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Abstract
Background

Little is known about how patients with End-Stage Kidney Dis-
ease (ESKD) view their life quality, yet this is an outcome of increas-
ing importance. Most research in this area has been conducted with-
in a certain Western countries’ context using measures that have not
been validated within our region context.

Method

Patients were randomly selected from a dialysis unit center in
Oman. The understanding of Quality of Life (QoL) concept was
explored using an individualized QoL instrument (SEIQoL-DW). A
cognitive interviewing method was used to explore patients’ inter-
pretations of the Arabic versions of two standardized measures of
HRQoL, SF36v2 and QoLI-Dialysis, measures’ items, and report any
difficulties they might have in answering these items.

Results

Mean patient age was 53 years and 78% were male. All patients
completed the SEIQoL-DW, (mean time 16.08 minutes). Patients ap-
pear to understand the notion of QoL. Fifty-nine cues were identified
and categorized. The most important/common aspects of life that
determined individual QoL were spiritual life, family, personal health,
social life, and leisure activities. A full (100%) good completion
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response rate was obtained by SF36v2 and QoLlI Dialysis. Patients
were able to comprehend most of the items. Two items in QoLID
measure were identified as sensitive and two items in the SF36v2
also were reported to contain complicated syntax.

Conclusion

SEIQoL-DW was an applicable instrument to explore the mean-
ing of the concept of QoL among this population. Spiritual life aspect
should be incorporated in any assessment of QoL and HRQoL in
this group of patients. Cognitive interviewing was able to helpfully
identify the range and depth of difficulties with items of SF36v2 and
QoL I-Dialysis within this context, yet these measures should be test-
ed on a larger group.

Keywords: Cognitive interviewing; Chronic Kidney Disease (CKD);
End-Stage Kidney Disease (ESKD); Health-related QoL; Hemodial-
ysis; Methodology; Quality of Life (QoL)

Introduction

Worldwide, there is a continuous rise of various Non-Commu-
nicable Disease (NCD) with obesity as the core of this tsunami of
medical problem. Chronic Kidney Disease (CKD) is the resultant of
many of these NCD with progresses ion towards end-stage kidney
disease, which is a major problem to all heath system across the globe
[1-7]. Health-Related Quality of Life (HRQoL) is an essential part
of evaluating dialysis treatment effectiveness and assessing health
outcomes of patients with End-Stage Kidney Disease (ESKD) [8].
Several measures have been developed to assess HRQoL and can be
categorized as generic and condition- or disease-specific measures.
Generic instruments attempt to measure a broad range of domains that
are related to overall quality of life and HRQoL. These instruments
cover a range of areas and can be used across different populations

[9].

Disease-specific are designed to address areas of life that are par-
ticularly pertinent for patients with a specific condition or disease in
a predefined list of items which must be rated in a particular man-
ner [10]. Despite these tools being criticized for having a narrow fo-
cus, they have been credited with being more sensitive to changes
in health status compared to generic instruments [11]. However, the
current methods of measuring HRQoL impose an external value sys-
tem on individuals, rather than allowing them to describe their lives in
terms of those factors which they consider important. Measuring such
personal and complex concepts is, therefore, difficult and may miss
aspects of life that are important to the individual [12]. These aspects
may be captured by an individualized quality of life (QoL) tool.

Individualized measurement tools were developed as an attempt
to explore the aspects of life that the individual perceives to be most
important and to assess the level of functioning or satisfaction within
each aspect [13]. The Schedule for the Evaluation of Individual QoL
Direct Weighting (SEIQoL-DW) is one of the individualized Quali-
ty of Life (QoL) instruments developed by O’Boyle et al. [14]. The
main advantage of such methods of QoL measurement is the ability to
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address an individual’s own concerns about their life rather than im-
pose standard questions which might be less relevant [15].

There are very few studies that have used a combination of ge-
neric HRQoL measures, disease-specific measures and QoL individ-
ualized measures. Most studies assessing the QoL of patients with
ESKD mainly focus on HRQoL. This is perhaps due to the broad
agreement that the concept of positive health is more than the ab-
sence of disease or even disability, but rather is about full function-
ing, efficiency of mind and body and social adjustment [16-19].
HRQoL is, therefore, a concept that includes aspects related to
physical, mental, social and role functioning and can be measured
using distinct components that can be interpreted separately [20].

Even with available studies that assess HRQoL, the majority have
been conducted mainly in a selected country of western cultures.
Limited studies have examined HRQoL aspects in ESKD patients
in an Arab population [21]. The results of these studies showed low
HRQoL among Arab patients with ESKD, but none were conduct-
ed in Oman. This phase of the study therefore considers this gap in
assessing QoL through exploring the understanding of the concept
QoL among our patients using SEIQoL-DW instrument. Besides, a
cognitive interviewing method was used to test the readability and
relevance of items of HRQoL measures among this group of patients.

Cognitive interviewing is qualitative in nature, with participants
asked to explain their interpretations of a measure’s items, elabo-
rate on their responses and report any difficulties they might have in
answering these items [22]. It also helps and guides in modification
and improvement of the measures, but the major advantage is that
the process can be iterative, with further rounds of testing leading
to further improvements [22-24]. Previous studies have presented a
structured model of cognitive interviewing which consists of a se-
quential process of: a) comprehension of the item, b) retrieval from
memory of relevant information, ¢) decision process and d) response
processes [25-28]. The model tests the participants’ comprehension
of terminology used in the measured items, their sensitivity to an-
swering items (e.g. items related to sexual activities, religious items).
The process of cognitive interviewing includes two techniques, think
aloud and verbal probing. Think aloud technique is used to ask partic-
ipants to vocalize their thought processes while responding to ques-
tionnaire items [22-24]. The advantage of this technique is that it does
not require highly trained interviewers, and there is less bias imposed
by the interviewer. However, it might also have the disadvantage of
causing a burden on respondents especially among those whose first
language is not English.

Verbal probing is a way used to ask respondents to provide
additional information related to their answers to questionnaire
items either at the time of responding to the question (concur-
rent probing) or after the completion of the entire questionnaire
(retrospective probing). The advantage of this technique is that it
maintains a focus and control over the interview, whereas the dis-
advantage is the potential for interviewer imposed bias [22-24].
The overall aim of this phase is to answer RQ1— What does QoL/
HRQoL mean to an Omani population using individualized QoL in-
strument, SEIQoL-DW; and cognitive interviewing to explore their
interpretations of the Arabic versions of two standardized measures
of HRQoL, SF36v2 and QoLI-D measures’ items, and report any dif-
ficulties they might have in answering these items.
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Methods
Population and sample size

The study population was a subset of the target population from
whom a randomized sample was taken over the three-week period of
data collection, first three weeks of May 2015, based on study-inclu-
sion criteria. The inclusion criteria were adult patients with ESKD
receiving HD; those aged > 18 years; and those who had been on HD
for at least three months so that they were adjusted to life on dialysis.
Exclusion criteria were: patients who did not being on HD longer than
three months; patients with acute kidney injury/failure; patients aged
under 18;patients diagnosed with dementia or any other condition that
could impair their ability to answer questions; patients who had re-
cently been diagnosed with cancer; and patients who had recovered
their kidney function.

This sample size of this phase was informed by literature that used
the cognitive interviewing method in data collection as well as stud-
ies using individual QoL measures [13,29,30]. Although the sample
size determined at this phase was 12 participants, 16patients were ap-
proached to avoid any inaccuracy of the list as patients sometime quit
dialysis for transplant or personal preferences.

Patients were identified from the Dialysis-Unit Registry which
records registered patients with ESKD. Using the Dialysis-Unit Reg-
istry, eligible patients were approached by the researcher in the al-
located waiting area for their regular HD sessions. An explanation
about the objectives of this phase and a related information sheet were
provided. Patients had 48 hours in which to indicate their interest in
participating in the study to the researcher who was physically avail-
able in the dialysis unit when they came for their next HD session.
For patients who agreed to participate, interview venue and time were
decided based on the participant’s preference.

Ethical consideration

Ethics permission was granted by the Directorate of Research and
Ethical Review and Approve Committee, at the Ministry of Health,
Oman.

Setting

Participants were recruited from the Nizwa Dialysis Unit. This
unit is in central Oman and is one of the country’s largest dialysis
units. There are around83 patients regularly attending out-patients’
HD.

Data collection process

Measures: Three measures were used in this phase: an individual-
ized QoL instrument (SEIQoL-DW), generic health status measure
(Short Form-36v2), and disease specific measure (QoLI-Dialysis).
The details of these measures were published earlier (Al Rajhi et al.).
SEIQoL-DW instrument is an individualized QoL instrument. It was
administered to test the understanding of the concept of QoL by ask-
ing the patients to nominate five areas of life that they value most.
SEIQoL-DW is based on an underlying theory of what makes up QoL
from an individual’s own perspective and on his/her own perception
and understanding of QoL [31]. The main advantage of such meth-
ods of QoL measurement is the ability to address an individual’s own
concerns about their life rather than impose standard questions which
might be less relevant [15,32-34].
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The SF36v2 measures eight health concepts: physical functioning,
social functioning, physical role limitation, emotional role limita-
tions, bodily pain, mental health, vitality and general heath percep-
tions. These concepts can also be presented as two summary scores
representing physical and mental health. The scoring range of the
SF-36v2 is 0-100 for each of the eight domains. Zero indicates poor
health status and 100 indicates very good health status. The response
options for the SF36v2 are rated on a Likert scale.

QoLI-Dialysis was the second HRQoL measure used to explore
patients’ understanding of items related to QoLI-Dialysis. The Qo-
LI-Dialysis is the version that was primarily developed by Ferrans
and Power for use with dialysis patients [35-37]. It consists of 68
items and measures four key aspects: health and functioning, social
and economic, psychological and spiritual, and family. It consists of
two sections assessing participant satisfaction and the relative impor-
tance of each aspect, respectively. Six-point ordinal response scales
range from “very dissatisfied” or “very unimportant” (1), to “very
satisfied” or “very important” (6). Its index scores range from zero to
30, where higher scores indicate a better quality of life [38-40].

Procedure and data analysis

Participants were informed verbally and in writing, using the in-
formation sheet developed specifically for this phase of the study.
For patients unable to read, an information sheet and consent form
were explained verbally to them. The consent form was required to be
signed by participants and, for those who could not write, an available
witness signed instead. The witness was a family member (husband,
wife, sister, brother, or close relative such as a cousin). Their prefer-
ences for time and venue for the cognitive interviewing and for com-
pleting the SEIQoL-DW instrument were considered.

All the interviews were digitally audio taped along with the taking
of abbreviated field notes with the patients’ permission. The record-
ings included the administration process of the SEIQoL-DW and the
interactions between patients and researchers during this process.

Individualized quality of life instrument (SEIQoL-DW): Prior to
administration of the SEIQoL-DW, and for the purpose of efficient
use of SEIQoL-DW, the researcher translated the SEIQoL-DW in-
struction manual into Arabic. This process was merely for the pur-
pose of simplifying the use of the manual for the researchers and to
avoid any lapses that might occur during the reading of instructions
to patients.

Initially, the instruction manual was translated by the researchers
into Arabic and then sent to two separate reviewers. Reviewer one
is a native Arabic speaker who is a doctorate holder and works as
a dean for a nursing institute in Oman. Similarly, Reviewer two is
a native Arabic speaker and a doctorate holder working as an En-
glish-language teacher in a nursing institute in Oman. Both reviewers
reviewed and checked the Arabic translation and commented on it
independently.

The updated translated draft was then piloted with three nursing
students at their clinical placement at Nizwa Hospital. Students were
informed about the aim of this pilot and a consent form was obtained
for them to participate willingly. Each interview was audio recorded.
The time taken to complete SEIQoL-DW was between 13-18 min-
utes. The three participants reported no difficulties in understanding
the instructions on how to complete the SEIQoL-DW tool, nor did
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they report fatigue or boredom. The acceptability of the SEIQoL-DW
was based on time taken to complete the tool, on the understanding of
the method and on the level of fatigue and boredom [41,42].

SEIQoL-DW was then administered to patients in three stages.
Stage one was the determination of cues, aspects of life. Patients
were asked to think of, and nominate, five areas of life (cues) that
determine their own happiness, or QoL, without prompts from the
researcher (the glossary of terms relevant to SEiQoL-DW, as shown
in table 1. The five cues were elicited by means of a semi-structured
interview and are referred to henceforth as “elicited cues”.

c The elicited aspect of life considered most important by each
ue Lo . .
patient in assessing their overall QoL.

Definitions record The form used to record the meaning of the elicited aspect of life

form and to provide definitions by each patient.

The rate or level of each aspect of life for the patient at that
Level record form
moment.

Cue levels record ) .
P The form used to record the levels and importance of elicited cues.
orm

A The rate of importance of each elicited aspect of life for the patient
‘Weight of cue
at that moment.

Disc weighing The pi diagram used to rate the importance of each elicited aspect

of life.

system

Table 1: Glossary of terms relevant to SEiQoL-DW.

In stage two, the patients then ‘levelled’ their functioning status on
each cue against a vertical Visual Analogue Scale (VAS), labelled at
the upper and lower extremes by the terms “As good as could possibly
be” and “As bad as could possibly be” respectively, as shown in figure
1. These ratings were recorded by the researcher as a bar chart, one
bar representing each cue nominated by patients. This produced five
scores, independent continuous measurements, ranging from zero to
100.

Figure 1: Cue levels record form of SEIQoL-DW.

In stage three, for the purpose of weighing the elicited cues, pa-
tients were asked to quantify the importance of each aspect, repre-
sented by five differently colored areas of a disc weighing system
which was produced by the SEIQoL-DW developers specifically for
this purpose. The disc consists of five interlocking laminated circu-
lar discs of different colors on a percentage base and can be rotated
independently, as shown in figure 2. The weight of each aspect was
divided by 100, since the weights, when calculating the SEIQoL-DW
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Index, range from 0.00-1.00, in order that the overall SEIQoL-DW
Index can be calculated by multiplying the level by weight of each
aspect and then adding these products across the five aspects [SEIQoL
Index =}’ (levels x weights)].

Figure 2: Disc weighing system of SEIQoL-DW.

For grouped data presentation, three reviewers (researcher,
reviewers 1 and 2) categorized the elicited aspects of life definitions
using a prompt list summarized from the literature. The researcher,
initially, independently categorized the nominated “cues” and these
were then emailed separately to reviewers. Any discrepancies that oc-
curred were resolved by discussion. This process was entirely anony-
mous. Where participants’ quotes are used to support the results, any
personal details will be anonymous.

The time for each interview, for understanding the method of
SEIQoL-DW and for possible fatigue/boredom that the patient might
experience, and the overall validity of the information obtained (in
light of the reported understanding of method and fatigue/boredom)
were reported using the Interview Record Form (IRF) suggested by
the author of the SEiQoL-DW (Appendix 1).

Health-related QoL measures (SF36v2 and QoLI-Dialysis): The
Arabic version of the SF36v2 and QoLI-Dialysis were administered
using the cognitive interviewing technique to assess whether they
were acceptable and understood by Omani ESKD patients. The as-
sumption is that the respondents interpret the measures’ items in the
same way as do the measures’ developers despite cultural differences
[38,39,43].

The Tourangeau’s model was adopted and employed to test pa-
tients’ understanding of SF36v2 and QoLI-Dialysis by asking them to
complete each measure exactly as normal, but also to read aloud each
question and to “think aloud” their thoughts as they respond to these
items [44]. After each interview, field notes and audio recordings
were reviewed to identify any potential problems with the measures
so that issues were addressed prior to piloting the QoL measure in a
larger sample.

The Question Appraisal System (QAS) coding form of probed in-
terviews was used to record the process. QAS was developed to guide
researchers through a systematic appraisal of questionnaire items and
to help to identify potential problems in the wording or structure of
the items that may lead to difficulties in questionnaire administration
or to other failings [45].
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Data from the cognitive interviewing process were analyzed using
a matrix-based method of data analysis proposed by Knafl et al. [46].
Problems were identified and systematically analyzed to facilitate
decisions concerning the measures’ use or modification. The matrix
illustrates items in a tabular form in which items appear in a row and
participants appear in a column. Possible problems to be identified
with items are entered into the appropriate intersecting cells, pro-
moting systematic analysis and decision-making regarding item revi-
sions.

The matrix display approach was then used to construct item sum-
maries, linked to all the patients, including a coding scheme to reflect
problem types specific to each item that has been tested. The findings
were then aggregated across all participants, producing a summarized,
measure-by-question analysis of the results associated with QoL mea-
sures (SF36, QoLI-Dialysis). Finally, the item summaries examined
across the patients informed the reporting and understanding of the
measures of QoL within the Omani context and were used to make
decisions about retention, amendment or deletion of individual items.

Results
Characteristics of participants

Twelve participants were recruited from the Dialysis Unit. The
mean (SD) of age was 53 (18.9), ranged from 28 to 76 year. Male pa-
tients constituted 75% of the total and 25% were female, while 66.7%
were married, and 33.3% were single. Their education level status
was: 33.3% illiterate, 8.3% low-intermediate level, 8.3% intermediate
level, 25% high-intermediate level and 25% were college graduates.
About one third of the patients were unemployed (33.3%) and house-
wives (16.7%), whereas the remainder were employed. The range of
dialysis hours was 36-48 hrs/month.

The dialysis efficiency, based on the test of Urea Reduction Rate
(URR), was >70 % (n=11) and only one was <70%. Table 2 shows a
summary of the characteristics of the participants.

e

Characteristics Participants (n=12)
Age [mean (range)] Mean SD
47.58 18.90
Frequency Percentage
Gender
Male 9 75%
Female 3 25%
Marital status
Married 8 66.7%
Single 4 33.3%
Employment status
Employed 8 66.7%
Unemployed 4 33.3%
Educational level %
High 3 25%
High-intermediate 3 25%
Intermediate 1 8.3%
Low-intermediate 1 8.3%
Tlliterate 4 33.3%
Table 2: Characteristics of the sample.

Findings of SEIQoL-DW

Completion of the SEIQoL-DW: The Interview Record Form (IRF),
the form used to record information about each participant during the
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interview, was subjectively analyzed for understanding, fatigue and
overall validity. The IRF data, which was completed by the researcher
immediately after interviews, indicated an acceptable time to com-
plete the instrument (mean= 16.08 minutes), while the determined
time to complete SEIQoL-DW is 10-20 minutes [14,29,41,42]. The
least time taken to complete the tool was 12 minutes and the longest
time was 21 minutes. The least time taken was scored by a 28-year-
old male patient with a high education level and the longest by a
54-year-old illiterate female patient, suggesting that education level
might reflect the level of understanding of SEIQoL-DW. Despite the
age variation among the participants, low levels of fatigue were ob-
served.

Three respondents had difficulty with rating negatively worded
aspects in the y axis of “worst possible” and “best possible” related to
the level of these aspects in the IRF. Similar difficulty was observed
when participants were asked to mark the bar chart with a horizontal
line to draw a box from baseline to the mark. This problem, howev-
er, was dealt with immediately by the researcher at the time of chart
completion by reminding the respondent that the task was to rate ‘how
each of these areas are for you now”.

The last challenge was encountered during the SEIQoL-DW ad-
ministration with the interpretation of the “importance” of levels
of areas of life on the five-weighted colored disk (pie chart). Out of
thel2 participants, six interpreted this step as “level of functioning”
on their nominated cues rather than as“ importance” of cues to them.
Here, respondents were reminded that the task was to indicate “how
important each of the five aspects is at present, relative to each other”.

Description of frequency of elicited and prompted cues and cat-
egories: Fifty-nine cues were reported by patients. These cues were
assigned categories by three independent raters (principal researcher,
principal supervisor and second supervisor). Sixty per cent of the cues
were assigned the same category by the three reviewers, 36% had the
agreement of two reviewers and there was no agreement between the
reviewers on 5% of the cues. Appendix 2 summaries cues definitions
and categorization of cues. Of the 12 patients, nine patients (75%)
nominated five cues without prompting, whereas three required
prompting, of which one nominated four cues.

Once reviewers had assigned cues to categories, the percentage of
patients nominating each category at least once is shown in table 3.
The category of religion/spiritual life was mentioned most frequently,
12 times (100%) by 12 patients, whereas the category of family was
nominated by nine patients (75%), six patients nominated personal
health, social life and leisure activities (50%), five patients nominated
work/occupation and role functioning (41.6%), three patients nom-
inated autonomy/independence (25%) and 8.3% nominated each of
these: family health, sexuality, finances, relationships, enjoying life
and quality of care.

The content and variety of categories were as expected from re-
ports in the literature. However, it was unique for this study that re-
ligious and spirituality issues were the most frequent and dominant
among this group of patients. Having obtained the levels and weights
for each of the nominated cues, the SEIQoL-DW index was calcu-
lated to provide an overall score, as shown in appendix3.This is a
continuous measure ranging from 0 to 100. The minimum score was
33.92 and the maximum score was 79.25 (M=55.60, SD=13.59).

Additionally, respondents indicated their current life satisfaction
on a visual analogue scale that ranged from O=worst life imaginable,
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Category Number of Patients Nominating Categories (%)
Religion/spiritual life 12 (100)
Family 9(75)
Personal health 6 (50)
Social life 6 (50)
Leisure activities 6 (50)
Work/occupation 5(41.6)
Role functioning 5(41.6)
Autonomy/independence 3(25)
Family health 1(8.3)
Sexuality 1(8.3)
Finances 1(8.3)
Relationships 1(8.3)
Enjoying life 1(8.3)
Quality of care 1(8.3)
Table 3: Number of patients nominating category and their percentages.

J

to 100=best life imaginable, as shown in table 4. The minimum
score was 28 whereas the maximum was 95 (M=66.67, SD=20.61).
In an attempt to examine if there is a possible correlation between
the SEIQoL-DW index overall score and the visual analogue scale, a
Pearson’s (r) test was conducted. The result showed that there was no
correlation between the variables [r=0.117, n=12, p=0.358].

Example of cues, levels, direct weightings and overall score of
SEIQoL-DW: This section provides an example of SEIQoL-DW
result-nominated cues, levels and direct weights-of two patients, as
shown in figures 3 and 4. The description of illustrated cues was re-
corded on the Cue definitions record form by the researcher at the
time of interview. The descriptions of these cues reflect exclusively
the patients’ explanations and not the researcher’s interpretation.

Patient One: A 58 years old married man with a low education level
and worked in the private sector with a low income. He was able to
nominate all the cues without prompting. The time taken for him to
complete the SEIQoL-DW was 15 minutes. Table 5 shows the exam-
ple of patient one description of cue, cue label and related category.

Patient two: A 53 years old married man. He had a high education
level and worked for the government with a long-term contract and
a good income level. He was able to nominate the five cues without
prompting in a time of 15 minutes. Example of the description of cue,
cue label and related category for the patient is shown in table 6.

Findings of cognitive interviewing of the SF36 and QoLI-dialy-
sis SF36v2: The aim for administering SF36v2 using the cognitive
interviewing technique was to test the ability of the Omani patients
to comprehend and respond to this measure. It was anticipated that,
if patients were able to comprehend and respond to the items of the
SF36v2, then this would indicate that it is a readable and acceptable
HRQoL measure.

All the patients (n=12) completed SF36v2. However, regarding
their response to SF36v2 items, six patients reported some difficulty
and a lack of clarity with two items (Item-4b and Item-5b). Patients
reported that these items were complex and contained complicated
syntax, as shown in table 7. For the remaining items, patients were
able to supply their answers without any difficulties. A summary of
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Participants
Instrument
01 02 03 04 05 06 07 08 09 10 11 12
SEIQoL-DW
44.5 52.5 78.4 79.2 57.9 63.3 42.5 54.5 58.5 56.4 33.9 45.4
overall score
SEIQoL-DW
linear analogue 28 84 31 85 76 77 53 95 70 74 63 64
score
Table 4: Scores of SEIQoL-DW overall score and SEIQoL-DW linear analogue score.

interviewer repeated the question to the respondent, he was then able
to comprehend it. Thus, the item appeared to have no problem and
was clear to all patients. Similarly, item 5.b asked respondents if they
had “Accomplished less than they would like” in the past four weeks
in relation to problems with their work or other regular daily activi-
ties as a result of their emotional problems (e.g. feeling depressed or
anxious). Half of the respondents (50%) expressed issues related to
the clarity of the question, such as awkward or complicated syntax.

QoLI-dialysis: QoLI-Dialysis was also administered to patients for
the purpose of assessing their ability to understand and read this mea-
sure. A summary of the identified problems across all participants re-
lated to QoLI-Dialysis items is presented in Appendix5. Patients, in
general, appeared motivated to complete the QoLI-Dialysis. Of the 64
items of QoLI-Dialysis, three items were left without answer by three
patients (one male, two female). These items were numbers eight and
27 from the* satisfaction” part and item 12 from both the “satisfac-
tion” and “importance” parts.

Figure 3: Level and direct weights of nominated cues (Patient One).

When patients were probed regarding their hesitation in answering
these items, issues of clarity with item 8 and item 27 and of sensitivity
with item 12 were reported. The issues related to clarity were on items
that asked patients to indicate their satisfaction on “chances to live
the period they wish for’” and chances to “have a happy future”. For
example, participant M said: “I don’t know how I will be tomorrow!
So how can I know how I am going to be after one or two years? This
disease cannot be predictable in future.” The item that was reported to
be “sensitive” asked participants to indicate the level of satisfaction
and importance of their “sexual life” , as shown in table 8.

Figure 4: Level and direct weights of nominated cues (Patient Two). . To exam}qe .further j[he fur'lctlon ofltems that have ISSF‘GS Wlth clar-
L J ity and sensitivity and its variance with the total QoLI-Dialysis score,

Cue label Description of cue Categorised in

Cue 1: Family

"'... mixing with people and sitting with them. Sitting with friends, hanging out with them".

Social life

Cue 2: Body image

""... physical activity, ability to go... shopping and get groceries. Ability to climb up the stirs".

Role functioning

Cue 3: Mobility

"... transportation. Able to drive to places of interest is highly important to me. Also, ability to bank

up the money required to this".

Autonomy/Independence

Cue 4: Self-development

"I am youth and my future is not clear; the job as well! I don't know if I will find a job that suits my
health condition and how my future will be?"

Role functioning

Cue 5: Religion

"... going to mosque and praying to Allah 'Gob', fasting and being able to fast is highly important to

me".

Religion/spiritual life

Table 5: Example of description of cue, cue label and related category (Patient One).

the identified problems across all participants related to SF36 items is
presented in Appendix 4.

Item 4b asked respondents if they had “Accomplished less than
they would like” in the past four weeks in relation to problems with
their work or other regular daily activities as a result of their physical
health. Only one patient expressed a lack of language clarity relat-
ed to this item. He stated that it was “unclear”. However, when the
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Cronbach’s alpha test was performed. Results showed that QoLI-Di-
alysis had good level of reliabilities, Cronbach’s 0=0.870. However,
if item 8 is deleted, Cronbach’s a willlower to 0.859. Similarly, for
item 12, if deleted, o will lower to 0.867, whereas for item 27, Cron-
bach’s o remains at a similar level=0.870. Hence, it was decided to
retain these items for use in phase two of this study. These findings
suggest that these patients with ESKD understand the notion of QoL
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Cue label

Description of cue

Categorised in

Cue 1: Family

"... my presence at home is very important to care for my wife and children. They are taking most of
my life".

Family

Cue 2: Mobility

"... going out from home and coming for dialysis; also getting groceries to home is important. These
are all my responsibilities".

Autonomy/Independence

Cue 3: Sexual relationship

"... it is important to me to care for my wife. Sexual life, for instance, I consider it as an important
aspect in my life".

Sexuality

Cue 4: Health

""... diseases; allergies from medications and secondary diseases. Basically, my health".

Personal life

Cue 5: Worship

""... being on time for prayers, going to mosque; as well as going to Hajj, are important to me".

Religion/spiritual life

Table 6: Example of description of cue, cue label and related category (Patient One).

Items Question Summary of Problems Identified Across Participants
4. During the past 4 weeks, how much of the time have you had any of the following problems . . . .
N X L ) Clarity: Identify problems related to communicating the intent
Item 4b with your work or other regular daily activities as a result of your physical health. . .
X " or meaning of the question to the respondent.
b. Accomplished less than you would have like.
5. During the past 4 weeks, how much of the time have you had any of the following problems
Ttem Sb with your work or other regular daily activities as a result of any emotional problems (such as Clarity: Identify problems related to communicating the intent
em
feeling depressed or anxious)? or meaning of the question to the respondent.
b. Accomplished less than you would have like.
Table 7: Items 4b and 5b and identified problems related to SF36v2.
Items QOLI-Dialysis Items Summary of Problems Identified Across Participants
Part 1 (satisfaction)
X R L. B Clarity: Identify problems related to communicating the intent or meaning of the
Item 8 How satisfied are you with: Your chances of living as long as you would like? X
question to the respondent.
. 5 N Sensitive content (general): The question asks about a topic that is embarrassing,
Item 12 How satisfied are you with: Your sex life? K
or very private.
A X Clarity: Identify problems related to communicating the intent or meaning of the
Item 27 How satisfied are you with: Your chances for a happy future? X
question to the respondent.
Part 1 (importance)
. . ) Sensitive content (general): The question asks about a topic that is embarrassing,
Item 12 How important to you is: Your sex life? .
or very private.

Table 8: Identified problems related to QoLI-Dialysis questionnaires.

as evidenced by their ability to nominate five main aspects of life that
they value most and to comprehend the measures of QoL.

Discussion

In the present study, patients with ESKD appear to understand
the concept of QoL. This understanding was clear from the result
of SEIQoL-DW in which patients nominated* religion/spirituality”,
family”, “personal health”, “social life”, and “leisure activities” as the
top five aspects of life that determined their QoL. Interestingly, this
result is in keeping with findings in the literature that were conduct-
ed within Western context using SEIQoL-DW instrument, except for

the* religion/spirituality” aspect.

In a study conducted in Western Pennsylvania, USA, patients with
ESKD nominated family, health, work, financial, and leisure as as-
pects of life they valued most [21]. Another study conducted in the
UK among patients with chronic diseases found that family, health,
leisure, home, money were the aspects of life that made up patients’
QoL [47]. These comparable findings may suggest that patients with
ESKD view the aspects of personal health, socioeconomic, and lei-
sure activities as important determinant of QoL.

Religion and spirituality seem to be an important aspect of life
for some western patients and most of the patients in the middle

east region. Middle east patients consider religion as the essen-
tial reference in dealing with everyday life. It can be said that re-
ligion can shape the way these view different aspects of life, in-
cluding perceptions of health and illness. Muslim patients usually
understand that illness, suffering and dying are part of their life and
a test from Allah, “God”. Their perception is that no one can con-
trol how long they are going to live. Thus, their perceptions about
QoL may be associated with their religion and spiritual lives.
This perception may be also associated with the aspect of “personal
health” as the Islamic religion encourages individuals to live health-
ily, care for their families and support each other and such support
might extend even to financial support. Such insight is instructed by
the Holy book of Muslims (Qur’an): “O mankind we have created
you male and female and have made you into nations and tribes so
that you may know each other. Lo! The noblest of you in the sight
of Allah is the one with piety or the one who is pious” (Al-Hujurat
49:13). However, the degree of religiosity in dialysis patients can be
affected by the symptoms of ESKD and related treatment require-
ments.

The health system in Oman is very good and is highly evaluated
by the World Health Organization and all aspect of medical care is
provided for free to all the residents [5,6]. The hemodialysis is sched-
uled thrice weekly at the closet center to the patient’s home location.
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Yet, the need to attend dialysis sessions for an average of 12-15 hours
per week could interrupt their worship schedules. Similarly, their abil-
ity to fast during the holy month of Ramadan (the fasting month in Is-
lam) could be interrupted due to the dialysis sessions, medication and
dietary requirements. All these factors may have an impact on their
level of functional status and satisfaction with their religious practice
and consequently on their level of overall QoL.

Patients of middle east live in large families and are considered an
introverted type of community. Family, therefore, is vital from their
cultural perspective. “The family is the nucleus of the society; when-
ever the nucleus is healthy and strong, so will be the whole structure”
[48].

The main aim of marriage within middle east society is to establish
a family and to have children. This creates an equally important role
for both wife and husband in forming the family, although the wife
will have a different role. Thus, it is not surprising that patients rank*
family” as one of the most important aspects of life which contributes
towards their QoL. When sickness occurs, patients first get support
from their families and it is the family who usually takes the sick per-
son to hospital. They even work closely with healthcare providers to
ensure that their family member gets the best care and the necessary
psychological support. With such family support, it can be expected
that HD patients consider “family” a high priority when assessing
their QoL level.

Social life may be one of the most important aspects that deter-
mine QoL for Omani patients. In Oman, gender is likely to have an in-
fluence on a patient’s QoL, as men and women have different roles to
play. Women, for instance, are not encouraged/expected to live alone
and men should always be around to assist and give a hand in normal
life activities. It is also highly recommended that women do not meet
with a non-relative man due to cultural and religious reasons. The so-
cial position of women might affect their QoL as this could influence
their feeling of self-value. In contrast to women’s social position, the
male gender role might also influence men’s QoL as there are few-
er restrictions on them socially. However, male patients with ESKD
and on HD could be burdened by poor financial status if they are
unemployed or if their job is affected by their health condition. Such
changes in their normal life activities could affect their functional role
and subsequently lower their level of QoL.

Patients with ESKD experience a number of disease- and treat-
ment-related factors that restrict their lifestyle and undermine QoL. In
contrast to transplant patients who perceive their condition to be less
chronic [49,50], HD patients reported an uncertain future and limited
personal freedom and control [51,52]. Loss of freedom might also
cause wider implications in altering marital, family and social rela-
tionships [53,54]. Such instability in feelings caused by physical and
psychological alterations in ESKD patients may lead to reluctance in
predicting the level of their satisfaction with their future. This gets
worse when patients attempt to have balance in their lives when trying
to maintain their roles of function, worship practice and care of their
family.

Patients were able to understand the SF36v2 measures and com-
prehend most of its items, but with less clarity on items 4b and 5b.
Both questions asked patients if they had “Accomplished less than
they would like” in the past four weeks in relation to problems with
their work or other regular daily activities because of their physical
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and mental health. Although the question statement of both items
(Items 4b and 5b) was similar in the English version, the translat-
ed question statement to Arabic was slightly different. The item 4b
can be understood, in Arabic, as “Accomplished less than you want”,
whereas item 5b translated as“ Accomplished less than you wish”.
This convergence in the meaning of both items has perhaps led to
issues of clarity. To the researcher’s knowledge, no studies have been
conducted within Oman that tested the validity of SF36v2.

There were published studies that translated and validated SF36
into Arabic language such as in Tunisian and Saudi populations [55-
59]. Both reported acceptable reliability and equivalence of both ver-
sions. It should be noted, however, that the Arabic language contains
many dialects which significantly differ across Arabic countries. In
North Africa, for instance, spoken Arabic may be incomprehensible
to an Arabic speaker from the Levant or the Arab Gulf. Hence, exist-
ing variations in dialects of the Arabic language maybe a factor that
affects the clarity of items 4b and 5b. Administering the SF36v2 to a
larger group of from various countries including Omani patients may
further explore the clarity issue.

The QoLI-Dialysis was also an acceptable measure to our patients.
Two items, however, were possibly sensitive. These questions asked
about sex lives and partnerships. This conclusion was reached when
patients refrained from answering three items specifically related to
this area of life. Sensitive items might lower the percentage of respon-
dents who respond to the item truth fully. That is, this aspect affects
questionnaires or survey outcomes in relation to: (a) overall response
rates, (b) participants declining to respond to that particular sensitive
item, and (c) also the accuracy of the respondent’s answer [44,60].

From a religious perspective, such as in middle east region, single
men and women are forbidden to have any kind of sexual relationship
before marriage. Even after marriage, this topic is considered a family
secret and it is a taboo to share sexual-activity information outside
the confines of the couple. The majority of patients may feel offend-
ed if they have been asked to share information about their sexual
life, whether they are married or not. This perception is manifested in
cognitive interviewing when the female participants are reluctant to
answer orally to a male interviewer regarding items related to sexual
life. A question can be raised here as to whether such reluctance might
have been erased by self-reporting as opposed to an interview.

Different modes of administering QoL measures might affect
data quality. Chang& Krosnick [61], in their comparison study be-
tween oral interviewing and self-administered measures, reported that
self-administration can increase a respondent’s willingness to dis-
close sensitive information, compared with face to-face or telephone
interviews. Greater anonymity offered in surveys has been reported
to lead to high item response and more accurate reporting on sensi-
tive topics such as behavior and relationships. These results, however,
contradicted an earlier result, reported by researchers, which showed
that item response in face-to-face interviews was higher [62,63]. The
explanation for this was that interviewers motivate people to respond
and interviewers have greater control over the situation, for instance,
by ensuring that questions are answered and not missed. Such vari-
ance in this set of evidence suggests that certain features, and the
choice, of the questionnaire-administration format depends on char-
acteristics of the participants and on the study site.

From a cultural perspective, within a Western context, self-ad-
ministration seems to improve the quality of reports about sexual

Volume 6 e Issue 4 « 100041


https://doi.org/10.24966/NRT-7313/100041

Citation: Al-Rajhi W, Al Salmi I (2020) Quality of Life and Health-Related Quality of Life Among End-Stage Kidney Disease Patients: Testing the Concepts and

Assessing the Measures. ] Nephrol Renal Ther 6: 041.

e Page 9 of 23 «

behavior in surveys. Bowlingetal found that self-administration elim-
inated the gap between the results of men and women, decreasing the
average number of sexual partners reported by men and increasing the
average number reported by women [39,64]. Likewise, self-adminis-
tration increases the reporting of socially undesirable behavior, such
as illegal attitudes or sexual information, usually under-reported in
surveys [65]. This, however, might not be the case in Arabic culture
where sensitive items be socially unacceptable or socially undesir-
able. It is believed that, if confidentiality can be ensured when ad-
ministering the questionnaires in the pilot study, the response rate to
sensitive items might be improved. Also, it would be useful to explore
the effects of different administration formats of QoL and HRQoL
questionnaires on a large sample of patients with ESKD in our region.

There are a number of limitations that can be highlighted in this
phase. First, the sample size was relatively small, n=12, which might
affect the reliability of the results. Second, for patients waiting to
commence their dialysis session, particularly those who are older,
participating in such a study could be overwhelming. It was also ob-
served that using “think aloud” technique could create a false milieu
when the researcher was present in the room with participants; and
also, that the patients have to talk aloud, which they may not normal-
ly do. However, overall, the approach used to answer the RQ1 was
shown to be applicable and useful.

The cognitive interview method revealed how patients understand
the questions of the HRQoL measures. Likewise, SEIQoL-DW ap-
peared to be relevant in exploring the meaning of QoL among this
group of patients. In fact, the nominated aspects of life by patients
were alike in the domains of the SF36v2 and QoLI-D measures, e.g.
psychological and social aspects which may be indicating that the
SEIQoL DW is measuring QoL on a subjective level. This result may
represent a small step towards validating the SEIQoL-DW in patients
with ESKD.

Conclusion

Two methods, the individual QoL instrument and cognitive in-
terviewing, were used to explore the understanding of the concept
of QoL in the population and to address the potential drawbacks of
HRQoL instruments that might limit the factors that comprise partici-
pants’ QoL. The nominated aspects of life- Religion and Spiritual Life,
Family, Personal Health, Social Life, and Leisure Activities- contrib-
ute significantly to the level of QoL in our ESKD patients. Within this
group of patients, QoL is a cultural construct that is impacted by so-
cial and life events. Findings also show that QoL is an individualized
perception and the individual experience is shaped and influenced by
the society’s values and culture. Hence, it is recommended that the
level of the effect of these aspects on QoL and HRQoL in this group
of patients should be measured. Thus, incorporating and considering
these aspects in assessing QoL and HRQoL in phases two and three of
this project is recommended in order to enrich its outcomes including
a separate measure that assesses spirituality domain.

Results suggest that the patients understand the notion of QoL and
this is clearly manifested by their ability to nominate the aspects of
life that they consider most important. The SEIQoL-DW revealed a
reasonable lay definition of QoL in patients with ESKD within this
population. Nominated aspects of life by ESKD patients could be a
reliable guide to most important priorities for medical interventions
by nephrologist, nephrology nurses, as well as policy makers within
the healthcare system.
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The association between spirituality domain and health related
QoL should be considered in the main study. The degree of religi-
osity in dialysis patients can be affected by the symptoms of ESKD
and related treatment requirements. This can be manifested by the
frequent attendance at HD treatment (12 to 15 hours per week) which
can interrupt their religious rituals such worship and fasting. These
are some possible factors that may have an impact on their satisfac-
tion and level of physical and role functioning status.

The influence of religion and spirituality manifested clearly
through the cognitive interviewing method. Although it revealed that
our patients comprehended the QoL and HRQoL questionnaires (Ara-
bic versions), with a very good response rate to both measures (SF36
and QoLI-Dialysis), they were sensitive to items related to sexual life
and partnerships. The low level of response to sensitive items may be
attributed to the method of face-to-face interviewing. Cultural and re-
ligious factors in Oman, and the region of middle east at large, could
influence patients’ responses to such questions as it is considered
taboo to discuss sensitive subjects, such as sexual life, with anyone
other than partners. One possible way to overcome this issue is to
administer the measures in a larger sample size and to use a different
method of administration, such as self-completion.
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Appendix 1: SEIQoL-DW interview record form (IRF).

Appendix 2: Summary of cues definitions and categorization of cues.
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Appendix 3: Cues, the levels and weights reported per participants.
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Appendix 4: Findings of the Cognitive interviewing of SF-36 across participants.
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Appendix 5: Findings of the Cognitive interviewing of QOLI-D.
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