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Engagement in meaningful activities in the community is very important for maximizing 

QOL and prolonging survival for individuals with spinal cord injury (SCI). Studies have 

shown that participation is probably the strongest determinant of quality of life in 

individuals with SCI, especially participation in economically productive activities, 

such as employment and social activities. Most of these evidence however come from 

developed countries. In developing countries such as Indonesia, less is known about 

what constitutes QOL and what prevent or facilitate work and social participation in 

individuals with SCI. Meanwhile, although employment rate of individuals with SCI is 

extensively studied, little knowledge exists on the course of return to work after SCI, the 

predictors of long-term employment, and whether a sizeable percentage of individuals 

with SCI is able to achieve stable employment.

This thesis aims to fill in gaps in the literature regarding QOL, work and social 

participation among individuals with SCI in different settings. Therefore, this thesis 

consists of several sub-studies conducted in different countries and populations 

to achieve the following objectives. The first objective of this thesis is to generate 

knowledge regarding QOL, work and social participation of individuals with SCI in a 

developing country. The second objective is to identify the predictors of return to work 

(RTW) and trajectories of employment in individuals with SCI in a developed country 

setting. The third objective is to identify factors associated with QOL in individuals 

undergoing vocational rehabilitation (VR) in two developed countries. 

The overall aims lead to the following research questions:

1. How do individuals with SCI in Indonesia perceive their QOL and which 

components do they consider important for having a good QOL?  (Chapter 2)

2. What are the barriers and facilitators to employment and social participation 

perceived by individuals with SCI in Indonesia? (Chapter 3)

3. What are the RTW levels and trajectories of employment in individuals with SCI 

in the Netherlands? (Chapter 4 and 5)

4. What are the predictors of return to work and stable employment in individuals 

with SCI in the Netherlands? (Chapter 4 and 5)

5. What is the level and are the determinants of QOL in individuals undergoing 

vocational rehabilitation in Switzerland and Germany? (Chapter 6)

In Chapter 1, we provided background information on spinal cord injury and defined the 

main concepts of quality of life, work and social participation. To answer the research 
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question 1 and 2, we used data from a qualitative study to individuals with SCI living in 

Indonesia. Research question 3 and 4 were answered using data from the Dutch cohort 

study “Restoration of Mobility in Spinal Cord Injury Rehabilitation” which followed 225 

individuals with SCI from 8 rehabilitation centers in the Netherlands for 5 years. To 

answer research question 5, data from a cross-sectional study involving 150 clients from 

5 vocational rehabilitation centers in Switzerland and Germany was used. 

The thesis is divided into three parts. The first part of this thesis provides insight into 

the situations of individuals living with SCI in Indonesia. 

Chapter 2 presents findings from the qualitative study into the perception on meaning 

and components of quality of life among individuals with SCI. In semi-structured 

interviews, individuals with SCI were asked about the meaning and aspects that are 

perceived important for QOL. Quality of Life (QOL) was not a commonly used concept 

in the daily life and was mostly described as life satisfaction or happiness and associated 

with a person´s feeling when achieving goals or dreams and related to fulfilment of 

needs. It was also perceived as subjective, unreachable, and associated with God’s 

will. Sociocultural and religious aspects strongly affected the perceived meaning and 

components of QOL. Thirteen components of QOL were identified and categorized into 

5 domains transcending the health domain i.e. 1) participation, which consists of work, 

being useful to others, community participation, and having knowledge and skills, 2) 

social support and social relationships, 3) relationship with God i.e. accepting that SCI 

is God’s will and praying, 4) independence refers to being independent, mobility and 

accessibility, and a sufficient health condition and 5) psychological well-being domain, 

i.e. accepting the condition and maintaining goals and motivation. 

In Chapter 3, we explored the barriers and facilitators of employment and social 

participation perceived by individuals with SCI in Yogyakarta, Indonesia through in-

depth interviews. Significant changes in work participation after SCI were observed 

in the study; none of the participants returned to his/her previous occupation. Most 

participants were self-employed after the injury. Substantial changes in the frequency 

and nature of participation in social activities after the injury were also reported. Barriers 

to work and social participation were as follows 1) health conditions such as physical 

limitation, fatigue and frequent hospitalizations, 2) environmental barriers such as 

inaccessibility of roads, workplaces and lack of transportation, 3) stigma, and 4) limited 

institutional support and services. Identified facilitators for work and social participation 

Quality of life, work, and social participation among individuals with spinal cord injury - Astri Ferdiana - Layout.indd   175 16/12/2020   19:39:42



176

were 1) perceived importance of work and social participation, 2) adaptations, and 3) 

social support, moral as well as instrumental support. 

The second part of the thesis describes the return to work and employment trajectories 

in Dutch individuals with SCI 5 years after discharge from acute rehabilitation. 

In Chapter 4, employment outcomes 5 years after discharge from the rehabilitation 

were assessed among those who worked before SCI. Using the definitions of return to 

work (RTW) as returned to paid work for ≥ 1 h and ≥ 12 h/week, we found that the RTW 

rates 5 years after discharge from inpatient medical rehabilitation for ≥ 1 and ≥ 12 h/

week were 50.9% and 42.6%, respectively. It took a median time of 13 months to return 

to work. The employment situation after injury was typically characterized by fewer 

working hours and lower physical intensity compared to before onset of SCI. RTW was 

strongly associated with the characteristics of the pre-injury occupation. Individuals 

who had a middle/high pre-injury occupational level (for example, professional and 

managerial occupation) based on the Dutch classification of occupations were twice 

more likely to return to work than those with a low pre-injury occupational level (for 

example, manual laborer, agricultural worker). Those who had a pre-injury occupation 

with low physical intensity were also more likely to return to work than those who 

worked with high physical intensity prior to injury. When the cut-off of 12 h/week was 

used, only those who had a pre-injury occupation with low physical intensity had a 

higher likelihood to return to work.

Chapter 5 describes the 5-year trajectories of employment in individuals with SCI and 

identifies predictors of stable employment during the 5-year period.  We found that only 

one fifth of individuals with SCI were able to gain and maintain steady employment 

during a span of 5 years after discharge from inpatient medical rehabilitation. Three 

distinct employment trajectories were identified. First, the ‘no employment’ group 

(22.2%) constituted of those individuals without employment before injury and during 

the 5-year follow-up. Second, the ‘low employment’ group (56.3%), that is, individuals 

with pre-SCI employment and a low, slightly increasing probability of employment 

during the 5-year follow-up. The third group was the ‘steady employment’ group (21.6%), 

that is, individuals with continuous employment from before SCI and within 5-year 

follow-up. Having a secondary education predicted the likelihood of steady employment 

after SCI. Individuals with secondary education were four times more likely than those 

without secondary education to engage in steady employment. Meanwhile, individuals 
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with a better physical capacity measured by a higher Functional Independence Measure 

(FIM) motor-score at discharge were more likely to have steady employment compared 

to those with a lower FIM motor-score.

The third part of the thesis examines QOL of individuals in VR setting. 

Chapter 6 presents findings from the cross-sectional study aiming to assess QOL and 

its determinants in individuals with different disabilities who were undergoing VR in 

Switzerland and Germany. The study found that the health-related quality of life (HRQOL) 

in all SF-36 dimensions was significantly lower among vocational rehabilitation (VR) 

clients than in the general population. Several types of VR that are closer to competitive 

employment, such as returning to the former workplace and being oriented to a new 

job, were associated with better HRQOL scores. This was mainly observed on the HRQOL 

dimensions physical limitations due to physical problems, pain, vitality and mental 

health problems. Almost one fourth of the VR clients reported depressive symptoms. 

Depressive symptoms were negatively associated with all HRQOL dimensions.

Finally, Chapter 7 provides a reflection on the main findings of the thesis. Theoretical 

and methodological considerations are discussed. The implications for research, practice 

and policy as well as recommendations are presented. 

These findings imply that in developing countries such as Indonesia, there is an 

urgent need for strengthening the medical and social rehabilitation system especially 

by improving the capacity of human resources and allocating more resources for 

long-term SCI rehabilitation. Beyond the health sector, there is an urgent need for 

policies targeted at the welfare of individuals with severe disability such as SCI. Policy 

should also be enacted to support the environmental elements that are conducive to 

minimizing disability and optimizing participation in work and social activities such 

as accessible roads, buildings, and disability-friendly transportation. Similarly, policies 

on employment for individuals with disabilities in developed countries must be better 

endorsed to employers. Together with VR professionals, employers should assess and 

identify the sets of capabilities that individuals with SCI possess, so that their work 

situation can be adapted to achieve optimal work functioning. 

In terms of practice, to improve employment outcomes among individuals with SCI both 

in developing and developed countries, multifaceted strategies should be applied in 
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different stages of the rehabilitation process. Rehabilitation focus should not only be on 

restoring physical functions but also on starting the process of community reintegration. 

Enrolment in VR services and opportunities to retraining and re-education should be 

enhanced to improve the likelihood of getting back to gainful and perhaps higher-level 

employment. In developing countries, with mainly informal employment, VR services 

should focus on enabling individuals with SCI to perform self-employment upon the 

completion of clinical rehabilitation. As social support is very important for enhancing 

QOL and participation, individuals with SCI should also be equipped with social skills to 

seek social support and resources. Families should be engaged during the rehabilitation 

process, so that they will understand the particular needs of individuals with SCI and be 

able to continue providing support after discharge from rehabilitation.

For research, as participation in vocational, social and religious activities was almost 

universally regarded important towards QOL, therefore more intervention studies 

incorporating these aspects should be conducted to improve participation. Employment 

research in SCI should go beyond the traditional employment outcomes to identify 

factors in the employment situation that ensure the quality and sustainability of 

employment. Research on employment following SCI should also start to focus on 

developing countries as most SCI cases globally occur in this part of the world. Methods 

and indicators should be adjusted to accurately capture work outcomes in informal 

employment settings. Furthermore, research should focus more on identifying and 

intervening amenable and contextual factors important for social participation. 

Lastly, addressing employment gaps in SCI in both developing and developed countries 

requires long-term, multifaceted and comprehensive approaches. Rehabilitation 

professionals should work hand-in-hand with potential employers, government and 

families to facilitate return to work. Individuals with SCI must be provided with proper 

instrumental, social, psychological and economical support to integrate them in society 

and to enhance their QOL. 
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