«Q .
w Centre for Health Ethics Volume 20 ¢ Number 4 ¢ Winter 2015

Chisholm Health Ethics Bulletin

Drawing on thorough research, the best of human insight and the strengths of Catholic
teaching, we offer an ethical vision to inform modern health care. We strive to guide our
readers to greater knowledge and deeper understanding about issues in health care, and
to assist all people in their search for insight and wisdom.

In this issue

The Challenge of Dementia
Kevin McGovern

Being Mortal: End-of-life Care and End-of-life Discussions
Emanuel Nicolas Cortes Simonet

Moral Distress
Caroline Ong RSM

ISSN 1443-3591 CHISHOLM HEALTH ETHICS BULLETIN



In this issue

Welcome to the Chisholm Health Ethics Bulletin. Every year,
the Centre holds a one-day conference on a significant topic
related to health and aged care. | am pleased to announce
that our 2016 conference will address ‘The Challenges of
Dementia.” It will be held on Wednesday 14 September at
the Catholic Leadership Centre in East Melbourne. | will keep
you informed as plans for our conference are finalised. For
now, you might like to mark the date in your diary.

My article in this Bulletin is part of the Centre’s preparation
for this conference. It is an overview of the significant
challenges which dementia poses. Over the next three
decades, both within Australia and around the world, the
number of people living with dementia will almost triple. It
will neither be practical nor even desirable to accommodate
everyone with dementia in residential aged care. Instead,
many persons with dementia—particularly in the early stages
of their condition—will continue to live in the community. So
that they can enjoy the best possible quality of life, it is
essential that we create dementia-friendly communities. |
believe too that, along with many other groups in our
society, the Catholic Church has a vital role to play both in
the care of persons living with dementia, and in the creation
of dementia-friendly communities.

The second article in this Bulletin is by Centre researcher
Emanuel Nicolas Cortes Simonet. One of the great books

written in recent years is Atul Gawande’s Being Mortal.
Nicolas has written a thoughtful review of this book. When
people age, or become terminally ill, or particularly as the
end of their life approaches, honest discussions with their
health professionals and their carers, families and friends are
very important. Without these discussions, we cannot know
a patient’s priorities. And without knowledge of a patient’s
priorities, we cannot deliver appropriate care to them. Both
Gawande’s book and Nicolas’s article call on health
professionals to facilitate in-depth communication with their
patients about what really matters, particularly as the end of
life approaches.

The third article in this Bulletin is by Centre researcher Sr
Carol Ong RSM. It is about the important topic of moral
distress. Moral distress is the feeling or state of distress
which we can experience when we are unable to do what we
believe to be morally right. It is increasingly being recognised
as a significant issue for health professionals. Repeated
experiences of moral distress can make us more susceptible
to moral distress, and can also make our distress much more
severe. As strategies to prevent or minimise moral distress,
Sr Carol proposes open and clear communication, respect,
inclusivity, openness to differences, compassion, support,
education, and the capacity to grow in self-awareness.

Kevin McGovern "X

About the Caroline Chisholm Centre for Health Ethics

The Caroline Chisholm Centre for Health Ethics is a Catholic
bioethics centre:

e We research and publish about health care issues.

e We provide education and training about health ethics
to health professionals and the general community.

e Over the phone or face to face, we assist without
discrimination any person who seeks help in making
decisions about health care.

e We contribute to community discussion and debate by
making public comments about important matters
related to health care.

e We also assist health care institutions in the
development of policies, protocols and procedures,
particularly in areas which might be ethically
contentious.

Catholic bioethics is based upon both faith and reason. “Faith
and reason,” Pope John Paul Il once wrote, “are like two
wings on which the human spirit rises to the contemplation
of truth.” (John Paul ll, Fides et Ratio) Thus, the long Catholic
tradition contains much reasoned reflection on human
experience — reflection which has discerned a natural ethic
which is sometimes called the natural law. However, the
Catholic tradition also contains much reflection on the
wisdom which is found in what the Church recognises as

divine revelation. This includes the Bible and above all the
example of Jesus Christ. Noting that Jesus healed the sick, for
example, many Catholic health and aged care services
proudly proclaim that they are continuing the healing
mission of Jesus.

Above all, faith and reason reveal the inherent dignity of
each and every human being, no matter how sick, aged, frail
or disabled we may be. In the Bible, the book of Genesis
records that God created human beings “in the image of
God.” (Gen 1:27) In the Catholic tradition, it is this imago Dei
— the image of God which is present in every human being —
which is the ultimate foundation of human dignity.

From this starting point, Catholic bioethics contributes to
moral discourse in every stage of the life continuum from
conception to natural death. This Catholic perspective strives
to be holistic and to take into consideration all the needs of
the individual — physical, emotional, psychological, social,
and spiritual. The Catholic approach to care is marked by
great emphasis on the importance of pastoral and spiritual
care.

Catholic bioethics makes a significant contribution to the
moral debates in our society that are critical in this age of
advancing technology. It reminds us of our meaning and
purpose in life, and guides us towards its fulfiiment, not just
as individuals but as people in community.
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The Challenge of
Dementia

Over the next three decades, the number of people living with
dementia both in Australia and around the world will almost
triple. This calls for significant changes within our society. It
calls for international cooperation, with particular assistance
being given to low income countries. It calls for increased
research into many aspects of dementia, ranging from the
search for a cure to the identification of best practice in the
care of persons with dementia. It calls for upskilling in
Australia’s health, community and aged care sectors.
Because many people with dementia will continue to live in
the community, above all it calls for the creation of
dementia-friendly communities.

Let me begin this article with a story which makes an
important point. Shortly after Vince O’Rourke retired, his
wife Margaret was diagnosed with younger onset dementia.
Both Vince and Margaret were committed Catholics, and one
day early in her illness Margaret said, “/l wish | were a leper.’
Startled, [Vince] asked why a leper. She said, ‘If | were a
leper, He would cure me.””!

In his memoir of caring for Margaret until her death seven
years later, Vince develops this image. Their experience, he
notes, was “that many friends and even extended family
members could not deal with the outward expressions seen
in the one having the disease.” As a result, many people did
not keep in contact, and Vince and his wife “felt abandoned,
outcasts like the lepers of old.” Vince therefore likens “the
stigma society places on those who suffer from Alzheimer’s
to that of the leper in Biblical times.”?

People living with dementia clearly suffer because of their
disease. However, they also suffer because of what Vince
O’Rourke calls the leprosy of dementia: the stigmatisation,
stereotyping, discrimination, social exclusion and social
isolation which so many people with dementia currently
experience in our society. At this time, we cannot cure
dementia. But if we all work together to create dementia-
friendly communities, we can cure the leprosy of dementia.
This article will say a number of things about dementia, and
note many other things which we should also be doing as we
respond to the challenges of dementia. Let me begin,
however, by highlighting what | consider perhaps our most
important challenge: overcoming the leprosy of dementia by
creating dementia-friendly communities. | am also convinced
that, along with many other groups in our society, the
Catholic Church with its parishes, its community and aged
care services, its hospitals, its social service agencies, and its
schools has a vital role to play in what must be a significant
social change.

This article follows a common pattern in Catholic social
thought which is usually referred to as See, Judge and Act.?
Thus, the first section of this article looks at the reality of
dementia. It explains what dementia is. It notes that as the
population ages, we can expect many more people to be
affected by dementia. And it offers several stories which
reveal something of the impact which dementia has. What
we ultimately make of all this, however, depends very much
on the ethical perspective from which we consider dementia.

Thus, the second section of this article puts forward an
appropriate ethical framework, taking this from Dementia:
Ethical Issues by the UK Nuffield Council on Bioethics. In the
light of all this, the final section of this article considers what
we should do. It explores what should be done
internationally, in Australian society, in Australian health,
community and aged care, and in research.

1. SEE

What is dementia?

Dementia is not a disease itself, but rather the term used to
describe the symptoms of a large group of diseases which
cause a progressive decline in a person’s mental functioning.
These symptoms include losses in memory, language,
comprehension, thinking, judgement, emotional control,
sociability, and the control of bodily functions. They are
caused by physical changes in the brain which lead to
chronic, progressive deterioration of the nerve cells. Because
the brain continues to deteriorate, dementia is ultimately a
terminal and fatal condition.”

There is no cure for most forms of dementia. In some cases,
there are medications which can reduce symptoms.
However, they do not stop the underlying progress of the
disease.’

There are more than 100 different diseases which cause
dementia. Alzheimer’s disease is the most common of these,
and it is responsible for 50 to 75% of dementia cases in
Australia. Vascular dementia is the second most common,
and it causes 20 to 30% of Australian dementia cases. Other
forms include dementia with Lewy bodies, fronto-temporal
dementia, Parkinson’s disease dementia, Pick’s disease, and
alcohol-related dementia. The prevalence of dementia
increases as we age. However, it should be stressed that
dementia is not a natural part of ageing, and the
development of dementia is not inevitable as we grow older.
Younger onset dementia is any form of dementia diagnosed
in a person under the age of 65.° In different diseases, the
symptoms of dementia may appear differently and in a
different order.” This is why an accurate diagnosis is
important, and why the person themselves and everyone
involved in their care should know the symptoms typically
associated with their particular disease.

Amongst the symptoms of dementia, some are particularly
concerning. These symptoms can significantly decrease the
quality of life of the person with dementia. They can add
significantly to the burden of caregivers—whether these are
informal carers such as family members, or formal carers
such as the staff in residential aged care. They can also lead
to the premature institutionalisation of the person with
dementia. These intrusive and difficult symptoms are known
as the Behavioural and Psychological Symptoms of Dementia
(BPSD). They include behavioural symptoms such as physical
aggression, screaming and cursing, agitation, shadowing and
repetitive questioning, pacing and wandering, and sexual
disinhibition. They also include psychological symptoms such
as anxiety, depression, sleeplessness, delusions, and
hallucinations. Thankfully, BPSD can often be managed quite
well. Strategies include non-pharmacological interventions
such as identifying and eliminating the trigger for the
behaviour, recreational and music therapy to reduce anxiety
and agitation, and so on. They also include pharmacological
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interventions such as antidepressants, and antipsychotics to
treat physical aggression, hallucinations and delusions.?

The increasing incidence of dementia

Over the next few decades, the number of older persons will
rise sharply, both in Australia and worldwide. We can
therefore expect a significant increase in the number of
persons with dementia.

The authoritative resource on incidence worldwide is the
World Alzheimer Report 2015 from Alzheimer’s Disease
International.” Based on the best available evidence, the
report reaches the following conclusions:

e In 2015, 46.8 million people worldwide lived with
dementia. Of these, 58% were in low and middle
income countries.

e In 2030, this will increase to 74.7 million. Of these,
63% will be in low and middle income countries.

e In 2050, this will increase again to 131.5 million. Of
these, 68% will be in low and middle income
countries.

e The number of people living with dementia is
currently almost doubling every 20 years.

e Between 2015 and 2050, the number of people
living with dementia in high income countries will
increase by 116%. In the same period, the number
of people living with dementia in low income
countries will increase by 264%.%°

Clearly, caring for these greatly increased numbers of
persons with dementia will be a great challenge worldwide.
It will be an even greater challenge in low income countries.
We must therefore recognise now that dementia is an
international health policy priority. Planning to respond to
this growing challenge cannot be postponed.

A similar trend is expected in Australia. The authoritative
resource here is Dementia in Australia, issued by the
Australian Institute of Health and Welfare on 27 September
2012. It provides the following figures:

e |n 2011, about 298,000 Australians were living with
dementia.

e |n 2015, about 342,800 Australians were living with
dementia.

e In 2030, about 550,200 Australians will be living
with dementia.

e In 2050, about 891,400 Australians will be living
with dementia. This is almost triple the 2011
figure."

Dementia is now the second leading cause of death in
Australia. In 2013, 10,993 Australians died because of
dementia.”

In the light of these figures, it is entirely appropriate that all
Australia’s Commonwealth, State and Territory Health
Ministers agreed in August 2012 to designate dementia as a
National Health Priority Area.” It is also entirely appropriate
that—once again with the agreement of all Australia’s Health
Ministers—our National Framework for Action on Dementia
2015-2019 was issued in September 2015." It should also be
clear that it would neither be desirable nor perhaps even
possible to accommodate all these persons with dementia in
residential aged care. Instead, many more—particularly in
the early stages of the disease—will continue to live in the

community. This is yet another reason why the creation of
dementia-friendly communities is so important.

Stories of dementia

The medical information and epidemiological data above
give us some understanding of dementia. To understand
dementia fully, however, we must connect with narratives
about the experience of dementia. The best way to do this,
of course, is to be part of a real-life dementia journey.
Whether we are afflicted by dementia ourselves, the family
carer of a person with dementia, or simply one of many
friends who offer support and help in whatever way we can,
in this way we experience very powerfully the joys and the
hopes, the grief and the anxieties' of a dementia journey.
On the other hand, if this is not possible, stories of dementia
can also guide us. Here are some:

There are at least two very significant movies about
dementia. The first of these is The Notebook from 2004. It is
a poignant story of how love endures in difficult
circumstances after a diagnosis of dementia. ‘Sundowning’ is
a state of confusion, agitation and even aggression which
people with dementia can experience as the day ends. There
is a very realistic (and upsetting) portrayal of sundowning in
this movie. Some people who care for a spouse with
dementia say that they cannot watch this movie as it is all
too real for them. Another powerful movie about dementia
is Still Alice from 2014. It is a story about younger onset
dementia. Its main character is a professor of linguistics,
which means that the dementia is tragically taking from her
knowledge and skills which she has spent a lifetime
acquiring. This movie also illustrates the sometimes heavy
demands which family members can face as they strive to
care for a person with younger onset dementia.

Let us turn to two books which tell the story of dementia
from the perspective of family members caring for a person
living with dementia. In Remember Me, Mrs V2% Tom
Valenta writes about his wife Marie who had younger onset
Alzheimer’s disease. He also tells the stories of thirteen other
people with various forms of dementia. The final chapter is
ten hints for surviving as a carer. In my view, however, one of
the most moving and revealing stories of a dementia journey
is Vince O’Rourke’s memoir of caring for his wife Margaret
over seven years. Vince had kept a diary, which means that
in just over 200 pages he is able to record so much of the
day-to-day life of caring for someone with dementia. Some
of the memories are very sad. A few years after her
diagnosis, Margaret’s attempts at conversation became
impossible to follow. Very soon, she had no memory of their
life together. She also did not recognise Vince, nor know that
he was her husband. There are very frequent entries about
Vince’s sleep deprivation, and the ongoing challenges of
urinary and faecal incontinence. Eventually, Margaret no
longer recognised her reflection, and therefore found a new
friend in her reflection in the mirror.”’ Other memories are
more consoling. Even after she lost the ability to speak,
Margaret retained her beaming smile of recognition.
Margaret’s kind hairdresser Mary was not distressed when
Margaret had an animated conversation with the people in
the mirror. And the kind people at Mass were not distressed
when Margaret spoke loud nonsense to Vince during the
service.® To read Vince’s book is to gain a touching and
comprehensive insight into the challenges and joys of caring
for someone who is living with dementia.
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Christine Bryden is a survivor of dementia who is an author,
speaker and dementia advocate. In 1995, at the age of 46,
she was diagnosed with younger onset dementia. Her
survival defies medical expectations as her dementia has
progressed more slowly than is usual. Christine has spoken
about dementia at conferences around the world. She is
passionate about overcoming the stigma of dementia, and
creating dementia-friendly communities. She has written
four books. Her first book Who will | be when | die? (1998)
records her experiences in the three years after her diagnosis
as she gradually lost the ability to undertake various tasks.
Her second book Dancing with Dementia (2005) recounts her
ongoing journey of living positively with dementia. Her third
book Before | Forget (2015) is her life story from birth to the
present. And her fourth book Nothing About Us, Without Us
(2015) is a selection of her talks. Her honest “insider’s
perspective” on dementia gives us a valuable insight of what
it is like to live with dementia.”

2.JUDGE

The first section of this article has given us an outline of what
dementia is. The condition of dementia itself raises many
ethical questions. For example, given the diminishments
which dementia brings, does the person with dementia
remain a human person with human rights? At the same
time, the treatment and care of persons with dementia also
raise ethical questions. For example, if a person with
dementia is agitated and upset, is it right simply to distract
them or even to lie to them? Because of these questions, our
next step must be to identify an appropriate ethical
framework—a framework which will guide us as we respond
to the person with dementia and to their various needs.

In my opinion, one of the best commentaries on the ethical
issues associated with dementia was issued in the United
Kingdom in October 2009 by the Nuffield Council on
Bioethics. It is just over 200 pages. The Council also issued a
17-page Executive Summary, a 20-page Short Guide in large
print, and a 2-page summary of the report’s Key
Recommendations.”” When the report was discussed by the
British House of Lords on 2 December 2009, Baroness
Thornton on behalf of the UK Government welcomed “the
excellent report by the Nuffield Council,” and stated that
“the Government are taking this report very seriously
indeed.””! An editorial in The Lancet described it as a
“thoughtful, valuable contribution.”?* Alzheimer’s Australia
recognised the importance of the report by bringing one of
its authors, old age psychiatrist Professor Julian C. Hughes, to
Australia for a national lecture tour. From 15 to 24 June
2010, Professor Hughes spoke about the Nuffield report in
Canberra and in the capital city of every Australian state.”

In its 200 pages, the Nuffield report provides a detailed and
well-balanced analysis of just about every ethical issue
associated with dementia. We will not explore all those
insights here. However, we will do two things. We will set
out the ethical framework which informs their approach to
dementia. And here and there we will note important
conclusions and implications which follow from this
framework. The Nuffield ethical framework for considering
issues related to dementia has six components.24

The first of these is a case-based approach to ethical
decisions. The Nuffield Council recognises that caring for a
person with dementia raises many ethical questions, and
that both family and professional carers need support as

they seek to answer these questions. What is more, in all
these quandaries, the best approach is not to seek to apply
some grand ethical theory, but instead to consider all the
circumstances of a specific situation, to identify
circumstances which are highly relevant, and then in the light
of all this to come to a reasonable conclusion. For example,
when she is cooking dinner, should an elderly woman lock
her husband who has dementia out of the kitchen? Perhaps
she should do so if there was a serious risk that he might
burn himself on the hot stove. Or perhaps she should not do
so if being locked out upset him, and he remained upset for a
long time afterwards.

The second component of the Nuffield ethical framework is a
belief about the nature of dementia. Dementia arises as a
result of a brain disorder. It causes harm to those who have
it. This is the fundamental reality of dementia. Recognising
this reality should shape our response to dementia, both as
individuals and as a society.

The third component is a belief about quality of life with
dementia. Because this is important, it is worthwhile to
quote the experts on dementia who prepared the Nuffield
report. They state, “With good care and support, people with
dementia can expect to have a good quality of life
throughout the course of their illness.””® Because dementia
causes harm, this quality of life will not be as good as it was
before the person developed dementia. Even so, as the
Council has stated, with appropriate care, a person with
dementia should expect to enjoy a good quality of life, and
they should expect this not just in the immediate future but
throughout the course of their illness. This has two
important implications. Firstly, it means that we should
respectfully challenge those who hold the view that people
with dementia would be better off dead. (For example, after
we had visited a person with dementia, | vividly remember
one man who said, “If | ever get like that, shoot me!”)
Dementia causes great fear in many people. Cancer once
caused the same fear, though less so nowadays.”® We need
to reassure those who now fear dementia in this way. With
dementia, we might say, life is certainly changed. But even
with dementia, we must affirm that life is not ended. After a
diagnosis of dementia—after having time to work through a
variety of painful emotions—we should still look to the future
with hope. We can and should expect a good quality of life
throughout the course of our dementia journey. The second
implication here is about care. Given that people with
dementia can enjoy a good quality of life with appropriate
care, as a society we must ensure that this care is provided.

The fourth component of this ethical framework is that our
ethical decision-making should consider not only the
interests of the person with dementia but also the interests
of their family and professional carers. There are at least two
reasons for this. The first is that these carers are persons in
their own right, whose interests therefore merit
consideration. The second is that carers will be more able to
continue to care for persons with dementia if their own
interests are also attended to. Because of these
considerations, some things sometimes happen for persons
with dementia which would not be their first preference. For
example, even though they might not like respite care, a
person with dementia might have to go into care for a while
so their family carer can have a much-needed rest.
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The fifth component is solidarity. Solidarity is the
commitment which we should have to one another and to
the common good. It is a commitment which we should have
particularly to those who for various reasons cannot really
look after themselves. If we were disabled, we would hope
that we would be provided with the care we would need.
Turning this around, solidarity makes some claim on us as
individuals, as family members, and as members of society.
Solidarity requires that our society provides for its members
who develop dementia, and also that that we support the
family and professional carers who care for them.

The final component of this ethical framework is about
recognising personhood, identity and value. Like the third
component of the framework, this too is most important. Let
us therefore once again quote the experts on dementia who
prepared the Nuffield report. They state, “The person with
dementia remains the same, equally valued, person
throughout the course of their illness, regardless of the
extent of the changes in their cognitive and other
functions.””” This has two important implications. Firstly,
there are some people who effectively deny the personhood
of someone living with dementia. For example, they might
say, “Really, my mother died two years ago. All that's left
now is a shell.” Or they might say that “the lights are on but
nobody’s home.” Or again, they might describe dementia as
a “living death,” or “death that leaves the body behind.”
Perhaps we have tended to hold views like these ourselves.
Or perhaps we know another person who holds such views.
Either way, the first implication here is that we should
respectfully correct these mistaken views. Even though | am
very different now from how | was when | was a child,
philosophically 1 am still the same person. In the same way,
someone living with dementia has also changed. They have
become disabled—and perhaps even profoundly disabled. In
all this, however, they have not ceased to be a person.
Instead, they have simply become a disabled person—a
person with disability. Indeed, philosophically, they remain
the same person they have always been. (Two signs of this
are their enduring bodily identity and their enduring social
connections.) What is more, because they are a person—
because they are a human being—they are of inestimable
value, and they should always be treated with dignity and
respect.”® When a loved one is affected by dementia—
especially when they are profoundly affected—we undergo a
painful ordeal of grieving. We mourn the changes in the one
we love, and all the things that they can no longer do and
enjoy. We mourn the changes in our own relationship with
them, and all the things that we can no longer do and enjoy
together. Perhaps we particularly mourn the support that
they can no longer give us. We also mourn so many other
things—the next generation who will not know an aged
relative in his or her full vitality, lost opportunities to speak
with them about the things that really matter, perhaps (if we
are honest) the demands that their care sometimes makes
upon us. It is important, however, that we do not allow all
this grieving to blind us to the central truth that despite their
disabilities our loved one remains the same, valued person
whom they have always been. And at other times, we may
need to respectfully remind another person of this same
truth. The second implication here is about care. Given that
people with dementia remain the same, valued persons they
have always been, it is important that society recognises this
by providing them with appropriate care.

In the first section of this article, we looked at the reality of
dementia. In this second section, we have identified a robust
ethical framework—a framework which can guide us as we
make sense of the phenomenon of dementia, and as we seek
to answer the many ethical questions which it raises. These
two reflections lead us into the third section of this article,
where we consider what we should do as we respond to the
challenge of dementia.

3.ACT

What should we do? This section explores four important
areas where action is needed. These are: (i) an international
response, (ii) within Australian society, (iii) in Australian
health, community and aged care, and (iv) in research. In
each discussion, where appropriate, | will note the
contribution which should be made by the Catholic Church
and its agencies.

An international response

As we have already noted, over the next few decades, with
an ageing population the number of people living with
dementia is expected to almost triple, both within Australia
and across the world. What is more, the greatest increase
will be in low and middle income countries. This situation
calls for a truly international response.

One element of this response is the development of national
dementia plans in every country. The OECD (Organisation for
Economic Co-operation and Development) has identified 10
key objectives which should be addressed in these plans.” As
we have noted, Australia has such a plan.*® In November
2015, this made us one of 21 countries with a national
dementia plan, while another 9 countries had a plan in
development.® Given that there are just under 200 countries
in the world, there is still quite a long way to go.

Another vital issue is international cooperation in action
against dementia. Dementia has been on the agenda of the
G8 (now the G7) since December 2013. This and other
international initiatives led recently to the World Health
Organization’s First Ministerial Conference on Global Action
Against Dementia in Geneva on 16—17 March 2015. Along
with senior representatives of several Intergovernmental
Organisations, many Non-Governmental Organisations
(NGOs), and many highly regarded Foundations and
Academic Institutions, senior representatives of 89 countries
attended. Together, they produced a Call for Action which
calls (among other things) for “raising the priority accorded
to global efforts to tackle dementia,” and “strengthening
international efforts to support plans and policies at all levels
for people living with dementia, particularly in low- and
middle-income countries.”*”

In all this, a good start has been made. In the years ahead,
more countries will produce dementia plans, and
international cooperation will continue to develop. Because
of the increasing need in low-income countries, dementia
will probably move onto the agenda of overseas aid
agencies. This could affect the priorities of Australia’s
overseas aid, along with the work of Catholic agencies such
as Caritas Australia and Catholic Mission.

Australian Society

| have already stated that one of our key challenges is the
creation of dementia-friendly communities. We have already
noted the dramatic increase expected over the next three
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decades of people living with dementia. We have also noted
that many of these—particularly in the early stages of the
disease—will continue to live in the community. To assist
people in these circumstances to enjoy the highest possible
quality of life, the creation of dementia-friendly communities
is essential.

Two or three decades ago, Australian society typically
excluded people with physical disabilities. Since then, a quiet
revolution has taken place. Now, there are access ramps for
people with wheelchairs, hearing loops for hearing-impaired
people, and tactile paving on street corners for people who
are visually handicapped. These and many other changes
have assisted people with physical disabilities to participate
in society more easily and more fully. Our next challenge is to
initiate other changes so that people with dementia and
other cognitive disabilities are also assisted to participate in
society.

Creating dementia-friendly communities involves a number
of inter-related steps. One is overcoming fear and stigma.
Another is helping people understand what dementia really
is. Yet another step is giving people guidance and training in
communicating effectively with people who are living with
dementia. Still another step is ensuring that the physical
environment is easy to navigate and safe for people with
dementia. And one more step is offering people with
dementia opportunities for employment, volunteering and
study.

To assist us in all of this, Alzheimer’s Australia has produced
a number of very useful resources and training opportunities.
There are resources for communities, elected community
representatives, and businesses.®® There is an excellent,
short brochure Talk to Me which offers “good
communication tips for talking to people with dementia.”*
There is an online training resource Is it Dementia which in
15 minutes or so educates employees in various industries
about the signs of dementia and skills for communicating
effectively with a person with dementia.® There are many
other resources and training opportunities as well.

| am convinced that the Catholic Church and its agencies
should play a significant role in the creation of dementia-
friendly communities in Australia. While Catholic agencies
should make a very valuable contribution, this is a particular
challenge to Catholic parishes and churches. This challenge is
to create dementia-friendly churches all around Australia.
What is more, this is a challenge which the Catholic Church
really should not ignore, for the promotion and protection of
human dignity is core business for the church.

In the 2011 Australian Census, 25.3% of the Australian
population identified as Catholic. This was 5.4 million of what
was then the total Australian population of 21.5 million.
What is more, according to the 2011 National Count of
Attendance, about 12.2% of the Catholic population attend
Catholic Mass on a typical weekend. This is just over 662,000
people.” Let me stress the significance of these figures. On
any typical weekend, in Catholic churches all around
Australia, just over 3% of the Australian population attends
Catholic Mass. If the Catholic Church can create dementia-
friendly churches, this will make a significant contribution to
the development of dementia-friendly communities all
around Australia.

An excellent resource has been prepared to assist Catholic
parishes and churches to become dementia-friendly. This is
Ministering to People with Dementia: A pastoral guide,
issued by Catholic Health Australia in 2008. It is just over 50
pages. It was prepared with the support and active
involvement of Alzheimer’s Australia. In its Foreword, the
then-President of the Australian Catholic Bishops Conference
Archbishop Philip Wilson wrote, “I commend all priests and
parishes in Australia to make constant reference to this
timely publication.” There are chapters on what dementia is,
on communicating to a person with dementia, on supporting
their spiritual journey and ministering to them, and on
ministering to carers. The publication quotes Christine
Bryden, who says to priests and church personnel, “You play
a vital role in relating to the soul within me, connecting at
this eternal level. Sing alongside me, touch me, pray with me,
reassure me of your presence and through you of Christ’s
presence.”*®

Australian health, community and aged care

Australia’s health, community and aged care sectors are
rightly upskilling so that they can care more effectively for
people with dementia. The Australian National Framework
for Action on Dementia highlights the need for timely
diagnosis of dementia, and the role of general practitioners
(and nurse practitioners in rural and remote Australia) in
providing primary care and in directing persons with
dementia to specialist services.*® The community care sector
recognises that they support many family carers who are
looking after a loved one with dementia. In home care, it is
important to maintain adequate levels of community
engagement. This requires an enablement approach which
focusses not on what the person with dementia cannot do,
but instead on what they can do.* Australia’s hospitals are
aware that a significant number of their patients live with
dementia: they are therefore involved in continuous quality
improvement to enhance their care of persons with
dementia.** Australian residential aged care recognises that
the care of persons with dementia is part of their core
business. In 2013—-14, more than 50% of aged care residents
in Australia had a diagnosis of dementia.*

In this endeavour to provide appropriate care for persons
with dementia, at least three resources should be
highlighted:

The first is the Alzheimer’s Australia National Dementia
Helpline, which is 1800 100 500. This telephone information
and support service is for people with dementia, their carers,
families and friends, and anyone who is concerned about
memory loss. It can also be used by health professionals,
service providers, community organisations and students.”

Another resource is the Dementia Behavioural Management
Advisory Services (DBMAS). Funded by the Australian
Government, this is a free service to ease the burden for
formal and informal carers. Family carers, aged care workers,
and hospital staff can contact the service at any time of the
night or day on 1800 699 799. The service will provide advice
and support to ensure that the best possible care is being
offered to a person with dementia.*

In some cases, DBMAS will refer to the third resource, the
Severe Behaviour Response Teams (SBRTs). These teams
assist staff in residential aged care homes. They are called in
when residents are exhibiting very severe Behavioural and

CHISHOLM HEALTH ETHICS BULLETIN » WINTER 2015 ¢ PAGE 7



Psychological Symptoms of Dementia (BPSD) which are
posing a significant risk either to themselves or to others.
SBRTs operate 7 days a week from 7 am to 7 pm. Within
those times, they will respond within 4 hours to assess and
triage each situation. Within 48 hours, they will hold either a
face-to-face or telehealth case conference to develop
immediate and longer term care plans.*

In Australia, the Catholic health, community, and aged care
sector provides about 9,000 hospital beds, 8,000 Community
Aged Care packages, and 19,000 residential aged care beds.
It is the largest non-government provider of health,
community, and aged care services in Australia, providing
approximately 10% of Australia’s health care services.*® The
Catholic sector already plays its part in the provision of
services to people with dementia, and it will continue to do
so. In this, it will be guided by one of its core values:
solidarity in the mystery of suffering and death. Our Code of
Ethical Standards states that “Catholic health and aged care
services should be marked by a material and spiritual
solidarity with people who are sick, disabled, frail, elderly or
dying.”* This commits the Catholic sector to a particular
concern for people living with dementia.

Research

Over the past decade, there has been a global recognition
that research into dementia has been grossly underfunded.
Given the widespread prevalence of dementia and its serious
consequences, it is now an urgent global priority to increase
capacity and funding for dementia research.”® This research
must explore a number of areas. There must be basic science
research to understand the mechanisms whereby dementia
develops. There must be research to improve the prevention,
diagnosis, and treatment of dementia. There must be
research into best practice in the care of persons with
dementia. There must be social science research into the
human impacts of dementia, including stigma, and how
people can best be supported to live well with dementia.
There must also be translational research to bring new
findings rapidly into policy and practice. None of these areas
should be neglected. For example, finding a cure for one or
more of the diseases which cause dementia is obviously an
attractive goal. Even so, we must still care for many people
who live with dementia, and research is therefore also
needed to identify best practice for that care.

Australia has a number of centres and institutions which
specialise in dementia research. These include the three
Dementia Collaborative Research Centres. Established in
2006, these centres focus on early diagnosis and prevention,
assessment and better care, and carers and consumers.®
They also include the Partnership Centre for Dealing with
Cognitive and Related Functional Decline in Older People, the
Clem Jones Centre for Ageing Dementia Research, the
Alzheimer’s Australia Dementia Research Foundation, the
Hazel Hawke Alzheimer's Research and Care Fund, and many
more.>

Heeding the global call for increased research into dementia,
the Australian Government in its 2014 Budget provided an
additional $200 million over 5 years to boost dementia
research in Australia. This included $50 million to establish at
the National Health and Medical Research Council a new
National Institute for Dementia Research. This Institute was
established on 7 August 2015. It will identify dementia
research priorities for Australia, and disburse funds for

dementia research. With additional funding from the
National Health and Medical Research Council and the
Australian Research Council, by October 2015 it had already
disbursed over $78 million for dementia research.”

The Catholic health, community and aged care sector, along
with Australian Catholic University and the (Catholic)
University of Notre Dame Australia, are already involved in
much medical research. This includes research into various
aspects of dementia and dementia care. As Australia’s
dementia research is boosted, Catholic institutions will be
ready to contribute.

Conclusion

This article has demonstrated that the increasing prevalence
of dementia over the next three decades poses significant
challenges. It has also demonstrated that in many areas a
good start has already been made to address needs both
now and in the future. As that future unfolds, let each of us
be ready to play our part in addressing the challenges of
dementia.
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Kevin McGovern ¥

Being Mortal: End-of-
life Care and End-of-life
Discussions

Atul Gawande’s book Being Mortal: lliness, Medicine, and
What Matters in the End, draws upon both anecdotal stories
and literary sources to highlight the importance of honest
discussions as the end of life approaches. These discussions
are particularly significant for older persons and terminally ill
patients. Gawande believes that these discussions could be
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facilitated by more in-depth and focussed communication
between the healthcare professional and the patient.
Respecting the patient’s values and priorities, and promoting
a sense of wellbeing and dignity are critical for quality care.

Atul Gawande is a Professor of Medicine at Harvard
University, a surgeon, public health researcher and author.
Encouraged by positive responses to his previous essays in
The New Yorker,! he wrote Being Mortal: Illness, Medicine,
and What Matters in the End.” The book explores the ageing
process, the care of older persons in their frailty, the possible
priorities of people as their independence declines, and the
importance of having end-of-life discussions when death is
inevitable.

Being Mortal has 282 pages—an Introduction, 8 chapters,
and an Epilogue. The first chapter describes how the
emerging concept of independence arose out of markedly
improved social and economic circumstances, and how this
has led to changes in family dynamics. This has resulted in a
way of life which favours liberty and autonomy, thus shifting
societal values away from family dependence to self-
dependence. The second chapter provides a review of the
trajectories of health, the process of ageing and decline, and
some theories as to why we age. He highlights that both
society and medicine have been slow to meet the challenges
associated with an ageing population. The subsequent
chapters describe how functional decline leads to
dependency in older age, and how historical changes in the
structure of medical care has led to the rise of nursing
homes. Chapters 6 and 7 highlight the importance of having
effective end-of-life discussions with older persons and
terminally ill patients, and critique how medicine has failed
to care for those who are most vulnerable. The final chapter
of the book discusses the issues that arise as death
approaches, based on the author’s personal experience of his
father’s terminal iliness and subsequent death.

Life, health and the process of ageing

The trajectory of life towards the process of dying has
changed in recent times. Where once the trajectory of health
towards death was abrupt, advances in medicine have
significantly reduced the likelihood of premature and
unexpected death—more people are living longer. Improved
sanitation and other public health measures have also
extended this longevity, slowing down the process of
declining health as we age.® However, the inevitable process
of ageing means that we will experience gradual, natural
wear and tear and the eventual shut down of our bodies.”
This gradual wear and tear over time increases our
dependency on others.

Caring for the older person

In Western society, caring for the older person was
traditionally a multigenerational responsibility, with the
older person being cared for by the family at home.” A rising
notion of independence fuelled by economic globalisation
has led to more resources and opportunities being available
to the younger generation, inclining them to leave the family
home and “follow their own path.”® Economic prosperity
alongside healthier and longer lives has also enabled the
older generation to live autonomously and with less infirmity
for a longer period of time. These changes have resulted in
different expectations for the family to care for the older
person. However, society has failed to acknowledge the

reality of declining independence towards dependence as we
age. This lack of acknowledgement impacts upon our ability
to provide appropriate quality care for the dependent
person.’

Gawande argues that historically, the rise of nursing homes
to accommodate the growing number of older dependent
persons in need of care occurred with the underlying notion
that these vulnerable persons could be “nursed” back to
health. Nursing homes, however, “were never created to
help people facing dependency in old age.”® He believes that
the contemporary care of older persons is based on a
medical and institutional model, and that this inevitably
compromises the quality of care.

Whilst aged care facilities do provide some form of care for
older persons, Gawande argues that these facilities may
place undue emphasis on institutional goals and institutional
routines. They may also have excessive concerns about the
safety of residents.’” Gawande maintains that all this is
because they were established under a medical paradigm.
Such facilities de-humanise the experience of dependent
living, as they fail to acknowledge a person’s sense of self
and autonomy.”® As a response to de-humanising
experiences in nursing homes, the author notes that more
people are choosing alternative forms of care such as
hospice and palliative care.™ In all this, Gawande identifies a
concerning tendency in residential aged care. Good
residential aged care facilities must be extremely vigilant to
counter this potential problem in their model of care.

Hospice and palliative care

Palliative care focuses on wellbeing, pain management, and
psychosocial and spiritual support for the patient who has a
serious, life-threatening or terminal illness.™ Hospice care, a
subset of palliative care, is end-of-life care predominately for
those in the final phase of a terminal iliness. The author
notes that hospice care is significantly beneficial for those
who are terminally ill and nearing death.” Introducing
palliative care soon after a diagnosis of a serious, life-
threatening or terminal illness such as cancer, is associated
with improvements in quality of life and extends patient
survival.™ This holistic practice of care would also be relevant
for older persons in their end-of-life phase or as they move
towards death. It is important to understand patients’
perspectives, desires and goals, in order to provide quality
end-of-life care. Receiving adequate symptom management,
achieving a sense of control, and strengthening relationships
with loved ones are important aspects of care for patients at
this time."®

Importance of communication

Palliative care takes into account the views of the person in
care.’® Gawande mentions that the traditional paternalistic
style of the doctor-patient relationship has impacted upon
our ability to effectively communicate and offer genuine
choices in treatment and care. He proposes that a more
interpretative style—involving guidance from the doctor and
emphasising shared decision making with the patient—is
more appropriate for end-of-life care.” This type of
relationship involves examining the underlying values of the
patient and determining priorities which are important to
them.'® This approach in communication is beneficial as it
informs the patient of realistic goals and expectations of
treatment.
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It is imperative that clear communication exists as over-
estimation of treatment effectiveness and reluctance to
disclose prognosis impair the doctor-patient relationship.
Doctors are often reluctant to disclose an unfavourable
prognosis™ and overestimate survival rates of terminally ill
patients.”® This lack of honest communication inclines
patients  receiving treatment to have unrealistic
expectations,”* hoping for a cure where there really is none.
Certain ethical issues may arise from this lack of effective
communication at the end of life. These include the lack of
truly informed consent whereby the patient is not aware of
the futility of their treatment, and thereby makes
uninformed choices which result in the prolongation of their
own suffering and/or the suffering of their loved ones. This is
of particular concern for patients with a poor prognosis and
nearing death.

End-of-life discussions: Asking the right questions

Talking about death and dying can be a difficult task. End-of-
life discussions and providing quality end-of-life care involve
asking the right questions which go beyond discussing
medical facts and treatment options. Gawande suggests that
this involves simply asking about and understanding the
priorities of the person at this time of their life, which is
paramount to providing the best care for them. When time is
limited, people have other goals and priorities besides just
living longer.”> The benefits of having these discussions
include taking into consideration treatment preferences and
preparing the person for the inevitable. This not only
benefits the patient’s wellbeing, but also helps caregivers
cope with bereavement.”

Part of the task of asking the right questions involves helping
people deal with both the internal anxieties associated with
the process of dying, and the external anxieties such as
concerns about loved ones.”* The author notes that asking
specific questions helps gather information about patients’
values and priorities to facilitate this conversation. It would
include asking the person what they understand about their
prognosis. Other questions Gawande suggests include:
“What are their concerns about what lies ahead?” “What
kinds of trade-offs are they willing to make?” “How do they
want to spend their time if their health worsens?” and asking
who they want to make decisions for them if they are unable
to do so0.”

Further to asking about these priorities, determining the
patient’s values and worldview is important. These include
having an understanding of any religious and/or spiritual
affiliations the person may have. Awareness of cultural
differences is also important as different cultures have
different interpretations and understandings of illness and
mortality.”®

All of these values bring about a fundamental understanding
of what is truly important to the person at this stage of life
when time is limited. It promotes an inherent sense of
dignity at this time of vulnerability. Dignity is the crux of
Catholic Social Teaching which recognises that a human
being deserves dignity at all stages of life, regardless of age
or disability.27

Importance of dying

The author notes that Western society has lost touch with
the benefits that the dying role gives to people who are at
the end of life.?® This loss may have resulted from Western

culture’s approach to death which tries to deny its natural
process, and instead “battles” to avoid it at all cost. By
contrast, taking on the dying role enables a person along
with their loved ones to achieve important priorities such as
passing on wisdom, leaving behind a legacy, and/or resolving
unfinished business with loved ones.”

Although there has been a better understanding of the
biological process of ageing, there is still generally a lack of
understanding of the metaphysical, social and psycho-
spiritual aspects of mortality—what it means to die—and
what it means to live a good life. Additionally, society’s
reluctance to examine the experiences of the ageing process
and of dying has increased the subsequent harm and
suffering of patients, by imposing aggressive unwarranted
medical treatments to the most vulnerable members of our
socie‘cy.30

Whilst the author accepts that for certain patients, suffering
which is unavoidable and unbearable might be alleviated by
physician-assisted suicide, he recognises that physician-
assisted suicide would be detrimental to persons at the end
of life.>! He believes that legalising physician-assisted suicide
may encourage the wider society to be dependent on this,
and divert focus from improving quality end-of-life care.
Recourse to assisted suicide, he notes, “is not a measure of
success. It is a measure of failure.” Gawande continues, “Our
ultimate goal, after all, is not a good death but a good life to
the very end.”*

Strengths and limitations of the book

The book offers an engaging discourse in issues surrounding
mortality and end-of-life care. By incorporating personal
stories of older persons, those who are terminally ill and his
own insight as a surgeon and public health researcher,
Gawande brings a sense of authenticity and poignancy to the
book. This authenticity is further highlighted by his use of
literature to support his claims of the benefits of providing
quality end-of-life care to patients and their families. While
his inclusion of literature was relevant for Western culture,
there was a lack of literature focusing on other cultural views
of death, dying and end-of-life discussions.

Whilst the author anecdotally recounts his Indian
grandfather’s experience of decline into old age and
compares it to Western viewpoint, it is from this Western
perspective that his assertions regarding end of life are
based. It is important to understand the diversity of cultural
views as they create the context by which a person
experiences life. These experiences are shaped by cultural
understandings and expectations, and influence subsequent
behaviours. In turn, these experiences may impact upon
persons’ preferences and priorities at the end of their lives.*

Throughout the book, the author rightly reiterates the need
for better education surrounding the concept of mortality in
the wider society so as to normalise what is an inevitable
outcome of our existence as human beings.

Conclusion

Being Mortal provides an informative read for those who are
interested in end-of-life discussions, including healthcare
professionals, patients and/or families. Mixing personal
stories and providing relevant literature to emphasise his
assertions, the author details the importance of having end-
of-life discussions, of normalising the process of dying in
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society, and of recognising the limitations of aggressive
medical treatment when death is imminent. Hospice and
palliative care have enabled persons to maintain their
autonomy and wellbeing at the end of their life cycle. This is
due to the significant benefits of care that takes into account
the person’s values and priorities, which are often not
restricted to just living longer.

Gawande argues that most aged care facilities do not
sufficiently take into account their residents’ priorities.>
Aged care facilities have the potential to make an important
contribution to end-of-life care by providing holistic care that
does consider residents’ priorities. It is imperative to
appreciate a person’s priorities at the end of life as it
respects their inherent dignity as human beings, and assists
them in living a good life right to the very end.
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Moral Distress

As health systems become more complex, moral distress is
increasingly being recognised as a significant phenomenon
amongst health professionals. It can be described as the state
of being distressed when one is unable to act according to
what one believes to be morally right. It may compromise
patient care, the health professional involved and the
organisation. Cumulative experiences of incompletely
resolved moral distress—a phenomenon which is called moral
residue—may leave us susceptible to more frequent and
more severe moral distress. Clear open communication,
respect, inclusivity, openness to differences, compassion,
support, education and the capacity to grow in self-
awareness are key aspects in minimising moral distress. Early
recognition of its symptoms and addressing both personal
and external constraints of actions can also minimise moral
residue and build resilience to further distress.

Moral distress can be described as the feeling or state of
being in distress when one is unable to act according to what
one believes to be morally right. This ‘morally right’
conclusion is often framed by one’s worldview, which
incorporates  values, experiences, knowledge and
understanding, and one’s meaning and purpose in life. For
example, the inability to inform a 12-year-old patient that
she is dying because her parents forbid it, may cause moral
distress in the medical team who believe the patient—even
when young—has the right to know. Another example of
what might cause moral distress is when a member of an
executive team is compelled to abide by the decision of the
whole team, even though the member believes that decision
to be morally wrong or (at least) less morally right.

Unless addressed, the accumulation of such unresolved
distress may lead to burnout, loss of self-confidence and self-
esteem, chronic fatigue, social withdrawal and isolation, loss
of purpose, physical illness, even leaving the workforce.
Using the medical approach to illness—understanding the
illness, primary prevention, recognition of symptoms and
signs, investigation, management and secondary prevention
(of further illness)—this article offers a framework for
minimising moral distress and its adverse consequences.
Whilst it is written in the context of healthcare, the approach
could also be relevant in other fields.

Understanding Moral Distress

Distress is one of the many emotions that may arise in the
context of moral dilemmas or conflicts. Moral distress was
first described in the 1980s in the setting of the nursing
profession.' Over the years, this phenomenon is being
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recognised in other areas such as business, finance and
politics, and at all levels, from governance to grass-roots.’
Two related issues are at play: the moral dilemma or conflict,
and the constraints both personal and external “that prevent
one from taking actions that one perceives to be morally
right.”®

Moral dilemmas often arise when there is a conflict between
two morally obligated right actions such that each can be
done but not both together.* In the first example above, the
medical team has an obligation to care for the child which
involves truth-telling and transparency. This means informing
her that she is dying, especially if she asks them directly,
perhaps enabling her to live her dying days well and prepare
for death. However, they also have an obligation to honour
the wishes of the parents who are legally responsible for the
child and who seek to act in what they consider to be her
best interest.’ These parents may believe strongly that
informing their child of her prognosis would cause her to
become deeply depressed. The dilemma of what to do may
lead to moral distress for the medical team, especially if they
believe that the obligation to tell the truth overrides any risk
of depression that may ensue for the child.

Moral distress may be complicated further by personal
constraints such as a lack of self-confidence and questioning
one’s own ability to discern.® External constraints such as
hospital policies and procedures, a refusal by management
to listen, and a legal team enforcing parents’ rights (possibly
for fear of a lawsuit), can also aggravate moral distress.
Conflicting cultural and religious beliefs, communication
breakdown, resource allocation,” institutional constraints,
lack of receptivity to queries, and varying philosophical and
moral orientations amongst health professionals® are
highlighted in the literature as additional factors contributing
to moral distress.

Primary Prevention

If conflicting moral obligations is the source of moral distress,
it follows that resolution of that conflict would minimise, if
not alleviate, this distress. Of paramount importance is clear
communication with all involved regarding the facts of the
illness and the treatment options.’ This also involves each
party sharing with all concerned, the many reasons, both
medical and moral, for choosing a particular action.™
Understanding the varying perspectives—especially that of
the patient—alongside an attitude of openness to change,
may result in a consensus.

Another consideration is the culture of the healthcare
organisation. A culture which considers each employee only
as a mechanical piece within a machine, to be discarded
when non-functional or dissenting, would contribute to
moral distress. On the other hand, a culture that considers
each employee as part of and belonging to an evolving
organization would contribute considerably to the prevention
of moral distress. Employees who feel constrained from
exercising their moral judgements for fear of repercussions
would be encouraged instead to contribute to the moral
integrity of the organisation through their questioning. The
provision of support systems such as employee assistance
programmes (EAP), ethics committees, critical stress
debriefing, grief counselling,'* approachable managers and
mentors, and human resources personnel sensitive to the
concept of moral distress, are most important.

In summary, then, the prevention of moral distress can be
aided by: good communication amongst all concerned
parties; attitudes of respect, inclusivity, openness and
compassion, desiring only the good of the patient (and
community); self-awareness, understanding one’s own
values and agendas, re-formulating them if appropriate, and
not imposing them inappropriately on others; organizational
flexibility and support; and genuine moral deliberation."

Symptoms and signs

Recognition of the emotions, particularly of distress, related
to moral dissonance is the first step in the healing process.
Psychological distress symptoms such as anger, anxiety,
frustration, over-thinking, fear, guilt, withdrawal, fatigue,
sleeplessness and physical ailments™ may be attributable to
other causes such as relationship difficulties, sudden death
or being sued. However, these symptoms are a manifestation
of moral distress when they are “the result of a perceived
violation of one’s core values and duties, concurrent with a
feeling of being constrained from taking ethically appropriate
action.”™® Hanna proposes further that the harm is “tied to
the intrinsic purpose of a person”—what one’s purpose in
life is—described by Aristotle as innately towards the good."
It is important to distinguish the causes of distress as it helps
determine the course of action.

Cumulative experiences of incompletely resolved moral
distress—defined in the literature as moral residue’®*—may
lead to the progression of emotional distress from loss of
self-confidence, to loss of integrity17 and identity, burnout,
disenfranchisement, and significant ill-health.”® Another
outcome of the crescendo effect of unresolved moral
distress and cumulative moral residue is the re-setting of
one’s threshold for moral distress to a lower level. This is
described as the worsening of an individual’s moral resilience
which, in turn, can result in an increase in the number and
severity of episodes of moral distress.*

The best path is to recognise its early signs. Moral discomfort
for instance may include feelings of disquiet or uneasiness
when considering the context or situation in which these
feelings arise.

Investigation

Having recognised these emotions, it would be important to
note the facts of the situation and name the issues and
values that appear to be contravened. Is this truly a moral
issue or is it something else like, perhaps, a reaction to
suffering? Is there a communication issue? Are the patient
and family aware of all the facts: treatment options,
prognosis, and illness progression or outcome? Is the
discomfort or distress arising from conflicting subjective
moral values—of self, other health professionals, patient,
patient’s family or organisation—or from ethical
requirements related to the role such as patient advocacy?20
If it is the former, do we need to re-assess our own moral
values and perhaps our worldview? If the latter, do we need
to understand the reasoning behind the ethical requirement
of the role in order to allay the discomfort or distress? Are
the constraints for moral action internal or external to the
individual? What are the opinions or teachings of experts
such as ethicists, professional organisations, and other
specialists? Do other colleagues feel the same, giving further
credence to the moral conflict? Is any further information
needed? Is there an underlying power-dynamic at play
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between the health professionals, patient, family members,
and/or the organisation?”’ Does this situation highlight
unresolved experiences of past moral distress?

The management of moral distress

Having both determined that moral distress is present and
identified the issues contributing to it, the next step lies in
discerning how to manage it at the personal, group (those
involved in this particular situation) and organisational level.
Communication of the facts of the illness, treatment options
and prognosis, including different underlying values and
beliefs, spirituality, past experiences and worldviews, may be
a first step. It calls for an openness of mind and heart to this
shared wisdom by those listening. A nonjudgmental and safe
environment allows for venting of emotions and expression
of fears and vulnerability, which, in turn, are
compassionately held by others. Once people feel heard and
respected, conversations can begin, enabling each one to see
different points of view and possibly shift their stance,
leading to a consensus for the way forward.?? Guidance from
professionals such as ethicists is also encouraged.” The way
forward may include reaching a compromise: owning what is
one’s personal morality without enforcing it on the patient;
and/or coming to a place of not necessarily agreeing fully
with everyone but being able to ‘live with’ the decision;
being able to find meaning and purpose in the final outcome,
making the decision acceptable. Understanding the context
of and principles of decision-making in a particular incident
may aid in transforming dissonance to harmony, and even, to
acceptability, hence alleviating or resolving the moral
distress.

At the personal level, the psychosocial aspects of moral
distress need to be addressed. Seeking social supports from
colleagues, trusted friends and mentors may aid in this.
Assistance from professional organisations (e.g. medical or
nursing) may be beneficial. The courage needed to take
action begins with a commitment to address the moral
distress in order to preserve one’s “integrity and
authenticity.”** Caring for the self is encouraged as a high
priority. This includes addressing tiredness, vulnerability,
feelings of isolation that may ensue. Utilising organisational
resources such as counselling via EAP, clinical ethics services,
ethics committee members, line managers or department
heads, could be other avenues of support. Litzén and Kvist
also propose an attitude of recognising moral distress as a
“positive catalyst in exercising moral agency.””

On rare occasions where no ethical resolution is foreseeable,
the individual needs to discern whether they need to
maintain their integrity and follow their informed
conscience,26 or to accept that the outcome is outside their
control and that they have done everything possible to alert
others to the moral wrong in play. The former may mean
suffering some alienation and/or seeking employment
elsewhere; the latter may result in compromising and letting
go of responsibility, and in this way coming to some measure
of peace within.

At the organisational level, recognition of the significance of
moral distress amongst staff is a moral imperative. In this
regard, worthwhile strategies include making resources
available to those in distress: EAP; easy access to the clinical
ethics service and/or ethics committee; clinical supervision
whether internal or external to the organisation; and the
education of both staff and human resources personnel on

moral distress. All these steps not only indicate a valuing of
all staff but also help build a robust moral community.”” The
organisation could undergo regular reviews of policies and
procedures according to outcomes of ethical dilemmas and
investigations of staff moral distress.

Secondary Prevention

As we recognise and grow in awareness of moral distress,
secondary prevention involves ensuring that the issues which
may lead to moral distress are addressed early. Enabling
open communication at all times, exploration in an attitude
of openness and respect of the values and beliefs of others
that seem contradictory to one’s own, and naming fears, are
examples of what can be done as secondary prevention. The
experience of moral distress often heightens the sensitivity
to moral conflicts that may lead to another episode of
distress. This sensitivity can alert one to address these issues
and hopefully to resolve the conflict or dilemma before it
escalates.

Building moral resilience is another aspect of secondary
prevention. Monteverde suggests that moral resilience can
be built with adequate moral knowledge, skills training such
as communication and ethical decision-making, and
promotion of attitudes such as “truthfulness, confidentiality,
self-reflexivity, responsible scholarship.”?® These aspects of
moral resilience building can be exercised with each
experience of resolving moral distress, and as Monteverde
suggests, with healthcare ethics education. He warns
however that moral resilience without outcomes of moral
action or deepening of moral understanding can lead to
moral apathy, burnout, even fanaticism.” Liitzén and Kvist
add another perspective of moral resilience in exploring
Viktor Frankl’s experience, defining moral resilience as “a
concept that can be defined as a distinctive sense that life is
meaningful under every condition.”*

Making resources available for staff, as mentioned above, is
another measure of secondary prevention. Included in these
resources could be clinical ethics services, ethics committees
with a consultative subcommittee, or, as suggested by
Epstein and Delgado, moral distress consult services.*

Conclusion

Moral distress is our Whole-Person way of recognizing that
something is not right in the way we relate, or in our
relationships within the environment in which we have our
being. How we relate is based on our perspective and our
expectations of ourselves and others. This in turn finds its
roots in our values, belief systems, experiences, intuition,
reasoning and knowledge. It is an evolving stance even as our
interactions and relationships evolve, and therefore cannot
happen in isolation. The proposal to exercise our moral
agency through the perspective of the whole as well as the
individual is an invitation to recognise that each has a share
of the wisdom regarding the right moral act.

In the case of moral conflict and the distress that can arise
from it, the opportunity for growth and true discernment lies
particularly in our openness to listen to the Spirit through
others. Ensuring open communication, adequate and
appropriate resource allocation, staff support, ethics
education, respect for each person involved—including
cultural, religious, philosophical and moral differences—is a
step towards minimising moral distress. Experts such as
ethicists and clinical ethics services skilled in mediation may
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assist in reaching consensus as to the way forward, or assist
the individual in resolving their conflict. In some cases,
allowing time and space for those involved to come to terms
with what has happened may be all that is needed to
comprehend fully the situation at hand and move forward.

Being conscious of the existence of moral distress,
recognising the early signs, managing and resolving it,
learning from the experience and putting into place
strategies to minimise it in the future, at the individual,
communal and organisational level, are necessary ways of
diffusing this potential time bomb. It is yet another aspect of
healing and whole-making to which we have committed
ourselves as health professionals, and as human beings.
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