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Abstract

This study compared how older people use qualityrimation to choose residential care
providers in England, the Netherlands and SpaitalGaia). The availability of information
varies between each country, from detailed inspeand survey information in the

Netherlands, through to a lack of publicly avaieabiformation in Catalonia.

We used semi-structured interviews and group wanBshwith older people, families and
professionals to compare experiences of the deermsiaking process and quality

information, and also to explore what quality imf@tion might be used in the future.

We found that most aspects of the decision-makxpgeence and preferences for future
indicators were similar across the three countrigse use of quality information was
minimal across all three, even in England and ththdrlands where information was widely

available. Differences arose mainly from factorhwhe supply of care. Older people were
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most interested in the subjective experiencest@ratsidents and relatives, rather than

‘hard’ objective indicators of aspects such asicdihcare.

We find that the amount of publicly-available qtyalnformation does not in itself influence
the decisions or the decision-making processe$def people and their carers. To improve
the quality of decisions, more effort needs toddeh to increase awareness and to
communicate quality in more accessible ways, inagigignificant support from

professionals and better design of quality infororat

Keywords: Quality information; Decision-making; Older peopResidential Care; Choice

Introduction

This study reports the results of interviews armligrworkshops on how publicly-available
quality information is used to select residenteecproviders. The study was conducted in
three European countries where the levels of plybdicailable quality information vary:

England, the Netherlands and Spain.

Over the last two decades, significant time andrefias been invested by governments in
publishing information on the quality of public gees, particularly in education, health and
long-term care. This is often to support broad#icpes around promoting choice, put in

place for two separate, but overlapping reasorstlyfj to increase the empowerment and
autonomy of users, and secondly, to encourage geos/to improve their quality and
efficiency. For this to work, potential users efwces need to be able to compare the quality
of providers. Making quality reports available ke tpublic is seen as one way to facilitate

this process (Fasokt al 2010).
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However, providing information for the public oretiyuality of long-term care is riven with
challenges. Defining and measuring aspects ofcequality are problematic (Malley and
Fernandez 2010), as are the tasks of finding atedgareting quality information (Kumpunen,
Trigg and Rodrigues 2014). The idea that oldepjeetake on the role of empowered
consumers in the care market has been stronglyigned (Eika 2009, Clarke 2006).
Research in long-term care shows that even indheelcare sector where, by definition,
people have lower levels of dependency, thererees@ticence among older people to take
control of decisions about their own care and biglfgaxter, Rabiee and Glendinning 2013,
Rabiee, Baxter and Glendinning 2015, Rodrigues@leddinning 2014), despite the

potential benefits (Glendinnirgt al. 2008).

For older people seeking residential care, thealetiges are magnified, not least by the fact
that this type of care is increasingly only soughen the person has reached a high level of
frailty and dependency (Boyet al. 2012). The timing and circumstances of seekarg are
also a major contributory factor to these challeng€o begin with, people are often seeking
care in a crisis, either health- or carer-relatgebpington, Darton and Netten 2001). Family
members often have to make decisions about caeube©f the frailty of the older person.
This process can cause conflict and is often acanied by feelings of guilt and pressure
(Castle 2003, Davies and Nolan 2003, Lundh, Samdded Nolan 2000, Baxter and

Glendinning 2013).

Despite the challenges faced by older people agid ¢harers, government investment in
reporting continues to grow in the belief that mmfermation will lead to better decisions.

The overarching goal of this study is to shed ligihthow quality information is used and

Information and choice of residential care provider for older people - Complete Submission to Ageing and

Society.docx 4



whether its use is more strongly influenced byvidiial factors or the broader institutional
contexts. In doing so, we provide insights for heality information might be developed

and used in the future.

The study was conducted in England, the NetherlandsSpain (specifically the

Autonomous Region of Catalonia). Each of thesentas has invested differently in the
generation and publication of quality informatiampart driven by if and how choice is
presented as a policy goal. In England, the sysdnghly marketised, with an emphasis on
choice for service users, and open competition éetvproviders, mainly in the for-profit
sector. Policy decisions in the sector over tret o decades have been driven largely by a
focus on reducing the amount of residential cackaafocus on ‘ageing in place’ (Johnson,
Rolph and Smith 2010). In the Netherlands, empmgarsers to choose between care
providers (all of whom are not-for-profit) has be#riven by the focus within the health care
system on empowering patients to make choices dbeiuittreatment and health care
(Maarse, Ruwaard and Spreeuwenberg 2013). Théspowf publicly-funded residential
care in Spain is a relatively new phenomenon, wighbulk of care historically provided by
the Catholic Church to residents who are self-fulhde alternatively the recipients of
charitable provision (Comas-Herrera and Wittenl2093). Whereas the Netherlands has the
highest use of residential care in Europe, Spasmanaong the lowest. Each country’s
residential system differs on a variety of othétecia, and these are outlined in the following

section.

The article considers two questions:
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* How do older people use quality information to cémoesidential care in each
country and how do the experiences differ?
* What are the likely preferences of older peoplegigality information in the future

and how do these differ across the three countries?

We find that, despite the increasing availabilityjoality reporting, there is little evidence to
show that older people are able or ready to looatese this data to inform their decisions
about residential care. The experiences of ourggaants in all three countries were
remarkably similar when considering the differenicesistitutional contexts and policies.
Our study finds that the publication of this infation has promise in terms of supporting
choice, but that there is too much emphasis onthawllect and present information and not

enough attention to the support older people neesé this information effectively.

We begin by providing some background on what mwmabout how information is used to
make decisions about care providers and on therdiit institutional contexts in each

country.

Using quality information to make decisions abaarecproviders

The increasing focus in many European countriesansferring the responsibility for
choosing care to the user (Lundsgaard 2005) hasrngeored by a corresponding increase
in the generation and publication of quality repanh long-term care providers, most notably
in the Netherlands and Sweden (Rodrigetesl 2014). Despite this, the evidence around

how this information is used to make informed diecis is sparse (Rodriguesal. 2014).
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Looking to the health care sector, quality inforimats rarely used by patients to make

choices about providers (Shekedleal 2008, Ketelaaet al. 2011).

In long-term care, previous studies have peopl®shoesidential care on basic criteria, for
example, the home's location, the activities abélaits ‘look and feel’ and whether or not it
smells unpleasant (Castle 2003, Reed, Payton and B@98, Nettert al. 2001, Shugarman
and Brown 2006). Information on the provider’'sutgtion or price might be used as an
indicator of the quality of a provider, but in ridalservices have to be experienced for a
complete understanding of provider quality (Darby &arni 1973, Malley and Fernandez
2010). Identifying meaningful quality indicatossseen as important to broaden decision-
making to include more relevant indicators, yet hoosintries have struggled to find

effective ways of communicating quality (OECD/Eueap Commission 2013).

In designing these quality reports, broader issuesunding decision-making by older
people do not appear to have been taken into ceradidn. In general when making
decisions, older adults have been found to usenéssnation and take longer to process it
than younger people; tend to use shortcuts andeirsfrategies (Mata, Schooler and
Rieskamp 2007); have more comprehension difficsiied are more inconsistent in their
decisions (Finucanet al 2002) and also pay greater attention to positif@mation than
negative (Lockenhoff and Carstensen 2007). Thave been many scientific experiments in
health and long-term care on how to present quiaitrmation in a way that is sensitive to
the needs of the public (for example, Bogtal 2010, Goldstein and Fyock 2001, Hibbard
et al 2002, Peterst al 2007). However, the findings of these studiessHargely been

ignored when constructing reports (Hildon, Allwoaad Black 2012).
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Institutional Context: The residential care sector€England, the Netherlands and Spain

This section describes some of the main featuréseofesidential care systems in each
country. Firstly, the use of residential care @aifbetween the three countries. The
Netherlands has the highest proportion of peopbel &p years or more living in care homes
in Europe (5 per cent) (Met al. 2010). This reflects a broad cultural acceptarice
residential care and potential over-use — it isresed that as many as 25 per cent of
residents in residential care could be cared ftwoate (Alderset al 2015). The over-use of
residential care is partly due to the rapid expamsi residential care following its inclusion
in the landmark 1968 Exceptional Medical Expenset when residential care became
available to all who met eligibility criteria in eds assessments. Co-payments apply,
accounting for around 8 per cent of total expemditan long-term care (both residential and
community-based), with the level for each individdetermined by income and assets, age

and marital status (College voor de Zorgverzekemn013).

A rapid expansion in the provision of residentiatecalso took place in England in the 1980s,
primarily due to perverse incentives in the sosedurity system for local governments to
choose residential care over other forms of caslenSon, Rolph and Smith 2010). The use
of residential care has declined significantly sitize introduction of the Community Care
Act 1993, which placed care in the community attibart of long-term care policy and also
introduced needs assessments for residential caieg(& Buisson 2013). The proportion of

over 65s in residential care is approximately 4qet (Comas-Herremt al 2010).

In 2006 the Spanish government introduced a uravsgstem and positioned access to long-

term care as an individual right. As in Englarids is also subject to financial means-testing
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and needs assessments. However, implementattbe tdgislation in Spain has been patchy
due to economic conditions and the imposition ctetity measures (Patxet al. 2012). As
of 2013, the proportion of over 65s in residentele was estimated to be around 3 per cent

(Instituto Nacional de Estadistica 2013).

In contrast with the Netherlands, in England andispgt is estimated that over half of care
home residents pay at least some, if not all, efctbsts of residential care (Costa-Font and
Patxot 2005, Passingham, Holloway and Bottery 20IB) reforms in Spain have been
criticised for their focus on cash-for-care schemmdsch continue to prioritise family care-
giving (Fernandez-Carro 2014). Recent economiditioms mean that in reality only the
most disabled now receive care in both countriess@&iation of Directors of Adult Social
Services 2014, Patxet al. 2012), and even in the Netherlands reforms ademuvay to

reduce the use of residential care and save ddsigrée and Jeurissen 2016).

Table 1 shows the main features of the processa&ssing residential care. Responsibility
for the organisation of care in England is delegatel52 county councils and local
authorities (both referred to as ‘councils’ in thrsicle). While councils are supposed to be
the first point of call for potential users, whetipeiblicly-funded or not, in practice people
funding their own care are much more likely to agmh providers directly (Miller, Bunnin
and Rayner 2013). The Netherlands is divided i2ta&@e regions for the administration of
long-term care, and each region has a care ofimgykantooy, run by a single health insurer
on behalf of all insurers in the region. In thedhg care office is the first point of contact,

although people also approach providers diredtlySpain, the 19 autonomous regions and
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cities are responsible for the organisation of theahd long-term care and the coordination of

social services is managed by local authoritiedi@Bezet al 2010).

< Insert Table 1 about here >

Needs assessment processes are developed at hatrefgin all three countries. While
most assessment procedures are carried out byl national assessment agency
(ClZ) in the Netherlands, they are administereddogl authorities in England and Spain. In
all three countries, local bodies purchase pubfichded care on behalf of individuals, and

options are limited to the providers contractedhi®se authorities.

Choice policies and the provision of quality inf@tmn

In England, following the creation of residentiate markets (when councils relinquished
their responsibility for care provision), choicdipes have been implemented with the goal
of promoting the independence of both publicly- angately-funded users, as well as
driving provider competition (Department of Hea®®05, Department of Health 2010).
Choice policies are currently being extended veaube of personal budgets for residential
care, where users are allocated direct paymentsoaged budgets to allow them greater
control over provider and service choice (Et&tlal 2015). A large proportion of people
funding their own care has always been able tas#leir provider of choice, subject to their
own financial limitations. Under the Care Act 20B&lf-funders’ will also be able to seek
support from their council when choosing a provigé¥ Government 2014). Despite
provider choice being available for over two decaitbeEngland, the sole national source of

quality information about providers at the timeloé study was inspection reports published
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online by the regulator, the Care Quality Commissiehich were conducted irregularly on a
risk-based trigger system. These reports conkiaspector assessments of compliance or

non-compliance against a set of minimum standards.

In the Netherlands, a core feature of the socmlrance-based system is that in principle care
users have choice of provider, as long as the gen\ias a contract with their insurer to
deliver care services. To support choice, theegawent in the Netherlands has been at the
forefront of information collection and publicatiomlong-term care, launching the website
Choose BettefKiesbeter) in 2008Choose Bettedetails indicators related to the quality of
care of each provider, its characteristics (e.g.availability of qualified staff), and the
satisfaction of users and their unpaid carers.oRsrom the inspector of long-term care,

the Healthcare Inspectorate (Inspectie voor de @#reidszorg) are also available. In theory,
all 32 care offices are also required to publisaligpinformation on their websites, although

as of 2012, only one-third had done so (NederlaZdsgautoriteit 2012).

In Spain, the concept of choice has been largedgmttirom the discussion of public services
and this is reflected in a lack of activity in teymf information provision. While information

is collected by the Government of Catalonia onrgeaof indicators, it is not made available

to the public (Arifio Blascet al. 2014). The sole source of information is adislocal care

providers published online (Rodriguetsal. 2014).

Data and Methods

This study used two qualitative data collectionmoels: semi-structured interviews and

group workshops. A key strength of the study i$ g@h country used the same instruments
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for both forms of data collection, translated iBotch and Catalan. Interviews were
conducted with professionals involved in the preaafsselecting a care home, and with
residents and relatives involved in recent caredhagmissions. Interviews with
professionals were used to establish the avaitglmfiinformation and support, while care
home residents, relatives and carers were askedhemselected a care home and what
information and advice they accessed. In Englarafepsionals included council-employed
social workers and other council staff, as welkkae home managers. In the Netherlands,
we spoke to care office staff, care home managetsraake officers who are employed by
care homes to manage the admission of new residengpain, we included care-home

based staff and social workers.

Separate group workshops were held in each couiitinyrelatives and carers of older people
already living in residential care, and with olgeople with existing knowledge of long-term
care services. In England, the latter participamse drawn from users of services, including
day centres and extra-care housing; in Spain thexg vecruited from users of day centres;
and in the Netherlands, they were drawn from caméwaiting lists. The study was
conducted in three English council areas; in theglseast and central regions of the
Netherlands; and in the autonomous region of Catalim Spain. We spoke to 181 people in

total, as shown in table 2.

< Insert Table 2 about here >

The group workshop design was based on a methogdigeloped by Barbara Fasolo and
colleagues to examine how people understand anduadity information to choose hospitals

in England (Fasolet al 2010). The first exercise in the workshops wasfen discussion
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on the attributes of ‘good’ care homes, in whichtipgants were asked to ‘imagine that you
need to choose a care home for yourself'. The skaotivity was to rank 15 quality
indicators in order of importance. These indicatane listed in the left-hand column of
Figure 1. Most indicators were adapted from exgstjoality indicators in place in Europe

and the United States, while two were developethbyesearch team.

The third exercise asked participants to seleetra kome from a choice of three. Each home
had different scores for each of the 15 qualitydatbrs (already included in the second
exercise). The information provided on each ofdhiee homes reflected different strengths
and weaknesses and ensured no single care honeechees leader in terms of quality, as

shown in Figure 1.

< Insert Figure 1 about here >

The overall project was approved by the Researblt&Committee of the London School of
Economics. National approval was sought from thei&@&are Research Ethics Committee
and Association of Directors of Adult Social Camebngland and local approval from the
Ethics Committee of the Bioethics Observatory @f thniversity of Barcelona. No further
approval was required in the Netherlands. Analysis conducted locally using the
Framework Approach to thematic analysis developeRitchie and Spencer (2002). An
initial set of themes were developed for use irthakke countries, with new and country-

specific themes added as they emerged.
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Results

In this section we report on how quality informatas used —or not—in each country to
support decision-making, first by examining indivad factors, then by differences in the
institutional contexts. Finally, we report on threferences for specific quality indicators, the

focus of discussion in the group workshops.

The availability and use of quality information

The type of information about residential care @snvidely across our three study areas, as
suggested by the country-level information. Inalatia, information published on the
internet is not publicly accessible and profesd®had no expectation that participants
would be aware of or have used quality informatiorEngland, all three councils produced

a brochure featuring a list of care homes availabtbeir area: two were paper-based, with
one directory appearing online, featuring functidgpdo capture and publish feedback from
the public about providers. Social workers in Emgl sometimes provided physical copies of
inspection reports from the Care Quality Commissammore frequently recommended that

older people and their families and carers reféhéoreports on the internet.

Each of the three care offices in the study inNlkéherlands had set up a unit to assist
prospective users and their families with informaaton the administrative aspects of
accessing care and on residential care providehsnathe region. Despite the considerable
investment in websites in some cases, staff comedahat applicants did not use the
information available to assess the quality of dammes and this was the cause of some

frustration, something confirmed by residents aldtives. Care home staff said that

Information and choice of residential care provider for older people - Complete Submission to Ageing and

Society.docx 14



applicants assume that there are no problems hatiquality of care and focus on other
aspects such as the atmosphere, privacy and satinties. One family member reported
using internet-based information, but this was fiepsite where residents or their families
can post ratings for care homes, rather than th@afChoose Bettewebsite. One intake
officer at a care home commented that she had msegr checked to see how her own

establishment compared with others.

In both England and the Netherlands, however, atsiand care offices are not allowed to
go as far as recommending individual providersvimadisrupting the local care market.
Despite this, some social workers in England a@uitd providing informal guidance or
creating shortlists of homes for considerationChtalonia, paper lists of care homes are
available from hospitals and community-based saetakers, but only social workers hold
up-to-date information on vacancies. Unlike in ditleer two countries, social workers
sometimes made implicit or explicit recommendatiabheut homes — there was no

suggestion that this was not permitted.

In practice, the most important information wasceered as that gathered during visits to
care providers. Older people and their familiesdeeleto experience the atmosphere of
homes, to view the rooms and common areas, to tinestaff and to ask questions about
aspects such as food, privacy and social activitie€€ngland, many participants had visited
two or more homes, sometimes multiple times, tordeether the experience varied at
different times of the day or week or if the visids unannounced. In the Netherlands half of

our participants collected information through rnplé means, for instance by visiting several
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homes, by going to open days, by contacting intdkeers, by reading about care homes in

the newspapers and by collecting brochures.

In contrast, in Catalonia, residential care ismoftet easily accessible and the opportunity for
visits can be restricted to monthly open days. tRerstudy participants, the level of access
and transparency of the home was seen as a prokg fpuality; that is, if a home readily
accepted visitors, it was assumed that the homeofvasuperior quality than those with

restricted access.

The focus of this study was specifically the usenfdrmation on provider quality, however
the experiences of identifying providers were nizgat affected in all three countries by a
lack of much more basic information, such as whepheviders had vacancies. In the

Netherlands, staff in care offices kept in contaith providers for an up-to-date picture of

availability, but participants were sceptical abth# reliability of this information.

In England carers in particular expressed frustratinat even basic information in care home
directories was omitted, for example, the typesestices provided by homes, potential
funding sources, prices of care home places andvhidability of places. Many carers
described the process of contacting homes indilliglt@enquire about vacancies as
onerous, especially in a few situations where urgaves had been required from hospital
or the resident had moved between care homes.s dedrcarers in the Netherlands were
generally satisfied with the information they real, but expressed a lack of interest in
information available on the internet, as they rdgd it as being purely for marketing
purposes. Across all three countries some prafeals were sceptical about the accuracy

and relevance of information on provider qualitg.England, for example, some social
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workers recommended that people review the ingpecéports from the regulator, while
others were doubtful of their accuracy based oin tven experiences of specific care homes.
In the Netherlands, providers themselves were higtgptical about the reliability and
validity of information. In Catalonia, social was also commented on accuracy of
information on waiting lists, with inconsistenciestween the information provided to social

workers and the situation regarding vacanciesatitye

What helped and hindered in using quality informat+- individual factors

Across all three countries, we found that by theetthe older people in our study entered
residential care, they were usually very frail withiltiple health conditions, reinforcing
previous research. Those people who moved diré&cihy their homes (or more accurately
their carers) had the opportunity to conduct mesearch. The move to residential care for
these people was often triggered by a gradualmkeaii health or the ability of the carer, and
meant that the time available to make a decisianafi@n longer than for crisis admissions.
At the extreme, one relative in England took a yeadentify a home for her husband, and
visited 20 homes. Relatives in all three countsigske about using this time to refer to
informal networks for information about homes, g} homes and collecting brochures.
These networks included relatives, care homes, heareeproviders and doctors. In
Catalonia, many residents had time to considepaoptithe use and prevalence of waiting
lists meant that residents had generally been sebifibllowing a long wait while receiving

informal care at home.

However, people had limited time to make decisiamsl, consider quality information if they

moved from hospital. This was particularly theecasEngland and the Netherlands, where
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almost half and one-third respectively of the ggsants moved directly from hospital,
usually following an emergency admission. In latee countries, for those older people
discharged directly from hospital, making a consdedecision about a home was overtaken
by the need to find a place urgently. Four offiadicipants in England said that they had
one week or less to make the move from hospitaliaCatalonia also older people coming
from hospital were given a maximum of a week tadiec In the view of a social worker in
Catalonia, this was sufficient as the lack of infation on homes meant that the person was

unlikely to make a better decision even if they haate time.

The role of family carers merits specific mentiardy and has implications for the design
and communication of quality information and demismaking support. Many of the
decisions about care provider were made by oth#irsren conjunction with, or on behalf of,
the older person. In England, only one-third @ tasidents had been involved in both
decisions — families and professionals expressedgfeelings that the decision often had to
be taken away from the individual as they wereavedre of their reduced ability to live
independently or did not have the capacity to nthkedecisions alone. There was only one
example — in the Netherlands — where relativesrdest the reverse, where they had
attempted to dissuade their parents from moviregdare home. In contrast in Catalonia,
perhaps reflecting the lower occurrence of urgeniasions, five out of the 10 residents said
that they had made their own decision to move liesidential care, and also decided on the
specific home. In all three countries participasgieke about the importance of family and
friends in the process. The use of formal suppeiivarks, such as health professionals and

social workers, also figured highly, but varied alideven within each country.
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One notable theme that emerged in England and ¢leeNands was the extent to which
information-seeking processes were enhanced bgréwous experiences of the person and
their families and carers. There were three gradpssiders’ who were able to make use of
previous knowledge and experience. The first gmansisted of people who had some first-
hand experience of living in a care home themsdlwesigh a short stay e.g. for
rehabilitation or through respite care. The seagnaaip included people who had some
experience of life in a care home gained throudjerieans, e.g. working in a care home or
as a regular visitor or volunteer. These peoplediearer expectations and understood more
about the technical aspects of quality in care tobke third group included people who
had expertise in other areas which they transfaoeke process of information seeking and
selecting a care home. In the Netherlands, twavi@eees said they had searched for quality
information on the internet; one relative had waklas a physiotherapist and was familiar
with health information, and the other worked inimfiormation technology role. One
resident in England told us that her daughtersimalvere doctors and this made her
confident that they had specialist knowledge oflitpian residential care, despite them being
in unrelated fields, with one working in paediagrand the other in ophthalmology.
Experience in other regulated sectors was alsd MaliEngland, three participants were
teachers who were familiar with school quality népdy the schools inspectorate, and

transferred this knowledge when looking for restddicare for their relatives.

What helps and hinders in using information — tasibnal influences

Providing quality information becomes redundartdhibices are restricted or do not exist due

to a lack of supply of places in the person’s preft home. Where homes were parts of
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chains with multiple locations, older people wereiested in specific homes, not in other
locations in the same chain. In the Netherlandiskamgland, respondents described how the
options were often narrower than they first appeaiee to the need to identify care homes
which could provide specialist care, for exampbe,dider people with dementia or with
specific mental health issues. For individual$varg directly from hospital, the availability
of an appropriate place was often the overridirgoia meaning that choice of provider was
either not available or extremely restricted ingtice. Quality information was therefore
ignored, regardless of whether it was easily altlaeven though two major, life-changing
decisions were being made simultaneously and nagit decision to move into residential

care, as well as the specific choice of provider.

In Catalonia a lack of supply meant that the wgitimes for the homes in our study were up
to four years long. Once their needs had beersssdeolder people joined a waiting list
managed by social services. They nominated up#&homes in order of preference and
were then obliged to accept the first place thabbees available in any of the homes,
otherwise their name was removed from the list. indévzidual was able to relocate to the
homes higher up their list of preferences (if tbbgose to) once places become available.
Moving was therefore seen as a normal occurren€aialonia; it meant the resident can try
different homes and get an accurate picture ofityuain many cases, social workers
recommend taking ‘second-best’ options in the kealgk that the person can move if a place

becomes available in the preferred home:
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“No, the information given is not very good, bugthecision is okay — the process works
well because people receive informal advice frorordsnow which places have a better

reputation. If not, they can always move to anotaee home.”

Social worker, Catalonia

In contrast, the study found little evidence tlestidents in England and the Netherlands are
prepared to move between care homes until theydinedthat meets an acceptable level of
quality. Both relatives and residents in England the Netherlands said that residents
generally make the best of whichever care homdbas chosen. There were only a few
examples of residents who had moved, either thrahgites made by families or carers, or

at the request of the care home.

What type of quality information is preferred byed people

With the learning from the interviews that qualitjormation was rarely used, the group
workshops provided an opportunity to explore in endetail what type of information older
people might prefer. The initial discussion inlegcoup workshop was intended to explore
what participants thought were features of a ‘garate home. Across all three countries,
these features reflected an emotional responsestditferent ‘soft’ aspects of the home
environment. None of the participants referrethe‘harder’ quality indicators which are, or
could be made, available. In Catalonia, partidipdncused on whether staff were kind and
treated the residents well, the quality of the fomdanliness, and the health status of the
other residents. In England, participants mentiogmatl staff who provide quality care and

good food. In the Netherlands, participants descrifpood care homes as having a nice décor
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and appearance, a good reputation, friendly andgetent staff, and having social activities
available. Prices and fees were major factorsigldhd and Catalonia, reflecting the amount
of care funded directly by individuals. Discussafrwhat makes a ‘bad’ care home also
ensued: some participants in England raised spasgues with care homes e.g. friends in
care homes being given the wrong medication, adeess being left unoccupied for hours at
a time. In Catalonia, all workshop participantekrnsomeone who had had a bad experience
in a care home. Participants widely reported tihatmain criteria for selecting a home across
all three countries was its location, whether thesant proximity to the older person’s former

place of residence or their family and friendsthar location of the home in a desirable area.

The second activity in the group workshops involttesl ordering of fifteen quality
indicators. The concept of quality indicators wasv for most participants, and many found
the process very challenging. Many of the indicatequired explanation and some were
particularly problematic. For example, across alirdries, participants viewed a star rating
as more suitable for rating hotels and said they there not convinced of the relevance for

care homes:

“They may even have 10 stars, but if it is notspeal ...um, give me one with only four

stars”.

Group workshop participant, the Netherlands

Other quality indicators which were poorly undeoston England and Catalonia or seen to
be low priority were building design and the indara specifically associated with the

quality of care (e.g. the prevalence of pressuers| weight loss and the overuse of anti-
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psychotic drugs). In the groups in England andlBata, the indicator regarding the
financial stability of the home required extenséxplanation. Some participants felt that the
quality of the carpets and décor or the relativemess of the home would be an adequate
sign of financial stability and were not convina&dh need for more information on the

provider’s financial health.

Selecting the top three and bottom three indicat@s also difficult. However, with support
and explanation from the facilitators, many manage@nk their top three, as shown in table
3. In Catalonia, participants in one of the workshappeared to take it for granted that they
simply would go to a care home close to their owmé and found it difficult to rank the
indicators. Eventually the individuals in the grdofiowed the lead of one person in
choosing ‘Residents’ social care related qualitiifef as the most important indicator,
followed by ‘Percent of residents who feel staffarthem with courtesy and respect’. For

this reason, their rankings are excluded from afxéet

< Insert Table 3 about here >

Across the three countries, the most popular inidisavere the ‘subjective’ indicators which
took into account the views of the residents atatives themselves. The only exception was
in the Netherlands, where the third most populdicator was the number of staff compared
to residents. Indicators which focused on clingaaie were unpopular across the board,

possibly because of a general lack of understarafitige more technical aspects of care.

The third activity, to select a care home fronmsadif three with different quality scores (as

shown in Figure 1), proved too difficult for maniytbe participants. The problem was made
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harder by the fact that in designing the qualitings against each indicator, the team had
ensured that no care home was clearly better tiothers. Where people had made a
choice, they were often unable to articulate hosythad approached the decision. The
strategies varied between individuals, betweenggpand between countries. In Catalonia,
some participants attempted to concentrate oncires against the indicators they had rated
most highly in the second exercise in order to nakhoice, but three people said that there
were too many indicators to take into account. &lvesis a range of strategies applied in
England and the Netherlands, the most popular emglio put ticks next to the indicators

that were scored ‘excellent’ in each column, arehtbimply adding up the number of ticks.

Care Home C was the most popular care home inrthgogvorkshops in England and the
Netherlands. This was the care home which scorest highly against how residents rated
their quality of life and respect, and how relasifelt the home was pleasant. These were the
indicators consistently ranked highly in the secaantivity across all three countries. In
contrast, in Catalonia the most popular option @ase Home A. Ironically, this was the

care home that scored most strongly on the clinmzhtators, despite these clinical indicators

being the least popular in the second activity.

One issue which was specific to the Catalonia wurgs was that the concept of distinct
organisations providing information proved to b#iclilt for participants to understand. The
idea of a regulator acting as a source of inforomatvas particularly problematic, probably
because no such body exists in Catalonia. A numiogarticipants in all three countries

assumed that they personally would be responsiblm¥estigating issues such as the
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prevalence of pressure ulcers or other clinicalciairs, not appreciating that data would be

collected through formal processes.

In summary, even with careful support from the vebidp facilitators in all three countries,
most of the participants found the concept of quatiformation confusing and were
challenged by the tasks of ordering indicators @mabsing a care home in a systematic way.
The varying levels of quality information availaliteeach country did not seem to have any
influence on this. The only exceptions to thesesvparticipants with relevant experience,
albeit tangential. An example was an ex-accountaohe of the England workshops. One
positive note which emerged was how, over the @afgach group workshop, many
participants became more enthusiastic about thedtaits and strongly expressed the view
that their new knowledge might be useful in theifat Many asked to keep the materials
from the workshop for future reference in case thesr needed to find care for themselves

or a family member or friend.

Discussion and Conclusions

This study set out to explore and compare how tyuialiormation is used to choose
residential care in three different institutionahtexts. It finds that the experiences of older
people and their families are remarkably similgressally when considering that each
government has taken a visibly different approactihé provision of quality information, and
that there are also underlying system differencd®iv and when people access care. These
system and information differences were not refldéh markedly different decisions.

Instead, provider location and the availabilityptdces continued to be the main deciding

factors for choosing residential care provideralirihree countries, regardless of whether
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guality information was publicly available. Evemere information exists, the opportunity to
use it to make better decisions was sabotagedioynder of factors: the limited time
available to make a decision, the small numbelaxfgs in appropriate or preferred homes,
and the lack of awareness and understanding afnaion on quality. An overarching
theme was that if there was no availability in eferred home, individuals felt that choice

was an illusory concept and therefore quality infation lacks relevance.

The low awareness of the availability of qualitfjoirmation was also striking. This was true
even among professionals, and even in the Netlihahere so much investment has been
made in the&Choose Bettewebsite. Work is required to raise awareness grpooviders,
professionals, and users and their families. Hawngwrior to this, more attention needs to be
paid to how information can be devised and preseinta way which supports people to
make decisions. This study found that quality infation is poorly understood and rarely
consulted. The difficulties encountered with sggtquality indicators in the group
workshops reinforced research that on average paapl only process around seven (plus or
minus two) pieces of information at once (Miller5SB). Stressful circumstances — such as
those around choosing residential care — are kriowjive rise to ‘bounded rationality’,

where stress, fear and other negative emotions fietiple’s usual decision-making abilities
(Baxter and Glendinning 2013). Large amounts afrimiation are therefore likely to be

unhelpful and confusing, and support is requiredaweigate complex information.

Another issue is the distribution of informatioriedp through the internet. The increase in
the focus on information provision is strongly letkto advances in technology which

facilitate more complex and timely data collectias,well as the ability to make information
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available more easily. But older people have tineekt rates of access and use of the internet
(Seybert 2012), and this should be considered wlkesigning information in the future. The
notion that this may be a cohort effect, and thist will become easier for future generations,
does not take into account the stressful circunessof the decision, nor the considerable
physical and cognitive difficulties the older perdtas, which create the need for this level of

care in the first place.

The participants in our study who were most qui@tje to engage in the discussion around
quality indicators had some type of insider knowledeither of care homes, or in the use of
guality information, whether it be through shortrespite stays, experiences of visiting or
working in care homes, or through an understandfrigow quality information works in

other sectors. These findings suggest that govemhefforts to create informed,
knowledgeable consumers requires more than singigrmting and presenting facts and
figures in a way which may be appropriate for ug@tofessionals and care home providers
rather than by older people, and that more gesergbort should be provided. The nature of
this support was the subject of much discussidmerd was a degree of frustration where
professionals were not able to make recommendadibast providers, as in England and the
Netherlands. In Catalonia, in contrast, the soe@ker takes a more traditional and
arguably paternalistic approach to guiding the oprson through the process. This
however, was regarded locally as working betten tha processes in England and the
Netherlands where our participants bemoaned thedginformation and guidance. There
appears to be no doubt that older people seekigveauld benefit from increased
professional support to navigate this stressful@rdusing decision, which could come from

a number of formal or informal sources (Baxter @tendinning 2013).
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In terms of preferences for quality indicators réherere two indicators which were popular
across all of the groups in all three countrieshlfocused on quality of life issues: how
residents rated their quality of life, and whetredatives felt that the care home was a
pleasant place to be. Many of the more techniaitators are not clear to the non-expert,
particularly specific indicators associated wittmiclal care outcomes or other technical
issues such as the design of dementia-friendlylingis. The question is whether it is
practicable to expect the general public to undesthese more complex indicators; again it

is more likely to be an area where professionalslevaeed to provide additional assistance.

Notwithstanding these findings, the experientidlnaof quality in residential care creates
the biggest challenge in selecting the right caowiger, regardless of country-specific
factors. Participants across all three countripsaedly told us that visits (often multiple to
the same provider) were the only way to gatherrmédgion about a home to experience the
atmosphere and staff attitudes. It could be arguédomewnhat controversially — that the
importance of experiencing the home issue is dettt more effectively in Catalonia, where
residents only settle in a home once they havedaune they feel meets their preferences. In
England, there has traditionally been reticenamdwe older people between care homes
because of a fear that relocation has a negatipadtron health and can lead to early death,
even though the evidence is mixed and outcomeshdepe how the relocation process is
managed (Leyland, Scott and Dawson 2014, Holdedahely 2012) . In England,
interviewees said there should be opportunitie®lder people to try out care homes, either
through short stays or through trial periods. At ame time, the option of moving residents

multiple times, particularly those who are venyilfoa cognitively impaired, needs to be
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considered carefully to both manage the expectatdthe older person, and to minimise

disruption and distress to both them, their fareib@d other residents.

Finally, it is important to mention that the negatperception of residential care was present
in all three countries and very few residents ingiudy described the move to residential
care as a positive change in their lives that wamlgrove their quality of life. The move to a
care home usually appeared to be unavoidable istady, yet the positioning of residential
care as a last resort meant that the move was aaoed by feelings of guilt and anxiety for
many relatives. This created additional strespémple already struggling to find
information, to visit care homes, and to make dessabout something they had never

considered before.

Conclusion

In summary, our study suggests that a considegagaemains between the policy ideal of
the empowered consumer who actively seeks detqilatity information and the real
experiences of older people in need of residentisd. The supply of quality information
may prove to be important in other ways, such asritivising the quality improvement of
providers through ‘naming and shaming’ or, moreveht to this study, to enable
professionals to provide help and insight to theseking care. However, the experiential
nature of care, the circumstances surrounding ¢kesion and the individual characteristics
of the user are much more significant factors tostter than simply providing more and
better information. Tackling these issues shoelé Ipriority over further investment in

generating quality information — demonstrated kgy/fect that the amount of quality
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information in all three countries was an insigrafit feature in the overall decision-making

process.
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Table 1: Key features of access to care

England

The Netherlands Spain

Responsibility for Local authorities
contracting with

providers

Responsibility for Local authorities
conducting needs

assessments

Official first point of  Local authorities
contact for potential

users

Actual first point of Multiple, often

call for potential users providers
(especially for self-
funded)

Care offices Regional governrag

CIZ (Centrum Professionals and
Indicatiestelling Zorg — organizations
Centre for Care accredited by the
Assessment) Regional Governmen

Care offices Social services

(Regional

Government)
Multiple, often Multiple, often
providers providers
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Table 2: Study participants

England NL Spain TOTAL

Interviews

Professionals 13 4 3 20

Care home managers/ administrative staff 8 9 3 20

Residents 12 7 10 29

Relatives and carers 13 8 10 31
TOTAL PARTICIPANTS 46 28 26 100
Group Workshops

Relatives and carers (no. of workshops) 4 (1) J9(3 8(2 31 (6)

Prospective residents (no. of workshops) 23 (4) (33 14 (2) 50 (9)
TOTAL PARTICIPANTS (no. of workshops) 27 (5) 32(6) 22(4) 81 (15)
TOTAL PARTICIPANTS 73 60 48 181
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Table 3: Most and least important indicators agedrby workshop participants

Most often
mentioned as
important

Least
important

England The Netherlands Catalonia (Spain)*
% relatives and carers who thinkResidents’ social care related % relatives and carers who thin
the home is a pleasant place to quality of life the home is a pleasant place tg

be . be
% residents who feel staff treat

% residents who feel staff treat them with courtesy and respect % residents who feel staff treat

them with courtesy and respect Overall number of staff them with courtesy and respect

Residents’ social care related compared to residents
quality of life

% residents who have pressure The care home can prove that it Star rating for quality

sores can manage its financial Th h that
resources e care home can prove tha

% residents who have lost too can manage its financial
much weight in the past month % residents who have losttoo resources

.. much weight in the past month
The care home can prove that it uch weight P

can manage its financial Star rating for quality
resources

* Three workshops only
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Figure 1. Care Home Scorecard

Care Care Care
Home A Home B Home C
1. Percent of relatives and carers who think the home is a pleasant 85% 73% 92%
place to be Excellent Good Excellent
2. How well is the building designed to support people with sensory 4.9/10 9/10 6.9/10
loss and cognitive impairment, especially people with dementia Poor Excellent Good
3. The care home can prove that it can manage its financial resources 2.5/5 3.5/5 3.9/5
to ensure its viability is maintained, for example, secure assets, Adequate Good Good
sufficient liquidity, and contingency funds
4. Percent of residents who have lost too much weight in the past 2% 9% 14%
month Excellent Good Adequate
5. Percent of residents who think the meals are tasty 68% 61% 88%
Good Good Excellent
6. Percent of residents who have pressure sores 0% 11% 23%
Excellent | Adequate Poor
7. How well did the home score in a medical assessment of residents’ 58% 96% 82%
physical care, for example, skin condition, teeth, and hygiene Adequate | Excellent Good
8. Percent of residents who feel they have enough opportunities to 78% 69% 79%
participate in social and leisure activities and physical exercise Good Good Good
9. Residents’ social care related quality of life Good Good Excellent
10. What was the star rating given by Care Quality Commission? PA e PAGk Gk e PAQ
Adequate | Excellent Good
11. Percent of residents who have been given anti-psychotic drugs one 4% 15% 35%
or more days over the past week Excellent | Adequate Poor
12. Percent of residents who would recommend the care home 80% 73% 93%
Good Good Excellent
13. Overall care staff hours per resident per day 2.1 hours | 3.25 hours | 2.9 hours
Good Excellent Good
14. Percent of residents who feel staff treat them with courtesy and 81% 63% 85%
respect while providing health and personal care, for example, Excellent Good Excellent
going to the toilet, administering medication
15. Percent of relatives and carers who agree that staff answer their 81% 62% 83%
questions well Good Adequate Good
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