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Abstract

There is growing recognition of the importance of dignity and support with eating as
markers of high-quality and older-person-centred hospital services. We use data on
these markers from the national Adult Inpatient Survey for England to build up statistical
evidence on older people’s experiences. We find that poor and inconsistent experiences of
being treated with dignity and respect, and of receiving support with eating, affect a
substantial proportion of inpatients across the vast majority of acute hospital trusts.
There has been remarkably little change over time, although small improvements provide
some grounds for optimism relating to policy developments in the period following the
Francis Inquiry. Amongst people over 65, the prevalence of inconsistent and poor
experiences of dignity and support with eating was higher amongst the ‘oldest of the
old’ (inpatients aged over 80), individuals who experience a long-standing limiting illness
or disability, and women. The highest rates of prevalence were observed amongst disabled
women over 80. Perceptions of inadequate nursing quantity and quality, and lack of choice
of food, stand out from logistic regression analysis as having consistent, large associations
with lack of support with eating. These factors provide potential policy levers since they
are within the control of hospitals to a certain extent. In drawing lessons from our analysis
for inspection, regulation and monitoring, we highlight the importance of inequalities ana-
lysis - including systematic disaggregation and separate identification of at risk sub-groups
(e.g older disabled women) — rather than relying on a ‘population average approach’.
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Introduction

The importance of dignity and support with eating as key markers of high-quality
and older-person-centred hospital and long-term care services is increasingly
recognised in England and internationally. The World Health Organization’s
(WHO: 2015a: 127) World Report on Ageing and Health incorporates dignity
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into its definition of long-term care: ‘[t]he activities undertaken by others to ensure
that people with or at risk of a significant ongoing loss of intrinsic capacity can
maintain a level of functional ability consistent with their basic rights, fundamental
freedoms and human dignity’. In the English context, the Royal College of Nursing
(2008) defines ‘dignity in care’ as person-centred care that treats individuals with
equal worth in a way that is respectful of them as equal and valued individuals.
Fundamental standards of care set out by the Care Quality Commission (CQC -
the health and care regulator) require service providers to take ‘all reasonable
steps’ to ensure that individuals are treated with dignity and respect, including
by upholding standards of privacy, autonomy and independence, and by ensuring
that individual preferences are respected, and that individual needs are met (CQC,
nd-a). The importance of support in meeting basic needs is also increasingly recog-
nised as a critical corollary or a constituent element of dignity in health and care -
and conversely, denials or violations of dignity in care are increasingly recognised
as occurring where support is needed but is not secured. For example, the official
guidance accompanying the fundamental standard referred to above recognises that
the provision of support in meeting individual needs may be necessary to maintain
standards of dignity and respect. This guidance is particularly relevant where indi-
viduals experience activity of daily living (ADL) limitations and need support in
relation to personal activities such as dressing, washing and eating. Provider
responsibilities are further spelt out in a second fundamental standard focusing
specifically on meeting individual nutritional and hydrational needs. This explicitly
requires health and care service providers to take account of stated preferences and
religious and cultural backgrounds, and to provide support with eating and drink-
ing where this is needed (CQC, nd-b).

In this article, we assess older people’s experiences of dignity and support with
eating during hospital stays in England using a large nationally representative
patient experience survey. The analysis builds on previous work we have under-
taken in partnership with the British Equality and Human Rights Commission
(EHRC), which has a statutory duty to monitor and report to Parliament on
national equality and human rights outcomes. In early foundational work,
Burchardt and Vizard (2011) recommended that in discharging this statutory
duty, the EHRC should develop a national equality and human rights monitoring
framework that is rooted theoretically in Amartya Sen’s capability approach. The
Equality Measurement Framework (EMF) was developed as a basis for this work
and monitors the equality and human rights position of individuals and groups
across ten domains of central and valuable capabilities. A national stakeholder
consultation exercise was undertaken to identify and agree an indicator set for
monitoring equality and human rights outcomes within and across each of the
EMF domains, including policy experts and civil society intermediaries represent-
ing older people. The development of indicators that capture the extent to which
hospital services maintain and support older people’s dignity and respect, and
that meet their needs for support with ADLs (including support needs related to
nutritional wellbeing), was identified through the stakeholder consultation as an
important priority. Indicators that capture these outcomes were subsequently devel-
oped and used by the EHRC as an input for its reporting to Parliament (e.g. EHRC,
2015). Initial methods and findings were set out in our earlier research report
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(Vizard and Burchardt, 2015) and the current article extends, deepens and updates
this previous analysis.

There is a growing body of qualitative and quantitative evidence on older
people’s experiences of dignity, support with eating and nutritional wellbeing in
the literature on ageing, health and nursing ageing. The issue of dignity in older
age has moved up the research agenda and a growing literature addresses the
issue of dignified care in community, primary, hospital and institutional contexts,
and in specific areas such as palliative care and residential care institutions. Key
studies address the relationship between dignity and ageing; examine older people’s
understandings and lived experiences of dignity; develop new operational survey
measures of human dignity; address the constitutive elements of dignified care;
and set out recommendations on policies and delivery (e.g. Woolhead et al,
2004; Gallagher et al, 2008; Tadd et al, 2011; Calnan et al., 2013; Black and
Dobbs, 2014; Lloyd et al., 2014, 2017; Johnston et al., 2017; Coast et al., 2018;
Tauber-Gilmore et al, 2018; Ota et al, 2019). Calnan et al. (2013) note that
older age is one stage of the lifecourse where dignity is threatened due to the
vulnerabilities created by increased incapacity, fragility and cognitive decline in
combination with increasing dependency, lack of resources and other risk factors.
Moreover, contact with health- and long-term care services — including acute hos-
pital services —are contexts where dignity is most threatened because of patients’
high levels of need and lack of control over their environment. The authors’
in-depth study of dignity in the acute hospital context highlights the inconsistency
of standards of dignity across hospitals, wards and even within wards at different
times of day - with no ward found to be either totally ‘dignified’ or totally ‘undig-
nified’. Key elements of dignified care were found to include respectful communi-
cation, privacy, autonomy and a sense of control; meeting basic human needs such
as nutrition, addressing personal hygiene needs in a respectful and sensitive
manner; and empowerment, participation and information in relation to critical
decisions. Conversely, undignified care was found to include care that renders
individuals invisible, that depersonalises or objectifies them, or that is abusive,
humiliating or disempowering (Tadd et al., 2011; Calnan et al., 2013).

A distinct body of literature addresses the critical importance of nutritional well-
being in older age for longevity, good health and quality of life. Malnutrition is a
key risk in older age and a growing body of research addresses this phenomenon
in the hospital, long-term care and community contexts. Evidence from nutritional
screening surveys conducted between 2007 and 2011 suggested that 25-34 per cent
of patients admitted to hospital and 30-42 per cent of patients admitted to care
homes were at risk of malnutrition, with the risks being higher among females
than males and for older people aged 65 and over (British Association of
Parenteral and Enteral Nutrition (BAPEN ), 20184). In the hospital context, mal-
nutrition has been found to be associated with increased length of stay, worse
health outcomes, new institutionalisation and higher in-hospital mortality (NHS
England, 2015; O’Shea et al., 2017), with identified risk factors for older adults
including dementia, frailty, medical co-morbidities and ADL limitations (O’Shea
et al., 2017). Recommended policy responses within the hospital services context
include screening and nutritional assessment; the delivery of planned interventions
to restore, maintain and support good nutrition and hydration; targeted
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interventions to meet the needs of high-risk groups including older people who
experience complex problems, cognitive impairments and dementia; and the provi-
sion of support with eating where it is needed (NHS England, 2015; O’Shea et al.,
2017; BAPEN, 2018b, nd; Murphy, 2019; Roberts et al., 2019).1

The current article builds on these bodies of literature. In addition, we contribute
to a small but growing body of research that aims to develop and apply the capabil-
ity approach developed by Amartya Sen and others as a framework for research on
ageing and society. Our own proposals (Burchardt and Vizard, 2011) and related
work being undertaken as part of the WHO healthy ageing agenda (WHO,
20154a) are discussed below. Other key references include several contributions
that apply the capability approach as a basis for research on ageing (e.g. Grewal
et al., 2006; Coast et al., 2008, 2018; Zaidi, 2011; Coast, 2014; Breheny et al,
2016; Venkatapuram et al., 2017; Gopinath, 2018; Stephens and Breheny, 2019)
and a growing body of outputs that apply the capability approach as a research
framework for examining health, disability and care (e.g. Burchardt, 2004; Prah
Ruger, 2010; Burchardt and Vizard, 2011, 2014; Entwistle and Watt, 2013; Simon
et al., 2013; Coast et al, 2015; Prah Ruger and Mitra, 2015; Mitchell et al,
20174, 2017b).

The article is organised as follows. The first section sets out our analytical frame-
work. The second section examines the English policy context and the progress that
has been made in embedding dignified care and support with meeting basic needs
as specific goals that - like clinical outcomes - are explicitly addressed within policy
and practice, and within broader systems for health and care regulation and inspec-
tion. In the third section, we highlight the role of national patient experience data in
developing older-person-centred indicators and as a source of informational feed-
back and voice within processes of health-care improvement and reform. In the
fourth section, we report our key empirical findings on older people’s experiences
of dignity and support with meeting basic needs such as eating during hospital stays
in England using the Adult Inpatient Survey (AIS), including in-depth analysis for
2014 in the context of long-term and more recent trends, 2004-2019. Finally, the
concluding section draws implications and lessons from the analysis and makes
recommendations looking forward.

Analytical framework

Our analytical framework draws on our proposals for operationalising the capabil-
ity approach as a basis for equality and human rights in the British context
(Burchardt and Vizard, 2011). For international readers, the core ideas can be
related to the WHO (2015a: 28) healthy ageing agenda which characterises healthy
ageing as ‘the process of developing and maintaining the functional ability that
enables wellbeing in older age’. The analytical framework that underpins this def-
inition was adopted by the WHO to achieve a paradigm shift away from a narrow
model of healthy ageing focusing on the absence of disease and ADL limitations,
towards a broader model of healthy ageing focusing on older people’s wellbeing
and quality of life. There are four key tenets of this analytical framework: a central
focus on capabilities; modelling of the relationship between functional ability in
older age and environmental and contextual factors; modelling of the role of health
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and long-term care services; and the adoption of a lifecourse perspective. These
four key tenets are captured in Figure 1 and are examined in more detail below.

Focus on capabilities

First, the healthy ageing approach characterises older people’s wellbeing and quality
of life in terms of the capabilities that older people have to be and do the things that
they have reasons to value (Figure 1, Box 1). The WHO highlights the need for a list
of the valuable beings and doings through which to assess older people’s wellbeing
and emphasise the importance of older people’s participation in developing and
agreeing a list of this type, noting that some of the ‘beings’ and ‘doings’ that
older people identify as important include role and identity; relationships; the pos-
sibility of enjoyment; autonomy (being independent and able to make own deci-
sions); security; and the potential for personal growth. An indicative list of
domains of functional ability is also proposed. This includes the abilities of older
people to meet their own basic needs; to move around; to learn, grow and make
decisions; to build and maintain relationships; and to contribute to society
(e.g. WHO, 2015a: 26-34, 2020). Our own proposals have many elements in
common with the WHO, and cover ten central and critical capabilities: life; health;
living standards (including access to personal care); physical security; legal security;
education and learning; productive and valued activities; individual, family and
social life; identity, expression and self-respect; and participation, influence
and voice. Dignity and autonomy are viewed as cross-cutting outcomes within
and across these ten capabilities (Burchardt and Vizard, 2011). Other capability
lists have been proposed, debated and used in the literature (for an overview, see
Robeyns, 2017).

In the current article, we highlight how both dignity and nutritional wellbeing
can be usefully characterised as being amongst the central and valuable capabilities
that are critical for older people’s wellbeing and quality of life. Being able to meet
nutritional needs falls squarely within the first element of the WHO list and is fun-
damental to other capability lists that have been proposed in the literature, includ-
ing our own. Whilst dignity is not explicitly mentioned in the WHO list, it is
recognised in the underpinning World Report on Ageing and Health (WHO:
2015a), and the importance of dignity and self-respect is highlighted in the litera-
ture on the capability approach (e.g. Sen, 1983; Nussbaum, 2000; Zavaleta, 2007;
Claassen, 2015), own proposals (Burchardt and Vizard, 2011). and the literature
on dignity and ageing cited above.

Modelling of the relationship between functional ability in older age and
environmental and contextual factors

Second, the healthy ageing approach characterises functional ability in older age as
the ‘health-related attributes that enable older people to be and to do the things that
they have reasons to value’ and models this as depending on intrinsic capacity
(the personal physical and mental capacities of an individual), contextual or envir-
onmental factors (e.g. social norms and attitudes, the built environment, welfare
and social security systems, and health and long-term care polices) and the

Downloaded from https://www.cambridge.org/core. LSE London School of Economics, on 05 Nov 2021 at 09:33:12, subject to the Cambridge Core
terms of use, available at https://www.cambridge.org/core/terms. https://doi.org/10.1017/50144686X21000568


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X21000568
https://www.cambridge.org/core

6 P Vizard and T Burchardt

L I e —

1. Older people’s capabilities
(freedoms older people have to do and be the things they
have reasons to value)

T

2. Functional ability in older age (health-related
attributes that enable people to do and be the things
they have reasons to value)

3. Intri
capacity
(individual
physical and
cognitive
attributes)
T Complex
interactions
over the
lifecourse

5. Personal

characteristics

- Genetic
inheritance

- Sex

- Ethnicity

- Socioeconomic
characteristics
(educational
status,
occupational
group, income

f

4. Contextual /
environmental
factors

- Social norms
and attitudes

- Families and
relationships

- Built
environment

- Health and
long-term care
policies and
systems

- Other social
policies and
systems (e.g.
accessible
public transport,
social security
policies, welfare
systems)

Ageing

reduced
intrinsic
capacity
over the
lifecourse)

and wealth)

Birth

Figure 1. World Health Organization analytical model (healthy ageing over the lifecourse).
Note: This figure is the authors’ summary and representation of the WHO healthy ageing framework. WHO’s explan-
ation of the healthy ageing framework is set out in WHO (2015a).

interactions between these (Figure 1, Boxes 2-4). This modelling is important
because it captures the ways in which environments and interventions that main-
tain and support functional ability can compensate for the increased risk of reduced
intrinsic capacity in older age. The WHO cites the example of an older person who
experiences physical capacity limitations but uses an assistive device and lives close
to public transport that provides access for people with disabilities. Whereas this
person enjoys the capability for mobility, another person who experiences the
same physical limitation but who lives in a less-enabling environment does not
(WHO, 2015a: 29).

The capabilities for dignity and nutritional wellbeing in older age can likewise be
modelled in terms of interactions between intrinsic capacity and environmental and
contextual factors. For example, support with eating can compensate for physical
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limitations that would otherwise reduce the capability for nutritional wellbeing in
older age. Conversely, restrictions in the capability for dignity in older age can
occur where physical and cognitive functioning is good, but environmental or
contextual factors undermine older people’s dignity or limit their sense of worth
or self-respect.

Modelling of the role of health and long-term care services

Third, health and long-term care systems are identified in Figure 1 as one of the
key environmental or contextual factors that can potentially influence capabil-
ities, functional ability and wellbeing in older age, depending on their nature,
scope and design (Box 4). The WHO notes that most current health systems
are better designed to deal with individual acute health conditions than the
more complex and chronic health needs that tend to arise with increasing age,
and that existing health systems and care systems often operate independently
leading to poorer outcomes, inefficient usage of services and cost shifting
(WHO, nd). In contrast, the WHO has committed to the goal of transforming
existing health and care systems in order to deliver services which are
co-ordinated and integrated around older people’s needs and that support
healthy ageing as one of ten global priorities that the WHO aims to deliver by
2030 (WHO, 20154, 2015b).

In terms of Figure 1, our working hypothesis is that the introduction of inte-
grated and older-person-centred health-care systems will result in an expansion
of functional ability, capabilities and wellbeing in older age. We conceptualise hos-
pital services as one of the variables within broader health and long-term care
environments that can potentially expand or constrain the capabilities for dignity
and nutritional wellbeing in older age, depending on their nature, scope and design.
Policy measures that improve older people’s experiences of dignity during hospital
stays, and that reduce unmet need for support with eating, are viewed as resulting in
an expansion of older people’s capability sets and their real opportunities and free-
doms to do and be the things that they have reasons to value.

Lifecourse perspective

Fourth, the healthy ageing model illustrated in Figure 1 has a temporal dimen-
sion. Ageing is characterised as the process whereby the risk of reduced intrinsic
capacity increases over the lifecourse (Figure 1, right-hand panel). Individual
advantages and disadvantages are viewed as accumulating over a lifecourse and
as resulting from complex interactions between personal characteristics (e.g. gen-
etic inheritance, sex, ethnicity, income, wealth, education, occupation) and con-
textual or environmental factors (Figure 1, Boxes 3 and 5). Whilst lifecourse
analysis is beyond the scope of the current article, we acknowledge the import-
ance of longitudinal trajectories in explaining inequalities in the capabilities
for dignity and nutritional wellbeing in older age. We also recognise that maxi-
mising the capabilities for dignity and nutritional wellbeing in older age requires
public action, policies and interventions at many different stages of the
lifecourse.
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The English policy context

In the English context, there is increasing recognition of older people’s experiences of
dignity and support with eating as key markers of high-quality and person-centred hos-
pital services. Policy, political and media focus on this issue has been partly driven by a
series of scandals in health-care provision for older people. From the mid-2000s
onwards, a growing body of human rights and equality assessments, non-governmental
organisation reports, evidence from health-care inspection, regulation and monitoring
bodies, and findings from independent and public inquiries, raised concerns around
older people’s lack of treatment with dignity and respect, and lack of support with eat-
ing and drinking, within the English health and care systems. A report by a
Parliamentary Committee on Human Rights (Joint Committee on Human Rights,
2007) raised concerns about older people’s experiences of poor treatment, neglect,
abuse, discrimination, lack of support for eating and drinking, and malnutrition and
dehydration during hospital stays. Age UK subsequently highlighted lack of detection
and treatment of malnutrition within hospital services as a ‘national disgrace’ and
called on the Government to introduce compulsory monitoring of malnutrition
(Age UK, 2010). The Patients Association (2011) examined 16 accounts of poor hos-
pital care focusing on care communication, lack of access to pain relief, lack of assist-
ance with toileting, and lack of help with eating and drinking. Lack of assistance with
eating and drinking was also raised as a key concern in investigations by the Health
Service Ombudsman (2011) into National Health Service (NHS) care of older people.

The health regulator (the CQC) responded to these growing concerns by under-
taking two rounds of targeted inspection programmes on standards of dignity and
nutrition within the NHS. It concluded that whilst in many instances standards
were satisfactory, minimum standards of dignity and nutrition were not being com-
plied with by some NHS bodies. There was evidence in some hospitals of older peo-
ple not being given assistance to eat, not having their nutritional needs monitored
and not being given enough to drink, and of staff not treating patients in a respect-
ful way. In some cases, treatment was so poor that it was deemed to amount to a
violation of legal rights (CQC, 2011, 2013a).

In 2013, the findings of the public inquiry into the care scandal at Mid
Staffordshire NHS Foundation Trust (the Francis Inquiry) moved concerns about
older people’s experiences of dignity and support with ADLs, including assistance
with eating, to the top of the policy, political and media agendas. Evidence of sub-
standard care affecting older people was summarised in a press release:

The most basic standards of care were not observed, and fundamental rights to
dignity were not respected. Elderly and vulnerable patients were left unwashed,
unfed and without fluids. They were deprived of dignity and respect. Some
patients had to relieve themselves in their beds when they [were] offered no
help to get to the bathroom. Some were left in excrement stained sheets and
beds. They had to endure filthy conditions in their wards. There were incidents
of callous treatment by ward staff. Patients who could not eat or drink without
help did not receive it. Medicines were prescribed but not given. The accident
and emergency department as well as some wards had insufficient staff to deliver
safe and effective care. Patients were discharged without proper regard for their
welfare. (Mid Staffordshire NHS Foundation Trust Public Inquiry, 2013a)
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The Inquiry concluded that there had been a widespread failure of the health-care
system, including regulatory as well as management failure, and put forward 290
wide-ranging recommendations with the aim of improving health-care services
and broader systems of health-care monitoring, inspection and regulation in the
future. This included recommendations on the introduction of new (legally
binding) minimum standards of care; recommendations on the establishment of
more effective systems for enforcing compliance with these standards, including
more effective systems for regulation and inspection; and recommendations on
the need for increased transparency and accountability (Mid Staffordshire NHS
Foundation Trust Public Inquiry, 2013b).

The Government accepted the majority of the recommendations of the Francis
Inquiry (Department of Health, 2013a, 20136, 2013c, 20134, 2013e) and during the
run up to and in the wake of the Frances Inquiry, there were a series of important
policy developments that aimed to improve patient experiences of hospital care rad-
ically, including specific initiatives to promote dignity and person-centred care and
to improve support with meeting individual basic needs. This included a
‘Compassion in Practice’ strategy and a White Paper on reforming care and support
(HM Government, 2012); patient experience guidelines (National Institute for
Health and Care Excellence (NICE), 2012); a new duty of candour; strengthening
of the inspection system following the Keogh Review (Keogh, 2013); and recogni-
tion of the rights to be treated with dignity and respect, and to receive suitable and
nutritious food and hydration to sustain good health and wellbeing, in the revised
NHS Constitution (Department of Health and Social Care, 2015). The fundamental
standards of care discussed above were introduced, establishing requirements that
service users be treated with dignity and respect and that their nutritional and
hydrational needs are met (including through the provision of support where
appropriate). Recommendations on safe staffing in acute hospital wards were pub-
lished (NICE, 2014) and the number of nurses showed an upward trend in the
immediate period following the Francis Inquiry (Vizard and Burchardt, 2015).
Guidelines were published on the promotion of nutrition and hydration through
commissioning (NHS England, 2015), and good practice was identified in relation
to food standards and delivery (including ‘protected mealtimes” without interrup-
tions); malnutrition screening and assessments; support and assistance where phys-
ical functioning is restricted; and targeted interventions to meet the needs of older
people who experience complex problems, cognitive impairments and dementia
(BAPEN, 2018b, nd; Murphy, 2019; Malnutrition Taskforce, nd).

The importance of delivering integrated and person-centred health and care ser-
vices also received increased attention in the period following the Francis Inquiry,
driven by the NHS Five Year Forward View (NHS, 2014) and Long-term Plan (NHS
England, 2019). The latter committed to the creation of locally based Integrated
Care Systems which bring together acute, primary, community and social care ser-
vices in order to provide joined-up services that are responsive to and meet indi-
vidual needs. Within the acute hospital context, there is a growing emphasis on
integrated wards models bringing together these services. There is increased recog-
nition that failures of responsiveness and meeting older people’s needs are more
likely to occur when needs for support are not recognised, e.g. in the context of
dementia patients. Holistic care assessments that recognise and address individual
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needs, including individual needs for support and assistance with ADLs including
eating, and that plan for meeting these needs throughout the care pathway, are now
recognised as building blocks of good practice (CQC, 2017: 19-32).

Nevertheless, a recent evaluation of how local organisations work together to
meet the needs of older people in different local areas in England highlighted
uneven developments across the country. Whilst there were instances of good prac-
tice, cases of poor practice and ineffective co-ordination of health and care services
were also identified. Austerity-driven funding pressures were identified as one of
the factors that have negatively impacted on progress to date and these pose
ongoing challenges to the quality of care in the acute hospital sector (CQC,
2018, 2019: 6-8, 21-32, 50-55; ¢f. Vizard et al., forthcoming).

Using patient experience surveys to develop person-centred health-care
indicators for older people

A further development in England in the period since the Frances Inquiry has been the
increasing use of patient experience surveys for health policy, regulation and inspec-
tion purposes. The Inquiry highlighted the need for better use of a wider range of
data within health-care policy and systems for monitoring, inspection and regulation,
including more effective use of data on outcomes, complaints, incidents and investiga-
tions; implementation of systems for routine and risk-related monitoring; and the need
both to hear, and to listen to, ‘patient voice’ and to make better use of the available
patient experience data (Mid Staffordshire NHS Foundation Trust Public Inquiry,
2013b). The English patient survey programme now covers the acute and specialist
hospital sector, mental health services, general practitioner services and social care.
Information from these surveys has been increasingly used by the CQC for annual
monitoring exercises, as a basis for provider-level performance tables and reports,
and within the comprehensive inspection model / methdology introduced in
2014. Patient experience data have also been used by the Department of Health to
evaluate progress against objectives specified in the NHS mandate and to hold NHS
England to account for the outcomes achieved and for regulatory oversight of NHS
trusts (CQC, 2013b, 2013c, 20134, 2013¢, 2013f, 2013g, 2014).

Increasing emphasis on patient experience data as a source of informational
feedback and as a driver of person-centred health care is also reflected in other
countries and contexts. The growing number of national and international surveys
used to measure patient experience are reviewed in Garratt et al. (2008), Fujisawa
and Klazinga (2017) and Larson et al. (2019), and a new set of internationally com-
parable patient experience indicators were included in the recent Health at a Glance
report (Organisation for Economic Co-operation and Development (OECD),
2019a).” The latter notes that the patient perspective on the outcomes and experi-
ence of their care is essential in driving continuous quality improvement of health
services and in increasing the responsiveness of health policy and health systems to
different people’s needs. Patient experience data also have the potential to address
knowledge gaps on neglected health-care quality outcomes, ranging from experi-
ences of dignity and respect during childbirth in East Africa (Larson et al,
2019), to experiences of care for individuals with chronic conditions within
community and ambulatory settings (OECD, 2019b).
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The increasing availability of patient experience data both in England and inter-
nationally provides an important new data source for research on older people’s
health-care outcomes. Indeed, it is critical that these survey instruments are fully
exploited for the purposes of research on older people and as means of giving
voice to older people’s experiences, concerns and interests within processes of
health-care improvement and reform. Our work with the EHRC highlighted the feasi-
bility of developing new indicators of older people’s experiences in health care draw-
ing on national patient experience data and resulted in the publication of an initial
round of data on older people’s experiences of dignity and support with eating during
hospital stays (e.g. EHRC, 2015). Our previous research report (Vizard and Burchardt,
2015) made further progress by undertaking more detailed analysis of the 2012 AIS
and by addressing some of the methodological challenges involved in using subjective,
self-reported data to monitor older people’s health-care experiences.

Two of the recommendations in Vizard and Burchardt (2015) have particular
resonance for the methods adopted in the research exercise below. First, we recom-
mend that caution needs to be exercised in making strict comparisons between
older and young people’s responses to patient experience surveys. This is because
of the phenomena of adaptive expectations (whereby older people may lower
their expectations as they adapt to their situation over time) and/or age-related
expectations (whereby different age cohorts have systematically different expecta-
tions). Vizard and Burchardt (2015) and several previous studies (Healthcare
Commission, 2005; Ipsos MORI, 2008; Sizmur, 2011) identify a positive association
between reported inpatient experiences and age, with older people reporting better
experiences than their younger counterparts. However, this finding is difficult to
reconcile with the body of qualitative, case study, inspection and public inquiry evi-
dence cited above. As the Healthcare Commission (2006: 17-18) notes, one possible
explanation for this observed response pattern is that the expectations of older peo-
ple might be systematically lower than those of other age groups and that ‘gratitude
bias’” (where individuals understate the shortcomings of health services because they
are grateful or relieved to be free of a particular illness, or believe that medical pro-
fessionals are beyond criticism) plays an important role (cf. Bleich et al., 2009;
Sizmur, 2011).°

Second, Vizard and Burchardt (2015) cautioned against examining and report-
ing on the experiences of those aged over 65 as a single group. The population over
65 is heterogeneous and it is critical to examine inequalities of patient experience
within the older population and to identify and report separately on the position
of the frail and disabled older population and those with long-standing conditions.
For these reasons, we recommend undertaking narrow-band age disaggregation
within the older population, with separate identification of the experiences of the
‘oldest of the old’ (those aged 80 or above). In addition, we analyse inequalities
in risks and vulnerabilities within the older population by considering the interac-
tions between older age, disability and gender.

Empirical findings using the 2014 AIS

We report nationally representative prevalence and headcount estimates of older
people’s experiences of dignity and respect, and support with eating, during
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hospital stays using the 2014 AIS. In addition, we present multivariate analysis of
the predictors of unmet need for support with eating during hospital stays using
logistic regression techniques. This outcome was selected for further analysis
because of the importance of good nutrition for health outcomes, and because it
is a critical component of dignified treatment.

Dataset

The AIS is a repeated cross-sectional study covering acute and specialist trusts and
has been conducted annually since 2002. The sampling targets a flow of 850 con-
secutively discharged inpatients within a given time window (usually June to
August) and uses postal questionnaires. Individuals are eligible if they are over
16 years of age and had at least one overnight stay in hospital. Exclusions include
maternity, terminations, psychiatric, day cases and private patients.

The 2014 AIS covered 154 trusts and 59,083 inpatients with a response rate of 47
per cent. We focus on 2014 because a secure and tailored version of the dataset was
provided as a basis for the analysis based on an agreement with the CQC. This
includes the detailed fine-grained information on age and data on limiting long-
term illness and disability that we need for the study. Trust-level deprivation
data published by the Health and Social Care Information Centre (2016) has
been matched into the dataset using three-digit hospital trust identifiers. This cap-
tures the proportion of finished spells of care where the patient lives within the
most deprived quintile (based on the Index of Multiple Deprivation). This informa-
tion is used to rank hospitals from least to most deprived, and this distribution is
divided into tenths, to generate our ‘hospital deprivation” variable.

To set the 2014 data in context, we also report overall trends for the period
2004-2019 using standard AIS datasets available at the UK Data Archive and pub-
lished CQC data, without fine-grained sub-group information.

Methods

The AIS asks about a range of experiences relating to waiting times, admissions and
quality of care during their hospital stay. We focus on responses to two questions.
The first question asks: ‘Overall, did you feel you were treated with respect and dig-
nity while you were in the hospital?” Response options include ‘yes, always’, ‘yes,
sometimes’ and ‘no’. The second question asks: ‘Did you get enough help from
staff to eat your meals?’ Response options include ‘yes, always’, ‘yes, sometimes’,
‘no’” and T do not need help to eat meals’. For both questions, we interpret positive
responses (‘yves, always’) as evidence of a satisfactory standard of care; negative
responses (‘no’) as evidence of a poor standard of care; and intermediate responses
(‘yes, sometimes’) as evidence of an inconsistent standard of care. In the analysis of
help with eating, the proportion of inpatients who need help with eating is esti-
mated based on the selection of response options ‘yes, always’, ‘yes, sometimes’
or ‘no’ as opposed to response option ‘I do not need help to eat meals’.

We first report national prevalence and headcount estimates for 2014. These
estimates use new patient-level weights which aim to make our estimates more rep-
resentative of the adult inpatient population by adjusting for the effects of

Downloaded from https://www.cambridge.org/core. LSE London School of Economics, on 05 Nov 2021 at 09:33:12, subject to the Cambridge Core
terms of use, available at https://www.cambridge.org/core/terms. https://doi.org/10.1017/50144686X21000568


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X21000568
https://www.cambridge.org/core

Ageing & Society 13

differential non-response between sub-groups (age, sex and emergency/elective
route of admission) and the size of each trust’s inpatient population. These have
been developed because at the time the analysis was undertaken the standard
weights used to analyse AIS give each trust equal weight in the overall results
and are not ideal for individual-level patient-focused analysis because hospitals
vary in size.* In addition, to contextualise the findings, we examine trends over
the period 2004-2019.

For the multivariate analysis, multilevel logistic regression analysis has been
undertaken to examine the independent associations between unmet need for sup-
port with eating and a range of explanatory factors. The model we develop focuses
on the capability to meet individual nutritional needs, with the dependent variable
coded 0 if an individual does not need help with eating, or needs help and received it,
and coded 1 if the person needs support and did not receive it. Four groups of inde-
pendent variables are introduced sequentially into the model. These focus on
inpatient characteristics, hospital-level deprivation, inpatient pathways and broader
dimensions of quality of care. The sequential ordering reflects the extent to which
these factors are, or are not, within the control of an individual hospital. The multi-
level specification is justified by the hierarchical nature of the underlying model, with
patients clustered or ‘nested’ in hospital trusts (on which, see Sizmur, 2011; Sizmur
and Korner, 2013). The main multivariate results are reported in Table 2, Model 4
(this is the full multilevel model covering all respondents). Results based on alterna-
tive model specifications are reported where they are of substantive interest.

We argue that both unadjusted and adjusted estimates of patient experience are
informative. Unadjusted estimates indicate the magnitude of the problem overall
and which hospitals face the biggest challenge. Adjusted estimates take account
of patient mix and other hospital-level factors, and suggest which trusts are
doing a better or worse job given the nature of the population they serve and
their resourcing. However, since some of the variables included in the later models
reflect factors that are, at least to some extent, under the control of the hospital
(such as staffing levels and patient pathways), we are careful to show estimates
both before and after taking these into account.

Dignity and respect

The results in Table 1 show that poor or inconsistent standards of dignity and
respect affected 22 per cent of adult inpatients in England in 2014, including 4
per cent who reported poor standards. Experiences of poor and inconsistent stan-
dards of treatment are observed to be higher for women compared to men, and for
individuals who experience a long-standing limiting illness or disability, compared
with those who do not. The percentage of inpatients who report that they experi-
enced ‘not’ being treated with dignity and respect is observed to decline with age,
with a small upturn for the oldest age group. However, we caution against compar-
isons across broad age bands.

Looking at the variations within the older population (aged above 65 years),
experiences of poor or inconsistent standards are higher for individuals aged
over 80, for those who experience a long-standing limiting illness or disability,
and for women. Examining prevalence by the intersection of these characteristics,
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Table 1. Inpatient experiences of dignity and help with eating (2014, weighted)

Dignity and respect

Help with eating

Poor or inconsistent

Poor or inconsistent

Poor experiences experiences Poor experiences experiences
Number Number Prevalence Number Prevalence Number
Prevalence affected Prevalence affected (% of those affected (% of those affected
(% of all per (% of all per who need per who need per
respondents) annum respondents) annum help) annum help) annum
All 3.7 471,534 21.6 276,1045 18.4 701,231 39.4 1,498,225
Age:
16-35 (Ref.) 7.8 111,721 36.2 516,637 213 99,624 42.8 200,395
36-50 5.8* 141,173 28.2* 682,990 19.5* 149,164 38.9* 298,018
51-65 3.5* 92,783 20.6* 541,195 17.0* 123,011 33.1* 239,411
66-80 1.8* 66,859 15.2* 557,834 16.0* 146,994 34.3* 316,170
>80 2.3* 58,997 17.7* 462,390 19.7 182,439 47.9% 444231
Sex:
Male (Ref.) 3.0 176,815 17.6 1,052,313 15.7 294,943 35.0 839,500
Female 4.3* 294,719 25.2* 1,708,732 21.1* 406,288 43.6* 658,726
Disability:
No LLID 2.8 169,963 18.2 1,116,567 15.7 228,188 321 466,438
(Ref.)
LLID 5.0* 251,047 26.8* 1,351,814 21.3* 387,930 46.3* 843,545
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Interactions:

Aged >80 3.4 41,453 23.9 305,573 23.6 128,980 57.1 312,550
with disability

Aged >80, 3.6 27,279 25.9 198,282 25.2 84,552 61.2 205,542
with disability,
and female

Notes: A tailored version of the 2014 dataset was used for the analysis based on an agreement with the Care Quality Commission (CQC). The data are weighted using a new set of patient-level
weights. These have been calculated using a differential non-response variable provided by the CQC and a grossing-variable that takes account of the size of local inpatient populations which has
been derived from Hospital Episode Statistics data (Health and Social Care Information Centre, 2015a, 2015b). Specialist trusts have been grouped for this analysis. The disability variable
has been derived from responses to Question 74 (on long-standing conditions) and Question 75 (on difficulties). Missings have been dropped from the calculations in this table and estimates have
been rounded to one decimal point. Rows may not sum exactly to 100 per cent and sub-totals may not sum to ‘All’. Ref.: reference group. LLID: longstanding limiting illness or disability.
Source: Authors’ calculations using the Adult Inpatient Survey, 2014.

Significance level: Significance testing has been undertaken at the 95 per cent level using a one-variable logistic regression test. * Significance difference between the percentage reported by a
sub-group and the reference group.
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Table 2. Estimates of the factors associated with a high probability of receiving poor or inconsistent help with eating (odds ratios from multilevel models, Models 1-5)

Model 5 (restricted
sample:

Model 1 Model 2 Model 3 Model 4 (full respondents who
(inpatient (+ hospital-level (+ inpatient model, all need help with
Null model characteristics) deprivation) pathway) respondents) eating)

Group 1: Inpatient
characteristics:
Sex:

Male 1 1 1 1 1

Female 1.277** 1.271%** 1.294*** 1.137* 1.290***
Disability:

No LLID 1 1 1 1 1

LLID 1.786*** 1.772*** 1.739*** 1.363*** 1.025
Age group:

16-35 1 1 1 1 1

36-50 0.815* 0.916 0.897 0.924 0.853

51-65 0.619*** 0.650*** 0.638*** 0.760* 0.874

66-80 0.446*** 0.470*** 0.462*** 0.648*** 0.771*

>80 0.559*** 0.593*** 0.574*** 0.822 0.806
Proxy:

No - patient 1 1 1 1 1

A friend or relative 4.363*** 4.427*** 4.351*** 3.981*** 1.973***

Both patient and 3.113*** 3.206*** 2.980*** 2.807*** 1.982***
friend/relative

Patient with the help 2.414*** 2.320%** 1.807 1.676 0.811

of another
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Group 2: Hospital-level
deprivation:

Hospital deprivation:

1 (least deprived) 1 1 1 1
2 0.972 0.962 0.989 1.005
3 0.924 0.911 0.921 0.937
4 0.932 0.907 0.772 0.752*
5) 1.044 1.029 0.984 1.000
6 1.173 1.109 1.015 0.993
7 1.063 1.077 1.081 1.183
1.090 1.057 0.979 0.898
9 0.956 0.911 0.845 0.827
10 (most deprived) 1.315* 1.240 1.167 1.032
Group 3: Inpatient
pathway:
Had operation:
No 1 1 1
Yes 1.033 0.968 0.961
Critical care area:
Yes 1 1 1
No 0.985 0.872* 1.127
(Continued)
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Table 2. (Continued.)

Model 5 (restricted
sample:

Model 1 Model 2 Model 3 Model 4 (full respondents who
(inpatient (+ hospital-level (+ inpatient model, all need help with
Null model characteristics) deprivation) pathway) respondents) eating)

Admission route:

Emergency/urgent 1 1 1

Waiting list/planned in 0.996 1.205** 1.140
advance

Other 1.036 1.057 1.026
Length of stay:

1 day 0.987 0.849* 0.892

>1 day, <1 week 1 1 1

More than 1week, up 1.074 1.153 0.980
to 2 weeks

More than 2 weeks, up 1.476*** 1.462*** 1.098
to a month

More than a month 1.515** 1.295 0.787
Number of wards:

1 1 1 1

2 1.194** 1.047 0.993

3 or more 1.617*** 1.187 0.995

Group 4: Nursing and
food services:

Nurses:

81
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Always/nearly always 1 1
enough
Sometimes enough 2.017*** 1.968***

Rarely or never 3.942%** 4.341**
enough
Quality of nurses:

Not poor 1 1

Poor 3.418*** 3.508***
Choice of food:

Yes, always 1 1

Yes, sometimes 2.207*** 2.125***

No 3.582*** 6.734***
Number of observations 57,057 49,415 42,718 37,662 37,230 10,067
Model information:

Number of groups 141 141 135 135 135 135

Observations per 219-6,073 193-5,371 193-445 160-380 156-373 50-104
group

Constant 0.052 0.041 0.037 0.032 0.014 0.058

Variance of constant 0.065 0.061 0.046 0.043 0.019 0.013

Intraclass correlation 0.020 0.018 0.014 0.013 0.006 0.004
coefficient

Covariance matrix 0.065 0.061 0.046 0.061 0.019 0.013
(encode2)

Log likelihood —11,039.8 —8,871.5 —7,856.8 —6,672.6 —5,783.6 —3,784.7

Notes: A tailored version of the 2014 dataset was used for the analysis based on an agreement with the Care Quality Commission. LLID: longstanding limiting illness or disability.

Source: Authors’ calculations using the Adult Inpatient Survey, 2014.
Significance levels: * p<0.05, ** p<0.01, *** p<0.001.
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Figure 2. Trends in the percentage of patients reporting not being treated with dignity and respect or not
receiving help with eating, 2004-2019.

Sources: Estimates for 2004-2014 (dotted lines) are the authors’ own calculations using Adult Inpatient Survey micro-
data (annual versions deposited at the UK Data Archive) and are unweighted. Estimates for 2010-2019 (solid line) are
weighted estimates published in Care Quality Commission (2020).

poor or inconsistent standards of dignity and respect affected approximately 26 per
cent of women over 80 who experienced a long-standing limiting illness or
disability.

The headcount estimates suggest that almost 2.8 million inpatients were affected
by poor or inconsistent standards of dignity and respect on an annual basis, of
whom about one million were aged over 65. We estimate that around 306,000 peo-
ple aged over 80 who experienced a long-standing limiting illness or disability were
affected by poor or inconsistent standards of dignity and respect in 2014, around
190,000 of whom were female.

Figure 2a shows that there was remarkably little change in overall prevalence of
poor or inconsistent experiences of dignity and respect between 2004 and 2019. A
shallow decline in prevalence of poor or inconsistent standards is however apparent

Downloaded from https://www.cambridge.org/core. LSE London School of Economics, on 05 Nov 2021 at 09:33:12, subject to the Cambridge Core
terms of use, available at https://www.cambridge.org/core/terms. https://doi.org/10.1017/50144686X21000568


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X21000568
https://www.cambridge.org/core

Ageing & Society 21

in both the unweighted and weighted data series, particularly in the period after
2010 with a notable improvement in 2015, when prevalence rates were at a min-
imum. An optimistic interpretation of these results would point out that this period
of improvement coincides with increased policy focus in the run up to and wake of
the Frances Inquiry. The deterioration in more recent data points could be asso-
ciated with the austerity-driven workforce and resource constraints examined in
Vizard et al. (forthcoming), but this remains speculative.

Support with eating

We estimate that in 2014, around one-third of survey respondents (30%) reported
needing support with eating during their hospital stay. This is a substantial propor-
tion points towards support with eating being relevant for large numbers of inpati-
ents — around 3.8 million people a year on an annual basis - rather than being a
marginal or specialist issue. The prevalence estimates show that poor or inconsistent
standards affected 39 per cent of inpatients who needed help during their hospital
stay in England in 2014, including 18 per cent experiencing poor standards (Table 1).

Risks of experiencing poor or inconsistent standards are observed to have a nega-
tive association with age, although again we caution against comparisons across
broad age bands. Looking at variations within the population aged over 65, reported
experiences of poor or inconsistent standards of care support are higher for indivi-
duals aged over 80, for women, and for those who experience a long-standing limit-
ing illness or disability. Again, these risks compound, with poor or inconsistent
standards affecting 61 per cent of women over 80 who experienced a long-standing
limiting illness or disability - a staggering figure, and a clear majority.

The headcount estimates suggest that around 1.5 million inpatients were affected
by poor or inconsistent standards in 2014, of whom about 760,400 were aged 65 or
over. Around two-thirds of those who needed help but did not get adequate help
reported that they experience a limiting long-standing illness or disability. We esti-
mate that 313,000 people over 80 who experience disabilities were affected by poor
or inconsistent standards in 2014, of whom 206,000 were female.

Figure 2b shows that there was remarkably little change in reported experiences of
support with eating between 2005 and 2019. An increase in 2011 was followed by a
shallow downward trend which accelerated in 2015, when the prevalence of poor
or inconsistent experiences was again at a minimum, again perhaps reflecting policy
focus and some success in relation to strategies to promote nutritional wellbeing in
the wake of the Frances Inquiry. An upward trend is again observed after 2015
which, as in the context of dignity and respect, may reflect the impact of rising work-
force and resource constraints during a period of low annual increases in public
expenditure on health care (on which, see Vizard et al, forthcoming).

Hospital-level variation

Figure 3 shows the percentages of inpatients who reported poor or inconsistent
standards of dignity and respect (Figure 3a) and support with eating (Figure 3b)
within each hospital trust in 2014. These are raw percentages, not adjusted for
patient mix.
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Figure 3. Inpatient experiences of dignity and help with eating by hospital trust (2014, weighted).
Notes: A tailored version of the 2014 dataset was used for the analysis based on an agreement with the Care Quality
Commission (CQC). The data are weighted using a new set of patient-level weights. These have been calculated
using a differential non-response variable provided by the CQC and a grossing-variable that takes account of the
size of local inpatient populations which has been derived from Hospital Episode Statistics data (Health and
Social Care Information Centre, 2015a, 2015b). Each dot represents a hospital trust, with the exception of specialist
trusts which have been grouped for this analysis. They are ordered left to right from ‘best’ to ‘worst’.

Source: Authors’ calculations using the Adult Inpatient Survey, 2014.

Several trusts are observed to have particularly high percentages reporting poor
and inconsistent standards. Likewise, several trusts (including the group of special-
ist trusts, which are here represented as a single observation) are observed to have
considerably lower percentages. The percentage reporting poor standards of dignity
and respect varied from 1 per cent within trusts at the ‘better’ end of the spectrum
to 12 per cent amongst worst performers, with an average of 3.7 per cent. The per-
centage reporting poor or inconsistent standards varied from 9 to 38 per cent, with
an average of 22 per cent. Amongst those who reported needing help with eating
within each trust, the percentage reporting poor standards varied from 9 per
cent within trusts at the ‘better’ end of the spectrum to 32 per cent amongst
worst performers, with an average of 18 per cent. The proportion reporting poor
or inconsistent standards varied from 20 to 63 per cent, with an average of
39 per cent.
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Predictors of unmet need for support with eating

The multivariate results show that being female rather than male, and experiencing
a disability compared to not experiencing a disability, have positive associations
with unmet need for support with eating after controlling for other factors
(Table 2, Model 4). An extended version of the model includes an interaction term
between age and disability. These results show that the effects of age are moderated
by disability, with point estimates suggesting that disability increases the probability
of experiences of poor care within each age group over 35, and significantly so for
the 51-65 age group and especially for people over 80 (Table 3, Model 6).

The findings above are reported after controlling for proxy responses to the sur-
vey — where the form was filled by a friend, the patient and a friend together, or by a
health professional. However, proxy responses arguably provide an important
source of information in their own right (rather than simply being viewed as a
source of noise or error). Separate analysis, not shown in the table, indicates that
proxy responses are more prevalent amongst people over 80 than in other bands
(with only 66% filling in their forms ‘by themselves’) and are more negative than
responses in general. This pattern is confirmed by the multivariate analysis,
which shows a statistically significant association between proxy responses and
lack of support with eating after controlling for other factors (Table 2, Model 4).
There are at least two possible interpretations of this finding. One is that ‘gratitude
bias’ is less prevalent among relatives, friends and professionals - they are more
likely to state that help was not received when needed than the ‘uncomplaining’
patient themselves. Second, it is also possible that relatives, friends and profes-
sionals are more motivated to assist patients filling in their survey responses, or
to fill them in on their behalf, where they feel the patient was poorly treated (a
‘selection effect’).

Turning to the relationship between unmet need for support with eating and
hospital-level deprivation, unadjusted analysis suggests a positive association
between poor standards of help with eating and higher hospital-level deprivation.
This association remains statistically significant when the first set of independent
variables (patient characteristics) is incorporated into the model. However, once
patient pathway information is included (Table 2, Model 3 onwards), the associ-
ation between unmet need for support with eating and hospital-level deprivation
becomes statistically non-significant.

The group of independent variables introduced in Model 3 (Table 2) relate to
patient pathway and broader dimensions of quality of care. Here, statistically sig-
nificant associations are observed between unmet need for support with eating
and being a non-emergency admission, and between unmet need for support
with eating and staying in a critical care unit. Neither of these effects are statistically
significant in the version of the model (Model 5) which restricts the sample by
excluding patients with no need for assistance with eating. Staying in three or
more wards, and having a longer length of stay (of between two and four
weeks), are found to be important factors based on Model 3 (patient pathway
model), although the effect of the former becomes statistically insignificant when
all factors are controlled for (Model 4), and neither effect is statistically significant
under the restricted specification (Model 5).
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Table 3. Estimates of the factors associated with a high probability of receiving poor or inconsistent help
with eating (odds ratios from multilevel interaction models, Models 6 and 7)

Model 6 (full Model 7 (full interaction model,
interaction model, all restricted sample: respondents who
respondents) need help with eating)
No disability 1 1
Disability 0.969 1.000
Age group:
(1) 16-35 1 1
(2) 36-50 0.909 0.928
(3) 51-65 0.629** 0.836
(4) 66-80 0.587*** 0.858
(5) >80 0.566*** 0.606**
No disability - age group (1) 1 1
No disability - age group (2) 1 1
No disability - age group (3) 1 1
No disability - age group (4) 1 1
No disability - age group (5) 1 1
Disability - age group (1) 1 1
Disability - age group (2) 1.106 0.842
Disability - age group (3) 1.542* 1.087
Disability - age group (4) 1.323 0.846
Disability - age group (5) 1.916** 1.454

Note: A tailored version of the 2014 dataset was used for the analysis based on an agreement with the Care Quality
Commission.

Source: Authors’ calculations using the Adult Inpatient Survey, 2014.

Significance levels: * p<0.05, ** p<0.01, *** p<0.001.

The fourth group of independent variables relate to broader dimensions of qual-
ity of care. Perceptions of the quantity and quality of nursing staff, and food ser-
vices (specifically, whether there is a choice of food), are observed to have
consistent, large and statistically significant associations with the probability of
not receiving help with eating when it is needed during a hospital stay under all
specifications of the model. Whilst these variables are influenced by resources,
they are within the control of the hospital to some extent.

Finally, the results show that there are statistically significant differences between
hospital trusts in the risk of inpatients experiencing poor or inconsistent support
with eating, before any controls are introduced into the model (Figure 4a). These
differences decline after each set of control variables is incorporated into the
model, with a small number of significant differences remaining after controlling
for inpatient characteristics, hospital-level deprivation and inpatient pathway
(Figure 4b). No statistically significant differences between individual trusts and
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Figure 4. The association between individual hospital trust and inpatients’ risk of experiencing poor or
inconsistent support with eating (caterpillar plots, all respondents, 2014).

Notes: A tailored version of the 2014 dataset was used for the analysis based on an agreement with the Care Quality
Commission. The caterpillar plots show the estimated residuals for hospital trusts, that is, the difference between
the random intercept for each trust and the mean random intercept for all trusts. The residuals are calculated as the
difference between the observed score and the score predicted by the regression equation.

Source: Authors’ calculations using the Adult Inpatient Survey, 2014.

Downloaded from https://www.cambridge.org/core. LSE London School of Economics, on 05 Nov 2021 at 09:33:12, subject to the Cambridge Core
terms of use, available at https://www.cambridge.org/core/terms. https://doi.org/10.1017/50144686X21000568


https://www.cambridge.org/core/terms
https://doi.org/10.1017/S0144686X21000568
https://www.cambridge.org/core

26 P Vizard and T Burchardt

the average trust — or between outcomes in trusts at the bottom and top ends of the
distribution — are observed after the full set of controls are incorporated
(Figure 4¢)°

Limitations

Cohort effects and the phenomenon of adaptive expectations are concerns when
evaluating older people’s self-reported experiences. Objective ward-level data on
the numbers of nurses and/or quality are not available and we use AIS reported
staffing of nursing care as a proxy. The interpretation of the effects of these vari-
ables is complex and endogeneity is a possibility. Response rates to the AIS are
not as high as in some other surveys and whilst response rates are generally higher
amongst older respondents, lower responses might be anticipated amongst older
people who experience disabilities and/or dementia (Age UK, personal communi-
cation, 2013). Individuals who die during a hospital stay are not covered by the
sampling frame. The new patient-level weights used in our calculations reflect a
number of approximations (for further details, see Vizard and Burchardt, 2015),
although we still consider them to be an improvement on using hospital trust
weights or no weights at all. As a condition of access, specialist trusts have been
grouped for much of the analysis, which has a small impact on our results, and
the data on hospital-level deprivation does not cover specialist trusts. As a result,
specialist trusts are not covered by the multilevel modelling results. Data restrictions
also mean that it has not been possible to include ethnicity as a control within the
regressions.

Despite these limitations, we believe our results make a distinct contribution,
given the paucity of previous analysis of survey data on older people’s experiences
in hospital.

Discussion, lessons and conclusions

The policy developments discussed in this article mean that, in the English context,
older people’s rights to be treated with dignity and respect, and to support in meet-
ing basic needs such as eating, are now formally recognised as fundamental require-
ments of hospital care. However, prior to our work in this area, nationally
representative statistical evidence on older people’s experience of these dimensions
of hospital care in practice has been limited. Our detailed findings using the 2014
AIS suggest a widespread and systematic pattern of poor or inconsistent experiences
of dignity and of support with eating during hospital stays amongst older people
nationally. Unfortunately, trend data up to 2019 suggest that these problems are
still prevalent.

The analysis suggests that inpatient experiences of poor and inconsistent stan-
dards of dignity and support with eating during hospital stays are not a marginal
or isolated concern affecting a small number of isolated ‘outlier’ health-care provi-
ders, but are a general problem affecting a substantial proportion of older inpatients
nationally. Looking at inequalities within the older population aged 65 or above, the
prevalence of inconsistent and poor standards of care are higher amongst the ‘oldest
of the old’ (individuals aged over 80), amongst individuals who experience a
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limiting long-standing illness or disability (such as cancer or a cardiovascular prob-
lem, a mental health problem or a learning difficulty, or a physical disability such as
a mobility impairment, or hearing or sight loss) and for women. These risks are
cumulative, and the highest prevalence of poor and inconsistent standards are
observed amongst older women over 80 who experience a long-standing illness
or disability.

There are a number of specific lessons from the analysis for future policy devel-
opment. The small improvements around 2015 in the prevalence of poor and
inconsistent experiences that we report in this article provide some ground for opti-
mism that policy focus on dignity and support with eating during hospital stays can
effect change, but renewed and sustained efforts are necessary if improvements are
to continue. This is particularly important given that the context is one of mount-
ing workforce and other pressures on health and care in England, as first austerity-
driven resource constraints and now the COVID-19 pandemic have impacted the
system. The multivariate findings show that the factors that predict unmet need
for support with eating during hospital stays include gender, disability, route of
admission, length of stay and number of wards. Nursing services and food delivery
services stand out as key potential policy levers for the delivery of health care.
Whilst these variables can be negatively affected by resource and workforce con-
straints, they are within the control of hospital trusts to a certain extent. For
example, the Independent Review of NHS Hospital Food (Shelley, 2020) identifies
good practice including flexible and more frequent meals; cleaning, de-cluttering
and ensuring patients are ready; colour-coded trays to indicate which patients
may need help; and support with dentures, swallowing, dexterity (including dealing
with packaging and cutlery), confusion and motivation to eat.

The discussion provides several insights for health-care inspection and regula-
tion. Official monitoring should recognise the possibility of adaptive expectations
and should focus on inequalities within the older population. Monitoring should
be based on narrow age-band disaggregation, with separate identification of the
risks and vulnerabilities of the ‘oldest of the old’, and of the interaction of older
age and other risk factors, including gender, disability and area deprivation. In
addition, whilst we observe a wide variation in the raw percentages reporting
poor and inconsistent inpatient experiences of dignity and support with eating
between different hospitals in 2014, this percentage is too high in the vast majority
of hospitals when compared to intuitive judgements about minimum acceptable
standards. The application of a ‘deviation from average’ methodology for identify-
ing poor performance is therefore likely to result in the under-identification of poor
performance and an over-concentration on the need for quality improvement in a
small number of outliers. We recommend instead the adoption of a ‘minimum
threshold’ methodology, which we suggest is more in line with the concept of a fun-
damental standard as well as capability and rights-based approaches (cf. Vizard and
Burchardt, 2015).

Our analysis also has lessons and implications for the WHO’s healthy ageing
agenda and the goal of ‘establishing health-care services that meet the needs of
older people’ by 2030. Conceptually, our analysis highlights the importance of dig-
nity and support with eating for the characterisation of older people’s functional
ability, capabilities and wellbeing using the healthy ageing model. In policy
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terms, the study highlights the importance of dignity and support in meeting
individual nutritional needs for the design and delivery of person-centred hospital
service environments for older people by 2030. In addition, the discussion has
drawn attention to the importance of national patient experience surveys as an
informational base for developing new older-person-centred health-care indicators.
The healthy ageing literature highlights that, in moving beyond a medical interven-
tion model towards a model focusing on functional ability, capabilities and well-
being in older age, there is a need to develop new measures and metrics that
focus on outcomes that older people find meaningful, drawing on nationally repre-
sentative social surveys (e.g. Michel and Sadana, 2017; Cesari et al., 2018; Marsman
et al., 2018; Sadana and Banerjee, 2019).° Our analysis highlights the potential
importance of national patient surveys within this search for better measures and
metrics, and as a source informational feedback and older people’s voice within
processes of health-care improvement and reform. We recommend that measures
of older people’s experience of dignity and support with eating during hospital
stays, drawing on national patient surveys, are included within the portfolio of indi-
cators that will be used to monitor the delivery of the WHO 2030 strategies and
goals.

Looking forward, the WHO healthy ageing agenda will help to focus inter-
national attention on the importance of health and long-term care systems that
maximise functional ability, capabilities and wellbeing in older age over the next
decade. However, our empirical findings highlight the scale of the challenges
involved in developing an adequate public action response to population ageing
over the next decade and in ensuring that increasing life expectancy is matched
by equivalent or greater increases in quality of life. Our analysis suggests that
even within the context of a high-income country which benefits from a relatively
well-resourced and universal public health-care system, and where policy develop-
ment has accelerated in recent years, the delivery of integrated and older-
personcentred health and care that maximises functional ability, capability and
wellbeing in older age remains elusive.

Data. A tailored version of the 2014 Adult Inpatient Survey (AIS) was made available for the analysis
based on an agreement with the Care Quality Commission (CQC). The 2004-2014 AIS datasets were
made available by the UK Data Service. The CQC holds the copyright of AIS data. Neither the UK
Data Archive nor the original data creators, depositors or copyright holders of the data bear any respon-
sibility for the analysis.
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Notes

1 We acknowledge that the underlying causes of malnutrition are complex and multifaceted and include
socio-economic drivers and disease-related factors as well as functional dependency. However, given the
high prevalence of ADL limitations among older people on admission to hospital — as well as evidence
of ADL functional decline among some older people during hospital stays (e.g. Covinsky, 2003) — outcomes
for older adults who are impacted by ADL limitations may be modified and improved through the provi-
sion of appropriate support (O’Shea, 2017).

2 The OECD’s new Patient-Reported Indicator Survey (PaRIS) aims to promote the systematic use of
patient-reported data within health-care systems and includes measures of both patient-reported outcomes
(proms) and patient-reported experiences (prems). For further discussion, see Fujisawa and Klazinga
(2017) and OECD (2019a, 20195, 2019¢, nd).

3 Findings from other previous studies using the AIS are reviewed in Vizard and Burchardt (2015). The
issue of subjectivity and the possibility of systematic differences in the way that different population sub-
groups respond to user experience surveys raises important questions regarding the validity, reliability and
response bias which can affect the comparability of this data and hence its role in monitoring health-care
outcomes. The issues are not limited to older people since systematic differences in the way that other
population sub-groups respond to these surveys (e.g. by gender or ethnicity) might also occur. The issue
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of cross-country comparability has also been discussed in the literature. For further discussion and the
question of methodological responses to these issues (e.g. arguments for and against controlling by case
mix), see Larson et al. (2019), Paddison et al. (2012) and Ahmed et al. (2014).

4 Further methodological background and sensitivity testing of the new weights is provided in Vizard and
Burchardt (2015).

5 Since data on hospital-level deprivation is not available for specialist trusts, sensitivity testing using a
fixed-effects version of the model which includes specialist trusts but excludes hospital-level deprivation as
an independent variable has also been undertaken. The fixed-effects model including all other controls and
all respondents points towards five trusts being identified as having odds ratios that are significantly higher.
6 The literature and a recent workshop highlight the need for new metrics and measures of intrinsic cap-
acity, functional ability and enabling environments over the lifecourse. The WHO International
Classification of Functioning, Disability and Health, and the WHO Model Disability Survey, which captures
aspects of the enabling environment, including family and social support, personal assistance, assistive pro-
ducts for self-care, mobility etc., have been highlighted as potential starting points for this exercise. The
potential of national social survey data, especially longitudinal data, has also been emphasised. For further
discussion, see Sadana and Banerjee (2019), Michel and Sadana (2017), Cesari et al. (2018) and Marsman
et al. (2018).
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