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Purpose: The aim of this study was to better understand the physical and emotional impacts
of rheumatoid arthritis (RA) on the lives of patients in Saudi Arabia, and to determine
whether there are any discrepancies between how healthcare providers (HCPs) perceive the
feelings of patients with RA and how patients actually feel.

Patients and Methods: An online survey of adults with RA and HCPs was conducted in
Saudi Arabia between January and June 2018. The survey used closed-ended questions with
nominal and interval scales to cover relationships with others, ability to work and career
progression, ability to perform normal activities, and aspirations for the future.

Results: In total, 85 patients and 24 HCPs were surveyed. Patients were more likely than
HCPs to feel that the people around them understood the emotional and physical impacts of
RA (emotional impact understood: 67% of patients vs 42% of HCPs; physical impact
understood: 61% vs 38%, respectively). Additionally, a larger proportion of younger (aged
<40 years) than older patients (aged 40-59 and >60 years) felt that these impacts were not
understood by others. For patients, the greatest barrier to working was difficulty using hands
(52% vs 41% of HCPs), whereas HCPs considered pain the greatest barrier (50% vs 38% of
patients). Both patients (59%) and HCPs (81%) considered pain to be a common barrier to
undertaking everyday activities. Regarding future aspirations, 40% of patients wished to
accept their RA despite the barriers it caused.

Conclusion: Discrepancies between how HCPs perceived the feelings of patients with RA
and how patients actually felt suggest that HCP—patient communication could be improved.
This is the first study of its kind in Saudi Arabia and should help increase awareness of the
difficulties and concerns of patients with RA in the Arabic world.
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Introduction

Rheumatoid arthritis (RA) is estimated to affect between 0.3% and 1% of the global
population.! Prevalence usually increases with age, and the disease is more com-
mon in women and developed countries.'? Information regarding the prevalence of
RA in Saudi Arabia is limited. In a study of 5891 subjects in the Qassim region of
the country in 1998, the prevalence of RA was 2.2 per 1000 people and, as in other
countries, the disease was more common in women and with older age.3 However,
as no recent or nationwide RA prevalence studies in Saudi Arabia have been
published, the current prevalence of RA in the country is unknown. Globally, the
age-standardized prevalence and incidence rates of RA are increasing each year.”
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RA is a disabling disease that has both physical and
psychological impacts on patients, leading to reduced
health-related quality of life and a negative effect on the
course of the disease.”® Despite this impact on the quality
of life, a survey of rheumatologists in Saudi Arabia found
that only 41% of respondents used tools to measure patient
physical function and quality of life in daily clinical
practice.”

Recent studies have highlighted the importance of
understanding how the burden of disease affects each
individual patient.® Patient-reported outcomes (PROs) are
important tools for healthcare providers (HCPs) as they aid
in assessing a patient’s response to treatment™ and pro-
vide a more patient-centered approach to treatment.'® The
importance of understanding patients’ perceptions was
highlighted in a recent real-world study that found that
three-quarters of patients with RA were unhappy with their
treatment despite the majority having received biologic
disease-modifying antirheumatic drugs.'' It is also impor-
tant to obtain the views of both patients with RA and
HCPs, as previous observations have shown that there
can be discordance between rheumatologists and patients
on disease severity and how to manage it.'>"?

The majority of studies assessing PROs in patients with
RA have been carried out in Western populations, and no
published studies have yet explored the burden of RA in
patients from Saudi Arabia. Therefore, we conducted
a survey of patients with RA and HCPs in Saudi Arabia
to better understand how the disease affects the lives of
patients in this country from the perception of both
patients and HCPs.

Patients and Methods
Survey Development and Survey

Population
An online survey of adult patients (aged >18 years) with
a diagnosis of RA and rheumatologists or HCPs involved
in managing patients with the disease was conducted in
Saudi Arabia between January 24 and June 4, 2018. The
survey was developed by Weber Shandwick, a global pub-
lic relations company, and Eli Lilly and Company with
guidance from KRC Research, a global public opinion
research consultancy commissioned by Eli Lilly and
Company. The survey was carried out by KRC Research.
The survey design was informed by an exploratory
survey among patients prior to the full survey. The full
survey used closed-ended questions with nominal and

interval scales comparable to those in a similar survey
conducted among patients with RA and HCPs in selected
European countries and Canada'® in 2017 as a part of Eli
Lilly and Company’s RA Matters campaign. The current
survey sample was procured through several channels,
including social media, RA support groups, and the RA
Matters website (https://www.ramatters.eu/). Patients were

invited to participate through an RA support group, the
Charitable Association of Rheumatic Diseases, and HCPs
were contacted directly by KRC Research.

Respondents were screened prior to the full survey
using a screener questionnaire, and only adults diagnosed
with RA by a rheumatologist or HCP with experience in
the management of RA were included in the study.
Demographic information was also collected in the screen-
ing questionnaire. Patients and HCPs were not required to
be directly paired. Patients and HCPs were provided with
nearly identical surveys, except that HCPs were asked how
they believed their patients were affected by RA. Both
English and Arabic versions of questionnaires were
available.

The study was conducted according to the Declaration
of Helsinki as revised in Brazil in 2013 and was approved
by the Institutional Review Board at King Saud University
(Research Project no. E-20-5013). All subjects signed an
electronic consent form prior to study participation.

Survey Details

The survey contained 41 questions and took respondents
an average of 11 minutes to complete. It explored four
aspects of patients’ lives: (i) relationships with others, (ii)
ability to work and career progression, (iii) ability to per-
form normal activities, and (iv) aspirations for the future.
We also examined the differences between patient and
HCP perceptions of how RA affects patients and the
relationship between social support structures for patients
and their outlook on living with RA.

The impact of RA on patients’ relationships with others
included aspects such as effect on personal relationships
(children,
family), ability to interact with their children, trust in

colleagues, friends, spouse/partner, other
others, ability to relate to others, quality of time spent
with their children, inclusion in family or social events,
and intimacy with a partner. Patients’ career progression
and level of support in the workplace were explored by
questions about the flexibility of and physical and emo-
tional support from work colleagues. The questionnaire

also examined the obstacles and difficulties patients
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experienced in the workplace, including difficulty using
hands, pain, fatigue, stress, reliance on others, fluctuation
and unpredictability of disease, and ability to get to and
from work.

The effects of RA on, and barriers to undertaking,
normal activities were examined using questions about
difficulties in exercising, carrying out housework, socializ-
ing, washing/personal grooming, and sex and intimacy.
The impact of RA on patients’ perspectives for the future
was examined with regards to how people around them
viewed their disease and which activities were more
important for patients, including going out with friends,
everyday activities in the home, taking a holiday, exercis-
ing, and having an intimate relationship.

Analyses

Not all patients and HCPs answered all of the questions.
Categorical data were therefore presented as percentages
of participants, calculated using the number of observa-
tions with non-missing values as the denominator (unless
noted otherwise). All analyses were descriptive; no formal
statistical comparisons were performed. The study is
reported according to Strengthening the Reporting of
Observational studies in Epidemiology (STROBE) recom-
mendations for the reporting of observational studies.'”

Results

Respondent Demographics

A total of 85 patients and 24 HCPs participated in the
survey. Of the 85 patients, 51 were female (60%), and the
mean patient age (+ standard deviation) was 46.0 + 10.0
years; 68 patients (80%) were aged >40 years. The mean
time since diagnosis of RA was 7.7 + 7.5 years, and the
time since diagnosis was <5 years for 42 patients (49%).
For HCPs, the sex ratio was 50:50 female to male, and the
mean age was 45.6 + 10.0 years (Table 1).

Effect of RA on Relationships

Of participating patients, 57 (67%) felt that the people
around them understood the emotional impact of RA,
compared with 10 HCPs (42%) (Figure 1A). For patients
aged <40 years, 41% considered the emotional impact of
RA on their lives to be understood, compared with 71% of
those aged 40-59 years and 100% of those aged >60 years
(Figure 1B). In total, 52 patients (61%) and 9 HCPs (38%)
felt the people around them understood the physical
impact of RA (Figure 1A). As with emotional impact,

Table | Demographic Characteristics of Survey Participants

Characteristics Patients HCPs
(N=85) (N=24)*

Age (mean, years) 46.0 £ 10.0 | 45.6 £ 10.0
Age group, years

<40 20 21

40-59 74 79

260 6 0
Sex

Male 40 50

Female 60 50

Time since diagnosis, years

Mean + SD 77 %75 N/A
<5 49 N/A
5-15 34 N/A
2|5 16 N/A

Has children
Yes 72 N/A
No 28 N/A

Employment status

Full time 29 N/A
Part time 4 N/A
Volunteer 4 N/A
Homemaker 41 N/A
Student 2 N/A
Unemployed 8 N/A
Retired 12 N/A

Support groups and organizations
Associated with an advocacy or support 16 N/A
group for people living with RA (eg CARDS)
Member of online communities or 16 N/A

forums for people living with RA (eg

CARDS)
Both of the above 8 N/A
Neither of the above 59 N/A

Notes: Results are presented as mean * SD or % of participants unless otherwise
indicated. *HCPs were only asked the most basic demographic questions.
Abbreviations: CARDS, Charitable Association for Rheumatic Diseases; N/A, not
applicable; RA, rheumatoid arthritis; SD, standard deviation.

younger patients were more likely than older patients to
perceive that the physical impact of RA was not under-
stood by others (Figure 1B).

There were no clear trends towards a perceived positive
or negative impact of RA on personal relationships, includ-
ing the ability to interact with their children, trust in others,
ability to relate to others, and quality of time spent with
others. However, responses from HCPs and patients differed
regarding the effect of RA on inclusion in family or social
events and intimacy with a partner: a majority of HCPs (12/
22 [55%] and 9/22 [41%], respectively) felt that RA had
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Percentage of participants

Understood

m Patients (N=85)

mHCPs (N=24)

Emotional impact

100%

Percentage of participants

<40 40-59 =260

Understood Not understood

Not understood

<40 40-59 =260

Physical impact

Understood Not understood

Physical impact

<40 40-59 =260 <40 40-59 =260

Understood Not understood

Age in years

Figure | Perceived understanding of the impact of rheumatoid arthritis (RA) by others according to (A) patients and healthcare providers (HCPs) and (B) patient age group
based on answers to the following survey questions: (Q14) How well do you think people in your life understand the emotional impact that RA has on your life? (Q27) How
well do you think people understand the emotional impact that RA has on patients’ lives? (Q15) How well do you think people in your life understand the physical impact
that RA has on your life? (Q28) How well do you think people understand the physical impact that RA has on patients’ lives?.

a positive effect (as opposed to a neutral or negative effect)
on these aspects, whereas lower proportions of patients
considered this to be the case (31/83 [37%] and 29/84
[35%], respectively) (Supplementary Figure 1).

Effect of RA on Work

In total, 36 (42%) patients reported that they did not
work, and two patients (2%) reported that their RA had
forced them to take long-term leave or to retire (Figure
2). RA was perceived to have led to a slowing of career
progression by 22 patients (26%), equivalent to 45%
(22/49) of all working patients.
patients felt they were getting adequate physical and

The majority of

emotional support in the workplace (24/32 [75%] and
22/32 [69%] patients, respectively), whereas physicians
were more neutral regarding adequate physical and

emotional support in the workplace (9/20 [45%] and
8/20 [40%] HCPs, respectively) (Supplementary
Figure 2).

In total, 43 of 82 patients (52%) described difficulty in
using their hands as the greatest barrier to work, followed
by emotional stress (39 [48%]), pain (31 [38%]), and
fatigue (31 [38%]). Conversely, HCPs felt pain was the
greatest obstacle to work (11/22 [50%]), followed by emo-
tional stress (10/22 [45%]), fluctuation of the disease (10/
22 [45%]), difficulty using hands (9/22 [41%]), and ability
to get to and from work (9/22 [41%]) (Supplementary
Figure 3). Difficulty using hands was the greatest obstacle
to working among females (67%) but not among males
(30%); for males, the most frequently reported obstacle to
working was emotional stress (70 vs 33% for females)
(Supplementary Figure 4).
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My career progression seems to have slowed down

| have continued to progress at the same level

My career progression seems to have increased

I have always had RA when working

My RA has forced me to go on long-term leave/retire

N/A, | do not work

42%

10 15 20 25 30 35 40 45 50

Percentage of patients (N=85)

Figure 2 Perceived effect of rheumatoid arthritis (RA) on work according to patients based on their answer to question 16 of the survey: In what way has your career

progression changed since being diagnosed with RA? N/A, not applicable.

Effect of RA on Everyday Activities
Pain was considered one of the most common barriers to
undertaking everyday activities, by 50/85 patients (59%)
and 17/21 HCPs (81%). Fatigue and aching/stiff joints
were also commonly perceived as a barrier. Difficulty
using hands was considered almost equally important by
patients and HCPs, whereas emotional stress related to RA
and lack of self-confidence were more commonly reported
as a barrier by patients (Figure 3).

The most common everyday activities cited as difficult
to perform were exercise (35/83 patients [42%]; 6/21
HCPs [29%]) and housework (19/83 [23%]; 13/22
[59%], respectively). The impact of RA was perceived as
greater by HCPs than patients on sex and intimacy (8/20
[40%] vs 10/81 [12%], respectively) and washing/personal
grooming (8/21 [38%] vs 8/82 [10%], respectively)

Pain

Fatigue

Aching/stiff joints

Difficulty using hands

Emotional stress related to RA
Lack of understanding from others
Unpredictability of how they feel
Lack of self confidence

Lack of independence

(Supplementary Figure 5). Patients most commonly
reported feeling anxious (50/85 [59%]) or frustrated (27/
85 [32%]) about being unable to accomplish tasks because
of RA, whereas HCPs cited anxiety (9/22 [41%]), isolation
(9/22 [41%]), and frustration (8/22 [36%]) as being the
most likely feelings.

Effect of RA on Aspirations

When asked how they would like to feel about RA in the
future, 34 of 85 patients (40%) responded that they would
like to accept their RA despite the barriers it caused,
whereas 17 (20%) felt that RA was part of who they
were, and 17 (20%) hoped to live their lives in the same
way as those without RA. A further 14 patients (16%)
recognized that RA hindered their lives but accepted it,
and only 3 (4%) could not accept having the disease.

81%

u Patients (N=85) ®HCPs (N=21)

30

40 50 60 70 80 9 100

Percentage of participants

Figure 3 Barriers to undertaking everyday activities from the perspective of patients with rheumatoid arthritis (RA) and healthcare providers (HCPs) based on answers to
the following questions: (Q20) Which aspects of your RA create the biggest barriers to your undertaking these activities? (Q33) Which aspects of living with RA create the

biggest barriers to undertaking these activities for your patients?.
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People in my life better understand the emotional impact that RA

has on my life

People in my life better understand | am trying my hardest to
manage my RA

People in my life better understand the physical impact that RA

has on my life

People in my life better understand that RA does not define me

People in my life better understand what | have to do each day

to manage my RA

My doctor will take more interest in what matters to me with my

treatment

m Patients (N=83) mHCPs (N=23)

61%

57%

20 40 60 80 100

Percentage of participants

Figure 4 Patient aspirations for the future from the perspective of patients with rheumatoid arthritis (RA) and healthcare providers (HCPs) based on answers to the
following survey questions: (Q23) In the future, | wish that .... (Q36) Which of the following do you believe is most important to people living with RA for the future?

(Respondents were directed to select up to three options.).

Patients most commonly reported hoping that people in
their lives would better understand the emotional impact of
RA (41/83 [49%]), but this was highlighted by only 6/23
HCPs (26%) (Figure 4). HCPs considered the aspiration
most likely to be chosen by patients was that people in
their lives would better understand the physical impact of
RA (14/23 [61%]), but only 28/83 patients (34%) cited this
aspiration. In addition, 13/23 HCPs (57%) believed that
patients hoped their doctor would take more interest in
what they considered to be important with respect to their
treatment, whereas only 21/83 patients (25%) reported this
aspiration.

The most important activity for patients was being able
to go out with friends (54/81 patients [67%)] vs 10/22
HCPs [45%]), whereas HCPs considered taking a holiday
to be most important (15/21 HCPs [71%] vs 49/80 patients
[61%]). The greatest discordance between patients and
HCPs was for performing everyday activities in the
home (52/83 [63%] vs 7/23 [30%], respectively) and hav-
ing an intimate relationship (45/83 [54%] vs 3/20 [15%],
respectively).

Discussion

Results of this survey in Saudi Arabia indicate that RA has
a considerable impact on many aspects of patients’ lives,
including relationships, ability to work and career progres-
sion, and daily activities. Both patients and HCPs per-
ceived that people without RA have an understanding of
the emotional and physical impact of the disease on
patients. However, this perception was less common
among younger patients. Nearly half of the patients did

not work. Many working patients noted a slowing of
career progression, despite patients and—to some extent
—HCPs reporting that patients felt supported by collea-
gues in the workplace. Outside of employment, exercising
and housework were the most difficult everyday activities
to perform. Patients experienced considerable anxiety as
a result of RA hindering their ability to perform everyday
activities. Aspirations for a future with RA were modest,
with patients hoping that the people in their lives would
better understand the emotional impact of the disease on
their lives.

To understand how RA impacts on patient relation-
ships, the RA Matters survey included questions about
how interactions between patients and the people in their
lives had changed since their RA diagnosis. In the current
study, there were no clear trends towards a perceived
positive or negative impact of RA on personal relation-
ships. Indeed, the negative impact of RA on intimacy with
a partner appeared less pronounced in the current study
than in the European/Canadian survey,'* in which 48% of
patients and 78% of HCPs felt the disease had a negative
impact on this aspect of relationships (compared with 31%
and 14%, respectively, in the current study). A similar
proportion of patients in both surveys (44% in the
European/Canadian survey, 45% in the current study) felt
that RA had a negative impact on inclusion in family and
social events, whereas a larger proportion of HCPs in the
European/Canadian study (68%) felt this to be the case
(compared with 32% in the current study).

It is well documented that many patients with RA have
difficulty in continuing to work due to complications from
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the disease, with 27%—47% of patients unable to stay in
full-time employment due to RA within approximately 20
years of disease onset.'® In this study, we sought to quan-
tify how RA impacts on the ability of patients to work in
Saudi Arabia. Almost half of the patients were not work-
ing at the time of completing the questionnaire, and more
than one-quarter felt that RA had slowed their career
progression; this is slightly higher than career progression
results in the European/Canadian survey,'* in which 23%
of patients felt that their careers had slowed since their RA
diagnosis. This could be partially explained by cultural
differences between Arabic and Western countries in
terms of attitudes towards women who work. The high
proportion of patients who did not work in the current
survey is of note, as the ability to work is recognized as
an important treatment target in Saudi Arabia.'’

In our study, both patients and HCPs felt that collea-
gues were fairly accommodating in the workplace. These
results contrast with the perceived lack of adequate physi-
cal or emotional support from colleagues by patients in
Europe and Canada.'* The most common obstacles to
working for patients with RA in Saudi Arabia were diffi-
culty using hands (52%) and emotional stress (48%).
Similar to the current study, the European/Canadian study-
' found that difficulty using hands was also the greatest
barrier, but pain and the unpredictability of how well
patients would feel were also important (44%, 43%, and
34% of patients, respectively). Interestingly, responses
from HCPs in the present study indicated that they con-
sidered pain, emotional stress, and disease fluctuation as
the greatest barriers in the workplace, which is similar to
the views of patients in the European/Canadian study.'*

The burden of RA on patients is not limited to physical
impacts. The psychological impact of the disease is also
important as it has a negative effect on the course of the
disease.'"® However, physician—patient communications
have traditionally focused on symptoms and treatment
rather than on impact on the quality of life.'*"
Furthermore, two patient surveys conducted in the USA,
Canada, and Europe found that patients with RA felt
unable to effectively communicate with their HCP about
their condition and treatment goals.?’

The physical and emotional challenges of living with
RA can make everyday activities difficult, so our study also
explored these challenges. Similar to findings in the
European/Canadian study,'* the physical effects of RA,
such as pain, fatigue, and aching/stiff joints, were perceived
by patients and HCPs as the primary barriers to undertaking

activities, particularly exercising. Interestingly, the percep-
tion of how RA affects the ability to carry out housework
differed greatly between patients and HCPs, with 59% of
HCPs and only 23% of patients considering this activity
difficult. As previously reported,'* inability to undertake or
complete activities led to patients feeling anxious and
frustrated.

Patients’ feelings about the future can offer insight into
the deeper impact of living with RA. Our study showed
that patients had only modest aspirations for a future with
RA. In total, 40% of patients felt that they would like to
accept their RA despite the barriers it caused, and 20%
would like to live their lives in the same way as people
without RA. Similarly, in the European/Canadian study,"*
57% of patients reported that they would like to accept
their life with RA and be able to cope with it in the future.

Despite a large proportion of patients feeling that the
people around them understood the emotional impact of
RA, nearly half hoped that this understanding would
improve. This discrepancy may be due to a low patient
expectation of the level of understanding of the impact of
RA by the people around them. In contrast, HCPs more
commonly believed that patients hoped for a better under-
standing of the physical impact of RA and that their
physician would show more interest in their treatment.
Understanding the physical impact of RA was perceived
as an important aspiration by 61% of HCPs but only 34%
of patients; this compared with 43% for patients in the
European/Canadian study.'* Being able to go out with
friends and accomplish everyday activities at home were
important for patients, whereas HCPs perceived taking
a holiday as a major aspiration, which is in line with
patient results in the FEuropean/Canadian study.14
A recent multinational survey highlighted discrepancies
between the views of patients with RA and HCPs, report-
ing that 90% of physicians were satisfied with their treat-
ment-related communications with their patients but that
61% of patients were uncomfortable raising concerns or
fears with their physician. Inadequate HCP—patient com-
munication may explain the discrepancies between the
views of patients and HCPs in our study, suggesting that
improved communication could lead to improved manage-
ment of RA.*!

It is important to emphasize the relevance of the location
of this study. Currently available PRO data for RA come
from studies performed in Western populations; little is
known about the impact of RA on patients’ lives in Saudi
Arabia, yet patients’ perception of disease can be influenced
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by cultural differences. For example, in a cross-cultural
study of pain intensity in patients with RA, Egyptian
women reported worse pain, disease activity and physical
function than Dutch women, despite having similar disease
severity according to clinical measurements.”> The
COMORA study, which evaluated patients with RA from
17 different countries, found that levels of fatigue varied
between countries, and the proportion of patients with
severe fatigue ranged from 14% in Venezuela to 65% in
Egypt. This variation was partly explained by subjective
outcomes but not by objective disease outcomes.*
Furthermore, work outcomes varied between countries,
with patients in Morocco having the lowest odds of being
employed (vs German patients) and the highest odds of
absenteeism (vs Japanese patients).”* These studies high-
light that patients from different cultures may assess the
importance of specific health domains and their impact on
the quality of life in different ways.

This study is limited by the small number of participants,
particularly HCPs. Survey participants had to be literate (both
with computers and in general) and available to participate in
the survey; therefore, the survey may not be fully representa-
tive of patients with RA in Saudi Arabia. A previous study of
patients with RA in Saudi Arabia found that 30% (53/185) of
patients were illiterate.”> The current study was descriptive
and did not include any formal statistical comparisons.
Additionally, no information was collected on disease severity
or patient comorbidities, which could have affected the results.
In general, surveys are limited by the subjective nature of
participants’ answers and by the possibility that participants
may not necessarily have provided honest answers.

In conclusion, this survey of patients with RA and HCPs in
Saudi Arabia found that patients and HCPs perceived that
people without RA understand the emotional and physical
impacts of RA. Most patients either did not work or had
experienced a slowing of career progression due to the disease.
Ability to perform everyday activities was also affected, which
caused patients anxiety. Patients had modest aspirations for the
future, their greatest hope being that the emotional impact of
RA would be better understood. This study is the first of its
kind in Saudi Arabia and should help to increase awareness of
the difficulties and concerns of those living with RA in the
Arabic world. There is a clear discrepancy in how HCPs in
Saudi Arabia perceive patients’ feelings and how patients
actually feel, indicating that HCP—patient communication
could be improved. The findings of the survey require con-
firmation in a larger patient population and need to be eval-
uated in relation to disease activity and disability.

Abbreviations

HCP, healthcare provider; PRO, patient-reported outcome;
RA, rheumatoid arthritis; STROBE, Strengthening the
Reporting of Observational studies in Epidemiology.
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