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Prof. Anne Margriet Pot — Who Can Tell?

Who Can Tell?

Regulating Person-Centred
Long-Term Care

Madam Rector, Madam Inspector-General of the Health
and Youth Care Inspectorate, Ladies and Gentlemen,

Introduction

The government has been called upon to restore a human scale to the tasks
entrusted to it. Regulating long-term care is key to this, since it is the care of
vulnerable people that shines the light most clearly on what it means to be
human. Society’'s insistence on the human scale calls for a shift in the practice
of regulation. Person-centred care cannot be judged on the basis of a checklist
which asks whether people prefer peanut butter or chocolate sprinkles on their
bread. It is infinitely more complex. It is about how to ensure that people can
function as well as possible over time in interaction with their environment. And
who can judge that better than the people themselves and those who support
them? They can tell.

For the past thirty-five years, through practice, research and education, and
through my national and international involvement in healthcare policy, my focus
has been on the care of vulnerable, often older people. In this chair, | will also
continue to work for vulnerable people, but now from the perspective of regulation.
My professorship in this chair will therefore be devoted to this necessary paradigm
shift in regulation to which | have just referred.
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Allow me on this late Friday afternoon, with the enticing prospect before you of
having a drink and starting the weekend, to direct your thoughts for a moment to
the official and political reality, which, as Tjeenk Willink has analysed so insightfully,
pays lip service to the human scale, but in reality consistently overlooks it, and
seems to think that those on the front line of policy implementation — which in
our case means the care workers — are ‘machines that can be switched on and

off at will and instructed to shift up a gear whenever an incident has taken place'.
(1) Do | really need to give you examples of government agencies that behave like
the proverbial pillar and post between which the despondent citizen is driven,
never finding anyone who will listen?(1) Or of management thinking overriding time
and time again the intuitive understanding that it is about people, about citizens?
Do | need to remind you of the parents who were failed in the childcare benefits
scandal, the passionate teachers, perhaps the well-intentioned farmers in the
nitrogen crisis, the hard-working care workers?

Long-term care according
to the WHO's Healthy
Ageing policy framework

In this chair and therefore in this address | will naturally concentrate on my own
role, which pertains to the regulation of long-term care. But what exactly is long-
term care? The notion shows all the characteristics of what Bruno Latour in the
sociology of knowledge calls une boite noire, a black box, something that is so
self-evident that nobody wonders any longer what we mean by it.(2, 3) The same
applies, of course, to formulaic statements such as ‘the right care in the right place’
and ‘appropriate care'.(4) When | ask students or colleagues what long-term care is,
the answer that often comes back is a list of different forms of care, such as home
care, out-patient care, nursing home care, hospice care, and psychiatric or youth
care in institutions. But such answers refer to how we have organised long-term
care; they tell us nothing about how we view long-term care. And if we end up
identifying care with the different forms of care, this will lead us to focus on the
form of care and not on the care itself, and our policies (if they may be called that)
will soon produce nothing but incoherent and sporadic interventions. So let's open
up the boite noire of long-term care: what do we actually mean by long-term care?
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As a Member State of the World Health Organization (WHO), it is obvious that the
Netherlands takes its direction from the WHO's Healthy Ageing policy framework,
as published in the first World Report on Ageing and Health and endorsed by the
Netherlands together with 193 other countries.(5-7) This currently serves as the
basis for the United Nations Decade of Healthy Ageing 2021-2030.(8) | consider

it a great honour, having been seconded to the WHO in Geneva by the Ministry

of Health, Welfare and Sport between 2014 and 2018, to have had a chance to
contribute to this report and policy framework. It is precisely the privilege of guiding
WHO's work in the field of long-term care worldwide that has strengthened my
conviction that care must always put people at the centre, and continue to do so.

The Healthy Ageing policy framework focuses on people’s functional ability. ‘Healthy
Ageing’ means maximising people’s functional ability over the course of their life.

(5) The word 'Healthy' thus refers to ‘'maximising functional ability’, even in the event
of a severe loss in intrinsic capacity. It does not, therefore, refer to the absence of
medically defined conditions. And ‘Ageing’ does not mean ‘getting older’, but rather
‘progressing through life’. This may sound obvious, but let's not forget that this
introduces onto the world stage a radical redefinition of what healthy ageing means:
fostering functional ability over the course of your life, anyway.

Let's be clear: people generally experience a loss of mental and physical capacity
in the course of their lives. At some point, this will also lead to a loss of functional
ability, which occurs sooner in some people than in others.(9, 10) While one
person may still function excellently at 90 years of age, another may face a loss in
functional ability at an early age.

The de-medicalisation of Healthy Ageing automatically directs our attention to
fields other than just medicine. The Healthy Ageing policy framework makes it clear
that a loss of capacity is compensated for by interactions with the environment

— ‘environment’ being used as an umbrella concept to include the physical, and
hence too the technological, environment, as well as the social environment. The
fact that my glasses enable me to read my text and see you clearly may be a trivial
example, but it is not unimportant in terms of being able to function properly. Each
of us is — to a greater or lesser extent — dependent on resources. With the right
support of others and a suitable home environment, people with serious psychiatric
problems can continue to do as much as possible of what they value. In other
words, interactions with the environment facilitate the construction and realisation
of a higher level of functional ability than would be possible on the basis of mental
and physical capacities alone.
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In this context, long-term care can be defined as the activities undertak-
en by others to ensure that people suffering from, or at risk of, a signifi-

cant ongoing loss of intrinsic capacity can maintain a level of functional
ability consistent with their basic rights, fundamental freedoms and

human dignity.(11) And since that care, and thus the activities that others
are required to undertake, are geared to the unique needs of a person,
long-term care is by definition person-centred care.

So, once again, and at the risk of unnecessary repetition: long-term care aims to
maximise the functional ability of people with a severe, ongoing loss of capacity, not
just here and now, but over time. It is emphatically not about taking over tasks for
people while this is not strictly necessary, but about maximising functional ability.

It is emphatically not just about meeting basic needs, but also about offering the
opportunity to learn, grow and make decisions, to be mobile, to build and maintain
relationships, and to contribute to society.(5)

The quality of long-term
care: uncertain standards
and varying perspectives

Very good. This at least makes the boite noire of long-term care slightly less of a
black hole, sucking up all energy and ideas and money, and being immune to our
influence: we now have a definition that we can use for guidance and management.
But now it's time to take one step further. We now know what person-centred long-
term care is, but what is good person-centred long-term care? What criteria should
a regulator, who is legally called upon to evaluate the quality of care, use in order

to arrive at a judgement? The concept of ‘quality’ always has the connotation of
something ‘good’, but the concept is 'too big and unhandy to move around with'.(12)

Within the framework we have just sketched out, good care means achieving the
best possible functioning for a person with an ongoing loss in capacity. This naturally
entails uncertainty about what ‘good care’ is, because fixed standards do not apply
here.(13) What constitutes good care and support from carers for one person, given
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his or her unique situation, may not be good for another. In fact, it is extremely
unlikely that it will be. Moreover, what constitutes ‘good care’ for a person at one
point will not necessarily be good care for him or her at another point. Because
people’'s capacities and contexts change over time, different interactions from
carers will be necessary to ensure the best possible functional ability.(2, 14)

There is a further consideration. Long-term care consists of activities undertaken by
others to maximise a person’s functional ability over time. Care thus involves actors
who contribute to a permanent reinterpretation of what good long-term care is, in
constantly changing networks with each other and with the environment, including
the physical environment. On the basis of their own positionality — their values,
personality and professionalism — they contribute to the notion of good long-

term care. Within these networks, the care workers who most directly shape the
provision of care to a person with a loss of capacities in his or her unique context
occupy a special and important place, or at least should do. To repeat Tjeenk
Willink's warning, care workers ‘are not machines that can be switched on and off at
will and instructed to shift up a gear whenever an incident has taken place’.(1) In this
context, managers and administrators have a facilitating role to play.

Current regulation of
person-centred long-term
care

So what does all this mean for the regulation of person-centred long-term care?
First, let's take a look at the form that regulation currently takes.

Regulation at present is largely risk-based compliance regulation, built on the work
of Ayer and Braithwaite and of Sparrow.(15-19) Inspectors make visits to individual
care providers and assess compliance with standards based on laws, regulations
and so-called field standards. This gives the Inspectorate the reputation of being,
as my colleague lan Leistikow once jokingly put it, a dark force ‘that imposes
regulations, increases administrative burdens and hands out penalties’.(20)

Black boxes, dark forces...: we have entered a bleak universe, yet what we are

concerned with is what it means to be human par excellence, the continued
optimal functional ability of the most vulnerable among us.
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But let me give a lesson about how regulation currently works. The Healthcare
Quiality, Complaints and Disputes Act (WKKGZ) entrusts the officials of the
Inspectorate with the regulation of care providers who are legally obliged to offer
good care — care of a good quality and of a good standard — which (a) is in all cases
safe, effective, appropriate and client-oriented, provided in a timely manner, and
tailored to the actual needs of the client and (b) involves care providers and carers
acting in accordance with the responsibilities incumbent on them, derived from
professional and quality standards.(21) These professional and quality standards

are so-called ‘field standards’, which define what is understood in the field as good
care and which are developed and registered in an extremely complex process
involving client organisations, care providers or carers, healthcare insurers or service
providers as defined by the Long-term Care Act. The criteria for inclusion in the
Register are in turn set out in an assessment framework with which the National
Health Care Institute assesses whether a quality standard is a responsible description
of good care.(22) The Inspectorate then translates all these laws and regulations
into its own quality assessment frameworks for care of older people, care of people
with disabilities, mental health care and youth care, for example. For each sector,
these frameworks describe the standards that care must meet. Inspectors then
assess compliance with these standards on the basis of triangulation, and if the care
provider does not meet the standard, the Inspectorate takes action.

Are you still with me? Let's be more specific. One of the standards for person-
centred care is that ‘Carers know the client and his or her wishes and needs". The
field, and hence also the Inspectorate, seeks a firm footing in fixed and verifiable
standards, in 'the continuous search for certainty and the desire to minimise risks' in
the words of the Council for Public Health & Society.(23) Inspectors must determine
whether care providers comply with the standard and are thus compelled to
identify evidence, whether in terms of structure-, outcome- or process-oriented
standards.(24) It must be measurable. But how do you measure the extent to which
a carer knows the client and his or her wishes and needs? We're back to the peanut
butter and chocolate sprinkles. This particular lady likes bread with chocolate
sprinkles: you can see that she eats it with relish and she says it's delicious. And
before you know it, the Inspectorate is helping to elevate bread toppings to the
highest standard of person-centred care.

Is the current form of compliance regulation consistent with the uncertainty and
the indeterminate normativity associated with person-centred care? Does it relate
to optimising individuals’ functional ability over time, as described by the Healthy
Ageing policy framework that our country has endorsed? Does the Inspectorate’s
judgement on the quality of care have anything in common with that of the client?
An initial study by researchers around my chair suggests that this is only the case to
a very slight degree with regard to the quality of nursing home care.(25)
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In the remainder of what | have to say, | will make it clear that where there is
uncertainty and ambiguity — as is constantly the case in long-term care — a more
reflexive approach is appropriate.(26) While in traditional compliance regulation, the
regulator checks whether the individual addressee — the care provider — is adhering
to standards, there is no such checking in reflexive regulation.(27) One of the more
difficult questions here is when and how the regulator is compelled to let go of the
reflexive role and switch to an enforcement role.

The client perspectivein
current regulation

It is beyond dispute that an approach that takes account of the client perspective
closely matches the ambitions of the Health and Youth Care Inspectorate (IGJ).
The 1GJ’s current multi-year policy plan says: ‘We like to look at care through the
eyes of the citizen’, and ‘'we are more interested in the perspective of the patient/
client’. Along the same lines, Grit and colleagues very recently argued in favour of
reinforcing reflexive regulation, on the basis of research carried out for the IGJ on
regulating care networks.(28)

Research into the way in which clients and their relatives are currently involved in
regulation makes two things clear: actual client participation is not systematically
embedded in regulation, and space for reflexive experimentation is needed in order
to achieve improvement and resilience.(28-30)

An international overview study from 2020 —with my colleagues Kleefstra and

Van de Bovenkamp as co-authors - into the way in which clients are involved in
regulation, shows that their involvement is low on the participation ladder.(30, 31)
This is true of the Netherlands, but also of countries such as the United Kingdom,
Norway and Australia. Client involvement in regulation remains at the level of
information provision or consultation: looking up clients’ satisfaction ratings on the
website www.ZorgkaartNederland.nl, for example, or questioning clients during

a regulatory visit. Arnstein calls such involvement ‘nonparticipation” it looks like
participation, but in reality it is not.(32)

The study also makes it clear that it is not easy to involve clients in regulation,
although we should note that the main area where this was studied was incident
investigation. Talking about incidents can of course bring up a lot of emotions in
clients, and does not promote their involvement in regulation. However, involving
a disparate group of clients also proves difficult with other forms of regulation. This
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being the case, one may ask how representative the client perspective will be if it
is taken into account.(32) Currently, clients are usually involved in regulation in a
manner and at a time of the inspectors’ choosing, for example when an inspector
happens to see a client sitting in the corridor or during lunch, when inspectors
observe the interactions between clients and care workers.(33) Bread toppings
come to mind once again!

There is also the lurking danger of token client involvement. Dutch research
shows that the experiences of clients that accompany an inspection visit are
not automatically taken into account by inspectors in their assessment of a care
provider.(34-36) It has been found that they are mainly used to illustrate the
inspectors’ own views.

Finally, procedures, time and costs can also hinder the involvement of clients in
regulation.(31)

Sometimes, it should also be said, some great projects take place in the context of
regulation, such as one in which people with mild intellectual disabilities gave their
own assessment of the accessibility of municipal social services.(37)

It is also worth mentioning that research shows that it is far from easy for inspectors
to maintain the reflexive character of regulation. Rutz and colleagues studied
reflexive regulation practices addressing care and support for children growing up
in poverty.(36) To arrive at a judgement, inspectors redefined the problem as one of
cooperation between the involved parties, and in this way the focus shifted back to
a defined risk and a vertical regulatory relationship with a specific addressee, in this
case the municipality.(38)

Towards reflexive
regulation

Person-centred care requires reflexive regulation, as | said earlier. Reflexive
regulation is a mode of regulation that encourages actors to be open and creative,
and to engage in self-observation and self-criticism.(39, 40) It implies the ability

to examine yourself, to direct your focus inward and reflect about your own
assumptions, actions, policies, systems and processes.(39) Reflexive regulation can
be especially helpful with complex issues, which are associated with uncertainty
about standards and where different perspectives play a role.(27, 36)
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In reflexive regulation, cooperation is called for between all relevant parties; it
takes place in interaction between the different actors who play or could play a
role in achieving a particular goal.(41, 42) In short, there is a network of actors.
Who can tell? — Lots of people, in fact. Reflexive regulation does not adhere to
the boundaries of sectors, but cuts across them. Suppose the focus is on making
meaningful activities more accessible to people with dementia, even if their mental
or physical capacities are declining. In that case, it is not just parties from the care
sector that are relevant, but also actors from the local voluntary sector, and in
addition — let's not forget — non-human factors such as public space, transport or
technological resources. In short, in a form of self-regulation, all parties that play
a role in achieving an improvement goal enter into a conversation with each other,
coordinate with each other and determine who and what is needed in order to get
there.

As well as being interactive, reflexive regulation is also a learning process.

It constantly sets in motion new cycles of cooperation, consultation,
experimentation and adaptation. This requires constant flexibility from all the
actors involved, because the learning is not just obvious learning — for example,
learning how to improve the accessibility of activities for people with dementia.
Reflexive learning also involves 'higher order learning’, which considers how (to
stay with the same example) it may have come about that people with dementia
do not continue to participate sufficiently in activities.(43) What does this say
about assumptions, policies, systems and processes, and how can these things be
adapted?(39, 44)

Reflexive regulation should be seen as an alternative form of regulation, not as a
total replacement of the current compliance regulation. Ultimately, the purpose of
regulation — the regulatory object(45) — determines which regulatory strategy is
best suited to creating the intended value to society.(46) If we are assessing whether
care professionals have the correct qualifications or whether medication is being
stored correctly, reflexive regulation is not the right form. If we are dealing with
person-centred care, for example for people with serious psychiatric problems,

this has a high level of complexity, involving multiple actors and so-called open
standards that are dynamic and changeable. Reflexive regulation can be of
significant added value in such a context.
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The potential of narrative
approaches for reflexive
regulation

Some promising narrative approaches are currently being applied in long-term care
that have the potential to shape reflexive regulation. These include the ‘Presence
approach’, ‘Ask us!’ (developed at this university), ‘Connecting conversations,
‘Images of quality’, the ‘Lust for life approach’ and ‘'The story as a quality
instrument'.(47-52)

The power of narrative approaches lies in the fact that they map out the diverse
experiences of different actors and enable reflection on them from different
perspectives, such as those of clients, relatives, care workers and care managers.
This can give rise to better mutual understanding.(53) It also does justice to the
complexity of care and service provision, which may involve conflicting values,
changes over time, and institutional constraints.(54)

Because the people entrusted to our care have been lost sight of, we as a society
must find a way to listen to these people in order to prevent ‘epistemic injustice’.(55)
It is therefore important for the inspectorate to ensure that all actors really listen

to the client and translate what he or she has to say into the right support. This
requires regulators to put away their checklists. As we have already seen, checklists
are more about nonparticipation.(32) It requires regulators to let go of their own
structures that could stand in the way of an actor’s epistemic contribution.(56) As a
result, the regulator is no longer primarily the ‘dark force that imposes rules’, but the
driver of reflection.

In reflexive regulation, narrative approaches can help to make the perspective of
those whose voices are easily drowned out — clients, relatives and care workers

— better heard. Narrative approaches can help to empower clients, relatives, and
care workers to actually say what they, and they alone, know, and by doing so to
change the interactions within the network. This is especially important if we want
to improve the functioning of people with a decline in capacity.

However, we must not be naive. It would be an illusion to think that power relations
can be eliminated with the use of narrative approaches. Just take the inspectorate
itself: the legislators have given it enforcement powers. As a regulator, how do you
ensure that all actors, including clients and care workers, feel invited to have their
say? It is very important for inspectors to remain aware of their power at all times
and for it not to hinder dialogue.

18 Prof. Anne Margriet Pot — Who Can Tell?

The use of narrative approaches in long-term care is often mentioned in the same
breath as narrative accountability. This is understandable in itself. In her study, Jerak
Zuiderent shows how accountability is inextricably linked with day-to-day care
practice and arises in interaction.(57) She distinguishes between accountability that
is independent of the context and is the same for everyone, for example where
performance indicators are used(58), and accountability that is associated with a
specific situation and a specific person. She indicates the importance of the latter in
her study, and the 'narrative work of prioritising and specifying what matters most
to whom and what'.(57)

Narrative approaches have so far been used mainly to achieve better coordination
of care and support between clients, relatives and care workers, and at a team
level. Different perspectives on the quality of care are gathered in order to reflect
collectively on improvements that are needed. At organisational level or at
regulatory level, however, the use of narrative approaches to improve the quality of
care and accountability has as yet received little attention in research and practice.

It therefore remains to be seen how narrative approaches can contribute to the
quality of person-centred long-term care and the associated external accountability
and regulation, and research is required in this area.(59) | would point out that the
regulators cannot be present in all places and at all times, and that the main thing

is therefore to encourage narrative approaches within long-term care, as well as in
the context of accountability.

Programme for the chair

The development and implementation of reflexive regulation based on narrative
approaches are therefore central to the research programme associated with my
chair. The RUN programme — RUN stands for Reflexive Regulation Using Narrative
Methods — is partly financed by a 1.2-million-euro grant from the Netherlands
Organisation for Scientific Research (NWO), within the framework of the Dutch
Research Agenda.(60, 61) One of its deliverables will be a toolkit for regulatory
practice to improve dialogue and accountability with a view to better functioning of
clients, based on narrative approaches, through networks of involved actors.

In order to produce such a toolkit, there are still some questions that we need to
answer with this research. For example, what does reflexive regulation mean for
the role of the regulator? In reflexive regulation, the regulator no longer assesses
the actor who is subject to regulation: instead, the actors within a network assess
each other, and the regulator’s role is primarily to support this process and drive
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it forward. Are actors always willing and able to reflect on their own actions and
adjust them where necessary? Might actors not take advantage of the latitude

they have acquired to undermine the regulator’s influence? Are inspectors able

to let go of their primary stance as assessors and enter into dialogue? And do the
other actors also perceive that this is the case? Research shows that inspectors
who are willing to enter into dialogue are perceived as ‘prescriptive’ despite their
good intentions.(62) Conversely, positive comments are often seen as confirmation
— which then leads to stagnation within an organisation. When and how is the
regulator compelled to let go of the reflexive role and switch to an enforcement
role? We will consider all these questions in our research.

In addition, there are various research projects associated with my chair which aim
to systematically embed the perspective of clients and care workers in regulation.
For example, research is being conducted into the recognition and appreciation of
care workers and how the IGJ as a regulator can use this knowledge to encourage
employee retention in the care sector. An earlier project revealed the extent to
which expectations regarding recognition and appreciation of care workers differ
depending on who you ask: care managers or the care workers themselves.(63)

After this address, it will be clear that research is not separate from regulatory
practice. As Paul Robben, the first endowed professor on behalf of the IGJ

at Erasmus University Rotterdam, pointed out in his inaugural lecture, the

gap between scientific research into regulation and regulatory practice is not

easy to bridge.(64) This is why, following on from the Academic Collaborative
Centre (AWT), we have organised both the generation of knowledge and its
implementation even more closely to and in conjunction with regulatory practice.
For example, inspectors who wish to do so are given the opportunity to conduct
research to help answer questions. In this way we hope to contribute to the further
development and substantiation of the IGJ’s regulatory practice.

Final words

Ladies and gentlemen, the government has been called upon to restore a human
scale to the tasks entrusted to it. Society’s insistence on the human scale calls for

a shift in the practice of regulation. The human dimension is complex, far from
straightforward to measure and emphatically not something that can be captured in
checklists.
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In the first part of this address, | described what the World Health Organization’s
Healthy Ageing policy framework teaches us about person-centred long-term care.
Long-term care includes activities undertaken by others to ensure that people
suffering from, or at risk of, a significant ongoing loss of intrinsic capacity can
maintain a level of functioning consistent with their basic rights, fundamental
freedoms and human dignity. It is about how to ensure that people can function as
well as possible over time in interaction with their environment. Long-term care is
therefore by definition person-centred.

The second part of this address argued that reflexive regulation of person-centred
long-term care for these vulnerable people is a promising approach and needs to
be further developed and implemented through research. Narrative approaches will
be used in this context. In this form of regulation, it is no longer the regulator that
assesses: instead, the actors assess one another.

My chair will be largely devoted to the development and implementation of
reflexive regulation. | am well aware that this is an ambitious goal. At the same time,
my ambition is of a piece with what | have worked on in my career so far, namely
the care of vulnerable people, and | also hope that | have made this clear in this
address.
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| also wish to mention my colleague lan Leistikow: you had already been a
professor at ESHPM working for the IGJ for several years when | was appointed to
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Engaging in science is not possible without practice in creativity. | am therefore
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Anyone who has read my book Zorgen van een mantelzorger (Care and worries of
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Finally, | consider myself lucky to have Marcel Barnard. Those who know him are
aware of his fondness for rituals, provided they are performed well and with dignity.
In my previous address, in South Africa, it turned out at the last moment that he
was expected to accompany the procession in a borrowed gown.(67) To his dismay,
however, he did not have a tie with him. | am glad to be able to give you a second
chance today, and that you are here — in your very own gown, complete with
bands!

And that brings me to the end of my address, "'Who can tell?".
To use the traditional closing phrase (at the risk of sounding slightly ‘Potty’):

| have spoken.
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The government has been called upon to restore a human scale to
the tasks entrusted to it. Regulating long-term care is key to this,
since it is the care of vulnerable people that shines the light most
clearly on what it means to be human. Society’s insistence on the
human scale calls for a shift in the practice of regulation. Person-
centred care cannot be judged on the basis of a checklist which asks
whether people prefer peanut butter or chocolate sprinkles on their
bread. It is infinitely more complex. It is about how to ensure that
people can function as well as possible over time in interaction with
their environment. And who can judge that better than the people
themselves and those who support them? They can tell.
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