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Chapter 1. General introduction

1.1. The ageing population

This doctoral dissertatiofocuseson access tacare and support for frail communigwelling older
adults in BelgiumThe ageing population is one of the greatest social and economic challenges facing
the European Union. Projections foresee a growing number and sharderfadults(aged 65 years
andover), with a particularly rapid increase in the number of veryaualdlts (aged 85 years and over)
(Eurostat, 2018).

Figure 1. Population by broad age group, 28 EU member countries, 2080 (source: Eurostat,
2016)
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These demographidevelopments are likely to have a considerable impact on different policy areas:
different health and care requirements for older adults, but also labmoarkets, social security and

pension systems as well as government finances (Eurostat, 2018).

Belgiumis no exception tohe trend of ageingthe Belgian population is at the moment countioge
person of 67 or older for everfpur persons between the age of 18 until 66 years old, in 2040 this
proportion is projected to b@ne person of 67 or older for ery 2.6 persons between the age of 18

until 66 years old (Vanresse et al., 2017).

Because the generation of babyboomersgimduallygetting older, the ageing process within the
Belgian population will increase until 2040 and thereafter stabilise unfidZthe ageing of the Belgian
population also has an influence on the types of households: theesbfasneperson households will
increase further (Vandresse et al., 2017). Simultaneously with the ageing population, due -to high
guality medical care and ber economical living conditionshé total fertility ratein Belgium has
dropped from 2.55 children per woman in 1960 to a low of 1.49 in 1@86tinuouslyit has recovered
quite strongly to 1.83 in 2012, a rise that was largely a result of delayddbicth (Marx and
Schuerman, 2016).

Figure 2. Percentage of Belgian population above 65 yearqsidrce:http:/data.gov.be)
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The Belgian population has a relatively high life expectancy. Life expectancy at birth in Belgium has
increased by ovethree years since 2000 to reach the age of 81.1 in 2015, half a year more than the
EU average (OECD, 2017). A substantial gender dif @xpectancy persists in Belgium, with men
living on average nearlffive years less than women in 2015. However, no gender gap exists in the
number of healthy life years, as women live a larger proportion of their life with some disabilities. At
age 65poth women and men in Belgium can expect to live about 11 years free of disability, which is
50% of the remaining years of life for women and 60% for men (OECD, 2017). There are also some
inequalities in life expectancy by so@oonomic status. At the agof 50, Belgian men with the lowest

level of education can expect to live abaixyears less than those with the highest education level.

The gap among women is a bit smaller (about five years) (OECD, 2017).

Figure 3. Population by gender and age struict, Belgium, 2018source:https://statbel.fgov.bg

100+ year

| ==
| R
_ 55-28 year
o
- g~
. -~
I > -
e o yer
I - -
| | | | | | | |
400.000 300,000 200.000 100.000 100000 200.000 300,000 400.000

There is a general consensus, also in Belgium, that countries need to be prepared for the ageing
population becauselemographic changes will challenigealthcare systems all over the wo(llaulus
etal., 2012)


https://statbel.fgov.be/

1.2. Care and support policy in Belgium

Healtlcare in Belgium consists of a wide range of services aehrt the federal, regional and

municipal levels, and is related to health asalcial service provisiofWillemé et al., 2011)Three

political and administrative levels operate in the Belgian care systemkdteral government, the

Federated governments (regions) and the local governments (provinces and municip@ggkens

and Merkur, 2010){ Ay OS (GKS {dFG4S wSF2N¥Y 2F wmpynz -Ctl yRSI
NBfFGSR YFGGSNARAQS &adzOK Ida OFNB FtYyR 4gStFINB® bSQ
extent responsible for both the financing of healthcare atdorthe healthcare policyThese three

mentioned levels have in common that they are mainly funded by taxes (with som®feuicket

patient contributions). The federal level is mainly responsible for social security, compulsory health
insurance, pharraceutical policy and hospital legislation. This federal governmexgasn charge for

medical professions (general practitioners, home nurses, home healthcare assistants, etc.) whereas

the regional authorities are mainly responsible for prevention amapsrt services at home (cleaning

aids, family aids, the organisation of meals on wheels, support for housing modification&et&gns

and Merkur, 201Q) As these different services (both care and support services) are often
simultaneously applied for and used by recipients, they form together the Belgian homecare system

and when we speak about 'honmare', it implies all these different components. Consequently, in

Belgium no clear separation is made between health and scaielin comparison with for example

the UK)or no clear separation betweegare and support services as they often interfere, are

complementary to one another.

This broad approach on care and support is followed by the government in new legislatiexarfaple
in the new Flemish legislation on primary care (Flemish government, 2018, p. 2) the following
RSTFAYAGA2Yya O2y OSN¥gwaE WOFNB ' yR adzZJJ NI Q

¢care and supportevery activity or series of activities in the frame of headthd social cargolicies;

care and support plara working instrument in which, after a clarification or indication process, the

care and support goals and the agreements about the planned care and support for the person with a

care and support request are included, anbdieh is accessible to the persons care team;

1Ly i KBelinfirsay drét of decree concerning the orgaation of primary care, the regional care platforms

FYR GKS &dzlLl2 NI 2F GKS LINAYFNE OF NB LINE &@prdv&NgEtie o + 2 2 NB
Flemish Government in September 2016 KS 5dzi OK (GSNyxa Wi 2NH- ey 2YyRS
2 VRS NE (0 S dzy A 3633 Lty IRYSINE (SIda/NEB T4 R ¥ RENE I B Rzy WY ZARENI F 3Q | NB

4



care _and support goala goal formulated by the person with a care and support request, his
representative or informal caregiver and his care providers regarding the desiredfacing the life

goals andhe quality of life that the person with a care and support need wants to achieve;

care and suppontequest the need for care and support that a person or his environment feels or that

is objectively determined"

Within this descriptions, care and suppatearly goes beyond solely medical services. Moreover
perceived access barriers Bglgianusers are often not related to a specific system or political level
or type of servicebut concern the broadekare and suppofiield. This was alsa conclusion of a
scientific committee that evaluated pilot projects on care and support for frail conityrdwelling

older adits in BelgiumX ®S® t N2 (202t o LINRB2SOiGazr OKNRYAO!f
ONRBIFR I 00SaaQuo

Belgian older adults use both formal and informal care rather frequently compared with other
European countriesHuropea Commission and Economic Policy Commjt@@l6) Data from the

2004 Survey of Health Ageing and Retirement (SHARE) indicate thardbertion of users of
professional nursing care and professional homecare is among the highest in Europe (13.4 80d 16.6
respectively)(Geerts, 2009). e Belgian elderly caréield comprises homecare and community
services, shorterm and longterm residential care and hospital care. Leegnm residential care
includes servicdlats, residentialhomes for the elderly andiursing homes(Gerkens and Merkur,
2010).As in other European countries, in Belgium the majority of older adults prefer to live at home
as long as possible (Smetcoren, 20I8)is has led to the development of a wide range of home
assistance welfare and personal care services as well as shiertn or temporary care facilities

(Willemé 2010).

1.2.1. The Belgian ational health insurance system

Healthcare in Belgium is nationally organised. Everyone living and/or working in Belgium can be
entitled to subsidised Belgian healthcare by means of the compulsory health insurance system. This
compulsory health insurance is managed by the National iistior Health and Disability Insurance
(NIHDIRIZIMINAMI), which allocates a prospective budget to the health insurance funds to finance
the healthcare costs of their members. All individuals entitled to health insurance must join or register
with a heath insurance fund: either one of the six national associations of health insurance funds,
including the Health Insurance Fund of the Belgian railway company, or a regional service of the public

Auxiliary Fund for Sickness and Disability Insurance. Ppvafie-making health insurance companies

O



account for only a small part of the namompulsory health insurance market. In the past, health
insurance funds received the budget they needed to reimburse their membatssince 1995 they
have been held finanally accountable for a proportion (25%) of any discrepancy between their actual

spending and their budget (Gerkens and Merkur, 2010).

The Belgian health system is based on the principle of social insy@raracterised by horizontal
solidarity (between halthy and sick people) and vertical solidarity (based to a large extent on the labor
incomes) and without risk selection. Financing is based mostly on proportional social security
contributions related to taxable income and, to a lesser extent, on pregreglirect taxation, and a
growing area of alternative financing related to the consumption of goods and services (mainly value

added tax) (Gerkens and Merkur, 2010).

1.2.2. Thesixth Reformof the State

Since the adoption of the 1831 Constitution, six constitutional revisions have progressively
transformed Belgium from a unitary into Feederal state, in particular since 1970. The last reform,
started in 2011 and operational since 2014, further strengtltetie defederalisation of the country.
Belgium has three tiers cfubnational governmentssix Federated states, includinthree regional
governments (Flanders, Wallonia and the Brus€agstalRegion) andhree community governments
(Flemish, German, and French Speaking Communities) which overlap territorially; 10 provinces; and
589 municipalities which are governed by regional legislation. Flanders and Wallonia regions have
started reforming the provincial anchunicipal levels in their respective territories. In Flanders, the
government is engaged in voluntary municipal mergers and#dbe/nsizing of the provinc€svhich

will focus more ontérritory-related power§losing thed LIS Nélagegpowersas well asome taxing
powers. The Walloon Government aims#timisira e role of the provinces by developitupra

municipalit SaQ 6h9/ 53 HaAamMpoO

The main change in healthcare policy legislated in the recent years concerns the devolution of
responsibilities (ad shifts in associated budgets) for a number of healthcare tasks froffetteral to

the regional level (Flanders, Wallarand Brussels) as a consequence ofdix¢h Reform of the State.

The reform was signed into law dhe 31 of January 2014 and bame effective orthe 15 of July

2014 The total budget shift from th€ederal to the regional levavasapproximately 3.4 billion euros

in 2015, almost 12% (400 million euros) of whiegre (acute) healthcare expenditurg&uropean
Commission and Econonmfolicy Committee2016).Some responsibilities were entirely transferred

to the regions, while others are more fragmented.



ThesixthReform of the Statdas in particular given new competences to the Federated states in the
field of longterm care and elderly care. This was accompanied by a transfer of significant budgets and
financing from the national health insurance to the Federated states (Vandeu2fd’). With the

sixth Reform of the State of 2014, additional competencies have been transferred to the Federated
states, including since 2014 family allowances, elderly care, several aspects of healthcare, hospitals,

justice homes, etc.

However, coordiation with federal policy remains necessary. After all, Flanders is not competent for
the entire elderly care field. Home nursing, general practice, various other health professions (e.g.
dietetics, physiotherapy, speech therapy, pharmaceutical cate) and geriatric hospital care
(geriatric care programs) are financed by the health insurance and have therefore remained a Federal

competence.

Since thesixthReform of the Statethe Welfare, Public Health and Family Department of the Flemish
Community has become a more important pillar of the Flemish policy: the department manages a
budget of 11 billion euros (dhe entire Flemish budget is around 39 billion euros) (VVSG, 2014).

1.23. W{20AlLtAaldA2y 2F OFNBQ |yR WFH3ISAy3a Ay LI

The broad fielaf care and support in Belgium has been in full transition in recent y¢&fs2 OA I £ A & G A
2 T (slaNé&mthat has been very common in care policy during the last y&histerm has its
2NAIAYE AYy (KS aKATEO FABANG ANV EVATGHZIARNYZ f AR RO IONIN
19803 of last century (Boekholdt, 2011). Socialisation of care started in mental health care, where care

for psychiatric patients was increasingly provided outside the walls of an institution by professionals
visiting at the home of the clients. This trend continued with other care recipients, including people

with disabilities and older adults

The proportion of older adults staying in residential care facilities has decreased in recent years.
Consequently,he care dependency of older adults staying in residential care has increased strongly
from around 30% in 2010 to almost 50% in 2015 (Flemish Government, 2017d). The largest group of

older adults live independently at home up to a very old age or with a considerable need of care.

A very large group of older adults wish to become older in timailfar environment (L6fqvist et al.,
2013; Smetcoren, 2016). In the international literature the term 'ageing in place' is used to describe
the trend in which older people want to live at home as long as possible. In addition to the wishes of

older adultsthemselves, this is also a policy ideal which receives the necessary attention both within



the European agenda and globally. For example, 'ageing in place' is defined by the World Health
Organisation as: "Meeting the desire and the ability of people tdinagr living independently for as

long as possible in their current home or an adapted living by offering services and assistance" (WHO,
2004,p.9)INrSOSYy i @SINRXZ (KS F20dza 6A0GKAY L2t A0Oe RS@St
wellAy LI | OSQo

TKNR dzZa3K2dzi GKS &8SIFENEX GKS 02y OSLII 2iFi KIS 202AY YE diyEAl (87
02 WbghbKS O2YYdzyAlie&Q 05S 52y RSNJI SNicdre iff@mal nmT 0
care and care by volunteerSocialisation is not $ely about deinstitutionalisation, but assumes that

care is provided in a familiar environment, by people who are close to the person with care or support
needs. In this context, the care process is then no longer only a responsibility of professianhals, b
society and individual citizens are also given an important role (Koops & Kwekkeboom, 2005; Linders,
2007).

The Flemish Government is currently implementing the socialisation principle of care in its policy. It

has become a conscious policy choice. Several Flemish policy texts emphasise and recognise the
importance of volunteering and informal care. The Flenigbrmal Care Plan (201820, p.1) states:

"Good care is part of the daily social life of people. This care is also shaped by the efforts of many
informal carers, they give meaning and color to the life of the care recipient. Professional care supports

thAida LI NGAOALN GA2Y YR Ay@2f @dSYSyloé aAyAadSN A
Organisation model on personal and integrated care in his policy texts. This model positions the
informal carer, the family, volunteers and the neighborhood as the ffirstective circle around the

central person with care needs. Research indicates that the percentage of people in Flanders that is
taking up informal carbasdecreased from 38% to 26% between 2011 and 2Bibdvever, within this

group of informal carers the burden increased from 18% to 23% in the same period (Vanderleyden and
Moons, 2015). This is why the high expectancies society has towards socialisation of care have to be
adapted to the informal care netwkr

CKAA A& AY tAYS 6AGK GKS NDOOEYSNBRROPRBREEE R/ ¥¥RE
OFNBQ A& | TFdzidzNB Y2RSf TF2NJ GKS 2NElIYyAal A2y 27
and support accessible, available and affordafdr everyone. This model offers opportunities for

increasing the quality of life and reducing the costs of care and care provision. It aims at a coherent

and neighborhooebriented approach to living, care and welfare, with the client in a central rble. T

J2Ft 2F wO2YYdzyAGeé OSYGSNBR OFNBQ Aa (2 odaAftR |

(formal and informal) (Bekaert et al., 2016).



1.3. A positive approach of frail older adults

Frailty is a common phenomenon in communrilyelling older adusk that is often used in research as

I 60t AYyAOIf 0 LIKSYy2G@8LIS 6CNASR S Ff®dX wnamo 2N |
Etman et al., 2012Being a major health condition associated with ageing, the concept of frailty is
almost univesally accepted, but the operational definition remains controversial (Buckinx et al., 2015).
Frailty is often regarded as a clinical syndrome that carries an increased risk for poor health outcomes
including falls, incident disability, hospitalion andmortality (Xue, 2012). This is what is defined as

the clinical phenotype by Fried and colleagues, a-dediined syndrome with a biological basis (Fried
etal.,2001)a 2 NB NBOSyidfex YdzZ 6ARAYSyaArAz2ylf | LILNRI OKSa
affects an individual who experiences losses in one or more domains (physical, psychological, social,
YR Y2NB NBOSyidteées |faz Sy @dobeBsyer&. y2010;fRocRvodd5ed 2 A (|
al.,, 2006. Alsq different researchers point tothe necessity to operationalise frailty as a
multidimensional and dynamic concept that considers the complex interplay of physical, cognitive,
psychological, social and environmental factors (Bergman et al, 2007; Armstrong et al., 2010; De Witte

et al., 2@.3). The word frailty has a stigma attached pointing towards losses and degltheugh,

frailty not solely has negative consequences in daily life, especially when the right care and support is
present. This suggests that besides measuring the dedicitailty, there is also a need tmnsiderthe

strengths and resources of older adults (Buntinx et al., 2004). This is in line with Baltes and Smith (2003)
who suggest the recognition of two faces of human ageing, including both the gains and the losses.
Such gains might also be seen in the context of losses, as older adults may unfold unexpected
substitute skills, collaborative relationships or creative strategies to overcome limitations (Hansson et

al., 2001). In addition, people that have been clasgdifboy others as frail, do not always identify

themselves as such (Grenier, 2007).

1.4. Access to care and support

In general, when looking at access to care and support, Belgium is often quoted as one of the best
examples. This was reconfirmed byegent report {rom 2017) of the Health ConsumBowerlouse

02y Of dzZRAY 3 G KI  foushfbéstihdalthcaikelsysterd wiabiPahafy < 48 indicators,
considering areas such as patient rights and information, access to care, treatment outconges, ra
and reach of services, prevention and use of pharmaceuticals. In @irkisO O S & &ik.ovaiting G & Q

timesfor treatment),Belgium even obtained the maximum sc@Bjornberg, 2017)



Nevertheless, several challenges in terms of access to carsugnpebrt in Belgium remain. Although
Belgium is considered to have an efficient and accessible health system, not everyone is able or literate
to find the appropriate services. Research indicates that 6.4% of older adults in Belgium report care
shortages (B Witte et al., 2010). Also, the Organisation for Economic Cooperation and Development
(OECD) (2016) states that Belgium shows large inequalitiesnémme people more often forgo

health examinations due to costs, travelling distance or waiting dincempared to highincome

people. Despite universal coverage, on average 8% of Belgian households declared in 2013 that they
had to postpone healthcare for financial reasons (e.g. medical care, surgery, dental care, prescribed

medicines, mental healthcare, eylasses or contact lenses).

Already more than 30 years ago, Penchansky and Thomas (1981, p. 1) developed an influential
FNIYSE2N)] 6KSNBAY | 00Saa A& RSAONAOGSR Fa Wk ISy
dimensions describing the fit between the patient and the hedlttidS a2 aiSYQ® 2 AGKAY
TAQS 1 Qa O FT2NRIOAEAGET I QFAtFoAEAGET FOOSaaro
measure access to care were developed. Recently, Saurman (2016)deduated, improved and

extended Penchanskynd Thomas' framework to the actual context and addedixdh A, namely

W gl NBYySaaQae ¢KS FTNIYS@g2N] 2F tSyOKlyale FyR ¢K
context of access to services (United Nations Educational, Scientific and Cultural Oiwyari2€kt3),

for example to discover access barriers to healthy food (Usher, 2015; Zhang, 2017), access to energy
security (Cherp and Jewell, 2014) and access to education (Lee, 2016); although it has never been used

in a context of older adults and homeearThis lack of evidence on access to care and support for

community-dwelling older adults can be defined as a gap in existing research.

Furthermore, even when older adults are able to access care and support services, avoiding and
reducing dropout from care remains a challenge. Although there has been a considerable amount of
policy attention and funding for researchers and healthcare providers concerning prevention programs
within communitydwelling older adults in order to evaluate interventions whisay reduce or delay
institutionalisation, there has been limited attention for follewp initiatives after an intervention or a
preventive home visit (Cutchin et g2009; MayeWilson et al.2014; Mello et al.2012; Van Durme et

al., 2015). This is alsan aspect that could use further exploration.
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1.5. Research gquestions and dissertation structure

As explained above, frailty within communityvelling older adults does not necessarily have negative
consequences in daily life, especially when highlity tailored care and support services are present.
However, older adults do not always find this appropriate care and support and are often left
undetected (De Witte et al., 2010; Willemé, 2010). The present doctoral dissertation aims to explore
which arethe conditions to organise and provide access to this-ygdiity care and support for (frail)

community-dwelling older adults.

The followingesearch guestionghere explored:

Research question 1

Which sociedemographic and socieconomic characteristics within communitiyvelling adultscan

be associateavith different types of care use?
Research question 2

What are the main barriers frail, communitiyvelling older adults experience in accessiogfal care

and support (services) and how can access be improved?
Research question 3

What are the biggest expenditures of commurityelling older adults and which costs are important

in causing financial difficulties?
Research question 4

What can be lte added value of a followp process after preventive home visits within community
dwelling older adults to increasgustainableaccess to care and support? And how can this foligw

be organised?

In order to give an answer to the formulated research questions, the doctoral dissertation consists of

four studies:

1. Thefirst studyinvestigates which different patterns of formal and informal care use that can
be detected among Belgian communiyvelling older adults on the one hand and on the other
hand what the relation is between soeitemographic/socieeconomic characteristics, health

needs and these identified patterns of care use;

11



2. Thesecondstudydescribeghe barriers frailcommunitydwelling older adults experience to
access formal care and support services;

3. Thethird studydescribesall income and expenditures of older adults with care needs living at
home in order to evaluate the affordability of care and support for comityadwelling older
adults;

4. Thefourth studyreports on the added value of monthly telephonic folleyy (for older adults,
(in)formal caregivers and society) after preventive home visits within a detection and

prevention program for frail communitgtwelling older adults.

1.6. The DSCOPE project

The present doctoral dissertation is written in the frame of th€OOPE projecthe BSCOPE project
is a four-year interuniversity, multidisciplinaryresearch project (20152018) that investigates
strategies for proactive detection of potentially frail, commurityelling olderadults in order to

guide them towardsiddequatesupport and/or carevith a focus on empowerment.

The DSCOPE research team consistseafrologists specialised in dementisychologistspecialised

in neuropsychology and dementia, ad@tucational scientists specialised in social gerontology,
general practitioners specialised in frailty in later Bfied social gerontologists specialgsén public
health. In the frame of the EBECOPE projedevendoctoral dissertations were written. The present

doctoral dissertation isne of them.

The BSCOPE acronym

Detection: Proactive detection and prevention of frailty (from a physiqadychological, socia

environmental, and cognitive perspective)

Support:Highquality support, tailored to the older individual
Care:Highquality care, tailored to the older individual

Older people:(Independent) homelwelling older people
Prevention:Primary, secondary and tertiary prevention of frailty

Empowerment: Supporting the autonomy and seletermination of older people, their informal

carers and social environment

12



The DSCOPHgroject consited ofthree research phases: 1) development of multidimensional frailty
risk profiles; 2) identification of balancing factors and positive outcomes; and 3) development of a

frailty balance assessment instrument and intervention.

The first research phaseof the DSCOPE project consisted of the development risk profiles for

multidimensional frailty, which included age, gender, marital status, level of education, household
income, whether the respondent had moved in the previous ten years and countrytiof(Duiry et
al., 2016).

Thesecondresearch phasaimed to examine how frail, older adults perceive their frailty, quality of

life, care and support, meaning in life, and mastery (as in mastering their own situation and being in
control of the situation tley live in). It also aimed to identify balancing factors that might influence the
relation between frailty and positive outcome variables. Another objective was to explore which life
changes and turning points older people experience and how these affectftailty, quality of life,

care and support, meaning in life, and mastery (Dury et al., 2018).

Within the third research phasea DSCOPE detection and prevention program was evaluated by

means of a Randomised Controlled Trial (RCT). The RCT wastedridubree municipalities in
Flanders (Belgium): Knokkéeist, Ghent and Tienen. Study participants were commuaitglling

older adults aged 60 years and over. The RCT compared usual care with an intervention that included
a preventive home visit from professional caregiver, tailored care and support when needed, and

regular followup telephone calls (Lambotte et al., 2018).

1.7. Description of datasets used for the dissertation

The following table provides an overview of theur research articles that are being part of the
dissertation, the study population that was investigated and the origin of the datasets used within the

research.
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Table 1. Overview of research articles and origin of the data

Title

Study population

Origin of the data

Role of the

researcher within

the project

Journal

Status of the article

community-dwelling

older adults in Belgium:

gualitative study

older adultswho were
medium to highly frail
according to the CF4lus
and reported to be in need
of care and support at the
moment of the

interview.

phase of the EBCOPE
research, where thiarticleis
taking part in, was to gain
information concerning the
experiences and meaning of
older people on frailty and
their possibility to age in
place. The overall data
collection within the2" phase
of the DSCOPE research
comprised data of 121
community-dwelling older
adults.

member of theD-
SCOPE research
team and
participated in the
data collection
within the 29
phase of the b
SCOPE research.

Development

Sociedemographic, 12,481community The dataused in tle articleis | The researcher ig | International Journal of Care an Published
sociceconomic and dwelling older adultsvho | crosssectional and originates| member of the Caring
health need difference | received any type of care | from the Belgian Ageing Belgian Ageing
between types of care | or assistance, plus older | Studies (BAS), a research research team and
use in community people who were shown tg project that explores the conducteda
dwelling older adults be in need of care and needs and aspects of quality | secondary
assistance but did not of life among community exploration on the
receive it dwelling older adults (. data.
informal care, formal care,
frailty, wellbeing, social
participation, housing, ety by
using a standardised survey
. Access to care ofrail | 22 communitydwelling The generbaim of the2" The researcher i@ | Primary Health Care Research Accepted




Exploring the cost of
W 3SAy3 AY
expenditures of
community-dwelling
older adults in Belgium

173 communitydwelling
older adults that collected
all actualincome andcosts
during the period of one
month.

Participants were selected
within the members of an
insurance company, within th
W1 OGADBS /F NRY
project and by3 bachelor
dzy A @SNEAGE ai
9RdzOF A2yl {

The researcher
took part in the
steering committee
established for the
study.

Ageing International

Published

Preventive home visits
among frail community
dwelling older adults.
The added value of
follow-up telephone calls

149 community-dwelling
older adults that received
telephonic followup /
focus groupswith 18
community-dwelling older
adults, 15 informal
caregvers and 11
professional caregivers

The general aim of thg®
phase of the EBCOPE
research consisted of an RCT
that compared usual care with
an intervention that included
a preventive home visit from ¢
professional caregiver,
tailored care and support
when needed, and regular
follow-up telephone calls

The researcher is g
member of the D
SCOPE research
team and
participated in the
data collection
within the 3
phase of the b
SCOPE research

Ready to submit
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Chapter 2 : Socidemographic, socieeconomic and health
need differences between types of care use in community

dwelling older adults

Abstract

This article aims to identify relations betwesacicdemographic/socieeconomic characteristics and

the use of informal and formal care. All analyses were performed on data from the Belgian Ageing
Studies, a survey among communityelling older people (60+) in Belgium. Latent class analyses were
usedto identify types of care use and bivariate analyses were used to assess differences within these
types. Eight different types were identified. Results demonstrate that the use of formal care increases
with age and is not related to soegonomic statusThe conclusion highlights how the complexity of

different types of care use might be a challenge for our ageing society.

Keywords:informal care; formal care; older adults; so@oonomic/sociedemographic characteristics
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2.1. Introduction

Worldwide, the population is ageing. In Belgium, for example, the percentage of people older than 65
years is predicted to grow from 18.3% in 2016 to 22.3% in 2030. The proportion of people aged 80
years and older is projected to increase from 5.5% to 6rbéte same period (Federaal Planbureau,
2016). With increasing age, the possibility of becoming frail is growing, as is the accompanying need
for care and support (Daniels et.,aP012; Regueras and Verniest, 2014). Responding to these
developments, in hy & O2dzyiNASaX GKSNB Aa AYyONBlFaiAy3d LRt
woZYYdry RBER O NB Q. 26008;MHes ¥t/gl2K 1). Fhiis attehtion responds to people
indicating that they want to live independently in their own homes for agyjlas possible, with
appropriate formal and informal assistance. It is part of a @y care policy in which
institutionalisation is only deployed when home care is no longer an option (Vermeulen and Declercq,
2011). These issues are increasingly recaghby policymakers. For example, in February 2016, the
Belgian Federal Minister of Healthcare launched a project call for pilot projects developing strategies
for chronic and integrated care for the ageing population (RIZIV, 2016). In recent years tigeeven
home-based support and health promotion for older people has gained more attention, with the aim

of identifying older people who lack sufficient care (Stijnen et2013). Accurate cadnding? for

older people in need of care is extremely importtan order to provide the appropriate care and
support at the right time (Rossetal HamMM0O ® 5SaLAGS (GKS SOARSYyld ySSR
to have very limited results when studied. A possible explanation might be found in the fact that these
interventions have been conducted in a general population of older people already benefiting from an
elaborate level of assistance (Boumans ef 2008). This emphasises the importance of accurate
identification and caséinding for frail older adults whaurrently lack care (Sutorius et,a2016). In

order to maintain their independence and stay in their own home, older people are using a broad
range of informal and formal assistance (Hoeck et 2011; Jacobs et .al2016). Within older
populations, acess to informal and formal care services is extremely important for preventing
illnesses, adapting therapies to changing needs, potentially reducing acute care costs and maintaining
the health and wetbeing of the ageing population (Thorpe et &011).Despite the fact that health

needs and health services usage are higher among older groups, horizontal equity in care use remains
relatively unexamined in the literature on older people (Allin et2006; Artazcoz and Rueda, 2007).

Access to care fordér people continues to be a concern because as people grow older, they are more

2 Casefinding is the application of a diagnostic t@stclinical assessment in order to optimally identify those
with the disorder with minimal false positives. Cdsgling is often performed in a selected population at high
risk of a condition (Mitchell et al2011).
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vulnerable to physical and financial constraints that might impede the timely utilisation of the health
care services needed (Mobley et,#006). This is recognised by ther&@ean Commission, which
stated in a recent report that health inequalities in European Union (EU) countries need to be reduced
(OECD and EU, 2016). Most European countries have achieved universal {amivneial) coverage

of health-care costs for a ¢e set of services, which usually includes consultations with doctors, tests
and examinations, and hospital care. Nevertheless, large inequalities in health and life expectancy still
exist between people with higher levels of education and income and tre eisadvantaged (Draper

and Fenton, 2014). This is largely due to the different exposure to health risks but also arises from
disparities in access to higluality care (Mackenbach et.a2008; OECD and EU, 2016). Age seems to
be a factor linked to unnteneeds for medical care due to it being too expensive, there being too far
to travel or it involving long waiting lists in most EU member states (Chaaiillot et al, 2015;
Eurostat, 2016). Research shows that there are differences in the use ohaifand formal care by

older people according to their soettemographic and socieconomic characteristics: people over 75
years, as well as those who are disabled, single or widowed, are more likely to receive informal help
from outside the household (Besevan Groenou et al 2006). Paraponaris et.gR012) also found

that sociedemographic and socieconomic characteristics were an important predictor for the use of
informal and formal care by frail older people. They concluded that low smmioomc status
increases difficulties in accessing formal care and that public policies should better support informal
care. The results of research in the UK indicate that older individuals in receipt of a lower income are
significantly less likely to visit @geral practitioner, specialist or dentist, although they often express

a greater need (Allin et a2006). Suanet et g2012) also discovered that societal determinants such

as culture, welfare state context and demographic composition have a rolederstanding care use.
Other research indicates several health factors associated with access to and use of formal care, such
as functional capacity and health status (Blomgren et2008; Matthews, 2015). In most existing
research about personal characistics and formal/informal care use, either the receipt of formal care,
informal care or a combination of both is investigated (Broese van Groenoy 20&6; Carriere et al

2006; Davey et gl2005; Gannon and Davin, 2010). Several authors have already shown the existence
of mixed care or support arrangements among hecaee users (Hlebec, 2015; Hlebec and Flipovic

I N} 330X HnamcT tAYlidzadZz NI FyR { | NByaSyuady in Sloveniad® C2 NJ
investigated care arrangements among homecare users and gives information about how older adults
combine informal care with formally provided care based on 22 activities of daily living (ADLS).
Rodriguez (2013) also concluded that in Sp&ir8% of communitgwelling older adults are receiving
informal care, 4.9% formal care and 9.8% a combination of both. However, these studies did not
investigate the different possible combinations of care providers within these arrangements. This is

alsostated by Carriére et al (2006), who indicated that although there are many studies on the use of
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healthcare services among older adults, few have looked at the diverse combinations of formal and
informal sources of assistance. While this research isowttHoubt very valuable, it focuses on a more
restricted view of care combinations. In this article, more types and patterns of care use are
investigated based on potential combinations of a broad range of care providers used by older adults
in daily life.The perspective of this article is to go beyond the classical distinction betteea
patterns of care use (informal, formal and mixed care use). A good knowledge of the socio
demographic and socieconomic profiles of older people can give very usefidrmation to provide

the appropriate care and support at the right moment and can avoid people in need being left
undetected (Broese van Groenou et, &006). In response to the aforementioned research gaps, the

current article addresses the followingsearch questions:

1. Which different patterns of formal and informal care use can be detected among Belgian
community-dwelling older adults?
2. Whatis the relation between socibemographic/socieeconomic characteristics, health needs

and theseidentified patterns of care use?

With thefirst research question, we aim to explore existing patterns of different informal, formal and
mixed care usage among commundtyelling older adults, starting from their sgifescribed care
usage. With thesecondresearch question, we investigate how sediemographic/socieeconomic
characteristics and health needs relate within these patterns, with the aim of identifying groups that

could benefit from using better preventive hortrased support.

2.2. Methods
2.2.1. Data colection

The data used in this study is cresectional and originates from the Belgian Ageing Studies (BAS), a
research project that explores the needs and aspects of quality of life among comrdumting

older adults (. informal care, formal care, dilty, wellbeing, social participation, housing, gtby

using a standardised survey (for a full description, see De Dondey 2084l). The data for the current
article were gathered between 2008 and 2014 from 38,066 commuvitglling older adults agfd 60
years and over, living in 83 municipalities in the Dwgpkaking part of Belgium (Flanders) and in
Brussels. The BAS project used a participatory -pesarch method. It embraced older adults as
essential partners in the project and as partnersimdata collection. Older volunteers were recruited
through local authorities and associations and trained in how to deliver and collect the questionnaires.
The questionnaire was sedfiministered but, on request, the volunteers were allowed to clarify
guestions. If a respondent refused or had difficulty in filling in the questionnaire, the volunteer

received a replacement address in the same quota category to obtain the intended sample size. The
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respondent was free to participate, and anonymity was gutged. The respondent was assured of
the right to refuse to answer, as well as of privacy. More information on the research methodology

can be found in De Donder et £2014).

2.2.2 Sample

The municipalities involved decided voluntarilyp@rticipate in the research project. A representative

sample was drawn in each participating municipality by randomly selecting comnruyvetjing older

adults from relevant population registers, stratified by age¢@D 7@79, 80+) and gender. The

samplng fraction depended on the size of the municipality, varying between N = 109 and N = 984. This
implies that the samples were representative for each municipality, not for the whole of Flanders. Only
community-dwelling older people who received any typecaire or assistance, plus older people who

were shown to be in need of care and assistance but did not receive it, were included in the analysis

in the current article (N = 12,481). The data consisted of 35.7% men and 64.3% women. In the sample,
26.9% of he older adults were aged between 60 and 69 years, 36.0% were aged between 70 and 79
years, and 37.1% were aged 80 years and over. Concerning their marital status, 56.4% of older adults
were married, 33.5% widowed, 4.5% never married, 4.1% divorced af@ doBabiting. In terms of

education, 45.3% of older adults had completed only primary education (up to the age of 12 years) or

had no qualification at all, while 11.7% had undertaken higher education. Finally, 21.0% of older adults

had a monthly household y 02 YS 2 F dzy RSNJ eqmZ n T my @I aBF € mX p J
MpPT:: 2F Y2NB GKFYy emMZdpppd ! OO2NRAYy3I G2 (GKS [/ 2YL
Witteetal> HAMOU0X Ho®dpr 2F GKS alFYLX S | BINBHERNBRTHURAD
MNHOT: GSNBE WKAIKQ FNIAfd ¢KS NBEFSNBYOS OF 1S32NR S
aged 60 and over in the participating municipalities) were 45.6% low frail, 33.3% moderate frail and
21.1% high frail.

2.2.3. Measures

To measre informal and formal care use, respondents were asked if they received care from 15
different possible care providers (persons or organisations), both informal and formal. These different
items were divided into seven categories of care use (0 =aoeceiving no help from this category;

1 = yes,.e. receiving help from this category). Four of the seven categories referred to informal care,

that is, help and care from within: (1) the nuclear family (partner and/or children); (2) the extended

family (grandchildren and/or other relatives); (3) friends and acquaintances; and (4) neighbours. The
other three categories referred to formal care: (1) general practitioner; (2) home nursing; and (3)

formal home assistance (hortare services, cleaning servicggocery services, chores services,
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senior companion services, hot meals and/or day care/starnh care). In addition, an eighth category
referred to a group of older people who indicated that they were in need of care and assistance but

did not receiveany such support. The following independent variables were measured:

1 Sociedemographic characteristics: gender (male, female); age6®@ears, 7§79 years, 80 years
and over) and marital status (married, never married, divorced, cohabitating, widowed).

1 Socio-economic characteristics: education (no education or primary education, leeesndary
education, highed SO2 Yy Rl N®B SRdzOlF GA2y X KAIKSNI SRdzO¢ GA2Y 0
bhhE aEIappEME PpHPENY2NBE (KFYy e€eHZnnnod

f Healthneedso SAy3 Ay YySSR 2F KSfLI F2NJ 6KNBES !'5[ & o0W5:
FOGABAGASAY LISNER2YylFf OFNBIX KzymK2ft R F OGABAGAS

Table2. Classes of informal care and formal care use of commuditielling older adultsresults

Latent Class Analysis (N = 12,235)

Classes of care use Class1l Class2 Class3 Class4 Class 5 Class Class 7 Class 8

Probability to receive care

from
Nuclear family 70.48% 98.12% 71.93%  98.64% 84.36% 94.37% 0.00% 24.91%
Extended family 17.03% 52.49% 52.88% 85.11% 83.51% 53.55% 19.42% 2.78%
Friends and acquaintances  5.93% 6.87% 67.72%  86.90% 91.21% 8.80% 23.63% 0.83%
Neighbours 2.22% 14.85% 60.39%  88.69% 90.72% 22.28% 27.25% 0.66%
General practitioner 7.84%  40.74% 28.70% 71.67% 82.43% 60.54% 65.87% 4.30%
Home nursing 6.34% 0.00% 0.00%  14.45% 60.65% 82.15% 52.32% 18.18%

Formal home assistance 0.04%  36.18% 36.18% 11.49% 84.32% 66.58% 78.19% 86.41%

2.2.4. Statistical analyses

In afirst step, latent class analysis (LCA) was performed to identify classes of informal care and formal
care use among communigwelling older adults. This technique is used to analyse relationships in
categorical data anénables the characterisation of latent (unobserved) variables through analysing
the structure of the relationships among several manifest (observed) variables. In this study, LCA
categorised the groups of older people based on similarities in their infloame formal care use
(McCutcheon, 1987). LEM software was used to conduct the LCA (Vermunt, 1997). To determine an
optimal exploratory model, we started computing a latent class model with only one single latent class
and increased the number of classekily checking for a model fit. The goodness of fit was assessed
dzaAy3a GKS ' 1FA18Qa LYTF2NXYIFGAZ2Y [/ NRGSNgua. Tiee! L/ 0 |
lower the AIC and BIC, the better the model fit. To avoid creating too many classee ofke and to
enhance manageability and interpretability, a model was accepted when both AIC and BIC showed

negative values (Nylund et.aR007). To detect boundary estimates, avoid local optima and ensure
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that norridentified parameter estimates did neaiffect the values of the latent class probabilities, the
chosen model was conducted 20 times using different starting values. We considered the best solution
out of 20 as the global optimum e Van der Ark and Richards, 2006). In order to perform siedis
analyses with classes derived from the LCA, we created a single latent variable with a set of underlying
classes by modal class assignment (McCutcheon, 1987). The different classes were considered as a
nominal variable in the final analytical modé&h a secondstep, we analysed the data using the
Statistical Package for the Social Sciences (SPSS), version 23, International Business Machines
Corporation (IBM) using bivariate analyses-&juare analyses were performed to explore differences

in sociedemographic/socieeconomic characteristics and the health needs of older adults between

the different classes of care use (developed by LCA ifirthstep). Additionally, we used standardised
residuals to assess the strength of the difference betweeseoled and expected counts and to
investigate which cells wereontributing the most to the chiquare value (Agresti, 2007).

Standardised residuals greater than 2 are discussed.

Table 3. Overview of thaine different classes

Class Receiving help orare from Frequency (%)
Class 1 Nuclear family 2,486 (19.9%)
Class 2 Nuclear and extended family 2,346 (18.8%)
Class 3 All informal caregivers 765 (6.1%)
Class 4 All informal caregivers + general practitioner 1,018 (8.2%)
Class 5 All informal + formal care providers 847 (6.8%)
Class 6 Family (nuclear and extended) + all formal care 1,616 (12.9%)
providers
Class 7 All formal care providers 558 (4.5%)
Class 8 Formal home assistance 2,368 (19.0%)
Class 9 Nobody 477(3.8%)
2.3. Results

2.3.1. Combinations of informal and formal care use of communityvelling older adults

Table 2 reports the results of the LCA. When both the AIC and BIC showed negative values, LCA
reported eight different classes of care use among commeohitglling older adults (AIC&2,8781,

BIC 477.2497). Tafirstthree classes of care use were characetiby older adults who were more

likely to receive care that was dominated by informal caregivers. Class 1 represented 19.9% of the
sample and consisted of older care recipients who were more likely to receive care only from nuclear
family caregivers, thats, care from their spouse and/or children. Class 2 (18.8% of the sample)
identified care recipients who were more likely to receive care from both nuclear and extended family

caregivers, that is, care from their spouse, children, grandchildren and/er otatives. Class 3 (6.1%
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of the sample) comprised older people who were more likely to receive care from all different types
of informal caregivers, that is, nuclear and extended family caregivers, friends and acquaintances, and
neighbours. Second, themwere three classes of care use characterised by older adults who were more
likely to receive care from both informal caregivers and formal care providers. Class 4 (8.2% of the
sample) identified older adults who were more likely to receive care frorimfaltmal caregivers in
combination with care from their general practitioner. Older care recipients in class 5 (6.8% of the
sample) were more likely to receive care from all informal caregivers in combination with care from all
formal care providers, thais, care from their general practitioner, home nursing and formal home
assistance. Class 6 represented 12.9% of the sample and consisted of older people who were more
likely to combine informal care from their family (both nuclear and extended) with focara from

all formal care providers. Finally, two classes of care use consisted of older adults who were more likely
to receive care dominated by formal caregivers. Class 7 (4.5% of the sample) comprised older care
recipients who were more likely to resi care from all formal caregivers. Class 8 represented 19.0%

of the sample and consisted of older people who were more likely to receive formal home assistance.
Furthermore, 477 (3.8%) older adults reported to be in need of care but did not receivasi @).

They were added as an additional class. An overview of the nine classes can be tablellin
2.3.2. Differences in informal and formal care use

By means of CHEquare analyses, we compared these nine different classes according to their socio
demographic/socieeconomic characteristics and health needs (dable 4). We found several
significant relationships between the soglemographic/socieeconomic characteristics, health needs
and different classes. The standardised residuals allowedoumvestigate which classes were

contributing the most to the Ckiquare value. These results are described in the following.
Gender

Compared to the other classes, older people who received care from all informal caregivers in
combination with their genetgpractitioner were more likely to be male (class 4, 43%). Likewise, people
who reported that they were in need of care and support but were not receiving it from anyone were

more likely to be male (class 9, 43.2%).
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Age

Older adults who wergeceiving care from their nuclear family caregivers (class 1, 39.1%), from
different kinds of informal caregivers (both nuclear and extended family, friends, and neighbours)
(class 3, 32.8%) and from all informal caregivers in combination with their demarditioner (class

4, 35.7%) were more likely to be youngerd69 years). Also, the group of people who reported that

they were in need of help but were not receiving it from anyone tended to be younge696gears)

(class 9, 43.2%). People who weeeeiving care and support from both their nuclear and extended
family (class 2, 39.9%) and also from all informal and formal care providers (class 5, 50.5%), from family
caregivers (both nuclear and extended) in combination with formal caregivers (claés/&s), and

from all formal caregivers (class 7, 46.2%) were more likely to be aged 80+.
Marital status

Older adults who were receiving help and support from their nuclear family (class 1, 67.1%), from
family caregivers (both nuclear and extended) (clas$1.5%) and from all informal caregivers
combined with their general practitioner (class 4, 66.8%) were more likely to be married. Older adults
who were receiving help from all informal caregivers (class 3, 9.7%), from all informal and formal
caregivergclass 5, 6.7%), from all formal caregivers (class 7, 19.7%), and formal home assistance (class
8, 5.8%) were more likely never to have been married. Older adults who were receiving help from all
formal caregivers (class 7, 7.1%) and formal home asséstatass 8, 5.0%) were more often divorced,
while older adults who received support from all informal caregivers (class 3, 38.2%), from all informal
and formal caregivers (class 5, 43.0%), from a combination of family caregivers (nuclear and extended)
andformal caregivers (class 6, 45.4%), from all formal caregivers (class 7, 44.3%), and formal home
assistance (class 8, 36.4%) were more likely to be widowed. Older people indicating that they were in
need of care and support but who were not receivingdniranyone were more often married (class

9, 65%) or divorced (class 9, 7.1%).

Education

Older adults receiving help from family caregivers (both nuclear and extended) (class 2, 49.1%) and
from family caregivers (both nuclear and extended) in combinatidh &ll formal caregivers (class 6,
55.6%) more often tended to have no education, or only primary education. Older adults who were
receiving help from all informal caregivers (class 3, 17.2%) and formal home assistance (class 8, 14.8%)
were more likely tdhave undertaken higher education. Also, older people indicating that they were in
need of care and support but were not receiving it from anyone were more often highly educated

(class 9, 24.2% highsecondary education and 18.5% higher education).
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Income

Older adults who received care from family caregivers (nuclear and extended) in combination with
formal caregivers (class 6, 25.5%), from only formal caregivers (class 7, 23.1%) and formal home
assistance (class 8, 23.1%) were more likely to have a IKviedza SK2 f R k999).20M& O e pnn
people who received help from all informal and formal caregivers (class 5, 45.3%) and from family
caregivers (nuclear and extended) in combination with formal caregivers (class 6, 46.9%) more often
KFER |y Ay O21¥499. @der peopl&wha were more likely to receive care from the nuclear

family (class 1, 21.2% and 25.3%) and from all informal caregivers in combination with their general

LINy QOGAGA2YSNI 60fFada nX wHmdd> |y R clpapdhnd oy R2 THSyn nk
Older adults who indicated they were in need of care and support but did not receive it from anyone
Ffa2 GSYRSR (G2 KIF@S || KAIK AyO02YS oxeuwInnnb0 0O0f

Health needs

Older adults who received care from all informal and formaegwers (class 5, 35.0%), from family
caregivers (nuclear and extended) and formal caregivers (class 6, 60.6%), and from all formal caregivers
(class 7, 30.6%) reported more often that they were in need of help with ADLs (personal care,

household activigs and personal mobility).
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Table4. Sociedemographic and soci@conomic characteristics of older people according to their class of care use

Sociedemographic, Sample of care Classes of care use (%) X2
socioeconomic characteristics an users Class1l Class2 Class3 Class4 Class5 Class6 Class7 Class8 Class9
health needs
Gender Male 35.7% 36.3 34.2 37.9 43.0* 36.7 34.4 32.1 32.5 43.2* 54.,695**
Female 64.3% 63.7 65.8 62.1 57.0 63.3 65.6 67.9 67.5 56.8
60-69 26.9% 39.1* 23.0 32.8* 35.7* 15.4 14.2 19.6 23.1 44 9* 874.035**
Age 70-79 36.0% 37.4 37.1 34.6 38.6 34.1 29.2 34.2 38.6* 36.3
80+ 37.1% 23.5 39.9* 325 25.7 50.5* 56.7* 46.2* 38.3 18.9
Married 56.4% 67.1* 61.5% 44.9 66.8* 45.3 50.6 28.7 51.4 65.0*  1030.139**
Nevermarried 4.5% 4.7 0.8 9.7* 0.6 6.7* 1.1 19.7* 5.8* 5.8
Marital status Divorced 4.1% 4.3 2.6 5.6 4.2 4.0 2.2 7.1* 5.0* 7.1*
Cohabitating 1.6% 1.9 2.0 1.6 2.0 1.1 0.7 0.2 1.5 2.6
Widowed 33.5% 22.0 33.1 38.2* 26.4 43.0* 45.4* 44 .3* 36.4* 19.5
No ed.- prim. ed 45.3% 41.7 49.1* 37.3 45.0 49.6 55.6* 47.2 41.4 33.0 256.776**
Education Lower sec. ed. 26.0% 27.0 26.3 26.0 24.6 25.9 26.4 26.4 25.2 24.2
Higher sec. ed. 17.0% 18.5 14.8 19.6 19.2 15.1 12.4 14.6 18.6 24.2*
Higher ed. 11.7% 12.7 9.8 17.2* 11.3 9.4 5.7 11.8 14.8* 18.5*
pnAaEbde 21.0% 17.2 21.4 18.4 14.9 225 25.5% 31.1* 23.1* 15.7 281.471**
Income MAn-MmE dd 40.5% 36.3 40.3 38.8 39.8 45.3* 46.9* 42.2 40.7 33.9
Mp meddd 18.8% 21.2* 19.3 21.6 21.9* 16.4 16.2 17.0 16.5 19.2
More than 19.7% 25.3* 19.0 21.2 23.4* 15.8 11.4 9.7 19.7 31.2*
HANNNnE
Need of help Pers. care,
for 3 activities  household act., 23.1% 13.3 17.1 9.2 13.2 35.0* 60.6* 30.6* 17.9 8.5 2604.492**
pers. mobility

Note. * = standardied residuals greater thar2|; ** =pXX ndnnm




2.4. Discussion

In this article, we have investigated different types of care use and how socioeconomiaisooayraphic
characteristics and the care needs of older adults relathéa care utilisation. By using data from the BAS

(De Donder et al 2014) and by performing LCA, we created classes of informal and formal care use. We
furthermore compared the nine different classes according to their sdemographic/socioeconomic
characteristics and their health needs. The first research question concerned the identification of patterns
of care use by communigwelling older adults. Classically, research about patterns of formal and informal
care describes a care mix consisting aéthtypes of care use among older adults: the use of formal care;
the use of informal care; and/or a combination of formal and informal care use (Broese van Groenpu et al
2016; Gannon and Davin, 2010). However, this study identified eight differenéslafgare use among
community-dwelling older adults and showed a more diversified and detailed pattern of care combinations.
They are delivered by different combinations of a broad range of informal and formal care providers: the
nuclear family (partnerrd/ or children) (class 1); the nuclear and extended family (grandchildren and/or
other relatives) (class 2); all informal caregivers (class 3); all informal caregivers and the general practitioner
(class 4); all informal and formal care providers (clasgh& nuclear and extended family in combination

with all formal care providers (class 6); all formal care providers (class 7); and formal home assistance
(homecare services, cleaning services, grocery services, chores services, senior companion ketvices
meals and/or day care/shotterm care) (class 8). This is in accordance with recent research indicating the
existence of mixed care networks for commurityelling older adults (Broese van Groenou et 2016;

Hlebec, 2015; Hlebec and Flipovic HrdX16). Nevertheless, there are some national particularities:
Haberkern and Szydlik (2010) discovered that older adults use formal care services more frequently in
Northern European countries because intergenerational care is less prevalent than ief®and Central
9dzNR LISy O2dzyiNAS&d ¢KSNB NS Ffa2 20KSNJ a20ASalf
adults are more likely to receive only formal home care or a combination of formal and informal care in
countries with more extensivevelfare state arrangements (national health insurance, higher pensions,
etc.) (Suanet et al2012). Looking at the Belgian welfare system in particular, on the one hand, nursing and
personal care, both in residential care facilities and at home, are lapgat of the public healtitare
system, which combines universal coverage with relatively low rates ebfquicket payment. On the

other hand, the availabilitpf home help, which is organised and subsidised by regional authorities, is
limited through yearly quotas (Geerts and Van den Bosch, 2012). Although the contribution made by
informal caregivers has declined slightly over the last few decades, it is still, and by far, the biggest source
of help for the elderly in Belgium (De Koker et 2007). Nevertheless, recent research about Belgium
reports increasing transitions from informal care to formal care (Geerts and Van den Bosch, 2012). Based
on our data, we found strong usage of both formal and informal care with a wide range of combgnation

between. The second research question addressed the relation between-dmmiographic/socie
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economic characteristics and care needs, on the one hand, and types of care use, on the other, in order to
have a better scope for preventive health initisgzamong communitgwelling older adults. This study
shows that older people who were receiving help from their nuclear family (class 1) or extended family
(class 2) were more often married; older people who were receiving only formal care (classes fane 8

often had no partner (€. never married, widowed or divorced). Broese van Groenou.¢R806) clearly

report that marital status influences the use and availability of informal help. On the other hand, we noticed
that when people used a combinati of informal and formal care (classes 5 and 6) or intensive formal care
(class 7), they were more often older (80+) and in need of help with personal care, household activities and
personal mobility. This is in line with research indicating that the amh@nd frequency of care use
increases with age (Byrne et,@009; Regueras and Verniest, 2014). Older adults who received informal
care from their nuclear family or a combination of informal care and their general practitioner more often
had higher houshold income. Older adults who received different forms of formal care and less informal
OFNB Y2NB 2FiGSy KI RO Sidetr aldtSvitliin the yl&a32 of 2adple tecepvingrtare
from family caregivers (both nuclear and extended) (class #) the class that combines care from family
(both nuclear and extended) with care from all formal care providers (class 6) were more often uneducated
or had only primary education. This contradicts existing research from Broese van Groeno2@d&)l

which found that low soci@conomic status impedes the access and use of formal care. A possible
explanation can be found in the very accessible and widespread Belgian system of health care and social
security, with low incomeelated patient contributims (RIZIV, 2016). The group of older adults that
indicated they were in need of care or support but were not receiving it from anyone (class 9) were more
often married people aged 889 years old, who had a high education and a high monthly household

incomS deHZNNNbLL O
2.4.1 Limitations and future research

This analysis in this article has some limitations. Although this research indicates that older care recipients
can receive care and support from a broad range of both formal and informal care prouiderst clear

which caregiver or intervention contributes the most to their ability of -sedfnage or delays the
institutionalisation of communitydwelling older people. Recently, research has been conducted examining
the effectiveness of homeare inteventions for frail older people (De Almeida Mello et &016; Van
Durme et al, 2015). Further research could explore the effectiveness of informal and formal care
interventions within the different classes of care use. A second limitation can be fouhd origin of the

data sample. While all included individuals were older people who received some form of help or assistance
or who indicated that they were in need of care and assistance but did not receive it, there was no
comparison made with theirelel of frailty. Research indicates that some semionomic or socio
demographic characteristics are risk characteristics for frailty fgcreased age, having no partner, lower

educational level, lower income) (Dury et,&016). It would be interestg to identify highly frail people
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within the different classes in order to customise care and support at the right time and tackle unmet needs.
Third, due to the crossectional nature of the data, it is not possible to make causal statements about the
relationship (Field, 2009). For that reason, we cannot determine whether someaomimmic and socio
demographic characteristics influence the care use classes or vice versa (despite gender and age). Future
research could provide evidence related to themigorality of these relationships. Finally, a more
gualitative approach could be useful to enhance understanding of the mechanisms and reasons behind the

care use of older adults. This will form the topic of a subsequent article.
2.5. Conclusion and policy immations

Several types of formal and informal care use can be identified within our data, with a broad range of formal
and informal care providers involved. This study gives insight into the complexity of the care mix among
community-dwelling older adultsThis study also indicates that there were still a certain number of older
people who indicated that they were in need of care and support but did not receive it from anyone. A
remarkable feature is that this group of people do not seem to have a low-sgoisomic status. People

who used formal care or all possible caregivers were more often older, while people who were using
informal caregivers were more likely to be younger. Older people who benefited from informal care were
more often higher educated ahhad a higher monthly household income, while older adults who only
received different forms of formal care more often had the lowest incomes. It seems that social capital goes
with economic capital among older people. There is some evidence that a gocdten leads to better

paid occupations and thus to more wealth and better pensions in later life (Bosma®229; Grundy and
Slogett, 2003). Research by Chapell and Blandford (1991) has already stated that, in the first instance, older
people use tkir informal network to deal with their care needs and then progressively use formal care as
they become older, face higher needs or when an informal network is lacking. Hahi(1898)) also came

to the conclusion that when older people live alone, themal system replaces the family. Seeiconomic
characteristics (level of education and income) have no significant relation with the access and use of formal
care. This emphasises the fact that Belgium has a-feglorming and accessible healtare ystem.
Although people with lower monthly household incomes do not experience barriers in accessing formal
care, they seem to lack informal care and support. This emphasises thdirudiag is extremely important

to ensure that interventions target oldgveople with defined care needs and to identify those people
lacking care and support. Communigntered care, recognising different access to formal and informal

resources, might provide an answer to that.
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Appendix: questionnaire Belgian Ageing Studies

1.

2.

8. Civil status: (please tick where applicable)

wALI O2RS

Part2 ¥

OLX SI&aS8 TFTAf

0KS Ydzy AOALJ £ A&

How old are you (please fill in)?

Sex (please fill in):

AYOY XXXXX

6L SHasS TFAf

IXXXXX &SI N¥
1. Male
2. Female

Wichnationality do you have (please fill in)?

Which country were you born in (please fill in)?

What is your highest educational degree that ytave obtainedglease tick where applicabe

1. Belgian

HO® hGKSNY XXXXXXXXXXbOd

1. Belgium

HO® hGKSNY XXXXXXXOXXXD

No degree obtained

Higher vocational education

Primary education

Higher technical education

3. Lower secondary vocational

Higher secondary education

AYOY XXXXX

education

Lower secondary technical
education

9. Higher noruniversity education

Lower secondary education

10. University education

YES
1. Married { Ay OSX
2. Never been married
3. Divorced { Ay OSX
4. Cohabitation { Ay OSX
5. Widow(er) { Ay OSX
6. Celibatarian {AYyOSX

9. How many living children of your own/adopted do you have (please fill in)?

| XXX OK]|

10. How many living grandchildren do you have (please fill in)?

| XX 3INI YR




11. Who else lives in your household besides¥¢/ou may select more than one alternative)

1. Yes 2. No

Partner

Child(ren)

Parent(s)

1
2
3. Grandchild(ren)
4
5

Other(s)

12. What is or was your main occupatiopléase tick wherapplicablg?

1. Unskilled labourer 7. Farmer

2. Skilled labourer 8. Professional

3. Assistant of a seémployed person 9. Company manager

4. Lowlevel office worker 10. Wholesaler

5. Highlevel office worker 11. Other self employed
person

6. Other type of employee 12. HousewifefHusband

13. How long have you been living in your municipality (please fill in)?

| XXXXX {

14. How old is your house (please fill in)?

| XX XXX {

15. Which statement regarding your house is épgable to you [flease tick where applicabie

| am the owner

| am a tenant (private market)
| am a tenant (council estate)
None of the above

el RN

16. What is your current housing situation (please tick where applicable)?

Living at home independently in a sindi#nily house

Living at home independently in an apartment

Living at home independently in a studio apartment

Living in with children

Service flat

Living together in group

No(aMwINIE

Kangarodliving or intergenerational living
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17. Which statements are applicable to your house (please tick all appropriate items)?

1 = Not applicable at all 4 = Rather applicable
2 = Rather not applicable 5 = Completelapplicable
3 = Neither applicable / nor inapplicable

112|3(4]5
1. House is too big
2. House is too small
3. House s in a bad condition/poorly kept
4. | have to walk up a flight of stairs to enter the house
5. The thresholds are too high (inside or outside the house)
6. There are stairs in the house
7. | have to wallup the stairs to go to the toilet
8. House is too expensive
9. House runs the risk of being burglared
10. House is not very comfortable
11. House is too noisy (bad sound insulation)
12. It is difficult to heat the house
13. Insufficient comfort in the house
14. | do not like the neighbourhood
15. Distance to facilities is too big.g.shop, bank, etc.)
16. Distance to children is too big

18. Which of the following is available in your houséf(S+ a S G A O

WeSa0? 2N Wy2Q §KSNJ

1. Yes 2. No

Bath or shower

Central heating

Toilet inside the house

Telephone

SR R I

Smoke detector

19. What is your point of view regarding the following possibilities (please tick all appropriate items)?

1 = Extremely negative 4 = Rather positive
2 = Rather negative 5 = Extremely positive
3 = Neither negative / nor positive

Leaving your house unchanged

Adapting your house to your needs

Moving to an adaptedype of housing

Moving to a retirement home / nursing home

Moving in with your children

Living together with a few older people, with separate living areas

N{@|GA W INE

Moving toa service flat
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20. Have you moved in the previous $8ars please tick where applicabfe

1. Yes
2. No

LT weasSaQr K2g¢ YI yRXREkadh | 32K

LT wesS&aQ 6KIG 61 &8 GKS T ARXBXRKXPIE &2 dzNJ LINSQGA2dza |

LT Wy2Qs Y20S 2y (2 1jdzSadiAz2y HH

21. Please indicate thenost important motives/reasons to move (please tick yes or no):

1. Yes | 2. No

Loneliness

Need for social contacts

Not becoming independent of children

Housing problems

Health problems

Financial situation

Presence of severakrvices in the local environment (bank, shop, etc.)

Attractive environment

OO Nfo O~ W iNE

Feelings of unsafety

22. How often do you have contact with people living in your neighbourhood (please tick where applicable)?

Never

Once a month or less

Several times a month

Once a week

SHE N L

Various times a week or more

23. How do you feel about this contact (please tick)?

1. Very negatively

2. Rather negatively

3. Neither negatively nor positively
4

5

Rather positively
Extremely positively

24. Howoften do you leave your home in the evening? (please tick where applicable)?

Never

Once a month or less

Several times a month

Once a week

A couple of times a week or more

S Bl Kol I R
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25. How much do you enjoy living in your neighbourhoptkése tickvhere applicably?

Not at all
Not really
Neutral
Much

Very much

SHE N L

26. To what extend do you feel connected with what is happening in your neighbourhood (please tick where
applicable)?

1. Not connected at all 2. Not very connected o® L G ¢4. Connected 5. Very connected

27. Which of the statements below a@pplicable to your neighbourhoodldf S &S G A O1 wesSaQ 2 NJ .

casg?
1. Yes 2. No
1. Not enoughfacilities
2. Traffic is too heavy
3. Fewacquaintances/ friends/relatives living in this
neighbourhood
4. Unpleasant neighbourhood
5. Only older people live in this neighbourhood
6. Too many youngsters live in this neighbourhood
7. Degeneration/ pollution
8. Unsafety/ crime
9. Bad mentality
10. Obstacles in the living environment
11. Too many foreigners in the neighbourhood
12. Noise pollution

28. Which of the facilities mentioned below aiesufficientlypresent in your neighbourhoofLJt S 8 S G A O] we
2NJ Wy 2 as®)2 NJ S| OK

1.Yes |2.No 1.Yes |2.No
1. DN2OSNDa 13. Swimming pool
2. Bank 14. Library
3. Pharmacy 15. Community centre
4. Family doctor (GP) 16. Lighting
5. Butcher 17. Mobile shop
6. Bakery 18. Cinema
7. Benches 19. Theatre
8. Public toilets 20. Post office
9. Public transport 21. Pub
10. Bus stop 22. Green area/ park
11. Services centre 23. Pedestrian crossings
12. Sports centre
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29. Do you think that in your neighbourhood sufficient events are being organised for thespitiers (please
tick when appropriate)?

1. Largely insufficient 2. Insufficient 3. Seso 4. Sufficient 5. More than
sufficient
30. How do you get around (please tick all appropriate items)?
1. 2. 3. 4, 5.
Never |Less than 1x/| Monthly lto2 Almost

month

times/week daily

On foot

Car

Bicycle

Bus/ tram / underground

Train

Taxi

Ring and ride

QN[ (O~ wIN] =

Transport organized by private/publ
services (ex.
Mindermobielencentrale, transport
with@2 f dzy i SSNE S X0

31. To which extent do you agree with the following statements (please tick when appropriate)?

1 =1 completely disagree
2 = | disagree
3 = | neither agree/ nor disagree

4 = agree

5 =1 completely agree

These days, it is too dangerous to go out on the streets at night

It is too dangerous to leave children alone on the street these days

L aStR2Y 32 2dzi

I €

2yS 06S0OF dza$s

L

One has to be extraareful on the streets at night

Over the past 10 years the streets have become more dangerous

| do not open the door when the bell rings in the evening and at night

An alarm system is necessary these days

When going on vacation | am afraid to leave my house unguarded

OO N~ wiNE

| generally trust my neighbours to look out for my property

10 People in my neighbourhood are very willing to help each other out
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32. To which extent do you agree with the following statements (please tick al appropriate items)?

1 =1 completely disagree 4 = | agree
2 = | disagree 5 =1 completely agree
3 = | neither agree/ nor disagree

1. Lastyear, | have beassaulted or physically harmed by a person whom | knew

2. Lastyear, | have been touched unwontedly or | was obliged to undress myself fq
person whom | knew

3. Lastyear, | have been forced by a person whom | knew, to sign papers or to giv
money or goods without my will

4. Lastyear, | have felt anxious, ashamed or threatened by accusations of a perso
whom | knew

5. Last year, | have experienced difficulties when | made an appeal on help from a
person whom | knew (toilegetting dressed, purchases, meals, household, taking
medicines, receiving appropriate materials)

6. Last year, a person who | knew, has hindered me to read my mail, to meet frieng
acquaintances or to have leisure activities

33. Considering the last few weeks, to which extent do you agree with the following statenpdeasé tick all
appropriate item3?

1= Not at all 3 = More than usual
2 = Not more than usual 4 = Considerably more than usual

| havetrouble sleeping and often lay awake due to troubles

| feel unhappy and depressed

L FSSt A1 S-cdnfidlahcef 23 Ay 3 Ye &St T

| feel like | cannot cope with the problems

L FSSt tA1S LQY dzyRSNJ O2yaidl yi LINBJ

L FTSSt {vdrth &ytHinganymbre i

NoaMwINIE

| feel like my memory is letting me down

34. To which extent do you agree with the following statements (please tick all appropriate items)?

1 =1 completely disagree 4 =] agree
2 = | disagree 5 =1 completely agree
3 = | neither agree/nor disagree

| experience an emptiness

CKSNBE INB Sy2dzaK LIS2LX S ¢K2Y L OFy N|

| know many people whom | can rely on totally

There are enough people withhom | feel a bond

I miss having people around me

oA WIN|E

L 2F0Sy ¥SStf tA1S LQ@S o0SSy STl Ay
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35. Please choose the answer that most accurately describes the way you felt las{plesese tick all
appropriate itemsy}

1. Yes 2. No

Are you generally satisfied with your life?

Do you frequently feel bored?

Do you often feel desperate?

Would you rather stay at home than to go out and explore new activities?
Do you feel useless at this moment?

SR I N

36. How often do you pay/receive a visit to/from or do you call over the telephone with (please tick all
appropriate items):

1. 2. 3. 4. 5. 6.
Never Less than once | Monthly lto2 (Almost) Not
per month times/week daily applicable

Children

Son/Daughtetin-law

Grandchildren

Brothers/Sisters

Parents

Other relatives

Friends/acquaintances

O IN[oO M WM

Neighbours/People from the
neighbourhood

37. To which extent are you satisfied with your contacts with the following persons (please tick all appropriate

items):
1 = Completely dissatisfied 4 = Rather satisfied
2 = Rather dissatisfied 5 = Very satisfied
3 = Neither dissatisfied/nor satisfied 6 = Not applicable

1/2]|3]4]|5]|6

Partner

Children
Son/Daughteiin-law
Grandchildren
Brothers/Sisters

Parents

Other relatives
Friends/acquaintances
Neighbours/people from the
neighbourhood

© O INo 0K WIN =
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38. Have the following activities been hampered by your state of health, if stol@rlong (please tick all
appropriate items)?

1. 2. 3.
More than 3 | 3 manths or| Not at all
months less
1. Very demanding activities like lifting up heavy
objects, etc.
2. Less demanding activities (e@arrying shopping
bags)

Walking up a hill or some stairs
Bending down, lifting up or bending over
Going for a short walk

Eating, dressing, taking a shower/bath or going
the toilet
7. Household chores

8. Social activities (e.qg. visit family or friends)

|0~ w

39. Did you start eating less in the last three months because of a lack of appetite, digestive disorders or
problems with chewing and/or swallowingflease tick)

1. 2. 3.
Yes, | have a very poor| Yes, | have lessappetif b 23> Y& | LIJ9
appetite changed

40. Did you lose weight in the past three monthgPease tick)

1. 2. 3.
Yes, more than three kilg Yes, between one and  No, | havent had any
three kilo weight loss

41. How would you judge your nourishment situatioff?ease tick)

1. 2. 3.
Undernourished Well nourished L R2y Qi ]

42. How would you describe your sense of hearifgiease tick)

1. 2. 3.
| hear well | have poor hearing and | dwt | | have poor hearing but | hay
have a hearing aid a hearing aid

43. How would you describe your visibility@ease tick)

1. 2. 3.
| have good eyesighf L KIF @S LJ22NJ S&|L KI @S L122NJ
wearing (good) glasses wearing good glasses
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44. Have you suffered a fall in the last 12 months? (please tick)

1. No 4. Yes, three times
2. Yes, once 5. Yes, four times
3. Yes, twice 6. Yes, more than four times

45. Suppose you are unable to carry out the activities you usually tteeihousekeeping for a certain while,
GK2Y g2dzZ R @82dz 6S FtofS G2 | LIISHE G2 o6LX SFasS GAO] We

1. Yes 2. No

Wife/husband

Daughter

Son

Daughterin-law

Sonin-law

Grandchild or greagrandchild

Sister or brother (sistein-law/brother-in-law)
Other relatives

Neighbour

10. Friend/acquaintance

11. Nobody

O PN ~wW|N =

(s
ax

46.52 @&2dz YSSR laaradalryOoS 6A0GK oLX SasS (G(A0] we Q 2N Wy;

1.Yes 2. No

1. Your personal care
2. Your housekeeping
3. Personal mobility

47. If you do get care, frowhich persons or organisations do you get assistantgt S aS GA 01 wesSaQ
each case)?

1.Yes | 2.No 1.Yes 2. No
1. Nobody 12. Home nursing
2. Partner 13. Service for home care
3. Children 14. Cleaning service
4. Grandchildren 15. Grocery service
5. Family/other relatives 16. Chores service
6. Friends and acquaintances 17. Hot meals
7. Neighbours 18. Social service centre
8. Family doctor (GP) 19. Volunteers
9. Organisation for the aged 20. Municipal authorities
10. Home care 21. Less mobile service
11. Service voucher 22. Day care/shorterm care
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48. How many hours of assistance do you get every week (please fill in)?

XX XXX K2 dzN

49. To which extent are you satisfied with the assistance offered by the following persons or organisations

(please tick)?

50. L F

1 = Not at all satisfied
2 = Rather dissatisfied
3 = Neither dissatisfied/nor safied

4 = Rather satisfied

5 = Very satisfied
6 = Not applicable

1 2 3 4 5 6
1. Partner
2. Children
3. Grandchildren
4. Family
5. Friends and acquaintances
6. Neighbours
7. Family doctor (GP)
8. Organisation for the aged
9. Home care
10. Dienstencheque
11. Home nursing
12. Service for home care
13. Cleaning service
14. Grocery service
15. Chores service
16. Hot meals
17. Social service centre
18. Volunteers
19. Municipal authorities
20. Less mobile service
21. Day care/shorterm care
GKAa OFNB Aa y2i0 322R Sy2dzaK3 gKe A&
1.Yes| 2.No
1. Too little help
2. Negative attitude of the care givers
3. No or little help during the holiday periods
4. No or little help during the weekend
5. No or little help during the evening
6. Help is not immediately available
7. Too expensive
8. Too much stress on the people around me
9. Failing equipment

10. Help at the wrong time of day

11. Too many different care givers

i KI

l.-’]
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51. How often do you help ill, diseabled or elderly relatives, neighbours or friends?
(please tick)

1= Never

2=Less than once per month
3= Monthly

4= Weekly

5= (Almost) daily

6= A few times a day

Partner

Children

Son/daughtefin-law

Grandchildren

Brothers/sisters

Parents

Other relatives

Friends/acquaintances

© NSO WIN =

Neighbours/people from the
neighbourhood

52. How often do you take care of your grandchildrépfease tick where applicable)

1. Never

2. Less than once
per month

3. Monthly

4. Weekly

5. (Almost) daily|

6. A few times
a day

53. How often do you look after other little children from the neighbours, friends or other relatif@e@ase
tick where applicable)

54.

1. Never 2. Less than once 3. Monthly 4. Weekly 5. (Almost) daily| 6. A few times
per month a day
To which extent do you agree with the following statements (please tick where applicable)?
1 =1 completely disagree 4 =] agree
2 = | disagree 5 = | completely agree
3 =1 neither agree, nor disagree
4 5

When times get rough, elderly people usually suffer worst

The elderly are a separate group in society with their own interests

Society is especially focussed on youngsters, the interests @fidieely
are not taken into account

{2YS LIS2LX S OG ftA1S L R2yQi KI
y2¢ GKIFIG LQY 2f RSN

| have this feeling that the aged no longer count these days

The elderly should have much more of a say in what is being organig
for them

{Ay0S LQY 2t RSNE L KI @S NBIdA I |

seriously
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8. / 2YLI NBR (2 20KSNJ St RSNX & LIS2 LM

9. | have the feeling that the aged often are being considered less
important or treated unfairly compared to other groups of people

10. | find it hard to be an elderly person

11.¢2RF28Qa StRSNI& KIFI@S Y2NBE RATT)

55. To which extents do you have/ have you had difficulties with the problems bigaase tick all
appropriate items)?

1 =Never 3 =Sometimes
2 =%ldom 4 =COften

Road unsafety

Lack of care

Insufficient possibilities to get together or relax in the neighbourhood

Insufficient possibilities for political participation

Lack of information and advice

Problems with filling in forms

Fear for robbery, theft or burglary in the house

QN AW INE

Fear for being harassed on the street

56. How often do you practise the following activities (please tick all appropriate items)?
1 = Never 4 = About weekly
2 = Seldom 5 = More than once a week
3 = About monthly

112|3|4]5

Going for a walk or cycling

Other sports

Playing cards or board games

Taking part in a play, folk dancirgdpoir

Doing odd jobs or handiwork

Going to bars or to restaurants (including brasserie and tea room)

Travelling and making excursions

Gardening

SRS Bl I S I R A N

Reading books

=Y
o

. Receiving training or taking a course

=
=

. Reparations in the house

[EnY
N

. Shopping for pleasure

=
w

. Going to a sports event

'—\
I

. Going to the library




57. To which extent are you a member of the following associations (please tick)?

1 = Never been a member 3 = Member
2 = Used to be a member 4 = Member of the board

Environmental or antpollution organisation

Fan club

Organisation helping the disabled, the aged, people in need etc.

Association for (amateur) artists (choir, theatre circles, literature, dance,...)

Hobby club (cooking, sewing, collecting stamps, viagting etc.)

22YSyQa aaz20AlGA2Yy O0Y! 23 {z+5 SG00

Socioecultural association (KWBavidsfonds, Vermeylenfonds, etc.)

Sports association or club (including walking, playing chess, etc.)

OO Nfo g~ W)=

A political association or party

10. A religious or ecclesiastical association (parochial work, etc.)

11. Neighbourhood oresidents' association (carnivand/or festive associations, etc)

12.Association devoting itself to international peace and to the development of Thirg
World countries

13.Trade union, organisation for small businesses, professamgalnisation or
organisation for employers and s&mployed people

14. Municipal advisory body/ advisory committee on education

15. Family associations (Gezinsbond etc.)
16.Associations linked to a local bar (darts, slate club, piebny OA SNE U I &

17. Red cross, Flemish Cross, volunteer firemen, etc.

18. Association for the elderly

19. Selthelp group

20. Youth movement or youth association

58. How important were following reasons for becoming a member of an associgtiease tick all items)?

1 = Very unimportant 4 = Rather important
2 = Rather unimportant 5 = Very important

3 = Nor unimportant/nor important

Because of the cosiness

Because you get to see people

To meet new people

To support the idea/goals of the association

| am asked to become a member

To help and support the association

Because of my partner

.SO0FdzaS AdGQa AYLRNIFYy(d G2

OO NjogA~wWN=

To learn new things

10 To spend my time productively

11. To feel myself needed

12. Because it is in my neighbourhood
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59. Please indicate how important following reasons were to not visit activities/meetings of the association
more often(please tick all appropriate iten

1 = Very unimportant

2 = Rather unimportant 5 = Very important
3 = Nor unimportant/nor important

4 = Rather important

60.2 KA OK

1 3 4 5

1. Health problems
2. Transportation problems
3. Notime
4. Taking care for someone
5. The activities do not appeal to me
6. The atmosphere does not appeal to me/Not cosy

| do not haveanyone to go with

| did not now it existed
9. Not interested
10. Too expensive
11. Activities are often in the evening
12. Fear of coming out on the streets
13. | have never done it before
14. Conflicts within theorganisation

27T QK$ F2ft26Aay3 OliAGAGASE 2NHIFIYyAaSR oe@
Wy2Q F2NJ SIFOK AU0SYOK
1.Yes| 2.No

aSYOSNRQ YSSiGAy3a

Position on the board/board meetings

Celebrations, getogethers, recreation with animation

Afternoons for debating (discussions, lectures)

Afternoons for reflection/religious celebrations

Practical courses (e.g. secretarial warmputer, etc.)

Series of lessons

XINJo O~ WM

Voluntary activities (e.g. visiting patients, retirement home activities,

etc.)

Social actions (e.g. Levenslijn)

10.

Guided visits (museums, companies, etc.)

11.

Attending performances at the theatrélms, concerts

12.

Sports activities

13.

Hobby workshops

14,

Theatre and singing activities

15.

Harmony/brass band

16.

Day or haHday excursions

17.

Joint activities with other associations for the elderly

18.

Pilgrimages

19.

Holidays in Belgium

20.

Holidays abroad

21,

aSYOSNEQ YFAFTAYSKko2FINR YIF3IFTA
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61.

62.

63.

Do you know of the existence of associations for the elderly in your municip@digé&se tick where

applicable)

1. Yes
2. No

Are you a member of an association for the elderly? (please tick where applicable)

1. Yes
2. No

Do you expect to become a member of an association for the elderly ipeties to come? (please tick
where applicable)

1. No H® L R2yQi3. Yes, maybe 4. Yes

64. In following table different types of voluntary work are grouped. Which type of volunteering do you
LISNF2NY oLX Sl asS lre@dp wesSaQ 2N wy2Q F2NJ S| OK
1.Yes | 2. No
1. Recreational: e.g. organising or accompanying trips/vacations
2. Handicraft: e.g. organising hand work/ tinkering
3. Company: e.g. house visits/ sick visits/ volunteer in a nursing home
4. Household: e.g. offering kitchen aid/ meal aid/ refurnishing/ aid in gardening
5. Courses: e.g. organising/supporting scientific work, education, trainings, worksl
study counseihg, reading books, etc.
6. Care: e.g. organising/ supporting (baby)sitters, nursing, baby care, assisted livi
7. Sociecultural: e.g. organising/supporting of theatre and musients
8. Administrative: function in board of association, supporting in accounting,
administration, redaction, etc.
9. Societal: e.g. supporting actions for charity
10. Governmental: e.g.apresentation in senior advisory board in the municipality
65. How often do you perform voluntary workpléase tick where applicable
1. Never 2. Less than once 3. Monthly 4. Weekly 5. (Almost) daily,

per month

LF¥ @& 2 dzvdhatgeOwork,Ri@you expect to do so in the years to conpé@ase tick where

applicablg

1.No [H® L R2y Q3. Yes, maybe 4. Yes
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66. How important were following reasons to perform voluntary w@please tick all appropriate iteni®

1 = Very unimportant
2 = Rather unimportant

3 = Nor unimportant/nor important

4 = Rather important
5 = Very important

Because of the cosiness

Because you get to see people

To meet new people

To support the idea/goals of the association

| am asked to become a member

To help and support the association

Because of my partner

.SO0ldzaS A0GQa AYLRNILF YD

OO N0 AW N

. To learn new things

10. To spend my time productively

11. To feel myself needed

12. Because it is in my neighbourhood

67. Please indicate how important following reasons are that stop you from doing more voluntarypieake

tick)?

1 = Very unimportant
2 = Rather unimportant

3 = Nor unimportant/nor important

4 = Rather important
5 = Very important

Health problems

Transportation problems

No time

Taking care for someone (e.g. older family members,
OKAf RNBYZ X0

The activities do not appeal to me

The atmosphere does not appeal to me/not cosy

| do not haveanyone to go with

| did not know it existed

Not interested

. WSAYOodINASYSyid R2SayQi 0290

. Activities are often in the evening

. Fear of coming out on the streets

. | have never done it before

. Conflicts within the organisation

68. Some people follow everything what is happening in politics, while others are not interested at all. How do

82dz F88t Fo2dzi LRftAGAOAK ! NB

ez2dz X

Not interested at all

Rather noftinterest

Neither not interested/nor interested

Rather interested

S El IS N

Very interested

oL SI&as

A0
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69./ 2dzft R 82dz AYRAOIFGS GAGK I ydzYoSNI FNRBY ™M dzy GAf p K2¢
(please tick all items)

1 = Very poorly 4 = Rather good
2 = Rather poorly 5 = Very good
3 = Neither poorly/nor good

The policy of social housing companies

Local policy

Local advisory boards

Policy of health care organisations and institutions

Policy of home carmstitutions

Policy of associations that organise activities for older people

The design of the neighbourhood (e.g. liveability of the neighbourhoo

KINo O WINE

Social policy (OCMW)

70. On averagehow many hours of television do you watdhily (please fill in)?

| XXXXX K2dzNB | |

71. How often do you read the newspapgi€ase tick where applicabe

Never

Less than once a week
Weekly

Daily

el Fd DN L

72. Do you often consult the municipal information leaflptgase tick wherapplicablg?

1. Yes 2. No od L R2yQi

73. How often do you use the interneplease tick where applicabie

Never

Less than once a week
Weekly

Daily

Several times a day

S Bl K I
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742 Ke R2 82dz dAS GKS A yHyENY FRKII GUIIOKE &8 SO

wesSaqQ 2NJ

1. Yes 2. No
1. To browse and search for information
2. Emall
3. Communication with the government
4. Communication with children and grandchildren
5. {20A1f YSRAIF o6FFOSo221z i
6. Skype
7. Online shopping
75. To whichextent are you satisfied with the following services (please tick)?
1 = Not satisfied
2 = Satisfied
3 = No appeal made to
3

Opening hours of the municipal services

Accessibility of the municipal services

Services offered by the municipal services

¢CKS FGGAGdzZRS 2F GKS YdzyAOALN f A& Qa

Opening hours of the OCMW services

Accessibility of the OCMW services

Services offered by the OCMW services

Attitude of the OCMW servicexficials

OO NG AW

Services at the police station

=
o

. Visibility of policemen on the street

=
=

. Services provided bthe social service centre

=
N

. Cultural policy of the municipality

=
w

. Accessibility of thdibrary

[ERN
i

. The offer of books in the library

=
(631

. The services offered by the library

[EnN
[op)

. The greens present in the municipality

=
~

. Condition of the pavements

=
[oe]

. Road safety policy in the municipality

=
©

. Offer of public transport in the municipality

N
o

. Sports and recreational possibilities for the elderly people

N
iy

. Waste collection

N
N

. Frequency of garbage collection

N
w

. Quality of the dustbin bags

N
N

. Opening hours of the selective wastellection site (container park)

N
ol

. Selective waste collection site (container park) accessibility

N
(o2}

. Service at the selective waste collection site (container park)

N
~

. Rooms available for rent from the municipality

N
(o]

. Price of the rooms made available by the community

N
©

. Grants/subsidy/support for housing adaptations

w
o

. Warm meals

w
(=Y

. Cleaning services

w
N

. Chores services
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33. Grocery service

34. Day care

35. Shortterm care

36. Home care

37. Social housing

38. Home nursing

39. Sociaal huis

76.2 KSy @2dz oyl AYF2NNIGA2Y | 02dzi ASNIBAOSaKTFAYlIYOALlf
Yy2Q F2NJ SIFOK AGSYOK
1. Yes 2. No

Child(ren)
Grandchild(ren)
Neighbours

Family

Local authorities
Social services
Sickness insurance
Family doctor (GP)
. Sociaal huis

10. Others

W@ N |0k wINE

77. How often do you attend the cultural events listed below (please tick all appropriate items)?

1. Never | 2. Once a yean 3. Several 4. 0nce a 5. Several
times a year | month times a
month

Theatre 1.Classical theatre

2.Contemporary theatre

3.Comedy

4 .Cabaret

Dance 5.Classical ballet

6. Contemporary dance

7. Performances

Music 8.Classical music

9.Folk/ world music

10. Cabaret

11. Flemish music

12. Jazz

13. Rock/pop/ highop

14. Opera
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15. Light opera

Film 16. Commercial film

17. Noncommercial film
(Arthouse film)

Art 18. Arts with an
educational function

19. Classical arts (fine arts

20. Contemporary art

Popular 21. Fun fair, carnival,
culture jumble/rummage sale,
OANDdza z X

78. Which aspects keep you from attending cultural events np/B G Sy o LJ S asS (A O}

1.Yes 2.No

1. No interest

2. Lack of time

3. Timing ofthe performance (at night)

4. Distance

5. Lack of own transportation

6. Lack of public transport

7. Reservation

8. Too expensivéinancially

79. In which category would you classify your net monthly household income at this mgswentof your
pension and all other revenues, including from real estate), (please tick)?
Living together with your partner: also add the revenues of your partner
Single: personal monthly income available

Between 500 and 999 euros ( 20,000 and 39,999 BEF)
Between 1,000 and 1,499 euros (40,000 and 59,999 BEF)

Between 1,500 and 1,998uros (60,000 and 79,999 BEF)

Between 2,000 and 2,499 euros (80,000 and 99,999 BEF)

Between 2,500 and 3,999 euros (100,000 and 159,999 BEF)

Between 4,000 and 4,999 euros (160,000 and 199,999 BEF)

Nl o) gl KM w N

More than 5,000 euros (200,000 BEF)

w
Qx
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80. Howdoes your household get by with the total household income (please tick where appropriate)?

1. Very poorly 4. Rather easily
2. Poorly 5. Easily
3. Rather poorly 6. Very easily

81. At what age did you stop working? ((early) retirement) (please fill in)

| XXXXXP{

82. Please indicate how important following reasons were in your decision to go into retirenfplei®se tick
all appropriate itemy

1 = Very unimportant 4 = Rather important
2 = Rather unimportant 5 = Very important
3 = Norunimportant/ nor important

It was an obligation (shetR2 6y > NB2NBHIF yAal A2y I X0

To make room for the younger generation

I had sufficient/enough financial means to go into retirement

Due to health reasons (physical and/or psychological)

5Aaal GAATIOGUAZY B6AGUK 22002yuSyd o6f A

1
2
3
4. The financial difference betweemorking and retirement was very little/negligible
5
6
7

Dissatisfaction with working circumstances (Long commuting time, put in long
K2dzZNE>X o6FR NBflFGA2yaKALIA sAGK O2ffS

8. [ O]l 2F tSA&AdNBE GAYSklI OUAGAGASE OCA

9. Because my partner went on retirement

10. Because a lot of other people from my surroundings went on (early) retirement

11. Because | had care assignements (take care of another older person, my part
2yS 2F Y& OKAtRNBYy:>I 3INIYROKAfRI X0

12. | was unemployed for a while (out of work/out of a job

13. Because | had reached the legal age of retirement/pensionable age

83. To what extent do you feel that one of the following aspects is lacking in your life now you are retired?
(please tick all appropriate items)

1= Not very much 4= Much
2= Notmuch 5=Very much
3= Neutral

. Professional duties

. The daily routine

. The difference between my nett wages/salary and my pension

. The feeling of being usefull

. Contact/relationships witkolleagues

O|UAR|W|IN|F

. Contact with cutomers and business partners

Thank you very much for cooperating!
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Chapter 3 Access to care of frail communHgiwelling older
adults in Belgium: a qualitative study

Abstract
Aim
This paper aims to identify barriers frail commurdiielling older adults experience regarding access to

formal care and support services.

Background
Universal access to healthcare has been set by the World Health Organisation (WHO) as a rmaithgoal
post-2015 development agenda. Nevertheless, regarding access to care, particular attention has to be paid

to so-called vulnerable groups, such as (frail) older adults.

Methods

Both inductive and deductive content analysis were performed on 2%idguhl interviews with frail
community-dwelling older adults who indicated they lacked care and support. The coding scheme was
generatedfrom the conceptual frameworkbc ! Qa 2F | 00Saa G2 OFINB | yR 2
Penchansky and Thomas, 198ilyszewianski, 2002; Saurman, 2016) and applied on the transcripts.

Findings

Results indicate that (despite all policy measures) access to a broad spectrum of care and support services

NEYlIAya | OKFffSy3aS F2NJ 2t RSN LIS2LXS Ay . StIAdzyo
to a lot of Belgian older adults ha@n f A YAGSR LISyairzyas W OO0SaaroAf
I O0SaaAoAfAGeE o0dzi Ffaz2 O2yOSNYyAy3 gl AGAYy3a ftAadGacz

Wl RSIljdzZl 08 Q I RRNBaAaAYy3I GKS AvyadzF T ik providersirdluencivig® G A O |
W OOSLIiFoAfAGEQ YR WIHélkNBySaaQ NBFSNNAY3I G2 fAYA

The discussion develops the argument that in order to make care and support more accessible for people

in order to be able to age in place, governments dtidake measures to overcome these access limitations

(e.g. by automatic entitlements) and should take into account a broad description of aAlsgsseventh

barrier (aseventh! 0 GAUGKAY (GKS NBadzZ Gaed ylYSte WHEISAAYQZ o1

Keywords:accessibility; care and support; elderly; frailty; qualitative research
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3.1. Introduction

The World Health Organisation (WHO) pointed auniversal access (i.¢he absence of sociocultural,
organisational, economical, geographical and gendtated barriers}o healthcare as an overarching goal

for health in the pos2015 development agenda (Evans, Hsu and Boerma, 2013; Marziale, 2016). This is
recognised by thdJnited Nations Sustainable Development Goals by which all of its United Nations
Member States have agreed to try to achieve universal health coveragi@ .eapacity of health systems

to respond to the populations' needs at any care level, without causing financial daimagégo (WHO,
2018).Universal health coveragacludes financial risk protection, access to quality essential healthcare
services an@ccess to safe, effective, quality and affordable essential medicines and vaccines for all (WHO,
2018). Regarding to health, and particularly access to healthcare, attention must be paietatieso
vulnerable groups such as homeless people, nawilyedimmigrants, sex workers, drug users, but also

frail older adults Rijksinstituut voor Ziekteen Invaliditeitsverzekering, 201&Kowe, Fulmer and Fried,

2016). Frailty is a common phenomenon in commurdtiyelling older adults that is often used in resdarc

Fda I 0O0ftAYAOIf O LKSYy2G8LIS 6CNASR SiG If®X Hnamo 2N
9GYlyYy S Ftft®Z HamMHOD® a2NB NBEOSydGfteszr YdZ GARAYSyaaAz
that affects an individual who experienclesses in one or more domains (physical, psychological, social,

FYR Y2NB NBOSydGtes |taz2 SygJdi NgranSrgsaarchets@oindtb e 2 A G
necessity to operationalise frailty as a multidimensional and dynamic concept thaideos the complex

interplay of physical, cognitive, psychological, social and environmental factors (Bergman et al, 2007,
Armstrong et al., 2010; De Witte et al., 2013he word frailty has a stigma attached pointing towards

losses and decline. Howevérailty has not solely negative consequences in daily life, especially when the

right care and support is present. Besides measuring the deficits of frailty, there is also a need to take into
account the strengths and resources of older adults (Buntinal.et2004).This paper aims to identify

barriers frail communitydwelling older adults experience regarding access to formal care and support.

Research on access to health services appears particularly important with the rising proportion of older
adults International researcloften associates barriers affecting access to healthcare for older agiitis

the lack of health insurancd-ifzpatrick et al., 2004; Thorpe et al., 2011) or is about specific populations
and conditions (e.g. dental cangeople facing chronic conditions, people living in rural areas, etc.) (White
et al., 2002; Goins et al., 2005; Wallace and Guitérrez, 2003elgium, insurance status is a minor
problem, because health insurancenegionally organisednd compulsory.¥eryone living and/or working

in Belgium is required to take an insurance in the event of illness or indemnity by the membership of a
health insurancefund (Belgium.be, 2018)Care policy in Belgium is both a responsibility of the federal

authorities and éderated entities (regions and communities). The federal authorities are mainly
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responsible for the regulation and financing of the compulsory health insurance while the federated entities
are in charge of health promotion and prevention; different aspemftcommunity care and support
services (family aids, cleaning aids, meals on wheels; etc.) and the coordination and collaboration in primary
health care and palliative care. To facilitate cooperation between the federal authorities and the federated
entities, interministerial conferences are regularly organised (Gerkens and Merkur, 2010; Dumont, 2015).
Neverthelessseveral challenges in terms of access to care and suppddelgiumremain While the
average level of unmet care needs is rather [®a1% 6r high incomes and 5.5% among low incomes in
2013) for Belgian inhabitantthe Organisation for Economic Cooperation and Development (OECD) (2016)
states that Belgium shows large inequalitilesv-income people more often forgo health examinations due

to costs, travelling distance or waiting time, compared to kHiglome people Despite universal coverage,

on average 8% of Belgian households declared in 2013 that they had to postpone healthcare for financial
reasons (e.g. medical care, surgery, dentakcarescribed medicines, mental healthcare, eyeglasses or
contact lenses). Moreovethe share of oubf pocket payments (i.e. expenditures covered directly by the
patient because healthcare insurance does not cover the full amount) is relatively higlgivmBcompared

to other European countries (18% of total health expenditures). Among older adults, special attention

should be drawn to the accessibility and sustainability of fmmm care services (Vrijens et al., 2015).

Access to care however is nedhan being able to pay for care or support expenditures. Already more than

on &SINAR 323 tSYyOKIyaie FyR ¢K2YlFa omdpymO Llzof A
I 00S&aayYy S5STFAYAGAZ2Y | yR wSft | A 2tyisfranfewarkdsystil dovii@idinly { | (G A &
used, not only concerning access to healthcare (Clark and Coffee,26bke, Gresenz and Ringel, 2011
Levesque, Harris and Russell, 20181t also in a broader context of access to servithstéd Nations
Educational, Sentific and Cultural Organisatip@013),for example to discover access barriers to healthy

food (Usher, 2015; Zhang, 2017), access to energy security (Cherp and Jewell, 2014) and access to education
(Lee, 2016)Also, recent research of Saurman (2016) hasvaduated, improved and extended Penchansky

and Thomas' framework to the actual conteRenchansky and Thomas (19¢1M 0 RSaONA o6 S | OO
general concept thasummarisesa set of more specific dimensis describing the fit between the patient

YR GKS KSFHfGKOFNBE a8aidisSyQo ¢KSasS &ALISOAFAO RAYS
accessibility; adequacy (or accommodation) and acceptability) of access td\sdtee framework already

datesF NB2Y mMopym> GKS RSFAYAGAZ2Y 3IADSiAainde récénbedibriidS | Q
O2ft dz2yy GAGE SR a! 0OO08aa G2 /+FNBY w§yéMDGNRafidm-ht R [ ¢

7

dated description connecting with the current societ HRSTAy Sa GKS FAQGS ! Qa 27

1. W TTF2NRa 0oRBESANAYSR 08 K2¢ (GKS LINRPOARSNDA OKI
gAttAy3IySaa G2 LI e T2NJ aSNpAoOsaqQrT
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2. W!I @I A fmeasukek thé &xtent to which the provider has thequisite resources, such as
LISNE2YY St |yR (SOKy2f23éx (G2 YSSG GKS ySSRa 27

3. W1 O0S aefeksdoigedgraphic accessibility, which is determined by how easily the client can
LIKeaAOlftte NBFOK (KS LINRPGARSNDa 20 GA2y QT

4, W! RS|jdzZ 08 6 DNNEDOSOYRREKS SEGSYy(d (2 opgnis€@K GKS
in ways that meet the constraints and preferences of the client. Of greatest concern are hours of
2LISNF A2y K2g (GStSLIK2YS O2YYdzyA OF (A 2¢/care | NB K
GAGK2dzi LINRA2NI LR AYyGYSyidaQrT

5. W1 OOS Linptwes tha éxient to which the client is comfortable with the more immutable
characteristics of the provider, and vice versa. These characteristics include the age, sex, social
class, and ethnicity of ghprovider (and of the client), as well as the diagnosis and type of coverage

2F GKS OftASydQo

Recently, Saurman (20,1p.37) proposed a sixth dimension fiarther developthe framework of access of

Penchansky and Thomas, namely awareness:

6. W! g NEeférS dseffective communication and information strategies with relevant users
OO0t AYAOAIY&aSY LI GASYdas GKS oNRBFRSNI O2YYdzyAlGeoc

Saurman linkshe conceptofr 6 NBy Saa G2 GKS OKFffSyasS 2F KSIf K
i KS re¢ RoSvihich individuals have the capacity to obtain, process, and understand basic health
AYF2NXYEFGA2Y YR ASNWAOSa ySSRSR (2 YIF1S I LILINELINAR I
literacy may cause health disparities, especially among aldelts inadequate health literacy is associated

with poorer physical and mental healthVplf, Gazmararian and Baker, 20@aha, 2006Chesser et al.,

2016). Recent studies also revealed that advanced age might result in a significant increase in the
prevalence of inadequate health literacy which demands for a tailored approach (Zamora and Clingerman,

2011; Manofo and Wong, 2012).

In this study, we focus on one of the above defined vulnerable groups deserving special attention, namely
community-dwellingolder adults.Despite being a major policy goal, the challenge of access to care among
community-dwelling older adults is still majorly understudied, especially using a structured framework
(Evans, Hsu and Boerma, 2018s older people are major consumeffealthcare, the growing proportion

of older people in European populations does present some challenges concerning their access to the

healthcare and welfare system as well to the affordability for providing institutions (WHO, 2014).

Facing the mentined research gaps, this research is handling challenges of general access to care and

support of frail communitydwelling older adults using a broad and comprehensive framework. In doing so,
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the following central research question is addressed: whichidardo frail, communitgdwelling older

l Rdzt 6 & SELISNASYyOS G2 | 00Sada F2NXYIf OFNB | yR &dzLJLi2
of access to care from Penchansky and Thomas (1981) as they are descigdzeyvianski (2002) and
thesbdi K ! o0l g NBySaao a4 | RRSR o6& {ldaNXIY 6éunmcO G2
FO0O0Saa (2 OLINB |yR &adzli2 NI Q
3.2. Methods

3.2.1. Data collection

For this paper, data collected within the Detection, Support and Care for older pedievention and
Empowerment (EBCOPE) project were used. TR COPE project is a feggar research project (2015
2018) that investigates strategies for proactive ddien of potentially frail, communitgwelling older
people, in order to guide them towardalequatesupport and/or care with a focus on empowerment. The
general aim of the second phase of theSOOPHesearch, where this paper is taking part in, was tmga
information concerning the experiences and meaning of older people on frailty and their possibility to age
in place. The Ethical Commission Human Sciences of the Vrije Universiteit Brussel approved the study (file
number ECHW_031). Older people wereaakto sign an informed consent agreement. In case they were
not capable of signing this document, a family member or another legal representative was allowed to sign
it on their behalf, as stipulated by the Belgian civil code. Respondents were informatitabosoluntary

nature of their involvement in the study, their right to refuse to answer, and the privacy of their responses.
Also, respondents had the right not to participate in the study and to withdraw their consent at any time

without negative consguences. Refusal to consent led to exclusion of the study.

The overall data collection within the second phase of thEMDPE research comprised data of 121
community-dwelling older adults (60+) in the Dutslpeaking part of Belgium and in Brussels. These
AYGSNDASsa G221 LI IFOS Ay LINIAOALIYyGAaQ K2YS& 2NJ J
November 2015 and March 201&espondents were purposively sampled based on risk profiles for
multidimensional frailty, which included age, gender rited status, level of education, household income,

whether the respondent had moved in the previous ten years and country of birth (Dury et al., 2017).
Hospitalisation and any state that may interfere with a good understanding of the questions (besigkoo

to participate in the interview, etc.) (according to the participant or an informal caregiver) or also the
inability to provide adequate answers during the faoeface interviews (as noted by the interviewer) were
exclusion criteria. The presenceddmentia was also an exclusion criteridie current paper reports on

a selection of 22 facw-face interviews.
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3.2.2. Interview scheme

Nine trained researchers conducted a quantitative questionnaire and a qualitative-sserciured

interview. The quantitative questionnaire comprised questions related to sd@mographic and socio

economic characteristics and the Comprehensive Frailty Assessment Instrument (CFAI) (De Witte et al.,
2013), which is a se#fdministered instrument and nasures four domains of frailty from a holistic
approach.The CFAI contairg3 indicators and demonstrates a high overall internal consistency and high
consistency of its scales, thus supporting the validity and reliability of the instrument and higlglightin

0KS Ydf GARAYSy&aAzylLfAaGe 2F FNIAfGed ¢KS /ClL KIa&
h 2F odymH GKIFG SELXFAYyAa codc: 2 FFodthiephysithl NdmbiyddS Ay
FNFAf G (KS NNiysichlReslR Has asSesseduSiyg $oditdms, such as whether they could

walk up a hill or stairs. The psychological domain was captured by measuringdisooders and

emotional loneliness (eight items, e.g. feeling unhappy or depressed). The sociahduanfieilty was

SO ftdzZaZ 6SR o0& 2fRSNJ LIS2LX SQa a20Atf t2yStAiySaa oi0K
potential social support network (ten items e.@artner, children, neighbours). Finally, environmental

frailty was assessed byapositions regarding the suitability of the physical housing environment (five

items e.g,the house is in a bad state). Cognitive frailty was originally not included in the original CFAI. Four
guestions were added to the CFAI to assess subjective oagfitilty, which resulted in the CFplus

(keeping good psychometric qualities) (De Roeck et al, 20a8)y-the sufficiency of care and support

was assessed withaodeli SY [[dzSaidA2yTX So3odyY dahy + a0FHtS FNRY 1
0KS OIFNB IYyR adzLJLR2 NI &2dz NBOSAQ®S Aa adZFFAOASY(GKE
Numerical Rating Scale. To assess the significance of that score each answer was followed by a question to

indicate whether the participant perceiveti¢ score as poor, average or good.

After the quantitative part, the same researchers held a ssimictured faceto-face interview with open

ended questions with the participants. This was the main part of the second phase 6B G©BE research.

The topic list consisted of four main quése y &Y 61 0 a1 2¢ R2 &2dz SELISNASYO
YSIy (2 &2dKEéT 6060 Gl 26 R2 &2dz SELISNASYOS TN} ACGE
meaning in life, and to what extent do you still have control over the things hapgeniA y & 2 dzNJ f A F ¢
G2 KFEd akKz2dzZ R 'y 2fRSNJ LISNAR2Y R2I KIFI@S 2N ySSR (2
6RO G2KIFd 6SNBE GKS KAIKEAIKGA FyR ¢KIFd gSNBE GKS f
occur? AndhowdoyosfSt | 62dzi GKS Fdzi dzNEKé & ¢ K SSCORPEL#saarcH A &
group, which consists of researchers specialised in gerontology and/or frailty and representing several
disciplines (e.g. old age medicine, psychology, educational sciericgsAepanel of experts approved all
guestions, indicating for content validity in the interview (Landsheer and Boeije, 2010). The expert panel

consisted of two neurologists specialised in dementia, a psychologist specialised in neuropsychology and
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dementa, five adult educational scientists specialised in social gerontology, three general practitioners
specialised in frailty in later life, and two social gerontologists specialised in public lieddarchers that
conducted the interviews received traig and several scenarios were developed in order to address
potential difficulties (e.g., difficulties in understanding the concept frailty) (Dury et24118). All
researchers also received a list of definitions explaining the terms used in the quest@nrhis list was

dzA SR 6KSYy LI NIAOALIYda RARYQU KAIthErviews ®dreheldNd tiiz2 Y LINS
fly3adza 3S 27F (KS MbsBathainfeRiSws ivér€conductdhirCDiiteh or French by one of

the researchers. In ordeto achieve maximum participation of participants who did not speak those
languages, an interpreter attended the interviews when necessary. The intervieresdigitally recorded

6! dzZRIF OAGev GAGK GKS LI NGAOALNI yiQa ibddSReganigathe? y = |
interviews in the presence of an interpreter, only the answers as translated by the interpreter were
transcribed. All data were anonymised and analysed according to the rules of the Belgian Privacy

Commission (Law of 7 May 2004).
3.2.3 Participants

The gqualitative data used in this study consist of anonymised transcripts of 22 individual interviews (with a
mean time of 1h 14m 51s) (séable 5for the characteristics of the participantdh the larger BSCOPE
research, 121 older adudltat risk for frailty (based on risk profiles for frailty; Dury et 2017) were
interviewed. A purposive sampling procedure was used to identify, recruit and select potentially frail,
community-dwelling older adults. Five homecare organisations recdui4 respondents from their clients

and 57 respondents were recruited by snowball sampling. Based on the results of thg@Eélder adults

were grouped into 1) neto-low frail, 2) lowto-medium frail, and 3) mediurto-high frail, for each domain

of frailty (De Roeck et al2018). The CFfllus was part of the quantitative questionnaire administered to

the participants before conducting the qualitative interviews. Another question within the quantitative
questionnaire assesséde sufficiency of carand supportwithaond G4 SY 1jdzSaGA2y X SoIdY
TSN G2 GSys (2 o6KFG SEGSYyld R2 @2dz FSStheobjéctvd GKS
of the present study is to explore how frail, older adults experience barriers irssiogeformal care and

support services. Therefore, we selected the interviews of participants who were medium to highly frail
according to the CFAlus andreported to be in need of care and support at the moment of the interview

(i.e. havingascorelowdd G Ky SAIKG O0TYSRAFLY 2F GKS G2dGFt &l YL
G2 GSyz G2 ¢KIFG SEGSYy(d R2 e2dz ¥SSt Yiisiesulieki®220 NB

respondents.

The average age of the participants was 77.8 ydeange 6X 94 years). A majority of the participants
were female (N=12). Three participants were married and 12 were widowed. Three of them had a migration

background (i.e. born in a different country than Belgium).
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Table5. Characteristics of the participants (N = 22)

Characteristics Total %
(N)
Age 77.8years (range 6t 94 years)
Gender Male 10 46.5
Female 12 54.5
Marital status Married 3 13.6
Never married 2 9.1
Divorced 5 22.8
Widowed 12 54.5
Migration background Yes 3 13.6
Severe frail on which type of frailt Physical 10
Cognitive 16
Psychological 10
Social 7
Environmental 6
Numberof domains severe frail 1 domain 8 36.4
2 domains 6 27.2
3 domains 3 13.7
4 domains 4 18.2
5 domains 1 4.5

3.2.4. Data analysis

In this study, we performed a thematic content analysis on the data using both deductive, concept driven
coding, and inductive, data driven coding (Elo et al., 2014; Fereday andBltlirane, 2006; Hamad et al.,
2016). First, within the deductive approd&ch 6 S dza SR GKS &AAE 1 Q& 2F | 00Saa
(Moula, 2017), in order to test if the existing framework that has been used in previous research several
times fits in the context of communitgiwelling older adultsaccessing formal care arsdipport services
(Vaismoradi, Turunen and Bondas, 20R)t the deductive coding, a codebook was developed ubiag
AAE 1 Q4 2F | O0Saa G2 OFNB o0t SyOKlyaled yR ¢K2Ylas
as the main labels. Following on this, we performed the inductive cos@iing to add dimensions to the

sixl Q& YR 3AGS YS lygdraayng subilabeldl in®riidvs Wwere@ddlédand @nalysed using

the computer software program MAXQDA (VERBI Software, Berlin, Germany), which is a content analysis
package with a good interpretive stylé (i&aillard, 2011). The 22 trancripts were asaly by the principal
researcher and coded using MAXQDA. These codes were evaluated and discussed witkdbarcbers

and refined until consensus was reached.
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3.3. Results

The interviews revealed a whole range of barriers concerning the accessdaadspectrum of formal care

and support services for communitiwelling older people. These problems varied from lack of financial
resources to mobility problems, but also inappropriate organisation of services and lack of information. We
analysedthera LI2 Yy RSy aQ ad2NARSa dzaAy3d GKS FTNIYSEg2N] 27F t
and actualised byyszewianski (2002nd Saurman (2016), nevertheless, an additioffabarrier outside

GKS FTNIYSs2N] 6l a YSYGAzySR o0& GKS NBaLRYyRSydGas yl
perceived by older respondents, some older adults also mentioned positive experiences regarding different

aspects of access to care asupport.
3.3.1. Affordability

WI FTF2NRE oRSASINMAY SR 0@ K2g (KS LINE @A RSwilildgnesO  NH S a
pay fora SNIDA O0S&a Q ¢ 2 &piudyandvagaitdnkjubtedias abarrier among the respondents.

One of the problems respondents referred to was the combination of small pensions and the increasing

cost of living with care and support needs. These small pensions impeded some of our respondents for
exampe to move to a more adapted housing (a retirement flat, etc.) or to carry out the necessary
modifications in their home.

aL 2yte 0SOIFYS I OAsSlcondeguanze LR& I KBS0 8KISa TR A trdzy LISy
G2 LI e eTnn GXKNIYeey naS yNBA\WRl @A emvmmannd® hiGKSNBAaAS L ¢
GKSNE KSNJ AA&a0SNI ftA@Sa Ay a20ALf K2dzaAy3o F2NI I f

GL 2y 0SS G221 refirghied faywhichinéw/ofteh Balldetal home automation systems. They

AR KANRARY3 GKSY 62dzZ R O0z2aid YS ILIWNREAYLF(GSte empod
Ldzi GKSYy Ye a2y KFER F f221 FiG GKS LI LISNE FyR Fal1s$s
these h@ S | dzi2YI A2y &deadSvyaed LG aSSYSR GKIG GKS LIN

AYYSRAFGSt&@ OKFIYy3aASR Y& 2LAYA2Yy®PE 062YFLYyS ynés GAR
Conversely, an older man also mentioned the positive results of being able to move to a social apartment

lastyead { AYyOS LQY fAGAYy3 KSNBzZ L KIFI@FS (2 LI& YdOK t $a

Another barrier several respondents experienced, Wesprice of housing modifications, especially when

the government is not subsidising.

& ¢ &y thing | ever asked for was a stair lift. You can have that, but the government only contributes until

the age of 65. When older than 65, you need to pay for it yourself. But who needs a stair lift before the age

of 65? Most of the people willonlyriee A G | FGSNJ §KS 13S 2F cpd ! yR (KSy
R2SayQid YI1S aSyaSoé¢ O6YIysI THEI 6AR26SROU
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WSALRYRSY (A Ffa2 Yilliggiesd Y SR SRSKFANWE | BENBXOS +a ty

G!' YR F2N) adzLIL2 NI Z GKSKFOElI yOPRYIAXREdAI LER2Y QR §¢
my children and grandchildren. A part of me says: X (respondent), you saved the money, use it. Another part
2T YS aleéea y20é 062YlLYyI yneé 6AR26SROO®

3.3.2. Availability

Wi @I A inéasukes thele®nt to which the provider has the requisite resources, such as personnel and
0§SOKy2t2383 (2 YSSG G§KS ySSRA 1421F buti &s6 refers th fagkdoflQ 062 &

informal care and support. Availability was regularly mentioned as a barrie

This lack of availability of professional care services was regularly statedydaGald Turkish woman
addressed the lack of availability of a professional caregiver to help her managing her disease, because she
cannot count all the time on her infmal network:

GOLYGTSNLINBGSNI 2F NBaLRYyRSydoY {KS R2SayQi NBOSAOS
GFr1S&8 KSNJ YSRAOF(GA2Y o0& KSNAStFTo® {KS OlFyQid 32 y
husband and her childn. From time to time &S adl &a gAGK KSNJ @2dzy3Said RI
Y2U0KSNXWPE 062YFyI cm@8X 6AR26SRU

On the other hand, a woman mentioned that she was not in need of help at the moment, but when it would

be case, she would have the possibilyapply forita L R2y Qi ySSR lyé& KSfL] @S«
the case, | could ask the Foyer (i.e. social housing company) to come and clean my house and my windows.
CKSNBE INB LRaaAoAftAlASadeE 662YLIYyEI Tnés gAR26SROD
In addition to the lack of formalare also the lack of informal care was mentionBdgarding informal care,
respondents often mentioned the lack of availability of someone in their family or social network to help

them when they would become dependent, or in case of an emergency. Fopéxa 70 year old widower

stated how it worried him to live alone in his house:

GEKS t1 01 2F KFEGAYy3I 42Y82yS I NRdzyR YSo® ¢KIGQa G(K!
¢CKFiQa hYd .dzi 6KI G R2 L KI @ 86reSty deenstaarseS\Wiatdo [ l@vey QG
(2 R2 GKSYK ¢KLI{Qabgwak FOy, wideddd) d KAy 1 Ay 3 | 62 dzi

Regularly, the presence of ndamily members as informal caregivers was mentioned. An older man
especially mentioned (in a positive sense) the preseriaefriend (as informal caregiver) he could rely on

for any kind of assistancé&:{ KS NBI tf& G 1Sa 3I322R OFNB 2F YS® {KS
things. She even takes my bank card. | completely trust her. She also has a key of my apéhenestre
Y2YSyida GKIFIG L OFyQid adlyR dzLJ I yR (K A&nbdtheivioBianSy (i S NI
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testified about having her neighbour around when beinginnéed:Sa > Y& Yy SA3IKO6 2 dzNJ A r

a
have to call herto come around.2¢/ QG ¢l yid G2 OIFff Y& aArAadSNE akKSQa
3.3.3. Accessibility

W1 OO S aeleksdoigéofraphic accessibility, which is determined by how easily the client can physically
NEI OK GKS LINEOARSNIDA ,p. 24010 di Hod gaslly therpiovader 8ah febck thelclled. H n N
In this context, some respondents quoted that accessibility of services within a feasible distance was a

problem.
In this context, a lot of respondents stated their lack of mobility.

G ae NBdbterhkalthtare fund have to be put in an envelope in a letter box at the Hopmarkt in Aalst

(i.e. the centre of the citypo,l have to ask someone to take my notes when they go to the city. And when

| need information, | have to call a central telepff S Yy dzYo SNJ Ay DKSy i worha®Sd | (
80y, widowed)

Besides the distance of services, respondents also considered their own mobility as important regarding
accessibility of services. Several people for instance were concerned abouthesirggr or driving license

as it guaranteed their independence and was needed to get to services.

G2 KSy L 3ISG Ay@2t @SR Ay | OFNJ I OOARSYydG NRIKG y2e3
still see enough? And the insurance compawill they still give me an insurance? This scares me a lot.
Because when they take my car, | have a big problem. Then | would be stuck. Even taking my wife to the
R2O0G2N) g2dZ R 6S | LINRPOfSYDPE OYIYyZ yme@8I YINNASRO

However, respondents were not only talgirabout geographical accessibility, but also other issues

concerning accessibiliguch aswvaiting lists.

GL G221 AYF2NNIGA2Y F2NJ I Of SIyAy3a fFReé gA0K &SN
decided to let it go. It is always tlsame story, when you ask something, you end up on a waitirgdist

(man, 72y, widowed)

3.3.4. Adequacy (or accommodation)

A e oA e

WI RSljdz- 08 02NNBODSOYE2REAS2B&EGISYld G2 6KAOK GKS LINZ
that meet the constraints and preferences of the client. Of greatest concern are hours of operation, how
(8t SLIK2yS O2YYdzyAOFGA2ya | NB KINER{sARI K 2ydRi (LENGA 20NJ ALSL
(Wyszewianski, 2002. 1441).Respondents mentioned several inadequacies within formal care services

(hospitals, formal home care) such as lack of motivation among staff.
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Several older respondents found it important thatrfeal care organisations were well organised and hired

well educated and motivated stafit L G KAy {1 GKIFIdG GKS RANBOG2NA 2NJ LIS2|
staff. 50% or more of the people that work over there lack motivatispe&allyin the caresector, there

KFa G2 0SS Y2U0AQlLGA2y® L Y I gFrNB AG A& | aALISOAL
80y, widowed)

Another concern often mentioned were the hours of operation (and nspreecificallythe pace of working).
This concern add reflect anorganisationalcomplaint or be focused on the individual professional

behaviour

G9PSNE wmn RIFI&daz GKS& OFYS F2NJun 2Nl Hp YAydziSa oK
78y, widowed)

Also the (lack of) quality of servicessuaentioned. Older people expressed they lacked personal contact

with the professional caregiver.

G¢KS OFNBIAGAYI Aa 2FF fSaa ljddtadge GKIY 0ST2NBO

89y, never married)
3.3.5. Acceptability

W! OOS Llédptardst theliextent to which the client is comfortable with the more immutable
characteristics of the provider, and vice versa. These characteristics include the age, sex, social class, and
ethnicity of the provider (and of the client), as wellasthe didga A a +FyR (&L 2F 0O2@SI
(Wyszewianski, 2003.1441).

wSIIFNRAY3I WEOOSLINilIoAtAGEQ 2dzNJ NBaLRyRSyida AYyRAOI
consequently do not acceptthecake;, 2dz R2y Qi Yy 26 Acple thataie dAingyhat kildiza G G
2F 62N Y S@SMNNyandadid) SR b€

Some specific care tasks were more difficult to accept, as they were more in the personal sphere. In this
case the diffidence to be washed by a professional caregiver was a coarssth by a 7§ears old divorced

woman:a Ly GKS o0S3aAYyyAy3as L T2 dzy Rl wadistillfArich bebetzphysical 2 06 S
O2yRAGAZ2Y (KIY y2dé 062YFYyI TyedI RAG2NOSRO
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3.3.6. Awareness

Wi g | NRgrS t affectivecommunication and information strategies with relevant users (clinicians,

LI GASYGas GKS OoONBIFRSNI O2YYdzyAdeovr AyOfdzRAy3d, O2yaa
p. 37). Concerning the aspect communication and information, respondentstiyntalked about the

difficulties in getting appropriate informatioabout financial compensations, reductions, et&)] A { S
financial things for example. The heaittsurancef dzy R 3IA @Sa &a2YS O2YLISyal A2y
some small compensationsitii L R2y Qi NBOSAGBS® L R2y Qi (y26 K2g

I a20ALf Faarxadlydxé 062YlIysI ydpeI RAG2NOSRO

Also the need for health literacy in finding the appropriate information was mentioned by respondents.

G651 dZAKG SNI 2 Fthewdpard IDyHave yoisend to thd right place to get a small contribution.
She [ier mother) could never do thathat is whyl am doing that for her. When the invoice of the hospital
comes, she will never be able to understand that. So | am doingothlagf as well. Also the papers for the
AyadzNI yOSs AlQa Y Jwomd294ykwiddwed)2 RSt GAGK Al g

3.3.7. Ageism

Of RSNJ I Rdzf & Ffa2 NBLR2NISR SELISNASYyOSa 4AGK WIIASA.
individuals and groups on the basis of their age) as a barrier. An older man complained about the

daughter of his partner, because she (i.e. the daughter)tecito take over everythingi [ 4G &SI NE &
really had a problem with her (i.e. the daughter of his partner), she wanted to do everything (i.e. the

L FyyAy3a 2F GKSANI GNRALIE SGOd0d b2g L &l ARV sSQf f
Ffglea GKAY]l GKSe& 1y26 SOSNEIOGKAY3 o0SGGSNX® 2SS Oly

3.3.8. Different aspects interfering/relating

Within the stories of older respondents, there were also experiences of different aspects of access
interfering or relding to each other. There was the story of an older man who said that his recent moving

to a social apartment (after several years) not only had a possible influence on his financial situation (i.e.
WEFF2NRFIOAEAGREQ 0SOFdza8 2IREBAOKS| WEROSEW G 6 A 6 dzii & 1Qf
hisown mobilitya L f A @S 2y (GKS 3INRdzyR Tt 22N y263 (dKana YSIy
SYyGSNI G2 LIAO] YS dzlldé O0YlyI ccéX 6AR26SRO

Another man told about the long waiting list for his electric mobility scooter (because of a long
FRYAYAAUNI GAPBS LINRPOSRAINBE gAGKAY GKS KSFfGKOFNB T
providers and services&t L RS OA RS R Iécfic rhobiltyts@oteF b Ndart dyive &round a little more,
KFEgS 02y il Olad . dzi GKS | LILX AOFIGA2Y F2NJ F a0220SNJ 3
I £t NBFReé 6l AGAY3I FT2NJ AAE Y2y(iKa y2déced yR (GKSe& | NB

(0p))

ax
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3.4. Discussion

This study reports on qualitative experiences concerning access to care and support for frail community
dwelling older adults dilowingthe framework of Penchansky and Thomas (1981) as adapted and actualised

by Wyszewianski (2002)y R { | dzZNX¥' Iy onnmc 0 NB&AdzZ Ay 3 ackessibiitk, E | Qa
affordability; availability; acceptability; adequacy (or accommodation) am@reness The research

guestion defined for this study was the followinghich barriers do frail, communitgiwelling older adults

perceive to access formal care and support services?

Our study shows that this framework can be confidently applied tectatoncerns of access to formal care

and support for frail older adults. It brings to attention a very broad approach of care and support going
beyond pure medical caréAffordability of services was mentioned as an important barrier. Although
Belgium isa prosperous country, pensions in Belgium are rather low compared to other EU countries.
Stronger, the statutory pensions in Belgium are of the lowest of all European member states (OECD, 2011).
lf 0 K2dAK NB&aSFNOK AYRAOI (sBtilh OKI 0 dzi S&A FOR Y S2 LR 8 NQDLIS
percentage of Belgian older people own their house) (Smetcoren, 2016); our interviews showed that the
affordability of care often has to do with the concern of care support by adapted housing. scdipig the

high cost of several essential extras that have to be paid (for example home automation systems in
retirement flats, or housing adaptations like the stair elevatolearly influence affordability. Like the
majority of older people, our respondentgdicated they prefer to live in their own house as long as possible
(Wilesetal., 201y ! YSyGA2ySR o0FNNASNI G2 o6S +totS (2 W3S A
for which the government is not or only a limited percentage contributifigsresearchalso showghat
affordabilitycan beinterconnected withaccessibilityfor example when not meeting conditions applied by

local governments to enter social housing or in a positive way when moving to a cheaper adapted
apartment on the groud made it easier for providers to physically reach the client. The interviews clearly
showed that improving one barrier might have a positive impact on (an)other barrier(s) as well. We also
noticed concerns about thavailability of care and support sengs when older people would become

more dependent and in need of it, both in terms of professionals and informal carers. Recent research
concluded that 3.8 % of communitiwelling older adults who reported to bie need of care and suppart

did not receivethis (Fret et al., 2017). Respondents also indicated they lacked informal care. Despite
growing policy attention, the informal care network also has its limitations (e.g. children having a busy
career, a daughter being a single parent). This is in line negearch of Smetcoren et al. (2018) in which
some participants mentioned the impact of not having children, while others talked about barriers to get

help from children such as distance.

Concerningiccessibilitypur respondents made clear that accessibility go@gondgeographic accessibility

as it is described by Wyszewianski (2002). It also concerns for example waiting lists that limit the
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accessibility of services. This is in line with research results dftBieet al. (2014) about waiting times in
healthcare.Within the theme ofadequacy (or accommodatiom@spondents complained about lack of
motivation or lack of time of professional caregivers. These concerns are shared in recent research by
Kilgore (201p about home care staffing and patient satisfacti®y. using the mentioned framework, it
became clear that it is important to take into account iften-neglectedindividual characteristics of the
client and the provider that influenceacceptability (i.e. socieeconomic characteristics, trust)
(Wyszewianski, 2002). Withawarenessthe greatest concern was the complexity of finding appropriate
information or the lack ohealth literacyof older adults. Although research clearly shows that Belgian
healthare is performant and of good qualityrjjens et al. 2015),the organisation isather complex and
shredded (especially after the sixth BelgiReform of the Stateof 2014) (Schokkaert, 2016). It was
particularly clear that the aspect of awareness infloed the access to care and support for our
respondents, especially for those with limited health literadye also discovered a"arrier (a T A)
within the results, namelyageismwhich are stereotypes towards older adultthat are described in

literature as a barrier for qualitative elderly care (Kane and Kane, 2005; Reyna et al.; 2007)
3.4.1. Limitations and future research

This study contains some limitations. First, we used interviews which were conducted not solely in the
context of this paper 1ad that have been collected to answer different research questions. In order to
overcome this limitation, the quality of the data has been assessed throughralyses and discussion,

and the investigators explored if the data fitted appropriately theearsh questions (Hox and Boeije,
2005). Second, the framework we used is an adapted and actualised version of the original framework of
Penchansky and Thomas (1981) to which the aspect of awareness by Emily Saurman (2016) was added. This
might be one of tie first studies that has used this new framework within the context of access to care and
support of frail communitydwelling older adults. Although we could identify some interesting results and
discovered an additional barrier within the data (ageismixthfer research should be conducted to
determine whether all barriers communitywelling older adults experience were covered. Third, it would

be particularly interestingo explore if any barriers were more important to those with different types of
frailty, or who were frail across a greater number of domains as we focused In this paper on a general

population of frail communitydwelling older adults. Future research could provide some more evidence.

3.5. Conclusion and policy implications

Within the scope bfrail communitydwelling older adults, this study brings to attention that (despite all

policy measures) access to a broad spectrum of care and support services remains a challenge for our ageing
d20ASGed ¢KS NBaLRyRSY (i adkgobeywddkokyiedica? servicetBey alsoO NB
involve the availability of having someone around whiggy arein need, waiting lists, the price of housing
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modifications or home automation systems, etc. This might be a challenge for our society witicegha
policy attention for community based caasd support where more care and support tasks are entitled to
local actors (Dury, 2018; Smetcoren et al., 2018). Although the concept of access goes muclihfamther
affordability, the financial aspect was often mentioned referring to a lot of Belgian older adults having
limited resources and low pensions (Litvdnd Sapir, 2009) and seems to remain the most important
barrier within Penchansky and Thomas framewoHe @spect of affordability seems cleairiyerconnected

with awareness and accessibility, referring to the complex organisation of the Belgian State and difficult
procedures to get access to financial compensatignsystem of automatic entittement miglgfive an
answer to that (Moffatt and Scambler, 2008). In recent years, a project to proactively entitle a higher
reimbursement status for medical care to people with low incomes already showed promising results and
pointed out that automatic entitlement mig be an effective strategy to improve the access to different
kind of services (Goedemé et al., 2017). Another recent measure (since 2012) that provided good results
was to give the possibility to leimcome and vulnerable Belgian inhabitants to consbkit general
practitioner for one euro (the rest of the fee is paid directly to the general practitioner by the healthcare
fund). It might be effective to give the possibility to other caregiverapply this system on their patients
(CM, 2018). The regsl also point to the complex and illogical Belgian care legislation or complex
procedures, especially for older adults with limited health literacy. The impossibility to get an official
recognition and the necessary contributions (for housing adaptatietts) when becoming disabled after

the age of 65 is just one example. This should be a permanent point of attention for politicians to keep in
mind. This paper also made clear that the frameworkPeihchansky and Thomas (1981) as adapted and
actualised byWyszewianski (2002)nd Saurman (2016) is also applicable to detect barriers in access to
broad range of formal care and support services (going beyond solely medicpfardirail community

dwelling older adults.

81



References

Armstrong, J. J., Stolee, P., Hirdes, J. P. and Poss, J. W. (2010). Examining three frailty conceptualizations in

their ability to predict negative outcomes for horeare clientsAge and ageing39(6), 755758.

Bergman, H., Ferrucci, Guralnik, J., Hogan, D. B., Hummel, S., Karunananthan, S. and Wolfson, C. (2007).
Frailty: an emerging research and clinical paradigsaues and controversieghe Journals of Gerontology
Series A: Biological Sciences and Medical Sci&#@éys 731737.

Belgium.be. (2018Healthcare costs [online] Available at:

https://www.belgium.be/en/health/healthcare costAccessed 12 Apr. 2017].

Bleustein,C, RothschildD.B, Valen,A., Valatis E, Schweitzerl..andJonesR (2014).Wait times, patient

satisfactionscores andthe perceptionof care TheAmericanJournalof ManagedCare 20, 393¢400.

Buntinx, F., Paquay, L., Fontaine, O., Ylieff, M., & De Lepeleire, J. (2004). Options For a new procedure for

determining care needs in Belgium: iaitial exploration.Archives of public healts2, 173184.

Cherp, A. and Jewell, J. (2014). The concept of energy security: Beyond the tonerdg.Policy’5, 415
421.

Chesser, A., Keene Woods, N., Smothers, K. and Rogers, N. (2016). Litesdity and Older
Adults.Gerontology and Geriatric Medicin2, 113.

Clark, Rand Coffee, N(2011) Why Measuring Accessibility is Important for Public Health: A Review from
the Cadiac ARIA ProjecRublic Health Bulletin of South AustraBél), 38.

CM. Huisartsen: tarieven raadplegingen 2018. [General practitioners and consults[@0li83] Available

at: https://www.cm.be/diensteren-voordelen/ziekteen-behandeling/terugbetalingen

behandelingen/huisartsen/raadpleging¢Accessed 30 Aug. 2018].

Derose, K., Gresenz, C. and Ringel, J. (20adgrstanding Disparities In Health Care AcecAssl Reducing
Them-Through A Focus On Public Heatlkalth Affairs 30(10), 18441.851.

De Roeck, E., Dury, S., De Witte, N., De Donder, L., Bjerke, M., de Deyn, P., EngelzongBiegkx, E.
(2018).CFAPIus: Adding Cognitive Frailty as a New Domain to the Comprehensive Frailty Assessment
Instrument.The International Journal of Geriatric PsychiaB(7), 941947.

De Witte, N., De Donder, L., Dury, S., Buffel, T., Verté, D. and Schols, JA(BtH@)gtical perspective on
the conceptualisation and usefulness of frailty and vulnerability measurements in community dwelling

older adults Aporia: The Nursing Journal(1), 1331.

82


http://eprints.qut.edu.au/view/person/Clark,_Robyn.html
https://www.cm.be/diensten-en-voordelen/ziekte-en-behandeling/terugbetalingen-behandelingen/huisartsen/raadplegingen
https://www.cm.be/diensten-en-voordelen/ziekte-en-behandeling/terugbetalingen-behandelingen/huisartsen/raadplegingen

De Witte, N., Gobbens, R., De Donder, L., Dury, S., Buffel, T.s,Sthat Verté, D. (2013Jhe
comprehensive frailty assessment instrument: development, validity and relial@ksatric
Nursing 34(4), 274281.

De Witte, N., Gobbens, R., De Donder, L., Dury, S., Buffel, T., Verte, D. and Schols, Valj@@atia).of
the comprehensive frailty assessment instrument against the Tilburg frailty indi¢adoopean Geriatric
Medicine 4(4), 248254.

Dury, S., De Roeck, E., Duppen, D., Fret, B., Hoeyberghs, L., Lambotte, D., Van der Elst, M., van der Vorst,
A., Schols, J., Kempen, G., Rixt Zijlstra, G., De Lepeleire, J., Schoenmakers, B., Kardol, T., De Witte, N., Verté,
D., De Donder, L., De Deyn,Ehgelborghs, S., Smetcoren, A. and Dierckx, E. (26&6)ifying frailty risk

profiles of homedwelling older people: focus on sociodemographic and socioeconomic
characteristicsAging & Mental Health21(10), 10341039.

Dury, S. (2018). Dynamics in fwations and reasons to quit in a Care Bank: a qualitative study in

Belgium European Journal of Ageinty10.

Dumont, D. (2015)De sociale zekerheid en de zesde staatshervorming: voorgeschiedenis en algemene
beschouwingen [Social security and the sik#form of the State history and general considerations].
Belgisch Tijdschrift voor Sociale Zekerheid 157%228.

Elo, S., Kéariainen, M., Kanste, O., Pdlkki, T., Utriainen, K. and Kyngas, H.Qualitd)ive content
analysis: A focus on trustworttess.Sage Operd(1), £10.

Etman, A., Burdorf, A., Van der Cammen, T, Mackenbach, J. P and Van Lenthe, F. J5d@i612).
demographic determinants of worsening in frailty among commuditielling older people in 11 European

countries.Jepidemiol community healtl66(12), 11161121.

Evans, D., Hsu, J. and Boerma, T. (2013). Universal health coverage and universédtztasaf the

World Health Organisatiqr91(8), 54646A.

Fereday, J. and Muochrane, E. (2006). Demonstratingdrigsing Thematic Analysis: A Hybrid Approach
of Inductive and Deductive Coding and Theme Developnietetrnational Journal of Qualitative Methads

5, 8092.

Fitzpatrick, A., Powe, N., Cooper, L., Ives, D. and Robbins, J. (2004). Barriers to HeAltbeSar&mong
the Elderly and Who Perceives Thefmerican Journal of Public Healg#(10), 1788.794.

Fret, B., Lambotte, D., Van Regenmortel, S., Dury, S., De Witte, N., Dierckx, E., De Donder, L. and Verté, D.
(2017). Sociedemographic, socieconomic ad health need differences between types of care use in

community-dwelling older adultsinternational Journal of Care and Carifdg3), 351366.

83



Fried, L.P., Tangen, C.M., Walston J., Newman, A.B. Hirsch, C., Gottdiener, J., Seeman, T., Tracy, R., Kop,
WJ. and McBurnie, M.A. (2001). Frailty in older adults. Evidence for a Phendtypelournals of
Gerontology: Series B6(3), 146156.

Gerkens, S. and Merkur, S. (201Bglgium: Health system revieWealth systems in transitioa2(5), -
266.

Goedemé, T., Van Gestel, R., Janssens, J., Lefevere, E., Lemkens, R., & De Spiegeleer, T. (2017). De proactiev
flux: een succesvolle manier om de opname van de verhoogde tegemoetkoming te verbdidren.

proactive flux: a successfull way to improve thptake of the higher reimbursement statusCM

Informatie, (270), 1925.

Goins, R., Williams, K., Carter, M., Spencer, S. and Solovieva, T. (2005). Perceived Barriers to Health Care
Access Among Rural Older Adults: A Qualitative STtdy.Journal dRural Health21(3), 20€213.

Hamad, E., Savundranayagam, M., Holmes, J., Kinsella, E. and Johnson, A. (2016). Towantethmilsed
research approach to content analysis in the digital age: the combined ceatatysis model and its

applications to hedh care Twitter feedsJournal of medical Internet researd8(3).

Health policy in Belgium. (2016). [ebook] Paris: Organisation for Economic Cooperation and Development.
Available athttp://www.oecd.org/belgium/HealthPolicyin-BelgiuniFebruary2016.pdffAccessed 12 Apr.
2017].

Hox, J. and Boeije, H. (200Bata collection, Primary vs. Seconddycyclopedia of Social Measurement
1, 593599.

Kane, R. and Kane, R. (2005). Ageism in healthcare antelomgare.Generations29(3), 4954.

Kilgore, L(2016). Home Care Staffing and Patient SatisfacHome Healthcare Nov@4(2), 115.

Ydzo {FAfTEFNRE 9 OHamMmMOd {2adSYFGAO +SNEdzA Ly d SN
MAXQDA-orum Qualitative Sozialforschung / Forpualitative Social Research,(12

Law of 7 May 2004 considering experiments on human beBgjgjsch Staatsblad8 May 2004.

Landsheer, J. and Boeije, H. (201@)earch of content validity: facet analysis as a qualitative method to

improve questiomaire designQuality & Quantity44(1), 5969.

Levesque, J., Harris, M. and Russell, G. (2013). Raéintred access to health care: conceptualising access

at the interface of health systems and populatiolgernational Journal for Equity in Healtt?(1), 18.

Lee, J. (2016). Paying for School Choice: Availability Differences among Local Education

Markets.International Journal of Education Policy and Leadefsh{p), n5.

84



Litwin, H. and Sapir, E. (2009). Perceived Income Adequacy AmongA@idisrin 12 Countries: Findings
From the Survey of Health, Ageing, and Retirement in Euriee Gerontologis¥9(3), 397406.

Manafo, E. and Wong, S. (2012). Health literacy programs for older adults: a systematic literature
review.Health Education Rearch 27(6), 947960.

Marziale, M. (2016). Universal Access to Health and Universal Health Coverage: Nursing contributions.

Revista LatinlAmericana de Enfermager4(0).

Moffatt, S. and Scambler, G. (2008). Can welfayiets advice targeted at older ppte reduce social
exclusion?Ageing & Sociefy28(6), 875899.

Moula, A. (2017). Building a Framework for Sensitizing Concefdgim School, and Socidpp. 2341).
Springer: Cham.

Opening new avenues for empowerment: ICTs to access informatiorkramdledge for persons with
disabilities. (2013). [ebook] Paris: United Nations Educational, Scientific and Cultural Organisation
(UNESCO). Available http://unesdoc.unesco.org/images/0021/002197/219767e.fjékcessed 12Apr.

2017].

Parker, R. and Ratzan, S. (2010). Health Literacy: A Second Decade of Distinction for Adwmricahsf
Health Communicatigril5(sup2), 2B3.

Penchansky, R. and Thomds,(1981). The Concept of Access: definition and relationship to consumer
satisfaction Medical Care19(2), 127140.

Pensions at a glance. Retirementome Systems in OECD and G20 Countries. (2011). [ebook] Paris.

Available at: http://www.keepeek.com/Didgtal-AssetManagement/oecd/financeand

investment/pensionsat-a-glance2011 pension_glane201l-en#.WiZpQOribcs#pagepAccessed 7 Dec.

2017).

Research for Universal Health Coverage. (2014). [ebook] Luxembourg: World Health Organisation. Available
at: http://apps.who.int/iris/bitstream/10665/85761/2/9789240690837_eng.pdf?ua=1 [Accessed 12 Apr.
2017].

Reyna, C., Goodwin, E. J. and Ferrari, J. R. (2007). Older adult stereotypes among care providers in
residential care facilities: examining the relationshipviee¢n contact, education, and ageisdournal of

Gerontological Nursing3(2), 5055.

Rijksinstituut voor Ziekteen Invaliditeitsverzekering (2014)hite paper on access to care in Belgium.

Brussels: NIHDI et Médecins du Monde.

85



Rockwood, K., Fox, R., Stolee, P., Robertson, D. and Beattie, B. L. (1994). Frailty in elderly people: an
evolving conceptCMAJ: Canadian Medical Association Joudrt#dl4), 489495.

Rowe, J., Fulmer, T. and Fried, L. (20P8@paring for Better Health and Health Care &or Aging
PopulationJAMA 316(16), 1643.

Saha, S. (2006). Improving literacy as a means to reducing health dispdotiegl of General Internal
Medicine 21(8), 893895.

{FTdNXIY>YS 9® O6HnAnMcUOU® LYLINRGAY3I | Jre&val Acceddpumaldie A y 3t
Health Services Research & PoRdy1), 3639.

Schokkaert, E. (2016e gezondheidszorg in evolutie: uitdagingen en keuze. [Healtcare in evolution:
challenges and choicedfoninklijke Vlaamse Academie van Belgié voor Wetsazpen en Kunsten:

Brussel.

Smetcoren, A. (2016)'m not leaving!? Critical perspectives on 'ageing in plagéaiblished doctoral

dissertation Vrije Universiteit Brussel). Brussels: University Press.

Smetcoren, A., De Donder, L., Duppen, D., De Witte, N., Vanmechelen, O. and Verté, Dl ¢2@t83%. an
W OUABS OFNAyYy3 O2YYdzyA (i eMefriendly citibsbaadiacSriniuditiest A ylobat @ . d
perspective 15t ed. Bristol: Policy Pressthte University of Bristol, 9718.

Thorpe, J., Thorpe, C., Kennelty, K. and Pandhi, N. (2011). Patterns of perceived barriers to medical care in

older adults: a latent class analy®#MC Health Services Researci(1).

Usher, K. M. (2015). Valuing allokedges through an expanded definition of accdssirnal of
Agriculture, Food Systems, and Community Developrgf)t 109114.

Vaismoradi, M., Turunen, H. and Bondas, T. (2013). Content analysis and thematic analysis: Implications for

conducting a quadtiative descriptive studyNursing & Health Sciencd$(3), 398405.

Vrijens F., Renard F., Camberlin C., Desomer A., Dubois C., Jonckheer P., Van den Heede K., Van de Voorde
C., Walckiers D., Léonard C. and MeelBeFformance of the Belgian Health &yst Report 2015Health
Services Research (HSR). Brussels: Belgian Health Care Knowledge Centre (KCE). 2016. KCE Reports 259C.

Wallace, S. and Gutiérrez, V. (2005). Equity of access to health care for older adults in four major Latin

American citiesRevsta Panamericana de Salud Puhlit@(56), 394409.

White, H., McConnell, E., Clipp, E., Branch, L., Sloane, R., Pieper, C. and Box, T. (2002). A randomised
controlled trial of the psychosocial impact of providing internet training and access to oldks.aing

& Mental Health 6(3), pp.213221.

86



Wiles, J., Leibing, A., Guberman, N., Reeve, J. and Allen, R. (2011). The Meaning of "Aging in Place" to Older
People.The Gerontologist2(3), 357366.

World Health Organisation. (201&)niversal health coverage [online] Available at:

http://www.who.int/universal health_coverage/enfAccessed 5 Apr. 2017].

World Health Organisation. (201&)niversal coverage- three dimensions [online] Available at:

http://www.who.int/health_financing/strategy/dmensions/en/[Accessed 15 Jan. 2018].

Wolf, M., Gazmararian, J. and Baker, D. (2005). Health Literacy and Functional Health Status Among Older
Adults.Archives of Internal Mediciné65(17), 1944.952.

Wyszewianski, L. (2002). Access to Care: Rememiildrigessond-ealth Services Resear8ii(6), 144,
1443.

Zamora, H. and Clingerman, E. (2011). Health Literacy Among Older 2aluiteal of Gerontological
Nursing 37(10), 43151.

Zhang, M. (2017)A Geographical Analysis of Food Access irGiteater Hartford Area of Connecticut.

(Doctoral dissertation). University of Connecticut Graduate School.

87



Appendix:Interview schemeD-SCOPRhase 2 (in Dutch)

1. Welkomsttekst

Hartelijk dank om ons bij u thuis te ontvangen en voor uw medewerking aan het onderzoek @€ PE

team is een internationale, multidisciplinaire onderzoeksgroep die bestaat uit onderzoekers van de Vrije
Universiteit Brussel, Katholieke Universiteit LewyvUniversiteit Antwerpen, Universiteit Maastricht en
Hogeschool Gent. SCOPE heeft als doel kennis te vergaren over de zaken die maken dat ouderen
kwaliteitsvol in de eigen thuisomgeving kunnen blijven wonen. Hierbij is het noodzakelijk om de visie van
ouderen, mantelzorgers en huisartsen te kennen. Daarom bent u samen met 100 andere ouderen

geselecteerd om deel te nemen aan dit onderzoek.

A. Methodiek individueel interview en scenario

Een individueel interview is een é&p-€én gesprek tussen interviewer en geinterviewde. De eerste vragen
zijn gesloten vragen die ik u kort ga stellen. Vervolgens starten we met het interview. Ik ga u open vragen
stellen en daar soms op doorvragen. Erthaa geen goede of verkeerde antwoordéfet interview duurt
ongeveer 45 minMag ik u er op wijzen dat dit gesprek op computer wordt opgenomen voor de verdere
verwerking.lk zou graag willen beklemtonen dat de informatie die we krijgen tijdens dit ietersirikt
vertrouwelijk is en enkel in het kader van dit onderzoek zal worden gebruikt. U mag op ieder moment
stoppen met het gesprek zonder dat u daarvoor een reden hoeft te geven. Dit alles is opgenomen in een

informed consent. Ik heb een dubbeltje mesov u. Zou u dit kunnen ondertekenen?
B. Opzet onderzoek

Met ons onderzoek willen we te weten komen wat nu de bepalende zaken zijn die maken dat ouderen
kwaliteitsvol in de eigen thuisomgeving kunnen blijven wonen. Concreet is het intemitgsbouwd uit 2

grote delen. Het eerste deel zijn korte vragen waar u kan kiezen uit verschillende antwoordmogelijkheden.
Nadien starten we met het interview. Wanneer er zaken niet duidelijk zijn voor u, aarzel niet om dit aan te

geven. We vangen eerstaanet het schriftelijke deel.
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