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INTRODUCTION

Background and aims: Multiple sclerosis is a chronic disease that might
cause life- long disability and affect the patient's quality of life (QoL). There
is an acknowledged lack of information about health-related quality of life
(HRQoL) in Saudi patients with MS. this study aimed to assess how MS
Saudi patients rate their QoL and the factors that affect the patient's
perception of HRQoL.

Methods: A cross sectional study including 422 Saudi patients with MS was
conducted. An EQ-5D questionnaire was used. Basic demographic and
descriptive MS data were collected. SPSS package was used for statistical
analysis of the resulting dataset.

Results: MS patients are either respondents with low or high health states.
The characteristics of high health states were: better health profiles especially
with mobility and self-care, younger females with higher health indices,
shorter disease durations and relapsing-remitting type. Conversely, the
respondents with low health states were: poorer health profiles, older male
patients, longer disease duration and progressive type.

Conclusion: Our findings can be used to enhance the QoL of people with MS
in KSA, facilitating physician-patient communication, promote shared
decision making and appreciating patient priorities.

Copy Right, 1JAR, 2016,. All rights reserved

Multiple sclerosis (MS) is an immune mediated neurological disease characterized by areas of demyelination of the
central nervous system. The age of onset is primarily (20 — 45) years with a wide spectrum of clinical presentations
linked with a broad spectrum of physical and social impairments [1, 2].

The epidemiology of MS is rapidly changing in different parts of the world. Recent studies in the Arabian Gulf
suggest relatively high prevalence in recent years. However, it is now clear that MS in Saudi Arabia is fairly
prevalent, in increase and under-diagnosed. The symptomatology of MS and site of lesions in Saudi patients are
similar to that seen in European patients [3].

Patients with MS may suffer from fatigue, visual symptoms, cognitive difficulties, pain, psychic troubles, urinary
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and sexual dysfunction that could be associated with social and physical impairment [4]. The course of the diseases
is typically characterized by episodic acute periods of worsening condition, gradual progressive deterioration, or
both [5]. Nowadays, the impact of the physical disability of the disease on patient’s quality of life (QoL) is well
recognized [6].

WHO defined QoL as the individual perceptions of his position in life in the context of culture and value system in
which he live, and in relation to his goals, expectations and concerns [7]. Euro-Qol Group developed the EQ-5D to
provide a simple tool for use in clinical studies [8, 9]. Many studies recommended QoL assessment to evaluate MS
progression and care management provided to patients [10, 11].

Although MS is a chronic disease that might cause lifelong disability; the information about quality of life (QoL) in
Saudi patients with multiple sclerosis (MS) are lacked. So, the purpose of this study was to investigate the health
related QoL in Saudi patients with MS. The response of the studied group to EQ-5D helped to assess how they could
rate their quality of life. This is up to date the first known study that uses the EQ-5D responses of the MS Saudi
patients comparing those with high self-rated health states with others with low self-rated health states.

Methods:

Ethical Considerations: A total of 422 subjects were asked to participate in this study after taking written consent
from the patient. The study protocol was approved by the ethical committee of Faculty of Medicine, Taif University
Confidentiality was maintained throughout the data collection process.

Participants and materials: Saudi MS patients were recruited from outpatient's clinic of King Abdul-Aziz
Specialized Hospital, Taif; KSA and from King Abdul Aziz Medical City, Jeddah, KSA.

Using the EQ-5D, QoL and health status were self-evaluated using five dimensions (mobility, self-care, usual
activities, pain/ discomfort and anxiety/depression) with only three possible response options ; no problem=1,
moderate problem =2 , severe problem =3.

Alongside the EQ-5D, a health status thermometer (VAS scale) records patient's subjective opinion of their health
status [12]. Descriptive statistics was planned to assess the distribution of measures of EQ-5D and EQ-VAS [13,

14]. Additionally, health index can be generated from the EQ-5D data with a score range of 0 to 1, where (1) means
best health condition [14].

Data collection and analysis: A face-to-face interview was conducted. Respondents were given a copy of the
questionnaire which was simultaneously read out to them by the interviewer, who then completed the questionnaire
for the respondents.

Outcome measures: for each respondent, the following were collected: background information about name, age,
gender, and disease information about duration and type of disease.

EQ-5D descriptive system: respondents were asked to describe their own health state using the EQ-5D descriptive

system, resulting in a five-digit number, called health profile. For example, profile 21132 indicates level 2 (some
problems) on mobility, level 1 (no problems) for self-care and usual activities, level 3 for extreme pain or
discomfort, and level 2 for moderate anxiety or depression. Calculation of the health indices was done using the
Time Trade off (TTO) method [9, 15].
Respondents were asked to indicate their own current health state, on a 20 cm vertical (EQ VAS: visual analogue
scale) calibrated from zero to 100 where zero was the worst imaginable health state and 100 was the best imaginable
health state.
Statistical analysis: Data were presented as Mean + SD. Statistical differences between groups were assessed by
one-way Analysis of Variance (ANOVA) followed by Post Hoc multiple comparison tests (least significant different
test; LSD) from the SPSS statistical package version 17.
Descriptive statistics were used to describe the demographic details, the background information and the health
profile and status of the respondents. Comparison among quantitative parameters (EQ-5D index, VAS) was made
using the two-sample t-test. Correlations between the time since diagnosis of MS and health index and status of
respondents were done by Pearson correlation analysis and the correlation coefficients (r) were tested. P < 0.05 was
considered statistically significant.

Results

Description of Respondents: The study enrolled eligible 422 MS patients out of 500 patients that were asked to
participate. 68% of which were female and 32% were male. The respondents were classified according to their age
into 3 groups. Group (a): included 146 patients range from 15-24 years, Group (b): include 160 patients range from
25-44 years, Group (¢): include 116 patients > 45 years (table: 1).
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Description of Health profile: Health profiles were examined to assess the proportions of people with MS at each
level on the five dimensions, and the percentages of people reporting at least some problems can be seen in table 1,
figure 1. 78% of patients aged (15-24) years showed positive self-reported severe or some limitations to
anxiety/depression and 93% of them same group faced some or sever problems regarding pain/discomfort. The least
impaired dimensions were mobility and self-care; (93.5%) reporting absence of limitation and (83.5%) lacking
problems with self -care (Table 1 and figure: 1).

The condition became worse with aging as regarding mobility, self- care and daily activity. In group (b) (25-44
years): at the level of the previously mentioned 3 domains, most of the patients (in both sexes) recorded some to
sever problems with them. Meanwhile, 58% and 60% of patients recorded a negative response of no problem
concerning pain/discomfort and anxiety respectively, (tablel, figure: 1).

Regarding patients of group (c) (>45 years), all females (n=71) showed a strong positive response (sever problem) to
self- care, daily activity while males recorded the same response to daily activity, mobility and self-care. On the
other hand, most of male and females were facing no problems with pain and anxiety at rates respectively of 58%%
and 60%, (tablel, and figure 1).

Considering the self-reported evaluation of health states using the EQ-VAS, there was significant difference in the
mean values +SD of EQ-VAS among the age groups. Higher record was observed in young age group (15-24,
VAS=80.9+£12.07) and lower record of mean £SD of VAS was observed in old age >45 years (VAS= 50.12+11.89)
(table 2).

o Health states (EQ-VAS) and health index: The young age group that recorded high EQ-VAS was associated
with high percentage of no problem with mobility and self-care (62.5% and 56% respectively). However, the old age
group that recorded low EQ-VAS was associated with high percentage of sever problem with mobility, self- care
and daily activity. We observed that 93%, 92% and 89% of old age patients recorded sever or some problems with
mobility, self- care and daily activity respectively (table 1, 2).

The mean values £ SD of health index of MS Saudi patients that respond to this study (0.570+0.106) and that of
health states was (65.4+18.02). Also, significant difference was detected in health indices and health states between
male and female MS patients. It was higher in female than male patients with mean values £ SD of health index of
male patients was 0.523+0.107 while that of female patients was 0.618+ 0.085 (p=0.041). Also, higher health states
were detected in female patients than male patients (mean values + SD were 74.73+13.47&56.07+17.62 respectively
(table 3).

However, there was significant difference (p< 0.05) between health indices and health states regarding types of MS.
Higher mean values £ SD of both health indices and states was detected in relapsing remitting MS. Lower meant
SD values of health index and states were detected in secondary progressive type respectively (table: 4).

Scatter plots of health indices and health states against time detected since diagnosis of MS (figure: 2) revealed High
significant negative linear correlation in male patients (P = 0.000 and r value = -0.867and -0.946). Also, significant
negative linear correlation was observed in both health index and states of female patients in this study (P<0.05 and
r value= -0.806 and -0.785). The health index and states were significantly decreased with increase in time since
diagnosis of MS in both male and female patients.
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Figure (1): Health profiles of MS patients according to age groups (a, b, ¢) and the percentage of respondents
reporting either no problems, some problems and severe problems on each of the 5 domains of EQ-5D.
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Figure (2): correlation between time since diagnosis of MS and heath indices (a) and states (b) in female (2A)

and male (2B) patients.

233




ISSN 2320-5407 International Journal of Advanced Research (2016), Volume 4, Issue 1, 229- 238

Mobility Self-care Daily activity Pain & | Anxiety
discomfort
1 2 3 |1 2 3 |1 2 3 |1 2 3|1 2 |3

Group (a) (15-24 years age) N=146 (38%0)

41 25 0 37 16 13 41 25 |0 |8 58 |0 |0 |46 |20
[<5) [{e]
g E;\a 625 | 375 56 25 19 625 | 375 125 | 875 69 |31
w 74 6 0 66 8 6 13 67 |0 |24 45 11 |32 | 32 16
© o
E) E 935 |75 835 |10 |75 16 84 30 57 13 140 |40 | 20
© 115 | 31 0 103 24 |19 54 92 |0 |11 103 (32 {32 |78 |36
< <
ST o 78% | 22% 705 |16.5 | 13% | 37% | 63 7% 71 | 22|22 |53 |25%
FZz S
Group (b) (25-44 years age) N= 160 (49%0)
23 40 4 8 59 0 15 43 |9 |27 0 40 |27 |0 40
< % 35% |59% |6% | 12% | 88% 23 64 | 13 | 41% 59 | 41 59%
= z
43 43 7 49 31 13 | 33 52 |8 |65 21 |7 |69 |20 |4
= o 46% | 45% |8% |[53% |33% |14 |35% |56 |9 |70% |23 |7 |74 |22 |4%
E @ % % | % % |% |% | %
L oz
! E 66 83 11 | 57 90 13 | 48 95 17 | 92 21 |47 |96 |20 |44
S
g o é 41% | 52% | 7% | 36% 56% |8 30% | 59 11 |58% |13 |29 |60 |13 |27%
S 4l
Group (c) > 45 years age N= 116 (13%)
10 5 30 0|20 25 0| 0| 45 15 0 30 0 15 30
< LT? 22% | 11% 67% 45% | 55% 100% | 33% 67% 33% | 67%
= zZ
0 21 50 0(0 71 0/0|71 28 43 0 57 14 0
2
g ﬁ' 30% 70% 100% 100% | 40% | 60% 80% | 20%
(-4
z 10 26 80 0|20 96 0|0 116 43 43 30 57 29 30
- —
g W 9% 22% 69% 17% | 83% 100% |37% |37% |25% | 49% | 25% | 26%

Table (1): Health profiles of MS patients within the three age groups represented as frequencies and percentages of
the male and female respondents in the five domains of EQ-5D.
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Table (2): mean * SD values of Health states (EQ-VAS) of respondents in the three age groups

Group (a) Group (b) Group (c) p
(15-24 years) N=146 (25-44 years) N= 160 > 45 years N=116
Health states 80.9+12.07 70.03+20.36 50.12411.98 0.00*

Table (3): Mean £ SD values of health indices and Health states in male and female MS patients that respond to the

study.
Health index Health states
Male (N=178) 0.523+0.107 56.07+17.62
Female (N= 244) 0.618+0.085 74.73+13.47
P value 0.041* 0.016*

Table (4): Mean £ SD of Health states and health indices of the respondents according to type of MS.

Disease type Health index Health states
PPMS (N=122) 0.432+0.19 60.13+21.9
RRMS (N= 200) 0.58+0.19 80.01+18.36
SPMS (N=190) 0.356+0.178 45.91+14.90
DKMS (N=10) 0.492+0.19 50.81+16.7

P value 0.000* 0.000*

PPRM: primary progressive MS, RRMD: relapsing remitting MS, SPMS: secondary progressive MS, DKMS:
doesn't know, *P < 0.05 (significant)

Discussion

MS is a chronic disease with little effect on life expectancy, but a broad spectrum of variable physical and
psychological impacts. In recent years, HRQoL questionnaires that measure the impact of illness have been
developed and validated in populations with chronic diseases [16, 17].

This cross sectional study has used 122 Saudi responses to the EQ- 5D. The resulted data were used to assess health
indices, the health profiles, and health status of the respondents. This is the first known study up to date that uses the
EQ-5D for Saudi people with MS. It has shown the high percentage of problems recorded in all of the five
dimensions of the health profile, and different factors that could affect.

Most of the respondents were of middle age group (25-44 years : 49%) and young age (15-24 years :38%) and most
of them were female (%68).The characteristics of our respondents were with epidemiologic characters of the
disease. Most people are diagnosed with MS between ages 20 and 50 years. The disease typically affects women
especially in their peak years of family life and career development [18].

Analysis of the health profiles of the respondents (table: 1) revealed a low percentage of sever problems recorded in
most of the 5 domains in females patients of young (15-24 years) and middle age (25-44 years) groups. However, in
old age group, the prevalence of problems was high in most of the domains in both male and female patients. Also,
health states of the patients were decreased with age. In Our study, lower life satisfaction was reported in old
patients with MS than young patients. The increase in the frequencies of problems with age in Saudi patients was
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similar to that observed in United Kingdom (UK) [19].

Buchanan et al., [20] explained the association between young adults with MS and better dimensions of HRQoL by
that MS-focused care results in a positive change in physical adaptation from baseline that causes patients to view
their physical QOL in more positive terms.

We observed in this study that, the sense of problems with anxiety decreased with age in MS Saudi patients. This
was in coincidence with the result of other study working on UK patients [21] where the problems related scores for
anxiety was decreased with age.

The mean health states for Saudi MS patients reported in this work was 65.4 (SD=18.02) compared to health states
of UK patients was 59.73 (SD 22.4) [19]. The health states of MS Saudi patients were notably higher than those of
the MS patients in UK. High EQ-VAS was recorded in young age group and was associated with high percentage of
no problem with mobility and self-care. Also, high health states and indices were observed in females with short
duration of disease. However, the old age group that recorded low EQ-VAS was associated with high percentage of
sever problem with self- care, mobility and daily activity. Also, low health indices and states were observed in males
with longer duration of the disease.

Considering that the health profile scores are converted into health indices. So, health indices were moderately
positively correlated with health states. Health states are not based directly on clinical symptoms of the disease and
based on overall feeling of the respondent’s about their QoL. Other study working on chronic disease like asthma
found that the clinical status of the patients does not always predict their self-rated health state [22], as patients with
chronic disease develop new strategies to rearrange their experience and expectations. So, they may record higher
rate of QoL than might be expected from their clinical status [23, 24].

Our results showed that the least predictive dimensions that affect patient's health states were anxiety/depression and
Pain/discomfort. Most of patients especially in old age group reported no problems with these dimensions although
they recorded low health (VAS). This could be explained by proper management of these problems by therapy and
medication [19]. In contrast, patients that facing difficulties with self- care, Mobility and Usual Activities were
associated with Low health states (VAS) in old age group. These types of patients may be suffered from difficulties
in inclusion in general activities and loss of social life.

Also, the present study recorded differences in the prevalence of problems between different types of MS. A greater
proportion of patients with a relapsing remitting type of MS (RRMS) were recorded. Patients with secondary
progressive (SPMS) type were experiencing more problems and less health index and states. This was coinciding
with the results observed in the MS patients of UK [9, 19]. The mean health state scores were correlated with
sustained disability progression and relapse number [25].

Importantly, we found significant negative association between time since diagnosis of MS and health index and
health status of the respondents. Increase in the duration of the disease was associated with low health indices and
status. MS has several features that may contribute to low QoL with age. Firstly, MS affects neurological and
neuropsychiatric function. Secondly, diagnosis of the disease in young adults is maximally influencing personal
development and productivity. Thirdly, there is an unpredictable course of MS in which future disability and
relapses are difficult for sufferers to anticipate. Finally, there is limited evidence of possible disease cure and high
risk of side effects induced by used drugs [2]. So, the value of using HRQoL instruments in care of MS patients are
increased, where they may help clinicians facilitate physician-patient communication, and appreciate patient
priorities [2].

Conclusion and Recommendations

The present work emphasized that female Saudi patients with younger age and shorter duration of RRMS type were
associated with better health profiles and higher health indices and states. Conversely, male Saudi patients of older
age, longer durations and PMS type were facing poorer health profiles, lower health indices and states. The findings
can be used to inform clinicians to evaluate QoL with MS in Saudi Arabia and should be included in future clinical
trials. Educational attainment, treatment history and other life style factors could be considered on a larger scale of
Saudi patients in future research work.

Acknowledgements:

This work would not have been possible without the support of Dr. Hussien AlKahtani (the associate dean and head
of neurology department in king Abdul-Aziz Medical city, Jeddah, KSA) for providing us with the opportunity and
help in data collection.

No conflict of interest to declare.

236



ISSN 2320-5407 International Journal of Advanced Research (2016), Volume 4, Issue 1, 229- 238

References

1. Koch-Henriksen N, Sorensen P: The changing demographic pattern of multiple sclerosis epidemiologies. The
Lancet Neurology (2010): 9: 520-532.

2. Benito-Leon J, Morales J, Rivera-Navarro J et al: A review about the impact of multiple sclerosis on health-
related quality of life. Disabil Rehabil (2003): 25(23):1291-303.

3. Bohlega S, Inshasi J, Al Tahan A, et al: Multiple sclerosis in the Arabian Gulf countries: a consensus
statement. J Neurol (2013): 260(12): 2959-2963.

4. Niino M: Painful symptoms and quality of life in multiple sclerosis. Neurology Asia (2008): 13: 185-187.

5. Fred D. Lublin, Stephen C. et al: Defining the clinical course of multiple Sclerosis The 2013 revisions.
Neurology (2014): 83:1-9.

6. Kind P, Dolan P, Gudex C, et al: Variations in population health status: results from a United Kingdom national
questionnaire survey. British Medical Journal (1998): 316:736-741.

7. The World Health Organization Quality of Life assessment (WHOQOL): position paper from the World Health
Organization. Soc Sci Med (1995): 41(10):1403-9.

8. Brooks R, Rabin RE, de Charro Fth (Eds).The measurement and valuation of health status using EQ-5D: a
European perspective. (2003): Kluwer Academic Publishers.

9. Simon J, Anand P, Gray A, et al: Operationalising the capability approach for outcome measurement in mental
health research. Social Science & Medicine (2013): 98(C): 187-196.

10. Mitchell J, Benito-Le6n J, Gonzélez J M M, et al: Quality of life and its assessment in multiple sclerosis:
integrating physical and psychological components of wellbeing. Lancet Neurology (2005): 4: 556-566.

11. Solari A: Role of health-related quality of life measures in the routine care of people with multiple sclerosis.
Health and Quality of Life Outcomes. Health and Quality of Life Outcomes (2005): 3:16.

12. Norman R, Paula C, Viney R, et al: International Comparisons in Valuing EQ-5D Health States: A Review and
Analysis. Value in Health (2009) 12(8): 1194-1200.

13. Rabin R, de Charro F: EQ-5D a measure of health status from the EuroQol Group. Ann Med (2001)
33(5):337343

14. Norman R, Cronin P, Viney R, et al: International comparisons in valuing EQ-5D health states: a review and
analysis. Value Health .(2009): 12(8):1194-1200.

15. Dolan P, Gudex C, Kind P, Williams A: A social tariff for EuroQol: results from a UK general population
survey Working Papers, Centre for Health Economics, University of York (1995): 1-24.

16. Szende A, Williams A: Measuring Self-Reported Population Health; An International Perspective based on EQ-
5D. Editors on behalf of the EuroQol group. 2004.

17. Sullivan PW, Slejko JF, Sculpher MJ, et al: Catalogue of EQ- 5D Scores for the United Kingdom. Medical
Decision Making (2011) 31: 800.

18. Goodin D: The epidemiology of multiple sclerosis: insights to disease pathogenesis. Handb Clin Neurol (2014)
122: 231-66.

19. Jones K, Ford D, Jones P. et al. The physical and psychological impact of Multiple Sclerosis using the MSIS-29

via the web portal of the UK MS Register. PL0oS One (2013) 8(1): 55422.

237


http://www.ncbi.nlm.nih.gov/pubmed/?term=Bohlega%20S%5Bauth%5D
http://www.ncbi.nlm.nih.gov/pubmed/?term=Inshasi%20J%5Bauth%5D
http://www.ncbi.nlm.nih.gov/pubmed/?term=Al%20Tahan%20AR%5Bauth%5D
http://www.ncbi.nlm.nih.gov/pubmed?term=Goodin%20DS%5BAuthor%5D&cauthor=true&cauthor_uid=24507521
http://www.ncbi.nlm.nih.gov/pubmed/24507521

ISSN 2320-5407 International Journal of Advanced Research (2016), Volume 4, Issue 1, 229- 238

20.

21.

22.

23.

24.

25.

Buchanan R , Huang C, Kaufman M: Health-Related Quality of Life among Young Adults with Multiple
Sclerosis. Int J MS Care (2010) 12:190-199.

Jones K, Ford D, Jones P. et al: A Large scale Study of Anxiety and Depression in People with Multiple
Sclerosis: a Survey via the Web Portal of the UK MS Register. PLoS One (2012) 7: 41910.

Juniper E, Wisniewski M, Cox F, et al: Relationship between quality of life and clinical status in asthma: a
factor analysis. European Respiratory Journal (2004) 23: 287-291.

Carr A, Gibson B, Robinson P: Is quality of life determined by expectations or experience? BMJ (2001)
322(7296): 1240-1243.

Osborne L, Bindemann N, Noble J, Reed P: Changes in the key areas of quality of life associated with age and
time since diagnosis of long-term conditions. Chronic IlIness (2012) 8(2): 112-120.

Rudick R , Miller D, Hass S, et al: Health-related quality of life in multiple sclerosis: effects of natalizumab.
Annals of Neurology (2007) 62: 335-346.

238



