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Abstract

Background Over the last decade attention has grown to give patients and next of kin (P/N) more substantial roles
in adverse event investigations. Adverse event investigations occur after adverse events that resulted in death or
severe injury. Few studies have focused on patient perspectives on their involvement in such investigations. The
present study sets out to investigate how P/N and patient representatives (client councils and the Patient Federation
Netherlands) view the involvement of P/N in adverse event investigations, particularly whether and why they want to
involved, and how they want to shape their involvement.

Methods The study features qualitative data on three levels: interviews with P/N (personal), focus groups with
representatives of client councils (institutional), and an interview with the Patient Federation Netherlands (national).
Researchers used inductive, thematic analysis and validated the results through data source triangulation.

Results The initiative taken by the hospitals in this study provided P/N with the space to feel heard and a position

as legitimate stakeholder. P/N appreciated the opportunity to choose whether and how they wanted to be involved
in the investigation as stakeholders. P/N emphasized the need for hospitals to learn from the investigations, but for
them the investigation was also part of a more encompassing relationship. P/N's views showed the inextricable link
between the first conversation with the health care professional and the investigation, and the ongoing care after the
investigation was finalized. Hence, an adverse event investigation is part of a broader experience when understood
from a patient perspective.

Conclusions An adverse event investigation should be considered as part of an existing relationship between P/N
and hospital that starts before the investigation and continues during follow up care. It is crucial for hospitals to take
the initiative in the investigation and in the involvement of P/N. P/N motivations for involvement can be understood
as driven by agency or communion. Agentic motivations include being an active participant by choice, while
communion motivations include the need to be heard.

Keywords Adverse event investigation, Patients and next of kin, Patient involvement, Learning, Agency and
communion
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Introduction

Unfortunately, patients and their next of kin (further:
P/N) have experienced health care harm all over the
world. Sometimes such harm is the consequence of
an avoidable adverse event, for example in the case of
wrong-site surgery. When a (serious) adverse event
occurs, Dutch health care organizations are obliged to
conduct an official, internal investigation. Such adverse
events are defined by law as “unintended or unexpected
events, related to the quality of health care, that have led
to either the death of a client or severe injury” (Article
1 Healthcare Quality, Complaints and Disputes Act).
By conducting adverse event investigations, health care
organizations aim to learn and to compensate and for
P/N to heal [1, 2].

Increasing attention has been given to offering P/N a
more substantial role in adverse event investigations [3—
6]. Following legislation passed in 2016, it is mandatory
for hospitals in the Netherlands to involve P/N in these
investigations (Article 10 [3] Healthcare Quality, Com-
plaints and Disputes Act ). The mandatory involvement
of P/N indicates a move towards a more solid position for
P/N (article 8.2 Executive Order of the Healthcare Qual-
ity, Complaints and Disputes Act) and broader goals for
adverse event investigations than (just) quality improve-
ment. Subsequently, patient involvement in such investi-
gations increased from 15 to 85% [5]. Patient involvement
can vary between submitting a question to being inter-
viewed by the investigating committee [7-9].

To understand why P/N are involved in adverse inves-
tigations, Kok et al. identified two main motivations: a
moral justification (to do the right thing) and an episte-
mological justification (to learn from their experiences)
[5]. P/N have unique knowledge that could contribute
to learning and their involvement could support P/N in
their healing and understanding of what occurred [5, 6,
10]. Friele et al. considers these aspects along the lines
of instrumental and relational value [11]. Involving P/N
for either of these goals has sparked concern among
health care organizations regarding legal risks, additional
trauma, emotional impact and (psychological) readiness
of P/N [6]. Regardless, little is known about the P/N’s
own motives to indeed participate.

As designated stakeholders, P/N might have their
own expectations and motivations about if, when, and
how they want to contribute to adverse event investiga-
tions. Motivations for participation might also reflect
Friele’s notion of instrumental or relational value [11].
This distinction traces the so-called “Big Two” of social
motivation: agency and communion [12]. These con-
cepts could support a more thorough understanding of
how and why P/N want to be involved in adverse event
investigations and what they hope to gain. Agency moti-
vations concern “individual striving, competence, power
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and instrumentality’, while communion-related motiva-
tions include “social relatedness, warmth, expressiveness
and affiliation” [12]. However, how to involve P/N in the
investigation remains a topic of discussion in Dutch hos-
pitals [8].

Generally, Dutch hospitals assemble internal investiga-
tion committees. The committees consist of an average
of five internal members. These members usually include
the head of the patient safety department, a medical
specialist, a nurse, and a medical specialist specifically
appointed to deal with patient safety [13]. This is differ-
ent from Norway for example, where the investigative
committees consist of regulatory inspectors [14]. In the
Netherlands the committees examine whether an adverse
event indeed occurred by investigating medical records
and interviewing the health care professionals and P/N
involved [8]. According to hospital managers and inci-
dent investigators patients were generally interviewed
once in the course of the hospital investigation [5]. This
practice differs from Scotland, where patient involvement
varies between submitting questions to sharing observa-
tions [7]. Each hospital communicates the results in an
investigative report to the Dutch Health and Youth Care
Inspectorate within six to eight weeks after the adverse
event [5, 15]. In 2021 the Inspectorate received 810 noti-
fications of adverse events in medical specialist care [16].

Existing scholarship on the involvement of P/N in
adverse event investigations in Scotland, Norway and
the Netherlands shows elements that P/N experience
as “good”. P/N underline the importance of being heard,
being included in the investigation, and being made
aware of hospitals’ learnings [7, 14, 15]. P/N also empha-
size an explanation of the investigation, a tailormade
approach, and adequate responses to questions or con-
cerns [7, 17]. This research aims to further explore these
patient perspectives on their involvement in adverse
event investigations. Specifically, the study aims to enrich
the understanding of whether and why P/N want to be
involved, and how they want to shape their involvement
as stakeholders to the investigations in light of the “Big
Two” of social motivation: agency and communion.

Methods

Aim, design and participants

A qualitative research design was chosen, including
interviews and focus groups. The study employs data
source triangulation to include a variety of perspectives
and to validate the findings [18]. The data are collected
on three levels: P/N (personal perspective), representa-
tives of client councils at sixteen Dutch hospitals (insti-
tutional perspective), and a key representative of the
Patient Federation Netherlands (PFN) that represents
over 200 patient organizations (national perspective).
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Ethical approval was given by the Tilburg Law School
Ethics Review Board.

Participant recruitment

Participant recruitment: Patients and Next of Kin

The recruitment of P/N was part of a larger study [11]
and followed a step by step approach because research-
ers could not approach participants themselves due
to privacy regulations. Researchers reached out to all
74 hospital boards in the Netherlands for participa-
tion in the broader study, of whom 37 participated. All
37 were asked to approach P/N and 20 hospitals indeed
approached them.

The recruitment of P/N is based on a convenience
sample because of the way researchers had to approach
P/N, potentially causing selection bias. Each participat-
ing hospital (#20) was asked to approach eight P/N. Each
P/N’s adverse event investigation was finalized at least
six months and at most 18 months before this research
to support recent cases where patient involvement was
mandatory. Not all hospitals were able to approach eight
P/N given the low number of adverse events so they
approached fewer potential participants or widened their
scope to earlier adverse event investigations. The infor-
mation letter compiled by the researchers was distributed
by the hospitals. It contained all information pertaining
to the study, a topic list for the interview, and a registra-
tion form that P/N could send directly to the research-
ers. The topic list informed the line of questioning and
had five main topics: respondents’ demographic char-
acteristics, the specifics of the adverse event, respon-
dents’ involvement with the adverse event investigations,
respondents’ experiences with the adverse event investi-
gations, and person-centered aftercare. Researchers sent
out reminders to all hospitals and asked the two par-
ticipating academic hospitals to approach an extra eight
P/N because of their higher frequency of adverse event
investigations.

Participant recruitment: Representatives of Client Councils
Researchers sent out digital invitation letters to the cli-
ent councils connected to the 74 hospitals. Client coun-
cils are mandatory and serve as representative bodies
to health care institutions to serve the best interests of
patients and clients (Article 3 Participation of Clients in
Health Care Institutions Act 2018). In total two focus
groups were held with sixteen representatives of client
councils, one digital (#=12) and one live (n=4). To keep
the number of participants reasonable (max twelve) we
conducted two focus groups instead of one. Three addi-
tional representatives wanted to participate, but their
registration was filed after the focus groups were con-
cluded and data saturation had been reached.
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Participant recruitment: Patient Federation Netherlands
Researchers approached the PFN directly and received
contact information of one key representative who
advises on patients’ interests and was most suitable to the
topic. The PEN represents over 200 patient organizations
and aims to give patients a voice, for example in politics
or at health care insurance agencies. Figure 1 shows a
flow chart of all participant recruitment.

Data collection

The interviews with P/N were conducted by three
researchers (RD and LK or intern — see acknowl-
edgements) from December till February 2022-2023.
Researchers conducted eleven semi-structured, face-
to-face interviews with seventeen P/N until data satura-
tion was reached. No new themes emerged from the last
interviews. The cases were spread geographically across
the Netherlands. Interviews took place at the partici-
pant’s house or at a conference center in one occasion.
Informed consent was given prior to the interview.

Three researchers (RD and RF or intern) conducted
the focus groups with client council’ representatives and
the interview with the PFN in October-November 2022.
The two focus groups were conducted digitally (n=12)
and live (n=4), based on the preference of the partici-
pants. The interview with the PFN had an open struc-
ture and was done digitally by two researchers (RD and
RF). The interviews with P/N took between 52 min and
70 min, the interview with the PFN took 45 min, and
both focus groups lasted 60 min. All data were recorded,
transcribed verbatim, and anonymized. Researchers sent
out a resume of each interview or focus group to the
participants for validation, asking for active approval by
e-mail or passive approval by not responding and there-
fore not disputing the contents. No one withdrew from
participation.

The main interview question was: how do P/N or their
representatives view the involvement of P/N in adverse
event investigations? Additionally, how did P/N experi-
ence their own involvement? Questions during the inter-
views and focus groups centered on five themes. For the
interviews, the first line of questions concerned demo-
graphics and the background of the adverse event. The
second part considered the beginning of P/N involvement
with adverse event investigations. For example, how was
the communication regarding the adverse event inves-
tigation and your role in it? Third, questions focused on
P/N’s experiences with the investigation process, result-
ing in questions such as: how did you experience your
own role during the adverse event investigation? And as
follow up, how did you feel you were heard? Fourth, P/N
were asked about the closing of the adverse event investi-
gations. For example, how were you kept informed about
the progress of the adverse event investigation? The final



Dijkstra-Eijkemans et al. BMC Health Services Research

Researchers approached 74 hospitals in the
Netherlands.

Researchers approached all client councils
connected to the 74 hospitals.
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37 hospitals participated in focus

groups for adjacent study (8and 11)

and were asked to approach
patients and next of kin:

- 8 refused
-9 were unclear

19 representatives were
interested in participation.

- 3 participants missed the
deadline
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20 hospitals participated and
approached 1-8 patients and next
of kin

N

17 patients and next of kin
participated in the study.

16 client council
representatives participated
in the study in two focus
groups (digitally (n=12) and
live (n=4)).

Researchers approached a representative of the

Patient Federation Netherlands.

Fig. 1 Recruitment of respondents

theme considered person-centered aftercare after the
investigation was finalized. These questions centered for
example on the extent to which P/N had experienced
aftercare. For the focus groups, each of the five themes
was brought up as starting point for an in-depth discus-
sion. We have added the translated questions that we
asked the P/N as Supplementary file 1.

Analysis

In analyzing the interviews with P/N and the PEN and
both focus groups, the first and second author (RD and
LK) followed Braun and Clarke’s six phases of thematic
analysis [19]. The analysis was inductive, data-driven and
done using MaxQDA software. Both authors (RD and
LK) extracted themes from the data and crossmatched
them to see whether all important themes were flagged
and included in the results. The focus in all analyses was
on views, experiences where applicable, and reflection
(depicting the patient perspective).

Both authors (RD and LK) first read through all tran-
scripts (phase one) and applied a first round of open, ini-
tial codes to the data (phase two). Then they combined
and regrouped codes to form themes (phase three). They
reviewed and cross-matched the themes (phase four) and
finalized them (phase five). This article reports the main
results relevant to the research question (phase six) and
is in line with Tong’s 32-item checklist [20]. This filled-
in checklist is added to the article as Supplementary file

2. The article contains quotes to illustrate the results and
Table 1 shows an example of how themes were extracted
from the data (interviews and focus groups). All quotes
have been translated from Dutch to English by the first
author.

Results

Respondents’ characteristics

Respondents can be subdivided into three groups: P/N,
client council representatives, and the PFN. P/N identi-
fied as male (seven) and female (ten). The adverse events
occurred in a multitude of hospital departments, includ-
ing gynecology, urology, oncology, neurology, gastro-
enterology, internal medicine, and cardiology. For an
overview of P/N and their specific cases, see Table 2.
Representatives of the client councils identified as male
(five) and female (eleven), see Table 3. The representative
of the PFN identified as female, see Table 3.

Six main themes emerged that were paramount in what
P/N, client council representatives and the PFN con-
sidered important. The identified themes were: P/N as
legitimate stakeholders: recognition on hospital initia-
tive (3.2); P/N as stakeholders that choose how to partici-
pate (3.3); the investigative report as a symbol of being a
stakeholder (3.4); understanding adverse event investiga-
tions as primarily aimed at learning (3.5); the inextricable
link between the first conversation and the investigation
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Table 1 Example of data analysis, final theme “P/N as stakeholders that choose how to participate”
Data extract — Initial coding Searching for themes Reviewing Final
(phase two) — (phase three) — themes theme
(phase four) (phase
N five)
“Because we sifted through the adverse event investigation Feeling of wanting Active participation inthe  Ideas about ~ P/Nas
report, really to the letter, to the comma [...]"(#11A and B) to contribute and ask  investigation your own role  stakehold-
questions ers that
“Itis best if they do their own internal investigation without me  Feeling no need to Consciously passive during choose
asking all sorts of questions. Because what kind of questions contribute to the the investigation how to
should | ask?” (#5) investigation. participate
“She said:‘well, do you want to participate? And | said:'yes,Ido ~ The main question Important to be able to Everyone is
want to participate! Of course, that is the main question.” (#1) is whether | want to say whether and how you  different and
participate. want to be involved. has different
‘I knew that [the investigation] was going to happen, and that Knowing that the inves- Having no insight into the ~ needs
was enough for me! (#10) tigation would happen  investigation was OK.
was sufficient.
“[...]we find it important, at such an adverse event investigation, The individual matters.  Listen to individual needs.  Listening to
that you listen to the individual needs of patients and next of kin” individual
(focus group 1) needs
"Who is sitting across from you and what is important to that People are different. Consider what is important
person?” (focus group 2) for different people.
“[...]itis the most important that you ask the patient what he or ~ Ask the patient what he Needs can be different, Listen to
she needs” (Patient Federation Netherlands) or she needs. make sure to discover individual
them. needs.

Table 2 Demographics of patients and next of kin

Interview Patient and/or next  Gender Age Short case description
of kin
1 Patient Female 40-60years  Patient undergoes a severe operation after a missed diagnosis.
2AandB Patient and husband ~ Female and male > 60 years Severe heart attack after following the advice of her physician.
3AandB Patient and wife Male and female  >60 years Malfunctioning device resulting in severe pains.
4 Aand B Patient and wife Male and female  >60 years Patient undergoes intestinal surgery after a missed diagnosis.
5AandB Patient and wife Male and female  40-60 years  Invasive heart surgery after an earlier heart attack was overlooked.
6 Wife Female >60 years Patient undergoes intestinal surgery after trauma was overlooked.
7 Wife Female >60 years Damage to digestive tract, eventually resulting in the death of the patient.
8 Husband Male >60 years Patient undergoes surgery. Scepsis led to the death of the patient.
9AandB Patient and wife Male and female  40-60 years  Patient suffers from a severe tumor due to a missed diagnosis.
10 Patient Female >60 years Physician starts to operate on the wrong side, no irreparable damage.
11 Aand B Husband and son Male and male >60 years Patient undergoes surgery but her deteriorating condition is not properly
20-40years  diagnosed, resulting in the patient’s death.

Table 3 Demographics of client council representatives &
Patient Federation Netherlands

Focus groups Client Council Number of Gender

Representatives participants

1 (digital) 12 8 female,
4 male

2 (live) 4 3 female,
1 male

Interview Patient Federation Nether- Number of Gender

lands Representative participants

1 1 Female

(3.6); understanding adverse event investigations as part
of a broader experience (3.7).

P/N as legitimate stakeholders: recognition on hospital
initiative

P/N appreciated that the adverse event investigations
started with the hospitals taking initiative (#2A and
B,4 Aand B,5 A and B, 8,9 A and B, 10, 11 A and B).
The hospitals in this sense took ownership of the prob-
lem and legitimated the P/N’s positions as stakeholders
to the investigations. Most P/N were asked to come in
for one or more interviews with the investigating com-
mittee and a closing conversation with the responsible
health care professional. Both were important elements
for P/N (#1,3 Aand B,4 Aand B,5A and B, 7, 8,9 A
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and B, 10, 11 A and B). Being able to tell the story in your
own sequence and pace felt good (#4, 8, 9 A and B). As
one patient recalled: “Actually, the story I am telling you
now, they let me tell it then, they had lots of patience.
They did not make me feel like a layman |[...]” (#3) One
patient explained that she did not feel she had to defend”
her position and was heard (#10). The transparency of
the investigation provided one patient with the feeling
of being taken seriously (#1). Client councils also consid-
ered that merely listening or having an actual conversa-
tion with P/N are two distinct things and they sometimes
missed the latter.

P/N as stakeholders that choose how to participate

P/N were specific regarding whether and how they
wanted to be involved as stakeholders during the adverse
event investigations. This shows different views on their
roles as partners in the investigations. Some P/N valued
an active role and considered themselves potentially con-
tributing stakeholders during the investigations. They
prepared for the meetings with the investigation com-
mittees (#1, 11 A and B) and wanted to contribute (#4A
and B, 11 A and B). To one patient it felt logical to be
involved, given that he was the subject of the investiga-
tion (#5A). One patient particularly considered setting
the agenda together: “They should have said: ‘Let’s set the
agenda together and what are your items and what are
our items?’ [...] I don’t sit here to contribute nothing” (#1).
Similarly, another P/N felt that adding questions to the
report would have “improved the quality of the report”
(#11B). Generally speaking, many P/N appreciated the
potential to ask questions (#4A and B, 5 A and B, 7, 8,
9 A and B, 11 A and B). This was also pointed out by the
PEN as an important element of the proceedings. Client
council representatives generally emphasized the value of
patient participation.

However, some P/N actively chose to refrain from
participating or asking questions and did not consider
themselves stakeholders that needed to be involved.
Sometimes P/N (#5B, 6, 10) did not feel that they could
add valuable information: “What would you or I be able
to add to the investigation?” (#5B). Another patient con-
sidered that it was valuable and sufficient to know that
the investigation was being done (#10). Also, one patient
and her husband who were not heard by the investigation
committee did not miss this (#2A and B).

The differences in whether and how P/N wanted to be
involved emphasizes the value of a tailormade approach.
Listening to individual needs and really hearing and
recognizing the patient was also reiterated by the client
councils (focus group 1 and 2) and the PEN. They empha-
sized the value of an approach “tailored to the needs of the
patient or next of kin” (focus group 1).
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The investigative report as a symbol of being a stakeholder
Generally, P/N felt that it was very logical for them (as
stakeholders) to receive the final investigative report.
This is not mandatory for hospitals in the Netherlands to
provide. All P/N received the final report, except for two
P/N (#3A and B, 10). One of them mentioned that she
would probably not understand 80% of the report, even if
she would have received it (#10). The other P/N (#3A and
B) had notified the committee that they did not want to
receive it. They were preoccupied by follow up care and
had other things on their minds.

The positive meaning of the report for some P/N
was recognition because it provided transparency (#1)
and a feeling of being taken seriously (#5A and B), or it
reflected the patient perspective (#9A): “[...] the report
was certainly written from my perspective”. Sometimes
the report even had symbolic value merely by its exis-
tence. The patient in this case did not feel like she needed
to read it to understand its importance (#1). For some
P/N the report meant an emotional confrontation with
the adverse event (#5A and B, 11 A and B). Client coun-
cil representatives agreed with the value of sharing the
report and underscored ownership of the report by P/N
(focus group 1). Though sometimes they considered that
a summary would be sufficient, with the option to receive
the full report upon request (focus group 2).

Oftentimes P/N did not particularly mention whether
or not the adverse event eventually was confirmed in the
report. However, in two cases P/N did not agree with
the final outcome of the report (#6 and 11). One spouse
(#6) felt that the whole report was simply a “denial” of
the adverse event, particularly because the health care
professional had said different things in an earlier con-
versation. Two next of kin (#11A and B) did not grant
their approval for the final report that concluded that a
“potential adverse event” had taken place. The adding of
“potential” led to a lot of anger. They continued corre-
spondence with the hospital until the “potential” element
was retracted, which cost a lot of energy. They did not
know whether the Inspectorate was made aware of the
changed outcome.

Understanding adverse event investigations as primarily
aimed at learning

Many P/N considered it to be crucial that the health
care organization and professional had learned from the
adverse event and that changes were made to prevent
reoccurrence (#1, 2 A and B,3 Aand B, 4 Aand B,5 A
and B, 7,9 A and B, 11 A and B). For example, a spouse
recalled: “We only wanted them to show us what they
would change so that there would be no more victims”
(#9B). Client councils also considered that adverse event
investigations are less relational and more preventative
in nature, but thought this might conflict with patients’
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needs (focus group 1). The PEN was explicit about the
need to be transparent about changes made, ideally
beyond just mentioning them in the report.

Some P/N felt reassured that changes were made as a
result of the adverse event investigation (#2A, 3 A and B,
4 Aand B,5A and B, 7, 8,9 A and B, 10, 11 A and B).
For example, several reports included improvement mea-
sures and specified what had been done already (#4A and
B, 5 A and B, 8, 11 A and B). In some cases the health
care professional was very specific and thorough with
regards to communicating how he or she had learned and
would prevent reoccurrence (#10).

In other cases, P/N did not have specific knowledge of
the changes made (#3A and B, 7, 10). And finally, some
P/N felt they did not have sufficient insight into improve-
ments and changes made or even experienced a lack of
changes (#1, 2B).

The inextricable link between the first conversation after
the adverse event and the investigation

P/N identified their (continued) contact and connection
with the health care professional and started with their
experiences of speaking with the first responder — many
times the same health care professional. This disclosure
conversation was therefore inextricably linked to the
adverse event and the subsequent investigation. During
the disclosure conversations, P/N considered openness
about the events to be crucial (#4A and B, 5 A and B, 7,
10). Taking responsibility and admitting that something
went wrong was also highly appreciated, sometimes as
recognition (#1, 2 A and B, 5 A and B, 10): “When you are
prepared to say: sorry, this did not go well and I want to
take responsibility for this’, then you immediately open the
way” (#10). This patient asked her physician to perform
the next surgery despite the adverse event. She did so to
find closure together and for her physician to move on.
Some P/N emphasized that it is human to make mistakes
and some P/N sympathized with the professional (#2A
and B, 3 A and B, 4 A and B, 5 A and B, 8, 9 A and B).
Some P/N reiterated the trust they still had in the hospi-
tal (#7,9 A and B).

Client council representatives and the PFN also under-
lined the necessity of openness and honesty during dis-
closure talks, even though this might be hard for health
care professionals (focus group 2). Client council repre-
sentatives and the PFN considered the importance of who
conducts the conversation with P/N, leaning towards a
combination of the health care professional with an inde-
pendent patient contact person. Generally, consistent
communication should be “fop of mind” (focus group
1). This was also underlined by P/N. The PFN empha-
sized the value of equal partners in the conversation. P/N
considered it to be positive that health care profession-
als did not hide behind their co-workers and external
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circumstances (#2A and B, 10). A different response
might have triggered a different, angrier reaction (#2A
and B, 10): “If he had slipped off all this [responsibility,
red.] on someone else, then it would have been something
else entirely” (#2A).

Understanding adverse event investigations as part of a
broader experience

Apparent in many of the cases was the continuing need
for health care, even after the investigation was finished,
and the major impact of the adverse events on the lives of
P/N. The adverse events meant a prolonged duration or
intensification of the care needed, for example oncologi-
cal or surgical care due to a missed diagnosis (#1, 9 A).
The continuing substantive care and poor health as a
result of the adverse event meant that many of the P/N
were preoccupied with surviving or caring for their loved
ones during the time of the adverse event investigations.
Despite its felt importance, P/N had other things to deal
with: “We did not concern ourselves with it (the investi-
gation, red.) because we were busy with other things — his
recovery, his rehabilitation” (#5B).

Therefore the relationship between P/N and health care
provider oftentimes continued. With regards to this rela-
tionship, P/N expressed how they appreciated a height-
ened level of (customized) care (#1, 2 A and B, 4 A and
B, 5 A, 10). P/N felt like they — unofficially — received a
bit of preferential treatment, for example extra atten-
tion (#2A and B, 5 A) or fast follow up appointments
(#4A and B). One patient phrased this as: “/...] now I am
a VIP patient” (#2A). Client councils also highlighted
the value of “customized caring” (focus group 1), but the
PEN stressed that there are limits to aftercare in terms of
time lapsed. Some P/N missed extra sensitivity after the
adverse event (#1, 9). For one patient follow up care felt
rude and reactivated the endured trauma (#1). It made
her feel like the hospital had learned nothing. She would
want an “exclamation mark behind [her] name” to not be
overlooked.

All P/N were aware of the option to file a complaint or
claim, but only one spouse indeed hired a lawyer (#6). The
spouse and her family felt that the hospital was unjustly
denying what had occurred. In another case the next of
kin wanted to take some more time to decide on further
proceedings (#11A and B). All other P/N consciously
refrained from further proceedings for a variety reasons.
Some did not want all the fuss and the ‘Ccircus” (#4A) of
extra proceedings (#2A and B,4 A and B,5A and B,9 A
and B, 10), the “negative energy” (#1) or questioned what
you would gain (#2A and B, 4 A and B, 9 A and B). One
patient ironically said “this is not America”(#3A).
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Discussion

This research set out to understand how P/N and patient
representatives view patient involvement in adverse
event investigations, particularly whether, why, and how
they want to be involved. Main results include that P/N
appreciated the initiative of hospitals to start adverse
event investigations and to include them in these pro-
cesses as legitimate stakeholders. The hospitals’ initiative
made people feel heard. P/N generally wanted to know
of changes made but they differed in how much they
wanted to partake in the investigations. P/N considered
the investigations in correlation with their first talks with
the health care professionals disclosing the event and
with the enduring relationship after the investigations.

Patient perspectives

First, the experiences and views of P/N in this study all
correspond to each P/N’s position as a stakeholder. This
position is not restricted to the adverse event investi-
gation. It rather spans the whole care relationship that
starts with the first intake and continues after the inves-
tigation is finalized. In these relationships all P/N have a
stake, namely their health and safety. The adverse event
investigation in this regard is a procedure that is intro-
duced in the existing relationship between P/N and the
health care provider. It is therefore, from the perspective
of P/N in the Netherlands, nearly impossible to evaluate
adverse event investigations in a vacuum.

Hence, P/N’s experiences of adverse event investiga-
tions are highly influenced by the first responder after
the adverse event, the interview by the investigating com-
mittee, and by the ongoing care after the investigation
is finalized. P/N in this study reported positive experi-
ences regarding open and non-defensive conversations
with health care professionals, who usually were the first
responders disclosing the adverse event. These conver-
sations were not the official start of the investigations,
though inextricably linked to them. The importance of
an open demeanor was also emphasized by client council
representatives and the PFN. It confirms previous find-
ings regarding open disclosure [1] and indeed shows the
importance of the professionals’ social and human skills
[14, 17]. The existence of just (organizational) culture is
paramount in this regard, safeguarding an environment
in which learning can co-exist with accountability [6, 9,
21]. P/N were interviewed during the course of the inves-
tigation, which they appreciated. P/N’s positive expe-
riences could explain why P/N in this study generally
felt that there was room for their emotions, despite the
inherent variety [5]. The ongoing care after the investi-
gation was also important. Peerally et al. have suggested
a professionalization of adverse event investigations,
meaning specialist expertise, which could indeed support
good practices [9]. The present study shows that such
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professionalization should address all stages, i.e. before,
during and after the adverse event investigation. Scholar-
ship regarding (good) open disclosure therefore applies.
Notwithstanding differences between different health
care settings, parallels can be drawn between P/N views
in this study to other forms of (long-term) care such as
disability care centers. The continuity of the care rela-
tionship is even more prominent in those settings.

Second, the data show that the hospital initiating the
proceedings was paramount to signal to P/N that they
were taken seriously as stakeholders and that they felt
heard. The need to be heard resonates with scholarship
worldwide [22, 23]. The initiative shown by hospitals in
this study solidifies P/N’s “place at the table” [10] and we
believe it could be considered an exemplary practice. The
initiative to start up these investigations lies with hos-
pitals, who in this sense take ownership of the problem.
Such initiative lacks in complaints processes and adver-
sarial litigation. For example, at dispute committee pro-
ceedings you as a complainant are burdened with filing
a complaint [22]. Similarly, filing a civil lawsuit is always
dependent on the plaintiff [24]. Scholarship regarding the
experiences of P/N in dispute committees, for example,
shows a lack of feeling heard [22].

Another relevant aspect related to initiative was the
unconditional offer of the report to P/N as stakehold-
ers. P/N felt entitled to the reports dealing with their
cases, sometimes simply as a symbol of their involve-
ment, which hospitals should not deny them. Previous
work has emphasized legal challenges or fears associated
with sharing the report or its use in the media in addi-
tion to covert patient conduct [4-6, 15]. However, this
study does not show such risks. Respondents, apart from
one, did not start follow up, legal processes, despite the
fact that (almost) all of them received the investigative
reports. On the contrary, the mandatory and valued
inclusion of P/N could be seen as preventing these chal-
lenges, as was suggested by Wiig [14]. Especially since
negative experiences of feeling overlooked and excluded
did show an increased risk of legal proceedings [7]. Cul-
tural differences should be born in mind when translating
this particular finding to international settings.

Finally, many P/N considered it crucial that the health
care organization would learn. In this sense they under-
lined the original goal of such investigations and echoed
earlier findings on the need to be made aware of the
changes made for prevention [7, 14, 15, 22]. However,
whether or not they wanted to actively contribute was a
more nuanced affair. A factor in this regard might have
been the intensive care needed for some P/N after the
adverse event, taking up all energy, or the emotional toll
of participation [4, 14]. Given these multiple interpreta-
tions regarding involvement, P/N should be considered
autonomous stakeholders and given the opportunity to
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choose whether or not to participate and in what form.
Such autonomy would be hindered by making it con-
tingent on psychological and emotional readiness and
screening as suggested by Zimmerman et al. [6, 9]. In a
way, the ‘conflict’ caused by the adverse event between
P/N and the health care provider is taken away from
them if the P/N is not allowed to participate [25]. The
P/N as a victim is a “loser” in this sense, whilst partici-
pation in the investigation and thus the conflict could be
valuable for healing [25].

P/N motivations to participate in adverse event
investigations

The different motivations P/N expressed about being
involved in adverse event investigations can be under-
stood in the framework of the Big Two of social moti-
vation: agency and communion [26, 27]. Agency
motivations concern “individual striving, competence,
power and instrumentality’, while communion-related
motivations include “social relatedness, warmth, expres-
siveness and affiliation” [12]. Victimological work
discusses the infringement on a victim’s agency and com-
munion through crime, which justice processes could
potentially help to rebuild [12]. At criminal trials for
example, this could be done by a victim impact state-
ment that requires a victim to share his or her victim-
ization experience [28]. From this angle, a health care
incident could be construed as an infringement on P/N’s
sense of agency and communion. Understanding health
care incidents as such infringements could illuminate
the motivations of P/N to participate in adverse event
investigations. Participation in these processes could help
restore their sense of agency or communion and there-
fore support their well-being [29].

Respondents in this study show several agency motiva-
tions, most prominently the freedom as stakeholders to
choose whether or not to participate and in what form.
By being offered the choice to be a part of the investiga-
tion, respondents show a certain regaining of control,
of agency. The initiative taken by the hospitals provided
room for this. Some P/N in the study wanted to have an
active role, to ask questions, and to actively contribute
to the investigation. They prepared thoroughly for their
interviews with the investigative committees. Enact-
ing influence in this manner shows agency motivation,
the same as demonstrated by victims of crime [28].
Other P/N specifically did not want to participate, which
emphasizes their need to choose. Also related to agency
is the finding that many P/N felt entitled to the report.
P/N as such seem to understand their own position and
status [12] as stakeholders that have a right to the inves-
tigative report.

The present study also shows communion motivations,
which center around relations and making connections.
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P/N appreciated that they were taken seriously. They
oftentimes felt continuously heard throughout the
investigation by the health care professional disclosing
the adverse event, the investigative committee, and the
health care professionals in charge of the follow up care
(the notion of a VIP patient). Safeguarding and being
mindful of the relationship between P/N and health care
provider and offering dialogue are all aspects that sup-
port communion, as was apparent with victims of crime
[28]. Such communion is even more noteworthy in those
instances where P/N felt sympathetic towards the health
care professionals: the relationship continues or is rees-
tablished. Lastly, P/N emphasized the need for hospi-
tals to learn from the adverse events and to make sure it
would not happen again. This focus on prevention shows
a certain care for others, a communion-driven idea that
we as humans should not suffer from the same mistakes
again.

As described above, P/N motivations to participate in
adverse event investigations are fueled by both agency
and communion. Respondents often embodied moti-
vations originating in both. Bearing that in mind while
shaping the involvement of P/N is important to connect
to patients’ needs. Not addressing them can incite the
opposites of agency and communion: feelings of ineffec-
tiveness and alienation [30]. A tailormade approach pro-
vides the space to really tune in and see what P/N need in
terms of agency and communion, in an attempt to let the
adverse event investigation aid the restoration of these
infringed aspects and the well-being of P/N.

Strengths and limitations

This study provides an in-depth exploration of a multi-
level patient perspective on patient involvement in
adverse event investigations. The findings in the Dutch
context could inform similar processes internation-
ally, given that adverse event investigations and learning
from adverse events are of interest to health care institu-
tions worldwide. The results were validated through data
source triangulation, data saturation, and data analysis by
two authors (RD and LK).

A limitation of the study is the risk of selection bias
because of the convenience sample of P/N and our
inability to approach them directly. The hospitals had to
approach them for us, adding an extra layer of potential
bias. We might have spoken predominantly with P/N
who had a positive experience during the adverse event
investigations. In addition, we only spoke with a small
sample (eleven cases) and did not encounter P/N from a
multicultural background. However, by using data source
triangulation we attempted to counter these shortcom-
ings. Particularly because client councils and the PEN
can be considered associations where patient perspec-
tives and experiences accumulate and are therefore most
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suitable to reflect on the views of P/N. Our focus on the
patient perspective meant we explicitly left out the per-
spective of health care professionals.

Conclusions & implications for practice

As opposed to previous studies, the majority of P/N in
the present study seemed content with how the adverse
event investigations were conducted and what their roles
were. Hospitals in the Netherlands should continue their
efforts to actively initiate adverse event investigations and
involve P/N. Such ownership of the ‘problem; albeit par-
tially fueled by legislative requirements, should inspire
health care institutions worldwide. When doing so, hos-
pitals should provide P/N with the emotional and pro-
cedural room to choose whether and how to participate
and be aware that to P/N the adverse event investigation
is only a part of the overarching care relationship. Pro-
viding room, means asking P/N about their preferences
and making sure the investigation process allows P/N to
participate in their own way. This can be fully, partially or
not; immediately or later; face-to-face or through written
accounts. How to do so while safeguarding legal guide-
lines, for example regarding terms, is beyond the scope
of this paper. It would require a close reading of hospital
guidelines on adverse event investigations and the room
it leaves for individualized processes.

Given the importance of open and non-defensive com-
munication with the health care professional, attention
should be paid to the interpersonal skills of these pro-
fessionals. In addition, hospitals should be aware of the
impact of the first responders — usually the health care
professionals — on the subsequent investigations for P/N.
Hospitals should make sure their health care staff has the
training and skills to conduct these conversations in a
sensitive and clear way. Previous findings on how to do
open disclosure (well) are paramount.

By addressing the elements outlined above, adverse
event investigations can be tailored more closely to the
motivations that drive the participation of P/N. P/N
as stakeholders can therefore support learning and the
safety of other P/N. If participation can be tailored to
each individual’s specific needs, chances of positive out-
comes are greater both in terms of learning and healing.
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