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The role of qualitative interviews in cognitive disorders caused
by dementia: Methodological ethical challenges (part one)

Mahdi Shafiee Sabet', Fatemeh Bahramnezhad®, Nahid Dehghan Nayeri®
Editorial

According to a global report, 47 million people are currently living with
dementia, and due to the aging population, its prevalence is expected to triple by
2050. In the future, Iran is expected to experience a significant increase in the elderly
population. Currently, in Iran, the prevalence of dementia among individuals over 60
years old is 7.9%. Therefore, this group represents a significant population that
warrants further research (1).

The best understanding and explanation of human experiences come from first-hand
sources, specifically from people who have experienced those phenomena. Therefore,
reliable research sources place great emphasis on including the voices of these individuals
(2). Qualitative research out for its collaborative, inclusive, and flexible structure,
enabling the exploration of complex issues, including mixed or ambiguous attitudes (2). It
can reveal the profound experiences and core values of people with cognitive impairment
that may not emerge in quantitative studies. Additionally, qualitative research excels in
vividly portraying these experiences and values (3).

Throughout history, people with cognitive impairments have been marginalized
from engagement in health and social research, resulting in their voices being
inadequately represented in such studies. (2, 4). Instead, their perspectives have been
channeled through their legal representatives or guardians, a practice that often entails
constraints. These limitations include the inability to accurately predict the patient's
decision-making process, the amount and manner of information provided, and the
weight of decision-making responsibility placed on them (5).

Furthermore, excluding these individuals from the research process can
dehumanize them and perpetuate negative stereotypes about people with cognitive
disorders. This also contributes to power imbalances (2). Therefore, it is crucial to
develop strategies that ensure the safe participation of these individuals in research
endeavors. Through these efforts, we can improve our understanding of policy and
measures aimed at promoting health and well-being (6).

One of the main methods of data collection in qualitative research is the
unstructured and semi-structured interview (7, 8), which aims to uncover valuable
data and contribute to clinical evidence. However, conducting interviews with
individuals who have dementia poses ethical, methodological, and practical
challenges (9). Therefore, this editorial article aims to highlight important and
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practical considerations for gathering firsthand information from individuals with
cognitive disorders. It addresses these challenges and provides recommendations for
conducting in-depth interviews, including the preparation process, data collection,
data analysis, and publication of findings. It also offers suggestions for maintaining
and improving the health of both the researcher and the participant throughout the
process.

In-depth individual interviews involve extensive discussions between the
researcher and the interviewee. The main purpose of these interviews is determined by
the research objectives, yet it heavily relies on the interviewee's perception, opinions,
and experiences (2, 10). However, when it comes to cognitive disorders, these
interviews can be affected by challenges related to dementia. These challenges may
include memory impairments, perceptual distortions, and communication barriers (2,
11, 12). Such disorders lead to slurred speech, diminished vocabulary (2, 13),
impaired reasoning based on verbal information, confabulations (14), pseudo-
reminiscences (15), and jumbled sets of words. In addition, dementia is a progressive
condition (16); that is, a person's capacity to participate in research decreases as the
illness progresses. Furthermore, behavioral problems (such as agitation, aggression,
and restlessness), resulting from cognitive changes (17) can exacerbate the practical
difficulties of engaging people with dementia in in-depth interviews. These challenges
have led some researchers to question the validity and reliability of including people
with dementia in in-depth interviews. While many of these people can articulate their
experiences, opinions, needs, and concerns, and are eager to participate in research for
their own benefit, there are ways to uncover the world of people with cognitive
impairment. Understanding the experiences of these people is crucial for providing
evidence-based services (2).

One useful approach to conducting in-depth interviews is to engage both
cognitively impaired individuals and their caregivers in joint as well as separate
interviews (2). Additionally, there are specific considerations and practices that can
facilitate the process of interviewing cognitively impaired individuals.

These may include collaborating closely with patients and their caregivers,
possessing expertise in conducting clinical interviews, and having a professional
background as a physician, nurse, or clinical psychologist (18, 19). Furthermore,
methods such as immersing oneself in the lives of these individuals, reflecting on
experiences, taking field notes, and compiling summaries after in-depth interviews
and interactions with people with dementia and their caregivers can be beneficial.
Seeking feedback from researchers in this area can also be helpful for refining
recruitment strategies, consent procedures, and the wording of interview questions,
among other aspects (2).

To conduct a rich interview, certain actions must be undertaken at each stage, as
discuss in the second part of the article.

Please cite this article as:

Shafiee Sabet M, Bahramnezhad F, Dehghan Nayeri N. [The role of qualitative interviews in cognitive disorders
caused by dementia: Methodological ethical challenges (part one)]. Hayat, Journal of School of Nursing and
Midwifery, Tehran University of Medical Sciences. 2024; 29(4): 343-347. (Persian)

Copyright © 2024 The Authors. Published by Tehran University of Medical Sciences.
@ (&) & | This work is licensed under a Creative Commons Attribution-NonCommercial 4.0 International license

Ev G

(https://creativecommons.org/licenses/by-nc/4.0/). Noncommercial uses of the work are permitted, provided the original work is properly cited.



