support for
people with long-term needs. A recent report, A
Recipe for Care, highlights similar themes and
stresses the importance of reconfiguring
specialist services for older people so that long-
term conditions are managed in the community
by integrated health and social care services
(DH 2007).

Some of these themes are also evident in the
final report from the Social Exclusion Unit
(Social Exclusion Unit 2006), A Sure Start to Later
Life: ending inequalities for older people. The report
details government plans to alleviate the
exclusion, poverty and isolation experienced by
older people. It emphasises prevention rather
than crisis intervention and well-being through
investment in local communities and support in
older people’s own homes. It moves beyond
social services and promotes participation,
leisure, education and better housing.

Improving participation and prevention are
crucial elements in this and they echo the
current policy emphasis on active ageing, which
seeks to promote the benefits of physical
activity as a cornerstone of the health, well-
being and quality of life of older people.The
concept of active ageing also embraces healthy
living, volunteering, leisure, learning, and
community participation (WHO 2002).

This brief overview of some key policy
documents that have a direct bearing on the
provision of continence services and the
broader health and social care of older people,
highlights a number of recurring government
objectives. These aspirations include the
development of local infrastructure and services
that promote participation in activities to
encourage health and well-being, better
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prevention services, proper assessment and
management of continence and the provision of
integrated continence services.

1
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The main purpose of the literature review was to
explore any previously identified links between
incontinence and social isolation. Additional aims
were to discern general attitudes and
experiences of older people living with
incontinence and to inform the range of topics to
be considered during in-depth interviews.

Searching for literature involved hunting through
electronic databases and then a snowballing
approach whereby key articles and authors were
used to identify further literature. Relevant
literature concerning incontinence and social
isolation was identified by searching nursing,
biomedical, behavioural and social sciences
databases.A total of five research databases (British
Nursing Index, CINAHL, MEDLINE, PsycINFO and
ASSIA) were searched.

The development of the search strategy was an
iterative process comprising initial thesaurus
searching and then searching significant papers for
key terms. In order to ensure that relevant studies
were not missed, the search terms were developed
to undertake a broad search that could then be
refined to answer the questions posed by the
project. The aim was to locate documents that
related to the three areas under exploration:

incontinence
older people and
social isolation.

Suitable terms that related to the concept of
social isolation and which enabled us to access
the relevant literature were explored before
agreeing a final set of search terms.This process
resulted in a number of key words, which were
linked together in the following search string:
((urinary or fecal or faecal) and incontinence
and (old* or elder*)) and ((‘quality of life’) or
(social or psychological or emotion*)).

The search was limited to English publications
from 1998 to October 2006 to ensure that
contemporary research was obtained. Relevant

articles were also identified by checking the
citations of papers identified through the electronic
databases and following up articles by key authors.

Retrieval of references

Abstracts of 33 papers were retrieved from the
ASSIA database and 526 from the combined search
of British Nursing Index, CINAHL, MEDLINE and
PsycINFO databases.This large number reflected
the broad and inclusive search.At this stage, only
24 articles were related to faecal incontinence.The
abstracts were read to assess their relevance to
the three areas under exploration and this yielded
17 papers from the ASSIA search and 69 from the
combined search of the other databases. Twenty-
seven abstracts were removed at this stage
because they were repetitions. The remaining 59
papers were considered relevant.

Inclusion criteria

The 59 articles were sought but one was
unobtainable from the British Library. The
remaining 58 papers were read to determine their
fit with the inclusion/exclusion criteria. Papers that
reported empirical research and those that
reviewed the literature and discussed theoretical
concepts were included. Inclusion criteria for
articles were those that:

focused on older people and incontinence and

explored the impact of incontinence on quality
of life and/or psycho-social well-being.

Exclusion criteria were studies that

reported on quality of life and/or symptoms
scores/correlates of Ul but

lacked exploration of patients’ perspectives,
experiences or attitudes.

After the articles were reviewed independently by
two researchers, 20 articles were considered to fit
the inclusion criteria. Snowballing yielded a further
six articles that were considered relevant and met
the criteria. The 26 articles included papers that
reported both qualitative and quantitative research
studies (Table 1) and included four papers
concerning faecal incontinence.



Table 1:Types of articles in the 26 papers

Critical review of the literature

Type of research Number of studies Surname of first author
Survey (mainly 10 Bertera, Dugan, Deutekom, Edwards, Fultz x 2, Iglesias, Lee,
quantitative data) Newman, van Oyen
Literature review 7 Bradway, Edgley, Hajjar, Miner, Shaw, Steeman,Wilson,
S 8 Chelvanayagam, Collings, Bradway, Brown, DuBegu, Horroc.ks,

Robinson, Shapiro
Case study 1 Paterson

The articles were appraised using the Ciritical
Appraisal Skills Programme (CASP) 2006,
although this was to develop familiarity with the
papers in order to facilitate data extraction
rather than to eliminate unsuitable papers.
Elimination of papers could have resulted in loss
of important data (Sandelowski 1997). Relevant
data were extracted and themes developed.

Of the 26 articles, 19 were research-based and
seven were literature reviews.A total of 21
studies focused on urinary incontinence,
reflecting the scarcity of literature that explores
older people’s experiences of faecal
incontinence. Only four research-based articles
about faecal incontinence met our criteria and
one literature review focused on both urinary
and faecal incontinence.

Sample sizes ranged from three to 2,818.The
studies that were collecting quantitative data
about the prevalence and impact of incontinence
tended to include both continent and
incontinent respondents and had large sample
sizes, whereas the qualitative studies included
only people with incontinence and the samples
were smaller, ranging from three to 38.The
sampling strategies were very variable and the
variations in the demographics reflected this. Of
the 19 studies, seven were exclusively exploring
women’s experiences while only one study was
wholly concerned with men’s experiences of
incontinence.The age range was variable and

some of the large studies surveyed adults
across the entire adult age span. Only 14 of
the 26 papers dealt specifically with older
people and in studies that claimed to have
older people as their specific focus, some
included people aged 60 and over while others
included people aged 65 or older.

The search of the literature on older people and
incontinence confirms that there is little
reported data that helps to illuminate the
personal impact of incontinence, and what there
is largely focuses on urinary incontinence rather
than faecal incontinence (Chelvanayagam,
Norton 2000, Miner 2004). Many of the studies
in the broad search were eliminated because
they focused on measuring the impact and/or
prevalence of incontinence rather than exploring
older people’s experiences of incontinence. This
resonated with the view that experts tend to
focus on the functional impact of incontinence
while those with incontinence more often allude
to the impact of incontinence on their
emotional well-being and participation in
activities (DuBeau, Levy et al. 1998).This review
also reaffirmed that much of the literature on
urinary incontinence is related to women
(Wilson 2004) and that there are few studies
that focus on men (Edgley 2002).

Eight key concepts emerged from the articles
reviewed: conceptualisation of incontinence,
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identity and self-esteem, being in control or out
of control, coping and management strategies,
negative feelings, depression and anxiety, social
interactions and activities.

Conceptualisation of incontinence

The prevailing beliefs and interpretations held
by older people about incontinence give insight
into the meanings they attribute to it. A
recurring theme in the literature is that women
consider urinary incontinence a consequence of
ageing (Hajjar 2004b, Horrocks, Peters et al.
2004, Robinson 2000, Shaw 2001). In one study,
56 per cent of respondents thought
incontinence was normal and a part of ageing
(Newman 2004). In the same study, the older
women with incontinence appeared to belong to
one of two groups: those who felt incontinence
was a normal accompaniment of ageing and who
were not embarrassed to tell their doctor, and
another, smaller, group that was reluctant to
seek medical help and was uncomfortable
discussing incontinence.The latter group was
more likely to feel that incontinence had a
negative impact on their lives (Newman 2004).

In a qualitative study of 20 older people living in
the community, which sought to explore what
prevents older people from seeking treatment
for their incontinence, attitudes to ageing and
beliefs about the cause of incontinence seemed
to be influential in how participants reacted to
their incontinence. In this study most
participants accepted incontinence and its effects
as a normal consequence of ageing (Horrocks,
Peters et al. 2004).

Lay beliefs and interpretations of incontinence
are important factors in the illness behaviour of
people experiencing incontinence (Shaw 2001)
and in shaping the therapeutic partnership
(Wilson 2004). Despite this, there is little in the
literature that explores the meaning urinary
incontinence has for older people.

A recent study, in which 17 community-dwelling
women were interviewed about their
experience of urinary incontinence, suggested
that the women’s narratives were of three main

types (Bradway 2005).The quest narrative
encompasses a matter-of-fact response to
incontinence, the development of strategies to
manage it, accepting it and getting on with life.
The restitution narrative is typified by an
individual who does not focus on the negative
impact of incontinence but learns to live with it
and makes favourable comparisons with others
who are worse off. The hallmarks of the victim
narrative are that the woman feels unable to
resolve the problems associated with
incontinence and blames the incontinence on
external factors (Bradway 2005). The women in
this study described differing experiences and
this may partly reflect their diverse age ranges
(28 to 86, mean 65 years) and the
heterogeneous nature of urinary incontinence
(Bradway 2005).

Another way of conceptualising the meaning of
incontinence is to consider it as being
somewhere between a disorder and a disease.
The significance of this is that a disorder is often
managed as a social problem while a disease is
regarded as a medical problem (Steeman,
Defever 1998).A disease can be treated while a
disorder embodies negative aspects, such as
labelling, blame and unacceptable behaviour
(Steeman, Defever 1998). If incontinence is
viewed somewhere along this continuum it may
not be considered treatable but instead managed
with a range of strategies so that it remains
concealed (Steeman, Defever 1998).

Differences in the way older people explain
their incontinence are highlighted in the
literature. However, whether older people
experience and understand incontinence
differently if it is related to a medical condition,
such as multiple sclerosis, rather than to more
ill-defined causes, is not explored in the
literature.

The explanatory style that older people use to
explain how and why they are incontinent is
considered to be an important mediator of the
impact of incontinence on their quality of life
(DuBeau, Levy et al. 1998).Three domains —
locus of blame for urinary incontinence
(external or internal), duration (transient or



ongoing) and specificity (specific or global) —
were used to code the explanatory statements
made by participants in focus groups and
ultimately the statements were coded as
positive, negative or mixed, depending on the
domain elements. For example, a statement that
was coded as internal, ongoing and global was
considered negative while a statement was
considered positive if it was coded external,

temporary or specific (DuBeau, Levy et al. 1998).

Analysis of the explanatory statements used in
the focus groups revealed that most were
positive-style comments. There was a significant
correlation between the negative explanatory
style and six specific urinary incontinence-
related quality of life items: sense of inevitability,
poor self-concept, concern that urinary
incontinence is a psychological rather than
physical problem, association with women’s
biology, fear of ageing and shame.The authors
suggest that these items reflect a sense of
inescapable destiny that is consistent with a
general feeling of helplessness (DuBeau, Levy et
al. 1998).

There is a dissonance in the acknowledgement
that a social construction of urinary
incontinence exists, yet much of the
understanding of incontinence comes from
studies that are designed to exclude the social
context (Paterson 2000).

Identity and self-esteem

In cultures where continence is a tacit
precondition for being socially acceptable,
urinary incontinence with its connotations of
self-neglect, lack of hygiene or poor self-
discipline may be considered as confirmation of
social incompetence.This may contribute to the
negative impact of incontinence on self-esteem
in older people (Wilson 2004). However,
cultural attitudes to urinary incontinence vary
and it is suggested that in most Western cultures
incontinence is increasingly regarded as a
medical illness (Wilson 2004) and so the linkage
to incompetence is weakened. Other aspects of
incontinence that are reported to affect self-
esteem adversely include the stigmatisation of
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incontinence (Edgley 2002) and the loss of
control over the bladder and bowel with the
concomitant threat to cleanliness (Miner 2004).

Although some studies indicate that urinary
incontinence has a major impact on well-being, a
study of continent and incontinent respondents
revealed that while a minority reported adverse
consequences, the majority did not report that
urine loss affected their self-esteem (Fultz,
Herzog 2001).

The threat to self-esteem may be minimised by a
range of strategies that enable the older person
to adjust to the problem rather than dealing
with the problem of incontinence itself
(Steeman, Defever 1998). Self-management of
urinary incontinence helps to maintain self-
esteem when other disabling conditions
dominate older people’s lives (Horrocks, Peters
et al. 2004).

A collective case study of three men over 60
years with post-prostatectomy urinary
incontinence revealed that the stigma
experienced affects public and private identity
(Paterson 2000). Since they wanted to portray
themselves to the public as being continent of
urine, the men employed concealing devices or
tactics to protect their public identity and they
were constantly fearful of public detection of
their incontinence.Although their public identity
was preserved, their private identity was
threatened. The men indicated that their
experience of urinary incontinence was as an
interaction between body and self and that they
had to reconfigure a sense of self that
accommodated their leaking body. This
reconfiguration of self was achieved by a
rejection of cultural attitudes to incontinence,
which was facilitated by their knowledge of
anatomy and physiology, family history and life
events (Paterson 2000).

Low self-esteem is also a significant aspect of
the experience of faecal incontinence. In a study
of women with faecal incontinence, focus group
discussions contained repeated references to
low self-esteem and confidence (Chelvanayagam,
Norton 2000).
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Being in control or out of control

Gaining bladder and bowel control are symbolic
in the move from childhood to independence
and loss of control over these functions as an
adult threatens the autonomy and independence
of the individual (Edgley 2002) and causes
psychological stress (Miner 2004). Being or
appearing to be in control is also necessary for
being viewed as a competent performer in
society (Paterson 2000).This is illustrated by
women with faecal incontinence, who expressed
the need to be in control and who had a fear of
losing control (Chelvanayagam, Norton 2000).

In a study of 65 women with urinary
incontinence (primarily with urge symptoms),
the most commonly cited references in focus
group transcripts that related to functioning and
well-being were about loss of control. This loss
of control was exemplified by women who
reported loss of bodily functions and feeling like
a child (Brown, Subak et al. 1998). Being in
control is an important mediating factor in the
impact incontinence has on quality of life
(Steeman, Defever 1998) and being in control
involves developing strategies that enable the
person to accept their incontinence and
minimise its significance (Steeman, Defever
1998).

Coping and management strategies

Although the literature indicates that many
older people with incontinence do not seek
help, there are variations in the prevalence of
help-seeking behaviour reported in studies
(Shaw 2001). In one study, 65 per cent of
respondents sought professional advice
concerning urinary incontinence (Newman
2004).

The severity of incontinence can affect
behaviour by mediating the individual’s appraisal
of their situation as being a threat to health.
Appraisal of a situation as a health threat
depends on the person’s constructions of what
constitutes a medical condition or illness (Shaw
2001). Since urinary incontinence is often viewed
as a usual consequence of ageing, it is not

credited with an illness label and is not deemed
worthy of discussion with health professionals
(Bertera 2002, Shaw 2001). Other people may
not seek help because they believe there is no
cure for their symptoms (Shaw 2001).

This is reinforced by others who suggest that
incontinence may be viewed by older people
with incontinence and health professionals as
somewhere between a disorder and disease and
therefore, rather than being treated, it is
managed (Steeman, Defever 1998).This lack of
disclosure to health professionals was
highlighted in a study of older people living at
home with faecal incontinence — of 78 people
with incontinence, 54 per cent had not discussed
it with a health professional (Edwards, Jones
2001).

There are many factors that influence an
individual’s appraisal of the situation and their
decision to act on the symptoms and these
include an appraisal of their ability to cope
(Shaw 2001).A range of strategies may be
employed as part of the individual’s coping plan
and these may or may not include asking for
medical help (Shaw 2001). Management
strategies include developing comprehensive
knowledge of the location of toilets when going
out and carrying a change of clothes (Miner
2004). Other strategies include self-imposed
daily routines, regular visits to the toilet,
restrictions on drinking and choice of clothing,
and well-judged use of continence pads
(Horrocks, Peters et al. 2004). Much is invested
in behavioural strategies adopted in response to
incontinence and this can severely deplete the
older person’s time and energy for other
activities (Bertera 2002).

Older people may manage their symptoms in
isolation and secrecy to avoid societal censure
(Bradway 2003, Wilson 2004). Negative feelings
towards incontinence play a part in older people
concealing their incontinence problems
(Horrocks, Peters et al. 2004) and this secrecy is
a psychological strategy designed to minimise
negative feelings older people have about
themselves (Bradway 2003).



The theory that emerged from a study of
nursing home residents’ perspectives of urinary
incontinence using grounded theory
methodology was focused on elucidating a
process called managing urinary incontinence
(Robinson 2000).The six strategies used by
residents to manage their urinary incontinence
revealed by in-depth interviews and participant
observation were: limiting, improvising, learning,
monitoring, speaking up and letting it go
(Robinson 2000). Managing urinary incontinence
included limiting activities and behaviours and
improvising with a range of tactics to avoid
inappropriate urine loss or its effects (Robinson
2000).The consequences of managing
incontinence depended on the extent to which
the strategies were employed to the satisfaction
of the resident and supported by others
(Robinson 2000).

In a study of women with faecal incontinence,
coping strategies identified by the women
included restricting activity, denial, knowing the
location of toilets when going out and the use of
pads (Collings, Norton 2004). Another study
also indicated that some women coped by
planning their activities carefully
(Chelvanayagam, Norton 2000).

People employ a range of coping and
management strategies to minimise the risk of
accidents. These strategies, while protecting their
public image, may reduce the time they have to
engage in activities. Keeping incontinence secret
to avoid societal disgrace may cause older
people to isolate themselves.

Negative feelings

Urinary incontinence is widely reported to
cause emotional distress (Bradway 2003) and a
prevailing view is that the embarrassment
associated with incontinence has a significant
effect on the psychosocial well-being of people’s
lives (Edgley 2002). In a study of the experiences
of older women with incontinence, 50 per cent
(126) worried about being embarrassed or
humiliated (Shapiro, Setterlund et al. 2003).
Anger and frustration may also be expressed by
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people with incontinence (Miner 2004). Other
negative outcomes include fear of leakage
(Bertera 2002).These negative feelings were
echoed in a study exploring women'’s
experiences of faecal incontinence where the
women revealed negative feelings, including
stress, anger, shame and embarrassment
(Collings, Norton 2004).

In a study of older people in Hong Kong, those
with incontinence reported they were easily
angered and had feelings of stress.They also
worried that incontinence would have a negative
impact on their usual social interactions and
activities. Older men testified to more negative

psychological effects than older women (Lee
2004).

In a study by Brown, Subak et al. (1998) in which
65 women with urinary incontinence — primarily
with urge symptoms — participated in focus
groups, the women’s experiences were allocated
to three broad domains: feelings, relationships
and activities. Most of the words used by the
women were allocated to either feelings (52 per
cent) or activities (40 per cent) with only 8 per
cent associated with relationships (Brown, Subak
et al. 1998).Within the domain of feelings, the
most cited were about loss of control while
feelings connected with lowered self-esteem
were expressed less often (Brown, Subak et al.
1998).The study also revealed that women
under the age of 70 more frequently identified
low self-esteem and feeling unattractive
compared to older women (Brown, Subak et al.
1998).

In a study by DuBeau, Levy et al. (1998), 30 older
people with urge urinary incontinence living in
the community participated in focus groups in
which they were asked to discuss their
experience of incontinence, including which
aspects of their daily lives were most affected by
their incontinence (DuBeau, Levy et al. 1998).
Transcripts from four focus groups identified 32
urinary incontinence-related quality-of-life
issues and, of these, more than half had not
previously been reported in the literature.The
study reported that the impact of incontinence
on coping with negative feelings about
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themselves, such as embarrassment, was greater
than the impact on performing activities
(DuBeau, Levy et al. 1998).The issues defined by
the participants and indicative of negative
feelings included shame, fear of public
embarrassment, considering urinary
incontinence a psychological rather than
physical problem, constant preoccupation, stress
from anticipation of urinary incontinence and
loss of dignity (DuBeau, Levy et al. 1998).

Twenty older people living in the community
were interviewed to explore primarily what
prevents older people from seeking treatment
for their incontinence. A range of reactions were
reported, including embarrassment, shame and
disgust (Horrocks, Peters et al. 2004). These
negative reactions were partly responsible for
older people concealing their incontinence from
family, friends and health professionals
(Horrocks, Peters et al. 2004).

In a study of older people from a rural Spanish
population, about half of the subjects with
incontinence (330) reported negative feelings
connected to their urine leakage (Iglesias,
Caridad y Ocerin et al. 2000). In this study 43
per cent reported psychological distress, but
only 10 per cent considered that their lives
were significantly affected by their incontinence
(Iglesias, Caridad y Ocerin et al. 2000). Only a
quarter of the older people with incontinence
felt that it significantly affected their lives,
indicating that interpreting the impact of
incontinence on quality of life is complex
(Iglesias, Caridad y Ocerin et al. 2000).

Depression and anxiety

Incontinence can have negative psychological
effects, including depression, which may further
impact on the quality of life of older people
(Bertera 2002).A national health survey of
Belgian adults revealed that the prevalence of
reported mental ill-health was greater in
subjects with incontinence (Van Oyen,Van Oyen
2002). Both anxiety and depression are more
likely in people experiencing urinary
incontinence (Miner 2004) and, in a study

exploring the impact of faecal incontinence in
men and women aged 65 or older, it was also
revealed that they were more likely to
experience anxiety and depression (Edwards,
Jones 2001).This study also suggests that
women more often reported anxiety and
depression than men (Edwards, Jones 2001),
although the converse was true in another study
in which older men reported more negative
psychological effects than older women (Lee
2004).A more recent study investigating the
association between faecal incontinence and
anxiety and depression revealed that there was a
significant relationship between incontinence
severity and frequency of reported anxiety and
depression (Deutekom,Terra et al. 2005).

Sadness and depression are allied to the
loneliness that may occur because of the loss of
contact with others (Miner 2004).A study of 986
older adults with urinary incontinence reveals
that the association between incontinence and
depression is significantly related to the
behavioural changes that are adopted in
response to incontinence, particularly the
avoidance of activities such as walking, using
stairs, reaching, bending, stooping and lifting
(Bertera 2002).

Social interactions

Continence can be construed as a precondition
for social acceptance (Wilson 2004).
Incontinence leads many people to withdraw
from social contact in an effort to manage their
condition by always keeping close to a toilet
(Miner 2004) and to avoid the shame and
embarrassment of making frequent trips to the
toilet when away from home (Bertera 2002). In
general, studies that report the consequences of
incontinence on social well-being give varying
accounts of the magnitude of the impact,
possibly reflecting different populations of
people with incontinence (Edgley 2002).

While social support is important in mediating
the impact of incontinence and helps adaptive
coping, the stigmatisation of incontinence inhibits
people from seeking support strategies (Shaw



2001).The isolation that may be experienced as
a result of incontinence can be either self-
imposed or created by the response of others
(Miner 2004). The adaptations made to urinary
incontinence may have both negative and
positive consequences, in that while fear and
embarrassment may be minimised there is a
concomitant restriction in activities and social
withdrawal (Bertera 2002).

In a study of people with and without urinary
incontinence, both condition-specific measures
of psychosocial impact and generic measures of
depression, loneliness and sadness were used to
investigate the social and emotional impact of
urinary incontinence. Respondents with
incontinence reported being more lonely, sad
and depressed than those who were continent,
although the majority of those with incontinence
did not report that their self-esteem or
participation in activities was diminished by urine
loss.When other variables were controlled,
loneliness was the only outcome that was
significantly associated with incontinence (Fultz,
Herzog 2001). Being male and losing greater
quantities of urine were associated with being
more socially restricted (Fultz, Herzog 2001).A
national health survey of Belgian adults, which
sought to investigate the prevalence, the
correlates and the psychosocial consequences of
urinary incontinence, revealed that a low
appreciation of social contacts and a low
functional content of social contacts were

greater in subjects with incontinence (Van Oyen,
Van Oyen 2002).

The impact of incontinence on social
interactions is complex.While social support
can help to alleviate the impact of incontinence,
older people may avoid social interaction as a
way of coping with incontinence, thus denying
opportunities for support from others.

Activities

Studies in which condition-specific quality of life
tools for urinary incontinence have been used to
investigate the impact of urinary incontinence
indicate that older people with incontinence
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experience interference with their social
activities. Such activities include travel, shopping,
recreational activities and entertainment events
outside the home (Hajjar 2004).

There are reports that different symptoms have
a differential effect on social activity, with urge
symptoms having a greater effect compared to
stress incontinence (Shaw 2001) and that the
volume of urine loss may be more critical than
the frequency of loss (Fultz, Herzog 2001).

In a study of 65 women with urinary
incontinence, primarily with urge symptoms,
references in focus group transcripts that
related to functioning and well-being were
frequently about activities (Brown, Subak et al.
1998).This study revealed that the effect of
incontinence on activities showed a strong
correlation with self-reported urinary frequency,
nocturia and number of protection changes
rather than the number of incontinent episodes
or years of incontinence (Brown, Subak et al.
1998).

The effect of incontinence on activities was
illustrated by quotes from the women, which
indicated that their participation in activities was
restricted by their fear of leakage and by having
to plan activities around the availability of
toilets. They also operated to self-imposed time
limits that constrained involvement in activities,
and certain activities were avoided because of
their physical or public nature (Brown, Subak et
al. 1998).

In a survey of 435 older adults with
incontinence, one of the health predictors
significantly associated with quality of life
outcome variables, measured by incontinence-
specific quality of life and generic quality of life
questionnaires, was having activities restricted.
The others were feeling less well than usual and
having mobility problems (Dugan, Cohen et al.
1998).The impact on daily life measured with
incontinence-specific questionnaires was greater
for those who were younger with severe urine
loss, suggesting that older people may have
other co-morbidities affecting their quality of life
and that they adapted psychologically and
behaviourally to their incontinence (Dugan,
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Cohen et al. 1998). Another study also revealed
that not only younger respondents but males
were more likely to report psychosocial distress
(Fultz, Herzog 2001). In this study, men with
urinary incontinence reported more restrictions
on social activities compared with women
(Fultz, Herzog 2001).

A study exploring whether urinary incontinence
affected middle-aged and older women’s time
use and activity patterns compared women with
incontinence and those without. It revealed that
incontinence affected women’s participation in a
range of activities (Fultz, Fisher et al. 2004).
Compared to their continent counterparts,
women with incontinence were less likely to
undertake actrivities such as walking, shopping
and attending a movie or cultural event (Fultz,
Fisher et al. 2004).

Incontinence can disrupt and interfere with
activities. The interference older people describe
is variable and this is likely to be the result of a
range of factors, including the nature of their
symptoms and their age.There are indications in
the literature that men report more curtailment
of their social activities than women as a
consequence of incontinence.

This literature review has identified eight themes
that reflect the experience of older people with
incontinence, namely:

conceptualisation of incontinence
identity and self-esteem

being in control or out of control
coping and management strategies
negative feelings

depression and anxiety

social interactions and activities.

The majority of studies focus on urinary
incontinence rather than exploring older
people’s experiences of faecal incontinence and
a disproportionate number of studies explore
women’s experiences of incontinence rather
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than men’s. The studies indicate that older
people have differing experiences and this may, in
part, reflect the heterogeneous nature of
incontinence.

The impact of incontinence on individuals’ lives
is also variable and a number of factors are
purported to mediate the effects of
incontinence. The factors that are variously
reported to heighten the impact of incontinence
are being male or being female — depending on
the aspects studied; being younger; and severity
of urine loss.The consequences of incontinence
on social well-being are complex and variable.
Withdrawal from social contact may be used by
some older people in an effort to manage their
incontinence.



The perceptions and experiences of older
people with incontinence and its impact on
behaviour and psychosocial health and well-
being were explored in this study. Both
incontinence and social isolation are sensitive
topics and participants were likely to feel
vulnerable. Choosing the right approach to data
collection was critical. In-depth interviews,
conducted in the individual’s own home, were
the most appropriate way of capturing the lived
experiences of older people with incontinence.
Participants were also asked to record a
personal account of their experiences in a diary
for three days.

The study was conducted according to
principles set out in the research governance
framework for health and social care (DH
2005b). Ethical approval was gained from the
University Ethics Committee and from an NHS
local research ethics committee. The project was
also approved and registered by the research
and development departments of the trusts in
which data were collected. All participants were
provided with written information during their
recruitment to the study and were asked to sign
consent forms.

A purposive sample of 20 people (men and
women) aged 65 years or over with
incontinence (urinary, faecal or both) was drawn
from two primary care trusts.The trusts serve
urban areas and semi-rural suburbs in south-east
Bristol and north Bristol and rural areas and
semi-rural suburbs in north Somerset. Although
Bristol is more diverse than other areas in the
South West, it has a smaller ethnic minority
population than the national average.The sample
reflected this and all participants were white and
all were British-born apart from one.

The socio-economic profile of these areas is
quite diverse, with traditional residential areas
some of which abut onto the Downs, Bristol’s

inner city green belt, and large estates of social
housing in more socio-economically deprived
areas.The sample contained older people from a
range of socio-economic backgrounds living in
their own homes.

Potential participants were identified by
continence advisers or community nurses at
community-based continence clinics. A total of
62 recruitment packs containing a letter of
participation and participant information guide
were given out to older people who met the
inclusion and exclusion criteria. The recruitment
strategy aimed to capture older people who had
sought help and were willing to discuss their
incontinence and to preclude older people who
may be socially isolated because they were
housebound as a result of multiple co-existing
conditions.The rationale for this strategy was to
attempt to reduce the influences of factors
other than incontinence on social interaction.

The criteria for inclusion were participants who
were 65 years or older, were currently accessing
community-based services for management of
incontinence (urinary, faecal or both urinary and
faecal incontinence), had the ability to
communicate in an interview and a willingness
to share experiences with the researchers. Since
the focus of the study was to capture older
people’s perspectives of incontinence, the cause
of incontinence was not a criterion in the
recruitment strategy, nor was it a topic
specifically raised in the interview. Older people
who were interested in participating in the study
were contacted by the research associate, who
discussed the project with them and obtained
written consent.

In-depth interviews lasting between 45 and 90
minutes were conducted in the participant’s
home. During the interview, open-ended
questions were used to elicit the participant’s
experience of incontinence and their



The study: design, data collection and analysis

perceptions of the effects of incontinence on
their lives.

Discussion topics were partly based on themes
emerging from the literature review. However,
the interviews were directed by what the
participants wished to disclose about their
experiences rather than being driven by specific
questions. Triggers to aid discussion in the
relevant areas were used to encourage honest
and frank accounts.

Following the interviews, the research
participants were invited to keep a diary over
three days, in which they recorded events,
feelings, interactions, activities participated in
and activities avoided. The handwritten accounts
were very variable, ranging from brief notes
made as an itinerary of the day’s events to more
detailed personal and reflective accounts in
which feelings were described.

All but one of the interviews were digitally
recorded. One interviewee preferred not to be
recorded. Both interview and diary data were
subjected to thematic analysis. The qualitative
data analysis program, NVi