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Houdbare zorg en
ondersteuning in tijden
van cCrisis

Mijnheer de Rector Magnificus,
Zeer gewaardeerde toehoorders,

De uitdaging -

Mijn stelling is dat het ontwikkelen van een houdbaar zorgstelsel een

aanpak vergt die traditionele, acute zorg overstijgt en aansluit bij behoeften

en mogelijkheden van mensen. Wereldwijd is er sprake van vergrijzing, er
zijn steeds meer mensen met -vaak meerdere- chronische aandoeningen
en beperkingen. Deze veranderingen doen de vraag naar zorg en onder-
steuning toenemen, terwijl publieke middelen beperkt zijn. Er is bovendien
sprake van toenemende sociaal-economische ongelijkheid en daarmee
gepaard gaande gezondheidsverschillen in veel landen in Europa.1.2
Goede eerstelijnszorg blijkt deze sociaal-economische gezondheids-
verschillen overigens wel te verkleinen en te resulteren in een betere
volksgezondheid, maar brengt tegelijkertijd ook hogere kosten met zich
mee.3 Eén van de grootste uitdagingen voor de komende decennia is het
ontwikkelen van een houdbaar zorgstelsel dat alle groepen binnen onze

samenleving effectief bereikt.

Het is mijn ambitie om vanuit mijn leerstoel samen met mijn collega’s van
de sectie sociaal medische wetenschappen en met anderen initiérend en
faciliterend te zijn in de zoektocht naar houdbare zorg die effectief is voor
verschillende vaak kwetsbare groepen. Ik zal dat in deze rede nader
motiveren en toelichten.

* Ik ben dank verschuldigd aan Jane Cramm en Erik Schut voor hun nuttige commentaar op
eerdere versies van deze rede.
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Figuur 1. Aantal chronisch zieken in Nederland in 2005 en 2025
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Bron: Rivm 2007. Vergrijzing en toekomstige ziektelast Prognose chronische ziekten prevalentie 2005-2025;

Vrijhoef, H.J.M. (2010). Chronisch zieken hebben de toekomst. Inaugurele rede Universiteit van Tilburg.



Veranderde zorgvraag

Op een totale bevolking van 16,5 miljoen mensen zijn er in Nederland meer
dan 4,5 miljoen chronisch zieken. Bij 1,3 miljoen mensen (8%) is sprake van
meer dan één chronische ziekte,4 oftewel zogenaamde multimorbiditeit.
Vooral onder ouderen komt multimorbiditeit vaak voor. Zo heeft bijna

één op de drie 75-plussers meer dan één chronische ziekte zoals diabetes.
Het lijkt alsof we in Nederland steeds zieker worden. Gezondheid is echter
niet zozeer de afwezigheid van ziekte, maar juist ook de lichamelijke en
geestelijke gesteldheid om de dingen te doen die we graag willen doen.
Uit die optiek is de gezondheid van de Nederlanders de laatste jaren niet
slechter geworden.5 De levensverwachting is tussen 2003 en 2008 met
meer dan twee jaar gestegen tot 78,3 jaar voor mannen en 82,3 jaar voor
vrouwen. En de twee extra levensjaren die er recent zijn bijgekomen worden
grotendeels in goede gezondheid doorgebracht. Wel blijken — zoals eerder
aangegeven — steeds meer mensen één of meerdere ziekten te hebben en
zal ook in de toekomst het aantal chronisch zieken toenemen.

Demografische veranderingen hebben niet alleen in Nederland maar wereld-
wijd vérstrekkende gevolgen voor de inrichting van zorgstelsels.6 In 2060 zal
door de toegenomen levensverwachting ongeveer 30% van de bevolking

in Europa ouder zijn dan 65 jaar.” Deze hogere levensverwachting is een
geweldige prestatie, maar brengt ook grote uitdagingen met zich mee. Door
leeftijd-gerelateerde ziekten en beperkingen ervaren veel mensen een ver-
slechtering van de gezondheid en kwaliteit van leven. Dit terwijl mogelijk-
heden om mensen zorg en ondersteuning te bieden onder druk staan door de
economische crisis en maatschappelijke veranderingen waaronder een achter-
uitgang in het gemeenschapsleven.8 Ik kom hier nog op terug.

Wie is (on)gezond?

In totaal is zo'n 70% van de ervaren ongezondheid van mensen toe te
schrijven aan het hebben van een chronische ziekte.? Indien er sprake is
van multimorbiditeit, dan zijn de gevolgen alleen maar groter, met meer
beperkingen en een lagere kwaliteit van leven. Multimorbiditeit komt
overigens vaker voor bij vrouwen dan bij mannen. Daarnaast is een lage
sociaal-economische status geassocieerd met het hebben van meer
chronische aandoeningen.10 Mensen met een lage sociaal-economische
status ondervinden bovendien meer gevolgen van hun chronische ziekte.
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Lager opgeleiden hebben meer gezondheidsproblemen en overlijden
gemiddeld zelfs 6 tot 7 jaar eerder dan hoog opgeleide mensen. Dit verschil
is nog veel groter als we kijken naar de als goed ervaren gezondheid;
laagopgeleide mannen en vrouwen leven ongeveer 20 jaar minder in als
goed ervaren gezondheid dan hoogopgeleide mannen en vrouwen.11

Deze sociaal-economische verschillen in morbiditeit en levensverwachting
doen zich in alle levensfasen voor. Alhoewel relatieve gezondheidsverschillen
afnemen naarmate mensen ouder worden, nemen de absolute verschillen

in gezondheid juist toe naarmate mensen ouder worden en zijn zelfs

het hoogst bij de alleroudsten (90+).1 Verder weten we dat een slechte
gezondheid, chronische aandoeningen en lichamelijke beperkingen veel vaker
voorkomen bij allochtonen dan bij autochtonen.’2.13 Het aantal mensen van
18-65 jaar dat de eigen gezondheid als slecht of zeer slecht ervaart is hoger
onder allochtone dan onder autochtone Nederlanders. Vooral veel Turken en
Marokkanen ervaren hun gezondheid als slecht of zeer slecht. De verschillen
tussen allochtonen en autochtonen zijn significant ook als rekening wordt
gehouden met het effect van geslacht, leeftijd, opleidingsniveau, burgerlijke
staat en arbeidssituatie.4 Deze verschillen worden dus slechts deels verklaard
door verschillen in sociaal-economische status.15

De ervaren gezondheid is ook slechter naarmate mensen ouder worden.
Van de 75-plussers voelt nog 59% van de mannen en 50% van de vrouwen
zich goed of zeer goed gezond.16 Binnen de groep ouderen is het verband
met leeftijd echter zwak.17 Andere factoren zoals opleiding, inkomen,
burgerlijke staat en etnische achtergrond spelen hierbij een grotere rol.

Zo blijken mannen met een lage sociaaleconomische status hun ambitie-
niveau lager te stellen als het om hun gezondheid gaat. Naarmate zij ouder
worden ervaren zij hun gezondheid daardoor niet vaker als minder goed.
Gescheiden mannen en vrouwen rapporteren relatief vaker dan gehuwden
een slechtere ervaren gezondheid: ruim anderhalf tot tweeénhalf keer zo
vaak als gehuwden. Alleenstaanden ervaren in vergelijking met samen-
wonenden ook een slechtere gezondheid.16

En kwaliteit van leven dan?
Er blijken ook belangrijke verschillen te bestaan in kwaliteit van leven

tussen mensen. Kwaliteit van leven houdt meer in dan alleen de ervaren
gezondheid.18 Het gaat dan bijvoorbeeld ook over de subjectieve beleving
van leefomstandigheden en over de kwaliteit van onze sociale relaties. Ook
in Europa wordt steeds meer aandacht besteed aan de kwaliteit van leven





























































































zij (chronisch) ziek zijn. Ook de rol van een ondersteunend netwerk in de
gemeenschappen waar mensen deel van uitmaken is hierbij relevant. De
verschillen tussen gemeenschappen, zij het dorpen, of wijken of buurten,
in de mate van sociale ondersteuning, informele zorg, sociale cohesie, sociaal
kapitaal en onderlinge solidariteit zijn daarbij een spannend onderzoek-
gebied dat bij kan dragen aan inzicht in verschillen in gezondheid, zelf-
managementvaardigheden en welzijn van mensen. Hier is internationaal
veel aandacht voor, ook op het terrein van Global Health.

De verdere ontwikkeling van sociaal-medische kennis zal geintegreerd
worden in de onderwijsprogramma’s van het iBMG. Naast de huidige sociaal-
medische kennis op het terrein van patiéntgerichte zorg, public health en
sociaal-economische en etnische gezondheidsverschillen, is het wenselijk

om een aantal thema'’s verder uit te bouwen. Het gaat dan in het bijzonder
om kwaliteit van zorg, toegankelijkheid en gebruik van voorzieningen en

de ervaringen van kwetsbare groepen met de gezondheidszorg, welzijnsvoor-
zieningen en gemeenschapszin. Naast inhoudelijke kennis vergen deze vraag-
stukken ook methodologische kennis zoals het toepassen van geavanceerde
methoden en technieken en instrumentontwikkeling. Ik ben er van overtuigd
dat ik samen met mijn collega’s op het terrein van de sociaal medische
wetenschappen een bijdrage kan leveren aan verdere onderwijsvernieuwing
zowel op Bachelor, Master als PhD niveau. Hoogwaardig onderwijs vraagt om
hoogwaardig onderzoek. De leerstoel sociaal medische wetenschappen maakt
dit mogelijk; toponderzoek inbrengen in excellente onderwijsprogramma'’s.
Met deze leerstoel zal een bijdrage worden geleverd aan het ontwikkelen van
een houdbaar zorgstelsel dat aansluit bij de behoeften en mogelijkheden van
mensen en dat is ingebed in een samenleving waarin ook lokaal hulp en zorg
aan elkaar wordt gegeven.

Dankwoord

En nu - bijna aan het einde van mijn rede - wil ik graag een aantal
mensen bedanken. Mijn dank gaat uit naar de besturen van het instituut
Beleid & Management Gezondheidszorg, de Faculteit der Geneeskunde
en Gezondheidswetenschappen, de Erasmus Universiteit Rotterdam

en de Vereniging Trustfonds van deze universiteit voor het instellen
van de bijzondere leerstoel Sociaal-medische wetenschappen. Ik wil

de benoemingscommissie en de elkaar opvolgende iBMG-prodecanen
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professor Wilfried Notten en professor Werner Brouwer bedanken.
Wilfried Notten heeft zich op een cruciaal moment in mijn carriére als
sponsor opgeworpen en daar ben ik hem zeer dankbaar voor.

Velen hebben het mogelijk gemaakt om hier vandaag te staan. De eerste
jaren bij BMG waren dat mijn collega’s van de sectie BZO, en Mathilde
Strating en Roland Bal met wie ik het landelijke Zorg voor Beter programma
mocht evalueren. En de afgelopen jaren mijn partner in science Jane Cramm
- het begrip synergie heeft betekenis sinds ik met jou samen werk. De sectie
Sociaal-medische wetenschappen met Marleen Foets, Jane Cramm, Gerrit
Koopmans, Erwin Birnie, Wim Labree, Anushka Choté, Hanna van Dijk,
Annemarie de Vos, en Jacqueline Hartgerink biedt de ideale context om
samen een belangrijke bijdrage te leveren aan de grote vraagstukken waar
we als maatschappij voor staan. Deel uit maken van deze groep is een beetje
als thuiskomen - veel herkenning en veel humor.

Op deze plek wil ik ook Siegwart Lindenberg bedanken. Als promotor heb
je grote invloed gehad op mijn wetenschappelijke ontwikkeling. Je bent in
veel opzichten een voorbeeld voor me. |k stel me vaak voor wat jij in een
bepaalde situatie zou doen.

De secretaresses Alexia Zwaan, Hanna van Gent en Liza Moreira, alsmede
de afdeling financién Arjanne Wagner en Eugene Sophia dank ik voor alle
ondersteuning de afgelopen jaren. Ko Hagoort wil ik bedanken voor het
vertalen van een deel van deze oratie.

Als er iets te vieren valt is de confrontatie met wie er niet zijn des te groter.
Mijn lieve collega Kees van Wijk. Een bevlogen wetenschapper en docent.

Mijn vader die zijn liefde en ontzag voor de wetenschap met me deelde.

Hij heeft me ook van dichtbij laten zien wat het betekent om patiént te zijn.
Hoe pijn en levensvreugde er uitzien aan het einde van een leven. En hoe
samen delen verlies dragelijker maakt. Tot vandaag. Je had hier vandaag bij
moeten zijn.

Maar nu wie er wel zijn!



Mijn lieve dochters Ella en Marijne. Er is geen grotere voldoening dan naar
jullie te kijken op al die momenten dat we blij zijn. Ondanks alle hectiek
en mijn gebrek aan geduld kan ik me door jullie liefde geen ander leven
wensen. Meer tijd zou wel fijn zijn!

Onze familie en vrienden zijn de pilaren waarop ons leven rust. Janny van
Lohuizen, Marjolein Nieboer, Marit Stokkentreeff, Lidi Nieboer, Lida
Timmerman, Jaco Berveling, Dinie Martens, Marije Nooteboom, Tinie Koops,
Ece Batchelder, Danique Bosman en Noralie van "t Hul. Zonder jullie
betrokkenheid en steun stond ik hier niet vandaag.

Soms vecht je ergens lang voor en als het eenmaal zover is, is het moeilijk om

oprecht blij te zijn. Als instituut staan we voor een ingrijpende reorganisatie.

Op dit moment weten we niet wie zal blijven en wie niet. Wat ik wel weet is
dat ik omringd ben door mensen die met heel veel inzet en passie hun werk
doen. En ik ben blij dat ik daar deel van uitmaak. We gaan een zware tijd
tegemoet — de opgave qua werk is groter dan ooit. Ik hoop dat we er door
onze onderlinge solidariteit en betrokkenheid en door het verbinden van
onze talenten in slagen om hier sterk uit te komen.

lk heb gezegd.
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Sustainable care
In a time of crisis

Mister Rector Magnificus,
Highly esteemed audience,

The challenge *

I am of the view that developing a sustainable healthcare system requires

an approach that goes beyond traditional, acute care and meets the needs
and abilities of all groups in society. Worldwide, our societies are ageing,

and the numbers of people with — often multiple — chronic conditions and
impairments continue to rise. These changes will increase the demands for
care and support, in a time when public resources are limited. Furthermore,
we see increasing socio-economic disparity and associated health inequity

in many European countries.!.2 Good primary care has been proven to reduce
these inequities and result in better public health, but at the same time
incurs higher costs.3 One of the largest challenges for the next decades is the
creation of a sustainable healthcare system that effectively reaches all groups
in our society.

My ambition, within the context of this professorship and in collaboration
with my colleagues in the socio-medical sciences and others, is to take the
initiative and support the search for sustainable care that is effective for
diverse, and often vulnerable, groups. | will further explain the motivations
underlying this goal.

* I am grateful to Jane Cramm and Erik Schut for their useful comments on earlier versions
of this lecture.
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SUSTAINABLE CARE IN A TIME OF CRISIS

Figure 1. Numbers of chronically ill people in the Netherlands in 2005 and projections for 2025
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transformation and transformation of the work process to achieve
sustainable organisational change. This approach aligns with Ed Wagner's
chronic care model, which is also based on structural system changes, the
redesign of the care process, and the co-production of care by the health
professional and patient. | will discuss the role of the patient in greater detail
later, when I go into the importance of patient-centred care, but first | would
like to introduce the expanded chronic care model of Barr and colleagues, 60
which also considers the influence of the community on the effectiveness of
care and citizens' quality of life.

The importance of the community
The expanded chronic care model supposes that people’s commitment

serves to optimise services and improve public health. The early detection
of symptoms and effective self-management minimise citizens’ limitations
and positively affect their quality of life. Se/f~-management and developing
personal skills are therefore essential components, similar to the original
chronic care model.

Figure 3. The expanded chronic care model
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The expanded chronic care model, however, encompasses more than clinical
and functional outcomes; it also considers support in all areas: prevention,
care, curing, well-being, and living. It is not merely a matter of redesigning
the care process, but a broader re-orientation of services, such as various
healthcare and welfare services. People’s quality of life is always paramount,
rather than any illness or impairment.

Caregivers are supported in decision making to provide the best possible
care and support, and laymen are supported in decision making to ensure
they will be more capable of managing the consequences of illness or
impairment in others and in themselves. This support may allow people to
make better choices that promote healthy living. Screening and prevention,
for example, may be useful to monitor imminent (further) loss of quality of
life. Also, multidisciplinary care and support offer actual decision-making
support through the exchange of information and mutual consultation
among stakeholders.

The deployment of information systems is important for information
exchange among health professionals, but also for gaining insight into
the needs of vulnerable people in the community. These needs could be
addressed more appropriately if we were to know the social and economic
contexts in which professionals in organisations operate.

Public health policy should include complementary strategies, such as
legislation, fiscal measures, taxes, and organisational change. Public
authorities are responsible for creating and maintaining a sustainable
system, and thus must develop policies that consistently contribute

to the quality, accessibility, and affordability of care and support. The
government is not alone, however, in this respect. A sustainable system
also involves stronger appeals to family members, friends, and the local
community.

One's social environment can promote bad health or benefit health,61
thereby potentially compensating in part for the increasing demand for
services. Much is known about the importance of social support for people’s
quality of life and health.62.63 In a supportive environment, living
conditions are safe, stimulating, comfortable, and pleasant. To achieve this,
the community in which one lives should be characterised by personal, long-
standing relationships, in which people not only help each other in practical



ways, but also make you feel that you can count on them if necessary.

Itis a circle of mutual relations, but mutual not in the sense of ‘tit for tat’;
rather, much more as a willingness to pay attention to one another and
help someone if needed; it is a matter of mutual solidarity.64 Moreover,
the reinforcement of social relationships in the community can prevent
socio-economic disparity.65

A society that lacked cohesion would be characterised by social disorder
and conflict, disparate moral values, extreme social inequality, low levels
of social interaction among and within communities, and little attachment
to place. In past decades, neighbouring has not declined dramatically;

it continues to be an important activity for many people.66 However,
extralocal ties are increasing and becoming more dissociated from
forms of local interaction. People are socialising within and outside the
neighbourhood, but these activities are differentiated. Elderly people
and those outside the labour force show little change in the pattern of

neighbouring and are apparently more dependent on local ties.67

There are many neighbourhoods where residents have relatively low
neighbourhood engagement. In such neighbourhoods, residents may
nonetheless enjoy a high degree of liveability because they aren’t nuisances
to one another, they feel safe, and each individual looks after the physical
appearance of the neighbourhood. However, when neighbourhood
liveability becomes an issue, cooperation among residents is often a
necessary condition for improvement. Unfortunately, particularly in
neighbourhoods with liveability issues, widespread cooperation among
residents is not likely to come about naturally, nor can its longevity be taken
for granted when it does arise. Disadvantaged neighbourhoods tend to lack
the necessary qualities of self-help, mutuality, and trust that could aid their
regeneration, which in part explains, and is a cumulative product of, their
decline.8

Consequently, the last component of the expanded chronic care model is
about reinforcing the community. Citizens, but also welfare and healthcare
professionals, can play important roles in mobilising people in communities
and strengthening formal as well as informal networks. By trying to achieve
a common, mutually agreed-upon goal, they can take action to solve local
problems.68 An example of an initiative in the Netherlands to support
vulnerable citizens and strengthen local networks is the reinstatement of
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the historical role of the visiting district nurse.69 By taking stock of any
problems in the home situation and offering support, the hope is that these
nurses will slow the development of impairments and chronic conditions,
thereby reducing the risk of admission to a nursing home.70 These district
nurses — also called ‘visible links’ — reinforce collaboration among
professionals from different disciplines, which leads to improved care
delivery to vulnerable groups in society.7! They provide support and
preventive education, coordinate various services, and prevent unnecessary
care consumption.71.72 The experiences of vulnerable citizens with this care
and support are positive,7! and they reach higher levels of self-reliance and
quality of life.73 This approach conforms with the Netherlands Council for
Public Health and Health Care’s29 recommendation that health professionals
seek more collaboration in multidisciplinary teams on a community level. At
the same time, our research on new types of integrated care and support in
neighbourhoods has revealed that it is often difficult to get multidisciplinary
collaboration off the ground.74-76

An integrated neighbourhood approach
Due to the ageing of society and the necessity of cost saving, we rely

increasingly on informal networks to support the elderly. An important
reason for the greater demand for care and support appears to be a decline
in the size of elderly individuals’ social networks. It is thus important to
monitor these social networks and to support the elderly in other ways, such
as by offering neighbourhood or welfare services. In this way, we can limit
the number of elderly people falling under the National Act on Medical
Expenses.”? Besides, almost all elderly people prefer to live independently
in their own neighbourhoods as long as possible. A strong supportive
network is crucial to achieve that goal. In Rotterdam, the ‘Even Buurten’
project, on-going since May 2011, is attempting to reinforce the social
networks of independently living elderly people through the application
of an integrated neighbourhood approach by professionals from care and
welfare services. The aim is to enable (early) signalling of problems and to
provide concrete help and support to vulnerable elderly individuals. The
points of departure are each elderly person’s preferences and what he or
she can still do, if necessary with support from the informal network and

- only when this does not seem to suffice — with professional support.

The success of a neighbourhood approach such as Even Buurten depends
strongly on the presence of an integrated formal - as well as informal -



support network in the neighbourhood, in which partners in the fields of
prevention, cure, care, well-being, and living collaborate optimally, from
problem signalling to care delivery. Regrettably, collaboration within the
formal network and between the formal and informal networks often leaves
much to be desired, although it is greatly needed. Professionals acknowledge
the importance of informal networks for elderly persons, but, at the same
time, they are reluctant to call upon these networks. Collaboration among
professionals from different organisations (such as between care and welfare
services) is, likewise, not a matter of course. Although professionals attach
great value to the needs and well-being of the vulnerable elderly, they report
that organisations’ (financial) interests constitute a barrier to collaboration.
Even Buurten and similar neighbourhood initiatives may contribute to
allaying concerns about competition among organisations because they
remove financial compartmentalisation. These neighbourhood approaches,
however, are often dependent on temporary funding, which precludes any
guarantee of the sustainability of neighbourhood networks that are built.
Neighbourhood-centred and cross-sectionally organised funding could
perhaps enforce collaboration among professionals with greater effect.
Given the current reform in long-term care delivery, whereby municipalities
now deliver less-intensive care, neighbourhood-centred approaches such as
population-based financing seem more appropriate. This course enables us
to set targets at the neighbourhood level for the work process and final
outcomes. Medical care such as nursing will be placed under the Dutch
Health Insurance Act in the near future. Health insurance companies are
thus also interested in population-based financing, as it allows cost saving
and improves outcomes through the investment in and promotion of
collaboration among primary care, hospital care, home care, and long-term
care. Population-based financing can stimulate shared responsibility for

the well-being of elderly people or other vulnerable groups, giving a greater
role to collaboration with other professionals and informal caregivers. Again,
however, a sustainable healthcare system can only be achieved when all
people involved are committed to the cause and citizens become more aware
of their responsibilities as co-producers.78 Stronger solidarity among
neighbours we observed in neighbourhoods in Rotterdam is promising in this
regard. In addition, we found that 22% of community-dwelling older people
supported others. The shift toward a so-called ‘participation society’ seems to
reflect a trend already taking place — people seek support within informal
networks because they have less confidence in the supportive roles of the
government and market.
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Prevention

As co-producers of a sustainable system, people are capable of managing
their own health and quality of life by means of prevention. The better we
manage to take good care of ourselves, to eat healthily, to not smoke and
get enough exercise, and the better we can be self-managers and maintain
social relationships, the better our health and quality of life will be.79-82
To obtain the best possible health gains with scarce public resources,
preventive measures that enhance citizens’ commitment to their own
health and support lifestyle improvements are increasingly needed.

Public health in the Netherlands is not doing well in all respects. Although
we have seen an increase in the life expectancy of women, we still lag
considerably behind other countries in this aspect.> The current life
expectancy of Dutch women is 82.3 years, just above the average in the
European Union. The life expectancy of Dutch men is one of the highest

in Europe. With increasing life expectancy, however, the number of people
in the Netherlands with one or more chronic diseases is rising.

The most frequent chronic conditions have much to do with people’s
unhealthy behaviour. Attention to lifestyle and health promotion are
therefore essential to prevent disease. Changing one’s lifestyle, however, is
not easy. People are free to make their own choices, and any enforcement
would violate this personal freedom. The extent to which preventive
measures are considered justified or unjustified is related to the balance
between individual and societal responsibility, such as in the case of the
ban on smoking in public venues. Few intervention methods have proven
effects. Even with changes in behaviour, it often remains unclear whether
the eventual goal - the improvement of public health — will be achieved.
An additional complicating factor in this context is the institutional setting
of health promotion, which is characterised by vertical decentralisation
and horizontal fragmentation. Although national goals and areas of focus
have been defined, there is no hierarchical structure for the realisation of
these goals. The urgency of prevention is increasingly and more widely
acknowledged, but many actors make their own judgements. For example,
there is no national standard for the (range of) tasks of municipal
health services in the field of health promotion. And in the process of
decentralisation toward the municipality level, health policy becomes
embedded in local politics, which have their own goals and considerations.>



We find ourselves in this situation in a time of crisis, when prevention
becomes more and more important to achieve sustainable care.

Lifestyle and health behaviour
The trends in unhealthy lifestyles have stabilised, but the current levels are

still far too high. The reduction of unhealthy life habits is not progressing,
notably among the less-educated segment of society. Despite informational
campaigns, the numbers of alcohol and drug abusers, as well as obese
people, in the Netherlands have not decreased. Forty to 50% of the Dutch
population is overweight, and one in nine suffers from obesity. This trend is
seen throughout the world.

Figure 4. Percentages of overweight people from 1990 to 2009
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Not only adults are overweight. One in seven children aged 2 to 9 years is
overweight, and this trend is also global. In an overview study, Wim Labree
showed that children with immigrant backgrounds were at particularly great
risk of this condition in most European countries.83

More than half of the Dutch population does not meet the guidelines for a
healthy diet, notably those on the intake of sufficient vegetables and fruits.
Almost half of the Dutch population fails to meet the norm of 30 minutes of
moderately intensive physical activity every day. Only the number of smokers
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has declined slightly in the past few years, after years of stagnation. Still,
27% of people in the Netherlands are smokers; this percentage is higher than
in surrounding countries. We have also seen that unhealthy life habits often
co-occur, particularly in segments of the Dutch population such as less-
educated groups. This effect has been observed in all age groups.84

Thus, health inequities are large and tenacious. Less-educated people in the
Netherlands die an average of 6 to 7 years earlier than do those with more
education. The difference between these two groups in life expectancy
without physical impairment is even larger: 14 years. These health inequities
have not declined in recent years, despite the implementation of several
policies. The gap has even widened for some lifestyle factors, such as
smoking. Narrowing this gap would require a much more effective health
policy aimed at less-educated groups. Moreover, we currently have little
insight into the effectiveness of health policy among immigrants in the
Netherlands. For example, we do not know whether socio-cultural or socio-
economic factors help to explain differences in overweight between children
of migrant origin and native Dutch children. Given that overweight children
also have greater risks of numerous other health problems, further research
that would improve our ability to intervene successfully is greatly needed.83

Well-being and self-management
It is becoming increasingly important that people take care of themselves

as best and as long as possible. Better self-management abilities can relieve
the pressure on the healthcare system caused by the increasing demand for
care and support. They will help people remain independent for a longer
period of time.85 Most self-management interventions aim to improve the
management of a chronic condition.86 Chronically ill people are motivated
to manage their conditions as best as possible from day to day, for example
by taking medicines, getting exercise, eating healthily, and giving up
smoking.87 Self-management requires more, however, than just managing
one’s condition; it also involves the management of one’s health and well-
being in broader sense.”9

Much of the research | have done in the past years with my colleague Jane
Cramm has been based on the social production function theory developed
by Siegwart Lindenberg.88 This theory supposes that people try to improve
their living conditions in many ways. They will generally strive to achieve
physical and social well-being.



People with functional limitations may become dependent on care and
support. By providing care, we, as a society, try to protect people’s well-
being. How this care should be best organised depends on the manner in
which it can contribute to well-being. Thus, we need to establish what
determines the well-being of people and how it can be improved.

I will begin here by describing the different dimensions of well-being on
the basis of Lindenberg’s social production function theory,88 and the ways
in which these dimensions are influenced by iliness or functional limitations.
I will then explain the possible roles of care and support in preventing

a decline in well-being due to functional limitations, and describe the
possibilities that people have based on their self-management abilities

and resources.

Dimensions of well-being
Physical well-being is achieved on the one hand by the proper amount of

stimulation, for example physical exercise or mental and sensory stimuli, and
on the other hand by optimal comfort. Comfort is a somatic and emotional
state based on the absence of physiological needs (no pain, hunger, or thirst)
and the presence of a pleasant and safe environment.

Social well-being is achieved by reaching three goals: status, behavioural
confirmation, and affection. Status refers to someone’s position in social
rankings, such as those based on one’s profession, lifestyle, or specific
talents. Behavioural confirmation implies that someone lives by his or her
own norms or by the norms adopted by relevant others. Affection refers
to love, friendship, intimacy, and emotional support, given for example by
one's partner, children or other loved ones.88-90

Physical and social well-being are general goals within a hierarchy with the
ultimate goal of subjective well-being; in other words, optimal quality of life
or mental well-being.90-92 By distinguishing different levels of goals and
realizing that lower-level goals are needed to achieve higher-level goals,

we can trace the consequences of illness or functional limitations for the
well-being of people, and thereby determine what type of care and support
is needed.
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(Limited) opportunities for substitution
Apart from the focus on physical well-being, caregivers should also place

sufficient emphasis on social aspects in order to ensure people’s well-being.91
Physical and social well-being can be substituted for one another to only a
limited degree; certain levels of both physical and social welfare are always
required to achieve overall subjective well-being.93 This holds true as well
for the various aspects of social and physical well-being. Without a minimal
amount of affection (or status or behavioural confirmation), there can be no
social well-being. And without a minimal level of comfort (or stimulation),
physical well-being is out of the question. At a lower level in the hierarchy

of activities and resources, however, goals are generally easily substitutable.
Substitution takes place on the basis of the relative costs of alternative goals.
When the opportunities to realise status (for example, job status) decrease,
an individual will turn to affection and behavioural confirmation, for

example by intensifying social contacts.94

Figure 5. Hierarchy of well-being

Overall well-being

Behaviour
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Besides the hierarchical goals that are important for achieving overall well-
being, so-called metagoals are also important for people to realise well-being.
Metagoals are quality aspects of social-production functions. This refers to
the universal striving to improve one's individual situation by two overall



metagoals: 'immediate efficiency' and 'development of well-being over
time'. These metagoals tell us something about the way people realise well-
being, which involves the degree of control that they have, the availability of
multifunctional activities and resources, and the evasion of loss, as shown in
Figure 6.

Figure 6. Hierarchy of metagoals

Development of

Immediate efficiency el el

To achieve well-being, the care that people receive must be both efficacious
in the short term and contribute to well-being over time. Efficiency in the
short term can be improved by giving people control over (“the production
of’) their own well-being and by delivering multifunctional care; that is,
care that contributes to multiple aspects of well-being. Preventing loss
increases short-term efficiency and is also important for the development
of well-being in the long run.88,93

Effects of functional limitations
Iliness and functional limitations do not affect everyone’s well-being in the

same way. Earlier research has shown that one’s resources, such as physical
condition, social relationships, and income, influence well-being in times of
iliness as well as health. The presence of a partner and other social contacts,
for example, has an important buffering function.94

Social relationships and other resources enable people to participate

in activities, among other things. The disruption of important activities
threatens people’s abilities to achieve physical and social well-being.

The loss of well-being also depends on the nature of the activity, as some
activities lead to more well-being than do others, for example because they
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are multifunctional in the sense that they serve more than one higher-level
goal. For example, people can maintain good condition by physical exercise
(physical well-being), but exercising with others, for example in a sports club,
will also increase social well-being. Functional limitations that make one
forego important activities have far-reaching consequences for well-being,
unless one has the option to substitute for losses. If people’s ability

to continue engaging in important activities is facilitated, functional
limitations need not necessarily (or only to a limited extent) lead to a lower
level of well-being. Care and support can have a crucial role in this context.

Nardi Steverink95 has identified six self-management abilities that are crucial
for older people’s well-being, even if they are confronted with deteriorating
health and a narrowing social network. The first self-management ability is
the capacity to take initiatives. A person who seeks friendship or wishes to
keep up an existing friendship needs to take the initiative, rather than taking
a passive stance toward the other. The second important self-management
ability is having a sense of efficacy, which is also called self-efficacy. Without
trust in their own abilities, people will be reluctant to take action. The third
ability is the aptitude to invest. Taking friendship as an example, this implies
that one must be willing to do something for the other without expecting a
favour in return right away. The fourth self-management ability is the ability
to look positively to the future. The fifth ability is the capacity to provide for
multifunctionality. A multifunctional friendship contributes to multiple
domains of well-being. For example, going on a walk or going shopping
with a good friend contributes not only to affection, but also to stimulation.
The sixth and final self-management ability is the ability to provide variety.
Variety in friendship simply means having more than one friend, which
provides more opportunities to receive affection, for example. Variety
makes people less vulnerable to loss.95

Self-management abilities will not lead to well-being until they are actually
applied to the main domains of well-being. We should be aware that
someone’s self-management abilities are not constant and can be influenced
by interventions. Interventions serve to support people in preventing loss
and preserving their major resources for well-being.95.96

Patient-centred care
Attention to self-management abilities in a broad sense — not only in

relation to health behaviour, but with respect to general well-being - is



largely in line with present-day developments in patient-centred care.
This form of care relies on partnerships among health professionals, patients,
and their families (if appropriate) to ensure that patients’ needs, wishes, and
preferences are respected when decisions must be made and that patients are
offered proper education and support to enable them to make decisions and
participate in their own care.24 Ideally, patient-centred care is a matter of
co-production of care by the care provider and patient. In practice, however,
patients often find that their wishes are not respected, that opportunities
for the involvement of family and friends are too few, and that they have
insufficient insight into the risks associated with specific medical procedures

or interventions.97

Still there are important reasons to promote patient-centred care. Several
reviews have clearly shown that it may result in health gains, better quality
of care, and lower costs.98 True, this is not always the case, certainly not in
every respect. We have noticed, for example, that disease management
programmes in the Netherlands mainly address chronically ill people’s health
behaviour and ability to manage the disease, with improved quality of life as
the ultimate goal. In the long term, these programmes have indeed achieved
gains, as many patients stopped smoking and engaged in more exercise.
Physical quality of life improved, and health behaviour changes were found
to predict this improvement. At the same time, we saw that self-management
abilities weakened as a consequence of living with a chronic condition
and possible deterioration of functional capacity (social, cognitive, and
physical).Thus, these disease management programmes did not succeed in
sustaining these self-management abilities, let alone improving them. Note
that | am referring to self-management abilities in a broad sense, those that
sustain general well-being, rather than the more narrowly focused abilities
needed to manage one’s chronic condition that disease management
programmes typically address. We found that broader self-management
abilities needed to sustain well-being had deteriorated significantly in
chronically ill people 1 and 2 years after the programme. Moreover,

mental quality of life had worsened, which appeared to be predicted by

the deterioration in self-management. So the question is whether these
disease management programmes should be labelled successful - given that
they improved health behaviour and physical quality of life in the patient
populations involved — or not fully successful, as they failed to stop the
worsening of self-management abilities and mental quality of life. In all
likelihood, the truth lies midway between the two. It would seem important,

¥3083IN 'd VNNV '¥4a'40¥d

(=]
v

SISI¥D 40 JWIL V NI 3¥VD 318VNIVLSNS



PROF.DR. ANNA P. NIEBOER

=)
o

SUSTAINABLE CARE IN A TIME OF CRISIS

though, to achieve a shift to a broader view of self-management abilities,
encompassing more than merely management of a chronic condition.99

As the quality of care is known to be related to aspects such as age,
educational level, and symptoms of depression, patient-centred care

should also take into account patients’ background characteristics.100.101

We also know that access to care may differ among various ethnic groups.
For example, Anushka Chote02 reported that immigrant pregnant women in
the Netherlands often seek obstetric care too late. The infant mortality rate is
higher in the immigrant population. In contradiction, however, to what one
would expect, initiating obstetric care at a later stage of pregnancy does not
explain the worse outcomes in terms of gestational age at birth or birth
weight. Further research should aim to elucidate the reasons for the striking
differences among ethnic groups in access to care, which may involve social
situations and lifestyles, and ways to account for these in the care delivery
process.102

Healthy ageing

Within the context of a population that is growing older and the overloading
of health and welfare systems, active and healthy ageing of community-
dwelling older people becomes increasingly important. The world faces
demographic challenges that will have significant effects if not adequately
addressed.103,104 Good economic reasons underlie the enactment of policies
and programmes that promote active and healthy ageing, in terms of
increased participation and reduced health and social care costs.



Figure 7. Numbers of children (<5 years) and older people (65+ years) as percentages of the world

population: 1950-2050
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Source: United Nations. World Population Prospects: The 2010 Revision.

In the Netherlands, public spending on social services and domestic help

has increased substantially. Available data, however, indicate that old age
per se is not associated with increased costs. Rather, disability and poor
health — often associated with old age — are costly. As people become better
able to age actively and healthfully, and live in age-friendly neighbourhoods
with supportive networks, costs associated with ageing populations may

not increase as rapidly.

Although often chronically ill and functionally impaired, many older people
achieve some degree of balance in their lives; their requisite healthcare does
not dominate their existence. Active ageing is the process of optimising
opportunities for well-being, participation, and security to enhance well-
being as people age. ‘Active’ refers to continual participation in society,

for example by engaging in activities that allow older people to realise

a life-long potential for well-being. Examples of active ageing are social
participation, helping neighbours, and volunteering. Improving active
ageing is expected to lead to improved health outcomes as well as cost
reductions. For example, research has demonstrated significantly

reduced mortality in individuals who provide support to friends, relatives,
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neighbours, and spouses.’05 Others have found that social exclusion leads

to a decline in complex cognitive performance,106 whereas engaging in
social and leisure activities stimulates brain function, which leads to more
brain activity and reduces functional losses.107 In a time when the prevalence
of dementia is increasing enormously, and given that dementia is the most
costly disease (even more so than heart disease or cancer),108 it is important
to promote active ageing among older people. Healthy ageing is also
important to promote independent living and well-being among community-
dwelling older people. The concept of healthy ageing incorporates physical,
mental, and social well-being. Thus, within a healthy and active ageing frame-
work, policies and programmes that promote healthy lifestyles (e.g. healthy
eating, regular exercise, modification of smoking/drinking behaviours) and
self-management abilities to maintain mental health and social connections
are as important as those that improve physical health status.79 Currently, 60%
to 70% of older adults do not meet the recommendations for physical activity
to obtain health benefits, 109 which emphasises the strong need to promote
active and healthy ageing within this population.

Older immigrants
In the Netherlands, the number of older people is expected to increase more

among immigrants (by 163%) than among natives (by 44%) between 2009
and 2025.110 Most immigrants live in large cities, 11 with Turks, Surinamese,
and Moroccans comprising the largest groups in the Netherlands.112

The prevalence of diabetes mellitus, COPD, and musculoskeletal disorders
is relatively high among elderly immigrants. However, (prescribed) drug
utilisation is relatively low in these populations, especially among elderly
Turkish and Moroccan individuals with diabetes and COPD.113 Health
behaviours, such as smoking, eating habits, and physical activity, play crucial
roles in these health problems and differ between immigrants and natives.
For example, in the Netherlands, the prevalence of overweight is much
higher among immigrants114 and the prevalence of smoking is especially
high among Turks.115 Inadequate understanding of the roles of socio-cultural
mechanisms in health and health behaviour compromises the design and
implementation of effective healthcare delivery and health promotion
strategies for older immigrants.116.117 To improve the quality and effectiveness
of (preventive) healthcare delivery to older immigrants, and to deliver care
tailored to their needs, we need insight into the socio-cultural mechanisms
leading to their poorer health and health behaviours and opportunities to
promote active and healthy ageing.



Global health

One of the major epidemiologic trends of the current century is the rise
of chronic and degenerative diseases in countries throughout the world,
including developing countries.

Figure 8. The increasing burden of chronic noncommunicable diseases: 2008 and 2030
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Source: World Health Organization, Projections of Mortality and Burden of Disease, 2004-2030

The global disease burden has shifted from acute to chronic conditions
worldwide, but most health systems haven't, especially in developing
countries.118 Creative solutions are needed to address the escalating
healthcare demands of the chronically ill, especially in countries with poor-
quality chronic care delivery. Growing evidence from around the world
suggests that the outcomes of chronically ill patients improve when they
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receive effective treatment within an integrated system.119,120 Therefore,
an integrated healthcare system with components at micro- (patient and
family), meso- (healthcare organisation and community) and macro- (policy)
levels is needed.118

Figure 9. The chronic care model for developing countries: the Innovative Care for Chronic Conditions
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Just like the original and expanded versions of the chronic care model, the
chronic care model for developing countries reflects a new way of thinking
in ‘whole systems’, in contrast to the fragmentation of health services
currently available in many developing countries.121 Informed, activated
patients and prepared, proactive practice teams are central in the original
and expanded chronic care models. In developing countries, however, the
role of the community is even much more important, especially considering
the distance between care providers and patients. Therefore, the centre of
the chronic care model for developing countries is formed by the patient,
the practice team, and the community, which in turn are supported by the
larger healthcare system, wider community, and policy environment.

The importance of socio-economic resources

Creating an integrated healthcare system is an important first step forward,
but more is needed to improve health, prevent diseases, and enhance well-
being among poor people in developing countries.122

We investigated the influences of social and economic conditions on
self-rated health and well-being in South Africa and found that education,
social resources, and employment were significantly related to the health
and well-being of community-dwelling Africans in a township.123-126

These findings suggest that health outcomes may be improved through
interventions beyond the health system: creating job opportunities,
strengthening social resources, bettering educational systems, and promoting
educational access. These findings are important in understanding the

struggles of the lowest socio-economic stratum. Policy makers should consider

the benefits of such programmes when addressing health outcomes in
financially distressed districts. Such policies may also improve a wide range
of health issues by promoting healthy behaviour, disease awareness, and
disease-preventive behaviour. We hypothesise that social resources promote
good health through healthy behaviours, acting as a preventive measure.
While existing health policies emphasise disease treatment, our findings
suggest that a greater emphasis on social environment, employment, and
education could be more beneficial.

My view that the development of a sustainable healthcare system
requires an approach that goes beyond traditional, acute care and meets
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the needs and abilities of people is decisive for the future research agenda
and design of new educational programmes. | will briefly sketch out this
agenda following the themes | have discussed.

The promise of this professorship

The research line that my colleagues and | have developed in past years
mainly addresses socio-medical themes, such as patient experiences, quality
of care, accessibility, and the consumption of services (primary care, hospital,
long-term, welfare). We have focused on the consequences of healthcare
(reform) for the health and well-being of vulnerable groups, including
vulnerable elderly people, young people with chronic conditions, individuals
with intellectual impairments, the chronically ill, and low socio-economic
status groups. Our socio-medical sciences group has already a strong position
in research and education in the fields of i) illness and health, ii) care and
support, and iii) development of the healthcare system.

An important issue that we would like to resolve is the ways in which
innovations in care and well-being provisions actually result in sustained,
coordinated, and patient-centred care. Then there is the question of what
is needed from organisations to realise this goal and how innovations can
effectively support vulnerable groups in terms of self-management, health,
and well-being. Healthcare systems and organisations are often not flexible
enough to efficiently implement innovative solutions. Unsuccessful
implementation of changes in healthcare and welfare organisations is,
moreover, related to insufficient insight into the effectiveness of innovations.
It should be made clear under what circumstances and for what groups
innovations effectively provide good-quality care. The ultimate goal, after
all, is the provision of optimal support to help people improve or sustain
their health and well-being. The role of self-management abilities is very
interesting in this respect. Especially the questions of the extent to which
and circumstances under which people remain physically and socially active
while keeping a positive outlook on life, even if they are (chronically) ill.
Furthermore, the role of supportive networks in the communities in which
people live is relevant in this respect. Differences among communities, be
they villages, town districts, or smaller neighbourhoods, in levels of social
support, informal care, social cohesion, social capital, and mutual solidarity
form an exciting area of research that can help explain inequalities in



people’s health, self-management abilities, and well-being. These issues
receive great attention internationally, also in the field of global health.

The further development of socio-medical knowledge will be integrated
into the educational programmes offered by iBMG. Apart from current
knowledge on patient-centred care, public health and socio-economic
and ethnic disparities in health are other themes that deserve further
investigation. In particular, we can single out quality of care, accessibility
and use of services, and experiences of vulnerable groups with healthcare,
welfare facilities, and community solidarity. Apart from substantive
knowledge, addressing these themes also requires methodological
knowledge, such as the application of advanced methods and techniques
and instrument development. | am convinced that, together with my close
colleagues, | can make a contribution to further educational reform at the
bachelor’s, master’s, and PhD levels. Top-quality education is inextricably
bound to top-quality research. Holding the socio-medical sciences
professorial chair will enable me to achieve the injection of top research
in excellent educational programmes. This professorship will contribute to
the development of a sustainable healthcare system that meets the needs
and abilities of people and is embedded in a society in which people also
provide care and support to each other at a local level.

Words of thanks

And now - nearing the ending of my lecture — I would like to thank a number
of persons. The boards of the institute of Health Policy & Management, the
Faculty of Medicine and Health Sciences, Erasmus University Rotterdam and
the Vereniging Trustfonds of this university are thanked for establishing the
Endowed Chair in Socio-medical sciences. | am grateful to the appointment
committee and the successive Vice-Deans in iBMG, Professor Wilfried Notten
and Professor Werner Brouwer. At a crucial moment in my career Wilfried
Notten has acted as my advocate, which | appreciate very much.

Many others have made it possible for me to be in this position today. In the
first years at iBMG my colleagues in the BZO group, as well as Mathilde
Strating and Roland Bal with whom I did the evaluation study of the national
Care for Better programme. And in recent years my partner in science Jane
Cramm - the concept of synergy has gained significance since I'm working

¥3083IN 'd VNNV '¥4a'40¥d

~N
w

SISI¥D 40 JWIL V NI 3¥VD 318VNIVLSNS



PROF.DR. ANNA P. NIEBOER

~N
E-Y

SUSTAINABLE CARE IN A TIME OF CRISIS

with you. The Socio-medical sciences group with Marleen Foets, Jane Cramm,
Gerrit Koopmans, Erwin Birnie, Wim Labree, Anushka Choté, Hanna van Dijk,
Annemarie de Vos, and Jacqueline Hartgerink provides the ideal context

to tackle together some of the issues our society is facing. Being part of this
group feels a bit like coming home - a feast of recognition and plenty of
humour.

This is also the occasion to thank Siegwart Lindenberg. As supervisor of my
PhD-work you genuinely influenced my scientific thinking. In many respects
you serve as an example for me. | often imagine what you would do in a
specific situation.

Alexia Zwaan, Hanna van Gent and Liza Moreira, our secretaries, and
Arjanne Wagner and Eugene Sophia of the financial department, thanks for
all the support over the years. | too thank Ko Hagoort for translating part of
this lecture.

Being confronted with the memory of those who are no longer with us is
even harder in times of celebration. My dear colleague Kees van Wijk.
Impassioned researcher and teacher.

My father who shared his love and awe for the world of science with me.
He also made me realize from close-by what it means to be a patient. How
pain and joy of life look like at life's end. And how sharing together makes
loss more bearable. Until today. You should have been here today.

But let’s move on to those who are really here!

My dear daughters Ella and Marijne. There is no greater pleasure than
watching you in all those times when we are happy. In spite of my hectic
schedule and lack of patience | would wish for no other life, thanks to your
love. More time would be nice though!

Our family and friends are the pillars of our life. Janny van Lohuizen,
Marjolein Nieboer, Marit Stokkentreeff, Lidi Nieboer, Lida Timmerman,
Jaco Berveling, Dinie Martens, Marije Nooteboom, Tinie Koops,

Ece Batchelder, Danique Bosman and Noralie van ‘t Hul. Without your
commitment and support, | know | would not be here today.



It may so happen you spend a long time fighting for a cause and once it's
done it can be hard to really enjoy. As an institute we are facing a far-reaching
reorganization. At this moment we don’t know yet who will stay and who will
leave. What | do know is that I'm surrounded by people who are doing their
job with great dedication and passion. And I'm glad to be part of it. We are in
for a hard time - the work load is heavier than ever. | hope that through our
mutual solidarity and involvement and by combining our talents we may
emerge strong from our present difficulties.

| have stated.
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