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Executive Summary

Introduction/background

The COVID-19 pandemic brought about
unprecedented challenges across all aspects

of society. In this respect, COVID-19 not only
represents a public health crisis but also a critical
juncture for the respect and protection of human
rights in this jurisdiction. In such a difficult time,
human rights and guarantees of equality are

of utmost importance to protect against an
erosion of societal values and to uphold and
preserve social norms. Nursing homes have an
important contribution to make in this regard,

as they provide care to a group of people who
are identified as some of the most vulnerable
and in environments that are more susceptible
to infection transmission. The challenge facing
nursing homes was heightened as guidance
continually changed, society awaited a vaccine,
nursing homes had to operate with reduced
staffing levels due to illness or staff being
identified as a close contact, and childcare issues
resulting from schools being closed.

Study aim/design

The aim of this study was to give a voice to
nursing home residents, their families, and staff in
relation to their experience and expectations of
care during the COVID-19 pandemic and to guide/
shape policy so as to be informed by the needs
and perspectives of the rights-holder.

This was achieved through both a policy analysis
of standards and policies relating to COVID-19
for public and private nursing homes from a
human rights perspective, and by identifying the
perspectives of people living in nursing homes,
their families and staff in relation to palliative care
and COVID-19 through a targeted and public
survey.

Key findings of the research study

Policy and guidance developed in response to
COVID-19 highlighted the following human rights
of greatest relevance for nursing home residents,
their families, and staff: the right to life, the right

to be free from inhuman or degrading treatment,
the right to liberty and security, the right to private
and family life and the right to equality/prohibition
of discrimination. Policy analysis of COVID-19
related standards and policies for public and private
nursing homes identified 27 policy and guidance
documents related to residential care settings, 6
related to palliative care and 5 ethical frameworks.
This changing landscape of policy guidance in

such a condensed timeline placed unprecedented
demands on nursing homes to not only stay abreast
of new guidance but to ensure they were operating
within such policy guidance.

Overall, this study emphasises that nursing homes
are a place of residence rather than solely being
a site of healthcare provision. Respondents in this
survey (n=118) acknowledged and reported a
high level of agreement across the three groups
(residents (n=25), family (n=42), and staff (n=51))
within all aspects of the survey. Of respondents,
82.2% (n=97) indicated that a COVID-19 case had
occurred in the nursing home, and 83.3% (n=98)
identified that the information provided about
COVID-19 was clear and understandable. Many
different modes of communication were used to
communicate with all parties regarding COVID-19
(e.g., emails, phone calls, and text messages).

Across residents, family and staff respondents to
the survey, they reported the residents’ range of
experience during COVID-19, as 50.9% feeling safe,
and up to 73.8% feeling that personal belongings
were cared for. Across both residents and family
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respondents in relation to approaches by staff,
they reported 69.5% as feeling treated fairly

by staff and 83% as feeling treated kindly. The
nursing home environment scores across the three
groups (residents, family and staff) ranged from
41.5%, with residents getting up/going to bed
when they wanted, to 89% indicating that the
nursing home was comfortable and well kept.

There was a range of comments regarding
COVID-19 relating to the care provided, visitation,
communication and general concerns/worries
in the survey responses. Care was described
along a continuum from excellent, given the
situation, to insufficient or neglectful. Clear
within these individual comments/findings was
the anxiety and pain experienced by families not
being able to visit and care for their relatives
due to the restrictions. The overall sense was
one of acceptance and appreciation, and that
their family member was in a safe familiar place
with caring staff. Staffing levels were an issue
in meeting residents’ needs, and a common
thread throughout the responses was that of
the demand on staff and nursing homes due to
guidance changes and reduced staffing levels due
to illness or staff needing to isolate. Respondents
highlighted the loneliness and heartbreak caused
by COVID-19 and how it changed life trajectories

with residents dying without their families present.

From a human rights perspective, there
was a sense that human rights were seen to
be upheld within the survey, but there were
individual comments as to residents’ right to
self-determination and decision-making about
their needs and safety being limited. These limits
were based on the imposition of restrictions and
the inability to visit relatives, as it was seen that
it would be their relative’s choice to have visits
no matter what. There was uncertainty at times
within nursing homes, and for families, due to
factors such as policy change, fear, and a desire
to protect residents. Of note was the recognition
that in some cases staff went above and beyond
in the care they provided, which was not without
personal and professional cost. Some staff
reported experiencing burnout, mental health
deterioration, traumatising experiences and poor

conditions, as well as challenges related to support
and pay. Staff also indicated that the pandemic
elevated the importance of securing the well-
being and safety of the most vulnerable in society,
and nursing home staff were hopeful that lessons
learned will translate to policy and practice.

Recommendations
® Respect for human rights should inform and
shape the development of national public
health guidance and policy documents.
National public health advisory groups should
include persons with expertise in human
rights and equality.

* The experience of nursing home residents,
their families, and staff must necessarily
inform the development of future epidemic/
pandemic planning documents. In this way,
the lessons learned can be most effectively
translated into policy and practice.

e A focus on strengthening nursing home care
and supports must be maintained into the
future. The attention on nursing homes should
not dissipate with reduced media coverage.

e Palliative care should have a more central role
in national epidemic / pandemic planning
documents so as to encourage a rounded
response to infectious disease outbreaks.

e Nursing homes’' communication plans and
tools need to be adapted for use during a
pandemic to ensure information is provided
in a timely and appropriate manner.

Nursing homes should be supported in
adapting, developing and implementing
additional resources as required to support
communication for residents, such as, the
purchase of tablet computers or upgrade of
internet connections.

e Nursing homes should have greater support in
applying policy at a local level. Inconsistencies
regarding what was deemed permissible and
safe across different nursing home settings,
regardless of public health advice nationally,
are a concern and a lesson for the future.
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Conclusions

COVID-19 represented a threat to both public
health and the enjoyment of human rights,

and this report, and responses to the survey,
identified several human rights issues of relevance
from a policy and guidance perspective. While
public safety and clinical considerations were
unquestionably to the fore during the COVID-19
pandemic, policy/guidance documents and
practice should be underpinned by human rights.
This can result in a tension between infection
prevention and control measures, and the
psychological, social and physical impact of such
measures. This study captures the experience of
nursing home residents, families and staff during
the COVID-19 crisis and reflects the human

experience of COVID-19 in the nursing home
setting, thus highlighting how human rights have
been protected and affected during the pandemic.
The rights to self-determination and family life were
central within respondents’ comments and reflect
the experience of restrictions such as visitation,
which affected nursing homes in a way that few

others in society experienced. This study emphasises

that nursing homes are a place of residence rather
than solely being a site of healthcare provision.
Thereby the maintenance of family connections

is of fundamental importance and needs to be
maintained throughout the resident’s time in the
nursing home. Otherwise, human rights become
constrained and it undermines the human rights-
based approach to healthcare.
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Section One: Introduction

1.0 INTRODUCTION

The COVID-19 pandemic emerged in Wuhan

in December 2019. Since then, the infection

has spread across the world in a manner that
reveals patterns of global movement and
international connections. The scale and severity
of the outbreak was underlined by the World
Health Organization when on 30 January 2020

it was declared a Public Health Emergency of
International Concern, and on 11 March 2020,

it was declared a pandemic. The first case

of COVID-19 in Ireland was confirmed on 29
February 2020. In response to the spread of the
virus, we witnessed a legislative and regulatory
response as part of the efforts to suppress

the virus and alleviate pressure on healthcare
systems. Restrictions were announced by the

Irish Government on 12 March 2020 and included
the closure of schools and limits placed on mass
gatherings. Such restrictions required a change
to the legal framework within the State. This
legislative response is demonstrated by the Health
(Preservation and Protection and other Emergency
Measures in the Public Interest) Act 2020, and
the Emergency Measures in the Public Interest
(COVID-19) Act 2020.

The use of legislation, policy, and guidelines
to address a public health issue is not a new
undertaking for the State. However, the scale of
intervention was arguably greater than anything
previously seen in the context of public health in
Ireland. It is therefore important that we consider
the impact and effect of such measures. While the
changing legal framework affects all aspects of
society, this report provides a human rights and
equality analysis of the care provided in nursing
homes during the COVID-19 pandemic. It explores
how care was shaped and influenced by law,
policy and national guidelines. The research was
funded by the Irish Human Rights and Equality
Commission (IHREC). IHREC is Ireland’s national
human rights and equality institution. It is an
independent public body that accounts to the
Oireachtas, with a mandate established under

the Irish Human Rights and Equality Commission
Act 2014. The purpose of IHREC is to protect and
promote human rights and equality in Ireland and
build a culture of respect for human rights, equality
and intercultural understanding in the State.

In October 2020, AIIHPC was awarded funding
for a project under the IHREC, ‘Human Rights
& Equality Grant Scheme 2020-21'. The aim of
the project was to give a voice to nursing home
residents, their families and staff in relation to their
experience and expectations of palliative care, to
ensure that any changes to palliative care policy,
especially due to COVID-19, will be informed
and shaped by the needs and perspectives of the
rights-holder. The research was also intended to
educate and inform policymakers, service providers,
healthcare professionals, the public and specifically
people living in nursing homes, their families and
staff, on their rights concerning palliative care
during a pandemic. The research was undertaken
on behalf of AlIHPC by academics from the
School of Law and the Department of Nursing and
Midwifery in the University of Limerick. Partner
organisations included Nursing Homes Ireland, the
Age-Related Healthcare Department at Tallaght
University Hospital, Medicine for the Elderly at St
Vincent’s University Hospital, the Health Service
Executive (HSE), the Decision Support Service, and
AIIHPC Voices4Care.

The research project brought legal and healthcare
researchers together to conduct a survey of
nursing home residents, their families and care
workers. A human rights lens was applied in
order to examine issues relating to palliative care
such as communication, visitation, and symptom
management during the pandemic. While the
COVID-19 pandemic posed an unprecedented
challenge in terms of healthcare provision, there
remains an obligation to protect and uphold
the human rights of people within the State. It
is at times of greatest strain and crisis that the
protection of human rights is of the most critical
and fundamental importance.

1. Bernard Cazelles and others, ‘Dynamics of the COVID-19 epidemic in Ireland under mitigation’ (2021) 21 BMC Infect Dis, 735 <https://
bmcinfectdis.biomedcentral.com/articles/10.1186/s12879-021-06433-9> Accessed 13 December 2021. See also Vi Perumal and others,
‘First Case of COVID-19 in Ireland’ (2020) 89(2) The Ulster Medical Journal <https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7576383/#b1>
Accessed 13 December 2021.
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1.1 NURSING HOMES AND COVID-19

As of December 2021, there were 578 registered
nursing homes in Ireland.?2 These nursing homes
provide approximately 32,000 residential places.?
The HSE along with private and voluntary bodies
operate nursing homes within the State. The
majority of nursing homes are operated by the
private and voluntary sector. For instance, Nursing
Homes Ireland is the national representative body
for the private and voluntary nursing home sector
and represents over 400 nursing homes. There

are considerable differences between nursing
homes operating within the State. These include o
differences in the number of beds provided

along with broader infrastructural differences.

For instance, newer nursing homes may provide °
single ensuite bedrooms along with substantial

communal and outdoor spaces for residents.

In contrast, older facilities may provide multi-

In Ireland, the first confirmed case of COVID-19 in a
nursing home was reported on 13 March 2020.° The
virus went on to spread quickly across nursing homes
as indicated by reported COVID-19 clusters and
mortality rates.’® A National Public Health Emergency
Team (NPHET) meeting paper from 22 May 2020
identified characteristics of long-term residential
healthcare settings which made them a high risk
for an outbreak of COVID-19 and contagion across
residents and staff. These characteristics included the
following:

Settings tend to be congregated and residents
might be in shared rooms rather than individual
rooms;

High contact environments, i.e. significant
levels of physical contact and close proximity
between care staff and residents, particularly in
relation to personal care;

occupancy rooms with limited communal day e High level of physical interaction, i.e. high
space.* numbers of residents, staff, cleaners, caterers,
service providers;
Across nations, nursing homes were at the e Symptom ascertainment and room isolation can

centre of some of the most difficult experiences
relating to COVID-19%. The virus has proven to be

be exceptionally challenging in older residents
with neurologic conditions, including dementia;

especially challenging for infection prevention and o

control. It is transmitted relatively easily, and older
people have been shown to be highly vulnerable
to the virus.® This vulnerability has been linked to
resident characteristics including older age, a high
prevalence of underlying medical conditions, and
a need for high care support that is provided in
collective highly physical contact environments.
The impact of COVID-19 is demonstrated by

the associated mortality rate, particularly in
comparison with the wider population.” For
instance, by mid-July 2020, 79% of all notified
deaths from COVID-19 occurred in the over

75 age groups, while deaths in nursing homes
represented 56% of total deaths in the State.®

Symptoms of COVID-19 are common and
might have multiple aetiologies in this
population;

e A confirmed outbreak will see high levels of
staff absenteeism due to sick leave and self-
isolation requirements;

e To provide continuity of service, absenteeism

may result in the need for higher usage of

agency/temporary staff, who in turn may be
moving between facilities, work in multiple
facilities and often share accommodation with
each other and with other vulnerable groups,
increasing the risk of transmission; these are
international phenomena and not peculiar to

Ireland;

2. Health Service Executive, List of Nursing Homes in Ireland (21 June 2017) <https://data.gov.ie/dataset/list-of-nursing-homes-in-ireland>

Accessed 13 December 2021.

3. Health Information and Quality Authority, The impact of COVID-19 on nursing homes in Ireland (July 2020) <https://www.higa.ie/sites/
default/files/2020-07/The-impact-of-COVID-19-on-nursing-homes-in-Ireland_0.pdf> Accessed 13 December 2021.

4. ibid.

5. Adam Gordon and others, ‘Commentary: COVID in care homes-challenges and dilemmas in healthcare delivery’ (2020) 49(5) Age and

Ageing 701.

6. HIQA (n 3). See also Yiyin Chen and others, ‘Aging in COVID-19: Vulnerability, immunity and intervention’ (2020) 65 Ageing Research

Reviews.

7. European Centre for Disease Prevention and Control, ‘Surveillance of COVID-19 in long-term care facilities in the EU/EEA’ (29 November

2021)  <https://www.ecdc.europa.eu/en/publications-data/surveillance-COVID-19-long-term-care-facilities-EU-EEA>

December 2021.

Accessed 13

8. Department of Health, ‘COVID-19 Nursing Homes Expert Panel: Examination of Measures to 2021’ (19 August 2020) 8.

9. HIQA (n 3)

10. Katharina O Cathaoir and Ida Gundersby Rognlien, ‘The Rights of Elders in Ireland during COVID-19" (2021) 28(1) European Journal of
Health Law 81; HIQA (n 3) 15; Noreen O’Leary and others, ‘COVID-19 healthcare policies in Ireland: A rapid review of the initial pandemic
response’ (2021) 49(7) Scandinavian Journal of Public Health 713, 716; Department of Health, Overview of the Health System Response
to date: Long-term residential healthcare settings (22 May 2020) < https://assets.gov.ie/74796/d09c1f51-435f-4b73-9433-923ce3d53119.
pdf> Accessed 13 December 2021; Department of Health (n 8) 24.
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e The emerging information on the extent
of asymptomatic and pre-symptomatic
COVID-19 transmission."

A wide range of measures and restrictions were
introduced to control the spread of COVID-19 in
nursing homes'> Among the earliest steps was the
move by Nursing Homes Ireland to advise members
to limit nursing home visits from é March 2020."
Visiting restrictions were implemented across all
nursing homes in the State from 13 March 2020."
Subsequent interventions included the identification
of two named visitors, visits of limited duration,
and the use of window and remote contact. Such
interventions are especially challenging as nursing
homes are not solely providers of healthcare but
are the home environments of persons residing
there. Furthermore, these interventions have a clear
human rights dimension as they engage rights such
as autonomy, liberty, and the right to private and
family life.

In addition to the imposition of restrictions
relating to visitation, nursing home providers
were responding to an ever-evolving regulatory
landscape. National guidance was updated
regularly to align with information and directions
issued by NPHET and the Government. The
guidance addressed staffing arrangements,
precautions to limit the spread of infection,
COVID-19 testing, the use of personal protective
equipment, and arrangements for isolation. The
pace of this guidance was noted by the Health
Information and Quality Authority (HIQA):

Between 30 March 2020 and 3 July 2020, there
were 11 revisions to HPSC [Health Protection
Surveillance Centre] guidance. This required
management in nursing homes to quickly take in
and understand these updates, and to ensure that
all staff were aware of the changes. They were
also required to enable the implementation of the
changes throughout their service.'

Section Three of this report provides an outline
of regulatory changes, policy and guidance that
needed to be implemented by nursing homes.
While the changes were informed by developments
in clinical knowledge, it is important to reflect on
the human rights impact which such measures may
have had on all parties.

1.2 REPORT CONTENTS

This report outlines research that sought to
understand the care experience of people living in
nursing homes, their families, and healthcare staff
during the COVID-19 pandemic, with a particular
focus on palliative care. The report is composed
of six sections including the Introduction and
Conclusion.

Section Two outlines human rights and equality
guarantees that shape the discussion of policy
and the review of stakeholder experience. In
setting out the human rights framework that
shapes healthcare provision in the State, particular
attention is paid to the right to life, the right to
be free from inhuman or degrading treatment, the
right to liberty and security, the right to private and
family life, and the prohibition of discrimination.
The section also discusses the duties and
responsibilities of the State in the context of a
pandemic.

Section Three identifies and outlines significant
policy and guidance documents specifically
directed at the residential care setting including
guidance on visitors and visitation, the provision of
palliative care and the place of ethical guidance.

Section Four outlines the research design and
methodology employed for the empirical studly.
This involves discussion of survey research,
design, distribution, collection and analysis. The
importance of reliability and validity, and the
challenges and constraints faced in data collection
processes, are described, along with the ethical
considerations arising from this study.

Section Five describes the findings of the
empirical research. These findings are presented
in text, figures, tables, and graph formats as
appropriate. As part of this section, key themes
emerging from the research are identified and
discussed.

Conclusions and recommendations stemming
from this research project are advanced in Section
Six. Recommendations not only focus on the
experience during the COVID-19 pandemic but
have a broader focus on encouraging a more
central role for a human rights-based approach to
healthcare in the State.

11. Department of Health, ‘Overview of the Health System Response to Date: Long-term Residential Healthcare Settings, NPHET Meeting

Paper, 22nd May 2020’ (26th May 2020) 9-10.

12. See for example the introduction of a mass testing programme in all Long-Term Residential Care (LTRC) facilities. Department of Health,
‘Statement from the National Public Health Emergency Team - Friday 17 April’ (17 April 2020).
13. NHI, ‘COVID-19 / Coronavirus: Visitor Restrictions announced by Nursing Homes Ireland’ (6 March 2020) <https://nhi.ie/covid-19-

coronavirus-nursing-home-care/> Accessed 13 December 2021.

14. Department of Health, Statement from the National Public Health Emergency Team (12 March 2020) <https://www.gov.ie/en/press-
release/96eb4c-statement-from-the-national-public-health-emergency-team/> Accessed 13 December 2021.

15. HIQA (n 3) 14.



Section Two:
The Human Rights Framework in Ireland

2.0 INTRODUCTION

The COVID-19 pandemic has been described

as 'a defining moment for human rights.”'® Our
response to this public health crisis must not only
be shaped by a clinical response but also by an
awareness of the need to uphold and promote
human rights within society. In this respect, the
pandemic represents an opportunity to examine
the regulatory framework that defines the
provision of care and question whether a more
robust approach to human rights protection and
promotion can be achieved within the State."

This section addresses the protection of human
rights in Ireland, primarily by way of the Irish
Constitution and the European Convention on

Human Rights. It outlines human rights of greatest

relevance to this research, and the responsibility
of the State to take appropriate steps to protect
public health.

2.1 THE PROTECTION OF HUMAN RIGHTS
IN IRELAND

There are several legal instruments relevant

to the discussion of human rights in Ireland,
each having differing levels of enforceability.
The Irish Constitution (Bunreacht na hEireann)
is at the core of human rights law in Ireland,
but further protection is provided by European
and international legal instruments. Similar

to other common law systems, the Irish legal
system is dualist. This means that if the terms
of international legal instruments are not
incorporated into domestic law through an
Act of the Oireachtas or an amendment to

the Constitution, they will not be directly
enforceable.'® Although this limits the practical
impact of international instruments in Ireland, the

State is still obliged to respect and protect human

rights under international law. Such international
agreements also have a persuasive effect and
are significant in shaping our understanding of
fundamental human rights.

The following legal instruments are of particular
relevance to the human rights framework in Ireland:

e The Irish Constitution (Bunreacht na hEireann)

e The European Convention on Human Rights

e Legislation protecting human rights such as the
European Convention on Human Rights Act
2003

e The Charter of Fundamental Rights of the
European Union. This became legally binding
on EU Member States with the entry into force
of the Treaty of Lisbon, although it generally
only applies when Members States are
implementing EU law"

e Treaties drafted by the United Nations (UN)
such as the International Covenant on Civil and
Political Rights (ICCPR), and the International
Covenant on Economic, Social and Cultural
Rights

e Additional UN human rights instruments
include the Convention on the Elimination of
All Forms of Discrimination against Women
(CEDAW); International Convention on the
Elimination of All Forms of Racial Discrimination
(CERD); Convention against Torture and Other
Cruel, Inhuman or Degrading Treatment or
Punishment (CAT); Convention on the Rights of
the Child; and the Convention on the Rights of
Persons with Disabilities (CRPD)

2.1.1 THE IRISH CONSTITUTION /

(BUNREACHT NA HEIREANN)

The Irish Constitution (Bunreacht na hEireann) is

the primary source of law and is superior to other
domestic sources of law in Ireland. Articles 38 and
40-44 of the Irish Constitution protect fundamental
rights. These include the right to life (Article 40.3),
equality before the law (Article 40.1), as well as rights
relating to family (Article 41), education (Article

42), property (Article 40.2) and religion (Article 44).
These are examples of enumerated rights, as they are
expressly set out by the Constitution. Over the years,
the courts have recognised the existence of rights

16. Morten Kjaerum, Martha F. Davis and Amanda Lyons, Covid-19 and Human Rights (Taylor & Francis Group 2021) 293.

17. ibid 294: ‘'The current COVID-19 crisis is global, profound, and existential, having a severe impact on hundreds of millions of people. It
has brought about numerous human rights challenges and has made very visible — and deepened - already existing human rights violations.
This situation may constitute a window of opportunity allowing for a serious confrontation of some of the key human rights concerns.’

18. Article 15.2.1° of the Constitution states that the Oireachtas has ‘the sole and exclusive power to make laws for the State’. Regarding
international relations, Article 29.4.1° states that the ‘executive power of the State in or in connection with its external relations shall in
accordance with Article 28 of this Constitution be exercised by or on the authority of the Government’, and Article 29.6 of the Constitution
provides that: ‘no international agreement shall be part of the domestic law of the State save as may be determined by the Oireachtas’.

19. EU Charter [2000] OJ C364/01, Art 51.
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not expressly provided for in the Constitution; to a fair trial?’, the right to liberty and security?,

these are referred to as unenumerated rights.?° the right to respect for private and family life?” and

The right to travel, privacy and individual freedom the prohibition of discrimination in the enjoyment

of conscience have all been recognised as of ECHR rights.*® The ECHR was incorporated

unenumerated rights.?' into Irish domestic law by way of the European
Convention on Human Rights Act 2003. The

The exercise and enjoyment of human rights may manner of incorporation was at a sub-constitutional

be limited by the common good or by reference level, thereby maintaining the supremacy of the

to other people’s rights.?? The infringement of Irish Constitution.®' Section 3 of the ECHR Act

a right may therefore be justified on the basis 2003 requires that ‘every organ of the State shall

that it vindicates the superior personal rights perform its functions in a manner compatible

of other citizens, or it may be necessary for the with the State’s obligations under the Convention

common good or public order.2® Many of the provisions.’®? An organ of the State is a body

rights identified in the Constitution have express established by law or a body ‘through which any of

limitations and include qualifying words. For the legislative, executive or judicial powers of the

instance, personal rights stemming from Article State are exercised’.® These bodies must carry out

40.3 are guaranteed ‘as far as practicable’, and their functions in a way which is compatible with the

the State shall ‘by its laws protect as best it may obligations placed on the State.®*

from unjust attack’. Furthermore, the right to

personal liberty (Article 40.4) and of inviolability The ECHR has relatively robust enforcement

of the dwelling (Article 40.5) are qualified by the mechanisms and it provides for both state and

phrase ‘save in accordance with law’. individual applications.?® Individuals who believe
their rights under the ECHR have been infringed

2.1.2 THE EUROPEAN CONVENTION ON can bring a case to the European Court of Human

HUMAN RIGHTS Rights (ECtHR), once domestic remedies have been

The European Convention on Human Rights and exhausted.? The ECtHR is a permanent court whose

Fundamental Freedoms (ECHR) is an international judgments are binding in international law. Thus,

treaty drafted by the Council of Europe in 1950. States are obliged to comply with the decision

All 47 Council of Europe Member States have of the ECtHR in circumstances where it finds

signed the ECHR, and Ireland ratified it in 1953. there has been a violation of the ECHR.?” Section

The ratification of the ECHR by a State results 4 of the ECHR Act 2003 requires the judiciary

in a legal obligation ‘to guarantee to individuals to consider the judgments and opinions of the

within their jurisdiction a select number of civil and ECtHR and ensure that these are also considered

political rights.'?* when interpreting ECHR provisions. Section 5 of
the ECHR Act 2003 states that a declaration of

Rights protected by the ECHR include the right incompatibility can be issued by the superior courts
to life?®, the right to be protected from torture where Irish legislation is found to be inconsistent
and inhuman or degrading treatment?, the right with the ECHR.

20. Article 5 of the Constitution refers to the ‘"democratic nature’ of the State, a provision which the courts identify as supporting unenumerated
personal rights. Inferences have also been drawn between unenumerated rights and Article 40.3.1° and 2° of the Constitution.

21. See generally Desmond Clarke, ‘Unenumerated Rights in Constitutional Law’ (2011) 34 Ir Jur 101; The State (M) v AG [1979] IR 73 on
the right to travel; Kennedy v Ireland [1987] 1 IR 587 at 593 on the right to privacy; AM & Anor v The Refugee Appeals Tribunal [2014] IEHC
388 on the right to freedom of conscience.

22.W v Ireland (No 2) [1997] 2 IR 141 [164], per Costello J. Hogan and others point out that the ECHR recognises the absolute right not to
be tortured (Art 3) or held in slavery (Art 4) and argue that they both ‘must surely qualify for protection under the Irish Constitution also’.
Gerard Hogan, Gerry Whyte, David Kenny and Rachael Walsh, Kelly: The Irish Constitution (Bloomsbury Professional 2018), [7.1.42].
23.See The People (Director of Public Prosecutions) v Shaw [1982] IR 1.

24. Ed Bates, The Evolution of the European Convention on Human Rights: From Its Inception to the Creation of a Permanent Court of
Human Rights (OUP Oxford 2010) 2.

25. ECHR, Art 2.

26. ECHR, Art 3.

27. ECHR, Art 6.

28. ECHR, Art 5.

29. ECHR, Art 8.

30. ECHR, Art 14.

31. ECHR Act 2003, section 2.

32. Section 3(2) ECHR Act 2003 further provides that any individual who has suffered ‘injury, loss or damage’ can recover damages.

33. ECHR Act 2003, section 1. This places an obligation on the Civil and Public Service to carry out their functions in a manner that is
compatible with ECHR provisions. An organ of state does not extend to ‘the President or the Qireachtas or either House of the Oireachtas
or a Committee of either such House or a Joint Committee of both such Houses or a court'.

34. ECHR Act 2003, section 3(1).

35. David Harris and others, Law of the European Convention on Human Rights (4th edn, OUP Oxford 2018) 5.

36. ECHR, Art 33. Moreover, Art 34 guarantees the right of ‘any person, non-governmental organisation or group of individuals’ irrespective
of nationality to bring an application.

37. The Committee of Ministers is responsible for the supervision of the execution of judgments to ensure they are fully implemented.
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The principle of proportionality is frequently
invoked in the interpretation of the ECHR. This
means that measures which impact human
rights must be necessary and proportionate to
the objective or ‘legitimate aim’ pursued.® In
Articles 8-11 ECHR for example, a State can
restrict the protection of rights to the extent that
is ‘necessary in a democratic society’ for specific
listed purposes. Any action in contravention
of the ECHR requirements of lawfulness and
proportionality cannot be justified.® Additionally,
the margin of appreciation may be referenced
when interpreting ECHR provisions. This legal
doctrine refers to the latitude a State is afforded in
applying international human rights treaties when
legislative, administrative, or judicial decisions are
made.*

Article 15 ECHR provides for derogation if the
State establishes: that there is an exceptional
circumstance of war or other public emergency
threatening ‘the life of the nation’ and that
derogation measures taken as a result of such
an emergency are ‘strictly required by the
exigencies of the situation’. Formal requirements
for such derogations include informing the
Secretary General of the Council of Europe
of the measures taken, the reasons for these
measures and the time in which these measures
cease to operate.*' The ECtHR is responsible for
assessing any derogations to the ECHR. There
can be no derogations from the abolishment of
the death penalty or the right not to be tried/
punished twice,*? or from rights such as the right
to life (except in lawful acts of war and in defence
from unlawful violence),*® the prohibition of
torture and inhuman or degrading treatment
or punishment, the prohibition of slavery and
servitude, and the right to no punishment without
law. Such derogations will not be permitted even

in emergency situations like COVID-19.4 In fact,
many ECHR rights impose positive obligations

on states to protect people against deadly
diseases. Furthermore, in line with the principle
of proportionality, states must ensure emergency
measures can achieve their purpose with ‘minimal
alteration of normal rules and procedures of
democratic decision-making’.*

2.2 RESPECT FOR HUMAN RIGHTS

In the context of policy and guidance developed
in response to COVID-19, the following human
rights are of greatest relevance for nursing home
residents, their families and care workers:

* Right to life: Article 40.3 of the Constitution;
Article 2 of the ECHR; Article 6 ICCPR; and
Article 10 of the UNCRPD.

® Right to be free from inhuman or degrading
treatment: Recognised as an unenumerated
right and part of the right to bodily integrity
under Article 40.3 of the Constitution; Article
3 ECHR; Articles 2(1) and 16(1) Convention
against Torture and Other Cruel, Inhuman or
Degrading Treatment or Punishment; Article
7 ICCPR.

® Right to liberty and security: Article 40.4 of
the Constitution; Article 5 ECHR; Article 6 of
the EU Charter; Article 9(1) of the ICCPR; and
Article 14 of the UNCRPD.

e Right to private and family life: Article 8
ECHR; Article 7 of the EU Charter; Article 12
of the UDHR; Article 17 ICCPR, Article 23(1)
of the ICCPR, Article 10(1) of the ICESCR, and
Articles 22 and 23 of the UNCRPD.

e Right to equality/prohibition of discrimination:
Article 14 ECHR; Article 21 of EU Charter;
Article 26 of ICCPR; Article 2 UDHR and
Article 2(1) ICESCR.

38. For example, see ECHR, Art 2(2): ‘Deprivation of life shall not be regarded as inflicted in contravention of this Article when it results
from the use of force which is no more than absolutely necessary’.

39. Council of Europe, ‘Respecting democracy, rule of law and human rights in the framework of the COVID-19 sanitary crisis: A toolkit for
member states’ SG/inf (2020)11 (7 April 2020) 3.

40. Stephen Tierney, ‘Determining the State of Exception: What Role for Parliament and the Courts?’ (2005) 68(4) Modern Law Review 668.
41. Council of Europe, ‘Respecting democracy, rule of law and human rights in the framework of the COVID-19 sanitary crisis: A toolkit for
member states’ SG/inf (2020)11 (7 April 2020) 3.

42. Protocols 6, 13 and Article 4 of Protocol 7.

43. ECHR, Art 2(2).

44. See ECHR, Art 2; 3; 481 and 7 respectively. See also Protocol No. 6, Protocol No. 7 and Protocol No. 13. See also Venice Commission,
Opinion on the protection of human rights in emergency situation, CDLAD (2006)015), para 13.

45. Venice Commission, Opinion on the Draft Constitutional Law on “Protection of the Nation” of France, CDL-AD (2016)006, para 71;
Council of Europe, ‘Respecting democracy, rule of law and human rights in the framework of the COVID-19 sanitary crisis: A toolkit for
member states’ SG/inf (2020)11 (7 April 2020) 5. See also Kats and Others v Ukraine App no 29971/04 (ECHR, 18 December 2008), wherein
the ECtHR found that a continuous lack of medical attention provided to a HIV-positive woman suffering from several serious diseases
and who later died in pre-trial detention was a violation of Article 2 (failure to protect the right to life and to adequately investigate the
circumstances of death) and Article 5 § 1 (right to liberty and security of person); and in Holomiov v the Republic of Moldova App no
30649/05 (ECHR, 7 November 2006), the ECtHR determined there had been a violation of Article 3 (prohibition of inhuman or degrading
treatment) because despite suffering from serious kidney diseases, the applicant in question had been detained for nearly four years
without adequate medical care.

46. Heeney v Lord Mayor of Dublin [1998] IESC 26, [17].
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2.2.1 RIGHT TO LIFE

Article 40.3.2° of the Irish Constitution provides
that ‘[t]he State shall, in particular, by its laws
protect as best it may from unjust attack and, in
the case of injustice done, vindicate the life ...

of every citizen’. The status of the right to life

is underlined by the comments of O'Flaherty J

in Heeney v Lord Mayor of Dublin, where it was
suggested that the right to life is at the top of any
hierarchy of constitutional rights.* The right to life
is also enshrined in Article 2 ECHR, Article 6 of the
ICCPR, and Article 10 of the UNCRPD.

The courts have suggested that there are positive
obligations on the State which flow from Article
40.3 of the Irish Constitution.*” Similarly, in Lambert
and Others v France, the ECtHR emphasised that
states must ‘take appropriate steps to safeguard
the lives of those within its jurisdiction’.* The
ECtHR recognises a state’s responsibility to
have a functioning healthcare system that takes
appropriate steps to safeguard a person'’s life.
However, to establish whether there has been a
failure by a state in its regulatory duties leading to
a violation of Article 2, it must be shown that not
only was the regulatory framework deficient, but it
was also operating to the patient’s detriment.* In
cases involving the death of a patient, states are
under an obligation to investigate, and if evidence
shows the death was a result of a fault beyond an
error of judgment or negligence, there must be a
subsequent criminal investigation.*® As mentioned
previously, Article 2 ECHR can never be subject to
any derogation. These obligations have important
implications in light of the COVID-19 pandemic,
especially for vulnerable persons.”’

2.2.2 RIGHT TO BE FREE FROM INHUMAN OR
DEGRADING TREATMENT

The right to be free from torture is one of the
personal rights protected, but not expressly
enumerated, in Article 40.3° of the Constitution.
It is clearly provided for within the ECHR. In

this respect, Article 3 of the ECHR provides

‘No one shall be subjected to torture or to
inhuman or degrading treatment or punishment.’
This is an absolute right which means that no

restriction of this right can be justified. In Ireland

v UK, the ECtHR defined torture as ‘deliberate
inhuman treatment causing very serious and cruel
suffering’.52 The ECtHR in Kudta v Poland stated
that ill-treatment ‘depends on all the circumstances
of the case, such as the nature and context of the
treatment, the manner and method of its execution,
its duration, its physical or mental effects and, in
some cases, the sex, age and state of health of the
victim’ but normally treatment is considered to be
degrading if it ‘is such as to arouse in the victims
feelings of fear, anguish and inferiority capable of
humiliating and debasing them'.

2.2.3 RIGHT TO LIBERTY AND SECURITY

In the preamble of the Constitution, ‘freedom of
the individual’ is an overriding principle, and in
Article 40.4, it is guaranteed that no person shall
be deprived of his liberty, save in accordance with
the law. Procedures for challenging an unlawful
detention can be found in Article 40.4.2°-4°. If a
person is being deprived of their liberty on health
grounds, he or she should be able to initiate an
independent review of his or her detention. In

AB v Clinical Director of St Loman'’s Hospital,
Hogan J held that the State had failed in its duty
to uphold the right to liberty in a situation where
an involuntary patient detained under s.15(3) of
the Mental Health Act 2001 was not provided with
an effective opportunity to have their detention
independently reviewed within a reasonable time.>*

The EHCR goes further than the Constitution with
respect to the right to liberty and security in that
it specifies the grounds on which a person may
be permitted to be detained and states that if an
individual is detained for any other reason, it will be
a violation of the ECHR. Article 5 protects the right
to liberty and security and includes six categories
for which personal liberty may be restricted. Article
5(1)(e) of the ECHR permits a denial of liberty in
the case of ‘the lawful detention of persons for the
prevention of the spreading of infectious diseases,
of persons of unsound mind ...". The right to liberty
and security can also be found in Article 6 of the EU
Charter, Article 9(1) of the ICCPR and Article 18 of
the CRPD.

47. State (C) v Frawley [1976] IR 365.

48. Lambert and Others v. France (2015), App no. 46043/14,[117].

49. Lopes de Sousa Fernandes v. Portugal [GC] App no 56080/13, § 188.

50. Silih v. Slovenia (2009) App no 71463/01 [192]; and Asiye Geng v. Turkey (2015) App no 24109/ 07 [73].

51. The needs of these individuals must be taken into consideration. If not, there could be a potential breach of Article 14 ECHR on
prohibition of discrimination. See generally: DH and others v. The Czech Republic 2007 App no 57325/ 00. [207]; and Lopes De Sousa

Fernandes v. Portugal 2017, App No 56080/13 [216].
52. (n 45).
53. 2000-XI; 35 EHRR 198 [91]-[92].

54. AB v Clinical Director of St Loman'’s Hospital [2018] IECA 123,[2018] 3 IR 710, [51].
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2.2.4 RIGHT TO PRIVATE AND FAMILY LIFE
Article 40.3 of the Irish Constitution provides

for a right to privacy, while Article 41 provides
protection for the family. Article 8 ECHR addresses
the right to private and family life, including
‘home’ and ‘correspondence’. This is a right which
can be limited in certain contexts, as provided for
by Article 8(2) ECHR:

There shall be no interference by a public
authority with the exercise of this right except
such as is in accordance with the law and
is necessary in a democratic society in the
interests of national security, public safety
or the economic well-being of the country,
for the prevention of disorder or crime, for
the protection of health or morals, or for the
protection of the rights and freedoms of others.

Any such law must be accessible and foreseeable
under Article 8. In Piechowicz v Poland, it was
stated:

Domestic law must indicate with reasonable
clarity the scope and manner of exercise of
the relevant discretion conferred on the public
authorities so as to ensure to individuals the
minimum degree of protection to which they are
entitled under the rule of law in a democratic
society.>®

Article 8 of the ECHR is closely associated with
the concept of autonomy, as is Article 40.3.1°
of the Irish Constitution. This is a fundamental
concept in the context of healthcare and is
commonly reflected in the practice of securing
consent to medical treatment. A person is
therefore entitled to make decisions of a deeply
personal nature and to shape their own lives in
this way. This is of course subject to considerations
of capacity, the provision of sufficient information,
and concern for other persons. Nonetheless,
respect for autonomy is deeply embedded in
Irish healthcare as illustrated not just by legal
recognition, but also by its place in professional
guidelines and standards of conduct.

2.2.5 PROHIBITION OF DISCRIMINATION
Article 40.1 of the Constitution guarantees the
fundamental right of equality, in that ‘all citizens
shall, as human persons, be held equal before

the law’. This allows for enactments that have
‘due regard to differences of capacity, physical
and moral, and of social function.’>® Both the
Employment Equality Acts 1998-2015 and Equal
Status Acts 2000-2018 protect the right to equality
under Irish law and have specific legal remedies in
circumstances of unfair discrimination, including
in the provision of services. Also under Irish law,
section 42 of the Irish Human Rights and Equality
Commission Act 2014 requires public bodies,
including Departments of State, the HSE and

‘any person, body or organisation established by
or under an enactment to consider the need to
eradicate discrimination."”’

The concluding clause in Article 14 ECHR
provides that the ‘enjoyment of the rights and
freedoms’ in the Convention shall be ‘secured
without discrimination on any ground such as
sex, race, colour, language, religion, political or
other opinion, national or social origin, association
with a national minority, property, birth or other
status.’ The ECHR has also recognised age,
health and disability as coming within the ambit
of Article 14.% Discrimination may be direct or
indirect in form. Direct discrimination describes a
‘difference in treatment of persons in analogous,
or relevantly similar situations’ and ‘based on an
identifiable characteristic, or “status”’.>> Whereas
indirect discrimination may take the form of
disproportionately prejudicial effects of a general
policy or measure which, though couched in neutral
terms, has a particular discriminatory effect on a
particular group.®® A difference in treatment will be
discriminatory if it ‘has no objective and reasonable
justification’, that is, if it does not pursue a
‘legitimate aim’ or if there is not a reasonable
relationship of proportionality between the means
employed and the aim sought to be realised.*’

Article 26 of the ICCPR provides for a ‘free-
standing equality norm’.62 In interpreting this,

55.20071/07 [212].
56. Article 40.1.

57. Irish Human Rights and Equality Commission Act, section 2. See also Conor Casey and others, ‘Ireland’s Emergency Powers During the
Covid-19 Pandemic (IHREC Research Series, February 2021) 14, wherein NPHET and the Chief Medical Officer are included as public bodies
under section 42. <https://www.ihrec.ie/app/uploads/2021/02/Irelands-Emergency-Powers-During-the-Covid-19-Pandemic-25022021.

pdf> Accessed 6 December 2021.

58. Lopes De Sousa Fernandes v. Portugal 2017 App no 56080/13. [216]. In DH v Czech Republic (2008) 47 EHRR 3.

59. Biao v. Denmark (2016) App No 38590/10, [89]

60. Biao v. Denmark (2016) App No 38590/10, [103]; See also DH v Czech Republic (2008) 47 EHRR 3.

61. Molla Sali v. Greece (2018) App No 20452/14, [135].

62. Anne F. Bayefsky, ‘The Principle of Equality of Non-Discrimination in International Law’ in Stephanie Farrior (eds) Equality and Non-

Discrimination Under International Law (Taylor & Francis 2017) 73.
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the Human Rights Committee have stated that
it ‘provides in itself an autonomous right’, so
equality before the law and equal protection of
the law are guaranteed in themselves, as opposed
to in the context of a threat to another right or
freedom.®® In contrast, Article 14 ECHR, Article
2 UDHR and Article 2(1) ICESCR are known as
‘subordinate equality norms’, in that they only
prohibit discrimination in the context of the
rights and freedoms set out elsewhere in these
instruments.

2.3 STATE DUTIES AND RESPONSIBILITIES
DURING A PANDEMIC

As reflected in both the Constitution and the
ECHR, certain human rights are qualified in

that restrictions may be justified in limited
circumstances.®* The Committee of Ministers has
commented that ‘when a measure restricts human
rights, restrictions must be defined as precisely as
possible and be necessary and proportionate to
the aim pursued.’®® In this regard, respect for the
‘rule of law and democratic principles’ remains
paramount.®® The ECtHR previously set out a test
of ‘public emergency threatening the life of the
nation’ under Article 15, in that the crisis must
be actual or imminent, it must involve the nation
as a whole and it must constitute a ‘threat to the
organised life of the community of which the
State is composed’.®’ In 2020, a number of states
notified the Secretary General of the Council of
Europe of their decision to use Article 15 in the
context of COVID-19%. Ireland was not among
the nations which sought such a derogation.

The COVID-19 pandemic threatened the
enjoyment of human rights, especially the right
to life and the right to health, both of which are
closely related.®” In relation to Article 6 of the

ICCPR on the right to life, the UN Human Rights
Committee maintains that the positive duty to
protect the right to life includes ‘reasonably
foreseeable threats and life-threatening situations
that can result in loss of life’, meaning State parties
could be in violation of Article 6 even if such
threats and situations do not result in actual loss
of life. This extends to a duty to protect life from
‘the prevalence of life-threatening diseases, such
as AIDS, tuberculosis or malaria’. While COVID-19
is not explicitly listed by the Committee, this
could come within the ambit of ‘life-threatening
disease’.” When such life-threatening conditions
are present, the Committee stipulates that there
should be measures designed to ensure ‘access
without delay by individuals’ to health care

along with the promotion and facilitation of the
‘bolstering of effective emergency health services'
and ‘emergency response operations’.”" States are
also required to develop strategies to enhance the
enjoyment of the right to life by combatting any
stigma associated with disability and disease.”?
Furthermore, torture and ill-treatment could also
bring about the risk of deprivation of life.”

The right to health is not expressly provided
for in the Constitution or ECHR. However, it is
incorporated in other international instruments,
including Article 25.1 of the UDHR, Article 12
ICESCR, Article 5(e)(iv) of CERD, Articles 11.1(f) and
12 of CEDAW, Article 25 UNCRPD and Article 11 of
the Revised European Social Charter. The Office of
the High Commissioner for Human Rights state that
‘health is a fundamental human right indispensable
for the exercise of other human rights’ and ‘every
human being is entitled to the enjoyment of the
highest attainable standard of health conducive to
living a life in dignity.””* The right to health imposes
‘a more detailed list of positive obligations’ with a

63. CCPR/C/21/Rev: 'prohibits discrimination in law or in fact in any field regulated and protected by public authorities’.

See the second paragraphs of Articles 8 (‘national security, public safety’), Article 9 (‘public safety’), Article 10 (‘national security ... or
public safety’) and Article 11 (‘national security or public safety’). See also Venice Commission, Opinion on the protection of human rights
in emergency situation, CDLAD (2006)015), para é and Article 4(1) ICCPR.

64. Article 111.2 of the Guidelines on Human Rights and the Fight against Terrorism adopted by the Committee of Ministers of the Council
of Europe at its 804th meeting on 11 July 2002.

65. The Council of Europe has emphasised that where a state is not formally entering a derogation from the ECHR, but instead restricting
rights to pursue a policy of public health during a health emergency, respect for the rule of law and democratic principles will continue to
be paramount. This includes (a) adherence to the principle of legality, which requires that states adopt measures in accordance with the
law: Council of Europe, ‘Respecting Democracy, Rule of Law and Human Rights in the Framework of the Covid-19 Sanitary Crisis’ SG/Inf
(2020) 11 (7 April 2020), 3.

67. Lawless v. Ireland App no 332/57 (ECHR, 1 July 1961) [28].

68. European Court of Human Rights, Derogation in time of emergency (April 2021) 2.

69. Alessandra Spadaro, ‘COVID-19: Testing the Limits of Human Rights’ (2020) 11(2) European Journal of Risk Regulation 317.

70. UN Human Rights Committee, “General Comment no. 36 (2018) on Article 6 of the International Covenant on Civil and Political Rights,
on the Right to Life”, 30 October 2018, UN Doc CCPR/C/GC/3, para 7 and 26.

71. ibid para 26.

72. ibid para 26.

73. ibid para 54.

74. CESCR General Comment No. 14: The Right to the Highest Attainable Standard of Health (Art. 12) (E/C.12/2000/4) para 1.
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specific emphasis on vulnerable persons.” Article
11 of the Revised European Social Charter’s
description of the right to health also covers the
need to prevent ‘as far as possible epidemic,
endemic and other diseases’. This positive
obligation confirms the State’s responsibility in
reporting and notifying diseases and taking all
necessary measures in cases of epidemics.”® Public
health is also one of the legitimate aims of the
ICCPR which may be invoked ‘in order to allow

a State to take measures dealing with a serious
threat to the health of the population or individual
members of the population’.””

Article 12 ICESCR provides the most
comprehensive clause on the ‘right of everyone
to the enjoyment of the highest attainable
standard of physical and mental health’ including
‘the prevention, treatment and control of
epidemic, endemic, occupational and other
diseases’.”® Although non-binding in nature,
the General Comment on the Right to Health in
Article 12 contends that this definition contains
both freedoms and entitlements, including
the population’s participation in health-related
decision-making.”” This General Comment
also places an obligation on states to protect
the population’s health during the COVID-19
pandemic by providing quality healthcare that
is available, accessible (both physically and
economically) and affordable.®® ‘Quality’ here
refers to health facilities, goods and services
that are ‘scientifically and medically appropriate’
including skilled staff, scientifically approved
drugs and equipment as well as safe and sanitary
water and conditions.?’ The General Comment
also affirms the realisation of the right to health
for older persons, including the need for an
‘integrated approach’ that combines elements

of preventive, curative and rehabilitative health
treatment:

Such measures should be based on periodical
check-ups for both sexes; physical as well as
psychological rehabilitative measures aimed
at maintaining the functionality and autonomy
of older persons; and attention and care for
chronically and terminally ill persons, sparing
them avoidable pain and enabling them to die
with dignity.5?

Article 12 ICESCR includes a margin of discretion
for states to choose which measures are suitable.®

In March 2020, the Council of Europe's
Committee for the Prevention of Torture and
Inhuman or Degrading Treatment or Punishment
sent a statement to all Council of Europe member
states acknowledging the importance of taking ‘firm
action’ to combat COVID-19, but also reminding
them of the absolute nature of Article 3 ECHR
and that ‘protective measures must never result
in inhuman or degrading treatment of persons
deprived of their liberty’.8* Responsibility under
this Article can also be invoked for persons with
disabilities, severely ill patients or older persons:

As regards the provision of health care, special
attention will be required to the specific needs
of detained persons with particular regard
to vulnerable groups and/or at-risk groups,
such as older persons and persons with pre-
existing medical conditions. This includes, inter
alia, screening for COVID-19 and pathways to
intensive care as required. Further, detained
persons should receive additional psychological
support from staff at this time.®

75. Katharina O Cathaoir, ‘Human rights in times of pandemics: Necessity and proportionality’ in Morten Kjaerum, Martha F. Davis and
Amanda Lyons (eds) COVID-19 and Human Rights (Routledge 2021) 37/38.

76. Khudobin v. Russia App no 59896/00, 26 October 2006.

77. UN Economic and Social Council, “The Siracusa Principles on the Limitation and Derogation Provisions in the International Covenant
on Civil and Political Rights”, 28 September 1984, UN Doc E/CN.4/1985/4, para 22.

78. Article 12.2(c) ICESCR.

79. CESCR General Comment No. 14: The Right to the Highest Attainable Standard of Health (Art. 12) (E/C.12/2000/4) para 8, 11.

80. ibid para 12.
81. ibid para 12.
82. ibid para 25.

83. CESCR General Comment No. 14: The Right to the Highest Attainable Standard of Health (Art. 12) (E/C.12/2000/4) para 53.

84. Council of Europe, ‘Covid-19: Council of Europe anti-torture Committee issues “Statement of principles relating to the treatment
of persons deprived of their liberty”’ (20 March 2020) < https://www.coe.int/en/web/cpt/-/covid-19-council-of-europe-anti-torture-
committee-issues-statement-of-principles-relating-to-the-treatment-of-persons-deprived-of-their-liberty-> Accessed 3 November 2021.
85. Council of Europe, CPT, Statement of principles relating to the treatment of persons deprived of their liberty in the context of the
coronavirus disease (COVID-19) pandemic, CPT/Inf (2020)13 (20 March 2020) para 6. See also, Recommendation CM/Rec (2014)2 of
the Committee of Ministers to member States on the promotion of human rights of older persons (19 February 2014): ‘The present
recommendation applies to persons whose older age constitutes, alone or in interaction with other factors, including perceptions and
attitudes, a barrier to the full enjoyment of their human rights and fundamental freedoms and their full and effective participation in society
on an equal basis. It takes note that Council of Europe member States have identified chronological ages at national level whereby persons
enjoy specific rights and advantages by reason of their older age.’
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In their statement on COVID-19, the Human
Rights Committee also emphasised the
requirement to treat all persons ‘with humanity
and respect for their human dignity’.%

2.4 HUMAN RIGHTS IN HEALTHCARE

In recent years there has been a greater focus on
the role and place of human rights in healthcare.
The provision of healthcare is shaped in many
ways by human rights but this may not always be
apparent. In response, bodies such as HIQA?®” and
AIIHPC?® have developed resources intended to
improve awareness and understanding of human
rights in a healthcare context.

Respect for human rights is embedded in
HIQA standards, as well as the codes of conduct
and ethics of various health and social care
professionals including doctors, nurses, and allied
health professionals. For instance, the ‘Code of
Professional Conduct and Ethics for Registered
Nurses and Registered Midwives' is expressly
shaped by international human rights agreements
as well as domestic law.®’ Values and standards
adhere to the European Convention for the

Protection of Human Rights and Fundamental
Freedoms, the UN Declaration of Human Rights,
the UN CRPD, and the Irish Constitution among
others. The reference to these legal instruments
illustrates how human rights, as outlined above,
form a fundamental part of healthcare provision
in the State. It follows, that human rights serve to
establish a societal expectation as to the standard
of care to be provided and therefore provide a
baseline against which the standard of care can be
assessed.

2.5 SUMMARY

This section outlined the relevant constitutional and
international human rights and equality standards
that Ireland is obliged to respect and promote.

In doing so, the section concentrated on human
rights that are most pertinent to nursing home
residents, their families and healthcare staff in the
context of the COVID-19 pandemic. These are a
mix of absolute and qualified rights. The section,
therefore, underlined the State’s obligations under
the human rights framework during the COVID-19
pandemic while also setting out the possible
limitations and derogations which may be applied.

86. Human Rights Committee, Statement on derogations from the Covenant in connection with the COVID-19 pandemic, 24 April 2020,

CCPR/C/128/2, §2(e).

87. Health and Information and Quality Authority, ‘Guidance on a Human Rights-based Approach in Health and Social Care Services’

available at:
services> (accessed: 27 January 2022).

<https://www.higa.ie/reports-and-publications/guide/guidance-human-rights-based-approach-health-and-social-care-

88. AIIHPC, 'Developing an understanding of human rights challenges in palliative care’ <http://www.professionalpalliativehub.com/
research/developing-understanding-human-rights-challenges-palliative-care> (accessed: 27 January 2022).
89. Nursing and Midwifery Board of Ireland, ‘Code of Professional Conduct and Ethics for Registered Nurses and Registered Midwives’

(11 May 2021).



Section Three:
COVID-19 Policy and Guidelines

3.0 INTRODUCTION

The COVID-19 pandemic resulted in the
publication of a large and continuously evolving
body of policy and guidance documents. The
shifting nature of guidance reflects how our
understanding of COVID-19 continued to change
and develop over time. The pace at which policy
was developed and implemented undoubtedly
added to the burdens facing nursing homes

in responding to the pandemic. Despite such
pressures, there remained a responsibility on
nursing homes to ensure that appropriate care
was provided, and guidelines were adhered to.
There was also a responsibility on nursing home
staff to comply with relevant professional codes of
conduct.

In any policy or guidance document directed at
the residential care setting it would be expected
that consideration be given to the need to protect
and promote the human rights of residents along
with the rights of healthcare professionals. As
outlined in section two, human rights such as
the right to life, protection from inhuman or
degrading treatment, right to liberty and security,
right to respect for private and family life, along
with rights to equality are of particular relevance
for the COVID-19 pandemic. This section outlines
documents specifically directed at the residential
care setting, guidance on visitors and visitation,
the provision of palliative care, and the place
of ethical guidance. These documents provide
context for the empirical analysis that is outlined
in Sections Four and Five of this report.

3.1 COVID-19 POLICY AND GUIDANCE
DOCUMENTS

In order to identify relevant policy and guidance
documents, a search of the Irish government
website, along with that of the HPSC, was
undertaken. The results were cross-referenced
against the HSE and HIQA websites along with
the national healthcare service library website.

A total of 313 policy and guidance documents
were identified as part of this search. Duplicate
documents were identified and removed. A further
review was then conducted to identify policy and
guidance documents directed at residential care
settings, and the provision of palliative care.

The search identified 33 policy and guidance
documents that had particular relevance for
residential care settings. These policies addressed
vaccination, healthcare needs, infection control,
end-of-life matters, ethical considerations, visitation
and day services. These were distinct policies and
did not include previous document revisions. The
guidance documents on visitation, end-of-life
matters, and ethical considerations are discussed in
the following sections.

3.2 VISITORS AND VISITATION

Restrictions on visitors and visitation in nursing
homes were among the earliest public health
restrictions to be implemented. On 6 March
2020, Nursing Homes Ireland advised members
to implement visiting restrictions. Following a
NPHET recommendation, such restrictions were
subsequently applied to all nursing homes in the
State on 13 March 2020.%° Additional measures
included the identification of two named visitors,
visits of limited duration, limits on physical contact,
and the use of window and remote contact.
Guidance on visitation was updated on a regular
basis. These changes reflected developments in
infection prevention and control, and changes in
COVID-19 incidence rates, and were modified in
response to the rollout of the vaccine programme
across society.” The vaccination programme
commenced in nursing homes in early January
2021.

The limitations relating to visitors and visitation
were challenging for all involved. The nursing home
is a home environment for persons residing there.
Visitation is an important part of life and has a
fundamental role in maintaining connections with
family and friends. These visits also facilitate the
provision of personal support and care by family
members which can aid the work of staff in nursing
homes.” The effect of such a disruption on an
ordinary part of life is not to be underestimated
and can have consequences for mental health.?
This is explored in section five but was also noted
by the HIQA report which stated that, ‘[t]his was
hugely challenging for residents who have been
accustomed to seeing people every day and very
much looked forward to these special occasions.’?

90. (n 11); See also Nursing Homes Ireland, ‘NHI Survey on Nursing Homes’ COVID-19 Experience’ (NHI 2020) 23.

91. Department of Health, ‘COVID-19 Vaccination Strategy and Implementation Plan’ (15 December 2020).

92. See T Sussman, S Mintzberg, and S Kaasalainen, ‘COVID-19 Restricted family access measures in Canada; the impact on nursing home
staff’ available at: <https://mysupportstudy.eu/covid-19-restricted-family-access-measures-in-canada-the-impact-on-nursing-home-staff/>

(accessed: 27 January 2022).

93. John Brennan and others, ‘Social work, mental health, older people and COVID-19’ (2020) 32(10) Int Psychogeriatrics 1205.

94. HIQA (n 3) 32.
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The implementation of visitor restrictions
was a common response to COVID-19 in many
jurisdictions including Finland, Spain, and the
United Kingdom.?® However, a restriction of this
nature clearly engages the human rights of the
resident along with those of family members.
The human rights aspect of visitation has been
recognised in HSE guidance which states, [t]
he Registered Provider/Person in Charge has a
responsibility to ensure that the autonomy of
residents and the right to have visitors is balanced
with the need to ensure that visitations do not
compromise overall resident care or adherence
to requisite infection control procedures.’”® The
restriction on the resident’s human rights must
therefore be proportional to the goal to be
achieved. An assessment of proportionality in this
context may look to compare the goal of infection
prevention and control with any emotional or
physical harm experienced by the older person.
Such an assessment may also be informed by
structural factors associated with the nursing home
setting.””

3.3 PALLIATIVE CARE POLICY AND GUIDANCE
The World Health Organization define palliative
care as:

... an approach that improves the quality of life of
patients (adults and children) and their families who
are facing problems associated with life-threatening
iliness. It prevents and relieves suffering through
the early identification, correct assessment and
treatment of pain and other problems, whether
physical, psychosocial or spiritual.”®

This form of care is provided by nursing home
staff as part of the general care provided in nursing
homes.

Guidance documents relating to palliative care
reflect the scope of the practice and include the
following:

e Anticipatory Prescribing in the Last Hours or
Days of Life?

e Syringe Pump Prescribing in the Last Hours or
Days of Life'®

e Non-Pharmacological Care in the Last Hours or
Days of Life"’

e Management of Severe Breathlessness in Dying
Patients with COVID-19 (in the Last Hours or
Days of Life)02

e  Prescribing regular subcutaneous medications
in the Last Hours or Days of Life when a syringe
pump is not available'®

e Recognising Dying in the Last Hours or Days of
Life™4

A clear clinical focus is evident across these
documents as they address opioid use for pain, the
use of a syringe pump, and treatment of various
types of pain. However, a majority of documents do
not address issues of consent or discussion with the
patient, the exception to this being the document
titled ‘Recognising Dying in the Last Hours or
Days of Life’. This document provides guidance on
matters such as recognising when a person is dying,
communication, involving the patient, the provision of
support and the steps to take. On ‘Communication’,

95. Jenny Paananen and others, ‘The impact of Covid-19-related distancing on the well-being of nursing home residents and their family
members: a qualitative study’ (2021) 3 International Journal of Nursing Studies Advances; Sinead McGarry and others, ‘The Liaison Social
Work Role in Nursing Homes and Residential Settings: Guidance for Social Workers (Irish Association of Social Workers, 2020); Janet Carter
Anand and others, ‘The covid-19 pandemic and care homes for older people in Europe - deaths, damage and violations of human rights’
(2021) European Journal of Social Work.

96. Health Service Executive, COVID-19 Guidance on visitations to Residential Care Facilities <http://edepositireland.ie/
bitstream/handle/2262/93326/COVID-19%20Guidance%200n%20visiting%20residential%20care%20v1.1%2022.07.2020.
pdf?sequence=1&isAllowed=y> Accessed 13 December 2021.

97. For discussion of structural factors see O Cathaoir (n 10).

98. World Health Organization, 'Palliative Care: Key Facts’ <https://www.who.int/news-room/fact-sheets/detail/palliative-care> Accessed
13 December 2021.

99. HSE, Covid-19 Clinical Guidance and Evidence: Anticipatory Prescribing in the Last Hours or Days of Life CD19-008 001 (6 April 2020)
<https://hse-ie.libguides.com/Covid19V2/AnticipatoryPrescribing> Accessed 13 December 2021.

100. HSE, Covid-19 Clinical Guidance and Evidence: Syringe Pump Prescribing in the Last Hours or Days of Life CD19-007 001 (6 April 2020)
<https://hse-ie.libguides.com/Covid19V2/SyringeDriverPrescribing > Accessed 13 December 2021.

101. HSE, Covid-19 Clinical Guidance and Evidence: Non-Pharmacological Care in the Last Hours or Days of Life CD19-072 001 (15 April
2020) <https://hse-ie.libguides.com/c.php?g=679077&p=4846203> Accessed 13 December 2021.

102. HSE, Covid-19 Clinical Guidance and Evidence: Initial Management of Severe Breathlessness in Dying Patients with Covid-19 (in
the Last Hours or Days of Life) CD19-070 001 (15 April 2020) <https://hse-ie.libguides.com/c.php?g=679077&p=4846204> Accessed 13
December 2021.

103. HSE, Covid-19 Clinical Guidance and Evidence: Prescribing regular subcutaneous medications in the Last Hours or Days of Life when
a syringe pump is not available CD19-071 001 (15 April 2020) <https://hse-ie.libguides.com/c.php?g=679077&p=4846205> Accessed 13
December 2021.

104. HSE, Covid-19 Clinical Guidance and Evidence: Recognising Dying in the Last Hours or Days of Life CD19-117 001 (27 April 2020)
<https://hse-ie.libguides.com/Covid19V2/RecognisingDying > Accessed 13 December 2021.
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the document states: ‘Clear and sensitive
communication should take place between staff,
the person who is dying and those identified as
important to them.""% Importantly, the guidance
acknowledges the need to involve the person as
much as possible. For instance, ‘[t]he dying person
and those identified as important to them are
involved in decisions about care to the extent that
the dying person wishes.”'% The involvement of
the dying person is a necessary step in ensuring
their autonomy is protected and promoted. Simply
because a person is in a vulnerable condition is
not sufficient reason to make a decision without
their involvement. Greater recognition of the
need for patient involvement and communication
with the patient would be welcome across similar
guidance documents in the future.

The scope of palliative care is reflected in the
one-pager on ‘Non-Pharmacological Care in
the Last Hours or Days of Life’.%” In addition to
shifting to a focus on comfort care, it provides
guidance on the patient’s environment,
psychological/spiritual care, physical care
and social/family care, and identifies possible
responses to questions commonly asked by family
members. The breadth of care to be provided is in
line with the World Health Organization definition.

3.4 AN ETHICAL FRAMEWORK FOR NURSING
HOMES DURING COVID-19

Several ethical guidance documents have been
published in response to COVID-19. These
documents serve to provide a framework for

the provision of care and provide support in
addressing novel challenges raised by the
pandemic. These documents are as follows:

e  Ethical framework for decision-making in a
pandemic'®

®  Procedural values for decision-making in a
pandemic'®

e  Ethical considerations relating to critical care
in the context of COVID-19'°

e  Ethical considerations for personal protective
equipment (PPE) use by health care workers in
a pandemic'"

e  Ethical considerations relating to long-term
residential care facilities in the context of
COVID-192

3.4.1 ETHICAL FRAMEWORK FOR DECISION-
MAKING IN A PANDEMIC

The ‘Ethical Framework for Decision-Making in
a Pandemic’ was first published on 27 March
2020. This document identifies substantive
ethical principles and procedural values that can
be applied to and used in the decision-making
process. The distinction between principles and
values is described in the following way. Ethical
principles apply to the decisions that are made,
while procedural values relate to the manner in
which those decisions are made.""®

The document explains the need for an ethical
framework in decision-making by stating:

Planning for, and responding to, a pandemic
requires reflection on values because scientific/
clinical information alone cannot drive decision-
making. Shared values give us a shared basis
for decisions. Using ethical principles to

guide decision-making can enhance trust and
solidarity and can strengthen the legitimacy and
acceptability of measures put in place.”

The ethical principles that inform this document
are: minimising harm, proportionality, solidarity,
fairness, duty to provide care, reciprocity and
privacy. Of these principles, only privacy was
explicitly linked to human rights. For instance,
the document provides that: ‘Individuals have a
right to privacy and confidentiality with respect
to their health information. However, a person's
right to privacy is not absolute and it may be
necessary, in extenuating circumstances, to restrict
this right.”""® The procedural values that underpin
the ‘Ethical Framework for Decision-Making in a

105. Ibid.
106. Ibid.

107. HSE, ‘Non-Pharmacological Care in the Last Hours or Days of Life One-pager guideline for the duration of Covid-19’ <https://hse-ie.
libguides.com/Id.php?content_id=32872179> Accessed 13 December 2021.

108. Department of Health, ‘Ethical framework for decision-making in a pandemic’ (24 September 2020) <https://www.gov.ie/en/
publication/dbf3fb-ethical-framework-for-decision-making-in-a-pandemic/> Accessed 13 December 2021.

109. Department of Health, ‘Procedural Values for Decision-Making in a Pandemic’ (24 September 2020) <https://www.gov.ie/en/
publication/0ac07-procedural-values-for-decision-making-in-a-pandemic/ > Accessed 13 December 2021.

110. Department of Health, ‘Ethical considerations relating to critical care in the context of COVID-19" (24 September 2020) https://www.
gov.ie/en/publication/13ead5-ethical-considerations-relating-to-critical-care-in-the-context-of-c/> Accessed 13 December 2021.

111. Department of Health, ‘Ethical considerations for PPE use by health care workers in a pandemic’ (24 September 2020) <https://www.
gov.ie/en/publication/58d3de-ethical-considerations-for-ppe-use-by-health-care-workers-in-a-pande/> Accessed 13 December 2021.

112. Department of Health, ‘Ethical considerations relating to long-term residential care facilities’ (24 September 2020) <https://www.gov.
ie/en/publication/37ef1-ethical-considerations-relating-to-long-term-residential-care-facilities/> Accessed 13 December 2021.

113. (n 108).
114. ibid.
115. ibid.
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Pandemic’ are intended to enhance the ethical

quality of decision-making processes. The values
are: reasonableness, openness and transparency,
inclusiveness, responsiveness and accountability.

There are certain advantages associated with
an ethical framework. Healthcare professionals
may be relatively familiar with the role of ethical
principles, and it may provide guidance where the
legal framework is underdeveloped. While there
is a close relationship between ethics and law,
they are not synonymous concepts. Any decision
framed by ethical principles and procedural
values must still be in compliance with the law
and uphold human rights. It is therefore notable
there are such limited references to human rights
in this guidance document. This is in contrast to
a subsequent guidance document titled, ‘Ethical
Considerations Relating to Long-Term Residential
Care Facilities in the context of COVID-19". This
document offers a clearer statement on the
status of human rights and their importance to all
stakeholders.

3.4.2 ETHICAL CONSIDERATIONS RELATING
TO LONG-TERM RESIDENTIAL CARE
FACILITIES IN THE CONTEXT OF COVID-19
The guidance document titled, ‘Ethical
Considerations Relating to Long-Term Residential
Care Facilities in the Context of COVID-19" was
approved by NPHET on 28 May 2020. Long-
term residential care facilities include community
hospitals, residential facilities for persons with
intellectual disabilities or mental health difficulties,
and nursing homes. The document acknowledges
that it has particular relevance for the nursing
home setting due to the significant burden that
COVID-19 has placed on older persons.

The guidance document addresses a wide range
of issues including vulnerability, values of home,
duty of care, protection of liberty, COVID-19
testing, and treatment decisions. The centrality
of human rights across all of these issues was
recognised at the outset of the document:

During the pandemic there is a particular need

to retain a holistic view of the well-being of
residents of LTRCS [long-term residential care
settings], be cognisant of their rights as citizens,
and to be vigilant that, in seeking to shield them
from infection, these rights are not infringed
upon to an extent, or in a manner, which is
disproportionate. The provision of health and
social care during a pandemic should continue
to be person-centred and follow a rights-based
approach. Individuals in LTRCS settings have the
same human rights as other people and must be
treated with dignity and respect.’"

This is a significant acknowledgement of the role
of human rights in influencing and shaping the care
to be provided during the pandemic. It recognises
that human rights provide a floor of protection
below which the level of care should not fall. Over
the course of the ethical framework, it refers to the
rights of autonomy, privacy and liberty, and the
concept of dignity. It also includes provisions which
are closely connected with the right to life and the
right to family life.

The document illustrates the unique position of
nursing homes in that they are a residence as well
as a healthcare setting. For example, ‘[blecause
LTRCS are homes as well as healthcare settings,
specific ethical values are at risk and need to
be nurtured, namely, protecting and preserving
autonomy, dignity and privacy, as well as building
and reciprocating trust and mutual respect.”'"” A
key element in ensuring that an individual can make
an autonomous decision is to ensure that they are
sufficiently informed. As such, a process of ongoing
communication is key to upholding the rights of the
nursing home resident.

The topic of communication is addressed under
the heading of ‘Protecting liberty in the context
of public health restrictions’ and provides the
following:

Respecting the rights and dignity of individuals
involves providing residents themselves or those
who assist them with decision-making with

clear, timely information about COVID-19 and

116. (n 112).
117.(n 112).
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any implications it may have for their safety and
care. The reasons for imposing social distancing
measures should be explained clearly. Information
about the need for PPE, reduced visitor access,
confinement to rooms or wards, postponement of
activities, etc., should be presented in a manner
which the person can understand and, in so far as
possible, which does not cause them additional
anxiety.®

The experience of communication around
COVID-19 formed part of the empirical research that
is discussed in the next two sections. After the initial
explanation of COVID-19, communication about
visitor restrictions was a significant development,
especially as this would impact on the right to
liberty along with the right to private and family life:

Communicating with residents and those close
to them about visitor restrictions is crucial. It is
important that everyone understands why the
restrictions have been implemented and what
impact they will have on their interactions. Any
changes or updates to these arrangements, and
the basis for them, should be communicated to
residents and their families in a timely fashion.”

The scope of this guidance is notable as it also
requires communication with persons other than the
resident. It suggests that proactive communication
with family and friends about visitor restrictions is to
be expected. Despite restrictions on physical visits,
technology provided an opportunity to maintain a
connection with family and friends:

Every effort should be made to find innovative
ways to maintain residents’ contact with each
other and the outside world and to compensate
for the loss of personal pursuits and communal
activities within the LTRCS.... Technology-based
communication such as video calls can allay the
concerns of family members about the mental and
physical well-being of the residents.’

Supports of this type are necessary for ensuring
that rights such as the right to private and family
life can be protected in the face of public health
restrictions.

‘Ethical Considerations Relating to Long-Term
Residential Care Facilities in the Context of

COVID-19" also provided guidance on treatment
decisions, advance care planning, and Do Not
Attempt Resuscitation Orders. The right to self-
determination is reflected in this guidance and
underlines the need for the resident to be involved
in decisions relating to their healthcare. For instance,
‘[wlhere advance care planning discussions have not
already taken place, and if the person has capacity to
participate in the conversation, his or her treatment
preferences should be sensitively explored.’’?’

The role of self-determination also forms part of
the guidance on the provision of palliative care.
It suggests that whether palliative or end-of-life
care is to be provided in a hospital, hospice or the
long-term residential care setting depends primarily
on the wishes of the individual. The provision
of appropriate palliative care in a nursing home
setting is likely to require advance planning as well
as ongoing engagement with specialists. This is
reflected in the guidance as it states:

In the case that palliative or end-of-life care is
being delivered in the LTRCS, clear accessible
linkages should be made with palliative care
specialists and/or local GPs to provide direct
care, consultation or provider support. For those
individuals who elect to have palliative or end-
of-life care in situ, there should be advance
prescribing of drugs, so that in the event of a rapid
deterioration of the resident, the appropriate drug,
in the appropriate formulation, together with any
equipment needed to administer it, are readily
available.’??

3.5 SUMMARY

A vast amount of policy and guidance documents
have been published in response to COVID-19. While
these documents are to be applied in the clinical
setting, there is often little detail about the manner
in which human rights are to be protected and
delivered on in such settings. There are of course
exceptions to this, as noted above. Nonetheless, an
absence of detail in policy and guidance documents
on the role of human rights creates an additional
burden for the care provider as they owe a duty to
others while also being a rights-holder. The manner
in which we move from an abstract conception of
human rights to their delivery in practice in the
context of COVID-19 is explored over the next two
sections.

118 Ibid.
119. lbid.
120. Ibid
121. Ibid.
122. (n 112).



Section Four:
Research Methodology

This section highlights the research design and
methodology employed to collect and analyse

the data. An overview of the research approach

is provided, addressing survey research, design,
distribution, collection, analysis and ethics
approval. The importance of reliability and validity,
and the challenges and constraints faced in the
data collection process, are described along with
ethical considerations and a section summary.

4.0 RESEARCH DESIGN

The principles underpinning non-experimental
design were deemed the most appropriate
approach for this study. Within the non-
experimental design a descriptive survey
methodology was chosen. A research design

is a set of decisions that make up the overall

plan identifying the methods and procedures

for collecting and analysing the data. Non-
experimental study designs describe existing
phenomena without influencing conditions, and
investigate the status of something, and are one
of the broad categories of research design in
which the researcher observes the phenomena as
they occur naturally, and no external variables are
introduced.'®

4.1 SURVEY METHODOLOGY

A survey methodology was chosen as the study
method as it concentrates on human research by
sampling individual units from a population and
associated techniques of survey data collection,
such as questionnaires.'? Survey methodology
targets instruments or procedures that ask
questions that allow researchers to make statistical
inferences about the population being studied.’?®

4.2 QUESTIONNAIRE DESIGN

The study collected primary data through a broad
questionnaire which asked questions relating

to the resident, the staff and the service, from
the resident, family and staff's perspective. A
questionnaire is a general term that includes
techniques of data collection in which each
person is asked to respond to the same set of
questions in a predetermined order.'? In this

study, three versions of a questionnaire were used
with the same set of questions employed and
worded to represent the respondents (resident,
family, staff) completing the questionnaire. The
questionnaire used in this study comprised of

four sections, section one addressed the resident
(questions 1 to 13), section two addressed the

staff (questions 14 to 26), section three addressed
the service (questions 27 to 46) and section four
addressed demographic information (questions 47
to 53). Sections one, two and three also offered

the respondent an opportunity to provide any
additional comments. The demographic section
addressed gender, length living/working/connected
to the nursing home, COVID-19 cases in the nursing
home (who and how s/he become aware), clarity

of COVID-19 information, support to maintain
relationships and any other comments.

4.3 QUESTION FORMAT

In designing the questionnaire, two types of
questions were used: open-ended and close-
ended questions. Open-ended questions allowed
respondents to answer the questions in their

own terms. The close-ended questions gave
respondents several alternatives to answer from

a set of fixed alternatives.' A five-point Likert
scale was used to evaluate the statements in the
questionnaire, as it is easy to follow and answer.
Considering personal autonomy and respect, a ‘no
comment’ option was added to the Likert scale to
allow all respondents to answer each question and
not place any answer demand on respondents or
create any anxiety about the information provided.

4.4 QUESTIONNAIRE DEVELOPMENT

The questionnaire’s development was of

utmost importance and three components were
considered: firstly, the wording of the questions,
secondly planning how the variables will be
categorised, scaled, and coded and thirdly, the
general appearance of the questionnaire. To
assist in the development of the questionnaire the
researchers (JL, OD) engaged with the literature
and policies around palliative care and nursing
homes to draft a set of questions. This initial set of

123. Cruser DA. Research project planning: A comprehensive guide for non-experimental research in the health professions. New York:

Time Life, 2020.

124. Gideon L. Handbook of survey methodology for the social sciences. New York: Springer, 2012.
125. De Leeuw ED, Hox J, Dillman D. International handbook of survey methodology. New York: Routledge, 2012.
126. Jon A Krosnick, Questionnaire design. In: Vannette DL, Krosnick JA. The Palgrave handbook of survey research. Cham: Palgrave

Macmillan, 2018.

127. Bryman A. Social research methods, Oxford: Oxford University Press, 2016.
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questions was distributed to the project steering
group of key stakeholders for comments. All
feedback was collated, and the questionnaire was
redrafted. This first stage of engagement was a
productive process where variables were grouped
if they addressed the same principle, areas
identified as omitted in draft one were added,
and wording and usability were altered to support
completion of the questionnaire. The second draft
was then distributed to the project steering group
of key stakeholders for any additional comments,
suggestions or observations. Feedback indicated
minor edits to wording for usability and user-
friendliness and this stage resulted in agreement
regarding the questions in each section and the
layout of the questionnaire. Final edits were made,

Table 4.1: Sample of user-friendly questionnaire

and the questionnaire was circulated a third and final
time for agreement and verification that all revisions
were adopted and acceptable.

The questionnaire introduction and information
sheet set the scene for respondents highlighting
the focus of the study, participation requirements,
confidentiality of the information provided and
agreement to consent to participate prior to
accessing the questionnaire. Each section gave
a brief statement, and answer instructions were
provided. To support access, given the public
health restrictions, an online version was created in
Qualtrics. This user-friendly version incorporated the
Likert scale and 'no comment’ option, utilised larger
font sizes and reiterated instructions (Table 4.1).

For all questions, please tick the appropriate box as follows:
Strongly Agree; Agree; Don’t know/Unsure; Disagree; Strongly Disagree

OR you can choose No comment.

Strongly | Agree Don't Disagree | Strongly No
Agree Know / Disagree | comment
Question Unsure
l"_"\\
e e ° 9 e e e : x }
- ~— H — =N Ll

The following statements describe my family member’s experience in this
nursing home since the start of the COVID-19 pandemic:

Q.1 | My family member ]
often become bored

O o |o|o|d
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4.5 PILOTING

From the onset of the study, the members of the
project steering group were invited to review
the questionnaire at key stages until the final
version of the questionnaire was developed.
Once developed, the questionnaire was
uploaded onto the online platform Qualtrics. A
link was then sent to the project steering group
of key stakeholders so they could review the
online version which included the introductory
information and the questionnaire. The pilot
stages focused on usability, clarity, flow and
layout of questions. Thus, the focus was on face
and content validity and the representativeness
and suitability of the questions. Here, the project
steering group members focused on the length
of the questionnaire and each individual question,
considering whether the instructions were clear,
whether statements were understandable or
sensitive, and whether they had any comments
and suggestions.

4.6 QUESTIONNAIRE TYPES AND THE
METHOD OF ADMINISTRATION

Two main types of questionnaires exist, a self-
administered and an interview administered
questionnaire. This study aimed to utilise both
self-administered and interview administered,
with self-administered being available to all

and an interview administered option being
available to residents if they so wished in order
to support inclusion and individual needs. The
self-administered questionnaire was in electronic
format due to COVID-19. However, even after
public health restrictions were lifted, people were
cautious to meet and for this reason, it was not
possible to collect data via face-to-face interview.
Therefore, the online questionnaire was suitable
for this study as it was accessible and appropriate
to capture representation for the three sample
groups (residents, family and staff).

4.7 RECRUITMENT AND DATA COLLECTION
PROCESS
Questionnaires were collected using online survey
methods. Nursing Homes Ireland and the HSE
supported the recruitment of nursing homes by
distributing information about the study so nursing
homes could consider the study and express an
interest to participate.

The recruitment process was impacted by public
health restrictions as the research team wished
to support on-site data collection for participants
unable to complete the online survey. In addition,
awaiting the advent and rollout of vaccines for
not only residents and staff but also researchers
were delaying factors. These issues affected the
timeline of the project and in such unpredictable
times and with timeline changes this may have
affected nursing homes' engagement with the
project. In addition, while Nursing Homes Ireland
and the HSE supported the project and distributed
information regarding the study, this did not
guarantee participation. Given that recruitment was
slow and difficult in part due to timeline changes,
but also considering the reality of the demands that
were on nursing homes during COVID-19 (staffing
levels, sickness, policy changes, restrictions etc),
a decision was made to distribute the survey link
through the project steering group members and
on social media channels. This process ensured an
opportunity for people nationally to engage with
the study and contribute their perspectives and
reduce selection bias.

Nursing homes that expressed an interest to
participate were contacted by the researchers
and were furnished with a copy of the information
pertaining to the study and afforded an opportunity
to ask questions and, if they agreed to participate,
were then sent the link to circulate the survey.
While nursing homes responded and contacted
the researchers regarding the study, few actually
participated, indicating their concerns regarding
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the demands that had been placed on staff, families
and residents during COVID-19. In addition,
research saturation was another factor affecting
participation, as a number of research projects had
been conducted or were underway and participants
needed some time to breathe and recharge. For
nursing homes that did participate in the study, they
distributed the online survey to a) staff working in
nursing homes, b) residents living in nursing homes
and c) residents’ family members.

4.8 DATA ANALYSIS

The data collected through the online
questionnaires were considered the raw data and
this data was exported from Qualtrics to SPSS
(Statistical Package for Social Sciences) for analysis.
Statistical methods used included descriptive
statistics such as percentages, frequency and means
(used for the questionnaire’s questions) to report
the distribution across a range of variables and
produce summary measures of the characteristics of
such distributions. For the open-ended questions,
the Elo and Kyngas (2008) framework: preparation,
organising and reporting, was used as an inductive
approach to data analysis where categories were
elicited from the answers and grouped to enable
the identification of common themes in the texts
and a condensed broad description of participants
views.'?8

4.9 RIGOUR

Guba and Lincoln identified four criteria
appropriate for measuring rigour in quantitative
research.’” These were internal validity, external
validity, reliability and objectivity, and each is

now considered. Internal validity is the extent to
which a study’s findings are true'® and the study
design and the strategies used to generate the
study sample were means used to enhance internal
validity.”3" External validity refers to the extent to
which research findings can be generalised. To
support external validity, construct validity, content
validity and criterion validity were addressed.'s?
Construct validity concerns the degree to which
the questionnaire measures the construct it was
designed to measure. Content validity refers to the

extent to which items on a questionnaire cover the
construct being studied. Criterion validity considers
the extent to which items on a questionnaire
measure the real-world conditions or events that
they are intended to measure.'® To address the
three elements of validity, a panel of experts drawn
from education, practice, policy, support groups,
advocates and experts by experience were used to
comment on the representativeness and relevance
of the survey questions as well as the completeness
with which the set of questions assesses the
characteristic or construct of interest.

Reliability is the degree of consistency with which
an instrument measures what it is supposed to
measure.'® Reliability is equivalent to consistency;
thus, a method is reliable if it produces the same
results whenever it is repeated and is not sensitive
to the researcher, the research conditions or
the respondents. The approach to determining
reliability in this study was the most popular
internal consistency reliability method used for
a set of rating scales (e.g., Likert scales) — the
Cronbach’s alpha. Alpha coefficients range in
value from 0 to 1 and may be used to describe the
reliability of factors extracted from dichotomous
and/or multi-point formatted questionnaires
or rating scales (e.g., Likert scale). The higher
the score the more reliable the generated
instrument is. A score of 0.7 is acknowledged to
be an acceptable reliability coefficient'® and the
Cronbach’s alpha for the three scales used in this
study all achieved an appropriate level of reliability
and are presented in the results section.

Objectivity is the extent to which the research
process and design are free from personal bias
and prejudice and reflect neutrality.'® It rests on
the belief that facts and values should be kept
apart, and that research should focus on what
is and not what ought to be. Values and biases
were controlled by ensuring that procedures were
rigorously followed.' Furthermore, utilising a
content analysis approach to the open-ended
questions enabled the researchers to stay true to
the data and prevent biases.

128. Elo S, Kyngéas H. ‘The qualitative content analysis process’ (2008) 62(1) J Adv Nurs 107.

129. Lincoln YS, Guba E. Naturalistic Inquiry. Newbury Park, CA: Sage Publications, 1985.

130. Norwood S. Research strategies for advanced practice nurses. New Jersey: Prentice Hall, 2000.

131.Polit DF, Beck CT. Nursing Research: Generating and Assessing Evidence for Nursing Practice. Tenth edition. New York: Wolters Kluwer,

2017.

132. Sarantakos S. Social Research. Fourth edition. New York: Palgrave Mac-Millan, 2013.
133. Polit DF, Beck CT. Nursing Research: Generating and Assessing Evidence for Nursing Practice. Tenth edition. New York: Wolters

Kluwer, 2017.
134.1bid.

135. Osborne JW. Best practices in quantitative methods. London: Sage, 2008.

136. Ibid.

137.Lincoln YS, Guba E. Naturalistic Inquiry. Newbury Park, CA: Sage Publications, 1985.
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4.10 CHALLENGES AND LIMITATIONS IN THE
DATA COLLECTION PROCESS
This study has some limitations:

The ability of respondents to
0 understand the questions.

A person’s understanding can depend
on several factors such as their educational
background and level of cognitive decline.
Though the researcher had attempted to combat
this by using clear and simple questions, one
cannot be certain whether or not the respondents
understood all questions and if not that they were
diligent enough to ask for clarification, if they had
any doubts;

Respondents’ answers to the questions.
9 The researcher could not be certain

whether the respondents had answered
all the questions honestly, or whether they had

simply ticked the boxes for sake of completing the
questionnaire;

The data collection method for this

e study was limited to the online survey
questionnaire only.

Further methods may have enhanced the study

such as observations, focus groups or a semi-
structured questionnaire/interview;

The limited number of participants.
° Recruitment was impacted by public

health restrictions, changing timelines,
demands on staff, families and residents during
COVID-19, research saturation and the need to
recover from exhaustion. To address recruitment
difficulties the survey was made available on open
platforms hosted by the project steering group
member organisations. However, due to time and
COVID-19 constraints, the researcher was unable
to gain additional responses.

4.11 ETHICAL CONSIDERATIONS

As this research required the use of human
participants, the researchers considered ethical
issues seriously. Full ethical approval was obtained
for this study: Shaping Palliative Care Policy Using
a Human Rights-Based Approach from the HSE
Research Ethics Committee, Reference: 026/2021,
and from the University of Limerick, Faculty of
Education and Health Sciences Research Ethics
Committee, Reference: 2021_03_12_EHS (OA).
With ethical approval secured, access was granted
by the HSE and Nursing Homes Ireland. To respect
the respondents’ rights, and to remain ethical,
respondents had the right to choose to respond
to the questions and to withdraw their responses
at any time during the survey. To ensure that no
ethical concerns were breached, the researcher
took extra care during the data collection stage
of this study, namely that the study invitation,
information sheet and consent form were part of
the online survey introductory pages, and consent
needed to be given prior to commencing the
survey. In addition, the participants were informed
that their information would not be revealed to any
third parties.

4.12 SUMMARY

This section presented the research framework

and methodology used to achieve the aim of the
research. The research process was outlined which
included an inclusive approach to the development
of the survey questionnaire. Ethical and recruitment
issues were important aspects of this project and
steps were taken throughout the study to address
these such as dual ethical approval, revising
timelines and opening access to the online survey.



Section Five:
Research Findings and Discussion

5.0 INTRODUCTION

This section presents the findings of the survey.
Analysis of the dataset was performed in SPSS and
the open-ended questions were extracted and
analysed using content analysis. The findings are
presented in text, figure, table or graph format
as appropriate, and contextualised in terms of
the results and existing knowledge. To support
the open-ended question results, quotes are
presented representing residents (R), family (F) or
staff (S) and the preceding number indicating the
number of respondents.

5.1 FINDINGS

Findings are presented as per survey information
starting with demographics, the experience of
residents, approaches of staff, the nursing home
environment, and incorporating the findings of
the open text response analysis. The findings
presented need to be considered in terms of
response rate and the fact that the COVID-19
pandemic represented an unprecedented

health crisis that required a substantial change

Figure 1: Respondent and Gender

90
80
70
60

51
50

42
40
30 25
20
10

0
Resident Family Staff

Respondent

in social, environmental and health measures in
nursing homes for its residents, families and staff.
Residents living in nursing homes were a vulnerable
group as they had a higher susceptibility risk to
infection from COVID-19 and subsequent adverse
outcomes. This increased risk was due to resident
characteristics such as age, the prevalence of
underlying medical conditions, and support being
needed for the activities of daily living requiring
physical contact. In total, 118 surveys were
completed and 31 (Ré, S10, F15) responded to
open-ended questions

5.1.1 RESPONDENT'S PROFILE

Of the 118 participants 21.2% (n=25) were
residents, 35.6% (n=42) were family members,

and 43.2% (n=51) were staff members. In relation
to gender, 69.5% (n=82) were female and 30.5%
(n=36) were male (Figure 1). Of this grouping, there
were 15 male and 10 female residents, 8 male and
34 female family members and 13 male and 38
female staff members.

82
36 |

Male Female

Gender



Shaping Palliative Care Policy Using a Human Rights-based Approach | 31

5.1.2 DEMOGRAPHICS
The age range of participants ranged from 20 to 92 years, and the length of stay in/connection to a
nursing home ranged from 1 to 28 years (Figure 2).
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Figure 2: Length of stay in / connection to a nursing home

Of the resident respondents, 5 (20%) were in the nursing home one year, 9 (36%) two years and 11
(44%) three years. Of the families 19 (45%) had a family member in the nursing home for one year, 12
(31%) two years, 2 (5%) three years, 7 (17%) four years and 1 (2%) ten years. Staff length of service
ranged from 1 year to 28 years (Figure 3).
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Figure 3: Staff years of service in a nursing home
The age of residents ranged between 79 and 92 and family members ranged from 30 to 91 capturing
both partners and offspring within the group (Figure 4).
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Figure 4: Family members’ age
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5.1.3 COVID-19 that the information provided about COVID-19 was
82.2% (n=97) indicated that a COVID-19 case clear and understandable and that 61.9% (n=26) of
had occurred in the nursing home with the families and 94.1% (n=48) of staff were happy that
remaining 17.8% (n=21) indicating no COVID-19 the information provided about COVID-19 was clear
case present. 83.3% (n=98) identified that the and understandable (Figure 5).

information provided about COVID-19 was

clear and understandable while 16.1% (n=19)

considered that the information provided about Figure 5: Information provided about COVID-19
COVID-19 was not clear and understandable. Of clarity and understandability

note was that 100% (n=25) of residents indicated

48

W Was information provided about
25 26 COVID clear and understandable Yes

B Was information provided about

16 COVID clear andunderstandable No

0

Resident Family Staff
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Of the responses which identified that a COVID-19 case had occurred in the nursing home, they identified
care staff n=26 (30.2%) as the group most affected, followed by residents n=20 (23.2%), nurses n=17
(19.8%), cleaners n=15 (17.4%) and doctors and relatives n=4 (4.7%) each (Figure 6).

Figure 6: COVID-19 cases
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In relation to if there was a positive case

of COVID-19 in the nursing home and how
participants became aware of this, 29 participants
responded to this in an open text question (4R,
11F, 14S) and following content analysis of the
responses it was identified that positive cases

of COVID-19 among nursing home residents

were communicated to staff, residents and their
families in a variety of ways. Communication
mainly streamed from management teams, nursing
home owners, directors of nursing or from staff
who were assigned the role of communicating
this information to others. In some instances, staff
heard the news of positive cases from other staff/
peers, some reported hearing the news at staff
handover, and one respondent stated they 'heard
it at the door (S1)’ on the way in. This reflects the
daily changing nature that was occurring for staff
and the fact that cases may have been identified
during the day and as staff/management engaged
with protocols and procedures in notifying
families and staff in reality there were often times
where only a short time period was available for
notification. This highlighted the ever-changing
and unpredictable nature of what to expect when
going on duty or ‘not knowing what you would be
walking into (S2)".

M Care staff
HResident
m Nurse

Cleaner
W Doctor

M Relative

Many different modes of communication were used
to liaise with stakeholders. Email was the most
frequently reported means, but communication
also came via phone calls, text messages and
through encrypted work applications (apps) on
smartphones. Many respondents reported that
communication strategies were well-established
and effective. Others reported experiences of

not receiving the news about positive COVID-19
cases via the nursing home. For example, four
relatives heard the news from other relatives - ‘a
relative had to tell me (R1)' — or heard it second
hand within the local community - ‘I had to hear

it in the local community (R2)". In some instances,
there was a perception that the outbreak was not
clearly communicated - ‘we were not informed

of the extent of the outbreak (R3)' — and that

the truth and seriousness of the situation was
masked - ‘| was not told my loved one had covid
(fellow resident), | was told she was fine (R4)".
While these experiences were reported they must
be considered in the context that the majority of
respondents were happy with the communication
and were appropriately informed. These comments
are informative and highlight the constant necessity
for effective and inclusive communication. Such
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communication requires support and resources, as
nursing homes struggled owing to staffing levels
due to illness and isolating as a result of being a
close contact.

5.1.4 EXPERIENCE OF RESIDENTS

The experience of residents was reported
positively across the three groups (residents,
family, staff) (Table 5.1). The score ranged from
50.9% (feel safe) to 73.8% (personal belongings
are cared for). Within the responses, five questions
scored in the 50% range, six in the 60% range,
and two in the 70% range, and the reliability
score was strong for the scale with a Cronbach'’s
alpha of .806. Within this section feeling safe
(n=60, 50.9%), respected (n=69, 58.5%), happy
(n=70, 59.4%) and being content (n=68, 57.6%)
all correlate positively with one’s human rights
and scored highly. In addition, care of belongings
(n=87, 73.8%), choice of activities (n=67, 56.8%),
support to engage in activities (n=77, 65.3%),
being listened to (n=76, 64.4%), acceptance of
one's values/beliefs (n=72, 61%) and supporting
independence (n=78, 66.1%) all align positively
with a human rights framework. However, the
three aspects of becoming bored 62.7% (n=74),
feeling lonely 70.3% (n=83) and often feeling

Table 5.1: Experience of residents’ scores

worried, anxious, or fearful 63.6% (n=75) scored
highly also. This may reflect the inability to engage
in group activities, restrictions in place such as
cohorting of residents and of staff to share the
same shift and work areas, visiting restrictions,

less resident mixing within the nursing home and
limiting contact by cancelling outside facilitators of
activities. While these were necessary restrictions
and actions to protect this vulnerable group,

they did impact residents’ isolation and sense of
loneliness.'® This is not an uncommon feature

of the COVID-19 nursing home experience and

one recognised in the literature.”™? Given the
uncertainty, unpredictability and restrictions placed
on nursing home residents, staff and families, it

is important to note that the responses from this
survey section were overall positive with the highest
level of disagreement ranging from 14.4% to 29.7%
(Table 5.1).

5.1.5 APPROACH BY STAFF

The approaches of staff were all reported positively
across the three groups (residents, family, staff)
with all areas scoring 69.5% or above (Table 5.2).
The scores ranged from 69.5% (treated fairly by
staff) to 83% (treated kindly). Within the responses,
one question scored in the 60% range, nine in the

Strongly Agree / Don’t Know / Disagree /
Agree Unsure Strongly Disagree

Often become bored 74 (62.7%) 15 (12.7%) 29 (24.5%)
Feel safe 60 (50.9%) 30 (25.4%) 28 (23.8%)
Privacy is respected 69 (58.5%) 20 (16.9%) 29 (24.5%)
Personal belongings are cared for 87 (73.8%) 14 (11.9%) 17 (14.4%)
Can choose which activities to be involved in 67 (56.8%) 16 (13.6%) 35(29.7%)
Generally, feel happy 70 (59.4%) 13 (11%) 35(29.7%)
Feel lonely 83 (70.3%) 12 (10.2%) 23 (19.5%)
Staff support to engage in activities that are 77 (65.2%) 23 (19.5%) 18 (15.2%)
meaningful
Often feel worried, anxious, or fearful 75 (63.6%) 10 (8.5%) 33 (27.9%)
Content 68 (57.6%) 13 (11%) 37 (31.3%)
Feel listened to by staff 76 (64.4%) 21 (17.8%) 21(17.8%)
Beliefs and values are accepted by staff 72 (61%) 25 (21.2%) 21 (17.8%)
Supported to be independent 78 (66.1%) 10 (8.5%) 30 (25.4%)

138. NSN Graham and others, ‘SARS-CoV-2 infection, clinical features and outcome of COVID-19 in United Kingdom nursing homes' (2020)
81(3) Journal of Infection 411; AC Roxby and others, ‘Detection of SARS-CoV-2 Among Residents and Staff Members of an Independent
and Assisted Living Community for Older Adults - Seattle, Washington, 2020’ (2020) 180(8) JAMA Internal Medicine 1101.

139. J Simard and L Volicer, ‘Loneliness and isolation in long-term care and the COVID-19 pandemic’ (2020) 21(7) Journal of the American
Medical Directors Association 966; B Plagg and others, ‘Prolonged social isolation of the elderly during COVID-19: Between benefit and
damage’ (2020) 89 Archives of Gerontology and Geriatrics.
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70% range, and three in the 80% range, and the
reliability score was strong for the scale with a
Cronbach’s alpha of .973. Within this section,
being treated kindly 83% (n=98), with respect
72.1% (n=85), fairly 69.5% (n=82) and well
81.4% (n=96) all correlate positively with one’s
human rights and scored highly. In addition,
relationships with other residents 78.8% (n=93)
and staff 78% (n=92) were reported positively
along with support from staff by providing help
82.2% (n=97), personal care 73.7% (n=87) and
appropriate care 74.6% (n=88) all align positively
with a human rights agenda. Furthermore,

Table 5.2: Approach by staff

staff care about/for residents 77.2% (n=91) and
respondents felt comfortable speaking to staff
about their concerns 72.9% (n=86), staff could
discuss needs 73.7% (n=87) and explain about
COVID-19 72.9% (n=86). Given the demands on
nursing home residents, staff and families and
the uncertainty and unpredictability that existed
regarding COVID-19 and public restrictions, it
is essential to note the overwhelmingly positive
responses regarding the supportive, individual,
and rights-based approach of staff at a time of
such unprecedented change and demands on all
concerned.

Strongly Agree /[ Don’t Know / Disagree /
Agree Unsure Strongly Disagree

Treated kindly 98 (83%) 14 (11.9%) 6 (5.1%)
Treated with respect 85 (72.1%) 13 (11%) 20 (16.9%)
Treated fairly by staff 82 (69.5%) 15 (12.7%) 21 (17.8%)
Residents get on well with other 93 (78.8%) 19 (16.1%) 6 (5.1%)
Can get help from staff when needed 97 (82.2%) 11 (9.3%) 10(8.5%)
Staff care about residents 91 (77.2%) 20 (16.9%) 7 (5.9%)
Staff explain COVID-19 and its impact in a way 86 (72.9%) 21 (17.8%) 11(9.3%)
that is easy to understand
Can discuss care needs with staff 87 (73.7%) 18 (15.3%) 13 (11%)
Staff treat residents well 96 (81.4%) 14 (11.9%) 8 (6.7%)
Staff support residents with personal care 87 (73.7%) 12 (10.2%) 19 (16.1%)
when needed
Feel comfortable speaking to staff about 86 (72.9%) 24 (20.3%) 8 (6.7%)
concerns
Staff provide appropriate care based on 88 (74.6%) 7 (5.9%) 23 (19.5%)
needs
Staff get on well with residents 92 (78%) 20 (16.9%) 6 (5.1%)
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5.1.6 THE NURSING HOME ENVIRONMENT
The nursing home environment was generally
reported on positively across the three groups
(residents, family, staff) with all but one question
scoring above 50% (Table 5.3) with a range from
41.5% to 89%. Within the responses, one question
scored in the 40% range, two in the 50% range,
twelve in the 60%, three in the 70% range and
two in the 80% range, and the reliability score
was strong for the scale with a Cronbach’s alpha
of .975. One area scored 41.5% (residents getting
up/going to bed when they/l want) while all other
areas scored above 50% (Table 5.3). 41.5% of
respondents reported positively in relation to
residents getting up/going to bed when they/I
want with 14.4% (n=17) reporting that they

did not know or were unsure in answering this
question. Furthermore, other aspects within this
section positively identify choice and decision-
making, for example: residents can choose who
else (family, friends) can be involved in their care
and support 59.4% (n=70); residents are involved
in decisions about their care and support, and
residents spend time doing the things they enjoy
both scoring 64.4% (n=76); residents can raise
concerns and know that they will be dealt with
65.2% (n=77); residents are encouraged to be part
of the community/nursing home 66.2% (n=78);
residents can get peace and quiet when they want
68.7% (n=81) and residents have their room the
way they like it 72% (n=85).

Other elements also indicate a good level of
support/involvement in choice and decision-
making such as: residents are supported and given
all relevant information regarding advanced care
planning 52.5% (n=62), residents can attend online
activities such as spiritual services 64.4% (n=76),
residents are supported and given all relevant
information to make decisions 65.2% (n=77),
residents have access to spiritual and religious
supports 67.8% (n=80) and residents having access
to communal spaces to meet fellow residents
84.7% (n=100). Residents were not discriminated
against 54.3% (n=64), were happy with the care
and support 63.6% (n=75), encouraged to be
active 65.2% (n=77) and lived in a home that was
comfortable and kept well 89.1% (n=105).

During COVID-19, communication and connection
with family was of vital importance and residents
were supported to use alternative communication
means e.g., technology 66.9% (n=79), were
supported in keeping contact with family and
friends 71.2% (n=84) and accommodated to
have visits from family (physical/electronic) 76.3%
(n=90). Given the demands on nursing homes, the
uncertainty, unpredictability and restrictions, it
is worth noting the positive responses regarding
support, communication, engagement and the
environment, all of which assisted in preventing
isolation and loneliness, a key feature reported in
other studies.
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Table 5.3: The nursing home environment

Strongly Agree / Don't Know / Disagree /
Agree Unsure Strongly Disagree

Nursing home is comfortable and well kept 105 (89.1%) 7 (5.9%) 6 (5%)
Residents get up and go to bed when | want 49 (41.5%) 17 (14.4%) 52 (44.2%)
Residents are encouraged to be part of the 78 (66.2%) 19 (16.1%) 21 (17.8%)
community/nursing home
Residents are not discriminated against in any 64 [54.3%) 30 (25.4%) 24 (20.3%)
way
Residents are involved in decisions about 76 (64.4%) 13 (11%) 29 (24.5%)
their care and support
Residents can choose who else (family, 70 (59.4%) 15 (12.79%) 33 (28%)
friends) can be involved in their care and
support
Residents can raise concerns and know that 77 (65.2%) 22 [18.6%) 19 (16.1%)
they will be dealt with
Residents are happy with the care and 75 (63.6%) 20 (16.9%) 23 (19.5%)
support they receive
Residents can get peace and quiet when they 81 (68.7%) 19 (16.1%) 18 (15.3%)
want
Residents spend my time doing the things 76 (64.4%) 19 (16.1%) 23 (19.5%)
they enjoy
Residents have their room the way they like it 85 (72.1%) 12 (10.2%) 21 (17.8%)
Residents are encouraged to be active 77 (65.2%) 18 (15.3%) 23 (19.5%)
Residents have access to communal spaces to 100 (84.7%) 5 (4.2%) 13 (11%)
meet fellow residents
Residents have access to spiritual and 80 (67.8%) 24 (20.3%) 14 (11.9%)
religious supports
Residents are supported in keeping contact B84 (71.2%) 11 (9.3%) 23 (19.5%)
with family and friends
Residents are supported to use alternative 79 (66.9%) 15 (12.79%) 24 (20.3%)
communication means e.g., technology
Residents are supported and given all 77 (65.2%) 17 (14.4%) 24 (20.3%)
relevant information to make decisions
Residents can attend online activities such as 76 (64.4%) 23 (19.5%) 19 (16.1%)
spiritual services
Residents are supported and given all 62 [52.5%) 33 (28%) 23 (19.5%)
relevant information regarding advanced care
planning
Residents are accommodated to have visits 90 (76.3%) 9 (7.6%) 19 (16.1%)

from my family (physical/electronic)
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5.1.7 SUPPORTING COMMUNICATION
BETWEEN RESIDENTS AND THEIR FAMILIES/
SIGNIFICANT OTHERS

A variety of ways to support residents in
maintaining relationships with family and
community were reported and all initiatives
engaged in were in keeping with the national
public health guidance on restrictions and
access during the pandemic. Window visits were
frequently employed, this involved remaining
behind/outside the windows of the facility,
allowing the resident to ‘see’ their relatives/
visitors while also maintaining some degree of
infection prevention, sometimes referred to by
relatives as a form of ‘safe visiting’. Outdoor visits
in shelters also occurred in some facilities under
the same premise that outdoor ventilation and
social distancing afforded a safer environment for
residents. There were some reports of relatives
being allowed visits in-person and indoors, while
others were only allowed in-person visits on
compassionate grounds, if a resident was very
unwell or at the end of their life.

Traditional phone calls and/or video calls were a
common vehicle of communication. Nursing home
staff reported providing tablets/technology for
face-to-face communication via platforms such as
Zoom and WhatsApp. Written communication was
also encouraged via letter writing, postcards, and
email. If needed, staff assisted with letter writing
and letter reading. Families were encouraged to
write to residents in an attempt to support a two-
way communication process. Letters and postcards
were also received from community members such
as schoolchildren or volunteers. One staff member
reported using their personal phone for residents
to contact family members. However, this was
done covertly as it was perceived as not permitted
and inappropriate, highlighting the willingness of
staff to go beyond their expected role to support
residents in their care. Other activities reported as
supporting residents were newspaper readings,
relaying news updates, art activities, and engaging
in fundamental human interactions such as sitting
with a resident talking and chatting. Within this
study, it was identified that there was evidence

that some nursing homes had dedicated activities
teams who arranged alternative entertainment and
facilitated online connections for residents and
relatives, while on the other hand some nursing
homes ceased activities by outsiders and that
additional responsibility fell to staff who were
already facing unprecedented demands. In addition
to promoting communication between residents
and families, communication between the nursing
home management and families/next of kin was
also facilitated. In some instances, nursing staff
contacted relatives on a weekly basis via phone

or written letters/emails to update them on how
the nursing home was managing generally and to
provide information on their relatives’ health status.

36 (6R, 12F, 18S) participants responded to the
open-ended question regarding the effort to
maintain relationships during COVID-19 and there
were a range of experiences and efforts to maintain
social interactions and connections between
residents and relatives. Five relatives reported ‘no
internet connections for communication (F1)’, ‘not
enough phones or tablets for everyone (F2)’, and in
cases where residents needed help using a phone/
tablet, ‘staff were busy and not always available
to assist (F3)'. This led to a lot of frustration for
residents, families and staff. The overall demands
at the time resulted in one family respondent
reporting, ‘being asked to stop ringing the nursing
home due to the business of the situation (F4)’, or
‘not allowed any sort of visits, in-person, window
visit or otherwise and that this was not the advice at
the time (F5)'. Another family respondent reported
that ‘some residents received more support, visits,
opportunities and favours than other residents for
unknown reasons (F6)'. These reports from family
respondents highlight the perceptions families may
have in relation to the care needs and personal
situations of individual residents. In addition, the
difficulties for nursing homes and their staff in
keeping up to date with government and regulatory
bodies’ advice and guidance, were fuelled by
the fact the guidance was changing so quickly,
creating different interpretations and differences in
implementation. Such inconsistencies or time lags
regarding what was deemed permissible and safe
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across different nursing home settings, regardless
of public health advice nationally, is a concern and
a lesson for the future. While a few respondents
articulated issues regarding communication across
this study there was clear evidence that efforts
were made with regards to communication and,
when communication may have broken down, the
demands and pressures placed on staff may have
been a serious contributing factor.

5.1.8 CARE PROVISION

20 (15F, 5S) participants expressed comments
regarding care provision. Relatives expressed
views on the level of care that residents received
during the height of the pandemic and related
restrictions. Experiences and perceptions of
care received in nursing homes were described
along a continuum from excellent, as best as it
could be given the situation, to the other end

of the spectrum - insufficient and neglectful.
Families described how unsettling the COVID-19
experience was, and this is captured in one
respondent’s comments describing the ‘torture of
being unable to visit and care for their relatives
(F7)". Family respondents also appreciated that
‘they were in a safe familiar place with caring
staff who did their best in a terrible situation
(F8)" and that staff went ‘above and beyond the
duty of care (F9)'. However, despite best efforts,
there seems to be a consensus that there were
‘not enough staff to meet everyone's needs
(F10)", particularly as ‘staff were becoming unwell
themselves with COVID-19 and there was a lack
of replacement staff (F11)". One family member
respondent perceived a ‘failing of care and a
lack of compassion and residents were lonely
and had unmet care needs (F5)'. While another
family respondent felt ‘residents died during

the pandemic alone and confused, without the
support of their families which was cruel and
unnecessary (F3)’, there was a sense from family
respondents that ‘if COVID-19 infection did not
end lives, then loneliness and heartbreak changed
life trajectories (F4)'. However, this represented
more of the anguish and turmoil families faced
with regard to restrictions, the anxiety they felt
residents encountered and the stark reality of

death during COVID-19. However, although these
sentiments were expressed it must be noted

that they were in the minority and should not be
overstated in the context of the overwhelming
acceptance and positive comments on care and
staff performance.

5.1.9 HUMAN RIGHTS

23 (3R, 13F, 5S) participants expressed comments
regarding human rights. From a human rights
perspective, the three residents reported levels
of confusion and distress: ‘it was hard when the
mask and gowns came, it was difficult to know
who was with you or even what they were saying,
| often did not know what day it was and as

family were not calling, each day ran into each
other and | was getting more and more confused
(R6)'. These respondents identify a sense that the
right to self-determination and decision-making
about one’s own needs and safety were removed.
Residents (n=6) and families (n=15) also reported
in the open comments that the nursing home ‘is a
home away from home’, and ‘it's so comfortable
and welcoming here (R5)". The uncertainty and fear
were not confined to only residents and families,
as a family respondent reported that ‘the nursing
home management held all the power, and they
were so fearful of it (COVID-19) getting in they
went beyond the necessary public health advice
and the recommended restrictions nationally (F7)".
This highlighted the difficult decisions nursing
home managers were faced with at the early stages
of COVID-19 in trying in unprecedented times

to balance safety, rights, humanity and infection
control.™°

Within the open text comments, there was a sense
of powerlessness and hopelessness in the situation,
which was devastating for families, staff and
management who felt they had been abandoned
or that they had abandoned their loved ones. In
this survey staff reported this as ‘prior to COVID
there was no PPE and no real engagement with
nursing homes, whereas now we are in the news
and under the spotlight and resources like PPE are
coming and it begs us to think why it's only because
of COVID-19 (S3)'. It should be noted that PPE

140. MN Dichter and others, ‘COVID-19: it is time to balance infection management and person-centered care to maintain mental health of
people living in German nursing homes’ (2020) 32(10) International psychogeriatrics 1157; D Ferorelli, G Mandarelli, and B Solarino, ‘Ethical
challenges in health care policy during covid-19 pandemic in Italy’ (2020) 56(12) Medicina 691.
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equipment, while not at the same level as during
COVID-19, was always in use in nursing homes
prior to COVID due to flu and norovirus outbreaks.
For relatives of residents who had diminished
cognitive function or conditions such as dementia,
there was an expression of deep upset, as they
knew their relative ‘did not understand what was
happening and we could not be with them, it's sad
for them to be alone at the end, it's just not right
(F8)'. This was coupled with the lack of family visits
and staff wearing unfamiliar PPE. In addition to the
visiting restrictions, it was reported by one family
and staff respondent that residents were further
isolated in bedrooms for periods due to COVID-19
positive or COVID-19 contact status. It should be
noted that this was the procedure outlined in HSE
health protection and surveillance centre written
guidance. This compounded social isolation and
loneliness, and it was not seen as the correct

form of action by family respondents. However,

as the government, nursing homes and society
learned more about COVID-19 and the advent

of a vaccine occurred, such restrictions were not
evident after vaccination rollout in January 2021.
While such restrictions do impact on isolation,
environment and space within nursing homes is an
issue and variations and differences exist between
and across nursing homes to accommodate social
distancing both within the internal structure and
external grounds/landscape of nursing homes in
Ireland.

5.1.10 EXPERIENCES

17 (12F, 5S) participants expressed comments
regarding their experience. Healthcare staff and
relatives expressed their views on the working
situation during the pandemic. While it is
recognised that in some cases staff went above
and beyond in the care they provided, it was not
without personal and professional cost. Within
the free text comments there were reports of
perceived burnout - ‘the staff are just seem so
exhausted, and they are probably burnt-out
(F9)" — mental health deterioration, traumatising
experiences, poor conditions and little support
and pay - ‘we worked around the clock to help
and keep residents safe during the pandemic

and worked tirelessly in care and support, it would
mean a lot to staff to get some recognition for all
the sacrifices that we made and with not seeing
our own families for a long time (S4)’. Some staff
(n=4) reported that they considered leaving or
have since left their work or career in healthcare
and will not return - ‘I have now finished working
in nursing home, as unfortunately the whole thing
made me unwell, and | struggled with trying to
justify the restrictions placed on older people
approaching the end of their life, | won't be going
back to an environment like that again (S5)’. A
family respondent reported that ‘there was never
enough staff, many of the staff are as young as 17
with no training or experience and little guidance
(F10)’. While this may be an observation by a
family member, there were no other reports and no
representation of staff under the age of 30 in the
survey respondents, and the survey results were
positively rated.

Multidisciplinary healthcare teams such as public
health teams, palliative care teams and local
hospitals were acknowledged for their support.
However, it is noted that the frontline staff were
mainly nurses or health carers/assistants and that
‘the nurses and carers in the nursing home got
the brunt of the stress and pressure (F9)'. While
GPs were acknowledged for their support and
dedication, there was a perception that while
accessible through virtual visits, the lack of physical
presence on-site was not helpful or supportive.

‘| believe General Practitioners could have been
more supportive with on-site visits instead of virtual
visits for a long period of time, and while they were
accessible, they were slow to return to the nursing
homes (S6)’. In some cases, healthcare workers
believed that regulatory authorities cared more
about public perception and the illusion of action
rather than real-life issues. This was captured by a
staff member who responded:

‘the regulatory bodies were insensitive, lacking
in compassion and on the back foot too as they
asserted their right to be heard and rehash
already circulating data and information to
promote their presence, all interested parties
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had to have their tuppence worth, did we know
prior to covid that we had that many professors,
specialists, virologist, microbiologists etc.

but the fact is while we will give all the help

we can at ground level, people will suffer,

and regulatory bodies will join in with their
retrospective analysis and surveys while we
move on to the next crisis as the show goes on
(S6).'

The fact that professors, researchers,
professionals, regulatory bodies and authorities
were suddenly at the forefront of the media
advising on supports provided to nursing homes
was perceived by staff as disingenuous, masked
as virtuous, when in fact staff felt these people
‘are completely out of touch with the realities
and dynamics of the nursing home situation (S7)".
Where prior to and at the initial stages of the
pandemic nursing homes did not have sufficient
PPE or support for essential resources around
infection control, there was a feeling that the
‘media circus’ shining a light on such issues was
seen as supportive in highlighting the issues
in nursing homes, but also it emphasised the

‘shock and fear with individual personal tragedies
which was sad, unwarranted and unnecessary’(S8).
In addition, staff were sceptical and wavered
between feelings that help was finally on the way
and feeling that the help would dissipate once

the media attention died down. The necessity to
effectively respond to a pandemic has elevated the
importance of securing the well-being and safety of
the most vulnerable in society, and nursing home
staff relayed the hope that lessons learned will
translate to policy and practice in the future.

5.2 CONCLUSION

Overall, respondents in this survey acknowledged
and reported a high level of agreement with the
survey items. There were individual concerns
regarding COVID-19 and its effects on care
provided, visitation, communication and general
concerns/worries reported in the qualitative
comments. Nevertheless, these concerns were
balanced by the fact that responses and comments
were in the majority positive, thus reflecting

the individual and subjective nature of peoples’
experiences, the interaction that occurred and the
level of need of residents.



Section Six:
Conclusion and Recommendations

COVID-19 represented not only a threat to public
health but, in many instances, represented a
threat to the enjoyment of human rights. This
report identified several human rights of particular
relevance: the right to life, the right to be free
from inhuman or degrading treatment, the right to
liberty and security, the right to private and family
life, and the prohibition of discrimination. In any
response to COVID-19, clinical considerations are
undoubtedly to the fore, however, any policy or
guidance documents must be underpinned by a
consideration of the role of human rights. In this
regard, there is a difficult balancing exercise to

be undertaken whereby infection prevention and
control measures must be weighed against the
emotional and physical impact that such measures
may have. The challenge this presents is well
captured by the Department of Health guidance
document, ‘Ethical Considerations Relating to
Long-Term Residential Care Facilities in the
context of COVID-19":

During the pandemic there is a particular need
to retain a holistic view of the well-being of
residents of LTRCS, be cognisant of their rights
as citizens, and to be vigilant that in seeking
to shield them from infection, these rights are
not infringed upon to an extent, or in a manner,
which is disproportionate. The provision of
health and social care during a pandemic
should continue to be person-centred and
follow a rights-based approach. Individuals in
LTRC settings have the same human rights as
other people and must be treated with dignity
and respect.’

In line with this, this study sought to examine

the experience of nursing home residents, their
families, and staff during the COVID-19 pandemic.
While the nature of the study did not allow for a
detailed proportionality analysis to be undertaken,
it nonetheless captures and reflects the human
experience in the nursing home setting during

the COVID-19 pandemic. In doing so, it teases
out how human rights have been protected and
affected during this time.

Nursing homes experienced some of the worst
effects of COVID-19. Yet, the empirical research
showed a system of care which performed
positively on a human level. There was evidence of
good practice across the range of areas that could
perhaps be further strengthened in the future.
Nonetheless, respect for autonomy and the right
to family life were central to many of the survey
responses. This reflects the fact that nursing home
residents experienced certain restrictions, such

as visitation, in a way that few others in society
felt. These restrictions raised issues related to
communication and underlined their experience

of the nursing home structure. Communication
with the resident was generally positive whereas
family members often desired greater information.
Although 61.9% of families were of the opinion that
information provided by the nursing home about
COVID-19 was clear and understandable, this still
leaves a substantial number who felt additional
information was required. Other aspects of
communication with the residents, such as feeling
listened to by staff, prompted a good response.
However, the policy and guidance documents often
failed to fully promote and encourage the need for
involvement and appropriate communication.

A nursing home is not solely a site of healthcare
provision but is primarily a residence and home.
The questions posed in relation to the nursing
home environment can be linked to rights such as
bodily integrity, private and family life, freedom
from discrimination, and freedom of conscience
and religion. As outlined in the previous section,
the responses were largely positive. A majority

of respondents agreed that the nursing home

is comfortable and well kept, that residents are
involved in decisions about their care and support,
that support is provided to maintain contact with
family and friends, and that spiritual and religious
supports are provided within the nursing home. The
provision of such supports is essential to ensuring
that the human rights of residents can be upheld
and protected in such challenging circumstances.
These are also elements that form part of the
provision of palliative care.

141. (n 112).
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The guidance document, ‘Ethical Considerations
Relating to Long-Term Residential Care Facilities

in the context of COVID-19" noted that where
palliative care is delivered within the nursing
home, ‘clear accessible linkages should be made
with palliative care specialists and/or local GPs

to provide direct care, consultation or provider
support’.’ The role of palliative care teams was
recognised by respondents in section five, although
it was noted that nurses and carers in the nursing
home bore the brunt of the stress and pressure.
Palliative care is a broad approach to care which
seeks to not only improve the quality of life of
patients but also the quality of life of their families
and caregivers. The availability and provision of
palliative care supports for family members and
carers was beyond the scope of this research but is
an issue warranting greater attention in the future
if we are to ensure the robustness of palliative care
delivery which aligns with its fundamental aims and
objectives.

While a majority of the responses were positive,

it is necessary to acknowledge the concerns

and worries that were highlighted by some
respondents. For instance, in section five it was
noted that there was a sense that the right to
self-determination and decision-making about
one’s own needs and safety were removed. Section
Two set out that there can be restrictions and
limitations on the enjoyment of certain human
rights, but this must be carefully balanced against
the overall measure that is to be achieved. The
national guidance issued in response to COVID-19
had to be translated into practice at the local
level. Nursing homes were working within an
ever-changing regulatory landscape, and it is
understandable that a cautious approach might

be applied in an attempt to promote patient
safety and infection control. A consideration of the
human rights impact should not just happen at the
local level but clearly needs to be embedded in the
development of guidance from the outset. Human
rights are not an add-on or something ‘extra’,

but must form a core part of how we respond to
public health challenges both now and into the
future. Emphasising the centrality of human rights
ultimately benefits the nursing home residents,
along with their families and healthcare staff.

RECOMMENDATIONS

()

A respect for human rights should inform and
shape the development of national public
health guidance and policy documents.
National public health advisory groups should
include persons with expertise in human rights
and equality.

The experience of nursing home residents,
their families and staff must necessarily
inform the development of future epidemic/
pandemic planning documents. In this way,
the lessons learned can be most effectively
translated into policy and practice.

A focus on strengthening nursing home care
and supports must be maintained into the
future. The attention on nursing homes should
not dissipate with reduced media coverage.

Palliative care should have a more central role
in national epidemic / pandemic planning
documents so as to encourage a rounded
response to infectious disease outbreaks.

Nursing homes' communication plans and
tools need to be adapted for use during a
pandemic to ensure information is provided
in a timely and appropriate manner.

Nursing homes should be supported in
adapting, developing and implementing
additional resources as required to support
communication for residents, such as, the
purchase of tablet computers or upgrade of
internet connections.

Nursing homes should have greater support in
applying policy at a local level. Inconsistencies
regarding what was deemed permissible and
safe across different nursing home settings,
regardless of public health advice nationally, is
a concern and a lesson for the future.

142. (n 112).
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Approach
Survey 1: The Resident’s Experience

Section One — Person

For all questions, please tick the appropriate box on the rating scale as follows:
Strongly Agree; Agree; Don’t know or Unsure; Disagree; Strongly Disagree

Strongly Agree Don’t Disagree | Strongly
Agree Know / Disagree
Question Unsure
o0 oo 9 o0 o0
-w ~ ° — A

The following statements
describe my experience since the
start of the COVID-19 pandemic:

Q.1 | | often become bored

Q.2 || feel safe

Q.3 | My privacy is respected

Q.4 | My personal belongings
are cared for

Q.5 | Ican choose which
activities | get involved in

Q.6 | Igenerally feel happy and
content

Q.7 | Ifeel lonely

OO O O Oo0dno
OO O O Oodno
OO O O Oodo
0o O O 000
0o O O 000

Q.8 | Staff support me to
engage in meaningful
activities

Q.9 || often feel worried,
anxious, or fearful

Q.10 | | am content

Q.11 | | feel listened to

Q.12 | My beliefs and values are
accepted

O Ood o
O Ood O
O god o
O Ood O
O Ood O

Q.14 | | am supported to be
independent




50 | Shaping Palliative Care Policy Using a Human Rights-based Approach

Section Two — Staff
For all questions, please tick the appropriate box on the rating scale as follows:
Strongly Agree; Agree; Don’t know or Unsure; Disagree; Strongly Disagree

Strongly Agree Don’t Disagree | Strongly

Agree Know / Disagree
Question Unsure

o0 o0 ? ° 0 o0

-w ~ ° G A

The following statements
describe my experience since
the start of the COVID-19
pandemic:

Q.15 | | am treated kindly

Q.16 | | am treated with respect

Q.17 | | am treated fairly

Q.18 | | get on well with the
staff

Q.19 | | can get help from staff
when | need it

Q.20 | Staff care about residents

Q.21 | Staff explain COVID and
its impact in a way that is
easy to understand

N | O O
00 O Oj0od
N | O
N | o Y
N | O o

Q.22 | | can discuss my care with
staff

[
[
[
[
[

Q.23 | Staff treat me well

01O
01O
010
01O
010

Q.24 | Staff support me with
personal care when
needed

Q.25 | | feel comfortable ] ] ] ] O]

speaking to staff about
my concerns

Q.26 | Staff provide appropriate
care based on my needs

[
[
[
[
[

Q.27 | | get on well with the
staff

[
[
[
[
[
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Section Three — Service
For all questions, please tick the appropriate box on the rating scale as follows:
Strongly Agree; Agree; Don’t know or Unsure; Disagree; Strongly Disagree

Strongly Agree Don’t Disagree | Strongly

Agree Know / Disagree
Question Unsure

o0 ) 9 ° 0 o0

-w ~ ° s A

The following statements
describe my experience since
the start of the COVID-19
pandemic:

Q.28 | My nursing home is
comfortable and well
kept

[
[
[
[
[

Q.29 | I get up and go to bed
when | want

Q.30 | | am encouraged to be
part of the community

Q.31 | | am not discriminated
against in any way

O o o O
O o O O
O o O O
O o o O
O o O O

Q.32 | I was involved in
decisions about my care
and support

Q.33 | | can choose who else
(family, friends) can be
involved in my care and
support

[
[
[
[
[

Q.34 | | can raise concerns and
know that they are dealt
with

[
[
[
[
[

Q.35 | | am happy with the care
and support | receive

Q.36 | | can get peace and quiet
when | want

Q.37 | | spend my time doing
the things that | enjoy

O O O O
O O O O
O O O O
O O O O
O O O O

Q.38 | | have my room the way |
like it
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Q.39

| am encouraged to be
active

[

[

[

[

[

Q.40

| have access to
communal spaces to
meet fellow residents

[

[

[

[

[l

Q.41

I have access to spiritual
and religious supports

[

[

[

[

[

Q.42

I am supported in
keeping contact with
family and friends

[

[

[

[

[l

Q.43

I am or was supported to
become comfortable
using alternative
communication means
e.g. technology

Q.44

| am supported and given
all relevant information
to make decisions
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Demographic Information

Q.45 Age

Q.46 Gender

Q.47 How long have you been a resident in the nursing home?

Q.48 Have there been any COVID-19 cases in your nursing home?

Yes |:| No |:|

Q.48A If yes, were the people who tested positive for COVID-19 in your
nursing home: (Please tick as many as appropriate)

Other residents |:| Relatives |:| Care staff |:| Nurses |:|
Cleaners D Doctors |:|

Q.48B If there was a positive case of COVID-19 in your nursing home
how did you become aware of this?

Q.49 Was information provided about COVID clear and understandable?

Yes D No |:|

Q.50 How did you maintain relationships with family and community?

Q.51 Is there anything else you would like to add about your experience
during the COVID-19 pandemic?
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