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ABSTRACT

Background: A large homecare service provider for older people in one region in
Scotland reported concerns of an increasing incidence of non-delivery of homecare for
older people. Non-delivery denotes planned care that care workers attempted to deliver
but, for whatever reason, were not able to gain access to the service user to provide care.
Concerns exist that, if not addressed, incidences will continue to increase, with negative
implications for the wellbeing of older people and for service provision. This thesis

presents an account of the research performed to address these concerns.

Aims: To identify the extent of non-delivery of homecare for older people, to establish
the characteristics of those most likely to refuse or avoid homecare, and to explore the

reasons why, for some older people, care was more likely to be refused or avoided.

Methods: Using a multi-method approach, and in two studies this doctoral thesis was
designed to answer the research question: ‘What is known about non-delivery of

homecare for older people in Scotland?’

The first study adopted a quantitative approach, linking data from a large homecare
service provider in one region in Scotland, to individual-level hospital in-patient data
(SMRO01) to help establish the extent of non-delivery of homecare and to characterise
those most likely to refuse or avoid care delivery within a discrete three-month time-
period. The second study employed a qualitative design, drawing on individual
interviews and a focus group discussion with older people receiving homecare, to
explore in depth the reasons why, for some older people, care might be refused or

avoided.

Findings: This is the first study to explore the patterns and reasons for non-delivery of
planned homecare. This research established that non-delivery of homecare was a
problem for a few older people only. Using framework analysis, the findings revealed
an unexpected propensity to accept rather than refuse homecare. Moreover, the
presiding values of older people are to live at home, to be independent and to remain
connected, and homecare was viewed as a means to protect these values. However,
homecare did not always meet these expectations, and the findings revealed that older
people would accept the compromises involved in being a homecare recipient in order

to live at home rather than relinquish this independence.



Three key findings, which presented as paradoxes are: i) older people would refuse
homecare if it was unsatisfactory, yet, despite having this experience, very few actually
refused; ii) older people valued their independence above staying at home, yet they
would inadvertently relinquish their independence to the care service to stay at home;
and iii) whilst non-delivery of homecare places older people at risk, these same assumed
risks are those associated with the provision of poor quality care. Ultimately, although
independence was considered important, living at home was crucial and the presiding

motivating factor to accept homecare.

The findings of this study are timely and relevant as they link into current governmental
initiatives to keep people at home for as long as possible with appropriate and

sustainable homecare at the core of national outcomes.

Recommendations: Based on these findings, the study will inform future research,
practice and policy, and all those interested in improving homecare for older people,
notably: homecare service providers, local authorities, and government bodies. This
study is particularly relevant considering the effects of COVID-19, the impact of which
has affected the way in which care is delivered. As for now, living at home is the most

effective way of shielding vulnerable people.

Keywords: Older adults, older people, homecare, non-delivery, negative health

implications
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Introduction — Setting the Scene

I worry about her all the time — she’s alone all day, and I'm
working so far away. By the time I get to hers, it’s often past seven
o’clock, and sometimes she’s been sitting in that chair since
goodness knows when. | can tell when the carers have been there,
because they leave me notes, but sometimes they are so far behind,
they are only coming to in to make her tea when | arrive to put her
to bed. Once, | was sure nobody had been, so | called to complain.
It turned out that she had refused to buzz them into the flat. | have
to give the carers their due, they did try, they even got the
neighbour to try to convince her, but she is so stubborn! She flat
out refused to open the door! | began to wonder what would happen
to her if  wasn’t there — what would happen to someone else who
didn’t have someone like me to check up on them and put them to
bed? And then | began to wonder, what does the homecare service
do if someone refuses care? After all, it is their human right, isn’t
it? It’s a real worry.

(Vignette of a conversation with the daughter of an older person
who received homecare)

This thesis originated out of a plea to respond to this question — what happens when
older people refuse homecare services? How often does this happen? How does the
homecare service cope with these situations? What causes people to refuse care? In the
instance described above, the homecare service provider was approached for informal
conversations about their wider concerns, if any, relating to this issue, and they revealed
that this was indeed something that was greatly troubling, and a situation that caused
much anxiety and distress, particularly when the older person was not home to receive
care. The fundamental requirement of maintaining the safety and wellbeing of older
people demands that the care provider is able to carry out that responsibility, and any
incidence of refusal of care disrupts the effective running of an often over-stretched
service. Starting from this basic question, this thesis set out to explore the homecare
service delivery for older people in the largest healthcare region in Scotland by first
revealing the extent to which refusal of care occurs. From this original investigation, the
results led the research into a very different and unexpected direction, but one which
revealed much insight into the experiences of older people who are in receipt of

homecare services.



My own background provided me with a keen interest in pursuing this research. As a
registered general nurse, the majority of my professional career has involved caring for
older people in hospital and in the community. A particular interest in advocacy and
palliative care for this often vulnerable group of people culminated in my participation
in research studies at both undergraduate and postgraduate level. Both of my parents
have dementia and, as legal advocate for their health and wellbeing, | have experienced
first-hand the challenges associated with procuring the necessary care at home for them.
It is this experience and my interest in the care that older people receive at home
generally that has influenced my further interest in the research study presented in this

thesis.

As | was in the later stages of writing this thesis, the world was in the midst of the
COVID-19 pandemic. This disease has affected millions of people worldwide, with the
most susceptible being those ‘aged 60 years and over, and those with underlying
medical problems like high blood pressure, heart and lung problems, diabetes, obesity
or cancer’ World Health Organisation (WHO 2020, n. p.). The research presented in this
thesis includes people who belong to this group, offering timely insight that is linked
closely with their experiences and which can help to inform and improve the way in
which their care is delivered. This chapter sets the scene and helps provide context to

the research.

Globally, the number of people aged 65 and older is increasing (WHO 2017). In
particular, people aged 85 years and over represent the fastest growing age group
(WHO 2017). Evidence highlights that older people want to stay in their own homes
and depend on individually designed homecare provision to do so for as long as
possible. In addition, they place high value on their independence (Gilleard and Higgs
2008; Leach et al. 2013; McNeil and Hunter 2014). A study in New Zealand consisting
of 121 older adults ascertained that older people want choices about where they age and
viewed the home as a place of attachments and feelings of security (Wiles et al. 2011).
The UK government had a pre-COVID vision to be the best place in the world to grow
old and to help people to remain healthy, active and independent (Public Health
England 2019). The Scottish Government (2019a) recognises that meeting the needs of
an ageing society, many with co-morbidities and complex needs, presents a concern for



policy makers and care providers. This is the context within which the research

presented in this thesis was conducted.

The Scottish Government is also committed to supporting older people ‘to live
independently in their own homes for as long as they wish to do so’ (Scottish
Government 2016, p. 3). Various initiatives have helped to monitor progress towards
this aim. Most recently, the Scottish Government, in collaboration with COSLA
(Convention of Scottish Local Authorities), described their shared vision of a care
service as one that protects people’s human rights, a service that is person-led and
flexible according to individual needs, and ensures that people live safely and
independently at home while remaining connected to the community (Scottish

Government 2019a).

This research germinated from informal discussions with a large homecare service
provider in Scotland who raised concerns over the rising incidence of non-delivery of
homecare services for people aged 65 and older with little information to explain the
reasons for this. Reports of non-delivery automatically initiated follow-up by the
homecare service provider to establish the whereabouts and welfare of missing service
users, which was time-consuming and costly. Hence, the homecare service provider was
concerned that, if this trend continued, non-delivery could have negative implications

for service users.

An initial scoping review of the literature highlighted limited research on non-delivery
of homecare. This study explores issues relating to non-delivery of homecare. Described
as an arm’s-length service, the services delivered by this leading homecare service
provider are purchased by Glasgow City Council and accessed through primary care or
following hospital discharge. The majority (94%) of their clients are aged over 65 years
and receive up to five visits a day from care workers at home. In this study, homecare
refers to social or domiciliary care involving personal support with activities of daily
living and essential domestic tasks. This particular homecare service provider classifies
non-delivery of homecare as either: Service Refusal (SR), where the service user
refused care, for whatever reason, at the point of delivery; or No Access (NA), which
denotes that, for whatever reason, the care worker had not gained access to the service
user to provide care. Collectively, non-delivery pertains to care that care workers

attempted to deliver, rather than to care that the care worker omitted to deliver.



Global ageing

Most countries in the developed world have accepted the chronological age of 65 years
and over as the definition of the older person (WHO 2017). According to Kydd and
Fleming (2015, p. 2), ‘the term ‘old’ is a nebulous concept’, one which differs
according to retirement age, state pension age and changes in longevity. For the purpose

of this doctoral thesis, people aged 65 and over are classified as older people.

Globally, the population is ageing. In almost every country, the proportion of people
aged 65 and older is faster growing than any other age group. Furthermore, the number
of oldest old people, those aged 80 and over, is expected to increase three-fold by 2050.

The reason for this growth is in part due to an increase in longevity (WHO 2017).
United Kingdom (UK) ageing

Global trends are broadly consistent with UK national trends. Between 2015 and 2017,
life expectancy at birth for people in the UK was 79.2 years for men and 82.9 years for
women (Office for National Statistics (ONS) 2018a). People aged 65 and older
represented 18 percent of the population in 2018, and this proportion is expected to
increase to 26 percent in 25 years. The fastest increase is seen in people in the 85+ years
age-group, who accounted for 2 percent of the population in 2016, and this proportion is
projected to double by 2041 (ONS 2018a).

Scotland: A different picture

Scotland has one of the lowest life expectancies in Western Europe, lower than the rest
of the UK, with the major causes of death being cancer, dementia and circulatory
disease (National Records of Scotland (NRS) 2018). Between 2015 and 2017, life
expectancy at birth was 77 years for men and 81.1 years for women. Presently, 19
percent of Scotland’s population are aged 65 and over. However, the number of people
aged over 65 years is projected to nearly double by 2029 (Scottish Government 2018a).
Although the number of older people is set to rise, the projected population growth in
Scotland is less than that of the rest of the UK (NRS 2018).

Despite Glasgow having similar levels of socio-economic deprivation to other larger
cities in the UK, such as Liverpool and Manchester, it is not fully understood why

Scotland, and Glasgow in particular, have lower life and healthy life expectancy rates,



with premature deaths up to 30 percent higher and all other deaths 15 percent higher
across the whole population, a phenomenon termed ‘the Glasgow effect’ (Walsh et al.
2010; Livingston and Lee 2014). These statistics are of particular interest for this thesis,
as the homecare service provider, with whose collaboration the research was conducted,
with concerns for increasing incidence of non-delivery, provides the majority of

homecare to older people who live in the Greater Glasgow and Clyde area.

The changing demographic in age has been strongly influenced by the baby boomer
generation, with those born between 1946 and 1954 and those born between 1961 and
1964 representing two distinct waves (McNeil and Hunter 2014). Baby boomers
represent a group of post-war babies with distinctive experiences that differentiate them
from previous generations. Referred to as the ‘bridging generation’, this group reflects a
general aversion to ageing, preponderance towards warding off the passage of time and
a preference for strong independence (Gilleard and Higgs 2008). Baby boomers have
high expectations of the life they have left to live and where they are going to live it.
They want to stay in their own home for as long as possible (Leach et al. 2013) and be

independent of family and friends (McNeil and Hunter 2014).

Longevity contributes to the changing health status for this ageing demographic (ONS
2018Db). In addition to longevity is Healthy Life Expectancy (HLE). Estimating how
many years that people may live in a healthy state before their health deteriorates is of
particular interest to policy makers and service providers. Preparation time is vital to
implement the necessary changes to support older people with reducing health to live at
home. In Scotland, between 2015 and 2017, the HLE at birth was projected to be 62.3
years for men and 62.6 years for women. However, women can expect to live more
years in poor health than men due to a greater life expectancy (NRS 2018). These
estimations are critical in considering the care of older people, as it is the years beyond
the healthy status that provide a challenge for care provision (NRS 2018).

Deprivation significantly impacts both life expectancy and HLE. People living in
disadvantaged areas can expect to have a lower life expectancy and almost double the
number of years lived in a non-healthy state than their more affluent counterparts (NRS
2018). Older people living in Scotland have a lower life expectancy and suffer the worst
ill-health in the western world (Scottish Government 2018a). These health disparities

are considered in part due to a combination of low socio-economic status (smoking,



alcohol misuse, injection drug use and obesity), high levels of stress, and even cold
weather (Cowley et al. 2016).

The recent spread of COVID-19 has had an unparalleled effect on the world’s health,
claiming the lives of many (Scottish Government 2020). To stem the spread of this
virus, people were asked to stay at home and socially distance themselves from others,
initially for 12 weeks. People over the age of 70 years and those with underlying health
conditions are particularly vulnerable to the damaging effects of this virus; thus,
homecare provision has been scaled back to limit unnecessarily spreading the virus. As
a consequence, the Coronavirus Act (2020) makes provision to respond to an
emergency. Under section 17 of the 2020 Act, assessment for health and social care has
been eased to meet the most urgent needs of the population (Scottish Government
2020). Despite these emergency measures being put in place, reducing homecare
services to essential visits only is likely to have an impact on service users’ wellbeing:
in particular, loneliness can have a hugely detrimental effect, especially for those who
live alone (Gov.UK. 2020).

The growing number of older people, many living with an increasing number of multi-
morbidities, presents the Scottish Government with a challenge to provide the care
necessary to support them at home and to reduce pressures in acute settings. Moreover,
older people want to stay at home for as long as possible and expect a system of care
that enables them to stay connected to their community (Scottish Government 2018a).
In response to this challenge, the Scottish Government launched initiatives reflecting
the needs of this population: in particular, supporting people’s choice to stay at home
with appropriate care. The pre-COVID-19 policy and legislation, which regulated the
care provision in place while my research was carried out, reflect this position, as

described in the next section.
Pre-COVID-19 policy and legislation

By 2021, the Scottish Government aims to reduce the number of hospital days and, in
particular, emergency admissions, by at least 20 percent by improving community care.
Therefore, investing in health and welfare to support older people to live at home
remains one of the key challenges facing policy makers and care providers (Scottish

Government 2018a).
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In 2011, the Scottish Government aimed to develop a strategy to explore the housing
needs of the ageing population to provide people the opportunity to live at home with
the appropriate support to enjoy full and positive lives that also meet their needs. To
achieve this aim, the Scottish Government worked with stakeholders to develop policy
and practice. Their vision and commitment is that: ‘Older people are valued as an asset,
their voices are heard and older people are supported to enjoy full and positive lives in

their own home or in a homely setting” (Scottish Government 2018a, p. 3).

As part of the National Clinical Strategy for Scotland, ‘The 2020 Vision’ (Scottish
Government 2011a) focussed on preventative, anticipated and supportive self-
management to enable independent living at home. The 2020 vision includes a system
of integrated services between health and social care to enable people to live at home
with minimal risk of re-admission to hospital (Scottish Government 2011a). Thereafter,
another initiative, ‘Reshaping Care for Older People — A Programme for Change’,
helped to monitor this change (Scottish Government 2011b) followed by an update
paper (Scottish Government 2012a). Part of the 2020 vision involves overseeing
integration of adult health and social care with a joint sharing of budgets, accountability
for services, person-centred and outcome-focussed care, concentrating on optimising
independence and wellbeing for older people while living at home. Placing people at the
centre of care and promoting a person-led service is at the core of their mission
(Scottish Government 2012b, Health and Social Care Act 2012).

The Scottish Government (2017a) developed standards to be used as a guideline for
how to achieve high quality care that reflects the way everyone should expect to be
treated. These standards are underpinned by the five principles of dignity, compassion,
being included, receiving responsive care and support, and wellbeing. Presently, and in
collaboration with COSLA, the Scottish Government launched their self-directed
support implementation plan for 2019-2021 to promote the rights of people to direct
their own care and to live as independently as possible and for as long as possible
(Scottish Government 2019a). This on-going initiative started with the passing of the
Social Care (Self-Directed Support) (Scotland) Act 2013, which reinforced human
rights-based values and the principles of respect, fairness, independence, freedom,
safety, involvement, collaboration, informed choice, participation and dignity (Human
Rights Act 1998).
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As defined by the Scottish Government (2019b, n.p.), ‘social care support is about
supporting people to live independently; be active citizens; participate and contribute to
society; and maintain dignity and human rights’. In practical terms, social care is
support that helps people on a day-to-day basis, including, but not limited to, help with
washing, bathing, getting dressed, going to bed, meal preparation and medication
administration. As well as physical care needs, social care includes the assessment of
psychological, emotional and social care needs and the procurement of the necessary
interventions to ensure these needs are met. Although social care is available to people
of all ages and in different environments who need extra support, the majority is
delivered to people aged 65 and over within their own home. With the increase in the
ageing population, the demand for homecare, to keep people living at home for as long
as possible, is expected to grow (Equality and Human Rights Commission 2012). In
particular, care is needed that caters for people with complex needs (Duff and Hurtley,
2012), where one or more co-morbidities are present (Social Care Institute for
Excellence (SCIE) 2014), such as diabetes, heart disease, arthritis, mobility and mental
health issues (Patmore and McNulty 2005).

Homecare

In Scotland, homecare is provided jointly by the NHS and local authorities. Unlike the
rest of the UK, Scotland provides free nursing and personal care, subject to assessment
of need. Therefore, people living at home may be in receipt of both health and social
care. There are 48,800 people aged 65 and over receiving homecare in Scotland who
account for two-thirds of all social care provision (Scottish Government 2017b). Over
the last decade, local authorities have purchased homecare services from private
organisations, which now provide 33 percent of homecare hours and this is set to
increase in response to the increase in demand (SCIE 2014). Sixty-five percent of
service users receive less than 10 hours of care per week and only 7 percent receive
more than 20 hours of care per week (Scottish Government 2018b). People who live
alone with high intensity care are more likely to have repeated hospital admissions than
those with similar needs living in a care home (Bardsley et al. 2012). This suggests that
people living alone at home with complex needs might require extra support to prevent

unnecessary hospital admissions.
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The topic of this thesis focuses on social care delivered at home to people aged 65 years
and older. The advent of the provision of free personal care for older people (Scottish
Government 2002) ensured that everyone who was assessed as needing care would
receive it, irrespective of income or living arrangement. Personal care includes physical,
emotional, counselling and psychological support, as well as help getting washed and
dressed, and providing support in activities of daily living and essential domestic tasks
(NICE 2015). However, according to a survey by Scottish Care, a membership
organisation and the representative body for over 400 independent social care services
in Scotland, tasks relating to the ‘social’ element of care, to help tackle the issues of
social isolation and loneliness, was of low priority, with lack of time for each visit being
the main barrier (Scottish Care 2015). In their report, Scottish Care state that ‘the
outcomes a person wants for their life; to keep in touch with friends, to continue to be
engaged in a pursuit or activity, to continue to be involved in their community and its
organisations, are as fundamental as the mechanics of food and drink” (Scottish Care
2017, p. 10). Recommendations from their survey include a new model of care, with
the focus placed on preventative care to keep people living in their homes for longer and

out of hospital to reduce the cost of unplanned hospital admissions.
Key points:

Concerns for non-delivery of homecare: Informal discussions with a main homecare
service provider highlight a concern for a rising incidence of non-delivery of homecare

for older people and concerns for adverse health outcomes associated with non-delivery.

Age and health: Although global ageing is on the increase, life expectancy and healthy
life expectancy in Scotland, aggravated by deprivation and addictions, are the worst in
the western world. This generation of older people, greater in numbers than ever before,

many with complex needs, have high expectations of living well, well into old age.

Expectations of care: Older people want to live at home and expect good quality
homecare to make this happen. Present policy supports independent living at home with
a package of homecare based on an assessment of needs. However, meeting the needs

of older people with long-term and complex needs remains a concern.

Initiatives: The Scottish Government aims to reduce hospital days and emergency

admissions by improving community care. Older people with complex needs require



extra support to prevent unnecessary hospital admissions. Older people have a right to
direct their own care, and to live as independently as possible and for as long as
possible. They have a right to decide where they want to live and receive care pertinent

to their needs.

Considering all of the key points discussed above, this thesis presents a unique
exploration of the patterns and reasons for non-delivery of planned homecare among
older people in one city council in Scotland. This is the first study to do so. Drawing on
both quantitative and qualitative research methodologies over two individual research
studies, | have synthesised the findings from both the analysis of data gathered within a
large healthcare database and extensive interviews with participants who are directly

affected by these issues in their day-to-day lived experiences.
Structure of the thesis
The thesis is organised into five chapters as outlined below.

Chapter 1: Scoping review of non-delivery of homecare. This chapter includes the
methods, results and discussion of the scoping review and the implications for future

research. The research questions are formulated.

Chapter 2: Methodology - Philosophical positioning, pragmatism and multi-methods.
This chapter discusses the methodology and philosophical underpinnings for Study 1
and Study 2.

Chapter 3: Quantitative Study — A study of the frequency of non-delivery of homecare
using data linkage (Study 1). This chapter introduces the quantitative study and includes

the methods, results and discussion.

Chapter 4: Qualitative Study — An exploratory study of the reasons for non-delivery of
homecare (Study 2). This chapter introduces the qualitative study and includes the

methods, findings and discussion.

Chapter 5: Conclusion — A consideration of the findings of both studies in combination
to describe how each contributes to a better understanding of non-delivery of homecare.
This chapter determines the extent to which the studies have answered the research aims

and research questions and how these insights are positioned within the existing



literature. My original contribution to knowledge is stated, and implications for future
research, practice and policy are presented. Finally, I reflect on the research process, the

research findings and my journey through this doctoral research process.
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CHAPTER 1: Scoping review of non-delivery of homecare

1.1 Introduction

As described in the introductory preface to this thesis, informal conversations with a
large homecare service provider, based in a large city in Scotland, revealed concerns for
the delivery of homecare. Of particular concern were occurrences when the older person
was not at home to receive their care or when care was refused at the point of delivery.
These concerns prompted the necessity of developing research to explore this issue
further.

Informed by my involvement in previous research studies, along with my own nursing
background and personal experience of social care provision, I recognised a significant
gap in published knowledge relating to issues around non-delivery of homecare for
older people in general. As such, it was necessary to explore and map out any existing
research in order to determine the scope and reach of the literature relating to the factors
that contribute to non-delivery of homecare. Thus, a scoping review was initially

performed.

The question for this scoping review was: ‘What is known about non-delivery of

homecare for older people?’

1.2 Methods — Scoping Review

A scoping review provides the framework necessary to explore research from a variety
of sources and is a rigorous and transparent means of mapping research that others may
follow (Pham et al. 2014). The main objective was to explore and map existing
evidence on non-delivery of homecare for older people. An initial search of the
university library catalogue and within Google Scholar was conducted, using the basic
search terms, ‘non-delivery’, ‘homecare’ and ‘older adult’. This revealed limited data
published or unpublished on the topic, therefore, a systematic scoping review method
was chosen to explore the literature further, as this approach is best suited when little

evidence is expected (Munn et al. 2018).



1.2.1 Relevant studies

The search strategy aimed to find all published academic material and grey literature
(New York Academy of Medicine 1999) relating to non-delivery of homecare. The
following electronic databases were accessed: CINAHL Complete, Health source,
MEDLINE, PsycINFO and SocINDEX, Social Sciences Abstracts, and Sociological
Abstracts. A range of keywords using Medical Subject Headings (MeSH) terms helped
capture the relevant literature. Due to the limited prior research on this topic, the chosen
search terms were broad enough to capture published and unpublished reports from a
variety of sources (Arksey and O’Malley 2005). The question for this review was
broken down into its core components to constitute the initial keywords. These were
‘non-delivery’, ‘homecare’, and ‘older adults’. In order to extract relevant data, similar
terms for each component were identified and added to the list of search terms.
Truncation helped to avoid having explicitly to include all possible variants in the
search strategy. Truncation is a searching technique used in databases in which a word
ending is replaced by an asterisk enabling variations of a word to be searched for

simultaneously, thus widening the search.

The following definitions of key concepts are provided to help clarify their meanings in
relation to how the terms are used in this thesis and in the scoping review. For the
scoping review searches, the term ‘older adult’ was chosen, as it is the term most used
in the literature. However, elsewhere throughout the thesis, the term ‘older people’ is
used to refer to people aged 65 and older, as it is the preferred term to refer to this group
within policy and legislation. This group accounts for 75 percent of all social care
received in Scotland (Scottish Government 2017b). ‘Homecare’ refers to
social/domiciliary care provided at home. ‘Non-delivery of homecare’ refers to care
that, for whatever reason, care workers were unable to deliver. ‘Care workers’ refers to

paid carers, and ‘kinship carers’ refers to family and friends who are providers of care.

Search terms:
Due to differences in terminology relating to the care of older people, a variety of

possible truncations of keywords were chosen as search terms, as follows:

eld*(elderly, elder, elders) OR age*(aged, ages, aging) OR old* (older, oldest) adult

OR 65* (sixty-five) and older OR service user* (users) OR retire* (retired) OR senior



citizen OR geriatric* (geriatrics) OR pension* (pensioners) AND homecare OR
homecare service* (services) OR homecare delivery OR social care OR social care
delivery OR domiciliary care OR mainstream care OR reablement care OR elder care
AND non-delivery of homecare OR service refusal* (refusals, refuser(s), refusing) OR
no access OR service avoidance OR missed visit* (visits) OR non-uptake of social care
OR service rejection OR service non-use OR service barrier* (barriers) OR service
access OR inappropriate service* (services) OR avoidance of help NOT care home*
(homes). Each keyword/phrase was run independently before merging all combined
‘OR’s with combined ‘AND’s and ‘NOT’s.

Zetoc Alert, a global search service, provided regular notifications of current relevant
publications from a variety of journals for consideration and possible inclusion. The
final pool of literature was sent to Ref Works, as the preferred reference data manager,

for review and possible inclusion.

Inclusion criteria:

Papers to be included in this review were those that related to older adults, aged 65
years and older (irrespective of diagnosis). In addition, those that related to homecare
and non-delivery of homecare (care which care workers, for whatever reason, were
unable to deliver) were included, and both academic literature and grey literature were
searched. No date restriction was made, but only papers written in English were

selected.

The PRISMA (Preferred Reporting Items for Systematic reviews and Meta-Analysis)
Statement (Moher et al. 2009) is a widely-used method for the transparent reporting of
systematic review and meta-analyses in healthcare research. While this scoping review
is not designed specifically to evaluate healthcare interventions, the PRISMA selection
process provides a robust and reliable model for identifying relevant evidence in a
scoping review. The PRISMA flowchart (Figure 1) presented below highlights the
selection process adopted here, which developed from an initial output of 71 records to
the final 13 papers selected for review. This process can be followed through the four

stages of ‘identification’, ‘screening’, ‘eligibility’ and ‘included’.
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Figure 1: PRISMA flowchart (Moher et al. 2009)

Seventy-one papers were identified for inclusion. Following the removal of 26
duplicates, 45 titles and abstracts were reviewed, resulting in the exclusion of another
nine papers, as they were not relevant to the topic area. Where there was insufficient

evidence in the title and abstract alone to make a decision, the full text was retrieved



(n=36). The 23 papers excluded at the eligibility stage failed to meet the inclusion
criteria because the population did not relate to older adults aged 65 and over (10),
homecare (8), or non-delivery of homecare (5). The 13 finally-selected papers,
presented in Table 1, highlight the study aims, research design, analysis and relevant

findings for each paper.

These 13 papers considered aspects of care for older adults and their kinship carers
living in the community and comprised 10 qualitative studies, two quantitative studies
and one mixed-method study. One paper was a meta-synthesis and another began by
reviewing 48 studies and another was a literature review. Three studies focussed on
community/family caregivers only, and recruited 109, 113, and 430 participants aged
65+, respectively. The remaining seven studies in which 65+ year old service users took
part recruited 15, 18, 20, 30, 50, 68 and 293 participants, respectively: the median
number of older adult participants was 30. For inclusivity, papers were accepted
irrespective of service users’ diagnosis. However, it was recognised that older adults
diagnosed with dementia and with complex needs (Moholt et al. 2020) could have had

an impact on the care that was received.

Included evidence originated from the UK (n=6), Australia (n=4), Canada (n=1), the
USA (n=1) and Norway (n=1). Although there was very little research relating to non-
delivery of homecare for older adults, all of the papers (n=13) discussed, in part, reasons
why older adults living at home might decline offers of help (refusal), unwillingly either
accept or seek offers of help (reluctance), or avoid offers of help or non-uptake
(avoidance). The terms refusal, reluctance and avoidance were implicit within the
literature. Exploring the differences between these terms helped to establish the nuances
behind non-delivery of care. Overlaps existed between descriptions of what was
considered reluctance, avoidance and refusal of services. Unless specifically identified
in the title or abstract, other papers were assigned to one of the above three categories
according to the relevance of their findings and what they contributed to the research

knowledge.

Refusal of homecare was discussed, at least in part, in seven papers (Bowes and Dar
2000; Brodaty et al. 2005; Innes et al. 2005; Themessl-Huber et al. 2007; Durand et al.
2009; Stirling et al. 2010; Moholt et al. 2020). Reluctance to accept home-based support
was evident in three papers (Kenning et al. 2017; MacLeod et al. 2017; Lindquist et al.



2018). The remaining papers focussed specifically on help-avoidance and why older
adults and their kinship carers (family/friend carers) chose not to seek help (Strain and
Blandford 2002; Howse et al. 2004; Phillipson et al. 2013).

Sub-groupings within the above studies concentrated on older adults within ethnic
minority groups (Bowes and Dar 2000; Kenning et al. 2017), those living in rural and
remote parts of Scotland (Innes et al. 2005) and those living with dementia (Bowes and
Dar 2000; Brodaty et al. 2005; Innes et al. 2005; Durand et al. 2009; Stirling et al. 2010;
Phillipson et al. 2013; Kenning et al. 2017; MacLeod et al. 2017; Moholt et al. 2020).

Table 1 presents a summary of each published paper with respect to: What is known
about non-delivery of homecare for older people? The ‘Relevant findings’ column

describes those findings that relate specifically to non-delivery of homecare.



Table 1: Selected studies

Author/Year/Title/Journal/

Country Study Aims/Purpose Study Design Analysis Relevant Findings
Bowes and Dar (2000) To explore the issues Qualitative study Thematic Families of older Pakistani people
Researching social care for minority raltied by ]rcesezi][ch on 4 | Interviews x 3 with: analysis preferred to “look after their own
ethnic older adults: Implications for patterns of weltare an . R Evidence of institutional racism
some Scottish research mutual care among 1) Pakistani older
older Pakistani people adults aged 55-90 Differences in attitude and desire to
The British Journal of Social Work, and their families with (n=30) work with ethnic minority groups
30 (3), pp. 305-321 particular reference to | iy social work
Scotland their use or lack of use department staff
of social care services (n=9)
iii) South Asian staff
working in
community-based
groups (n=7)
Strain and Blandford (2002) To examine the reasons | Qualitative study Logistic Reasons for non-uptake:
for not using nine regression

Community-based services for the
taking but few takers: Reasons for
non-use

The Journal of Applied Gerontology,
21 (2), pp. 220-235

Canada

community-based
services and the
characteristics
associated with these
reasons among a
sample of 293 older
person—caregiver dyads
in a Canadian province

Random selection of
older person—caregiver
dyads (n=293)

Cognition assessed
using the modified
Mini-Mental State
Examination (MMSE)

Caregiver perspective: older adults’
health did not necessitate use, family
and friends provided care, unaware of
services available and older adults did
not like or want services on offer or
were not eligible for services

Older adults’ perspective: alternative
offers of help, fear of loss of
independence




Characteristics of non-use: caregiver
cognitive impairment associated with
not using home services. Male
caregivers and those with less education
more likely to be unaware of available
services

Howse et al. (2004)

Help-avoidance: Why do older adults
not always seek help?

Reviews in Clinical Gerontology, 14
(1), pp. 63-70

UK

To explore the
evidence about older
adults’ refusal or non-
uptake of health and
social services

Why some may refuse
or avoid help despite
being aware of need

Qualitative study
Literature review

Thematic
analysis

Reasons to refuse or avoid: Alternative
sources of help, social or financial
barriers to access, unsuitability of the
help available, psychopathological
refusal to acknowledge need, denial of
need and social identity of older age

High refusal of services among older
adults who need it most

Brodaty et al. (2005)

Why caregivers of people with
dementia and memory loss don’t use
services

International Journal of Geriatric
Psychiatry, 20, pp. 537-546

Australia

To develop a
typography of the
characteristics of
caregivers of
community dwelling
people with dementia
or memory loss who do
not use services and
investigate the reasons
for non-use

Literature review of 48
studies used to develop
typography of
caregivers’ non-use of
services and applied to
sample of community-
based caregivers
(n=109)

Cross-tabulation

1 in 3 caregivers used no services in
spite of need because:

i) They did not consider a need for
the service

i) Care recipients’ reluctance to use
services

iii) Lack of knowledge about services

In the process of applying for services
Physical disability and contact with
social worker were associated with
service use

Service availability or affordability not
considered barriers to service use




Innes et al. (2005) To understand service | Qualitative study Thematic Twenty-six participants refused services
Dementia care provision in rural use from the Interviews with service | analysis on offer to them or those they care for
Scotland: service users’ and carers’ perspective of service | ysers with dementia with dementia due to unsuitability and
experiences users with dementia (n=15) and their carers ill-timing of the service on offer. They
Health and Social Care in the and their carers in8 (n=16) _preferred to have family involvement
Community, 13 (4), pp. 354-365 rural areas |n.ScotIand Service users who have Instead. _
Scotland Shared experiences of | dementia (n=14) Refusal of services even when needed
what makes a good participated in one of because of:
Service three focus groups i) distress to service users
Explored perceived Note that 50% of i) feelings of guilt
gaps in services kinship carers in this iii) desire to remain at home
Advocate the collective | study were aged 70 and iii) perceptions of coping
‘voice’ from both older with health iv) protecting privacy
service users with problems of their own Gaps include lack of transport and
dementia and their availability of day and respite care and
carers homecare. Other gaps include personal
care and support for the person with
dementia. Need for well-trained staff
they can communicate with. Including
the views of people with dementia a
central feature of this research
Control of services is a central issue in
this study. Services need to reflect the
needs of the service users and their
carers
Themessl-Huber et al. (2007) To highlight older Qualitative study Framework Reasons to refuse services: Don’t want
adults’ experiences and analysis to bother people, abandoning

Frail older adults experiences and use
of health and social care services

Journal of Nursing Management, 15,

expectations of
services and the
consequences for

Purposive sample

Interviews with people
aged 80 and older

independence, embarrassed and
humiliated and want familiar faces




pp. 222-229
Scotland

service provision,
service development
and research

(n=18) with history of
multiple hospital
admissions (more than
2) from four Scottish
Health Board areas

Service changes needed because they do
not cater for their individual needs. Own
frailties prevent enjoyment of service
uptake and services need to be more
flexible

Durand et al. (2009)

Domiciliary and day care services:
Why do people with dementia
refuse?

Aging and Mental Health, 13 (3), pp.

414-419
UK

To explore why older
adults with dementia
who live alone refuse
domiciliary and day
care

To examine the
relationship between
willingness to accept
day services and
depression

Selection made through
the use of the MMSE
score above 11 and the
Cornell Scale for
depression in dementia

Qualitative study
Convenience sample

Interviews of older
adults over age of 65
with a diagnosis of
dementia (n=50) and
their informal carers,
living alone in the
community.

Informal carers helped
service users to
complete the interview.

Informal carers were
asked to rate the service
users’ willingness to
accept help

Thematic
analysis

Common reasons why service users
refused domiciliary and day care
services:

i) believed they did not need services

ii) believed they liked being on their
own

iii) believed they would not enjoy it

Persistent refusers’ reasons to refuse day
services:

i) feared meeting new people
ii) feared losing independence
iii) feared being institutionalised

Willingness to accept care is unrelated
to cognitive function, or depression. No
link was found between depression and
a willingness to accept care. People with
greater memory loss are more likely to
accept care

Misconceptions about day services need
to be addressed. Study highlights
importance of asking service users with
dementia their reasons for refusal
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Stirling et al. (2010)

Measuring dementia carers’ unmet
need for services - an exploratory
mixed method study

To explore the
relationship between
different types of carer
service need using
Bradshaw’s typology

Mixed method study

20 community dwelling
pairs of dementia carers
and people with

Bivariate
descriptive
analysis

Case analysis

Carers (felt need) did not correlate with
service use (expressed need) implying a
high level of unmet service need which
could lead to service refusal

BMC Health Services Research. 10, _ dementia Care_rs (felt need) important i_ndicator of
122 To explore the link service need. Therefore, services should
between measures of be based on carers’ stated need (felt
Australia carer burden needs) rather than on service use
(normative need), (expressed need)
service use (expressed
need) and carers’ stated
need (felt need)
Phillipson et al. (2013) To investigate carer Quantitative study Binary logistic | They claim this to be the first study to

Why carers of people with dementia beliefs regard_ing out- Questionnaires (n=113) regression explore _these issues. Although carers

do not utilise out-of-home respite of-hpme respite to examine factors report high need for respite care, th.e"

services services and why some | . i-+04 with non-use use is low. Carers believe that service

_ _ carers do not utilise of services using the use would result in negative outcomes
Health and Social Care in the them Theorv Planned for the care recipient with dementia.
Community, 21 (4), pp. 411-422 B y o This belief is associated with delays in
ehaviour within the . X
Australia Anderson Behavioural accessmg_health services. Recommend
Model carer serwce_bel'lefs should be addressed

through service improvement and
promotion that emphasises benefits for
both carers and care recipients

Kenning et al. (2017) To systematically Qualitative study Meta- Two overarching themes:

Barriers and facilitators in accessing | review qualitative Twenty-eight studies | €thnographic i) ‘Inadequacies’ linked to service

dementia care by ethnic minority studies and to perform | ..\ 404 in meta- analysis level barriers

groups: a meta-synthesis of

a meta-synthesis
around barriers and

synthesis

ii) “Cultural habitus’ linked to
personal/cultural barriers
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qualitative studies
BMC Psychiatry, 17, 316
UK

facilitators to accessing
care for dementia in
ethnic minority groups

Stigma of mental health and dementia.
Asian family caregivers felt shame and
guilt if others provided care. Therefore
reluctant to seek help. Issues of trust,
anxiety and reluctant to let people to let
strangers into their home. Beliefs about
western medicine, institutional racism
and negative carer experiences

MacLeod et al. (2017) Family caregivers of Quialitative study Thematic Six main barriers and three facilitators
“There isn’t an easy way of finding Eeople wﬂf; dengjentla Semi-structured analysis across trn.any types of services and
the help that’s available.” Barriers ave g.nmih neeas interviews with family Supports:
and facilitators of service-use among re:gfar: ngl be'{ ;:arrne in caregivers (n=24) of Barriers: Inability to find information
dementia family caregivers: a g'}” tg ?te l:.l.e al community-dwelling about relevant services/supports. Poor
qualitative study reluctanttoutitise - people with dementia quality or mistrust of services. Inflexible
. e services 1o reduce their services. Caregivers’ beliefs about
International Psychogeriatrics, 29 burden Lo g -
obligation as the care giving role and
(5), pp. 765-776 . . 2
To examine the resistance by care recipient
Australia i ili - . .
b?rrlers_ and facilitators Facilitators: Good communication with
]9 sglrwce use amor:cg care recipient. Access to expert point of
amily caregivers ot contact. Positive service-affirming
people with dementia beliefs
Lindquist et al. (2018) To understand older Qualitative study Constant Reluctance to accept home-based
Overcoming reluctance to accept adults perceptions Community-dwelling comparative support a}ssomated with concerns over
about accepting help at analysis an inability to complete tasks,

home-based support from an older
adult perspective

The American Geriatrics Society, 66
(9), pp. 1796-1799

home, in particular
fears related to the
potential loss of

adults aged 65+ (n=68).

Focus groups sought
participants views and
experiences of their

perceptions of being a burden to others,
lack of trust in others and loss of control

Strategies to overcome reluctance
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USA

independence

To examine possible
strategies of
overcoming refusal to
accept home-based
support

future health care
options, including a
potential reluctance to
accept help in the home

include reframing independence to
interdependence, contributing to others,
overcoming the initial task

Addressing the above reasons and
promoting the strategies may lead to
fewer unmet home-based needs

Moholt et al. (2020)

Factors affecting the use of home-
based services and out-of-home
respite care services: A survey of
family caregivers for older persons
with dementia in Northern Norway

Dementia, 19 (5), pp. 1712-1731
Norway

To explore the use and
predictors of use of
home-based and out-
of-home respite care
services available to
older home-dwelling
persons with dementia
as reported by
caregivers

Cross-sectional survey
Family caregivers
(n=430)

Predictors of service
use were examined

Bivariate
correlation,
multiple linear
regression and
Poisson
regression
analyses

Services are utilized where there is high
caregiver burden, e.g., dementia

Characteristics:

(Person with dementia) advancing age,
living alone and living in urban areas
and those who are able to live alone for
short periods of time

(Caregiver) with increasing age, a
family member, high educational level
and in full-time employment

Greater need for respite care with long
duration of care giving and higher care-
giving demands
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1.3 Results

The 13 papers highlighted in this review refer to refusal of homecare, reluctance to
accept homecare and avoidance of homecare. Only refusal and avoidance behaviours
refer to non-delivery, whereas those who reluctantly accept homecare service still
received it. To understand these features, | examined the extent of non-delivery, the
characteristics of those most likely to experience non-delivery and the reasons for non-
delivery of care. Sub-themes within the literature included older adults living in urban
or remote rural locations, those who lived alone or with others, people from ethnic

minority groups and people with dementia.

1.3.1 Refusal/Reluctance/Avoidance

Howse et al. (2004), in their literature review, identified refusal of homecare where
services were explicitly refused, reluctantly accepted, or avoided, whereby people did
not put themselves forward for care, but did not provide much distinction between these
categories. This distinction remains an important factor and one that requires
exploration. Previous research points to these distinctions but also does not make them
clear (Strain and Blandford 2002; Themessl-Huber et al. 2007).

An early qualitative study explored social care for ethnic minority older adults in
Glasgow, with concerns that the ethnic and cultural preferences of older Pakistani
people were not being met, leading to subsequent refusal of services (Bowes and Dar
2000). With cultural and language barriers, service providers were losing touch with
people at the very point when help was needed. However, there was a propensity for
families from ethnic minority groups to ‘look after their own’, ensuring their needs were
being met. Durand et al. (2009) identified high levels of service refusal among people
with dementia and depression who lived alone. This qualitative study relates older
adults’ refusal with misconceptions about services on offer, with 60 percent of older

adults identified as ‘persistent refusers’ (people who refused regularly).

Brodaty et al. (2005) identified service refusal amongst people with dementia and their
kinship carers. Findings across 48 studies helped to develop a typology of Kinship
carers’ non-use of services. The main reasons reported were perceived lack of need and
older adult refusal. From a different perspective, Innes et al. (2005) explored dementia

care provision in rural Scotland for older adults with dementia and their caregivers. This
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study included the viewpoint of participants from both groups. Refusal of care services
was linked to unmet needs in 35 out of 45 participants. Likewise, another study in rural
Scotland identified a link with service refusal and caregiver unmet needs (Stirling et al.

(2010). Caregivers in this study were informal carers, such as friends and family.

Themessl-Huber et al. (2007) interviewed older adults about their experiences of health
and social care services and found a tendency to refuse care that was not person-centred.
This was the only study to seek the viewpoint of older adults exclusively regarding the
service they received. In order to better inform older adults about the services on offer,
Lindquist et al. (2018) developed an online tool to help easier navigation around service
availability. This qualitative study sought to understand reluctance among older adults
to accept home-based support and, in particular, their fears about loss of independence.
Macleod et al. (2017) explored barriers and facilitators of service use among kinship
carers (friends and family) of people with dementia. In the same year, Kenning et al.
(2017) explored the barriers and facilitators to access dementia care within ethnic

minority groups with reluctance among older adults to utilise services.

Help-avoidance was identified as part of a spectrum of rational help-seeking behaviour,
which included alternative offers of help and refusal to acknowledge need (Howse et al.
2004). Strain and Blandford (2002) found that kinship carers did not use community-
based care services because they believed the services were neither wanted nor needed.
A later study by Phillipson et al. (2013) investigated why carers of people with
dementia tend not to use out-of-home respite services. They found that carers believed
that service use would result in negative outcomes for the person affected by dementia.
In contrast, Moholt et al. (2020) explored the use and predictors for use of home-based
and out-of-home respite care services among kinship carers and found a greater use of

respite care where there were higher caregiving demands.

Although refusal, reluctance and avoidance of homecare for older adults and their
kinship carers are discussed separately, an overlap exists between the behaviours.
Whereas refusal of services is most frequently referred to, reluctance to accept, if not
addressed, could lead to care refusal. Acceptance of homecare depends largely on the
health status of older adults, and whether they live with another person or they live

alone.
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The following section highlights the characteristics of those likely to experience non-
delivery, and explores the more specific reasons for non-delivery and the extent of non-

delivery identified in the literature.

1.3.2 Characteristics/Reasons/Extent

Information on the characteristics of older adults most likely to experience non-delivery
of homecare was limited. Strain and Blandford (2002) identified the characteristics of
kinship carers of older adults who refused services as being more likely to be men with
less education. Likewise, Brodaty et al. (2005) developed a typology of some of the
characteristics of kinship carers and people with dementia who were more likely to
accept services. Characteristics included older adults of advancing age and those who
lived alone in urban areas. Kinship carers included those of advancing age, being a

family member, educated and in full-time employment.

Reasons to refuse care were plentiful and descriptive but differed according to the
person who was doing the reporting. Older adults gave one view of their own care
experience, whereas kinship carers had a different view, based on their own
experiences. Where there was reduced capacity, for instance, with dementia, kinship
carers made decisions on the older adult’s behalf. Kinship carers refused care because
they did not consider a need for the service or the service was unsuitable for their needs,
being ill-timed and inflexible (Innes et al. 2005), and they were unaware of the
existence of some services or had difficulty accessing services (Brodaty et al. 2005).
Kinship carers wanted to protect the privacy of older adults living at home (Innes et al.
2005). They felt guilty if they did not provide the care themselves (Bowes and Dar
2000), even though many were themselves over the age of 70 with health-related

concerns of their own (Innes et al. 2005).

Reasons for non-delivery of care from the viewpoint of older adults differed from those
given by kinship carers. Durand et al. (2009) identified why older adults refused care
services and identified two groups; refusers, and persistent refusers. Those within the
refuser group believed that they did not need services, they liked being on their own and
that they would not enjoy services anyway. Persistent refusers, those who regularly
refused care, did so because they feared meeting new people. They feared losing their
independence and admission into a care home. However, Durand et al.’s (2009) study

was carried out in older adults diagnosed with dementia and so is unlikely to be similar
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among all older adults. Other concerns for the lack of uptake of care services included
denial of need and the cost of the service (Howse et al. 2004). Moreover, the older
adults perceived that the services would not cater for their individual needs and could

infringe on their independence (Themessl-Huber et al. 2007).

As above, the main focus of the findings pertained to reasons for non-delivery
(refusals). The discussion which follows provides a deeper exploration of the nuances

around this phenomenon.

1.3.3 Reasons for non-delivery of homecare

The many reasons for non-delivery of homecare are described under their respective
headings; barriers of identity, barriers of independence, service barriers, and access
barriers. These headings emerged from my analysis of the literature. The first two
encapsulate non-delivery as a personal choice and relate to the attitudes and beliefs that
older adults hold about themselves and others. The latter two headings include service

appropriateness and a lack of awareness of services available.

Barriers of identity:

How people perceive themselves and how others might perceive them makes up their
identity (Lindquist et al. 2018). Acceptance of homecare depends upon the individual’s
self-awareness and acknowledgement of needing care. Two papers identified an
association between ‘identity’ and the uptake of care (Themessl-Huber et al. 2007;
Lindquist et al. 2018). A problem exists in that older adults do not always identify
themselves as being ‘older’. When asked, older adults tend not to relate to their age and
often express a preference not to spend time with others of a similar age. Furthermore,
they do not want to be the recipients of charity or to be a burden upon others (Lindquist
et al. 2018).

Denial of advancing age was evident, with many respondents genuinely perplexed to be
considered old enough to be a part of a study regarding homecare requirements (Howse
et al. 2004; Lindquist et al. 2018). To clarify, the identity of being an ‘older adult’
relates to the views of the society in which one lives. In western society, where youth
and productive aging are valued, older adults reject images of getting old themselves,
yet readily judge others based on these stereotypes (Townsend et al. 2006). A

correlation exists between the stigma of old age and the negative uptake of homecare
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among those who need it most. Kenning et al. (2018) identified an added burden of
stigma attached to people with dementia where kinship carers often displayed feelings
of guilt and shame if they were not seen to care for their own relatives and, as a result,
would rather deny the need for care than accept service help. In addition, older adults
from ethnic minority groups had concerns about western medicine and fear racism
(Bowes and Dar 2000). Older adults stigmatise themselves by avoiding services if they
view ill-health as a normal part of ageing and a burden to be borne (Howse et al. 2004).
Likewise, refusal of help is likely if they view themselves as a burden (Themessl-Huber
et al. 2007; Lindquist et al. 2018) or frail and incapable (Themessl-Huber et al. 2007).
De-stigmatising dementia and older age would overcome some of the barriers to service
use (Brodaty et al. 2005).

The most frequently mentioned concern within the literature reviewed was the loss of
independence, especially when it was relinquished to others. The following heading

discusses this and other barriers to independence.

Barriers to independence:

Living at home and independence are the desired goals for most people as they get older
(Scottish Government 2019b). For some, homecare services help to keep people living
in their own homes for longer and are received without question or concern. For others,
accepting homecare is likened to abandoning independence and therefore a reason to
refuse services (Themessl-Huber et al. 2007; Lindquist et al. 2018). The fear of loss of
control by relinquishing independence is a strongly held belief (Strain and Blandford
2002; Lindquist et al. 2018). As independence decreases, a reluctance to accept services
increases (Lindquist et al. 2018). Even when older adults struggle in their daily lives,

they repeatedly decline services.

Lindquist et al. (2018) explored a reluctance to accept home-based support among
community-dwelling older adults aged 65 and older (n=68) in the USA. This qualitative
study revealed concerns over losing the ability to complete tasks. They feared being
taken advantage of and of relinquishing control if others were to make decisions on
their behalf. Participants in this study proposed ‘reframing independence’ as one of
three strategies to help overcome service refusal. Reframing ‘independence’ to
‘interdependence’, and acceptance that people continually depend on each other

throughout their lives, helped to validate the use of services. The two remaining
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strategies included ‘contributing to others’ and ‘overcoming the initial ‘ask’.
Contributing to others relates to the acceptance of help from others who wish to provide
it. A commonly felt theme concerned difficulties regarding the initial request for help
for fear of rejection (Lindquist et al. 2018). Lindquist et al. (2018) claimed theirs was
the first study to explore older adults’ refusal to accept home-based help. To my
knowledge, there has been no similar research conducted since then.

Trust is the key component of a positive relationship and considered more important
than skills or qualifications (Themessl-Huber et al. 2007; Kenning et al. 2017; Lindquist
et al. 2018). Older adults living with complex needs with greater need for services
preferred to seek help from family or friends rather than initiate services from
caregivers as strangers (Strain and Blandford 2002; Themessl-Huber et al. 2007), or
mistrusted care workers (Themessl-Huber et al. 2007; MacLeod et al. 2017; Lindquist et
al. 2018), even in an emergency. Communication and friendship were valued over skills

and professional qualifications.

For older adults who depended on others to keep them at home, decisions to accept or
refuse care were sometimes removed from them by others speaking for them. Care was
refused or accepted by friends and family because they felt their health did not
necessitate its use or because they considered it their responsibility to provide care
(Strain and Blandford 2002; MacLeod et al. 2017). Often, the higher the caregiver
burden, the more likely they would be to refuse services (Themessl-Huber et al. 2007),
suggesting a reduction in caregiver burden might increase service use. Continued
independence remained central to the papers reviewed. Services were accepted because
living at home meant independence; or refused because of the fear of losing their
independence (Strain and Blandford 2002; Themessl-Huber et al. 2007; Durand et al.
2009; Lindquist et al. 2018). What was clear in the research was that supporting people

to live independently is the key to effective homecare service provision.

Service affordability, inflexibility, suitability and alternative offers of help are discussed

under the following heading; service barriers.

Service barriers:

Concerns exist about a fragmented system of care with an inappropriate and inflexible

service (Howse et al. 2004), an inability to find relevant information, and about poor
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care quality with staff unqualified to provide the necessary care (MacLeod et al. 2017).
The authors suggest that alternative offers of help from kinship carers as a preferred
option to accepting help from professionals as strangers formed the most common

reason for refusal (Howse et al. 2004).

Strain and Blandford (2002) examined reasons for non-use of community-based
services among a sample of 293 older person-caregiver dyads. In this Canadian study,
the kinship carer was unaware of service availability and therefore unintentionally
denied older adults the care they needed. This was more common among male kinship
carers and those with less education. Kinship carers intentionally refused care because
they perceived it to be not needed or because they thought it was their job to provide
care. Arguably, the kinship carer, as overseer of services sought, accepted or refused,

created a barrier to often much-needed professional care.

A later Scottish study explored frail older adults’ experiences and use of health and
social care services (Themessl-Huber et al. 2007). The findings highlighted that frail
older adults, as high users of services, had concerns that their needs were not being met
by the service they received, with one in four older adults requesting a change to the
type and quality of care they received to avoid cancellation of services (Themessl-
Huber et al. 2007). In particular, there was a need for a flexible service that did not
interfere with routines and habits and a service that was available when needed, but

otherwise remained inconspicuous.

Alternative offers of help, inappropriate care and denial of need formed the main
reasons for refusals of care. Older adults’ expectations of homecare did not always
match that given, leading to disappointment (Howse et al. 2004). Adverse effects of not
using community-based services were not investigated in this study but were recognised
as a potential topic for future research. The financial implications of accepting care were
also identified as a reason to refuse care and sometimes used as a way of protesting
against the cost of care (Strain and Blandford 2002; Lindquist et al. 2018). Conversely,
Brodaty et al. (2005) identified service cost as a non-barrier to service acceptance.
Moholt et al. (2020) found that one in three kinship carers refused services because they
believed services were not needed, older adults were reluctant to use services and

service times were inflexible.
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Lack of information, knowledge gap and unmet needs are discussed under the following

heading; access barriers.

Access barriers:

Whereas service barriers highlight problems associated with the service itself, access
barriers relate to service availability. Stirling et al. (2010) explored the link between
measures of normative, expressed and felt need for carers and found a disconnect
between carers’ stated needs (felt needs) and service users’ needs (expressed needs),
which implied a high level of unmet need, leading to possible refusal of services. They
suggested that providing services based on carers’ felt needs rather than their expressed
needs could prevent service refusals. Unmet needs among kinship carers of people with
dementia were explored by MacLeod et al. (2017). Identifying the barriers and
facilitators of service use helped to explain kinship carers’ reluctance to utilise services.
Barriers included concerns for the poor quality and mistrust of services and their beliefs
about the caregiving role and resistance by older adults to accept services from any
other source. Facilitators included having good communication with the older person
and having access to an expert point of contact. Likewise, Kenning et al. (2017)
identified the barriers and facilitators to accessing care for people with dementia among
ethnic minority groups. A meta-synthesis of 28 studies identified two overarching
themes, ‘inadequacies’ and ‘cultural habitus’. Inadequacies, linked to service level
barriers, included better need for education and a redesign of the information literature
to make it more inclusive, whereas cultural habitus recognised the impact of cultural
beliefs and expectations on service uptake. The aim of that study was to better
understand the relationship between barriers and facilitators. One of their findings
suggested that, although not separate entities, the two concepts lend themselves to

interventions at a service level.

Howse et al. (2004) identified a lack of information regarding available help and a cause
of service non-use specifically among kinship carers of older adults with cognitive
impairment. Care was often measured against assistance required for Aids of Daily
Living (ADL) and Instrumental Aids of Daily Living (IADL) (Strain and Blandford
2002). They found that, when a variety of services are used, some or all may be refused,
often as a result of the perceived benefits and harms involved; a perception of being

ineligible for a service and having difficulty in using the service. This was the only

22



study within this review to describe the characteristics associated with non-use of

services from older adults and their kinship carers.

It was recognised that the collective ‘voice’ of older adults regarding individual
concerns would be advantageous as older adults are themselves best placed to provide a
comprehensive view of their own health status and needs (Themessl-Huber et al. 2007).
Older adults want to be involved in research and decision-making (Howse et al. 2004).
Moreover, the collective ‘voice’ of older adults in research, encouraged by policy-
makers, helps to design a service that best suits individual needs. However, this is
unlikely when service providers, those considered ‘experts’ and even kinship carers

continue to take the lead role in decision-making.

If service uptake is to be improved, research has to reflect the views and concerns of
older adults about the services they receive (Themessl-Huber et al. 2007). Alternatively,
if older adults do not relate to being older, it is likely that their needs would go unmet
with an increased chance of re-admission into hospital, or admission into a nursing
home (Themessl-Huber et al. 2007). A major barrier to service provision was due to
perceptions about services on offer and about those providing care. Beliefs were rooted
in negative experiences of homecare or perceptions of a service not yet experienced
(Phillipson et al. 2013). Kinship carers believed they had an obligation to provide care
themselves to their older family members (Bowes and Dar 2000; Innes et al. 2005;
Kenning et al. 2017). There was resistance from care recipients to accept care
(MacLeod et al. 2017) because of inflexible services, mistrust of caregivers and of the
service generally (Strain and Blandford 2002; Howse et al. 2004; Brodaty et al. 2005;
Innes et al. 2005; MacLeod et al. 2017; Lindquist et al. 2018). Care recipients felt
embarrassed and humiliated (Themessl-Huber et al. 2007), with concerns about care
workers’ qualifications and level of training and letting strangers into their home
(Kenning et al. 2017).

Living in rural and isolated areas provided another barrier to service provision. Innes et
al. (2005) investigated rural care provision for people affected by dementia and their
carers and found gaps in service provision. The ‘community spirit’ in these remote areas
of Scotland negated the need for external care provision. Moreover, care was often
refused by family members because of feelings of guilt that they were ‘not doing their

job’.
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1.4 Discussion

The main objective of the scoping review was to explore and map existing evidence on
non-delivery. The main findings revealed that the reasons for non-delivery were well
documented, but differed between older adults and kinship carers, the characteristics of
those most likely to experience non-delivery of homecare was limited and the extent of
non-delivery of homecare was unknown. The main strength of this scoping review was
the method used and the ability to include a wide range of literature from a variety of
sources. In contrast, the lack of available literature on non-delivery of homecare was the

main limitation to this scoping review.

Initially, a search of the university library catalogue and Google Scholar, using basic
search terms, ‘non-delivery’, ‘homecare’ and ‘older adult’ revealed that there is very
limited data published on the topic. As a result, I decided to conduct a systematic
scoping review, as the parameters of this approach are best suited when little evidence is
expected (Munn et al. 2018). Therefore, the scoping review question remained as broad
as possible and the inclusion criteria were made as inclusive as possible to help capture
all available evidence from a variety of sources (Arksey and O’Malley 2005). The
PRISMA flowchart selection process aided the identification of the most relevant
evidence. The final selection of papers, presented in tabular form, provide a summary to
effectively highlight each study’s aims, research design, method of analysis and relevant

findings.

This scoping review started from a suggestion that non-delivery is growing, but
revealed that more data are needed to establish the full extent of the problem. Knowing
the extent of the problem would help policy makers and service providers to understand

the complexities behind non-delivery of homecare for older adults.

The intention of the scoping review was to identify types of data in a given field, and
identify key characteristics related to the topic area and gaps in the knowledge-base.
This scoping review captured nuances that would not necessarily be revealed with other
approaches (Arksey and O’Malley 2005) because data derived from grey literature and
online agencies were included. Unlike a traditional or systematic review, a scoping
review removes the need to appraise the literature critically. This allowed the inclusion
of any literature relating to the topic area, focussing on the breadth of data, irrespective

of its source (Munn et al. 2018). This approach was particularly valuable, given the
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anticipated lack of pertinent literature on non-delivery of homecare. However, this focus
did not negate the need to follow a structured approach. Therefore, a five-stage
methodological framework, advocated by Arksey and O’Malley (2005), helped to guide
this review. Performed in an iterative process, this framework allowed for the revisiting
of each stage more than once to establish what was known about the topic area and to
identify gaps in the literature. In line with the scoping approach, and given the scarcity
of papers, the focus of my review was to report the findings from each paper rather than
try to synthesise them (Arksey and O’Malley 2005). This review helped to confirm
current homecare practice, identify areas which need further exploration and formulate

my research questions (Munn et al. 2018).

1.4.1 Strengths and limitations

The scoping review approach limited the ability to assess the quality of the evidence
formally, as the emphasis was on the breadth rather than depth of data (Tricco et al.
2016). However, Pham et al. (2014), in their review of 344 scoping reviews, found this

to be a study limitation in only 16 percent of all reviews included.

Synthesis was not a focus within this review (Arksey and O’Malley 2005). Instead, the
aim was to explore the range of research activity around non-delivery of homecare for
older adults, irrespective of any other factors. Initially, following the systematic review
methodology, an extensive search of relevant databases using broad search terms was
undertaken. Methodological information on the population, data collection,
interventions and outcomes were extracted, which helped interpret the evidence (Bunn
et al. 2016). Although it was possible that not all relevant evidence was discovered, |
was confident that the parameters of this scoping strategy unearthed enough material to
provide a comprehensive review of the existing evidence pertaining to non-delivery of

homecare for older adults.

Each paper was accepted according to its association with the topic area and ability to
answer the review question. Non-delivery of homecare as a term was infrequently
mentioned. What this review revealed was a focus on care that was not delivered
because service users refused it, reluctantly accepted it or avoided it. Reasons to refuse,
accept or avoid care were well documented. The extent of the problem of non-delivery
remained unknown. The inclusion criteria focussed on older adults, irrespective of

diagnosis. Each paper included, but not exclusively, people with frail and complex
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needs, people affected by dementia, people who lived alone, and people who lived in

rural areas.

Half of the papers originated from outside the UK with limited application to health and
social care within the UK. The most recent study claimed to be the first to explore
reluctance to accept home-based support (Lindquist et al. 2018). This study, from the
USA, identified reasons for refusal and proposed strategies to overcome it. However,
the care system in the USA is quite different to that of the UK, with different cost
implications and eligibility criteria pertinent to that country. The same disconnect may
be discerned in the remaining papers from Australia, Canada and Norway. Nevertheless,
the papers included in this review provided valuable insight into the issues they faced

regarding homecare.

1.4.2 Research gap

This literature review highlights distinct gaps in knowledge. Although reasons for non-
delivery of homecare were well documented, the reports emanate from the care worker
or kinship carer perspective. The characteristics of those most likely to experience non-
delivery were not adequately covered. Likewise, the older adults’ perspective was not
adequately covered in the research process. However, the extent of non-delivery was
unknown and research within the UK was not adequately covered, requiring further

research.

1.4.3 Implications of the results for this thesis

This scoping review provided some key information to inform our understanding of
non-delivery of homecare for older adults. However, the scoping review represented
limited data with further research required. Unravelling the complexities of non-
delivery required an understanding of the importance of independence and the need to
stay at home; relationships with others, beliefs, fears, attitudes and service
appropriateness. This multi-layered issue provided a challenge for policy-makers and

service planners in their drive to improve homecare for older adults in the community.

Out of the 13 selected papers, only three studies exclusively sought older adults’ views
of homecare experienced (Howse et al. 2004; Themessl-Huber et al. 2007; Lindquist et
al. 2018). Five of the included studies focussed on kinship carers and their role as

caregivers, including their reluctance or non-use of homecare or respite care (Brodaty et
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al. 2005; Stirling et al. 2010; Phillipson et al. 2013; Macleod et al. 2017; Moholt et al.
2020). The selected papers discussed wholly or in part issues of refusal, reluctance or
avoidance of homecare services for older adults. These terms were used interchangeably

to describe similar behaviours. However, refusal of services was the main currency.

The reasons for service refusals were well reported, with loss of independence and
unmet need a cause for concern, in particular, when linked to care provided within an
inappropriate, untimely and inflexible service. Alternative offers of help from friends
and family were welcomed by older adults. A lack of trust in care workers endorsed the
preference to be cared for by family members rather than carers as strangers, especially

among ethnic minority groups where the emphasis was on ‘caring for your own’.

Differences existed between the views of older adults and their care workers on the
homecare required; differences that needed to be addressed if service uptake was to
improve. Older adults refused because of concerns about an unsuitable service and the
fear of losing independence. They preferred to be looked after by their own family in
their own home. Kinship carers refused homecare because of concerns for an unsuitable
service and because they felt they should provide care themselves. Refusal of services

was high, even where there was high caregiver burden.

Despite these different views, there was a tendency for researchers to ask those
providing the care rather than those in receipt of it. Across most of the studies, the
‘voice’ of older adults in research was missing. This highlights a distinct lack of
knowledge in the literature, as they alone can provide a subjective view of their own
needs and requirements (Twigg and Martin 2015). Where possible, research that is
sensitively designed can incorporate the views of older adults, even those with high care
needs (Velzke and Baumann 2017); research that can improve service suitability,

satisfaction and, ultimately, sustainability.

Based on the findings of the scoping review, the following research questions were

formulated.

1.5 Research Questions

Overall research question — What is known about non-delivery of homecare among

older people in Scotland?
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Research Question 1 — What is the extent of non-delivery of homecare among

older people?

Research Question 2 — What are the characteristics of older people most

likely to experience non-delivery?

Research Question 3 — What are the reasons for non-delivery of homecare

among older people?

1.6 Chapter Summary

This chapter reports the findings of a scoping review exploring what was known about
non-delivery of homecare for older adults. Overall, the findings suggest that the
literature specific to non-delivery of homecare for older adults is limited. This initial
scoping of the literature revealed an evidence gap in relation to non-delivery of
homecare. Most of the papers included in this review focussed on the delivery of
homecare rather than on non-delivery. Non-delivery was instead reported as part of
research on homecare delivery. What was revealed was a growing concern over older
adults’ dissatisfaction with service provision. Further research to explore non-delivery
of homecare from an older adult’s perspective would inform and improve future service

provision.

The results of this scoping review helped to effectively inform appropriate research
questions within which to frame the scope and processes of the research presented in
this thesis. Identifying the gaps in the evidence, particularly in relation to the extent of
non-delivery of homecare for older adults and the lack of research drawn from the older

adults’ perspective, has allowed me to make an original contribution to the knowledge.

Chapter 2 identifies and discusses the methodology best suited to answer the research

questions identified by this review.
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CHAPTER 2: Methodology — Philosophical positioning, pragmatism and
multi-methods

2.1 Introduction

This chapter presents the study aims and explores the philosophical positioning of the
research and the researcher. The methodological approach is presented and justified in
the context of the paradigms within which this research is situated. This research
necessitated the conducting of two studies to answer the three research questions, while

adopting a multi-method approach.

2.1.1 Research aims

This study set out to identify the extent of non-delivery of homecare for older people, to
establish the characteristics of those most likely to experience non-delivery and to

explore the reasons for non-delivery of homecare.

2.1.2 Philosophical positioning

Initially, and as part of the process of research design, the philosophical considerations
relating to this research, based on its ontological and epistemological underpinnings,
were contemplated. Any individual’s beliefs, shaped by our own ontological (existence)
(Crotty 1989) and epistemological (knowledge) premises (Guba and Lincoln 1994), will
guide a researcher’s views of the world (Maxwell 2012). These beliefs help to shape our
methodological decisions, including data collection and analysis (Creswell and Plano
Clark 2011).

Worldview:

A worldview, also known as a paradigm, is associated with a particular methodology
(Byrne and Humble 2007) and, as Brannen (2005, p. 7) writes, ‘methodological choice
does not exist within a philosophical void’. My worldview is that the world we
experience exists independently of us and that our understanding of this world is
inevitably a construction, unique to our own individual standpoint. However, we are all
in and of the same world. We each build our own understanding of it and responses to it
out of our own experience of it (Maxwell 2012). My worldview, based on my past
experiences as well as the aim of the research and research questions, influenced the

selection of quantitative and qualitative research within this multi-method study.
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The logic supporting my first mode of inquiry was to establish the incidences of non-
delivery and the number of people accounting for them, which required a quantitative
approach. Positivism, as the underpinning paradigm in quantitative research, assumes
that reality is an external construct and can be observed and replicated under similar
circumstances (Lapan et al. 2012). Positivists claim that objective and value-free inquiry
within quantitative research is possible, as facts and values are distinct and objectively
measurable (Blaikie 2007). Unlike the positivist viewpoint, | believe that the research
process, and thus the researcher, is value-laden, which has the potential to influence the
outcome. Therefore, every safeguard was made to reduce the impact of researcher bias
within the quantitative element of the research. Research Question 1 and Research

Question 2 were situated within the positivist paradigm.

The logic supporting my second mode of inquiry was inductive; rather than starting
with a set hypothesis, knowledge was generated throughout the process of the research.
Interpretivism, as the underpinning paradigm associated with qualitative research, is
exploratory in nature (Guba and Lincoln 1994), provides a sense of process (Bryman
2012), and helps to establish meaning in social situations and to understand the ‘world
of human experience’ (Cohen and Manion 1994, p. 36). The third research question was

situated within this paradigm.

Figure 2 provides a visual illustration of the philosophical underpinnings of this study.
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Ontology (being): To
explore the experiences
of non-delivery of
homecare.

My worldview:
multiple realities exist.
Experiences are
unique to the
individual. All
research is value-laden

Epistemology
(knowing): To develop
knowledge inductively

Pragmatism: Research
question and aims
determined
methodology and
methods used

Figure 2: Philosophical underpinnings of these studies

Pragmatism:

Despite drawing on both positivist and interpretivist paradigms, it was important for me
to guard against the rigid confines imposed by paradigms which limit capturing
philosophical diversity (Pernecky 2016). According to Morgan (2014), pragmatism goes
beyond the confines of epistemology and ontology and concentrates on beliefs that are
connected to actions, focussing on the how, why and what of research. Pragmatism
allows for different worldviews and different assumptions, as well as different forms of
data collection and analysis (Creswell 2003). Some traditionalists advocate for
qualitative research driven by a theoretical framework (Reeves et al. 2008). Taking a
pragmatic approach, the dialectic stance assumes all paradigms offer something, and
that multiple paradigms in a single study contribute to a better understanding of the
phenomenon being studied (Greene and Hall 2010). Moreover, using a range of
approaches produces better quality work, with each approach adding to an enhanced

understanding of the research in question (Seale et al. 2007). With due consideration, a
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pragmatic approach allowed me to focus on identifying the most appropriate

methodology and methods to help answer the research questions posed.

Pragmatic research studies naturally divide into mixed-methods and multi-methods
(Morse 2003). Having established the need to include both quantitative and qualitative
research, the benefits or otherwise of both approaches were deliberated. Although the
language used to describe these two approaches is similar, the sub-divisions are
methodologically very different. Mixed-methods, associated with the pragmatic
paradigm, involves data collected simultaneously or sequentially with the integration of
data at more than one stage of the study to answer the same research question (Creswell
2003), thus adding depth and breadth to findings of complex social phenomena
(Tashakkori and Teddlie 2003). Conversely, a multi-method approach utilises different
methods to help answer distinctly different research questions (Morse 2003). This was

therefore the chosen methodology for this research.

Multi-methods:

Increasingly, research involving complex social contexts requires more than one method
in order to answer the questions relating to the ‘what’ and the ‘how’ of the issue being
studied (Creswell 2013, p. 3). The initial research questions raised in this thesis
necessitated the quantitative exploration of a large set of data, analysed with descriptive
statistics to reveal the extent of the issue as well as to provide some general information
about the characteristics of those who are most affected. However, one of the drawbacks
of a quantitative research model is that it may not allow for an in-depth exploration of
the understandings of the individuals who experience the effects of the issue (Morse
2003). Therefore, it was necessary to draw on multiple methods to explore both the

breadth and depth of the problem.

The scoping review revealed that non-delivery of homecare had presented as an under-
researched and complex topic area within the literature. Therefore, the research
questions required a methodology which allowed the freedom to utilise the approach
best suited to answer three distinctly different research questions (Bryman 2016). There
are other methodological approaches that combine quantitative and qualitative research
that might have been adopted for this study. However, a multi-method design was best
suited for the following reasons. A multi-method design involves quantitative and

qualitative projects which are relatively complete on their own, each maintaining its
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own worldview integrity (Morse 2003). Thus, because quantitative research is framed in
terms of numbers, or quantifiable measures which can be analysed statistically
(Creswell 2014), this was considered to be a suitable method for the first study, as its
aim was to determine the extent of non-delivery of homecare among older people, as
well as identify their characteristics. Alternatively, qualitative research is a generic term
that refers to a group of methods and ways of collecting data. Qualitative research helps
to make sense of complex data, gain new insights and provide a deeper understanding of
phenomena (Brannen 2005). This was therefore deemed the most appropriate for the
second study as it provided the necessary in-depth exploration of the reasons for non-
delivery of homecare among older people. For this line of inquiry, a deeper
understanding of the issue was more important than the recruitment of large samples
(Ritchie et al. 2014).

Multi-method research studies analyse highly complex social phenomenon which are
driven by two separate logics of inquiry requiring different approaches to different
research questions (Greene 2015). Anguera et al. (2018), in exploring the literature to
compare multi-methods and mixed-methods research, emphasise that the definitions of
each are conceptually overlapping and described using vague terms. The main
difference found between the two is that mixed-methods research requires the
integration of the findings. However, the integration the findings achieved in two
separate research methods relies on the purpose of the research being to gain insights
into one research objective. This does not apply where different methods are used to
explore different objectives (Anguera et al. 2018), as is the case in this multi-method
study described here. The complexity of the research presented in this thesis
necessitated multiple research objectives, thus, despite the ambiguity presented in both
definitions, I chose the term ‘multi-methods’ to describe the design of the methods
adopted here. Chapter 5 considers the insights generated by both studies in combination
and discusses the different outcomes in relation to the research questions to make

conclusions about the inferences that can be made.

My multi-method study therefore comprised two study designs to answer three pre-
specified research questions. The first study (Study 1) utilised quantitative research to
identify the extent of non-delivery of homecare and to establish the characteristics of

those most likely to refuse or avoid homecare. The second study (Study 2), informed by
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findings from the first, utilised qualitative research to explore reasons for non-delivery
from the service user perspective. Each study was analysed separately. Each had its own
aims and research design. Following completion of both studies, the findings of each
were considered together to establish to what extent the overall study aim had been met.
Morse (2003) describes how such use of multiple methods or data sources can be
employed to develop a comprehensive understanding of complex phenomena. Figure 3

demonstrates the process followed for this multi-method study.

C—

Quantitative

(Questions 1 and 2) .

To identify the extent of Qualitative .

non-delivery of homecare | (Question 3) Conclusion

and to describe the . - .
To establish the reasons for | Findings from both studies

characteristics of those - (
most likely to have non- non-delivery of homecare for | are assessed against the

Overall findings

delivery older people overall study aims.
Data linkage techniques Interviews and focus group | Contribution to knowledge
Framework analysis stated and implications for
research, practice and
policy made.

Figure 3: Research process of this multi-method study

2.2 Chapter Summary

This chapter has presented the overall aims of the research, its methodology and the
methods applied. My own philosophical positioning was reflected in my choice of
pragmatism, as it ensured that the research questions drove the research rather than it
being theoretically driven. The research questions could not be readily answered by a
single-study design. Therefore a multi-method approach was adopted in two studies. A
multi-methods approach was deemed most appropriate to answer the research questions.
Study 1 was designed specifically to answer Research Questions 1 and 2, and Study 2
was designed to answer Research Question 3. The design of each study was outlined in
this chapter, however, a more detailed account of the practical considerations of each

study is provided at the beginning of their relative chapters (Chapters 3 and 4).
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In the chapter relating to Study 1 (Chapter 3), older people are referred to as service
users because they had all received or had been assessed as needing homecare, whereas
their voluntary participation in Study 2 (Chapter 4) warrants their being described as
participants. Those providing paid homecare are referred to as care workers. Each study,

alone and together, informed the debate on non-delivery of homecare.

Chapter 3 introduces Study 1, the quantitative study.
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CHAPTER 3: Quantitative Study — A study of the frequency of non-
delivery of homecare using data linkage (Study 1)

3.1 Introduction

This chapter describes in more detail the method, including data linkage techniques,
adopted as well as the results and discussion for the quantitative study (Study 1). This
was the most suitable approach to explore the extent of non-delivery of homecare for
older people, as well as the characteristics of those most likely to experience non-

delivery (Research Questions 1 and 2).

3.1.1 Rationale

Informal conversations with a large homecare service provider revealed concerns for the
delivery of homecare for older people and about whether they were actually receiving
the care planned for them. This homecare service provider supplied 98 percent of all
homecare to people in Greater Glasgow and Clyde, the majority to people aged 65 years
and older. They were keen to establish the reasons for non-delivery to prevent its

escalation.

In Scotland, healthcare policy has advocated the integration of health and social care
services since the Community Care and Health (Scotland) Act was enacted in 2002,
which introduced powers for NHS boards and councils to work together more
effectively. In 2012, the Scottish Government published the results of a consultation for
proposals to advance the integration of health and social care provision in Scotland
(Scottish Government 2012), which contributed to the enactment of the Health and
Social Care Act (2012). Subsequently, the Public Bodies (Joint Working) (Scotland)
Act 2014, introduced new guidance, allowing a significant reform of how care is
delivered, and making arrangements for the sharing of data across care providers to
‘ensure services are well integrated and that people receive the care they need at the
right time and in the right setting’ (Audit Scotland 2015, p. 5). As such, this has created
opportunities for the drawing of data from multiple sets of registers and databases for

the purposes of improving care as well as for conducting research.

37



3.1.2 Research questions

This record-linkage study between homecare provision for, and hospitalisations of,

older people was designed to answer the first two research questions:

Research Question 1: What is the extent of non-delivery of homecare among

older people?

Research Question 2: What are the characteristics of older people most likely to

experience non-delivery?

A major homecare service provider helped to facilitate the first study: it granted
permission to access its records of homecare delivery and non-delivery across a three-
month time period (September to November 2013) among service users aged 65 years
and older. Thereafter, the data were ‘cleaned up’, ready to be sent for data linkage with
a healthcare dataset, the Scottish Morbidity Record 1 (SMRO01), which contained
hospital admissions only, to identify a study cohort of older people who had not been
hospitalised and whose reasons for non-delivery of homecare (if applicable) were not
because they had been in hospital. This period captured individuals as they moved in
and out of care provision, some at the beginning, and some at the end of their care
package. Collectively, this timeframe had fewer bank holidays or other organisational
reasons, such as statutory holidays, that might affect uptake of homecare. A reduction in
homecare before, during and after major holidays such as Christmas was recognised.
Importantly, the patterns of homecare service could alter pre- and post-hospital

admission.

The homecare organisation holds an operational database which documents all those in
receipt of homecare and care received. The data held include socio-demographic
information which comprised part-Post Code (4 digits), Date of Birth (DOB), Gender,
Age, Visit frequency, Ethnic group, Living group and SIMD (2016) (Scottish Index of
Multiple Deprivation).! Data relating to service users’ clinical diagnosis and co-
morbidities were not available. Within the dataset, there is an entry for every homecare
visit, including the type of service provided, the frequency of service provision and

incidence of No Access (NA) or Service Refusal (SR). NA refers to incidents where the

! The Scottish Index of Multiple Deprivation (2016) is a relative measure of deprivation across 6,976
small areas (or data zones). More information can be obtained on the SIMD website
(https:/iwww.gov.scot/collections/scottish-index-of-multiple-deprivation-2020/).
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care worker was unable to gain access to the service user at the point of delivery. SR
refers to a service that was refused by the service user at the point of delivery. Other
relevant data included adverse events, such as hospital admissions and deaths, records

of falls and GP call-outs.

The success of linking data between two previously unlinked datasets was as yet
unknown, as homecare data had never previously been linked to hospitalisations data.
Therefore, it was necessary to first test the possibility of linking previously unlinked
data across a social and a healthcare dataset. Thereafter, it would be possible to identify
the extent of non-delivery of homecare and to establish the characteristics of older

people who were most likely to experience non-delivery of homecare.

3.2 Methods

Working in collaboration with the University of Stirling, a major homecare service
provider and Glasgow City Council, the possibilities of data linkage were explored
using two previously unlinked datasets (data from NHS Greater Glasgow and Clyde,
drawing on the national healthcare dataset, SMRO01, and a dataset drawn from a
homecare service provider) to identify the extent both of non-delivery of homecare and
of hospitalisations and to establish the characteristics of older people most likely to

experience non-delivery of homecare over a three-month timeframe.

For verification, this main homecare database needed to be linked to SMRO1 to exclude
assuredly all those who had been admitted to and discharged from hospital. Data
linkage between the homecare dataset and SMR01 (NHS Greater Glasgow and Clyde)
identified all of those with admissions into hospital during the study period. Elimination
of this subgroup enabled us to identify the population of all those whose homecare visit

schedules were relatively stable.

Data linkage was undertaken by Glasgow Safe Haven, a physical and electronic space
within which the necessary levels of security are provided to support access to local
healthcare data for service and research purposes (NHS Greater Glasgow and Clyde
2020). Developed by NHS Greater Glasgow and Clyde, and referred to as a data
warehouse, the Glasgow Safe Haven was primarily created to support the secondary
research use of clinical data. Moreover, as a secure environment, it allowed me to

access anonymised linked data for my analyses. Glasgow Safe Haven, supported by the
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Scottish Government through the Chief Scientist’s Office, is a partnership with the
Robertson Centre for Biostatistics (RCB) at the University of Glasgow. Governance of
the data usage is performed via a Local Privacy Advisory Committee (LPAC), whose
primary function is to protect the privacy and confidentiality of patients. The Glasgow
Safe Haven IT infrastructure has embedded Standard Operational Procedures (SOP) and
Caldicott Guardianship, already in place, allowing for approved linkages and access to
anonymous NHS data through the University of Glasgow’s Virtual Private Network
(VPN). This facility permitted me to access linked datasets via dumb terminals for
unconsented anonymous linked datasets within the RCB system. Logging on remotely,
enabled access to the linked data, which are stored but could not be removed and are

only accessed by those with the authority to do so.

To help ensure that the study was on track and meeting its objectives, a study steering
group was established, consisting of professionals with a vested interest in the study, as
described below. While it was considered prudent to include those directly affected by
the topic under study (INVOLVE 2020) in the group, Glasgow City Council prohibited
older people with experience of homecare and non-delivery from being approached

directly for recruitment onto a steering group.

3.2.1 Steering group

A steering group of 12 key stakeholders, including representatives from the homecare
service provider and Glasgow City Council, met regularly every few weeks to monitor
the progress of the study. A steering group ensured participation from ‘experts’ to
ensure the protocol was followed and to provide advice where necessary to guide the
research (NIHR 2010). People invited to join the steering group included homecare
managers, discharge managers, fieldwork managers and a systems analyst. Four
meetings with up to six people attending any one meeting provided constructive
comments on the design of the quantitative study. The venue was within easy access for
all steering group members. As lead researcher, | sent out an agenda prior to each
meeting, chaired the meeting, and took minutes. Once drafted, the minutes were sent to

each member for validation and comment before being adopted.
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3.2.2 Lay-user involvement

In preparation for conducting the research, | obtained membership to the Disclosure
Scotland PVG (Protecting Vulnerable Groups) scheme and completed an Occupational
Health Check. This allowed me to recruit a group of older people as lay members onto a
discussion group to help define the scope of the study, which informed the protocol.
This also allowed me to involve those who are directly affected by the topic of study in
the research, despite not being able to include them in the steering group. This small
group of people had experience of homecare, but not necessarily from this particular
homecare service provider. As requested, Glasgow City Council were provided with the
details of the themes and questions that would be explored during the discussion group,
the frequency and whereabouts of the venue for the meetings, and the number of people
who would be participating. One meeting took place. The process of recruiting

participants to this group follows.

The day care unit manager provided interested people with a flyer (Appendix 1). The
flyer provided information on the study and invited those eligible to join the discussion
group. People aged 65 years and older with experience of homecare, who were able to
understand the purpose of the meeting and able to communicate and provide consent,

were eligible to be included in the lay-user group.

3.2.3 Other meetings

Various meetings with people outwith the steering and lay-user discussion group also
helped to refine the study design. Meetings with homecare managers and a systems
analyst enabled a better understanding of the procedures pertaining to homecare
delivery and, in particular, the process, that care workers followed in the event of non-
delivery. This included contacting next of kin, family and friends and then, where

necessary, the police.

3.2.4 Ethical approvals and permissions

Ethics approval for this study was obtained from the University of Stirling, Glasgow
City Council and the homecare service provider who participated in the research. A
three-way data sharing agreement was set up to represent the interests of all parties, a
process that proved long and complex. The Glasgow Safe Haven data linkage service, in

connection with NHS Greater Glasgow and Clyde Health Board, carried out all data
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linkage. Individual approvals to conduct the study were obtained from the School of
Nursing and Midwifery Research Ethics Committee (SREC) at the University of
Stirling (Appendix 2), the homecare service provider (Appendix 3), Glasgow Safe
Haven (Appendix 4) and the University of Glasgow VPN (Appendix 5). Lawyers
employed by Glasgow City Council worked on a three-way joint data sharing protocol

that represented the interests of all of the above stakeholders (Appendix 6).

Data linkage was required to connect the records of people within two otherwise

separate datasets, which is an exceedingly valuable research method.

3.2.5 Data linkage

Data linkage refers to a situation where ‘information from two or more records of
independent sources are brought together as they are perceived to belong to the same
individual, family, event or place’ (Brook et al. 2008, p. 19). Linking data between
homecare and healthcare datasets enabled a better understanding of the issue of non-

delivery of homecare.

Initially, a homecare dataset was linked with the SMRO1, including only Glasgow and
Clyde NHS data, and which contained information relating to hospital admissions only.
The two datasets were linked in order to identify dates when people were in hospital.
The problem with data linkage between these two datasets was that a lack of common
patient identifiers impeded linkage across both datasets. The first stage to linkage was
therefore to allocate a CHI (Community Health Index) number to each of the homecare
data records. The CHI number is a unique 10-digit patient identifier by which all
healthcare datasets in Scotland are indexed, and is allocated to patients when they
register with a GP in Scotland. CHI numbers, attached to service users’ healthcare data
records, were allocated to homecare data by the Glasgow Safe Haven and then record-
linked to a CHI-indexed database of inpatient hospital admissions called SMRO1 (ISD
Scotland 2017). The process of allocating CHI to homecare data, completed by
Glasgow Safe Haven, follows.

Allocation of CHI to homecare data:

The master homecare file contained 7376 service users. CHI numbers were allocated to
all people within the three-month sample, irrespective of whether they had a history of

non-delivery. Homecare service users have a unique identification number allocated to
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them, but not a CHI number. To ensure anonymity, Glasgow Safe Haven allocated CHI

numbers from the CHI Master Patients Index to the homecare service user records.

Probabilistic linkage methods were used to make the CHI number attribution for
homecare service users. Glasgow Safe Haven typically uses probabilistic linkage
methods for specified data items (name, address and date of birth) for the allocation of
CHI from the CHI master patient index. An algorithm computes a score which reflects a
number, which in turn reflects the probability that the records referred to the same
person. However, inaccuracies and inconsistencies for some records hindered this
process. When this occurred, the Glasgow Safe Haven statisticians manually linked the

data.

CHI-seeded data linked to SMRO1

Following the above allocation of CHI numbers to service user records, the next stage
involved deterministic linkage to the Glasgow portion of SMRO1 (inpatient hospital

admission).

3.2.6 Data processing

The number of homecare visits where care was received was compared with visits
where the care worker had attempted to deliver homecare but, for whatever reason, was
unable to. The homecare service provider categorised non-delivery as either No Access
(NA) or Service Refusal (SR). Collectively, this information helped identify the extent
of non-delivery in both categories. Profiles of those with and without non-delivery of
homecare were examined. Further explanatory data, from care worker records, provided
an opportunity to ascertain the exact reasons for non-delivery of homecare. However,

data on the underlying need for care, or comorbidity and diagnosis, were not available.

Care workers documented each visit. The documentation was specific to this homecare
service provider and included a comprehensive list of codes relating to delivery and
non-delivery of homecare. Access to the meanings of the codes was essential in
enabling me to decipher the data. Each time a service user was visited, whatever the

outcome, a record of that visit was made electronically by the care worker who visited.

Records of 7376 people who had received homecare within the three-month period were

anonymised and made available for interrogation through the University of Glasgow
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VPN (Virtual Private Network). The database was accessed by logging on remotely and
using SPSS for Windows and ACCESS software packages. Thereafter, records of
people under the age of 65 were identified and removed from the sample.
Characteristics of older people most likely to experience non-delivery of homecare were
then described. The extents of NA, SR and both were calculated and the results
presented in tabular form. Associated descriptive data provided an opportunity to
further investigate the exact reasons for non-delivery from the care workers’
perspective. Randomly selected ten-percent samples of records for both NA and SR
provided limited information relating to some of the reasons for non-delivery of
homecare. A ten-percent randomly selected sample of 417 incidences (not individuals)
of NA was created from 4170 incidences (not individuals) of NA. Likewise, a ten-
percent randomly selected sample of 96 incidences (not individuals) of SR and any
reasons given were created from 960 incidences (not individuals) of SR. To quantify the
results, a count was made for each reason given (and for sub-categories of reasons) and
then converted into percentages. Creating a sub-sample was a practical means of
extrapolating manageable data from a large sample. Random selection ensured that the
quality of the data was not affected. Written free text within these ten-percent sub-
samples provided an opportunity for me to identify some of the reasons for NA and SR.
Initially, the reasons were coded according to the reasons given and then placed
alongside others with similar content and then put into categories. These results are

presented in diagrammatic form in the next section.

3.3 Results
3.3.1 Data linkage process

The following section describes the process and results of the data linkage, which was

conducted in four sweeps. The master homecare file contained 7376 service users.

Sweep 1:

Probabilistic CHI allocation based on demographic data supplied. This allocation
process initially produced 3493 matches. Errors in original homecare data, in particular,
inconsistencies in the order of first names and surnames, incomplete postcodes and
dates of birth, and a few potentially duplicate service users, affected the ability to link

these records using algorithms. A manual check on the first 100 service users on the
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homecare file against the data emanating from SMRO1 proved problematic with many
mismatches. A mismatch occurs where there is a failure or a discrepancy in
correspondence between individuals from both datasets. The Glasgow Safe Haven
statisticians classified these discrepancies as either major or minor, depending on the
likelihood of the match.

Proceeded to Sweep 2:

Manual identification of duplicate and mismatched service users. Following CHI

matching, any mismatches were sorted into Major = 103 and Minor = 671 mismatches.

Proceeded to Sweep 3:

Manual identification and removal of mismatched subjects. A true match was
achieved if all but a minor data error fitted with that recorded on the SMRO01 health
data, therefore, using this method, all 671 minor mismatches were deemed to be
matches. The 103 major mismatches required deeper exploration into demographic
characteristics. All but three were matched using this method. A total of 3490 records of

people within the population had been CHI-matched so far.

Proceeded to Sweep 4:

Manual identification of unmatched subjects. As the above CHI linkage methods had
yielded the best results, it was decided to match the remaining 3886 as carried out in
Sweep 3. Where there was a major mismatch, archived demographic data were ‘drilled
into’ to match against older records. This process removed unmatched service users
(n=405) and matched a further 3481 service users, resulting in a total of 6971 successful
individual matches. Therefore, out of the original master homecare file containing 7376

service users, this gave a 94.5 percent linkage success rate.

The final dataset, resulting from the four sweeps, contained 6971 linked matches and

was anonymised, encrypted and transported to the University of Stirling via ACCESS.

Prior to analysis, all those younger than 65 years and all those with ‘no age’ were
removed from the database (n=212), leaving 6759 linked service users. All those who
had been in hospital during the three-month period (n=1944) were also removed to
ensure that hospitalisation would not account for records of non-delivery. This gave a

total of 4815 linked service user entries which were then ready for analysis.
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Table 2 identifies the socio-demographic characteristics of the study population and
describes the profile of the sample with or without non-delivery within the three-month

study period.

Table 2: Socio-demographic characteristics of the study population (n=4815)

Socio-demographic

Characteristics Study Population

Gender: n (%)
Female 2789 (58.0)
Male 1213 (25.2)
Not known 813 (16.8)
Total 4815
Age:
65-74 738 (15.3)
75-84 1925 (40.0)
85-90 1305 (26.3)
91-95 641 (13.0)
96-100 172 (5.0)
101-108 34 (0.7)
Total 4815

Ethnic Group:

White British 3798 (78.9)
Ethnic minority 47 (1.0)
Not known 970 (20.2)
Total 4815
SIMD:
1 (most deprived) 2652 (55.1)
2 885 (18.4)
3 403 (8.4)
4 309 (6.4)
5 (least deprived) 329 (6.8)
Not known 237 (4.9
Total 4815
Living Group:
Living alone 2241 (46.5)
Living with another pensioner 908 (18.8)
Living with other people 346 (7.2)
Not known 1320 (27.5)
Total 4815
Intended visits per week
1-7 visits 1579 (32.8)
8-14 visits 1305 (27.2)
15-21 visits 767 (15.9)
22-28 visits 1085 (22.5)
29-35 visits 79 (1.6)
Total 4815

Key: SIMD Scottish Index of Multiple Deprivations
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The total study population (n=4815), within the three-month study period, comprised
twice as many women than men. Further data show that a further 137 women were aged
>95 years with 25 women aged >100, the oldest being 108. In comparison, the majority
of men 541 (44.6%) were aged between 75 and 84 years with a gradual reduction in the
number of men in all age categories thereafter, with only two men >100, the oldest
being 104. This reflects the longevity advantage that women have over men. Service

users’ mean age was 83 years. Overall, the mean age across both genders was 83 years.

For the 3845 service users whose ethnicity was known, all but 47 (1%) were white
British. Almost half, 2241 (46.5%), of the study population lived alone, and over half,
2652 (55.1%), lived in the most deprived areas of Greater Glasgow and Clyde (SIMD
1). The SIMD (2016) deprivation category is a postcode measure derived from multiple
aspects of deprivation, including employment, income, health, education, access to
services, levels of crime and housing. SIMD is a ranking based on the full postcode,
with category 1 = most deprived, and category 5 = most affluent (SIMD 2016).
Deprivation is associated with a lack of resources and opportunities, poor health and
low income. No data were available on diagnosis or co-morbidities, which could have

provided a more comprehensive view of service user needs.

With a maximum of 35 intended homecare visits per week available, 1579 (32.8%) had
between one and seven visits a week, while 79 (1.6%) had between 29 and 35 visits per
week, with the mean number of visits being 16. There were incomplete data entries: for
17 percent, gender was left blank; for 20 percent, ethnicity was left blank; for 27
percent, living group status was left blank; but SIMD characterisations were unavailable

for only five percent. Collectively, this represented a notable incompleteness of data.

Having established the characteristics of those within the study population with or
without non-delivery, Table 3 shows the proportion of people with incidence of No
Access (NA) or Service Refusal (SR) combined, as well as NA only and SR only.
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Table 3: Proportion of people with incidence of non-delivery (NA or SR)

(Sept, Oct, Nov) NA/SR combined NA SR
Incidence People n (%) People n (%) People n (%)
All care received 3211 (66.7) 3404 (70.9) 4388 (91.1)
1 NA/SR 1203 (25.0) 1099 (22.8) 347 (7.2)
2-3 191 (3.9) 150 (3.1) 42 (0.9)
4-5 96 (1.9) 79 (1.6) 15 (0.3)
6-10 66 (1.4) 47 (0.9) 16 (0.3)
11-20 32 (0.7) 26 (0.5) 4(0.1)
21-50 13 (0.3) 7(0.1) 3(0.1)
51-100 3(0.1) 3(0.1) 0(0.0)
Total 4815 (100.0) 4815 (100.0) 4815 (100.0)

The first row, illustrated in green, demonstrates the numbers of people and percentages
of those who had received all care planned for them. The first column (far left) shows

the incidence of NA or SR over the three-month study period.

The second column shows the proportion of people with at least one incidence of either
NA or SR. The third column shows the proportion of people with at least one incidence
of NA only. The fourth column shows the proportion of people with at least one

incidence of SR only.

The first row (presented in green) shows that 3211 people (66.7%) received all the care
that had been planned for them, leaving 1604 older people (33.3%) with at least one
incidence of non-delivery of care (NA or SR). The second column shows that a quarter
(n=1203) of the older people (25.0%) had one incidence of non-delivery and 191 older
people (3.9%) had between two and three incidence of non-delivery. Thereafter, this
trend continued, whereby fewer older people accounted for higher frequencies of non-

delivery.

The third column shows that 1099 older people (22.8%) had one incidence of NA and
150 older people (3.1%) had between two and three incidence of NA. As before, a trend
continued whereby fewer older people accounted for higher frequencies of NA. The
fourth column shows that 347 older people (7.2%) had one incidence of SR and 42
older people (0.9%) had between two and three incidence of SR. Again, a trend
continued whereby fewer older people accounted for higher frequencies of SR.
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In summary, the majority of older people in this three-month sample received all care
planned for them. For those who had experienced non-delivery, whether NA, SR, or
both, most had experienced only one incident. High incidence of non-delivery occurred
for the very few, with, for example, one older person having 44 incidences. The
maximum number of care visits a day is five. Therefore, recorded missed visits could
represent only a portion of one day. Although the problem of very high incidence of
non-delivery existed for a few older people only, it has to be taken into account that the

number of instances of non-delivery depended on the number of planned deliveries.

Using SPSS (Statistical Package for Social Sciences) for Windows, the database was
further interrogated to establish the characteristics of service users with either NA or
SR. A record of ‘not known’, or where the data were missing, was due to the
incompleteness of the homecare data. The following table (Table 4) shows socio-
demographic data for older people within the study population of 4815 people with
incidence of NA (n=1411), and people with incidence of SR (n=427), with three times
as many documented incidence of NA (29.1%) than SR (8.9%). The former was three

times as many as the latter.

The data helped to reveal whether there were differences of non-delivery by gender,

age, ethnic group, SIMD, living group and visit frequency.

Table 4 illustrates the number (n, %) of people with at least one NA or SR. The second
and third columns show the socio-demographic characteristics of people with either,

NA and SR, respectively, with percentages of the total number for that demographic

group.
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Table 4: Socio-demographic characteristics of people experiencing non-delivery (NA and SR)

Socio-
demographic

People with both

People with at least 1 NA

People with at least 1 SR

Characteristics AT SR
n n (% of population) n (% of population)
Gender:
Female 2789 899 (32.2) 264 (9.4)
Male 1213 457 (37.7) 136 (11.2)
Not known 813 55 (6.8) 17 (2.0)
Total 4815 1411 (29.3) 427 (8.9)
Age:
65-74 738 250 (33.9) 74 (10.0)
75-84 1925 580 (30.1) 181 (9.4)
85-90 1305 373 (28.6) 110 (8.4)
91-95 641 161 (25.1) 51 (8.0)
96-100 172 42 (24.49) 8(4.7)
101-108 34 5(14.7) 1(3.0
Total 4815 1411 427
Ethnic Group:
White British 3798 1113 (29.3) 333(8.8)
Ethnic minority 47 14 (29.8) 4(8.5)
Not known 970 284 (29.3) 90 (9.3)
Total 4815 1411 427
SIMD:
1 (most deprived) 2652 786 (29.6) 228 (8.6)
2 885 266 (30.0) 69 (7.8)
3 403 104 (25.8) 40 (10.0)
4 309 88 (28.5) 24 (7.8)
5 (least deprived) 329 89 (27.0) 43 (13.0)
Not known 237 78 (40.0) 23(9.7)
Total 4815 1411 427
Living Group:

Living alone 2241 715 (32.0) 224 (10.0)
Living alone with 908 208 (23.0) 68 (7.5)
another pensioner
Living with other 346 89 (25.7) 27 (7.8)

people

Not known 1320 399 (30.2) 108 (8.1)
Total 4815 1411 427

Visit frequency

per week:

1-7 visits 1579 282 (18.0) 89 (5.6)
8-14 visits 1305 468 (36.0) 112 (8.6)
15-21 visits 767 278 (36.2) 97 (12.6)
22-28 visits 1085 361 (33.3) 122 (11.2)
29-35 visits 79 22 (27.8) 7(9.0)
Total 4815 1411 427

The following section provides an analysis of the findings for these socio-demographic

characteristics, as they correspond with the likelihood of non-delivery.
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3.3.2 Patterns of non-delivery by patient characteristics

Gender: Men were more likely than women to have non-delivery of homecare services.
The proportion of men (37%) experiencing at least one incidence of NA was greater
than the proportion of women (32%) experiencing at least one NA. With incidence of

SR, the same trend applies.

Age: The likelihood of non-delivery reduced with increasing age. In the age group 65—
74 years, 34 percent of people at had at least one NA. Thereafter, the proportion
decreased with increasing age. In the age group spanning 65-95 years, 8-10 percent had

at least one SR. Figures for those in the older categories were lower (5% and 3%).

Ethnic group: The likelihood of having non-delivery was approximately the same
across both ethnic groups. The results by ethnic group showed that 29 percent of white
British people had experienced at least one NA. Likewise, 29 percent of people from
ethnic minority groups had experienced at least one NA. Similarly, eight percent of
people from white British groups and eight percent of people from ethnic groups had

experienced at least one SR.

SIMD (Scottish Index of Multiple Deprivation): It was difficult to determine a
relationship between SIMD and incidence of non-delivery. In every quintile, between
27-30 percent experienced at least one NA, with the people within the higher figures
(29-30%) living in the most deprived areas (SIMD 1 and 2). By comparison, in every
quintile, between 7-13 percent experienced at least one SR, with the people within the
higher figure (13%) living in the least deprived area (SIMD 5).

Living group: The likelihood of having non-delivery of care was greater for those who
lived alone. Almost one-third of those who lived alone had at least one NA. A similar
pattern was found for SR, whereby 10 percent of those who lived alone had experienced

at least one SR, compared with 7-8 percent of those who lived with another.

Visit frequency: The likelihood of having non-delivery of care was greater for those
who had between 15 and 21 visits per week. A smaller proportion (18%) of those with
fewer visits per week (1-7) had experienced at least one NA compared with between
28-36% of those with greater numbers of visits. In the case of SR, a similar picture

applied.
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The above results established that the likelihood of non-delivery varied by socio-
demographic characteristics. This information helped to build up a profile of those who
were most likely to experience non-delivery, information that could alert care workers
early to prevent non-delivery of planned care in future. The small variations in the data
suggested that those most likely to experience non-delivery were male, aged between 65
and 74 years, who lived in the most deprived areas (SIMD 1 and 2), lived alone and
received between 15 and 21 care visits a week. Alternatively, and reassuringly, those in

the older age groups who had a greater need for care were actually receiving it.

Incidences of NA were greater than those for SR. Although both were of concern,
reports of NA initiated a follow-up procedure to ensure service user whereabouts and
safety. Further explanatory text in home data records provided an opportunity to delve
into some of the reasons for NA and SR. In order to do this, ten-percent randomly
selected sub-samples of all incidence of NA and SR were created. Random selection
from the study population provided an equal opportunity for study inclusion, which is a
particularly valuable strategy to adopt when dealing with large numbers (Creswell
2014).

3.3.3 Reasons for no access (incidence)

A ten-percent randomly selected sample of 417 incidences (not individuals) of NA was
created from 4170 incidences (not individuals) of NA. To quantify the results, a number
was allocated to each reason and sub-categories of reasons and converted into
percentages. These results, based on the categories | defined, are presented in a bar chart
below (Figure 4).
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Figure 4. Reasons for No Access in 10% of randomly selected cases

Figure 4 illustrates the five main reasons for NA. ‘Not Present at Home’ represents the
largest theme (42.4%). ‘No Care Required’ accounted for 29.9 percent of NA.
Arguably, if care workers knew that no care was required, this should then have been
recorded under ‘service refusals’. ‘Mechanistic Problems’ (15.3%) included problems
with the phone, doorbell, buzzer or key safe system, affecting the carers’ ability to
contact service users or gain access to the home. The key safe system relates to the key
to the service user’s home being left in a safe place, available to the carer. ‘At Home,
But No Answer’ accounted for 11.8 percent of NA, where the service user was in the
house but, for various reasons, did not know that the carer was attempting to gain
access. The reasons given included: not hearing the phone, doorbell, knock on the door
or buzzer; being asleep; being upstairs; and, occasionally, not being well. The smallest
theme, ‘Insufficient Information’ (0.6%), represented where there was not enough
information in the records to establish the reasons for NA. A report of NA automatically
initiated further investigation into the reasons for it in order to establish the whereabouts

of the service user. These sub-categories are illustrated below in Figure 5.
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® Away with others ® Carer was asked to return later

® Pre-arranged appointments ® Someone else giving care
® Away on own ® Service cancelled in advance
® \Whereabouts unknown @® Service not wanted
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Not Present at Home No Care Required

Figure 5: Sub-categories within Not Present at Home and No Care Required

Figure 5 illustrates the sub-categories within two main reasons for NA; ‘Not Present at
Home’, and ‘No Care Required’. ‘Not Present at Home’ was sub-divided into four sub-
themes; ‘Away with others’ (38.5%), ‘Pre-arranged appointments’ (30.5%), ‘Away on
own’ (20.4%), and ‘Whereabouts unknown’ (10.6%). Pre-arranged appointments at the
GP, hospital and chiropodist, if known by the carer in advance, should not initiate an
access attempt, whereas it was possible that being away by themselves or with others
may not have been pre-planned. There was nothing in the records to establish the
whereabouts of a small percentage of service users. ‘No Care Required’ was likewise
sub-divided into four sub-categories, as follows: ‘Carer asked to return later’ (86.4%),
‘Someone else giving care’ (9.6%), ‘Service cancelled in advance’ (2.4%), and ‘Service
not wanted’ (1.6%). A family member more often than the service user requested that
no care was required at that time and that the carer was to return later to provide care. A
small percentage (2.4%) of service users had cancelled the service in advance, but this
message had not been received by the carer. Where the care service was not wanted, no

further reasons were available.
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The data were explored within the category they were assigned to. However, it was
clear that some of the reasons given for NA should have been documented under

reasons for SR instead.

3.3.4 Reasons for service refusal (incidence)

Following the same process as conducted with the NA data, a ten-percent randomly
selected sample of 96 incidences (not individuals) of SR, and any reasons given were
created from 960 incidences (not individuals) of SR. To quantify the results, a number
was allocated to each sub-category and then converted into percentages. The
proportions of the reasons for SR are represented in a bar chart (Figure 6).
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Figure 6: Reasons for Service Refusal

Figure 6 illustrates there were ‘No Reasons’ available for SR in 79.2 percent of reported
incidences. However, ‘Other Reasons’ were given for 12.5 percent of reported
incidences, including going to the pub, going to mass/church, waiting for a taxi, carer
too late, able to care for themselves, and not needing care at that time. The remaining
8.3 percent of incidences of SR were due to service users who wished to ‘Stay in Bed’.

It was evident that care workers had differing interpretations of NA and SR.
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Apart from reasons for non-delivery, other concerns were documented. For instance, on
two occasions, help was sought from the next of kin because meals had been repeatedly
refused, with one individual refusing breakfast for a week. On three occasions, carers
were actively refused entry into the home. One spoke to the service user through the
door, one pushed the care worker away and one jammed their foot in the doorway to

prevent the carer entering their home.

In summary, the analysis identified the extent of non-delivery of homecare for people
aged 65 years and older and described the characteristics of those who are most at risk
of non-delivery of homecare. Further explanatory data helped to establish some of the
reasons for non-delivery of homecare services. Reasons for NA were identified, but
reasons for SR were unclear. Category ambiguity, and missing, incomplete and

inconsistent explanatory data, hindered the analysis

3.4 Discussion

This discussion section focuses on the process involved in data linkage. The findings
and quality of the data generated from the homecare service provider are deliberated
and recommendations to improve service uptake are made. The benefits of service user
involvement in research are considered, and the strengths and limitations of this study
are highlighted. Finally, the findings from Study 1 are explored in relation to how they
emphasised the need for further qualitative research to explore the reasons for non-

delivery in more critical depth, while foregrounding the service user perspective.

Despite the recent legislation and policy reform, information sharing between health
and social care agencies in the UK using data linkage techniques is in its infancy
(Maguire et al. 2018). Increasingly, data linkage techniques have been utilised across
dissimilar data sources with various linkage success rates (Karmel and Rosman 2008;
Bardsley et al. 2012). Innovatively, this linkage study was the first time that linkage had
been attempted in Scotland between data from this particular homecare service provider
and a healthcare dataset, and the chosen variables and their subsequent analysis was a
hugely successful endeavour. As a new resource, the success rate of the data linkage
process carried out in Study 1 is an outcome that will be of some note and interest to

future adult social care linkage projects.
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The analysis of the data identified the extent of non-delivery of homecare for people
aged 65 years and older and described the characteristics of those who are most at risk
of non-delivery of homecare. Further explanatory data helped to establish some of the
reasons for non-delivery. Reasons for NA were identified, but reasons for SR were
unclear. In addition, category ambiguity, and missing, incomplete and inconsistent

explanatory data, hindered the analysis process.
Extent of Non-Delivery:

The initial analysis process in Study 1 demonstrated that two-thirds of service users
aged 65 and older received the homecare for which they had been assessed. For the
remaining third, the problem of high incidence of non-delivery existed for a few people
only. In particular, one person had 44 incidences of non-delivery. For those with non-
delivery there were three times as many documented incidences of NA than SR,
creating a problem for care workers establishing the whereabouts of potentially

vulnerable people.

As each service user could have up to five homecare visits each day with a maximum
number of possible visits at 35 per week, each incidence of non-delivery may only be a
proportion of one day. From the study population, 25 percent of service users had just
one incidence of non-delivery over the three-month period. Thereafter, a downward
trend in both NA and SR categories continued, with fewer numbers of people
accounting for larger incidence of non-delivery. A reassuring correlation existed
between people with high numbers of weekly visits and less incidence of non-delivery,
as demonstrated in Table 4. This suggests that those with more complex needs,

requiring a high care package, received all their care.

Explanatory text, recorded by care workers following each visit, helped to establish

some of the following reasons for non-delivery.
Reasons for No Access:

Explanatory text attached to most of the NA records indicated that the majority of the
reasons for NA were because service users were not at home when the delivery of care
was attempted (service users were out on their own, out with others, pre-arranged

appointments or whereabouts unknown). Of particular concern was that no care was
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delivered for 125 attempted visits during the entire study, with service users’
whereabouts unknown and with no record of any follow-up procedure. Better
communication between care worker and service user could have prevented unnecessary
concerns for the safety and wellbeing of missing service users. Lesser problems
involved system failures, such as door bells not working, which meant that people were

at home, but that they could not hear the door bell ringing.

The second most prevalent reason was that the service user did not require care at that
time. A wasted journey could have been avoided when the carer was asked to return
later, someone else was giving the care, the service was not wanted, or the service had
been cancelled in advance. The latter was a failure of communication within the
organisation. Although a small percent of service users stated that ‘Someone else was
giving care’, it was not known whether service users within the ‘No Care Required’
category were receiving care from others and that was why they did not require care at

that time. Mechanistic problems were unavoidable but, once identified, easily rectified.
Reasons for Service Refusals:

From the 96 incidences of SR, there was no explanatory text available to establish why
in 79 percent of cases. Perhaps this was due to carers not asking the reason why, or
perhaps because it was deemed unnecessary as long as service users’ whereabouts were
known. Either way, this represented a distinct gap in the knowledge. The next category
represented miscellaneous one-off reasons for SR, while a small but significant group of
reasons pertained to the service user staying in bed (8%). Earlier than expected visits
could have contributed to this finding, with a concern that leaving potentially vulnerable

people alone, without delivery of care, could have negative health implications.
Categories of Non-Delivery:

At this point it is worth reiterating that the categories of NA and SR are specific to this
particular homecare service provider. Other organisations may have a different system
of documenting non-delivery. Reports of NA were made when care workers were

unable to access the service user at the planned place of care delivery. SR was reported
when the service user refused care at the point of delivery. Each category was analysed

separately. However, there was an overlap of information within these categories, with
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reports of NA which should have been recorded in the SR category and vice versa. This

made it difficult to accurately assess the incidence in both categories.

Another concern pertained to reports of non-delivery where no explanatory text was
provided. The analysis revealed this to be the case in over three-quarters of the reasons
for SR, requiring further investigation. Reasons for NA were only known once the
service users’ whereabouts had been established, in other words, after follow-up.
Alternatively, all those who refused care did so at the point of delivery or before. A
particular concern was for those whose whereabouts were unknown, which initiated an
often time-consuming invest