Hochschule
Bielefeld
University of
Applied Sciences
and Arts

RESEARCH METHODS FOR
QUESTIONING PEOPLE WITH
INTELLECTUAL DISABILITIES.

Rapid Review Protocol and Overview of
Results.

Dirk Bruland', Jana York2, Leevke Wilkens3

" Hochschule Bielefeld — University of Applied Sciences and Arts, Faculty of Health
2 TU Dortmund University, Department of Rehabilitation Sciences, Sociology of Rehabilitation and Participation

3 TU Dortmund University, Department of Rehabilitation Sciences, Rehabilitation Technology

October 08th, 2024 Contact:

Dr. Dirk Bruland
dirk.bruland@hsbi.de

DOI: https://doi.org/10.57720/5047
Lizenz: CC By-SA (3.0)



ABSTRACT

Introduction

People with intellectual disabilities are often an unattainable and overlooked population in research.
Due to different challenges, such as low literacy, this target group is often excluded by researchers.
Methods and analysis

The aim of this rapid review is to present an overview of the current discussion of research methods
on existing survey problems in people with intellectual disabilities.

Results

The data is charted in tables and give a brief report about challenges and research methods
questioning people with intellectual disabilities.

Ethics and dissemination

Ethics approval is not required. Findings will be disseminated through professional networks,
conference presentations and publication in a scientific journal.
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1. INTRODUCTION

Low literacy means that a person can only read and write up to the level of simple sentences at best
and that coherent (even short) texts are challenging (Grotlischen et al. 2019). According to the
American Association of Intellectual and Developmental Disabilities (AAID 2024), intellectual
impairment is acquired during adolescence, which distinguishes it from other diseases or syndromes
(e.g. dementia, acquired brain damage) and is measured using an 1Q test (IQ below 75). It is
characterized by significant limitations in intellectual functioning and adaptive (social) behaviour that
affect activities of daily living. Thus, people with intellectual disabilities (PWID) can be described as a
population group with low literacy. Overall, there is a lack of suitable survey instruments to meet the
needs of PWID (Rathmann et al. 2019). As early as 2013, the Federal Ministry of Labour and Social
Affairs (BMAS) stated that PWID are not adequately reached in representative surveys due to the
challenges mentioned above. PWID are often an unattainable and overlooked population in research.
Due to different challenges, such as low literacy, this target group is often excluded by researchers.
In order to clarify the known current state of research methods in a short time, a rapid review is carried
out.

2. OBJECTIVES

The aim of this review is to present an overview of specific challenges questioning PWID and to
present the current state of research questioning PWID taken into account the specific challenges.
The general challenges in questioning PWID and the status quo are outlined in a brief report.
Therefore, the overarching research questions for this review are:

1. What specific challenges can be identified questioning PWID?

2. What is the current state of research methods questioning PWID?

3. METHOD

3.1 Rapid Reviews

“Rapid reviews are a form of knowledge synthesis in which components of the systematic review
process are simplified or omitted to produce information in a timely manner" (Tricco et al. 2015, p. 2).
Adjustments in rapid reviews compared to systematic reviews are usually:

e Limiting the number of databases searched

e Limiting the search itself by date, language, geographical area, or study design

e Search only for other systematic reviews

e Use a layered searching approach, identifying existing systematic reviews and then updating
them with a summary of more recent eligible primary studies and

¢ Adjustments to the needs of the research (King et al, 2022).

The documentation of the complete search strategy is orientated on the PRISMA standards (Preferred
Reporting Items for Systemic Reviews and Meta-Analyses) (Page et al., 2020).



3.2 Development of the search strategy

To realize a quick overview, a search strategy that is as specific as possible was tailored to a narrow
question. The focus was on research methods that took the needs of PWID into account. English
search terms were tested in Medline via Pubmed and Cinahl. German search terms were tested in

Psyndex in early March 2024. The development of the search strategy was conducted by one
researcher (DB).

3.3 Eligibility criteria
The following eligibility criteria are formulated:

Table 1: Eligibility criteria

Inclusion Exclusion
Population | Adults with intellectual disabilities People with intellectual disabilities are
not addressed or are under 18 years of
age
Concept Research methods Studies that merely describe the

barriers in their own research are
excluded, as these do not provide any
information on the current status of

discussion.
Context Any context, e.g. outpatient care or None
inpatient care
Other e Period from 2014 to 2024 (10 years) | e Before 2014 (older than 10 years)
e Language German or English ¢ Not written in German or English
¢ All relevant studies, regardless of e Abstracts for conferences or poster,
their design and quality, including e Full Text is not available

dissertations, editorial articles,
overviews and systematic reviews

3.4 Information sources

The search was performed across nine databases to retrieve a wide range of potentially relevant
articles and to take an interdisciplinary approach. All searches were conducted in the middle of March
2024. The following databases were searched with English search terms:

Medline via PubMed

CINAHL via EBSCOHost

Eric

Web of Science

LIVIVO - The Search Portal for Life Sciences

Wiley Online Library

PsycInfo via EBSCOHost

N o o s~ 0D =

The following databases were searched with German search terms:

8. Psyndex
9. Fachportal Padagogik /FIS Bildung



3.5 Search terms

The search terms are shown in Table 2 (English) and Table 3 (German). They are only relevant if they
appear in the title or abstract. Search terms are adapted to the requirements of the database.

Table 2: English search terms
Target group Topic

Intellectual* disab* OR | quantitative research OR
learning disab* OR quantitative evaluation
developmental disab* OR qualitative research
OR qualitative evaluation

Table 3: German search terms
Target group Topic

geistige behind* OR Qualitative Forschung OR
Intellektuelle Behind* Quantitative Forschung
OR intellektuelle
beeintracht* OR
menschen mit
lernschwierigkeit*

3.6 Screening procedure

The review was conducted in Rayyan, a web-based systematic review platform. All articles obtained
from the database searches were imported. The platform was used to detect and remove duplicates.
After that, all titles and abstracts are screened according to the eligibility criteria. Articles that
appeared suitable were ordered as full texts and checked again for suitability. The screening
procedure was conducted by one researcher (DB).

3.7 Data charting and synthesis

Data were mapped with the following categories:
e Qualitative or Quantitative research methods
e Type of publication (was categorized in the charting process)
e Focus of the publication
e Main results / Reasons for inclusion

e Sample

e Authors

e Years of publication
o Title

e Country

e Journal

e Language



4. OVERVIEW OF RESULTS

4.1 Selection of sources

The search resulted in 4,998 articles. After screening titles and abstracts, 87 articles were reviewed in
full text. Finally, 36 articles were included (see Figure 1).

[ Identification of studies via databases and registers J Figure 1: Flow
— diagram based
Records identified from: Records removed before on PRISMA
Overall: 4,998 screening:
Duplicate records removed 2020 (Page et
English search terms automatically (n = 1,310 )
5 PubMed (n = 291) > al. 2021)
= CINAHL (n = 256)
= Eric (n = 926)
§ Web of Science (n = 1,802)
s LIVIVO (n = 14)
- Psycinfo (n = 889)
Wiley (n = 34)
German Search terms
Psyindex (n = 134)
— Fachportal Padagogik (n =
652)
' *
Records screened x
_| Records excluded
(n =3,688) "l (n=3601)
g
.g ReEorts sought for retrieval .| Reports not retrieved
g | (=87 " n=3)
3]
»
L 4
Reports assessed for eligibility
=84 »
(n ) Reports excluded for several
reasons (n = 48)
— !
3
'g Studies included in review
] (n=38)
=

Exceptions: During the process, three contributions prior to the publication year 2014 came to our
attention. These were considered as important and have been included. These are Clark et al. (2012).
Ollerton (2012), Ottmann & Crobsie (2013). In contrast Moisl (2017), who published on methods for
interviewing people with intellectual disabilities, spoke against this, as this was only a summary that
was not useful for answering our research questions.

4.2 Specific challenges questioning PWID?

The first research question is: What specific challenges can be identified questioning PWID? An
overview of the specific challenges is presented in Table 4. As the aim is a short report, a descriptive
summary in tabular form was agreed upon as an overview of the results. The data is summarized from
the included contributions and not provided with the source. More detailed results will be published
elsewhere.
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4.3 Research methods

The second research question is: What is the current state of research methods questioning PWID?
Included articles were categorized inductively. The categories are shown in Table 5.

Table 5: Category Overview

Research Approach n Categories

Qualitative (n=32) 9 Authors reflected experience and methods of own research
6 Overviews about methods like literature reviews and
general descriptions

14 | Developmental or adaptations of used research methods
Focus on visual support

Description of Online studies

Description of development of or conducting questionnaire
surveys

AN~

Quantitative (n=4)

As the aim is a short report, a descriptive summary in tabular form was agreed upon as an overview
of the results. A result overview is sorted by the categories of Table 4 and shown in tables 6 -11. More
detailed results will be published elsewhere.

A mandatory notice:
e The aim was to visualize the founded results rapidly. Therefore, the statements are mostly
copied directly from the articles to be rapid, these are mostly direct quotations.
e German Language is translated into English. The original title of publications can be viewed in
the references.
e The results are very heterogeneous, and so is the description of them.
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5. ETHICS AND DISSEMINATION

This work analyses existing research studies, and therefore involves no individuals nor unpublished
secondary data. As such, approval from an ethics committee is not required. Findings of the rapid
review will be disseminated through professional networks, conference presentations and publication
in a scientific journal.

6. STRENGTH AND LIMITATIONS

The implementation was approached pragmatically, which is appropriate for a rapid review (King et
al. 2022). There are several limitations to mention. Overall, the inclusion of articles can be considered
subjective due to that fact that only one author conducted the review. For example, the exceptions
mentioned in Chapter 4.1: The inclusion of contributions despite actual exclusion criteria and rejection
despite inclusion criteria. This seemed to make sense and it can be assumed that the informative
value of the review is not diminished by the exceptions. In this rapid review, only a small selection of
search terms were used, narrowed down to the search in title and/or abstract. An expansion with
terms such as interviews, focus groups, questionnaires, etc., would have resulted in more hits.
However, the search strategy test found that the articles often focus on the apply of usual research
methods for data collection and identify challenges without a specific discussion adapting or
developing research methods in relation to the challenges before data collection. The aim of this
review is to present an overview of specific challenges questioning PWID and to present the current
state of research questioning PWID taken into account the specific challenges. It is highly assumed
that the hits could have been increased, but the benefit of the larger hit selection would not have been
given for this rapid review. We are convinced that the accuracy and scope of the hits are sufficient to
answer the research questions. Moreover, articles may have been overlooked due to the restriction
of the last ten years. This can be seen from the exceptions mentioned in section 4.1. Since the
surveys have only gained momentum in recent years and we want to show the current state of
research, the limitation seems to be appropriate. As an overview characteristics of included articles
are presented in tables. The relevant data were charted that relate to the review questions and the aim
of the review. Nevertheless, a synthesis of results is not given due to time constraints. This should be
undertaken in the course of further work on this topic. In general, the objective of providing a brief
report has been achieved.

7. IMPLICATIONS

The aim of this review is to present an overview of the current discussion of qualitative and
quantitative research methods on existing survey problems in PWID. It can be assumed that
researchers who wish to conduct research on people with intellectual disabilities will find a good
foundation for the current state of research here.
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