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1. Foreword

It gives me great pleasure to
present this comparative report
on standards for residential care
facilities in Europe. Most people
with dementia live in the com-
munity. However, some, may
need to move into residential
care due to dementia or other
conditions. Also, some people
living in residential care facilities may develop dementia
at some point of their lives.

Moving into residential care is a significant life event and

can be quite challenging for many people and this deci-
sion may be even more difficult for a person with dementia.
Amongst the questions expressed by older persons are when

to make the decision and which care home to choose as

well as concerns over more practical aspects of care, such

as having to share a room or not being able to decide about

meals or when to go to bed.

Every person living in these settings should have the same
rights and opportunities to enjoy a meaningful and good
quality of life as people living in other settings. This is par-
ticularly true for people with dementia who may often have
more complex needs than other residents and, as demen-
tia progresses, may be less able to defend their interests
and rights, make decisions or communicate preferences.

This report provides an overview of the existing care stand-
ards and regulatory requirements that residential care
facilities need to meet. The report addresses key areas that
have a great impact on the lives of residents, namely, the
physical environment, the staff providing care, health and
social care and human rights, end-of-life care and abuse
and restraint.

We identify some important oversights on how demen-
tia is currently addressed or neglected in frameworks and
standards in Europe, but were also able to provide examples

of good practices and standards where the specific needs
of residents with dementia have been taken into account.

The report also draws attention to end-of-life care for people
living in residential care settings. This is a great concern as
many people, with and without dementia, will spend their
last days and moments of life in a residential care facility.
Abuse, and specifically, the use of restraint, is also an impor-
tant topic in dementia care. Alzheimer Europe carried out
work in 2012 on the area of restrictions of freedom and the
use of restraint. The use of restraint, particularly on frail,
older people with dementia, is generally considered unethi-
cal or harmful and is rarely if ever justifiable.

Some of the key issues that still need to be considered at
policy level are the formulation of clear and legally bind-
ing standards with specific considerations of the needs of
residents with dementia, appropriate training for staff, and
awareness raising and the provision of high quality accessi-
ble information to residents, families and staff about their
rights and what they should be able to expect from care.

In closing, I want to acknowledge the important work of
our member associations and other national experts who
provided the information for this report, and Ana Diaz,
Project Officer, who coordinated this work and carried out
this impressive comparison of national care standards. A
special mention goes to the members of our European Work-
ing Group of People with Dementia and their supporters,
who have provided very insightful personal accounts and
thoughts on this important topic.

We hope this comparative report will be useful in advancing
the understanding of this topic and improving the stand-
ards of care and the quality of life of people with dementia
in residential care.

Jean Georges
Executive Director
Alzheimer Europe
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2. Introduction

2.1 Background to the report

This comparative report has been produced as part of the
2017 Work Plan of Alzheimer Europe (AE)', which has received
funding from the European Union in the framework of the
Health Programme.

The report looks at the topic of residential care facilities in
Europe, and in particular, provides a comparative overview
of the requirements that these facilities must comply with
when providing care, i.e. the minimum provision below
which no provider is expected to operate. In this report, the
term residential care facilities includes both care homes
and nursing homes (please see appendix for further details).

The report focuses on the following areas:

Physical environment,
Workforce,

Provision of care and rights,
Palliative care,

Abuse and restraint.

ViR oW

Table 1: Participating countries

The information for this comparative report has been pro-
vided by AE members and other national experts (please

see appendix for details on the methodology followed and

the acknowledgements section for the list of people who

have contributed to the report). Members of the European

Working Group of People with Dementia (EWGPWD)? were

invited to share their experiences with and views on each

of the topics addressed in the report by providing a short
written testimonial (“personal accounts”). The personal

accounts of six people with dementia and three support-
ers are included at the end of sections 3 to 8.

The report includes information from 29 European coun-
tries (please see table 1 for more information). For Belgium
and the United Kingdom (UK) separate information is pro-
vided for the different parts of the countries (i.e. Wallonia
and Flanders in Belgium, and England, Northern Ireland,
Wales and Scotland for the UK). For some countries where
the requirements are developed at regional level the infor-
mation is provided for one of the regions (e.g. Germany,
Spain, Switzerland) (please see appendix for further details).

EU Member States Non-EU Countries

Austria France Luxembourg Spain Norway
Belgium (Flanders) Germany Malta Sweden Switzerland
Belgium (Wallonia) Greece Netherlands UK (England) Turkey
Bulgaria Hungary Poland UK (Northern Ireland)

Croatia Ireland Portugal UK (Wales)

Cyprus Italy Romania UK (Scotland)

Czech Republic Latvia Slovenia

Finland Lithuania Slovakia

' Alzheimer Europe is a non-governmental organisation aiming to raise awareness of all forms of dementia. As of October 2017, Alzheimer Europe has
40 member associations from 35 countries. For further information please visit: http://www.alzheimer-europe.org.

2 In 2012, Alzheimer Europe set up the European Working Group of People with Dementia (EWGPWD), comprised of people with different forms of
dementia and of different ages and nationalities, to advise the board of Alzheimer Europe (through the Chair of the EWGPWD) and to participate
(either as a group or through individual members) in all activities and projects organised by Alzheimer Europe.



STANDARDS FOR RESIDENTIAL CARE FACILITIES IN EUROPE | 5

2.2 Relevance of the topic and European policy context

Population ageing is a long-term trend which began several
decades ago in Europe (Eurostat, 2017). According to current
estimations the EU-28’s population will continue to age.
Another aspect of population ageing is the progressive age-
ing of the older population itself, the share of people aged
+ 80 years will double between 2016 and 2080 (Eurostat,
2017). This overall increase in life expectancy across Europe
is a very positive trend. However, demographic change is
also seen as a challenge for many policy areas, including
social protection systems, and health and long-term care?
in particular. According to the European Commission (2014),
the ageing of the population is expected to put pressure on
governments to provide more formal long-term care bene-
fits. Long-term care is a broad concept and it encompasses
both informal and formal care. Only some aspects of the
latter (i.e. long-term care provided in residential care facil-
ities) are addressed in this report.

In the European Union (EU), it is estimated, that the number
of people who may potentially need long-term care services
will increase by 30% between 2013 and 2060 (Commission
Services and Economic Policy Committee, 2016). Whilst, older
people are not the only citizens who may need long-term
care, they are more likely to need it due to potential frailty
and co-morbidities. The growing number of people living
with dementia is also another factor that is often men-
tioned in this context.

Within the EU, the provision of long-term care is a Mem-
ber State responsibility (Social Protection Committee and
the European Commission, 2014). However, the topic of
long-term care, as part of the social inclusion and social
protection strand*is addressed at EU level in different ways.

As part of the political cooperation, the Commission works
together with Member States through the Social Protection
Committee using the Open Method of Coordination®in the
areas of social inclusion and social protection. This provides
a framework for national strategy development for social

protection and investments, as well as for coordinating pol-
icies between EU countries on, among other issues, health
and long-term care. In this context, Member States have
agreed on three common objectives: (1) guarantee access
for all to health and long-term care, (2) promote quality in
health and long-term care and adapt care to the changing
needs and preferences of society and individuals, notably
by establishing quality standards reflecting best interna-
tional practice and by strengthening the responsibility of
health professionals and of patients and care recipients and
(3) ensure that health and long-term care remain afforda-
ble and sustainable.

The European Semester® allows countries to discuss
their economic and budget plans and monitor progress
throughout the year. As part of this work, the Commission
issues an Annual Growth Survey which presents the Com-
mission’s view of EU policy priorities for the coming year.
The 2017 Annual Growth Survey refers to long-term care
and highlights that Member States need to ensure access
to quality services including long-term care, and also, in
order to slow the rise in expenditure in long-term care
services, recommends policy action to enable individu-
als to stay healthy for longer and make health systems
more effective, accessible and resilient. In 2016,19 Member
States referred to challenges linked to long-term care, 11
in their national reports referred to scarce provision and
coverage (ENNHRI website?).

In 2016, the European Commission introduced the European
Pillar of Social Rights. The Pillar reaffirms rights that are
already present in the EU and complements them to take
account of new realities (European Commission website).
The principles and rights enshrined in the Pillar are struc-
tured around three categories: (1) equal opportunities and
access to the labour market, (2) fair working conditions
and (3) social protection and inclusion. Chapter Il (article
18) refers to the right to affordable long-term care services
of good quality.

3 Long-term care can be defined as “a range of services and assistance for people who, as a result of mental and/or physical frailty and/or disability
over an extended period of time, depend on help with daily living activities and/or are in need of some permanent nursing care”.

4 The European Commission supports and complements the Member States’ policies in the fields of social inclusion and social protection.

5 The Open Method of Coordination on Social Protection and Social Inclusion was launched in 2000 and is a method of soft governance and part of
the implementation of the process of coordination of social policies. It is used by Member States to support the definition, implementation and
evaluation of their social policies and to develop their mutual cooperation. The method supplements the legislative and financial instruments of

social policy (EU website).

¢ In the framework of the “Europe 2020 strategy, the European Commission (EC) put in place a process of economic reforms and surveillance to
support Member States in achieving the planned objectives and the targets. This process is known as the European Semester. The European Semester
is an annual cycle during which information is exchanged between the EC and the Member States and economic reforms in the fields of employment,
education and poverty reduction are planned. In November of each year, the EC sets out its priorities in the Annual Growth Survey. On the basis of
these priorities the EU Heads of State issue policy guidance to Member States. This policy guidance is then meant to be reflected in the drawing up
of National Reform Programmes and Stability/Convergence Programmes by each Member State. These programmes are assessed by the EC which
then draws up a number of Country Specific Recommendations which are considered and finally adopted by the European Council (Azzopardi-Muscat

et al., 2015).
7 http://ennhri.org/Long-term-Care-in-Europe.
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Despite this work, the cost, sustainability and quality of
long-term care systems remain a challenge for most EU
Member States (Commission Services and Economic Policy
Committee, 2016; Social Protection Committee and the Euro-
pean Commission, 2014). The OECD/European Commission

report concluded that “the measurement of quality in long-
term care lags well behind the health sector. More effective
monitoring of long-term care quality, and the development
of robust, comparable measures, should be a priority for
OECD countries” (2013:16).

Box 1: European projects addressing long-term care

A number of European projects and initiatives have looked at different aspects of long-term care in Europe and
have tried to address some of these challenges. Some examples of this work include:

® ANCIEN project: Assessing the needs of Care in European Nations (2009-2012).
ENNHRI: Human rights of older persons in long-term care project (2015-2017).
Interlinks: Health systems and long-term care for older people in Europe. Modelling the interfaces and links
between prevention, rehabilitation, quality of services and informal care (2008-2011).
PACE: Palliative Care for Older People in care and nursing homes in Europe (2013-2018).
WeDO project: European Partnership for the wellbeing and dignity of older people (2010-2012). As part of this
work the European Quality framework for long-term care services was developed.

2.3 Prevalence of dementia in residential care settings

and regulation to improve the quality of care

Current estimates suggest that over 9 million European
citizens (EU28) may have dementia (Alzheimer Europe, 2017,
unpublished document). In Europe, the majority of people
with dementia live at home in the community. However,
due to different circumstances, and at different stages of
the condition, some people will need or chose to move to
a residential care facility. Also, some people may develop
dementia after moving to residential care. It is still a chal-
lenge to estimate which proportion of people living in
residential care facilities have dementia. This varies greatly
from country to country, but evidence suggests that this
may range from 13.4% in Hungary to some 70-80% in Swe-
den (Froggatt et al., 2017 - see table 2 for further details and
box 2 for an example of prevalence in Switzerland). Also, it
has to be borne in mind that, whilst an important num-
ber of residents may experience cognitive impairment or
dementia, several never receive a diagnosis (Cahill et al.,
2009, Froggatt et al., 2017).

There are different types of care facilities providing long-
term care to older people in Europe. Froggatt and colleagues
(2017) identified three different types of care facilities: type 1:
facilities providing care to the most dependent older people
with on-site physicians, nurses and care assistants, type 2:
facilities with onsite nurses and care assistants which rely
on external providers for provision of medical care, and
type 3: facilities providing care for older people with lower
levels of dependency and where the on-site care is pro-
vided by care assistants. They concluded that in the majority
of countries included in their study, at least two of these
three types of facilities providing care co-exist. Froggatt

and colleagues (2017) highlighted that the situation of the
long-term care sector is “continuously evolving with rel-
evant changes happening in funding and organisational
models” (Froggatt et al., 2017, p.12).

The assurance and monitoring of quality of residential
care for older people is particularly important (O’Dwyer,
2015). Nevertheless, this is a complex endeavour. Meas-
ures to assess the quality of care are improving, however
they are still in the early stages in many Member States
(European Commission, 2008). Among other factors that
may have an impact on the quality of the long-term care,
increasing patient choice and ensuring the capacity of the
workforce in long-term care, have been identified as core
factors (European Commission, 2008). Similarly, the Social
Protection Committee and the European Commission (2014)
highlighted that the provision of long-term care should be
attuned and responsive to older people’s wishes and pref-
erences. Other issues that have been identified in Europe
as challenges to the quality of long-term care are inade-
quate accommodation, lack of privacy and excessive use of
restraint and force (European Commission, 2008).

The development of minimum standards and the licen-
sure and accreditation of facilities are some of the main
instruments to regulate quality of care in institutional
settings and can be considered as the “starting point” of
quality assurance (OECD/European Commission, 2013). In
several countries, accreditation or certification is either com-
pulsory or a condition for reimbursement or contracting
(OECD/European Commission, 2013, p.22). These processes
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recognise that the facility meets certain basic criteria and is
fit to operate. The type and depth of information addressed
in the standards and legislation varies, however, common
requirements include aspects related to the living envi-
ronment, workforce (ratios and qualifications needed) and
administrative matters of care provision. Other areas such
as human rights of residents, individualised care planning,
reporting processes for complaints and specific standards
for dementia care, also seem to play an important role, and
in recent years, more attention has been given to such areas
(OECD/European Commission, 2013).

Most countries have indicators of inputs, such as staffing and

care environment, but only a limited number of EU countries

collect information on quality systematically (Social Protec-
tion Committee and the European Commission 2014) The

work carried out by O’'Dwyer on quality of residential care for
older people, indicated the existence of three different regu-
latory regimes in Europe (O’Dwyer, 2015, p.122-124):

e Self-regulatory approach, typically used in Northern
Europe. In this approach, regional and local
authorities are tasked with overseeing the quality
of care services but the responsibility for the quality

of the service provider is seen to rest primarily with
the care providers. In these countries, there is a
great focus on quality improvement and assurance
and providers themselves are required to collect
performance indicators.

® Command and control approach, typically used

in mainland Europe, Ireland and the UK, where
independent, external bodies are responsible for
monitoring the quality of care. In these countries,
there are regular inspections and sanctions in case
of non-compliance. The focus is on quality assurance
and quality or performance indicators are not used.

® Quality assurance with poor or underdeveloped

oversight, typically found in Eastern Europe but also
in some Mediterranean countries. Several countries
fall in this category, and have poorly developed
regulatory systems.

Whilst it is still unclear which approach could have better
care outcomes, O’Dwyer’s work suggests that countries
using the first approach (self-regulation) are more likely to
have higher average standard of care. However, she argued,
other factors may also influence this (e.g. the organisation
of long-term care services in each country).

Table 2: Proportion of residents with dementia in long-term care facilities (LTCFs)

Country (date of data) Proportion of residents living in LTCFs with dementia

Austria (2007) 52.5%
Denmark (2013) 66.6%
56% (health centres)
Finland (2012)
68% (nursing homes)

61% (60-74 years)

Germany (2007)

Hungary (2008)
Iceland (2014)

Ireland (2012)

Italy (2012)

Netherlands (2012)

Norway (2007)
Sweden

Switzerland (2014)

UK (2011/2013)

Reprinted with permission from “Palliative Care Systems in Long-Term Care Facilities in Europe”, by Froggatt et al.,

2017 p.19.

71% (75-84 years)

69% (85+ years)

13.4%

63.2%

64.2%

22% (severe dementia in nursing homes)
70% (significant cognitive impairment)
57% nursing homes

35.6% residential homes

81%

70-80%

60%

47.5% (dementia)

80% (significant memory impairment)

31% (cognitive impairment)
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Box 2: Prevalence of dementia in nursing homes in Switzerland

Alzheimer Switzerland conducted two pieces of research in 2011 and in 2012 about the prevalence of dementia in
nursing homes in Switzerland. For this work, they used the RAI (Resident Assessment Instrument) and PLAISIR
(Planification Informatisée des Soins Infirmiers Requis) data in Swiss nursing homes. According to the first of
these studies, which involved 26,000 residents from 386 nursing homes in 15 cantons, 47.6% of the residents

had a diagnosis of dementia and 16.9% had a CPS >=3 (Cognitive Performance Scale), which corresponds to
suspected dementia. The study conducted in 2012, in four French-speaking cantons (Genéve, Jura, Neuchatel and
Vaud), suggested an even higher prevalence, with 83.3% of the residents having either a diagnosis of dementia or

suspected dementia (CPS >=3).

2.4 Areas of interest to this report

The impact of the physical environment on health, well-
being and quality of life is well established (Nordin et al.,
2015). In particular, the layout of the building, the sensory
environment and the privacy and autonomy of the residents
have received a lot of attention from research (Barnes et
al.,, 2002). A design that promotes independence and sup-
ports function is very relevant to residents. This includes
for example the existence of handrails and seating along
corridors (Potter et al., 2017). Some other elements, that
can be particularly relevant to people with dementia, are
those related to spatial orientation and wayfinding in the
building (Barnes et al.,2002). In relation to stimulation, the
existence of specific areas dedicated to sensory stimulation
are of great importance, but also, the existence of outdoor
spaces (gardens) and the lighting of the building can have
an important impact on stimulation. In the 80’s, Ulrich’s
work evidenced that patients with rooms with windows
looking at a natural scene had shorter hospital stays (Ulrich,
1984 as referenced by Potter et al., 2017). There is also some
research evidence highlighting the significance of artificial
and natural light on various behaviours in care setting envi-
ronments, with some research suggesting a relationship

between appropriate lighting and improved quality of life
(Sorensen and Brunnstron, 1995 as cited by Barnes et al.,
2002). Privacy and control over the environment are also
important aspects. Private space and home-like environ-
ments can enhance the person’s wellbeing (Papoulias et al.,
2014). In addition, having control over the environment, (as
for example, having (or not) control of heating and ventila-
tion in the resident’s bedroom) has been associated with
residents’ satisfaction.

A well-performing health workforce is described by the
World Health Organisation (WHO) as one where “there
are sufficient staff, fairly distributed, they are competent,
responsive and productive” (2007, p.6). Care workers are
crucial to the quality of care and quality of life of residents
in long-term care settings (Bowers et al., 2000). However,
working in residential care has been described as stressful,
and often, staff experience work-related stress and burn-
out (Baker et al., 2015) with the level of turnover in these
settings being an ongoing concern among scholars and pol-
icy makers (Mukamel et al., 2009). Job satisfaction, on the
other hand, has been associated with (i) the opportunity
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to provide high-quality person-centred care, (ii) effective
leadership and teamwork and (iii) resident satisfaction
(Schwendimann et al., 2016). In the case of dementia, lack
of appropriate training and managing behaviours that chal-
lenge can be particularly stressful.

People living in residential care settings should receive
care which respects, enhances and protects their human
rights. The WHO has recognised the importance of ensuring
a human rights-based approach for people with dementia
(both living in the community and in residential care set-
tings) and has recommended adopting the PANEL approach,
which addresses participation, accountability, non-discrim-
ination, empowerment and legality. People with dementia
living in residential care should be able to exercise their
human rights in all aspects of their daily lives including
respect for dignity, privacy and autonomy, and should be
enabled to participate in decisions affecting their lives and
in the formulation and implementation of policies that
affect them. There is concern that people with dementia
may be at particular risk of abuse (Manthorpe, 2014). In

2.5 Structure of the report

This comparative report looks at the topic of residential
care facilities and, in particular, at the specific requirements
that these facilities must meet when providing care. The
report has a particular focus on regulatory requirements
and standards that have been developed for or with peo-
ple with cognitive problems or dementia in mind. People
with dementia living in residential care settings often have
more complex needs, may experience challenges in com-
municating these needs and may be less able than others
to cope with inadequate care.

the UK, for example, work carried out by the Alzheimer’s
Society (20m) has drawn attention to the risks of financial
abuse among people with dementia living in the commu-
nity and in care homes; they are more at risk than others
of money management problems, and potentially more
vulnerable to financial abuse (2011, p.52).

In sum, the organisation and provision of residential care in
Europe is heterogeneous, with relevant differences in the type
of facilities providing care, the funding mechanisms and the
regulatory systems for the implementation and overseeing
of the quality of the care and support provided in these care
settings. The environment, workforce and the care provided
are key elements of the quality of care provided and are often
part of the minimum requirements regulated in Europe. In
addition to those, recent evidence suggest that, residents’
rights (particularly choice and involvement), end-of-life care
and abuse (particularly the unlawful or inappropriate use of
restraint) may be also key aspects which are highly relevant
to the people receiving the care provided in these care set-
tings (European Commission, 2008).

The report is structured as follows. It starts with an overview
of the existing legislative frameworks for residential care in
Europe, how dementia is addressed in this framework and
how the requirements are implemented and monitored in
the different countries. This is followed with information
on whether each of the specific topics of relevance to this
report (i.e. physical environment, staffing, care and human
rights, end-of-life care and abuse and restraint) have been
addressed in the legislation specifically in the context of
residential care. The reports describes then in detail the
requirements and provisions for each of these topics as
written in the legislation and national standards.
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3. Legislative frameworks
for residential care
facilities in Europe

Table 3 shows an overview of the regulatory framework for
residential care facilities by country. In the majority of the
cases, the main responsibility for regulating and monitor-
ing the care provided in these facilities lies in the central
government. However, in a number of countries (e.g. Austria,
Belgium, Germany, Italy, Switzerland, Spain and Sweden)
this function is de-centralised.

In some countries (e.g. Czech Republic, Finland, Latvia, Lith-
uania, Slovakia, Slovenia and Sweden), the main regulatory
requirements that residential care facilities have to meet
are covered by legislation for health and social services.
Likewise, in the UK (England), the standards apply to all ser-
vices registered with the Care Quality Commission (CQC)

Table 3: Regulatory framework by country

that carry on regulated activities (e.g. residential care facil-
ities, hospitals, hospices and community support facilities).
Nevertheless, in many other countries, there is a regulatory
framework which is specific for residential care facilities. Bel-
gium (Wallonia), has different requirements for care homes
for older people with lower dependency needs and nursing
homes for older people with higher levels of dependency.
Likewise, in the UK (Northern Ireland), two different sets of
standards exist i.e. Minimum Standards for residential care
homes and Care Standards for nursing homes®. Both sets
of standards in Northern Ireland were written under the
provisions of Article 38 of the Health and Personal Social
Services (Quality Improvement and Regulation) (Northern
Ireland) Order 2003.

Relevant legislative framework and national standards

® In Austria, residential care is not under the competence of the Federal Government, but
under the competence of the Lander (there are 9 Lander in Austria). Each of them has
different pieces of legislation, laws and care standards for residential care facilities. In
addition, the Federal Ministry of Health and the Federal Ministry of Social Affairs developed

responsibility for various healthcare and welfare services, among other services the provision

® Social Assistance Act and its regulation. Currently, a new law abut social services is being

® People with dementia were mentioned for the first time in documents relating to nursing

homes in 2009 (Ordinance NN64/2009 art. 82 to 86). Since 2014, and as stipulated by Law of
Social Welfare NN157/13 art. 185, public nursing homes are allowed to take care of people with
dementia. In 2015, additional and more concrete descriptions of the conditions for providing
social services were developed. These are according to changes and additions to the Rule
Book on the minimum conditions for providing social services NN 66/2015 (Ministry of Social

Law of 1991 for the operation of residential care facilities for senior citizens and disabled

Austria
the Austrian Dementia Strategy in 2015.
® The Special Act of 6 January 2014 provides for the Flemish Community to be given
Belgium
(Flanders) of residences for older people and long-term care.
® Residential Care Decree of 13 March 2009.
Belgium
& . ® Code of Wallonia for Social and Health Care.
(wallonia)
Bulgaria
& drafted.
Croatia
Policy and Youth).
[ )
Cyprus
oE persons, and its 2000 updated regulations. Amended 2011.

& In Northern Ireland, nursing homes are for people who have a disability or illness that means the person needs nursing care on a frequent basis.
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® Social Services Act. No.108/2006 Coll. 2006 (effective from 1.1. 2007).

® Health Care Services Act No. 372/2011 Coll.

® Decree No.505/2006 (Quality standards for social services).

® Decree No.398/2009 Coll. on general technical requirements ensuring the barrier-free use of

Czech Republic buildings.

® Decree No. 6/2003 Coll. which sets the hygienic limits of chemical, physical and biological
indicators for the indoor environment of the living rooms of some buildings.

e (SN 73 0802:2009 Fire safety of buildings.

e (SN 73 4301 Residential buildings.

® Act on Supporting the Functional Capacity of the Older Population and on Social and Health
Care Services for Older Persons (2012).

e The Recommendations for the Quality of Elderly Services (Ministry of Social Affairs and

Health) Social Welfare Act 710/1982, 2013, updated 2017.

Health Care Act 1326/2010.

Act on the Status and Rights of Social Welfare Clients (812/2000).

Act on the Status and Rights of Patients (785/1992).

Act on Private Social Services (922/2011).

Private Health Care Act (152/1990).

Finland®

Code of Social Action and Families (2017).

® (Code of public health, code of construction and housing, general code of local authorities
(2017).

® Law No.2002-2 renewing social and medico-social activities and implementing decrees.

® Law No.2002-303 on the rights of patients and the quality of the health system.

France ® Law No.2005-102 for equal rights and opportunities, participation and citizenship of persons
with disabilities.

® Law No. 879 on hospital reforms and relative to patients, health and territories and
implementing decrees (2009).

® Law No. 2015-1776 on the adaptation of society to ageing and implementing decrees.

® Law No. 2016-87 creating new rights for patients and the end-of-life.

® Law on Long-Term Care Insurance (LTCI) Code of Social Law XI (1995).
® There are institutional care laws and regulations at federal state level regarding construction

German
4 and staffing.
® There are national expert standards for different topics®.
Greece ® Law N.2716/99 and FEK n.661/2000 (hospices for people with mental health problems)".
® FEK 455/1996 and FEK 1136/2007 (private Care Units for older people).
® Act on Social Regulations and Social Assistance (1993/I11.)
® Act on Health (1997/CLIV).
® Acton the informational autonomy and freedom of information (2011/CXill).
Hungary ® Regulation of the Minister for Social and Family Affairs 1/2000 on the tasks of social
institutions providing personal care and the conditions of their operation.
® National Standards for Physical Environment, Employment in Dementia Care for Residential
Facilities for Older People.
® S.I.No.293/2016 Health Act 2007 (Care and Welfare of Residents in Designated Centres for
Older People) (Amendment) Regulations 2016.
Ireland ple) { ) Reg

® National Standards for Residential Care Settings for Older People 2016.
® Guidance on Dementia Care for Designated Centres for Older People 2016.

The Act provides the general requirements, the more specific details are further developed in various acts, norms and guidelines. The Ministry of
Social Affairs and Health has published recommendations for the Quality of Elderly Service which are very influential but not mandatory.

An expert group is developing standards for the care of people with dementia. The standards apply to care in general (i.e. not specific for residential
care settings).

These laws set the relevant requirements for hospices for people with mental health problems. These type of hospices are few, funded by the state
and accept people over 56 who need psychogeriatric assistance. There is an ongoing consultation by the Ministry of Health on making specific
additions to these laws for the five new Hospices-Palliative Care Units for people with dementia at the late stages of the condition that are planned
to operate in different cities in Greece.
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Relevant legislative framework and national standards

® |aw 328/2000 Framework Law for the Implementation of the Integrated System of Social
Services.
® Ministry Decree 308/2001 Minimum Structural and Organizational Requirements for

Italy oo L . . Lo .
Authorization to Perform Services in residential and semi-residential structures, pursuant to
Article 11 of Law No. 328.
® This regulation lays the main principles which are then further developed in regional laws.
® Law on Medical treatment.
Latvia® ® |aw on the Rights of Patients.
® Law on Social Services and Social Assistance.
® Regulation No. 291 of the Cabinet of Ministers on “Requirements for social service providers”.
® Social care norms Order No. A1-46 of the Minister of Social Security and Labour (2007).

Lithuania ® Law on Social Services.
e Working time standards for social care staff Order No. A1-317 (2006).

® Grand-ducal regulation concerning the approval for providers of services for older people
(1999)-

Luxembourg ® Law 24 July 2014 related to the rights and obligations of patients.

® Law19June1998 introducing the dependency insurance. In 2018, a new law on dependency
insurance will be in place.

e Homes for Older Persons (Care Quality Standards) Authority Act, 2016.

Malta ) -
® National Minimum Standards (Care Homes for older people) 2015.

Quality Framework for Nursing Home Care (2017)5.
Law on Long-Term Care (2014).

Law Quality, Complaints and Disputes in care (2015).
Law Occupations in the Individual Health Care (1993).
Tax regulations.

Netherlands

The Act on Municipal Health and Care Services (2011, last updated 2017).
Norway ® Regulations for nursing homes and special dementia units (1989, last updated 2013).
® Ppatient and Users Rights Act (20071, last updated 2017).

® Social Assistance Act 2004. Amended in 2012.

® Minister of Family, Labour and Social Policy Decrees on social assistance homes 2012 and 2017.

Poland ® Qld Persons Act 2015.

® Minister of Health Regulation on guaranteed nursing and care services for long-term care of
persons with chronic diseases.

® D.L No.64/2007 on the legal framework for licensing and supervision of the provision of
services.

e Order (Portaria) No. 67/2012 on the conditions of organization, operation and installation to
which residential establishments for older persons must comply.

e Order (Portaria) No.196-A/2015 on the criteria, rules and forms of the specific model
of cooperation between the Social Security Institute and the Private Social Solidarity
Institutions.

® Order (Portaria) No.100/2017 creating the “Program to Celebrate or Extend the Cooperation
Agreements between the Social Security Institute and the Private Social Solidarity
Institutions”.

Portugal

2 These laws address some aspects of the care that should be provided in these facilities, however more specific details can be found in the internal
documents and regulations of each residential care facility.
% Based on the quality requirements which are in the Law on Long-Term Care.
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Relevant legislative framework and national standards

® Order No. 2126/05.11.2014 regarding the approval of the minimum quality standards for the
accreditation of social services for the elderly, the homeless, young people who have left the
child protection system and other categories of adults in need, and for services provided in
the community, services provided under the integrated social and Cantonese, published in

Romania the Official Gazette of Romania, Part I, No. 874/12.02.2014.

e Order of MMFPSPV No. 3123/2015 amending the Order of the Ministry of Labour, Family, and
Social Protection and the Elderly of Romania No. 2126/2014.

® Order No. 67/21.01.2015 regarding the approval of minimum quality standards for the
accreditation of social services for adults with disabilities.

Slovakia Act No. 448/2008 Coll. on Social Services and on amending of the consolidated.

Social Security Act 2008 (last updated 2017) No. 540-01/91-5/46

Health Care and Health Insurance Act 1992 (last updated 2013) No.1992-2711-0044.
Mental Health Act No.1999-2711-0006.

Health Services Act 1992 (last updated 2013) No. 1992-01-0460.

Patient Rights Act 2008 (last updated 2017) No. 2005-2711-0080.

Slovenia

® | aw 39/2006 on the promotion of Personal Autonomy and Care for Dependant People.

® Agreement partially amending the Agreement approved by the Territorial Council of Social
Services and the System for Autonomy and Care for Dependency on 2008 on accreditation of
centers and services of the System for Autonomy and Attention to Dependency™ 2015.

e The above law (2006) and agreement (2015) establish the main principles and minimum
standards which are then further developed by regional law (Comunidades Auténomas).

Spain

® Social Services Act 2001.
Sweden ® Health and Medical Service Act.
® Regulations and national guidelines published by the National Board of Health and Welfare .

® The main responsibility for health care (Gesundheitsversorgung) lies within the cantons. All

Switzerland I . . —_
cantons have legislation for residential care facilities.

® There are two separate sets of regulations, i.e. for public residential facilities and for private

Turke
Y facilities.

e Health and Social Care Act 2008 (Regulated Activities) Regulations 2014

UK (England
(England) e (Care Quality Commission (Registration) Regulations (Part 4) 2009.

e Health and Personal social services Order (2003).
e The Residential Care Homes Regulations (Northern Ireland) 2005; Residential Care Homes -

UK (Northern o
Ireland)"* Minimum Standards (20m). .
e The Nursing Homes Regulations (Northern Ireland) 2005;Care Standards for Nursing Homes
(2015).
® Current regulation: Care Homes Regulation 2002 (all care homes), Minimum Standards for
UK (Wales) Care Homes for Older People 2004.

e Regulation and Inspection of Social Care (Wales) Act 2016.7

e National Care Standards (NCS) (due to be replaced by the National Health and Care Standards

UK (Scotland
( ) (NHCS) from April 2018), deriving from the Public Services Reform (Scotland) Act 2010.

' In addition to this agreement, there are regional laws for each Comunidad Auténoma. For example, in Madrid: Law 11/2002 on the organization of the
activity of the centers and services of social action and of improvement of the quality in the provision of social services in the Comunidad Auténoma
of Madrid. Order 612/1990 by which Decree 91/1990 is developed, relating to the authorization regime of social action centers and services.

5 Section 23 of the Health and Social Care Act 2008 (HSCA 2008) stated that the Care Quality Commission (health and social care regulator) must
produce guidance to help providers to comply with the regulations made under this Act. The guidance has been in force since April 2015 and was
designed to implement Robert Francis’s recommendations from his report about Mid Staffordshire NHS Foundation Trust.

' In Northern Ireland, “a residential care home provides residential accommodation with both board and personal care for persons in need of personal
care by reason of old age and infirmity; disablement; past or present dependence on alcohol or drugs; or past or present mental disorder. They do
not provide nursing care. A nursing home is any premises used, or intended to be used for the reception of, and the provision of nursing for persons
suffering from any illness or infirmity. Some homes are registered to care for both people in need of residential or nursing care” (RQIA website).

7" Not yet into force.
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3.1 National Standards

In addition to the national or regional laws or acts, some  The National Standards are in all cases regulated by law and
countries have a separate document, often referred to as  there is a regulatory body or Authority designated to mon-
“Minimum Standards” or “National Standards”, which ampli-  itor and inspect their implementation (please see table 4
fies on the regulations and provides specific details on the  for further details)

different requirements. The following countries have this

type of document: Ireland, Malta, Netherlands and the  The National Care Standards in Scotland (2002) are cur-
UK (Northern Ireland, Wales and Scotland). As these doc-  rently under review. Information on the current and new
uments have received different names in each country (e.g. ~ standards is provided in Box 3. In Norway, the Government
National Standards in Ireland, Minimum Standards in North-  is currently working at national level to improve the qual-
ern Ireland, National Minimum Standards in Wales), forthe ity of residential care facilities; this work will inform the
purpose of this report, these documents will be referred as ~ national standards.

the “National Standards”.

Table 4: Regulatory bodies/authorities

Name of regulatory body/authority

reland Health Information and Quality Authority (HIQA): an independent authority established to drive
high-quality and safe care for people using health and social care services in Ireland.

. A Bill to establish the Homes for Older Persons (Care Quality Standards) Authority was drafted
for consultation in August 2016. The Bill is still being discussed in Parliament.

Netherlands The Netherlands Care Authority.

UK (Northern Regulation and Quality Improvement Authority.

Ireland)

UK (Wales) Healthcare Inspectorate and Care and Social Services Inspectorate Wales.
Care Inspectorate is an executive non departmental public body which carries out regulatory

UK (Scotland) ) ]
functions on behalf of the Scottish Government.




Box 3: National Standards

Scotland: Current and new standards in Scotland

The current National Care Standards in Scotland (2002) are arranged in three sections: “Services for Adults”,
“Services for Children and Young People”, and “Services for Everybody” and apply to regulated care settings. The
Standards for care homes for older people describe what each individual person can expect from the service
provider. In Scotland, as a result of the Regulation of Care (Scotland) Act 2001 there are no legal differences
between residential homes and nursing homes, thus the standards apply to both. Within the existing National
Care Standards (NCS), there are no dementia specific standards. However, the national regulatory body, the
Care Inspectorate, uses good practice standards and guidance to inform decision making, recommendations

and requirements when inspecting services. For dementia this includes the National Dementia Standards and

Promoting Excellence’s quality of life indicators.

The National Care Standards in Scotland, have been under a process of review and new standards (National Health
and Care Standards) will come into effect from April 2018. The new standards are relevant across all health and
social care provision. They are no longer just focused on regulated care settings but for use in health and social

care, as well as in early learning and childcare, children’s services, social work and community justice. The new
standards reflect a greater focus on human rights and wellbeing. Also, the standards mark a shift in approach,
moving from setting out what a provider of a care service must do, to describing what a person should experience

as a result of care. This change to outcomes-focus standards means quality will be assessed with reference to the

lived experience of a person, not just compliance with a set of minimum standards.

Norway

The Norwegian Government, in collaboration with the Minister for Health, has started some work at national
level to improve the quality of residential care facilities. The work will be finished by 2020. The process has been
called “Safe care facilities” and has involved municipalities, trade unions, professional organisations and patients
organizations. So far, three main areas have been identified to work on and for which to develop models of better
care quality. These are: (1) leadership and knowledge, (2) activities and (3) nutrition and food. The models will be
tested in a number of municipalities before they will become national standards.

Last year, there was a lot debate about the quality of residential care facilities in Norway, in particular:
malnutrition, the quality of the food and residents having to eat together were topics which got a lot of attention.

3.2 Dementia in the regulatory framework

According to the information provided by the participat-
ing countries, overall, dementia is not always sufficiently
addressed in the regulatory context for residential care.

In some countries, dementia is addressed in relation to
existing facilities (e.g. dementia-specific care units) for
the care of people with dementia with behaviours that
challenge (e.g. Croatia, France, Italy, Netherlands, Norway,
Slovakia, Slovenia). Likewise, in Belgium (Wallonia), the
Code of Social Action and Health has specific requirements
for facilities with dedicated units for the care of people

Box 4: Example from Italy

with dementia. However, the word dementia itself is not
used in the legislation®, as in Wallonia, this word is per-
ceived in a negative way.

In some National Standards (e.g. in Ireland, Malta, UK -
Northern Ireland and Wales) there are references to the
needs of people with dementia (or of people with cogni-
tive problems). For example, in Northern Ireland, in the
Standards for Nursing Homes, in recognition of the high
numbers of residents in nursing homes who present with
some degree of the condition, three standards (i.e. standards

In Italy, “Nuclei Alzheimer” are nursing and care units for people with dementia with major behavioural disorders.

These units (“Nuclei Alzheimer”) can be found within “RSA” (residential care facilities for people with moderate to
severe dementia) and “IDR” (focus on providing rehabilitation, temporary stay).

®  The term used is “disoriented people”.




16 | pEmenTIA IN EUROPE YEARBOOK 2017

24 10 26) are specific to the needs of residents with demen-
tia: (standard 24 “Recognising the signs of dementia and

responding to need”; standard 25 “Approach to care for res-
idents with dementia” and standard 26 “Understanding

and responding to distressed behaviour in residents with

dementia”). Also, standard 10, refers to the use of memory,
life story work and reminiscence and requires that staff are

trained in effective reminiscence work and use a range of
aids to stimulate memory and assist with memory (e.g. dia-
ries and note books, visual stimuli and pictures).

Currently in Greece, there is an ongoing consultation, by
the Ministry of Health, about introducing dementia-spe-
cific requirements into the existing national legislation
for state-funded hospices. These requirements will apply
to the new five hospices/palliative care units for people
at advanced stages of dementia that are planned to oper-
ate in different cities in Greece. The National Observatory
for dementia-Alzheimer and the Panhellenic Federation of
Alzheimer’s disease and related disorders are involved in
this consultation.

Some other examples include:

® A number of countries have developed guidelines on
dementia care. In some cases, this guidance is specific
for the care provided in residential care facilities,
whilst in others, it refers to dementia care in general:

O |InIreland, the Health Information and Quality
Authority (HIQA) developed guidance for dementia
care in residential centres for older people to
guide service providers in the provision of high
quality, safe and effective care for residents
with dementia (“Guidance on Dementia Care for
Designated Centres for Older People”, 2016).

O France has guidance documents with
recommendations, for example: “Support provided
to people with Alzheimer’s disease or related
dementias in health and social institutions”,
2009 and “Support for people with a neuro-
degenerative disease in specialised units”, 2017.
Both guidance documents were published by the
National Agency for the Evaluation and Quality
of Social and Health and Social Institutions and
Services (ANESM).

O In Belgium (Flanders), the Centre of Expertise on
Dementia has developed an integral frame of
reference for the quality of life and care of people
with dementia.

O Scotland has developed standards for dementia
care applicable to care in general (published the
Scottish Government).

O An expert group in Germany is currently
developing standards for the care of people with
dementia.

In Belgium (Flanders), additional funding can be
granted to residential care facilities with at least 25
residents with ‘dementia category C’ (i.e. who are
incontinent and/or require assistance when eating
and are physically dependent on others for moving
around, going to the toilet and washing and dressing
independently). In addition, dementia officers (i.e.
professionals who have completed specific training
on dementia accredited by the Flemish Government)
can provide guidance on care and optimisation
measures to residential care facilities providing care
to people with dementia.

In the UK (Scotland), the Care Inspectorate has carried

out “dementia-focused inspections” in care homes

for older people across Scotland, looking to support
improvement by promoting and showcasing best
practice and innovation in services which care and
support people living with dementia.

In some countries, there are references to the care that

people with dementia should receive in residential care

facilities in the National Dementia Strategy or Plan:

O In Finland, the National Memory Programme
(2012-2020) states that: “Local authorities and
joint authorities will be responsible for providing
24-hour care to people with dementia according
to national guidelines. The objective is to reduce
the amount of residential care and to increase
the availability of treatment alternatives based
on housing and personalised services. The Finnish
Ministry of Social Affairs and Health, the Finnish
Ministry of the Environment and the Housing
Finance and Development Centre of Finland will
be responsible for coordinating local authorities
and joint authorities in their efforts to ensure
the quality of the living environments for people
requiring 24-hour care and for promoting the
development of alternatives based on housing
and personalised services. Local authorities and
joint authorities will be responsible for providing
24-hour care, in a manner, that ensures that the
rights of people with mild, moderate and severe
dementia are guaranteed and that the chosen
service providers have the sufficient know-how to
provide care to individuals with dementia”.

O In France, the different national plans for
dementia have aimed at increasing the number of
beds in long-term care for people with dementia.

O In Norway, the Dementia Plan 2020 states that

“in nursing homes and assisted living facilities
with 24-hour care, new buildings and the
modernisation of existing buildings, will make
residential facilities more dementia-friendly
by creating small departments and housing
collectives with space for community living and
social activities. The grant scheme of the State
Housing Bank imposes certain requirements on
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the design of living units. They must be based
on universal design principles, adapted to people
with dementia and cognitive impairment, and

equipped for the use of electronic aids to daily
living, communication and alarm technology, and
other forms of welfare technology”.

3.3 Implementation and monitoring of

the requirements: inspections

Residential care facilities have to comply with the regulatory
requirements at the time of registration, and are moni-
tored after registration. In Europe, inspections are the most
common way of assuring minimum quality standards (Inter-
links, 2010).

In the majority of the cases, the body responsible for such
inspections is a national body (e.g. Bulgaria, Croatia, Czech
Republic, Netherlands, Ireland, Luxembourg, Malta, Neth-
erlands, Portugal, Slovenia, Turkey and the UK). In Finland,
two different bodies exist: Valvira and AVI. Valvira is the
national supervisory authority of welfare and health, and
provides permissions to health and social care service pro-
viders with services in more than one region. The service

Box 5: Examples of registration

Cyprus®

providers that work in smaller regions apply permits from
alocal Regional State Administrative Agency (AVI). In addi-
tion to the inspections, in Finland, all the service providers
have to develop a self-monitoring plan and provide a yearly
report to the regulatory body.

In terms of the frequency of inspections, overall in all coun-
tries, an inspection would take place if a complaint has
been filled. In several countries, no specific time frames
are listed in legislation and thus, the visit and inspection
can occur at any time. In some countries (e.g. Croatia, Ire-
land, UK - Scotland), facilities which give raise to concern
are inspected more frequently. Table 5 shows examples of
provisions regarding the frequency of inspections.

Residential care homes have to be registered (Law 222/91 on Long-term care residential facilities for the elderly
and the disabled and the Regulatory amended Law 213/2006). In order to be registered, residential care homes
have to pass a Social Welfare Services (SWS) notified inspection, which will prove that the facility complies with
the law regulations. After registration, these facilities undergo unannounced inspections by an SWS officer at 6
months intervals. The inspector gives a report using an inspection tool, which was developed based on the law
regulations and which is divided into the following requirements: personnel qualifications, level of care, facilities,
comfort, security, level of health care, quality of foods and nutrition, behavioural treatment of the residents

and their families, indoor and outdoor cleanliness, furnishings and infrastructure sufficiency, amusement and
occupational therapy, contacts with relatives and the community, general atmosphere in the premises and

compliance with the regulations (e.g. fire, hygiene etc.).

Luxembourg?

In Luxembourg, the provision of private residential services is restricted to organisations approved by the Ministry
of Family Affairs based on the fulfilment of certain quality standards and after adhesion to a framework contract
with the National Health Insurance, which determines the rights and obligations for executing the nursing care
services. By the end of 2014, 52 nursing homes and integrated homes for older people with a mix of dependent

and less-dependent residents were registered.

UK - England

When registering care providers, the Care Quality Commission (CQC) checks whether they meet a number of legal
requirements including the fundamental standards of quality and safety. They also assess and make judgments
about whether the services look suitable, whether there are enough staff with the right skills, qualifications and
experience, the size, layout and design of the place they intend to provide care, their policies, systems and how
effective they will be and how they are run and how they plan to make decision. After a service is registered, they
are continuously monitored with reference to five key questions: are they safe; are they effective; are they caring;
are they responsive to people’s needs and are they well-led.

" This text has been reproduced from Loizou C, 2010.
2 This text is an excerpt from the Joint Report on Health Care and Long-Term Care Systems & Fiscal Sustainability, 2016, National report for Luxembourg.
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Table 5: Frequency of inspections

Minimum frequency of inspections

Annual visits and online grading on e-BHKS system (Quality Standards Care Services Online

Belgium (Wallonia) | Annually.

Bulgaria According to the plan adopted by the executive director of Social Assistance Agency.

Croatia 1-2 inspections per year.

Cyprus Every 6 months.

Czech Republic Inspections for quality standards every 3-5 years.”

Germany Annually.

reland At least once in a three-year cycle. Inspections can also be carried out at other times as
informed by the centre’s risk profile.

Luxembourg At least once per year.

Portugal Every two years (“extra” visits may occur if necessary).

Romania Every 6 months.

Slovenia At least once every three years.

Turkey System).

UK (Wales) Every year.

UK (cotland) /.At least once every year, but using a risk basis, so services which give rise to concern are
inspected more frequently.

In some countries, (e.g. Czech Republic, Ireland, UK), in
addition to reviewing the relevant paperwork and records
and visiting the care facility, inspectors talk to different
stakeholders including: people using the service, their rep-
resentatives and families, staff and managers. In England,
users or interested parties can report examples of poor care,

abuse and/or neglect they have experienced (or know about)
in health and social care services. This can be done directly
to Care Quality Commission (CQC) or through the ‘share
your experience’ or the Healthwatch tools. In Scotland, any-
one can make a complaint, anonymously if needed, to the
Care Inspectorate which has the powers to investigate.

# Thisis not included in the law, this was described in the 2008 Recommendations.
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Box 6: Examples of monitoring quality and inspections

Belgium - Flanders

Flemish Indicator Project

The Flemish Indicator Project measures the quality of care at Flemish residential care facilities.
The aim is to:

Help residential care facilities to assess themselves and to improve their quality policy.
Inform the residents or general public.

Allow the government to use the results for inspections and accreditation assessments.
Compare various facilities (benchmarking).

The residential care facilities measure indicators of care, safety, care providers and the organisation all year round.
They provide the data to the Flemish Care and Health Agency twice a year.

The Residential Care Helpline
The Residential Care Helpline provides information and handles complaints about care services for older people
Belgium - Wallonia

In Wallonia, nursing and residential care homes must be accredited before opening. Then, approximately once
a year, they receive an inspection (specific or global). They have to meet a series of requirements relating to the
building, safety, health care as well as the quality of their support for people who are 60 years or older.

The implementation of, and the compliance with, the requirements are monitored in a special program (only
available to the public administration) which is used to prepare a biennial report where the results of this sector
are analysed.

If an institution does not meet one of the standards, an inspector designated by the Government and working
for the public service, will inform the management during the visit and give the manager a warning. If too many
standards are not met, or if there concerns regarding the security and dignity of the residents, a proposal can be
made to the Ministry of Health to close the institution.

Germany?*

In Germany, residential care facilities have to ensure the quality of the care they provide. In the contracts between
the Federation of providers and the regional branches of the LTC insurance, it is stipulated that care providers are
expected to meet the requirements and federal provisions (type of services provided, staff ratios and skills etc.),
use a quality management system and use existing expert standards (e.g. related to medical and nursing care).

The Medical Advisory Boards of long-term care insurance funds, carry out the external monitoring/auditing

of residential care facilities. In addition, the Local Residential Home Authorities ensure compliance with Land
regulations. This includes inspections of the physical environment (e.g. rooms, living area, etc.), relevant activities
and the care status of the residents.

If inspections are not successful, the Medical Advisory Board of sickness funds (MDK) may cut payments or
exclude the provider from funding entirely.

2 Summary from OECD/European Commission report, 2013.
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In several countries, support to implement the regulated
requirements and/or standards is provided to residential
care facilities. However, differences are found in the type
and intensity of such support. Some examples of the sup-
port provided include:

® Development of guidance documents on a number
of relevant topics to support providers in the
implementation of the regulated requirements
(Finland, Ireland, Portugal, UK). Interestingly, in
Northern Ireland, guidance documents have been
developed also for members of the public.

® Provision of advice to the residential care facility at
request (Germany, Finland, Ireland)

® Training on implementing of the requirements
(Netherlands, Portugal and Slovenia).

® Inthe Czech Republic, when the national standards
where launched (in 2006) some regional authorities
provided support to social care facilities (e.g. onsite
visits, support with methodological aspects etc.).

® |n Malta, some standards will be phased in gradually
for existing homes.

After an inspection, care facilities have to remedy any
deficiencies identified. In some cases, there can be finan-
cial consequences for the facility if requirements are not
addressed, as for example in Belgium (Flanders), Greece, Italy
or Turkey where the facility may not receive funding from
the health system, or in the Czech Republic, Malta, Roma-
nia, Poland and Portugal where the facility can be fined if
the facility does not meet or comply with the regulated
requirements and standards.

In England, after an inspection, the CQC produces a report
which also includes a rating to show the overall judgment
of the quality of care (outstanding, good, requires improve-
ment or inadequate). By law, care providers must display
the ratings the CQC gives them in the places they provide
care, so that the people who use the services can see them,
as well as on their website if they have one. In Belgium
(wallonia), the Government has developed a charter about

quality of care according to which, and in order to improve
the quality of life of the residents, facilities for older people
should focus on the needs and expectations of the residents
and respect them. Care facilities that adhere to the charter
areincluded in alist published by the Government and are
given a “quality label”. Residents are informed about this.

In Scotland, in recent years, the Care Inspectorate has shifted
the focus of its work on social care and social work ser-
vices, from one based on an approach primarily concerned
with compliance and inputs, to an improvement-focused
approach which provides assurance about care quality and
looks to improve the experience and outcomes for people
who use care services. Quality is assessed by the extent to
which care supports positive outcomes, not compliance.
Scrutiny becomes a diagnostic tool which evidences what is
working well and what needs to improve. An example of this
change lies in changing inspection approaches. For example,
where managers of services may have previously identified
improvement needs within their services, (and there are
robust plans to address the shortcoming), this would now
be considered a management strength, rather than neces-
sarily a service failure. Whilst inputs are not being removed
completely, significantly more emphasis is being placed on
the experience of the person using the service. This form
of scrutiny does not mandate how improvement must
take place - that is owned by local care leaders. The model
provides independent evidence on whether improvement
activity has been successful. In exceptional circumstances
where services refuse to comply or do not improve, the
Care Inspectorate can take legal action through the courts
to have a service closed down, however, this is a measure
of last resort.

In Wales, while the standards included in the National
Standards are qualitative (i.e. they provide a tool for judging
the quality of life of service users) they are also measurable.
Regulators look for evidence that the requirements are being
met and a good quality of life is enjoyed by service users.
The involvement of lay assessors in inspections helps ensure
a focus on outcomes for and quality of life of service users.
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3.4 Areas addressed by the legislative

framework/National Standards

Participating countries were asked to provide details of
the specific regulated requirements or standards for the
following areas:

Physical environment.
Workforce.

Care and human rights.
End-of-life care.

Abuse and restraint.

viRown

Table 6 shows whether each of the five key topics is
addressed in the relevant legislation or National Stand-
ards in each country. Typically, requirements for the physical
environment, staffing and care are well addressed. In the
case of rights, very often this is covered through legislation
on patients’ rights, as the provisions in such legislation can
also apply to residential care facilities. Likewise, the topic of
abuse is often addressed not specifically in the context of
residential care but as a societal issue. Gaps can be observed
regarding end-of-life care and the use of restraint.

Table 6: Areas covered by legislative framework/National Standards

Care and rights

Country Phy sical Workforce | Health & End-of-life

environment social care care
Austria ° ° ° ° ° ° °
Belgium (Wallonia) ° ° ° . ° °
Belgium (Flanders) U ° ° ° ° ° °
Bulgaria ° ° °
Croatia ° ° ° ° ° NP
Cyprus ° ° °
Czech Republic ° ° ° ° ° ° °
Finland ° ° ° ° ° °
France L ° ° [ ° ° °
Germany ° ° ° ° ° ° °
Greece ° ° ° °
Hungary ° ° ° ° ° °
Ireland ° o o ° ° ° °
Italy ° ° ° ° ° °
Latvia NP (] NP °
Lithuania ° ° ° ° ° °
Luxembourg ° [ NP ° ° ° °
Malta ° ° ° ° ° ° °
Netherlands o J ° ° ° ° °
Norway ° ° ° ° ° ° °
Poland ° ° ° ° ° ° °
Portugal ° ° ° ° ° ° °
Romania U o ° ° ° °
Slovakia ° ° ° ° ° ° °
Slovenia ° ° ° ° ° ° °
Spain ° o NP NP NP NP NP
Sweden ° ° ° ° ° ° °
Switzerland o ° ° ° ° ° °
Turkey ° ° ° ° ° ° °
UK o L] L] L] ° ° °

NP: Information not provided.
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3.5 Personal account

(Alv): I was diagnosed with vascular dementia 7 years ago. | currently live with
my wife Berit in a small village in Norway. To me, the most important issue in
residential care facilities is how to provide a stable and peaceful environment
i.e. no sudden changes in routines or personnel. If changes have to be made,
they should have a slow progress and be peacefully explained. The person should
be supported by staff-members well-known to him/her.

(Berit): It will be a very sad loss if, or when, the time comes when you have to assign your husband to other peo-
ple’s care. As a wife, | would wish the nursing home to provide calm and predictable surroundings, and a homely
atmosphere where I, or other family members, could visit freely. | would also want it to be a place where meaningful
activities are provided, and where all kinds of assistance are offered with respect and thoughtfulness in accordance
with his actual needs. To feel sure that this will, in fact, be the case will greatly lessen the sorrow, and help both my
husband and myself settle better into this new phase in life.

Alv Orheim (EWGPWD) and Berit Orheim, Norway.
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4. The physical environment of
the residential care facility

4.1 Design and layout of the facility

Overall, residential care facilities need to comply with the
legal requirements for buildings and hygiene, safety and
fire regulations. In addition to these, several countries have
specific requirements related to the design and layout of
residential care facilities (please see table 7 for details).

Furthermore, in Belgium (Flanders), Croatia, the Czech

Republic, Finland, Italy, Lithuania, Portugal, Romania,

Spain and the UK (Northern Ireland, Scotland and Wales)

requirements exist related to the location of the premises
which should facilitate that residents enjoy a social life in
the community and receive visits, examples of this include:

® |ocation which is appropriate or close to urban areas,

or easily accessible,

® Existence of public transport,
® Existence of car parking spaces for residents, visitors

and staff.

Table 7: Requirements for the physical environment

The building should be of sound construction and kept in
good state of repair. The furniture and decoration should

be appropriate.

The physical environment should be as homely and
comfortable as possible.

The premises/furniture/equipment have to be suited to
needs of all residents (including residents with specific
needs) and the design and layout suitable for its stated
purpose.

The design and layout should help to promote the
wellbeing of the residents.

The design and layout should help to ensure that
residents live in safe surroundings.

All areas in the premises meet the privacy and dignity of

each resident.

The building should be accessible.

It should be clearly signed and arranged to minimise
confusion and promote independence of residents with
cognitive impairment/dementia (e.g. find their way
around easily).

Belgium (Flanders), Croatia, Ireland, Malta, Spain, UK
(Northern Ireland, Scotland and Wales).

Belgium (Flanders), Finland, Ireland, Lithuania, Malta,
UK (Scotland).

Croatia, Cyprus, Finland, Hungary, Ireland, Italy, Malta,
Netherlands, Romania, Spain, UK.

Czech Republic, Finland, Ireland, UK (Scotland).

Czech Republic, Finland, Ireland, Luxembourg, Malta,
Poland, Romania, UK (England and Scotland).

Belgium (Flanders), Finland, Ireland, Spain, Slovenia, UK
(England and Scotland).

Belgium (Flanders), Czech Republic, Finland, Malta,
Poland, Slovenia, Switzerland.

Croatia, Germany (Baden-Wurttemberg?), Ireland,
Luxembourg, Malta, UK England, UK Scotland (in
guidance).

#  Standards for the federal state of Baden-Wiirttemberg in Germany.




24 | pEmENTIA IN EUROPE YEARBOOK 2017

4.2 Lighting, heating and ventilation

In addition to the relevant environmental health and safety
requirements, in several countries it is stated that the light-
ing and temperature of the premises should be adequate
and suitable for the needs of residents. Many countries spe-
cifically recognise the relevance of natural lighting and have
requirements to maximise the amount of natural light in
residential care facilities and to ensure that the areas used
by residents are naturally ventilated. In addition, in some
countries, it is stated that the lighting should help people
to carry out daily tasks, such as reading or other activities
(please see table 8 for details).

In Belgium (Flanders), Lithuania and Slovenia, it is specified
that bedrooms should have curtains or other mechanisms
to provide occupants with the means to control the amount

of daylight that enters their room. Likewise, the National
Standards in Scotland state that the person should be able
to control the lighting, heating and ventilation of his/her
room, and the heating in the case of Ireland. In Belgium
(Flanders and Wallonia), Ireland, Malta and the UK (North-
ern Ireland and Wales), the height of the windowsill should
afford an unobstructed view when the residents are seated
or when in bed. In Greece, in private facilities, bedrooms
and other communal areas on the ground floor should have
direct access to outdoors.

In addition, in some countries, particularly those with
high temperatures in the summer (e.g. Cyprus, Turkey),
residential care facilities are required to have air condi-
tioning systems.

Table 8: Lighting, heating and temperature®.

Lighting/
temperature
suitable for the
needs of residents.

Natural lighting,

Cyprus, Finland, Germany (temperature), Ireland, Lithuania, Luxembourg, Portugal, Spain,
Slovakia, Slovenia, Turkey, UK Wales.

Croatia, Czech Republic, Ireland, Lithuania, Luxembourg, Malta, Romania, Spain, Turkey, UK

area®. Resident rooms, lounges or dining rooms with a net floor area of more than 30m?

domesticin (Northern Ireland and Wales).
character
e Belgium (Flanders): the window surface area must be at least 1/6 of the net floor surface
must have a window surface area of at least 1/7 of the net surface floor area.
e Lithuania: daylight factor*® in bedrooms 0.5%.
® England: minimum average daylight factor of 1% in bedrooms®.
® Poland: window-to-floor area ratio® in bedrooms 1:8.
Good quality Belgium (Wallonia), Greece, Lithuania, Malta, Switzerland, UK (Northern Ireland and Wales).

artificial lighting

® Malta: in bedrooms 150 lux.

® Wales: in bedrooms 150 lux.

e Belgium (Wallonia): the illuminating surface shall be at least equal to one sixth of the
surface area of each living room or room of the residents, excluding any entrance.

® [ithuania: common areas for leisure/entertainment 150 lux; educational areas and kitchen
300 lux; stairs, corridors and hygiene areas 100 lux.

e Switzerland (canton of Zurich): 300-500 lux, dazzle free.
® Northern Ireland: 100-200 lux in toilets and 0-400 lux in bedrooms, dimmable lighting.

# In Scotland, many of these requirements are assessed and considered at the point of a care home applying to be registered, and taken into account

in making a decision about the application.

% This is the actual occupied area not including unoccupied accessory areas such as corridors, stairways, toilet rooms, mechanical rooms and closets.
*  The daylight factor is a unit of measurement that is used to quantify the amount of daylight in a room.

7 British Standard on daylighting (Lewis, 2015).

% Awindow-to-floor ratio provides a rough rule of thumb for determining optimum areas of window in relation to the floor area of a room.



Room
temperature/
ventilation

Lighting that
facilitates
activities (reading
etc.)

Resident able to
control amount
of lighting/
temperature
(blinds, curtains,
etc.)

Accessible e.g.
easy-to-use
switches
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® Belgium: minimum temperature of 22°C in the rooms. In case of a heat wave, at least one
of the common spaces must be air-conditioned.

® (roatia: temperature of 20-22°C in bedroom areas, in corridors and other spaces 18°C. In
case of high outdoor temperatures, the temperature in the rooms should be 5°C lower than
outside.

® (Czech Republic: The minimum temperature in the bedroom areas is, for warm weather, 24°C
(-2°C) and in cold weather 22°C (-2°C).

® Greece: in public hospices: heating in all the rooms and air conditioning in the bedrooms.
In private facilities: central heating (or other equivalent) system that ensures a standard
22°C throughout winter. Air conditioning should be installed in communal spaces and in
bedrooms.

® (reland: minimum temperature of 18°C (65°F) in bedroom areas and 21°C (70°F) in day
areas. Rooms used by residents are individually and naturally ventilated with windows
conforming to recognised standards

® Spain: temperature of at least 20°C.

e Poland: ventilation must ensure air exchange (WT and PN-83 B-034430 norm).

Germany, Ireland, Malta, Portugal, UK Northern Ireland and Wales

Czech Republic, Ireland, Lithuania, Slovenia, Turkey, UK (Scotland)

Germany
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4.3 Adaptation and equipment to maximise

residents’ independence, call systems and

use of closed circuit television (CCTV)

In Finland, Norway, Portugal and Switzerland (canton of
Zurich), whereas, no specific requirements regarding the
accessibility of residential care facilities exist, these facilities
need to follow the requirements included in state regula-
tion regarding accessibility of buildings and public spaces.
In the case of Norway, universal design.

In the majority of the countries, requirements exist stat-
ing that residential care facilities should be accessible and
promote the mobility and independence of residents, and
in many cases, is mentioned that, suitable adaptations
such as provision of ramps, grab rails, lifts, hoists, or other
aids should be made. The National Standards in Ireland,
specifically refer to the needs of people with dementia in
this respect:

“residents, including those with (...) dementia or
other cognitive impairment, have access to relevant
communal areas, through the provision of, where
required: ramps and passenger lifts, stair and chair
lifts, grab rails, hoists and other aids, appropriate
signage and colour, schemes to assist safe mobility”.

Examples of other specific requirements include:

® |n Belgium (Flanders), steps, stairs and other
obstacles must be avoided in all rooms accessible
to the residents. Handrails and handles should be
available to facilitate that residents can move around
the building. Corridors accessible to residents must
be at least 1.80m wide.

® InBelgium (Wallonia), corridors and stairways should
be wide enough and have grab rails on both sides. The
first and last step must have a strip of a bright colour
that contrasts with the floor.

® |n Finland, from 2018 onwards, new and renovated
buildings will need to follow the new accessibility act.
According to the new act, the passage to the exterior
door must be easily visible, with even surface, not
slippery and at least 1.20m wide, with a maximum
5% inclination. The minimum door width should be
0.8om. Thresholds, if unavoidable, should be 0.20m
maximum. Corridors should be easily visible, even and
not slippery. If a corridor is narrower than 1.50m, every
15metres there should be a minimum 1.50m-wide area
for people to change direction. This also applies to
the corridor and kitchen. The design of the building
should enable the use of aids (such as wheelchairs) and
personal assistance. In Finland, it is quite common for

residential facilities to have saunas. Whilst there are
no legal requirements about the existence of saunas in
residential care facilities, if a residential care facility has
a sauna, all the areas of the sauna have to be suitable
for people with reduced mobility.

In Greece, the height of handrails on corridors and
staircases should be 0.80-0.9om. The width of the
doorways should be wide enough for a wheelchair.
Communal spaces should have glass doors which
should be adequately signed in order to prevent
accidents. Bathrooms should have outward opening
or sliding doors.

In Luxembourg, corridors wider than 1.20m should
have grab rails on both sides of the corridor, those
narrower than 1.20m should have grab rails on one
side. Buildings of new construction are required to
have corridors of at least 1.80m width. Doorways are
minimum 0.90m wide and 2m high. Floors should not
be slippery or smooth and should be adapted to the
specific needs of residents who use walking aids or a
wheelchair.

In Slovenia, corridors should be at least 2m wide and
have rails on both sides. Glass surfaces should be
visibly marked and secured with fences. Floors should
not be slippery. Stairways should be at least 1.20m
wide, secured with grab rails on both sides.

In Turkey, floors should not be slippery. Rugs

should be fixed to the floor. The furniture should be
comfortable and safe.

In the UK (Northern Ireland), doorways in areas
accessed by residents should have a clear opening
width of at least 0.8m, in homes where residents
need assistance when walking or use wheelchairs
wider doorways are recommended. Floor coverings,
wall finishes and soft furnishings should be suitable
for the purpose of each room. Finishes that produce
glare, dazzle and optical illusions should be avoided
and where residents use wheelchairs, floor coverings
should have non-directional pull. Changes in the
texture of floor coverings or other indicators should
be considered to identify key areas in the home, for
example doorways or the top or bottom of stairs.
The minimum corridor width in areas accessed by
residents is 1.20m unobstructed between handrails,
but in homes where residents need assistance when
walking or use wheelchairs, a minimum width of
between 1.50m and 1.80m is recommended.

In the UK (Wales), doorways into communal areas,
service users’ rooms, bathing and toilet facilities
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and other spaces to which service users requiring
wheelchairs and assisted walking have access, should
have a clear opening width of 0.8om.

® Inthe UK (Scotland), all inside doors should have a
clear opening width of 0.84m, off wide corridor (of at
least 1.2m). Slip-resistant flooring should be used in
bathrooms, kitchens or where surface contamination
cannot be effectively controlled. Where floor levels
change, they should be clearly identified and hand
rails should be considered. It should be noted that
highly reflective materials may be a barrier for people
with dementia.

Several countries have requirements for a passenger lift if
the home has more than one floor (Belgium-Flanders, Fin-
land, Germany, Greece, Italy, Ireland, Luxembourg, Slovenia,
Turkey, Spain, UK). In Turkey and Scotland, it is required that
the person should be able to operate the lift. In Malta, in
the National Standards it is stated that independence of
residents should be maximised, and in the UK there are
references to the use of assistive technology to promote
independence of residents.

In relation to call systems, in Belgium, Czech Republic, Ger-
many, Ireland, Italy, Luxembourg, Malta, Switzerland (canton
of Zurich) and the UK, call systems which are accessible to
residents should be installed in all bedrooms and in toilets
and bathrooms. In Ireland, residents should be instructed
on how to use the call-bell. The National Standards in Ire-
land, Malta, England and Wales make reference to the use
of CCTV cameras. In England, if any form of surveillance is
used for any purpose, the provider must ensure that this is
done in the best interests of people using the service and
should be operated in line with current guidance. In Ireland,
if CCTV systems are used to protect the safety and security
of residents, they should not intrude on privacy and there
is a policy on the use of CCTV which is informed by relevant
legislation. In Malta, the use of cameras including CCTV
is in principle restricted to entrance areas, passage ways,
lifts and stairs for security purposes. However, for safety or
communication reasons, management in agreement with
residents or their representatives may introduce a camera
in their rooms as long as this does not compromise the pri-
vacy of other residents. The more restrictive requirements
are found in Wales, where according to the National Stand-
ards, CCTV cameras can only be installed in external doors
(not inside the care home).

44 Bedrooms, communal and outdoor spaces

Among the countries that provided information for this
topic, the most common minimum floor space (excluding
en-suite facilities) seems to be 12m? for single, and 16 m?
for double, bedrooms. The minimum size for residents’ pri-
vate room is larger than this in Belgium (Flanders), Finland,
Luxembourg, Slovenia and Switzerland (canton of Zurich).
In many countries, larger rooms are required for residents
with disabilities or using a wheelchair. In Northern Ireland,
for example, in such case, the size of single rooms should
be 20m>.

In terms of occupancy, several countries allow for up to four
residents to be accommodated in the same room. However,
there is a shift in many countries and new requirements
state that bedrooms should accommodate a maximum of
two residents. Interestingly, in Finland, Norway and North-
ern Ireland, it is expected that all (or almost all) bedrooms in
the facility should be single. Likewise, in Belgium (Flanders),
Ireland® and Wales, an important proportion of rooms (90,
80 and 85% respectively) should be single rooms. Table 9
shows requirements per country in relation to the size of
the bedrooms, maximum occupancy per bedroom, and pro-
visions for the proportion of single rooms in residential care
facilities. In some countries (see for example UK Northern
Ireland), different requirements apply to the minimum floor

space and maximum occupancy of the room, depending on

the date when the facility was registered (i.e. after or before

the date when the National Standards or legislation were

approved). The figures provided in Table 9 apply to new facil-
ities (or facilities registered after the legislation or National

Standards were in place), information about the year from

which it applies and requirements for facilities registered

prior to this date are provided in the footnotes.

Residential care facilities also need to provide adequate
indoor communal spaces separately from the residents’
private accommodation. In several cases, the legislation or
National Standards make reference, in particular, to: sitting,
recreational and dining spaces. In a few countries, thereis a
requirement for these spaces (e.g. recreational and dining)
to be separate. In Finland, residential care facilities which
accommodate more than 10 residents should have two sepa-
rate communal spaces. In terms of the size of the communal
areas differences across Europe exist (please see table 10
for details). Cyprus, Germany, Portugal, Slovenia and Spain
require a minimum floor space of around 2 m? (or slightly
less) per resident in communal spaces. On the other hand,
Luxembourg seems to be one of the countries requiring
the largest minimum space in communal spaces (5 m? per
resident). In Hungary, Ireland, Luxembourg, Malta, Poland,

2 Applies to all new buildings and extensions.
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Turkey and the UK the communal spaces should include
a space that could be used to meet visitors in private. In
Luxembourg, a kitchenette and living area (“un espace de
séjour”) should be accessible to residents and their families.
In addition, several countries (e.g. Hungary, Ireland, Lithu-
ania, Malta, Poland, Portugal, Slovenia, Turkey and Wales)
require the existence of spaces to meet the spiritual/reli-
gious needs of residents.

Whereas the requirements for indoor spaces seems to be
quite well covered in the majority of the countries, outdoor

spaces are less often addressed. Belgium (Flanders), Croa-
tia, Cyprus, Finland, Greece, Ireland, Lithuania, Luxembourg,
Malta, Romania, Switzerland (canton of Zurich), Turkey and
the UK (Northern Ireland and Wales) have requirements for
the existence of outdoor spaces which should be accessi-
ble to all residents (including residents with disabilities). In
Greece, the outdoor space should be five times (in m? the
number of beds (e.g. for 50 beds the open space should
be 250m?). In Northern Ireland, according to the National
Standards, in “care homes registered to accommodate peo-
ple with dementia there is a secure perimeter”.

Table 9: Requirements for residents’ private rooms

Country
Belgium (Wallonia)

Belgium (Flanders)

Croatia®

Cyprus

Czech Republic

Finland

Germany

Greece (public
hospices)

Greece (private
facilities)

Hungary

Ireland

Size single

bedrooms3°®

12m?

16m?

7m? per resident

4m? per resident3,
distance between
beds at least 1m

12m?

25m? %

12m?

12m?

6m? per resident

12.5m? 3¢

Size other
bedrooms?'

9m? per resident

Double: 30m?

7m? per resident

4m? per resident34,
distance between
beds at least 1m

Double: 20m?

25m? (wheel chair
users)

Double: 18m?

Triple or quadruple:

6m? per resident.

Max. residents
per room

Proportion of single
bedrooms

2% At least 50% single rooms

5 Max. 10% of residents are
in double rooms.
Max. 20 residents per

2 unit. At least 2 bedrooms
should be single

2
All single rooms unless
residents want to share

4

2 (sometimes 3)

Double: 18m?
Triple: 24m? 4
Quadruple: 30m?
6m? per resident 4
s 80% residents in single

room

Minimum floor space excluding en-suite facilities.
Minimum floor space excluding en-suite facilities.

From January 2015.

Requirements that should be met to provide services to people with mild to moderate dementia (Rule book and its amendments on the minimum

conditions for providing social services NN 66/2015).

This does not include the space for cupboard and en-suite facilities.
According to guidelines published in 2015.

This requirement applies to all new builds and extensions.



Country

Size single

bedrooms3°
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Size other
bedrooms?'

Max. residents
per room

Proportion of single
bedrooms

Italy
Lithuania
Luxembourg

Malta

Poland

Portugal

Romania

Slovenia

Spain (Madrid)

Switzerland (canton
of Zurich)

Turkey

UK (Northern
Ireland)* (residential
& nursing homes)

UK (Wales)

UK (Scotland)

5m? per resident
16m?3#

12m?#°

9m?

om?

6m?
17.5m?
5.50m? per resident

7.50m? (wheelchair
users)

14m?

9m?

12m? and 20m? (if
registered for people
with disabilities)
12m? 4

13.5m? (wheelchair
users)

12.5m? 44

5m? per resident
Double: 28m?3

8m? per resident

6m? per resident

Double: 16m?
Triple: 20,50m?
6m?

Double: 21,5m?
5.50m? per resident

7.50m? (wheelchair
users)

Double: 20m?
Triple: 27m?
Quadruple: 36m?
Double: 16m?
Triple: 22m?

Quadruple: 26m?

Double: 16m?

Double: 16m?

4 (bedridden)

Min. 20% single rooms

Max. 20% triple rooms

100% single rooms#

85% single rooms

7 Applies from 2013; facilities prior to 2013, 4 residents.
% Applies to facilities from 2010, prior to 2010, 9m?.

»  Applies from 2010, prior to 2010, 15mM>

4 Pre-existing care homes have 10 years (from the date of implementation of these Standards) to comply with requirements for single and double

rooms.

4 Environmental requirements are different for existing buildings (buildings that already operate and are registered as nursing homes prior to 2008)
and new buildings (i.e. buildings registered since 2008 as nursing homes and new extensions to any existing registered home). The requirements in
the table apply to new buildings. Facilities prior to 2008: 11.5m.

4 Two adjoining bedrooms with a connecting door or movable partition for residents who want to share a room. Facilities registered prior to 2008: 80%

single rooms.
4

to existing homes with three residents or fewer.
4 This applies to care homes applying to, and being registered after, 1st April 2002. For homes in existence and registered before that date the

requirement is 10.25m°.

This applies to care homes registered since 2002 and new extensions to existing homes. Facilities prior to 2002: 9.3 m2 This standard does not apply
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Table 10: minimum floor space for communal indoor spaces

Country Communal space (excluding corridors and circulation areas) Dining area

Belgium (Flanders)
Croatia

Cyprus

Czech Republic

Germany

Greece (private
facilities)
Hungary
Ireland

Luxembourg

Malta

Portugal

Slovenia

Spain (Madrid)

Switzerland (canton
of Zurich)

UK (Northern Ireland)
(residential care and
nursing homes)

UK (Wales)

UK (Scotland)

Communal lounges and dining areas at least 4m? per resident
2m? per resident
2m? per resident (separate from dining area) | 2m? per resident

A room of minimum size 18m? which could be a dining room with adequate seating
arrangement

A room of minimum size 20m? if more than 20 residents in the facility. In general, 0.75-1m?
per resident. Accessible to all residents including those bedridden

1m? per resident in dining room, living room and room for occupational therapy

A room of minimum size 20m? for social activities and dining area
Recreation and dining space provides a minimum of 4m? for each resident
5m? per resident

Indoor communal space (indoor sitting, recreational and dining space) 4m? for each
resident

Living room/activities 2m? per resident, minimum floor area 15m? It should accommodate
at least 80% of the residents at any one time

Living room/activities 1.5m?* space per seat 1.5m? per resident and

Number of seats at least half of the residents accessible to wheelchairs

1m? per resident -

1.80m? per resident, minimum floor area 12m? .
minimum floor area 10m?

4m? per resident, larger communal rooms for people with dementia

4m? for each resident. This allows for dining space of at least 1.5m? per person and sitting
space of 2.5m? per person. Dining room to cater at any one time all residents #

Recreational and dining space amounting to 4.1m? for each resident (5.1m? for wheelchair
users). Dining room to cater for all residents

3.9m? for each resident

s Applies to new buildings (i.e. buildings registered since 2008 as nursing homes and new extensions to any existing registered home). Prior to 2008:
3.7m? for each resident (excluding corridors and circulation areas). This allows for dining space of approximately 1.4m?/person and sitting space of

approximately 2.3m?/person.
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4.5 Personal account

I have never lived in a care home, but my daughter Nelida and I had the
opportunity to learn about some of the features of some care homes
in Madeira, which made us think: what could be improved?

In Madeira, we don’t have specialist care homes for people with demen-
tia. Still, many care homes are trying to improve the care provided to
residents who have dementia and all other residents. Some care homes
are converted buildings (e.g. from an existing house). This means, that
sometimes, there are barriers for residents with mobility needs, e.g.
stairs, slopes in outdoors spaces, unsuitable floors. Many care homes
have made a great effort to modernize, for example, with lifts. Overall, new, purpose-built care homes have remark-
ably improved their psychical environment. Despite this though, in many cases, up to four residents have to share
aroom. To me, this is difficult to accept. | enjoy getting along with other people, but the bedroom is where we are
able to maintain our privacy. Also, in many care homes converted from existing buildings, private rooms are very
small and sometimes do not have a private bathroom. Our “borders” are easily invaded. Other aspects, such as the
temperature and lighting, have been greatly improved due to the readiness to integrate automation systems or air
conditioning systems in care homes. Common areas also have been improved: they are now more comfortable,
stimulating, pleasurable and more intimate. For example, there are less people per common room and there are dif-
ferent rooms for different activities (e.g. exercising, arts, reading). This suggests that more attention has been paid
to the individuality and occupation of each resident. In my opinion, the strength of Madeira’s care homes is out-
doors spaces. Gardens and landscape have been always an important aspect of houses in Madeira. | imagine that for
people who live in care homes, outdoor spaces are an important space to be with others, to participate in activities
or to spend some quality time. | have the impression that many positive changes were achieved last year. This has
been partly due to social pressure, but also, as the people on the boards of these facilities, seem to be more aware
of the importance of promoting a better quality of life for all the residents.

Idalina Aguiar (EWGPWD) and Nélida Aguiar, Portugal.
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5. Worktorce

5.1 The registered manager

All countries require the existence of a manager, coordina-
tor or director of the residential care facility. In the majority
of the cases, specific requirements exist in relation to the
qualification, experience and other relevant aspects of this
person (please see table 11 for further details). Several coun-
tries require that the manager of the facility holds a higher
education qualification. In the majority of the cases, this
includes a number of health or social related disciplines
such as social work, nursing or allied health professions.
Ireland, Malta, Spain and Switzerland (canton of Zurich) do

not provide details for the qualification of the manager. Dif-
ferences also exist in terms of the required experience. Less
than half of the countries have a requirement for experience,
and the amount of work experience required varies from 2
years in the UK (Wales) to 5 years in Croatia and Slovenia.
Belgium, Finland, Ireland, Malta, Slovenia, Spain and the
UK emphasise the need of knowledge, qualification, expe-
rience or training related to management. In Spain and the
UK (Northern Ireland and Scotland), the manager needs to
be registered in an official register.
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5.2 Staff that should be present in the

residential care facility

In Finland, Ireland, Italy, Malta and the UK (England, North-
ern Ireland and Wales) it is stated, that there should be at
all times, sufficient numbers of staff with the necessary
experience, skills and competences, to meet the needs of
all residents.

In other countries, requirements exist for the presence in
the residential care facility of the following professionals:

e Medical doctor: Belgium (Flanders), Croatia*, France,
Greece (in private facilities and a psychiatrist in case

of hospices), Hungary#, Latvia, Netherlands*, Norway
and Turkey.

® Nurse: Belgium (Flanders), Croatia, France, Germany,
Greece (hospices and private facilities), Latvia,
Luxembourg, Netherlands#, Norway, Poland, Slovakia,
Switzerland and Turkey.

® Social worker and other allied health professionals
(AHP): Belgium (Wallonia and Flanders), Croatia,
Czech Republic, France, Greece (hospices and private
facilities), Hungary, Latvia, Lithuania, Poland, Slovakia,
Slovenia and Turkey.

5.3 Care assistant-to-resident ratio

This requirement refers to the minimum amount of care

assistants that must be employed per residential care

facility. In some countries, the ratio of care assistants to

residents is not specified (e.g. Cyprus, Czech Republic, France,
Ireland, Italy, Latvia, Norway and the UK). In some coun-
tries (e.g. Ireland, UK - England), each facility is required to

provide sufficient numbers of suitably trained and capable

staff to meet the needs of their residents. It is argued that

each resident has different needs and that needs change

over time. This is what should dictate staff ratios and each

residential care facility should respond to this.

However, in some other countries references to ratios are
made. For example:

e Belgium (Flanders): five care assistants to 30 residents.

® (roatia: five care assistants to 20 residents (this ratio
is for units providing care to people with dementia).

® Hungary: 24 care assistants to 100 residents.

In some cases, ratios are not defined specifically for care
assistants but refer to all staff providing direct care to res-
idents (e.g. including nurses, AHP etc.). Examples of this
approach are found in:

e Belgium (Wallonia): one member of staff to five
residents.

® Finland: 0.5 care staff to one resident.

® Slovakia: one member of staff to two residents.

® Poland: 0.4 staff members to one resident, and 0.5 in
the case of residents with (physical) disabilities.

Finally, another approach is found in some countries where
the required ratio is calculated taking into account the level
of dependency of residents, for example:

® (Cyprus: forindependent residents, one care assistant
to 10 residents; for dependent residents, one care
assistant to five residents.

® Cermany: for residents who require care level 1the
ratio is of one care assistant to 13.40 residents; for
care level 2, one to 4.60; care level 3, one to 2.80; care
level 4, one to 1.99 and care level 5, one to 1.77.

® Greece (private facilities): during the day, for
independent residents one nurse and one care
assistant to 25 residents; one nurse and one care
assistant to 15 dependent residents. Over 25 residents,
one more care assistant should be provided per 11
residents.

e |jthuania: three to five care assistants to 10 residents
with severe disability and 0.8 to three care assistants
to 10 residents with mild to moderate disability.

® |uxembourg: in integrated centres for older
people: one care assistant to 20, 10, 5 or 2.5
residents, respectively from residents who are more
independent to those who have more care needs. In
nursing homes, only the last two ratios (i.e.1t0 5,1to
2.5 residents) apply.

4 Units providing care to people with dementia must have a visiting psychiatrist (8 hours/month for every 50 residents or 4hours/month for every 25

residents).
4 A minimum of 4 hours presence per 100 residents.
4 On-call physician who can reach the facility within 30 minutes.
4 On-call nurse who can reach the facility within 30 minutes.
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® Malta: the ratios of care staff are determined
according to the assessed needs of residents and in
accordance with the Barthel 20 index.

® Portugal: one care assistant to eight residents; one
care assistant to five highly dependent residents.

® Romania: the ratio of staff (this includes care
assistants but also other professionals providing care)
to residents in facilities providing care to older people
is calculated according to the needs of residents and
in accordance with the minimum quality standards.

For independent residents, who can carry out
activities of daily living, the ratio is one to 10. For
dependent residents the ratio is one to two and for
people with disabilities, one to one.

® Slovenia: ratio of care staff (this includes care

assistants but also other professionals providing care
such as AHP) 0.25 for independent residents and 0.35
for dependent residents.

® Turkey: one care assistant to 15 residents, in special
units for older people one to 10.

Table 12: Ratio of staff to one resident according to dependency of the residents®®

Less dependent More dependent

Cyprus 0.10 0.20
Germany 0.07 10 0.21 (level 1to 2) 0.35 t0 0.56 (level 3 to 5)
Greece (private facilities) 0.08" 0.13%
Lithuania 0.081t00.30 0.30 t0 0.50
Luxembourg 0.20 0.40
Portugal 0.12 0.20
Romania 0.1 0.5t0 1%
Slovenia 0.25% 0.35%

Turkey 0.06 0.10

Table 12 shows relevant differences in terms of the ratio of
care assistants to residents in the different countries. Ger-
many, Lithuania, Luxembourg and Poland (also Finland and
Slovakia but in these cases all care staff are included) seem
to require the highest ratios of care assistants to residents.
However, due to the complexity and diversity of long-term
care systems in Europe, any conclusions should be taken

5.4 Nurse-to-resident ratio

In relation to the presence of nurses and nursing special-
ists, the following requirements exist:

e Belgium (Flanders): five fully qualified nurses for every
30 residents. A nurse should be present at all times.

® (Croatia: four nurses to 20 residents (in units providing
care to people with dementia).

® Germany: If there are more than four dependent
residents, every second member of the staff should
be a nursing specialist®. There should be, at least, one
nursing specialist during the night.

with great caution as these figures may be due to differ-
ences in the type of residential care facility, type of care and
services provided and residents who are most likely to live
in these facilities. Also, these figures need to be considered
along with the composition of the team providing care,
ratios for other health and social professionals present in
the facility and required training and skills.

® Jreland: at all times care should be supervised by a
registered nurse on duty. The number of registered
nurses required is determined by the assessment
tool. At any point in time, the number and skill mix
of staff on duty is determined and provided according
to a transparently applied, nationally validated,
assessment tool, to plan for and meet the needs of
the residents. This is subject to regular review.

® |ithuania: one nurse to 10-30 residents.

® Luxembourg: at least one member of the staff
should be a registered nurse. In facilities with 50-100

5° Own calculations, based on provided data.

' This figure includes care assistant and nurse.
52 This ratio includes all staff providing care.

53 This ratio includes all staff providing care.

¢ In Germany, a nursing specialist is a nurse or a geriatric nurse with at least two years of professional experience.
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residents a second nurse should be present from 6am
to 10pm. In facilities with more than 100 residents, a
second nurse should be present at all times.

® Malta: at least one qualified registered nurse on duty
during every shift.

® Netherlands: a qualified nurse on call who can reach
the facility within 30 minutes.

® Portugal: one nurse to 40 residents, one nurse to 20
residents who are highly dependent.

5.5 Qualification and training

In some countries, like Cyprus and Ireland, it is stated that
all staff, including care assistants or care workers, should
have the competencies to manage and deliver services to
all residents. In other countries, specific requirements in
regards to the minimum qualifications that care assistant
should hold exist, for example:

® (roatia: 500 hours of basic education over a 6-month
period for care assistants (this training is not
dementia specific).

® (zech Republic: basic education and a 150 hours
expert course.

® Germany: completed training.

® Greece (private facilities): license to practice if
required and health certificate®.

® reland: all nursing staff are, where possible,
facilitated to undertake a relevant post-registration
qualification in the nursing and care of older
people. All newly recruited care staff and those in
post less than one year should commence training
to FETAC (Further Education and Training Awards
Council) Level 5 or equivalent within 2 years of
taking up employment. Long-standing care staff
should have their competency and skills assessed to
determine their need for further training and suitable
arrangements should be put in place to meet their
identified training needs.

e Malta: at least training at MQC (Malta Qualifications
Framework) level 3 and a recognised “care of the
elderly” certificate.

® Ppoland: secondary education and 2-year vocational
training.

Slovakia: accredited course of 220 hours.

Spain: professional qualification on health and social
care for dependent people in welfare institutions
(Decree 1368/2007).

Switzerland (canton of Zurich): at least 50% of the
staff providing care must be a nursing specialist.
Turkey: in any residential care facility there should be
at least one nurse (or “health officer”). One nurse to
every 30 residents.

UK Northern Ireland (Care Standards for Nursing
Homes): at least 35 per cent of the staff should be
registered nurses and 65 per cent care assistants.

Turkey: qualified as technicians for the care of older
people or training in the care of older people certified
by the Ministry of Education.

UK (England): care certificate.

Also, in some cases, it is specified the minimum percent-
age of care staff members who should have completed a
particular qualification:

Hungary: at least 80% of the care staff has a relevant
qualification.

Romania: specialised personnel represent 60% of the
total staff.

UK (Wales): at least 50% of the care staff hold NVQ
(National Vocational Qualification) level 2

UK (Scotland): at least 50% of the care staff hold SVQ
(Scottish Vocational Qualification) level 2.

In relation to the training, in the majority of the cases it
is required that staff receive training which often can be
in-house or provided externally. In some cases, there is
a minimum number of hours of training that staff need
to complete. For example, in Belgium (Flanders), full-time
members of staff* should complete 20 hours of training
over a period of two years. In the Czech Republic, staff
should receive a total of 24 hours, and in Portugal 35 hours
of training per year. In Malta, staff are entitled to three paid
days of training and in the UK (Wales) to five paid days per
year. Belgium (Flanders), Germany, and the UK (England
and Scotland) offer training in dementia care, however this
training is not mandatory. According to the National Stand-
ards for Nursing Homes, in the UK (Northern Ireland) staff
induction should include training on communication and
engagement with people with dementia.

55 According to the new requirements for hospices (currently under consultation), medical personnel will need to have work experience in the field of

dementia, psychogeriatric and behavioural neurology.
¢ This does not apply to domestic staff.
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5.6 Personal account

(Helga): | was diagnosed with Lewy body dementia (LBD) at the age of 54. From my

perspective, residential care facilities should have a team consisting of people who

are experts by training (i.e. professionals). | don’t think volunteers should be respon-
sible for providing this type of care. Certainly | would not like this for myself. Also,
it is very important that staff providing care to me is fluent in my mother tongue.
The number of staff should be according to the stage of dementia and symptoms.
At night, and considering that one of the symptoms of LBD is hallucinations, one-
to-one care would be essential. The staff should be sufficiently qualified especially
geriatric and psychiatric nurses. My dream is to have a supporter who matches the

characteristics of my personality: the belief in God, love for arts, love for animals

and a quite educated personality. These are some of the things that | would appreciate if | had to move to a residential

care facility:

A garden or orchard with different flowers.

Animals outside (sheep, hens) and inside (cats, dogs, birds).
I would be happy to watch a film and talk about it.

I would like do some painting or art work.

(Juliane): | have been supporting Helga for a while now. | also have personal experience of working in care homes
in Germany. From my perspective, it is important that all staff in the care home work together as a team (includ-
ing housekeepers, nurses, psychologists, activity supporters etc.). All professionals, no matter the country they are
coming from, should have the same professional training. As well, it is extremely important to have a profound
knowledge of dementia and of the cultural background of the resident. In my experience, trained volunteers can
also collaborate with the staff members and help with tasks that staff can’t carry out because of lack of time. In
my own experience, in many care homes, the staff-to-resident ratio should be improved in the evening and at night.

Helga Rohra (EWGPWD) and Juliane Katrin Visser, Germany.
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6. Provision of care and rights

6.1 Admission

In the majority of the countries, at the time of admission,
prospective residents (and/or their representatives) should

be informed in writing about the key aspects of the service

provision. This information has to be given before or on the

day of admission. In Belgium (Wallonia), the Czech Republic,
Ireland, France and Slovenia, prospective residents should

also be informed about their rights and obligations. In Ire-
land, according to the National Standards, information on

rights should be provided in an accessible format and res-
idents should be supported in understanding their rights.
In addition, often the resident is required to sign a contract
(or agreement) which should describe, among other aspects,
the services that will be provided and often, their cost. The

National Standards for nursing homes in Northern Ireland

refer specifically to the importance of this pre-admission

stage for people with dementia:

“Itis vital that at the pre-admission stage prospec-
tive residents, their relatives and representatives
have all the information they need to make an
informed choice about moving into the home.
This is particularly important for those residents
whose capacity to make informed choices might
be limited due to learning disability, mental health
issues or cognitive impairment such as dementia”.

In the Czech Republic, Ireland, Malta and the UK (Northern
Ireland, Wales and Scotland) it is stated that the informa-
tion has to be written in a language and format suited to
the prospective resident. In Malta, the information has to
be available in English and Maltese. In Turkey, information
about the residential care facility should be availablein an
accessible format.

The National Standards in Malta, Ireland and the UK (North-
ern Ireland and Wales) specifically state that admissions into
aresidential care facility should be planned. In Ireland and

Northern Ireland, the residents’ needs should be assessed
prior to admission to a residential care facility to ensure
that their needs can be met by the facility. In Northern Ire-
land, the residents’ medical history (e.g. medication and
treatments), referral forms and any necessary aids and
equipment should be in place prior to admission.

In Bulgaria, Croatia, the Czech Republic, Ireland, Lithuania,
Malta, Romania, Slovenia, Turkey and the UK (Northern Ire-
land, Wales and Scotland), it is stated, that there should
be opportunities for the prospective resident (and his/her
next of kin, representative or friends) to visit the residen-
tial care facility, spend some time in it and meet the staff
as well as other residents before making a decision about
moving in. In some countries (e.g. Netherlands), visiting
the care facility prior to admission is encouraged but it is
not stated in the regulation.

Specific provisions exist in Ireland and in the UK (Northern
Ireland and Wales) regarding the support that a resident
should receive from staff members around the time of
admission. In Ireland, residents should be consulted with,
supported and involved in the planning for their transition
into the residential care facility. The prospective resident
should be offered the opportunity to meet with a member
of staff prior to admission, to discuss what the transition
into the residential service will mean and the application
foradmission. In Wales, prospective residents are given the
opportunity for staff to meet them in their own home and
also can benefit from a place on a “trial basis”. In Northern
Ireland, the manager or a senior member of staff should
visit the resident prior to admission and a named member
of staff should be identified to provide support for the res-
ident for the first few days and a key worker from the staff
team subsequently. In Hungary, before admission, some
health care professionals (e.g. GP, social workers, etc.) have
to assess if the prospective resident is entitled to admission.
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Table 13: Requirements in relation to the admission of residents

Residents being informed in writing about internal
regulations (information about the residential care
facility, services provided, charges etc.) and signing a
contract/agreement.

Residents being informed in writing about their rights
and obligations.

Prospective residents being able to visit the facility
before admission.

Specific support from staff around the time of admission.

A common provision related to consent at the time of
admission, is the need for the resident to sign a contract
or admission agreement that sets outs the terms and
conditions of accommodation and residence. The relevant
national legislation on decision making, legal capacity” and
involuntary internment should also be taken into account
for residents who may lack capacity to consent or may need
support to consent at the time of admission or at any other
time. Often, this legislation was developed for internment in
hospital settings or is related to people with mental health
problems. Some countries, however, have provisions which
apply specifically to residential care settings. These provi-
sions for moving into or out of the residential care facility,
follow in some cases a relatively flexible approach which
allow a relative or the appointed guardian to make these
decisions (e.g. Croatia, Norway, Slovakia, Slovenia, Turkey),
whereas in other countries, these decisions have to be
approved by Court (e.g. Czech Republic, Netherlands). In
countries where this legislation has shifted to assisted or
supported decision-making (e.g. Ireland, UK), the resident
should be supported for as long as possible in making these
decisions. Some examples are provided below:

® In Norway, according to the Regulations for nursing
homes and special dementia units (article 4), if a
resident with dementia (or if for some any other
reason the person cannot safeguard his/her own
interests) wants to move out of the residential care
facility, or go to a different care home, this has be
decided in consultation with their relatives.

In Croatia, Slovakia, Slovenia and Turkey, if the person
has an appointed legal guardian, the legal guardian
can make this decision and sign the contract/
agreement on behalf of the person.

Belgium (Wallonia and Flanders), Bulgaria, Croatia,
Czech Republic, Hungary, Finland, France, Netherlands,
Germany, Ireland, Lithuania, Luxembourg, Malta,
Portugal, Romania, Slovenia, Slovakia, Turkey, UK
(Northern Ireland, Wales and Scotland).

Belgium (Wallonia), Czech Republic, Ireland, France,
Slovenia.

Bulgaria, Croatia, Czech Republic, Ireland, Lithuania,
Luxembourg, Malta, Romania, Slovenia, Turkey and the
UK (Northern Ireland, Wales and Scotland).

Croatia, Ireland, Luxembourg, Poland, Slovenia, UK
(Northern Ireland and Wales).

In the Czech Republic, if the resident has an
appointed legal guardian, additional approval from
the Court (or guardianship council) is required

for admission. If a resident living in a residential
care facility has a serious disagreement with the
service provided to him/her but is no longer able

to terminate the contract him/herself, the service
provider should inform the Court of this disagreement
within 24 hours. The Court has then to decide within
45 days whether the person should or should not
stay in the residential care facility. Similarly, in the
Netherlands, residents admitted under BOPZ law
(The Psychiatric Hospitals (Compulsory Admissions)
Act - Wet bijzondere opnemingen in psychiatrische
ziekenhuizen, BOPZ), cannot leave the facility without
approval from the Court.

In Ireland, each resident, where appropriate, should
be supported to make informed decisions and have
access to an advocate. Residents with a cognitive
impairment should receive the support they require
to uphold their right to exercise their legal capacity.
Effective arrangements that protect the will and
preferences of each resident who lacks capacity to
give informed consent are in place. Each resident’s
consent to treatment and care is obtained in
accordance with legislation and current evidence-
based guidelines. Where residents express a wish

to leave care and return home, they are involved in
planning and discussing the best way to prepare for
their move on.

In the UK, in keeping with the different mental
capacity legislation that exists across the nations, a
person should be presumed to have mental capacity
to consent or refuse care or treatment unless proven

57 For further information on this topic, please see Dementia in Europe Yearbook 2010 and 2016.
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otherwise. Residents should be involve in decision
making in line with relevant guidance on consent,
treatment and care. In the Standards for nursing
homes in Northern Ireland, the resident (or their
representative) and the Registered Person should
sign the agreement prior to, or within five days of,
admission. Where the resident or their representative

is unable or chooses not to sign, this is recorded.
Neither the Registered Person nor any staff member
acting as an appointee or agent on behalf of a
resident may sign the written agreement on the
resident’s behalf. The agreement should be made
available in a format and language suitable for the
resident.

6.2 Assessment of needs, care plan and provided care

Overall, all countries have provisions related to the need
to document some personal, social and health related
information about the resident and develop an individ-
ual care plan. In some countries, the required information
and the care plan tend to focus more on medical and
nursing issues, whereas in other countries this seems
to take a more holistic approach (please see table 14 for

details). Differences can also be observed in relation to the
expected involvement of the resident and his/her family in
drawing up and reviewing the care plan. In Romania and
Northern Ireland (National Standards for nursing homes),
there are references to staff training in or having the nec-
essary skills to develop care plans for the residents.



STANDARDS FOR RESIDENTIAL CARE FACILITIES IN EUROPE | 43

"pado|aAap 3q pjnoys ue|d 3162 B puE UOJIEN|EAD [EDIP3W B JAIIAI srudi
p|noys Juapisal Yoeg 1day aq pjnoys A101siy pue eiep [euosiad s,3UIPISAI Y YUM 3|y V o

"SIaquIaW Ajlwey) pue 1uapisal
'3 3uidojaAap Ul paAjOAUL 3Jam | Jo |eAoidde yiim pue 4D Yiim Uoileloqe||od
OUM (S19310M [B120S ‘sasinu) | ul K1essadau S| 1 41 uejd a1ed [enpiAlpul 3yl
sjeuolssajold ay1 Aq Aj1endau Aylpow pue siseq Jejn3al uo 3 31en|ead
pasiAa1 3q pinoys uejd a1ed 3y | pinoys uejd a1ed 3yl 3uidojaA3p Ul paAjoAul
(s13310Mm [B120S ‘Sasinu) s[euolssajold ay L

"JJB3S 93 03 9|qe|IBAR 3G P|NOYS BIIUSWIP Y3m uosiad ayi jo Ajiwey Aq papinroid sidey
41| £33 YyHM 1U3PpISaI Yyoea jo Aydei301q Y] "UOIIBN|BAS PUB JUSLIESI] ‘SPIU 31BD [BIIpaW e13eold
pue Suisinu ay3 ‘uejno1iied Ul passasse aq p|NoYs 1UIPISAI YB3 JO SPasu [ENPIAIPUL dYL

‘woym Aq pue pazuswa|dwi 3q [|IM 318 3y} Moy

J0 s|1e19p uleluod pinoys uejd ayy “(Adetayi siom ‘Adeiayl ysaads -3°1) Adesays pue siom [e120s
3pn|oul 0S|e p|noys a1ed Y| "s|euoissajoid yijeay pal|je Aq papiaold a1ed pue a1ed 3uisinu
‘318D |BIPAW 3Y3 SAPN|dUI Yd1YyM d1ed jo ueld pasi[eNpIAIpUl UB 9ABY P|NOYS JUPISAI YdeT

"JUpISal Y3 JO
spaau ay3 01 3ujpiodde Ajiejndal A|lWey 13y /s1y pue uapisal ayL
pamalnal st uejd ased ayL

eued|ng

"131p pue palinbal 21am 1ey3 S1521/sUoleuUIWEXS 3Y3 ‘paiinbal a1ed ‘98esop pue paquidsald
UOI1BDIPAW ‘SHSIA [BDIPIW 4O 31BP 3Y1 3pN|2Ul OS|E PINOYS 3| "3 paiuawia|dwl oym Jeis ayl
w014 SYIBWSI J0 SUOIIBAISGO AUB pue piuswa|dul 3q [[ImM 218D SIY1 MOY JO S|IBIIP UIBIUOD (M) wni8jag
pinoys 3| *AdeiayioisAyd pue a1ed uisinu pue |edipawleled ‘[eJIpawl 3y3 104 SUOIIEIIPUI

3U3 3pN|dUl PINOYS SIY1 "1 JO PI0I31 PAS|{ENPIAIPUL UB 9ABY P|NOYS JUSPISI Yde]

‘A1[1q1suodsal-4|as pue Awouoine [euosiad Jo [9A3] 15918318 ay1 1oddns pinoys ue(d aied ayL
"S911IAIIDE [BIDOS PUE 2INSID| UO SIUIWIZY

‘S9DIAI3S 218D JO UOIIRUIPI00D

‘PaI1240 218D 33 UO JUBWIY

‘(13183/13qUIBW ‘S9YSIM 10 SPaau [ENPIAIPU|

Ajiwey 10) JuapIsal 33 Aq panoidde k10151 31| ‘$D1351191RIRYD [BUOSIAG
3q pinoys ue|d 22ueping pue a1ed ayy ‘A0u9BIaWa UB JO 35BD Ul PayI110U 3q 01 (S)uosiad
‘ueldiIsAyd Suipusny
‘S|1BI3P |BUOSIA

(4) wni3|eg

:uofiewIojul
SuImo(|04 91 35B3| 3B ApN|dUI P|NOYS JUIPISAI YOS J0j Ue|d 9duepind pue 21ed [eNpIAIpUL YL

sue|d 21eJ pue Spadu JO SIUBWISSISSY :¥L 3|qel




44 | pemenTIA IN EUROPE YEARBOOK 2017

'sadueyd poddns

104 P93 J0/pUB SDUBISWNDILD
113y se a8ueyd [|im ueld aled
11343 1Y 329dX3 UBD SIUIPISIY

‘Pepaau i
ue|d aied [enpIAIpUl 3yl AjIpow
pue Ajjenuue 1| 93eNn[eA3 p|noys

ue|d aied ay3 Suidojanap ul
PaAjoAU] S|euolssajold syl

‘syiuowl xis K1aA3

'ssad0.d ujo8uQ

"Spaau IS
s.uosiad ay1 103e 18yl A1deded
[euoldouny s,uostad 1ap|o 3y3 Ul
1n220 sadueyd jueniodw] UaYm

'SIN220
SN1e1s yijesy s,3Uuspisal syl ul
sagueyd Aue uaym lo Ajjenuuy

SuoISIARY

"J9W 1B SPIIU J1Y}
1BY31 2INSU3 03 32IAI3S Y3 Aq 22e|d ul and
3q 03 paau syioddns 1eym pue saduaia)a.d
pue spaau ‘s|eod 113y3 A}13Uap1 03 Wayl
Suinioddns 031 |elaudd s} ssadold Sujuueld
31e2 9y ul uonediyied SIudpISY

‘K1eSS3I3U

J1 uejd aled [enpiAlpul 3yl Ajlpow pue
A|lenuue 1} 31eNn|eA3 p|noys ue|d aied ay3
3uidojaaap ul paajoAul sjeuolssajold ayL

‘uelpiend
1883 10 12A18218D A|ILLE) ‘SAA[ISWAYY
SIUSPISaI ‘UoIINIIISUL 31 JO Je1s

‘ue|d ay3 ul papi0dal 3q

1SNW SM3IA s,u0s1ad ay] ueld aya ssnasip
1snw (uerpseng [e33] ay3 o ‘1Iay/wiy 03
3502 3|doad 1ay10 ‘slaquisaw Ajiwey} 1ay
/s1y ‘K1essadau Ji pue) uosiad 13p|o ayL

*A1BSS3I3U JI 31 AJlpow
pue A||enuue 3| 91en|eAd pjnoys ue|d aied
e 3u1do|aA3p Ul PAA|OAUL S[BUOISSD)0Id

*341] Jo A31jenb poo3 e ujeulew 01
10ddns pue a1ed A1eSS3U 33 9A1931 A3Y) PUB PISSISSE S| SIUSPISAI JO A1|IGe A11IUuS0d ay L

-91e11doidde a1aym ‘s|eod |euOIIBIDAI PUE |BID0S ‘U3|eay ‘|euostad A}IUIPI YdIYM SIUDLISSISSE

Suro8uo d13s1j0y uo paseq aie suejd 31ed [ENPIAIPU| "PSSISSE A|[BENUIIUOD pUE padojaAap
si ue|d 21ed Y3 pue A||e13IUl SJUSPISAI [|B 104 INO PILLIED S| JUSWSSISSE [ENPIAIPUL UY

‘31e2/110ddns JO SIUSWID J13Yl0 e
‘Buiwil 119y pue sN1els Yieay s,3UaPISal 3yl Ulelulew 10 anoiduwl 03 Sysel A1essadau e
‘y3/eay [eauaW pue |ed1sAyd s, 3UapISal 3yl JO JUBWISSISSE

:Uleluod pinoys ue|d aied |enpiAlpul 3YL

"JUNOdJE U] U3Yel
pue siseq Sujo8uo uo pasoijuow e sadueyd ‘sadidsoy uj ‘A1AIDE K133 Jo 110dal Apjaam
3g P|NOYS 2133 ‘syiuo 9 A19A9 pamalaal pue padojaaap 3q pinoys weidoid d1anadelsyy
pasijeuosiad e ‘sa111|10e) 218AIId U| "SPI3U S,3UIPISI Y] JO JUSWSSISSE U 9pN|dUl P|NOYS
UDIYM 1UDPISaI K1A3 104 3y [euosiad e aAeY pnoys sal1l|ioe) 31eAld pue sadidsoy dijqnd

‘uolreuawa|dwi 4o jooud

‘110das a1ed

‘ueld aled

‘uolzewloyul [ediydesSolq Jueaa|as uipnppul A103s1y a4ed

(ID17 €LL3]D124B) JUSPISAI UYDBS 404 PIIUSWNIOP 3q 01 SBY UOIIBWLIOUI SUIMO[[04 3L

‘u0siad ay1 Jo a1ed pood e ainsua 01 pue JulAl uspuadapul pue A1deded [euoliduny ‘yijesy
‘Buiaq||am s,uosiad ay3 11oddns 01 papasu 24 1BY1 SIDIAISS 31BD Y3|BSY PUB [B1D0S 3Y3 pue
A1oeded |euoliduny s,uosiad 19p|0 Y3 JO JUSWISSISSE Y1 UO Paseq aq Isnwl ued JIAISS 3y L

‘pa1en|eAd pue ueld a1ed e Ul 135 2q
1SNW 21ed Jo ,S|eod, ay3 ‘21ed [e120s Sulple8ay "UOIIEN|BAS PUB JU3W1EII] ‘SPI3U 218D [edIpawl
pue uisinu ay1 Jejndiaied uj ‘passasse ag pinoys 1UaPISsal Yoea Jo spasu [BNpIAIPUI 3y

pueal|

K1eSuny

ESELID)

Auewan

puejui3

J11qnday Y23z



STANDARDS FOR RESIDENTIAL CARE FACILITIES IN EUROPE | 45

‘palinbal se Ajie|n3a1 pardepe
pue pamalaai st ueld ayL

"P31BJ0ApPE
SI M3IA3I Areurdidsiplanw
3UIINOI [BNUUE UY 'S31BIDIP

ased ay3 se 3y3nos aq [jeys
s|euolssajoid yieay Jayio jo
9IAPE 3 "UOIIPUOD [BID0S

10 ‘[einoineyaq ‘[eai3o|oydAsd
‘[ed1paw [eJauad s, 3UIPISal Y3 Ul
93ueyd juedyludis Aue 1aye 1o
‘SyIUOW 33143 AI3A3 92U0 ISE3|
1e 91e33|9p Jay/s1y 1o 331eyd u|
3sinu Aq paiepdn pue pamalaal
3q ||eys 2182 jo ueld [enplAlpul
3y3 ‘spaau 3uidueyd 10331 0L

*UOIIBN1IS ,SIUDPISAI
ay1 ur a3ueyd e s| 313yl uaym
10 189K B 9DUO UBY) SS3| 10U
pamalnal aq pinoys ueld ay

SUOISIADY

-31qedidde 41 aA1eIUSSIdaL J0/pUe JUSPISA)
31 Aq paudis pue paaide pue ‘quapisal

33 03 9|qISSIIIE 3[AIS B Ul PapI0I3L 3q
[|eYsS 1| "9A13BIUSIdDL 10/pUe SIAIIER)
350[D PUE JU3PISAI Y3 JO JUSWA|OAU]

‘ue|d
3y3 jo 3uiloluow pue uoleuaW|duwl
‘JuaWdo[aA3P 2Y3 Ul PIAJOAUL 3G P|NOYS

SIAIIB[24/SI9qUIBW A|lW e} ‘SIA1IBIUDSIdRI
[e83] J3y/sly pue Juapisal ay3 ‘d|qissod 4|

"y3eay pue 3uiag-||am [ed1sAyd ‘Awouoine pue 3ulag-||am [BIUBW ‘UOIIENHS SUIAI|
33 :SUIBIUO0 3] 'A11|12B4 D1BD Y3 U] UOISSIWPE J9ye A|110ys unilm si uejd SulAl| pue aled v

"X3pul 07 [2Y3leg ay3 woly synsal uipnjpul ‘syuawssasse Sujoduo

puE [BI31UI 3Y3 JO SWODIN0 Y3 U0 Paseq 3q ||BYsS 1| SPIau 2.4ed [e1d0s pue [enitlids ‘|euosiad
‘U3{eay 2Y3 40 S122dSE |[B 1BY1 2INSUD 01 RIS 21D AQ UM} 3 03 SPAdU 1By UOIIDE Y] |[BIdP
Ul 300 13S |[BYS 218D Jo Ue|d [BNPIAIPUI AU "PI3AI[DP 2q 03 218D Y1 104 SISeq Y1 apiaoid |eys
ueld syl "aA13e3UDSIdDI 10/pUB SIAITR[D] 3SO|D PUE JUIPISAI DY JO JUSWA|OAUT Y3 YHM

dn umelp aq [|BYS JUBLISSISSE dAISUYIdLIO0D B WOl pateiauagd aied jo ue|d s,3uapisal v

‘ue|d ay3 03 apew sagueyd Aue jo pue

ssa201d uonreruawsa|dwi ay3 jo uondidSIP Ja1iq B pue suojide dn-moj|oj pue s3nsal pa1dadxa
‘S9D1AI3S papinoid ‘UM 9 01 SIUNSEIW Y1 ‘SPAaU [BID0S J3Y/SIY INOGE UOIIBWIO)U] ‘SNI.IS
y3jeay 1ay/siy IN0qge 10320p J3Y/sIY WOl UolIewlou] ‘A|lLe) pue s10e3U0 S,uo0siad 3yl noge
uolleWIOoUl P3[IBIDP UIBIUOD PNOYS 11 ‘SIU3PISI 01 papiaold S| Ue|d 218D [B1D0S [BNPIAIPUL UY

"31BD [B[20S 10 UOIIB1I|IGRYI [BIDOS 3Y3 JO UOIIEN|BAS DY)
pue ‘31ed [BI20S 10 UOIIBII|IGRYI [BIDOS 3Y3 JO SYSEI dY)
‘218D [B120S 10 UOIIRII[IGRY3] [BI20S Y3 Jo 3sodind ay3
‘panjos 3q 01 wiajqoid ay3 Jo uonuYap e

:3uimo||oy ay1 apnjdul [|eys ueld ayL "padojaAsp aq p|noys 1UapIsal 9y JO UOIIIPUOD
|BUOIIDUNJ 3Y3 Y3IM 3dUBPIOdIE Ul Ue|d UOIIBII|IGBY3I [BIDOS 10 31BD [BIDOS |[ENPIAIPU UY
"pa3en|eAd 3q ||IM 3l MOy

pUE UOIIUAIDIUL Y3 JO SI13[BPOL PUB JUSIUOD Y3 ‘PAA3IYDE 3G 03 SIAIII(QO Y3 d31Bd1pUl
p|noys ueld |enpIAIpuUl 3YL "SIUIPIS3I || 10} dn uMEIp 3q p|noys ue|d aled [enplAlpuUl Uy

SpUeIayIaN

eljew

eluenyi]

elAle]

Ajeal



46 | DEMENTIA IN EUROPE YEARBOOK 2017

‘SPaau JO JUSWISSISSE-

e 4O uol13|dwod Jo SAep € ulyim
paiepdn aq 01 sey ue|d ayy “ue|d
3y3 Jo uoneuawa|dwi ay3 pue
UOI1BN1IS S,3U3PISAI BY3 Jojuow
128} 918D |RIIUPISAI BYL

‘ued [enpiaipul

3U1 M3IA31 03 Saul|pesp
ysl|qe1sa Aew uolie|ngal
[BUJIRIUI 9Y3 INQ UO[IE|SISI)
33 Ul U33S310} 3ul|peap ou
st 213yl -a8ueyd uoddns 10}
Paau 10/pue S3dUBISWNIIID
uosiad aya se agueyd [|eys
11 ‘pazepdn aq sAem|e 3snw
ue(d |enplAlpul 3yl sy

‘K|lwey 13Y/sty pue 3uspisal
941 UM UOISSNISIP 19)e dpewl
ale sagueyd A1essadau Auy

SuoISIARY

(239

‘1ew.oj olpne ‘3||1eig ‘peal 01 ASe3) Wioy
3|qIssade ue ul pajuasald ‘ued [enpialpul
3y3 Jo Adod e 3AI19031 p|NOYS dAIIRIURSIdDI
|e83] 1ay/sly 1o uapisal ayy "uejd ayy dn
Melp p|noys A30joydAsd pue yi1om [e1d0S
‘QUIdIpaW JO p[ay ay3 uj s1si|eldads € 1ses|
1€ Jo 3unisisuod weal A1eut|ddsipiynw

v "uejd uolIUSAIIUL pue J1ed 3yl dn

MEeIp 01 3|qe |auuosiad pasijenads

dAeY ISNW A1|1DB) 31BD [BIIUIPISAI Y|

"Ul PAAJOAUL
39 ISnW A|iwey 9yl pue 3UapIsal ayL

‘(sea siya ui a1edidiued o3 ssaudul|im
/pue y3ijeay s,3uapisal 03 Suipiodde 3|qisesy
S1 u0[1eId00d YINS 41) JUSPISAI 3YI YIIM
uolieladood uj paruswa|dwi pue padojaAsp
3q 031 aAey sue|d 11oddns |enpiAlpu|

‘JJe1s pue A|luley
/s12182 91 ‘JUapIsal Uaamiaq padolanap
3q p|noys sue|d 1ioddns |enpiaipul

"JUBWISSISSE [BUOIIBIOA SE ||3M SB SUOIIdIppe 3|qissod ‘sysid 9|qissod

‘spaau |eniiids pue [eIn3|nd ‘|eUOIIBINPS ‘SPAaU UOI1E1I|IBYRI/AI3A0D3) PUE SPIaU 1USWIIERI]
[e12ads ‘UOI1BN1IS DILLOU03-0100S ‘[3A3] LUOoI1edNP? ‘sdiysuoiiejal [e1d0s pue Ajiwey ‘A1deded
uonEedIUNWWOD ‘paAlasaid Awouoine Jo 33133p pue snieis yijeay ‘snieis [e1osoydAsdoiq jo
SWI1 Ul PaSSaSSe aq PINoYs 1UIPISaL 3y *A1e1dYauaq Y2ea Jo uoileniis [euosiad pue spasu
[ENPIAIPUL 3Y1 JO UOIIBN[BAS 31 UO Paseq aq 1SN s1uapisal 01 papiaoid 11oddns pue aied sy

‘Ino
pallied 3 01 SeY SPaau 113yl JO JUSWSSISSE U ‘SIY1 104 "JUIPISI Yded Jo [eraualod ayl pue
3J1] Jo 129(04d Y1 03 Sulp10ddE Ppado[aASP 39 P|NOYS JUIPISI YDED 104 UB|d 218D [BNPIAIPUL UY

‘uolssIWpe Jo Aep ay1

woly syuow 9 ul Apeas aq pjnoys ueid 11oddns [enpiaipul uy ‘suejd 1oddns [enpiaipul ayl
unuawsa|dwy pue dn Suimelp 104 3|qIsuodsal a1 A3y "SIUIPISI Y3 03 218D 312311p Sulpiroid
1JB1S 9Y3 Jo Ajurew 3u13s|Suod ‘sweal a4ed d1anadelayl dn 13s p|noyYs Sa13|I12e4 21BD [BIIUSPISY

‘ue|d 2Y3 4O SIUSIUOD B3} UO SPUBLUIP el pue

saljdde siy3 yoiym 03 sdnoid 1asn pue juailed ay3 Uo uolleWIO4UL 13Y1ing apirold ‘suolie|ngal
ul ‘Aewt K11SIUIN YL 1DV SJIAIRS 218D PUB Y3|edH 9yl 03 SuIpI0dI. SIDIAIIS PIIBUIPIOOD pUB
wi13-3uo| Jo paau ul s1asn pue syuajied 1oy ueld [enpialpul ue asedaid 03 sey Ayjeddiunw ay g

ejuewoy

|eSnilod

puejod

KemioN



STANDARDS FOR RESIDENTIAL CARE FACILITIES IN EUROPE | 47

“JueA3|al
135 2le pue 1aw 3ulaq ale sueld
10 s|eogd s,ajdoad 1ey3 ains ayew
pINOYS SM3IAY "padieydsip

10 p2111Wpe-3] 21e 10 3IeD
211dsal 3sN ‘SIDIAIIS UIIMI
19jsuel1 A9y3 uaym sapnjpul siyL
"Juawieal) pue a1ed s,uosiad ay3
1N0YSN0IY3 Papaau J3AIUIYM
pue £j1e|n8al pamalnal

39 P|NOYS SIUWISSISSY

"W104 UOI1BAI3SqO
3SINN 3y U0 3pEW 3q UED
SUOISIARI 1330 ‘A1eSSaI3U

J110100p 91 Aq pausis pue
U13M SI Yd1ym uejd juswieasy
pue dn-}23yd [enuue ay3 uo
paseq pamalaai s ueld ayL

‘syuowl XiIs JSEVE posingy

'sadueyd
1UDPISAL Y3 JO UOIIENUS B}
uaym pamaiaal st ueid ayL

SUOISIADY

wayl
03 9|qE|IBAB SID10UD 33 PUBISISpUN A3
2Ins 3xew 03 31 paau A3y3 uaym poddns
puE UOI1BWIOJUI JUBAI[RI WAY3 A1 pInoys
SI9PIA0I4 '2q 03 YSIM A3Y3 SE 3[331] SB 10
UoNW Se sadUdlajald pue spaau 119yl Jo
JUSWISSISSE UB Ul PIAJOAUL 3G ISNW ‘}eyaq
1131 uo Sui1de A||njme| st oym uosiad

ay1 Jo/pue ‘a31A13s e Zuisn uosiad yoe3

"WJ04 Uolien|eas
UBIDIUYI3] 18D |BIIIU] 3Y3 JUNODIE 03Ul
3uye1 A]|e129dsa ‘UOISSIWIPE 1B JUALISSISSe
3y3 01 u1plodde dn UMBIP SI UB|d 316D YL

‘ueld ay3
3uido|aAsp ul paAjoAUl 3G PINOYS Jjels pue
aA1leIudsaIdal (B33 Jay /sy ‘AUdpISaL Ay L

"S9AI1B|3) PUE JUSPISI 43XI0OM [B1D0S 3Y L

¢PIAJOAUL S| OYM

(™) 3uswieal Jo 9sIN0d
lejnajied Aue uj panjoAUl SIYaUq pue SYSI) 0 3due(eq ayl ‘uosiad 1ua1adwod 13Y3o 10
|euolssajoid a1ed yieay 3ua1adwod e yim ‘SSNISIp 01 PUB 1SN 3DIAIS 3Y3 01 3|qe|leAe
S$310Y2 1U3W1L3I1 J0 31BD 9Y) pueISIdpUN 03 suosiad Jueas|al Suinioddns pue Sujjqeus e
‘oW ale spaau J1ay3 ulnsua
pue s3dua13ja1d ,S19SN 321AI3S SUIASIYDE 01 MIIA B Y1IM JUSLWIRAIL 40 31ed SuludIsap e
£19SN JIAIDS Y1 JO JUDWIILI} pUB d1BD 104 SDdUIRJId
pUB SPa3U 23 JO JUBWISSISSE UB ‘U0sIad JueA3|al U3 UM A|9A11B10GE||0D ‘1IN0 SUlklled o

:9pN|pul ‘op 3snW uosiad pasaisi8al e ydiym s3uiyl syl

‘pauue|d swwel301d/s313IA118 [B1D0S

‘sa1qqoy pue siqeH

‘ue|d aled

‘Spaau 21ed Jo Uolleulwlalxg

‘Weal uol1ell|Iqeyal 3yl JO SUOIIBpUIWLLIOIY
‘9duapuadapul Jo [9A3]/3uluolIdUNy JO UOIIBN|BAR [BI2USD
‘103514 Y1|eaH

‘paqlidsald sauldpaw Jo 1si]

‘uol1eWIoUl [BUOSIdd

1S9PN|DUl W04 UOIIEN|BAT UBIDIUYDIL 18D YL D13 ‘SUIAI| A|IBP JO S313IAIDE

ul 8ujuollduNy ‘UolleLLLIOUL [BIDOS PUB Yleay [edisAyd pue |eausw ‘|euosiad Suipnpdul
UOI1BWIOU] PR[1BIDP AIDA SULIIA0D ‘9881S UOISSILUPE AU 1B P3||U 24 ABY 1BY] SWIO0) d1e 313y L
‘(dutag "8-9) 151xa squawauinbas dy1dads

SUOIUBD 4210 Uj *(pa12adsal 3q 01 9ARY BIIUSWAP Yim d|doad 104 Spaau ay1 “8-3) sjuapisal ay
JO Spaau 21212U02 33 10} 1USDYINS a1k sue|d 218D 9y 41 3SED Y23 Ul Saujwexa 1uawiiedaq
U3[BaH 3y "Sly1 uluIadu0d syuswalinbal pajie1ap aAey 10U S0P Yd1iNZ Jo UOIUED dYL

"S3YSIM PUB SPIau S,3U3PISaI Y3 01 SUIpI0IdE 9q P|NOYS papiAoid 31ed pue SIDIAIIS BYL

“Juapisal
yoea 10j uejd 218D PUEB JUSLLISSASSE [BNPIAIPUL UB 3ABY P[NOYS S3131|1DB) 3B [BIIUSPISDY

(puej3u3) sin

AxnL

uapams

BIUSAO|S

epfeo|s



48 | pemenTIA IN EUROPE YEARBOOK 2017

‘sue|d

3.1eD U} papi0d3l Se S|eAldul
aWi1 paaiSe ‘payliuapl 1e pue
A|lep 1no pallied s| 1eyl ssadold
3Uu103U0 UB S| JUBWISSISSE-2Y

"papiodal
sI siy3 ‘udis 03 10U S3s00Y2 1o
ugIs 03 9|qeun s dAI3BIUISIdAI
113y3 1o Juapisal e uaym ueid
31ed pasiAal aya udis 1a8euew
ay1 pue sa8ueyd ay3 Supew
JJB1S Jo Iaquiaw ay3 ‘1eudoidde
213ym dA11eIURSIdRL J19Y]

10 ‘quapisal ay3 ‘ueld a1ed ay3

0} apew 2l sa8ueYd AIYM
'SP23U JUBLIND S,3UPISAI A3
S109J24 pue 21ep-03-dn 1day

si ue|d a1ed 3y "uoISSIWpEe

S USPIS3l Y3 JO Yyuow

JUO UIYIIM 1S91B| 3y IB pUB
3|qIssod se uoos se pasinal ale
|BAID431 JO SWII Y3 1B pauleIqo
S|IBIDP JUBWISSISSE [BIUI YL

SUoISIARY

"sue|d 21> SuidojaAap Ul paules}

1B JJB1S 'SIAIIB|21 419y} pUE 1UIPISAI Y1
Aq poo3siapun pue 01 3|qissadde 3 01

SB 0S pue 1eWI0) 3|eINS B U] U31IIM S|
ueld 2162 3y "SPaau 21edY3EY J3Y30 pue
[ed1sAyd ay3 apis3uoje 1w 3q [|Im Sp]3u
[ed130]0ydAsd pue [B[20S ‘|EUOIIOWD MOY
pue axuapuadapu; Suirowoid pue A134es
[ed1sAyd Jo swia3 Ul s3du1aja1d pue sanjea
11343 S3pN|dUl PUB SIAIIE[3 1[3Y3 pue
JU3pIsal 9yl yum diysiauiied uj auop s
SIyl ‘suoruaaIul Suisinu ay3 Suisaide
pue Sutuued ‘8uissnasip 1oj A31|1qisuodsal
SBY OYM 3SINU PaWeU B 3ABY SIUPISAI ||Y

"Wway3 1oy 9|qeuns
Jewloy pue 98en3ue| e u] JUPISI Y1 03
3|qe|ieAe apeuw s| ue|d a1ed ay3 o Adod v

"PaA|OAU] OS[E
a1e saul|ddSIp pue s|euoissajold JUBA3|D)
pue ‘31elidoidde a1sym ‘aA13eIUISAIdDl
S,JUBPIS3I YL "PapI023I SI SIY1 ‘PAA[OAUL 3]
03 10U S3S00Y2 10 9|qBUN S| JUIPISI B UBYM
INQ $S3301d JUDWISSISSE 9Y Ul PIAJOAUL 3]
01 pa|qeua pue padeInodud ale SIUIPISAY

&PaAJoAUL S| OYM

"JuapIsal
yoes yum dn UmeIp pue JU3WSSISSE D11S1|0Y ‘DAISURYIdWod B Woly paielauad s| uapisal
U2ea 104 a1ed Jo ue|d pa|eIaP Y "UOISSIWPE JO SINoY tz ulyim ade(d Ul St UolIeWIojUl [BLIJL
pUB JUSWISSasSe uolssiwpe-a1d ay3 uo paseq aied jo ued |elaul uy 'spaau Suidueyd s,3uapisal
3y3 01 3suodsal Ul pa1eN|eA3-21 S| PUB PAIDAIIDP 2 01 31BD 3Y3 JO SISeq ay3 sapiaoid yaiym
ue|d 21ed [ENPIAIPU] UB U] INO 135 21B SPU 1B [B[D0S pUE [euosiad ‘Yi|eay s,3uspisal yoeg
‘91euidoldde se siaquiaw Ajjwey Suipn|dul SIapiA0id 318D 13410 WIS PAAISIAI UOIIEWIOHU|
SOPN|OUL JUIWISSISSE SIY] "SPAaU 218D BulSINU JO JUIWISSISSE UB SPI0IJ PUE INO S3LIIED pUE
JuapIsal aA13adsoud ay3 SUSIA dwoy ay3 Aq pakojdwia 3sinu payiIuIp! Ue UOISSIWPE 03 J01d

"31e2 JO AI9AI]2p Y1 3sIsse 01 pasn Juawdinba Aue jo asn ay3 104 suolIdUIQ
‘sInolAeyaq payidads adeuew o3 sswwesdold 1o sa13a1e131S

‘SYS11 pay1Iuap! Aue Jo Juswadeuew ay |

‘Qwweidold A¥aam pue auinol A|iep pai3e s,3uspisal ayL

‘92130e1d WIojul 03 pasn S| 3A1Sa4l| S,3UBPISAI Y1 INOGE UOIIEWIOJUI MOH

‘dno.8 Aioulw

Jy1dads e Wolj S IUIPISI Y1 1 19W 9q 03 .. S3dUI41d pue spasu dy1dads MoH
‘S13y30 pue awoy a3yl £q papiroid sad1A13s pue sai3uniioddo ‘poddns a1ed Ajlepayl e
‘JU3PISAI 3Y3 A 3y3nos sawodIno |euosiad Auy e

:JO S|1BI3P SIPN|dUl PUE ‘INO PaLLIed S|
SP3au S,3U9PIS3I Y3 JO JUBWISSASSE 3yl se dn umelp s uejd a1ed 3AISUIYIdWOd [ENPIAIPUL UY

sawoy 3uisinN

(puepaa
UI3YLION) N

sawoy ale)

(puejaal
WI3YION) N



STANDARDS FOR RESIDENTIAL CARE FACILITIES IN EUROPE | 49

‘padueyd aney spasu

19Y/s1y 41 10 SIUBM JUIPISAI B
J1 19U00S 10 ‘syIuowW XIS KI19A3
JUBPISI BYI YIUM PIMIIAS]

3q pnoys ue|d |euosiad ayL

‘pauoIIde
pue aled [euosiad pue yijeay
10} S3A1303(qO JUALIND pUE SPI3U
3uiBueyd 103421 01 pazepdn
‘JIUOW B 3DUO ISE3| 1B dWOY
3Y3 Ul JJe1S 31ed AQ PaMaIA3I

S| ue|d s,.19SN 3DIAISS YL

SUOISIADY

‘ue|d
|euosiad 1ay/siy jo Adod e aAI9231 pjnoys
uosiad oy "1UaPpISaI Y1 10} 3|qe1dadde s|

1ey1 Aem e U] 19w 2q ||IM A3yl Moy 1IN0
S19S pUB S3DUIR)21d pue spaau Jay/siy
Jo sjie1ap sapinodd yorym ueyd jeuosiad
B JU3PISal 3yl Yy1im dojaAap pinoys Jeis

‘(Aue J1) aannejuasaidal jo/pue 3|qeded
19A3UIYM J3sN DIAIS Y3 Aq paudis pue
paa13e 435N 32IAIDS 31 01 3|qISSIIIE

3|A1S B Ul pap10dal 435N IIAIDS 33 JO
uoiredidiied ay3 yum dn umelp si ueid sy

's19410 Jo A134es 3y

104 10 A1948S UMO S,U0s12d 3Y1 10} 9SN 01 3ABY ABW JJBIS UDIYM UIBIIS] JO SAINSEIW AUE o
‘UldU0d

e 9sies 10 Jule|dwod e 9ew 01 syuem uosiad 3yl 4l 10e3u0d 03 uosiad Juapuadapul Ue e
‘sjeuolssajold

wiojul 01 paau Aue Suipnppul ‘uoledipaw Aue Suiyel 104 syuawduelle s,uosiad 3yl e

‘P912BIU0D 3q [[IM SI1BD PUB SIAIIB[2. ‘SPUDILJ ‘SIOUBISWNDIID JBYM U] PUB ‘USUM o
‘(punoi8ydeq |eANYND pue d1uY1L S,uosiad ay1 Jo Junodde

ave1 A3y a1elidosdde a1aym) 19W 39 pINOYS 3SaY1 MOY pUe SPIau Yl[eay [ENPIAIPUL e

‘ysi|8u3z Jou S|

a8en3ue| 1siy s,uosiad ay3 41 3de(d ul Ind 9q 03 pasu SUSWZUERIIE UOIIBDIUNWILIOD JBYM

‘aney Aew uosiad ay3 spaau uoledUNWWO) [eads Aue

‘3182 5,u0s13d 3Y3 JO SM3IAI Ul PAA|OAU] 3G P|NOYS OYM

‘paau Aew uosiad ayi 1ey3 suoleidepe pue 1uawdinba ‘ainyjuiny |edads Aue

‘S1S2.21U] INSII)

‘s9duaJ9ya1d [eniiids pue [ein3nd ‘[e1dos

‘spaau A1e131p |e123ds Aue pue “ulip pue pooy 03 se sadua1ajaid |euosiad

‘Pa||ed 2q 03 s1aya1d uosiad ay1 1eym

:apnjpul pjnoys uejd jeuosiad ay L

S||e} Jo uopuanald

01 UOJ3UR13e Je|ndi1ied YIIM ‘JUDLISSISSE YSI B SapNn|dul pue ‘9jdoad Jap|o Jo 1ed 3yl Yim
pauIadu0d S31p0q |euolssajold 1ueAa|al 3yl Aq paonpold saulaping [eJ1uUl]d 1UeA3|3] S193W
ueld 9y "}oW 218 1SN JIAIIS Y1 JO SPASU 18D [B20S puUk [euosiad ‘Yijeay ay3 Jo s1dadse

||e 38U 2INSUD 03 JJB1S 31BD AQ U] 3G 03 SPI3U YdIYM UOIIDE Y3 |1BI3P U] IN0 S13s ueld 3y
"31ed Jo ue[d [ENPIAIPUI UB U] 3NO 135 2B ‘SPIU 31ed |B1D0S pue [euosiad ‘Yieay s,3uapisal yoes

(puepa03s) 3In

(sa1em) N



50 | pemenTIA IN EUROPE YEARBOOK 2017

The personal and medical care that should be provided in
residential care facilities is overall well described in the
relevant legislation or National Standards, in particular in
relation to nutrition and hydration needs. The type and
amount of food and drinks provided should be nutritionally
balanced and suited to the residents’ needs. In the majority
of the cases, it is stated that residents should receive infor-
mation about the daily menus or that the menus should
be displayed. In some cases, such as Belgium (Wallonia)
and Northern Ireland, the menu should offer residents a
choice of meal at each mealtime. In Wales and Scotland, it
is specified that food (including liquidised meals) should
be presented in a way that is appealing and attractive.
Some countries have specific details of the times when
meals should be provided (e.g. Belgium Wallonia, Poland,
UK Wales). The National Standards in Ireland and in the UK
make reference to the religious or cultural dietary needs of
residents, and in Scotland, it is stated that meals should
reflect the resident’s food preferences. In Scotland, it is also
stated that residents can have snacks and hot and cold
drinks whenever they like and that they can decide where
(e.g. in their own room or in the dining room) and when to
eat. The latter is also the case in Ireland.

Likewise, the social care that should be provided in the res-
idential care facility is overall well described, and in general
in all countries, there are references to opportunities to
participate in social events, entertainment and activities
provided by the residential care facility and to maintain
links with family and friends. The legislation or National
Standards in Belgium (Flanders), the Czech Republic, Ger-
many, Greece (private facilities), Finland, Italy, Latvia, Poland,
Portugal and Slovakia make reference to the provision of
rehabilitation services in residential care settings. In the UK
(Scotland), the resident can continue to receive any health-
care service (e.g. physiotherapy) that he/she was receiving
at home and should have opportunities to participate in

physical activities in or outside of the facility. Whilst the
majority of the legislation and National Standards state that
the residential care facilities should promote and maintain
the contact of residents with family, friends, volunteers and
the community at large (e.g. visits and/or participation of
these people in activities and in daily life), the legislation
in Belgium (Flanders) specifically requires the involvement
of family members, carers and volunteers in the manage-
ment of the facility.

On the other hand, only a handful of countries have provi-
sions in relation to the transition of residents to hospital
and on the management of behaviours that challenge. In
Belgium (Flanders), Finland, Netherlands and the UK (Eng-
land and Northern Ireland nursing homes) provisions exist
for the prevention of unnecessary hospitalisations and for
ensuring that if the transfer is necessary, this occurs in a
coordinated manner. In Northern Ireland, when residents
with confusion or dementia are transferred to hospital,
documentation such as ‘This is Me’ must accompany the
patient. The appropriate transfer forms and documenta-
tion should also be with the resident on their return to
the residential care facility.

In Germany, behavioural problems are mentioned in the
LTCI but these are not linked to dementia. In Malta, an
administrative policy and procedure regarding the use of
sedatives and antipsychotic medication for the manage-
ment of behavioural and psychological manifestation of
mental health problems should be in place. These policies
and procedures have to be available to residents and their
legally appointed substitute decision maker. In the Nether-
lands, the Quality Frame states that staff should be able to
recognise challenging behaviours and seek appropriate help.
The most detailed descriptions are found in the National
Standards in Ireland and Northern Ireland (nursing homes).
Please see box 7 for further details.
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Box 7: Management of behaviour that challenges

Ireland

The residential care setting’s procedures for managing and responding to residents’ behavioural and
psychological symptoms and signs of dementia, promote positive outcomes for the resident. They are based
on staff knowing and understanding the resident’s usual conduct, behavioural and psychological symptoms
and signs of dementia and means of communication, and having an awareness of and ability to adapt the
environment in response to behavioural and psychological symptoms and signs of dementia.

Each resident with a cognitive impairment who exhibits symptoms that cause them significant distress, or who
develops behavioural and psychological symptoms and signs of dementia, is assessed at an early opportunity to
establish aggravating factors or underlying causes. They are continuously assessed thereafter if the distressing
symptoms, or the behavioural and psychological symptoms and signs of dementia persist. Early interventions
that may prevent an escalation of such behaviour or distress are used and recorded in their individual care plan
and evaluated as to their effectiveness.

Where a resident’s behavioural and psychological symptoms and signs of dementia places them or others in
imminent danger, short-term, proportionate and non-dangerous restraint measures may be taken by staff
without prior formal assessment. Precipitating factors and behavioural and psychological symptoms and signs of
dementia are clearly recorded in a restraint register, along with any actions taken.

Northern Ireland (nursing homes)

A specific documented behaviour support plan for the management of behaviour that challenges is drawn up and
agreed with residents, their relatives and relevant professionals and are regularly reviewed for effectiveness. The
plan identifies activities that can have a positive and preventative effect to minimise episodes of distress.

Residents with behaviours that challenge and their relatives have the support they need to ensure they can take
an active part in these reviews. Proactive and preventative strategies are always considered and evidenced within

documentation as the first option. Restrictive interventions are evidence-based, proportionate and the least

restrictive option required.

All staff receive regular training (and ongoing updates) that is appropriate to the level and type of behavioural
challenges within the home. Training is delivered by a suitably competent professional or trainer. Induction covers

initial information on behaviour that challenges.

6.3 Decision making, participation and involvement

The legislation or National Standards, in several countries,
give a particular emphasis to the residents’ right to auton-

Some examples of how this is addressed include:

omy and independence, highlighting that residents should ~ ® Finland: care must be provided so that residents

be enabled and supported in making decisions about their can feel that they are living a safe, meaningful and
daily lives and in exercising control over their lives (e.g. Bel- dignified life, and that can participate in meaningful
gium Flanders, Czech Republic, Finland, Germany, Ireland, activities promoting and maintaining their wellbeing,
Latvia, Lithuania, Malta, Netherlands, Slovenia, and the UK). health and functional capacity.

In addition, in some countries, it is stated that residents @ Ireland: residents are actively involved in determining

should be encouraged and supported to participate in the
daily life of the facility and supported in expressing their
views and opinions about the care and services that they
receive (e.g. Belgium, Finland, France, Germany, Hungary,
Ireland, Turkey, UK).

the services they receive and are empowered to
exercise their human and individual rights including
the right to be treated equally in the allocation of
services and supports, the right to refuse a service

or some element of a service and the right to exit a
particular service or be transferred to another service.
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Residents make their own choices, participate in the
running of services and contribute to the life of the
community, in accordance with their wishes.

® Malta: the licensee shall operate the home so as to
maximize residents’ capacity to exercise personal
autonomy and choice. Residents and/or their
representatives shall be given access to information
on how to obtain the necessary legal advice regarding
the assessment of mental capacity, the appointment
of a representative, and the preparation of a will.

® Netherlands: residents have the opportunity to
maintain as much self-control over their lives as
possible. Staff weigh the safety risks against the
quality of life with the resident and his/her family.

® Slovenia: staff should respect the person’s autonomy
and individuality. The individual should, for as long as
possible, make his/her own decisions about his/her
life and support he/she receives.

® UK (England): providers should support the autonomy,
independence and involvement in the community of
the service user.

® UK (Wales): the registered person conducts the home
SO as to maximise service users’ capacity to exercise
personal autonomy and choice.

® UK (Scotland): standard 17 “You make choices and
decisions about day-to-day aspects of your life and
about how you spend your time” and standard 11 “You
are encouraged to express your views on any aspects
of the care home at any time”.

6.4 Personal account

The National Standards in the UK (Northern Ireland, Wales
and Scotland) also make reference to the residents’ civic
rights as for example the right to vote and participate in
all aspects of political processes, and that these should
be respected, upheld and facilitated where necessary. In
Hungary, residents can appeal to independent legal repre-
sentatives who regularly visit them and who help to protect
the residents’ rights.

In some countries (e.g. Belgium, France, Germany®, Hun-
gary and Lithuania) residential care facilities should set up

aresidents’ committee composed of residents and relatives,
which provides suggestions or advice regarding the services

and care provided. In Belgium (Flanders), the residential

care facility should always ensure that at least half of the

people attending the meeting are residents. In Lithuania,
residential care facilities have a Board consisting of resi-
dents, legal guardians, family members or close relatives,
staff representatives, representatives of other institutions,
non-governmental organizations and representatives of the

community where the facility is located. The composition

of the board is periodically reviewed and updated.

There are also quite comprehensive descriptions across the
relevant laws and National Standards about the right of the
resident to make a complaint and the existence of clear
procedure for this. In Ireland, Turkey and the UK, residents
should be supported in accessing independent advocacy
services.

My name is Petri and | am from Finland. | have frontotemporal dementia (FTD). Getting
the diagnosis was very hard. Finnish doctors and nurses don’t know much about FTD.
I had never heard about FTD before. | also didn’t know that you can have dementia if
you are young. When | was in the rehabilitation programme, the psychologist noticed
my skills in public speaking. Since | got dementia, | speak a lot and | am uninhibited
and brave. | see those things as gifts, which this disease has given to me. The disease
can give also good things, not only bad ones. The psychologist told me that | could
become an “expert (educator) by experience” and that many people could benefit from
my experiences. Those words gave me more power and self-confidence. With training
from The Alzheimer Society of Finland | have become an expert (educator) by experi-
ence. Since, and particularly due to social media, many people have asked me to give

lectures. The latest invitation was from in my own hometown to talk to nurses and doctors about what is like to
live with FTD. Since | got FTD | am very sensitive to odours. | also have migraines. | want to talk about this to them.
All the feedback that | got so far has been very positive and rewarding. When | see the audience laughing and crying
at times, | know | have succeed. | hope this works helps to provide better care to people with dementia and FTD.

Petri Lampinen (EWGPWD), Finland.

¢ This is stipulated in guidelines which are not compulsory.
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7. End-of-life care

7.1 General overview

No provisions regarding palliative care at the end of life for
older people living in residential care facilities were found
in Bulgaria, Cyprus, Hungary, Italy, Latvia, Poland, Portugal,
Slovakia and Turkey®.

In Finland, Germany, Netherlands, Sweden and the UK (Eng-
land) guidelines about care at the end of life exist, but the
recommendations in these documents are not binding in
nature. In Finland, the care guidelines specifically recom-
mend the avoidance of unnecessary transfers to hospital
in the final stages of dementia. In 2017, the Government of
Croatia has approved the National Program for the develop-
ment of Palliative Care in the Republic of Croatia (2017-2020).
This plan addresses issues related to palliative care in pri-
mary care and in care homes for the older people. In the
plan, people with dementia are recognized as a vulnerable
group with special needs.

Specific reference to the provision of end-of-life care in
residential care facilities can be found in the legislation
or National Standards in Belgium (Flanders and Wallonia),
France, Ireland, Lithuania, Luxembourg, Malta, Romania,
Switzerland® and the UK (Northern Ireland, Wales, Scotland).

® |n addition to the provision of care, comfort and
pain relief, in Ireland, Lithuania, Malta and the UK

(Northern Ireland and Wales) there is a reference to
the need to respect the values and preferences of
the resident when providing care at the end of life
and treat the person with dignity and respect. In
Ireland every effort should be made to ensure that the
resident’s choice as to the place of death, including
the option of a single room or returning home, is
identified and respected as far as practicable.

® In Finland, France, Ireland, Lithuania, Malta,
Netherlands, Romania, Switzerland and the UK, the
requirements state that the religious and spiritual
needs and practices of the resident should be met.

® |n France and Luxembourg, residential care facilities
should develop a project or plan including their
approach to end-of-life care. In France, this plan needs
to be developed jointly by the director of the centre
and the medical doctor and it should also include the
planned collaboration with specialist palliative care
teams in the area.

® InBelgium (Flanders) the medical doctor and the
head nurse should promote a culture of palliative
care and raise awareness among staff. In Belgium
(wallonia), a federal law guarantees the provision
of end-of-life care to all patients. However, further
details about how the care is implemented are
provided in regional legislation.

7.2 Involvement of the resident and family

The legislation or National Standards® in Belgium (Flan-
ders), Finland, Ireland, Lithuania, Malta, Netherlands
and the UK (Northern Ireland and Wales), state that res-
idents should have the opportunity to receive adequate
information and their wishes and preferences concern-
ing end-of-life care should be discussed in advance and
respected. In Ireland, for example, in line with the residents’
wishes, their family and friends are facilitated to be with
them when they are very ill or dying and overnight facil-
ities are available for their use.

In Belgium (Flanders), Ireland, the Netherlands and the UK
(Northern Ireland and Wales) the preferences and arrange-
ments should be recorded in the care plan of the resident.
There are specific references to involving family members in
these discussions and in decision making if appropriate (if
that is what the resident wants) in the majority of the cases.
In Romania, the residential care facility should inform rel-
atives, either in writing or by telephone, about the person
being at the end of life, and of the passing of the resident
within 24 hours of his/her death. In Ireland, upon the death
of the resident, time and privacy are allowed and support
is provided for their family, friends and carers.

9 In some cases, a legal framework for palliative care exists but not in the context of residential care facilities. For example, in Portugal, the existing
legal framework applies to palliative care provided in primary care, hospital settings and integrated continuous care units. In other cases, policies

may exist but for people with other conditions e.g. cancer.
At cantonal level.
@ Guidelines in the case of Finland and the Netherlands.
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7.3 Last moments of life

In a few countries, details related to the last moments of
life of the resident are provided. Largely, these require-
ments refer to the possibility of the residents to spend the
last moments of life in their room and to be accompanied
(if they wish so) by their loved ones, which in most cases
include family and friends, and in the UK (Northern Ire-
land and Wales) there is also a specific reference to other
residents and staff members. Northern Ireland has addi-
tional requirements for the last moments of life, including
the need to identify a key worker for residents who are
approaching the end of life and specific arrangements to
ensure that any resident is not left alone while dying.

Examples of existing requirements include:

® |jthuania: All necessary care should be provided in the
resident’s private bedroom, if the resident is sharing
the room with other residents, the privacy and dignity
of the other residents should be respected.

® Malta: Relatives and friends of a resident who is dying
shall be allowed to stay with him/her for as long as
they wish, unless the resident makes it clear that he/
she does not want them to, or unless their presence
is disturbing the dying resident or other residents
unduly.

e Switzerland (canton of Zurich): The residential care
facility should facilitate that family members and
other relatives can accompany the resident and say
farewell to the resident with dignity. Residents have
the right to be accompanied by their own pastor.

® UK (Northern Ireland - nursing homes): When the
resident is believed to be imminently dying, their
family and friends (including other residents) are
enabled, as far as possible, and in accordance with the
person’s wishes, to spend as much time with them as

they wish. This includes overnight stays if feasible. In
addition:

o A key worker is identified for residents
approaching the end of life.

o There is a private space available where relatives
can talk privately.

T In the event that relatives are unable to be
present, the home makes arrangements to ensure
someone is deployed to sit with the resident so
that they are not left alone while dying.

o Systems are in place for timely access to any
specialist equipment or drugs which may be
necessary to deliver end-of-life care including
weekends and out of hours.

o Relevant support and information is provided to
relatives during the last days of life and after death.

UK (Wales): residents are able to spend their final days

in their own rooms, surrounded by their personal

belongings, unless there are compelling medical
reasons which prevent this. Relatives and friends of

a resident who is dying are able to stay with her/him,

unless the resident makes it clear that he/she does

not want them to, for as long as they wish. Staff and
residents who wish to offer comfort to a person who
is dying are enabled and supported to do so.

UK (Scotland): staff are sensitive and supportive

during the difficult times when someone dies. There

should be somewhere for the people important to the
resident to stay during the resident’s last few days
and hours, if that is what they wish (both the resident
and the people who are important to him/her). The
staff should make sure that the bereaved relatives,
friends and carers can spend as much time with the
person after his/her death as they need to.



7.4 Staff training in end-of-life care

Six countries provided examples of requirements for staff

training about end-of-life care.

e Training for doctor and nurses (Belgium - Flanders,),
Finland, UK - Northern Ireland):

® Training for staff (Ireland, Germany, Luxembourg, UK -
Northern Ireland and Wales):

In Ireland and the UK (Northern Ireland and Wales),
staff should be appropriately trained to provide
effective end-of-life care. In the UK (Northern

In Finland, nurses and doctors in the residential Ireland) there should be accessible educational
care facility should have sufficient knowledge material on palliative care for staff, residents and
of end-of-life care. Also, in the UK (Northern their relatives.

Ireland) there is a reference to nurses in nursing In Germany, end-of-life care is one of the thematic
homes having up-to-date knowledge and skills areas for training for staff working in residential

in providing symptom control and comfort. In care facilities.

Belgium (Flanders) the medical doctors and head In Luxembourg, at least 40% of the staff should
nurse should provide advice and training on have training in palliative care of a minimum
palliative care to staff members (e.g. nurses and duration of 40 hours.

allied health professionals).

7.5 Personal account

(Chris): The palliative care for a person who is living with dementia and their families,
should start far earlier in the diagnosis, to improve their lives and wellbeing, to help
control any pain and other problematic symptoms, and to provide psychological,
social and spiritual support to allow the best quality of life. This should then continue
and overlap with end-of-life plans to allow and assist with the best death possible.
’ Everyone should be assisted to live well and, die well, in a safe and comfortable place
e laAX of their choice.

(Jayne): The word palliative is derived from the Latin ‘Palliare’, which means cloak, a wrapping around of care for
all aspects of the journey, whatever that journey may be. There have been studies into upskilling staff in residen-
tial settings in the UK to have the confidence to follow the process of end of life to its conclusion, with the support
of the whole system — GPs being called for pain relief, if necessary; of not automatically calling the paramedics; if
paramedics are called, decisions made not to remove the dying to hospital in their final hours; staff being ‘permit-
ted’ (encouraged) to say their goodbyes, and other residents too. And afterwards, an acknowledgement of their life,
leaving the setting through the front door, not squirrelled away furtively, secretly. This has resulted in a truly holis-
tic approach, with everyone being involved, staff, residents, relatives; that the natural process of someone dying
doesn’t need to be something that creates anxiety, and fear; that people can ‘go gentle into that goodnight’, if we
who are not dying allow them to.

Everyone is then allowed that natural grieving for the passing of a member of their community, within that commu-
nity. Unfortunately, the knock on effect of keeping people in their residential setting through their dying inevitably
means that the dying rates of that residence increase, which sends a red flag to the UK care inspectorates, and inves-

tigations are started into that residence, which detrimentally affects their ratings.

There is still a long way to go.

Chris Roberts (EWGPWD) and Jayne Goodrick, UK.
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8. Abuse and use of restraint

8.1 General overview

In several countries the topic of abuse is not specifically
addressed in the context of residential care. Often, in these
cases, provisions exist in the penal code, Constitution or
other national plans that can apply. This is the case for
example of the Czech Republic, Greece, Italy, Poland and
Portugal. In the Netherlands and in Germany, abuse is also
addressed in different documents (guidelines and Charter of
Rights of people in need of long-term care respectively), but
these recommendations are not binding. According to the
legislation for health and social services in Finland, France,
Lithuania, Slovenia and Turkey, any health care professional

who is aware of any form of abuse (or suspects it) or of
unfair treatment should immediately report it to the author-
ities. This also includes the staff working in residential care
facilities. Also, there should be clear recording of any acci-
dent that happens in the facility. In Lithuania and Turkey,
the legislation also provides details of how the finances of
the residents should be handled.

Requirements addressing the topic of abuse specifically in
residential care facilities exist in Belgium (Flanders), Ireland,
Malta, Romania and the UK.

8.2 Types of abuse, identification and reporting

The following types of abuse are highlighted in the legisla-
tion or National Standards:

e Belgium (Flanders): there is a particular focus on
sexual and financial abuse.

e Jreland: (following the Council of Europe’s definition)
all types of abuse, including physical abuse, sexual
abuse and exploitation, psychological threats and
harm, interventions which violate the integrity of
the person, financial abuse, neglect, abandonment
and deprivation (whether physical or emotional) and
institutional violence with regard to the place, the
level of hygiene, the space, the rigidity of the system,
the programme, the visits, the holidays.

e Malta: physical, verbal, financial, psychological or
sexual abuse, neglect, discriminatory abuse or self-
harm, inhuman or degrading treatment, whether
through deliberate intent, negligence or ignorance.

® Romania: any type of abusive, negligent or degrading
treatment of a resident. Residents should be
protected against abuse, neglect, discrimination,
degrading or inhuman treatment.

® UK (England): any behaviour towards a service
user that is an offence under the Sexual Offences
Act 2003(a); ill-treatment (whether of a physical or
psychological nature) of a service user; theft, misuse
or misappropriation of money or property belonging
to a service user; neglect of a service user.

® UK (Northern Ireland): all forms of abuse, neglect,
exploitation, and serious harm - including online.

® UK (Wales): physical, financial or material,
psychological or sexual abuse, neglect, discriminatory
abuse or self-harm, inhuman or degrading treatment,
through deliberate intent, negligence or ignorance.

® UK (Scotland): the Adult Support and Protection
(Scotland) Act makes provisions to protect adults at
who may be at risk of “harm”. Harm is any type of
harm and includes financial, physical, psychological,
sexual, neglect, as well as self-harm or neglect.

In all the above mentioned countries the requirements
include that the residential care facility shall ensure that
all residents are safeguarded from abuse and, in the major-
ity of cases, neglect or ill-treatment are also mentioned.
Overall, in the majority of the cases, financial abuse is
well addressed in the National Standards or legislation. As
an example, in the UK (Northern Ireland and Wales) the
National Standards go into great detail about the proce-
dures and practices for ensuring that residents retain their
independence in dealing with their own money and finances,
they receive support if needed for handling it and eventually,
about how staff could become involved with a resident’s
finances. In Belgium (Flanders), residential care facilities are
required to develop a “frame of reference” for inappropriate
sexual behaviour toward residents.

In Ireland, Malta and the UK, robust policies and proce-
dures should be in place to support the residents’ right to
protection from any type of abuse. Likewise, in the three
countries, residents should be supported and enabled to
safely report any concerns and/or allegations of abuse to
staff or in the case of Malta and the UK, to the Regulator
or relevant Authority. All suspected, alleged or actual inci-
dents of abuse or of improper treatment should be fully
investigated and acted on promptly.

Interestingly in Ireland, it is stated, that residents should be
assisted and supported to identify and recognise abusive
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and neglectful behaviour and to develop the knowledge,
self-awareness, understanding and skills needed for their
own self-care and protection. Likewise in the UK (Northern
Ireland), residents and their relatives should be informed
and know how to make a complaint or allegation of abuse,
neglect or exploitation. In Romania, residential care facili-
ties must encourage and support residents to identify any
form of abuse, neglect, or degrading treatment that they
are subjected to by staff in the facility, family members or
any other person they are in contact with. Abuse should
be reported in writing and addressed to the director of the
facility (or management).

There are references in the National Standards in Ireland to
abuse in the case of residents with dementia or cognitive
impairment, and it is stated that staff should be aware of
the difficulties that residents with a cognitive impairment

8.3 Restraint

The ways in which freedom is restricted may be broadly
defined as measures or means of restraint. Examples include
physical and psychological restraint as well as the use of
mechanical, chemical, environmental, electronic and other
means or devices. Coercive measures could also be con-
sidered as a means of restraint as they restrict a person’s
freedom to choose not to do something (Alzheimer Europe,
2012). Inappropriate or unlawful use of restraint is consid-
ered as a form of abuse.

Several countries did not to find any legislation for restraint
in the context of residential care (Belgium Wallonia, Bul-
garia, Cyprus, Croatia, Italy, Latvia, Luxembourg, Poland,
Portugal and Slovakia).

may have in communicating an allegation of abuse and/
or neglect. The service should have arrangements in place
to address any communication difficulties to facilitate res-
idents to report such concerns.

The National Standards or legislation make reference to
training on abuse in Ireland, Romania and the UK (North-
ern Ireland and Wales). In particular in Northern Ireland
(both in the National Standards for residential care and the
ones for nursing homes), within their probationary period
of employment, staff should complete training on and be
able to demonstrate knowledge of protection from abuse,
indicators of abuse and responding to suspected, alleged
or actual abuse. A refresher training on the protection of
vulnerable adults should be provided for staff at least every
three years.

Table 16 provides information on legislation/National Stand-
ards of relevance to this topic. The legislation on restraint in
Lithuania, the Netherlands and Norway is currently under
review. In Finland, the Ministry of Social Affairs and Health
established a working group in 2010 to work on this topic.
An Act (the “Autonomy Act”) was published in 2014 which
should have come into force at the end of 2014. However,
this proposed Act lapsed at the end of the term of the pre-
vious government. The preparation of the Autonomy Act is
expected to continue in 2017 (Hoppania et al., 2017).
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Table 16:

Regulation/National Standard

Belgium (Flanders)

Czech Republic
Finland

France
Germany

Ireland

Latvia

Lithuania

Malta
Netherlands

Norway

Slovakia

Slovenia

Sweden

Switzerland
Turkey

UK (England)

UK (Northern Ireland)

UK (Scotland)

Nursing and care home standard B.10 e
Quality legislation 2003

Social Service Act No.108/2006 Coll art 89

The Autonomy Act - not yet into force

Code of Social Action and Family (amended by Law N0.2015-1776 2015)

§1906 Civil Law Code

National Standards for Residential Care Settings for Older People in Ireland 2016

Regulation No. 291 of the Cabinet of Ministers on “Requirements for social service
providers”

New Law on Mental Health Care is being drafted
Social Care Act

National Minimum Standards
The new Care and Coercion Bill is currently under preparation.

A special committee, appointed by the Government, has been established to review
existing regulations (§4A in the Health and Social Care Act) concerning restraint. The
Norwegian Health Association is represented on the committee.

Act No. 578/2004 Coll. on healthcare providers, healthcare professionals and
professional organisations, and amending certain acts

Mental Health Act

The Social Service Act and the Health and Medical Service Act contains no specific
provisions about restrain as regards to people with dementia. This means that such
measures are not permissible. In emergency cases, however, the necessity law can be cited.

Law on Protection of Adults
Quality Standards

Health and Social Care Act 2008 (Regulated Activities) Regulations 2014
Mental Capacity Act 2005

Minimum Standards for Residential Facilities and Care Standards for Nursing Homes

The Human Rights Act, 1998 makes it unlawful for any UK public body to act in a way
which is incompatible with the European Convention on Human Rights.

Mental Health Legislation Adults with Incapacity (Scotland) Act 2000; Adult Support
and Protection (Scotland) Act 2007; Mental Health (Care and Treatment) (Scotland) Act
2003.

Promoting Excellence: A framework for health and social care staff working with people
with dementia and their carers.

Rights, Risks and Limits to Freedom (Mental Welfare Commission for Scotland Good
Practice Guidance).
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In the majority of the cases (see for example Belgium - Flan-
ders, Czech Republic, France, Ireland, Malta, Switzerland and
the UK) residential care facilities are required to have a writ-
ten procedure or clear policy that should guide the use of
restraint. In Belgium and the Czech Republic, the types of
restraint mentioned are physical restraint and isolation of
the resident. In Latvia, there should be information about
the procedures to follow if a resident needs to be isolated
(if necessary, with supervision and only for a period of time
no longer than 24 hours). In Malta, the references are to
physical and chemical restraint. In Sweden, the Social Ser-
vice Act and the Health and Medical Service Act have no
provisions on the use of restraint in dementia. Current leg-
islation regulating the use of physical restraints in geriatric
care does not allow staff to strap a resident to a bed with a
belt or a similar device or to lock residents in their rooms
(Pelifolk et al., 2012).

Also, in all the cases, the requirements include that restraint
should only be used in exceptional situations (in Bel-
gium-Flanders, Czech Republic and Lithuania, if there is
danger to the physical integrity or health of the resident or
otherresidents, and in Switzerland also in case of important
disruption to the daily life of the residential care facility), for
the least amount of time possible and in the least restrictive
form possible. Any decision with regard to restraint should
be appropriately assessed, recorded in the resident’s care
plan with a summary of the nature and duration of the
measure and its motivation. A medical doctor should be
involved in decisions related to the use of restraint in Bel-
gium (Flanders), France, Finland, Ireland, the Netherlands,
Slovenia. In Ireland, Malta and the UK, there are references
in the National Standards to staff training in restraint.

Box 8: Use of restraint in residential care facilities

UK - England and Wales

In England and Wales, older people living in a residential care facility (a care home) should be treated with respect
for their dignity and human rights and “must be assumed to have capacity unless it is established that they do
not”. Therefore, unless older people do not have capacity, restraint may only take place with their consent or in

emergency to prevent harm. The Mental Capacity Act (England and Wales) allows restraint and restrictions to be
used, if they are in a person’s best interests. Extra safeguards are needed if the restraint used will deprive a person
of their liberty. These are called the Deprivation of Liberty Safeguards. Care homes must request a standard
authorisation to the local authority. If a standard authorisation is given, one key safeguard is that the person has
someone appointed with legal powers to represent them. Restraint must be proportionate to the harm that is
been sought to prevent and the least restrictive measure should be used.
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8.4 Personal account

In my mid-fifties | started to experience memory problems and finally | was diag-
nosed with Early Onset Alzheimer’s in 2012 at the age of 62. There is no way | can
describe the shock of receiving this diagnosis and, as I tried to come to terms with
it, there was more bad news as | learned that there are no formal supports avail-
able for people with dementia under the age of 65. Having spent my adult life
working in the disability sector and campaigning for human rights, | could not
accept this and | knew | had to fight for my rights and for the rights of all people
living with dementia. This led me to become involved in the Irish Dementia Work-
ing Group and later the European Working Group of People with Dementia. As
advocates we are a voice for every person with dementia, including the thousands
of people in nursing homes and hospital beds who may not be able to speak out for themselves. People living with
dementia have the same human rights as everyone else, including the right to liberty and the right to privacy. Many
of us want to remain living in our own homes, but if a time comes when we require long-term care, we and our fam-
ilies need to know that these rights will be met.

When a person with dementia moves into a care home, they may feel incredibly confused and experience further
stress. We must ensure that people are not subject to the overuse of chemical and physical restraint in these situ-
ations and call on all European countries to introduce legislation ensuring that restraint is only used as a measure
of last resort. How these laws are implemented is key and restraint should only be used by staff with appropriate
training in dementia and human rights. It is also vital that restraint is not used in response to behaviours such as
wandering and this is something | feel very strongly about. Having an inquisitive nature | can easily imagine a time
when | would feel the need to wander and explore and | want to know that | would be treated with dignity and
respect in that situation.

We must also ensure that a robust system of checks and balances is in place whenever restraint is used and a per-
son with dementia is deprived of his or her liberty. Article 14 of the United Nations Convention of the Rights of
People with Disabilities provides protection for persons with disabilities in relation to deprivation of liberty, but
disappointingly, my home country of Ireland is the only European country that has not yet ratified this convention.

Having working in the disability sector for many years, and from personal experience visiting loved ones in nursing
homes, | have seen first-hand situations where people living in long-term care were not afforded their dignity and
where their rights were not respected. | hope this is changing and in time that we will see a decrease in the use of
restraint and a society in which people with dementia are truly valued and given the care and respect they deserve.

Helen Rochford-Brennan (EWGPWD), Ireland.



9. Conclusions

The quality of care provided in residential care facilities in
Europe is a complex and challenging topic. There are differ-
ences in the way long-term care is organised and provided
across Europe due to cultural, economic and political fac-
tors. This makes meaningful comparison difficult. In this
report, we focused on existing care standards and regu-
latory requirements that residential care facilities need to
meet when providing care. The report does not address
other relevant aspects such as the access to or the cost of
this type of care.

A high percentage of the population in residential care set-
tings has dementia, not all of whom have a diagnosis. Even

though many of the existing standards and requirements

for older people in residential care are relevant to people

with dementia, only a few address their specific needs. This

oversight is important as people with dementia have differ-
ent and often more complex needs and therefore require a

different approach or provisions.

People with dementia in these settings should have the
same rights and opportunities as other residents to have
a good quality of life. People in more advanced stages of
dementia may be less able to defend their interests and
rights and to communicate their preferences. Clear, acces-
sible, legally binding standards and appropriate training for
staff to address this issue are not yet widespread in Europe.
In this way, staff, residents and supporters could be aware
and well-informed about their rights and what they should
be able to expect from care.

The size of the private and common spaces, access to out-
door spaces, privacy and the right to choose (e.g. whether or
not to share a room or what or where you want to eat) are
all essential to the wellbeing of residents. Some standards

recognise this and provide clear rules, whereas in other
countries these factors are often not addressed and it may
be possible for residents to share their room with up to 4
other people.

The quality of the care provided is not dependent solely
on the number of staff but also on having the right skill
mix and on the qualifications, training and experience of
the staff. Several countries have strict ratios for personnel
or qualifications, whereas others allow for more flexibility.
Only a handful of countries had specific legal requirements
related to dementia training for professionals on the issues
addressed in this report. Dementia training on challenging
behaviours or supported decision making would be help-
ful for the staff providing care and could also have a great
impact on the lives of residents.

The use of restraint and end-of-life care for people living in
residential care settings are some of the most concerning
gaps identified in the report, especially as a lot of people
with dementia spend their last days of life and die in these
settings. The use of restraint also represents significant
ethical and legal challenges and is a topic of particular rele-
vance to people with dementia who may be vulnerable and
unable to understand and express their wishes. Restraint
should seldom if ever be used on people with dementia,
and if used monitored and for the shortest period of time.

Whilst many national dementia strategies have been
developed in recent years in Europe, in some countries
dementia is not recognised as a public health priority. We
hope this comparative report will be useful in advancing
the understanding of this topic and improving the stand-
ards of care and the quality of life of people with dementia
in residential care.
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12. Appendix

The questionnaire used to collect the information for this

report was drafted on the basis of discussions during a

meeting with 23 representatives of AE member organisa-

tions (i.e. national Alzheimer associations) from 19 different

European countries on 1 March 2017. A number of con-

cerns were raised in this meeting which were taken into

account and guided the approach and development of the
questionnaire:

Firstly, it was decided that a description of the
different types of residential care facilities in each
country was beyond the scope of the report. This
type of information has been already covered in
other reports. For example, information about long-
term care facilities in Europe including availability of
beds, type of long-term care facilities, organisational
status and funding can be found in the report
produced by the PACE project “Palliative care systems
and current practices in long-term care facilities in
Europe” (Froggatt et al., 2017). For the purpose of
this report, the following definition was agreed “a
collective institutional setting where care is provided
for older people who live there, 24 hours a day, seven
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days a week, for an undefined period of time. The
care provided includes on-site provision of personal
assistance with activities of daily living. Nursing
and medical care may be provided on-site or by
nursing and medical professionals working from an
organisation external to the setting”. (Froggatt et
al., 2017, p.3). This definition includes nursing and
(residential) care homes. Independent and assisted
housing, sheltered housing, respite care and day care
centres are not addressed in the report.

Secondly, it was anticipated that most countries
would not have a legislative framework for
residential care facilities providing care specifically
to people with dementia. Therefore, it was decided
to ask about the framework that is applicable to
the residential care facilities which provide care to
people with dementia in the country. This is most
often, residential care facilities for older people and
in addition, in some cases, facilities for people with
disabilities, mental health problems or people with
dependency needs.

Finally, some countries have a single document (often
called National or Minimum Standards) where all or
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most of these issues are addressed. However, several
countries do not have such a document and the
information is spread across several other documents
and laws. This was taken into account in the design of
the questionnaire.

The questionnaire was developed by AE staff with support
from five representatives from AE member organisations
who provided feedback and suggestions on the draft
questionnaire. The initial plan of work was presented to
the European Working Group of People with Dementia
(EWGPWD). The final questionnaire was then sent to all AE
members in April 2017 for completion. In countries where
AE has no members (i.e. Latvia and Lithuania), or in cases
where AE members could not provide the information, other
national experts were identified by AE and invited to par-
ticipate. In addition, relevant literature, national standards
and laws, which were available online in English, were also
reviewed.

The information for each country was completed by the
national Alzheimer association and/or other relevant
expert(s) and was sent back to AE. The list of national experts
who contributed to the each national report is available at
the end of this report. Most countries provided information
which applies to the whole country. However, a slightly dif-
ferent approach was taken in some countries:

® In Belgium, separate reports were provided for
Wallonia and Flanders. Likewise, in the United
Kingdom (UK) separate reports were provided for
England, Northern Ireland, Wales and Scotland. This
approach was taken as, in both countries, the relevant
laws and policies are quite distinct in the different
parts of the country. For these two countries, it is
specified in the report whether the information refers

to the whole country (when there is reference just to
the country, i.e. the UK or Belgium) or parts of the
country (e.g. in this case there is reference to the
country and the parts to which the statement applies
e.g. UK - England and Wales).

® |nthe case of Austria, Italy, Germany, Spain and

Switzerland, whereas some provisions may exist at
national level, the legislation related to residential
care is developed at regional level and each of

the regions has specific requirements/standards
(e.g. Lander in the case of Austria and Germany,
Comunidades Autonomas in Spain and Cantons in
Switzerland). As it would have been impossible to
cover the existing regulation for all regions, where
appropriate, some of these countries provided
information on the regulatory requirements in one
of these regions (e.g. State of Baden-Wiirttemberg,
Comunidad Auténoma de Madrid and Canton of
Zurich respectively). These were chosen as they are
among the largest and most populated regions in
these countries.

Once all the national information was compiled, the com-
parative report was written following an iterative process. A
first draft of the comparative report was drafted by AE based
on the analysis of the information on the 33 questionnaires
that were returned to AE. The first draft of the report was
then circulated among all participating countries, which
provided feedback and amendments where necessary. All
suggestions and comments were addressed and incorpo-
rated in the comparative report. The final text was then
sent to all participating countries for approval. In addition,
members of the ENGPWD were invited to share their expe-
riences with and views on each of the topics addressed in
the report by providing a short written testimonial (“per-
sonal accounts”).
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