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SaZetak: Proizlazeéi iz osnovnih nacela zastite prava Abstract: Arising from the basic principles of protecting
sudionika istrazivanja, informirani je pristanak centralno the rights of research participants, informed consent is a
pitanje istrazivacke etike. U istraZivanjima u kojima su central issue of research ethics. In research involving children
sudionici djeca, dobivanje informiranoga pristanka prozeto as participants, obtaining informed consent is riddled with
Jje razlicitim izazovima, a kada je rijec¢ o djeci s teskocama, various challenges. This procedure becomes even more
ti se izazovi dodatno usloznjavaju. Cilj je istraZivanja bio complicated when it comes to children with disabilities. The
analizirati prakse izvjestavanja o dobivanju informiranoga aim of this research was to analyse reporting practices of
pristanka u domacim empirijskim istraZivanjima u kojima reporting on obtaining informed consent in Croatian empirical
su sudionici djeca s teskocama. Konkretnije, primjenjujuci research in which the participants are children with disabilities.
metodu sustavnoga pregleda literature i tehniku analize Using the systematic literature review method and content
sadrzaja, analizirana su ukupno 73 znanstvena clanka, analysis technique, a total of 73 scientific articles, published
objaviljena u 35 domacih znanstvenih casopisa u otvorenome in 35 Croatian open access scientific journals, reporting on
pristupu, koji izvjeStavaju o empirijskim istraZivanjima empirical research involving children with disabilities as
u kojima su sudjelovala djeca s teskocama. Za potrebe participants were analysed. For the purpose of this paper, an
rada konstruirana je analiticka matrica koju je Ccinilo analytical matrix consisting of six classification categories was
Sest klasifikacijskih  kategorija: informirani pristanak constructed: informed consent of the child, informed consent
djeteta, informirani pristanak roditelja/skrbnika, dozvola of the parent/guardian, permission of the ethics committee,
etickoga povjerenstva, prilagodba materijala i postupaka, adaptation of materials and procedures, adaptation of
prilagodba komunikacije i prilagodba (pristupacnost) mjesta communication, and adaptation (accessibility) of the research
istrazivanja. Rezultati provedenoga sustavnog pregleda site. The results of the systematic literature review show an
govore o povecanju broja istraZivanja u kojima sudjeluju djeca increase in the number of studies involving children with
s teSkocama, ali istovremeno i o nedovoljnoj zastupljenosti disabilities as participants. At the same time, they emphasise
(osobito detaljno raspisanih) izvjeStaja o etickim aspektima an insufficient representation of (especially detailed) reports
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djecjega sudjelovanja te o diskrepanciji izmedu izvjeStavanja
o pristanku roditelja/skrbnika i pristanku djeteta. Dobiveni
uvidi ukazuju na potrebu daljnjega unapredivanja praksi
izvjeStavanja o dobivanju informiranoga pristanka djece s
teskocama.

Kljuéne rijeci: izvjestavanje o istrazivanju, djeca s
teskocama, etika istrazivanja, informirani pristanak, sustavni
pregled literature

UMJESTO UVODA: INFORMIRANI
PRISTANAK DJECE S TESKOCAMA NA
SUDJELOVANJE U ISTRAZIVANJU

S obzirom na to da obveza njegova dobivanja
proizlazi iz osnovnih nacela zastite slobode, auto-
nomije i dostojanstva' sudionika istrazivanja, in-
formirani je pristanak centralno pitanje etike istra-
zivanja s ljudskim subjektima (Iphofen, 2020).
Temelji se na pravu sudionika da zadrze *’Sto je
viSe moguce kontrolu nad vlastitim zivotima™ (Ip-
hofen, 2020, str. 205)°. Da bi se pristanak na istra-
Zivanje mogao smatrati valjanim, proces njegova
osiguravanja, navodi Iphofen (2020), podrazumi-
jeva postivanje nekolicine minimalnih standarda:
utvrdivanje voljnosti za sudjelovanje, pruzanje
odgovarajuc¢ih informacija i osiguravanje da su-
dionik ima kapacitet (capacity) i kompetenciju
(competence) za sudjelovanje u istrazivanju, pri
¢emu se prvo odnosi na ‘’kognitivhu sposobnost
razumijevanja i obrade danih informacija te onoga
Sto sudjelovanje podrazumijeva” (Iphofen, 2020,
str. 205), a potonje na ‘’pravni status povezan s
ovlastenom odgovorno$¢u” (Iphofen, 2020, str.
205). Na istome tragu Sutrop i Louk (2020, str.
219) kao preduvjete informiranoga pristanka spe-
cificiraju “’transparentnost, razumijevanje, suzdr-
zavanje od utjecaja na osobu, kompetenciju i au-
torizaciju”. Dakle, informirani je pristanak pojam
koji oznacava suglasnost koju daje osoba koja ga
je u pravnome smislu ovlastena dati (Corkalo-Bi-
ruski, 2014; Smajdor, 2023).

! Postoje kolektivisti¢ki orijentirane kritike upuéene ovakvoj
individualisti¢koj perspektivi informiranoga pristanka, no za
njih u ovome radu nije bilo prostora (pregled takvih kritika
nude, primjerice, Sutrop i Louk (2020)).

% Sve citate koje u radu navodimo, a koji su u originalu na
engleskome jeziku, samostalno smo prevele.

on the ethical aspects of children’s participation, as well as
point to a discrepancy between reporting on the consent of
the parent/guardian and the consent of the child. The findings
of this study recognise the need for further improvements of
reporting practices associated with obtaining the informed
consent of children with disabilities.

Keywords: reporting practices, children with disabilities,
research ethics, informed consent, systematic literature
review

INSTEAD OF INTRODUCTION:
INFORMED CONSENT OF CHILDREN
WITH DISABILITIES FOR THE PURPOSE
OF PARTICIPATING IN RESEARCH

Informed consent represents a central ethical
issue when it comes to research involving human
subjects, given that the obligation to obtain con-
sent stems from the basic principles of protecting
the freedom, autonomy, and dignity' of research
participants (Iphofen, 2020). In other words, in-
formed consent is based on the right of participants
to maintain “as much in control of their own lives
as possible” (Iphofen, 2020, p. 205). In order for
consent for the purpose of research to be consid-
ered valid, the process of obtaining it, as stated by
Iphofen (2020), implies compliance with several
minimum standards: determining the willingness
to participate, providing appropriate information,
and ensuring that the participant has the capacity,
as well as the competency to participate in research:
here, the former refers to the “cognitive ability to
understand and process the information given and
what participation entails” (Iphofen, 2020, p. 205),
and the latter to the “legal status linked to autho-
rised responsibility” (Iphofen, 2020, p. 205). Simi-
larly, Sutrop and Louk (2020, p. 219) specified that
“disclosure, understanding, refraining from influ-
encing the person, competence, and authorization”
are considered as prerequisites of informed con-
sent. Thus, informed consent is a term that denotes
consent given by a person who is legally authorised
to give it (Corkalo-Biruski, 2014; Smajdor, 2023).

! There are collectivist-oriented critiques of this kind of individ-
ualistically-oriented perspectives of informed consent, but elabo-
rating on them was beyond the scope of this paper (an overview
of such critiques can be found in, e.g., Sutrop & Louk (2020)).
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Djeca nisu zakonski ovlastena samostalno od-
lucivati o mnogim pitanjima vezanima za njih.
Primjerice, prema Obiteljskome zakonu (2015)
dijete potpunu poslovnu sposobnost, koja po-
drazumijeva autonomno donoSenje svih odlu-
ka o vlastitu zivotu, stjeCe tek s punoljetnoséu
odnosno 18 godina, iako zakon predvida i neke
iznimke za koje je dobna granica postavljena na
14 godina (primjerice, Pristanak i suglasnost na
priznanje ocinstva, Pravo djeteta na pokretanje
postupaka itd.)’. Upravo je ta grani¢na dob dje-
teta, navrSena 14. godina, klju¢na i u domacim
dokumentima koji govore o eti¢nosti istrazivanja
u kojima sudjeluju djeca. Naime, za dijete do 14
godina informirani pristanak najprije daje roditelj/
skrbnik, a nakon toga ga je potrebno zatraziti i od
djeteta, dok dijete starije od 14 godina informi-
rani pristanak daje samo (Ministarstvo rada, mi-
rovinskoga sustava, obitelji i socijalne politike,
2020). “’Iznimka su jedino djeca cije jezicne ili
kognitivne sposobnosti ne omogucuju razumije-
vanje informiranog pristanka, za koju pristanak
daju samo roditelji/skrbnici” (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020, str. 11).

Medutim, Konvencija o pravima djeteta, kao
navedenim zakonima nadredeni i temeljni medu-
narodni dokument koji regulira prava djeteta, svo-
jim participativnim nacelom i pravom artikulira-
nim u ¢lanku 12 jam¢i djeci slobodno izrazavanje
svojih stavova o svim stvarima koje se na djecu ili
pojedino dijete odnose te uvazavanje istih u skla-
du s dobi i zrelo$¢u djeteta, neovisno o zakonskoj
maloljetnosti. Sukladno navedenome, u istraziva-
njima se, osobito inozemnima, sve ucestalije na-
glaSava suglasnost koju (ne) daju djeca koja za to
nisu zakonski ovlastena, a §to se oznacava engle-
skim terminima assent/dissent. Smajdor (2023)
navodi kako je pojava toga koncepta snazno pove-
zana upravo s uklju¢ivanjem djece u istrazivanja i
osvjeStavanjem moralne obveze postivanja dosto-
janstva i prava djeteta na vlastito misljenje u tome
procesu. Dobivanje dje¢jega pristanka (assent) u

3 Iznimku predstavlja tek poduzimanje pravnih radnji djeteta
od 15. godine te davanje informiranoga pristanka djeteta na
medicinske zahvate od 16. godine.

Children are not legally authorised to inde-
pendently decide on many issues related to them.
For example, according to the Croatian Family
Law (2015), a child acquires full legal capacity,
which implies making autonomous decisions about
their own life, only upon reaching the age of ma-
jority, i.e., 18 years of age, with some exceptions
for which the age limit is set at 14 years (e.g., con-
sent to recognition of paternity, right of the child
to initiate legal proceedings, among others)?. It is
precisely this threshold age of the child (i.e., 14
years) that is crucial in Croatian documents that
address the ethics of research involving children.
Namely, for a child up to 14 years of age, informed
consent is typically given by the parent/guardian,
and after that, it must be obtained from the child as
well, while a child older than 14 years of age gives
informed consent on their own (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020). “The only exception are children whose
language or cognitive abilities are insufficient for
understanding informed consent, for which consent
is given only by the parent/guardian” (Ministarst-
vo rada, mirovinskoga sustava, obitelji i socijalne
politike, 2020, p. 11).

However, the Convention on the Rights of the
Child, as the fundamental international document
regulating the rights of the child, with its participa-
tory principle and the right articulated in Article 12,
ensures that a child who is capable of forming their
views has the right to express those views freely and
that these views shall be respected in accordance with
the age and maturity of the child, regardless of them
being a legal minority. In line with these regulations,
in scientific literature across the globe, the terms
assent/dissent have started to appear more often in
publications, denoting the consent given/denied by
a person who does not legally possess such authori-
sation. Smajdor (2023) stated that the introduction
of these concepts is strongly connected with the in-
clusion of children in research, as well as growing
awareness of the moral obligation to respect the dig-
nity and rights of the child to form their own opin-
ion during that process. Obtaining children’s assent

2 Exceptions related to the threshold age limit (i.e., 14 years) are
undertaking legal action from the age of 15 years and giving in-
formed consent to medical procedures from the age of 16 years.
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istrazivanjima shvaca se stoga kao prepoznava-
nje i odgovaranje na ‘’djecje preferencije, izbore
i mo¢ djelovanja (agency)” (Smajdor, 2023, str.
476) te u pravilu predstavlja “’dopunu zakonsko-
me zahtjevu osiguravanja pristanka roditelja ili
skrbnika” (Dockett i sur., 2013, str. 804). Unatoc
prepoznavanju vaznosti djeCjega glasa u odluci
o sudjelovanju u istrazivanju (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020), u domacemu se istrazivackom prostoru,
prema nasemu znanju, nije uvrijezio poseban ter-
min sukladan terminu assent. Ipak, postoje nazna-
ke da se u okviru razlicitih podrucja pokrece i ta-
kva terminoloska rasprava (npr. Kranzeli¢, Kovco
Vukadin i Feri¢, 2016; Pelci¢, 2012).

Proces dobivanja informiranoga pristanka
djece s teSko¢ama na sudjelovanje u
istraZivanju

Dobivanje informiranoga pristanka za djec¢je
sudjelovanje u istrazivanju ukljucuje obavijeste-
nost djece o nizu elemenata koji ga osiguravaju,
odnosno dobivanje informacija o: istrazivacu
odnosno istraziva¢ima i detaljima istrazivanja,
dobrovoljnosti sudjelovanja i mogucnosti odu-
stajanja uz povlacenje podataka u bilo kojemu
trenutku, nac¢inu davanja pristanka (primjerice,
aktivno/pasivno, pisano/usmeno), eventualnim
materijalnim poticajima za sudjelovanje, stupnju
anonimnosti, razini povjerljivosti i tajnosti poda-
taka, nacinu pohranjivanja i vremenskome traja-
nju ¢uvanja podataka, na¢inu obrade podataka i
izvjeStavanja o rezultatima, modalitetu dobivanja
povratnih informacija o istrazivanju i njegovim
rezultatima, odgovornoj osobi ili tijelu kojemu
se roditelji/skrbnici i djeca mogu obratiti vezano
za prituzbe na postupak provedbe istrazivanja ili
neke druge situacije koje se tijekom istrazivanja
mogu pojaviti (npr. uznemirenost, neugoda i sl.)
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020). S obzirom na sloze-
nost navedenih elemenata informiranoga pristan-
ka, postupak njegova dobivanja donosi razliCite
izazove. Oni se primarno odnose na razvijajuce
sposobnosti djece za samostalno donoSenje od-
luka, ali i na neravnotezu moci izmedu odraslih
i djece koja potencijalno moze dovesti do pater-

in research is therefore understood as recognising
and responding to “children’s preferences, choices,
and agency” (Smajdor, 2023, p. 476) and, as a rule,
represents “a supplement to the legal requirement of
consent provided by a parent or guardian” (Dockett
et al., 2013, p. 804). Despite the recognition of the
importance of the child’s voice in the decision to par-
ticipate in research (Ministarstvo rada, mirovinsko-
ga sustava, obitelji 1 socijalne politike, 2020), in the
national research areas, to our knowledge, there is
no term corresponding to the term assent. However,
some studies have indicated that discussion on the
usage of such terminology based on the children’s
voice and decision-making is being initiated in vari-
ous research fields (e.g., Kranzeli¢, Kov¢o Vukadin
& Feri¢, 2016; Pelci¢, 2012).

Process of obtaining the informed consent of
children with disabilities for the purpose of
research participation

Obtaining the informed consent of children in
research includes children being informed about
an entire range of elements in order to ensure that
the child is provided information about the follow-
ing: the researcher(s) and the details of the research
study, the voluntary nature of participation, possi-
bility of withdrawing from the research, as well as
withdrawing data at any time, ways in which consent
can be given (for example, active/passive, written/
oral), possible material incentives for participation,
degree of anonymity, level of confidentiality and se-
crecy of data, duration of data storage, methods used
to store and analyse the data and report the results,
modalities of providing feedback on the research
and its results, as well as the responsible individual
or institutional body whom parents/guardians and
children can contact regarding complaints about the
research or any situation that may arise during the
research (e.g., agitation, embarrassment, and so on)
(Ministarstvo rada, mirovinskoga sustava, obitelji i
socijalne politike, 2020). Considering the complexi-
ty of these elements of informed consent, the process
of obtaining it poses various challenges. These chal-
lenges are primarily related to children’s evolving
capacities to make independent decisions, but also
to the power imbalance between adults and children
that can potentially lead to paternalistic, as well as
exploitative relationships in the research process.
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nalistickih, kao i eksploatiraju¢ih odnosa u pro-
cesu istrazivanja. Opisano se dodatno usloznjava
u situacijama kada dijete ima teskocu, odnosno
kada su dob i teskoca, a potencijalno i neka druga
snost od s jedne strane neodgovarajucega odnosa
prema djetetu, a s druge od iskljucivanja djeteta
iz istrazivanja povecava. Potonje u pozadini moze
imati namjeru zastite djeteta od nepredvidenih
rizika, Sto, medutim, vrlo lako moze rezultira-
ti prezasti¢ivanjem djeteta i isklju¢ivanjem onih
koji zele sudjelovati (Good, 2020). Primjerice,
domaca studija o participaciji djece iz ranjivih
skupina pokazuje da su i opca javnost i strucnja-
ci koji rade s djecom manje spremni podrzati su-
djelovanje djece s teSko¢ama u donosenju odluka
nego nekih drugih skupina djece (Bori¢ i Mataga
Tintor, 2022). Dakle, specifi¢ni izazovi u dobiva-
nju informiranoga pristanka djece s teSkoc¢ama
kao sudionicima istrazivanja mogu biti povezani
s dominantnim stavovima drustva o djeci s tesko-
¢ama, Cesto oblikovanima kroz prizmu same tes-
koce. Good (2020) stoga upozorava da je pitanje
procjene kapaciteta bilo kojega djeteta za davanje
pristanka izrazito sloZeno te da za sobom povlaci
i pitanje o tome “’tko smije i/li treba odlucivati o
pitanju kapaciteta” (Good, 2020, str. 668). Tome
u prilog govore istrazivanja koja ukazuju na nepo-
uzdanost procjene kapaciteta, primjerice kod oso-
ba s blagom do umjerenom demencijom (Warner
i sur., 2008, prema Smajdor, 2023), zbog Cega je
kapacitet za autonomno donosSenje odluka plauzi-
bilnije promatrati kao spektar, a ne jednoznacnu
granicu izmedu posjedovanja i neposjedovanja
kapaciteta (Smajdor, 2023).

lako postoje situacije kada se sudjelovanje
djece s teSko¢ama u istrazivanju ne razlikuje zna-
¢ajno od sudjelovanja djece tipi¢noga razvoja,
omogucavanje njihova sudjelovanja u pravilu od
istrazivaca zahtijeva dodatno planiranje i pazlji-
vije pristupanje (McNeilly i sur., 2020). Good
(2020) te dodatne napore sumira u vidu priklad-
nih, dostupnih i detaljnih informacija, raznolikih i
primjerenih metoda komunikacije, po potrebi za-
posljavanja zastupnika/tumaca i kontinuiranoga
pregovaranja o pristanku tijekom istrazivackoga
procesa. Usto, razli¢iti modaliteti pruzanja infor-

This is further complicated in situations where the
child has a disability, i.e., when age and disability
(and potentially other identity markers) intersect. On
the one hand, this increases the risk of inability to
relate to the child adequately, and on the other hand,
excluding the child from the research study. The
latter may be motivated by an intent to protect the
child from unanticipated risks, which, however, can
very easily result in overprotecting the child and ex-
cluding those who wish to participate (Good, 2020).
For example, a Croatian study on the participation
of children from vulnerable groups showed that both
the general public and experts who work with chil-
dren are less willing to support the participation of
children with disabilities in decision-making than
some other groups of children (Bori¢ & Mataga Tin-
tor, 2022). Thus, specific challenges in obtaining the
informed consent of children with disabilities may be
related to the dominant societal attitudes about these
children, which are often shaped through the prism
of their disability. Therefore, Good (2020) warned
that the issue of assessing the capacity of any child to
give consent is extremely complex and that it entails
the question of “who can and/or should make a de-
termination in the matter of capacity” (Good, 2020,
p. 668). This is supported by studies that point to the
unreliability of capacity assessment, for example, in
people with mild-to-moderate dementia (Warner et
al., 2008, in Smajdor, 2023), which is why it is more
plausible to view the capacity for autonomous de-
cision-making as falling on a spectrum, and not on
a clear-cut line that distinguishes one’s capacity to
make the decision (Smajdor, 2023).

Although there are situations when the participa-
tion of children with disabilities in research does not
differ significantly from the participation of children
with typical development, it is clear that enabling
their participation usually requires additional plan-
ning and a more careful approach (McNeilly et al.,
2020). Good (2020) summarised those additions as
suitable, accessible, and detailed information, di-
verse and appropriate methods of communication,
employment of advocates/interpreters if necessary,
and continuous negotiation of consent/assent during
the research process. In addition, different modali-
ties of providing information to children with dis-
abilities include, for example, large print and easy-
to-read materials, as well as materials based on

135



Ana Blazevi¢ Simi¢, Ana Siranovi¢: Informirani pristanak u istrazivanjima u kojima sudjeluju djeca s teSkocama: analiza vidljivosti i nacina...

macija djeci s tesko¢ama ukljucuju, primjerice,
materijale s uvecanim tiskom, lako citljive mate-
rijale te materijale temeljene na slikama odnosno
simbolima (Thompson i sur., 2020), a primjere-
ni oblici komunikacije s njima upotrebu crteza i
fotografija kao pomo¢i u izrazavanju, znakovni
jezik, prirodne geste i govor tijela (Thompson i
sur., 2020). Oates (2020) tome nadodaje podu-
zimanje odgovaraju¢ih mjera za minimiziranje
moguénosti nenamjerne prisile djeteta pod utje-
cajem neravnoteze odnosa moc¢i odrasli-dijete
uslijed koje se “’presutno pristajanje moze Ciniti
sigurnijim i prikladnijim od pokazivanja otpora”
(Oates, 2020, str. 627), a Dockett i sur. (2013) i
jasno komuniciranje posljedica otkrivanja infor-
macija koje traze reakciju istrazivaca, primjerice
u slucaju kada dijete tijekom istrazivanja podijeli
informacije o zanemarivanju i zlostavljanju. Vri-
jedna ponovnoga posebnog isticanja sugestija je i
ovih autora da se djecjemu pristanku pristupa kao
traju¢emu procesu koji ukljucuje ’opetovano pre-
govaranje o pristanku tijekom istrazivanja, kako
pristizu nove informacije ili se generiraju novi po-
daci” (Dockett i sur., 2013, str. 804).

Gotovo iste smjernice za istrazivace koji u
svoja istrazivanja ukljucuju djecu s teSkocama do-
nosi 1 domaci Eticki kodeks istrazivanja s djecom
(Ministarstvo rada, mirovinskoga sustava, obitelji
1 socijalne politike, 2020), koji detaljno razraduje
brojne aspekte dobivanja informiranoga pristanka
poput nuznosti dobivanja informiranoga pristanka
od djeteta ili djeteta i roditelja/skrbnika, redosli-
jeda davanja pristanka, vaze¢ih oblika pristanka,
postupka trazenja pristanka od djeteta, popisa
informacija koje pristanak treba sadrzavati, po-
navljanja dobivanja pristanka u longitudinalnim
istrazivanjima itd. Ipak, za ovaj je rad najznacaj-
niji njegov Prilog 4. pod nazivom Smjernice za
istrazivanja s djecom s teSko¢ama (Ministarstvo
rada, mirovinskoga sustava, obitelji 1 socijalne
politike, 2020). Temeljni dio Smjernica odnosi
se na prilagodbe koje je potrebno provesti prije,
tijekom 1 nakon provedbe istrazivanja u kojima
sudjeluju djeca s teSkocama, a koje su vazne i za
dobro razumijevanje dobrovoljnosti sudjelovanja,
poput prilagodbe pisanih dokumenata, osigurava-
nja pomagala, pristupacnosti mjesta istrazivanja,

pictures or symbols (Thompson et al., 2020). Fur-
thermore, appropriate forms of communication with
children with disabilities include the use of drawings
and photographs to aid expression, sign language,
natural gestures, and body language (Thompson et
al., 2020). To this, Oates (2020) added that it is im-
portant to take appropriate measures to minimise the
possibility of unintentionally coercing the child to
participate under the influence of adult-child power
relations, due to which “acquiescence may feel saf-
er and more appropriate than showing resistance”
(Oates, 2020, p. 627), while Dockett et al. (2013)
emphasised the need to clearly communicate the
consequences of disclosing information that require
the researcher’s reaction, for example, when infor-
mation about neglect and abuse is disclosed during
research. The suggestion of these authors that chil-
dren’s consent should be approached as an ongoing
process that includes “renegotiation of assent over
the life of the research, as new information is provid-
ed or new data are generated” (Dockett et al., 2013,
p. 804) is worth emphasising once again.

The national Code of Ethics for Research with
Children (Ministarstvo rada, mirovinskoga sustava,
obitelji i socijalne politike, 2020) provide the same
guidelines for researchers who include children
with disabilities in their research. This document
elaborates numerous aspects of obtaining informed
consent in detail, such as the necessity of obtaining
informed consent from the child or both the child
and their parent/guardian, order of giving consent,
valid forms of consent, procedure for requesting
consent from a child, list of information that con-
sent should contain, repetition of obtaining consent
in longitudinal research, and so on. However, for
the present study, the most valuable novelty of the
new Code is its Annex 4 entitled Guidelines for Re-
search with Children with Disabilities (Ministarst-
vo rada, mirovinskoga sustava, obitelji i socijalne
politike, 2020). The fundamental part of the Guide-
lines refers to the adaptations that need to be made
before, during, and after the implementation of re-
search involving children with disabilities, such as
the adaptation of written documents, provision of
aids, accessibility of the research sites, as well as of
information and methods of communication. There
is a notable relationship between necessary adapta-
tions and informed consent, since the adaptations
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osiguravanja pristupacnosti informacija i nacina
komunikacije. Osim naputka o potrebi pridrza-
vanja navedenih smjernica, Kodeks eksplicira i
posebnu osposobljenost istrazivaca koja podrazu-
mijeva poznavanje kognitivnoga, emocionalnoga
i socijalnoga razvoja djeteta i svih razvojnih spe-
cificnosti koje mogu biti povezane s djetetovom
tesko¢om (Ministarstvo rada, mirovinskoga susta-
va, obitelji i socijalne politike, 2020).

Pregled istraZivanja o procesu dobivanja
informiranoga pristanka (djece s teSko¢ama)
na sudjelovanje u istraZivanju

Istrazivanja informiranoga pristanka u podruc-
ju studija invaliditeta uglavnom su fokusirana na
proces njegova dobivanja s obzirom na pojedinu
vrstu teSkoce. Primjerice, McDonald i Kidney
(2012) sustavnim pregledom literature o etickim
praksama u istrazivanjima s odraslim osobama s
intelektualnim tesko¢ama pokazale su da istrazi-
vaci zna¢ajnu pozornost posvecuju kapacitetu tih
osoba za davanje pristanka kao i pitanjima veza-
nima za njegovu procjenu. Nadalje, Paramasivam
i sur. (2021) pregledom su literature o dobivanju
informiranoga pristanka sudionika istrazivanja s
gluhosljepo¢om 1 dualnim senzorickim ostece-
njima identificirali Cetiri kljuéne strategije toga
procesa: facilitaciju davanja pristanka upotrebom
jednostavnoga jezika te slika, simbola, videa i sl.,
izgradnju odnosa izmedu istrazivaca, sudionika
i roditelja/skrbnika (na primjer, putem slobodne
igre s djecom i upoznavanja djece s istrazivackim
instrumentarijem), prepoznavanje neverbalne ko-
munikacije sudionika, posebno znakova odustaja-
nja poput konstantnoga gledanja prema vratima,
nervoze, Sutnje itd., te trening istrazivaca o ko-
munikacijskim strategijama i asistivnoj tehnolo-
giji. Nedostaje, medutim, istrazivanja fokusiranih
isklju¢ivo na eticke aspekte sudjelovanja djece
s teSko¢ama u istrazivanjima, ukljucujuci i one
usmjerene na dobivanje informiranoga pristan-
ka djeteta (Thompson i sur., 2020). Nekolicinu
postojecih analizirali su Thompson 1 sur. (2020)
i pritom identificirali sljedece klju¢ne izazove u
osiguravanju prava djeteta s teSko¢ama na izjas-
njavanje o vlastitome sudjelovanju u istrazivanju:
viSestruke Cuvare (gatekeepers), deficitarnu per-

are clearly important for ensuring a better under-
standing of voluntary participation. In addition to
the instructions on the need to adhere to the guide-
lines, the Code also explicates special qualifications
of the researcher for conducting research involving
children with disabilities, which includes good
knowledge of children’s cognitive, emotional, and
social development, as well as knowledge of the
developmental specifics that may be related to the
child’s disability (Ministarstvo rada, mirovinskoga
sustava, obitelji i socijalne politike, 2020).

Review of research on the process of obtaining
informed consent (from children with
disabilities) to participate in research

Research on informed consent in the field of dis-
ability studies is mainly focused on the process of
obtaining consent with regard to a particular type
of disability. For example, McDonald and Kidney
(2012) performed a systematic review of literature
on ethical practices in research with adults with intel-
lectual disabilities and showed that researchers pay
significant attention to the capacity of these individ-
uals to give their consent, as well as issues related to
the assessment of their capacity. Furthermore, Para-
masivam et al. (2021) reviewed the literature on ob-
taining the informed consent of research participants
with deafblindness or dual sensory impairment and
identified four key strategies related to that process:
facilitation of consent by using simple language, as
well as images, symbols, and videos, building re-
lationships between researchers, participants, and
parents/guardians (for example, through free play
with children and familiarisation of children with
research instruments), recognition of non-verbal
communication of participants, especially signs of
dissent such as constantly looking at the door, ner-
vousness, silence, and so on, and finally, training
researchers on the use of effective communication
strategies and assistive technology. However, there
is a lack of research focused solely on the ethical as-
pects of the participation of children with disabilities
in research, including those focused on obtaining
the child’s informed consent/assent (Thompson et
al., 2020). Several existing studies were analysed by
Thompson et al. (2020), who identified the follow-
ing key challenges in obtaining the consent/assent of
children with disabilities: multiple gatekeepers, defi-
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cepciju djece s tesko¢ama, krutost u shvacanju
sposobnosti za pristanak, dob kao jedini kriterij za
pristanak, osiguravanje zastite identiteta i povjer-
ljivosti informacija koje dijete s teSkocama dijeli
s istrazivaCem i promjene u spremnosti na sudje-
lovanje tijekom istrazivackoga procesa. Konkret-
nije, visestruki se ¢uvari odnose na to da pristup
djeci s tesko¢ama moze biti otezan postojanjem
slozenih formalnih procedura dobivanja informi-
ranoga pristanka djeteta koje, prije samoga izjas-
njavanja djeteta, mogu ukljucivati razli¢ite instan-
ce dobivanja suglasnosti za ukljucivanje djece u
istrazivanje (jedan takav primjer u Kov¢éo Vuka-
din, 2019). Deficitarna percepcija djece s tesko-
¢ama i krutost u shvacanju sposobnosti za prista-
nak odnose se na izazove generirane pristrano$¢u
kao posljedicom istrazivacevih neosvijeStenih
negativnih stavova ili manjka odnosno pogres-
noga znanja o sposobnostima djece s teSko¢ama
(Thompson i sur., 2020). Glede dobi kao kriterija
za pristanak, Thompson i sur. (2020) upozoravaju
na ¢injenicu da dob sama po sebi nije dovoljno in-
formativan kriterij o (ne)mogucnostima djecjega
davanja vlastitoga pristanka, nego da u obzir uzeti
treba i neke druge karakteristike i okolnosti (pri-
mjerice, i mala djeca mogu neko pitanje koje ih se
vrlo neposredno tice razumjeti bolje nego dijete
iste dobi, a bez istoga iskustva). Strategija zastite
identiteta i povjerljivosti informacija kao predu-
vjeta informiranoga pristanka osobito je vazna
u kontekstu nerijetko specifi¢nih ili cak rijetkih
stanja vezanih za djetetovu teskocu, s obzirom na
to da u kombinaciji s drugim demografskim obi-
ljezjima nedovoljno pazljivo izvjestavanje o nji-
ma povecava rizik otkrivanja djetetova identiteta
(Thompson 1 sur., 2020). Konacno, isti se autori
osvrcu i na pravo djeteta s teSko¢ama na promjenu
misljenja o spremnosti na sudjelovanje u bilo ko-
jemu trenutku tijekom provedbe istrazivanja, na
Sto bi istrazivac trebao biti posebno osjetljiv.

IzvjeStavanje o informiranome pristanku
(djece s teSko¢ama) na sudjelovanje u
istraZivanju

Uz informirani pristanak djece s tesko¢ama
na sudjelovanje u istrazivanju, okosnicu ovoga
rada predstavlja i praksa izvjeStavanja o postup-

cit perception of children with disabilities, rigidity
in understanding the capacity for consent/assent, age
as the only criterion for consent/assent, ensuring the
protection of identity and confidentiality of infor-
mation shared by the child with disabilities with the
researcher, and changes in the willingness to partic-
ipate throughout the research process. More specif-
ically, multiple gatekeepers refer to the fact that ac-
cess to children with disabilities can be difficult due
to the existence of complex formal procedures for
obtaining the child’s informed consent, which, even
before the child states their decision, can include
various other instances of consent for the inclusion
of children in research (one such example in Kovc¢o
Vukadin, 2019). Deficit perception of children with
disabilities and rigidity in understanding the abili-
ty to consent refer to challenges generated by bias
as a result of the researcher’s unconscious nega-
tive attitudes and/or the lack of or incorrect knowl-
edge about the abilities of children with disabilities
(Thompson et al., 2020). Regarding age as the cri-
terion for consent, Thompson et al. (2020) warned
of the fact that age in itself is not a sufficiently in-
formative criterion about the (in)ability of children
to give their consent, but that other characteristics
and circumstances should also be taken into account
(for example, young children can understand a diffi-
cult question that directly concerns them even better
than a child of the same age, but without the same
experience). The strategy of protecting the identity
and confidentiality of information as a prerequisite
for informed consent is particularly important in the
context of specific or even rare conditions related to
the child’s disability, given that careless/irresponsi-
ble reporting on these characteristics in combination
with other demographic characteristics can increase
the risk of revealing the child’s identity (Thompson
et al., 2020). The above-mentioned authors refer to
the need for researchers to be especially sensitive to
the right of the child with disabilities to change their
mind about their willingness to participate at any
time during the research.

Reporting on informed consent (from children
with disabilities) to participate in research

Besides the informed consent of children with
disabilities to participate in research, the backbone
of the present study is also based on the practice
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cima dobivanja informiranoga pristanka i drugim
specificnostima vezanima za taj postupak. Rado-
vi koji bi se usko bavili nac¢inima izvjestavanja o
postupku dobivanja informiranoga pristanka kako
djece tipi¢noga razvoja tako i djece s teskoc¢ama,
osobito u domacemu kontekstu, koliko nam je po-
znato, izostaju, zbog ¢ega ¢emo se u ovome po-
glavlju fokusirati na radove koji se bave pitanjem
izvjeStavanja o informiranome pristanku na op-
¢oj razini. Za pocetak je vazno istaknuti kako se,
ovisno o epistemologiji, teorijskim polazistima i
metodama istrazivanja (Yilmaz, 2013), standardi
izvjeStavanja u dvjema temeljnim istrazivackim
paradigmama (kvantitativnoj i kvalitativnoj) ra-
zlikuju (Vuckovié Juros, 2011). Neovisno o tome,
transparentnost izvjeStavanja predstavlja obiljez-
je istrazivanja visoke kvalitete, u ¢emu se slazu
i kvantitativni 1 kvalitativni istrazivaci (vidjeti
u Aguinis i sur., 2024), a u prilog ¢emu govori i
recentna analiza dvjesto studija objavljenih u pe-
riodu od 20 godina u pet vrhunskih znanstvenih
casopisa koja je pokazala izravan pozitivan uci-
nak transparentnosti na citiranost ¢lanaka (Weiss
i sur., 2023). U skladu s time, dosljedno i transpa-
rentno izvjeStavanje o informiranome pristanku
ima potencijal doprinijeti kvaliteti istraZivanja.
Takoder, kvalitetno izvjeStavanje doprinosi ra-
zvoju visokih standarda etike istrazivanja (Cor-
kalo-Biruski, 2014) te jacanju povjerenja javno-
sti u istrazivace (Yank i Rennie, 2002, prema De
Pretto-Lazarova i sur., 2021). Detaljnim opisom
procesa dobivanja dje¢jega pristanka istrazivac
javnosti, a osobito znanstvenoj zajednici, pokazu-
je da taj pristanak nije bio primijenjen mehanicki,
odnosno vise kao zastita istrazivaca nego sudioni-
ka, a na $to kao potencijalnu opasnost upozorava-
ju Kranzeli¢ i sur. (2016). Na isti nacin istrazivac
demonstrira i da je ispunjen zahtjev balansiranja
izmedu prava djeteta (s teSko¢ama) na odluciva-
nje i zastite djeteta, osobito djetetove anonimnosti
i privatnosti kao najistaknutijih izazova izvjesta-
vanja o istrazivanjima opéenito (Corkalo-Biruski,
2014). Medutim, detaljno opisivanje etickih aspe-
kata istrazivanja, ukljucuju¢i informirani prista-
nak, moze biti ograni¢eno propozicijama casopi-
sa, primjerice o dopustenome opsegu rada. [zazov
postizanja ravnoteze izmedu ogranicenoga broja

of reporting on procedures for obtaining informed
consent and other specifics related to that proce-
dure. As far as we know, there are no studies ad-
dressing the ways of reporting about the process
of obtaining informed consent from both children
with typical development and those with disabili-
ties, especially in the national context. Therefore,
in this section, we will focus on studies that deal
with the issue of reporting on informed consent in
general. To begin with, it is important to point out
that, depending on epistemology, theoretical start-
ing points, and research methods (Yilmaz, 2013),
there are different reporting standards in the two
basic research paradigms (quantitative and quali-
tative) (Vuckovic Juros, 2011). Regardless of this,
both qualitative and quantitative researchers agree
that the transparency of reporting is a feature of
high-quality research (see Aguinis et al., 2024).
This is supported by a recent analysis of 200 stud-
ies published over a period of 20 years in five top
scientific journals, which showed a direct positive
effect of article transparency on citation counts
(Weiss et al., 2023). Accordingly, consistent and
transparent reporting on informed consent has the
potential to contribute to research quality. In ad-
dition, high-quality reporting contributes to the
development of high standards of research ethics
(Corkalo-Biruski, 2014), as well as to the strength-
ening of public trust in researchers (Yank & Ren-
nie, 2002, in De Pretto-Lazarova et al., 2021). With
a detailed description of the process of obtaining
children’s consent, the researcher shows the pub-
lic, and the scientific community, that this consent
was not applied mechanically, i.e., more as a pro-
tection of the researcher than of the participants, as
highlighted in Kranzeli¢ et al. (2016). In the same
way, the researcher demonstrates that they are able
to meet the requirement of balancing between the
rights of the child (with disabilities) to participate
in decision-making and the protection of the child,
especially that of the child’s anonymity and pri-
vacy, which are the most prominent challenges of
research reporting in general (Corkalo-Biruski,
2014). However, detailed descriptions of ethical
aspects of research, including informed consent,
may be limited by the journal’s instructions for au-
thors, for example, by the permitted length of the
paper. The challenge of striking a balance between
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rijeci za tekst rada i transparentnosti izvjeStavanja
o0 etici istrazivanja prepoznat je u literaturi (Aj-
dukovi¢, 2014; Vuckovi¢ Juros, 2011) u kojoj se
kao jedno od mogucih rjeSenja nudi uvrstavanje
samo najvaznijih etickih momenata istrazivanja
u tekst rada, a $to informirani pristanak svakako
jest (Vuckovi¢ Juros, 2011), dok se svi drugi vaz-
ni elementi eti¢nosti koje su prepoznali istrazivaci
mogu uciniti dostupnima u, primjerice, metodo-
logijskim dodacima radu (Vuckovi¢ Juros, 2011)
ili podupiru¢im prilozima (Ajdukovi¢, 2014)
objavljenima u iskljucivo elektronickome izdanju
Casopisa. Imajuéi sve navedeno u vidu, na tragu
spomenutih autorica (Ajdukovi¢, 2014; Vuckovi¢
Juros, 2011) prepoznajemo prostor za snaznije
urednicko zagovaranje kvalitetnoga izvjeStavanja
o barem najvaznijim procedurama vezanima za
osiguravanje etickoga odnosSenja prema sudioni-
cima istrazivanja, osobito kada su to djeca s tes-
ko¢ama. Pretpostavljamo da bi se takva nastojanja
urednistava reflektirala i na upute za autore koje
bi predvidale razradu etickih aspekata istrazivanja
u znanstvenim ¢lancima.

Provedeno je, koliko je nama poznato, relativ-
no malo analiza koje bi bile sli¢ne naSoj. To suge-
rira 1 analiza literature Weissa 1 sur. (2023) koja
ukazuje na to da, za razliku od studija posvece-
nih rigoroznosti istrazivackih procedura, koje se
provode desetlje¢ima, studija posvecenih transpa-
rentnosti istrazivanja manjka (Weiss 1 sur., 2023).
Glavnina sli¢nih analiza i1 sustavnih pregleda koje
smo pronasle fokusirana je na radove objavljene
u podrucju medicine (vidjeti, primjerice, Trung i
sur., 2017; Yank 1 Rennie, 2002; Wu 1 sur., 2019;
Zhang i sur., 2024), §to, s obzirom na to da klinic-
ka istrazivanja mogu nositi ozbiljne posljedice po
zdravlje i zivot sudionika, ne iznenaduje, pri cemu
osobito zanimljivom medu njima nalazimo analizu
Asplund i Hulter Asberg (2021) o izvjestavanju o
etickoj dozvoli za istrazivanja u podrucju ne samo
zdravstvenih nego i drustvenih znanosti. Analiza
je ukljucivala Sesto radova iz navedenih dvaju po-
drucja, a njeni rezultati ukazuju na, s jedne strane,
nedovoljno rigorozno, ali ipak zadovoljavajuce
izvjestavanje o eti¢koj dozvoli u ¢lancima zdrav-
stvenoga podrucja, dok, s druge strane, zabrinjava
nalaz da u ¢lancima druStvenoga podrucja izvje-

the limited number of words for the text of the pa-
per and the transparency of reporting on research
ethics is recognised in the literature (Ajdukovié,
2014; Vuckovi¢ Juros, 2011). One of the possible
solutions to this problem, as stated in the litera-
ture, is describing only the most important ethical
aspects of the research, which definitely includes
informed consent (Vuckovi¢ Juros, 2011), in the
body of the paper, while all other important eth-
ical aspects can be made available in, for exam-
ple, methodological supplements (Vuckovi¢ Juros,
2011) or supporting contributions (Ajdukovic,
2014) that are then published online alone. Con-
sidering all of the above-mentioned requirements,
as well as the findings of Ajdukovi¢ (2014) and
Vuckovié¢ Juros§ (2011), we recognise the need for
stronger editorial advocacy of quality reporting on
at least the most important procedures related to
ensuring ethical treatment of research participants,
especially when they are children with disabilities.
We assume that such efforts on the part of editors
would also reflect in the instructions for authors,
which would in a way anticipate the inclusion of
ethical aspects of research in scientific articles.

As far as we know, relatively few analyses
similar to ours have been conducted. A literature
review conducted by Weiss et al. (2023) also indi-
cated that there is a lack of studies devoted to re-
search transparency, unlike studies devoted to the
rigor of research procedures, which have been car-
ried out for decades (Weiss et al., 2023). We found
that the majority of similar analyses and systemat-
ic reviews focus on articles published in the field
of medicine (see, for example, Trung et al., 2017;
Yank & Rennie, 2002; Wu et al., 2019; Zhang et al.,
2024), which, given that clinical research can have
serious consequences for the participants’ health
and life in general, is not surprising. Particularly
interesting among them 1is the analysis performed
by Asplund and Hulter Asberg (2021) on reporting
standards related to ethical approval in 600 health
and social science articles. The results of the anal-
ysis indicate that the reporting standards related to
ethical approval in health science articles are not
sufficiently rigorous, but remain satisfactory, while
reporting on ethical approval in social science arti-
cles is three times less frequent than in health sci-
ences articles (Asplund & Hulter Asberg, 2021).

140



Hrvatska revija za rehabilitacijska istrazivanja 2024, Vol 60, br. 2, str. 131-170

Stavanje o etickoj dozvoli za istrazivanje izostaje
triput ¢eS¢e nego u ¢lancima zdravstvenoga pod-
rucja (Asplund i Hulter Asberg, 2021). U domade-
mu se kontekstu drustvenih znanosti istice analiza
Vuckovi¢ Juros (2011) o izvjestavanju o pitanjima
istrazivacke rigoroznosti i etike. Analiza je obu-
hvatila 43 kvalitativne studije objavljene u hrvat-
skim casopisima drustvenih znanosti u periodu
od 2000. do 2009. godine i pokazala da otprilike
polovina analiziranih publikacija izvjestava o ba-
rem jednome temeljnom etickom pitanju, od kojih
njih 12 izvjestava o sudionikovome pristanku na
istrazivanje. Ovi rezultati autoricu upucuju na za-
kljucak o nerazvijenosti konvencija izvjeStavanja
u kvalitativnim istrazivanjima i potrebi definira-
nja standarda objavljivanja, kako odluka o (ne)iz-
vjestavanju o etickim aspektima ne bi bila pitanje
jedino dobre volje istrazivaca.

U nastavku rada predstavljamo vlastitu analizu
praksi izvjeStavanja o informiranome pristanku u
domacim empirijskim istrazivanjima u kojima su
sudjelovala djeca s teSko¢ama.

CILJ I METODOLOGIJA

Cilj je ovoga rada analizirati prakse izvjesta-
vanja o dobivanju informiranoga pristanka u do-
macéim empirijskim istrazivanjima u kojima su
sudjelovala djeca s tesko¢ama. U tu smo svrhu
primjenjivale metodu sustavnoga pregleda litera-
ture, definiranu kao “’pregled jasno formulirano-
ga pitanja koji upotrebljava sustavne i eksplicitne
metode za identifikaciju, selekciju i kritiCku pro-
cjenu relevantnih istrazivanja te za prikupljanje
i analizu podataka istrazivanja ukljucenih u pre-
gled” (Moher 1 sur., 2009, str. 264). U provedbi
sustavnoga pregleda slijedile smo za tu metodu
uobicajene korake: formulacija problema, razvoj i
validacija protokola pregleda, pretraga literature,
probir za ukljucivanje, ekstrakcija, analiza i sinte-
za podataka i izvjestaj o nalazima (Xiao i Watson,
2019). Izvjestaj o nalazima sustavnoga pregleda
oblikovale smo vode¢i se smjernicama PRISMA
2020 (Preferred Reporting Items for Systematic
Reviews and Meta-Analyses) (Page i sur., 2021).
U skladu s postavljenim ciljem definirale smo slje-
deca istrazivacka pitanja usmjerena na specificne
aspekte praksi dobivanja informiranoga pristan-

In the Croatian social sciences context, Vuckovic¢
Juros (2011) analysed how reporting on the issues
of research rigour and ethics stands out. This anal-
ysis included 43 qualitative studies published in
Croatian social science journals between 2000 and
2009. The results of the analysis showed that ap-
proximately half of the publications reported on at
least one fundamental ethical issue, of which 12
reported on the participant’s consent. These results
compelled the author to conclude that the report-
ing conventions in qualitative research in social
sciences journals in Croatia are underdeveloped,
and that there is a need to define the publication
standards, so that the decision regarding (not) re-
porting on ethical aspects is not only a question of
the individual researcher’s good will.

In the following sections of the paper, we pres-
ent our own analysis on the practices of reporting
on informed consent in Croatian empirical research
involving children with disabilities as participants.

AIM AND METHODOLOGY

The aim of this paper was to analyse reporting
practices related to obtaining informed consent
in Croatian empirical research involving children
with disabilities as participants. For this purpose,
we used the systematic literature review method
defined as “a review of a clearly formulated ques-
tion that uses systematic and explicit methods to
identify, select, and critically appraise relevant
research, and to collect and analyse data from the
studies that are included in the review” (Moher et
al., 2009, p. 264). In conducting the review, we fol-
lowed the steps typical for this method: formulate
the problem, develop and validate the review pro-
tocol, search the literature, screen for inclusion, as-
sess for quality, extract data, analyse and synthesise
data, and report findings (Xiao & Watson, 2019).
The findings from our systematic literature review
were compiled into a report based on the guidelines
stated in the PRISMA 2020 (Preferred Reporting
Items for Systematic Reviews and Meta-Analyses;
Page etal., 2021). In accordance with the aim of the
study, we defined the following research questions:
how and to what extent do the articles report on the
informed consent of the child; how and to what ex-
tent do the articles report on the informed consent
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ka: u kojoj mjeri i kako se u ¢lancima izvjeStava
o informiranome pristanku djeteta; u kojoj mjeri
i kako se u ¢lancima izvjestava o informiranome
pristanku koji je umjesto djeteta dao roditelj/skrb-
nik; u kojoj mjeri i kako se u ¢lancima izvjeStava
o dozvoli etickoga povjerenstva; u kojoj mjeri i
kako se u Clancima izvjestava o razli¢itim oblici-
ma prilagodbi istrazivackoga procesa; te postoje
li razlike u zastupljenosti izvjeStaja o informira-
nome pristanku s obzirom na razli¢ita razdoblja
objave clanaka.

Izvori podataka i kriteriji ukljucivanja/
iskljucivanja casopisa/Clanaka

S obzirom na odabrani fokus na domaca em-
pirijska istrazivanja, kao izvor podataka za su-
stavni pregled literature sluzio je Portal hrvatskih
znanstvenih i strucnih casopisa HRCAK, central-
ni portal hrvatskih znanstvenih i stru¢nih ¢asopisa
koji svoje sadrzaje nude u otvorenome pristupu.*
Jokié i Siroti¢ (2015, str. 9) HRCAK smatraju
reprezentativnim izvorom za istrazivanja poput
nasega “’jer obuhvaca gotovo sve hrvatske znan-
stvene 1 znanstveno-strucne ¢asopise”, a u prilog
njegove obuhvatnosti govore i podaci o visokoj
rangiranosti Hrvatske na listi zemalja s najviSim
udjelom istrazivackih ¢lanaka objavljenih u otvo-
renome pristupu (Van Noorden, 2019). U vrijeme
nastanka rada portal je okupljao ¢asopise iz osam
podrucja znanosti, ras¢lanjenih na pojedina pot-
podruéja znanosti’. U naSemu su fokusu bili ¢a-
sopisi iz dvaju podrucja, Drustvenih znanosti i In-
terdisciplinarnih podrucja znanosti’. U podrucju
Drustvenih znanosti fokusirale smo se na sedam
potpodrudja, Pedagogiju, znanstvenu disciplinu u
okviru koje djelujemo, te pedagogiji Sest bliskih
potpodrucja, Sociologiju, Psihologiju, Edukacij-
sko-rehabilitacijske znanosti, Logopediju, Kinezi-
ologiju 1 Socijalne djelatnosti. U podrucju Inter-
disciplinarnih podrucja znanosti fokusirale smo
se na Obrazovne znanosti, vode¢i se istim krite-
rijem podrucne bliskosti pedagogiji. U odabranim

* https://hrcak.srce.hr/o-hrcku
3 https://hrcak.srce.hr/podrucja

® Nazive odabranih (pot)podrugja preuzele smo s portala
HRCAK.

given by the parent/guardian on behalf of the child;
how and to what extent do the articles report on
the permission of the ethics committee; how and to
what extent do the articles report on different forms
of adaptation of the research process; and are there
differences in the frequency of reporting practices
related to informed consent with regards to differ-
ent time periods pertaining to the publication of the
articles.

Data sources and inclusion/exclusion criteria
of journals/articles

Given the focus on Croatian empirical research,
the Portal of Croatian scientific and professional
Journals HRCAK, which is the central portal for
open access Croatian scientific and professional
journals, was used as a data source for the system-
atic literature review.® Joki¢ and Siroti¢ (2015, p.
9) consider HRCAK to be a representative source
for research such as ours “because it encompass-
es almost all Croatian scientific and professional
journals”. Its comprehensiveness is also support-
ed by data that points to Croatia’s high ranking in
the list of countries with the highest proportion of
research articles that are published in open access
journals (Van Noorden, 2019). At the time of writ-
ing this paper, the portal encompassed journals
from eight scientific areas that are categorised into
individual scientific subareas*. Our focus was on
journals from two scientific areas, Social Sciences
and Interdisciplinary Areas of Knowledge’. In the
field of Social Sciences, we focused on seven sub-
areas, Pedagogy, the scientific discipline in which
we work, and six subareas related to pedagogy:
Sociology, Psychology, Education/Rehabilitation
Sciences, Speech Therapy, Kinesiology, and Social
Activities. In the field of Interdisciplinary Areas of
Knowledge, we focused on Educational Sciences,
which is in line with the same criterion of areal re-
latedness to pedagogy. A total of 259 journals were
identified in the selected subareas (categories) of
journals. The extraction of research material in-
cluded several phases of journal selection (Fig.

3 https://hrcak.srce.hr/en/o-hrcku

4 https://hrcak.srce.hr/en/podrucja

5 The names of the selected (sub)areas are taken as men-
tioned on HRCAK.
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je potpodrucjima (kategorijama) Casopisa identi-
ficirano ukupno 259 Casopisa. Pristup ekstrakciji
istrazivackoga materijala ukljuc¢ivao je nekoliko
faza selekcije Casopisa (Slika 1), a nakon toga i
identifikaciju i izdvajanje relevantnih ¢lanaka. U
prvoj fazi selekcije Casopisa iskljuceni su u vise
kategorija (potpodrucja) (dvostruko) navodeni
Casopisi (n=146); Casopisi koji iz razlicitih razlo-
ga’ vise ne objavljuju na portalu HRCAK (n=30);
struéni ¢asopisi (n=5); 1 studentski asopisi (n=4).
Uklanjanjem ovih kategorija Casopisa preostalo
je njih 74 (n=74). Sljede¢a faza, faza pregleda
(screening), ukljucivala je detaljniji uvid u sadr-
zaje Casopisa odnosno isCitavanje kracih opisa
tematske usmjerenosti Casopisa. Na temelju toga
smo koraka utvrdile da pojedini u prvoj fazi selek-
tirani Casopisi ipak nisu u nasemu fokusu. Primjer
jednoga takvog Casopisa jest Casopis kategoriziran
u okviru potpodrucja Sociologije, koji je, prema
opisu njegove tematske usmjerenosti, medutim,
dominantno fokusiran na za cilj nasega pregleda
irelevantne sadrzaje vezane za sigurnost, obranu i
politiku. Ovakav selekcijski/eliminacijski kriterij
rezultirao je isklju¢ivanjem dodatnih 40 ¢asopisa
(n=40) odnosno odabirom 34 relevantna ¢asopi-
sa (n=34). Njima je, medutim, dodan jo$ jedan,
naknadno identificiran casopis (n=1). Naime, iako
nam je HRCAK predstavljao primarni izvor po-
dataka, njegov smo obuhvat odlucile provjeriti
pretragom putem The SCImago Journal & Co-
untry Rank portala ¢asopisa rangiranih u kvartile
(Q1-Q4)8. Parametri ove pretrage ukljucivali su
najrecentnije dostupne podatke (za 2022. godinu)
o hrvatskim casopisima i predmetnu kategoriju
odgoj i obrazovanje (Education), a $to je rezulti-
ralo popisom od pet Casopisa. Medu njima je bio
i jedan prethodno opisanim sustavnim pregledom
portala HRCAK neidentificirani ¢asopis. Dodava-
njem ovoga ¢asopisa, sveukupan broj ukljucenih
Casopisa finalno je iznosio 35 (n=35) (Prilog 1).
Nakon ove, posljednje faze selekcije Casopisa,
uslijedio je proces identifikacije i izdvajanja ¢lana-
ka relevantnih za analizu. U tu smo svrhu iS¢itavale

7 Neaktivnost, suspenzija, prestanak izlaZenja, prestanak ob-
javljivanja na portalu HRCAK: https://hrcak.srce.hr/statusi
8 https://www.scimagojr.com/

1), followed by the identification and selection
of relevant articles. In the first phase of the jour-
nal selection process, the following categories of
journals were excluded: journals listed in multiple
categories (or subareas) (doubly-listed journals; n
= 146); journals that, for various reasons®, no lon-
ger published on HRCAK (n = 30); professional
journals (n = 5); and student journals (n = 4). Af-
ter removing these journal categories, a total of 74
journals remained (n = 74). The next phase, i.c., the
screening phase, included gaining a more detailed
insight into the contents of the journals. For that
purpose, we read short descriptions of the themat-
ic foci of the journals. In fact, this enabled us to
determine that some journals selected in the first
phase were not relevant for our review. An exam-
ple of such a journal is a journal categorised in the
Sociology subarea, but predominantly focused on
security, defence and politics, and other thematic
orientations irrelevant for the aim of our review.
This selection/elimination criterion resulted in the
exclusion of an additional 40 journals, and the se-
lection/inclusion of 34 relevant journals. However,
one more subsequently identified journal was add-
ed to the journal pool. Namely, although HRCAK
represented our primary data source, we decided to
check its scope by searching The SCImago Journal
& Country Rank portal of journals ranked in quar-
tiles (Q1-Q4) 7. The parameters for this search per-
tained to the most recent data (year of publication
2022) published in Croatian journals within the
subject category Education. The search resulted in
a list of 5 journals. Among them was a journal that
was not identified by the previously described sys-
tematic review of HRCAK. By adding this journal,
the total number of journals included in the selec-
tion phase was 35 (Appendix 1).

After selecting the relevant journals, the process
of identification and selection of articles relevant
for the analysis was carried out. For this purpose,
we closely read the titles, summaries, and the meth-
odology descriptions of all original scientific arti-
cles published in the selected journals (n = 35), all
the while extracting those that reported on research

¢ Inactive, Suspended, No longer published, No longer pub-
lishing on HRCAK: https://hrcak srce.hr/en/statusi
7 https://www.scimagojr.com/
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naslove, sazetke i opise metodologije svih izvornih
znanstvenih ¢lanaka objavljenih u selektiranih 35
Casopisa iizdvajale one koji su izvjestavali o istrazi-
vanjima u kojima su sudjelovala djeca s teSkocama.
Kriterij dobi definirale smo na temelju Konvencije
o pravima djeteta (1993), prema kojoj dijete ozna-
cava svaku osobu mladu od 18 godina. Medutim, s
obzirom na to da je nas fokus na djeci s teSko¢ama,
kriterij smo dobi uskladile s odrednicom Zakona o
odgoju i obrazovanju u osnovnoj i srednjoj skoli
(2008) prema kojoj ucenici s visestrukim teskoca-
ma imaju pravo pohadati osnovnoskolski odgoj i
obrazovanje do 21. godine Zivota. Djecom s tesko-
¢ama, dakle, smatramo osobe mlade od 21 godine.
Na temelju istoga zakona definirale smo i kriterij
teskoce, pri cemu smo odlucile fokusirati se isklju-
¢ivo na prvu kategoriju teskoca iz ¢l. 65., teSkoce
u razvoju. Na temelju tako postavljenoga kriterija,
izdvajale smo clanke koji su ukljucivali istraziva-
nja u kojima su sudjelovala djeca sa sljede¢im ka-
tegorijama teSkoca: ostecenja vida, ostecenja sluha,
oStecenja jezi¢no-govorne-glasovne komunikacije,
specificne teSkoce u ucenju, ostecenja organa i or-
ganskih sustava, intelektualne teskoce, poremeca-
ji aktivnosti 1 paZnje i poremecaji iz autisticnoga
spektra.

Opisanom procedurom izdvojile smo uku-
pno 73 ¢lanka (Prilog 2) za daljnju analizu. Svi
su ukljuceni Clanci objavljeni na hrvatskome i/li
engleskome jeziku. S obzirom na istrazivacku pa-
radigmu koja se primjenjivala u istrazivanju, 65
¢lanaka je kvantitativnoga, pet ¢lanaka kvalitativ-
noga i tri ¢lanka mjeSovitoga istrazivackog pristu-
pa, vrlo raznolikih metoda i postupaka istraziva-
nja. Najstariji su ¢lanci u uzorku objavljeni 1996.
godine, a najnoviji 2022. godine (kriterij koji bi se
odnosio na godine izdanja ¢asopisa nismo unapri-
jed postavile, ve¢ smo po identifikaciji relevantnih
Casopisa u uzorak ukljucile sve brojeve objavljene
na portalu HRCAK). Najmladi su uzorak sudioni-
ka istrazivanja Cinili sudionici prosjecne dobi 9.4
mjeseci, a najstariji prosjecne dobi 19.8 godina. U
odnosu na navodene raspone dobi sudionika istra-
zivanja, najmladi su uzorak ¢inili sudionici raspo-
na dobi 1-27 mjeseci, a najstariji raspona dobi 16-
22 godine. Cjelokupan opisani proces proveden je
u razdoblju od veljace do svibnja 2023. godine.

involving children with disabilities as participants.
For the category of children, the age criterion was
defined on the basis of the Convention on the Rights
of the Child (1993), according to which a child
means any person under the age of 18 years. How-
ever, given that our focus is on children with dis-
abilities, we aligned the age criterion with the Law
on Education in Primary and Secondary Schools
(2008), according to which students with multiple
disabilities have the right to attend primary school
education until the age of 21 years. Therefore, we
consider children with disabilities to be persons un-
der the age of 21 years. The same Act served as ba-
sis for the disability criterion as well, whereby we
decided to focus exclusively on the first category of
disabilities from Art. 65., i.e., developmental dis-
abilities. On the basis of the criteria defined in this
way, we extracted articles that included research
involving children with the following categories
of disabilities: visual impairments, hearing im-
pairments, language-speech-voice communication
impairments, specific learning disabilities, organ
and organ system impairments, intellectual impair-
ments, activity and attention disorders, and autistic
spectrum disorder.

Using the described procedure, we selected a
total of 73 articles (Appendix 2) for further anal-
ysis. All included articles were published in Cro-
atian and/or English. With regards to the research
paradigm, 65 articles were quantitative, 5 articles
qualitative, and 3 articles used a mixed research
approach, with very diverse research methods and
procedures. The oldest articles in the sample were
published in 1996, while the newest were pub-
lished in 2022 (we did not set the criterion for the
publication year in advance. This was set only after
identifying the relevant journals, and all issues of
the journal in question published on the HRCAK
portal were included in the sample.). The youngest
sample of research participants consisted of par-
ticipants with an average age of 9.4 months, and
the oldest with an average age of 19.8 years. With
regards to the stated age ranges of the research
participants, the youngest sample consisted of par-
ticipants in the age range of 1-27 months, and the
oldest in the age range of 16-22 years. The entire
data collection process was carried out in the peri-
od between February and May 2023.
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Slika 1. Dijagram tijeka selekcije casopisa / Figure 1. Flowchart depicting the journal selection process

Journals removed before the
screening phase:
Doubly-listed journals

\4

(n = 146)

Inactive journals (n = 30)
Professional journals (n = 5)
Student journals (n = 4)

Journals excluded based on the

)
(=
L
® Journals identified by areal _
= relatedness criterion on HRCAK
‘g (n = 259)
3
v
Screened journals
= (n=74)
=
[=
[}
o
o \4
Selected journals (n = 34)
Subsequently identified journals
(n=1)
\ 4
= Journals included
= (n = 35)
©
=

irrelevant areal focus criterion
(n=40)

> Articles extracted for analysis

Postupak analize podataka

Za analizu izdvojenih ¢lanaka primjenjivala
se istrazivacka tehnika analize sadrzaja koja se
u posljednjih tridesetak godina intenzivno popu-
larizirala u svim drus$tvenim znanostima (Neuen-
dorf, 2002). Jedan od vodec¢ih autora Krippendorf
(2013) definira je kao mo¢nu, ali nenametljivu
tehniku dobivanja valjanih 1 provjerljivih zaklju-
caka iz objektivno identificiranih i specificiranih
sadrzaja tekstualnih podataka. Medu temeljnim
karakteristikama tehnike istiCe se sistemati¢nost
uzorkovanja, kodiranja i kvantifikacije koja istra-
zivacu omogucuje transparentnu klasifikaciju, or-

(n=73)

Data analysis procedure

For the analysis of extracted articles, we used
the content analysis research technique, which has
been intensively popularised in the social sciences
in the last 30 years (Neuendorf, 2002). One of the
leading authors, Krippendorf (2013), defines it as
a powerful, but unobtrusive technique for obtain-
ing valid and verifiable conclusions from objec-
tively identified and specified textual data content.
Among the basic characteristics of the technique,
the systematicity of sampling, coding, and quan-
tification stands out, which enables the researcher
to clearly classify, organise, and compare a large
amount of textual data, as well as draw valid con-
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ganizaciju i usporedbu velike koli¢ine tekstualnih
podataka te donosenje validnih zakljuc¢aka (Kri-
ppendorf, 2013). Treba istaknuti da se ne smatra
jedinstvenom metodom, ve¢ da ‘’dosadasnje pri-
mjene analize sadrzaja ukazuju na postojanje triju
razli¢itih pristupa: konvencionalnoga, usmjere-
noga i sumativnoga” (Hsieh i Shannon, 2005, str.
1277). U ovome se radu primjenjivao usmjereni
(directed) pristup, §to znaci da su unaprijed de-
finirani koncepti istrazivanja, u nasemu slucaju
koncepti vezani za informirani pristanak u istra-
zivanjima u kojima sudjeluju djeca s teSkocama,
determinirali konstrukciju analiticke matrice. Su-
kladno tome, nasa je analiticka matrica sadrzavala
sljedecih sest klasifikacijskih kategorija: informi-
rani pristanak djeteta, informirani pristanak ro-
ditelja/skrbnika, dozvola etickoga povjerenstva,
prilagodba materijala i postupaka, prilagodba
komunikacije 1 prilagodba (pristupacnost) mjesta
istrazivanja. Jedinicu analize ¢inio je jedan ¢lanak.

Sam postupak analize ukljucivao je ekstrakciju
podataka (opis metodologije svakoga pojedinog
izdvojenog clanka), zajednicko pilot-kodiranje,
neovisno kodiranje, zajednicku refleksiju neo-
visno dobivenih kodova i definiranje konacnoga
seta kodova. Konkretnije, pilot-kodiranje uklju-
¢ivalo je zajednicki rad na konstrukciji prethod-
no spomenute analiticke matrice, preliminarno
kodiranje dijela uzorka i opis tako dobivenoga
preliminarnog seta kodova. Uslijedilo je neovisno
kodiranje na temelju pilot-kodiranja, a potom i ci-
klicki proces zajedni¢koga analitickog rada: raz-
govor o dobivenim kodovima, njihovu refleksiju
sukladno postavljenome cilju istrazivanja i obras-
cima znacenja uoc¢enima u podacima te dogovor o
setu kodova koji najbolje odrazavaju analizirane
podatke. Ovaj smo proces ponavljale sve dok ni-
smo procijenile da smo na prikladan nacin obu-
hvatile sukus sadrzaja ¢lanaka (Brod i sur., 2009).
U nastavku predstavljamo i interpretiramo rezul-
tate provedenoga sustavnog pregleda literature.
Napominjemo, medutim, da su dobiveni rezultati,
osobito oni kvantitativnoga karaktera, ogranice-
ni, $to djelomice proizlazi iz na¢ina na koji je cilj
istrazivanja postavljen, ali i iz skromnih podataka
koje smo iz uzorka dobile. Upravo je potonje u
ovome istrazivanju prepoznato kao indikacija po-

clusions (Krippendorf, 2013). It should be pointed
out that it is not considered a single method, but
that “current applications of content analysis show
three distinct approaches: conventional, directed,
or summative” (Hsieh & Shannon, 2005, p. 1277).
In this paper, we used the directed approach, which
means that predefined research concepts - in our
case, concepts related to informed consent in re-
search involving children with disabilities as par-
ticipants - determined the construction of the an-
alytical matrix. Accordingly, our analytical matrix
consisted of the following six classification cate-
gories: informed consent of the child, informed
consent of the parent/guardian, permission of the
ethics committee, adaptation of materials and pro-
cedures, adaptation of communication, and adap-
tation (accessibility) of the research site. The unit
of analysis was one article.

The analytical process included data extraction
(description of the methodology of each individu-
al article), joint pilot coding, independent coding,
joint reflection of independently obtained codes,
and defining the final set of codes. More specif-
ically, pilot coding included joint work on the
construction of the analytical matrix, preliminary
coding of the part of the sample, and describing
the preliminary set of codes. This was followed
by independent coding on the basis of the pilot
coding, and then by an iterative process of joint
analytical work: discussing the generated codes,
reflecting on them in the context of the aims of the
study and the patterns observed in the data, and
finally, agreeing upon the set of codes that best
reflect the analysed data. This process was repeat-
ed up until we assessed that we had adequately
captured the flavour of the content of the articles
(Brod et al., 2009). In the following chapter, we
present and interpret the results of the systematic
literature review. We would like to however note
that the obtained results are somewhat limited, es-
pecially the quantitative ones. This partly results
from the way the aim of the analysis was formu-
lated, but also from the modest data present in the
sample. The latter was however recognised as an
indication of the need to improve the reporting
practices on the ethical aspects of research in-
volving children with disabilities as participants,
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trebe unapredenja prakse izvjestavanja o etickim
aspektima istrazivanja u kojima su sudionici djeca
s teSkocama, a o ¢emu ¢e viSe rijeci biti u poglav-
ljima koja slijede.

REZULTATI I RASPRAVA

IzvjeStavanje o informiranome pristanku i
prilagodbama istraZivanja

U Tablici 1 prikazani su broj i udio ¢lanaka
po Sest promatranih kategorija u uzorku analizi-
ranih ¢lanaka, pri cemu smo naglasak stavile na
prve tri kategorije: informirani pristanak djeteta,
informirani pristanak roditelja/skrbnika i dozvola
etickoga povjerenstva. Naime, informirani prista-
nak djeteta odnosno roditelja/skrbnika te dozvola
etickoga povjerenstva nuzni su dijelovi svakoga
empirijskog istrazivanja u kojima su sudionici
djeca s tesko¢ama, dok prilagodbe, koje snazno
ovise o specificnoj kategoriji djetetove teskoce, to
nisu. Medutim, vazno nam je bilo i njih ukljuciti
u analizu i to iz dva razloga. Prvi razlog lezi u
¢injenici da izostanak prilagodbi istrazivackoga
procesa, kada su one potrebne, dovodi u pitanje
informiranost djeteta s teSko¢ama i njezino/nje-
govo razumijevanje toga procesa, a time i dobro-
voljnost djetetova sudjelovanja. Drugi je razlog to
Sto smjernice za prilagodbe koje je potrebno pro-
vesti prije, tijekom i nakon provedbe istrazivanja
s djecom s teskoc¢ama ¢ine osobito vrijednu no-
velu nove verzije Etickoga kodeksa istrazivanja s
djecom (Ministarstvo rada, mirovinskoga sustava,
obitelji i socijalne politike, 2020).

which will be discussed in further detail in the fol-
lowing chapters.

RESULTS AND DISCUSSION

Reporting on informed consent and research
adaptations

Table 1 lists the number and percentage of ar-
ticles in the six examined categories in the sample
of the analysed articles, whereby we focused on
the first three categories: informed consent of the
child, informed consent of the parent/guardian, and
permission of the ethics committee. The informed
consent of the child or parent/guardian and the
permission of the ethics committee are necessary
components of any empirical research in which the
participants are children with disabilities, while
adaptations, which strongly depend on the specific
category of the child’s disability, are not. Howev-
er, it was important for us to include them in the
analysis for two reasons. The first reason lies in the
fact that the absence of adaptations of the research
process, when they are necessary, calls into ques-
tion whether the child with disabilities is adequate-
ly informed and understands the research process,
and thus, questions the voluntary participation of
the child. The second reason is that the guidelines
for adaptations that need to be implemented before,
during, and after conducting research with children
with disabilities constitute a novelty and particular-
ly valuable amendment to the new version of the
Code of Ethics for Research with Children (Minis-
tarstvo rada, mirovinskoga sustava, obitelji i soci-
jalne politike, 2020).

Tablica 1. Broj ¢lanaka koji izvjestavaju o pojedinim promatranim kategorijama / Table 1. Number of articles that

report on different observed categories

Informed Informed consent Permission Adaptation of . . R
. . Adaptation of  Adaptation (accessibili-
consent of of the parent/ of the ethics materials and .. . Total
. . . communication  ty) of the research site
the child guardian committee procedures
7 22 6 15 12 4 73
(9.59 %) (30.14 %) (8.22 %) (20.55 %) (16.44 %) (5.48 %)

Prve se dvije kategorije rezultata odnose na
(ne)postojanje podatka o informiranome pristan-
ku djeteta odnosno roditelja/skrbnika u analizira-
nim ¢lancima. Unato¢ tome Sto izostanak podatka

The first two categories refer to the (absence of)
data on the informed consent of the child or parent/
guardian in the analysed articles. Despite the fact
that the absence of data on informed consents does
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o informiranim pristancima ne mora nuzno zna-
Citi da pristanci nisu bili osigurani, ipak iznena-
duje nizak udio ¢lanaka koji izvjeStavaju o njima,
a osobito razlika izmedu postotka ¢lanaka koji
izvjesStavaju o informiranome pristanku roditelja/
skrbnika i postotka ¢lanaka koji izvjeStavaju o in-
formiranome pristanku djeteta s teSko¢ama. Udio
¢lanaka u kojima je navedeno da je dobiven in-
formirani pristanak roditelja iznosi 30,14 %, dok
udio ¢lanaka u kojima je navedeno da su infor-
mirani pristanak dala djeca iznosi 9,59 %. Ovdje
valja stoga podsjetiti na to da je i prva verzija
Etickoga kodeksa istrazivanja s djecom (VijeCe za
djecu Vlade Republike Hrvatske i Drzavni zavod
za zaStitu obitelji, materinstva i mladezi, 2003)
propisivala nuznost dobivanja pristanka ponaj-
prije roditelja/skrbnika, ali i djeteta starijega od
14 godina, a da je druga verzija toga dokumenta
dodatno apostrofirala vaznost autonomnosti i pra-
va djeteta na samoodredenje u istrazivanju (Mi-
nistarstvo rada, mirovinskoga sustava, obitelji i
socijalne politike, 2020). Dodatno, u nekima od
¢lanaka u kojima podatak o informiranome pri-
stanku postoji nije precizno navedeno tko je pri-
stanak dao, §to je vidljivo u sljede¢im primjerima:
“’Dobiveno je dopustenje za sudjelovanje ucenika
i nastavnika” (Papuda-Dolinska, 2017, str. 117);
“’Sve smo intervjue snimili (nakon dobivanja
pristanka)” (Bradesko i Poto¢nik, 2022, str. 77).
Ovakve smo navode o pristanku ipak biljezile
kao frekvencije obiju kategorija pristanka, dok to
nismo c¢inile kod navoda koji samo donekle im-
pliciraju dobivanje pristanka, poput izvr§avanje
formalnih obveza prema ustanovi (Bonetti, 2012)
i dobrovoljno prijavljivanje za sudjelovanje (He-
¢imovié i sur., 2014).

Spomenutih 9,59 % analiziranih ¢lanaka iz-
vjestava da su informirani pristanak dala djeca
(Baglama 1 sur., 2022; Bartolac, 2021; Bradesko
1 Potocnik, 2022; Hec¢imovi¢ i sur., 2014; Papu-
da-Dolinska, 2017; Peri¢ i sur., 2013; Saemi i
sur., 2013). U dva od ukupno sedam navedenih
¢lanaka izrijekom se navodi dobivanje pisanoga
pristanka djece (Baglama i sur., 2022; Peri¢ i sur.,
2013), prema Etickome kodeksu istraZivanja s
djecom (Ministarstvo rada, mirovinskoga sustava,
obitelji 1 socijalne politike, 2020) preferiranoga

not necessarily mean that consent was not obtained,
the low proportion of articles reporting on them,
especially the difference between the percentage of
articles reporting on informed consent of parents/
guardians and the percentage of articles reporting
on informed consent of a child with disabilities, is
surprising. About 30.14% of articles stated that in-
formed consent was obtained from parents, while
9.59% of articles stated that informed consent was
given by children. Here, related to these findings,
we would like to note that the first version of the
Code of Ethics for Research with Children (Vijece
za djecu Vlade Republike Hrvatske & Drzavni
zavod za zaStitu obitelji, materinstva i mladezi,
2003) prescribed the need for obtaining primarily
the consent of the parent/guardian, but also of the
child over 14 years of age, and that the second ver-
sion of that document additionally apostrophised
the importance of the child’s autonomy and right to
self-determination in research (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020). Additionally, in some of the articles in
which the information about informed consent is
stated, it is not clear who exactly gave the consent,
which is evident in the following examples: “Per-
mission for students’ and teachers’ participation
was obtained” (Papuda-Dolinska, 2017, p. 117);
“We recorded all interviews (after receiving con-
sent)” (Bradesko & Potoc¢nik, 2022, p. 77). How-
ever, we counted such statements as frequencies of
both categories of consent, while we did not do the
same for statements that only somewhat implied
that the consent had been obtained, such as “ful-
filling formal obligations towards the institution”
(Bonetti, 2012) and “volunteering to participate”
(He¢imovic et al., 2014).

The aforementioned 9.59% of analysed arti-
cles reported that informed consent was given by
children (Baglama et al., 2022; Bartolac, 2021;
Bradesko & Potoc¢nik, 2022; He¢imovic etal., 2014;
Papuda-Dolinska, 2017; Peri¢ et al., 2013; Saemi et
al., 2013). In two of these articles, it was explicit-
ly stated that the researchers obtained the written
consent of children (Baglama et al., 2022; Peri¢
et al., 2013), which is the preferred form of con-
sent according to the Code of Ethics for Research
with Children (Ministarstvo rada, mirovinskoga
sustava, obitelji i socijalne politike, 2020). In only
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oblika. U samo jednome c¢lanku (Bartolac, 2020)
dje¢jemu se pristanku pristupa kao procesu u ko-
jemu je “’stabilnost djetetova izbora provjerena u
svakoj fazi istrazivanja” (Bartolac, 2020, str. 10),
a $to je korak dalje u smjeru preferiranoga oblika
djecjega pristanka (Ministarstvo rada, mirovin-
skoga sustava, obitelji i socijalne politike, 2020).
Navedeni primjer dobre prakse korespondira i sa
smjernicama za informirano sudjelovanje djeteta
koje su spomenute u teorijskome dijelu te pretpo-
stavljaju pregovaranje s djetetom tijekom cijeloga
trajanja istrazivanja o njezinu/njegovu pristanku
(Dockett i sur., 2013; Good, 2020), uz vodenje
osobita racuna o mogucénosti pojavljivanja za
istrazivanje i djecje sudjelovanje novih, bitnih in-
formacija koje mogu utjecati na voljnost djeteta
da sudjeluje (Dockett i sur., 2013). Shvacen na
ovaj nacin, pristanak djeteta nuzno ukljucuje i us-
postavljanje odnosa povjerenja s djetetom, Sto je
proces u kojemu osobitu ulogu ima inicijalni su-
sret istrazivaca s djetetom, a o cemu izvjeStavaju
dva detektirana primjera:

Prvi intervju s djetetom imao je osnovnu svrhu
medusobnog upoznavanja sudionika i istrazi-
vacice, uspostavljanja odnosa povjerenja te po-
ticanja djeteta na istrazivanje prostora i pribora
Igre svijeta. U iduca dva susreta s djetetom se uz
pomo¢ navedene metode razgovaralo o svakod-
nevici djeteta, obitelji i $koli. Dijete se potaknulo
na slaganje svijeta u kojem prikazuje svoju $ko-
lu, videnje Skole, smjesta sebe u taj kontekst, Sto
sve u skoli radi, socijalno okruzje u $koli, medu-
sobne odnose, izazove s kojim se susrece. (Bar-
tolac, 2021, str. 9)

Prvi susreti iskoristeni su za stjecanje medusob-

noga povjerenja, gdje smo razgovarali o temama

usmjerenima na medusobno upoznavanje i pozi-

tivne emocije i sadrzaje (npr. “’Ja sam takav i ta-

kav”, “’Moj uspjesan dan”’, ’Moj najbolji prija-
» s

telj”, “’Mjesto na kojemu sam miran/opusten”).
(Bradesko 1 Potoc¢nik, 2022, str. 77)

Ovdje valja podsjetiti na vaznost detaljnoga
opisivanja procedure pribavljanja informirano-
ga pristanka djeteta, zbog toga §to izvjeStavanje
0 nacinu na koji je pristanak dobiven, a ne samo
o tome da jest dobiven, snazno ukazuje na istra-
ziva¢evo nastojanje da pristanak uistinu temelji

one article (Bartolac, 2020), children’s consent was
approached as a process in which the “stability of
the child’s decision to participate was checked at
each stage of the research process” (Bartolac, 2020,
p. 10), which is a further step in the direction of
the preferred form of obtaining children’s consent
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020). This example of good
practice corresponds to the guidelines for the in-
formed participation of the child in research, ad-
dressed in the theoretical part of the paper, which
suggests negotiating with the child about their
consent during the entire duration of the research
(Dockett et al., 2013; Good, 2020), while taking
into account the possibility of the occurrence of
new information that is important for the research
and children’s participation, which can influence
the child’s willingness to participate (Dockett et al.,
2013). Understood in this way, the child’s consent
necessarily includes establishing a relationship of
trust with the child, which is a process in which the
initial meeting of the researcher and the child plays
a special role, as reported in two articles:

The purpose of the first interview with the child
was to allow the child and the researcher to get
to know one another, to establish a relationship
of trust, and to encourage the child to explore
the play space and the World Technique acces-
sories. In the next two meetings, the researcher
discussed everyday life with the child, including
family and school life, using the previously men-
tioned method. Here the child was encouraged to
construct his “World”: to present his school and
his perceptions of school, to place himself in that
context and to present what he does at school, to
present the social environment in school, as well
as the interpersonal relationships he observes and
the challenges he faces. (Bartolac, 2021, p. 9)

The first meetings were used to gain mutual trust,
where we discussed topics aimed at getting to
know ourselves and focused on positive emo-
tions and content (e.g., “I am like this and I like
that”, “My success day”, “My best friend”, “A
place where I am calm/relaxed”). (Bradesko &
Potocnik, 2022, p. 77)

Relating to these results, we would like to once
again emphasise the importance of the detailed de-
scriptions of the procedure of obtaining the informed
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na potpunoj upoznatosti djeteta s istrazivanjem i
razumijevanju njegova procesa (Wu i sur., 2019).

Kona¢no, u jednome smo clanku (Senicar i
Kobal Grum, 2012) uocile razli¢ito postupanje
ovisno o kategoriji djece sudionika istrazivanja.
Naime, u tome su istrazivanju sudjelovali uceni-
ci redovitih i specijaliziranih srednjih Skola, pri
¢emu u opisu uzorka ucenika redovitih skola stoji
da su ucenicima obrasci informiranoga pristanka
poslani s upitnicima te da su upitnik ispunili oni
od njih “’koji su odlucili sudjelovati” (Senicar i
Kobal Grum, 2012, str. 77), dok u opisu uzorka
ucenika specijaliziranih $kola stoji sljedece:

Za prikupljanje podataka od ucenika u posebnim

ustanovama najprije smo dobili dopustenje direk-

tora ili ravnatelja ustanova te suglasnost roditelja
maloljetnih ucenika. Ucenicima smo predstavili
osnovne informacije o ciljevima istraZivanja te
nastavili s uputama za svaki dio upitnika. U¢eni-
ci su zatim ispunjavali upitnike. (Senicar i Kobal

Grum, 2012, str. 76)

Svjesne toga da u populaciji djece s teSkocama
postoje djeca Cije jezi¢ne i kognitivne sposobnosti
ne omogucuju razumijevanje informiranoga pri-
stanka, za koju, prema Etickome kodeksu istrazi-
vanja s djecom (Ministarstvo rada, mirovinskoga
sustava, obitelji i socijalne politike, 2020), prista-
nak daju samo roditelji/skrbnici, vaznim smatra-
mo u izvjeStavanju o etiCkim aspektima istraziva-
nja transparentno opisati razloge za neujednaceno
pristupanje dobivanju pristanka kada su u uzorku
djeca razliCitih sposobnosti. Ovi nalazi svakako
iziskuju dodatne istrazivacke napore fokusirane
na potencijalne razlike u pristupanju djeci s tesko-
¢ama i djeci tipi¢noga razvoja.

Treca kategorija na koju smo u analizi stavi-
le naglasak odnosi se na informaciju o dozvoli
etickoga povjerenstva za provedbu istrazivanja,
prisutnu u 8,22 % analiziranih ¢lanaka (Alimovi¢
1 sur., 2013; Bartolac, 2021; Saemi 1 sur., 2013;
Salihu i sur., 2017; Vidranski i sur., 2015; Vuljani¢
i sur., 2015). Pored ¢lanaka u kojima se izrijekom
navodi dobivanje dozvole etickoga povjerenstva,
u nekolicini njih to se tek implicira, zbog cega
takve navode nismo kodirale kao kategoriju do-
zvole etiCkoga povjerenstva. Primjer navedeno-
ga tri su ¢lanka (Ljubesi¢ i sur., 2009; Zic Rali¢ i

consent of the child, due to the fact that reporting on
the manner in which the consent was obtained, and
not just that it was obtained, strongly indicates the
researcher’s effort to base the consent of the child
on the child being completely informed and under-
standing the research process (Wu et al., 2019).

Finally, in one article (Senicar & Kobal Grum,
2012), we observed different treatment depend-
ing on the category of children participating in
the research. Namely, students from regular and
specialised secondary schools participated in this
research, whereby the description of the sample of
students from regular schools stated that informed
consent forms were sent to the students together
with the questionnaires, and that the questionnaire
was filled out by those students “who decided to
participate” (Senicar & Kobal Grum, 2012, p. 77),
while the description of the sample of students
from specialised schools stated the following:

To collect data from students in special insti-
tutions, we first acquired permissions from the
institutes’ directors or headmasters and concor-
dances from parents of the students who were not
yet of full age. We presented the students with
basic information about the research goals and
proceeded with instructions for each part of the
questionnaire. Students then filled in the ques-
tionnaires. (Senicar & Kobal Grum, 2012, p. 76)

Keeping in mind the fact that, in the popula-
tion of children with disabilities, there are chil-
dren whose language skills and cognitive abilities
can impede their understanding of the informed
consent, for which, according to the Code of Eth-
ics for Research with Children (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020), consent is given only by the parent/guard-
ian, we consider it important to clearly report on
the reasons for approaching the informed consent
of children with different abilities in different
ways. These findings certainly require additional
research efforts focused on potential differences
between approaching children with disabilities
and children with typical development.

The third category that we particularly empha-
sise in the analysis refers to the information on the
permission of the ethics committee, which was
noted in 8.22% of the analysed articles (Alimovi¢
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Cvitkovi¢, 2011; 2013) u kojima se navodi da je
istrazivanje provedeno u okviru projekata Mini-
starstva znanosti i obrazovanja, $to nas, poznava-
juci proceduru prijavljivanja projekata, upucuje i
na dobivenu dozvolu etickoga povjerenstva. Ovi
nasi nalazi povoljniji su nego rezultati Vuckovic¢
Juros (2011), koja u uzorku od 43 analizirane
kvalitativne studije objavljene u hrvatskim caso-
pisima drustvenih znanosti nije pronasla nijedan
izvjestaj o dobivanju institucijske dozvole za pro-
vedbu istrazivanja. Imajuéi u vidu vaznost tran-
sparentnosti istrazivanja, osobito s djecom (Mi-
nistarstvo rada, mirovinskoga sustava, obitelji i
socijalne politike, 2020), nuznim smatramo jasno
navodenje barem ovoga podatka o eticnosti, a $to
snazno zagovara i Vuckovi¢ Juro$ (2011).

Nakon osvrta na tri za rad temeljne eticke ka-
tegorije, u nastavku se teksta usmjeravamo na tri
dodatne kategorije, kategorije prilagodbi procesa
istrazivanja: prilagodbu materijala i postupaka,
prilagodbu komunikacije i prilagodbu (pristupac-
nost) mjesta istrazivanja. S obzirom na to da se
prilagodbe istrazivackoga procesa djeci s tesSko-
¢ama razraduju tek u aktualnoj, nedavno objavlje-
noj verziji Etickoga kodeksa istrazivanja s djecom
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020) te da potreba za njima u
istrazivanju izrazito ovisi o vrsti djetetove teskoce
u fokusu istrazivanja, vaznijim od kvantitativno-
ga prikaza vidljivosti pojedinih kategorija prila-
godbi u istrazivackim izvjestajima smatrale smo
kvalitativho se osvrnuti na izvjeStaje o dobrim
praksama prilagodavanja istrazivackoga proce-
sa. Vaznost takvih izvjestaja ocituje se u tome Sto
oni sluze kao oblik diseminacije primjera dobre
prakse znanstveno-istrazivackoj zajednici, a $to
sa sobom nosi i1 potencijal unapredenja kvalitete
istrazivanja s djecom s teSko¢ama.

Kada govorimo o prvoj kategoriji prilagodbi,
najprije isticemo kako predmet nase analize nisu
bili istrazivacki instrumenti, ve¢ isklju¢ivo prila-
godbe istrazivackoga materijala i postupaka tije-
kom provedbe istrazivanja, kako ih predstavljaju
Smjernice Etickoga kodeksa istrazivanja s djecom
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020). Dakle, unutar kategori-
je prilagodbi materijala i postupaka utvrdile smo

et al., 2013; Bartolac, 2021; Saemi et al., 2013;
Salihu and al., 2017; Vidranski et al., 2015; Vul-
jani¢ et al., 2015). In addition to the articles that
explicitly stated obtaining the permission of the
ethics committee, several of them stated that this
was only implied, and therefore, we did not code
such statements under the category of permission
of the ethics committee. Examples of this are three
articles (Ljubesi¢ et al., 2009; Zic Rali¢ & Cvit-
kovi¢, 2011; 2013) that stated that the research
was carried out as part of projects funded by the
Ministry of Science and Education, which, know-
ing the procedure of project application, indicates
that permission of the ethics committee was ob-
tained. These findings are more favourable than
those of Vuckovi¢ Juros (2011), who did not find
any reports on obtaining institutional approval for
conducting research in a sample of 43 qualitative
studies published in Croatian social sciences jour-
nals. Bearing in mind the importance of research
transparency, especially research involving chil-
dren (Ministarstvo rada, mirovinskoga sustava,
obitelji i socijalne politike, 2020), we consider it
necessary to clearly report on this ethical aspect,
as strongly advocated by Vuckovi¢ Juro$ (2011).

Next, we focused on three additional catego-
ries, those of research process adaptations: adap-
tation of materials and procedures, adaptation of
communication, and adaptation (accessibility) of
the research site. Given that the adaptations of the
research process for children with disabilities are
elaborated only in the recently published version
of the Code of Ethics for Research with Children
(Ministarstvo rada, mirovinskoga sustava, obitelji
1 socijalne politike, 2020), and that they strongly
depend on the type of the child’s disability in the
focus of the research, we considered it more im-
portant to qualitatively analyse the visibility of
good practices in terms of the adaptations of the
research process, than to present individual catego-
ries of adaptations quantitatively. The importance
of such reports is evident in the fact that they serve
as a form of dissemination of the examples of good
practice in the research community, which also has
the potential of improving the quality of research
involving children with disabilities.

With regard to the first category of adaptations,
we would like to point out that the focus of our anal-
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da prevladavaju one koje se odnose na osigura-
vanje dodatnoga vremena (Bonetti i sur., 2008a;
Bonetti 1 sur., 2008b; Milosak 1 sur., 2004; Mohr
i Bradari¢ Jonci¢, 2009) i opcu individualizaciju
pristupa (Baglama i sur., 2022; Cvitkovi¢, 2007;
Igri¢ i sur., 2009; Milosak i sur., 2004; Mohr i
Bradari¢ Jon¢i¢, 2009; Zic Rali¢ i Cvitkovié,
2011). Nadalje, detektirale smo i sljedec¢e druge
razlicite prilagodbe materijala i postupaka: pru-
zanje pomo¢i u ¢itanju (Papuda-Dolinska, 2017;
Schwab i sur., 2013; Zic Rali¢ i Cvitkovié, 2013)
i ispunjavanju upitnika (Schwab i sur., 2013; Se-
ni¢ar i Kobal Grum, 2012; Zic Rali¢ i Cvitkovié,
2013), osiguravanje uvecanoga tiska (Bonetti i
sur., 2008b; Papuda-Dolinska, 2017; Senicar i
Kobal Grum, 2012) i taktilnoga materijala (Pivac
i sur., 2017), modificiranje testova u vidu dava-
nja svjetlosnih umjesto zvucnih signala (Vuljani¢
i sur., 2015), pojednostavljivanje rjecnika (Peri¢ i
sur., 2013), smanjivanje broja tvrdnji i mogucih
odgovora (Peri¢ i sur., 2013) te osiguravanje kar-
tica za pokazivanje odgovora (Peri¢ i sur., 2013).
Druga promatrana kategorija prilagodbi odnosi
se na odabir i prilagodbu odgovarajuc¢ega obli-
ka komunikacije u svrhu facilitacije razgovora s
djetetom, a za Sto primjer dobre prakse vidimo u
sljede¢emu opisu:
Ova je metoda djetetu omogudila konstrukciju
vlastite percepcije svijeta u ogranicenom prosto-
ru za igru (pladanj dimenzija 75x52 cm) koriste-
¢i standardizirani set od 332 minijaturne figure
koje predstavljaju ljude, biljke, zivotinje, zgra-
de, namjestaj, vozila te umanjene verzije drugih
objekata iz stvarnog svijeta. Nakon konstrukcije
istrazivacica je ukljucila dijete u razgovor o nje-
govim iskustvima, referirajuéi se na prikaz dje-
tetova svijeta. U ovom se istrazivanju navedena
tehnika nije koristila u projektivno-interpretativ-
ne svrhe, ve¢ kao metoda komunikacije, odnosno
facilitator razgovora s djetetom, kako bi se djete-
tova (Cesto rasprSena) paznja lakSe usmjerila na
temu razgovora te ponudio konkretan materijal
koji dijete moze samostalno konstruirati i modi-
ficirati. (Bartolac, 2021, str. 7-8)

Drugi se primjeri prilagodbi komunikacije od-
nose na koristenje znakovnoga jezika (Bonetti i
sur., 2008a; Bonetti, 2012; Hrastinski i sur., 2014;
Nikoli¢ i sur., 2020; Senicar i Kobal Grum; 2012;

ysis was not on the research instruments, but only
on the adaptations of research material and proce-
dures during the implementation of the research,
as presented by the Guidelines of the Code of Eth-
ics for Research with Children (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020). Within the category of adaptations of ma-
terials and procedures, we found that those related
to providing additional time (Bonetti et al., 2008a;
Bonetti et al., 2008b; Milosak et al., 2004; Mohr &
Bradari¢ Jonci¢, 2009) and those pertaining to the
individualisation of the approach in general (Bagla-
ma et al., 2022; Cvitkovi¢, 2007; Igri¢ et al., 2009;
Milosak et al., 2004; Mohr & Bradari¢ Jonci¢, 2009;
Zic Rali¢ & Cvitkovié, 2011) were predominant.
Furthermore, we detected the following other differ-
ent adaptations of materials and procedures: provid-
ing help in reading (Papuda-Dolinska, 2017; Schwab
etal., 2013; Zic Rali¢ & Cvitkovi¢, 2013) and filling
in questionnaires (Schwab et al., 2013; Senicar &
Kobal Grum, 2012; Zic Rali¢ & Cvitkovié, 2013),
providing enlarged print (Bonetti et al., 2008b; Pap-
uda-Dolinska, 2017; Senicar & Kobal Grum, 2012)
and tactile materials (Pivac et al., 2017), modifying
the tests in the form of giving light, instead of sound
signals (Vuljanic¢ et al., 2015), simplifying the vo-
cabulary (Peri¢ et al., 2013), reducing the number
of items and possible answers (Peri¢ et al., 2013),
and providing cards for giving answers (Peri¢ et
al., 2013). The second observed category of adap-
tations refers to the selection and adaptations of an
appropriate form of communication for the purpose
of facilitating conversation with the child, for which
an example of good practice is observable in the fol-
lowing description:

This method allows the child to construct his or
her own perception of the “World” in a limited
play space (a tray measuring 75x52 cm) using
a standardized set of 332 miniatures represent-
ing people, plants, animals, buildings, furniture,
vehicles, and scaled-down versions of other
real-world objects. After construction, the re-
searcher engages the child in a conversation
about his life experiences while making refer-
ences to the presentation of his “World”. In the
present study, this technique was not used for
projective-interpretative purposes, but rather as
a means of communication, and, more specifi-
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Wong i sur., 2022), verbalnih poticaja upucenih
sudionicima (Baglama i sur., 2022; Pribani¢, 1998;
Yanardag i sur., 2011) i kartica za pokazivanje od-
govora (Peri¢ i sur., 2013) te na izravno poucava-
nje odnosa fonem-grafem (Soliman i Al-Madani,
2017) i zapisivanje odgovora umjesto sudionika
(Senicar i Kobal Grum, 2012). Posljednja je kate-
gorija prilagodbi, prilagodba (pristupacnost) mje-
sta istrazivanja, najmanje prisutna u analiziranim
¢lancima. Gotovo se svi primjeri ove prilagodbe
odnose na provodenje ispitivanja u prostorijama
neizlozenima znacajnim razinama buke (Bonetti
1 sur., 2008a; Bonetti, 2012; Hrastinski 1 sur.,
2019), dok se jedan primjer odnosi na prostori-
ju s manjim brojem distraktora (Bartolac, 2021).
Gledajuci na tri kategorije prilagodbi detektirane
u analiziranim ¢lancima objedinjeno, primjetno je
da su mnoge od njih sukladne preporukama pri-
lagodbi proizaslima iz drugih sli¢nih istrazivanja,
predstavljenima u teorijskome dijelu rada (npr.
McDonald i Kidney, 2012; Paramasivam i sur.,
2021). Posebno valja istaknuti da prilagodavanje
istrazivackoga procesa, osobito dijela koji se od-
nosi na komunikaciju primjerenu sposobnostima
djeteta s teSko¢ama, predstavlja preduvijet istinski
dobrovoljnoga sudjelovanja djeteta s teSkocama
u istrazivanju (Jenkin i sur., 2015), ali neosporno
pretpostavlja i mnoge izazove, koji, medutim, uz
dovoljno vremena, planiranja i resursa, mogu biti
prevladani (Bailey i sur., 2015).

Vremenski kontekst izvjeStavanja o
informiranome pristanku i prilagodbama
istraZivanja

Osim utvrdivanja brojnosti te na¢ina izvjesta-
vanja o informiranome pristanku i prilagodbama
istrazivanja, zanimao nas je i vremenski kontekst
izvjeStavanja o informiranome pristanku. Taj smo
kontekst podijelile na tri razdoblja determinirana
znacajnim dogadajima vaznima za predmet nase
analize, a koji su prethodno predstavljeni u legi-
slativnome okviru ovoga rada. Prvo se razdoblje
odnosi na period od 1996. do 2003. godine, od-
nosno od najstarijega detektiranog clanka koji
izvjeStava o empirijskome istrazivanju u kojemu
su sudionici djeca s teSkocama do objave prvo-
ga Etickog kodeksa istrazivanja s djecom (Vije-

cally, as a tool for facilitating conversation with
the child, to help the child focus his/her (often
distracted) attention more easily on the conversa-
tion, and to offer concrete materials that the child
could independently manipulate, construct, and
modify. (Bartolac, 2021, p. 7)

Other examples of the adaptations of com-
munication refer to the use of sign language
(Bonetti et al., 2008a; Bonetti, 2012; Hrastinski
et al., 2014; Nikoli¢ et al., 2020; Seni¢ar & Kobal
Grum; 2012; Wong et al., 2022 ), verbal stimuli
addressed to participants (Baglama et al., 2022;
Pribani¢, 1998; Yanardag et al., 2011) and cards
for showing answers (Peri¢ et al., 2013), as well
as direct teaching of phoneme-grapheme relation-
ships (Soliman & Al-Madani, 2017) and writing
down the answers on behalf of the participants
(Senicar & Kobal Grum, 2012). There was very
little mention of the last category of adaptations,
that of adaptation (accessibility) of the research
site, in the analysed articles. Almost all exam-
ples of this adaptation refer to conducting tests
in rooms not exposed to significant noise levels
(Bonetti et al., 2008a; Bonetti, 2012; Hrastinski
et al., 2019), while one example refers to a room
with fewer distractors (Bartolac, 2021). Looking
at the three categories of adaptations detected in
the analysed articles, it is noticeable that many of
them correspond to the adaptation recommenda-
tions proposed in other similar research, which
was presented in the theoretical part of the paper
(e.g., McDonald & Kidney, 2012; Paramasivam
et al., 2021). Finally, it should be pointed out that
adapting the research process, especially aspects
related to communication that is modified to the
abilities of the child with disabilities, is a prereq-
uisite for true voluntary participation of the child
with disabilities in research studies (Jenkin et al.,
2015). This undoubtedly poses many challenges,
which can, however, be overcome with enough
time, planning, and resources (Bailey et al., 2015).

Time context of reporting on informed
consent and research adaptations

In addition to determining the frequency and
methods of reporting on informed consent and re-
search adaptations, we were also interested in the
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¢e za djecu Vlade Republike Hrvatske i Drzavni time context of reporting on informed consent. We
zavod za zaStitu obitelji, materinstva i mladezi, have divided this context into three periods de-
2003). Drugo razdoblje ukljucuje period od 2004. termined by significant events related to the doc-
do 2020. godine, odnosno od prvoga Etickog ko- uments important for the subject of our analysis,
deksa istraZivanja s djecom do objave njegove which was presented in the legislative framework
druge verzije (Ministarstvo rada, mirovinskoga of this paper. The first period refers to the time
sustava, obitelji i socijalne politike, 2020), dok se span from 1996 to 2003, i.e., from the oldest de-
trece razdoblje, od 2021. godine do danas, odnosi tected article that reports on empirical research in
na period nakon druge verzije Etickoga kodeksa which the participants are children with disabili-
istrazivanja s djecom. ties until the publication of the first Code of Ethics

for Research with Children (Vijece za djecu Vlade
Republike Hrvatske & Drzavni zavod za zastitu
obitelji, materinstva i mladezi, 2003). The second
period includes the time span from 2004 to 2020,
i.e., from the first Code of Ethics for Research with
Children until the publication of its second version
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020), while the third period
spans from 2021 to today, referring to the time pe-
riod after the second version of the Code of Ethics
for Research with Children was published.

We are fully aware of the fact that the three
time periods are unevenly divided, and that this
represents a significant limitation of this part of
the analysis. However, we found that it was worth
addressing the observed increase in the articles on
empirical research involving children with dis-
abilities (Table 2).

Svjesne neravnomjerne vremenske podjele
triju razdoblja, Sto predstavlja znacajno ogranice-
nje ovoga dijela analize, uo€eni porast ¢lanaka o
empirijskim istrazivanjima u kojima su sudionici
djeca s teSko¢ama ipak smatramo vrijednim adre-
siranja (Tablica 2).

Tablica 2. Broj clanaka koji izvjeStavaju o istrazivanju u kojemu su sudionici djeca s teskocama po razdobljima
/ Table 2. Timeline of the number of articles reporting on research involving children with disabilities as partici-

pants
1996 - 2003 2004 - 2020 2021 — until the end of the study period Total
N 14 51 8 73
Number of articles per year 1.75 3 3.2

Usporeduju¢i brojnost analiziranih ¢lanaka Comparing the frequencies of the analysed ar-
u pojedinim razdobljima uocljivo je da je u pr- ticles between time periods, it is worth noting that
vome razdoblju u trajanju od 8 godina objavlje- 14 articles were published in the first period of 8
no 14 ¢lanaka, §to je nesto manje od dva clanka years, which is somewhat less than 2 articles per
godisnje, u drugome razdoblju u trajanju od 17 year, while 51 articles (3 articles per year) were
godina 51 ¢lanak, Sto su tri ¢lanka godisnje, dok published in the second period of 17 years. In the
je u treCcemu razdoblju u trajanju od samo 2,5 go- third period, of only 2.5 years, 8 articles reporting
dine objavljeno osam ¢lanaka koji izvjeStavaju o on research involving children with disabilities as
istrazivanjima u kojima su sudionici djeca s tes- participants were published, which is somewhat
ko¢ama, a S$to je nesSto viSe od tri ¢lanka godis- more than 3 articles per year. Acknowledging fur-
nje. Uvazavajuci daljnja ograni¢enja ovoga dijela ther limitations in this part of the analysis, which
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analize koja se ponajprije odnose na potencijalne
druge faktore koji su mogli utjecati na ovakav re-
zultat (npr. mogucéi op¢i rast izdavacke djelatnosti
znanstvenih ¢asopisa, moguénost da nisu svi ana-
lizirani ¢asopisi u cijelosti objavljeni na portalu
HRCAK i sl.), na dobiveni nalaz ipak mozemo
gledati kao na pozitivan trend ukljucivanja djece
s teSkocama u istrazivanja. Navedeno je moguce
objasniti jaCanjem vaznosti glasa i perspektive
djece u razli¢itim domenama drusStvenoga zivota
pa tako i u istrazivanjima, potaknutim artikulaci-
jom participativnih prava u Konvenciji o pravima
djeteta (1993), ali i opéim porastom istrazivanja
te diversifikacijom istrazivackih pristupa (npr. po-
java online istrazivanja) u istrazivanjima s djecom
(Ministarstvo rada, mirovinskoga sustava, obitelji
i socijalne politike, 2020).

Sto se pojavnosti triju za svako istraZivanje
obveznih kategorija promatranih u ovoj analizi u
pojedinim vremenskim razdobljima (Tablica 3)
ti¢e, vidljivo je da u prvome razdoblju u trajanju
od osam godina nismo pronasle nijedan ¢lanak u
kojemu se izvjeStava o informiranome pristanku
kako djeteta tako ni roditelja/skrbnika, ni o dobi-
vanju dozvole etickoga povjerenstva za provedbu
istrazivanja.

primarily refer to other potential factors that could
have influenced these results (e.g., possible gen-
eral growth in the publishing activity of scientific
journals, possibility that not all analysed journals
are published on HRCAK in full, and so on), we
still consider these findings to be a positive trend
in the inclusion of children with disabilities in re-
search. This can be explained by the strengthening
of the voice and perspective of children in various
domains of social life, thus also in research, re-
lated to the participation rights of the Convention
on the Rights of the Child (1993), but also to the
general increase and diversification of research
approaches (e.g., growth in online research) in
studies involving children (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020).

As for the frequencies of articles that reported
on the research mandated categories examined in
our study (Table 3), in the first period of 8 years,
we did not identify any article in which the in-
formed consent of the child or the parent/guard-
ian nor the permission of ethics committee was
reported.

Tablica 3. Broj ¢lanaka koji izvjestavaju o pojedinim promatranim kategorijama po razdobljima / Table 3. Time-
line of the number of articles that report on individual observed categories

2021 — until the end of

1996 — 2003 2004 — 2020 the study period Total
Informed consent of the ~ Number of articles 0 4 3 7
child Number of articles per year 0 0.25 1.2
Informed consent of the Number of articles 0 17 5 22
parent/guardian Number of articles per year 0 1.06 2
Permission of the ethics Number of articles 0 5 1 6
committee Number of articles per year 0 0.31 0.4

Medutim, u drugome promatranom razdoblju u
trajanju od 17 godina identificirale smo cetiri ¢lan-
ka koji izvjeStavaju o informiranome pristanku dje-
teta, Cak 17 Clanaka koji izvjeStavaju o informira-
nome pristanku roditelja/skrbnika i pet ¢lanaka koji
navode da je dobivena dozvola etickoga povjeren-
stva. Promatraju¢i godi$nje prosjeke objavljenih
¢lanaka u svakome od triju promatranih razdoblja,
uocljiv je porast broja Clanaka koji izvjeStavaju
o sve tri navedene kategorije. Najveci porast, od

However, in the second period of 17 years, we
identified 4 articles that reported on the informed
consent of the child, and as many as 17 articles
that reported on the informed consent of the par-
ent/guardian, as well as 5 articles that reported on
the permission of the ethics committee. The analy-
sis of the annual averages of published articles be-
tween the three observed periods showed a notice-
able increase in the number of articles reporting
on all three categories. The greatest increase, from
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0,25 clanaka po godini u drugome razdoblju do
1,2 ¢lanaka po godini u tre¢emu razdoblju, uoca-
vamo upravo u pogledu informiranoga pristanka
djeteta. Porast broja ¢lanaka godiSnje prisutan je
i u drugim dvjema osobito vaznim kategorijama
(informirani pristanak roditelja/skrbnika i dozvola
etickoga povjerenstva). Ipak, neovisno o uocenim
pozitivnim trendovima u izvjeStavanju o etickim
aspektima istrazivanja u kojima su sudionici djeca
s teSkocama, a $to je u skladu s rezultatima drugih
analiza koje doduse nisu bile fokusirane na djecu
s teSkoc¢ama, ali jesu na izvjeStavanje o informira-
nome pristanku i dozvoli etickoga povjerenstva u
klinickim istrazivanjima (Wu i sur., 2019; Yank i
Rennie, 2002), i dalje je rije¢ o prilicno malome
broju ¢lanaka koji ove, kljucne elemente eti¢nosti,
detaljno opisuju, a ¢emu bi se u budu¢im takvim
istrazivanjima 1 pisanju izvjestaja o njima trebalo
pazljivije posvetiti.

ZAKLJUCAK

Rezultati provedenoga sustavnog pregleda
literature upucuju na porast broja istrazivanja u
kojima su sudionici djeca s tesko¢ama, Sto per-
cipiramo kao pozitivan smjer nacionalnih istrazi-
vackih kretanja. Razlog tomu vidimo u ¢injenici
da napori za unapredenjem kvalitete zivota dje-
ce s teSko¢ama u sve vec¢oj mjeri zadovoljavaju
zahtjev utemeljenosti na znanstvenim istraziva-
njima, u kojima bi znacajan naglasak trebao biti
na perspektivi same djece, a $to je sukladno i
vrijednosnoj orijentaciji aktualnoga Etickog ko-
deksa istrazivanja s djecom (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020). Medutim, kada govorimo o izvjeStavanju
o0 istrazivanjima u kojima su sudjelovala djeca s
tesko¢ama, na znacajan prostor za napredak uka-
zuje mali broj ¢lanaka koji detaljno opisuju eticke
aspekte istrazivanja, osobito one vezane za infor-
mirani pristanak djeteta. Moguce je da istrazivaci
eticke aspekte istrazivanja nisu detaljno opisivali
vodeéi se pretpostavkom da to nije potrebno u si-
tuaciji kada je u ¢lanku jasno navedeno da je istra-
zivanje provedeno po izvrSenju formalnih obveza
prema ustanovi ili dio nacionalnoga istrazivackog
projekta, §to oboje pretpostavlja dobivene infor-
mirane pristanke. Takoder je moguce da je takva

0.25 articles per year in the second period to 1.2
articles per year in the third period, was observed
in regard to the informed consent of the child.
The increase in the number of articles per year is
also observed in the other two important catego-
ries (informed consent of the parent/guardian and
permission of the ethics committee). However,
regardless of these positive trends in reporting on
the ethical aspects of research involving children
with disabilities as participants, which was also
observed in other analyses focused on informed
consent and ethical approval, but not on children
with disabilities (Wu et al., 2019; Yank & Rennie,
2002), there is still a relatively low number of arti-
cles describing these aspects in detail. This should
be addressed more carefully in future research, as
well as studies reporting on them.

CONCLUSION

The results of the systematic literature review
primarily point to an increase in research in-
volving children with disabilities as participants,
which we perceive as a positive direction of na-
tional research trends. The reason for this lies in
the fact that efforts to improve the quality of life
of children with disabilities are increasingly meet-
ing the requirements of being evidence-based.
The emphasis in research should be placed on
the perspective of the children themselves, which
is also in accordance with the value orientation
of the current Code of Ethics for Research with
Children (Ministarstvo rada, mirovinskoga sus-
tava, obitelji 1 socijalne politike, 2020). However,
when talking about reporting on research involv-
ing children with disabilities as participants, the
low number of articles that describe the ethical
aspects in detail, especially those related to the in-
formed consent of the child, highlights that there
is significant room for improvement. It is possi-
ble that the researchers did not describe the eth-
ical aspects of their research in detail, assuming
that this is not necessary when the article clearly
states that the research was carried out in compli-
ance with the institutional formal obligations or as
part of a national research project, which presup-
poses that informed consent has been obtained.
It is also possible that such practices result from
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praksa posljedica urednicke politike, primjerice
ogranicenja opsega rada, ili sugestije recenzenata.
Uvazavaju¢i moguénost da je prethodno opisano
utjecalo na relativni izostanak detaljnoga izvjesta-
vanja o etickim aspektima istrazivanja s djecom s
tesko¢ama, a vodeci se nacelom transparentnosti
istrazivanja s djecom (Ministarstvo rada, mirovin-
skoga sustava, obitelji i socijalne politike, 2020),
ipak prepoznajemo prostor za detaljnije adresira-
nje etickih aspekata buducih istrazivanja prilikom
izvjeStavanja o njima u znanstvenim clancima.
Poticaj za navedeno, kako za autore ¢lanaka tako
i za urednike ¢asopisa, moze predstavljati i em-
pirijski utvrdeni utjecaj transparentnosti na citira-
nost ¢lanaka (Weiss i sur., 2023). Nadalje, s ob-
zirom na to da se u analiziranim ¢lancima ceSce
izvjeStava o pristanku roditelja/skrbnika nego o
pristanku djeteta, a Sto moze upuéivati na to da
se 1 u praksi prednost daje pristanku roditelja/
skrbnika, dodatnim prostorom za napredak sma-
tramo stavljanje vecega naglaska na informirani
pristanak djeteta. Iz toga razloga, ne osporavaju-
¢i pritom izrazitu slozenost istrazivanja u kojima
su sudionici djeca s teSko¢ama, posebno isticemo
obvezu uvazavanja prava djeteta s teSkocama na
odluc¢ivanje o (ne)sudjelovanju u istrazivanju, u
skladu sa zrelo$¢u i sposobnostima, neovisno o
zakonskoj (ne)ovlastenosti djeteta da pristanak da
samostalno. Pritom kao razvijaju¢im sposobnosti-
ma djeteta s teSko¢ama najprimjereniju praksu vi-
dimo pristupanje informiranome pristanku djeteta
kao kontinuiranome, dijaloSkome procesu, uve-
like obiljezenome pronalazenju dobre ravnoteze
izmedu zastite djece i podrzavanja njihove auto-
nomije. Takvo poimanje pristanka djeteta s tes-
ko¢ama pretpostavlja brojne metodolosko-eticke
izazove, poput onih povezanih s odnosom moci
odrasli-dijete o kojima smo pisale u uvodu rada
(Bori¢ i Mataga Tintor, 2022; Good, 2020; Oates,
2020), a Sto implicira nuznost snaznijega (auto)
refleksivnog drzanja istrazivaca u istrazivanjima
u kojima sudjeluju djeca s teSko¢ama. S obzirom
na dugu povijest stigmatizacije i marginalizacije
osoba s invaliditetom u istrazivanjima, Parekh i
sur. (2021) posebno naglasavaju nuznost pazlji-
voga promisljanja nacina na koji se istraziva¢ u
podrucju studija invaliditeta pozicionira kako bi

the journal editorial policies, for example, arti-
cle length limitations or reviewers’ suggestions.
Acknowledging the possibility that these factors
might have influenced the relative absence of de-
tailed reporting on the ethical aspects of research
with children with disabilities, and guided by the
principle of transparency of research with chil-
dren (Ministarstvo rada, mirovinskoga sustava,
obitelji 1 socijalne politike, 2020), we neverthe-
less recognise the need for more detailed reports
on ethical aspects in all future research. The in-
centive for this, both for researchers and journal
editors, can be the empirically proven influence
of transparency on the citation count (Weiss et al.,
2023). Furthermore, given that, in the analysed
articles, the consent of the parent/guardian is re-
ported more often than the consent of the child,
which may indicate that, in practice, the consent
of the parent/guardian is also preferred, a greater
emphasis should be placed on informed consent
of the child. Fully acknowledging the complexity
of research involving children with disabilities,
we strongly emphasise the obligation to respect
the rights of the child with disabilities to decide
on (non)participation in research, in accordance
with their maturity and abilities, regardless of the
child’s legal (in)competency to give consent in-
dependently. Given the evolving capacities of the
child, we find that the most appropriate approach
would be to consider the informed consent of the
child as a continuous, dialogic process, largely
characterised by finding a good balance between
protecting the child and supporting their autono-
my. This kind of an understanding of the consent
of the child with disabilities presupposes numer-
ous methodological and ethical challenges, such
as those related to the adult-child power relations
that we mentioned in the introduction of the pa-
per (Bori¢ & Mataga Tintor, 2022; Good, 2020;
Oates, 2020), which calls for a stronger (auto)
reflexive stance of the researcher in research in-
volving children with disabilities. Given the long
history of stigmatisation and marginalisation of
persons with disabilities in research, Parekh et al.
(2021) emphasised the necessity to carefully con-
sider the way in which the researcher in the field
of disability studies positions themself, in order to
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se prevenirala daljnja stigmatizacija, ali i eksplo-
atacija sudjelovanja djece s teSkocama u istrazi-
vanjima. Takvome pozicioniranju svakako do-
prinosi i osiguravanje potrebnih prilagodbi kao
preduvjeta dobrovoljnosti sudjelovanja djeteta, a
za koje korisne referentne okvire, osim u nacio-
nalnome kontekstu Etickoga kodeksa istrazivanja
s djecom (Ministarstvo rada, mirovinskoga su-
stava, obitelji i socijalne politike, 2020), nude i
neki od autora predstavljenih u teorijskome dijelu
rada (npr. Good, 2020; Thompson i sur., 2020).
Kao generalni zaklju¢ak poduzetoga sustavnog
pregleda ukazujemo stoga na potrebu daljnjega
unapredivanja praksi izvjestavanja o dobivenome
informiranom pristanku djeteta kao i o drugim
vaznim etickim aspektima istrazivanja u kojima
sudjeluju djeca s teskocama, kako bi izvjestaji o
provedenim istrazivanjima odgovarajuce zadovo-
ljavali nacelo transparentnosti. Odgovornost za
potonje, medutim, ne lezi samo na istraziva¢ima
odnosno piscima istrazivackih izvjestaja, nego i
drugim relevantnim akterima, primjerice uredni-
cima i recenzentima Casopisa.

Provedeno istrazivanje ima i odredenih ogra-
nicenja. Prije svega, s obzirom na definirani kri-
terij odabranih potpodrucja znanosti (Pedagogija
1 njoj bliska potpodrucja), moguce je da su neki
relevantni Casopisi ispusteni iz pregleda, jer na
portalu HRCAK u tim potpodru¢jima nisu uvr-
Steni. Takav je primjer u pedagogiji dobro poznat
asopis Napredak: Casopis za interdisciplinarna
istrazivanja u odgoju i obrazovanju koji objavlju-
je Clanke za ovo istrazivanje odgovarajuce tema-
tike, medutim na portalu HRCAK nije naveden
ni u jednome od sedam odabranih potpodrucja.
Nadalje, ograni¢enje istrazivanja predstavlja i
moguénost da na portalu HRCAK nisu obuhva-
¢eni stariji brojevi pojedinih Casopisa duge tra-
dicije izlazenja. Takoder, stariji brojevi Casopisa
koji su mijenjali naziv nisu ukljuceni u pregled,
s obzirom na to da je uz stari naziv tih Casopisa
stajala oznaka prestao izlaziti, a $to je bio krite-
rij eliminacije ¢asopisa. Primjer takvoga ¢asopisa
je Casopis Odgojne znanosti, aktualnoga naziva
Croatian Journal of Education: Hrvatski casopis
za odgoj i obrazovanje. Drugo vazno ogranice-
nje provedenoga istrazivanja ti¢e se potencijalne

prevent further stigmatisation, as well as exploita-
tion of the participation of children with disabili-
ties in research. Such a positioning benefits from
ensuring the necessary adaptations as a precondi-
tion for the child’s voluntary participation. Useful
reference frameworks for these adaptations, apart
from the Code of Ethics for Research with Chil-
dren in the national context (Ministarstvo rada,
mirovinskoga sustava, obitelji i socijalne politike,
2020), can also be found in the works of some
of the authors presented in the theoretical part
of our paper (e.g., Good, 2020; Thompson et al.,
2020). As a general conclusion of the systematic
literature review conducted, we point to the need
to further improve the reporting practices on the
informed consent of the child, as well on the oth-
er important ethical aspects of research involving
children with disabilities as participants, in order
for the reports on the conducted research to ad-
here adequately to the principle of transparency.
The responsibility for the latter, however, lies not
only with researchers, i.e., the writers of research
reports, but also other relevant stakeholders, for
example, journal editors and reviewers.

The results of the present study must be con-
sidered in the light of certain limitations. First,
given the criterion of the selected scientific sub-
areas (Pedagogy and related subareas), it is possi-
ble that certain relevant journals, which were not
listed under these subareas on the HRCAK, were
omitted from the review. One such example is a
well-known journal in the field of pedagogy, Na-
predak: Journal of Interdisciplinary Research in
Education, which publishes articles relevant for
the focus of our research, but was not listed in any
of the seven selected subareas on the HRCAK.
Another limitation of this research is the possi-
bility that the HRCAK does not include older is-
sues of individual journals with a long publishing
tradition. In addition, older issues of journals that
changed their names were not included in the re-
view, given that those journals, listed under their
old names, were given the no longer published
status, which was one of the elimination criteria
in this review. An example of such a journal is Ed-
ucational Sciences, now called the Croatian Jour-
nal of Education. Another important limitation of
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pristranosti prilikom kodiranja, jer, unato¢ tome
$to smo neovisno i§¢itavale i1 kodirale istrazivacki
materijal, obje smo po inicijalnome obrazovanju
pedagoginje. Postoji, dakle, mogucnost da bi neki
tre¢i istrazivac, primjerice istraziva¢ obrazovan u
podrucjima edukacijske rehabilitacije, logopedije
ili socijalne pedagogije, druk¢ije kodirao podat-
ke, osobito one vezane za kategorije prilagodbi. U
buduc¢im bi sli¢nim istrazivanjima pozeljno stoga
bilo ukljuciti istrazivace obrazovane u razli¢itim
poljima drustvenih znanosti.
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this analysis concerns the potential bias during
coding. Despite the fact that we independently
read and coded the research material, the authors
are both trained pedagogues. Therefore, there is
a possibility that a third researcher, for example,
a researcher educated in the field of educational
rehabilitation, speech therapy or social pedagogy,
might code the data differently, especially data re-
lated to the categories of adaptations. In future re-
search, it would therefore be preferable to include
researchers educated in different fields of social
sciences.
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