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The ethics in qualitative health research: special considerations

A ética na pesquisa qualitativa em saide: consideracoes especiais

Abstract A sound knowledge of the nature of
qualitative research, along with an appreciation
of some special ethical considerations, is needed
for rigorous reviews to be conducted. The over-
all character of qualitative research is described
with an emphasis on the tendency of qualitative
researchers to explore sensitive topics using theo-
retically informed methods. A number of specif-
ic features of qualitative that require additional
ethical attention and awareness are also exam-
ined including the following: 1) participants are
frequently quite vulnerable and require protection
because the data collection methods, such as in-
depth interviews, can delve into personally and
politically charged matters; 2) naturalistic obser-
vation can raise concerns regarding privacy and
consent; 3) the potential for the identifiability of
the results of this research may require extra ef-
forts to maintain confidentiality. Ultimately, Re-
seach Ethics Committee members must be knowl-
edgeable about qualitative approaches to be able
to assess the potential harms and benefits in a
protocol carefully. Without this knowledge gaining
ethics approval can be overly difficult for research-
ers and the best practices for protecting human
participants can be overlooked.

Key words Ethics, Reseach Ethics, Qualitative
research

Resumo O cardter geral da pesquisa qualitativa
é descrito com énfase na tendéncia de pesquisa-
dores qualitativos para explorar temas sensiveis,
utilizando métodos teoricamente informados. Al-
gumas caracteristicas especificas de pesquisa qua-
litativa que requerem consciéncia e atengdo ética
adicional também sdo examinadas, incluindo as
seguintes: 1) frequentemente os participantes sao
bastante vulnerdveis e necessitam de protegdo
porque os métodos de coleta de dados, tais como
entrevistas em profundidade, podem levar a uma
profunda andlise de questoes repletas de aspectos
pessoais e politicos; 2) a observagdo naturalistica
pode levantar questdes especificas em matéria de
privacidade e consentimento; 3) o potencial de
que os resultados da pesquisa possibilitem a iden-
tificagdo dos participantes exige esforgos adicio-
nais para proteger a privacidade deles. Em tiltima
andlise, os membros dos Comités de Etica em Pes-
quisa (CEP) devem conhecer as abordagens quali-
tativas para avaliar cuidadosamente os potenciais
danos e beneficios em um protocolo. Sem esse co-
nhecimento, a aprovagdo ética pode ser excessiva-
mente dificil para os pesquisadores e as melhores
prdticas para proteger os participantes podem ser
negligenciadas.

Palavras-chave Etica, Etica em pesquisa, Pesqui-
sa qualitativa
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Qualitative research, particularly those studies
using methods drawing from the social sciences
and humanities, has become more common in
health research as the recognition that interdis-
ciplinary approaches have the potential to pro-
vide additional understanding to complex health
problems has grown, at least in principle. Unfor-
tunately, qualitative methods are not always un-
derstood and respected by all researchers. Many
biomedical and clinical researchers believe that
qualitative research is not legitimate science be-
cause it tends not to include an intervention that
has been performed in a controlled environment
or with a randomized sample that would allow
causal or correlational relationships to be estab-
lished or the potential for reproducibility’. While
this bias toward qualitative research is certainly
not universal, it is important to be aware of it be-
cause it can carry over into the ethical review of
qualitative protocols given that Research Ethics
Committees (RECs) tend to have a biomedical
and clinical researchers sitting on them. There-
fore, a sound knowledge of the nature of quali-
tative work, along with an appreciation of some
special ethical considerations, is needed for rig-
orous reviews to be conducted.

While qualitative research is not inherent-
ly more risky, or less risky, than quantitative re-
search, there are some features of qualitative re-
search that RECs must be recognized to be able
to review qualitative protocols effectively. Specifi-
cally, RECs must understand the overall character
of qualitative research especially the tendency of
qualitative researchers to explore sensitive topics
using theoretically informed methods. A number
of specific features of qualitative research that re-
quire additional ethical attention and awareness
also need to be understood, including the fol-
lowing: 1) participants are frequently quite vul-
nerable and require protection because the data
collection methods, such as in-depth interviews,
can delve into personally and politically charged
matters; 2) naturalistic observation can raise con-
cerns regarding privacy and consent; 3) the po-
tential for the identifiability of the results of this
research may require extra efforts to maintain
confidentiality. The articulation of these charac-
teristics of qualitative research may stimulate dis-
cussion about common ethical concerns that ex-
ist across countries, including Canada and Brazil.

The Nature of Qualitative Research

Qualitative research embraces a full range of meth-
odological and epistemological perspectives—
positivism, postmodernism, phenomenology, and
so on. Although a sharp demarcation between
quantitative and qualitative research cannot be
made, qualitative research tends to possess some
common characteristics. Qualitative research is a
situated activity that involves the researcher as a
key instrument of data collection, not as an ob-
jective, authoritative, politically neutral observer.
The data collected is richly descriptive and are
often in the form of words and pictures with a
frequent reliance on in-depth interviewing of re-
search participants. The naturalistic approach of
qualitative research also involves the field or set-
ting itself being one source of data. Qualitative
researchers observe not only the behaviors and
activities of humans, but also the physical settings
in which these activities take place®*.

Qualitative researchers also tend to adopt an
explicitly interpretative and theoretically medi-
ated stance, with critical approaches from the
social sciences and the humanities being espe-
cially common, such as historical materialism,
critical theory, feminism and structuration®. This
work tends to embrace an explicitly political
dimension that challenges social practices and
norms, particularly those related to biomedical
approaches to health and disease. It also is often
participatory in nature, aiming to give voice to
marginalized populations and to critique dom-
inant epistemological and normative ethical un-
derstandings, containing an element of self-cri-
tique that entails a critical posture with regard
to qualitative inquiry itself . As a result, RECs
must be able to understand when examining the
scientific merit of protocols that qualitative re-
searchers are not striving to be ‘objective’ in the
positivistic sense of the word, because they have
deliberatively chosen a theoretical lens from an
alternative epistemological paradigm. Standards
to assess the rigour of such work are concerned
more with theoretical coherence across the en-
tire project than with matters such as sample size
and generalizability. In addition, it is important
for reviewers to appreciate the possible politi-
cal harms and benefits of this research given its
emphasis on identifying and disrupting power



differences, not just those relating to physical or
emotional well-being.

It is not uncommon for qualitative research-
ers to explore sensitive topics that examine social
structures that create or perpetuate inequities
involving participants who are in vulnerable cir-
cumstances®. Lee and Renzetti’s” well-known de-
scription of four areas of research that tend to be
classified as sensitive includes: “1) Research which
delves into the private sphere or delves into some
deeply personal experience; 2) Where the study
is concerned with deviance or social control; 3)
Where it impinges on the vested interests of pow-
erful persons or the exercise of coercion or dom-
ination; 4) Where it deals with things sacred to
those being studied which they do not wish pro-
faned”. These topics are sensitive because there
can be harms associated with studying them that
relate to emotional intrusiveness, shame, political
upheaval and disrespect. Yet, these kinds of stud-
ies also can produce beneficial results that can
help with the development of strategies to sup-
port vulnerable people, to give voice to people
whose experiences and perspectives are generally
hidden or marginalized, and to expose sources of
oppression and corruption in society.

In-depth Interviewing
& Protecting Vulnerability

Qualitative researchers examine a range of
phenomena often use in-depth interviews and
focus groups to investigate the nature and mean-
ing of very personal, even traumatic, events peo-
ple have experienced, such as loss, abuse, margin-
alization, and life-threatening illnesses. Research
that probes deeply into the personal experiences
of participants can also be highly invasive, par-
ticularly psychologically and socially. Partici-
pants can be traumatized when they re-experi-
ence a painful event or disclose highly private or
shameful material during an interview, although
when interviews are conducted with skill and
focus on participant resilience, participants also
report benefits from this form of participation®.
Researchers themselves can also be traumatized
upon hearing and sharing in the painful memo-
ries and emotions of a research participant and
may require supports to be built into the study
for their needs too.

It is evident from the intense emotional re-
sponses that great care must be taken to minimize
potential harms. Predicting harms may be some-
what difficult in qualitative research of this kind
because of the uniqueness of individuals and the

only partially controlled nature of in-depth inter-
viewing. Responses to a paper-and-pencil ques-
tionnaire that is composed of scales can be more
easily predicted than responses to an open-ended
interview. Participants may reveal things in an
interview that neither they nor the interviewer
had intended to talk about, particularly when
the role of the interviewer becomes blurred with
that of a therapeutic one. Interviewers must be
especially careful that they do not unintention-
ally manipulate participants to reveal more than
they are comfortable doing® and therefore, when
establishing rapport with the participant, they
must be clear regarding the nature of the research
relationship and the participant’s right to refuse
to answer questions and withdraw from the re-
search at any time.

A number of safeguards should be in place
to minimize harm in a research protocol that in-
volves vulnerable participants or sensitive topics.
To avoid emotionally exhausting interviewers
and participants the timing of interviews regard-
ing sensitive topics needs to be taken into ac-
count. It is important to consider the recentness
of an intensely emotional life experience to avoid
the initial phase of shock. Interviews should not
be too long, but should have enough time avail-
able for participants to take breaks if needed
and successive interviews should not be sched-
uled too closely together'. Follow-up counsel-
ing should also be pre-arranged for participants
needing ongoing support. Interviewers should be
experienced in working with people in sensitive
situations and should have professional supports
of their own so that they have the opportunity
for debriefing and mentoring.

RECs must understand that qualitative stud-
ies are often emergent in design, with data col-
lection methods developing as a study unfolds,
such as interview or focus group questions that
are developed only after some data has been col-
lected. Consequently, REC members must expect
amendments and require experience and a moral
imagination to be able to envision possible bene-
fits and harms in research protocols. Time spent
imagining the ‘what if” is necessary and making
effort to discover what the harms and benefits are
from the perspective of the participants is essen-
tial®. Unfortunately, however, there is not a strong
evidence base available to ascertain what is like
for people to participate in research'’. Similarly,
researchers are also required to demonstrate re-
flexivity when engaging in this type of research,
i.e., they must be able to reflect on their values
and the impact of the research on participants.
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They must also be prepared to seek ethical ap-
proval more than once if their project takes a
significant unforeseeable turn that they did not
predict.

Naturalistic Observation & Privacy

Naturalistic observation can raise privacy
concerns because it involves observing and, in
some instances, interacting with participants in
their own contexts. If privacy is understood to be
“an individual’s right to be free from intrusion
and interference by others™®, naturalistic observa-
tion can intrude upon or interfere with partici-
pants’ personal and sacred places, their physical
privacy, along with their associational privacy.

Human geographers have articulated the sig-
nificance of place to human life'>". Places are
much more than containers in which things hap-
pen, but are alive and matter'®. Therefore, even in
public places, naturalistic observation raises con-
cerns regarding the privacy and dignity of those
being observed. Those settings and activities that
can be more potentially sensitive are those that
are deemed sacred or private by those who occu-
py or take part in them. Some settings may pos-
sess great religious and cultural significance, such
as places of worship, burial grounds, and places
of historical importance. Cultural norms gov-
erning these settings and the activities that take
place in them need to be respected. Moreover, it
is important to recognize that what may be con-
sidered ordinary and public to the researcher or
REC member may be sacred and private to the
research participant.

Each protocol requires careful ethical consid-
eration regarding the nature of the activities to
be observed, the type of setting, and the means of
recording observations. It is important to consid-
er what reasonable expectations of privacy those
in these settings or engaged in activities in them
may have®. If privacy is expected, obtaining in-
formed consent is generally necessary. Entering,
viewing, and later portraying them in research
reports requires ethical reflection and knowledge
to avoid profaning them. A sound awareness of
what observations could be made, and their pos-
sible sensitivity, needs to exist before data col-
lection begins. Dialogue between the occupants
of these settings and researchers could form the
basis of such an understanding.

Naturalistic observation can also threaten
physical privacy. For example, solitude is a type
of physicial privacy' that can be breeched if re-
searchers are not aware of its importance. For

example, people in instituitonal settings, such as
hospitals, can easily be deprived of solitude, not
only because of the presence of health care work-
ers, but also researchers conducting observation.
In addition, bodily modesty', another form of
physical privacy, must be respected. While receiv-
ing healthcare services, people often must expose
themselves for care and examination. Nudity can
become so commonplace that healthcare workers
can easily forget to protect physical privacy, not
remembering to cover people adequately. Here
again, researchers who enter healthcare settings
must pay attention to phyical privacy and recog-
nize that people from some cultural and religious
groups may have very strict norms regarding
when it is appropriate to expose the body.

Participant observation, in which the re-
searcher becomes involved in the activities of the
participants, also poses potential ethical concerns
particularly with regard to associational privacy.
Associational privacy, which refers to the right
of people to choose with whom they would like
to be intimate, can be protected if researchers
honour the participants’ desire to share, or not
share, specific experiences, such as those associat-
ed with childbirth, suffering, sickness, and dying
with the reseacher™. It is also essential that the
researcher not intrude upon the shared experi-
ences that participants have chosen to only have
with intimate others, such as family and friends.
Ongoing consent with participants can be a way
of ensuring that the privacy is protected in this
regard.

Thick Descriptions & Confidentiality

Unique concerns regarding confidentiality,
also referred to informational privacy', arise in
qualitative research because of its production
of thick descriptions of phenomena. Multiple
sources of data are often used such as interviews,
documents, photographs, observations and ar-
tifacts that can reveal the unique meanings that
participants have brought to the research?. This
data can be easily identifiable given its unique-
ness, depth, and detail, making rigorous strate-
gies to maintain confidentiality crucial. In some
instances, researchers must refrain from collect-
ing data that is not relevant to their research ques-
tions to avoid collecting more sensitive data than
is needed. Much harm can come to participants
if they are identified, including harms pertaining
to health, reputation, employment, relationships,
insurance, and criminality. The dissemination of
results also requires that the data is aggregated



and may also necessitate that the details of the
data are carefully obscured so that no one is iden-
tified, particularly when there is a small sample
of people experiencing a unique health-related
problem or phenomenon.

There may be occasions, however, that it
may be appropriate to identify participants with
their explicit consent, such as times when par-
ticipants would like to have their contributions
recognized®. This situation may occur when par-
ticipants create poems or artwork as forms of
data. In participatory forms of research, in which
the roles of researchers and participants are not
distinct, openly acknowledging the identities of
participants can be a method of appropriately
recognizing the contributions of participants®.

Ensuring that participants are fully informed
before consenting to be involved in the research
can also pose some unique concerns regarding
the requirement to disclose some forms of in-
formation. For example, participants must be in-
formed that the information they provide cannot
be kept confidential under all circumstances. The
kind of information that participants might dis-
close needs to be considered in relation to the na-
ture of the research and the interview questions
being used. If there is a reasonable chance that
participants will reveal intentions to harm them-
selves or others or reveal a history of abusing
children, or legally relevant others, participants
need to be clearly informed that the information
they give could be shared with authorities, de-
pending upon the laws of the region. Research-
ers must also inform participants under what
circumstances they might be legally required to
report criminal activity that participants might
disclose.

Conclusions

Ultimately, REC members must be knowledge-
able about qualitative approaches to be able
to assess the potential harms and benefits in a
protocol carefully. The data collection methods
used by qualitative researchers often are quite
open-ended and entail exposure to many sensi-
tive and private matters that require awareness
by REC members and researchers themselves.
Although this paper has focused on the possible
risks inherent in conducting qualitative research,
it is essential to examine the overall balance of
risks and benefits in any study. The many possi-
ble benefits of qualitative research generally out-
weigh the risks, if these risks are appropriately
mitigated.

Without the knowledge and awareness of
the special ethical considerations of qualitative
research, gaining ethics approval can be overly
difficult for researchers and the best practices
for protecting human participants can be over-
looked. Researchers and society, in general, can
best be served with a broader appreciation of
the differences that can exist in knowledge pro-
duction and the application of ethical standards.
Too much emphasis has been placed on learning
research methods, at least in a North American
context, without attending to the philosophical
roots and controversies surrounding various re-
search traditions. More emphasis placed on un-
derstanding differences in epistemological orien-
tations, i.e., methodologies as opposed to meth-
ods, in the training of researchers would likely
not only increase the mutual respect among re-
searchers, but would aid in the process of skillful
and respectful ethical review.
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