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Abstract
Aims and Objectives: To analyse research-based evidence about patients' right to 
know from their own perspective to promote ethically high-quality nursing and to 
identify future research areas.
Background: Patients' right to know is a fundamental right. Although of topical re-
search interest, the current state of scientific evidence on patients' right to know has 
not been reviewed.
Design: A scoping review according to the methodological framework by Arksey 
& O'Malley and the Preferred Reporting Items for Systematic reviews and Meta-
Analyses extension for Scoping Reviews.
Methods: In June 2022, a literature search was conducted in the Ovid Medline, 
CINAHL and Cochrane Library databases. The inclusion criteria were peer-reviewed, 
empirical studies on the right to know with samples comprising adult patients. Data 
were analysed with inductive content analysis, and methodological quality was as-
sessed with Mixed Methods Appraisal Tool.
Results: Out of 2658 identified reports, 12 were selected for analysis. Based on the 
results, the research on patients' right to know can be classified into two main content 
categories: (1) expectations of the right and (2) realisation of the right. In the quality 
assessment, most of the reports did not meet all the quality criteria, the most common 
deficits being related to instrumentation and risk of bias.
Conclusions: Research-based evidence on patients' right to know provided a general 
insight into expectations and realisation of the right to know and not to know. The 
results indicate a need for continued efforts for novel approaches with high-quality 
methodological choices in future studies.
Relevance to Clinical Practice: Nurses make constantly ethical decisions: The findings 
of this study can be useful for their decision-making and understanding of the pa-
tient's perspective on knowledge issues, and therefore, support ethically high-quality 
patient education.
Patient or Public Contribution: No direct patient or public contribution to the review.
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1  |  INTRODUC TION

The right to know is a human right. The right is stated in numerous 
international declarations, charters, laws and human rights docu-
ments: It serves as a source of protection for people in potentially 
vulnerable roles, such as workers (Charter of Fundamental Rights 
of the European Union, 2012), civilians in war, wounded or sick sol-
diers (International Committee of the Red Cross,  1949), arrested 
people (European Convention for the Protection of Human Rights 
and Fundamental Freedoms, 1950; UN General Assembly, 1976) and 
patients. For patients, the right to know about their own health and 
care is derived from a central bioethical principle, that is respecting 
patient autonomy (Beauchamp & Childress, 2013), and therefore, an 
increasing body of scientific evidence has accumulated on the right 
to know.

For patients, that is people using health care services or requir-
ing care, the topicality of the right to know is emphasised for sev-
eral reasons. First, patients' position and circumstances can make 
them vulnerable due to health deficits and functional abilities po-
tentially affecting their lives (Beauchamp & Childress, 2013; Cohen 
& Ezer, 2013). Second, the relationship between patients and health 
care professionals can involve a power imbalance (e.g. informational 
imbalance) because of patients' dependency on the health care pro-
viders (Beauchamp & Childress, 2013; Cohen & Ezer, 2013; Putturaj 
et al.,  2020). Third, the health care context is prone to structural 
inequities (e.g. lack of resources) and social inequalities (e.g. stigma 
associated with a health problem) (Beauchamp & Childress,  2013; 
Cohen & Ezer,  2013; Putturaj et al.,  2020). Finally, international 
health strategies emphasise citizen empowerment as well as patient 
autonomy in health care (Active Citizenship Network [ACN], 2002; 
Regulation (EU) 2021/522, 2021; Putturaj et al., 2020). The right to 
know protects and promotes the good of the patient in all of these 
issues, creating a need for producing scientific evidence on the right.

Patients' right to know, and the closely related right not to know, 
is defined in various ways. The rights themselves can be defined as 
justified claims (Beauchamp & Childress,  2013), yet their qualities 
are complex, involving, for example, the object of the right (what the 
right relates to, Sim, 2020, e.g. patients have the right to know at 
minimum the state of their health and condition, ACN, 2002; World 
Health Organization [WHO],  1994; World Medical Association 
[WMA],  2015, and the treatment or care, WHO,  1994), duties 
(Sim,  2020, derived from the right, e.g. health care professionals' 
duty to realise patient education, ACN, 2002; International Council 
of Nurses,  2021; WMA,  2015) and power (e.g. to waive a right, 
Sim, 2020). Patients' right not to know cannot be implied simply on 
the basis of the right to know (McDougall, 2004): however, the right 
not to know is included in many human and patient right documents 
and laws in relation to the right to know (Council of Europe, 1997; UN 

Educational, Scientific and Cultural Organisation, 1997; WHO, 1994; 
WMA, 2015). Thus, the right not to know was included in this review. 
This complexity in defining the right can lead to different approaches 
for studying the right to know, which can affect the methods, results 
or methodological quality of the studies. Therefore, there is a need 
for reviewing the research-based evidence, the research methods 
used and methodological quality of research.

A considerable number of scientific reports have been published 
about patients' right to know and not to know (Hofmann,  2016), 
yet less attention has been paid to reviewing the current state of 
research-based evidence. A scoping review is useful for identifying 
the knowledge gaps in the accumulated evidence and for guiding 
the directions of future studies. Moreover, a review can contrib-
ute to the international health strategies by promoting patients' 
awareness of the rights and therefore, support citizen empower-
ment, and even provide background for political decision-making 
as patient right laws are developed in several countries (PRE-MAX 
Consortium, 2016). There is a previous review focusing on the per-
spective of the legal and ethical regulations of patients' right to know 
(Vall Casas & Rodríguez Parada, 2008), but the patients' voice is lack-
ing. Other reviews that have included patients in their samples have 
not investigated the right to know specifically, but their main anal-
ysis has focused on, for example, disclosure of health information 
(Bou Khalil, 2013) and all the patients' rights in a certain geograph-
ical area (Abedi et al.,  2017). Therefore, previous reviews provide 
limited perspectives on the right to know.

In conclusion, the right to know is affirmed in health care 
(Beauchamp & Childress, 2013), and it has merited research interest 
(Hofmann, 2016). However, several unanswered knowledge gaps re-
main. The growing body of evidence (Hofmann, 2016) has not been 
scoped and previous reviews analysing the right have limitations in 
terms of the lacking voice of patients, that is samples comprising pa-
tients, and the lacking focus on the right to know. Furthermore, the 

K E Y W O R D S
patient rights, right to information, right to know, scoping review

What does this paper contribute to the wider 
global community?

•	 Research-based evidence provides a general insight into 
the patients' right to know and not to know.

•	 Research on the right to know can be classified into ex-
pectations and realisation of the right.

•	 In clinical practice, the findings have the potential for 
contributing to high-quality patient education, and in 
future research, there is a demand for novel approaches 
with high-quality methodological choices for research 
on patients’ right to know.
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various ways of defining the right can lead to different approaches 
for operationalising the right in research, justifying the assessment 
of the methodological quality and reviewing the employed methods.

2  |  AIMS

The aim of this study was to analyse research-based evidence about 
patients' right to know from their own perspective to promote ethi-
cally high-quality nursing and to identify future research areas. The 
following questions are addressed: What are the results and the 
methodological quality of studies of patients' right to know? What 
methods have been employed to study the patients' right to know?

3  |  METHODS

This scoping review was conducted according to the methodological 
framework by Arksey & O'Malley  (2005). The Preferred Reporting 
Items for Systematic reviews and Meta-Analyses extension for 
Scoping Reviews (File  S1) was followed (Tricco et al.,  2018). First, 
a scoping review protocol was developed. Second, relevant reports 
were identified from the Ovid Medline, CINAHL and Cochrane 
Library (Cochrane Central Register of Controlled Trials) databases. 
The search terms were “patient,” “right” and “knowledge”: for report 
identification purposes, a positional operator was used for the final 
search terms “right*” and “know*”, and “right*” and “info*” by allow-
ing a maximum of two words between them. In addition, a manual 
search was conducted on the reference lists of the included reports. 
The language was limited to English and the publication year from 
1994 (when the WHO issued the Declaration on the Promotion of 
Patients' Rights in Europe, WHO, 1994) to 14 June 2022 (when the 
search was conducted). Data were transferred to reference manage-
ment software RefWorks and Zotero for further selection. Reports 
were assessed against the inclusion and exclusion criteria (Table 1), 
first on title level, then on abstract level, and finally, on full-text level 
by two researchers (SI, HV).

Next, the reports, their characteristics and main results were 
collated and summarised into a table and reviewed by the research 

team (Table 2). Data were analysed by using NVivo 12 Plus software 
with inductive content analysis. The unit of analysis was the results 
of the included studies and the analysis focused on manifest con-
tent. The condensed meaning units were abstracted into six sub-
content categories and two main content categories (Graneheim 
& Lundman, 2004). The methodological quality of the studies was 
assessed with the Mixed Methods Appraisal Tool (MMAT) version 
2018 (Hong et al., 2018). Each report was evaluated by at least two 
researchers, and differences in evaluations were resolved within the 
research team. The research methods of the reports were collected 
and described in tables.

4  |  RESULTS

The database searches generated 2658 reports, resulting in 11 in-
cluded reports. Based on the manual citation search, one (1) report 
was added, yielding 12 reports for the final analysis (Figure 1).

4.1  |  Patients' right to know

Based on the analysis, research on patients' right to know was clas-
sified into two main content categories (Table 3): (1) expectations of 
patients' right to know and (2) realisation of patients' right to know.

4.1.1  |  Expectations of patients' right to know

Patients' expectations of the right to know consist of three sub-
content categories (Table 3): (1) expectations of the right to the con-
tent of knowledge, (2) reasoning behind the expectations of the right 
to know and (3) expectations of the power of the right to know. The 
expectations included patients' perceptions, preferences, desires, 
attitudes and views.

Patients' expectations of their right to know were studied re-
garding the content of knowledge. Patients' expectations of their 
right to know diagnosis (Erer et al., 2008; Hari et al., 2007), prognosis 
(Hari et al., 2007) and treatment/care (Erer et al., 2008) were studied 

TA B L E  1  Inclusion and exclusion criteria (Peters et al., 2020).

Inclusion criteria Exclusion criteria

Types of participants Patients Children

Concept Patients' right to know
Knowledge or information concerning patient's health, 

health problem or disease and/or its treatment/care

The focus of the report is on all patients' rights
Public health promotion
Patients' family members' right to know

Context Health care Research
Education

Types of sources of evidence Peer-reviewed, empirical studies Reviews, theoretical or discussion reports
The report's focus is solely on legal aspects
Local or organisational recommendations or 

procedures
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among patients in outpatient departments, the right to know periop-
erative knowledge among elective preoperative patients (Bugge 
et al., 1998; Crawford-Sykes & Hambleton, 2001), while the studies 
concerning the right to know genetic knowledge included a variety 
of patients (Flatau et al., 2018; Lenk et al., 2019). These studies re-
ported distributions of patients' expectations of the right. Based on 
these distributions, patients expected to have the right to most of 
the studied knowledge content. However, expectations seemed to 
vary depending on the country (Bugge et al., 1998; Crawford-Sykes 
& Hambleton, 2001) and the hypothetical scenarios presented to the 
patients, such as the health problem in question and its curability 
(Flatau et al., 2018; Hari et al., 2007; Lenk et al., 2019), severity and 
inheritability (Flatau et al., 2018; Lenk et al., 2019).

Expectations included patients' reasoning for having the right. 
The reasoning was studied for both the right to know and the right 
not to know. The reasoning behind the expectations of the right 
to know was studied in relation to terminal cancer among patients 
in outpatient departments (Hari et al., 2007) while the right not to 
know was studied among the same patients (Hari et al., 2007) as well 
as among patients involved in genetic testing (Flatau et al.,  2018; 
Lenk et al., 2019; Schuurman et al., 2015). The reasons for the right 
to know were a wish to plan one's life, a wish to know the truth, 
the right to autonomy, religious rituals and patients learning about 
the health problem anyway sooner or later (Hari et al.,  2007). As 
for patients' right not to know, it was expected to protect patients 
from harmful outcomes and complex, continuous decision-making 
process, prevent emotional distress to patients and their family 

members, and support patients' autonomy, hopes, wishes, financial 
situation and future plans (Flatau et al., 2018; Hari et al., 2007; Lenk 
et al., 2019; Schuurman et al., 2015).

Patients' expectations of the power of the right to know were re-
lated to duties and to other patient rights. As for the duties, patients 
expected the health care professionals to have a duty to respect 
the patients' right to know (Erer et al., 2008; Lenk et al., 2019) and 
right not to know (Flatau et al., 2018; Lenk et al., 2019; Schuurman 
et al., 2015). However, patients expected to waive their right not to 
know in several hypothetical scenarios related to genetic knowledge 
(Flatau et al., 2018; Lenk et al., 2019). As for the other patient rights, 
the right to know was argued to be outweighed by another patient 
right, that is right to privacy, in the case of living organ transplanta-
tion (Formica et al., 2010).

4.1.2  |  Realisation of patients' right to know

The realisation of patients' right to know consists of three sub-
content categories (Table  3): (1) the realisation of the right to the 
content of knowledge, (2) the outcomes of the realisation for pa-
tients and (3) the factors associated with the realisation.

Realisation of the right to know was studied regarding the con-
tent of knowledge. These contents included diagnosis, prognosis, 
treatment/care, the reason for care, possible side effects/compli-
cations/sequelae, care instructions, follow-up care and comple-
mentary testing studied among hospital patients (Pérez-Cárceles 

F I G U R E  1  Flow diagram (Page et al., 2021).

Records identified from:
Databases (n = 3)

Ovid Medline (n = 1,061)
CINAHL (n = 1,101)
Cochrane Library (n = 496)

Records removed before 
screening:

Duplicate records removed 
(n = 369)

Records screened
(n = 2,289)

Records excluded
(n = 2,129)

Reports sought for retrieval
(n = 160)

Reports not retrieved
(n = 0)

Reports assessed for eligibility
(n = 160)

Reports excluded:
The focus of the study is not 
on patients’ right to know (n =
108)
Reviews, theoretical or 
discussion studies (n = 20)
Types of participants were 
not patients (n = 16)
Types of participants were 
children (n = 3)
The focus of the study is
solely on legal aspects (n = 
2)

Records identified from:
Citation searching (n = 1)

Reports assessed for eligibility
(n = 1)

Reports excluded
(n = 0)

Studies included in review
(n = 11)
Reports of included studies
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    |  7INKEROINEN et al.

et al., 2007, 2010), risks of treatment studied among patients under-
going coronary angiography (Gutman & Gutman, 2002), and genetic 
testing studied among patients and parents of children undergoing 
genetic testing (Nyrhinen et al., 2009). In the studies, patients evalu-
ated the realisation of the right to these knowledge contents. There 
was variation in realisation regarding the content of knowledge and 
patients' evaluations, but in general, the right to most of the content 
seemed to be realised.

For patients, the realisation of the right to know was related to 
experiential and cognitive outcomes, as indicated in cross-sectional 
study designs (without interventions) in Spain. Experiential-related 
outcomes were a decrease in patients' worry and an increase in 
satisfaction with care and perceived higher quality of care (Pérez-
Cárceles et al.,  2007, 2010). Upon more detailed examination, 
a majority of older patients were less worried when their right to 

know was realised, albeit some were more worried (Pérez-Cárceles 
et al., 2007). Patients in emergency care were more satisfied with 
care if their right to know various aspects of their care was realised 
(Pérez-Cárceles et al., 2010). Among older patients, those whose right 
was realised perceived the quality of care as better (Pérez-Cárceles 
et al., 2007). As for cognitive-related outcomes, they concerned un-
derstanding the information: the majority of the patients felt that 
they had understood the information (Pérez-Cárceles et al., 2007) 
and that their right to understand the diagnosis was realised (Pérez-
Cárceles et al.,  2007, 2010). However, some of these patients did 
not identify the diagnosis that was in their medical records (Pérez-
Cárceles et al., 2007, 2010) and were not able to read or understand 
physicians' written instructions (Pérez-Cárceles et al., 2010).

The factors associated statistically with the realisation of the 
right to know were patients' gender, educational level, age, the 

TA B L E  3  Contents and evidence sources of the main and sub-content categories.

Main content category Sub-content category Contents Evidence source

Expectations of patients' 
right to know

Expectations of the right to content 
of knowledge

Diagnosis Erer et al. (2008), Hari et al. (2007)

Prognosis Hari et al. (2007)

Treatment/care Erer et al. (2008)

Perioperative knowledge Bugge et al. (1998), Crawford-Sykes and 
Hambleton (2001)

Genetic knowledge Flatau et al. (2018), Lenk et al. (2019)

Reasoning behind the expectations 
of the right to know

Reasons for the right to know Hari et al. (2007)

Reasons for the right not to 
know

Flatau et al. (2018), Hari et al. (2007), Lenk 
et al. (2019), Schuurman et al. (2015)

Expectations of the power of the 
right to know

In relation to the health care 
professionals' duties

Erer et al. (2008), Flatau et al. (2018), Lenk 
et al. (2019), Schuurman et al. (2015)

In relation to the other patients' 
right to privacy

Formica et al. (2010)

Realisation of patients' 
right to know

Realisation of the content of 
knowledge

Diagnosis Pérez-Cárceles et al. (2007, 2010)

Prognosis Pérez-Cárceles et al. (2007, 2010)

Treatment/care Pérez-Cárceles et al. (2007, 2010)

Reason for care Pérez-Cárceles et al. (2010)

Risks of an intervention Gutman & Gutman (2002)

Possible side effects/
complications/sequelae

Pérez-Cárceles et al. (2010)

Complementary testing Pérez-Cárceles et al. (2007, 2010)

Genetic testing Nyrhinen et al. (2009)

Care instructions Pérez-Cárceles et al. (2010)

The follow-up care Pérez-Cárceles et al. (2010)

The outcomes of the realisation for 
patients

Experiential-related outcomes Pérez-Cárceles et al. (2007, 2010)

Cognitive-related outcomes Pérez-Cárceles et al. (2007, 2010)

The factors associated with the 
realisation

Gender Pérez-Cárceles et al. (2010)

Educational level Nyrhinen et al. (2009), Pérez-Cárceles 
et al. (2010)

Age Pérez-Cárceles et al. (2007, 2010)

Seriousness of emergency Pérez-Cárceles et al. (2010)

Information providers' 
specialisation

Nyrhinen et al. (2009)
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seriousness of the emergency and information providers' specialisa-
tion. However, no generalisations can be made as these associations 
were found in single descriptive studies. Realisation had a positive 
association with the male gender in terms of the right to understand-
able information in emergency care (Pérez-Cárceles et al., 2010) and 
with lower educational level in terms of the right to genetic knowl-
edge (Nyrhinen et al.,  2009), although no statistically significant 
association was found between realisation and educational level in 
emergency care (Pérez-Cárceles et al., 2010). Realisation had a neg-
ative association with older age (Pérez-Cárceles et al., 2007, 2010). 
The more serious the patients' emergency was classified by health 
care professionals in the emergency department, the better the right 
to know seemed to be realised (Pérez-Cárceles et al., 2010). When 
physicians or nurses providing the information were from the genetic 
department, there was a positive association with the right to genetic 
knowledge compared to general ward staff (Nyrhinen et al., 2009).

4.2  |  Methodological quality of the reports

The methodological quality of the reports varied (Table 2). All quality 
criteria were met by the report by Flatau et al. (2018), assessed with 
the quantitative descriptive study design criteria of MMAT, as well as 
the report by Schuurman et al. (2015), which was assessed with the 
qualitative study design criteria of MMAT. Most commonly, reports 
did not meet the criteria related to measurements (Bugge et al., 1998; 
Crawford-Sykes & Hambleton,  2001; Erer et al.,  2008; Gutman & 
Gutman, 2002; Hari et al., 2007; Pérez-Cárceles et al., 2007) or the 
risk of nonresponse bias (Erer et al., 2008; Hari et al., 2007; Lenk 
et al.,  2019; Nyrhinen et al.,  2009; Pérez-Cárceles et al.,  2007): 

due to limited reporting, they could not be scored. Limitations or 
unclarities were also identified in reporting research questions 
or aims (Lenk et al.,  2019), sampling strategy (Crawford-Sykes & 
Hambleton,  2001), representativeness of the sample (Gutman & 
Gutman, 2002; Hari et al., 2007; Lenk et al., 2019) and data analysis 
(Erer et al., 2008; Formica et al., 2010; Pérez-Cárceles et al., 2010).

4.3  |  Methods employed to study patients' right 
to know

4.3.1  |  Research design and context

Most of the included reports (n = 10) reported cross-sectional stud-
ies (Table 2), the exception being one case study (Formica et al., 2010) 
and one focus group study (Schuurman et al., 2015). The contexts 
of the studies were medical diagnostics (genetic testing, Flatau 
et al.,  2018; Lenk et al.,  2019; Nyrhinen et al.,  2009; Schuurman 
et al., 2015, and coronary angiography, Gutman & Gutman, 2002) 
and hospital care (surgical care, Bugge et al.,  1998; Crawford-
Sykes & Hambleton, 2001, outpatient clinics, Erer et al., 2008; Hari 
et al.,  2007, emergency care, Pérez-Cárceles et al.,  2010, organ 
transplantation, Formica et al.,  2010), and hospital care without 
specification (Pérez-Cárceles et al., 2007).

4.3.2  |  Sample and sampling

Sample sizes ranged from 2–518 and included a variety of patients 
(Table  4): patients for short-term treatment/care, patients with a 

TA B L E  5  Data collection and analysis of the included reports (n = 12, arranged based on main content category and alphabetical order).

Report

Data collection Data analysis

Questionnaire Case Interview
Focus 
group

Analysis of 
medical records

Statistical 
methods

Qualitative 
analysis

Content category: Expectations of 
patients' right to know

Bugge et al. (1998) x x

Crawford-Sykes and Hambleton (2001) x x

Erer et al. (2008) x x

Flatau et al. (2018) x x

Formica et al. (2010) x

Hari et al. (2007) x x x

Lenk et al. (2019) x x

Schuurman et al. (2015) x x

Content category: Realisation of patients' 
right to know

Gutman and Gutman (2002) x x

Nyrhinen et al. (2009) x x

Pérez-Cárceles et al. (2007) x x

Pérez-Cárceles et al. (2010) x x x

 13652702, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jocn.16603 by U

niversity of T
urku, W

iley O
nline L

ibrary on [27/01/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



10  |    INKEROINEN et al.

TA
B

LE
 6

 
Re

se
ar

ch
 e

th
ic

s 
an

d 
lim

ita
tio

ns
 o

f t
he

 in
cl

ud
ed

 re
po

rt
s 

(n
 =

 1
2,

 a
rr

an
ge

d 
ba

se
d 

on
 m

ai
n 

co
nt

en
t c

at
eg

or
y 

an
d 

al
ph

ab
et

ic
al

 o
rd

er
).

Re
po

rt

Re
se

ar
ch

 e
th

ic
s

Li
m

ita
tio

ns

Et
hi

ca
l 

co
m

m
itt

ee
 

ap
pr

ov
al

D
ec

la
ra

tio
n 

of
 H

el
si

nk
i 

fo
llo

w
ed

Re
se

ar
ch

 
pe

rm
is

si
on

In
fo

rm
ed

 
co

ns
en

t
Vo

lu
nt

ar
y 

pa
rt

ic
ip

at
io

n
A

no
ny

m
ity

 
se

cu
re

d

Ps
yc

ho
m

et
ric

 
pr

op
er

tie
s 

of
 th

e 
qu

es
tio

nn
ai

re
In

te
rv

ie
w

er
 

bi
as

Sa
m

pl
in

g 
bi

as
Sm

al
l s

am
pl

e 
si

ze
Co

nf
ou

nd
in

g
N

on
-

re
sp

on
se

In
te

rn
al

 
va

lid
ity

Ex
te

rn
al

 
va

lid
ity

C
on

te
nt

 c
at

eg
or

y:
 

Ex
pe

ct
at

io
ns

 o
f 

pa
tie

nt
s' 

rig
ht

 to
 k

no
w

Bu
gg

e 
et

 a
l. 

(1
99

8)
x

x

C
ra

w
fo

rd
-S

yk
es

 a
nd

 
H

am
bl

et
on

 (2
00

1)
x

x

Er
er

 e
t a

l. 
(2

00
8)

x
x

x

Fl
at

au
 e

t a
l. 

(2
01

8)
x

x
x

x
x

x

Fo
rm

ic
a 

et
 a

l. 
(2

01
0)

H
ar

i e
t a

l. 
(2

00
7)

x
x

x
x

Le
nk

 e
t a

l. 
(2

01
9)

x
x

x
x

x

Sc
hu

ur
m

an
 e

t a
l. 

(2
01

5)
x

x

C
on

te
nt

 c
at

eg
or

y:
 

Re
al

is
at

io
n 

of
 p

at
ie

nt
s' 

rig
ht

 to
 k

no
w

G
ut

m
an

 a
nd

 
G

ut
m

an
 (2

00
2)

x
x

x
x

x
x

N
yr

hi
ne

n 
et

 a
l. 

(2
00

9)
x

x
x

x

Pé
re

z-
C

ár
ce

le
s 

et
 

al
. (

20
07

)
x

x

Pé
re

z-
C

ár
ce

le
s 

et
 

al
. (

20
10

)
x

x

 13652702, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jocn.16603 by U

niversity of T
urku, W

iley O
nline L

ibrary on [27/01/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  11INKEROINEN et al.

long-term health problem and unspecified patients whose reason for 
care was not reported. Patients for short-term treatment/care in-
cluded preoperative surgical patients (Bugge et al., 1998; Crawford-
Sykes & Hambleton, 2001), coronary angiography patients (Gutman 
& Gutman, 2002), a kidney donor (Formica et al., 2010) and individu-
als seeking for genetic counselling or testing (Flatau et al., 2018; Lenk 
et al., 2019; Nyrhinen et al., 2009; Schuurman et al., 2015). Patients 
with a long-term health problem included patients with cancer (Erer 
et al.,  2008) or with a genetic/hereditary health problem (Flatau 
et al., 2018; Lenk et al., 2019; Nyrhinen et al., 2009), and a kidney 
transplant recipient (Formica et al.,  2010). Unspecified patients 
whose reason for care was not reported included older hospital pa-
tients (Pérez-Cárceles et al.,  2007), patients with a nonhereditary 
health problem (Flatau et al., 2018; Lenk et al., 2019), and patients 
in emergency (Pérez-Cárceles et al.,  2010) and outpatient depart-
ments (Hari et al., 2007). Two reports were based on the same study 
(Flatau et al., 2018; Lenk et al., 2019); the results of these reports 
were analysed separately in this review. The samples also included 
health care professionals, patients' family members and laypeople; if 
their results were reported separately in the included reports, they 
were excluded from the analysis of this study, and if they were re-
ported together, they were included in the analysis. Nonprobability 
sampling was the most commonly used sampling method (n = 8).

4.3.3  |  Data collection and analysis

The most common data collection method was questionnaire (n = 10, 
Table 5). They seemed to be developed for the study, except for two 
studies using the same previously developed structured question-
naire (Bugge et al., 1998; Crawford-Sykes & Hambleton, 2001). The 
questionnaires were reported to measure patients' desire or wish 
for knowledge, perspectives on the provided information and its 
sufficiency, and patients' opinions and attitudes towards knowledge 
and towards the right to know or not to know. Most commonly, data 
were analysed statistically (n = 10).

4.3.4  |  Research ethics and limitations

Research ethics was described in 10 reports (Table 6). In all these 
reports, ethical approval was given by ethics committee.

Limitations were discussed in seven reports. Limitations were 
most commonly related to small sample size (n = 4), sampling bias 
(n = 3) and interviewer bias (n = 3).

5  |  DISCUSSION

The aim of this study was to analyse research-based evidence 
about patients' right to know (including the right not to know) from 
their own perspective. The right to know about one's own health 
and care, which is a human right recognised by several laws and 

human rights documents, has generated a growing body of literature 
(Hofmann, 2016). The primary findings of this scoping review were 
the division of research on the right into two main content catego-
ries, the expectations and the realisation of the right, and the as-
sessment of the methodological quality and analysing the methods 
of the studies.

The two main content categories of the results, that is the ex-
pectations and the realisation of the right, emphasised the bio-
physiological content of knowledge, such as knowledge about 
disease and its treatment (Leino-Kilpi et al., 1998). This finding is 
consistent with the descriptions of the content in many patient 
rights documents (ACN, 2002; WHO, 1994; WMA, 2015). The bio-
physiological knowledge is indeed vital, for example, for informed 
consent, so that patients can understand diagnoses, prognoses, 
the nature and purpose of the treatment, and the risks and ben-
efits (Beauchamp & Childress,  2013). Patients seem to expect 
biophysiological knowledge even beyond the informed consent 
for treatment, as indicated in the literature of empowering pa-
tient education (Anderson & Funnell, 2010; Klemetti et al., 2015). 
However, studying the right solely from the perspective of bio-
physiological knowledge may appear limited. Multidimensional 
knowledge is assumed to be essential for patient empowerment 
(Klemetti et al.,  2015; Leino-Kilpi et al.,  1998), highlighting the 
importance of identifying and meeting patients' multidimensional 
expectations for knowledge. Taken together, one possible im-
plication is that patients could have a right to multidimensional 
and individually tailored knowledge that is meaningful for them: 
this implication could be considered in clinical practice (e.g. in 
patient education). Therefore, in future research, adding multi-
dimensionality to the content of knowledge (such as functional, 
social or emotional knowledge, Klemetti et al., 2015; Leino-Kilpi 
et al., 1998) could advance the field of patients' rights and support 
patient empowerment.

The factors associated with the realisation of the right were 
not systematic. The contradictions can be due to heterogeneity of 
the studies in terms of their contexts, data collection methods, cul-
tures and knowledge content. Therefore, no clear conclusions for 
clinical practice can be drawn, and more research on the role of pa-
tients' sociodemographic factors in their right to know is warranted. 
Moreover, the perspective of health equity was not represented in 
the reports. Earlier studies have suggested that exercising patients' 
rights may be problematic among minority communities, such as 
deaf people (Haricharan et al., 2013; Rodríguez-Martín et al., 2018). 
Furthermore, to develop a broader picture of the factors associ-
ated with the right, further research is required for studying novel 
characteristics related to patients (e.g. health literacy), health care 
professionals (e.g. education and competence) or health care organ-
isations (e.g. ethical climate).

From the perspective of findings' relevance to clinical prac-
tice, unanticipated limitations emerged from the methodological 
quality and methods of the included reports: It was not possible 
to score every criterion of the MMAT due to limited reporting. 
Furthermore, it was unclear what the measured variable was and 
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how it informed about the right. The questionnaires were often 
stated to measure received knowledge rather than the right to 
know: They aimed to measure, for example, wishes and percep-
tions of the received knowledge. This applied especially in the 
second main content category, that is the realisation of the right 
to know. Similar methodological choices can be seen in previous 
patient-right literature: Instruments have measured patients' 
evaluations or views on the observance of information provi-
sion (Dehghan et al.,  2020; Mohammed et al.,  2018; Parsapoor 
et al.,  2012). Patients' right to know can be a complex concept 
to measure, which highlights the importance of identifying and 
expounding the theoretical background of the instruments. 
Moreover, many of the instruments employed in the included re-
ports seemed to have been used for the first time and description 
of their psychometrics was lacking. These observations could sug-
gest a need for profound operationalisation of the right to know 
and the development of validated instruments for future research.

The contexts of the included reports demonstrated a growing 
interest in genetics in the field of patients' right to know. Rapid 
development in the field has prompted ethical discussion around 
the right (Brownsword & Wale,  2017; Christenhusz et al.,  2013; 
Hofmann, 2016). In addition to the contexts of the included reports, 
that is diagnostics and hospital care, patients' right to know about 
their health and care is fundamental in all fields of health care. For 
example, primary health care was not represented in the results of 
this review, although its importance in research of patients' right to 
know is evident: Primary health care is vital in reaching all people, 
providing information and educating patients (WHO,  2018). The 
unbalanced representation of different fields of health care can be 
due to our search strategy or cultural differences in definitions (e.g. 
primary health care).

5.1  |  Limitations and strengths

The limitations of this study concern defining the search terms, 
search strategy, report selection, data analysis and relevance of 
findings to clinical practice. In defining the search terms, limitations 
stemmed from the fact that the right is rather a complex concept 
and studying the right to know is challenging, which can lead to 
numerous possible search terms. Regarding the search strategy, a 
positional operator was used to identify the relevant reports, but at 
the same time, it can limit the search results. As for the report selec-
tion, the reports did not always state clearly whether the focus was 
on patients' knowledge or patients' right to know, which left room 
for interpretation in the report selection phase. In data analysis, a 
few included reports did not report patients' perspective separately, 
and therefore, the results may include the perspective of health 
care professionals, patients' family members and laypeople. As for 
the relevance to clinical practice, evidence-based clinical practice 
implications were not possible due to limitations in the methodo-
logical quality and methods of the included reports: a need for novel 

approaches with high-quality methodological choices in future re-
search is evident.

The strength of this study is that the guideline specifically de-
veloped for scoping reviews was systematically followed (Tricco 
et al., 2018). In the building of the search strategy, we tested search 
term options and search strategies in cooperation with an informa-
tion specialist. A manual search was also conducted to strengthen 
the review.

6  |  CONCLUSION

Research-based evidence on patients' right to know about their 
own health and care is focused on the expectations and realisation 
of the right. These findings provide insight into patients' perspec-
tives of their right to know and not to know, yet the number of 
studies was scarce and the methods had limitations. A demand for 
a diverse and broad approach to the research about the right was 
identified. In future studies, analysing facilitators and barriers to 
the right to multidimensional knowledge content with clearly de-
fined methodologies and diverse research methods (i.e. contexts, 
samples and data collections) could advance the field of patients' 
rights.

7  |  RELE VANCE TO CLINIC AL PR AC TICE

Patients' expectations of the right to know and their observance of 
its realisation highlight the importance of health care profession-
als' duties related to the right. In health care practice, profession-
als, managers and organisations could advance equity in realisation 
of the right: efforts for ethically high-quality patient education are 
needed. There seem to be several factors associated with realisation 
of the right that could be advantageous to consider in practice, but 
further evidence is still needed.
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