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The Fourth International Colloquium of the IACB was held from July 12 to 16, 2009 at the
Kardinal-Schulte-Haus near Cologne, Germany, and sponsored by a grant from the German
Association of the Order of Malta. Forty-nine invited participants came from a total of twenty
countries in Africa, Asia, Australia, Europe, North and South America to discuss ethical issues
arising in the care of people living with Alzheimer’s disease and other progressive cognitive
impairments, and to collaborate on a consensus statement. The participants work in geriatrics,
psychiatry, psychology, family medicine, nursing, pastoral care, history, philosophy, theology,
clinical ethics, law, and health economics. Besides their clinical and educational work in this area,
many participants were shaped by their experiences of having cared for family members with
progressive cognitive impairments.

In this Issue

A Statement on Caring for, and giving hope to, persons with progressive cognitive
impairments by the International Association of Catholic Bioethicists.

And Dr Gerald Gleeson responds to Dr Simon Longstaff's engagement with the issues
raised in ‘Why children should not study ethics’ which we published in December last year.
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History

The IACB international colioquia are held once
every two years and focus each time on a different
topic in bioethics. Prior to Cologne, in 2009, past
colloquia have been held in Toronto (2003),
Melbourne {2005), and London (2007). Regional
colloquia also have taken place in Paris (2008) and
Toronto (2004 and 2006), as well as annually in
Australia under the auspices of the Australian
Association of Catholic Bioethicists. The bioethicists
who met in Toronto in 2003 recommended the
establishment of the IACB, which today has around
200 active members in forty countries. The IACB
aims to promote discussions and collaborative
research among Catholic hioethicists so as to
advance the thinking of Catholics on emerging and
unsettled questions in bioethics and to contribute
to dialogue with all members of society. Since 2005,
the IACB has been sponsored by national
associations of the Order of Malta, whose 900-year-
old mission of witnessing to the Catholic faith and
serving the needy (“tuitio fidei et obsequium
pauperum”) is manifested in the work of the IACB.
The associations of the Order, in turn, provide
financial, .moral and spiritual support, while
ensuring the IACB’s academic independence.

Process

With input from bioethicists associated with the
IACB, the planning committee of the colloquium,
- consisting of Ursula Sottong and Christoph von
Ritter of Germany, and William Sullivan and John
Heng of Canada, proposed areas in the care of
persons living with  progressive’ cagnitive
impairments that require ethical reflection. Experts
in these areas were asked to write background
papers that participants could read prior to the
colloquium. Some of the papers dealt with issues in
philosophy, ethics, and theology that the authors
thought were fundamental to caring for persons
with progressive cognitive impairments; others
considered ethical and legal issues emerging in care
practices and policies. Background papers were
prepared by '

sMonsignor Peter Schallenberg, a German moral
theologian; Fr. Myles Sheehan, a geriatrician from
the U.S.; Julian C. Hughes, a British consultant in
old-age psychiatry who holds a doctorate in -
philosophy; Mette Lebech, a philosopher from
Ireland; Christine Jamieson, a Canadian theologian;
Jane Adolphe, a professor of law- from the US.;

James McManus, a British psychologist and an

expert in public health; Wilhelmina Hoffman,
director of the Silviahemmet, a non-profit
foundation established by the Queen of Sweden for
educating professionals and delivering care to

persons with Alzheimer’s Disease and other

cognitive impairments, and Carol Taylor, a nurse

and director of the Center for Clinical Bioethics at 3
£}

Georgetown University Medical Center in the U.S.
Albrecht von Boeselager of Germany and William
Sullivan of Canada began the colioquium with
addresses that provided a framework for the
discussions.

The background papers and relevant interventions

first draft of a consensus statement, synthesizing
those discussions, was prepared by William Sullivan

and John Heng, and discussed in a plenary session ,,.'
editorial committee,
consisting of Fr. Norman Ford, Ray Campbell, and
Bernadette Tobin of Australia; Jos Welie and Daniel

at the colloquium. An

P. Sulmasy of the U.S.; Neil Weir of the U.K,; Paulina
Taboada of Chile, and Jaro Kotalik, William Sullivan,

and John Heng of Canada, helped to incorporate

feedback from the other participants during the

colloquium. This committee also considered further

suggestions that were received from participants
following the colloqguium and produced two
subsequent versions of the consensus statement

that were reviewed by all participants, who were %
asked for permission to attach their names to the 3

final document.
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were discussed by the participants in small groups
and in plenary sessions, which gave free rein to the
emergence of questions and diverse opinions. The




Highlights of the Consensus Statement

The statement notes, with concern, that persons living
with Alzheimer’s disease and other progressive cognitive
impairments are often poorly understood and little
valued within health care systems and communities
around the world, and thus their care is often
inadequate and inappropriate. The statement also
addresses the plight of family members and other
caregivers of persons living with cognitive impairments
who seldom receive the education and assistance that
they require. Among their most pressing needs is
guidance and support to address the ethical issues that
they encounter in providing care.

Because it is not possible in a short statement to address
all such issues, participants decided to focus on
establishing an ethical framework to guide reflections on
specific questions, and on warking out some practical
recommendations as illustrations of the application of
this framework.

Participants of the colloquium decided to express the
foundational stances found in the Cologne statement in
two ways, first, philosophically to engage the broadest
possible audience, and then by specifyihg what
considerations are added by Catholic teachings and
theological reflection. Some opposing positions on these
foundational stances were also identified and rejected.
For example, the statement affirms the intrinsic dignity
and worth of all human beings, including those living
with progressive cognitive impairments. It rejects the
positions that such impairments undermine a person’s
humanity, and that aging, disability, dependency on
others, suffering, and death lack meaning. Thus the
statement strongly endorses enhancing resources and
care at the end of life as an alternative to euthanasia. It
also questions criteria for distributing health care
resources that focus exclusively on maximizing efficiency
and profit, according to which persons with progressive
cognitive impairments rank poorly. An important

conclusion of the statement is the need to promote
environments in which persons living with progressive
cognitive impairments and their families are valued and
supported. Such solidarity extends beyond health care
settings to the whole community.

The statement also stresses that decisions regarding the
care of persons with progressive cognitive impairments
must take into account each person’s circumstances,
capabilities and vulnerabilities, as well as the full range of
his or her needs, including relational and spiritual ones.
Part of what is required for this to be implemented is
improving the education of health care professionals,
persons at risk or in the early stages of progressive
cognitive impairments and their families regarding such
impairments, including training and the opportunity for
consultations on ethics, spirituality, paltiative care, and
issues surrounding death and bereavement. In particular,
the statement highlights the importance of teaching
members of society the ethical distinction between
euthanasia, which is always wrong, and addressing
symptoms that may have the unintended effect of
hastening death or forgoing medical interventions that
are optional because they present little hope of likely
benefit to the patient or result in harm or other burdens
to the patient that are excessive relative to those
benefits. The statement identifies advance care planning,
supported and substitute decision making, as well as
varigus practices surrounding terminal sedation ‘as areas
that require further ethical reflection and discussion.

Overall, while recognizing that the diseases and
conditions underlying various progressive cognitive
impairments lead to death, the statement places its
emphasis on giving hope at every stage of this process,
from the initial diagnosis to end-of-life care to
preparation for dying. In the Words of Dr. Julian Hughes,
a participant in the Cologne colloquium, the emphasis of
the statement is on helping persons with progressive
cognitive impairments and their families to “live better,
richer lives” in the midst of what often are challenging

circumstances.
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Statement on caring for, and giving hope
to, persons living with progressive
cognitive impairments and those who care

for them

1. Issues relating to the care of persons living
with progressive cognitive impairments are among
the most pressing concerns of our times and -
require ethical guidance. Progressive cognitive
impairments in this statement refers to decline in
more than one area of a person’s cognitive or
intellectual functioning (e.g., spatial orientation,
short- and long-term memory, problem solving,
judgment, decision making, speech and language)
that becomes more severe over time, cannot be
reversed, and eventually leads to death.> Changes
in the person’s behavior (e.g., agitation, aggression,
disinhibition) and psychological symptoms (e.g.,
anxiety, depression, social withdrawal, apathy,
irritability, delusions, hallucinations} are also
common and may distress the person and his or her
caregivers.’ Progreséive cognitive impairments are
caused by disorders of the human brain, for
instance, Alzheimer’s disease, vascular dementia,
dementia with Lewy bodies, and fronto-temporal
lobe dementias. These disorders are more likely to
develop with advancing age.® There is currently no
cure for these disorders but the deciine in a
person’s cognitive functions may sometimes be
siowed down, and the person may often be helped
in other ways, through appropriate medication,
assistance in tasks, psychosocial therapies and
other

means. From diagnosis to death, the

remaining life span of persons living with
progressive cognitive impairments varies according
to the specific cause of the impairments and
individual factors, but can be five or more years.*

Globally the number of persons living with

_,
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progressive cognitive impairments is projected to

rise as life expectancy increases, doubling every
twenty years from 24.3 million persons in 2001 to :
81.1 million in 2040. Most persons with progressive
cognitive impairments (60%) now live in developing ;
countries, and this proportion will grow to 71% by

2040°

2. Persons living with progressive cognitive
impairments depend in various ways on their
families and others. Giving care is a labor of 'Iove
that.can bring joy to caregivers but also various

challenges, including grappling with difficult, often §

agonizing, emotional, ethical, and spiritual issues.
The needs of caregivers, and the strengths and
vulnerabilities of their relationship with the
persons they care for, also demand attention.®

3. There is a range in the abilities and the
severity and rate of decline of persons living with
progressive cognitive impairments, with variations
even among those diagnosed with the same
disorder.

Each person’s experiences and -

circumstances, as well as those of their caregivers, {
are unique and change over time. {{ is important, 3
therefore, to base the care of persons living with :2
and their

progressive cognitive impairments

caregivers on accurate assessments and to ensure 3
that their care is appropriate to their particular J
and current abilities, needs, and circumstances.’

4. Persons living with progressive cognitive
impairments and their caregivers are among the
most disadvantaged and vulnerable groups in our 3
communities. They are invisible, their needs tend
to be overlooked or given low priority, and the
amount and quality of the supports that they i

receive are frequently

inappropriate. There is often a social stigma §
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attached to being an elderly person and living with
progressive cognitive impairments.®

The Scope of this Statement

5. The aims of this statement are, first, to give
philosophical and theological grounds for vaiuing
persons living with progressive cognitive
impairments as persons and for committing to
provide them with appropriate and loving care;
‘second, to articuiate some principles to guide
ethical decision making regarding such care; third,
to offer recommendations on a few crucial ethical
issues.

6. This statement is addressed to Catholics and
all members of society because providing
appropriate and loving care to persons living with
progressive cognitive impairments and their
caregivers ought to concern us all.

Foundations

The participants in this colloquium affirm the
following phitosophical and theological positions.

Intrinsic Dignity and Worth of Human
Beings

7. Human beings as such are persons with
intrinsic dignity and worth.® Since progressive
cognitive impairments do not in any way
undermine or reduce one’s humanity, those living
with such impairments are persons and continue
to have moral status. They are to be valued and
treated as having dignity and worth equal to that
of other members of the human family.

Christians understand the intrinsic dignity and
worth of human beings to rest, above all, on God’s

love for every human being and the call of every
human being to communiori with God.*

Unity of the Human Being

8. Every human being is'a unity and a totality of

biological, psychological (emotional and
inteflectual}, social and spiritual aspects.® No
human being is reducible to only a part, or -
function, of his or her whole being. For example,
the irreversible loss or destruction of intellectual
capacities in a person does not entaill that he or
she is reduced to being only a biological entity
deprived of his or her spiritual capacities.

The notion of the unity of body and soul is

" fundamental to the Christian understanding of the

human person and of God’s plan of creation and
redemption. It underlies the Catholic Church’s
teachings on the order of creation, the incarnation
of Christ, his passion, death, and resurrection, the
institution of the Church and the sacraments, and
the resurrection of the dead.™

Identity of the Human Being

9. Undergoing change {whether developing or
declining) is a reality in every human life from its
beginning to its end. The loss of intellectual and
other cognitive capacities in a human being does
not entail the destruction of his or her identity as
a human being and value as a person.”

For Christians, God’s love and care for every
human being is unconditional and endures
through all changes and adversities in a human
being’s life.*

Human Relationships

10. Human beings are inherently relational
through knowing and loving others and being
dependent 6n one another. Persons living with
progressive cognitive impairments always have
the capacity to receive care and love from others

m
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even if their capacity to reciprocate may be
limited. Caregivers may discover and express
through their loving service and support of
persons living with progressive cognitive
impairments what is intrinsic to their own
humanity.

Christians affirm that human beings are inherently
relational, being created in the image and likeness
of God who is Love [Caritas] and a communion of
three Persons—Father, Son, and Holy Spirit.*®
Through faith and grace, human beings are
enahbled 1o share in this divine life.

.11. Relationships persist even when intellectual
and other cognitive abilities of human beings are
lost. The communities to which persons living with
progressive cognitive impairments belong can
help to sustain memories and a continuity with
their past in the midst of changes, and support the
decision making of such persans to the extent that
they are capabie.®

Christian love in the sense of caritas entails a
commitment to care steadfastly for the one who is
loved. Ultimately, this love is a participation in the
love of God who never abandons any human
being. '

12. The first relationships among human beings
are those of the family. The reciprocal
responsibility of children to take care of
dependent parents is accepted in many cultures
and philosophies. This is a reflection of the
intrinsic human need to protect and foster the
common good. On the level of society, the
obligation of children to care for aging parents is
one basis for promoting intergeherational
justice.””

For Christians, the fourth of God’s Ten

‘Commandments, “Honor vyour father and

"% reveals that the responsibility of

mother,
children to respect and care for parents when
they are dependent is not only demanded by
justice but also a manifestation of gratitude and
self-giving love.” The honor and love that are the
basis of this commandment can be understood to
extend to all members of a family, and ultimately,
this way of being together in a family is the social
foundation of the state®® The principle of
subsidiarity in the social teaching of the Catholic
Church can be applied to affirm the important role
of family caregivers and society’s obligation to _
provide as much help {subsidium) as possible to ]
them.?

Stewardship of Human Life

13. Human beings are naturally inclined to
preserve their lives, to contribute to the common .
good, and to protect the innocent.” Individuals §
have a duty to take care of their respective lives ;-j

and health and to prevent diseases such as those

that cause progressive cognitive impairments as
much as possible. They have a reasonable '
expectation of assistance from the community for 3
their health care needs, including preventive care, |
and the corresponding duties to respect the life of I_":‘
others and to contribute to looking after their
health needs. ]

For Christians, life is God’s gift, and human beings
have a responsibility to be good stewards of this :'
gift, including taking available and appropriate .'
.measures to maintain their own health and life,
reverencing the lives of others, and contributing
to the community’s provision of health care.

m. X
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Human Limitations

14. Human beings are finite and mortal beings
who live in a material world. lliness, aging, and
dying are realities in every human life. Health care
resources and the capacities of caregivers have
limits as well. '

For Christians, the responsibility to preserve one’s
own life is not an absolute and does not override
all other responsibilities. While stewardship of life
entails that human beings should take available
and appropriate measures to maintain health and
preserve life, the Christian acknowledges that
these measures have limits, and that the ultimate
human response to the inevitability of infirmity,
aging, and dying ought to be acceptance,
surrender to, and trust in God. The ultimate
purpose of human existence is union with God and
not longevity. Pope Benedict XVI has written: “To
eliminate death or to postpone it more or less
indefinitely ... for the individual would bring no
benefit.” ?

15. Suffering is a reality of human existence.
Reason alone can offer no complete explanation
or solution for the mystery of suffering.
Nevertheless, many human beings can experience
hope even in the midst of difficult challenges, the
anguish of suffering, or attending to one who is
suffering.

For Christians, human suffering calls for
communion and solidarity, and ought to be
addressed by appropriate and loving care
whenever possible.* Ultimately, human suffering
has its deepest meaning and saving value in the
passion, death, and resurrection of Christ.”

Solidarity, Social Justice, and Self-giving
Love (Caritas)

16. Human interdeperidency entails solidarity
among all members of society and a concern to
promote conditions for the participation of all in
society. An individual who is vulnerable or
dependent due to illness or disability is still a-
member of society. |

For Christians, honoring and caring for those'who
are treated as the least members of society is a
commandment of Christ.® The preferential option
for the poor, the marginalized, and the vulnerable,
i.e., showing special concern for them, is an
important' component of the social teaching of the
Catholic Church.”’ Social justice entails that
societies prefer systems of distributing health care
resources that most help the needy and the
vulnerable, including persons living  with
progressive cognitive impairments and their

caregivers.

At the heart of the Church’s teachings on social
justice is self-giving love {caritas), whose source is
God’s love.”® Christians seek to follow the example
of Jesus Christ, the Son of God, who loved éll
human beings and gave himself for them.” SeH-
giving love goes beyond and completes social
justice by urging individuals who care for the
needy and vulnerable to do so with heartfelt
concern.’® “Seging with the eyes of Christ, | can
give to others much more than their outward
necessities; | can give them the look of love which

they crave.” *!

s
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Ethical Principles®

17. Some of the most difficult and perplexing
challenges faced by persons living with
progressive cognitive impairments and their
caregivers are ethical issues. Based on the
foundations articulated above, the participants of
this colloguium offer the following ethical
principles as guides to decision making. These
principles are attempts to articulate what “doing

good, and avoiding harm” and promoting a

culture of ethical care entail practically in
supporting persons living with progréssive
cognitive impairments and their caregivers. This
list of principles is not meant to be taken as
complete. The elaborations of each principle do
not convey all that could be said about that
principle. The first principle is the basis for all the
other principles. The ordering of the remaining
principles does not necessarily indicate a priority
of importance. Conflicts may sometimes arise i'n
applying these principles. Seeking the advice of
appropriate members of a person’s community
(e.g., family, other caregivers, clergy), ethics
consultation, and counseling may help to address
some of these conflicts. Ethical decisions
regarding the care of persons living with
progressive cognitive impairments require the

prudent application of general principles, such as

the ones outlined below, to the particular
contexts of individuals and their caregivers.

a. Respect intrinsic dignity: Treat
persons living with progressive cognitive
impairments as persons and avoid harming
them. Do not only mourn their losses but
acknoWledge, encourage, and support their
present abilities, while honoring their past and
fostering their future possibilities.

Bioethics Outlook, Vol 22 No 2, June, 2011

b. Encourage participation: Enable
persons living with progressive co gnitive
impairments to be involved in their

communities without stigma.

C. Ensure that care is holistic: Provide
care to persons living with progressive
cognitive impairments that fosters as much as
possible their integrity as human beings with a
biological, psychological (emotional and
intellectual), social, and spiritual nature.

d. Be person-centered in providing
care: Provide care to persons living with
progressive cognitive impairments that best
addresses their present and particular needs,
taking into account their past wishes and
beliefs.

e. Support  families and other
caregivers: Respect the bond that exists among
family members and the role of family
caregivers. Whenever appropriate, consider
the needs of persons living with progressive
cognitive impairments jointly with those of
their family caregivers. Strengthen family
relationships. Motivate and he'lp all caregivers
to provide appropriate and compassionate care
to the extent that they are able, and io cope
with the challengeé of care giving.

f. Judge appropriate  limits  of
treatment: When planning medical treatments
for persons living with progressive cognitive
impairments, be  mindful that such
interventions cannot, at present, cure those
impairments but may only slow their
progression and relieve some of the symptoms.
The obligation to preserve life is not an
absolute, however, we are always morally
bound to provide reasonable care and
treatment in the person’s circumstances.

Plunkett Centre for Ethics 8



g. Respect the appropriate level of
responsibility for care and provide supports:
Care for persons living with progressive
cognitive impairments should be given at the
organizational level that is best able to assume
responsibility for that care and provide
appropriate resources.

h. Alfocate according to the demands
of social justice: Distribute health care
resources with special concern for persons
living with progressive cognitive impairments
and their caregivers, while being mindful of
other important social goods.

Recommendations

Based on the foundations and ethical principles
outlined above, participants in this colloquium offer
these recommendations, with some examples.

18. All should do their utmost to cultivate
respect for the intrinsic dignity and worth of
persons living with progressive cognitive
impairments.

a. We should avoid language,
attitudes and behaviors that depersonalize,
devalue, and lead to the stigmatization of
persons living with prdgressive cognitive
impairments (e.g., fear, disgust, contempt,
inappropriate ‘taking over’ of their abilities,
ignoring them).

b. We should encourage
opportunities in our communities to interact
with and befriend persons living with
progressive cognitive impairments (e.g.,
through shared activities between younger

. . ___ ___ __ . _____ . _ _ ]
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and older persons, visits to homes and care
facilities).

c. We should take steps to profect
persons living with progressive cognitive
impairments from neglect or abuse, including
identifying and addressing risk factors for such
harm.

d. We should challenge those cultures
and ways of thinking that hold that aging,
disability, dependency on others, suffering, and
death lack meaning. We should present
reasons, such as the ones in this statement, for
society’s commitment to care for persons living
with progressive cognitive impairments and for
hope® Persons living with progressive
cognitive impairments should never be made
to regard themselves, or be regarded, rherely
as being a burden to their caregivers or to
society, or as having a “duty to die.”

e. We should educate patients and
families on the distinction between intentional
kiling that is always morally wrong (eg.,
assisted suicide or euthanasia} and deciding to
forgo medical interventions that are
“extraordinary” (i.e., morally optional) because
such interventions present little hope of likely
benefit or are excessively burdensome to a
dying person .

f. . We should support a different
respanse to human limitation and suffering
than assisted suicide and euthanasia (e.g., by
promoting effective and ethical palliative care,
and enhancing relational, psychological, and
spiritual resources at the end of life). We
should seek 'legal protection for vuinerable
persons as well as for health professionals and
institutions that oppose assisted suicide and
euthanasia.
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19. Within our families and organizations, we
should enable those living with progressive
cognitive impairments and their caregivers to
receive as much care as possible that is holistic,
person- and family-centered. We should also
promote such care throughout the community.

a. We should involve persons living
with progressive cognitive impairments in
decisions regarding their care to the extent
that they are capable, recognizing that they
may require supporis because bf specific
vulnerabilities. Attention to a person’s past
expressed wishes, affective and behavioral
cues, the involvement of family members and
others who know the person well, and
assistance from ethics and pastoral care
consultants may often contribute to discerning
the person’s values and what he or she would
desire in the present circumstances, and to
determining ethical ways of addressing the
person’s needs.*

b. If the safety of a person living with
progressive cognitive impairments or that of
caregivers is a concern, the ieast intrusive and
restrictive options appropriate for the person’s
needs should always be tried before more
intrusive or restrictive ones (e.g., changing
possible sources of stress or distress in the
person’s environment before introducing
medication or restraints for challenging
behaviors).

c. We should foster practices that are
person- and family-centered as much as
possible (e.g., handfeeding in appropriate
circumstances,*® enébling persons to live safely
in their communities, fostering stimulating -
environments and activities). We should
respond to the tensions and the ethical conflicts

that may sometimes arise within families, as

best we can, through such means as reflection,
consultation, discussion, counseling, spiritual
care, and other appropriate interventions and -

supports.

d. We should encourage advance
health care and end-of-iife planning by persons
diagnosed  with progressive  cognitive
impairments, when they are capable, with their
caregivers. Because written advance directives
or living wills have their limitations, we should
encourage persons to designale someone to
represent them when they are not capable of
making decisions regarding their care. f
written advance directives are used, they
should be formulated carefully and
supplemented with discussions with the
designated proxy or surrogate decision maker
and family members.”’

e. We should promote exceilent

training of health professionals who care for

persons living with progressive  cognitive
impairments and their caregivers.38 Health
professionals should have the opportunity and
support to learn how to provide holistic,
person- and family-centered care. They should
be educated on the particular health issues
relating to progressive cognitive impairmehts
(e.g., accurate diagnosis and effective or
promising approaches to treatment and

care).®® They should also receive training and

support regarding ethics, spirituality, and dying
that is appropriate for their work.

f. We should ensure that spiritual
care is offered as an important and integral
component of providing care to persons living
with progressive cognitive impairments and
their caregivers.”

g. Health care organizations,
especially Catholic ones, that serve persons

Plunkett Centre for Ethics 10
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living with progressive cognitive impairments
and their caregivers should commit to
providing exemplary and ethical care to them
and develop an organizational culture that is
accountable to that commitment (e.g.,
whenever possible, through educating and
formation of their staff, regulaf audits,
research to improve care, and providing ample
resources for ethics and pastoral care).

h. Catholic parishes, in particular, are
encouraged to develop as much as possible
structures to provide pastoral care for persons
living with progressive cogniti\}e impairments
and their caregivers that addresses their
material, psychological, social, and spiritual
needs (e.g., praying for their needs, facilitating
their reception of the sacraments, counse[ing,
sponsoring support groups and education,
organizing valunteers for home visits,
assistance with the activities of living, social
events, or respite).”

20. We should make every effort to advocate
that governments and other allocators of
resources, especially Cathalic health care and
educational institutions, include among their
priorities the provision of adequate and
appropriate care to persons living with
progressive cognitive impairments and their
caregivers, as well as education and ethical
-research for improving such care.

a. We should examine the values on
which criteria for distributing health resources
in our communities and organizations are
based, and oppose criteria that focus
exclusively on efficiency, maximizing profit, and
utilitarian ethics (e.g., those that rely solely on
Quality-Adjusted Life Years or “QALY”

Bioethics Outlook, Vol 22 No 2, June, 2011

). Such approaches fail to take into

calculations
consideration the integral good of persons as
elaborated in this statement.

b. We should support ethical research
to improve the treatment and care of persons
living with progressive cognitive impairments
(e.g., medication, holistic and person-centered
interventions, ethical research using adult stem
cells that has a reasonable hope of developing
therapies). Because of the vulnerabilities of
persons living with progressive cognitive
impairments, the ethical management of
research involving their participation requires
careful attention to the likelihood of benefit
and of risks of significant harm, issues
surrounding consent, privacy and
confidentiality, and access to the benefits of the
investigations. We should not unduly impede or
restrict research that is likely to be beneficial to
persons living with progressive cognitive
impairments, individually or as a group (e.g.,
qualitative research iooking at person-centered
care). We should, however, resist the raising of
faise expectations and hopes regarding the
potential of some programs of research io
generate cures or therapies for persons living
with progressive cognitive impairments when
there is little reliable theoretical or empirical
basis for such claims.

c. Because most persons with
progressive cognitive impairments in the world
live in less affluent societies, representatives of

 these societies should be involved in

discussions on the global level regarding
allocating resources for the care of persons
living with progressive cognitive impairments
and their caregivers, and for prevention of
progressive cognitive impairments.
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Conclusion

21. Recalling the theme of the Fourth International
Colloquium of the International Association of
Catholic Bioethicists (IACB), “Human Life with
Progressive Cognitive Impairments: Caring and

L

Giving Hope in a World of Change,” the main

conclusions of this colloguium may be summarized
by stating that, for persons experiencing
progressive cognitive impairments and their loved
ones, life has changed but not ended. Hope, even in
the bleakest circumstances, can be engendered and
sustained by a community that provides
appropriate and loving care.
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Why Children Should not Study FEthics
A Reply to Simon Ldngstaff

Gerald Gleeson

| thank Simon Longstaff for his thoughtful engagement with issues | raised, somewhat provocatively, in my
article, “Why Children Should not Study Ethics”. | questioned the optimism, on the part of those promoting
ethics in primary schools, about what is involved in “teaching ethics”. | wanted to circumvent related issues
that were being confused by both proponents and critics of ethics in schools. The presenting problem was
said to be students wasting their time because they did not attend Special Religious Education classes. The
proposed solution was a new curriculum in ethics. But since there are many other ways in which students
might fruitfully spend a spare half hour each week, proponents of the ethics curriculum clearly thought their
course had its own intrinsic merits. Thus many advocates of the ethics curriculum see it, not as a useful time-
filler, but as positively preferable to SRE, competing for children’s hearts and minds in the same intellectual
and moral space. Hence the importance of the more fundamental issues | raised: In what sense can ethlcs be
taught to children? Can ethics ultimately be independent of religious belief?

I appealed to Aristotle’s view that since ethics includes understanding why actions and people are good or bad
it should begin with reflection on moral experience, not just any moral experience, but crucially on the
experience of those with some maturity in living a good human life. Without the {“happy”) experience of
acting courageously and fairly, of needing to tell the truth and being moderate in one’s desires, and so on, a
person simply won’t know what they are supposed to be studying. | assume children are capable to some
small extent of beginning to understand the whys and wherefores of good human action; nonetheless, by and
large they are still in the learning phase in which school plays an important part. Schools should always be
training our children to know that bullying is wrong, that we should respect others, etc. — not during special
‘ethics classes’, but throughout the day, in the class room and on the playground.

Might ethics classes reinforce these principles, and help children to understand them better? If so, well and
good. However, a non-directive teaching method that relies so much on apparent ethical dilemmas brings
significant dangers. Dr Longstaff thinks moral dilemmas are real on the grounds that we often encounter
choices between two goods of equal value, e.g. a commitment to the truth and an aversion to harming
someone else. In these encounters he thinks we have to choose one good and “sacrifice” the other. But this
formulation is ambiguous as to the critical issue of what it is to sacnflce a good.

I believe it is a mistake to think of moral choices as simply between two “goads”. Moral choices concern, not
goods directly, but different ways of acting in pursuit of some good. To suppose that “choices are between
goods”, is implicitly to adopt the utilitarian theory that only the outcomes of action matter. On this view, we
should choose (say it quickly, “to do whatever will produce”) the greater of two goods. By contrast, if choice is
between different ways of acting then there is a significant difference between choosing to fie in order avoid
harm to another, and choosing to remain silent in order to avoid harm to another. The action of lying
sacrifices the truth, whereas the act of remaining silent respects the truth. A utilitarian ethical theory fails to
recognise the distinction between these different kinds of action, and so manifests its inadequacy.
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Much more needs to be said about utilitarian and non-utilitarian theories; my point is simply that here are two
substantially different approaches to ethics, and hence to what is or isn’t a genuine moral dilemma. This is _“
why, as Alasdair Macintryre has argued, the way we understand moral dilemmas presupposes a substantive f;-
judgment about the nature of ethics. | am confident that the proposed ethics in schools programme, and its §
“facilitators’, will blithely assume the utilitarian approach and will teach children to learn happily “to sacrifice”
one good for another — and if so, that’s what | and others object to.

Thus the Ethics Curriculum document says that “In this week and the next [students] are asked to make -_f-:-
relative or “shades of grey” Jjudgments. They will be dealing with a range of cases in which people have told a 4
fie and they will be asked to Judge to what extent that is acceptable or not and to try to figure out why one Jie ' 7

Is either more acceptable or less acceptable than another.”

To be sure, some lies are worse than others. But many parents don’t want their children to learn that it is
right to tell even “little lies”! They want them to be creative, and to learn how to avoid harming other people ‘
without having to tell fies at all. |

Recognition of the difference between these two'ways of understanding ethics, and of what are good or bad
choices, should lead us to refiect on another great differerce between ethical theories over the relationship 8
between ethics and God. Longstaff proposes a “this worldly” foundation for ethics in the idea of an examined %
life, in which people don’t act on the basis of instincts or desires, but on “an understanding of what it means
to be human”. | agree that ethics depends on an understanding of what it means to be human {in traditional
terms, “the natural moral law”). 1 also agree that to some extent human beings can work out for themselves
what are the good and bad ways to act. This is why | argued for a mutually illuminating relationship between ."'
religion and ethics. Yet, examinations presuppose standards. When we probe the proposed standards against
which human is life to be examined, we face a great divide between ethical approaches that are open to
religious teachings and those which are not, i.e. those which assume a self-enclosed, secular or “this worldly”
view of what it is to be human.

The fundamental issue here concerns creation: if human beings are created, known and loved by God, then
presumably God knbws what is good for us, and God’s revelation will fill out the incomplete insights we may
have about what it is to live a good human life. | have no objection to any attempt to formulate a “this
worldly” ethics, provided it does not aggressively shut out the possibility of religious revelation. Intentionally :'
or not, a school ethics course time-tabled alongside SRE is likely to be seen as a self-contained alternative to .:
religion. While some of its proponents may sincerely see it that way, | don’t see why the Churches should
acquiesce in such a solution to the original problem of children with time on their hands.

Parents who choose to send their children to special religious education classes do so because of the teaching
that will be given — the SRE courses follow a curriculum in line with the beliefs of the various churches or faiths 1
presenting the courses. My criticism of the new “this worldly” ethics classes is not that they are “this worldly”,
but that they will either be resolutely non-directive — and hence tend to inculcate scepticism in the students, F
or (more likely) they be will informed by good oid utilitarianism, and hence will inevitably tend to inculcate 4
certain substantive moral opinions ~ presumably those of the facilitators — over which parents will have
knowledge or control. ' ' 3
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