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Foreword

You can live to be a hundred if you give up all things that make you want to live to be a
hundred.
—Woody Allen

It has always been of interest to me that any discussions of ‘ageing’ are actually
discussions of ‘older age’ as most commentators, writers and indeed researchers
seem to (implicitly at least) imply that ageing begins at 50! The reality that ageing
starts from the moment we are born (or perhaps even before, depending on your
belief system!) seems to bypass thinking in this field. As a result, society is organi-
cally ageist as there seems to be no accepted discourse for ageing during early years
and early adulthood. The discourses for this period of life are instead dominated by
psychological and sociological developmental theories, as if this period of life was
preparation for a period of ageing that is yet to be experienced. Of course, as we all
know, it is these formative years that shape all those that follow and so how we
psychologically, sociologically, spiritually and physically age as younger persons
has a profound impact on our overall ageing trajectory. So, any book that sets out to
address ageing is inevitably caught up in this dilemma of ‘where to begin’ because
in reality a book about ageing is a book about the life course from birth to death!

The authors of Understanding Ageing for Nurses and Therapists of course are
faced with an additional dilemma—Covid-19. At the time the book goes to print we
are still all gripped with the challenges of finding our way out of this global pan-
demic. Whilst some countries have fared better than others in terms of the numbers
of people who have died from the virus, no country has been able to avoid it.
Common to all our collective experience has been the impact that the coronavirus
has on older people and especially those with multiple morbidities and residing in
care homes. At times this has been distressing to observe and difficult to accept the
consequences that so many older people, their families and friends have had to
endure. But of course, what the coronavirus has managed to do is shine a very bright
light on differences across the generations and the impact of different experiences
of ageing across the life course. Whilst young adults can celebrate the fact that the
virus is less likely to make them sick than older adults, they also carry a huge burden
of responsibility to not act as ‘super-spreaders’ as asymptomatic carriers of the
virus. As someone who has worked in the field of ageing for most of my
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professional life, the differences I have observed among age groups during the pan-
demic have been interesting and intriguing—for example, attitudes towards social
distancing and behaviours associated with wearing face coverings. As I engaged in
my daily exercise regime during ‘lockdown periods’ it was interesting to me how
older and younger adults considered the importance or otherwise of things like
social distancing and the fairly cavalier attitude towards it among younger com-
pared with older adults. ‘The invincibility of youth’ is a well-worn phrase, and in
this example it would be easy to be dismissive of younger people as ‘not caring
enough’, but perhaps we need to re-frame such judgements. Perhaps it is because of
the invincibility of youth that healthy ageing is possible at all, as the author John
Green asserts in his book, Looking for Alaska:

When adults say, “Teenagers think they are invincible” with that sly, stupid smile on their
faces, they don’t know how right they are. We need never be hopeless, because we can never
be irreparably broken. We think that we are invincible because we are. We cannot be born,
and we cannot die. Like all energy, we can only change shapes and sizes and manifesta-
tions. They forget that when they get old. They get scared of losing and failing. But that part
of us greater than the sum of our parts cannot begin and cannot end, and so it cannot
fail. (p 220)

Green articulates with some degree of irony the energy required to age with some
degree of success (whatever that really means!). The fact that so many people live
to a grand old age is the success of our time, which not even coronavirus can stop!
The intricate configuration of physiological, sociological, psychological, spiritual
and relational factors, which together with sheer bloody-mindedness and immense
energy for living, means we successfully traverse the life course. The authors of
Understanding Ageing for Nurses and Therapists ‘get’ this and have constructed a
text that is not dominated by the vagaries of the ageing mind and body, but instead
articulates this intricate configuration and the need to continuously update our
beliefs, attitudes and evidence.

I am also conscious though that we can paint a picture of ageing that is pollyan-
naish, whilst the lived experience for many persons is quite the opposite. For some
people, their life course is blighted by various challenges that means there is an
imbalance between the energy needed to traverse the life course ‘healthily’ and the
resources available to them to do so. As a gerontological nurse, I have always been
very conscious of this in my practice and one of the reasons why I feel so passion-
ately about the adoption of person-centred approaches. The older person in need of
care is someone who has managed to successfully bring sustained energy to their
life course, but who in the end has a need for the input of others to help them make
it through to the end. We can either see this as a failure of our body systems to sus-
tain the energy needed to manage the intricacies of life or we can see it as a natural
progression from the ‘invincible independence’ of youth to the ‘insuperable interde-
pendence’ of older age.

The chapters of this book take us through this journey and hold the space for us
to layer our own understandings and interpretations of this lifelong journey. As
Green asserts, it enables us to ‘... change shapes and sizes and manifestations’. At
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a time when the complexities and intricacies of ageing are more challenging than
ever before, when the ongoing impact of global influences and challenges are better
understood and when society is increasingly challenged to shift its norms, then con-
sidering how to age well through this is essential. This book makes an important
contribution to this contemporary picture and will facilitate important debate and
discussion among those who engage with the text.

Brendan McCormack

Divisions of Nursing, Occupational Therapy and Art Therapies

Centre for Person-Centred Practice Research, Queen Margaret University
Edinburgh, Scotland

Omega XI Chapter, Sigma Global
Edinburgh, Scotland
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Understanding the normal ageing processes and mechanisms is of vital importance
for all nursing and allied health and social care professions. This will support them
when providing care for older people, their families and friends across diverse
health and social care sectors. The primary goal of this text is to explore some of the
neglected contemporary issues associated with ageing such as spirituality, sexuality,
death and dying. The aim is to break down barriers and dispel some of the myths
and misconceptions that are often perpetuated across generations, within profes-
sions and throughout care settings.

Given that the epidemiological evidence indicates many people are now living
longer and healthier lives it is imperative that those caring for older people have a
sound knowledge base of what normal ageing involves and how this may affect
people physically, psychologically, socially and spirituality. Conversely, this knowl-
edge will enable them to identify abnormal and pathological deviations from the
norm allowing for a timely intervention. This type of knowledge will enable nurses
and allied health and social care professionals to be more confident and competent
in their care, being prepared to challenge and escalate concerns should these arise
during their practice. It will also enable them to celebrate and share good practice
across the different sectors.

1.1 Demographics and Context

One of the significant achievements of our health and social care systems across
the world is the positive impact this has had upon life expectancy. For example, in
the United Kingdom (UK) the Office for National Statistics [1] tells us that “In
2018, there were 13,170 centenarians (people aged 100 years and over) in
the UK...”

From these figures we can assume that there are more people alive in the world
today over the age of a hundred than at any point in human history. Roser et al.
[2] indicate since the 1900s the global average life expectancy has more than
doubled and is now above 70 years. Yet they are keen to stress despite these
improvements inequalities around life expectancy persist across and within many
countries. The above figures are also reflected by The United Nations [3, p. 9]
which states

While life expectancy at birth has improved, the improvement in life expectancy at older
ages has been even more rapid. ... Globally, a person who is turning 65 years old could
expect to live an additional 17 years in 2015-2020, and this number could rise to 19 years
in 2045-2050

Whilst these improvements in life expectancy are very welcome, it has presented
a major challenge to societies around how we provide high quality and dignified
care for our ageing populations. It must be stressed that these improvements in life-
expectancy relate primarily to high- and middle-income countries and do not reflect
the global picture where life expectancy can be much lower in some of the develop-
ing nations. Interestingly, some of the issues and challenges we face when caring for
older people have been highlighted by the recent global pandemic.
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1.2 A Global Pandemic

By way of introduction to this section we would like to express our utmost respect
and gratitude to all health and social care colleagues across the world for their self-
less sacrifice in the face of one of this century’s greatest challenges. As we moved
towards the completion and publication of this manuscript, the world is caught up in
the grip of a global pandemic, COVID-19 coronavirus.

We have reflected on this very tragic situation and written part of this introduc-
tion around some of the key issues that illustrate and reinforce societies attitudes
and understanding of ageing and crucially how we care for our older people.
Because many of the issues we have experienced in this unprecedented and chal-
lenging time have had serious and catastrophic consequences for all of us but espe-
cially so for many of our older people.

The outbreak of this virus is purported to have originated in Wuhan the capital of
Hubei province in the People’s Republic of China. Due to several factors, globalisa-
tion, and international travel the virus spread rapidly across the globe affecting
every continent, country, and peoples. The impact of this pandemic has been unprec-
edented, with millions of people dying, being hospitalised and in need of specialist
critical care placing tremendous pressure on our health and social care services
resulting in these being stretched to within breaking point. The rhetoric and imagery
used by many countries resulted in the pandemic being described as a war with the
mobilisation of resources, funding, and people to support the ‘war effort’.

The pandemic has brought the best and the worst of humanities values, attitudes,
and behaviours to the fore. Health and social care professionals have displayed hero-
ism and resolve to preserve life and provide the best possible care including end of life
in very challenging circumstance. They have done this with professionalism, altruism
and compassion doing this behind personal protective equipment with dignity, sensi-
tivity and in a spirit of unity and resolve. There is no escaping that the impact of the
virus has been devastating with immediate and far reaching consequences for our
health and social care systems, economies, and the future stability of many societies.

We have witnessed an existential disruption at a global level and the shattering,
fracturing of everything that is meaningful and that adds value to the daily rituals’
routines of everyday life. The term ‘lockdown’ has seen all of us in a state of self-
isolation, with some of the most vulnerable in our communities, having no or lim-
ited contact with families, friends, and communities. Many things that we have
taken for granted, often the ordinary and mundane are being re-evaluated; our work,
relationships, and freedom. Consequently, many people are appraising their beliefs
and values approaching life with new insight and a spiritual lens.

Despite some of the negativity, individuals, communities, and societies have
united, come together and shown determination and solidarity. There have been
many valiant acts of charity and selflessness to support those in need and specifi-
cally our older people. Health and social care professional have died while caring
for those infected with COVID-19 and in need of life saving interventions. The
public have rallied and shown great appreciation as expressed in the “Clap for car-
ers” which is an international phenomenon, occurring in many European countries
and further afield for example in the USA.
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1.3  Older People Inspiring a Generation

During the Pandemic there have been many accounts of older people across the
globe inspiring us with their acts of altruism. One of the most memorable moments
in the UK was the late Sir Capt. Tom Moore at the age of 99 walking 100 laps of his
garden before his 100th birthday to raise £1000 for the NHS. The public were
moved with pride and admiration and by the 30th April the day of his birthday now
Colonel Moore had raised a staggering £32,796,155 for NHS Charities Together
(See https://www.justgiving.com/fundraising/tomswalkforthenhs).

In contrast we have heard of many older people dying in residential and nursing
homes, where care staff have had limited or no access to personal protective equip-
ment and testing. With many of these deaths of older people not even being recorded
in the daily counts or having COVID-19 recorded on their death certificates. In the
United Kingdom this was an outrage with commentators saying older people were
being ‘airbrushed’ out of the data [4]. It also raised some very fundamental ques-
tions about societies perceptions of older people highlighting that age discrimina-
tion still exists in many forms both explicitly and implicitly.

1.4 Norway Chooses a Different Approach

Norway has chosen a different approach to reduce the spread of the virus, and early
on nursing homes were closed for visitors including close family. With a low total
of deaths compared to other countries, the government has decided to gradually re-
open parts of the society and allow socializing in smaller groups. However, (at the
time of writing this introduction, Mid 2020) nursing homes are still closed for visi-
tors. Then, one might ask, what is worst? Being isolated and not seeing family and
friends, or being put at risk of catching COVID-19? These discussions will con-
tinue, as we see that it is often the personnel and not visitors that spread the virus to
residents. In many regions where the risk of infection is low, perhaps visitors should
be allowed? Is it avoiding the disease that is most important, or quality of life for
residents? These questions are important, however, the overall situation for older
people is not really discussed in the Norwegian media. Fear of spreading the disease
is the main concern, thus this might also be a form of discrimination. The situation
is changing with a press release from the Norwegian Government dated 8/4/2020
indicating that the country is to lift COVID-19 restrictions gradually and cautiously.

1.5 Agels Not an Indicator of Ability

Age also seemed to be an arbitrary or even a discriminatory factor in the ethical
decisions around who should be ventilated or not. With speculation that those over
the age of 60 in some countries were not eligible. While this type of criteria needs
to be confirmed post-pandemic it affirms that misconceptions still persist that age
alone correlates with quality of life and that those above a certain age are considered
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to have ‘had their lot” and thereby worthy recipients of death. These types of attitude
place little value on ‘life’ setting up a precedence that the older we are the more
deserving of death. This is a form of eugenics that implies younger people are more
superior (deserving of life) than are our inferior older population.

The World Health Organisation [5] when discussing ageing and health states the
following:

If people can experience these extra years of life in good health and if they live in a sup-
portive environment, their ability to do the things they value will be little different from that
of a younger person. If these added years are dominated by declines in physical and mental
capacity, the implications for older people and for society are more negative.

This quotation underlines and acknowledges that age is not a reason for older
people to engage in those activities that add value, meaning and purpose in life. It is
the role of our societies to enable and support our older people to live healthy and
fulfilled lives and to prevent decline in their physical and mental capacity. United
for All Ages (2020) is one wonderful example of different age groups and genera-
tions from across society coming together to find solutions to issues that impact on
peoples live.

1.6  Positive Attitudes Towards Ageing

Chochinov [6] emphasising the A, B, C, D of dignity conserving care asserts that
positive Attitudes lead to positive Behaviours. When we are caring for older people
and indeed each other our behaviours must always be Compassionate and the vehi-
cle for achieving all of this is Dialogue. Dignity conserving care is not delivered
through words alone but requires action and this action must always be intrinsic,
looking at our own attitudes and how these may influence our values and behav-
iours. Magee et al. [7, p. 9] capture this need for action so clearly when they write
“It is easier to make pronouncement about dignity than to ensure dignified care hap-
pens.” It is the responsibility and duty of all of us who care for older people to be
proactive challenge any attitudes, values and behaviours that may have negative
consequences for the way we care for older people.

Similarly, we must be aware of those organisational, institutional, team and
even individual attitudes, values and behaviours that may lead to the violations of
people’s dignity. These attitudes, values and behaviours can be insidious and very
corrosive if not challenged and removed. One solution to this is to ensure our
attitudes towards ageing are not informed by the negative images and stereotypes
that infiltrate social media and can dominate in some cultures and societies. For
example, we seem to live in an age where youth and beauty is worshipped and
should be preserved at all costs. While natural ageing and growing old are abnor-
mal and should be prevented at all costs. Health and social care professionals are
in a very powerful position to influence change and present a more ‘holistic’ and
normal understanding of ageing and the biological, psychological, social and spir-
itual processes that this entails.
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One of the editors (WMc) was once asked ‘When will you stop teaching and
speaking about dignity in the care of older people?’ The reply was ‘When there are
no longer any violations of older people’s dignity?’

It is self-evident from the pandemic that in the face of great adversity and threat,
some societies and individuals can neglect and fail in their duty to safeguard the
dignity and lives of our older people. While at the same time health and social care
professionals are prepared to compromise their own health and wellbeing to defend
the needs of those who are vulnerable.

Fear, the lack of resources and a failure to ensure that older people and health and
social care staff are adequately protected, by providing the correct personal protec-
tive equipment and testing have been the subject of much debate and criticism.

Fear, ignorance and misconception lead to stereotyping, discrimination, and
inequality in the way that we care for older people. One of the aims of this book is
to ensure that health and social care professionals are given up to date knowledge
and evidence that will inform their own practice, enabling them to recognise when
the quality and standards of care are being compromised.

1.7 The Need for a Holistic and Person-Centred Approach

At the time of writing in the UK over 126,155 people have died within 28 days of
being diagnosed with COVID-19 (many within care homes and community set-
tings) and behind every statistic is a personal story and life narrative. Sadly, the
death and loss of any person irrespective of age has far reaching consequences for
their immediate loved ones, friends, and colleagues and indeed the wider commu-
nity in which they live. Given the sad circumstances associated with these deaths,
people separated from loved ones, isolated and alone in hospitals and being cared
for by health and social care professional wearing PPE. The long term psychologi-
cal and emotional impact may see spouses, partners, children, experiencing adverse
reactions to the loss, grief, and bereavement they have experienced. Similarly,
health and social care professional providing care in these very challenging situa-
tions may experience post-traumatic stress disorder and loss of mental well-being
due to the prolonged exposure in such stressful and highly charged situations.

Never before has there been the need to ensure that the care provided by all
health and social care professional is compassionate, dignified and truly person-
centred and holistic that is ensuring the spiritual and existential dimensions of a
person’s life are acknowledged and supported.

1.8 Legacy and Lessons Learned

The COVID-19 pandemic highlights a vital need for sustained and immediate
investment in how we fund our health and social care services. A key priority must
be an evaluation of how we support some of the most vulnerable within our society
who were most affected our older people. The challenges faced and the issues raised



1 Introduction: Understand Ageing and How We Care for Older... 7

will no doubt, be debated for many years to come. However, one legacy that will
remain, arising from the pandemic globally, are the controversies around the status
of older people and how in some countries the slow response taken to safeguard
them which was wholly inadequate. A major lesson is the need to be more proactive
than reactive. Given the changing nature of the situation almost on a daily/weekly
basis which will be the case for many countries as the pandemic unfolds. This means
that it will be difficult to predict the exact course and outcome of the pandemic.
Because countries have adopted different strategies for recording and tracking the
trajectory of the virus depending upon cultural and political /national contexts will
mean generalisations cannot be made, but the legacy and lessons learned will inevi-
tably be universal.

1.9 Overview of the Book

Understanding Ageing for Nurses and Therapists is a practical resource for all those
responsible for caring for older people across health and social care. It provides a
comprehensive and holistic approach helping nurses, therapists, and social care pro-
fessionals to better understand the impact of ageing upon the person and wider
society. A unique feature of this text is the focus upon positive ageing and the
attempt to dispel and challenge some of the myths, prejudices and negative attitudes
that still prevail towards ageing and older people.

The book is structured around thirteen chapters, excluding the introduction. Each
of the chapters have been written by specialists in their field and presented in an
engaging and interactive style, they draw upon case studies and scenarios to maxi-
mize engagement developing your competence, by informing your knowledge, atti-
tudes, and skills. Chapter 2 explores physiology and ageing considering why we age
and what the underlying processes are, before considering the effects of ageing on
the systems of the body. While Chap. 3 offers an insight into the nature, benefits,
and potential applications of a life history approach within health and social care
highlighting how this is central to promoting the health and wellbeing of older peo-
ple. A neglected aspect of health and social care is the concept of spirituality. This
controversial area is discussed in Chap. 4 which introduces different views on how
spiritual and existential issues may be relevant for older people. The psychology of
ageing is addressed in Chap. 5. This chapter discuses normal age-related changes in
cognition, personality, emotions, coping and control. The author explores how such
changes may affect the everyday life of older people. Chapter 6 introduces the
reader to issues associated with the sexual health of older people. This chapter
affirms that sexual health discussions are an essential part of the holistic assessment
of health and social needs and should lead to interventions that ensure older people
are able to enjoy their rights and live healthy sexual lives.

Preventing the deconditioning of older people is introduced within Chap. 7. The
awareness of important timely interventions can maintain physical function along
with general health and well-being. Therefore this chapter will explore concepts
such as frailty and comorbidity and how these may impact on the care of older
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people. The importance of recognising delirium and depression and how nurses and
therapist may respond are also considered.

The importance of nutrition and ageing are explored within Chap. 8. The chapter
offers an overview of the key factors that contribute to malnutrition in older people,
delving into the evidence base offering a practical approach to the prevention and
treatment of malnutrition in older people. Issues related to the continuity of care for
older people between the hospital and the community environment are outlined in
Chap. 9. Consideration is given to matters such as inter-professional working and
how this takes place along with a discussion of the roles and responsibilities of
social work professionals.

Chapter 10 deals with the fundamental aspect of palliative and end of life care.
Because of the taboos and fears that exist in many societies around death and dying
this can be a neglected aspect of care. This chapter offers valuable insights into
providing good palliative and end of life care with an overarching aim of dispelling
ageism while offering new perspectives.

Globally one of the significant challenges that older people face are issues asso-
ciated with loneliness. Chapter 11 introduces two important concepts in older per-
sons care namely self-neglect and loneliness. The chapter explores a range of factors
contributing to these and ways in which nurses and therapists can work with older
people to address and alleviate these issues. The need for safeguarding older people
is recognised as an integral part of care delivery. Therefore, Chap. 12 explores
human rights in the context of ethical and legal frameworks and how these may be
applied to the care of older people.

Chapter 13 introduces the reader to the importance of governance quality and
inspection or review. These concepts and processes play an important role in ensur-
ing high quality services for older people across the full spectrum of sectors. Robust
governance and quality assurance process ensure that any concerns can be escalated
to the appropriate people and the relevant authorities notified so remedial action can
be taken to safeguard those receiving and providing care.

The delivery of care to older people is constantly changing with new technolo-
gies and innovations being developed that can enhance care while promoting inde-
pendence. Chapter 14 explores how contemporary care may comprise of technology
affirming how this may influence the power balance between the older person and
those assisting them.

From the above overview it is evident that the text introduces the reader to key
dimensions of what it is to be a person, physically, psychologically, socially and
spiritually and how these contribute to the ageing process and can enhance the qual-
ity of life of older people.

Irrespective of whether one cares for older people in an acute hospital setting
or domiciliary, home care. The material and content transcend health and social
care boundaries, providing valuable, contemporary evidence that can inform and
shape practice. Above all this text will encourage reflection, dialogue, and
engagement with some fundamental aspects of ageing, challenging, attitudes,
values, and behaviour so that a more positive and balanced insight towards age-
ing is fostered.
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This book will develop self-awareness and will inform your professional practice
so these are enriched and informed ensuring you have a holistic understanding of
ageing enabling you to care for older people with compassion, dignity and respect.
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2.1 Learning Objectives

This chapter will enable you to:

e understand the underlying processes that lead to ageing,
e know the effects of ageing on the major systems of the body,
* explain why multipathology and multipharmacology are more common with ageing.

2.2 Introduction to the Topic

Chronological ageing begins at birth, and up to adolescence the body grows and
develops to maturity. Somewhere in the mid-20s the process of ageing begins and
continues throughout our life to the point of death. At the time of writing, there is no
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way of stopping or reversing the ageing process. Whether it can be slowed down is
uncertain but, clearly, some people seem to age more quickly than the others and
that some people survive the ageing process better than others. Genetics plays a
great part in our response to ageing, but environmental factors also influence our
response to ageing.

Therefore, there is no such thing as ‘normal’ ageing. However, it is given that we
all age and that there is an increasing need to understand the ageing process because
more people are living longer. In this chapter, I will cover what is known about the
ageing process from the physiological perspective, what is common to everyone
who ages and what the consequences are. Ageing is not a disease and ageing is not
necessarily associated with disease. Nevertheless, ageing is associated with disease
to a greater extent, and the boundary line between the ageing process and disease is
very hard to define. Therefore, while some consideration of the disease processes
that are more common in ageing is inevitable, I wish to focus more on the usual
aspects of ageing and to explain why some diseases are more common in advanced.

2.2.1 Whatls Ageing?
Before reading this section, reflect on the following:

e What is your understanding of the ageing process?
e What effect do you think ageing has on the various physiological systems of
the body?

We all have a general understanding of what ageing is; we see it in the people
around us and we experience it ourselves. We see the signs of ageing and these are
most visible in our skin—especially noticeable in our faces—and our hair. We also
note that posture changes as people age, and they, generally, become less ‘fit’ in the
physiological sense. Ultimately becoming slower with age and suffering some
degree of memory loss. But these are the outward signs of ageing. In concert with
these outward changes, which, in themselves, are very superficial and largely incon-
sequential, ageing is experienced by every system of the body. It is these changes
which are more important, especially in terms of the interface between ageing and
disease and, ultimately, in determining our lifespan. I will cover each system of the
body below. A general description of the ageing process could be that, with time,
our bodies lack the capacity and the resilience they once had. The governing con-
cept in physiology is homeostasis—maintaining a constant internal environment.
Homeostasis requires the integration of several physiological systems and exists to
benefit all the systems and organs in the body, but ensuring that fundamental proper-
ties such as body heat, hydration and the acid-base balance—amongst other things—
do not move too far or for too long from the optimum levels at which they function
best. With age, we become less able to maintain this constant internal environment.
Within limits, this is not a problem to most people as they age; however, extremes



2 Physiology and Ageing 13

of temperature, dehydration or any other physiological challenges are coped with
less well by older people. We all have considerable reserve capacity in our bodies,
but that reserve capacity declines with age [1]. It is especially noticeable in disease
states, which can mount extreme physiological challenges to the body; generally
speaking, younger people cope better with common diseases than older people.

2.2.2 WhyDo We Age?
Why we age physiologically can be viewed in two ways:

e What is the reason for ageing (i.e. why do we not remain forever young?)?
e What are the underlying processes that lead to ageing?

2.2.2.1 What Is the Reason for Ageing?

Considering the reasons for ageing brings us into the realm of theories of ageing.
There have been many theories of ageing and in some, such as the ‘wear and tear
theory’, it is hard to distinguish cause and effect, and these do not really explain
why the phenomenon of physiological ageing takes place. Other theories attempt to
explain the need for ageing and why we do not remain young and, indeed, to live
forever. Ageing is only really observed in humans and domestic animals. Few other
animals age in the same sense as they rarely survive to experience it. Humans, on
the other hand, have managed to extend their lifespans through nutritional, sanitary
and medical advances and have inflicted old age on their domestic animals for simi-
lar reasons. Moreover, although it is generally accepted that there is a maximum
possible lifespan of around 125 years (https://en.wikipedia.org/wiki/Maximum_
life_span; accessed 20 November 2019), the ‘normal’ human lifespan is around
79  years (https://www.factinate.com/things/50-interesting-facts-human-body/;
accessed 20 November 2019). Life expectancy (https://en.wikipedia.org/wiki/Life_
expectancy; accessed 20 November 2019) has been observed to increase steadily
and is predicted to continue, and some humans in isolated communities reaching
extreme old age, with many people now living to mid-80 and beyond [2].

The two leading theories of ageing are the ‘disposable soma theory’ and the
‘antagonistic pleiotropy theory’ [3]. These theories are both evolutionary in nature
and are attempts to explain why ageing takes place and why it may be necessary.
The precise details of the theories are not relevant here but please refer to further
reading. They both, essentially, say that physiologically we invest in the early and
developmental stages of life with the aim of reproducing and that once our repro-
ductive potential is past, we invest less physiologically in our bodies. This ‘invest-
ment’ is in the protective and regenerative functions of our body. As we age, we
become less able to resist infection and to recover from injury. This has consider-
able face validity in the sense that as we age we become more frail, and with ageing
the phenomenon of multipathology—whereby as people age, they tend to accumu-
late diseases—is more prominent.
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2.3 The Underlying Processes that Lead to Ageing

It seems most likely that the biological processes that lead to ageing lie in our genes.
Every structure—except the brain—in the body is continually being renewed and
repaired. This takes place by the production of new cells, and these cells are pro-
duced in the process of mitosis whereby somatic cells divide to produce—in
theory—two identical daughter cells. However, daughter cells are rarely identical to
the cell from which they were derived and rarely identical to each other.

In the process of mitosis, the genetic material—the deoxyribonucleic acid
(DNA)—contained in the chromosomes of the cell nucleus replicates. DNA is com-
posed of ‘base pairs’—pairs of molecules, which should always be the same in
daughter cells and, largely, this is the case. However, the process of replication is not
perfect, and we accumulate ‘mutations’ every time a cell divides [3], and a mutation
is when the same base pair does not appear in a daughter cell as appeared in the
original cell. Since base pairs—or sets of three base pairs called ‘codons’—are the
letters of the genetic code, this accumulation of errors eventually takes its toll. If
cells accumulate ten mutations each time they divide, then after two divisions the
subsequent daughter cell will have another ten mutations and so on over the lifespan
and many thousands of cycles of mitosis [4]. The greater the accumulation of errors,
the more different the daughter cells will become, and the more the structure and
function of the body will be adversely affected until the total accumulation of errors
is catastrophic for the body and it can no longer function. With ageing, the length of
structures at the end of our chromosomes called telomeres reduces. This correlates
with ageing, and in some progeroid syndromes whereby people age prematurely,
the telomeres are shortened. The precise function of the telomeres is unknown, but
it is possible that they have a protective function on the chromosomes and, thereby,
the genetic material. One of the unavoidable causes of damage to our DNA is oxida-
tive stress [5], which is due to our bodies having to survive in a relatively oxygen-
rich environment. Of course, our bodies depend on oxygen, but it is in fact a very
toxic substance. We perceive oxygen as being a positive component of life and,
while this is true, is very reactive chemically and in reaction with, for example, the
iron in haemoglobin, it can form a species of oxygen called ‘superoxide’, which is
very toxic. However, our bodies have a range of mechanisms to protect us against
oxygen toxicity. With age, these mechanisms become less efficient.

Nerve cells such as those in the brain do not undergo mitosis and, therefore, are
protected from the accumulation of genetic errors. However, due to the lack of mito-
sis, nerve cells have a very limited capacity to regenerate, and damage to nerve cells
is very hard to overcome. Other changes related to ageing, again take place in the
brain such as the accumulation of unwanted proteins and areas of damage. Also, the
brain is served by the cardiovascular system, and this is not protected from the accu-
mulation of genetic errors, and there are other age-related changes in the cardiovascu-
lar system—to be considered below—which can have a deleterious effect on the brain.

Despite the theories of some researchers such as Aubrey de Grey of the SENS
Research Foundation (https://www.sens.org/), it is unlikely that human beings can
live indefinitely or even for periods extended beyond the currently recorded
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maximum lifespans, which, for some people, extend into the hundreds and even into
double figures beyond that. But, as is often said by older people: ‘old age does not
come alone’. The writer Jonathan Swift presaged this in Gulliver’s Travels when the
subject of the book met the imaginary Struldbrugs who could never die. Swift
recorded that, despite their immortality, they continued to age and became blind and
bald and suffered other afflictions of ageing.

24 Cancer and Ageing

Cancer—while not confined to old age—is associated with ageing and is a result of
the accumulation of genetic mutations in cells with ageing. The prevalence of can-
cer increases with ageing [6]. Cancer is also associated with risk factors such as
smoking and exposure to sunlight, radiation, way of living and a range of harmful
chemicals called ‘carcinogens’. The combined effect of the accumulation of genetic
mutations with age and the accumulated exposure to risk factors conspire to increase
the risk of cancer, although cancer can arise in the absence of these risk factors. The
body does try to defend itself against harmful cells using a process of ‘surveillance’,
which finds and destroys cancer cells. But the combined accumulation of errors in
old age and the decreasing ability of the body to defend itself against cancer cells
leads to an increase in particular cancer types incidence with age [6].

2.5 Ageing of the Systems of the Body

I will now consider each of the systems of the body and how they are affected by
ageing, and this is summarised in Table 2.1.

2.5.1 The Central Nervous System [6]

The central nervous system is comprised of the brain and the spinal cord. As already
mentioned, the cells in this system are not replaced with ageing, and the cells in the
system cannot regenerate; however, they do have some capacity to form new nerve
connections to bypass damaged areas, for example, in stroke. Therefore, in one
sense, it is protected against the effects of ageing seen in other systems as a result of
the accumulation of errors during mitosis, and in fact, the brain and the central ner-
vous system do not age like other systems. But they do age. In lay terms, with age-
ing the central nervous does ‘slow down’. This effect is not dramatic, but the speed
at which the nervous system works—the speed at which nerve impulses are trans-
mitted—slows, and this is detectable when older people are tested and compared
with younger people on reaction times. However, it should be emphasised that this
effect is very small and unlikely to have much effect in everyday life. Sometimes,
the effect of ageing on the brain is exaggerated, and many stereotypes exist regard-
ing memory and personality. For example, it is commonly assumed that all older
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Table 2.1 Summary of effects of ageing on the systems of the body

System Effect
Central nervous Loss of nerve cells, reduced efficiency of nerve transmission, brain shrinks
system
Skin and hair Skin: Loses fat layers and oil glands, wrinkling and loss of elasticity
Hair loses pigmentation and turns grey
Cardiovascular Atrophy of heart muscle, atherosclerosis
Respiratory Loss of elasticity, rib cage atrophy

Skeletomuscular ~ Muscle: Atrophy and loss of tone and strength
Bone: Loss of calcium, reduction in height, changes to joints

Digestive Reduced acid and enzymes, reduced taste buds, reduced motility

Renal system Reduced filtration capacity

Sensory Eyes: Pupil size decreases, focusing takes longer, thickening of lens
Ears: Decreased sensitivity to high frequencies, decreased pitch
discrimination

Taste: Reduced taste sensation, reduced smell
Touch: Reduced sensitivity to heat cold and injury
Endocrine Reduced metabolic rate, pituitary-hypothalamic axis less responsive
Reproductive Desire and performance persist into seventh, eighth and ninth decades,
atrophy of sexual organs and reduced vaginal fluids in females, reduced
sperm production and enlarged prostate in men
Immune Decreased ability to distinguish ‘self” from ‘non-self’

people have poor memories and that older people grow more stubborn with age.
Nevertheless, memory is affected by ageing, and from approximately the 40 years
old, the efficiency of our memories declines and continues into old age. This is not
usually a problem for two reasons: the effect is usually small, and we have consider-
able reserve capacity in our brains; and as we age, we learn to compensate for
declining memory. Younger people in their 20s may not need to keep a diary of
upcoming events; someone in their 40s and beyond will almost certainly maintain
one. On the other hand, confounding factors are at work, and we also become a great
deal busier in our occupations and social lives as we age, at least up to the point of
retirement. For some relatively young people, however, the loss of memory can
interfere with everyday life and this is a syndrome known as age-associated memory
impairment (AAMI). This is not severe, but it is persistent and a person with AAMI,
while capable of functioning as in, for example, going shopping with the car may
subsequently forget where the car has been parked. Of course, memory loss can
become severe and incapacitating in dementia. It is not known if AAMI necessarily
presages dementia and, in fact, if dementia is an inevitable aspect of ageing, but it is
established that dementia is a condition of old age as the prevalence of dementia
increases markedly with age. Dementia is a syndrome characterised by severe mem-
ory loss, amongst other things, and has several causes. The leading cause is
Alzheimer’s disease, followed by vascular dementia and Lewy body dementia.
There are several other types of dementia, and it is possible to have more than one
type of dementia, which is called mixed dementia. Alzheimer’s disease is character-
ised by the presence of areas of devastation in the brain called plaques and tangles.
The process usually originates in the hippocampus and then spreads to the lateral
areas of the brain, especially affecting the temporal lobes and the cholinergic
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pathways. The brain volume of someone with Alzheimer’s disease is significantly
reduced. However, a definitive diagnosis of Alzheimer’s disease can only be made
post-mortem as biopsies of the brain are not done routinely. However, it should be
noted that there are confounding cases regarding Alzheimer’s disease whereby
some people have vastly reduced brain volume and may even show evidence of
plaques and tangles post-mortem without having shown any sign of cognitive
decline in life. Nevertheless, these are rare cases. The underlying cause of
Alzheimer’s disease is not known and there is no cure; the process of cognitive
decline cannot be reversed, and the use of drugs to restore the cholinergic pathways
is minimal and short-term. Alzheimer’s disease and other forms of dementia are not
inevitable with old age, but it is associated with age. It is possible that if we all lived
long enough, we may well all develop some form of dementia.

Regarding personality, it is known from longitudinal studies of ageing that per-
sonality is a stable construct; if we are born with a particular personality type, we
take that personality type into old age and eventually we die with that personality
type. It is worth noting that—in the absence of some form of dementia—intelli-
gence does not reduce with age as demonstrated in longitudinal studies. Intelligence
is composed of fluid and crystallised intelligence. Fluid intelligence is used to solve
problems and crystallised intelligence is analogous to wisdom. It is known that fluid
intelligence declines with age, but that overall intelligence does not. Therefore, with
age we compensate for changes in fluid intelligence by using crystallised intelligence.

2.5.2 Skin[7]

The organ in which the process of ageing is most noticeable is the skin. This is
because the skin covers the body and is visible, especially the face and hands.
Likewise, the hair is visible, and the effects of ageing can be seen here too. The
skin is a layered organ composed of tissues with proteins composed of elastin and
collagen. We see the surface of the skin and the effects of ageing are noticeable
here, but the skin is a layer of keratinised cells; it is dead, and the changes we
notice are a result of changes in the layers beneath that. What we first notice about
the ageing process in the skin is the development of wrinkles around the eyes and
on the face generally. Then in later life, the skin starts to sag around the body.
These changes are visible due to the main effect of ageing on the skin, which is a
reduction in the protein elastin, and thereby a loss in the elasticity of the skin. This
means that the skin does not hang as tightly around the body as we age, and it is
easier to distort and slower to regain its initial form. The skin generally becomes
thinner with age, and the combination of the ease with which the skin can be dis-
torted and its thinning mean that the skin is more easily damaged as we age. The
skin is also slower to repair in older age due to a less effective immune system, a
reduced healing process and a lower blood supply to the skin. In addition to these
changes, the layer of fat underneath the skin—the adipose layer—becomes thin-
ner with age, and the insulating effect of the skin is reduced leading to a lower
resistance to low temperatures.
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2.,5.3 Cardiovascular System [8]

The cardiovascular system is composed of the heart and the blood vessels, and it is
adversely affected in ageing. It is important to understand that the cardiovascular
system has considerable reserve capacity. In other words, healthy older people can
adapt to the changes in the cardiovascular system, and the effects of ageing are only
apparent if the system is challenged. For example, running to catch a bus will gener-
ally be harder for someone as they age, but going about the normal activities of daily
life will not be affected. The effects of ageing on the cardiovascular system are
threefold: loss of elasticity in the vessels of the system, the atherosclerotic changes
in the walls of the arteries and the effects of ageing on the cardiac muscle. The loss
of elasticity in the vessels of the cardiovascular system arise from ageing changes in
the proteins that constitute the blood vessels. This loss of elasticity means that the
system cannot adapt as rapidly as we age and, therefore, cannot accommodate
changes in blood pressure as well as when we are younger. In the arteries, this is
compounded by the atherosclerotic changes in the vessels whereby fatty deposits
accumulate in the walls of the arteries, and calcium also accumulates making the
walls of the arteries stiff. The heart is a muscle and all muscles age, but becoming
atrophied and, thereby, weaker which means that blood is not circulated as effi-
ciently with age, and the heart becomes less able to adapt to the changing needs of
the body, especially when the blood circulation needs to be increased.

2.5.4 Respiratory System [9]

The respiratory system is affected by ageing by a reduction in both lung volume and
lung elasticity. The latter arises due to a reduction in elastin in the structure of the
lungs. In common with the cardiovascular system, the respiratory system has con-
siderable reserve capacity, and we rarely call on all the capacity of the lungs as we
carry out normal activities of living. However, if we challenge the capacity of the
lungs, for example, in vigorous exercise, we observe the effects of ageing. Younger
people have greater lung capacity than older people resulting from both the reduced
elasticity and volume, and this affects all of the aspects of lung function. The prin-
cipal effect is that the ability of the lungs to transfer atmospheric oxygen to the
blood is reduced, and the concomitant ability to remove carbon dioxide from the
blood to the atmosphere is reduced. Of course, the respiratory and cardiovascular
system work together—sometimes referred to as the cardiorespiratory system—to
oxygenate the blood, and it is very hard to consider one without considering
the other.

2.5.5 Skeletomuscular System [10]

The skeletomuscular system is composed of the skeleton and the skeletal muscula-
ture, and both aspects are prone to the effects of ageing. The skeleton is composed
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of bone, and with age the bone tissue becomes less dense. This process is osteopo-
rotic, and it takes place in both men and women, but only if it is causing a problem,
for example, by bones collapsing or fracturing easily and even spontaneously (a
pathological fracture) in someone identified as having the disease of osteoporosis.
Other changes to take place in the skeleton affect the bones and the spinal cord,
respectively. With age, the weight-bearing joints—knees and hips—accumulate
damage, and articulation at these joints becomes less easy. This process is osteoar-
thritis—as distinct from rheumatoid arthritis (to be described later)—and can, in
extreme cases, cause pain and immobility. It is a natural part of the ageing process,
but not every older person is identified as having osteoarthritis. In the spinal cord,
the cartilage, which separates and cushions the vertebrae, becomes thinner, and this
can lead to a degree of deformity in the spinal cord known as kyphosis whereby the
spinal cord curves outwards and the person develops an increasing stooped or
‘hunched’ posture. The thinning of these discs of cartilage decreases the distance
between vertebrae and this leads to a loss in height. Again, these changes are quite
normal, but for a few people can become problematic. The muscle tissue atrophies
with age leading to a reduced muscle bulk and a progressively weaker musculature.
This is not, in itself, problematic as the musculature, in common with many sys-
tems, has considerable reserve capacity but with age, combined with the effects of
ageing on the cardiorespiratory system, the muscles become less efficient, espe-
cially if challenged as in extreme or unaccustomed exercise.

2.5.6 Digestive System [11]

A major component of the digestive system—running from the mouth to the anus—
is smooth muscle, and like all the muscles of the body, this ages by atrophying.
Nevertheless, the effects of ageing on the digestive system are quite minimal and
often exaggerated. There may be a small propensity towards constipation with age
as the smooth musculature weakens, but constipation is multifaceted, having other
physiological and behavioural causes, so it is hard to isolate the effects of ageing on
the smooth muscle of the digestive system. Changes in other systems such as the
sensory system (affecting smell and taste) to be described below will also have an
influence on the digestive system as older people’s dietary habits may change. There
is some evidence that the secretory and the absorptive functions of the digestive
system reduce with age; again, this is likely to have a minimal effect under normal
circumstances.

2.5.7 Renal System [12]

The renal system is composed of the kidneys and the urinary bladder. The main
effect of ageing is on the kidneys, which reduce in volume and have less capacity to
filter the blood. In normal health, this is not a problem but in disease, especially if
the kidneys are affected, it can induce renal failure. Another consequence of reduced
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filtration with age is that many drugs are cleared from the blood less efficiently, and
this can alter their therapeutic index whereby lower doses of some drugs may be
required in older compared with younger people, and side effects and toxicity can
develop at relatively lower doses.

2.5.8 Sensory System

It is conventional to consider the sensory system under the ‘five senses’ of sight,
hearing, touch, taste and smell, and I will consider each of these in turn.

2.5.8.1 Sight [13]

It is very rare for sight not to be adversely affected by ageing. Wearing spectacles
becomes increasingly common with old age, and this is mainly to correct long-
sightedness, which develops as a result of changes in the shape of the lens in the eye.
We also become less able to accommodate changes in light as a result of biochemi-
cal changes in the eye in the rods and cones, and with age the outer surface of the
eye becomes increasingly opaque. This develops more quickly in some people who
develop what are known as cataracts.

2.5.8.2 Hearing [13]

Another almost inevitable feature of ageing is a reduction in hearing. The range of
sounds we can hear as we age reduces. The bones of the inner ear, which translate
sound from the outer to the inner ear, become fused and less able to transmit that
sound making hearing within the normal range of speech more difficult leading to
some degree of deafness.

2.5.8.3 Touch
Sensitivity to touch declines with age, and this includes the senses of cold, heat
and pain.

2.5.8.4 Taste and Smell

It is hard to separate taste and smell as the taste is largely dependent on our sense of
smell. Both the sense of taste, on its own, and the sense of smell decline with age,
and the effect of the decline in the sense of smell compounds the decline in the sense
of taste.

2.5.9 Endocrine System [14]

In common with other systems, the endocrine system is affected by age, and this is
manifested as a reduction in the extent to which the endocrine system responds to
changes in the body. The link between the brain and the endocrine system is the
hypothalamus pituitary axis, whereby changes sensed by the brain are passed on the
pituitary system which, in turn, controls the endocrine system. This axis becomes
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less responsive with age, and one manifestation of this is the decreased ability to
acclimatise as we age when we change time zones and move between regions of the
world, where the temperature differs markedly.

2.5.10 Reproductive System [15]

Changes in the reproductive system are related to changes in the endocrine system,
which release the sex hormones oestrogen and testosterone. These hormones are
responsible, respectively, for the development of secondary sex characteristics in
females and males and achieving reproductive potential. The levels of sex hormones
in the body decline with age, and both sexes can report a reduction in libido.
However, there is an abrupt change in the reproductive system in females, which
mainly takes place between the ages of 40-50 called the menopause. The experi-
ence of the signs of menopause, principally hot flushes and changes to a cessation
of monthly periods, varies between women, but ultimately ovulation ceases and
reproductive potential ceases. In men, the effects of ageing on the reproductive sys-
tem vary. The experience of the effect of ageing on the reproductive system in men
also varies, but in men the effects are less severe and less abrupt. Loss of libido can
occur and erectile dysfunction; however, men continue to produce sperm and main-
tain reproductive potential into old age.

2.5.11 Immune System [16]

The functions of the immune system reduce with age leading to an increased prone-
ness to infection. The ability of the immune system to distinguish self from non-self
also declines, and the incidence of auto-immunity—whereby the immune system
can attack and destroy normal body tissues—increases. One common outcome of
this is the disease known as rheumatoid arthritis. This is not a normal part of ageing
but is more common with age.

2.6 Consequences of Physiological Ageing

Ageing is unpredictable in any individual, but the consequences for older people as
a group are abundant. The distinction between the normal aspects of ageing and
pathophysiological aspects of ageing is hard to define. Moreover, ageing itself is not
a disease process, but for some people the combined effect of ageing on several
systems can take a toll, and this can range from frailty—a general lowering in resil-
ience to adversity and decreasing ability to carry out usual activities of daily liv-
ing—to multipathology—where several pathological conditions coexist in one
individual. The prevalence of both frailty and multipathology increases with old
age, and one consequence of this is an increase in polypharmacy—the use of several
drugs simultaneously [17]. Polypharmacy, in turn, brings its own problems with
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drug interactions and side effects. This is a particular problem in older people due
to the reduced renal filtration referred to above, which necessitates reduced dosages
of many drugs.

2.7 Mitigating the Effects of Ageing

Chronological ageing, of course, cannot be slowed, halted or reversed. It is also
disputable how much the effects of ageing can be mitigated, but there are proposed
markers of healthy biological ageing [18]. The evidence that the effects of ageing on
the brain can be slowed down or dementia prevented, in vulnerable people, are
mixed. Contrary to common misconceptions, the effects of ageing on the brain are
not slowed down by using the brain, for example, by solving puzzles or engaging in
intellectual activities. On the other hand, there is evidence that being physically
active, especially throughout life, does have beneficial effects on the brain. In terms
of the physical effects of ageing, exercise is definitely beneficial for the skeletomus-
cular and cardiorespiratory systems. Briefly, weight-bearing exercise is beneficial
for the skeleton as it helps to prevent osteoporosis and likewise helps to maintain
muscle mass and muscle strength. Likewise, exercise for older people can improve
cardiac output and respiratory function. Clearly, it is better to enter old age fit, but it
is also clear that taking up exercise in old age is beneficial; it is never too late.

2.8 Summary

That the body ages physiologically is indisputable. Why the body ages physiologi-
cally is unknown, and how the body ages is only dimly understood. While the
answer to the causes of ageing possibly lies largely in our genes, there is probably a
combination of factors causing the body to age physiologically.

2,9 Suggested Further Reading and URLs

Theories of ageing are reviewed in this excellent article by Kunlin Jin (2010) titled
‘Modern biological theories of aging’ published in Ageing and Disease: https://
www.ncbi.nlm.nih.gov/pmc/articles/PMC2995895/

Aubrey de Grey believes that ageing can be halted, allowing people to live
forever. It is worth listening to this charismatic and effective public speaker,
whether or not you agree with him. George Williams (see Antagonistic Pleiotropy
Theory of Aging below) believes that anti-ageing research is a fundamentally
foolish endeavour, a ‘chase after the fountain of youth’. https://www.ted.com/
talks/aubrey_de_grey_says_we_can_avoid_aging

Ageing is not necessarily accompanied by disease, but some diseases are more
common with and appear to be related to ageing and they are reviewed here: https://
www.age.mpg.de/healthy-ageing/age-related-diseases/dementia/
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Baltimore Longitudinal Study of Aging. One of the longest established studies of

ageing; access requires registration here: https://www.blsa.nih.gov/

Can Science extend lifespan and improve the quality of late-life health? Dr.

Jennifer Tullet, Biosciences lecturer and researcher at the University of Kent, dis-
cusses current research into the ageing process (mostly about worms, but very inter-
esting). https://www.youtube.com/watch?v=qRn5hHJi_Ds

The Lothian Birth Cohort of 1921 and 1936. These longitudinal studies of ageing

are amongst the most definitive on the effects of ageing on cognitive function, phys-
ical function and health, and the complete list of publications can be accessed here:
https://www.lothianbirthcohort.ed.ac.uk/
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3.1 Learning Objectives

This chapter will provide you with the knowledge to:

e Identify how ideas from the sociology of ageing can “shape” an individual’s
experience of growing old

* Examine the importance of narrative and biography to personal well-being

* Reflect upon ways in which a “life history” approach can enhance the care of the
older person in a range of health and social care environments

3.2 Introduction

Ageing is a multifaceted and complex phenomenon with biological, psychosocial,
cultural and spiritual factors playing a vital role in determining why and how we
grow old. As Phillips et al. observe [1], each facet of ageing is intimately and
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inextricably related: biological senescence (the physical process of ageing) both
determines and is determined by our psychological, spiritual and social well-being.

This chapter focuses explicitly upon the sociological dimension of ageing, ways
in which society can influence our attitudes towards older people and, therefore,
from a health and social care perspective, helps to define the quality of care which
they receive. It will draw upon ideas from the general discipline of sociology and
social gerontology, a subset of gerontology (the study of ageing), which has enjoyed
a recent surge in popularity amongst the health and social care research community
[1-3]. The nature and importance of life history or life story/biographical approaches,
as imbedded in and evolving from sociological discourse, will also be explored.

Throughout the chapter, readers are encouraged to reflect upon and explore the
application of ideas within their own care settings through practice examples and
reflective activities. This will offer an opportunity to examine personal views about
age and ageing, which are central to effectively meeting the care needs of older
people in a variety of care environments.

3.3  Social Theories of Age and Ageing:
An Introductory Overview

There are many distinct ways of viewing and explaining society. Which theoretical
position is adopted will depend upon a sociologist’s preferred perspective or under-
pinning value position about how the social world works [4]. As theoretical stand-
points are numerous and complex, an attempt has been made to simplify and
categorise some of the main themes which have emerged and highlight their rele-
vance to working with older people in the health and social care sectors. In particu-
lar, there is focus upon a number of key ideas, which underpin and inform life
history approaches.

3.3.1 Traditional Approaches

Theories of society can be broadly distinguished between those that propose “top
down” or “bottom up” explanations about society, which in turn will influence how
society is investigated and recommendations for promoting social well-being. “Top
down” theories offer what is sometimes referred to as macro or structural perspec-
tives [4]. These are concerned with the way in which the different parts or founda-
tions, which make up the fabric of society, fit together and interact. For example,
what role do institutions such as the economy, politics, religion, education and
healthcare play in influencing when a person is defined as old and their existential
journey through the later stages of the life course. Conversely, “Bottom up” or
micro, social action perspectives highlight the experiences and choices which we
make, our individual “agency”, throughout our lives. This will in turn impact upon
our own attitudes towards meanings and expectations of old age with individuals
rather than society controlling how old age is viewed and experienced [4].
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Another dilemma which concerns sociologists is that of consensus versus conflict.
Do societies exist in harmony and order through shared goals, values and beliefs
systems or are they characterised by division and inequality [1, 4]? Both premises
have many potential applications to healthcare and the social position of older peo-
ple. For example, as people grow older, do they tend to “disengage” from their nor-
mal social roles and contacts including employment: a mutually beneficial transaction
between the older person and society, which enables the transfer of power from the
old to the young, and thus the continuing stability of a natural (evolutionary) social
order? Or does society (and the older individual themselves) benefit from our seniors
remaining active and involved in old age, either adopting new roles and social identi-
ties or continuing with the lifestyles beliefs and behaviours, which they have acquired
earlier in their life course [4]? Each of these approaches emphasises the need to
maintain a harmonious and stable society, although have differing views about the
ways in which the older generation can contribute to this goal.

Conversely, conflict theorists working within the wider remit of critical sociol-
ogy focus upon inequality, imbalances in power relationships and the way in which
structural factors, including wealth and privilege serve to oppress and disadvantage
certain social groups such as the old and frail [3, 4]. There are many variants on this
theme, for example, attributing the loss of power and influence in old age to the
growth of industrialisation and modernisation or demonstrating how a person’s sta-
tus and prestige are dictated by the age group or strata to which they belong, thus
determining access to social opportunity and resources. This includes investigations
into the way in which specific social institutions such as a county’s welfare system
including nationalised healthcare systems, may construct dependency and disem-
powerment in old age, rather than helping their older clientele [5].

3.3.2 Contemporary Approaches

Some of the more contemporary sociological approaches to explaining ageing adopt
a much more nuanced and individualistic standpoint, focusing upon micro-level
interactions which occur and define our own personal experiences of ageing. An
example of this is Lars Tornstam’s developmental theory of gerotranscendence,
which proposes that as we become older we tend to move beyond the rather limited
narrow views of life associated with our younger years, becoming less self-centred
and more focused upon things that are meaningful to us and that we enjoy [6]. This
involves recalling and re-examining the lives we have lived and the choices we have
made. The ability to reminisce and place meaningful interpretations on past life is
of vital relevance to the notion of life history and will be expanded upon in a subse-
quent section.

The therapeutic benefits and enhanced life satisfaction associated with the pro-
cess of gerotranscendence have been widely documented. These include greater life
satisfaction, increased resiliency in retirement, enhanced motivation and the promo-
tion of physical and mental well-being [6]. In addition, as Rajani and Jarwaid [6]
observe, Tornstam’s theory is interesting because, as a natural process, it has
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universal applicability across continents, cultures and care settings. From a caring
perspective, it potentially provides nurses and other health and social care practitio-
ners with a useful frame of reference to promote positive attitudes towards
growing old.

3.4 Ageism, Stigma and Stereotyping

Social attitudes towards ageing and the nature and persistence of social stereotypes
are a key concern for social gerontologists. Prejudice and oppression may occur at
any stage of the life course although much attention has been focused upon the
impact of these processes upon older people and the often deleterious outcomes for
their well-being [7-9]. Ageism refers to treating people differently and generally
less favourably because of their age and arises from prejudices and intolerant beliefs
systems, which often have their basis in damaging and inappropriate stereotypes.
The latter refers to a set of fixed and overgeneralised ideas that are held about people
or social groups. Negative stereotypes generate a fear of difference, people who are
perceived as not “like us” or “the other”, and involve a process of labelling individu-
als with social characteristics, which is viewed as unacceptable and undesirable.
This results in stigma, which may be “felt” by the individual as a mark of shame and
disgrace and “enacted” by other members of society through discriminatory and
exclusionary behaviours [10].

Ageism directed against older people is perceived as having its basis in a set of
“myths” or misconceptions about the abilities and social value of our elders. Older
people may internalise these values, thereby reinforcing and perpetuating the ste-
reotypical assumptions that are held by the wider members of their community [7,
10]. Conventionally, Western societies are regarded as more ageist than Eastern
societies, focusing upon decline and physical, cognitive and financial ineptitude
rather than the spiritual growth and acquired wisdom of advancing years. Yet, both
these views have been subject to challenge citing the pervasive presence of ageism
across all cultural boundaries and the availability of social and economic resources
being the most influential factor in determining attitudes towards our older citizens
[11]. Moreover, older people may not merely experience discrimination on the basis
of age but are often subject to multiple oppression, relating to the intersection of
other categories of social such as race, ethnicity and gender, which may lead to
significant poverty, ill health, housing disadvantage and social isolation, creating a
“double” or even “triple jeopardy” of social discrimination [12].

3.4.1 Impact of Ageism

The potential scope and consequences of ageism are far-reaching. In the context of
health and social care, beliefs and misconceptions are often deep-rooted and resis-
tant to change, serving to undermine the quality of care provided and appear to
persist across a wide range of international healthcare systems [9]. Such ageist
assumptions are frequently implicit and expressed through unconscious bias rather
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than explicit actions and behaviours, therefore, potentially becoming an inherent
feature of everyday practice [13].

Developing awareness of our hidden and sometimes institutionally entrenched
prejudices and beliefs about ageing is essential for healthcare practitioners to ensure
that we remain non-judgemental and deliver the highest quality of care possible. In
response to this, a number of initiatives have been developed to counteract ageism
amongst healthcare workers, with some excellent examples of high-quality practice
both locally and internationally [14, 15].

There is increasing emphasis placed throughout the international literature on the
importance of successful and active ageing [2]. Both these concepts attempt to
countermand conventional negative stereotypes of older people with a more positive
image of the social value and contributions that can be made in later life, stressing
the importance of exploiting talents, experience and skills gained over the life
course to promote a healthy and productive old age. However, such approaches have
also been subject to rigorous criticism, accused of privileging the “young old” over
the “frail old” [2, 3]. This has the effect of devaluing the experience of older people
who by virtue of comorbidities and dependency may be unable to meet the criterion
set by the “happy gerontology” paradigm [3, p. 93] but may equally regard their
lives as rewarding and worthwhile [2].

On a micro-interactional level, other commentators have focused upon the ben-
efits of promoting intergenerational relationships in combating ageist beliefs and
misconceptions and sharing generational activity within intergenerational contact
initiatives [14, 15]. Intergroup contact may be employed in several ways, for exam-
ple, via family relationships, friendships, social and healthcare contact and every
day interactions [14]. Alleged benefits include a reduction in negative attitudes
towards older people and damaging age stereotypes, thus helping to counteract both
direct and indirect ageism, providing opportunities for forging friendships and
closer intergenerational ties [14].

The following practice example demonstrates how an intragenerational approach
can be implemented within a health and social care setting.

Practice Example: The Role of Intergenerational Playgroups in Aged Care

Maria is an activity and lifestyle therapist in a residential care facility for
aged residents with mild to moderate cognitive impairment. She has recently
become concerned about a lack of interaction between residents and an
apparent apathy to join in with some of the social activities. However, Maria
has noticed that some of the older people seem to become notably more ani-
mated and actively engaged in their surroundings, in the company of children
who often accompany visiting family members.

Maria raises this issue at the weekly staff meeting. Johan, one of the regis-
tered nursing practitioners, says that he has recently read an article about the
benefits of intragenerational playgroup and wonders if it might be possible to
introduce a similar scheme in their own establishment. Following discussion
with the care managers and ensuring that legal and professional guidelines
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for safe practice are in place, Maria devises a diversional therapy/lifestyle
programme, which facilitates interaction between three generations: the older
residents, child carers (parent’s relatives and nannies) and preschool chil-
dren. This comprises a weekly 2 h session facilitated by a diversional thera-
pist and involving participation in and variety of shared activities including
singing, baking, painting and structured and unstructured play. A month’s
trial period is commenced.

Feedback suggests that everyone has benefited from this activity, increas-
ing awareness and understanding of the needs of different age groups. For the
older people, it seems to have provided them with a new zest for life, allowing
them to make new friends, giving them a more clearly defined sense of roles
and purpose and increasing their sense of dignity.

3.4.2 Thelmpact of Language

One interesting dimension of social interaction which makes a significant contribu-
tion towards what we believe and, therefore, how we behave is the role of language.
This has led to a theoretical conundrum known as the Sapir-Whorf hypothesis. Put
simply, does language determine thought or does thought determine language [16]?
The power of words is undeniable. When we refer to the “miserable old man”, the
“sweet little old lady” or even “the elderly”, we are reflecting not only ageist, but
powerful gender stereotypes making automatic and damaging assumptions about
person’s roles, intentions and capabilities. We are also at risk of devaluing individu-
ality and personhood through the process of homogenisation (allocating all older
people to one social category) and infantilisation (treating older people as children),
and therefore, incapable of choice, control and self-determination [10].

In health and social care, comments are often made using powerful language to
describe the global demographic shifts in age structure such as the “greying” of the
population or the “Silver Tsunami” and the perceived increased burden, which this
places on healthcare resources. Jenny Bristow [17] has referred to this emotive and
homogenising choice of words as “Doomography”, claiming it is indicative of a
wider gerontophobia, the idea that the increasing numbers of elderly population are
a threat to the well-being of the wider population.

Reflective Question 1

Can changing the words which we use alter our views of older people?
Reflect upon the terms and expressions which you use to describe older

people within your own workplace.

— Do they generate positive or negative images of growing old?

— Does this have an impact upon the way that older people are treated?

— Will changing the language and terminology have a direct impact upon the
quality of care that we can provide for older people and their carers?
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Just as language can play an important role in determining how we think about
older people, it also forms a vital medium in enabling older people to communicate
their life stories, hopes, dreams and aspirations: how they were, are and want to be
viewed as a person, helping us to challenge our biases and stereotypical assump-
tions. The following section considers how the power of narrative, past and present
can be employed as a therapeutic tool to promote compassionate person-centred care.

3.5 Life History Approaches: Introduction and Origins

Growing old should not be viewed as a singular event but a natural continuation of
the life course and the culmination of previous life experiences [7]. There are many
different dimensions of our existence, which make us the unique person we are
today, family, work, leisure, loves, hates and fears. A person’s present is inextricably
linked to their past. Life history approaches empower older people to communicate
the stories of their lives, linking past to present and enabling us as carers, to see the
person beyond the diagnosis [18].

Life history methods were initially pioneered by anthropologists and later
adopted by sociologists in an effort to better understand the life experiences of spe-
cific social groups, for example, native American Indians and other indigenous
communities [4]. This was later adapted and applied to the healthcare arena by
social scientists of symbolic interactionist tradition, such as Erving Goffman in his
landmark studies of the experience of mental illness within institutional settings
[19]. The importance and practical relevance of the approach has enjoyed a popular
revival within contemporary gerontological nursing literature and regarded as fun-
damental to the ethos of delivering person-centred care [20].

3.5.1 Explaining Life Story Work

Essentially, life history, also referred to as biography or life story work, is used as a
practical intervention with the aim of promoting person-centred care [18]. In rela-
tion to preferred terminology, most contemporary authorities tend to adopt the
expression, “life story work”, perhaps to distinguish this very specific application
from broader methodological approaches within the social sciences. Therefore, this
will also be the preferred term for the remainder of the chapter.

As we have noted in the previous sections, damaging stereotypes about older
people often operate by way of generalisation, based upon the premise that all older
people share common, often negative characteristics, which do not allow for varia-
tion and individuality. For health and social care practitioners, this may create a
barrier in our ability to provide holistic person-centred care. Life story work helps
us to visualise life from the perspective of the storyteller [20]. This assists us in
countering our misconceptions about ageing, providing a framework which we can
utilise to understand the uniqueness of our older patients and clients, and ensuring
that the care needs of both themselves and their family and/or carers are central to
the care planning process [21]. The “taking it further” example at the end of this
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section provides a specific account of some of the way in which narratives provided
by older people can enable a clearer insight into their world in addition to improving
cognitive and physical function.

Life story approaches are particularly pertinent to the area of dementia care,
where older people are often unable to communicate specific characteristics of their
identity. Tom Kitwood’s seminal work on the need to preserve personhood of peo-
ple with dementia through the implementation of person-centred care highlights the
importance of biography in helping to restore self-esteem and social identity [22].
Additionally, understanding and validating what often appear to be challenging or
irrational behaviours from the perspective of the person with dementia is of vital
importance. Adopting a life history approach enables a “Deep Dive” into an older
person’s past which in turn assists in rationalising their present, thus supporting the
implementation of appropriate strategies and techniques to de-escalate traumatic
events [18, 23].

Reflective Question 2
Think about what is important to you about your life making brief notes on
the following:

What do you value?

— Who do you value?

What are the things in life that contribute to your sense of self?

What are the things that make you who you are/are part of your identity?

Imagine you were put in a situation where you were unable to communi-
cate these important personal characteristics to the people around you.

— How would you feel? How might this impact upon your own and other
people’s perceptions of your social value?

— Which of the things you think that define you, as an individual person, do
you consider the most important?

All the factors identified above are what helps to establish our status as a person
determining our individual needs and aspirations. Denying or ignoring these ele-
ments of being can result in a process of social devaluation leading to a lack of
agency and social esteem. Knowing and respecting a person’s unique biography can
restore help to make them feel valued with an important role to play in their future
care and well-being.

3.5.2 Life Story Work: Benefits and Applications
The alleged benefits of life story work have been widely documented throughout the

literature (i.e. [18, 20, 21, 23]). Common themes focus upon the restoration of per-
sonhood, increased collaboration and partnership and enhance the ability to make
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cognitive, interpersonal and practical connections. From the perspective of the older
person, accessing memories of significant events and past achievements is perceived
as fostering a sense of pride, restoring dignity and self-esteem and building resil-
ience [18, 21]. Active participation within the care process can create a sense of
ownership and agency, determining what information is disclosed and how this
might be used to inform their future care. Moreover, the advantages associated with
the process of reminiscence are perhaps not merely confined to aspects of mental
well-being. Reflecting upon one’s past may also result in physical improvements in
mobility, for example, demonstrating balance, movement and actions that an older
person may have used at a former point in their life course [24].

It is claimed that family members may also benefit through an increased sense of
purpose, greater clarity of their roles within the caring relationship and the ability to
view their loved one in a different and often more positive way [18, 21]. For care
practitioners, engagement in life story work enables them to “See the person”
beyond the diagnosis, thus placing them in a better position to identify and meet the
older person’s unique care needs.

However, life story work is not without its critics. Some commentators [18, 21,
25] advise caution when implementing this approach as remembering past events
can sometimes be distressing perhaps evoking painful memories and reminders of
unreconciled loss. This is particularly the case for older people with memory prob-
lems, so life history methods need to be applied sensitively and judiciously [21].
Time constraints and lack of experience, knowledge and confidence on the part of
the healthcare professional are other potential barriers which need to be recognised
and addressed [18, 21]. Consequently, several authorities such as Grgndahl et al.
[25] contend that the research base for unequivocally establishing the benefits of life
story work is limited, and much more rigorous investigation is required to fully
assess the impact of this popular and widespread intervention.

3.5.3 Implementing Life Story Work: Formats, Tools
and Processes

As Thompson [21] observes, careful planning when introducing life story work is
essential. This raises several key considerations, which can be summarised as
follows:

e What information is required?
e How is this obtained and stored?
e Why is it needed?

Information gathering will focus upon the collection of personal biographical
details relating to the older person’s past, present and future preferences capturing
and storing those precious memories that they have acquired on their journey
through the life course [25]. Likes and dislikes, hobbies, interests and the idiosyn-
crasies of everyday living can be captured and recorded to create an image of the
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older person as they want to be seen, not merely through the distorting prism of age,
ill health or some other convenient social label. Capturing personal highlights,
achievements and successes are also vital in instilling a sense of pride and restoring
self-esteem, which might have been eroded by health problems, decreasing mental
capacity and increasing physical dependency [21].

When implementing a life story approach, the importance of time, privacy and
the actual pacing of activity is a prime consideration [18]. Obtaining information in
short bursts may be preferable to lengthy formal interviews, both for the older per-
son and their relatives. The wishes of the older person and the need to maintain
confidentiality should always be paramount. Also, the purpose for implementing a
life story approach needs to be made clear and agreed by all concerned, and if the
older person chooses to decline, then this must be respected [21].

As Kindell et al. [23] note, many formats can be utilised for implementing life
story work including life story books, collages, DVDs and reminiscence or memory
boxes. Profile documents, which provide a summary of the older person’s personal
narrative, are relatively easy to compile and, therefore, have utility within busy
acute care environments. A variety of free templates may be accessed via the Internet
underpinning research (see further reading for links to these resources).

Hard copy life story resources are undoubtedly useful in terms of their tangible
tactile properties. Touching a photograph of a loved one, holding a personal memen-
toes or keepsake from one’s past can evoke a range of emotions and memories both
happy and sad, engaging a range of sensory reactions, which has been demonstrated
to have been of particular benefit in reminiscence work [25]. With the growth of
technology and digital resources, social network platforms and apps can also be
exploited to great advantage as a means of capturing, storing and updating life story
material [21]. Indeed, there are several commercial apps available, which enable an
older person to curate precious memories by uploading photographs, together with
an audio message. Websites such as Dementia UK provide a summary of some of
the more popular online resources: see further reading for links.

It is recognised, however, that not all older people will be comfortable, conver-
sant with, or have the skills, motivation or mental capacity required to use digital
resources. Access and affordability to digital devices may also be a potential barrier
[21]. Nevertheless, the increasing importance and usage of technology in all its
forms as an adjunct to more conventional methods of life story work will perhaps
gain in popularity for forthcoming generations, and therefore, as healthcare work-
ers, we should be aware of this potential.

Direct involvement of the older person and, where relevant, significant others
such as family members and carers is vital to the success of implementing life his-
tory work, enabling ownership and empowerment. Thus, the relationship between
the care professional and their patients or clients should be one of inclusivity, mutual
support and collaboration rather than clinical expert and passive recipient [18]. This
includes consulting the older person from the outset, encouraging them to make
decisions in relation to purpose, method and intended outcomes of the life story
enterprise. It is their story, after all which should act as the main impetus for care,
as demonstrated in the following case example.
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3.5.4 Taking It Further

Older Person’s Narrations on Falls and Falling: Stories of Courage and
Endurance

Clancy et al. [24] conducted a study in the north of Norway, which explored
the perceptions of older people in five care facilities regarding falls, falling
and falls prevention. A narrative approach was adopted, which enabled the
older people to articulate their own accounts, perspectives and priorities based
upon their own personal experiences. The intention of the study was to utilise
the older person’s perceptions to inform and contextualise future falls preven-
tion and health promotion strategies.

The study found that the actual experience of a fall, which had been priori-
tised by the researchers as the most significant event, was accorded less of a
priority by the older people. They did not want to dwell upon the implications
and consequences of falling, but what was important was the opportunity to tell
stories about their former lives, strength and endurance. Telling these tales of
times past brought them to life, thus establishing a sense of purpose and control.

The authors describe this transformative process as a “form of mental time
travel” (p. 7) recalling memories of strength, vitality and well-being. To illus-
trate the beneficial results associated with reminiscence about times past, they
provide an example of a highly dependent resident who was normally immo-
bilised by severe pain but became a “multitasking genius” when given the
opportunity to narrate about his life. Story telling seemed to overcome the
stigma and embarrassment associated with falling, prompting the residents to
recall what they could do rather than their disabilities. Reminders of their
former abilities restored appeared to validate the older people’s sense of iden-
tity, self-esteem and social value.

The study is also instructive in that it demonstrates what was of actual
importance to the older people concerned, rather than what we as the health
and social care experts deem to be the priority.

— Focusing upon your own area of practice, try to identify examples of
specific occasions when there has been a difference in the care priorities
identified by health and social care practitioners and the older people for
whom you are caring.

— Explore ways in which life story work may help to overcome these mis-
matches in expectation about the purpose and outcomes of care.

3.6 Summary of Main Points

The concept of person-centred care is of crucial importance in promoting the physi-
cal and psychosocial well-being of older people, restoring their sense of purpose,
identity and social esteem. Life history or life story methods can assist care
practitioners in facilitating a person-centred approach.
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This chapter has attempted to focus upon several social factors, which will assist
health and social care practitioners to develop the knowledge and skills required to
implement life story techniques. This includes providing an overview of some of the
key ideas underpinning the sociology of ageing including examples of traditional
and contemporary sociological approaches to explaining ageing, the nature and
impact of age discrimination and the power of language. The nature, potential ben-
efits and challenges of life story work have also been highlighted together with
practical suggestions for ways in which this might be implemented.

3.7 Suggested Reading

1. Giddens A, and Sutton P W. Essential Concepts in Sociology.2nd edition, Polity
Press; 2017.This provides a general sociology textbook which is written in an
interesting and accessible way provides an engaging introduction to sociology.

2. Sociology of Ageing Handbook. https://link.springer.com/book/10.1007/978-
1-4419-7374-0 https://epdf.pub/queue/handbook-of-sociology-of-aging.html.
This compromises 45 chapters written by world renown authors and will allow
you to explore in much more detail all of the key themes highlighted in this
introductory chapter.

3. Dementia UK www.Dementiauk.org

https://www.dementiauk.org/for-professionals/free-resources/life-story-work/?gcli
d=EAIalQobChMI1{PLgaqr5gIVVYjVCh3wSwgpEAAYASAAEgLYdvD BwE

An extremely useful and accessible website which offers a range of free life
story work tools and templates for use by both lay people and health and social
care professionals. Also provides practical tips and advice to guide imple-
mentation.

4. Drury L, Abrams D, Swift HJ. Making intergenerational Connections- an Evi-
dence Review. Age UK, London: 2017.
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and--
publications/reports-and-briefings/active-communities/rb 2017 making inter-
generational connections.pdf
interesting report that pulls together the evidence about the nature and value of
intergenerational initiatives suggests ways in which these can be implemented.
These principles which may be of value within the health and social care sector
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4.1 Learning Objectives
This chapter will:

e Provide an overview of what is meant by the concepts of spirituality, spiritual/
existential care and dignity
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e Demonstrate how those working in the care of older people can alleviate spiritual
and existential suffering
e Offer insights and strategies for safeguarding the dignity of older people

4.2 Introduction

In this chapter, we introduce different views on how spiritual and existential issues
may be relevant for older people. Our perspective is that within a holistic nursing and
healthcare tradition, we must take care of the whole person, including the physical,
psychological, social and spiritual aspects of life. We also find that safeguarding the
older persons’ dignity presupposes that we respect the uniqueness of each person,
acknowledging that our world or life view may be very different from the people we
care for and work alongside. We stress the importance of how dignity and respect are
fundamental to a person’s life view and if applicable, his/her religious beliefs.

Older people are not a homogeneous cohort but are just as different as persons in
any other age groups are. When we care for older people, we must have knowledge
about different cultures and both non-religious and religious ways of relating to old
age and how this may affect the later stages of life. Therefore, we find it of uttermost
importance for health and social care professionals to be sensitive to spiritual, religious
and existential needs, and to understand what is important for each person, in order to
safeguard the patients’ dignity. This awareness is important because such values and
beliefs may contribute to the alleviation of spiritual or existential distress and suffering.

Spiritual and existential care will be addressed within a Christian-humanistic
framework, with openness towards other world views of life and religions. The overall
aim of the chapter is to reinforce how respect for older people wishes and an openness
to their hopes and fears for the future may contribute to a richer life. Hence, it is our
goal that everyday life may become as peaceful and enjoyable as possible.

4.3  Spirituality, Religion and Existential Aspects of Care

Reflective Exercise

» Before we proceed with this section, we would like you to think about the
words spiritual, existential and religion. How might these be relevant to the
care of older people?

* A useful exercise that might help is to fold an A4 piece of paper into three
columns and label the first column spiritual, the second existential and the
third religion. Now just write down any thoughts and ideas that come to
mind. Do not think about this too much, just what springs to mind and
write your thought under the respective column.

These concepts are very personal and subjective since they are related to
extremely sensitive and deeply personal aspects of what it is to be a human being.
Such matters (areas of life) are often difficult to articulate and describe in any
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concrete manner. They are also dealing with areas of life that can be very conten-
tious, living in a world that is becoming progressively secular and materialistic. A
world that is almost intolerant to any reference or mention to these concepts because
of the misconceptions, fears and prejudice that are associated with them. Perhaps
you had difficulty in articulating your ideas; this is not unusual because we do not
always consciously think about these concepts on a regular or daily basis. Both
Rykkje [1] and McSherry [2] found this when they asked patients in their research
about the participants’ understanding of spirituality. Furthermore, McSherry found
that many patients struggled to provide an understanding, many seeing it purely in
religious or supernatural terms, such as ghosts and ghouls. Interestingly, when he
asked health and social care professionals the same question, they were able to offer
quite in-depth, insightful and elaborate understandings.

4.3.1 Spirituality and Religion

We find there are many attempts in the literature to address the concepts of spiritual-
ity and religion. Sgrensen et al. [3, p. 93] provide a useful distinction:

Orientations towards an immaterial, supernatural power are considered as “religion”
when it occurs as organized with institutional components of faith traditions [4].
“Spirituality” addresses individuals’ relationships with and search for the sacred. The
sacred refers to God or higher powers, but also other aspects of life perceived as manifesta-
tions of the divine or features having divine-like qualities [5].

This quotation implies that ‘religion’ is expressed within a community context,
while ‘spirituality’ is more individually focused. This approach reflects that of other
writing in healthcare. Koenig et al. [6] make a distinction between religion and
spirituality (see Table 4.1).

While this table may be useful in differentiating what might constitute reli-
gion and spirituality in a formal, institutional sense, it does very little to describe
what may be considered the main essence of these concepts. A useful exercise
would be for you to reflect upon two definitions of these concepts as used within
healthcare.

The authors are aware that a great deal of debate and evidence has been written
on these concepts in other disciplines. However, for the purpose of this chapter,

Table 4.1 Distinguishing religion and spirituality

Religion Spirituality

Community-focused Individualistic

Observable, measurable, objective Less visible and measurable, more subjective
Formal orthodox, organized Less formal, orthodox, less systematic
Behaviour-orientated, outward practices Emotionally orientated, inward directed
Authoritarian in terms of behaviour Not authoritarian, little accountability
Doctrine separating good from evil Unifying, not doctrine-oriented

Adapted from Koenig et al. [6, p. 18]
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we draw only upon the work of Murray and Zentner [7, p. 259] who state that
‘religion’ is:

A belief in a supernatural or divine force that has power over the universe and commands
worship and obedience; a system of beliefs; a comprehensive code of ethics or philosophy;
a set of practices that are followed; a church affiliation; the conscious pursuit of any object
the person holds as supreme.

A limitation of this definition in contemporary society is the overemphasis on
church affiliation, which implies Christianity. Our societies and healthcare are not
so monocultural since there are people from all major religions with diverse world
views, beliefs, values and ethnic backgrounds. Murray and Zentner [7, p. 259]
define spirituality as:

A quality that goes beyond religious affiliation, that strives for inspirations, reverence, awe,
meaning and purpose, even in those who do not believe in any good. The spiritual dimen-
sion tries to be in harmony with the universe, and strives for answers about the infinite, and
comes into focus when the person faces emotional stress, physical illness or death.

Your reflections may have revealed that there are some shared elements, for
example, both appear to focus on the supernatural, the sacred and include beliefs,
values and relationships that can have a profound impact on people’s everyday lives
and existence.

A more recent definition of spirituality being used in healthcare is the one devel-
oped by Puchalski et al. [8, p. 646]. This definition was the outcome of an interna-
tional consensus conference on spirituality. They state spirituality is:

A dynamic and intrinsic aspect of humanity through which persons seek ultimate meaning,
purpose, and transcendence, and experience relationship to self, family, others, community,
society, nature, and the significant or sacred. Spirituality is expressed through beliefs, val-
ues, traditions, and practices.

Analysis of the definitions of spirituality presented in this chapter reveals that
there are common and recurrent attributes present within such definitions. These are
often listed as meaning, purpose and fulfilment, transcendence, connection and
relations.

4.3.2 Existential

You will notice that so far that we have not attempted to address or define what is
meant by the term existential, this omission has been deliberate. What could be
termed the primary attributes of spirituality and religion are issues of transcendence,
relationships, meaning and purpose, connections and how we communicate with
each other. Thus, spirituality and religion are central to and either explicitly or
implicitly features the term meaning and purpose. Here, we could also add in the
word fulfilment. We find that the existential dimension is influenced by spirituality
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and religion. DeMarinis [9, pp. 44—45] writing from a religion and psychology per-
spective suggests:

The existential dimension is focused on the individual’s understanding of existentiality and
the way meaning is created. This dimension includes the worldview conception, life
approach, decision-making structure, way of relating, and way of understanding. It also
includes the activities of expressions of symbolic significance, such as rituals and other
ways of making meaning.

As you might notice, this definition of the ‘existential’ also includes several of
the components outlined in religion and spirituality. One observation from all three
definitions presented in this section is that they appear to place an emphasis on intel-
lect, rationality and introspection. This may be problematic when we apply these
concepts within the care of the older person. Since some older people will not have
this capacity, having lost this ability through neuro-degenerative conditions and
cognitive impairment in dementia.

4.4  Alleviate Suffering

Reflective Exercise
Before we proceed with this section, we would like you to reflect upon the
following questions:

e How do you understand the word suffering?

* Have you encountered suffering in your care of older people?

It can be useful to think back to a specific patient situation that you remem-
ber well because it made an impact upon you. Reflect upon the situation;
what happened and could you have done something differently?

The nature of spirituality is linked to the phenomena of suffering and what can
be understood as spiritual awakening or desire. This desire can arise both in the face
of suffering and in the face of significant life events, such as childbirth, divorce and
death [10]. When human beings face illness and adversity in life, spirituality can
have a greater significance.

We understand that human suffering is a natural or unavoidable part of life [11].
Eriksson [12] describes three forms of suffering, which is suffering through illness,
suffering of life and suffering related to healthcare. We as health and social care
workers may cause suffering more than being of help, if we violate patients, abuse
our power or fail to deliver care. Suffering related to healthcare could be both caused
by the individual caregiver or by the result of organizational or cultural matters [11].

Suffering is commonly linked to experiences of encountering something painful
and difficult in life and is, therefore, often associated with illness or adverse life
events. According to Eriksson [13, p. 73], suffering is not a feeling or pain in itself,
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it is more fundamental—*‘a state of being’ [13]. Eriksson points out that the spiri-
tual dimension takes on a deeper meaning in the experience of suffering and that a
transition to and emphasis on spirituality is often the most profound response to
suffering. Through suffering, spiritual desires may arise, and this leads to an
increased awareness in man of his own spirituality. Suffering has no meaning in
itself, however, it is possible to find that experiencing suffering can have a purpose
[14]. The human being’s ability to suffer is a condition for growth, and through suf-
fering one comes in contact with the basic conditions of life.

Our view is that care is not about removing all suffering, but that the care is
about the patient experiencing a health condition that is compatible with tolerable
suffering. If suffering is understood as a meaningful experience, caregivers may
have the opportunity to help the patient gain better insight into their own spiritual
needs [13]. The spiritual becomes visible when experiences of suffering are
shared with others, and difficult situations can be transformed into a process that
results in improved health, well-being and experience of wholeness. Thus, this
underscores the need for nurses and social workers to include the spiritual dimen-
sion of human beings in their care. Jackson et al. [15] find that healthcare profes-
sionals still lack confidence in providing spiritual care and suggest an
organizational approach in order to meet older people’s need for spiritual care and
support.

The goal of spiritual care for older people is to support and promote their
health and quality of life, as well as to prevent and alleviate spiritual unrest or
suffering. For nursing home residents, spirituality can be considered as a frame-
work for their life experiences, where the spiritual dimension can foster an experi-
ence of peacefulness. You might think that alleviation of suffering is rather
difficult. However, what you need to reflect upon is how to provide compassionate
care and to let yourself be touched in some way by the patient because such care
can alleviate suffering [16].

4,5 Dignity and Respect

Reflective Exercise
Before proceeding with this section, we would like you to reflect upon the
following questions:

e What is your understanding of the word dignity?
* Why may this concept be important when caring for older people (any
person)?

Over the past decade, a great deal of attention has been focused on the concept
of dignity in care and how this can contribute to the patients’ experience and overall
quality of care. Matiti and Baillie [17] explored the concept of dignity within
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different caring environment and contexts. Tranvag et al. [18] use a novel, innova-
tive approach to the exploration of dignity by using stories to demonstrate how
dignity can be preserved with diverse healthcare setting.

Interestingly, since 2006 in England, there has been a national dignity cam-
paign. This campaign was initially launched by the Department of Health but has
been continued by the National Dignity Council and not for profit organization and
registered charity. The catalyst for the launch of the campaign and its continuation
are some significant failing in care that have been highlighted in both the health
and social care sectors in the United Kingdom. The National Dignity Council
[19] states:

The campaign’s core values are about having dignity in our hearts, minds and actions,
changing the culture of care services and placing a greater emphasis on improving the
quality of care and the experience of citizens using services including NHS hospitals, com-
munity services, care homes and home support services.

In Norway, the Ministry of Health and Care Services [20] has focused upon dig-
nity in old age, providing a Dignity Guarantee stating that the municipal nursing
and care services shall facilitate the care of the elderly, which guarantees the indi-
vidual recipient a dignified and as meaningful life as possible in accordance with
their individual needs.

4.5.1 Dignityin Old Age

Fenton and Mitchell [21, p. 21] provide the following definition of dignity in the
context of caring for older people:

Dignity is a state of physical, emotional and spiritual comfort, with each individual valued
for his or her uniqueness and his or her individuality celebrated. Dignity is promoted when
individuals are enabled to do the best within their capabilities, exercise control, make
choices and feel involved in the decision-making that underpins their care.

This definition reinforces a holistic approach to the delivery of dignified care.
There is equal emphasis on all dimensions so the person and the spiritual/existential
is not neglected or omitted affirming the importance of this in the provision of
person-centred care. It is clear from the above definition that dignity is preserved
when older people feel in control are able to make choices, and they are involved in
any decision-making processes concerning their care and indeed their lives.

A great deal of attention has been given to the concept of dignity in care, with
several models and theories being advocated. Nordenfelt and Edgar [22], as part of
a European study exploring older people’s perceptions of dignity, developed the
four notions of dignity model (see Table 4.2). Table 4.2 was developed summarizing
the four notions model as part of the Health and Social Care Advisory Service
‘Dignity through action resource guide’. This table provides a useful summary of
each of the four notions.
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Table 4.2 Four notions of dignity
Dignity of the human being

Dignity of personal identity

Dignity of merit

Dignity of moral status

* Conventions and laws

* Right to life

* No abuse

* Justice

* Privacy

* No discrimination

* Freedoms/respect
Conscience
Religion
Expression
Association

¢ Personal identity

* Self-respect

* Self-esteem

* Resilience

* Personal relationships

 Achievements

» Rank and seniority

¢ Place in society

* Honours awarded

* Employment

* Knowledge & skills

* Experience

¢ Qualifications

* Financial worth

* Success in life

* Independence

* People’s moral principles

* Religious faith

* Community membership

* Leadership

* Recognized roles

Adapted from the Health and Social Care Advisory Service (2010) ‘Dignity through action

resource guide’.

Reflective Exercise

Spend a few moments reading through the items listed under each of the four

notions of dignity.

e What do these tell you about the concept of dignity?
e How might this impact on how we care for older people?

The four notions of dignity model demonstrate and reinforce that every single
person should be treated with dignity and respect. Whether this be the person receiv-
ing care, their loved ones or family members and indeed the staff who are providing
care. Dignity encompasses all of the holistic dimensions of a person, and in many
countries of the world, it is protected under Human Rights legislation. Dignity
touches at the heart of what it is to be a person and how this is so integral to our
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sense of identity, self-worth. Dignity involves our personal beliefs, values and rela-
tionships since these shape and inform our moral principles and guide our conduct
and behaviours.

It should be noted that others have commented on Nordenfelt’s model of dignity.
Wainwright and Gallagher [23] point to that all human life in all its forms is worthy
of respect. They suggest that we simply recognize others as being of worth and that
a system of classification that sets up inclusion and exclusion criteria may be a
mistake.

In the caring science tradition, dignity is related to respect and autonomy in care
[11]. Furthermore, Eriksson [14] perceives all humans as equal and inviolable, and
caring must concern the whole person and the confirmation of each person’s incal-
culable worth. If the dignity of the person is violated, the person may experience
suffering. Caring for the whole human being means that we must accept the patient’s
spiritual experiences and alleviate spiritual suffering. As such, there is an intercon-
nection between caring for the spirit and caring for the whole human being, thus
aiming to safeguard the patients’ dignity. Dignity in care requires that we see the
other person the way he or she is, perhaps in the middle of suffering, being accept-
ing and not questioning the person, and also to be responsible for the other person’s
well-being. Regarding dignity, these are the words of Eriksson [14, p. 73]: ‘Every
time we meet another person we can, by our attitude, either oppress or confirm the
other person, reject or raise him/her to another level of self-respect’.

We assume that aspects of the spiritual dimension; that means what the patients
themselves think is important might form a foundation for fostering dignity in old
age. Based on interviews of older people, Rykkje [1] suggests that an important
part of spiritual care is to receive love from family and friends through visits and
expressions of concern, and that these relationships can be a great source for mean-
ing in older people’s lives. Rykkje concludes in her study that the essence of dig-
nity in old age is being confirmed by experiencing being loved, not forgotten, and
feeling alive through spiritual care. Nurses should promote the older persons’ own
resources and the maintenance of their close relationships, and especially support
their need to be needed (reciprocity). This we think will support the older persons’
personal dignity.

Practice Example

Having explored the meaning of dignity and discussed how spirituality and
dignity are interconnected, we would now like to explore the application of
these concepts within practice.

Please read the following case taken from The Parliamentary and Health
Service Ombudsman [24] report titled Care and Compassion? Report of the
Health Service Ombudsman on ten investigations into NHS care of
older people:

‘Mr D was diagnosed with advanced stomach cancer. His discharge, origi-
nally planned for Tuesday 30 August, was brought forward to 27 August, the
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Saturday of a bank holiday weekend. On the day of discharge, which his
daughter described as a ‘shambles’, the family arrived to find Mr D in a dis-
tressed condition behind drawn curtains in a chair. He had been waiting for
several hours to go home. He was in pain, desperate to go to the toilet and
unable to ask for help because he was so dehydrated, he could not speak
properly or swallow. His daughter told us that ‘his tongue was like a piece of
dried leather’. The emergency button had been placed beyond his reach. His
drip had been removed and the bag of fluid had fallen and had leaked all over
the floor making his feet wet. When the family asked for help to put Mr D on
the commode he had ‘squealed like a piglet’ with pain. An ambulance booked
to take him home in the morning had not arrived and at 2.30 pm the family
decided to take him home in their car. This was achieved with great difficulty
and discomfort for Mr D’.

This extract from the case report highlights the fundamental role health-
care professionals play in preserving the dignity of those in their care. It
emphasizes that dignity can be violated in so many ways in terms of not com-
municating effectively with patients and their families, not providing ade-
quate pain management and ensuring arrangements for discharge are made
well in advance and actioned responsibly. Jacobson [25] provides a very use-
ful taxonomy of dignity highlighting those attitudes, values and behaviours
that can preserve dignity and those that can lead to dignity violation.

4.6 Summary of Main Points

In this chapter, we have provided different views upon spiritual, religious and exis-
tential care. We have also pointed to the alleviation of suffering, based on the caring
science tradition. Furthermore, we explored the interconnectedness between human
dignity and spirituality. Safeguarding the human worth and dignity is of great
importance in older people care, and we have suggested some promising strategies.
However, we have not looked into specific caring needs of people with dementia.
Although there is a small but increasing research-base focusing on both dignity and
specific spiritual needs for people who cannot so easily express their own needs, we
suggest further research in this area.
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5.1 Learning Objectives
This chapter will provide you with knowledge about how to:

e Understand the normal age-related changes associated with cognition

» Examine the concept of personality highlighting how this may change because of
normal ageing

* Explore issues related to coping and control, and how these may be effected by
normal ageing processes
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5.2 Introduction

Health and social care professionals like nurses, social workers and care assistant
working with older people need up-to-date information and empirical knowledge
about normal ageing processes to provide best practice treatment and care to their
older patients. In order to combat common myths and negative stereotypes about
ageing such as exaggerated attitudes about decline and frailty, it is important to
acquire a nuanced perspective that shows the complexity of ageing, and not the
least, the diversity of ageing. We should also keep in mind that new cohorts of older
people are healthier than previous cohorts and that increased longevity does not
necessarily means increased disability [1].

5.2.1 A Lifespan Perspective on Ageing

Ageing is a lifelong and gradual process that starts at birth and lasts all life [2]. First
and foremost, ageing means change, and the changes occur biologically, psycho-
logically, socially and culturally, and these processes affect each other mutually.
Decline and growth take place at the same time throughout the life cycle. One exam-
ple is how the brain weakens and deteriorates when it is not sufficiently stimulated,
while new experience such as physical and mental exercise helps to improve brain
function in young as well as in old age [3].

Ageing and growing older have to be considered as part of a long life, where past
events, living conditions and choices one has taken will shape old age [2]. An
important characteristic of older people is the heterogeneity and the large individual
diversity in how older people appear and function. People age in different ways and
at a different pace, and various life burdens and living conditions influence the age-
ing process. The birth cohort one belongs to and the historical time in which one
grows up will characterize who each of us become as elderly. Unfortunately, most
people tend to regard older people as a homogeneous group that are similar to one
another and have the same needs. However, the second half of life is characterized
by a great diversity and large individual differences in terms of health, functioning,
interests, habits and preferences.

5.2.2 The Psychology of Ageing: What s It?

Normal psychological ageing involves changes in mental processes such as cogni-
tion, personality and emotional functioning and behaviour throughout the life cycle
[1]. Psychological ageing is closely related to biological ageing, but also to the
changes that occur in the environment’s expectations of the individual as a result of
increased chronological age. Thus, psychological ageing is also about adapting to
biological ageing and social expectations [1].

This chapter will review and discuss normal age-related changes in cognition,
personality, emotions, coping and control and how such changes may affect the
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function of everyday life. A case vignette has been designed to illustrate such
changes (see Box 5.1 below). The reader should bear in mind that the psychological
changes are intertwined with biological and physical changes, which are covered in
Chap. 2 (Physiology and ageing).

Box 5.1

It is Ann’s birthday and she is 78 years old. Ann has invited her closest family
and some friends to the celebration. The party takes place in her son’s house,
and the practical details are being taken care of by a catering company. Ann
thinks it’s a relief not to have to make dinner for so many guests. She has less
energy for such tasks now. What has happened over the years that have
passed? Ann feels pretty much like the one she’s always been. At least on the
inside. She has noticed some improvements though. She gets less annoyed and
doesn’t take things as seriously as she did when she was younger. These are
signs of maturation, Ann thinks. Moreover, she feels much more confident
about herself and who she is, compared to when she was younger.

Ann looks at herself in the mirror. She thinks she looks wiser and calmer
than she did earlier in her life. The nice dress she wears fits her in a neatly
way. She has always been slim thanks to regular physical activity and she is
still in quite good shape. It is nice to feel that the body works well, it is good
for her self-esteem. Ann replaces a hearing aid in her right ear. It’s so tiny this
new appliance and quite difficult to handle. However, it makes conversation
easier. Ann’s hearing has gradually deteriorated, and this is something that
Ann really expected because her father had severely impaired hearing when
he was an old man. Ann is happy that she has no particular memory problems
yet. She notices that she needs more time to recall names, but she eventually
remembers. Ann believes that reading books, solving crosswords and Sudoku
are activities that will help to prevent memory problems. She thinks she is
doing well in many ways, but she misses her husband George who passed
away 5 years ago.

At the end of the chapter, a short review of the most common mental health prob-
lems in older adults as well as a description of intellectual disability and old age will
be provided.

Reflective Questions

1. Inthe vignette, the maturation of the emotional life in old age is highlighted.
Why is this aspect important and what are the consequences of emotional
maturity in old age?

2. At the age of 78, Ann shows signs of both decline and growth.
Reflect upon how health and social care professionals can motivate and
support older persons to prevent premature functional decline.
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3. In the story about Ann, she seems to deal with her challenges indepen-
dently and has a good life. What do you understand as Ann’s main chal-
lenges in old age? As a professional, you might have met others with
similar challenges and who struggle in their everyday life. Reflect upon
how older people cope with and solve their challenges differently, and if
and how professionals or others can be of assistance.

5.3  Changes in Cognition

Cognition includes phenomena such as sensory perception, attention, memory,
thinking, problem-solving and intelligence [4]. Changes in brain structure and
changes in cognitive abilities and function occur at the same time throughout life.
Many of the cognitive changes occur slowly and gradually. One example is the reac-
tion capability or the time it takes to respond to stimuli (speed of processing). The
reaction time or capability is increasing from the age of 20, which means that it will
gradually take longer to perceive, process and respond to information. In older
adults, impaired responsiveness can affect skills such as operating machines in the
workplace and driving motor vehicles. However, in most healthy older people, such
changes will have minor impact on daily life [4]. There are also large individual
variations in the course of ageing and functional decline, as mentioned above.

5.3.1 Sensory Perception and Attention

The way the individual perceives and interprets sensory information depends on
how the sensory apparatus (sight, hearing, smell, taste and touch) work, but also the
brain’s ability to register and organize the sensory information. With increasing age,
changes and decline take place in the sensory apparatus like reduced vision and
hearing, and stronger stimulation is needed to perceive and interpret sensory infor-
mation [5]. Everyday examples are that some people need to spice up their food
more than before or have to compensate for sensory loss by using a hearing aid like
Ann in the case presented in the vignette. Understanding and interpreting sensory
information also depends on being alert and able to hold on to an activity without
being distracted or disturbed. The ability to pay attention to multiple tasks at the
same time (so-called divided attention) as required, for example, in complex actions
such as driving, is declining as you grow older. However, the consequences of such
age-related changes might be minimized by adapting and accommodating to such
declines, for example, to avoid driving at night.

5.3.2 Memory

Memory is a very complex function, and in cognitive psychology various memory
systems or subgroups of memory are described [4]. The distinction is made, among
other things, between working memory or short-term memory and long-term
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memory and between implicit and explicit memory. Working memory and short-
term memory are often used synonymously. Working memory has a limited capac-
ity of seconds, exactly the time needed to remember a telephone number. This form
of memory is gradually declining, from a young adult age. With increasing age, it
takes longer to understand and process information, and one must concentrate to a
greater extent than before to remember or recall information.

There are various forms of long-term memory. Explicit memory (also called
declarative memory) is information that the individual has conscious access to, and
which demands attention and concentration. Semantic memory is about recalling
factual knowledge such as European capitals. This form of memory remains stable
or improves throughout life. Episodic memory is to remember special events and
experiences, such as 9/11 (i.e. the 11th September 2001 when the Twin Towers in
New York were hit by terrorists). This form of long-term memory is declining by
age so that older adults have greater difficulty remembering time and place for cer-
tain events/episodes than younger adults. Implicit memory, also called procedural
memory, involves unconscious access to information. This form of memory involves
skills and routine activities that have been automatized, such as cycling, swimming,
reading and dancing. Such skills do not require remembering the context in which
the skills were acquired and are, therefore, only slightly affected by ageing [4].

With increasing age, it becomes more difficult to remember spontaneously, for
example, to recall names, just like Ann experiences in the vignette. When it comes to
recognizing, on the other hand, that is, remembering by means of cues in the sur-
roundings, there are no differences between older and younger adults [4]. For exam-
ple, to remember episodes and stories from your schooldays when you look at an old
photo of your classmates. It is also important to be aware that factors other than age
may also affect memory, such as health problems and stress, whether you are tired,
hungry or use medications that affect memory like, for example, benzodiazepines [4].
In addition, memories that are stored when you are happy, scared or angry will be
remembered better than more neutral events. Also, an individual’s expectations that
memory declines with age could affect the ability to recall. The common stereotype
held by many people that ageing involves cognitive decline in memory and learning
can become a self-fulfilling prophecy [6]. You may use less effort or energy to remem-
ber if you believe memory declines with age or that it is difficult or impossible to
acquire new skills as you grow older. The consequences may be impaired cognitive
function or at worst, serious cognitive decline [6]. In a recently published study, Levy
and her co-workers found that negative stereotypes about ageing have an impact on
brain structures and may contribute to pathological changes as in Alzheimer’s disease
[7]. Conversely, a more optimistic approach like Ann’s, with the belief that it is pos-
sible to influence cognitive functioning by stimulation and exercise, can slow down
the ageing process [6], which will be discussed in Sect. 5.3.5 below.

5.3.3 Learning and Intelligence
Intelligence is closely related to memory and learning, but also includes thinking

and problem-solving. Put simply, intelligence in daily life is about the ability to
learn and the ability to use what one has learned. With ageing, there is a certain
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decline in intelligence as measured by intelligence tests. There is a distinction
between what is called fluid intelligence and crystallized or fixed intelligence. Fluid
intelligence is about the ability to quickly perceive and process information and to
see new connections. This kind of intelligence reaches a peak in young adulthood.
Crystallized intelligence, on the other hand, is the ability to use knowledge that is
accumulated through experience and maturity. This form of intelligence shows a
high degree of stability throughout life [4].

5.3.4 Brain Plasticity and Cognitive Reserve

Previously, it was believed that no new nerve cells and nerve cell connections
were formed in the ageing brain. In recent decades, neuroscience and the develop-
ment of advanced brain imaging techniques have given us new knowledge and
insights about the brain and its function and capacity [8]. This knowledge has
shown us that the brain is plastic, which means that it has a great potential for
change, not least through exercise and new experience [8]. This occurs in both
young and old brains. Moreover, during the life course, the individual accumu-
lates a cognitive reserve that works protective against the development of impair-
ment and disease [3]. An example of whether a person has high or low cognitive
reserve is education level, and longer education can thus protect against the devel-
opment of cognitive decline and diseases like dementia [3]. Education generally
increases skills and the ability to take control of one’s life. Highly educated peo-
ple seek out to a greater extent information that is important in preventing health
problems, such as making the right lifestyle choices. Furthermore, highly edu-
cated people usually have good finances and, therefore, can afford to pay for what
is health promoting.

5.3.5 Cognitive Training and Stimulation

Like all functions in older years, there is great diversity and great individual varia-
tions in cognitive capacity and functioning. Cognitive functions are largely influ-
enced by lifestyle factors such as intellectual and social stimulation, but also by
physical activity [8]. In addition, it is important to have a balanced diet, moderate
intake of alcohol and to avoid smoking and medications that affect cognitive func-
tion (e.g. regular use of benzodiazepines and opioids). Such lifestyle choices are
crucial in reducing the consequences of normal age-related changes, but also in
preventing pathological conditions in the brain and possibly some forms of
dementia. Research has shown that systematic exercise and training of cognitive
functions, such as memory, has a good effect in healthy older adults [3]. This can
be done in various ways, such as learning memory techniques, but just as impor-
tant are everyday activities such as physical activity, socializing, reading, solving
crosswords or doing crafts. Health and social care workers should encourage their
older patients to engage themselves in such activities to prevent premature cogni-
tive decline.



5 The Psychology of Ageing 57

5.4  Personality Throughout the Lifespan

Ageing and growing older is often associated with changes in personality, most
often in a stereotype and negative way. Like becoming a grumpy and rigid old man
or woman unwilling to change views and habits. Research on personality and per-
sonality development throughout life is characterized by great diversity, where dif-
ferent models and theories have used different definitions and operationalizations of
the concept of personality. The following section will review two of these theories.

5.4.1 Erikson’s Theory of Personality Development

One of the most well-known theories of personality is the Swiss psychoanalyst Erik
Erikson’s theory of human development throughout life [9]. The theory argues that
the individual faces different challenges at different life stages, which must be
addressed. The individual’s way of dealing or coping with the challenges may have
consequences for the next stage of development or life phase. Erikson believed that
the greatest challenge in old age is accepting the course of life and the choices one
has made throughout life and preparing for life to end. If the individual accepts his/
her life for good and for bad, this will contribute to a wider perspective on life and
to wisdom, which Erikson referred to as ego integrity. Conversely, failing to recon-
cile or regret the choices one has made can lead to despair and an experience of
having failed in life. Which in turn can lead to impaired health and quality of life in
older years. While Erikson’s model gives us a more general understanding of per-
sonality throughout life, other models have been most concerned with personality as
having different traits or characteristics.

5.4.2 Five-Factor Model of Personality

The personality theory that may have the most impact today is the so-called Five-
Factor model, also called “The Big Five” [10]. The Five-Factor model focuses on
personality as consisting of different traits that can be measured and described using
personality tests [10]. The personality traits cannot predict what the individual will
do in individual situations but are primarily indicators of what behaviour or action
is likely/unlikely [11]. The Five-factor model is based on five basic personality
dimensions (in the next section, these will be related to Ann in the vignette):

1. Neuroticism: covering various negative emotions such as being moody and
worrying

2. Extroversion: which involves being social, outgoing and confident

3. Openness to Experience: which means that one is open to new experiences, is
curious and has an active imagination

4. Agreeableness: a trait associated with being warm, generous and helpful

5. Conscientiousness: that one is concerned with being organized and having
self-discipline
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5.4.3 Stability and Change in Personality and Emotions

According to the Five-factor model, personality and personality traits remain consis-
tently stable throughout life [10]. Just like Ann in the case vignette who feels pretty
much like the person she has always been. There are still some age-related changes,
but these are considered to be relatively modest. Growing older seems to lead to
emotional stability with less neuroticism, which results in fewer negative emotions,
but also less extroversion, less openness to new experiences and more warmth and
conscientiousness. Such stability and maturation of the emotional life in old age have
been documented in several studies [12, 13], and it has been argued that older people
are, therefore, more resilient than younger ones [14]. They are less overwhelmed by
external stress, and such increase in emotional adjustment and regulation contributes
in turn to a greater degree of emotional well-being [14]. Some explanations given are
that a long life gives us greater knowledge about ourselves and strengthens our abil-
ity to deal with stressful situations as we age. Because the future perspective is lim-
ited by increasing age, older people will become more involved in thoughts and
behaviours that promote emotional well-being. For many, this can serve as protection
against the development of mental disorders in old age [15].

People are different from each other regarding the stability of their personality
across the lifespan. In some people, larger changes occur than in others [11]. Various
life events and life experiences such as health problems, loss of loved ones, divorce
or becoming unemployed can effect personality and cause changes such as less
extroversion and more neuroticism or emotional instability [11]. However, such
changes are largely transient and reversible. Lasting changes in personality are pri-
marily related to severe mental disorders or organic brain disorders such as demen-
tia [11]. But, lasting personality changes can also occur because of self-development
through, for example, psychotherapy. Using psychological methods and tools may
help a person to change negative thought patterns and achieve greater emotional
stability and less neuroticism [16].

5.4.4 Personality and Health

Negative stereotypes about ageing can, as mentioned above, affect cognitive
function, but also health and mortality. A variety of studies on personality and
mortality in old age have, in line with Levy’s research [6, 7], documented that
certain personality traits have negative effects on health and quality of life in
older years, especially neuroticism and being low on extroversion and conscien-
tiousness [16, 17]. Those who have negative expectations associated with age-
ing, as well as a tendency for introversion and carelessness, will be at greater
risk of health problems and disability in old age [16]. This knowledge is impor-
tant, not least regarding the prevention of age-related diseases and functional
decline. Health and social care workers should be aware of negative self-stereo-
types and beliefs in older patients and provide education about the negative
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effects of such stereotypes and teach them alternative coping strategies. We will
now turn to how older people adapt to and cope with the changes taking place in
old age.

5.5 Coping and Sense of Control

A common belief is that with age one loses control over several aspects of life. Such
a view is largely rooted in stereotypes and negative attitudes towards ageing, which
may have negative consequences for health and behaviour, as outlined above. People
are different when it comes to experiencing control over a situation. Some believe
that there are things that can be done to influence the ageing process like Ann in the
case vignette, while others feel that they have less influence, or that the opportuni-
ties for control are limited. In general, studies show that perceived control or sense
of control declines with age [18, 19]. This is understandable since many of the
changes that occur during ageing are not possible to control like loss of a loved one
or health-related issues in old age.

However, there are large individual differences in sense of control within an age
group and within the same person over time. On average, older adults seem to main-
tain a general sense of control perhaps in part because they adjust their goals and
standards to the situation they are in.

5.5.1 Coping and Coping Strategies

Coping is defined as the way a person acts in a stressful or challenging situation
[20]. In old age, coping is largely about adapting to the changes that occurs physi-
cally, mentally and socially. According to Lazarus and Folkman [20], there are two
main ways to deal with stress and challenges: so-called problem-focused and
emotion-focused coping. Problem-focused coping involves changing what causes
problems, while emotion-focused coping means changing the perception of what is
causing problems. Older people seem to use more emotion-focused coping by low-
ering their expectations, and they rely on daily routines to reduce the likelihood of
problems and stress and to compensate for loss and decline. Ann, for example, com-
pensates for hearing loss by using hearing aid so that she can participate in conver-
sations with several people present.

5.5.2 Sense of Control

Studies show that a strong sense of control is associated with better cognitive func-
tioning, good health and emotional well-being [19, 21]. A strong sense of control
can act as a protection in the face of impaired health and other losses in older years.
People who initially have a low sense of control, on the other hand, are more



60 L.-H. Lunde

vulnerable to the changes that old age can entail. It can lead to less involvement in
more appropriate coping strategies such as physical activity and mental training.
Women seem to have a lower sense of control than men, but such gender differences
are less pronounced in highly educated [19]. Those with low education and low
income report less sense of control over their lives than those with good finances
and education [18]. Since new generations of older people have a higher level of
education compared to previous generations, we can assume that this will have an
impact on coping and sense of control. Still, there can be a difficult balance between
experiencing control and taking control of various aspects (e.g. making lifestyle
changes) on the one hand, and on the other hand also having to recognize that some
aspects of ageing cannot be controlled [22]. One such aspect is the increased vulner-
ability to loss and illness as one gets older. The next section will briefly review the
most common mental health problems/disorders in older years and outline some
possible interventions and strategies.

5.6 Mental Health Problems in Old Age

Although many older people nowadays are in better health than previous genera-
tions, there is nevertheless an increased vulnerability to being affected by illness
with increasing age. This applies both to physical and mental illness. In addition to
neurocognitive disorders like Alzheimer’s disease and other dementias, symptoms
of depression and anxiety are the most common mental health problems in older
adults [23]. Sleep problems and chronic pain are often accompanying depression
and anxiety, and these symptoms mutually exacerbate one another. Furthermore,
anxiety and depressive symptoms are often concomitant with severe somatic illness
and neurocognitive disorders, and may exacerbate these. The consequences of anxi-
ety and depression in older adults are often devastating and associated with
decreased physical, cognitive and social functioning, which in turn leads to impaired
quality of life and at worst increased mortality [23].

International studies show that an increasing number of older adults misuse alco-
hol and medications at a higher rate than previous generations [24, 25]. For many
people, alcohol and psychoactive medications like benzodiazepines and sedatives
are ways of coping with depressive thoughts and emotions. Due to age-related
changes, older adults are more vulnerable to the physiological effects of alcohol and
medications. Alcohol misuse and combining alcohol with psychoactive medication
can lead to negative health effects, increasing risk of injuries and falls, as well as
exacerbating existing mental health problems [24].

5.6.1 Risk Factors

Risk factors for mental health problems and substance misuse in older adults com-
prise complex interactions among genetic vulnerabilities and age-related neurobio-
logical changes, physical illness and disability, as well as stressful events like loss
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and bereavement, loneliness and lack of social support [23]. As mentioned above,
negative expectations associated with ageing may also contribute to the develop-
ment of health problems and functional decline in older adults [6].

5.6.2 Preventive Strategies

Health and social care professionals can employ a number of strategies and inter-
ventions preventing the development of mental health problems and substance mis-
use in older people. For example, nurses, social workers and domiciliary care
workers can help to encourage and motivate their older patients to make lifestyle
changes that will have a positive impact on their mental health and physical well-
being, for example, advising about changing their drinking habits and increasing
their activity level. First and foremost, negative self-stereotypes like “I am too old
to make changes” or “I am too old to exercise” should be challenged. Furthermore,
based on common everyday activities, health and social care workers should inform
their older patients of the benefits of physical activities and cognitive training and
stimulation. See Sect. 5.3.5 above for examples of everyday activities.

5.6.3 Treatment

For older adults being diagnosed with anxiety, depression and/or substance use
disorders, there are evidence-based treatments available [23, 24]. Both forms of
psychotherapy and psychological interventions like cognitive behavioural therapy
and life review therapy have proven effective in older adults. However, studies show
that there are still under-detection and under-treatment of mental disorders in the
older population [23, 24].

5.6.4 Intellectual Disability and Ageing

As in the general population, life expectancy has increased among people with
intellectual disabilities (ID) and many will reach old age. People with ID constitute
a heterogeneous population, where Down syndrome is the most common cause of
disability [26]. A common feature of people with ID is that ageing starts at a younger
age than in the general population. Age-related conditions such as vision and hear-
ing impairments occur in early adulthood, and mental health problems such as anxi-
ety and depression are more frequent in people with ID than in the general
population. Furthermore, persons with ID have a higher risk to develop early onset
dementia [26]. Some of the health conditions that could have been prevented or
treated in persons with ID remain undetected by healthcare services [26]. This is
largely due to a lack of knowledge about ageing in people with ID. Health and social
care professionals working with people with ID need basic knowledge about ageing
and ID. They should be able to support and motivate their patients to take part in
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activities that may prevent or slow down functional decline, as well as prevent vari-
ous health conditions related to old age. People with ID need stimulation and train-
ing much the same way as the general population. However, they are dependent on
being closely followed up by their surroundings to a much larger extent than people
in general.

5.7 Summary of Main Points

The objective of this chapter was to provide the reader with insight into normal age-
related changes in cognition, personality and coping and control. Furthermore, the
heterogeneity and great diversity in old age is emphasized, and that development
and decline are parallel processes throughout the lifespan. I have illustrated that
negative self-stereotypes about frailty and decay in old age can serve as self-
fulfilling prophecies leading to impaired health and functioning. I also offer some
strategies for preventing premature decay and illness such as encouraging mental
and physical exercise and training and being engaged in regular everyday activities.
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6.1 Learning Objectives
This chapter will enable you to:
e Understand the health and social aspects of sexual ageing

e Examine the barriers and enablers to promoting sexual intimacy
e Explore the clinical interventions that promote healthy sexual ageing
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6.2 Introduction

Expressions of sexuality are a normal, natural and positive dimension of healthy
ageing; they are an expression of personhood and can be life-affirming. Sexuality is
a central characteristic of being human. Maslow [1] identified a hierarchy of human
needs, and sex is identified as a “basic” or “physiological” need of a human being.
People can remain sexually intimate throughout their lives, but age-related changes
are complex and sexual activity changes.

Sexual health in later life confers benefits on general health and quality of life,
and sexual intimacy is an enriching part of the lives of many older people with both
long-term and new relationships being something that can bring joy and pleasure.
As people grow older in sociological terms, they accumulate positive, negative or
neutral life transitions; they also age biologically and psychologically, incorporat-
ing pathological changes into their life course. Whilst social structures and institu-
tions change, over time, so do populations, technology and social norms, and there
is an interactivity between these factors [2]. Older people have never lived so long
and many enjoy an excellent quality of life, although it must be acknowledged that
living with two or more long-term conditions is common [3]. Retirement extends
for a longer period than it has ever done before, and many older people have greater
opportunities for time and privacy to enjoy each other’s company and to express
their feelings for each other [4]. Additionally, older people are now seen as consum-
ers of new and exciting goods and services such as holidays, aesthetic innovations
and functional adaptations [5].

However, sexual intimacy remains a topic which many healthcare professionals
fail to explore in their clinical practice with older people. All aspects of sexual
health form an area which is frequently avoided, with many excuses being put for-
ward as to why it should not be discussed or clinically assessed. These include the
idea that it is “too embarrassing for them” or intrusive and unprofessional, or some-
times because we would not know how to respond if the person raised an issue. In
this chapter, we will look at the physiological changes which occur in sexual ageing,
recognising that the progression and impact are highly individual. Similarly, we will
identify the impact of societal norms that influence how older people display their
sexuality and address their sexual health. As healthcare professionals, we need to
understand our bias and beliefs about sexual intimacy in later life, exploring expec-
tations and possible interventions. There are many barriers and facilitators to healthy
sexual ageing, and there are established rights to sexual health for everyone. We
need the knowledge and skills to promote sexual health for older people.

6.3  Sexual Intimacy in Older Age

Older people have seen and continue to see huge changes in the nature of sexual
expression through their lives. There is increased freedom to be themselves and to
consider their sexual activity in myriad ways. In the UKI, there has been a rise in
divorce and remarriage, increasing numbers of people living in partnerships both
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hetero and homosexual and new fluid relationships that include the choice not to
cohabit. The availability, nature and effectiveness of contraception, treatment for
sexual difficulties and sexually transmitted infections (STIs) have all increased
through the lifespan. Older people have experienced expansion in the awareness of
sexuality, dating and intergenerational marriage [6]. Many of the earlier social and
moral taboos have been removed. However, the stereotypical ideal image of the
nuclear family persists, and the heteronormative family ideal, with clear gendered
roles, remains even today. Nevertheless, relationships are changing, particularly for
older people, and the previous economic imperative of partnerships is giving way to
relationships that are more equal and supported. Older people have seen many
adjustments in gendered activities, technological and medical innovations, increas-
ing independence of women, changes in the function and role of marriage, increased
education and understanding of sexual activities. In short, they have witnessed some
of the greatest changes experienced in social history within the UK. Their ability to
change, respond and create social mores is hugely significant.

Alongside the cultural and clinical developments, a rights-based approach to
sexual intimacy has emerged, championed by the World Health Organisation [7],
with clear definition and aspirations. WHO has set out some working definitions to
inform the debate about sexual activity in the twenty-first century, which are set
out below.

6.3.1 Sex

Sex refers to the biological characteristics that define humans as female or male.
While these sets of biological characteristics are not mutually exclusive, as there are
individuals who possess both, they tend to differentiate humans as males and
females [8].

6.3.2 Sexual Health

According to the current WHO working definition, sexual health is:

...a state of physical, emotional, mental and social well-being in relation to sexuality; it is
not merely the absence of disease, dysfunction or infirmity. Sexual health requires a posi-
tive and respectful approach to sexuality and sexual relationships, as well as the possibility
of having pleasurable and safe sexual experiences, free of coercion, discrimination and
violence. For sexual health to be attained and maintained, the sexual rights of all persons
must be respected, protected and fulfilled [9: 3].

6.3.3 Sexual Rights

There is a growing consensus that sexual health cannot be achieved and maintained
without respect for, and protection of, certain human rights. The working definition
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of sexual rights given below is a WHO contribution to the continuing dialogue on
human rights related to sexual health. The fulfilment of sexual health is tied to the
extent to which human rights are respected, protected and fulfilled. Sexual rights
embrace certain human rights that are already recognised in international and
regional human rights documents and other consensus documents and in
national laws.

Rights critical to the realisation of sexual health include:

e The rights to equality and non-discrimination

e The right to be free from torture or to cruel, inhumane or degrading

e The right to privacy

e The rights to the highest attainable standard of health (including sexual health)
and social security

e The right to marry and to find a family and enter into marriage with the free and
full consent of the intending spouses, and to equality in and at the dissolution of
marriage

e The right to decide the number and spacing of one’s children

e The rights to information, as well as education

e The rights to freedom of opinion and expression

e The right to an effective remedy for violations of fundamental rights

e Treatment or punishment

The responsible exercise of human rights requires that all persons respect the
rights of others. Older people are often not aware of their healthcare rights, and their
entitlement to sexual activities may not be something they have considered before.
Therefore, it can be helpful to share these rights with colleagues and individuals to
help raise awareness.

6.4  Physiological Changes Relating to Sexual Activity

It is widely recognised that there is individuality in the extent and timing of physical
changes in older age. In addition, the more sexually active the person is, the fewer
the changes the person is likely to experience in his or her pattern of sexual
response [10].

6.4.1 Changes in the Female Body

During the life course, the normal reduction of testosterone, which occurs in all
genders, has profound effects. Testosterone supports the libido and is produced by
the testes and ovaries; however, for several years after the menopause, the ovaries
also supply small amounts of testosterone as well as oestrogen and androstenedi-
one; a decrease in serum testosterone is seen to parallel a decline in libido [6].
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The physical changes most frequently commented upon in relation to the female
body are the decline in oestrogen production and its implications for urogenital age-
ing [11]. Urogential ageing is particularly associated with vaginal dryness and atro-
phy. The consequences for individual range from none to severe. Symptoms can
include vulvar pain, dyspareunia (painful sexual intercourse) and itching. In addi-
tion, there may be reduced lubrication [10] associated with sexual arousal and a
reduction in vaginal blood flow and engorgement.

The clitoris diminishes in size and [11] vaginal penetration may be more difficult
as the labia may not fully elevate; the vaginal barrel shortens and narrows and if
present, the cervix may drop increasing the chance of cervical bumping. All these
factors can influence penetrative sexual intercourse, but it is important to recognise
many people have fully satisfactory sex lives without vaginal penetration. As woman
age, vaginal contractions are fewer and weaker, but the orgasmic or multi-orgasmic
response remains [10].

The impact of the menopause on sexual functioning may mean a reduction in the
quality of sexual intercourse but should not impact on other sexual activity [12].
Regular pelvic floor exercises increase tone and reduce the risk of urinary inconti-
nence and that hormone replacement therapy (HRT) may still be appropriate for
some women, which may ameliorate some discomfort. There are many myths asso-
ciated with the menopause but with good health, a good relationship and appropri-
ate healthcare sexual vigour may continue in the mature years of a woman’s life. We
need to be conscious of an increasing “medicalisation” of sexual function with
many treatments such as lubrication being available over the counter in pharmacies,
supermarkets and over the Internet. There is an increased prevalence of both breast
and endometrial cancer in older women, which have implications for body image,
self-esteem and sexual response.

6.4.2 Changesinthe Male Body

As men age, the reduction of testosterone may result in less rigid erections, weaker
ejaculations, longer time to ejaculation; additionally, there is a decreased likelihood
of orgasms and longer refractory periods. Meston [13] states, there is a decline in
scrotal vasocongestion, reduced tensing of the scrotal sac and delayed erection.

The prevalence of prostatism also increases with age. Prostatism occurs when
there is overgrowth of the prostate gland, which may be benign or malignant. The
symptom of nocturia (passing urine at night and frequently associated with prosta-
tism) is common; around one third of men will develop urinary tract (outflow)
symptoms, all of which can have significant impact on sexual activity. Penile sensi-
tivity also decreases with age and rates of impotence increase.

Impotence can cause psychological difficulties for men, leading to sexual avoid-
ance and aversion; the nature of partner’s responses to sexual problems is significant
as lack of support can lead to further difficulties [14]. It is important to reflect that
the research in this area has focussed on heterosexual couples.



70 D. Garrett

6.4.3 Changes Concerning Both Sexes

It is acknowledged that where a decline in sexual activity occurs, this is usually due
to age-associated change and reduction in mobility, although it must be stated that
long-term conditions, such as diabetes, cardiovascular disease and cancer, can have
a negative impact on sexual activity and that the prevalence of such conditions
increases with age ([15].

Urinary incontinence can have considerable impact on older people’s sexual
activity due to its effects on self-esteem and on desire if one’s partner experiences
incontinence. Frequent causes are obesity, oestrogen depletion (in women), neuro-
logical conditions such as Parkinson’s disease or multiple sclerosis, urinary tract
infections and medication. Overflow incontinence is often caused by bladder
obstruction, which may result from constipation or bladder stones, in men bladder
obstruction may also be due to enlarged prostate.

In summary, physiological sexual changes occur for both men and women in
older age, and these may impact on their previous choice of sexual function; how-
ever, such changes do not necessarily result in an inability to maintain sexual activ-
ity or even coitus. Good physical health and the ability to discuss issues are shown
to help older people to remain sexually active. As health professionals caring for
people with long-term conditions, our interactions offer an opportunity to discuss an
individual’s sexual health needs and help them plan for the future.

6.5  Barriers to Sexual Intimacy

Many older people received little or no formal sex education, growing up at a time
when sexual behaviour was not discussed, and sexual feelings were suppressed.
This was particularly true for women for whom sexual pleasure was not seen as
being as important as procreation. Issues of non-binary sexuality were infrequently
explored, and social influences of when sexual expression was appropriate and
when it was not were strong. Homosexual activity was something that received both
legal and moral sanction, and the ideas of being married and welcomed into main-
stream community life may have been a far-off dream for many gay older people.

Reflective Questions

1. What are your views about sexual activity in older age?
When you first decided to read this chapter, what were your initial
thoughts?

2. Can you imagine if restrictions were placed on your current sexual activity
or non-activity, simply because you aged?
How would this make you feel?
How would you challenge any restrictions?
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6.5.1 Societal Barriers

In many societies, older people are often depicted as asexual beings, being seen as
physically unattractive in a culture, which values youth [16]. However, these
archaic stereotypes are beginning to change, with an emerging emphasis on sexu-
ality through the life course [17]. Interestingly, this has brought with it or even
occurred because of the medicalisation of sexual activity, with new pharmacologi-
cal advances and an increased public awareness that the physiology of sexual
activity can be maintained. Usually, this is seen through the prism of penile vagi-
nal penetration as being the normative sexual activity. This approach can be prob-
lematic as it creates a “binary of functional versus dysfunctional and encourages
a restriction of meaning and range in sexual expression”. Carpenter’s [2] life
course work sets out an intersectionality framework, which acknowledges that
both gender and sexual identity are entwined with other aspects of identity such
as religion, disability and social class and result in the adoption of sexual beliefs
and behaviours.

The current state of older relationships is diverse and changing. Later, life
divorces and remarriage rates are steadily increasing, resulting in a more positive
experience of older age for a number of people as previously older people may have
felt compelled to remain in unsatisfactory relationships due to social mores.
Conversely, some older people, notably gay people, are more likely to live alone
[18] and may have the additional stressors of limited family support. Many older
people who engage in new relationships have concerns about the effects on their
wider families in practical and financial terms, and there has been little formal study
on re-partnering later in life. However, for older heterosexual women particularly,
there are concerns with the financial risk of entering into a relationship with a new
man and in addition are fearful of a loss of autonomy. This fear can emerge from a
time when men were seen to be the head of the household and controlled finances
and expenditures. One of the major aspects to this disquiet is the fear of having to
take on the role of “nurse” as a partner’s health begins to deteriorate [19]. Also lack-
ing is any cohesive national policy about older age sexual health needs. In the UK,
policy documents under address the issues of sexuality and older people including
the cultural changes that have been seen in the past 55 years associated with sexual
behaviour.

Reflective Activity

Spend the next 24 hours observing the messages sent to citizens about sexual
activity; these will often be implied or nuanced such as advertisements, music,
social media product placement or in literature. Look at the value placed on
aesthetic beauty, youth and fitness.
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6.5.2 Stigma and Stereotypes

Older adults in western culture learn sex is for the young and beautiful. In older age,
sex is shameful or non-existent, and this creates an internalised stigma and low self-
esteem. Culturally, explicit depictions of sexualised older adults remain taboo. The
media send clear cultural messages that sex is only for the young, and ageist beliefs
endure despite improved understanding of sexuality and effective treatment for dys-
functions [6].

DeLamater [4] echoed the idea that physical changes should not affect the per-
son’s ability for sexual functioning (although it is acknowledged that changes may
need to be made to accommodate the effects of ageing) and that the changes people
experience are the result of social values. Clearly, a couple’s attitudes to sexuality
are an important influence on sexual behaviour. They view themselves in relation to
the responses of wider society and that has a powerful influence on how they see
themselves as sexual beings and is an important determinant in sexual activity.
Despite societal discussion about sexuality, entrenched views of “normal behav-
iours” remain and if that means sex is for the young and stereotypically beautiful, it
can have negative impact on how older people live their lives. However, as the popu-
lation ages, we are beginning to see a demolition of the scripts (internalised cultural
norms) that have shaped the discussions about and with older people’s sexual activ-
ity, and this may be an even more profound change as the baby boomer generation
ages further.

6.6  Barriers to Accessing Healthcare

We have long acknowledged that there is need for healthcare practitioners to under-
take a holistic assessment, but there are a number of barriers to this. Dyer and Nair
[20] suggest there are a wide range of reasons why nurses do not raise this issue,
including a worry about causing offence, personal discomfort, concern about their
own abilities and the range of issues, and that they might not consider it their
responsibility.

Some nurses feel ill-equipped and may be too embarrassed to talk about sexual
implications of medical conditions or treatment regimes. It is clear that the sexual
needs of older people are rarely discussed in the pre-registration curriculum of any
healthcare professionals [21]. For many older people, both the normal processes of
ageing and the pathological changes, such as incontinence, erectile difficulties and
painful sexual relations, go unresolved because they are unable to seek help.
Physical access to sexual health clinics can be restrictive, particularly if the older
person has mobility or transportation difficulties, or simply feels clinics are tailored
for younger people. In fact, sexual health clinic can offer a wide range of informa-
tion and advice for older people, particularly around sexually transmitted disease,
and can consider whether psychosexual support might be needed. Additionally,
older people could have conversations with members of a primary healthcare team.
However, we know communication difficulties because of embarrassment may
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mean that older people who desire sexual intimacy but have health needs may keep
this to themselves and not feel able to approach healthcare practitioners.

6.7  Enablers for Sexual Intimacy in Older Age

Older people have experienced many social changes. In the postmodern period,
marriage was not a prerequisite to sex, and couples are increasingly able to make
their own sexual rules. The increase in free choice also means that if relationships
did not work, couples are no longer compelled to stay together. There is an increase
in the possibilities for people to be intimate and relax, but paradoxically people’s
expectations of their partners had also risen, which may add pressure for individuals.
The technological advances, which have changed social activities, now include
the development of Internet dating, which enables older people to seek different
relationships to those that they have previously experienced [22], potentially allow-
ing them to express different elements of their sexuality or engage in different roles.
In addition to the Internet being used for dating, it can answer potentially awkward
medical questions and provide new sexual information. Older people use the Internet
to purchase sexual adjuncts, including medications purporting to be Viagra, engage
with online chat rooms, pornography or request sexual services. This may afford
new sexual freedoms but can bring additional issues and potential exploitation.

6.7.1 Relationships

Within older people’s relationships, sexual intimacy can be a great joy and contrib-
ute to a sense of comfort and well-being. The current generation of older people in
the UK have access to some of the best healthcare in the world and a good standard
of living. Unlike their predecessors, they have long periods of retirement and fre-
quently have the health, time and money to invest in their relationships. They have
devised new models of living; bringing together of houses or apartments has resulted
in different forms of cohabitation, sometimes referred to as “Living Apart Together”,
where older people perceive themselves as a couple, but for family or financial rea-
sons choose to own or rent their own homes.

6.7.2 Information About Sexuality for Older People

There are now specific websites for older people and many self-help books avail-
able; the websites often suggest changing the type of sexual activity to non-
penetrative sex, mutual masturbation, giving and receiving oral sex, promoting
physical exercise and some educational information. There are a large number of
Internet sites accessible, and healthcare practitioners should be aware of trusted
sites that they can refer older people to; the resources section of this chapter offers
a number of helpful sites.
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6.7.3 Interventions

There are a number of medications, which can help facilitate sexual intimacy.
Women are able to access hormone replacement therapy, for men the use of drugs
in the phosphodiesterase-5 enzyme inhibitors group (drugs which include Viagra)
can sometimes be used if they are experiencing erectile dysfunction. These drugs do
not cause erections but affect the response to sexual stimulation by increasing blood
flow to the corpora cavernosa and corpora spongiosum by smooth muscle relax-
ation, enhancing erections. The widespread use of this drug and others in the group
clearly demonstrates a need for such medication. Lubrication, both water-soluble
and oestrogen-enhanced (for women), is now more readily available and frequently
prescribed. As well as these medications, a more sophisticated use of analgesia, may
also promote sexual activity by allaying pain [23].

This section has demonstrated that there is a range of interventions that support
sexual intimacy, and the picture is likely to further develop over the coming years,
but the evidence base is scant and the potential for enhancing sexual intimacy not
fully understood.

6.8 The Role of Healthcare Practitioners

It is recognised that sexuality and sexual health needs are under-assessed compo-
nents of healthcare practice. Many older people have said they had never had an
opportunity to speak about sex before and would value the opportunity ([24]. Nurses
are often the first healthcare professionals that patients talk to, and the attitudes and
response of the nurse will affect such conversations. It is known that a nurse’s dis-
comfort with the subject may cause them to unconsciously limit their interaction
that would otherwise promote a discussion of the person’s sexual needs [25]. It is
important that healthcare professionals acknowledge their difficulties about dis-
cussing sex and realise that we are all influenced by societal and cultural messages
about sexuality. Clinical supervisions and case discussion can provide opportunities
to explore our own beliefs and values about sexual intimacy and older people.

There are a number of issues we should all be able to provide advice and sign-
posting about these include STIs. We know that older people are less likely to use
condoms and that within the UK, the prevalence of STIs is increasing in later life
[26], demonstrating a clear need for clinicians to address matters of sexuality with
older people.

Healthcare professionals need to be aware that patients often use diagnostic ter-
minology in imprecise ways. Whilst good history taking is important, Skultety [10]
explains sexual discussion is less about the details and more about the beliefs and
ideas relating to sexual activity. She states, it is crucial to allow and encourage a
broad definition of and consider a range of sexual behaviours and not purely con-
centrate on sexual intercourse.

Some older people may have gender preferences and may be more comfortable
talking about sex with someone of the same gender. There are many opportunities
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to bring up the topic of sexual intimacy in an easy and non-intrusive way. Such
openings can be when discussing the effects of long-term conditions on health, or
breathlessness or pain. During rehabilitation, the nurse can explain how mobility
issues might be overcome to assist with physical positioning, and when discussing
medication side effects, the effects on libido can introduce the subject. Similarly, we
have mentioned the issues of incontinence, and this may also be an opportunity to
talk about issues related to sexual intimacy. Many older people are just waiting for
the opportunity or “permission” to discuss their sexual health needs. The conversa-
tions should be private and unhurried, and there may be need of opportunities built
in for follow-up appointments or conversations.

6.8.1 The PLISSIT Model

There are some models and assessment tools for assisting healthcare practitioners
in the recognition or treatment of sexual health needs. One of the most common
models is the PLISSIT model of sex therapy, which sets out a therapeutic frame-
work in which such issues can be discussed [27]. Obviously, sex therapy is a very
specific skill and people should be referred for therapy, but the model is used in
many settings and offers a method for introducing sexual health into clinical
conversations.

PLISSIT has four levels of increasing intervention and interaction related to
what kind of and how much help is given to a client. The varying levels largely
revolve around what the client is looking for and how comfortable they are in dis-
cussing sexuality and sexual health.

The first level is permission, which involves the clinician giving the person per-
mission to feel comfortable about a topic or permission to change their lifestyle or
to get medical assistance. This level was created because many clients only require
the permission to speak and voice their concerns about sexual issues in order to
understand and move past them, often without needing the other levels of the model.
The clinician, in acting as a receptive, non-judgmental listening partner, allows the
client to discuss matters that would otherwise be too embarrassing for the individual
to discuss.

The second level is limited information, wherein the client is supplied with lim-
ited and specific information on the topics of discussion. Because there is a signifi-
cant amount of information available, healthcare professionals must learn what
sexual topics the client wishes to discuss, so that information, organisations and
support groups for those specific subjects can be provided.

The third level is specific suggestions, where the specialist gives the client sug-
gestions related to the specific situations and assignments to do in order to help
the client fix the mental or health problem. This can include suggestions on how
to deal with sex-related diseases or information on how to better achieve sexual
satisfaction by the client changing their sexual behaviour. The suggestions may be
as simple as recommending exercise or can involve specific regimens of activity
or medications.
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The fourth and final level is intensive therapy, which has the clinician refer the
client to other mental and medical health professionals that can help the client deal
with the deeper, underlying issues and concerns being expressed. This level, with
the onset of the Internet age, may also refer to a specialist suggesting professional
online resources for the client to browse about their specific issue in a more private
setting.

6.9 Summary of Main Points

This chapter has looked at the wide range of issues relating to ageing and sexual
intimacy including the psychosocial, physical and societal aspects of sexual health-
care. There has been an exploration of the roles and responsibilities of healthcare
practitioners. It is clear the practitioner’s knowledge, skills and attitudes are essen-
tial to delivering holistic care and an assessment, which does not make reference to
sexual health needs, is not a complete assessment. Practitioners need to understand
their own bias and assumptions around older people and sexual intimacy. Sometimes,
this will include dealing with uncomfortable feelings before providing sexual
healthcare, and practitioners should have the opportunity to receive clinical supervi-
sion and to explore their concerns in safe environment.

The key message is that we need to have professional conversations with older
people about their sexual health needs and to act on those expressions of need by
appropriate and sensitive education, information, interventions or referral. We have
both a duty and responsibility to ensure older people sexual rights are respected,
protected and fulfilled.

6.10 Suggested Reading and URLs

Age UK https://www.ageuk.org.uk/information-advice/health-wellbeing/relation-
ships-family/sex-in-later-life/#
NHS https://www.nhs.uk/live-well/sexual-health/sex-as-you-get-older/
https://www.evidence.nhs.uk/search?q=sexual+health+and-+older+people
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7.1 Learning Objectives

This chapter will enable you to:

* Approach the complexity of elderly frail patients with confidence

e Adopt a systematic approach to assessment of the older person

* Quickly gain an accurate picture of your patient and their needs, to enable
care-planning
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7.2 Introduction

This chapter will address the complexity of older people’s presentations. To do this,
Frailty will be clearly defined and its emergence as an important clinical syndrome
and diagnosis explained. By illustrating a logical and evidenced approach, you will
have the confidence to apply this knowledge, equipped with the skills you need to
effectively support and manage the frail elderly patient. The Frailty Approach is
appropriate to all settings, where the nurse, therapist, health or social care profes-
sional encounters the elderly patient, be it on the hospital ward, in the Emergency
Department, the out-patient clinic, in nursing or residential homes, hospice or the
patient’s own home.

Reflective Exercise
*  Why do you think it is important to have a knowledge and understanding
of Frailty and its impact on older people?

7.2.1 A Frailty Approach

Every one of us has a life story, a context which helps us to appreciate, understand
and engage with. This forms an important part of the comprehensive assessment of
older people. My mum was a nurse in the new National Health Service (NHS),
training in London from 1951 to 1954. She was a ward sister. She survived cancer
in her 30s living to be 90. She had a long, testing decline and demise from dementia,
spending six and a half years in a residential home. In that time, she spoke poems I
never heard her say before. My dad, having been looked after all his life, became the
main carer for my mum; he developed an acute leukaemia and died at the age 78.

My wife is a nurse, my daughter is a nurse. My second daughter is training to be
a speech and language therapist, my third daughter wants to be a social worker. My
niece is a physiotherapist, currently recovering from coronavirus.

Reflective Exercise

e What do you think are the types of conditions you will face when caring for
frail older people?

o What types of knowledge, skills, attitudes and behaviours do you need to
do this compassionately and professionally?

*  ‘One of the essential qualities of the clinician is interest in humanity, for
the secret of the care of the patient is in caring for the patient’ [1, p. 882].
What do you think of this statement?

e What is it that motivates and inspires you?
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This chapter is about rest-of-life care, a concept suggested to me by Elaine
Horgan, an NHS manager in 2001. Rather than use ‘end-of-life’, she encouraged me
to use the term ‘rest-of-life’. This has since had a beneficial effect on the quality of
conversations with relatives, patients and colleagues. The use of positive language,
which was not immediately difficult for patients talking about ‘the end’, helped me
and my patients and their relatives to talk about what is to come— ‘the rest of your
life’, a less threatening idea. Having been an NHS General Practitioner (GP) for 25
years, working in Care Homes for 15 years, General Practice and the local hospice,
this chapter flows from the past 5 years in a hospital Frailty team. Our multidisci-
plinary team (MDT) approach uses the principles of Comprehensive Geriatric
Assessment (CGA). CGA is ‘a multidimensional, interdisciplinary diagnostic pro-
cess to determine the medical, psychological and functional capabilities of a frail
older person in order to develop a coordinated and integrated plan for treatment and
long-term follow-up’ [2]. Patricia Cantley’s [3] paper boat on the pond illustrates
well the concept of Frailty. An origami paper boat floating on a calm pond on a sum-
mer’s day only betrays its Frailty when the sun retreats, the wind blows, and the boat
is inundated with waves and eventually sinks. With good weather and gentle winds,
the future for the paper boat can be good depending on prevailing conditions encoun-
tered. Such is the frail patient who is managed well with good care addressing chal-
lenges to their health. However, if the storms such as infection or falls strike, the
patient’s condition can become unsustainable.

Frailty is not new but, like Dementia, has become an important concept because
of the non-specific nature of elderly presentations. The increasing number of older
people requiring care is sometimes referred to as ‘the Silver Tsunami’ [4].

The demography of the challenge faced by health and care services will now be
considered.

7.2.2 Demography: National and International

The population statistics below (Table 7.1) indicate that many people in specific
parts of the world are living longer.

Table 7.1 Population statistics, World, Europe/North America and United Kingdom (UK) [5, 6]

‘World

Over 65s Over 80s

2019 1in 11 (9%) 143 million

2050 11in 6 (16%) 426 million

Europe and North America

Over 65s

2050 1in4

UK

2019  >65 12 million >75 5.4 million >85 1.6 million >90 0.5 million >100. 15,000
2030 >100. 21,000
2041 >85 3.2 million

2066. >85 5.1 million
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All health systems are serving ageing populations. The United Nations [6] states:

Globally, the population aged 65 and over is growing faster than all other age groups. In
2018, for the first time in history, persons aged 65 or above outnumbered children under five
years of age globally.

In the UK [5], the 85+ age group is the fastest growing and is set to double to 3.2
million by mid-2041 and treble by 2066. Substantial progress has been made to
enable people to live to a great age. However, health and social care systems need to
be equipped to care for more people living for longer periods with progressive dis-
ability, dementia and Frailty. We will now consider the key elements of a Frailty
Approach.

7.3  The Key Elements of a Frailty Approach: Defining
the Core Concepts

This section will define and explain the core concepts including Frailty, Dementia,
Delirium, Co-morbidity, Polypharmacy and Falls. They are foundational to an
understanding of effective care of the elderly and relevant to all professionals
involved.

7.3.1 Frailty: Definition of a Diagnosis

Frailty becomes more prevalent the older we become and is higher in the over 85s
(Table 7.2).

Clegg et al. [8, p. 752] described Frailty as ‘the most problematic expression of
population ageing’. Rockwood et al. [9] described Frailty as a clinically valid and
valuable concept, however, a difficult term to define well. Moody [10] defined
Frailty as ‘reduced resilience and increased vulnerability to decompensation after a
stressor event’. The British Geriatric Society [11, p. 6] defines Frailty as:

a distinctive health state related to the ageing process in which multiple body systems grad-
ually lose their in-built reserves.

Rockwood et al. [9] have described a practical, usable and reproducible ‘deficit
accumulation model’ of Frailty, which says that ‘small age-related problems add up
to give rise to Frailty’ [12]. The clinical frailty scale was developed (Fig. 7.1). It is
popular in clinical practice today and has gained widespread recognition because it
relies on professional judgement. It is used in many settings to screen for Frailty. It is

Table 7.2 Prevalence of Age groups Prevalence %
frailty and age (adapted from >65 years 10

British Geriatric Society, [7]) >85 years 25-50
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CLINICAL FRAILTY SCALE
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MANAGING
WELL

LIVING
WITH
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LIVING
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People who are robust, active, energetic
and motivated. They tend to exercise
regularly and are among the fittest for
their age.

People who have no active disease
symptoms but are less fit than category
1. Often, they exercise or are very active
occasionally, e.g., seasonally.

People whose medical problems are
well controlled, even if occasionally
symptomatic, but often are not
regularly active beyond routine walking.

Previously “vulnerable;’ this category
marks early transition from complete
ind d While not d dent on
others for daily help, often symptoms
limit activities. A common complaint

is being “slowed up” and/or being tired
during the day.

People who often have more evident
slowing, and need help with high

order instrumental activities of daily
living (finances, transportation, heavy
housework). Typically, mild frailty
progressively impairs shopping and
walking outside alone, meal preparation,
medications and begins to restrict light
housework.

LIVING
WITH
MODERATE
FRAILTY

)

LIVING
WITH
SEVERE
FRAILTY

LIVING
WITH VERY

1&
mﬂ
SEVERE
FRAILTY

TERMINALLY
ILL

People who need help with all outside
activities and with keeping house.
Inside, they often have problems with
stairs and need help with bathing and
might need minimal assistance (cuing,
standby) with dressing.

Completely dependent for p |
care, from whatever cause (physical or
cognitive). Even so, they seem stable
and not at high risk of dying (within ~6
months).

Completely dependent for personal care
and approaching end of life. Typically,
they could not recover even from a
minor illness.

Approaching the end of life. This
category applies to people with a life
expectancy <6 months, who are not
otherwise living with severe frailty.
(Many terminally ill people can still
exercise until very close to death.)

SCORING FRAILTY IN PEOPLE WITH DEMENTIA

The degree of frailty generally
corresponds to the degree of
dementia. Common symptoms in
mild dementia include forgetting
the details of a recent event, though
still remembering the event itself,
repeating the same question/story
and social withdrawal.

DALHOUSIE
UNIVERSITY

www.geriatricmedicineresearch.ca

In moderate dementia, recent memory is
very impaired, even though they seemingly
can remember their past life events well.
They can do personal care with prompting.
In severe dementia, they cannot do
personal care without help.

In very severe dementia they are often
bedfast. Many are virtually mute.

Clinical Frailty Scale ©2005-2020 Rockwood,

Version 2.0 (EN). Al rights reserved. For permission:
www,geriatricmedicineresearch.ca

Rockwood K et al. A global clinical measure of itness
and frailty n elderly people. CMAJ 2005;173:489-495.

Fig.7.1 The Clinical Frailty Scale (CFS) version 2.0. With permission from Dalhousie University,
Geriatric Medicine Research

relevant for health professionals because it provides shareable information.
Rockwood [13] wrote: ‘[it gives] information from a clinical encounter with an older
person, [to] roughly quantify an individual’s overall health status’. It is this descrip-
tion which is useful and shareable for all health and social care professionals.

7.3.2 Dementia and Its Close Connection with Frailty

A 2020 UK National Institute for Health and Care Excellence [14] dementia impact
report shows that approximately 460,000 people in England are diagnosed with
dementia, and a further 200,000 are estimated to be undiagnosed.

Dementia is an umbrella term used to describe a range of progressive neurological disor-
ders, conditions affecting the brain. There are over 200 subtypes of dementia, but the five
most common are: Alzheimer’s disease, vascular dementia, dementia with Lewy bodies,
frontotemporal dementia and mixed dementia. Mixed dementia is a combination of differ-
ent types. [15, p. 2].

Dementia contributes to Frailty by damaging brain cells and preventing the brain
from functioning normally.
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Itis estimated that 25% of hospital beds are occupied by someone with dementia.
However, the Alzheimer’s Society estimates that this is a very low estimate and
states that the figure is far more likely to be as high as 50% [16].

7.3.3 Delirium

This next section introduces you to an important condition that is often overlooked
or under-diagnosed when caring for older people

Delirium (or “acute confusional state”) is a common clinical syndrome characterised by dis-
turbed consciousness, cognitive function or perception, which has an acute onset and fluctuat-
ing course. It usually develops over 1-2 days [17].

Delirium can be defined as any acute change in normal cognitive state. It can be
either hyperactive (restless, agitated with poor concentration) or hypoactive (with-
drawn, quiet and sleepy) [18]. Delirium is important because it is a serious condi-
tion associated with poor outcomes. However, it can be prevented and treated if
dealt with urgently [17].

The causes of both hypo and hyperactive delirium are the same [18]. See Fig. 7.2
below [19].

2. HARNESS THE
CAREFULLY POWER OF THE
FOR DELIRIUM /|\ FAMILY

LISTEN to family/ ALLOW open visiting &
PINCHME
Pain friends/carers family photos at bedside.
. who tell you the MINIMISE ward transfers
Then use the 4AT
|NfECt_|°" i to help diagnose patient is confused (and document all this!)
Constipation W dellfim

Hydeation p—— 3. FIND/STOP CULPRIT MEDS

Medication
Environment — *Amitriptyline ... can all cause or worsen
i *Combo analgesics delirium. Can you
*Anticholinergics deprescribe anything?
*Benzodiazepines NB caution stopping benzos suddenly

IF YOU REALLY HAVE

ALCOHOL

S 08 Dood wearine 4. ORIENTATE | rescrise meoicarion
s Abs? ' YOUR PATIENT | [Sisuseseiere
¥ GLASSES? Pluclhy:fm in |
batteries!) g Clocks & anza west possible
calendars .

eridol or

Put them on!

Fig.7.2 Delirium: top tips with permission of Dr Daniel Thomas and Dr Linda Dykes ©Dr Linda
Dykes and Dr Daniel Thomas
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A good place to start with delirium is to ask a relative or carer the ‘single ques-
tion to identify delirium’, the SQuID [20]. ‘Is the patient more confused than nor-
mal?” Then the Abbreviated Mental Test (AMT4), a four-question test, is used. It
consists of asking place, age, date of birth and current year. It is simple, quick and
easy to administer:

The way to propose it to the patient to minimise anxiety is not to start straight in with the
questions otherwise they may feel you are trying to catch them out or lay bare their deficien-
cies. Rather, begin with the question ‘How do you feel about your memory?’, then ask:
‘Would you mind if I ask you 4 quick questions’. Having been asked in such a careful and
respectful manner; the patient almost never objects. It is invaluable to be able quickly estab-
lish the presence or absence of cognitive impairment in your first moments of assessment.

The AMT4 is a validated rapid initial cognitive estimate. ‘Using a four-ques-
tion test to determine a patient’s cognitive functioning is very useful since time
pressure is at the heart of making a comprehensive enough assessment’ [21].
Importantly, many patients have delirium against a background of dementia.
Some have delirium only without any associated or diagnosed dementia. The
important thing to remember is that with delirium it is of recent and rapid onset.

7.3.4 Perplexing Behaviour

Delirium and dementia are often characterised by behavioural and psychological
symptoms. This is often referred to as challenging behaviour or behaviours that
challenge to try to reduce stigma. A better term is perplexing behaviour—which is
non-stigmatising, and it states the reality—it is perplexing for patient, carers and
health professionals.

7.3.5 Capacity

The main principle here is to ensure that the system acts in the best interests of the
patient, which relates to the Mental Capacity Act of 2005. Assessing capacity causes
difficulties for health and care professionals.

Assessing capacity needs a consideration of four things:

. Understanding
. Retention

. Evaluation

. Communication

AW =

Capacity assessment involves decision-making such as resuscitation status and
preferred place of care when the patient is not able to decide. A patient may be able
to decide what they would like for lunch but not have capacity to consent to treat-
ment. Consultation with relatives is important. Remember capacity is decision-spe-
cific. Capacity is associated with Powers of Attorney and Deprivation of Liberty.
These are referred to in the further learning section.
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7.3.6 Polypharmacy: How Medications Can Cause Rather Than
Solve Problems

Polypharmacy literally means multiple medicines. The National Service Framework
of 2001 established the need for ‘discontinuing inappropriate or excessive medica-
tion’ [22]. Polypharmacy can be either appropriate or inappropriate. Polypharmacy
increases the risk and predisposition of falls. Older people are more susceptible to side
effects, which can lead to falls. A useful mnemonic is CAPTAIN—Check All
Prescribing To Ascertain If Needed. Rationalising medication with appropriate depre-
scribing should be the norm. If you see a lengthy list of medications, approach a col-
league who can review this. This will usually be a doctor or pharmacist. More nurses
and allied health professionals are becoming prescribers. Regular medication review
is crucial in older people, especially in falls and treating delirium. There are guidelines
which encourage health and care professionals to think carefully about medications
and their unwanted effects. For example, the STOPP/START criteria [23].

Frailty, delirium, dementia, medication side effects and falls are the main prob-
lems encountered in caring for older people. Depression is also a problem in old
age; however, side effects of antidepressants particularly increased falls risk must be
considered. Antidepressants increase falls risk through exacerbating postural drops
in BP and slowing response time [24]. The measurement of lying and standing
blood pressure to detect postural drops is mandatory in all fallers [25].

7.3.7 Co-morbidities

Co-morbidity or multi-morbidity (the presence of multiple co-morbidities) refers to
having two or more long-term physical or mental health conditions [26]. Many of
our older people have multiple co-morbidities resulting in cumulative deficits.
These deficits can be physical, social, functional and cognitive. For example, one
older person could have the following co-morbidities: dementia, diabetes, Frailty
and chronic obstructive pulmonary disease (COPD). Multimorbidity results in
cumulative deficits.

7.3.8 Falls

Falls happen when Frailty, delirium, dementia, polypharmacy and co-morbidities
conspire together.

Falls remain a major cause of injury and death amongst the over 70s and account for more
than 50 per cent of hospital admissions for accidental injury [27].

Medications can contribute to the risk of falling such as those used to control
blood pressure, diabetes, angina, heart disease, depression, anxiety, enlarged pros-
tate, strong pain killers and sleeping tablets [24].
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Everyone who falls should have a lying and standing blood pressure, this is
something which is often omitted and, therefore, postural drops missed.

7.3.9 Deconditioning

Muscle loss associated with prolonged stays in bed prejudices recovery. Anti-
deconditioning campaigns have become prominent in the UK in an attempt to
combat this. The importance of early mobilisation, where possible, encouraged
by dressing patients in their own clothes is clear. Initiatives such as ‘End PJ
Paralysis’ [28] have been introduced. Patients look so much healthier when
dressed in their own clothes, and this approach is to be encouraged. It fits well
with CGA.

7.4 Comprehensive Geriatric Assessment: Crossing
Boundaries Not Patrolling Them

We have looked at the key concepts around care of the older person. These concepts
now come together as they combine into the tool called CGA, which will equip you
with the skills you need to undertake assessment and treatment of the older person
with confidence, whether your core expertise is social care, nursing, therapy or
medicine.

Crossing Professional and Practical Boundaries Not Patrolling Them: A
Frailty team is part of everyone’s team looking to interact with all professionals
involved in a person’s care. An ‘approach’ is the way we assess and build a pic-
ture of the patient. Engaging with patients is always time-pressured in whatever
setting you find yourself, hence the emphasis is on a ‘comprehensive enough’
assessment.

7.4.1 Comprehensive Geriatric Assessment: A Proven Tool

Frail older patients often present in a non-specific way with one or more of the 5 Is:
instability (falls), immobility iatrogenic presentations (polypharmacy) impairment
of cognition and incontinence [29].

CGA is a tool which is aimed at breaking down the complexity of the presenta-
tions of older people into manageable chunks. It is accessible to all health and care
professionals and depends on contributions from all professionals involved. All of
their core skills create an accurate and shareable picture of the patient’s presenta-
tion. Too often, different caring professions complete their tasks in isolation. This is
a way of integrating health and social care assessment in a constructive and benefi-
cial way. It benefits the professionals involved by encouraging dialogue. The fact
these professionals work in the same team means they are easily accessible to each
other. A practical and helpful definition describes CGA as:
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A process of good, holistic care delivered within a geriatric-medicine-focused multi-
disciplinary team, which goes above and beyond simply managing the acute problem that
the person has presented with’ [30].

The evidence for the success of CGA is threefold:

1. It leads to better outcomes than ‘usual medical care’ (going beyond addressing
just the problem the patient presented with, for example, pneumonia)

2. CGA makes people more likely to be alive in a year and to be living a less-
dependent life.

3. It has been so successful that it is being used in other disciplines [30].

Recent developments have seen it used to assess patients following fractures
(ortho-geriatrics) and in cancer patients (oncogeriatrics). It is also being used to
assess patients, where surgery is being considered (POPS: Preoperative pre-surgical
assessment). CGA needs the skills of all the multidisciplinary team, that is, all the
caring professions, otherwise it loses its benefits [30].

7.4.2 The Four Domains of the CGA: MSFC—Medical, Social,
Functional and Cognitive

Assessment takes time but can be done initially rapidly and can be repeated going
deeper each time.

* Quick example of the usefulness of CGA—S86 years patient comes in—wit-
nessed fall, from a Care home, reduced mobility. Medical—Fall, Social—
Residential Home, Function—wheeled Zimmer Frame, Cognition—Known
dementia. Immediately the goal of care will be to return this patient to their
Residential home once their appropriate investigations have been completed,
including medication review (CAPTAIN), bloods and x-rays, discussion with
carers, mobility assessment and assessment of cognition. Lying and standing
blood pressure checked once fractures excluded—LSBPCOFE!

7.4.2.1 Medical: A Foundation But Only 25% of the Story

The medical domain of a CGA must include the presenting problem, past medical
history and the current medication of the patient as well as allergies. It is an impor-
tant part of the assessment but is only 25% of it. The social, functional and cognitive
aspects remain essential to the patient’s progress. In drawing together the medical
element of a CGA, use can be made of the following sources: general practitioner
(GP) computer systems, social care records, phoning local social services, para-
medic admission sheets, GP admission letters and emergency department (ED)
letters.
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7.4.2.2 Social: The Context of Day-to-Day Living
The social domain must include significant others, care packages and agency con-
tact numbers. This part is about recruiting allies for the ongoing care of the patient
outside of hospital. Communication and consultation with relatives and carers has
helped me greatly in my practice in terms of accurate history and planning
future care.

It is important to engage the skills and knowledge of local social care profession-
als as early as possible as they know how to navigate the often-confusing array of
care providers and funding issues.

7.4.2.3 Functional: The Importance of the
Multidisciplinary Approach

This domain includes home layout including stairs, toilet and washing provision,
whether upstairs or downstairs, activities of daily living (ADLs) and mobility
assessment, use of walking aids such as Zimmer frames and continence.

One of the key tenets of CGA is the skills of therapists, particularly physiothera-
pists and occupational therapists. The importance of optimising mobility and deal-
ing with environmental considerations is crucial.

7.4.2.4 Cognition: Rapid But Accurate

Impaired cognition brought by impaired vision and hearing is identified—poor sight
and hearing should be recorded, and hearing aids and glasses found. Cognition can
be assessed with the AMT4 and SQuID (single question to identify delirium): ‘Is
this person more confused than before?” The AMT4 can be supplemented later in
the patient journey by the 4AT delirium screen.

7.4.2.5 Summarising: Recording and Making a Plan of Care

A CGA can be simply summarised under the four headings: medical, social, func-
tional and cognitive problems leading to a plan of goals. Admission or discharge of
the patient into the appropriate clinical setting is guided by the CGA. CGA is not a
once-and-for-ever event. It is used as the repeated way of processing the current
presentation of the patient to inform ongoing and future care.

7.5 Practical Application of CGA: A Clinical Scenario
Employing Tips and Tools Described in This Chapter

Case:

Violet is 92 and lives alone. She is admitted to the ED after being found on the
floor at home by the 9 a.m. carer. No active bleeding, she has been conveyed
by the ambulance service because of left hip pain. Violet has dementia—con-
fusion suddenly worse in last 2 days according to carer. She is on 12 different
medications.
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Reflective Exercise:
Initial Consideration of the Following

Which of the 5 Is is Violet presenting with?

Immobility: Yes, currently, what is her normal baseline mobility?
Instability: Yes

Iatrogenic: Yes, probable polypharmacy—12 medications
Incontinence: Perhaps—check with the carers.

Impairment of cognition: Do the SQuID and AMT4—place, age,
DOB, year (PADY)

What are her medical problems (include consideration of the possible
harmful effects of medications)?

What are her social problems?

What are her functional problems?

What are her cognitive problems?

@i g o =

* Document sources of your information with contact numbers—it will help you
later. Next consider the problems Violet presents under the following headings:

Medical Problems: Initial assessment to exclude sepsis. Fall, polypharmacy,
Frailty (Rockwood level—6)—consult computerised and paper records.
Lying and standing blood pressure required, given the fall and polypharmacy
(Defer until hip fracture has been excluded but ensure requirement recorded
in notes as a reminder to self and colleagues). Ensure appropriate assessment
by medical colleague with documented BP, pulse regular/irregular, tempera-
ture, oxygen saturation and appropriate blood samples. Imaging of left hip.
Violet also needs a computer tomography (CT) of her brain because she is
taking an oral anticoagulant for atrial fibrillation and, therefore, may have had
an intra-cerebral bleed [31]. Her worsened confusion could be compounded
by a head injury.

Social Problems: Does she live in a house/flat or care home? Has she got
family? Enlist their support. Ring them if not present. Are they coping?
Does she have a package of care?

Package of care in place for the last 3 years (information from social services
as care agency unavailable. Also give your daughter’s contact number).

Next of kin is a daughter who lives 200 miles away, she comes infrequently
and does weekly food shopping online. House with stairs. Widow for 10 years.
Functional: Consider ADLs, mobility, use of aids and continence.
Consider the environment—stairs? Where does she sleep? Where is the
loo —upstairs or downstairs?

Violet lives downstairs with a commode for toileting as she can no longer man-
age the stairs and no downstairs loo. She uses a Zimmer frame and is unsteady
on her feet (information from daughter by phone). She is incontinent of urine
with occasional faecal incontinence. Pads from bowel and bladder service.
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— Cognitive: Use a quickly administrable and recordable AMT4: place, age,
DOB, year and record the score. Presence or absence of cognitive deficit
is an important initial feature to capture by also using the SQuID.

— The SQuID: ‘Is the patient’s confusion worse than normal?” Care Agency
Golden Days 9 a.m. carer confirmed to daughter that Violet has been more
agitated and anxious in last 2 days. Violet scores 1 out of 4 on the AMT4—
place x, age x, DOB correct, year x.

How would you summarise your information, record it and establish the overall

goal of this episode? To whom would you refer the patient?

This information is recorded under the four headings:

Medical: moderately frail lady of 92 years, background of hypertension, vascu-
lar dementia, previous stroke, carcinoma of breast 15 years ago. Fall possible
head injury. Increased confusion/agitation for 2 days.

Rockwood Clinical frailty scale—o6.

Social: Package of Care Golden Days agency 01625 444 323, 3 x daily.
Daughter Fiona, London. 020 7345 2001. Online shopping. Visits fortnightly.
Neighbours ‘look in.” Suggests patient vulnerable overnight.

Function: House with stairs. Downstairs living, Zimmer frame, unsteady, fall 3
months ago

Baseline: able to stand independently and transfer

Incontinent of urine, occasional faecal incontinence, pads from bladder/
bowel service

Cognition: AMT4 1/4 Hearing aids—Ileft at home, poor sight. Known dementia

Plan

Get hearing aids and glasses from home

Refer to orthopaedics (bone fracture specialists)—confirmed L fracture neck of
femur on X-ray

Computerised tomography Brain scan—no bleeding identified

Lying/standing blood pressure later because of fracture. Medicines optimisation
(note Violet is on 12 medications)

Needs deprivation of liberty safeguard as lacks capacity to consent to treatment
currently

May require intermediate (step down) care and then possible nursing home
placement. Dr Jones has mentioned discussion of resuscitation status with
daughter Fiona because of advancing Frailty and co-morbidities. For further dis-
cussion if condition worsens. Violet unable to engage with discussion. Daughter
has Power of Attorney for Health and Wealth.

From discussion with Violet’s daughter, preferred place of care is home
Handover to orthopaedic ward completed

Having looked at a clinical scenario, which demonstrates CGA in action, further

areas for consideration going deeper are suggested next.
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7.6  Summary

This chapter demonstrates the complex and often non-specific nature of older peo-
ple’s presentations clearly describing a tool to break that complexity down into
manageable ‘bite-size’ pieces. That tool is CGA. The value of CGA is shown. It
integrates the input of all the care professionals involved. Frail elderly people
require care beyond purely medical considerations. CGA also describes patients’
social, functional and cognitive problems—a Frailty Approach.

The key elements of a Frailty approach are described. The value of being able to
quantify an older person’s overall health status and be able to share that information
with colleagues [13] is explained. The essential nature of an MDT approach is also
explained. How that approach considers the key concepts of dementia, delirium and
polypharmacy is described.

The CAPTAIN maxim is introduced—‘Check All Prescribing To Ascertain If
Needed’. The burden of falls and their incidence and causes, often related to poly-
pharmacy, is described, along with the importance of ensuring every faller has a
lying and standing blood pressure recorded and evaluated.

Having described the Frailty team and its ability to challenge traditional care
boundaries and roles, its main tool CGA is outlined with its proven benefits of
improving survival and keeping people in their own homes. The four domains of
CGA are then described in detail. How medical, social, functional and cognitive
problems contribute to overall health status is demonstrated, with clear care plan-
ning made possible. The scenario of 92-year-old Violet’s presentation to hospital
shows how the principles described are applied in practice.

Further learning opportunities are described below with information about the
people and organisations making a difference to the care of older people.

I would like to acknowledge the dedication and support of my colleagues in the
Frailty team at Macclesfield hospital as well as Sian Harrison, Cheshire Advanced
Dementia Team for help with Demography, Dr. Dawn Moody for the term ‘Frailty
Approach’ and Elaine Horgan, NHS Manager for the term ‘rest-of-life’.

7.7  Taking It Further: Suggested Further Reading

MDTea Podcasts. “The MDTea is a project with an interest in podcasts and the
power of storytelling. A suite of resources for those health and social care profes-
sionals that are lucky enough to work with older people’. http://thehearingaidpod-
casts.org.uk/about/

The British Geriatric Society—all things relevant to older people’s care.
bgs.org.uk

Dawn Moody, Former Deputy National Director for Older People at NHS Eng-
land, has created resources to benefit patient management, for example, the Virtual
Reality Frailty experience along with the Frailty toolkit: https://www.frailtytoolkit.
org/frailty360-intro/

Ethics of care—the 4 principles of Respect for Autonomy, Beneficence, Non-
maleficence and Justice. Useful guide to ethical care when facing the dilemmas


http://thehearingaidpodcasts.org.uk/about/
http://thehearingaidpodcasts.org.uk/about/
https://www.bgs.org.uk
https://www.frailtytoolkit.org/frailty360-intro/
https://www.frailtytoolkit.org/frailty360-intro/
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posed by elderly patients. Tom Beauchamp and James Childress, Principles of bio-
medical ethics, 8" Edition, Oxford University Press, New York, January 2019.

End of Life issues. The Cheshire Advanced Dementia Support Team aims to guide
and educate professionals and informal caregivers. http://eolp.co.uk/advanced-
dementia-support-team/. The Gold Standards Framework led by Professor Keri
Thomas. https://www.goldstandardsframework.org.uk

Dementia Friends run by the Alzheimer’s Society—Accessible to all community
groups for free. https://www.alzheimers.org.uk/get-involved/dementia-friendly- com-
munities/dementia-friends

Admiral nurses—Dementia UK—the work of specialist dementia nurses. https://
www.dementiauk.org/?gclid=CjwKCAjw2a32BRBXEiwAUcugiE-1nho4euQJDy
eEnTQo9gb60SIfJJvO8MKSAvPfriHIXhsHp_RfehoCOQOQAvD_BwE

Power of Attorney—Age UK, (2019), Making sure your wishes are respected
https://www.ageuk.org.uk/globalassets/age-uk/documents/information-guides/
ageukig21_powers_of_attorney_inf.pdf

DoLS—Lorraine Curry, (2017), Quick Guide to Deprivation of liberty Safeguards
https://www.adass.org.uk/media/5896/quick-guide-to-deprivation-of-liberty-
safeguards.pdf (DoLS).
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8.1 Learning Objectives

This chapter will enable you to:

* Increase your knowledge of nutritional requirements for older people and recom-

mendations for eating well for healthy ageing
* Recognise common difficulties in eating and drinking in the older person

* Initiate first-line dietary advice and food first interventions to improve nutritional

status of the older person
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8.2 Introduction

Nutrition is important in supporting health and well-being across the lifespan, and a
healthy balanced diet is advocated to optimise health, prevent disease and maintain
a good nutritional status. However, what is considered a healthy balanced diet for
the general population requires tailoring to meet the individual needs of different
populations; this chapter will focus on nutritional recommendations for adults over
60 years old. See Fig. 8.1 that highlights the learning objectives.

As we age, nutritional requirements change due to complex biological processes
that occur (see Chap. 2), as well as changes in health status. Older people may expe-
rience one or more of the following that may affect nutritional intake and negatively
impact on their nutritional status:

e A reduction in thirst perception or reduced appetite due to changes in taste or
food preferences [1]

» Early satiety, meaning they are unable to eat large amounts of food at one sitting

* Gastrointestinal problems such as nausea, bloating, gastric pain, malabsorption,
constipation or oesophageal reflux

* Difficulties in eating including problems like chewing, possibly as a result of
dental caries or ill-fitting dentures, degeneration of the oral mucosa and reduced
saliva production, or swallowing difficulties, which may require texture-modified
food and assessment by a speech and language therapist [1]

* Problems with dexterity, tremors, vision, strength or coordination, which may
limit their ability to self-feed and may need assistant or adapted equipment [2]

* Memory or cognitive impairment may lead to food avoidance, food refusal or
forgetting to eat and drink. This may also cause changes in food preferences,

Fig. 8.1 Learning
objectives
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heightened anxiety around mealtimes and behavioural challenges such as hiding
or throwing food or aggressive behaviour around mealtimes

e Physical impairment such as frailty or disability as well as social, mental health
or physiological difficulties, which may adversely impact activities such as shop-
ping for groceries, preparing food or cooking; requiring assistant from family or
external agencies

e Emotional impact from social isolation, loneliness, boredom, depression or
bereavement that may reduce motivation to eat, drink or general self-care [1]

e Poverty is common in the older population and may dictate what food is pur-
chased and, therefore, restrict food choice and intake [2]

e Increased calorie requirements during acute illness, following trauma or in
chronic disease

Therefore, small adaptations to mealtimes and food provision may enable people
experiencing difficulties with eating and drinking to consume a diet that is able to
meet their nutritional requirements and maximise their nutritional status.

If nutritional requirements are not met, individuals may experience weight loss,
altered body composition and nutritional deficiencies, also known as malnutrition,
which is associated with adverse effects on functional and clinical outcomes.
Malnutrition in older people is often under-recognised because many people per-
ceive low body weight and unplanned weight loss to be a normal part of ageing.
Early identification of those at risk of malnutrition is recommended through the use
of validated screening tools to prevent and treat malnutrition.

National Institute for Health and Care Excellence (NICE) (QS24 Nutritional
Support in Adults (2012) states that all care services must take responsibility for the
identification of people at risk of malnutrition and provide nutrition support for
everyone with an indicated need. It is important that an integrated approach is taken
across the multidisciplinary team to deliver high-quality care to adults who need
nutrition support [3]. Good nutrition support services are crucial in patients at risk
of malnutrition, and in many cases nutrition support services are provided as part of
a wider care package to treat the underlying cause of malnutrition or manage the
increased risk of malnutrition [4].

European Society for clinical nutrition and metabolism (ESPEN) guidelines on
clinical nutrition and hydration in geriatrics, recommend all older persons should
be routinely screened for malnutrition in order to identify risk early [2]. NICE
guidelines [4] recommend screening for risks of malnutrition in all hospital inpa-
tients on admission and all outpatients at their first clinic appointment. Screening
should take place at GP visits to ensure early identification at every opportunity.
Screening should be repeated weekly for inpatients and when there is clinical con-
cern for outpatients. People in care homes should be screened on admission and
repeated every 3 months or where there is clinical concern [2, 4]. The Mini
Nutritional Assessment tool (Nestle Nutrition Institute) [5] and Malnutrition
Universal Screening Tool [6] are commonly validated screening tools suitable for
detecting those at risk of malnutrition.
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A food first approach is recommended as a first-line intervention to correct nutri-
tional deficiencies and maintain enjoyment of normal eating and drinking habits,
whilst improving intake and preventing the adverse effects of malnutrition.
Unnecessary dietary restrictions such as for diabetes or cholesterol lowering should
generally be avoided as they may limit dietary intake and have been shown to be less
effective with increasing age [2]. Liberalisation of diet prescriptions for older adults
in the long-term may enhance nutritional status and quality of life [2].

8.3 Malnutrition

Malnutrition is defined as a deficiency or excess of nutrients such as energy, protein,
vitamins and minerals, causing measurable adverse effects on body composition,
function or clinical outcome, and is both a cause and a consequence of ill health [4].
Malnutrition in older adults is likely to relate to under-nutrition caused by compro-
mised intake or assimilation of nutrients, in association with acute or chronic
inflammation, leading to altered body composition and diminished biological func-
tion [7].

Unintentional weight loss is a common indicator of malnutrition in older adults,
and significant weight loss is linked to reduced morbidity and mortality, particularly
in those with a low BMI. There must be priority to obtain repeated weight measures
over time to identify trajectories of decline, maintenance and improvement. It is
important to recognise the pace of weight loss by determining the period of time the
weight loss spans [7]. Percentage weight loss is calculated using the following
equation:

Original weight —current weight <100

Original weight

However, changes in body weight do not always reflect changes in body compo-
sition; therefore, muscle mass is used as a measure to detect loss of fat-free mass.
The decline in muscle mass is generally an indicator of reduced muscle function.
Magnetic resonance imaging (MRI), computed tomography (CT) and dual-energy
X-ray absorptiometry (DXA) are considered to be gold standards for non-invasive
assessment of muscle quantity/mass, however, these tools are not commonly used in
clinical practice due to high-equipment costs and lack of portability [8]. Bioelectrical
impedance analysis (BIA) is considered a more user friendly and reliable tool to use
in practice to measure fat-free mass. Physical examination or anthropometric mea-
sures of calf or mid-arm circumference require minimal specialist equipment or
training and are good predictors of mortality. The cut-off points for diagnosis of
malnutrition in older adults are <31 cm for calf circumference [8] and < 23.5 ¢cm for
mid-upper arm circumference [6].

There are several diagnostic criteria for diagnosing malnutrition including
ESPEN guidelines (2015) [9] (see Box 8.1) and NICE [4] (see Box 8.2).
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Box 8.1: ESPEN (2015) criteria for diagnosis of malnutrition; one of the following
two criteria must be met:

1.

2.

BMI <18.5 kg/m?

OR

Unintentional weight loss >5% over 3 months or >10% over any
period of time

AND

BMI <20 kg/m? (<70 years old) or <22 kg/m? (>70 years old)

OR

Low fat-free mass index (FFMI) <15 kg/m? males and <17 kg/m? females

Box 8.2: NICE [4] criteria for diagnosis of malnutrition; any one of the following
criteria must be met:

1.

2.

BMI <18.5 kg/m?

OR

Unintentional weight loss >10% within the last 3—6 months
OR

. BMI <20 kg/m? and unintentional weight loss >5% within the last

3—6 months

Until recently, there has been no single-existing approach or consensus that is
commonly used for diagnosis globally. A working group; Global Leadership
Initiative on Malnutrition (GLIM) was set up in 2016 to agree consensus on a defini-
tion and diagnostic criteria, which was published in 2019. The following diagnostic
criteria were agreed upon [7] (see Box 8.3).

Box 8.3: GLIM criteria for the diagnosis of malnutrition: the individual must
satisfy at least one criterion from the phenotype criteria and one criterion from
the aetiologic criteria [7]

1.

Phenotype Criteria:

e Weight loss >5% with the past 6 months or >10% over 6 months
OR

e BMI <20 kg/m? (<70 years old) or <22 kg/m? (>70 years old)
OR

e Reduced muscle mass

. Aetiologic Criteria:

e Reduced food intake or assimilation: <50% of energy requirements for
>1 week or any reduction for >2 weeks
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OR

e Any chronic GI condition that adversely impacts food assimilation or
absorption

OR

e Inflammation from acute disease/injury or chronic disease-related

Once malnutrition has been identified, first-line advice should be implemented to
prevent further decline and promote optimisation of nutritional status. If required, a
more comprehensive nutrition assessment should be carried out by an appropriately
training professional such as a registered dietitian, which can provide the bases for
an individualised nutritional care plan to be devised.

8.3.1 Causes of Malnutrition

Due to many factors, nutritional intake is often compromised in older persons and
the risk of malnutrition increased. Anorexia of ageing, reduced dietary intake,
impaired assimilation of nutrients combined with the effects of catabolic disease
and inflammation can rapidly lead to malnutrition if untreated. Identifying the
underlying causes of malnutrition can guide appropriate interventions to treat
malnutrition.

Inflammation alters metabolism including elevation of resting energy expendi-
ture and increased muscle catabolism leading to increased risk of malnutrition [7].
Acute inflammation such as from trauma, burns and major infections can be severe
in nature. Indicators of inflammation may include fever, elevated energy expendi-
ture and negative nitrogen balance. Chronic diseases such as congestive heart fail-
ure, COPD, obesity, rheumatoid arthritis, chronic kidney disease, liver disease or
cancer are associated with mild-moderate inflammation over a prolonged period.
Laboratory indicators of inflammation include serum C-reactive protein (CRP),
albumin or pre-albumin [7].

Reduced dietary intake is common in older people, due to many factors including
poor oral health, medication side effects, depression, dysphagia, gastrointestinal
complaints, anorexia and inadequate nutrition support [7].

8.3.2 Prevalence of Malnutrition

There are estimated to be around 1.3 million people aged over 65 who are malnour-
ished or at risk of malnutrition in the UK, and the vast majority (93%) of these live
in the community; many of them unknown to healthcare services [10].

Analysis by the British Association of Parenteral and Enteral Nutrition (BAPEN)
of data from nutrition screening from 2007 to 2011 shows that [11]:
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e 25-34% of patients admitted to hospital are at risk of malnutrition.
e 30-42% of patients admitted to care homes are at risk of malnutrition.
e 18-20% of patients admitted to mental health units are at risk of malnutrition.

A report by BAPEN estimated annual public health and social care costs associ-
ated with malnutrition at £19.6 billion in England in 2011-2012, more than 15% of
the total public expenditure on health and social care [10]. About half of this expen-
diture is on people >65 years [10]. Malnourished individuals were estimated to
require healthcare expenditure 3.36 times greater than a person who was not mal-
nourished [10].

8.3.3 Consequences of Malnutrition

Inadequate nutrition contributes to the progression of many diseases and is also
regarded as one important contributing factor in the complex aetiology of sarcope-
nia and frailty [2]. Loss of muscle mass, strength and physical functioning leads to
areduced ability to perform basic activities of daily living, increases risk of falls and
has adverse effects on quality of life and independence [2].

Consequences of malnutrition include increased susceptibility to infection,
increased hospital admissions, greater length of hospital stay as well as increased
likelihood of readmission to hospital [10]. Malnourished patients are at a higher risk
of developing pressure ulcers and reduced recovery from illness [4].

8.4  Eating for Healthy Ageing and Preventing Malnutrition

Older people have similar nutritional needs as younger people for most micronutri-
ents (vitamins and minerals), but their basal metabolic energy needs may be lower,
while their protein needs may be higher, meaning that older people are likely to
require a ‘nutrient-dense’ diet. Older people are at increased risk of micronutrient
deficiencies due to an increasing prevalence of gastrointestinal diseases, accompa-
nied by reduced nutrient bioavailability (e.g. atrophic gastritis, impaired vitamin
B12, calcium and iron absorption); therefore, deficiencies should be corrected by
supplementation [2].

In addition, older people may be unable to eat large amounts of food at one sit-
ting. Therefore, more frequent and smaller meals including all essential nutrients
may be appropriate. Eating alone and loneliness can also affect appetite, therefore,
social eating should be encouraged wherever possible in an environment conducive
to eating. Often in care settings, mealtimes are set, however, to maximise intake,
there should be flexibility around individual preferences to timing and frequency of
meals. Eating a nutrient-dense diet, together with regular exercise can help maintain
body weight, muscle strength and independence.

Table 8.1 provides more detailed recommendations and guidance about nutri-
ents. ‘Eating for health’ means a diet containing:
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Table 8.1

Nutrient
Energy

Protein

Micro-
nutrients

Nutrients

Recommendations

To maintain a healthy body weight, people need
to consume enough calories each day to meet
their total daily energy expenditure. In healthy
individuals, this is estimated to be around
25-35 kcal/kg body weight per day [4].
However, this will depend upon physical
activity levels, metabolic stress and disease and
absorptive capacity and is likely to be higher in
patients with chronic disease

Adults >65 years old have increased protein
requirements, with a recommended intake of
1.2 g-1.5 g/kg/day [12]. Many older adults do
not routinely consume enough protein to meet
their nutritional needs. Insufficient protein
intake can lead to a decline in muscle mass and
strength leading to sarcopenia

Aim for a balanced intake of vitamins and
minerals

If there is concern about the patient consuming
a balanced diet, a complete daily multivitamin
and mineral supplement should be considered
Encourage 2-3 portions of dairy food each day
to meet calcium requirements and keep bones
strong and healthy

Vitamin D supplementation is recommended
for all older people of 10 pg of vitamin D per
day to maintain bone health [13]

Practical guidance

Daily calorie intake can be
increased by adding energy-dense
food to a person’s usual diet by
adding foods that are high in fat
(cream, cheese, butter, margarine,
full-fat milk, oils. Avoid low-fat
products)

Aim to serve a protein-rich food at
each meal time

Protein-rich food include: Meat (or
meat substitute), fish, beans,
pulses, egg, dairy products
(cheese, yogurt and milk), tofu,
nuts and nut butters

Encourage regular milky drinks.
Dried milk powder can be added
to milky products, custard, sauces
or drinks to further increase the
protein content without increasing
the volume

Oily fish are a good source of
omega-3 fatty acids, which have
anti-inflammatory properties and
are good for heart health. Aim for
at least 1-2 portions of oily fish
per week. Oily fish include
mackerel, salmon, trout, fresh tuna
(not tinned), pilchards and sardines
Offer a small portion of vegetables
alongside meals or incorporated
into recipes

Offer fruit-based puddings, snacks
or fruits as addition to breakfast
cereal

Fruit and vegetables can be in the
form of frozen, dried, tinned or
fresh for convenience

Fruits and vegetables are low in
calories, therefore, fortifying them
with energy-dense food such as
butter, olive oil, salad cream,
mayonnaise (on vegetables and
salad items) or honey, sugar, jam,
peanut butter, cream, ice cream or
custard (on fruit) will increase
overall energy consumption
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Table 8.1 (continued)

Nutrient Recommendations Practical guidance

Fluids Older adults require 30 ml/kg/day [4] Ensure drinks are accessible
This is approximately 1.5-2.5 L (about throughout the day
8 x 200 ml glasses) a day depending on climate Try adding squash to water to
and activity levels enhance flavour
All fluids including fizzy drinks, milk, squash,  Use adapted cups to improve
tea and coffee and alcoholic beverages. All dexterity. Clear containers may
count towards fluid intake remind the patient to drink
Dehydration is common in older people, Encourage energy-dense fluids for
especially those with dementia. Dehydration those at risk of malnutrition
may lead to UTIs causing further delirium and  Encourage fluid through food such
increase risk of falls [14] as sauces, soups, fruits, jellies,

yoghurts and ice cream

* Three to four meals with additional between meal snacks if needed

e Ateach meal:

Food rich in starchy carbohydrate and fibre

Food rich in high-quality protein

— Fruits and vegetables

Food containing calcium and vitamin D (to support bone health)

e Atleast eight mugs/glasses (200 ml) of fluid throughout the day every day, which
may mean drinking more fluid than some older people are used to

8.5 Nutritional Interventions to Treat Malnutrition

Oral nutrition can be supported by practical interventions, education, nutritional
counselling, food modification and oral nutritional supplements [2]. Individualised
approaches should be developed to allow optimised personal care focused on the
patient’s specific needs. Where possible, involving the patient in decision-making
using appropriate communication tools to enable this [14].

It is important to aim to maintain a patient’s ability to eat and drink as close
to a normal diet for as long as possible to maximise the positive associations
such as social, behavioural, comfort and enjoyment that is related to eating and
drinking. A ‘food first” approach is encouraged to increase the nutritional qual-
ity of the diet as well as encouraging additional intake [2]. Interventions to
increase nutritional intake in patients with poor appetite are outlined in Table 8.2.
The success and appropriateness of the intervention will be dependent on the
individual patient and should be implemented alongside the recommendations
of a qualified health professional following a detailed assessment of the indi-
vidual’s needs.
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Table 8.2 Dietary interventions to prevent or treat malnutrition in older adults

Food first approaches
* Food fortification (adding nutrient dense foods to meals to increase nutrient content without
significantly increasing volume - see table 8.1)
* Small frequent meals and snacks
* Finger foods that can be easily picked up without the use of cutlery (such as sandwiches,
porkpie, cheese, crisps, nuts and dried fruit)
* Texture modification such as softer foods, blended, or adding sauces (if swallow difficulties
are suspected, refer to a speech and language specialist)
« Strong flavours and smells, or sweeter food may be preferred [1]
* Avoid unnecessary dietary restrictions [16]
Behavioural/environmental interventions
* Encouragement talk
¢ Feeding assistance
¢ Colour-contrasting plates, tablecloths and place mats
 Adapted cutlery to support with dexterity
» Comfortable environment, pleasent mealtime experience, napkins, ceramic plates, not
plastic trays
* Social eating with others
* Serve familiar and traditional food and smells
* Distraction-free
* Relaxing music [15]
* Involving the person in meal preparation or setting the table
Oral nutritional supplementation
¢ Oral nutritional supplement drinks—milk-based, juice-based, puddings- or yogurt-based,
jelly-based, small volume, powders, sweet, savoury or flavourless to help meet nutritional
requirements in patients who are unable to meet requirements through dietary
manipulation. Only consider once all food first approaches have been implemented and
evaluated [16]
* Oral nutritional supplements should provide a minimum of 400 kcal a day and 30 g protein
and should be given for a minimum of 1 month [2]
¢ Consider daily multivitamin and mineral supplement for all adults who are not likely to be
getting a full balanced diet [4]
¢ Provide Vitamin D supplementation 10 pg a day for all older adults [13] to support bone
and muscle health

8.5.1 Food Fortification

For patients who are unable to meet their nutritional requirements through their cur-
rent dietary intake, the aim is to fortify their intake or to increase the quality and
density of nutrients. It is important to remember the aim is to maximise both energy
density as well as nutrient density, therefore, continue to encourage a balanced diet.

8.5.2 Finger Food

Patients with dementia or those who are frail may experience problems with dexter-
ity or hand eye coordination, therefore, may struggle to use cutlery to cut up food or
transfer food to the mouth [2]. Serving food that can be easily picked up and eaten
by hand may encourage the patient to consume food at meal and snack times. Food
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items such as sandwiches, fish fingers, sausages, pork pie, quiche, cheese cubes,
vegetable sticks and dips, biscuits or sliced fruit may be appealing for patients with
dexterity problems.

8.5.3 Enhanced Flavours and Smells

Ageing has a marked impact on appetite, weight loss and malnutrition due to com-
plicated alterations in peripheral sensing and central processing. Older people have
altered satiety signals, therefore, may have dampened appetite and poor appetite
regulation in relation to calorie deficit [1].

Peripheral loss of taste/odour receptors or neurons causes significant deficits in
the perception of taste preferences, quality, intensity and valence [1]. Patients with
dementia have been found to have a strong preference for sweeter food and stronger
flavours, which might be different to their pre-illness preferences [1].

8.5.4 Texture Modification

Modifying the textures of food in the diet can allow patients to continue to eat food
that they enjoy and support them to meet their nutritional requirements. Soft food
such as egg, fish, mashed potato, porridge or cereals soaked in milk, slow-cooked
stews and food in sauces or even blended food may be preferred for people with
problems chewing, possibly because of fatigue from prolonged mastication, mouth
pain, dental caries or ill-fitted dentures.

Dysphagia is common, particularly in the later stages of dementia. Patients may
have difficulties chewing food, moving food around the mouth to form a bolus or
coordination of the swallow leading to aspiration. Patients may present with recur-
rent chest infections, refusing to eat, holding food in their mouth or food avoidance
behaviours. Communication difficulties are prevalent in patients during the later
stages of dementia, and it is important to remember that aspiration may occur with-
out symptoms (i.e. silent aspiration). All patients with suspected dysphagia should
be referred to a speech and language therapist for individualised advice on safe and
appropriate texture modification in line with International Dysphagia Diet
Standardisation Initiative (IDDSI) standards [14].

It is important to be aware that texture modification is associated with lower
daily energy, protein and fluid intake, often due to food presentation being less
appealing, reduced energy density and increased volumes of food needing to be
consumed due to the addition of liquids; however, this can be mitigated with simple
techniques. When blending food, keep individual foods separate to maintain indi-
vidual flavours or use moulds to shape food to look like their original form to add
visual appeal. Using energy-dense fluids such as full-fat milk or cream when blend-
ing will fortify meals and increase energy density.
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8.6 Behavioural and Environmental Interventions

Environmental and behavioural modifications for increasing food and fluid intake
in people with dementia include promotional activities around food intake, educa-
tion of nurses, positive encouragement during mealtimes and self-feeding pro-
grammes, however, there is a lack of high-quality evidence in this area [17].
Protected mealtimes in hospitals to provide interruption-free mealtimes may
enhance food intake, and assistance with mealtimes for those who require support
has been shown be effective in increasing nutritional uptake [18]. Cooking from
fresh and having the smells of the cooking may encourage food uptake in care
homes, and food should be visually appealing.

Mealtime interventions in care homes focus on improving the mealtime rou-
tine, experience and environment for older adults. Interventions that have been
shown to be effective include playing relaxing music, encouraging social eating,
positive encouragement from staff at mealtimes and using verbal cues to prompt
eating. As well as replicating a homely mealtime experience by using plates rather
than trays, having napkins and tablecloths can enhance the mealtime experience
and enjoyment. Changing the lighting, and increasing visual contrast with
coloured plates and placemats can increase intake in those with visual impair-
ments or with dementia. Offering more choice and autonomy to patients through
serving food at the table, may encourage greater intake of food if people are
empowered to choose their own food [1, 2].

8.6.1 Exercise and Preventing Sarcopenia

Sarcopenia is a progressive and generalised skeletal muscle disorder that is experi-
enced through normal ageing, and is accelerated by physical inactivity or poor
nutritional intake. It is associated with increased likelihood of adverse outcomes
including falls, fractures, physical disability and mortality [8]. The European
Working Group on Sarcopenia in Older People (EWGSOP) [8] recommend the use
of the self-reporting SARC-F questionnaire as a screening tool to identify those at
risk of sarcopenia. Responses are based on the patient’s perception of their limita-
tions in strength, walking ability, rising from a chair, stair climbing and experiences
with falls.

A loss of muscle strength is used to diagnose sarcopenia. Low grip strength is a
powerful predictor of poor patient outcomes and can be measured easily using a
handheld dynamometer. Grip strength cut-off points for the diagnosis of sarcopenia
are <27 kg men and <16 kg women [8].

The chair stand test (also called chair rise test) can be used as a proxy for leg
strength. The chair stand test measures the amount of time needed for a patient to
rise five times from a seated position without using his or her arms. Since the chair
stand test requires both strength and endurance, this test is a qualified but convenient
measure of strength. The cut-off point for diagnosis of sarcopenia is >15 s for five
rises [8].
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Reflective Questions

» Task 1—Think about recent patients that you have come into contact with
who had lost weight and had poor nutritional intake. What actions did you
take to address this?

* How did you try to understand the reason behind the patient’s difficulties
with eating and drinking? What would you do differently next time you
come across a patient who has lost weight and has a poor nutritional intake?

* Task 2—Imagine a family member close to you has lost interest in eating
and drinking, and you have noticed them losing weight gradually over the
past 6 months. Despite encouraging them with food, they are still not able
to increase their intake; you are now concerned with their frailty. How do
you feel? What support might you expect from a healthcare professional?
How could you be involved in the nutritional care plan?

* Task 3—How would you explain the importance of good nutrition and
hydration to your patients and their families in order to motivate them?
How would you ensure nutrition and hydration are included as a crucial
part of the care plan for older patients? How can you promote better nutri-
tion and hydration in your setting?

Combined interventions incorporating progressive resistance exercise (at least
twice per week) and nutritional optimisation (particularly meeting protein require-
ments of 1.2—-1.5 g/kg/day) have been shown to have positive outcomes on improv-
ing muscle mass, muscle strength and physical function [12, 19, 20].

8.7 Summary of Main Points

A holistic, multidisciplinary approach is needed to ensure high-quality nutritional
care, and support is provided to all older people as an integral part of the care pro-
cess. A detailed and thorough assessment of nutritional status as well as regular
screening and monitoring of weight is vital to ensure the nutritional status of the
patient can be optimised. Interventions should focus on a food first approach and
consideration given to the social, environmental and psychological aspects of eating
and drinking as well as the physiological factors affecting dietary intake. Interventions
should be implemented immediately and monitored closely, and account for the nat-
ural ageing progression and changing needs of the individual. Referral to a dietitian
is advised for those at high risk of malnutrition in line with local referral guidelines.

8.8 Suggested Reading

Further resources on providing first-line nutritional interventions for the prevention
and treatment of malnutrition can be found on the following websites:
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British Association of Parenteral and Enteral Nutrition (BAPEN) website: https://
www.bapen.org.uk/nutrition-support/nutrition-by-mouth

Malnutrition pathway website: https://www.malnutritionpathway.co.uk/copd
British Dietetics Association (BDA) food fact sheets: https://www.bda.uk.com/
foodfacts/malnutrition
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9.1 Learning Objectives
This chapter will enable you to:

e Develop the reader’s understanding of the benefits and challenges of inter-
professional working between health and social care colleagues

¢ Increase the reader’s knowledge of the roles and responsibilities of social work-
ers and social care professionals in relation to hospital discharge and admission
avoidance

e Enhance the reader’s skills to work effectively with social workers and other
social care professionals to promote the continuity of inpatient care
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9.2 Introduction to the Topic

The term ‘Continuity of Care’ refers to a continuous and consistent therapeutic
relationship with a clinician or care manager, ‘including providing and sharing
information and care planning, and any coordination of care required by the patient’
[1]. Whilst the term ‘Continuity of Care’ is predominantly used by health profes-
sionals, it is a concept which readily translates to social work. Research suggests
that service users value having the same social worker involved in their care as it can
support them to adjust to new environments [2] and transitions in their lives. There
is also evidence that suggests that ‘Relationship-Based Practice’, which focuses on
the relationship between a social worker and the service user that they are working
with, rather than the procedural and administrative functions of the role, is effective
when working with adults who are in need of care and support [3].

In the hospital setting, social workers play a central role in both admission avoid-
ance and discharge. Like all professions, social work must be viewed through the
lens of the social and historical context in which its practice is situated. Social work
in England has its origins in what we would now understand to be the third sector,
typically Christian charities providing support to people experiencing hardship. As
the modern welfare state emerged after the Second World War, social workers found
themselves in a pivotal role, supporting people to navigate the increasingly complex
and bureaucratic welfare system and allocating scarce resources to those in the
greatest need. Although social work is now a regulated profession, with its own
evidence-base, and distinct set of professional values, social workers still retain a
role as gatekeepers of services and funding. Whilst successive governments have
explored the possibility of integrating health and social care, the two services remain
separate and distinct. Further to this, the evidence that integrated working benefits
patients/service users is limited [4] and actualising the organisational and cultural
changes needed to truly integrate services can be problematic [5].

Although nurses, therapists, and social workers often work in partnership, there
can be some ambiguity about the role of a social worker. This is unsurprising given
that there are many definitions of what social work is, perhaps most widely recog-
nised of which is the following:

Social work is a practice-based profession and an academic discipline that promotes social
change and development, social cohesion, and the empowerment and liberation of people.
Principles of social justice, human rights, collective responsibility and respect for diversi-
ties are central to social work. Underpinned by theories of social work, social sciences,
humanities, and indigenous knowledge, social work engages people and structures to
address life challenges and enhance wellbeing. The above definition may be amplified at
national and/or regional levels [6].

For many social workers, promoting people’s rights and autonomy remains at
the heart of good practice. Despite what many researchers have described as a
shift towards managerial approaches to practice over recent decades, there has
been a drive from within the profession to refocus on relationship-based practice
[7]. In the UK, the government has produced a framework that reinforces this
change of direction and identifies the fundamental knowledge and skills required
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of a social worker in adult services [8]. Subsequent policy documents reiterate
the cultural shift that is required in health and social care organisations to ensure
that care is person-centred [9]; however, Hollinrake [7] argues that the legal
framework that underpins practice still adopts a neoliberal perspective and rein-
forces the role of the private sector in the provision of care and support of older
people in England. For many researchers, the competitive nature of the free mar-
ket and the profit motive of private companies are difficult to reconcile with the
ambition of providing personalised care [10]. Further to this, the high turnover of
staff in the sector can also contribute to the difficulties of providing continuity in
the care that patients/service users receive [11]. It should also be recognised that
there are differences in the way health and social care services are organised and
delivered around the world.

Research by Tanner et al. [2] suggests that social work has moved from its tradi-
tional therapeutic roots involving long-term work with individuals and communities
to a system of ‘episodic case management’. In practice, cases are usually closed as
soon as immediate risks are reduced or delayed, and there is limited scope to build
lasting relationships with patients. Further to this, the evidence suggests that staff
turnover and sickness is high in both the NHS and social care [12], which only
serves to compound the problem. Finally, providing patients/service users with con-
tinuity in their care can be challenging to achieve because often staff work for dif-
ferent organisations. Furthermore, staff who work in hospitals do not necessarily
provide services to patients when they are back at home. However, in some areas a
new model of assessment, Discharge to Assess, has been implemented, where a
patient’s social care assessment is completed after discharge [13]. Again, there are
regional and national variations in relation to how these assessments are undertaken.

With these limitations in mind, it may be worthwhile broadening our understand-
ing of the concept of ‘Continuity of Care’, to extend from thinking of a patient hav-
ing a single professional who manages their entire journey, to a team of staff who
work collaboratively at different stages. In such a complex system involving differ-
ent legislation, policy, and practices, all staff should communicate clearly and effec-
tively with one another about their patients. In the fast-paced environment of a busy
hospital, all staff must be mindful that their record keeping is factual, concise, and
clearly presented, so that it can be understood by a range of different professionals.
Further to this, the use of acronyms and medical jargons should be avoided.

Although practices vary between local areas, the role of a social worker in the
UK might be best understood as follows: social workers operate under a legal
framework, primarily the Care Act 2014 [14], and assess the care and support needs
of adults whose independence and well-being may be compromised due to physical
or mental impairments or safeguarding concerns. At a basic level, a social worker
might become involved, where a patient may require care and support upon dis-
charge, such as help with washing and dressing, meal preparation, managing their
finances, or accessing the community. The role of the social worker is to establish
whether a person has eligible needs for care and support through undertaking an
assessment. They should then work with the patient, other professionals, and any
other person that the patient would like to be involved to establish how best to meet
the needs identified in the assessment.
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In addition to assessing needs and coordinating patients’ care and support, social
workers lead enquiries into allegations of abuse [14]. This is rarely a straightfor-
ward process and can sometimes delay a patient’s discharge. Sometimes, an episode
of abuse can be the reason why a patient has ended up in hospital, for example,
through neglect or a physical injury. It may be that a social worker will want the
input of a health professional in their enquiry. A social worker may require the pro-
fessional opinion of a nurse on a specific issue, they might also welcome a written
assessment of a patient’s health needs. A social worker might also value a nurse’s
input into a risk of assessment if the patient has complex medical conditions, which
may increase the chances of them coming to harm outside of a hospital environ-
ment. This kind of inter-professional working is vital in safeguarding work. The
government initiative Making Safeguarding Personal [15] stresses the importance
of involving patients/service users in safeguarding enquiries. Research informs that
it is important to establish what patients/service users want out of a safeguarding
enquiry and to set goals with them, in order to increase resilience and reduce the
number of repeat referrals [16].

9.3 Theory, Rationale, and Evidence Base

Research into the efficacy of social work interventions with adults in this context is
patchy. At this juncture, it is worthwhile acknowledging that there is some debate
about the nature of social work practice, specifically around whether social work is
an art or a science. Most of the social work research is qualitative and small-scale.
Indeed, some researchers reject the validity of ‘scientific’ research methods alto-
gether. Hence, you will rarely encounter randomised control trials in social work
research. A recent systematic review of the research on social work interventions in
adult services found that there was a measurable benefit to patients from social work
intervention in their care. Some of the reasons for this included a social worker’s
ability to provide education and counselling support to patients, as well as connect-
ing them with community support [17]. This contributes to the continuity of care
that patients receive.

The following section will explore those key skills and the evidence base for
social workers in practice (Fig. 9.1):

9.3.1 Analysis

A core element of social work is in the analysis of information. Social workers must
weigh up evidence that relates directly to the adult they are working with, as well as
consider the social and environmental factors that are impacting on that person. For
example, a social worker will need to meet with the person the assessment is con-
sidering but may also meet with anyone involved in their care (family/non-family
members, nurses, occupational therapists) and consider wider ecological factors
such as policies and benefit systems. A social worker will not just consider what is



9 Continuity of Care 15

Fig. 9.1 The social work
role in continuity of care
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happening, but will also provide analysis around what this situation means for the
person, how it impacts on them, and what then, is going to help meet this person’s
needs within the legal powers and duties of the social worker in that situation.
Analysis also offers an opportunity to assess and manage risk, which is of para-
mount importance within safeguarding as well as regarding continuity of care. This
involves reflection on (and synthesis of) the information gathered—information
which often changes and evolves during an assessment. Social work assessments
are often ‘needs-led’ in this way as the analysis focuses on that person and what
they need. However, there may also be an element of research as the social worker
must look at what is available in regard to services and which will best meet the
needs of the person they are working with. Social workers must often also negotiate
and advise depending on the resources available for that person, and this can be
reflected within the analysis as well. This will all contribute positively to continuity
of care for the person.

9.3.2 Anti-Discriminatory Practice

People experience discrimination for many reasons. It may be deliberate acts based
in bigotry and intolerance, or it may unintentional, caused by ignorance to the ideo-
logical discriminatory discourses that exist within society. Thompson [18] reminds
social workers that part of the social work task is to have and own an awareness of
the discourses that exist and the layers of discrimination and oppression that ensues.
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A person could live with multiple layers of discrimination and oppression, which
will impact on them socially as well as emotionally, and this should be considered
within a social worker’s assessment and intervention when working around continu-
ity of care. Being anti-discriminatory is a core value and responsibility in social
work [18], and therefore, it is not enough to just not be discriminatory: social work-
ers must stand up against it and challenge the cultural and structural systems that
create and reinforce personal discrimination. At a personal level, this may include
challenging the attitudes of others, advocating and fighting for access to services
upon discharge from hospital, and educating the person around what services they
are entitled to receive.

9.3.3 Counselling

Counselling is certainly not unique to the social work profession; however, counsel-
ling skills are crucial for all social workers, especially when working with adults
experiencing crisis [3]. The theoretical frameworks that underpin social work prac-
tice inform social workers working with people across the lifespan. Although age-
ing can be a positive experience for some, it is also a time of grief and loss for some
older people for a variety of reasons including the death of a partner, feelings of
isolation, and loneliness. Further to this, some of the physical and biological effects
of ageing, such as declining health, can also have a detrimental emotional impact.
Social workers can utilise their counselling skills to support older people who expe-
rience emotional difficulties and to explore the social dimensions of ageing with
each adult they are working with. Boyd and Bee [19] posit that Levinson’s theory is
useful in this context as it suggests that people go through seasons of stability and
transition or instability at various stages of life. A good assessment and intervention
can help enable growth and change at any stage or season including when in transi-
tion between hospital, home, or community-based settings. Indeed, by using thera-
peutic and counselling skills, social workers can gain an in-depth understanding of
a person’s lived experience, which in turn contributes to a holistic assessment and
care plan. This can be of particular importance for those experiencing grief or isola-
tion, where the process of assessment with a social worker using counselling skills
may be therapeutic in itself.

9.3.4 Education

Social workers can also play an important role in educating patients. This often involves
education around medical and social terms being used by professionals, but also around
the policies and processes in place. As a value-based profession, the empowerment of
individuals is integral to the function and purpose of social work [20]. By explaining
structures and processes, this can empower people to make informed decisions and
can provide emotional reassurance if someone is confused about their situation. One
such example of empowerment through education could be sharing information
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around delayed transfers of care (DTOCsS). If a person is well and able to leave the
hospital, they should not be delayed in doing so because they are waiting for trans-
fer—this can cause unnecessary confusion and distress and can also prevent the
admission of those in need. However, completing a thorough holistic assessment
and when needed, agreeing on a care package, can be time-consuming for those
being assessed and for social workers completing them. Ultimately, local authorities
can be fined in relation to DTOCs, which can lead to conflicting priorities. By shar-
ing some of this information with patients/service users, it may enable them to
understand an organisational perspective of the situation and the urgency of the
assessment. The National Institute for Health and Care Excellence (NICE) guide-
lines [21] highlight the necessity for communication and information sharing
between professionals and with service users, and it is this communication and
information sharing that informs and empowers the adult receiving services.

9.3.5 Relationship-Based Practice

Relationship-based approaches to social work have experienced a renaissance in
recent years, perhaps as a response to the neoliberal context that social work has
been operating within, but also perhaps due to the increased evidence base for effec-
tiveness in working holistically and effectively. The underpinning message here is
that building and maintaining relationships with people can result in successful
social work when working with people across the lifespan. Dimes [3, p. 61] sug-
gests that social workers can use their skills as ‘a catalyst for change’ and cites the
following as being vital tools for relationship-based social work practice with
adults: professionalism, openness, honesty, anti-discrimination, and active listen-
ing. These tools can heavily influence the quality of the interactions between social
workers and the people that they work with. If people work with honesty and open-
ness, actively listening with a professional ear, then a relationship can develop that
will enable a thorough and person-centred assessment of need and risk. This extends
to the inter-professional working that is so important to social work with adults, as
well the relationship-based interactions with the adults receiving services.
Conversely, evidence from serious case reviews and failures to safeguard individu-
als suggests that a breakdown in communication can lead to poor care and serious
failures in hospitals [22, pp. 147-185]. Relationship-based practice now forms part
of social work education and can be found in practice settings across social work
organisations.

9.4 Signposting

It can often be pertinent for social workers to signpost people to using or making
appointments with other services to ensure continuity of care. Under the Care Act
2014, a person must be ‘eligible’ for care and support, and it may be the case that
they are eligible in relation to some of their needs but not all of them. In these
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instances, a social worker will research the most relevant and accessible service and
direct the person to access that service. Furthermore, the key principles of the Care
Act 2014 are to prevent, reduce, and delay the requirements for care, and therefore,
a social worker may refer or signpost someone to a service that may prevent or
reduce their need for services. This could include making a referral to a health pro-
fessional or perhaps making use of the third sector or community-based group. An
example of this in practice might be when a person has a specific need around smok-
ing cessation and requests some support in this area. A social worker would refer or
signpost the person to their GP or nurse specialist to meet this need. Or if a person
was feeling isolated, it may be relevant to signpost to a community-led lunch club,
for example, whilst assessing other care and support needs.

Practice Examples

Mrs. Jones
Mrs Jones is 89 years old and lives alone in a small flat in a small town in
England. Mrs Jones is estranged from her son, who is her only living relative.
They have not had contact for over 10 years. Mrs Jones has been in and out
of hospital on a regular basis for the past 6 months. Mrs Jones tends to be
admitted late at night in a confused state, usually after pressing her emer-
gency alarm. One of the reasons for Mrs Jones’ admissions has been urinary
tract infections, but on most occasions, there is no medical reason for her to
be in hospital. The last recorded medical notes state that Mrs Jones has
‘dementia-like’ symptoms, but she has no formal diagnosis. Further to this,
the nurse in charge of the ward has recorded on several occasions that Mrs
Jones is ‘lonely and frightened at home alone’. The nurse has also docu-
mented that Mrs Jones is ‘alert and well’ whenever she wakes up in hospital.
In this case, the health and social care professionals involved in Mrs
Jones’s care need to work in partnership with her to resolve this situation. In
England, the Mental Capacity Act 2005 requires everyone working with Mrs
Jones to assume that she can make her own choices unless there is evidence
that she is unable to make specific decisions for herself, irrespective of any
diagnosis of dementia. This extends to all decisions, but in this case, we would
focus on decisions around her care and treatment. Mrs Jones should be
involved in all discussions about her needs and in developing a person-
centred plan to support her to be discharged in a safe and effective fashion. In
some local areas, there are health and social care staff who work collabora-
tively on ‘admission avoidance’ with patients who are at high risk of readmis-
sion. Not only does this kind or work promote interdisciplinary learning, but
it is in the interests of the whole health and social care system that people are
provided with support that meets their needs, in order to reduce the burden on
hospital services. The key to success is working together and ensuring that all
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sources of support, whether these are funded by the NHS, the local authority,
or through voluntary services, are thoroughly explored. It is also worthwhile
gaining patients’ consent to share any plans with those who may work with
them in the community, for example, their GP, community nurses, mental
health services, or social workers. This can help ensure that there is continu-
ity in the care that patients receive.

Robert

Robert is a 66-year-old gentleman who has been in hospital after experi-
encing a stroke. Robert lives with his partner Brian in a large four-bedroomed
property in the suburbs of a large city in England. Robert has made a very
good recovery so far, although he struggles to speak clearly at times, and he
needs some support when mobilising. With his consent, the nurse in charge
has made a referral to the local authority for an assessment of Robert’s needs.
The Care Act 2014 places a duty on each local authority to undertake a holis-
tic assessment of any adult with the appearance of a need for care and sup-
port. Inderjit, a social worker from the hospital assessment team, arranges to
meet Robert, Brian, and the nurse in charge on the ward to begin an assess-
ment of his needs. The assessment covers all areas of Robert’s life, not just his
health, but also his needs in relation to emotional well-being, his spiritual
needs, relationships, finances, and social life, in addition to anything else that
is important to Robert. It is vital that Inderjit’s assessment is informed not
only by Robert’s view of his own needs, but also any assessments completed
by the doctors, nurses, and therapists who have been working with him whilst
he has been in hospital. Although some professionals worry about sharing
information, most hospitals will have information-sharing agreements
whereby they can share information about patients with social workers. In
Robert’s case, he is likely to have ongoing support from a speech and lan-
guage therapist and a physiotherapist when he is discharged. Any care plans
and therapy goals will need to be shared with Inderjit so that Brian and/or
domiciliary care staff can be trained to support Robert to complete any exer-
cises necessary to aid his recovery when he is back at home. Inderjit will also
want to consider Brian’s views and would offer him the opportunity to have a
carer’s assessment in his own right. In England, the Care Act 2014 gives ser-
vice users the right to request the amount of money that it would cost to meet
their care needs (their personal budget) paid to them as a direct payment,
which they can spend on services to meet their care and support needs. Inderjit
would talk to Robert about this and offer him support to manage his budget.
Inderjit would also talk openly to Robert about how he wants his care needs
to be met and by whom. Any care that is arranged for him at home should be
personalised and consider his social and emotional needs, alongside practi-
cal day-to-day considerations.
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Reflective Exercises

* Nurses and other health professionals often take a medical perspective on
the needs of their patients. In the case of Mrs. Jones, consider the social
and environmental challenges that have led to her hospital admission.
What do you think could be done to help address some of these challenges?

* Robert and Brian are a same-sex couple and are likely to have experienced
discrimination in their lives because of their sexuality. Consider the ethical
duties upon you as a professional, how could you promote their rights and
avoid discriminating against them?

* In this chapter, we have referred to some of the challenges that health and
social care staff experience when they work inter-professionally. Consider
the knowledge, skills, and values you will need to work collaboratively
with Inderjit to achieve the best possible outcomes for Robert and Brian.

9.5 Taking It Further

1. What other factors would you need to consider if Robert was from a culture that
did not usually accept domiciliary care from paid carers?

2. Consider the knowledge, skills, and values that you might need if Robert’s stroke
had affected him more significantly and he could no longer communicate ver-
bally. How might the way that you work with him change?

3. You have already considered the knowledge, skills, and values you need to work
collaboratively with a social worker. In the case of Mrs. Jones, what knowledge,
skills, and values do you think Inderjit would need to work with you?

9.6 Summary

The value base of social work is well aligned to the caring values of the health pro-
fessions, and this common ground can provide an opportunity for successful inter-
professional working. This chapter has explored the concept of continuity of care
from a social work perspective. The importance of inter-professional working in
hospital discharge and transition to community-based care is well documented, and
it is hoped that by sharing knowledge around the roles and responsibilities of social
workers, this will enhance skills in working effectively to promote continuity of
care and collaboration to achieve the best outcomes for patients/service users.

9.7 Suggested Further Reading and URLs

Age UK

A national charity that works to improve the lives of older people and their car-
ers. Their website includes useful fact sheets, research, and videos. [https://www.
ageuk.org.uk/]


https://www.ageuk.org.uk/
https://www.ageuk.org.uk/
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Aveyard H, Sharp, P. A beginner’s guide to evidence-based practice in health
and social care. 2nd. Maidenhead: Open University Press; 2013.

A useful guide to using evidence in practice for both health and social care
professionals.

Cooper A, White E. (2017) Safeguarding adults under the Care Act 2014.
London: Jessica Kingsley Publishers Ltd.; 2017.

A concise and accessible guide to adult safeguarding legislation, policy, and
practice.

Feldon P. The social worker’s guide to the Care Act 2014. St Albans: Critical
Publishing Ltd.; 2017.

An accessible and informative text, aimed at social workers, but useful to anyone
interested in the legal framework upon which care and support are provided to ser-
vice users in England.

Holder, H. Managing the hospital and Social Care interface: interventions target-
ing older adults. www.newhealthfoundation.org/web/wp-content/uploads/2018/04/
hospital-and-social-care-interface-final-web.pdf (accessed 28 October 2019).

A useful report which evaluates different models of hospital discharge and makes
recommendations for future practice.

Offord N, Harriman P, & Downes T. Discharge to assess: transforming the dis-
charge process of frail older patients. Future Healthcare Journal 2017, 4 (1)

An informative journal article which explores the ‘Discharge to Assess’ model,
which involves patients being discharged from hospital with a care package and
then receiving their social work assessment at home.

Social Care Institute for Excellence

A range of freely accessible resources including practice guides, briefings,
reports, and research summaries. Includes resources on personalisation, adult social
work, and safeguarding. [https://www.scie.org.uk/]

Think Local, Act Personal

Website of the TLAP partnership. The site includes a number of resources (pub-
lications, videos, blogs) related to the personalisation of adult social care. [https:/
www.thinklocalactpersonal.org.uk/]
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10.1 Learning objectives
This chapter will enable you to:

e Reflect on the nature of palliative and end of life care for older people.

* Identify resources to improve your capacity to provide palliative and end of life
care to older people.

* Identify ways in which you can engage with older people to provide them pallia-
tive and end of life care that meets their needs and preferences.

S. H. Kagan (P<)

School of Nursing, Department of Biobehavioral Health Science, University of Pennsylvania,
Philadelphia, PA, USA

e-mail: skagan @nursing.upenn.edu

© Springer Nature Switzerland AG 2021 123
W. McSherry et al. (eds.), Understanding Ageing for Nurses and Therapists,

Perspectives in Nursing Management and Care for Older Adults,
https://doi.org/10.1007/978-3-030-40075-0_10


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-40075-0_10&domain=pdf
https://doi.org/10.1007/978-3-030-40075-0_10#DOI
mailto:skagan@nursing.upenn.edu

124 S.H. Kagan

10.2 Introduction

Palliative and end of life care for older people is among the most discussed health
and social care topics in our ageing world. Popular media represent shifting prefer-
ences and changing understandings along with concerns about access to settings
and resources for care. Scholars around the world, especially those from high
income nations, aim to study and expose the full range of palliative and end of life
care, from physiology of death and optimal clinical processes through experiences
of elders receiving care, the bereaved, as well as clinicians and volunteers providing
care. Rapidly evolving lay and professional literature challenge nurses and thera-
pists who aim to develop their practice caring for older people in this domain. The
sheer volume of original primary research and evidence syntheses may overwhelm
clinicians seeking scientific currency, aiming to ensure evidence-based practice in
palliative and end of life care.

Approaching development of one’s own practice and contributing to a strong
culture of practice within any health or social care setting requires a clear approach
to define and improve palliative and end of life care. Considering factors that debunk
myths, dispel ageism, clarify relationships, and employ best practices helps frame
palliative and end of life care. Employing evidence in practice is commonly limited
by scant, inapplicable, or poor-quality science. Often science is highly biomedical,
risking depersonalisation and fragmentation of care. Nurses and therapists are typi-
cally well placed in health and social care systems around the world to identify and
balance medicalisation of palliative and end of life care. These clinicians offer
essential advocacy for older people who desire less medicalism, more holistic pal-
liation, and more control over the place where and the nature of how, they close their
lives. Nurses and therapists afford concrete, individual paths that humanise and per-
sonalise palliative and end of life care. Your actions as an individual nurse or thera-
pist, taken with one older person at a time, collectively form a powerful contribution
to palliative and end of life care—and indeed to health and social care more
broadly—at the societal level.

This chapter addresses palliative and end of life care for older people with an
overarching aim of dispelling ageism and offering fresh perspective for nurses and
therapists seeking to develop their practice in this domain. The chapter begins with
an overview of relevant theory and evidence for palliative and end of life care. This
overview includes definitions, concepts, and controversies within palliative and end
of life care, focusing on literature representing perspectives relevant around the
world. A case study, drawing on essays written by Ruth McCorkle—a famed
American cancer nurse scientist who lived and died with breast cancer—writing
about her experiences and reflections, illuminates key concepts through a story
where life and work intertwined. A practice example of palliative and end of life care
at home, synthesises the theory and evidence discussed. A set of reflective exercises
enable you to explore concepts presented for yourselves as people and as clinicians.
Finally, ideas to take learning further provide you options to explore professional
literature and your own communities to gain greater scholarly and practical
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knowledge of palliative and end of life care. Key terms are identified in bold text for
ease in reading. Select terms are linked to readings for further study. Practical max-
ims for guiding palliative and end of life care are offered within the chapter in ital-
ics. Use these maxims—or principles—as tips to improve your own practice.

10.3 Theory and Evidence

Individuals, families, communities, and societies around the world understand pal-
liative and end of life care in varying ways. Like birth, death is fundamentally
human—a universal experience for us all. Similarly, death is profoundly personal.
Each person’s death is unique to the individual, a closing note to their life. In paral-
lel, birth and death are fundamentally human and personal experiences utterly
changed by medicalisation [1]. Medicalisation of death shapes palliative and end of
life care as well as the social construction of end of life and death within any society.
Medicalisation transforms natural processes in human life, altering expectations
and confining these experiences to institutionalised settings where instrumental
actions confound a simple desire for comfort and support. Death is now peculiarly
a medical event, especially in high income and some low- and middle-income coun-
tries (LMICs) where allopathic Western healthcare dominates. Critically, many
people may espouse preferences, as they age, for a death that conflicts with medi-
calised interpretation. Nonetheless, questions about desires for death at home, as
realistic, arise as societies age demographically. Longevity often leaves many more
people living alone, making that setting for palliative and end of life care logisti-
cally challenging [2].

End of life and death are constructed within specific societal and cultural con-
texts. Thus, resultant social constructions of end of life and death are specific to the
place where and communities for which nurses and therapists provide care.
Similarly, older people who are at the end of their lives share in and are informed by
such social constructions as they face their own deaths. The anthropological concept
of social death grounds illuminates the power of social construction. Social death
sits in relation to biological death, occurring with, before, or after biological death.
The relationship depends on social, cultural, familial, and individual precepts perti-
nent in an individual’s death. For example, in cultures where religious traditions
dictate that the biologically dead person is on display for some period, social death
may not occur for days after biological death until burial or cremation occurs.
Conversely, in other socio-cultural contexts, an older person living with a condition
such as dementia may reach a point of social death long before biological death,
calling to mind contemporary enquiries into concerns about dehumanising long-
term institutional care in societies like Australia and the United Kingdom [3].
Medicalisation may mediate dissonance between biological and social death in both
treatment and institutionalisation.

The contribution of medicalisation to the social construction of death makes
defining palliative and end of life care essential to developing practice and
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improving care for older people as they close their lives. For the purposes of this
chapter, palliative care is defined in this way. Palliative care focuses managing
symptoms experienced by older people, aiding them in understanding their health
and wellbeing, and supporting them emotionally, spiritually, and socially through
professional and paraprofessional relationships, resources, and services. In this
sense, palliative care requires knowledge of and relationship to the person.
Conversely, palliative care defined in this manner does not require the services of a
dedicated physician collaborator to occur. Similarly, this form of palliative care may
occur outside of formal healthcare settings and palliative care programmes in, for
example, social care and community-based programmes where therapists care for
older people and provide support to their families. This definition implicitly reflects
a current tension in the palliative care community about whether palliative care is in
fact palliative medicine. The rise of palliative medicine arguably aligns with medi-
calisation of death. As such, it largely excludes or limits control for the older person
while constraining contributions from nurses and therapists.

Importantly, the definition of palliative care used here rejects common attach-
ment to diagnosis of serious or life-limiting illness with a short prognosis as defin-
ing eligibility for services. Attaching medical diagnoses and prognoses often
conflicts with acknowledging proximate mortality inherent in later life. Such attach-
ment diminishes the agency of the older person in defining their own life’s end.
Further, proscribing who is eligible for palliative care through restrictive diagnos-
tic and prognostic criteria, then hampers access to palliative care for multimorbid
elders whose medical problem list may belie overwhelming symptom burden and a
foreshortened life span. Finally, defining palliative care in medical terms defies the
essence of such care. Palliation means to relieve, lessen, or limit without curing or
fixing the underlying problem. Nurses and therapists palliate symptoms, reactions,
experiences, and meaning with and for people of all ages. Palliative care is argu-
ably a tradition and character of care provided by nurses, therapists, social workers,
chaplains, and other professionals. The tradition existed long before medicine
staked its claim. Medical contributions to palliative care are certainly important.
Nonetheless, the heart of such care is both human and personal; thus, practice of it
sits with nurses, therapists and others.

Palliative rehabilitation is among the elements of palliative care least well char-
acterised but frequently artfully practised. Societies with universal access to pallia-
tive and end of life care, and services where hospice philosophically guides end of
life care, may offer more robust palliative rehabilitation than those where access is
limited, and where hospice is simply a setting for care. For instance, scientific litera-
ture and clinical discourse on palliative rehabilitation appears stronger in the United
Kingdom than in the United States. Fundamentally, both as a philosophical stance
and an approach to care, palliative rehabilitation offers promising means to aid indi-
viduals to live as well as they can for as long as they can [4]. Nurses and therapists
effectively collaborate in providing palliative rehabilitation for the older person.
Rehabilitation is then central to palliative and end of life care, supporting the death
the older person prefers.
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10.3.1 End of Life and Palliative Care for Older People

In this chapter, end of life and palliative care are used largely synonymously. Older
people live with a proximate mortality, whether they choose to acknowledge their
own mortality and its relative but unspecified proximity. As a result, while end of
life is most practically applied to the last days and hours of life where physiological
change suggests that death is near, care up to and including those hours is both pal-
liative and end of life. End of life care is then an extension of palliative care, tem-
porally defined. However, some elements of palliative care at end of life are
peculiar to those hours and intimately related to the person dying as they lived.
Those elements include identifying and interpreting the physiological indications
of impending death for the older person whose state of awareness is shifting rap-
idly, for loved ones who are often anxious, and for others attending at the end
of life.

Connecting palliative and end of life care through proximate mortality obviates
some ageism inherent in popular conceptions aiming to separate and constrict pal-
liative and end of life care with medical diagnosis and prognosis. Gullette’s moving
personal account and analysis of ageism in healthcare reflects a larger literature
substantiating institutional and individual ageism in various forms throughout
health and social care [5]. Critically, ageism anchors—often invisibly—both under-
and over-treatment of older people, subjecting them to incomplete access, delays,
and diversions in care. Ageism creates iatrogenesis that prolongs discomfort from
pain and other symptoms and risks premature death. Ageism in palliative and end
of life care encompasses beliefs, attitudes, and actions taken by all actors involved
in a situation, including nurses and therapists. Ageism directed toward older people
as they anticipate and experience the close of their lives is frequently ambivalent
and positively intended rather than being harsh and abusive [6]. For example, many
people—professionals and lay people alike—feel protective toward an older person
and frequently aim to protect that person from information and events they believe
might be distressing. Kindly intended characterisations such as ‘sweet’ or ‘cute’ are
generally ageist as well. Ambivalent, protective, and kind actions are, when based
in perceptions of chronological age or frailty, nonetheless discriminatory. Reflective
practices help identify personal, professional, and institutional ageism at hand in
palliative and end of life care and develop plans to replace ageism with factual, non-
discriminatory understandings and actions. Asking yourself ‘would I think, feel, or
act toward this person if they were 40 years younger?’ is a good place to begin
reflecting in practice.

Like ageism, moral judgement is widely expressed and largely accepted or even
embraced within end of life care as an appraisal of the quality of a death. The emer-
gence of the good death, sometimes set in opposition to ‘bad death’, permeates
palliative and end of life care clinical and social science literatures. In their impor-
tant integrative review, Cottrell and Duggleby conclude that the notion of the good
death, promulgated in science and care, constrains options for making death that
for which the person hope [7]. While many laud the good death as guiding develop-
ment of care at end of life, application of it deflects focus on the person with their
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hopes and fears about their death, substituting a mythical ideal. Usefully, asking
about a good death may leverage a productive conversation with the older person
about what they think is a good death. The only good death for any individual is the
death that avoids their fears and fulfils their hopes to the greatest extent possible.
Person-centredness and person-centred care emerge logically from discussions
of the human, the personal, and the social in palliative and end of life care.
Fundamentally, however, person-centred is defined and applied in elastic ways, with
varied implicit and explicit philosophical antecedents present [8]. Consequently,
this chapter avoids particularistic interpretations of person-centred care and thus
entanglement in various dialectics. Here instead, the person as individual and human
being is wholly central to the who, why, and how of palliative and end of life care.
The person defines themselves in identity, life, and relationships. They continue that
self-definition, even with potential impingement on communication that may be
life-long or a result of diseases and conditions with which they are living (e.g. dys-
arthria after oral cancer treatment or limited short-term memory in dementia) in
palliative and end of life care. Principles, knowledge, and skills in communication
are integral to education and socialisation of nurses and therapists. Capitalising on
that education and socialisation, while drawing on expert colleagues such as occu-
pational therapists and speech-language therapists, is essential to effective palliative
and end of life care. Thinking and asking about the person and how they lived opera-
tionalises person-centred care by enabling nurses and therapists to better know the
person in the manner they lived. Ask the person ‘tell me about yourself and how
you've lived your life’. Ask those who knew them in the past and know them in the
present who they are and how have they lived. Everything learned helps realise care,
led by the maxim that people die the way they lived when given the opportunity.

10.3.2 Beyond Biomedical Evidence

Scientific evidence in palliative and end of life care abounds. Evidence syntheses
emerge across a range of journals each month. However, the state of the science in
specific phenomena such as transitions from curative treatment to end of life care,
as well as more broadly across diagnostic populations, settings, and societies, offers
scant bases for evidence-based practice in palliative and end of life care. Most evi-
dence syntheses highlight conclusions about limited quality and quantity of evi-
dence along with needs for more research. Most current evidence syntheses in
palliative and in end of life care call into question the nature and aim of science in
palliative and end of life care. The growing subspecialist emphasis on palliative and
end of life care perhaps arises from profound medicalisation in these domains.
Nurses and therapists may take a different view, situating themselves in the nursing
metaparadigm and rehabilitative paradigm, respectively. Relying on their own para-
digms enables nurses and therapists in making use of best practices and evidence
drawn from beyond biomedical evidence to support therapeutic relationships, per-
son-centredness, and palliation with and for older people. Reliance on the nursing
metaparadigm and the rehabilitation paradigm also counterbalances allopathic
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emphasis on human health as an objective, singular state where a problem list
codifies decrements to health. Within nursing and rehabilitation paradigms,
salutogenesis, or health promotion, offers possibilities for health and wellbeing at
the end of life. Here, palliative care need not address a problem list alone, settling
for palliating the ‘unfixable’ person. Rather, relationships arise as central to health
and wellbeing, underscoring growing evidence suggesting social connections are
fundamental to long lives and highlighting health found through a sense of purpose
and meaning in daily life. Nurses and therapists easily leverage therapeutic relation-
ships to promote health and wellbeing and ably do so in later life. Focusing on
advantages and strengths possessed by the older person situated in the life they are
living and, at the end of which, they die still possessing facilitates palliative and end
of life care. Seeing strength and highlighting advantages individualises palliative
and end of life care. An advantage inventory balances the medical problem list in
planning palliative and end of life care [9].

Case Study

End of life and the reality of death, as with birth, quickly reels beyond intel-
lectual grasp when contemplated in human terms. So fundamental and ele-
mental is death that it expands to touch almost all aspects of human existence.
Reflection on death of an individual often provides insights by scaling the
enormousness of end of life to personal terms. As we ourselves age as people,
we are also nurses or therapists. Simultaneously, we hold many other impor-
tant roles in daily life, roles that shape and reshape our identities. We often
stand witness to those we know closing their lives in many different sorts of
deaths. Reflecting on those experiences is crucial to developing our palliative
and end of life care and to ourselves as people beyond our professional roles.
Often reflecting together on the end of life and death of an individual is help-
ful in practice development. Collective reading among colleagues of classic
memoirs like May Sarton’s After the Stroke: A Journal [10] and newer works
such as Raynor Winn’s The Salt Path [11] offer rich possibility for shared
reflection.

Ruth McCorkle, a famed American cancer nurse scientist, offers a remark-
able case study through her life and her work, captured in her writings. In
summer 2019, McCorkle died at the age of 79. She lived with breast cancer
for decades and ultimately died of complications of the disease. McCorkle
travelled to London in the 1970s and studied with Dame Cicely Saunders at
St. Christopher’s Hospice. McCorkle, as a nurse who first understood a diag-
nosis of cancer as a terminal condition—an expression little used in palliative
care today—pondered death from a very early point in her scholarship. She
wrote about an holistic approach to terminal illness with her mentor Jeanne
Quint Benoliel in 1978, going on to write about the good death just a few
years later [12, 13]. McCorkle enjoyed a stellar career in cancer nursing sci-
ence, enjoying national and international acclaim in an era predating today’s
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24-h news media cycle. As cancer advanced later in McCorkle’s life, she
wrote an unplanned series of essays for the journal Cancer Nursing in which
she proffered unselfconscious, particularistic, and incredibly illuminating
insights. She lived with the effects of her cancer and repeated treatment. For
example, she wore a lymphedema sleeve for many decades, partly a testament
to the era in which she was treated, but never wrote about that experience.
McCorkle wrote instead about close relationships with her nurses and others
who cared for her while she maintained her identity as a nurse. Her insights
culminate in a last essay (to be published posthumously) where she antici-
pates her own good death—a death very much on her own terms—by sharing
a very intimate moment in which she dreams of her youngest son and her own
father visiting her in her bedroom [14]. Colleagues who attended the memo-
rial service held for McCorkle at Yale University School of Nursing reported
she was unresponsive to those around her for only a very short time before she
died. Known for her strong personality and definitive approach to life,
McCorkle seemed to die as she lived. Her essays create a case study of inter-
twined social roles, clear identity, the journey of ageing with a serious diag-
nosis, anticipation and reflection on death, and the story of her own good
death. McCorkle lucidly illustrates application of several key principles
anchoring palliative and end of life care in her more recent essays.!

Practice Example

In a geriatric clinic, you meet Miss Mae Byrd, a woman in her tenth decade of
life, and her younger sister Miss Louise who works part-time as a care assis-
tant in a local nursing home. Miss Mae, as she prefers you to call her, is being
treated with palliative radiotherapy for a secondary malignancy—an angio-
sarcoma of her chest wall—with the aim of controlling haemorrhage which is
making her anaemic. Miss Mae speaks in an unusual pattern and you struggle
at times to understand what she says. Your lack of comprehension appears to
frustrate Miss Mae but she begins to speak more slowly, a consideration for
which you thank her. Breast cancer, her primary malignancy diagnosed three
decades prior, is metastatic to her lungs and her right humerus. Miss Mae,
with significant haemorrhage at least twice each day and with fatigue from
radiotherapy, says she feels terrible. ‘I’ve nothing left. Nothing. But I’'m not
ready to die!” says Miss Mae when you meet her. Miss Louise sits behind her

"McCorkle’s essays in Cancer Nursing are accessible at:
https://journals.lww.com/cancernursingonline/pages/author.aspx ?firstName=Ruth&lastNam
e=McCorkle
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sister, ramrod straight but with tears coursing silently down her face. You ask
if Miss Mae is uncomfortable or in pain. She responds vigorously, saying ‘No,
the lovely doctors make sure I have not a moment in which I am uncomfort-
able. They don’t know me, but they are on a first name basis with my pain!’
Her sister shakes her head back and forth, implying some disagreement with
what Miss Mae is expressing. ‘No’ says Miss Mae, ‘I have nothing left in me.
Death is coming but I don’t have to welcome it’.

Your work to establish a therapeutic relationship with Miss Mae and her
sister Miss Louise becomes paramount. Considering what Miss Mae told you
without much prompting, you reflect to her that you would like to help under-
stand what living until she dies means for her. Miss Mae speaks about her
fears about being alone ‘when it all ends’, her love for her sister, and that she
dislikes hospitals because she thinks she must be a good patient and ‘not me,
myself’. Miss Louise joins in now and the three of you talk, with some prob-
ing from you, about how Miss Mae lived her life, what she hopes for her
death, and where she envisions staying at the end of her life. Miss Louise says,
with Miss Mae nodding affirmatively, that her sister was ‘special’ growing up
and did not learn easily in school. She left school early and took in work sew-
ing. As she grew older, Miss Mae sometimes tried to work outside her home
but never did so for long. She relied on what her siblings—all of whom except
for Miss Louise are now dead—gave and eventually willed to her to ‘make
ends meet’ as Miss Louise says.

Speaking together for over an hour, you identify that Miss Mae is strong
minded and typically avoids any delay when she makes a decision. She pre-
fers one to one interaction ‘I’m not a social butterfly, like this girl here’ Miss
Mae says of herself and her sister. However, she speaks repeatedly about not
wanting to be alone when ‘the time comes’, referring to her own death. You
develop a plan with Miss Mae and Miss Louise where Miss Louise moves into
the larger family with her sister so that Miss Mae receives home palliative
care services along with support from her church’s parish nursing team. Her
home care includes nursing, physiotherapy, social work, volunteer caregiver
support and personal care. Her sister and she are both older and live in con-
strained financial circumstances. You suggest connecting the social worker
with the parish nurses to help locate resources for food and meal preparation.
You arrange transport home for them as Miss Louise calls the chair of their
parish nursing team. At the close of your meeting, you tell Miss Mae and Miss
Louise you will call them in 2 days’ time to ask how the plan is evolving and
what further needs you might address. You also ask Miss Louise if she wishes
to begin talking about the support she imagines she might want in her
bereavement.
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Reflective Exercises

* Begin examining your own attitudes toward ageing and unknowing ageism
by taking the World Health Organization (WHO) Attitudes Toward Ageing
Quiz (https://www.who.int/ageing/features/attitudes-quiz/en/) and then
reflect on why you answered the questions in the way that you did. Then
reread the practice example and reflect on how you think ageism may play
out in similar situations for palliative and end of live care in your practice.

* Understandings of palliative and end of life care vary widely. Reflect on
how you define these terms and why you do so. Consider how your prac-
tice site or agency uses these terms, if at all. Finally, reflect on how the
definitions provided here support developing your practice.

* Try regular reflective writing or other reflective mechanism to contemplate
your professional and personal experiences in palliative and end of life
care. Use the key words and maxims highlighted in this chapter as sign-
posts in your reflections.

Practical Tools
In addition to reflecting on maxims highlighted here, consider the following
tools to support palliative and end of life care with older people

*  When prognosis becomes a focus, consider the surprise question where a
clinician asks themselves ‘would I be surprised if this older person is no
longer alive in 1- or 2-years’ time?’ is the most common trigger for referral
for formal palliative care services. A 2-year time frame is often most used
with older people who are multimorbid and living in their community [15].

* When considering home care, examine the Life Space Assessment. It is
easily employed in practice as an assessment for home care needs and sug-
gests dimensions of prognosis [16, 17].

10.4 Taking Your Studies Further

Several topics noted in this chapter offer possibilities to extend examination of pal-
liative and end of life care in valuable directions. Ageism is pervasive in healthcare
and worth studying in detail. Two current volumes address ageism quite compre-
hensively. They are Contemporary Perspectives on Ageism, edited by Ayalon and
Tesch-Romer (open access and free to use at https:/link.springer.com/
book/10.1007%2F978-3-319-73820-8) and Ageism: Stereotyping and Prejudice
against Older Persons 2nd edition, edited by Nelson (ISBN: 9780262533409).
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Social death is an unfamiliar construct for many nurses and therapists. Borgstrom
provides a lucid review of social death in a paper for QJM: An International
Journal of Medicine (doi: https://doi.org/10.1093/qjmed/hcw183). Salutogenesis
is often implicitly understood by nurses and therapists, making further study
beneficial. The Handbook of Salutogenesis, edited by Mittelmark and colleagues,
is a valuable resource (open access, available at https://link.springer.com/
book/10.1007/978-3-319-04600-6).

Lastly, palliative rehabilitation is rising in prominence and offers possibilities to
enhance palliative and end of life care. Among the resources available is a chapter
entitled Rehabilitation in Palliative Care authored by Tiberini, Turner, and Talbot-
Rice in the Textbook of Palliative Care (ISSN 3319317385).

10.5 Summary of Main Points

In this chapter, palliative and end of life care exist on a continuum where end of life
care is palliative care near and at the time of death. End of life care may sometimes
only be appreciated in hindsight, after death and during bereavement. Estimations
of time to death are notoriously inaccurate and older people live with frequent mul-
timorbidity and with proximate mortality. The imaginary of prognosis makes pallia-
tive care, defined without reference to prognosis or diagnosis, far more relevant to
older people and our ageing world. Commonplace medicalisation of death risks
limiting scope of and access to palliative and end of life care. Ageism threatens
quality of all care including that which is palliative and provided at the end of life.
Nurses and therapists hold paradigms that balance medicalisation and ensure pallia-
tive and end of life care are centred on the older person. Knowing the person and
using maxims to guide palliative and end of life care ground that care in therapeutic
relationships. Palliative rehabilitation offers utility in addressing hopes and fears
with focus on function and comfort.

10.6 Suggested Reading and Resources

Center to Advance Palliative Care https://www.capc.org/

Lancaster University’s International Observatory on End of Life Care https://
www.lancaster.ac.uk/health-and-medicine/research/ioelc/

Palliative Care Australia’s Resources Page https://palliativecare.org.au/resources

Royal College of Nursing End of Life Resources Page https://www.rcn.org.uk/
clinical-topics/end-of-life-care/professional-resources

The Palliative Hub - Professional http://www.professionalpalliativehub.com/

World Health Organization’s Palliative Care Page https://www.who.int/pallia-
tivecare/en/

World Health Organization’s Global Atlas of Palliative Care at End of Life
https://www.who.int/nmh/Global_Atlas_of_Palliative_Care.pdf
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11.1 Learning Objectives
This chapter will provide you with the knowledge about how to:

e Understand key issues that can contribute to self-neglect and the effect it might
have on a person’s health and well-being.

e Understand key issues that can lead to loneliness and isolation and the effect it
might have on a person’s health and well-being.

e Develop awareness of how loneliness, social isolation or self-neglect can be
assessed and addressed.
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11.2 Introduction

This chapter explores the two distinct yet related concepts of self-neglect and loneli-
ness/social isolation in the context of vulnerability. The section exploring self-
neglect considers what self-neglect is, the range of contributing factors and its
impact on health and well-being. Best practice when working with those considered
to self-neglect is presented and the relationship with vulnerability and safeguarding
is also explored. The section on loneliness explores the complex relationship
between loneliness and isolation and begins to identify how it can be identified and
addressed within a therapeutic relationship with clients. Tools for assessing loneli-
ness are also considered.

11.3 Self-Neglect
11.3.1 Understanding Self-Neglect

Self-neglect is commonly considered to be both complex and challenging and the
term itself can conjure up a wide range of emotions such as shame, embarrassment
or disgust. However, the varied and sometimes subtle presentation means the char-
acteristics of self-neglect are not necessarily easily recognisable or identified by
practitioners [1] although it has been recognised for many years (e.g. [2]). Despite
this, it has been comparatively under-researched, and although this means the char-
acteristics and causes are not fully understood [1, 3] it has been found to be more
commonly associated with older age [3, 4].

Although definitions of self-neglect vary, due in part to the individualised pre-
sentation, there are common elements that are associated with it. Braye et al. [5] for
example note the lack of clear definition but identify three overlapping areas of self-
neglect. These include a person’s lack of self-care, neglect of their environment and
refusal of services that would help address these. Consequently, self-neglect may
include struggling with self-care through hindered capability or intention, and not
providing oneself with sufficient or appropriate food, hydration, personal cleanli-
ness, medication, clothing or a safe living environment [1, 3, 6]. The safety of the
living environment may be compromised with elements of hoarding or squalor.
There may also be disconnected essential services such as water or gas and property
disrepair such as broken windows or leaking roofs. Self-assessment of need and
acceptance of help from others may also be declined or accepted only intermittently
[6]. Consequently, the emphasis currently is on deficit, what is missing, and the
failure to provide self-care in these areas either due to inability or choice [1].

11.3.2 How Does Self-Neglect Affect the Individual?

Despite difficulties in defining self-neglect, authors have found strong evidence of
it having a negative impact on the health and well-being of individuals, with studies
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consistently showing increased morbidity and mortality. Those who are identified as
self-neglecting have been found to be more likely to have physical and mental health
multi-morbidities such as diabetes, dementia, or depression and these may be
untreated or inadequately treated [3]. Nutritional deficits which may be associated
with poor nutritional intake have also been identified and may have further impact
on the physical and mental health of the person [1, 3]. Likewise, dementia with its
impairment of function, and depression have also been associated with self-neglect
[1, 3]. An increased risk of death is also seen in those who are considered to self-
neglect [1, 3]. Burnett et al. [3] report on studies that highlight this to be at least
double compared to none self-neglecting adults.

Many of the elements associated with self-neglect such as hoarding or squalor
cannot be readily seen in clinical areas [3]. Consequently, self-neglect may be more
commonly identified within social settings, so emphasising the need for cohesive
functioning of the wider multidisciplinary team (MDT) as the scenario below illus-
trates. Yet, as there are a wide range of factors and characteristics, it may be that
self-neglect will never be definitively defined [1] and that individuals and teams will
always develop their own intuitive sense of what constitutes self-neglect. Such tacit
knowledge could potentially hinder communication with others within and across
services and it is essential that this is addressed within teams. This could be achieved
by ensuring more detailed assessments and MDT working.

Self-neglect because of its personal impact is associated with risk and concerns
of harm. Yet, it can be challenging, as those who are identified as self-neglecting
may also not engage with supportive services, or do so intermittently making a posi-
tive outcome difficult to achieve. Given self-neglect inherently has a negative impact
on health and well-being, as identified above, it is also counter to positive ageing. It
is essential therefore that practitioners are aware of the circumstances in which self-
neglect may be evident and of the mechanisms by which they can address self-
neglect in order to mitigate/ameliorate its impact.

Reflective Questions: Self-Neglect

Levi is 84 and lives independently. He finds it difficult walking and uses a
wheelchair both inside and outside his home. He has difficulty looking after
himself and doesn’t want help from family or services. He rarely washes or
changes his clothes and there is a large volume of rotting food in the kitchen
and lounge. You are asked to visit Levi and to assess his needs. What concerns
do you have about Levi and how do you feel about caring for him? How
would you work with Levi to address these concerns?

One significant risk factor for self-neglect noted by Touza and Prado [6] is
reduced social resources, including social engagement and informal social net-
works. Social isolation whereby people don’t interact with others in the community
has also been found to be associated with self-neglect [3]. Whether one largely
causes the other isn’t known. It is however likely that self-neglect leads to people
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disengaging socially from others. This means there may be a lack of support should
it be needed, which could also lead to a decline in health and well-being, for exam-
ple if health declines or people become less able with age-related changes. The lack
of support networks may therefore result in people’s health and well-being declin-
ing further.

This suggests that fostering and maintaining social connections may also help
mitigate against self-neglect. If this is the case, the same approaches advocated to
address loneliness and isolation could also prove beneficial when working with
those considered to self-neglect, when considered as part of the wider support as
discussed below.

11.3.3 Best Practice

It is essential to work across the multidisciplinary team (MDT) in order to success-
fully identify the relevant issues/concerns and to provide individualised and appro-
priate support for the person identified as self-neglecting [6]. Engagement however
is difficult when the person does not want contact with services. This highlights the
importance of a relational approach which helps develop trust and to create a rela-
tionship where positive contacts may become more likely. This requires ongoing
regular contact and monitoring to establish a positive link.

The Social Care Institute for Excellence (SCIE) [7] however outline a wide range
of barriers to good practice which extend beyond the persons’ characteristics and
their immediate needs. These include organisational aspects such as uncertainty
around who takes responsibility for care delivery or service emphasis on shorter
term provision due to funding constraints. These make relational based approaches
and effective delivery of care more difficult and increase the risk of people ‘falling
through the net’. As a result, SCIE’s good practice strategy aims to overcome these
risks by recommending clear collaboration across agencies (multi-agency working)
and developing agreed responses to self-neglect and pathways of care both within
and across agencies. They also recommend a longer-term relationship-based
approach to supporting the person concerned. On an individual level therefore, they
indicate that individualised and collaborative support that aligns to the persons
wishes, and which respects their perspective and goals is essential. The relationship
is important as trust and ongoing connection can facilitate change, but people also
need reassurance, patience and to have trust in the practitioner. The practitioner
therefore needs to be empathetic and non-judgemental in order to ensure a positive
relationship can begin to develop and where change may eventually be effected.
This may require service providers to accept that change may be minimal or not
occur, whilst simultaneously striving to find solutions and encouraging the person to
identify potential alternatives to their current situation. So, given the risks associated
with self-neglect, it is also important that there is ongoing risk assessment and risk
management. Solid, effective and empathetic communication is therefore key. SCIE
[8] usefully identify a number of practical actions encapsulating all these elements
with the aims of reducing risk and of achieving a positive outcome. These include:
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* Undertaking assessments of risk, mental health and capacity,

e Referral and signposting to other services such as occupational therapy, declut-
tering services or property maintenance services where appropriate,

¢ Potentially referring to counselling or therapy where other issues such as drug or
alcohol dependency exist,

¢ Potentially talking to family or linking the person with others for peer support,

e Working with a wide range of organisations where appropriate such as environ-
mental health, fire services or housing.

The overarching approach emphasises individualisation and is one that is values
based and person centred. SCIE thus highlight the need to know the person and to
understand what might be contributing to their self-neglect alongside providing
respectful care that has characteristics such as being supportive, non-judgmental,
empathetic, reassuring and encouraging change. This approach therefore leans
towards an asset-based approach where autonomy is inherent, and interaction is
positively framed in order to increase the likelihood of a positive outcome for the
person. However, culturally sensitive strategies should be employed to ensure sup-
port meets the needs of the individual.

Although self-neglect doesn’t automatically align with the idea of positive age-
ing, taking on some of the associated principles such as emphasising ongoing health
and well-being could help guide the nature of and the way in which support is pro-
vided. One way of shifting to a more positive way of working with service users is
to adopt a strengths-based approach as advocated by Britten and Whitby [9]. This
includes recognition of individual strengths and those of their community such as
friends and family. Assessment of risks, and strengths and their consideration in
planning care will facilitate development of a person-centred approach and plan.
The tools Britten and Whitby [9] provide encourage an holistic risk assessment
including assessment of physical health, mental health and social well-being.

Practice Example: Self-Neglect

Rowena is an older woman who has lived in the local community for many
years, she has a minimal pension and struggles with covering living costs. She
shares her home with her cousin John but they tend to live separate lives.
Rowena has fallen and John has raised the alarm with neighbours who imme-
diately rang the paramedics/emergency services. On entering the house, the
paramedics are concerned about the condition of the house and at how
unkempt Rowena appears. They also realise during their physical assessment
that there is no heating and the cooker isn’t working. With consent Rowena is
transferred to hospital as the assessment suggests Rowena may have broken
her hip. Once Rowena is transferred to hospital the paramedic staff raise
safeguarding concerns with regard to Rowena’s home circumstances and her
physical appearance. Once raised, an investigation is commenced. In the hos-
pital setting an assessment is carried out including taking vital signs and a
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full physical assessment. Further investigations including an x-ray and bloods
are ordered. Rowena was found not to have broken any bones and her bloods
are not deranged. A comprehensive skin assessment leads to nurses identify-
ing a pressure wound on her left buttock. This is assessed and an appropriate
dressing applied to facilitate the creation of an effective wound healing envi-
ronment. Planning for discharge includes discussion with Rowena about ser-
vice support on returning home. She agrees to referrals to social services and
community nurses in the short term. The community nurses lead on Rowena’s
support and care at home and work closely with other professionals and third
sector organisations to support her. Once at home Rowena decided she didn’t
want support workers or social care staff to visit, but she did have a good
relationship with one nurse, Sam, and would allow them to visit and to some-
times change her dressing. Over time, Sam became the key link for Rowena
and through ongoing contact was able to develop Rowena’s trust in her.
Consequently, Rowena later agreed to Sam liaising with other services to get
her heating repaired. Rowena didn’t want any support for cleaning the house
but was concerned about not being able to cook. When discussing this with
Sam, Rowena said she had been finding it difficult to use the cooker but did
like a good nutritious meal. Options were explored and Rowena felt that using
a microwave and having pre-cooked, reheatable meals delivered would be a
good option for her at the moment. Rowena agreed to Sam organising this on
her behalf as she doesn’t have a telephone.

This relationship-based approach to care meant Sam continued to visit
Rowena and together they were able to review Rowena’s circumstances on an
ongoing basis. Through ongoing contact, Rowena began to see that she had
strengths individually and in friends and family who supported her. She was
slowly able to acknowledge these and to identify how she could make changes
in her life by drawing on her strengths and support from others to help main-
tain and further develop her overall health and Well-being. Rowena’s situa-
tion shows the importance of communication across teams and of a
person-centred with the client.

11.3.4 The Relationship with Vulnerability

Pereira [10] considers vulnerability as applying to groups of the population who are
at more risk of harm than the wider population. This does not however determine
that all members of the group are vulnerable, and it is important to ensure that
people are also seen as individuals [10], including when they are older adults who
are considered to be self-neglecting.

The majority of research looking at self-neglect has taken place in America,
where it is the largest form of elder abuse reported to Adult Protective Services [1].
More recently in England, due to rising concerns around its negative impact, self-
neglect has also been formally recognised within the Care Act (2014) in relation to
adults. Consequently, it is often strongly entwined with the concept of safeguarding
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(see [9]) thus formally linking self-neglect with the concept of vulnerability. There
is therefore an emphasis on the risks, or of not having adequate safeguards when
considering vulnerability in older adults [11]. Unfortunately, such emphasis can
result in care and support that emphasises reduction of risk in order to safeguard the
individual, and in doing so this can result in neglect of the right to autonomy [11].
The need to balance these, and to take managed risks is challenging and magnified
in self-neglect where the outcome can be highly detrimental to the service user.
Therefore, approaches which embed the principles outlined by SCIE [7] and Britten
and Whitby [9] are essential.

11.4 Loneliness

When was the last time you felt lonely? What was the situation you found yourself
in? Were there any presenting circumstances? What time of life was this? How did
you feel? How long did this last for? These are questions that may encompass some
of the issues around loneliness, it might be transient, occur at any stage of life, or be
as a consequence of a life event, for example. Loneliness is being increasingly rec-
ognised as a concern for all ages, it can have health, social, and psychological impli-
cations. Here we are focusing on how loneliness can affect older people and their
well-being.

Older people may become lonely in later life and this may be as a consequence
of changes in life’s course and events which have an effect on the person’s ability to
make, sustain and maintain valued friendships and relationships. Societally there
may be the prevailing stereotypes of older people as a homogenous group naturally
being lonely purely by virtue of their status [12] which could obscure the reality of
the individuals’ experience of loneliness.

Loneliness and isolation are themes commonly used interchangeably, seen to be
an individual’s emotional response to their own circumstances, creating concern
and risk in both the mental and physical health of older people. These are now seen
as two distinct and complex concepts. Defining these concepts can lead to debate
and blurring of boundaries, however in simple terms both experience a lack or defi-
ciency in their situation. Loneliness can be seen as an individual’s negative emo-
tional response to a perceived lack in the relationships they have or the relationships
they would like, whereas isolation can be a physical reality of one’s own remoteness
in a community or lack of personal connections [13—15]. Individual factors such as
age, gender, sexuality, ethnicity, and religious beliefs are not recognised as causes
of loneliness. However, stigma, social issues, poor education, health issues, and
poverty can all contribute to isolation.

11.4.1 International Perspectives
The World Health Organisation [16] acknowledged the importance and relevance of

older people in society and their contribution to family life, the world of work and
volunteering. The WHO, when looking at risk factors to mental well-being in older
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people, identified causal points such as physical health decline and frailty, but other
challenges include a drop in socio-economic status, bereavement and difficulties
such as isolation and loneliness.

Health and social care provision are focused on the needs of individuals, families
and communities with specific health or social challenges. This can encompass
holistic care approaches including the psychological, emotional, biological and
social requirements of those groups. In Western societies, where capitalist political
ideologies are a key feature, their populations are governed by life cycle activities
including the statutory attendance of school for children, working in private or pub-
lic sector industries for adults of working age and then an expectation to take retire-
ment at recognised socio-economic age ranges. Increasingly, the themes of
loneliness and isolation are becoming a significant concern from both a health and
political perspective, especially in rich western countries.

In 2018, the Kaiser Family Foundation [17] carried out an international survey in
loneliness and social isolation in the United States, the United Kingdom and Japan.
The survey identified one in ten adults in Japan and over a fifth of adults in the
United States and the United Kingdom felt they were often or always lonely. Factors
arising from the survey documented the relationship between loneliness, and physi-
cal, mental and financial difficulties. Often those surveyed would report a negative
event or change within the past 2 years contributing to their situation and there was
debate around the influence technology has on loneliness and isolation. Bereavement
rated the highest factor, then life changes including financial status, living situa-
tions, and health (severe and chronic long-term conditions).

In the United Kingdom, politicians have become increasingly concerned about
the health impacts of loneliness; there has been a national campaign to raise
awareness of loneliness such as the ‘Campaign to End Loneliness’ [18] and
appointments at governmental level have created a minister for loneliness to over-
see this issue. Investment has been made in two specific areas, namely healthy
ageing programmes and to support those organisations who work to alleviate
loneliness [19].

11.4.2 The Impact of Loneliness

According to Cacioppo and Patrick [20], there are serious health implications and
impacts for those who identify as living with loneliness, which can include the
chronic debilitating effects of stress on the immune system and cardiovascular
system, as well as mental health issues including anxiety and depression.
Ultimately there can be risks of suicide. Those living with dementia may find
loneliness a factor in their illness, which can be twofold, with the deterioration of
socialisation abilities as the illness progresses and the social withdrawal of others
due to stigma or fear.

We are aware of the challenges of those who feel lonely and isolated, and the
multi-faceted causes and contributing factors that affect them, so how do we recog-
nise those clients, service users or patients who may experience these issues?
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Reflective Questions

Spend a couple of minutes thinking about the people you have come into
contact with and whether they appear lonely, do they have some of the indica-
tors highlighted in this chapter? What is noticeable and what is said?

It is not always easy to identify those who are lonely by appearances, often it is
by the self-report, the comments or behaviour of our clients. Identifying the person
who is lonely is key, and there may be barriers to this, especially with older people,
who may be from a culture of uncomplaining, being stoic and not comfortable dis-
closing personal issues. Society is built on ideas and values around relationships,
cooperation, communities, belonging and acceptance, so it may be difficult to admit
when a person feels lonely as they may perceive (incorrectly) it is because they are
unworthy of friendship or companionship, or fear stigma [21]. To disclose feelings
of loneliness can have significant self-concept issues, as we live in a society which
celebrates autonomy, self-management and independence, and to fall short of one’s
own life expectations can create distress and disillusionment. Loneliness can also
become a vicious circle, with the person who is chronically lonely losing their abil-
ity to become sociable and form the links and relationships they wish to develop [22].

11.4.3 Best Practice

The importance of developing a therapeutic relationship with clients cannot be
underestimated, it can create trust, a sense of being understood, respect and well-
being, this can assist you in establishing empathetic approaches to their care. This
relationship can create the climate for discussion and space for disclosure. You may
want to make gentle enquiry into the client’s lived experience by asking some low-
level questions such as:

* Have you ever felt lonely?

* When did you feel that way?
e How long did it last?

e What did you feel?

e What did you do about it?

* Do you feel that way now?

This may give the client permission to open up or consider these questions, as
they may have not had an opportunity to express these experiences and feelings
before. Having an opportunity to explore these issues and determine understanding
of how this affects the person, it is important to establish a holistic assessment, tak-
ing into account their present life situation, health, mobility, home/living circum-
stances, finances for example. Ultimately, it is essential to be guided by the person
and explore what would they consider helpful. Using tools such as the UCLA lone-
liness scale [23] may assist, informing a baseline of the situation as part of a holistic
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assessment and might clarify the client’s experience however, it is the use of the
information gathered from the overall assessment that will form person-tailored
interventions.

Loneliness is not an illness, though lack of others in one’s life may result in poor
regulation of smoking and drinking habits, eating unhealthily for example, and
much of its roots lie in the social aspects of a person’s life [21, 24]. Working with
people to overcome loneliness, interventions need to be considered in a sensitive
and paced way. Admitting loneliness may create sadness and low self-esteem, so
solutions may need to consider self-esteem and well-being factors. Working with
clients to identify ways to reduce loneliness may be a progressive and staged inter-
vention, where esteem and confidence building is an important first step, developing
skills to manage stress and anxiety may be an area to explore, before looking at
more direct social interactions. Encouraging clients to determine their own goals,
discoveries of interests, former life roles and activities may be of benefit. Some
local authorities and organisations have befriending schemes, volunteering activi-
ties, cross-generation activities promoting life skills to benefit other generations in
the community, the use of digital and telecommunications, specialist focused activ-
ity groups such as Age UK’s Men in Sheds scheme [13].

Reflective Questions
Loneliness

Think about which groups of older people are affected by loneliness and
how you might recognise loneliness within them.

Following on from this, think about the obstacles that could prevent you
from identifying loneliness in clients/patients/service users.

Once loneliness has been identified it is important that this is addressed.
What actions would you take to support a person identifying themselves
as lonely.

11.5 Isolation

Isolation has been identified as physical remoteness and separation from others.
This can cover all ages across the life span and cover a wide range of issues around
social inequalities, access, poverty and health [21, 25]. Western industrialised soci-
eties appear to have increasing numbers of isolation, with a reduction in mixed
generational families living together, higher rates of divorce and single occupancy
homes, movement and migration for work, technological advancements reducing
face to face contacts, as well as living longer with disease and illness [22]. Older
people’s risks of isolation are similar to other groups, including encountering men-
tal and physical health problems, migrant populations, socio-economic factors and
gender. Interestingly, according to a report by Public Health England and UCL
Institute of Health Equity [25] older men experienced higher incidences of social
isolation than women. This was attributable to males having less interactions on a
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regular basis with family members and friends. Poverty also had an influence on
isolation, as affordability and access to transport, food, heating and social activities
all were affected. Homes become a focal point for older people, where they have not
only financial but emotional investment, memories and personal connections. There
is a reluctance to leave homes, which hold such personal value and fears to avoid
dependence and burden to others may be a feature. Frailty and lack of mobility will
increase the risk of isolation. The solutions to these issues are complex, with a focus
on societal changes in policy, community coherence and individualised support. All
the factors to some extent will have an impact on the older persons’ sense of isola-
tion and in turn, loneliness.

Practice Example: Loneliness/Isolation

Stanley has moved into sheltered accommodation on a 3-month trial follow-
ing the recent loss of his wife Sheila of 45 years. The accommodation is an
independent-living flat on the first floor of a large complex (over 60 flats) on
the outskirts of town, with 24-h assistive living. Both Stanley’s children believe
this is the best option for him, having a ready built community and will pro-
vide reassurance of 24-h help to keep him safe.

Stanley is an army veteran and when he retired from the armed forces he
was reliant on Sheila for restoring his confidence and reintroducing him to
civilian life. They were content with their home life, gardening and growing
vegetables on an allotment together, being part of a small community with
friends.

Stanley at 74 is fit except for some arthritis in his left knee, he is finding it
hard to integrate into his new surroundings, find a routine and make new
friends. Stanley’s daughter, Sarah, is worried about him, as he had made
numerous telephone calls during the night asking for help, he appears to have
no motivation, taking no interest in things and complains of being bored, hav-
ing no one to talk to. Sarah has contacted the medical Centre about her
father’s changes in behaviour and mood.

A holistic assessment would look at both Stanley’s physical and mental
health, ruling out any pathological causes. Stanley would benefit with a one-
to-one discussion about what he sees as a cause of his distress. This would
promote person-centred care values and an opportunity to hear without
Jjudgement, Stanley’s point of view. Factors such as Stanley’s bereavement,
premature move from his home and memories of Sheila, eradication of his
usual routines and activities, being part of an established social circle could
be identified as factors contributing to his loneliness. Nolan et al.’s [26] rela-
tionship-centred care approach would assist the practitioner, Stanley and
daughter to discuss issues, acknowledging their own perspectives, and to
achieve positive outcomes to assist Stanley find solutions. Stanley disclosed he
had agreed to the trial at the flat to reduce his children worrying about him
being alone as he did not want to be a burden, but he was not happy and his
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griefwas worsened by being away from the home and memories he had shared
with Sheila. It was agreed for Stanley to return home and for a befriending
agency to act as link to support him in the first instance, as he readjusts to
home life.

As a health practitioner what factors do you feel have contributed to
Stanley’s situation?

Does moving to a new flat have any influence on Stanley’s Well-being ?

What strategies would you recommend assisting Stanley?

Would using relationship-centred care (Nolan et al.) be a useful approach?

11.6 Summary of Main Points

This chapter has explored self-neglect and loneliness, two key challenges in older
age that are associated with vulnerability. Self-neglect and loneliness are complex
and varied aspects, with a wide range of effects. Guidelines for best practice are
broad ranging and require collaborative working. Such a multidisciplinary approach
ensures that the wide-ranging needs are considered and that risk is subsequently
minimised. It is clear that an individualised and relational approach is necessary
when working with those who self-neglect and those who experience loneliness,
taking on a strengths-based approach will facilitate positive ageing in this context.

11.7 Suggested Reading

Age UK works to address loneliness. Their web page on loneliness provides a range
of demographics and numerous links to other relevant research and information:
https://www.ageuk.org.uk/information-advice/health-wellbeing/loneliness/

Britten and Whitby (2018) have produced a book that focuses on assessment of
those who self-neglect. They have produced an accessible account of assessment
that balances the risks and strengths to create a person-centred approach to self-
neglect: Britten, S and Whitby K. (2018) Self-neglect. A practical approach to risks
and strengths assessment. Critical Publishing, St Albans.

Buka et al. (2016) explores a wide range of issues relating to vulnerability in
older adults: Buka P, Davis M., Pereira M (Editors) Care of the Vulnerable Older
People. London, Palgrave.

Braye (2018) has undertaken research into self-neglect alongside Michael
Preston-Shoot. This link takes you to a presentation on working with people who
self-neglect and includes a video that explores hoarding from the perspective of
someone who hoards. http://www.hampshiresab.org.uk/wp-content/uploads/Suzy-
Braye-Engaging-and-intervening-with-people-who-self-neglectand-what-
works.pdf

Campaign to End Loneliness Connections in older age is a UK-based initia-
tive. It provides ideas of actions that can be undertaken to reduce loneliness and
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offers a range of information sources and tools that can be used. https://www.cam-
paigntoendloneliness.org/. The following source provides a range of information
about loneliness: Campaign to End Loneliness (2016) The Facts on Loneliness
https://www.campaigntoendloneliess.org/the-facts-on-loneliness/

Jo Cox Commission, (2017) Combatting Loneliness One Conversation at a
Time: A Call to Action https://www.jocoxfoundation.org/. This explores loneliness
in a UK context.

Nolan, M. R., Brown, J., Davies, S., Nolan, J. and Keady, J. (2006) The Senses
Framework: Improving Care for Older People Through a Relationship-Centred
Approach: Getting Research into Practice (GRiP) Report No 2. (available at) http://
shura.shu.ac.uk/280/1/PDF_Senses_ (accessed by 3.9.10).

Positive ageing is a website that promotes approaches to ageing positively. They
have identified a range of videos that explore different aspects of ageing: http://
positiveageing.org.uk/videos/

Preston-Shoot (2018) has also worked with Suzy Braye. This link takes you to a
presentation that explores self-neglect, including the need for the integration of rela-
tional approach: file:///C:/Users/lah3/Downloads/Michael_Preston_Shoot_Self_Nel-
gect%20(1).pdf.

Self-neglect.org is an American site which provides information and guidance
for families and friends of people who self-neglect. It has a range of visual and
interactive resources to facilitate understanding of self-neglect: https://selfne-
glect.org/

Skills for Care aim to develop a well-skilled adult social care workforce in Eng-
land. It provides some resources relevant to self-neglect, which includes a useful
workbook; it forms part of the care certificate and focuses on safeguarding. Home
page https://www.skillsforcare.org.uk/Home.aspx; Safeguarding adults workbook
https://www.skillsforcare.org.uk/Documents/Learning-and-development/Care-
Certificate/Standard-10.pdf

Social Care Institute for Excellence (www.scie.org.uk). There are many useful
social care related resources on this site. Social Care Institute for Excellence (SCIE)
2018) consolidates much of the current thinking relating to self-neglect and provides
person-focused guidance around this. The site includes guidance around self-neglect
and safeguarding. https://www.scie.org.uk/safeguarding/adults/practice/questions.
Publications include the comprehensive document ‘Self-neglect at a glance’ (SCIE
2018) which includes an outline of best practice. SCIE also provide a range of related
free online courses including: An introduction to the mental health of older people
https://www.scie.org.uk/e-learning/mental-health-older-people; Challenges, dilem-
mas and positive approaches for working with older people in care homes https://
www.scie.org.uk/e-learning/managing-risk-minimising-restraint; Interprofessional
and inter-agency collaboration (IPIAC) e-learning course https://www.scie.org.uk/e--
learning/ipiac.

Pioneer Network aims to foster positive ageing and to challenge outdated
attitudes.https://www.pioneernetwork.net/old-age-appreciated-positive-aging-
movement/. Their resources explore aspects such as ageism and culture: https://
www.pioneernetwork.net/resource-library/
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Washington State Department of Social and Health Services provides a brief

overview of self-neglect and actions individuals can take to avoid it: https://www.
dshs.wa.gov/altsa/home-and-community-services/self-neglect
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12.1 Learning Objectives
The aims are to enable you to...

* Consider professional accountability and responsibilities of healthcare staff and
others as well as the legal and ethical implications applicable.

* Define abuse in respect of vulnerable older people who may be at risk.

e Reflect on ethical implications and legal frameworks which support the health-
care and social environment and apply to them to practise through use of contem-
porary examples where safeguarding has not occurred.
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12.2 Introduction

This chapter considers the definition of abuse and how to empower and support
older people who are ‘at risk’ of abuse and current interventions for detecting and
recognising and preventing elder abuse through safeguarding potential and actual
victims. It establishes a link to key ethical principles and legal frameworks. The
problem is complex and may be extensive. The primary focus point will be UK
frameworks, and where this may be applicable to countries with comparable
systems.

Readers are encouraged to engage in reflective activities, with application to
practice. It is notable that a number of publications on Healthcare Law and ethics,
medical ethics or similar titles have a limited reference to ‘safeguarding’.

According to Maslow [1], safety is placed in the second tier in its hierarchy,
indicating that after basic needs such as food and shelter, safety needs must be met
if people are to progress to fulfil their potential. The hierarchy of needs may be
disregarded or go unnoticed until it is too late, when caring for a vulnerable older
person. Safety has long been paramount for different civilisations. Historically, it
was clear that societies banded together for protection, while reinforcing this with
the building of city walls and fortifications. In contemporary society however, there
is every effort to ensure our own physical safety and security by having locks, bolts,
CCTV and other personal safety measures to safeguard us and our property.
Vulnerable older people are susceptible to domestic or institutional abuse and this
may take other non-physical forms such as psychological and emotional aspects.

12.3 Ethical Issues

Several publications define the way we should act, both personally and profession-
ally. This chapter applies the four Bioethical Principles of Autonomy, Beneficence,
Non-maleficence and Justice [2], which are the bedrock of healthcare professional
conduct. Autonomy is the freedom to choose a course of action, and the choices a
person makes must always be rationalised when making decisions about their care,
such as whether they have consented to treatment of any kind. Beneficence is about
doing good which means — in all aspects of nursing and healthcare in the best inter-
ests of the person in their care, which includes following national and local policies
on safeguarding. Non-maleficence is about avoiding or doing no harm—which on
occasion may prove difficult to achieve as many treatments involve some degree of
pain, e.g. an injection, however the harm should ‘not be disproportionate to the
benefits of treatment’ (Buka in [3], p. 97) and justice is being fair which in a caring
scenario means, avoiding favourable treatment for some, and a fair distribution of
limited resources. This can also mean ethically and professionally, ‘doing the right
thing’. An example is the moral and professional obligation to tell the truth. This is
the ‘right thing to do’ and if applied in all cases, this may be equated to ‘being
fair’ [4].
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12.4 Elder Abuse and Safeguarding People at Risk

The Care Act 2014 defines an adult at risk as, ‘any person who is aged 18 years or
over and at risk of abuse or neglect because of their needs for care and or sup-
port’ [5].

Safeguarding in this area is central to care of older people at risk. The context
may be in care homes, within hospitals as well as in the service user’s own home.
Vulnerability takes many forms, and can be classed as physical or psychological.
With people living longer, a significant number of older people are likely to become
more at risk due to the ageing process and hence may need safeguarding. ‘Elder
abuse’ in respect of older people is common to vulnerable groups, and is defined as:

A single or repeated act or lack of appropriate action, occurring within any relationship

where there is an expectation of trust, which causes harm or distress to an older person.
Action on Elder Abuse Bulletin (May—June 1995, issue no. 11), London, https://www.

elderabuse.org.uk/aea-ni-what-is-elder-abuse

Several cases highlighting individual and institutional abuse related to the safety
and well-being of vulnerable older people have come to light. An example was the
Mid-Staffordshire debacle, resulting in the Francis Report [6]. This is explored
briefly below.

Elder abuse may take many forms and the institutional contexts may be deep-
rooted in the organisational culture and will require effective interventions in the
form of safeguarding policies. It will be a challenge for staff, but the law protects
whistle-blowers. It may be difficult to spot the signs of abuse. The data below shows
that this is an international problem (Table 12.1). This was based on the best avail-
able evidence from 52 studies in 28 countries and this demonstrates the extent of
elder abuse, WHO [7].

Table 12.1 Systemic reviews and meta-analyses

Elder abuse incommunity

settings (1) Elder abuse in institutional settings (2)

Reported by older Reported by older adults and ~ Reported by
Type of abuse adults (%) their proximities staff
Overall 15.7 Not enough data 64.2% or 2 in 3
prevalence staff
Psychological 11.6 334 32.5%
abuse
Physical abuse 2.6 14.1 9.3%
Financial abuse 6.8 13.8 Not enough

data

Neglect 4.2 11.6 12.0%
Sexual abuse 0.9 1.9 0.7%

By kind permission of the WHO September 2019
WHO [7] https://www.who.int/news-room/fact-sheets/detail/elder-abuse
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There are several versions of categorising which have been revised in order to
meet modern needs and definitions of abuse. The World Health Organisation also
outlines the following classification:

12.4.1 Classification of Abuse

e Financial abuse
Includes having money or property stolen, being defrauded or ‘scammed’, being
put under pressure in relation to money or other property or having money or
other property misused.

e Physical abuse
Includes assault, hitting, slapping, pushing, misuse of medication, restraint or
the use of physical sanctions.

e Psychological abuse
Includes emotional abuse, threats of harm or abandonment, deprivation of con-
tact, humiliation, blaming, controlling, intimidation, coercion and harassment.
Can also include verbal abuse, cyber bullying, isolation, unreasonable and
unjustified withdrawal of services or supportive networks.

e Sexual abuse
Includes rape, inappropriate touching, indecent exposure and sexual acts to
which the adult has not consented or was pressured into consenting to.

e Discriminatory abuse
Includes harassment, slurs or similar treatment because of race, gender and gen-
der identity, age, disability, sexual orientation, religion. These are ‘protected
characteristics’ under the Equality Act 2010.

e AGE UK, (2017) Factsheet 78 Safeguarding older people from abuse and neglect
September 2017 https://www.ageuk.org.uk/globalassets/age-ni/documents/fact-
sheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf

Furthermore, a wider definition of abuse includes:

e Organisational abuse
Includes neglect and poor care practice within an institution or specific care set-
ting or in relation to care provided in a person’s own home. This may range from
one off incidents to ongoing ill treatment. It can be through neglect or poor pro-
fessional practice as a result of the structure, policies, processes and practices
within an organisation.

e Neglect and acts of omission
Includes ignoring medical, emotional or physical care needs; failure to provide
access to appropriate health or care and support; or the withholding of the
necessities of life, such as medication, adequate nutrition and heating.

e Domestic abuse
Includes violence, psychological, sexual, financial, emotional abuse and pat-
terns of coercive and controlling behaviour during a relationship between


https://www.ageuk.org.uk/globalassets/age-ni/documents/factsheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf
https://www.ageuk.org.uk/globalassets/age-ni/documents/factsheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf
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intimate partners, former partners who still live together, or family members,
and honour-based violence.

» Self-neglect
Most forms of neglect or abuse are perpetrated by another person and the law
generally presumes there is a perpetrator as well as a victim.

e AGE UK, (2017) Factsheet 78 Safeguarding older people from abuse and neglect
September 2017 https://www.ageuk.org.uk/globalassets/age-ni/documents/fact-
sheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf

Elder abuse may take place in institutions or on the home. Burstow [8] found that
in 22 London homes, 24.5% of the residents were prescribed antipsychotics of
which 82% were inappropriate.

12.5 Safeguarding People at Risk

The term safeguarding encompasses a range of considerations and measures that
can be taken when caring for others—in this case, older adults. In the UK, 63% of
adult safeguarding concerns are for people aged over 65, though only 3% of
domestic abuse survivors are accessing Independent Domestic Violence Advisor
Services (Age UK 2020).

The Universal Declaration of Human Rights 1945 emerged after the World War
2, with the aim to protect vulnerable people. These were adopted by what is now the
European Union as the European Convention on Human Rights 1950 with the fol-
lowing key articles 2, 3 and 5, 8, 14. Elder abuse and the need therefore, for safe-
guarding has been recognised internationally as an issue:

Mistreatment of older people—referred to as ‘elder abuse’—was first described in British
scientific journals in 1975 under the term ‘granny battering’

UN, World Report on Violence and Health p135, 2002 https://www.who.int/violence_
injury_prevention/violence/global_campaign/en/chap5.pdf

Subject to the Health and Social Care Act (2014), local authorities have a general
duty to safeguard vulnerable adults who are at risk of abuse. Neglect arises when
there is an omission or lack of care provision. As to the question why would the
need for safeguarding vulnerable older population as compared to other vulnerable
groups such as children (or victims of domestic violence, in general) be a priority?
The facts speak for themselves as it is unfortunate that some institutional abuse of
older people has been evidenced by several cases resulting in serious harm or death
at the hands of healthcare professionals or family members who they trusted, who
are supposed to protect them. This may have been perpetrated due to organisational
cultural failures and/or inadequate safety measures. Examples are the Mid-
Staffordshire Hospital [6], which highlights cases of poor care and neglect, and
more recently the Gosport Memorial Hospital where more than 450 reportedly died
due to unnecessary opioid use [9]. There have also been examples of a trusted GP


https://www.ageuk.org.uk/globalassets/age-ni/documents/factsheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf
https://www.ageuk.org.uk/globalassets/age-ni/documents/factsheets/fs78_safeguarding_older_people_from_abuse_fcs.pdf
https://www.who.int/violence_injury_prevention/violence/global_campaign/en/chap5.pdf
https://www.who.int/violence_injury_prevention/violence/global_campaign/en/chap5.pdf
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carrying out abuse and carrying out euthanasia of vulnerable older people, R v
Shipman - [1999] All ER (D) 105.

One key Recommendation of the Francis Report included, compassion as a way
of combating abuse, and ‘... a shared positive safety culture requires: shared values
in which the patient is the priority of everything done; zero tolerance of substandard
care; empowering front-line staff with the responsibility and freedom to deliver safe
care; recognising them for their contribution; and that professional responsibility is
accepted and pursued’ [6].

Furthermore, Section 81, Care Act 2014 creates a statutory duty of candour.
Whilst there is no statutory definition of crimes against older people, nor legisla-
tion allowing for an increased sentence (such as in hate crimes), 20-25 of the
Criminal Justice and Courts Act 2015, the Crown Prosecution Service makes it
clear they are committed to prosecuting offences against older people [10]. A vic-
tim of abuse may litigate for damages in compensation for personal injury caused
by such abuse. Additionally, prosecution by the Health and Safety Executive, under
the Health and Safety at Work Act 1974 may also follow subject to Sections 2,
which relates to the employer duty of care ‘to ensure the safety of those affected in
their premises’ and 7’... the duty of the employee, for example if a member of staff
had been employed when they knew they were under influence of drink and made
a serious error of judgement impacting on the care of older people, and as a result
they were neglected’. This places a duty of care on the employer and employees,
respectively, to ensure that no person is harmed due to an unsafe environment or
practices. This is applicable to care of all persons including risk of abuse of vulner-
able older people.

In some countries, there is a statutory duty of care to protect those at risk through
risk assessment and risk management for people with disabilities. It is even more
important to safeguard and empower those who lack mental capacity (Mental
Capacity Act 2005, Australian Law Reform Commission, Equality, Capacity and
Disability in Commonwealth Laws, Report No 124 (2014).

The term ‘safeguarding’ includes a range of measures that should be under-
taken within a caring environment when elder abuse is suspected or detected. The
question arises as to who has the ultimate responsibility to safeguard vulnerable
older people. The term ‘at risk’ is appropriate. It applies to needs/risk assessment
and risk management and will be used more in the current context. It is every-
one’s duty to safeguard vulnerable older people and this duty ranges from family
and friends, members of the public as well as healthcare professionals as required
by legislation.

An employing organisation has a legal obligation to ensure that vulnerable peo-
ple are not exposed to risk and is required by law to assess for risk. Since the
Disclosure and Barring Service (DBS) was established under the Protection of
Freedoms Act 2012, employers must ensure that their employees are cleared before
they can take up employment.

The current checks required include a range of levels as follows:
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e A basic check, which shows unspent convictions and conditional cautions

e A standard check, which shows spent and unspent convictions, cautions, repri-
mands and final warnings

e An enhanced check, which shows the same as a standard check plus any infor-
mation held by local police that is considered relevant to the role

e Anenhanced check of the barred lists (this shows individuals who may not work
with vulnerable children and adults, and prevents individuals from employment
in order to ensure safety of those at risk)

e GOV.UK https://www.gov.uk/government/collections/dbs-checking-service-
guidance%2D%2D2

Individuals with a criminal record (for example, for sexual offences), in coun-
tries with similar systems, are placed on an offender’s register; in the UK, those on
the barred list are not allowed to work with vulnerable groups such as older people
or children. There is a link between mental capacity and abuse, which is a key com-
ponent, and goes to the heart of decision-making [11]. For vulnerable people with
capacity, varying degrees of facilitation of decision-making will be required. If,
however, a person lacks capacity, acting in that service user’s best interests is the
most appropriate option. This is not the case if there is pre-existing evidence of
decision-making via a legal instrument such as a Power of Attorney which indicates
a person’s wishes whilst they had capacity.

The Mental Capacity Act 2005 provides for an assessment for mental capacity
and empowers a patient in decision-making, (principles 1-3) and to act in the
patient’s best interests for those who lack capacity (principles 4and 5). The Mental
Capacity Act (MCA) 2005 came into force fully on 1st October 2007 with a frame-
work for the assessment, treatment and care of those who are deemed to have
impaired capacity. The five key principles for supported decision-making are found
in section 2.

Fundamental Human Rights may be breached under the Universal Declaration of
Human Rights 1945. One such key area is article 5, Human Rights Act 1998. What
happens when a service user lacks capacity? An Independent Mental Capacity
Advocate may be appointed under the Mental Capacity Act 2005. They have a
responsibility to support and represent a person who lacks capacity in making cer-
tain decisions. There is also a provision for an Independent Mental Health Advocate
who has a similar role in supporting a person who is subject to the Mental Health
Act 1983.

A criminal offence may result from ill-treating or wilfully neglecting anyone
who has needs for care and support. An offence of wilful neglect and ill treatment is
subject to the Criminal Justice and Courts Act 2015. (This update inserts new law
as—s 44, Mental Capacity Act 2005).

Elder abuse involving physical, financial or sexual aspects may have criminal
implications, for example, assault or sexual offences or theft are crimes and there-
fore reportable to the police. It may be more difficult to recognise, or for the victim
to prove psychological abuse.


https://www.gov.uk/government/collections/dbs-checking-service-guidance--2
https://www.gov.uk/government/collections/dbs-checking-service-guidance--2
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Reflective Exercise

Mrs. A is a frail, 80-year-old with dementia living in a nursing home where
you work. You notice that when one nurse is on duty, Mrs. A is more agitated
and distressed. This may be a coincidence but when as happens every time
this nurse is on duty you suspect mistreatment of Mrs. A in some way. On one
occasion you hear Mrs. A scream inside her room when this nurse is in her
room, and you see the nurse shaking Mrs. A shouting, at her to be quiet. In
view of what you have seen and the fact that Mrs. A is unable to protect her-
self, what would you do?

Are there any physical signs of harm to Mrs. A—Either from this incident
or any other bruises or marks? What are the risks in not reporting this inci-
dent? How long has this been going on?

Mrs. A lacks capacity, with intermittently memory.

. How do you manage and what are her human rights?

. What is your role as a healthcare professional?

. How would you ensure she is involved in any decisions regarding her care?

. Are other residents at risk?

. Are any protective measures in the nursing home working effectively, and
if not, what should you do about it?

. Identify the type of abuse.

W B W =

(=)

This may amount to hate crime or ill treatment or wilful neglect by a care
worker or care provider (sections 20-25 of the Criminal Justice and Courts
Act 2015).

 [ll treatment or neglect of someone who lacks mental capacity
e Unlawful imprisonment

e Theft

e Fraud

* Domestic violence

(Age UK 2020 p. 16, adapted)

Reflective Exercise Tips
Is there anything else you need to consider?

If you are a professional in this situation, it is advisable to discuss the situ-
ation with your manager before deciding what to do, so the issue can be
addressed as soon as possible. The statutory guidance states:
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No professional should assume that someone else will pass on information
which they think may be critical to the safety and Well-being of the adult. If a
professional has concerns about the adult’s welfare and believes they are suf-
fering or likely to suffer abuse or neglect, then they should share the informa-
tion with the local authority and, or, the police if they believe or suspect that
a crime has been committed. You should receive appropriate training based on
agreed safeguarding procedures, so you know how to act in these types of
situations. This is a requirement of service provider registration with the care
quality commission.

(Age UK 2020, p. 10)

Elder abuse may also mean breach of human rights. The legal framework for
safeguarding older people is underpinned by the post-world war 2 Universal
Declaration of Human Rights 1945. This was an international treaty in response to
the human rights abuses during the Second World War. This resulted in the
Nuremberg Trials and the Nuremberg Code (1947) was in response to this. The
European Convention on Human Rights (ECHR) (1950) became the linchpin for
human rights within the European Union. The UK, as a signatory, implemented this
via Human Rights Act 1998. Human rights are fundamental to every citizen’s wel-
fare, requiring of every state and public organisation, a general duty, to ensure pro-
tection of individuals.

12.5.1 Key Articles of the (ECHR 1950) Human Rights Act 1998

e Article 3 of the Human Rights Act 1998

* A Prohibition of torture

* No one shall be subjected to torture or to inhuman or degrading treatment or
punishment.

This means that victims of elder abuse may invoke their human rights in court
against a healthcare provider. This does not exclude their right to litigate for com-
pensation in cases of personal injury. The principle was applied in Sevtap
Veznedarodlu v Turkey (App. 32357/97), Judgement of 11April 2000; (2001)
33EHRR 1412) where the court ruled that, the state has a responsibility to safeguard
human rights was for all, including a victim of torture.

In a healthcare setting, this means that the clinician must not subject the service
user to inhumane or degrading treatment. Under normal circumstances, it is a breach
of this human right to override a patient’s choice. There are however exceptions
such as emergencies, those sectioned subject to the Mental Health Act 1983 as well
as those who are subject to Article 5, European Convention on Human Rights



160 P. Buka and D. Atkinson

(ECHR) 1950 and under the Equality Act 2010, Deprivation of Liberties
Safeguarding (DoLS)—the new Liberty Protection Safeguards (LPS) [12] (from
2018/2019).

e Article 8... respect for privacy and family life, which relates to patient or service
user’s choice if they have capacity. Clinicians are required to facilitate the auton-
omous decision making and empower the patient. This also applies for those
with disabilities.

e Article 14, non-discriminatory treatment. The Equality Act 2010 applies. This
applies to fair distribution of resources which may be scarce. It outlaws treating
service users less favourably on one of the characteristics and this includes age,
sexuality and discrimination.

In Common Law, the ‘neighbour principle’ or test came from Lord Atkins’
judgement, “You must take reasonable care to avoid acts or omissions which you
can reasonably foresee would be likely to injure your neighbour. Who, then, in law,
is my neighbour? The answer seems to be persons who are so closely and directly
affected by my act that I ought to have them in [mind] when I am [considering
these] acts or omissions’, Donoghue v Stevenson 1932, AC 562. As applied, this
means that a healthcare professional or carer owes a duty of care to ensure that vul-
nerable older people are not injured due to negligent actions or omission. In Tort
Law they are entitled to litigate for damages. A criminal prosecution may also fol-
low a criminal act, where physical harm is caused.

An older adult with mental capacity needs may be at risk of abuse or neglect, and
unable to protect themselves from either the risk or the experience of abuse or
neglect, and the Care Act 2014 has applied since April 2015. Section 1 of the Act
requires a local authority to promote individual well-being in all it does, including
‘protection from abuse and neglect’. Local authorities have a duty of care to estab-
lish adult safeguarding agencies and to lead adult safeguarding agencies. Such
authorities should be the first point of contact for those who wish to raise concerns.
Professional Codes of conduct, ethics and the law underpin a framework for
decision-making.

Case: DL v A Local Authority [2012] EWCA Civ 253, [2012] MHLO 32, atp101
Elderly infirm parents living in own home subject to son’s alleged threats and
bullying—One parent lacking capacity under Mental Capacity Act 2005, the
Court of Appeal, per Lord McFarlane °...the High Court can make orders to
protect vulnerable adults with capacity under the MCA, if their ability to
make decisions has been undermined through being under constraint, subject
to coercion or undue influence, or otherwise prevented from making a free
choice or giving real or genuine consent’
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12.6 Taking It Further: Safeguarding
and Patient-Centred Care

The Bioethical Principles [2], (above) which are endorsed by all healthcare profes-
sional Codes of Conduct establish an obligation for the healthcare professional to
safeguard patient or service users who are at risk, focusing on the ‘to do no harm’
maxim. This should aim to promote safety for vulnerable older people in their care.
The duty of care is not only in ethics but also in Tort law of negligence, there is a
requirement for the professional to ensure that vulnerable older people in their care
are not harmed by their negligent actions or omissions, Donoghue v Stevenson
[1932] AC 562 House of Lords.

Hate crimes and harassment, or public nuisances are committed against vulner-
able older people, and police and public authorities may not always appreciate the
impact on victims. This is a form of elder abuse. It is possible therefore that due to
perceived inaction that victims may be reluctant to complaint as a result. The true
extent of the problem therefore may never be known. One must ask the question: if
current interventions are deemed effective, why do we continue to have cases of
elder abuse, especially institutional ones, where healthcare staff are expected to fol-
low policy? The Convention on the Rights of Persons with Disabilities (CRPD),
(A/RES/61/106) was adopted on 13 December 2006 at the United Nations
Headquarters in New York and ‘aims to, all categories of rights apply to persons
with disabilities and identifies areas where adaptations have to be made for persons
with disabilities to effectively exercise their rights and areas where their rights have
been violated, and where protection of rights must be reinforced’

In the UK, the NHS Constitution (2015) applies to patient-centred care by which
staff empowers and safeguards vulnerable older people. This would include empow-
ering them to report any abuse. Unfortunately, in a few cases, vulnerable older peo-
ple have been abused by healthcare staff in whom they placed their trust.

Practice Example 1
Mr. A, a 90-year-old man is admitted to an acute medical ward with a urinary
tract infection. He is delirious, shouting and confused and aggressive and is
demanding to discharge himself. A nursing staff member is allocated to him
as he is at risk of ‘escaping’ and injuring himself. He is refusing treatment and
frequently tries to leave the ward.

Key issues

1. How to manage his ongoing and day to day treatment decisions
2. Does Mr. A have mental capacity to make decisions
3. What is the process for assessing mental capacity
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Consider:

— Capacity, Autonomy & Informed Consent to treatment, Re C Judgement
(below)— ‘Foolish’ decision

— Art 5 Human Rights Act 1998 Deprivation of Liberties Safeguarding
(changing to Liberties Protection Safeguards)

— What are the roles of the independent mental capacity advocate and inde-
pendent mental health act advocate?

— How can advanced directives be used to protect vulnerable older people?

(Please see below)

Vulnerable older people who may not only have a physical condition but also
lack capacity deserve to be afforded even more interventions and safeguarding
through others advocating for them as they may also be subject to scams or embez-
zlement of financial or property interests.

Case: Re C (Adult, refusal of treatment) [1994] 1 AIl ER 819
Mental illness and a patient’s capacity.

C diagnosed with paranoid schizophrenia and was detained in Broadmoor
secure hospital. He developed gangrene in his leg but against medical advice,
refused to consent to an amputation.

The Court upheld C’s decision.

Legal principle: The fact that a person has a mental illness does not auto-
matically mean they lack capacity to make an informed choice about medical
treatment.

Patients who have capacity can make their own decisions to refuse treat-
ment, even if those decisions appear irrational to the doctor or may place the
patient’s health or their life at risk.

http://www.gmc-uk.org/guidance/ethical_guidance/consent_guidance_
common_law.asp

The roles of the Office of Public Guardian include safeguarding vulnerable peo-
ple at risk by investigation of abuse by:

e Deputies appointed by the Court of Protection

e Attorneys appointed under a registered lasting power of attorney (LPA) https://
www.gov.uk/government/publications/safeguarding-policy-protecting-
vulnerable-adults


https://www.gov.uk/government/publications/safeguarding-policy-protecting-vulnerable-adults
https://www.gov.uk/government/publications/safeguarding-policy-protecting-vulnerable-adults
https://www.gov.uk/government/publications/safeguarding-policy-protecting-vulnerable-adults
http://www.gmc-uk.org/guidance/ethical_guidance/consent_guidance_common_law.asp
http://www.gmc-uk.org/guidance/ethical_guidance/consent_guidance_common_law.asp
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An Independent Mental Capacity Advocate (IMCA) may be appointed by a local
authority for those who have no family members, next of kin or court-appointed
representative. An Independent Health Advocate (IMHA) is an advocate who sup-
ports service users who come under the Mental Health Act 1983 framework, and
who are under section.

Other ways of ‘respecting the patient’s wishes’ are through the use of ‘Living
wills’. If properly drafted, they will have the legal effect of establishing this. With
respect to advance statements, they can only inform and are expressions of a per-
son’s preferences such as where they would like to spend their last days. However,
the second category advanced directives have more force in law as they categori-
cally state their wishes such as ‘do not attempt CPR’. They do not however have the
legal authority to instruct or compel healthcare professionals to provide specific
treatment courses.

Reflective Exercise 2

Mr. J is an 82-year-old, who is recently widowed who is a retired engineer
with osteoarthritis. He has relatively modest means and been relatively healthy
and self-caring after losing his wife. He is very much aware though since a
recent hospital admission, he has become frail and more forgetful. He lives in
a three bedroomed bungalow.

He has had carers in the past that he subsequently refused as they only
came in for a chat and cup of tea and did not carry out his care properly. He
appeared to have been neglected. Recently his 50-year-old alcoholic son has
moved in (his wife died 3 years ago). The son is a divorcee who is now single
and has a history of alcohol abuse. Neighbours, Jill and John have heard signs
of arguments and cries for ‘help’ late at time night. When they asked Mr. J, if
he was alright, he says he does not want to discuss anything and says it’s a
family issue.

The neighbours notice extensive bruising on his face and Mr. J tells neigh-
bours he fell. He nevertheless admits that he has had altercations with the son.
Mr. J has thrown the son out when this has happened before, but the son is
always allowed to come back when he apologises.

What advice would you give the neighbours Jill and John?

If Mr. J refuses to cooperate what is the neighbours of duty of care in law
and ethics?

Can the neighbours report this to the police?

All person who are healthcare professionals owe a duty of care to report
this as safeguarding issue.

Neighbours owe a common law duty of care to also report this to safe-
guarding authorities or the police if they suspect that a crime has been
committed.



164 P. Buka and D. Atkinson

Reflective Exercise 2 Tips

Consider your duty of care as defined in the Donoghue and Stevenson Case
1932 (above). If Mr. J refuses to cooperate, the neighbours still have a duty to
raise concerns regarding vulnerable person.

1. If they suspect that a crime has been committed, Section 44 Mental
Capacity Act 2005 (I1I treatment or Neglect of a Person Lacking Capacity)

2. Sections 20 and 21 of the Criminal Justice and Courts Act 2015 (11l treat-
ment or Wilful Neglect by Care Workers or Care Providers) apply

The problem of elder abuse appears to be clearly worsening with, ‘around 10%
of the population aged 65+ in the UK reportedly experiencing some form of abuse.
That is around 1 million people’. HMICFRS [13] www.justiceinspectorates.gov.uk/
hmicfrs.

12.7 Summary of Main Points for Learning

This chapter presents an opportunity for the reader to enhance their working knowl-
edge of the legal and ethical aspects of elder abuse and safeguarding. It contains a
number of examples and cases in order to provide a framework which a healthcare
professional may use to support their accountability and responsibilities when deal-
ing with or caring for an elderly client or patient. The chapter includes ethical and
legal discussion from a UK and an international perspective, where appropriate, in
order to illustrate the complexities and difficulties of these issues. We find that most
of the issues are transferable to other Western countries with similar laws and soci-
etal challenges. This chapter may offer some guidance in the decision-making and
reporting process when faced with actual or suspected cases of elder abuse or safe-
guarding issues.

Information and guidance are unfortunately still necessary even in the twenty-
first century as the statistics, cases, and laws contained in the chapter clearly
demonstrate. Whilst we may consider our society to be ‘civilised’ and that we are
far removed from the harshness and brutality of the past, it is abundantly clear
that wherever there are people, there will always be those individuals who will
take advantage of vulnerable people, and sometimes abuse older people who are
at risk. It is this very fact that the need for this chapter is evident, and it has been
written in the hope that the information and guidance it contains will at the very
least, mitigate the risk or consequences of elder abuse, by enabling healthcare
professionals to recognise those at risk of, or have been abused and take appro-
priate action.


http://www.justiceinspectorates.gov.uk/hmicfrs
http://www.justiceinspectorates.gov.uk/hmicfrs
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http://cps.gov.uk/publication/policy-guidance-prosecution-crimes-against-older-people
https://www.qcs.co.uk/overview-of-the-liberty-protection-safeguards-frequently-asked-questions/
https://www.qcs.co.uk/overview-of-the-liberty-protection-safeguards-frequently-asked-questions/
http://www.justiceinspectorates.gov.uk/hmicfrs

166 P. Buka and D. Atkinson

Recommended Reading

Mandelstom M (2019) Safeguarding adults and the law. In: An A-Z of law and practice, 3rd edn.
Jessica Kingston Publishers, London

Barnett D (2019) The straightforward guide to safeguarding adults: from getting the basics right to
applying the care act and criminal investigations. Jessica Kingston Publishers, London

MK Shankardass (2019) International handbook of elder abuse and mistreatment hardcover, Delhi.
Springer, Jessica Kingston Publishers, London



Check for
updates

Applying Critical Concepts: Clinical
Governance, Quality, and Review
to the Older Persons Context

Robert McSherry and Patrick Pearce

Contents

13.1  Learning ObJECHIVES. ... .uuutttt ettt ettt ettt e
132 INrOdUCHON. ... uit e .
13.3  Why Is Clinical Governance Important When Caring for Older People in Health

13.4 Raising Your Awareness of Sound Governance Principles and Practices and How
These Should Be Applied, Adhered to, and Evaluated in Your Practice.................
13.5 Recognising, Responding, and Knowing How to Escalate Care Concerns for Both
Patients and Staff............. ..
13.6  Summary of Main POINtS. .......ooiuiiiii i
13.7  Suggested Reading..........ooiuuiiiitiiiit i
REfEIENCES. ...t

13

181

13.1 Learning Objectives

This chapter will provide you with the knowledge about:

e Why is clinical governance important when caring for older people in health and

care settings.

R. McSherry (<)
Department of Nursing, School of Health and Social Care, Staffordshire University,
Stoke-On-Trent, UK

University Hospitals of North Midlands NHS Trust, Stoke-on-Trent/Stafford, England, UK

Professor VID Specialized University College Bergen/Oslo, Oslo, Norway
e-mail: w.mcsherry @staffs.ac.uk

P. Pearce
Independent Healthcare Governance Consultant, Yarm, Stockton on Tees, England

© Springer Nature Switzerland AG 2021

W. McSherry et al. (eds.), Understanding Ageing for Nurses and Therapists,
Perspectives in Nursing Management and Care for Older Adults,
https://doi.org/10.1007/978-3-030-40075-0_13

167


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-40075-0_13&domain=pdf
https://doi.org/10.1007/978-3-030-40075-0_13#DOI
mailto:w.mcsherry@staffs.ac.uk

168 R.McSherry and P. Pearce

e Raising your awareness of sound governance principles and practices and how
these should be applied, adhered to, and evaluated when caring for older people.

e Recognising, responding, and knowing how to escalate care concerns for both
patients and staff.

13.2 Introduction

In this chapter, we focus on dispelling and disentangling some of the myths dis-
played by health and care workers surrounding the ‘critical concepts: clinical gov-
ernance, quality, and review’. We refer to these as critical concepts because of the
following reasons. They are associated with how individuals, teams, and organisa-
tions explore, apply, review, safety, governance, and quality principles in practice.
Careful analyses of their effect on people, systems, processes, and the workplace
culture and environment are paramount in ensuring quality improvement and
change. They are the bedrock or foundations to all matters related to safety and
quality in health and care. Finally, they are often described by some health and care
workers as jargonised, dry, not relevant to me, divorced and/or detached from the
real world of health and care. They are for managers, not frontline workers. We
believe these myths exist because they are often inextricably linked to an individu-
al’s level of insight and awareness of these critical concepts:

— This subsequently impacts on their level of engagement and application of the
critical concepts to improve and change practice.

— This is often inherently akin to one’s attitude, belief, and values held surrounding
the terms.

— This influences their behaviour and approach to how they engage or not in apply-
ing the principles they bestow in facilitating safe, quality, care, and services.

The chapter aims to demystify the rhetoric surrounding these critical concepts by
unravelling the terms using examples from health and care practice and in identify-
ing their relevance to the delivery of safe, compassionate, dignified, and respectful
care for older people. We will also look at the importance of these in relation to
health and care organisational structures, systems and processes, regulation, policy
and guidance and leadership and management. Finally, throughout the chapter we
focus on identifying your individual role and responsibility when caring for older
people. This is imperative in ensuring the principles are understood and applied to
facilitate safe, quality care in your health and care setting.

13.3 Why s Clinical Governance Important When Caring
for Older People in Health and Care Settings

It is crucial to acknowledge and celebrate the fact that worldwide people are living
longer. For some older people these are happy and healthy periods and experiences of
their life. Quality of life and experiences include living comfortably and feeling safe,
having a secure home and place of residence, a safe community and circle of friends
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and family. It is associated with staying active and healthy along with having the
physical and mental abilities to get out and about, an acceptable income, and access to
leisure and local amenities for ongoing learning and sources of sound information.

However, longer lifespan does not always necessarily equate to a happier, health-
ier, and fulfilled period in one’s life for all older people. Sadly, with age for some
older people comes physical decline; having multiple-co-morbidities and long-term
conditions, psychosocial issues; social isolation, loneliness, anxiety, and depres-
sion. Regrettably, despite the safeguarding controls and measures put in place to
protect and keep safe some of our most vulnerable individuals in society, in the
extreme of situations for some, there is the abhorrent experience of abuse: financial,
psychological, social, and physical.

Alongside the above factors is the notice by the World Health Organisation
(WHO) that ‘by 2020, the number of people aged 60 years and older will outnumber
children younger than 5 years’ [1]. This significant demographic trend requires the
world’s health and care systems to respond too and prepare for, for several reasons.

Older people should be supported to retain a high level of independence and
quality of life, and where possible, this should occur within their chosen place of
residence. To avoid upset and any confusion in later life, older people [indeed all
people] should be encouraged to talk about, and document their preferences in
advancement of old age, and where they would like things to happen. It is about
ensuring that appropriate health, care, and social systems and processes are in place
to ensure that older people, those with and/or without the capacity and capability to
make decisions about their life and preferences are supported to do so. Where this
is not possible, this should be done in conjunction and discussion with their legal
next of kin, guardian(s) and/or enduring power of attorney(s). Similarly, it is about
engaging with older people and their families to co-design, co-produce, and co-
deliver the building of new innovative facilities, premises, services and/or provi-
sions that recognise and respond to the priorities of older people. It is no longer
acceptable for health and care providers to presume what older people require.
Health and care services should not marginalise or discriminate older people but
firmly place them at the heart of any system and process design, delivery, and evalu-
ation. It is about: celebrating age and ageing; safeguarding and protecting the spe-
cial characteristics that accompany an older person; providing safe, compassionate,
person-centred care and environments; recognising the rich tapestry of the individ-
ual and their life journey; and affording them peace, choice, dignity, privacy, respect,
and a peaceful death.

Reflective Exercise 13.1

Before proceeding further, we would like you to think about what factors may
affect you in providing safe, quality and compassionate care for older people.
We would like you to particpate in the following exercice by refecting upon
how this may impact on the care of older people. Please follow the steps below:
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» Step 1: Fold an A4 piece of paper into four sections as detailed below:

e Step 2: Place the following labels and/or categories: Professional, Political,
Societal and Economical, like the example shown below.
Professional Political
Societal Economical

e Step 3: Write down any thoughts and ideas that come to mind within the
sections.

Do not overthink, note down what springs to mind and write your thoughts
under the respective categories.

With regard to the Reflective Exercise 13.1 do not worry if your points are not
similar and/or identical to ours detailed. This is because we all see the world and its
challenges from different perspectives and points of view. Similarly, this may be the
same within our own health and care organisation, and the workplace and environ-
ment in which we work. The important message to take away from the activity is to
recognise and value the fact that we are all different but have a common goal and
purpose in what we do. That is, to provide the best possible care to our patients/
carers/work colleagues, and in creating the best possible workplace culture
and environment for that to take place.

In our opinion the drivers for safe, quality, person-centred health and care ser-
vices can be distilled into four categories: political, professional, societal, and
economical outlined in Fig. 13.1 below.

According to Fig. 13.1 each category contains a multitude of complex and
inter-related factors that may influence the delivery of health and care services
for older people in either a positive and/or negative way. In brief:

Political—drivers in our opinion appear to fall into two broad categories:
‘changes in health and care policy’ and ‘care delivery systems’.

Changes in health and care policy highlights the need for professional, organ-
isational, and public accountability. This is realised by ensuring that health and
care workers are made aware and informed of new and/or changes in any national,
regional and workplace policies, guidelines, directives, and procedures, that they
are implemented and adhered too. These may originate from professional bodies
like the United Kingdom (UK) Nursing and Midwifery Council, General Medical
Council, and Health Care Professionals Council. Regulators of care and services
such as the, Care Quality Commission and Government Departments like, The
National Health Service.

In addition, it is imperative for health and care workers to support their
decision-making and actions with the most reliable sources of evidence. To
achieve this, you must keep abreast of new and outdated legislation/policy/
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Political
¢ Changes in health and care
policy
* Changes in care delivery
systems

( Professional

¢ Increased patient dependency
¢ Advances in technological,
digital and robots
* Threat of litigation
¢ Inadequet social care
\__Provison

Economical

¢ Declining economic and
resource provision

4 Societal \

* Rising patient/carer and
public expectations

* Demographic changes in
society

* Reduced public confidnece
in health and care

* Greater acces to information

* Decline in social care
provision

- /

Note: We acknowledge the fact that this is not an exhaustive list or ordering in any priority.

Fig. 13.1 Drivers for safe, quality, person-centred health and care services. Note: We acknowl-
edge the fact that this is not an exhaustive list or ordering in any priority

guideline, standards, and evidence. You must adhere to your codes and standards of
professional practice, work within the scope, and remit of your professional and
workplace contract of employment and job specifications. You must also have the
necessary knowledge skills, competence, and confidence, to transfer policy, guid-
ance, and evidence into your practice. To realise the later you must have access to
the evidence-base for example, computers, databases and other technology and
digital related materials and resources within the workplace.

Care delivery systems reaffirm the need for health and social care policy and
decision-makers along with health and care workers, major stakeholders, patients,
and the public to introduce systems and processes that meet the needs of the popu-
lation. Care delivery systems should be designed to safeguard and protect those
coming into contact with the services. They should also facilitate a workplace cul-
ture that empowers health and care workers to provide safe, quality care and service
for older people.
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Professional—primarily centres on health and care workers adhering to profes-
sional standards, regulations, policies, procedures, guidance, and laws. It is about
ensuring decisions and actions are underpinned with evidence. Evidence-based
practice in this context is:

an approach to decision making in which the clinician uses the best evidence available, in
consultation with the patients, to decide upon the option which suits that patient best [2].

Viewed in this way it is easy to see why evidence-based practice is inter-linked
to ‘accountability’. In brief accountability (this is explored in more detail further in
the chapter) is founded on the principals that we are all responsible for the decisions
we make, the actions we take, as well as the consequences this may have on oneself
and others.

Acknowledging the fact that older people have a complex diverse set of needs,
requiring a set of diverse expertise. This is because health and care occur in a
diverse range of settings and surroundings each having their own unique safety
challenges. For example, caring for someone at home presents a set of challenges
different to those when caring for an older person in hospital and/or residential/
nursing/care setting. Similarly, caring for an older person with dementia in any of
these settings poses a different and diverse set of health and care challenges akin to
safety for the individual and health and care workers.

Increased patient dependency and care left undone in both the health and care
settings reinforces the need for health and care workers to have the necessary
knowledge, skills, and competence to provide safe compassionate quality care. It is
about recognising, valuing, respecting, and responding to the needs of the older
person. An increasing patient dependency and staff shortages are resulting in skill-
mix and workload issues where some health and care workers are providing subop-
timal care and, in some instances, missing vital care procedures. These include for
example, not responding to the deteriorating patient vital signs and not escalating
accordingly and a failure to provide quality care and services. Having insufficient
staff on duty can significantly compromise the delivery of safe, quality care and can
affect the outcomes of care, i.e. safety, length of stay, mortality, patient/carer experi-
ence, effectiveness, and timeliness of care. Unfortunately, this has culminated with
the term ‘care left undone’, becoming more prominent across the globe [3].

The notion of care left undone is a real threat to health and care services for
older people. This is because any reduction in younger adults to care for older peo-
ple alongside a rising number of older people requiring care poses a real threat to
workload, skill-mix and may compromise overall patient safety, quality, standards,
and care. The authors feel that a health and care ‘generational time bomb’ is just
around the corner and requires immediate action by governments and health and
care providers to overt a large-scale catastrophe. Any reduction in the availability of
the health and care workforce and skill-mix could lead to a parallel reduction in the
availability of expert services, facilities, and resources in the community, acute,
social, and local authorities.
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Internationally, inquiries, events, investigations highlighting failures in health
and care for older people are occurring. Failures of both systems and people
repeatedly happened where unnecessary and avoidable harm (never events), serious
harm, and death occurred and is reported in the press and media. Recently in the
United Kingdom, The Whorlton Hall Scandal of 2019. A privately run 17 bedded
hospital providing care to vulnerable adults was investigated by the UK care regula-
tor of reported ‘abused’. The hospital was closed, and patients were transferred to
other care sector services for their safety. Police investigations where potential
criminal processions are could be made as still ongoing [4].

The Mid Staffordshire National Health Service (NHS) Foundation Trust scandal
2016. This major scandal between 2005 and 2008 was reported many times in the
media and press, where it was estimated that due to the neglectful, harmful, and
substandard care, between 400 and 1200 patients (many older patients) than would
be expected for this type of hospital [5].

The South African scandal of 2017 was investigated where it was reported that
nearly 100 mental health patients died due to neglect and maltreatment [6].

Threat of litigation. Regrettably, over the past two decades, we have witnessed
a huge rise in the numbers of formal complaints, proceeding to litigation, made by
patients and carers about hospital and community services. The cost to the National
Health and Care Services of clinical negligence claims was £1.6 billion in
2016-2017. This is quadruple on the numbers for 2006-2007, according to figures
from the National Audit Office. In the same time frame, legal costs for these claims
have risen from £77million to £487million [7]. These rising costs, associated with
litigation, are attributed to increased activity levels within health and care and the
propensity to pursue a complaint to litigation because of the inflated compensations
for negligence claims, if outcome can result in monetary gain. Complaints can be
reduced, by ensuring that the care given to patients/carers is relevant to them and
based upon the best available evidence.

Societal—factors have and will continue to play an enormous part in influencing
the safety, quality, and standards in health and care. These factors can be traced
back to societal changes associated with rising public expectations and their lack
of confidence in health and care services. This is primarily due to a perceived
decline in the provision of quality services and standards of health and care and the
slow uptake of technologies, such as digital, computer, informatics, and data protec-
tion systems and processes. The public and health and care professionals them-
selves could be seen to have exacerbated these rising concerns, by involving the
media, in reporting major clinical incidents and declines in the standards of services
within the health and care services in which they are employed.

Globally, the public’s growing lack of confidence in the health and care ser-
vices could be attributed to the following: lack of financial investment, poor leader-
ship, and management, or even, unsuccessful reform through government policy.
We would argue that recent clinical disasters identified above have only served to
shock the public into thinking that these are common occurrences, and that the over-
all standards and quality of service are poor throughout world. In recent years, the
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advances in technologies and the easy access to information on the World Wide
Web have resulted in the public becoming better informed, educated, and more
interested in health, care, and policy-related issues. This is evident by the upsurge
in social movement activities, including media campaigns, people marches designed
to influence policy and strategy through indirect actions and consequences.
Examples include, save our hospitals campaigns, and patient and public involve-
ment marches associated with care and neglect of services.

Health and care workers and the public themselves are now able to access
information, research, evidence via the internet, regarding ‘best treatment’,
interventions, policy guidance. As consumers of health and care, they are able to
access the same information as any health and care professional. This empowers the
public to seek specific information relating to their and/or family members’ condi-
tion. This ability to access information (research, evidence), which was perhaps
difficult to obtain previously, is fuelling the public’s demands and expectations for
safe, quality care as well as improvements in health and care systems and technol-
ogy. As a result and identified previously the public are not prepared to accept
suboptimal standards of practice, resulting in a higher number of individuals
and/or groups in seeking satisfactory outcomes through the courts.

Economical—'Our health and care needs are changing: our lifestyles are
increasing our risk of preventable disease and are affecting our wellbeing, we are
living longer with more multiple long-term conditions like asthma, diabetes and
heart disease and the health inequality gap is increasing’ [8].

Considering the above it is not surprising that the burden of disease and impact
on the quality of life, health and wellbeing of individuals continues to rise annu-
ally. Increasing life expectancy in parallel with rising ‘multi-complexities’ (i.e.
requiring care from more than one service at the same time such as medical, nurs-
ing, and social care). The latter coupled with ‘multimorbidity’ (having several medi-
cal conditions some of which may also be a long-term condition, i.e. respiratory,
cardiac, ophthalmological, etc.) of patients is growing exponentially. The cumula-
tive effect of these factors alone (not including the societal, professional, and
political factors identified previously) has resulted in rising costs to accommodate
these health and care trends and demands. To keep pace with these rising demands
and costs requires greater funding and/or redesigning of service provision. In some
instances, the need for rationing, as well as the privatisation of a number of publicly
funded health and care services.

The growth in health and care need and complexity, together with the expansion
of care provision and services, have witnessed significant shifts in the leadership
and management styles of health and care senior executives, managers, leaders,
commissioners, and providers of care to address these rising demands and costs.

New terms like population health management (PHM)

is helping us understand our current [situation], and predict our future, health and care
needs so we can take action in tailoring better care and support with individuals, design
more joined up and sustainable health and care services and make better use of public
resources [8].
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The importance of having integrated joined up health and care services is imper-
ative in order to address local population health trends and need. This type of inte-
grated service leadership and management enables teams to focus on specific
resources to accommodate and mitigate current and future needs. A strategic
approach is required to specially focus on the increase in the rising population of
older people and subsequent demands. These increased demands result in higher
numbers of older patients being admitted with multiple needs. This significantly
impacts on the health and care workforce providers, who have had to change
their patterns of health and care delivery, to accommodate this growing trend.
Some excellent examples include:

* Seven-day working, out-of-hour care services.

e Urgent and emergency care services.

* Continuing care services.

 Fragility services for older people.

e Video-conferencing and telephoning General Practitioner (GP) consultation.
e The establishment of acute medical, or surgical assessment units.

We have also witnessed the development of hospital recovery plans designed to
maximise the use of acute and community beds and encourage integrated collabora-
tive working between primary and secondary care. These rising patient numbers
and complex needs are increasing service demands, resulting in the urgent
development of new ways of providing care [9]. Some emerging initiatives include
hospital and/or care at-home schemes designed to maintain patients in their own
homes; Public and private sector partnerships (where acute illness is managed in
hospitaland rehabilitation is continued in private nursing homes, until the patient is
ready for discharge home).

We would argue that the cynics may suggest that these driving force behind such
innovations above could be attributed to having reduced junior doctors’ hours
together with the possible consequences of the ‘European Working Time Directives’
[10], and ‘Brexit’ (The United Kingdom leaving the European Union).

Health and care workers are rising to meet the challenges posed by the increas-
ing numbers of patients with higher dependency needs, by developing new, creative
ways of working. These include, for example, the introduction of emergency care,
nurse practitioners, surgical care practitioners, and nurse consultants into busy and
demanding clinical areas, like acute medical admissions and accident and emergency
departments, in a drive towards improving the quality of health and care services.

13.4 Raising Your Awareness of Sound Governance
Principles and Practices and How These Should
Be Applied, Adhered to, and Evaluated in Your Practice

The evolution of ‘clinical governance’ in England’s National Health Service (NHS)
can be traced to the white paper ‘The New NHS Modern, Dependable’ [11].
Originally coined by Sir Liam Donaldson it was defined as:
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a framework through which NHS organizations are accountable for continuously improv-
ing the quality of their services and safeguarding high standards of care by creating an
environment in which excellence in clinical care will flourish [12].

Following the UK government’s initial definition of clinical governance, the
term has become internationally recognised as a framework or panacea for
improvement and change of the health and care systems and services. This is
because it pulls together a whole range of organisational structures and departments
by focusing on the systems and processes with a strong emphasis placed on
accountability associated with the maintenance and improvement of stan-
dards. Essentially it is a whole system/framework for improving quality through
minimising risks by embracing patient safety through raising professional’s
awareness of their own accountability for excellence. Clinical governance in our
opinion is a system which should be able to demonstrate, in both primary, second-
ary, and acute care and services that systems, process, practices, and procedures
are in place guaranteeing clinical quality improvements at all levels of health
and care provision.

Given the backdrop of the above, it is not surprising to see why worldwide
clinical governance has become the mantra for all things related to safety, qual-
ity, governance, and improvement within the health and care sectors. This may
also explain the popularity and integration of the term within many profes-
sional codes and standards for practice amongst the healthcare professions.
These include: Nursing [13], Medicine [14], Radiotherapy [15], Physiotherapy [16],
Dentistry [17], Occupational Therapy [18] to name a few.

The key components, pillars, blocks, and/or concepts of clinical governance have
advanced over-time. We believe this is in keeping with the primary aim of preserv-
ing person-centeredness, evidence-informed practice, safety, quality improvement,
and learning and sharing from things that have gone well and/or not so well. It is
also a sound indicator of data gathering, monitoring, improving, and changing prac-
tice when change is required. To engage with and apply the principle and concepts,
it is important that you also understand the meaning of the term ‘duty of candour’.

The need for the development of a statutory duty of candour, whereby a com-
mon health and care organisational culture and working environment is estab-
lished for safeguarding and protecting health and care workers, patients/carers,
and the public from harm and informing patient and families when things have
gone wrong. For this to occur three core characteristics were identified.
‘Openness’: having the ability to speak up freely without fear of reprisal and
retaliation when highlighting concerns and/or alternatively sharing and celebrat-
ing success. ‘Transparency’: communicating and sharing information about per-
formance and outcomes in a truthfully honest way with healthcare workers,
patients, and the public. ‘Candour’: ensuring that, in the unfortunate situation
where a patient is harmed by a healthcare worker and/or healthcare service, they
or their legal next of kin are informed of the full facts. This should be at the earli-
est possible opportunity. An appropriate remedy should be afforded, wherein they
are involved in any subsequent investigation/review that can facilitate learning
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and sharing. These stages of the process are essential in order to minimise recur-
rence of similar events; all this should occur regardless of a complaint and/or
question raised regarding the situation. Where appropriate, a full apology should
be offered, and detailed records maintained.

This is because safe health and care improvements and quality are dependent on
the effectiveness of leaders and managers at all levels. All staff must be confident and
competent with what sound governance principles mean and involve. This is because
governance is and will remain a sound framework for safeguarding, protecting, and
assuring the standards and quality of care in practice. Although we would argue that
‘integrated governance’ is an ideal term for highlighting the interconnectedness and
interdependency of the various systems and processes akin to quality improvement,
performance, and outcomes, many leaders and managers continue to embrace clini-
cal governance because it is directly related to practice offering a useful framework
for the provision of quality care, ongoing improvement, and outcomes. Furthermore,
clinical governance is defined by McSherry and Pearce [19] as

[...] arobust framework that acknowledges the importance of adopting a culture of shared
accountability for sustaining and improving the quality of services and outcomes for both
patients and staff.

Case Study 13.1: Applying the Principles and Components of Clinical Practice
Mrs D a 78-year-old lady was transferred from a nursing home to her local
hospital for investigations and treatment into a sudden onset of swollen and
painful joints. Mrs D on discharge back to her nursing home complained to
her local hospital. The basis of her complaint was that following her admis-
sion on to the acute medical ward, a healthcare professional (could be a
nurse, doctor, or any healthcare professional who undertakes adjustments to
extend or expand their roles) was abrupt and insensitive when inserting a
cannula into her right hand. This caused unnecessary pain, discomfort, and
bruising because they tried several times to insert the cannula without suc-
cess. Mrs D stated that it was not until a more experienced member of staff
saw what was happening and took over this duty from the staff member that
the cannula was inserted on the first attempt.

In recent years, health and care leaders/managers, on receiving this com-
plaint, might have rushed into establishing how this had occurred and who
was responsible for such an incident so that disciplinary procedures could be
instigated. This reactionary approach to leadership/management does not
bode well in the context of clinical governance that promotes an open and fair
blame culture by the application of an authentic leadership/management style.

Let us explore how clinical governance may assist in overcoming this clini-
cal incident associated with a health and care individuals’ practice.
Furthermore, let us support you in applying this to your own workplace and
in enhancing your awareness of clinical governance.
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Fig. 13.2 Applying the key components of a clinical governance framework to health and care.
Note: Patient and carer partnerships should be established in order to elicit their experience
through engagement and involvement throughout all the components. They should also be co-
designers, producers, implementors, and evaluators of services

Let us explore how you can apply the clinical governance framework to your
health and care practice.

When looking at applying the clinical governance framework to the case study
above, it is important to understand and learn about what the key components are
and involve when investigating the incident. You will notice in Fig. 13.2 that the
clinical governance framework comprises of a series of key components all having
equal importance in the provision of safe, quality care and service. When applying
this to Case Study 13.1, the following points emerge.

1. Quality Improvement: When looking at Mrs. D care, it is evident that this was
not a quality experience on several fronts. A member of staff was rude, abrupt,
and insensitive to her clinical needs and personal situation when inserting a
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cannula. They failed to engage Mrs. D in the care processes and communicate
with her during the procedure. In essence there was a failure to follow policy and
guidance. To avoid this type of situation from occurring again, you and/or your
organisation should familiarise yourself with the term ‘clinical audit’. Clinical
audit is a way that doctors, nurses, and other healthcare professionals can mea-
sure the quality of the care they offer. It allows them to compare their perfor-
mance against a standard to see how they are doing and identify opportunities for
improvement. Changes can then be made, followed by further audits to see if
these changes have been successful.

2. Safety: Mrs. D safety was comprised by the member of staff failing to safeguard
and protect the patient. A primary principle of any clinical governance frame-
work is about ensuring the safety of our patients, colleagues, and the public.
Essentially this should be our number one priority. Furthermore, it is about creat-
ing a safety culture/climate that is an important factor to achieve this goal. It is
also about having a sound awareness of our working patterns, environment and
openly speaking out if things do not and/or are not right (this is explored in more
detail in the next section).

3. Risk management: In this situation risk management is about minimising risks
to patients, health and care workers, and the public by identifying what works
well and from what can and does go wrong during care and services, diagnostics,
interventions, and treatment. In our opinion risk management is about creating a
safety climate and culture where staff are constantly vigilant and are aware of
how to recognise the concerns that influence the delivery of safe, quality care
and services. This is essential in order to learn the lessons from any near misses,
adverse or serious incidents/events and complaints. It is about investigating the
situation and taking action to prevent recurrence and putting systems in place to
reduce any further potential risks. Risk management is not just about looking for
negative stories and experience but also about sharing accolades from, good
experiences and outcomes when things have gone well.

4. Accountability: Generally defined, accountability is ‘if you are accountable to
someone for something that you do, you are responsible for it and must be pre-
pared to justify your actions to that person’. Taking this definition into account
and applying this to Mrs. D situation, accountability extends beyond the patient,
to the employee, employer, the professions, and the law. When caring for Mrs.
D, accountability primarily refers to four areas of your work. This is explained
in Table 13.1.

According to Table 13.1, health and care workers in exercising their duty of
care are ultimately accountable fo the public—through criminal law; fo the
employer—through contract law, contract of employment and job description
and to the patient—through a duty of care, common and civil law.

5. Performance Management: In this situation, it is inextricably linked to account-
ability by ensuring you have the necessary knowledge, understanding, compe-
tence, and confidence to perform your role and responsibilities. In relation to
Mrs. D situation, there was obviously a problem with the staff members perfor-
mance. This could have been avoided. Firstly, by highlighting any areas of deficit
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Table 13.1 Positioning accountability when caring for Mrs. D

Area Theme Rationale

1

2

Employment ~ As an individual as part of your role you have a duty of care and
responsibility to safeguard and protect and provide quality work

Ethics Ensuring you work collaboratively and effectively with other co-workers
to deliver quality work, and to resolve potential work-related conflicts of
interest, problems, ensuring fair and equitable treatment in the pursuit of
safe compassionate quality care

Professionally You are accountable for ensuring, enhancing, and maintaining high
standards of practice within your health and care organisation. These
standards ultimately impact on the performance, service provision and
the achievement of key outcomes for oneself, others, the organisation,
and profession(s). It is imperative you escalate any concerns that may
compromise your ability to provide quality care

Legally You are responsible for working within the law as well as within any
health and safety, regulatory authorities, employment legislation, and
professional regulations

Adapted from [20]

requiring attention immediately they arise, before and/or during your annual
appraisal. This is essential in ensuring any supporting systems and frameworks
can be developed for you. Secondly, it is about having regular supervision and
access to statutory and mandatory training, i.e. fire, health and safety, infection
prevention and data protection issues and systems in place for staff to speak
openly and candidly about their place of work. Thirdly, it is about accessing
ongoing education and training and continuous professional development in
order to perform your role to its maximum potential. It is about safeguarding a
duty of care where you have a moral or legal obligation to ensure the safety or
wellbeing of yourself and others.

. Safety Culture and Learning: At the heart of its many definitions is the fact

that ‘culture’ consists of the values, beliefs, and assumptions shared by occu-
pational groups. These shared ways of thinking are then translated into common
and repeated patterns of behaviour: patterns of behaviour that are in turn main-
tained and reinforced by rituals, ceremonies, and rewards of everyday organisa-
tional life [21]. What can we learn from reviewing the letters and themes akin
to the word ‘culture’? To demonstrate generality of the word culture, it is vital
to explore the etymology of the word. Etymology in this instance refers to ‘the
origin and development of a word or affix’ ([22], p. 296). In this situation it is
associated with reviewing the meaning and symbols behind each letter! C—is
akin to caring, care, compassion, commitment, courage, you care, i care, we
care, they care, who cares, self-care and in creating a caring working environ-
ment. It is about designing and implementing systems and process to measure
the impact and outcome of the care delivery systems. U—user focused centring
on promoting patient [people]-centeredness through the utilisation of a facilita-
tive approach to team working, collaboration, and partnership building. L—
leadership will make a change happen. In this situation the task has only just
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begun—*it is relatively easy to set out a vision, much harder to make it a real-
ity” [12]. Authentic leadership openly acknowledges when improvement is
required. T—teamwork, engagement through empowerment and the negotia-
tion with everyone; partners, patients, professionals, etc... U—unlocking poten-
tial in order to facilitate staff and stakeholders along with patients to innovate
and enterprise by embracing new ways of working, supporting professional
practice and development and challenging self and others. R—responding and
listening, actioning, and dealing with concerns, complaints, incidents, events
and to facilitate the process of learning and sharing to avoid any reoccurrence
of the situation. It is also about celebrating success and achievements and
rewarding and recognising a job well done. E—evaluation is about embracing
external scrutiny and review from regulators, professional bodies, and
peer review.

7. Information and Information Governance: It is about ensuring data protection
and confidentiality for patients, staff, and the public. Password protecting and
ensuring staff have access to data that is commensurate with their role and
responsibility. It is about recording and documenting information with factual
accuracy.

According to Case Study 13.1 it is important to recognise that clinical gover-
nance is a framework designed to support health and care workers and organisations
in providing safe, quality care and services. This is achieved by drawing together
several key concepts all equally important in fostering an organisational culture and
working environments that achieve the following:

e The systematic harmonisation of clinical and managerial/leadership roles and
responsibilities associated with an individual’s accountability and their practice.

e The improvement in a team dynamic, function and working by fostering more
integrated team working in both the public and independent sectors.

e Striving for continuous quality improvement in all that health and care does by
monitoring, changing, evaluating, and improving practice to safeguard and pro-
tect standards and people.

e The nurturing of a culture of continuous sharing and learning by placing a duty
of care to improve individual, team, and organisational performance.

e Adopting a person-centeredness approach in all that we do is the heart of clinical
governance [19].

13.5 Recognising, Responding, and Knowing How
to Escalate Care Concerns for Both Patients and Staff

Raising a concern, escalating, and/or whistle blowing are terms often associated
with a failure in either an individual and/or teams’ performance [23]. Within a clini-
cal governance framework, the emphasis is placed on safeguarding and protecting
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both the public and staff through fostering a culture and working environment in
which safe quality care can flourish. This is founded on the principles of honesty,
openness, transparency, and trust. Similarly, it is about sharing, learning, and cele-
brating when things go well and/or could be enhanced following an incident/event
that may have emerged from whistleblowing.

If suboptimal care and/or services, a failure to safeguard and protect patients,
staff and the public is evident it is imperative that we take action to highlight the
concern. This could be done anonymously, by speaking out openly to your line
manager and/or regulator. Speaking out is an undoubtedly a frightening and over-
whelming situation for any individual to find themselves in. This is because it has
the potential to impact upon their own general health and wellbeing along with
those who will be under investigation and the service users/patients involved.
Therefore, raising, and escalating issues/concerns requires confidence in knowing
that you will be afforded the respect, dignity and if necessary, anonymity and confi-
dentiality by your team and organisation. This is imperative in order to protect the
individual, patient, and/or public. The important message for all health and care
workers is the fact that you are doing nothing wrong by raising a concern. Speaking
out is about safeguarding and protecting along with learning and sharing from a
situation whether this is upheld or not. Excellence in practice requires the sharing
and learning from incidents/events along with the celebration of achievement and
success. Escalation is about ‘safeguarding the health and wellbeing of those in your
care’ [24] along with safeguarding the health and wellbeing of staff and the public.
We acknowledge there are numerous guidance, policies, and procedures explaining
the systems and processes to raise concerns in your workplace. We would like to
highlight the following.

(a) Raising concerns or issues should be encouraged and regarded as an integral
part of safety, quality and governance systems and processes and therefore is an
integral part of an individual’s accountability.

(b) Escalation should be viewed as an immediate safeguarding quality mechanism.

(c) Escalation requires urgent actions and responses. This is essential in order to
highlight areas where interventions, procedures, and interactions require
improvement(s) along with individual attitudes, behaviours, and/or perfor-
mance. It should not and cannot be left unchallenged.

(d) Itis essential in order to avoid, improve, and minimise further risk and/or harm
to the public and staff.

(e) When things go well at an individual, team, and/or organisational level, it is
important for an organisation to openly acknowledge this regularly. This is
because rewarding and celebrating success and achievements assists in creating
an open and honest culture.

(f) A culture of openness, honesty, and trust requires a recognition of doing well.
If an accolade is made about the experiences of a certain procedure or interven-
tion these must also be openly encouraged and acknowledged.
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We would like to draw your attention to a simple framework we developed that
you may wish to consider in the future detailed in the suggested reading section.

13.6 Summary of Main Points

The contributing drivers that lead to and the continuing need for clinical governance
in health and care can be attributed to issues with the following categories: political,
professional, societal, economical.

Clinical governance is a framework for continual quality improvement of health
and care services and staff by minimizing risks to safety and quality.

The future should focus on integrated health and care governance. This may be
achieved by the harmonization of corporate governance and clinical governance
across and between health and social care organizations and teams, and individuals.

We all have a duty and responsibility to escalate issues aligned to safeguarding
and protecting patients, staff, and services.
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14.2 Introduction

When focusing on the contemporary developments in today’s services for older
people it is necessary to pay attention to the resources possessed by today’s older
generation. People live longer and are healthier and more socially active than
previously [1]. However, a general feature is often to present older people as being
solely dependent passive receivers of care. The biological changes due to age dif-
fer widely and decrease in physical and mental capacity are only loosely associ-
ated with a person’s age in years [2]. Many older people have unused resources
and given the right opportunities they may make better use of these to increase
their quality of life [3]. Remaining and living safely in one’s own home is not only
the policy in several governments, it is the goal of older people in general as it
may support them with healthy ageing [4, 5]. To understand the best way to enable
older people to remain at home their voice must receive attention, as it is the fun-
damental aspect of all health and social care: the persons in question are the
experts of their own lives.

The demographic prospects forecast a rise in the gap between health service
providers and those in need for their services and thus this entails a transfer of more
responsibilities to the relatives. Relatives often provide different kinds of assistance
to older persons, however, regarding relatives as “carers” might conceal kinship and
cause confusion of roles [1]. In this chapter, the term relative is thus preferred
instead of carer even if the relative has an additional role as carer for the older per-
son. Relatives account for many hours of (often unpaid) assistance and their contri-
bution is essential for sustaining the care services.

Healthcare services are transforming from being institutional care to becom-
ing more based on home care, and technology offers possibilities at home that
are otherwise difficult to achieve [3, 6]. Several research projects emphasise
how correctly adjusted telecare improve older people’s abilities to remain safe
in their own home for longer [3, 7, 8]. Different terms appear in research regard-
ing the use of technology in care settings and the ambiguity in terms compli-
cates comparisons and reviewing [8, 9]. By using technology an older person
may first and foremost rely on their own physical and cognitive resources instead
of relying on assistance [10]. However, implementing technology in care might
challenge how health and social care professionals work. I will address these
topics by using examples and findings from a recent telecare project conducted
in Norway [9].

Reflective Question
What is your understanding of telecare and assistive technologies? If at all—
how do you differentiate between these terms?
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14.3 Telecare: A Necessary Competence Within
Contemporary Care

People live longer and despite many experiencing significant deterioration in health,
alarge number have little change in their physical and mental capacities [2]. Treating
people as a homogeneous group tends to mask differences [11] while the varieties
in older people’s functioning are increasing and thus the diversity in their perceived
needs is expected to expand [2].

Technology to enable older people to manage everyday life autonomously is
receiving increased attention from researchers and policymakers [6]. In this chapter
I use telecare as defined by the Department of Health (United Kingdom) [12]:

Personal and environmental sensors in the home that enable people to remain safe and
independent in their own home for longer. 24 hour monitoring ensures that, should an event
occur, the information is acted upon immediately and the most appropriate response put
in train.

This perspective on technology, named telecare, emphasises how the person is not
required to interact, and thus offers different possibilities and challenges from tech-
nologies that entail interaction. One well-known device that requires interaction is
the social alarm, which has a button that the users must push to alert when they need
assistance. To activate the social alarm you must (1) understand the concept of push-
ing the button for it to alert, (2) you must consider yourself being in a situation to
which you need assistance, and (3) you must have the social alarm within reach
when you need it. Nurses report how older people frequently do not use the social
alarm due to missing one or more of these requirements [9].

Contrary to social alarms that require the persons themselves to assess a situation
when it occurs, telecare requires that the conditions have been assessed in forehand.
Each situation needs thorough assessment by a nurse or therapist in close coopera-
tion with the persons that are to receive telecare in their home, and their relatives.
Telecare consists typically of various sensors that are wireless connected to a home
unit. One sensor might have different functions from another similar sensor as they
might require different response. In one situation, a movement or pressure sensor
may cause the lights to turn on, in another to turn them off.

Older people appear to be reluctant to display their lack of cooping as they want
to refrain from burdening others [13]. In general, they want to remain living in their
own home [4, 5, 9, 14]; however, they prioritise safety to independence [15]. Many
fear becoming a burden to others (relatives) if they do not comply with well-meant
suggestions of moving to an institution when their safety is at risk.

To demonstrate the importance of remaining at home, I will use examples from
a resent telecare project where service users, relatives and service providers give
voice to what is important for them in their everyday lives. The following cases and
solutions are constructed from several actual experiences from my research [9]:
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Case 1: Living an Independent Life at Risk

Olivia is 88 years old and loves to be independent and mobile. She is a widow
of 20 years and is proud to manage on her own. Olivia goes by bus to the
nearby village where she does her shopping, sees her GP and joins in several
activities and enjoys the company of her friends. She has a variety of medical
conditions among these are diabetes, a minor heart condition and dizziness.
Her main concern is the dizziness that occurs when she changes position from
lying to standing, especially at night when she has to visit the bathroom.
Olivia has no problems with managing her medication. She lives in her own
house where she has lived since they were married 65 years ago. The ground
floor contains the entrance, the kitchen and the living room, while her bed-
room and the bathroom are on the second floor. She therefore must use the
stairs several times a day. “The stairs keep me fit as a fiddle”, she says.
According to Olivia the stairs seldom cause any trouble; however, due to a
couple of incidents where she fell and injured herself, her daughter Sandra
holds a different opinion. “She fell on the stairs last winter when she came
back from the village. Fortunately, I came shortly after but that was sheer
coincidence. What might have happened if I hadn’t come ? She was not able to
get up or to move”.

Olivia receives no help from community care and she reject any offer of
help. “I have always managed by myself and I enjoy being able to rise, eat and
shower according to my own schedule and not following that of others”.
Olivia and Sandra speak on the phone every night before bedtime but Sandra
is worried, as she is aware of her mother’s dizziness and knows that she needs
to negotiate the steep stairs to go to bed and also to use the bathroom a couple
of times during the night. Sandra respects and understands Olivia’s decision
to remain living in her home but still discusses the advantages of moving to a
care centre. The situation now threatens their relationship; Olivia feels that
her way of life has become a burden to her daughter, which she in turn feels
increasingly burdening and as a result is diminishing her joy of living
independently.

The above situation illustrates how many older people experience that their wish
to continue living autonomously in their own home, may challenge their relatives’
peace of mind. Thus, the older person might refrain from being open about difficul-
ties as they seek to avoid provoking further discussions about moving. Several of
my interviewees emphasised how they valued being autonomous and planning their
days and life according to their own preferences [9].

The relatives in my interviews usually had caring obligations in various ways;
however, they regarded themselves as daughters and sons and not as carers, as did
their parents. For further reading: Judith Phillips [1] comprehensively discusses the
mix up of roles between relatives being carers.
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In the above case, Olivia risks losing her home and her life as she knows it if she
wants to remain in a good relationship with her daughter. Sandra hates herself for
imposing her worries on her mother and dislikes having to encourage her to move.
Mother and daughter realise that their ongoing discussion is far from fruitful and
potentially leading to a deterioration in their relationship. They therefore agree to
discuss the issue with the home care nurse, and they make an appointment for her to
meet them in Olivia’s house.

14.4 The Nursing Process in Telecare Assessment

When the community care nurse arrives, she listens attentively to both women aim-
ing to understand and assess the situation from their diverse perspectives. Firstly,
she emphasises how the activities in Olivia’s everyday life improve her abilities to
remain home and meticulously highlights her resources. Then she encourages Olivia
to present her challenges. She includes both women in analysing the situation, they
agree upon there being an issue with safety but that abandoning her home is too high
a cost for Olivia. The nurse informs about telecare that is part of the new service
offered by the community care team. She explains briefly the main functioning of
the different sensors and gives them a pamphlet for further reading. Olivia is reluc-
tant to be included as a service user despite wanting the safety that telecare offers.
The nurse explains how the various sensors might go directly via the response cen-
tre to her relatives, for example to her daughter Sandra, without involving the com-
munity care. She does however advocate the benefits of including home care for
safety reasons if the relatives are unable to respond. Likewise, she informs how
Olivia may benefit from being included in the local government emergency plans in
case of severe situations. She illustrates this by explaining how the local govern-
ment maintains safety in situations caused by severe weather conditions that occur
frequently during the winter season.

Together they discuss the situation and agree on Olivia’s need being to maintain
safety at home due to her risk of falling. The nurse suggests the following solutions:
bed and chair sensors connected to light sensors, two movement sensors and smoke
detector in both floors.

The bed sensor detects the presence or absence of pressure. Olivia usually needs
10—15 min when she visits the bathroom at night. They agree on the sensor alerting
if she is away more than 30 min, as she occasionally needs some more time. They
discuss which time the sensor should activate and agree on 11 pm, as Olivia usually
prefers to go to bed between 10 and 11 pm. The bed sensor connects to a light that
activates with absence of pressure. Thus, when Olivia leaves the bed, a light will
turn on and help her to find her way and avoid stumbling. Should Olivia be absent
from bed for more than 30 min the response centre is alerted and may contact her to
further investigate the situation. This check includes negotiating with Olivia whether
she needs assistance from Sandra who wishes to be summoned as she lives quite
close. Olivia usually rises at 8 am in the morning but some nights she has trouble
sleeping and goes downstairs to sit comfortably in her favourite chair. The nurse
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assessed how the nights usually were; however, she paid particular attention to any
irregularities, as these often cause false alerts. Therefore, she recommended an
additional pressure sensor in Olivia’s favourite chair. This sensor also connects to a
light but in this situation, it turns the light on when pressure occurs as Olivia likes
to knit when she cannot sleep and thus needs the light. They also agree on one
movement sensor in the living room and one in the kitchen. These will alert when
movement is not detected in any of the two rooms for 4 h during daytime. To enable
this solution Olivia will have to inform the system if she leaves the house as well as
when she returns. She therefore must deactivate the system when she leaves and
activate it when she returns. Since Olivia has no cognitive problems, she expects no
problems in including this into her habitual routines when leaving the house. Finally,
the nurse suggests changing the smoke detectors to new ones integrated in the sys-
tem that will alert directly to the fire department.

In addition, the nurse suggests that Olivia receives a social alarm that she can
wear around her wrist or as a pendant around her neck and activate if a situation
occurs or if she feels unsafe. Politely Olivia declined this offer, as she thinks herself
sufficiently safeguarded with the less conspicuous sensors that are hidden under her
mattress and under the chair cushion or appear like an ordinary intruder alarm. The
smoke detectors are almost like her old ones. Sandra tried to argue for increased
safety, but Olivia did not want to display that she needed extra support. She had seen
the sensors as the nurse brought them when visiting, and Olivia was content that
these sensors would not make her “feel old and frail” as this deviated from her self-
image. The social alarm however did not comply with her self-image.

Olivia and her daughter received information and explanation when the nurse
and the technician implemented the telecare service. Later there had to be some
adjustments as Olivia often went to bed later than 11 pm. Both women were satis-
fied with the “false alarms” as they experienced it to demonstrate that the system
was reliable. One year later, they were happy and Sandra had peace of mind as she
said, “If Mum needs assistance I know the system will alert because we had a few
unintended alarms, which actually had a quite calming effect as I felt telecare
proved to be reliable”.

Case 2: In Risk of Moving from the Known to the Unknown

Lisa is 90 years, a widow of more than 40 years, she has dementia and lives
alone in her small semi-detached apartment. She has a small sheltered gar-
den, which she accesses from her living room. She was in a nursing home
for 6 weeks after a hip fracture and both she and her family (two sons and a
daughter) were unhappy with that solution. Lisa has a heartfelt desire to
remain in her little home where she enjoys gardening and pottering about
seeing to everything and nothing. Lisa has problems with taking care of
herself, and her family understands that she cannot be left all alone. She
refuses to let anybody clean her house and do her laundry. However, she
allows a few nurses to assist her when showering, nevertheless reluctantly.
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Lisa accepts to attend the day care centre as she meets some old childhood
friends there. She has dinner when she is there and appears to join in with
her friends. Recently, the neighbours have expressed their worry as they
have observed Lisa outdoors in her slippers late in the evening. The family
feel they are in a desperate situation, as they have to choose between two
hopeless situations, forcing Lisa to move or leave her at home exposed to
hazards. Relying on the neighbours observations, the family fears that Lisa
leaves her home during night and gets lost and/or harms herself. Both situ-
ations, forcing Lisa to move or leave her on her own at home, will cause
misery to all involved.

The relatives discuss the situation with the nurse without including their
mother. Together with the nurse, they conclude that the main objective is that
Lisa is happy without being exposed to hazards. Documentation from the pre-
vious stay in the nursing home and the relatives’ descriptions of the changes
in Lisa’s mood and behaviour give the nurse data to help in her assessment of
the situation. She explains the change in policy to help people remain in their
home and emphasise that they might try to include telecare in the services for
a while before admitting Lisa to nursing home.

Together the nurse and the relatives agree that Lisa will receive home care
to help her wash and get dressed every morning. They will make an effort to
keep the number of different nurses visiting her to a minimum and try to use
the few nurses Lisa accepts when helping her showering. They will increase
her number of days at the day care centre from two to three and provide break-
fast and dinner while she is there. The family will do her shopping and laun-
dry and the cleaner will come once a week when Lisa attends the day care
centre. In addition, the relatives want to have door sensors installed. These
will alert if Lisa leaves home during evening or night. If Lisa opens the main
door just to peek out while remaining indoors, she will not set off any alarm
as a movement sensor overrules the door sensor. However, if she leaves the
premises the home care services will be notified. They agreed on a “silent
alarm”, which means that there will not be any sound to scare Lisa. The alarm
summons the home care team. An important consideration when using a silent
alarm is how to explain your arrival as a response to the alarm as the person
(with dementia) will not be aware of any alarm, and might worry. The home
care team are there to assist him/her, which is a plausible reason to give. Lisa’s
relatives would also use a movement sensor that would alert if there were
movement during night to document whether Lisa was restless during night.
They agreed not to visit her during night but use that documentation to inform
the nurse to make her more aware when visiting in the morning. The nurse
explained the option to install a camera that could detect whether Lisa was in
bed, had fallen, etc. by using blurred images combined with an alert. They
discussed this possibility, but the relatives felt it being too obtrusive and
wanted to try without.
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Lisa remained home for almost a year with this solution. Telecare was
adjusted according to minor changes and after a few months, the relatives
agreed to include the camera to check on Lisa if the movement sensors showed
activity during the night. The joint solution from community care and rela-
tives gave Lisa the necessary help and telecare increased her safety, as she
would receive assistance if necessary. The door sensor documented that Lisa
never went out in the evening but remained home. She enjoyed her life at
home but due to pneumonia, she was hospitalised and died. Her relatives were
content with her being able to remain as autonomously for her last year.

14.5 WhatThese Two Cases Demonstrate

These two cases show in different ways how contemporary nursing will need to
cooperate with the persons themselves and their relatives in tailoring better indi-
vidual support including community care and telecare. The nurse/therapist must
carry out and manage the assessment according to the nursing process. The nurse/
therapist will need to have a thorough understanding of how telecare works, what it
does and what it does not do, as they will need to guide the implementation to indi-
vidual resources and needs. As an example, Olivia receives a pressure sensor in her
bed while Lisa does not. This sensor does not discriminate which pressure activates
it, just that a pressure occurs. The nurse refrain from using the pressure sensor with
Lisa, because she knows that people with dementia might choose a different place
to sleep or have various changes in their sleep pattern. The contemporary nurse
needs knowledge of technology in addition to their nursing skills and they must be
able to help users and their relatives in finding the better solution to match their needs.

Ethical issues might arise when using telecare, and ethical considerations must
be part of any assessment and every situation. General ethical issues that often arise
as they also do in the above cases are:

*  Who benefit from the telecare solution?

* May telecare cause less contact with community care and may that increase
loneliness?

e Is it justifiable that older people remain living at home when they cannot take
properly care of themselves?

We should remember that using new solutions often challenge our ethical con-
science more than those that are part of our routines without necessarily being less
ethical. We need to make ethical considerations with any solution with and without
including telecare as part of the service.



14 Contemporary Developments 193

Reflective Exercise

* Discuss the above cases from an ethical perspective.

* Think of a situation from your own practice and consider various solutions
with and without telecare. Who do you need to involve in the assessments
and which goals and needs will you emphasise and prioritise? Which infor-
mation will you need for being able to find a better solution and how will
you know which solution to choose?

*  What reasons did you identify for including and not including telecare in
your care?

14.6 The Voice of Older People in Research

Providing contemporary care will include using current technology, like telecare,
however each situation needs individual assessment. Different people have dif-
ferent needs, demands and expectations towards using telecare. Whether these
are conflicting or consistent is likely to affect the over-all results. Bowes and
McColgan [6] highlight that research and evaluations have in fact privileged the
service providers’ point of view and thus reducing the persons using the service
merely to a recipient of the service. We know from several research projects that
if the technology does not match the users’ needs, they may stop using the solu-
tion [9, 16]. In an ageing population, it is crucial to gain insight by listening to
older people in designing solutions aiming to match their actual needs in health
and social care, no matter the character of the services. This topic receives
increased attention and when the researchers prepare for the older people to par-
ticipate, they are both able and willing to give valuable input [17]. When devel-
oping telecare solutions it is essential to listen to experiences from older people
as there are differences between what people think about a solution they have not
tried and what they actually experience from using it [3, 16]. When people expe-
rience benefits from telecare, their opinion regarding advantages and disavan-
tages also appear to be more nuanced [18]. However, people in general,
independent of age are reluctant to use any device if it marks them as helpless in
any way [19]. Therefore, people should be given the opportunity to try telecare,
to experience it as part of their life before deciding upon a solution [9].

Another important issue to consider is who the designers are that design artefacts
and solutions for older people. Many designers are younger people with little expe-
rience or understanding from older people’s perspectives. Research has documented
how design intended for older people actually excluded the targeted users (older
people) due to the design being unsuitable for them [10]. Experiences from involv-
ing people with dementia in developing devices determined for their use provided
useful information during the development process [20]. Including older people in
research is both necessary and important when designing contemporary health and
social care services to their benefit [3, 6, 17, 20].
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14.7 Caring for the Carer

As explained in the beginning of this chapter, I use the term “relatives” even if
they take on the role as “carer” [1]. Relatives are essential in supporting older
people to remain living in their own home [21]. Relatives very often take on a role
of caring and taking responsibility for a variety of tasks [22]. They usually attend
to needs without perceiving their role to be changed from that of being a daughter,
a spouse and a grandchild [1]. Carlsen and Lundberg [22] found that relatives
perceived their effort as carer both as a duty and as a choice and thus a meaningful
task. Nevertheless, when people are in a situation where they hold responsibility
for another person, they experience this becoming a burden over time [21].
Relatives are known to contribute to several hours of assistance but often experi-
ence the “not knowing” to be among the most stressful [9, 21]. Caring for the rela-
tives that are in a position of being a carer needs explicit focus when planning the
care solution.

When health and social care policies are aiming for more people to remain living
in their own home, and the demographics show a continuing ageing populations, it
is natural to conclude that the input from relatives will need to increase and will
remain an important resource in the provision of future health and social care.
Health and social care personnel are usually attentive to the possible strain relatives
have when taking on caring responsibilities. However, relatives might play an
increasing role in the joint planning for older people to remain living at home. It is
important to take good care of these essential resources. Research indicates that
traditional arrangements in respite for carers are beneficial [21]. In addition, research
emphasises that it is important for the relatives that their effort is acknowledged and
appreciated by health and social care personnel [22].

Research from newer care solutions, like telecare, demonstrates that when rela-
tives trust the telecare solution, they express that they have a greater peace of mind
[3]. However, for the relatives and the service users to trust telecare, the nurses must
have made a thorough assessment of the situation and configured the solution
according to the actual needs and resources [8, 9].

14.8 Summary

This chapter reinforces how the field of nursing and social care are changing in line
with the demographic of an ageing population. People are living longer and have
resources that need to be both recognised and utilised in future care planning.
Telecare provides a new dimension in care that when used correctly may support
remaining resources in beneficial ways for the older person and their relatives.
Positive experiences from using telecare depend to a high degree on how well the
nurse or allied health professional assesses the situation and thereafter manages to
engage with the user and their relatives to design and apply a tailored care solution.
In contemporary and future care, the relatives are essential resources that need to be
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respected and acknowledged. To provide optimal care solutions that utilise and sup-
port resources the involved persons need to be involved and thus they are able to
share their experiences and knowledge of ageing.
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Afterword

There has been a raft of new books of late on social aspects of ageing related to
health professions particularly in relation to nursing and therapy. These have fallen
into two main expositions: theory and practice; a demarcation of the ‘thinkers’ and
the ‘doers’ of social research in relation to nursing and therapy. It would be fair to
say that there is a contradiction which lies at the heart of contemporary health pro-
fessions. On the one hand, there is research which is data rich but theory poor.
Equally, on the other hand, there is research which is theory rich but data poor.
Overcoming this is a difficult task. The answer is here. This is the first book I have
read in a very long time to overcome this duality by presenting an impressive theo-
retically grounded understanding of rich empirical data for theory, policy and
practice.

Before this book came along, for many years, a form of academic and institu-
tional ageism prevented the cultivation and dissemination of research on older peo-
ple. This was because of the intense interest on life-course studies focusing on youth
by practitioners, public policy makers and academic researchers. (Although of
course this is not to deny the importance or significance of that group of people at
one end of the life-course.)

Related to this, both historically and contemporaneously, any suggestion of ‘age’
has instantly been ascribed to children, which then adds to the marginalisation and
invisibility of older people as a ‘hidden’ age group within academic research and
further reifies the holistic understanding of ‘age’ as a social characteristic.

It has taken many years for public policy makers finally to turn their attention to
the ‘ageing population’ (comprised, ironically, of an increasingly visible group of
older people, despite there having been hidden in the academic research).

This is an outstanding text that gives the ability to shed light on the importance
of valuing older people and is indispensable in this regard. This book should provide
sensitivity to policy makers and carers in recognising that older people are people
with human rights and dignity. Until recently there has been a lack of basic training
programmes or undergraduate and postgraduate courses in working with older peo-
ple that had a text that has much depth and breadth that is covered by the material
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by McSherry et al. Because of the overwhelming focus on working with children,
there have been periodic episodes of inhumanity against older people which is
known today as ‘elder abuse’. This is not just a Western phenomenon but a global
issue that affects all nations, including the UK. It had been forgotten that older
people actually are people.

Due to the above, there was also a chronic shortage of research and knowledge
for academics, carers, families and health care professionals on the vulnerabilities
of older people, whether living at home or in a care home. This outstanding book
comes at an ideal time when thinking on ageing requires an urgent reconstruction.
This book provides a challenging context to understanding ageing, and the broad
and historical range of the book is utterly compelling. The book is theoretically and
methodologically robust and is a ‘must-read’ for qualitative researchers interested
in understanding and applying conceptual and theoretical models of ageing to social
practice with older people.

The ability to shed light on the importance of valuing older people is indispens-
able in this regard. This book should provide sensitivity to policy makers and carers
in recognising that older people are people with human rights and dignity.
Unfortunately, recent research on the very notion of ‘ageing populations’ has
lumped ‘older people’ into a single undifferentiated category, as though population
constructs based on old age are not differentiated by ‘race’, gender, sexuality, dis-
ability, class or history.

Engaging in research with older people is important to make researchers and
practitioners understand the unique biographies, and this book makes a strong case
for that. There is also a need to move beyond the current academic literature on car-
ing for older people in care settings and persuade policy makers, researchers and
carers to think deep and act on what it means to be cared about and cared for as an
older person.

This book gives a united message on the importance of actually listening to and
engaging with older people as service providers in order to address social divisions
head on, so that public policy makers, carers and academic researchers can all learn
from older people and their experiences: the real experts.

The book is also a tour de force in terms of development of social theory. I would
suggest that this book will be extensively cited and deserves to be at the forefront of
the sociology of caring literature for decades to come.

Jason L. Powell
Chester University
Chester, UK
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