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The Norwegian Broadcasting Corporation (NRK) has achieved wide success with
documentary series such as Helene sjekker inn (Helene checks in), Jeg mot meg (1
versus me) and Sinnssykt (Mentally ill). Here viewers gain an understanding of real
people’s experiences with illness.

As healthcare researchers, we are interested in patients’ subjective experiences, but
we are also very familiar with all the research ethics barriers that must be
overcome in order to gain access to patients. We are interested, therefore, in how
the NRK goes about obtaining permission from institutions, healthcare personnel
and patients.
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What ethical assessments do managers and healthcare personnel perform when it
comes to participation in the series? What ethical challenges are discussed? How,
and with whom? What is the basis for decisions on whether the institution should
participate or not?

We use the episode Helene sjekker inn pa hospice (Helene checks into a hospice) as a
starting point for a much-needed discussion on the ethical aspects of journalists’
access rights, openness and freedom of speech juxtaposed with healthcare
personnel’s duty to protect patients’ privacy and integrity.

Helene sjekker inn represents an ethical balancing act

The NRK has itself described Helene sjekker inn as an ethical balancing act with
‘many complex ethical discussions and decisions where we must try to find the
right balance between caution, dignity and openness’ (1). According to the NRK,
‘the ethical aspects have been sorted out, and the journalist can be certain that ‘she
[ journalist Helene Sandvig] is not exceeding the limits’ (2).

We do not think it is that simple. On the contrary, we believe that there is every
reason to discuss why and how (gravely) ill patients, often in a healthcare
institution and in vulnerable life situations, are invited to open up and put
themselves on display for the whole of Norway. This discussion particularly
concerns healthcare personnel, who often facilitate access to institutions and
patients.

In Helene sjekker inn, healthcare personnel play a prominent role in front of the
camera, and the individual episodes could also not have been created without their
advice, goodwill and help behind the camera and behind the scenes. This episode
brings several ethical issues to the fore because the patients are extremely ill. In
this article, we highlight some of these issues and discuss them.

The NRK undertakes the groundwork without Sandvig

Journalist Helene Sandvig has checked into a reception centre for asylum seekers, a
neonatal intensive care unit and a women’s prison to investigate what it is like to
live and work there. Viewing figures have been high throughout the series’ six-
season run.

According to the NRK, the production team undertakes thorough groundwork
before the episodes are filmed, not least in order to inform and reassure the
institution’s management and staff, and to reach agreement about suitable
participants. Sandvig does not take part in these preparations. When she arrives at
the institution, she is supposed to ask simple, spontaneous and direct questions on
things that both she and the viewers are curious about, which would be impossible
‘if she knows too much’ (3).



A patient dies in front of the camera

In the hospice episode, which was broadcast in December 2018, we meet four
patients who are seriously ill with cancer, including Dag, as well as a doctor and a
registered nurse. The episode was filmed in the winter of 2018. We know from the
end credits that all four patients died during the spring. The episode consists of an
edited selection of scenes, situations and conversations — a representation of

reality (4).

«We know from the end credits that all four patients died
during the spring.»

In this episode, Dag represents people who die in a hospice. He looks pale and ill
and is struggling to breathe. Sandvig and a film camera are there with Dag while he
has a telephone conversation with his son. We understand from the conversation
that the two did not have much contact when his son was growing up. A Spanish-
speaking nurse calls Dag’s wife, who lives in the Dominican Republic, to explain the
situation. Dag has a few words with his wife before the conversation ends. He
weeps silently.

When Sandvig’s stay is coming to a close, she goes into Dag’s room to say goodbye,
but also to ask him a question: [...] and will you let me come back and follow you
up to the moment of death?’. ‘Yes,” Dag answers ‘I see no reason why not. It will
maybe be useful for someone.’

After a period of time, Sandvig is back in the ward. Through the film camera, we see
a dying Dag with Sandvig and a nurse in the room. When Dag dies three days later,
there is no one there, however. Only the film camera captures the moment of
death.

We are experiencing new openness about health and iliness

Today, being open about illness is a normative ideal (5). “The ethos of

openness’ (6) is a patient’s moral responsibility to come forward for others as well
as yourself because openness can lead to personal growth. People who reveal their
medical history in the media are described as idealists who want to promote
openness and spread knowledge, receive validation and get support, especially
from others in the same situation. At the same time, openness is regarded as a
balancing act between sharing and holding back (7).

The participants’ personal narratives about their health and life situations as well
as living with multiple diagnoses can be understood as ‘human interest stories’ (6).
A personal narrative creates interest and adds ‘a human face or an emotional angle
to the presentation of an event, issue, or problem’ (8, p. 95).



In other words, personal experiences are valuable. They represent a kind of human
capital that can be used in different media and for different purposes. We can talk
about ‘a human interest economy’ (6). This ‘economy’ is in play when journalists’
justification for providing insight into patients’ experiences of illness is that it
promotes greater understanding, persuades others to seek help, and breaks down
prejudices and taboos ‘through openness and human encounters’ (3).

«The NRK regards it as part of its social mission to
contribute to ‘the new openness’.»

The NRK regards it as part of its social mission to contribute to ‘the new openness’
(9) and the education of the public by presenting a number of documentary series
(10). This has resulted in public debate about exposing vulnerable participants,
consent and the duty of confidentiality (11).

A recent research project on health, the media and power (12) has generated
important knowledge about such topics as the experiences of participants who
reveal their illness in TV documentaries. While some describe this as a meaningful
experience, others describe a feeling of ambivalence, a lack of control and an
alienating representation (13, 14).

The NRK uses trust as a method

Patients who are invited to take part in Helene sjekker inn, decide themselves
whether to participate or not. The right of legally competent adults - and patients -
to decide over themselves and their lives, referred to as the principle of legality, is a
basic tenet of modern society (15).

In medical and healthcare research, the right to self-determination is reflected in
the absolute requirement for consent. Consent must be informed, specific, explicit,
voluntary and documented - and it can be withdrawn without any reason being
given (16).

According to the NRK, trust is an essential prerequisite for patients consenting to
participate, and the broadcaster therefore spends considerable time informing
patients and gaining the trust of both patients and staff. In other words, trust is the
method used (3).

A close relationship of trust makes it difficult to say no



The NRK also assesses who is best suited to appear on TV (6). We do not know
why Dag was asked, but we believe that he had spent quite a long time at the
hospice. This may mean that the staff and the NRK had got to know Dag well, and
vice versa. This may be the reason for inviting Dag to take part, but it can also make
it difficult for him to say no.

Healthcare research emphasises that the person who invites a patient to take part
in a study should not be someone with whom the patient has a therapeutic
relationship or any other kind of dependency. The invitation must be given by a
third party to avoid a conflict of loyalties and to ensure that to the greatest extent
possible, consent is voluntary.

«Perhaps the existence of a relationship of trust should
disqualify the person in question from making such a
request because this may influence the answer. »

Seen against this backdrop, it is clear that it is ethically relevant who informs
patients and invites them to participate in a TV production. Perhaps the existence
of a relationship of trust should disqualify the person in question from making
such a request because this may influence the answer.

Perhaps the participants do not understand the consequences
of their participation

Valid consent must include comprehension and intention. Dag’s intention is that
when Sandvig follows him to the moment of death, it might be useful for someone.
Perhaps he wants to promote openness and knowledge, (7) or to break down
prejudices (2), or he finds it meaningful to contribute his own experience (17).

Dag is very ill, and the NRK must have been fully aware of the fact that they cannot
promise him ‘adequate time for dialogue afterwards’, ‘ownership’ of his story or
that he will see the completed episode (2). The NRK normally applies such a policy
to ensure that participants accept how they are portrayed and maintain their
consent.

We are also concerned about the scene in which Sandvig asks Dag if she can follow
him to the moment of death. Is Dag prepared for Sandvig’s question? Does he
understand what it means to be filmed while he is dying all alone? When his dead
body is washed afterwards? How certain can we be that consent is informed and
valid when the person in question is dying and cannot withdraw? (4).



It is challenging for Dag and the other participants to have an overview of all the
consequences of participating in Helene sjekker inn or similar programmes (14). The
NRK has authority and enjoys the trust of the public. The same applies to
healthcare personnel, on whom patients are also dependent. Particular caution is
required when asking a severely ill person to expose themselves on TV (12, 13).

Should the patient or the viewers be protected?

The NRK chose to keep filming while Dag is dying and until he has drawn his last
breath. There is discussion internationally on whether the moment of death should
be filmed and/or shown in documentaries about those who are dying. This
discussion largely centres on whether the vulnerability, private life and dying
breath of the dying person should be protected from the viewer’s gaze or whether
viewers should be protected against seeing death (4).

In the NRK’s 113 series on medical emergencies, the broadcaster received reactions
to their filming of a patient who died in the A&E department. The producer
defended this by saying that death was a normal occurrence at the hospital.
However, death is not a common occurrence for the person concerned. We only die
once - death is final and irrevocable.

As we see it, Dag’s death is primarily a loss for himself and his loved ones. In our
view, the naked, intimate and bleak scene when Dag dies should be protected from
the viewer watching from the couch. The fact that only a camera is present at the
moment of death and not a person does nothing to improve matters.

NRK’s journalist Sandvig has made the argument several times that vulnerable life
situations do not disqualify people from participating in the documentary series.
On the contrary, she claims that those in a vulnerable situation have an even
greater right to express themselves (2). While we understand this argument, is it
relevant for Dag and his situation? Dag appears to be a very ill, despondent and
taciturn person. What makes the greatest impression is not primarily what he talks
about but seeing him so ill and about to die.

Here we see a potential conflict of interest between the NRK’s goal of safeguarding
the right of vulnerable patients to freedom of speech and healthcare personnel’s
duty to protect patients’ integrity and privacy. Sharing a personal medical history
with ‘the whole world’ is a balance between revealing and holding back (7).

«We believe that restraint and humility are essential in
situations that are private and personal.»



We believe that restraint and humility are essential in situations that are private
and personal. This can be challenging when the patient is no longer present to
express their opinion and the goal is to produce ‘good TV moments’. One question
we must answer is whether several of the scenes with Dag exemplify ‘human
interest stories’, where Dag’s final days become a form of capital and an attractive
marketing ploy (6).

Can the ethical aspects be sorted out - in advance?

The questions we have raised about consent, vulnerability and protection are also
based on our understanding of ethics. Ethical dilemmas arise when conflicts in
values occur and different considerations must be balanced. Many situations can be
complex and unclear, and it is not always easy to grasp the consequences of
different solutions. This applies to healthcare workers in their relationships with
patients, researchers conducting research on vulnerable groups, and most likely
journalists producing TV programmes about people in challenging everyday life
situations (10).

On a more fundamental and philosophical level, we understand ethics as
something that is always present between us, in every relationship, and in every
meeting and situation, including those that are spontaneous (18). Spontaneity is
the hallmark of Helene sjekker inn. Here, a point is made of Sandvig not taking part
in the preparations in order to be able to respond and act in the moment.

We do not know in advance what the moment will include. Everything that
involves patients, whether it concerns filming, research or treatment and care, will
also entalil ethical safeguards and judgments in situations that cannot be envisaged
in advance (19).

This understanding makes us accountable to each other but does not necessarily
clarify how we should interact with others. Ethical aspects cannot be sorted out
beforehand, as NRK suggests. On the contrary, we should reflect, question
ourselves and be open to uncertainty in ethically difficult situations (20).

Self-determination in documentaries should be continually
debated

Helene sjekker inn is part of health journalism, which often involves personal
medical histories. In our opinion, questions about the participants’ self-
determination, consent and control of their own narratives (12) have not been
answered once and for all but should be the subject of ongoing debate.



For healthcare personnel, journalists and researchers, self-determination entails
fundamental respect for the person and their integrity. Meanwhile, power is always
an element of professional relationships. Patients, clients or service users rely on
help, care and treatment and are therefore vulnerable - they must feel confident
that professionals want the best for them. However, it is not always clear what the
best is (15).

Healthcare personnel contribute in different ways in Helene sjekker inn and similar
series. We know little about the assessments they make but we are sure that there
may be conflict between NRK’s need to produce good television and healthcare
personnel’s responsibility for providing proper and compassionate health care. We
look forward to hearing about the experiences and input of healthcare personnel
who have taken part in Helene sjekker inn or similar series.

The authors declare no conflicts of interest.
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