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Abstract

Introduction: Multiple sclerosis (MS) is an auto-immune disease which involves an abnormal response of the body’s immune system 
directed against the central nervous system (CNS) - brain, spinal cord and optic nerves being involved. Suicide is defined as the act of 
killing yourself, most often as a result of chronic conditions. 

Objective: The study aims to gain insight into the presence of suicidal ideations among Persons with Multiple Sclerosis and the effect 
of the same on their Quality of Life. 

Methodology: To achieve the purpose of the study, the patients presenting to the Multiple Sclerosis clinic of Department of Neurol-
ogy were assessed using the Multiple Sclerosis Quality of Life Scale (MS-QOL), Expanded Disability Status Scale (EDSS) and the Scale 
for Suicide Ideation (SSI). Based on the assessment individualized interventions were carried out focusing on their perception, pre-
cautions and the necessary preventive strategies to be taken. 

Results: The results have shown the presence of suicidal ideations among the group, with the difficulties faced by the population 
thereby indicating the need for a structured intervention. 

Conclusion: In the growing context of patients with Multiple Sclerosis and the associated disability and the chronicity, it becomes 
imperative, to focus on the presence, effect, perception and the protecting factors to establish the preventive strategies which shall 
thereby help in understanding of the method of suicide prevention and ensuring better quality of life helping in sensitivity and posi-
tivity towards mental health.
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Introduction
Multiple Sclerosis (MS) is an auto-immune condition that in-

volves an abnormal response of the body’s immune system which 

is directed against the central nervous system- being involved in 
the brain, spinal cord, and optic nerves (National Multiple Sclerosis 
Society, 2012). The association between Multiple Sclerosis and psy-
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chosocial stress factors is well-established with concerns ranging 
from mood changes to Generalized anxiety and distress [1]. Wish 
to die as a phenomenon is considered common among chronic neu-
rological conditions like Multiple Sclerosis [2] making suicide- “the 
act of killing yourself” a factor that highlights the need for action. 
The recent COVID 19 pandemic has played havoc with the chronic 
disease management, thus affecting the access to necessary medi-
cines and follow up. 

Materials and Methods
A cross sectional descriptive study was conducted among thirty 

participants (both male and female). All participants had the di-
agnosis of Multiple Sclerosis and were seeking treatment in a 
multidisciplinary national tertiary referral care center for neuro-
psychiatric diseases in South India. The study was conducted as 
part of routine service delivery to gain insight into the presence 
of suicide risk. Participants were interviewed from (April 2020 to 
June 2020). A semi-structured schedule and standardized scales - 
Multiple Sclerosis-Quality of Life (MS-QoL; Preedy and Watson [3]), 
Expanded Disability Status Score (EDSS; Kurtz, [4]), and Scale for 
Suicidal Ideation (SSI; Beck., et al. [5]) were administered. Most of 
the participants had the diagnosis of Remitting Relapsing type and 
Secondary Progressive Type (77%; 23%). Socio-demographic de-
tails showed the mean age as 38.4+17.92 with a gender ratio of 
7:3 (Female: Male). 70% belonged to the Middle Socio-Economic 
Status. The assessments were carried out through interviews con-
ducted in person in the clinic (13 participants) as well as through 
the routine follow up calls from the clinic (17 participants) during 
the COVID 19 pandemic. The data was analyzed using descriptive 
and inferential statistics and the responses to the open ended ques-
tions were thematically analyzed. 

Results
The overall Quality of Life was reported to be average with the 

mean score of 6.4 +/- 3.06 with predominant concerns across gen-
eral health, health distress, cognitive functioning, sexual health, 
and life as a whole. Though 60% were on medications, 70% per-
cent of the respondents had a relapse in the last 6 months with the 
disability mean score as 4.3 +/- 1.9 (stating fully ambulatory condi-
tion with the ability to work a full day with the provision of mini-
mal assistance) on the EDSS scale. On the suicide ideation scale, 
40% reported attempting suicide, and 63% with active suicidal 
ideation. The protective factors were found as the family structure 
and the religious beliefs of the person with the presence of suicidal 
ideation in 63% of the population.

Major themes being that emerged from the qualitative inter-
views were as follows.

Feeling of distress: Participants reported being distressed about 
the episodes of neurological illness and the impact of it in her life.

“I was suicidal a year ago, when I had my first attack, I remem-
ber my sister taking me around places to understand my difficul-
ty and post getting the diagnosis from NIMHANS, we came back 
home. When I came back, the man I trusted and loved let go of our 
years bond because of my illness, I was extremely hurt, I hated my-
self and cursed God for giving me the condition and even thought of 
committing”. (Ms. J, 27 years, EDSS – 6, duration of 6 years).

Increasing difficulty in living a regular life: The neurological 
problems associated with Multiple sclerosis brought about marked 
changes in the everyday life of the participants, in many cases re-
sulting in drastically changes in lifestyle and limited choices. 

“My life changed overnight. I was a high performing employee 
awaiting my promotion when I got my first attack. I left my job due 
to my difficulty and was at home. I then started preparing for civil 
services but then my condition worsened. Though I am on medi-
cines, telling people about my conditions especially to people who 
are coming for matrimonial proposals, and then making them un-
derstand is so difficult and at times makes me very sad. But I am 
trying to make myself better. I have spoken to all of you and my 
family is very supportive, so I am fine now”. (Ms. M, 26 years, EDSS- 
4.5, duration of 5 years).

Feeling of being a burden: Participants described the devastat-
ing effect of the neurological disability in their life. Being depen-
dent on family members for everyday activities was emotionally 
draining, and each chore that needed to be supported brought this 
feeling to the forefront daily. Many participants felt this factor to be 
directly resulting in the thoughts about wishing to die, so that they 
are no longer a burden to their family. 

“My life has changed completely. I have no wish to live. I feel 
ashamed that I have to depend on my sons for everything - even to 
go to the bathroom. I taught them and took them to the bathroom 
and now they have to do it, I can’t even explain the level of shame 
I feel. I keep telling God to take my life such that my wife and sons 
have less burden. My sons are not even married, they have an en-
tire life ahead of them, and here they are running around taking 
care of me. What has my life come to! I don't understand why I am 

51

A Structured Approach to Care for Persons with Multiple Sclerosis: Need of the Hour

Citation: Priya Treesa Thomas., et al. “A Structured Approach to Care for Persons with Multiple Sclerosis: Need of the Hour". Acta Scientific Neurology 4.4 
(2021): 50-53.



dealing with this. Look at me, I can’t even eat on my own- my body 
does not support me in any manner. I am just blessed that my wife 
and children have not given up on me. I would not even curse my 
enemies to have a life like me”. (Mr. S, 36 years, EDSS- 8, duration 
of 10 years).

Discussion
The current study, conducted as part of routine service delivery 

in a multidisciplinary Multiple Sclerosis clinic, has attempted to ex-
plore the presence of suicidal ideations among the group.

The illness and associated disability have an effect on activities 
of daily living in the form of impaired functionality/loss of mobil-
ity. These increase the risk of having breathing problems and as-
piration pneumonia. It is important to note that the body’s natural 
immune response may also make the symptoms worse [6]. 

There was significant difficulty in accessing medicines, which 
has been aggravated by the ongoing COVID 19 pandemic. Drug de-
fault and the difficulty in procuring the medications could one of 
the strong elements that may increase the chances of a relapse and 
associated residual damage in a person with MS. This thereby shall 
have a direct correlation with the quality of life and well-being of a 
person and their family.

Multiple Sclerosis being a chronic inflammatory disease of the 
central nervous system has been found to have a gender ratio of 
2.3-3.5:1 (woman: man) [7]. Increased time spent by the larger 
family results in increased role strain on the women resulting in 
she is taking care of herself and putting extra efforts to fulfill the 
duties and responsibilities of the house.

Individuals isolated in different places without access to a 
healthcare facility and/or a primary or secondary support system 
face difficulty in connecting to health care centers and healthcare 
professionals to cater to the physical and mental health needs. The 
influx of myths without the awareness of the necessary knowledge, 
attitudes, and practices could be a major hindrance towards the re-
ceiving care and thereby establishing the continuum of care.

To manage these concerns a structured intervention that is de-
veloped based on the chronic care model (Wagner., et al. [8], figure 
1) is being suggested as a part of the multidisciplinary team involv-
ing: 

• Establishment of a care structure: It is important to seg-
ment the care at the individual, family ,and community lev-

Figure 1: Wagner., et al. 2009.

els. Individual therapy, self-care management, family stress 
management, and community level resource utilization are 
the need of the hour. 

• Adherence to and support for the medical regime: Dis-
ruption in their locality results in the non-availability of 
pharmacies to procure medicines making them susceptible 
to drug default. District Mental Health Hospitals and the as-
sociated pharmacy members could be liasoned with them to 
ensure the continuum of care.

• Setting of a boundary: Establishing the balance is one of 
the most crucial aspects of good functionality. Though the 
nature of work as “domestic work” increases the toll, learn 
to establish and divide the roles amongst all family members 
making it a joint effort towards family well-being.

• Taking care of one’s general wellbeing over and above 
the illness: Ensuring sleep, food intake by being connected 
with loved ones, and enjoying one’s work routine with ele-
ments of exercise and meditation shall help in a better qual-
ity of life.

• Apt use of technology: There is always a fine line between 
being aware and being overwhelmed with information. Per-
sons with Multiple Sclerosis being a group more susceptible 
to internal and external forms of stress, they should be in-
formed about where to seek the right information and help 
regarding their disease. 
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• Reach out: Provision of helpline numbers, email addresses 
as well with the knowledge of the availability of the emer-
gency services in times of increased severity of the condition 
shall reassure the patient and their caregivers that there are 
individuals that they could rely on always, thereby reducing 
their health-related anxiety and distress. 

• Remember none of us are alone: Suffering is universal, and 
the disease, though not common, affects more people than 
expected. As much as the stressors create the distress, seek-
ing help and reaching out to others through support groups 
and healthcare interactions will he helpful.

These interventions are though currently at the micro-level pro-
vided in the clinical setting need to be understood at a macro level 
based on the Chronic Care Model should be utilized.

Limitations of the Study
The study has several limitations such as a smaller sample size 

and the focus on the patients who seek care from a tertiary health-
care Centre. 

Conclusion
COVID-19 pandemic has created more distress for patient with 

Multiple sclerosis creates a dual-stress on the Persons living with 
Multiple Sclerosis making it overwhelming for the person and tax-
ing for the caregivers. There is a complex relationship between the 
disease and the presence of death wishes in this group, that needs 
to be carefully and sensitively explored in routine assessments. En-
suring the continuum of care from Bio-Psycho-Social model [9] of 
intervention implementation could help in ensuring the required 
medications thereby reducing the chances of relapse, shall make 
sure that the necessary psychological concerns are addressed 
through the necessary individual-level interventions and also shall 
help the family and other caregivers to both present and resolve the 
associated familial problems thereby establishing healthy homeo-
stasis and better adaptation to the illness. This multidisciplinary 
approach shall help in ensuring the reduced disability-adjusted life 
years lost and ensuring a better quality of life.
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