Critical Social Policy

http://csp.sagepub.com/

What is customary about customary care? How Dutch welfare policy defines
what citizens have to consider 'normal’ care at home
Ellen Grootegoed, Eva Van Barneveld and Jan Willem Duyvendak
Critical Social Policy published online 12 August 2014
DOI: 10.1177/0261018314544266

The online version of this article can be found at:
http://csp.sagepub.com/content/early/2014/08/12/0261018314544266

Published by:
®SAGE

http://www.sagepublications.com

Additional services and information for Critical Social Policy can be found at:
Email Alerts: http://csp.sagepub.com/cgi/alerts
Subscriptions: http://csp.sagepub.com/subscriptions
Reprints: http://www.sagepub.com/journalsReprints.nav

Permissions: http://www.sagepub.com/journalsPermissions.nav

>> OnlineFirst Version of Record - Aug 12, 2014
What is This?

Downloaded from csp.sagepub.com at UVA Universiteitshibliotheek on 22,2014


http://csp.sagepub.com/
http://csp.sagepub.com/content/early/2014/08/12/0261018314544266
http://www.sagepublications.com
http://csp.sagepub.com/cgi/alerts
http://csp.sagepub.com/subscriptions
http://www.sagepub.com/journalsReprints.nav
http://www.sagepub.com/journalsPermissions.nav
http://csp.sagepub.com/content/early/2014/08/12/0261018314544266.full.pdf
http://online.sagepub.com/site/sphelp/vorhelp.xhtml
http://csp.sagepub.com/
http://csp.sagepub.com/

Article
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welfare policy defines what
citizens have to consider ‘normal’
care at home
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Abstract

In most welfare states, home care for elderly and disabled persons relies
on a combination of private and public responsibilities, with gatekeepers
adjudicating access to publicly funded care. Unlike other governments,
the Dutch government has codified an explicit ‘customary care principle’
that defines the ‘normal daily care that partners, parents, co-resident
children or other household members are supposed to offer each other’
(CIZ, 2013a) to calculate entitlements to publicly funded care. But the
norms set by the Dutch government do not always mirror what citizens
consider normal. Using national statistics and interviews with family
care-givers, care recipients and assessors, we find that while the norm
of customary care can sometimes protect citizens from taking on too
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2 Critical Social Policy

much responsibility, it has an enforcing element for many others who
do not agree with its norms. We discuss the implications of this coercive
element for principles of equality, particularly in times of austerity.

Key words
austerity, equality, family care norms, home care, welfare rationing

Introduction

Sometimes I have difficulty with the share of informal care people must deliver
... But I cannot take that into account. I can say that I understand that it is
difficult, that it is quite a load, but it does not change anything. It is what is
expected of you.

The gatekeeper assessing disabled and elderly people’s eligibility for house-
keeping support in the above quote is alluding to the Dutch government’s
latest norm for ‘customary care’. This norm defines the ‘normal daily care that
partners, parents, co-resident children or other household members are sup-
posed to offer each other’ (CIZ, 2013a: 13). Customary care, in other words, is
not eligible for public funding.

The extension of the right to publicly funded care to care that takes place
within private homes has necessitated new rules for what can legitimately be
expected from families (Kane, 1995). In the face of ageing societies and bud-
get cuts, governments in many welfare states are encouraging citizens to con-
sider long-term home care as a ‘normal’ part of domestic life — much as it was
before the advent of the welfare state (e.g. Newman and Tonkens, 2011). Cuts
to publicly financed care in many European countries are leading to mounting
private care responsibilities (Rostgaard et al., 2011). Governments are trying
to make informal care more attractive to citizens by making it easier to com-
bine care-giving and paid work (e.g. the Netherlands), through cash-for-care
schemes for care-givers (e.g. UK, Ireland), through personal budgets for care
recipients (e.g. Germany, Austria), and through moral exhortation (e.g. UK,
the Netherlands). With the exception of Denmark, the availability of infor-
mal care is taken into account when assessing needs (Rostgaard et al., 2011).
But only in the Netherlands has the government codified the involvement of
informal care-givers with a norm for customary care that goes beyond legal
family obligations (i.e. parent—child and marital bonds).

This article examines the institutionalised norms for informal home care
in the Netherlands and the recently developed concept of customary care
which defines care responsibilities within households. We first review why a
norm for customary care was considered necessary and how it has evolved over
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time. We then examine the extent to which customary care is indeed custom-
ary: whether it mirrors what citizens consider ‘normal’” and whether it serves
to protect families from being overburdened, or instead forces them to take on
more responsibilities. Finally, we examine the implications of the latest norm
for care-giving practices.

The transformation of a concept

The norm of customary care was first introduced in the 1990s in the context
of defining access to the Exceptional Medical Expenses Act (A/lgemene Wet Bij-
zondere Zicktekosten, AWBZ), which covers long-term care for elderly and dis-
abled persons. When the AWBZ was first introduced in 1968, there was no
contestation over the responsibilities of public, institutional care and private,
home care. But two policy shifts subsequently blurred the boundaries. First,
care at home became an explicit policy goal in the 1980s: ‘Citizens should
live independently in their own environment for as long as possible’ (WVC,
1983: 11). Care responsibilities at home could now be both publicly financed
and privately met. Second, by the late 1990s, care recipients could also receive
a monetary allowance instead of services in kind, allowing them to purchase
care on the market. The introduction of this personal budget (paid for by public
funds) further blurred the division between private and public responsibilities
as household members could now receive payment for providing care that was
previously publicly arranged (Pijl and Ramakers, 2007).

The concept of customary care emerged in a period when public sector
accountability, transparency, control and quality management were high on
the agenda (Duyvendak et al., 2006). Rather than being assessed by ‘biased’
home care providers, care recipients’ needs, policy-makers claimed, could now
be assessed objectively by specialised gatekeepers (Peeters and Francke, 2007).
Between 1996 and 2005, the Dutch government developed a standardised
assessment of home care needs that promised to be ‘independent {of stake-
holders}, objective, uniform and integral’ (Peeters and Francke, 2007: 21),
implemented by trained gatekeepers working for regional assessment boards
(Regionale indicaticorganen, R1IO) and, later, for the national assessment centre
(Centrum indicatiestelling zorg, CIZ). The norm of customary care was originally
intended to strengthen the client’s position in the assessment trajectory. Van
Ogtrop, project leader of the expert team that developed the norm, stated:

We aimed for uniformity and equal rights. Everyone should get the same care.
Do assessors think the same in Amsterdam and Roermond? Do we think the
same in Protestant and Muslim environments? Regardless of cultural, gender
and age differences, everyone should be entitled to the same care. (Morée et al.,
2007: 19)
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The norm reached deeply into the private sphere. For example, men were
expected to provide as much care as women, even when this contradicted
the traditional male breadwinner model which remains the reality for many
Dutch families (Morée et al., 2007). The norm was envisioned to have two
effects on care-giving patterns. On the one hand, customary care would set
limits to the duties of relatives who might be at risk of overburdening them-
selves. The norm was thus supposed to have a proective effect by confirming
that informal care-giving beyond what was deemed customary would be a
free choice:

When a care dependent person receives [non-customary} informal care, it should
always be based on free choice. Such care should not be taken for granted, and
it should be investigated whether the care-giving does not overburden the care-
giver. (LVIO, 2003: 22)

On the other hand, the notion of customary care was meant to have an enforc-
ing effect by addressing gender and other differences in care-giving behav-
iour and by expecting all citizens to live up to the same norm. But given
the absence of sanctions in cases of non-compliance, its coercive element
is limited to defining the boundaries of publicly financed care. Customary
care thus relies on the normative expectation that all families will provide a
certain amount of care.

The balance between the protective and coercive sides of the customary care
norm has changed over time. At the outset, the norm was only used as a guide-
line for regional assessment boards to assess families’ care-giving capacities:

It [customary care} depends on various factors like the lifestyle and the division
of tasks within the client system, the strength and values of household members
and the like. What is an excessive effort for one person is an obvious concern for
another ... The assessor will need to make a good estimate of the capacity-care
load ratio of the client system. (BIO, 1997: 32—-33)

Although guidelines were developed for distinguishing customary from non-
customary care, the former was not yet an obligation (Morée et al., 2007).
This changed when the regional assessment boards were replaced by the cur-
rent national care assessment centre, the CIZ (2005). The CIZ more strictly
enacted the Ministry of Health'’s policy that ‘it is unjust when citizens receive
publicly financed care that according to generally accepted standards should
be performed by their social environment’ (CIZ, 2013a: 56). Disabled and ill
persons could no longer request publicly financed home care when such care
was deemed customary.

The introduction of strict rules codifying customary care in 2005 led to
turmoil and numerous complaints to the care assessment authority, especially
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from households that lost their entitlement to publicly arranged housekeep-
ing (WIG, 2013). Client and informal care organisations as well as left-wing
political parties found the rules too rigid for context-specific cases and doubted
it was possible to define what care was ‘customary’ or ‘normal’ for all people
— thereby calling into question the very idea of ‘customary’ as such (VWS,
2005; Wolffensperger et al., 2004). Critics also considered the norm of cus-
tomary care as a sign of government mistrust of citizens too easily requesting
public aid (Morée et al., 2007). But the government, increasingly convinced
of the need for cost-containment, further institutionalised the norm.

What was initially a guideline for care assessors has become a behavioural
norm for all Dutch citizens (Marseille, 2005; Struijs, 2006). Since 2007, the
concept of customary care infuses the new Social Support Act (Wet maatschap-
pelijke ondersteuning, Wmo), under which local authorities have greater
responsibilities for financing and organising care. The Social Support Act
particularly encourages citizens to take on private care responsibilities. Since
2011, customary care has also been codified in national AWBZ legislation on
citizens’ rights and duties (Bza, 2011).

The term customary care suggests care that is ‘normal’, ‘usual’ and ‘gen-
erally accepted’ (CIZ, 2013a). The assumption of shared ideas and practices
gives the concept a sense of legitimacy, while the Dutch government claims
it simply mirrors the responsibilities already ‘naturally’ felt between most
household members. But the debate on how to define customary care — a con-
cept that, since it is said to be based on generally accepted standards, should
not cause confusion — becomes truly puzzling when one examines changing
definitions over time. The government needed 801 words to describe custom-
ary care in 2007, whereas it took 2,432 words to do so in 2013. Defining
‘normal’ is a complex affair.

Defining normalcy

Policy white papers describe customary care as care that ‘everyone needs
(bathing, eating, etc.) but also the care that replaces these “normal” needs due
to permanent health problems’ (CIZ, 2013a: 58). As a baseline for time spent
on customary care, gatekeepers compare the time needed for a care task for a
disabled or ill person with that for a healthy person, for which the frequency
and average time spent (in minutes) are determined by the care assessment
authority (CIZ, 2013a). Substantial differences in the ‘normal’ time needed to
perform these tasks point to ‘non-customary care’.

Customary care responsibilities vary between household members
depending on their relationship to the care recipient. A distinction is also
made between short- and long-term care needs. In short-term care situations
— generally a period of up to three months, when recovery is expected — a// care
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tasks within the assigned types of care are considered customary. But in long-
term care situations — i.e. chronic disorders where care needs (are expected to)
exceed three months — customary care consists of only those care tasks that
‘should be performed by the members of the household, based on generally
accepted standards’ (CIZ, 2013a: 57). Exceptions include cases where patients
are terminally ill or when household members are incapable of performing the
assigned tasks (e.g. due to ill health).

Regulating principles of customary care: Physical
and social proximity

Under the current definition of customary care, two criteria define whether
or not people are obliged to provide care for each other. First, people must
live under the same roof; there must be physical proximity. But not all people
sharing an address are obliged to provide care for each other. Household members
only include persons with whom one shares a sustainable and joint household
(CIZ, 2013a: 13): ‘If two people share their main residence in the same house
and they show care for each other by means of a contribution to the costs of
the household or in other ways’ (CIZ, 2013a: 13). Hence the second criterion
is social proximity. But what does this concretely entail? Is it just about doing
things together (e.g. running a household, paying the bills) or is it about
having feelings for each other as well? Is emotional attachment a part of social
proximity?

The Dutch government’s norm for customary care centres on care exchange
in legally recognised relationships: marriage, cohabitation agreements, shared
parenthood and other formal agreements of mutual responsibility for a house-
hold. But the government also assumes that people in caring relationships
share something ‘intimate’ following from the adage: ‘the more intimate the
relation, the more care they should exchange’ (CIZ, 2013a: 57). In the case of
adult partners this intimacy is linked to an emotional bond: a ‘partner’ is defined
as ‘the adult with whom the care dependant has an intimate, emotional bond
and shares a joint, sustainable household’ (CIZ, 2005: 8, italics added).

The government thus assumes household members maintain caring
relationships, albeit with varying degrees of intensity. Table 1 shows that
care duties are most extensive in the parent-child relationship, followed by
partnerships, and then between other household members (including adult
children). The child-parent relationship, however, is considered less inti-
mate than the parent-child relationship; children aren’t obliged to care for
their parents to the extent that parents must care for their children. While
the authorities prescribe these differences based on assumptions of intimacy,
anticipated strategic behavior may also play a role in setting the customary
care norm; adults can game the rules by maintaining separate living addresses
(Morée et al., 2007).
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Interestingly, the government itself questions the emotional tie adage by
defining cases where care recipients can or cannot refuse the help of household
partners. For the personal care partners are expected to provide each other in
cases of short-term need (generally up to three months), the rule is that they
should do so even when ‘partners have a dispute’ (CIZ, 2013a: 60). Here the
government ignores the basic rule of existing intimate ties and — at least for
short-term care — obliges partners to care for each other even when the rela-
tionship is strained. But children aged 12 and above (the legal age to make
decisions regarding physical integrity) can refuse intimate personal care or
nursing from parents. Hence emotional ties — or the lack thereof — matter, but
mostly for people in dependent positions or unequal relationships.

Care comes first!

The Dutch authorities are outspoken about how customary care responsibili-
ties trump other activities, in particular paid work, education and all other
forms of social participation. ‘By definition having a normal job or being at
school can be combined with giving customary care’ (CIZ, 2005: 9, italics
added). The government has set the following priorities:

e ‘Customary care has priority over the social activities of household members’
(CIZ, 2005: 9).

e ‘When {imminent} overload is caused by social activities outside customary
personal care, whether or not combined with a full-time school or work week,
the performance of customary personal care has priority over those social
activities’ (Bza, 2013).

e ‘“When overload is caused by too many hours of employment or stress at work,
the solution should primarily lie in fewer hours of employment or a way of
reducing tensions at work’ (CIZ, 2013a: 66).

These rules show that customary care has priority over public activities includ-
ing employment, even when it means care-givers have to work less to avoid
burnout (implying reduced income and the risk of poverty).

Ignoring individual and sociocultural diversity

In the new guidelines, sociocultural and individual characteristics (except
age) play no role in defining how much care-giving is considered customary:

With the inventory of possibilities of customary care, no differentiation should
be made based on gender, religion, culture, the way of income generation or
personal opinions on the performance of household tasks. This is a multiform

society, in which every citizen has equal rights to care. (CIZ, 2005: 9)
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The passage above deserves close reading. Not taking existing differences
between households into account is considered the best way to guarantee the
equal right to care — even when these individual or sociocultural differences
affect care-giving. In such cases, the only option for those who do not yet
provide customary care according to the government’s standards is short-term
publicly financed support for household members to learn the customary care
tasks they are expected to perform. The acknowledgement of sociocultural
diversity (‘this is a multiform society’) is not translated into differentiated
norms for different groups to secure comparable care provision for all. Gov-
ernment policy thus de facto ignores that society is multiform. And it is by
denying these differences — or declaring them irrelevant — that the idea of a
normal standard can survive. But are ‘equal rights to care’ thereby guaranteed?
Is equal treatment of unequal cases fair (cf. Taylor, 1994; Young, 1990)?

Changes and variations in the concept of
customary care

Extending customary care

Since the introduction of the concept of customary care, several changes have
extended the care responsibilities of family members. A significant change in
2009 concerned the parent-child relationship: parents were now obliged to
perform one hour a day of previously ‘non-customary’ care for their children
and view this as ‘customary’. Only care that exceeds this new threshold is con-
sidered eligible for public funding. The introduction of the one-hour margin
— rather than the previous baseline of care for a ‘healthy’ child — was legiti-
mised by the idea that all (healthy and ill) children have ‘natural variations’ in
the amount of care and attention they require.

Although client organisations protested against this extension of cus-
tomary care, it was nonetheless implemented (CIZ, 2013a: 59). ‘Belangen-
behartiger.nl’, a non-profit law firm advocating civil rights, mounted a legal
challenge, arguing that this broadening of the concept unjustly restricts access
to public care as it is motivated by political (and primarily financial) consider-
ations rather than being based on scientific or medical grounds (Belangenbe-
hartiger, 2013). More importantly, Belangenbehartiger.nl, 2013 argued that
the customary care norm was changed within internal CIZ guidelines and
not in national legislation, which protects citizens’ access to the AWBZ. The
court ruled in May 2013:

By not assessing seven hours a week of non-customary care, access to care is
restricted. For that, there is no juridical ground ... and it therefore conflicts with
Article 6 of the AWBZ [i.e. national legislation on the rights of the insured}.
(CRvB, 2013)
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The CIZ appealed against the decision, arguing that customary care can also
entail care that is not standard for healthy children but is common among
children with chronic conditions: ‘For children with a chronic impairment,
it is common that parents give the necessary care, which can be more than on
average needed for healthy children of the same age’ (CIZ, 2013b: 1). The CIZ
further argued that the one-hour rule was not meant to limit the right to care,
but to further interpret customary care (CIZ, 2013¢) — namely, to differenti-
ate between customary and non-customary care for healthy and chronically ill
or disabled children. In the end, the court decided that the CIZ had unjustly
applied the one-hour margin to all families, emphasising its duty to investi-
gate what counts as customary care for each child. As of 2014, the one-hour
margin has been rescinded (CRvB, 2014).

Another important extension of customary care in 2012 introduced the
obligation of parents to guarantee a protected living environment for their
(disabled) children, thereby raising the threshold for demanding institutional
care. As this extension does not directly restrict access to public care, it has
not been challenged legally.

There are thus limits to how far the authorities can stretch the concept of
customary care. As it is now part of national legislation protecting citizens’
access to the AWBZ, legislators can oppose government attempts to stretch
the norm. Amendments to the customary care norm that restrict access to
care cannot be made by the CIZ in its internal guidelines without changing
national legislation.

Changing ideas of what is customary

Despite the legal difficulties of entrenching the customary care norm in
national AWBZ legislation, the Dutch government has been actively pro-
moting the norm through the 2007 Social Support Act. The Social Support
Act devolved many of the responsibilities for the care of the chronically ill
in national AWBZ legislation to the municipalities. Unlike the AWBZ, the
Social Support Act entails fewer rights-based entitlements to care and empha-
sises personal responsibility:

Personal responsibility ... also includes appealing to family and friends — one’s
own social network — before one knocks at the local authority’s door for help.
Indeed, it is quite normal for people to do something for their partner, family
member or close friend if one cannot participate in society entirely on one’s own.
The government wants to break the automatism of residents turning to the

government with each and every request for help. (VWS, 2014: 20)

More recently, under the aegis of the Social Support Act, local governments
have introduced a twin concept to customary care: ‘customary help’ (VWS,
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2014). Although in current policy documents ‘customary help’ and ‘custom-
ary care’ refer to the same norms, the term ‘help’ can (and probably will) be
stretched to a broader range of activities, including support for elderly parents
living outside the household (Raad van State, 2013). The term customary
‘help’ also de-medicalises customary care, suggesting that professional care is
unnecessary (Grootegoed, 2013a).

Municipalities differ in their interpretations of what counts as customary
care. Although 85% of municipalities use the national customary care appen-
dix to formulate their policies, research shows that they differ in how they
make use of this appendix (De Klerk et al., 2010a). For example, most munic-
ipalities peg the minimum age of a child’s first housekeeping responsibilities
at five, while others put it at age eight (e.g. Gemeente Zaltbommel, 2012).
Research in the UK has shown the tension between universal welfare rights
and regional differentiation in similar processes of social welfare devolution.
While supporters of devolution argue that regional welfare organisations can
more accurately serve the needs of their clientele (and would therefore be more
just), opponents warn that ‘territorial justice’ is undermined when regional
policies give different rights to citizens — with the risk of weakening solidar-
ity across the polity as a whole (Chaney, 2013).

Municipal policies reveal how customary care is being used, not only
to describe the ideas and practices of ‘normal’ care-giving among household
members, but to define care that the government explicitly does #or con-
sider a public responsibility. The fact that ‘customary’ is no longer exclusively
defined at the national level also introduces local variations to its meaning,
potentially undermining any national claims to what is ‘generally accepted’
and ‘normal’.

What care do citizens consider ‘customary’?

Methods

We now turn to what we know about Dutch citizens’ perceptions of cus-
tomary care. First, we used survey findings from national statistics com-
piled by the Netherlands Demographic Interdisciplinary Institute (NIDI)
and the Netherlands Institute for Social Research (SCP) to determine how
far the norm of customary care mirrors what citizens consider ‘normal’
care. Second, we interviewed care-givers and care recipients subjected to
the implementation of the latest norm to see how they experienced it. Our
data here derive from interviews with clients and/or their co-resident fam-
ily members whose care needs at home were (re-)assessed by the CIZ (under
AWBZ legislation) or by the municipality (under the Social Support Act).
From a wider PhD project sample of 45 clients and their representatives
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re-assessed for the AWBZ in 2009-2010 (Grootegoed, 2013b), we selected
20 respondents who experienced mounting informal care responsibilities
due to cuts in support for daily living and the — then still valid — one-hour
margin of customary care for disabled children. To study the new, local
implementation of the norm (under the Social Support Act), we interviewed
four clients and seven (female) care assessors involved in (re-)assessments for
housekeeping support by the Municipality of Amsterdam in 2013. Addi-
tionally, we observed four assessments conducted over the telephone, again
for housekeeping support. In all cases, clients had at least one healthy adult
household member who could provide customary care. In the interviews, we
asked care recipients, co-resident family members and assessors how they
understood and experienced the government’s norms for customary care.
Overall, these empirical data yield a picture of whether, where, and to what
extent the government’s ideas of customary care mirror popular beliefs or
Impose new norms upon citizens.

Customary care: Care that is customary?

Informal care-giving is common in the Netherlands. In 2008, 1.4 million
people were providing intensive informal care (i.e. for more than eight hours
per week). Of these, 1.1 million persons (about 7% of the Dutch population)
were providing long-term care (i.e. for periods over three months). More citi-
zens are prepared to provide short-term care: in caring for the elderly, 53%
of the Dutch population expressed willingness to provide short-term care, in
contrast to 36% for long-term care (De Klerk et al., 2010b). Care was usually
provided to non-household members: elderly parents (in law) were the largest
group of informal care recipients (40%), followed by friends, acquaintances
and other relatives (30%). The remaining 30% of cases involved caring for
co-resident family members (partners and children) (Oudijk et al., 2010). In
contrast to the government’s concept of customary care, these figures suggest
that care-giving is not tied to the home. Nevertheless, care-givers found it
normal to care for household members: more than 90% of those caring for
a partner or child found their responsibilities to be self-evident (N = 931)
(Timmermans, 2003: 45). It thus takes co-resident family members time to
find out that some of their care-giving is considered ‘non-customary’ and is
eligible for public funding. A mother of a 17-year-old cognitively disabled
son reflected on her first encounter with the assessment authority in 2005:

Many things are normal for me. It is only when you talk to other people that you
realize it is not normal. And also, the woman from the CIZ told me: ‘you have to
think that normally, a 13-year-old boy can do this all by himself. And now, you
have to do it for him’. Like, I prepare his clothing, brush his teeth, and check his
toileting. These kinds of things.
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Owing to the widely accepted norm to care for one’s co-resident children —
disabled or not — the care assessor in fact had to convince the mother she was
doing more than what was deemed ‘customary’. Physical proximity as a regu-
lating principle for customary care also counts for care recipients; for exam-
ple, the majority of clients with moderate to severe disabilities considered it
normal that non-disabled household members (77%) or non-disabled adult
children who live with their disabled parents (64%) contribute to household
tasks (N = 673) (Marangos et al., 2008: 23).

The relevance of the norm to care for family members one lives with, how-
ever, is declining alongside this type of physical proximity in Dutch house-
holds. The percentage of people sharing households is shrinking: the number
of single-person households increased by half a million between 2000 and
2012 (CBS, 2012), while the average number of people sharing a household
is expected to decrease further from 2.3 in 2006 to 2.1 in 2050 (CBS, 2007).
In the Dutch case, the absence of household members may at times be an
adverse effect of the customary care concept itself. Following its introduction
in the assessing of entitlements, care-giver advocacy groups have warned of
‘undesired developments’ — of adult children refusing to take in their elderly
parents and adult children leaving the household to secure eligibility for pub-
licly financed care (Morée et al., 2007; Wolffensperger et al., 2004).

The decline in the average number of household members —and therefore
in the amount of customary care provided by them — has led the government
to consider initiatives such as encouraging multi-generational homes. But
this seems to go against the preferences of Dutch citizens, who show little
interest in creating new multi-generational households with adult family
members. Between 0 and 1% of respondents would like to live in with their
children or ask one of their children to live in when they are old and incapable
of living on their own (N = 7800) (Dykstra and Fokkema, 2007: 125). We see
a similar reluctance among care-giving (adult) children. Only between 9 and
11% of respondents stated that they would like to have their elderly parents
living with or very close to them (Dykstra and Fokkema, 2007: 125).

Most informal care-givers reported providing emotional support, super-
vision and accompaniment on outdoor visits to their close relatives — more
often than domestic care, help with administration, personal care or nursing
(De Klerk et al., 2010a). Bodily care (i.e. personal care, nursing) most often
takes place in the parent-child relationship (De Klerk et al., 2010a). It seems
that the more intimate the care need becomes, the fewer people consider it a
‘normal’ family task. The motives to care also point to the affective bond: for
most informal care-givers, feelings of affection are the most important reason
for providing care, followed by ideas about ‘the proper thing to do’ (Dykstra
and Fokkema, 2007; Timmermans, 2003).

Social proximity thus appears as an accurate regulating principle for
customary care: the majority (83-92%) of the Dutch population would
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perform care tasks because they care about their family. However, more
than half of the population thought people are not obliged to perform care
tasks for family members they do not like (Dykstra and Fokkema, 2007) —a
significant divergence from the government’s norm that urges citizens to
provide customary care even in times of dispute. Family care-givers who feel
pressured to provide care admit such emotional tensions can create difficul-
ties. A mother of a 21-year-old daughter with multiple disabilities (chronic
illness, autism) stated:

Well, she is not an easy child. That is for sure. If you yourself are not well, then
it {i.e. caring} can be quite difficult. Because honestly, that does happen ... Once
I was furious {about an incident with a nursel. And then Sophie [her daughter}

bears the brunt because I am angry and frustrated that she had caused it.

The extent to which the government’s concept of ‘customary’ is mirrored by
citizens’ feelings and practices is thus questionable: citizens only feel respon-
sible and/or able to provide care in good times, while government policies
oblige them to become care-givers in both good and bad times.

From the government’s perspective, care-giving responsibilities at home
have priority over social activities and employment. This valuation of care-
giving over work clashes with the views of citizens, whose feelings of respon-
sibility for care-giving are weakest when significant costs such as disturbance
of working life and loss of income are involved (Dykstra and Fokkema,
2007). Among care recipients we see a similar reluctance to ask for help from
busy household members: 82% of those with moderate to severe disabilities
thought more professional care should be arranged when household mem-
bers have demanding work or school obligations (Marangos et al., 2008). Our
interviewees also felt squeezed between their customary care needs and the
busy lives of household members. A 59-year-old woman with physical dis-
abilities stated:

My [23-year-old} daughter works and goes to school. She works at different
theatre productions here and there, therefore she is very busy and often not at
home. She works very hard in the evenings and at night. I don’t see when she
could do the household tasks! ... Of course she helps sometimes, with vacuum
cleaning or something like that. But you cannot expect her to keep the whole

household running.

People with customary care needs often do not want to demand care from
co-resident family members if this means they will have to give up their
daily activities. A 33-year-old woman with a chronic illness who was declined
housekeeping support said that enforcing the customary care norm (which
deviates from her own) upon her husband creates internal conflict:
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I really wanted to receive outside housekeeping support, because I do not want to
burden my husband ... When my husband gets home from work at midnight, I
hear him cleaning up in the kitchen or some other housekeeping, and that really

makes me feel guilty.

Ideas about what is ‘customary’ does vary among citizens. For example, people
with religious backgrounds tend to maintain stronger feelings of obligation
towards their parents than non-religious citizens. And compared to norms
for native Dutch people, norms for greater involvement in care-giving were
found among all immigrant groups, with the most demanding care norms
found among Muslim immigrant groups (Dykstra and Fokkema, 2007).

High expectations

For citizens with higher expectations of publicly financed care than what
is now offered, the (new) policy guidelines came as a surprise. Care asses-
sors were trained to deal with the expectations of disappointed citizens — by
explaining that there is a standard, applicable also to those who disagree with
it. An assessor of housekeeping support stated: ‘Customary care is care that
is customary, which is the custom, actually. Because that is what it is; it is
the habit, what is generally accepted as just. By the average citizen.” Though
there is no such thing as an ‘average citizen” in a ‘multiform society’, care
assessors use the vocabulary of customary care to make it sound self-evident.
Another care assessor of housekeeping needs told the 23-year-old daughter of
an ill mother who requested support: ‘Now you live in with your mother, you
say, you are now busy with your job, but you should help your mother in the
household. Because it is customary care!’

The more limited access to publicly financed care is thus based on the
expectation that citizens will assume their ‘customary’ roles. But in practice,
relatives who are supposed to provide customary care may not do so. A third
care assessor clearly stated that such scenarios are not her responsibility:

Very simply put, the municipality has set these rules and we {the assessors} just
assume that customary care is provided. I am not going to judge if they {the
relatives} have enough time to do it. Because it is not my task. I also say to people
that I am not going to decide how they should resolve it {customary care tasks}],

only that they should resolve it.

Does the norm-enforcing element within customary care lead to new care-
giving practices? As access to public care becomes more difficult, are citizens
now providing customary care as envisioned by the government? Have the
new norms encouraged the equal participation of all potential care-givers?
A longitudinal study on the provision of informal care between 1975 and
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2011 by the Netherlands Institute for Social Research (SCP) shows that gov-
ernment expectations have not created a more equal division of care-giving
labour over time. Over the course of more than three decades, the amount of
informal care provided by different societal groups (e.g. by age, gender, edu-
cational level) has hardly changed (Cloin et al., 2013; Mensink et al., 2013).
Differences between societal groups persist over time, including after the
more rigid implementation of the customary care norm since 2005 (Cloin et
al., 2013; Mensink et al., 2013). For example, women provide more infor-
mal care than men; 60% of all informal care-givers are women, a percentage
that has remained fairly stable over the course of 35 years (De Boer and De
Klerk, 2013; Mensink et al., 2013). People with lower educational levels con-
sistently provided more informal care than people with middle and higher
educational levels between 1975 and 2011 (Mensink et al., 2013). And up
until the age of 65, the older one is, the more informal care one will provide
(Mensink et al., 2013).

The consistent averages in time spent on informal care moreover hide
another inequality in care-giving that has developed over the past decade:
a smaller number of people are providing informal care, but those who do
spend more time than before (Cloin et al., 2013). This intensification of
responsibilities among certain care-givers suggests that what is suppos-
edly customary care is increasingly becoming the task of a specific group
of citizens. The apparently gender-neutral concept of customary care is
in effect disguising the reality that it is especially (poor) women who
are buffering this transformation in social citizenship, usually at the cost
of their economic independence and/or by risking impoverishment (e.g.
Lister, 1990).

The Dutch government is apparently convinced that its norm of custom-
ary care mirrors what citizens already do and think. After the assessment,
there is no investigation to confirm the actual provision of customary care;
the government simply assumes citizen compliance. We have seen that indi-
vidual and sociocultural differences are ignored, based on the assumption that
this is the best way to guarantee equal rights to care for all Dutch citizens.
Nevertheless, ignoring individual and cultural differences does not undo their
actual influence. With the more stringent implementation of the norm and
its ‘equal’ treatment of unequal cases, the risk is that needs will go unmet as
public care is withdrawn and informal care is not provided. The new norm
may also have perverse effects on private decision-making, e.g. not living
together to maintain access to publicly funded care (Morée et al., 2007). That
neither national nor local authorities have studied these risks shows how the
concept of customary care has shifted from its ambition to achieve equality
among all citizens to a tool to define what care the government is 7ot respon-
sible for — a useful tool in times of austerity.
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Conclusion

The Dutch government has set clear boundaries between public and private
responsibilities for long-term care at home. Its norm for ‘customary care’
informs citizens how much care is expected to be exchanged between house-
hold members and what is beyond customary and therefore eligible for public
funding. Although the government — by using words such as ‘usual daily
care’ and ‘generally accepted standards’ — presents customary care as a ‘mir-
roring’ concept that reflects a norm ‘out there’, its permanently changing
guidelines and legal definitions indicate top-down norm-enforcement rather
than a description thereof. Were the suggestion of ‘generally accepted stan-
dards’ true, a 2,432 word description of customary care would be unnecessary
to address problems of interpretation. Our empirical data indeed suggest that
the idea of ‘normalcy’ contained in the customary notion often diverges from
the opinions and sentiments of citizens.

With its agenda to further roll back public responsibilities for long-
term care, the Dutch government is extending and more strictly applying
its norm of customary care, at times widening the gap between the official
norm and citizens’ interpretations of what is considered ‘normal’ care to give
and receive. While the government maintains a one-size-fits-all approach to
ensure (in its view) the equal treatment of all citizens, the same government is
undermining the very idea of equality through the Social Support Act which
gives municipalities more authority over care arrangements. While variation
at the individual level is not allowed as it is said to undermine equal access to
care among citizens, /oca/ variation in the customary care norm is the result
of deliberate policy.

The very idea of the notion of customary care reflecting what is customary
in society is highly questionable. By setting elaborate guidelines, the govern-
ment hopes that all citizens will participate equally in informal care-giving,
thus giving credence to its claim that all citizens have equal access to (addi-
tional) public care. But as we have seen, citizens fail to live up to the gov-
ernment’s expectations and the unequal distribution of informal care-giving
among different societal groups remains. Amongst family carers that do live
up to the encroaching notion of customary care there is little protest as their
care-giving hinges on the belief that ‘it is normal to do so’. Nor does the
Dutch government seem terribly concerned about these uneven outcomes. All
of this suggests that the norm of customary care has transformed over time
from its aim to protect citizens to a tool for policy-makers to cut budgets in
times of austerity.

Acknowledgements

We thank Evelien Tonkens and the anonymous referees for comments on ear-
lier versions of this article, and Takeo David Hymans for editing the text.

Downloaded from csp.sagepub.com at UVA Universiteitsbibliotheek on September 22, 2014


http://csp.sagepub.com/

Grootegoed et al. 19

Funding

This research project was funded by Platform31, the Dutch Ministry of
Health, Welfare and Sport and the municipalities of Amersfoort, Amsterdam,
Dordrecht, Eindhoven, Haarlem, Leeuwarden, Rotterdam, Utrecht, Zaanstad
and Zwolle.

References

Belangenbehartiger.nl (2013) ‘VWS legt uitspraak van hoogste rechter naast zich
neer’ [www.belangenbehartiger.nl/VWS-legt-uitspraak-hoogste-rechter-naast-
zich-neer.html, accessed 26 June 2013.

BIO (Breed Indicatie Overleg) (1997) Modelprotocol geintegreerde indicatiestelling voor het
terrein van wonen, welzijn en zorg. Gouda: BIO.

Bza (Besluit zorgaanspraken) (2011) ‘Besluit zorgaanspraken AWBZ' [http://wet-
ten.overheid.nl/BWBR0014149/geldigheidsdatum_06-07-20131, accessed 20
April 2013.

Bza (Besluit zorgaanspraken) (2013) ‘Beleidsregels indicatiestelling AWBZ 2013.
Bijlage 3, gebruikelijke zorg’ [http://wetten.overheid.nl/BWBR0032530/
Bijlage3/geldigheidsdatum_30-01-2013}, accessed 18 April 2013.

CBS (Statistics Netherlands) (2007) ‘In 2050 meer en kleinere huishoudens’ [www.
cbs.nl/nl-NL/menu/themas/bevolking/publicaties/artikelen/archief/2007/2007-
2175-wm.htm}, accessed 18 April 2013.

CBS (Statistics Netherlands) (2012) ‘Huishoudens, 2000-2012" {www.compendi-
umvoordeleefomgeving.nl/indicatoren/nl2114-huishoudens.html?i=15-121,
accessed 19 April 2013.

Chaney P (2013) ‘Equality and Territorial (In-)Justice? Exploring the Impact of
Devolution on Social Welfare for Older People in the UK’, Critical Social Policy
33(1): 114-139.

CIZ (Centrum Indicatiestelling Zorg) (2005) Protocol gebruikelijke zorg. Driebergen:
CIZ.

CIZ (Centrum Indicatiestelling Zorg) (2013a) CIZ indicatiewijzer, versie 6.0. Toelicht-
ing op de beleidsregels indicatiestelling AWBZ 2013. Driebergen: CIZ.

CIZ (Centrum Indicatiestelling Zorg) (2013b) ‘Faxbericht Rechtbank Noord Neder-
land, 11 juni 2013’ {www.belangenbehartiger.nl/VWS-legt-uitspraak-hoogste-
rechter-naast-zich-neer.htm}, accessed 17 June 2013.

CIZ (Centrum Indicatiestelling Zorg) (2013¢) ‘Herziene beschikking op bezwaar van
een cliént {02-036374Y, 16 May 2013.

Cloin M, Van den Broek A, Van den Dool R, De Haan J, De Hart J, Van Houwelin-
gen P, Tiessen-Raaphorst A, Sonck N and Spit J (2013) Mez bet oog op de tijd. Een
blik op de tijdsbesteding van Nederlanders. The Hague: SCP.

CRvB (Centrale Raad van Beroep) (2013) “Tussenuitspraak. Aftrekregel bovenge-
bruikelijke zorg bij kinderen’ [http://uitspraken.rechtspraak.nl/inziendocumen
t?id=ECLL:NL:CRVB:2013:BZ9358}, accessed 16 June 2013.

Downloaded from csp.sagepub.com at UVA Universiteitsbibliotheek on September 22, 2014


http://csp.sagepub.com/

20 Critical Social Policy

CRvB (Centrale Raad van Beroep) (2014) “Tussenuitspraak op het hoger beroep tegen
de uitspraak van de rechtbank Leeuwarden van 10 november 2011’ [http://
uitspraken.rechtspraak.nl/inziendocument?id=ECLI:NL:CRVB:2014:1341,
accessed 17 February 2014.

De Boer A and De Klerk M (2013) Informele zorg in Nederland. Een Literatunrstudie naar
Mantelzorg en Vrijwilligerswerk in de Zorg. The Hague: SCP.

De Klerk M, Gilsing R and Timmermans J (2010a) Op Weg met de Wmo. Evaluatie van
de Wet Maatschappelijke Ondersteuning 2007—2009. The Hague: SCP.

De Klerk M, Timmermans J and De Boer A (2010b) ‘Uitwisseling van steun tussen
kinderen en hun oude ouders’, pp. 221-232 in S Van den Broek, R Bronneman and
V Veldheer (eds) Wisseling van de Wacht: Generaties in Nederland. The Hague: SCP.

Duyvendak JW, Knijn T and Kremer M (2006) Policy, People and the New Professional:
De-professionalisation and Re-professionalisation in Care and Welfare. Amsterdam:
Amsterdam University Press.

Dykstra PA and Fokkema T (2007) ‘Persoonlijke zorgnormen: bereidheid te geven
én te ontvangen’, pp. 122-142 in A De Boer (ed.) De Tockomstverkenning Informele
Zorg. The Hague: SCP.

Gemeente Zaltbommel (2012) Beleidsregels maatschappelijke ondersteuning Zaltbommel
2012. Zaltbommel: B&W.

Grootegoed E (2013a) ‘Between “Choice” and “Active Citizenship”: Competing Agen-
das for Home Care in the Netherlands’, Ethics and Social Welfare 7(2): 198-213.

Grootegoed E (2013b) ‘Dignity of Dependence: Welfare State Reform and the Strug-
gle for Respect’, PhD Thesis, University of Amsterdam, The Netherlands.

Kane RA (1995) ‘Expanding the Home Care Concept: Blurring Distinctions among
Home Care, Institutional Care, and other Long-term-care Services’, The Milbank
Quarterly 73(2): 161-186.

Lister R (1990) “Women, Economic Dependency and Citizenship’, Journal of Social
Policy 19(4): 445-467.

LVIO (Landelijke Vereniging van Indicatieorganen) (2003) Werkdocument gebruikelijke
zorg. The Hague: LVIO.

Marangos A, Cardol M and De Klerk M (2008) Ondersteuning en Participatie van Mensen
met een Lichamelijke Beperking. Een jaar na de Invoering van de Wmo. Tweede Tussen-
rapportage. The Hague: SCP.

Marseille A (2005) ‘Het grijze gebied tussen gebruikelijke zorg en AWBZ’, Handicap
en Beleid 3(4): 10—12.

Mensink W, Boele A and Van Houwelingen P (2013) Vrijwillige Inzet en Ondersteun-
ingsinitiatieven. Een Verkenning van Wmo-beleid en -praktijk in Vijf Gemeenten. The
Hague: SCP.

Morée M, Van der Zee B and Struijs AJ (2007) Formalisering van informele zorg. Over de
rol van ‘gebruikelitke zorg bij toekenning van professionele zorg. The Hague: Centrum
voor Ethiek en Gezondheid.

Newman J and Tonkens E (eds) (2011) Participation, Responsibility and Choice: Summon-
ing the Active Citizen in Western European Welfare States. Amsterdam: Amsterdam
University Press.

Downloaded from csp.sagepub.com at UVA Universiteitsbibliotheek on September 22, 2014


http://csp.sagepub.com/

Grootegoed et al. 21

Oudijk D, De Boer A, Woittiez I, Timmermans J and De Klerk M (2010) Manzelzorg
wuit de Doeken. The Hague: SCP.

Peeters JM and Francke AL (2007) Indicatiestelling voor AWBZ-zorg, sector Verpleging,
Verzorging en Thuiszorg. Utrecht: NIVEL.

Pijl M and Ramakers C (2007) ‘Contracting One’s Family Members: The Dutch Care
Allowance’, pp. 81-103 in C Ungerson and S Yeandle (eds) Cash for Care Systems
in Developed Welfare States. London: Palgrave.

Raad van State (2013) ‘Advies over Wmo 2015" {www.raadvanstate.nl/adviezen/
advies.html?id=11096}, accessed 14 February 2014.

Rostgaard T et al. (2011) Livindhome: Living Independently at Home. Reforms in Home
Care in 9 European Countries. Copenhagen: SFI.

Struijs AJ (20006) Informele zorg. Het aandeel van mantelzorgers en vrijwilligers in de lang-
durige zorg. Zoetermeer: RVZ.

Taylor C (1994) “The Politics of Recognition’, pp. 25-73 in A Gutmann (ed.) Mul/zi-
culturalism: Examining the Politics of Recognition. Princeton: Princeton University
Press.

Timmermans JM (ed.) (2003) Mantelzorg. Over de Hulp van en aan Mantelzorg. The
Hague: SCP.

VWS (Dutch Ministry of Health, Welfare and Sport) (2005) ‘Antwoorden op
kamervragen van het Kamerlid Kant over indicatie CIZ’ [www.rijksoverheid.nl/
documenten-en-publicaties}, accessed 18 April 2013.

VWS (Dutch Ministry of Health, Welfare and Sport) (2014) ‘Memorie van Toe-
lichting  Wmo 2015. Kamerstuk, 14-01-2014" [www.rijksoverheid.nl/
documenten-en-publicaties/kamerstukken/2014/01/14/memorie-van-toelichting-
van-wet-maatschappelijke-ondersteuning-2015.html}, accessed 3 February 2014.

WIG (Werkgroep Integratie Gehandicapten) (2013) “Zorgwijzer 2012: achtergrond-
informatie’ {[www.wig.nl/page/pag_view.asp?pag_id=142}, accessed 18 April
2013.

Wolffensperger G, Van Huis A, Henselmans I and Smith R (2004) Werkdocument
gebruikelijke zorg in de praktijk. Onderzoek naar de effecten van de invoering van ber
werkdocument zorg in de uitvoerginspraktijk van de indicatiestelling AWBZ. Gronin-
gen: CVZ.

WVC (Dutch Ministry of Welfare, Health and Culture) (1983) Onder anderen: geesteli-
ske gezondheid en geestelijke gezondheidszorg in maatschappelijk perspectief. The Hague:
SDU.

Young IM (1990) Justice and the Politics of Difference. Princeton: Princeton University
Press.

Author biographies

Ellen Grootegoed is a Chrystal Macmillan Fellow in Social Policy at the University of Edin-
burgh. She holds a PhD in Sociology from the University of Amsterdam. Her PhD research
focused on Dutch welfare state reform in the field of long-term care. She received her training
at the University of Utrecht, where she obtained a Master’s degree in Interdisciplinary Social

Sciences.

Downloaded from csp.sagepub.com at UVA Universiteitsbibliotheek on September 22, 2014


http://csp.sagepub.com/

22 Critical Social Policy

Eva van Barneveld recently finished her Bachelor in Sociology at the University of Amster-
dam, participating in the Honors programme. This programme included a research internship
with Jan Willem Duyvendak and Ellen Grootegoed. She is currently doing the Media and
Journalism Master’s programme at the University of Amsterdam.

Jan Willem Duyvendak has been Professor in Sociology at the University of Amsterdam since
2003 (Distinguished Professor since 2014), prior to which he was Director of the Verwey-
Jonker Research Institute for Social Issues (1999—2003) and Professor of Community Develop-
ment at the Erasmus University Rotterdam. He received his Master’s degrees in both sociology

and philosophy at the University of Groningen.

Downloaded from csp.sagepub.com at UVA Universiteitsbibliotheek on September 22, 2014


http://csp.sagepub.com/



