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In the summer of 2024, Sabya Van Elswijk spent six weeks in a Dutch village. She wasn't on holiday:
she was doing an ethnography for the LeTs-Care project, studying a local care initiative up close. She
had rented a place, brought her son, and simply became part of the daily life of the community.

That is the kind of commitment that sets ethnography apart from most research methods, and itis
also what makes it the backbone of LeTs-Care.

"Every practice is specific," she explains, "so everywhere the process of access to the field and the
specific activities you do will be different. Time is also a very important aspect of doing ethnography. It
really takes some time to be somewhere. You cannot just have three days planned in your own
calendar, call people in a practice and say 'I'm coming.' This is not the way things are negotiated."

Jeannette Pols holds the Chair of Anthropology of Everyday Ethics at the University of Amsterdam. A
medical anthropologist with decades of fieldwork behind her, she has spent her career studying what
care actually looks like in practice, as opposed to what policy says it should look like.

She leads the Dutch team responsible for LeTs-Care's ethnographies, which includes fellow principal
investigator Kristine Krause, Van Elswijk and junior researchers Siénna Hernandez, Shanniva Mijnals
and Anne Loo.
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Jeannette describes the method in direct terms: "I'd like to call it a method of hanging out with people.
You join people in their practices, you follow a nurse, you follow another person - whatever person is
part of the practice that you're interested in. And you really pay close attention to what they are doing."

That makes a difference from interacting with people outside their environment.

"If you speak about care, there are all these fluffy, woolly ideas - like 'we put the patientin the centre,
our care is really person-centred, where the patient is in the driver's seat' - and then you think: ...what
would this all mean in daily practice? You would never know. So that is why you go out and observe
really what people are doing, and talk to them to also learn how they interpret that themselves."

The gap between what people say and what they actually do is, in fact, one of the important things an
ethnography can reveal.

As Sabya puts it: "When you just do interviews or a survey, people can think about their answer, and
then the answer comes from the image people have about themselves or about a situation. But when
you're there, you also see how things work, which can be different. Maybe you discover totally
different values in practice than those people are telling you about. This is why this ethnographic work
is necessary, and can produce tension at the same time. You are looking and working very closely with
participants in the field, and might have findings that are contrary to their own beliefs, understandings
or wishes. As an example: with all the emphasis on person centred care, the care for caregivers may
be forgotten, which could lead to undesirable results for both when caregivers are overworked or get
burned out.

What they found: the village where one door closed, and another opened

Sabya's immersion in the life of the Dutch village was aimed at really experiencing how people went
about in that environment.

The approach works - she says - though not always in ways you'd expect.

"For me it always feels like you have this beginning phase of getting to know people and understanding
where the practice is actually based. And then, when you get to the practice, it's magical how people
actually accept you very easily."

Most people in the village stopped seeing her as a researcher and started treating her as one of their
own.

"They were looking for a volunteer for a certain event where almost the whole village was invited, and
they asked me: 'Sabya, can we ask you to do that?' And then you really become a part of it, which is
also interesting, because then you really feel what it's like to be a part of this process. It generates new
information."

This type of immersive work comes with its own challenges.

"You really need a lot of time on a daily basis to take it back and write about it. And this is about
discipline. In the beginning, you're there in this new place and you just want to see everything and
meet everybody. You don't know what you're really looking for specifically: everything seems
interesting. You get an overload of things people say, impressions of the physical environment, on
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what people do. | think this is also very specific to ethnography: you find yourself in a kind of
information overload, especially in the beginning."

Her research team was her anchor.

"I could get back to them and talk about my experiences. | called Jeannette after the first day, just to
sort of talk about what | had encountered. And then you also get this valuable feedback and different
insights already."

It was precisely because she was there long enough, and deeply enough, that she caught something
no desk review or series of interviews would have revealed.

The initiative she had come to study looked solid on paper, six or seven local organisations had joined
forces with each other and volunteers to create a fortnightly meeting point for villagers with questions
on their health and wellbeing. Professionals were involved, plans were in place.

"The first thing | found out is that almost nobody came. Almost no villagers actually visited this place."
Everyone involved was already puzzling over why.

"My question was: are there actually people who need this kind of support, and is this then the right
form?"

But the ethnography revealed something more interesting than a simple explanation for this
unforeseen outcome.

"What was interesting is that there were so many people involved in organising it, the different kind of
professionals, the people who lived there who brought in their own network from the neighbourhood,
their own expertise. This group of people being busy with this was actually a creative force in the
village. The original idea - having a place where people could come - still didn't work very well. But now
they had all these places where they could actually go into the village to make contact, and they
created all kinds of new ideas from this one idea that was not working. This is what's beautiful about
ethnography and | don't think we could have found this out otherwise."

What they found: so tired they just want to sleep

One of Jeannette's stories from the fieldwork came from a respite care facility - a place where informal
carers can bring the person they look after for a short stay, giving themselves a deserved few days of
rest. When she asked the informal carers what they actually did with those precious days off, the
answer was disarmingly simple.

"Usually they say they sleep. Because they are constantly on, 24/7, looking after the other person.”

The second thing they do, she says, "is be bad at something. So they go out with their friends or their
family, they don't have to do the shopping, they can do stupid things, they can be looked after for
once."

They really experience a different way of being in the world which was true, she observed, for the
people being cared for as well.

In the respite home they could do creative things, sing, eat good food and crucially, they could be
competent at something again.
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"Otherwise, they were only patient and caregiver, not anything else and that's really too narrow. You
cannot continue doing that for very long, because you will get burnt out and very unhappy."

The informal carers, Jeannette adds, often found it hard to even voice how difficult things were.

"They didn't want to complain. They felt that they did not have any discretion in choosing what they
could do or not, they really felt that they were obliged to care, or they couldn't think of doing it
otherwise. People can feel very lonely with that."

What they found: the man who could never leave

The same facility brought Jeannette a personal story from the fieldwork, one that shows how
apparently simple things become challenging in long-term care.

"There was this older man, and he was looking after his wife, who was having kidney dialysis which is a
complicated technological process. Because she couldn't do it herself and she had dialysis at home,
he was the one who was trained to do it. But this also meant that he could never go anywhere if there
was not a professional nurse around."

When the time came for his wife to stay at the respite home, it turned out to be nearly impossible to
arrange a break for him. The caregivers at the facility were not professionally allowed to carry out the
dialysis procedure that required a level of medical training they did not have. The same procedure the
man had been trained to perform as an informal carer at home could not be performed by the
professionals at the respite facility.

"So there was a very clear example of how it was very difficult to organise a simple thing for this carer,
such as being off for a couple of days. And also the kind of madness of a policy that allows for training
informal carers, but not for training professional caregivers to do particular kinds of medical
procedures."

What they found: when volunteers become friends

Some findings were about what wasn't working, some about what was. From Lithuania, colleagues
brought back a story about a telephone buddy scheme, a simple programme pairing older people in
need of social contact with volunteers who called them regularly.

"If you think about it in a more 'project' way," Sabya explains, "you think: there is someone who needs
something - a care receiver - and there is someone who gives something - a volunteer. But in their
research, they really found out how much pleasure and happiness the volunteer people got from this
contact, and that the relationships that were built were really more than just this given project or this
given moment. You got people meeting people. And you cannot get this insight when you just look at it
from a policy or management perspective."

The deeper point, Jeannette argues, is that informal care is too often treated as something that simply
happens - spontaneously, out of love, out of family obligation - rather than something that can be
deliberately supported and shaped.

“You can and you cannot organise informal care; it takes a different mindset. You cannot regulate
volunteers and informal carers or demand them to do things. You have to think more in what | call
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aesthetic terms. They do things like caring for others because they want to do this, because they find
this of value both for themselves and for the other. You could then ask: what is motivating for people,
what is important for them, what would they like? How can we make care attractive for them?"

The telephone buddy scheme worked, she believes, precisely because it was designed with this in
mind. "There was also a lot to gain for the volunteers: they got training, get-togethers with other
volunteers, and friendships. These informal relationships and friendships were managed: not by
regulating them from the top down, but by making it interesting for them, doable, exciting, and
pleasant. So | think this is really a switch in policy thinking that we need to have now. Trying to make
things happen without the techniques of regulating, but by working with peoples’ motivations."

Relationships that don't end when the fieldwork does

Both researchers agree that one of the more unexpected aspects of modern ethnography is it no
longer ends with a clean goodbye.

"We used to think about it like visiting a small village in Africa, being there a year, then coming back
and writing about them," Jeannette says. "But more and more, the relationships stay. People
participate in discussing research results, and other researchers want to do things in the same
practice, so you stay more in contact. It's less of a heartbreak than it used to be. You become more
like network partners. And we have the internet and email and WhatsApp and whatever, soit's all very
easy."

In the LeTs-Care framework, this continuity is built into the design: after the ethnographic phase, the
project brings field partners together in workshops, where the people who were studied become
participants and contribute to making sense of the findings.

"There was a buzz in the room, energy," Jeannette recalls of a workshop. "People really being
motivated to change things for the better, but running into all kinds of brick walls. And in these
workshops we don't have to do much - we present some results from our research, but the really
interesting things happen in the conversations between these great innovators - you could call them
that."

What does research actually change?

In spite of that energy, both researchers show humility in the face of the question of impact - whether
any of this actually moves things forward.

"It's a good rule of thumb that the practice where you are will not change due to your observations or
your being there. Many things have been around for 20 years or so and still have not been solved."

Sabya believes there's room for optimism, and has a concrete example.

The people she was studying asked her, after just a few months in the field, what she had found and
how it could help them do things differently. "l felt very shy about that. | called Jeannette and Kristine
and asked: I'm also just getting to know the practice, and what can | actually say to them that they
don't already know?"
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What followed was a structured meeting in which she shared her observations and invited the team in
the village to reflect on them together.

"I'm not saying the problem was resolved, but | do think they would say this working together and using
each other's perspectives changed the course of their initiative: they decided that multiple actions by
all team members can make one initiative. | could see that. If that's for the best in the end, | really
don't know yet. But | do think it has a lot of impact."

"Even if it's only recognising the reality of what people experience, or feeling a bit part of it - if you can
share the picture of what you see, sometimes it feels like: 'this is why we experienced that tension,' or
'now we see how this came about.' What helps is that we are not normative: we're not researchers
that will tell them 'you're doing it right or not.' We're telling them: 'this is what we see.™

What they found: resilience and ingenuity

Asked what caught them most off guard during the fieldwork, both researchers point to the same thing
from different angles: the gap between how slowly systems seem to move and how quickly people,
when given half a chance, actually do.

Something that surprised Jeannette was "the resilience of people. Like how difficult it is to get
something new going, and how much energy it costs, and how still they don't give up. | would have quit
the job long ago. But they're not quitting. That was one of the things that really struck me - this
motivation, this really passionate commitment to making things better."

Sabya has a concrete example. At one point the team was looking for a fourth practice to study, and
none existed yet. Rather than wait, they started a conversation with an older adults care organisation
about what might be possible - something that made her uneasy. "l was a little bit nervous about that.
| thought: it's very strange, as a researcher, to say 'you should do that.™

Within a month or two, the organisation had run with one of the ideas. They went so fast that the
researcher assigned to follow it, Siénna, could barely keep up. "She was really like: 'you already
started! Okay, | really need to hurry up, you need to involve me.' They were just really picking it up."”

What those people did was involve volunteers in installing home care technology in people's houses
and teaching older people to use tablets. Not glamorous, and exactly what was needed. "We had
studied so many technologies that were helping professionals to do certain things," Jeannette
explains. "But we wanted to look at technologies that would help either the informal carers or the
clients, the older people. From earlier research we know that they are interested in communication
much more than in, say, health monitoring at a distance." The hope now is that these same volunteers
will become a source of regular social contact for the people they have been visiting - but, she adds,
"that remains to be seen."

"All these transitions or policy-wished changes in long-term care, they feel so slow, and maybe like
they never exist," says Sabya. "But at the same time, people are so ready to go, and then it sort of
happens. This is really intriguing for me. | think we really saw both sides in our practices."
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The policy wall

For all the virtues and good will of carers, behind many of the individual stories lies the same
structural obstacle: the Dutch policy and regulatory environment that was not designed for the kind of
flexible, context-specific care that both researchers believe is needed.

In the Netherlands, Jeannette explains, three separate laws govern healthcare, each with its own
logic, its own professionals, and its own accountability systems and none of them easily
accommodates social care. "We are bureaucratised to the limits. And this makes it very difficult to
open new initiatives, because according to Law X you cannot do this. You have professionals who
have very clearly described tasks, and they cannot do other things. So for simple things - like having
people come for an afternoon so that the informal carer gets some respite - you need a nurse for the
clinical thing, a cleaner for the cleaning things, someone else for the food. So it's impossible to
organise, because you need too many people."

Everyone can see the problem, she adds, including the policymakers. "But still we haven't abolished
the laws, which would mean a huge task of reinventing rules. So things are not really moving well."

What ethnography can do, both researchers argue, is at least make the problem visible in the different
shapes and daily consequences it has, and make policymakers a little more humble about what top-
down solutions can achieve.

Sabya remembers what one policymaker told her at a workshop: “'Policy is also a practice. And | need
information from the ethnographies and from these meetings to do our job. Because if we as
policymakers perceive policy as something we just push into the practice, then we know we're always
wrong.’”

Views and opinions expressed are those of the interviewee only and do not necessarily reflect those of
the European Union or the European Research Executive Agency (REA). Neither the European Union
nor the granting authority can be held responsible for them.
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