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Context and purpose 
In Sweden today, a person who suffers a spinal cord injury (SCI) can be treated at 25 
different hospitals. For many years, a debate has been ongoing as to whether Sweden 
should centralise the health care for people with SCI. Countries that have chosen to 
centralise their healthcare for people with SCI have achieved improved neurological 
outcomes as well as a higher level of independence for the individual.  
 
In April 2019, Socialstyrelsen sent out a proposal to adjust the healthcare for people with 
SCI to ”Nationell högspecialiserad vård” (National highly-specialised 
care): https://www.rgaktivrehab.se/nyhet/tillsammans-paaverkar-vi-sveriges-
ryggmaergsskadevaard 
 
RG Aktiv Rehabilitering (RG) is a non-profit organisation that has been working with people 
with SCI for over 40 years. RG provided feedback to the proposal with a hope to improve the 
situation for everybody who lives with an SCI today and anybody who sustains one in the 
future. We believe that the individual with an SCI has undeniable experience and thus highly 
relevant thoughts on the matter. Therefore, it was most important to include these individuals 
in RG’s response and feedback on the proposal. 
 
To achieve that, RG created an online survey with 9 questions. The questions asked 
individuals with SCI from Sweden to report their current needs and preferences in terms of 
the care they receive. A total of 327 persons replied during the 1 week of data collection (15-
22 May 2019). The results of the survey, including tables and figures, are presented in this 
report. Some of these results were incorporated in RG’s reply to Socialstyrelsen: 
https://www.rgaktivrehab.se/nyhet/rg-s-remissvar 
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Profile of respondents and definitions 
 
Most out of the 327 respondents were from the 30-59 age-group (61%), and nearly 30% 
were above 60 years (Table 1). There was equal proportion of respondents from regional 
and metropolitan areas. 
 
 
Table 1. Age distribution of respondents 
 Frequency % Valid % 
Valid 0-29 31 9.5 10.7 

30-59 179 54.7 61.5 
60+ 81 24.8 27.8 
Total 291 89.0 100.0 

Missing  36 11.0  
Total 327 100.0  

 
There was an equal distribution of respondents from Metropolitan and Regional areas in 
Sweden (Table 2). We defined Metropolitan areas based on whether there was a University 
Hospital or not. Postal codes immediately around the University Hospital region were also 
marked as metropolitan. All other areas were classified as Regional.  
 
Table 2. Distribution of respondents in Metropolitan and Regional areas 
 Frequency % Valid % 
Valid Metropolitan  139 42.5 48.3 

Regional 149 45.6 51.7 
Total 288 88.1 100.0 

Missing  39 11.9  
Total 327 100.0  

 
When present, statistically significant differences (p<0.05) are indicated in the text. 
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Q1: How long would you be prepared to travel to access 
highly specialised care for complex health issues related 
to your SCI?  
More than 60% of respondents stated that they were willing to travel as long as it is needed, 
in order to access specialised care. This percent remained as high as 60% within all three 
age-groups (Table 3) and across types of setting (Figure 1). Only a very small minority of 
people in each age-group (Table 3) and in each type of setting (Figure 1) would not be 
prepared to travel at all, or travel less than 100km. 
 
Table 3.  Responses for Q1 for each age-group. 

  
Age Groups 

Total 0-29 30-59 60+ 
As long as it is necessary, quality of 
care is most important 

Count (%1) 20 (65%) 111 (62%) 46 (57%) 177 (61%) 

>300km Count (%1) 3 (10%) 18 (10%) 8 (10%) 29 (10%) 
>100km - <300km Count (%1) 5 (16%) 27 (15%) 9 (11%) 41 (14%) 
<100km Count (%1) 2 (7%) 14 (8%) 11 (14%) 27 (9%) 

Not far at all, I only want to access 
care within my community 

Count (%1) 1 (3%) 7 (4%) 5 (6%) 13 (5%) 

Missing Count (%1) 0 (0%) 2 (1%) 2 (3%) 4 (1%) 
Total Count (%1) 31 (100%) 179 (100%) 81 (100%) 291 (100%) 
1 % of responses in each age-group 
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Q2: What is the quality of the SCI care you receive at the 
moment? 
Approximately 25% of respondents in each age-group reported that the quality of care they 
received was excellent (Figure 2).  
When comparing the perceived quality of care between types of settings, 42% of people 
living in regional settings reported that the level of care they received was inadequate, as 
compared to 22% of individuals in metropolitan areas (p<.001) (Figure 3). 
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Q3: How important was it for you and your rehabilitation 
after your SCI to take part in activities provided by RG 
Active Rehabilitation? 
20% of respondents from metropolitan areas and 30% of respondents in regional areas had 
never participated in activities provided by RG Active rehabilitation. 70% of respondents 
across metropolitan and regional type of settings, and across all three age-groups, who had 
participated in activities organised by RG Active Rehabilitation reported that participating in 
such activities was very important for them.  
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Q4: Which of the following issues describe your current situation? 
• One out of three respondents were content with the type of care they received. Proportionally more people in metropolitan settings 

(44%) as compared to regional (28%) were content with the care they received. 
• 46% of respondents reported that the care they received was not well-coordinated and they needed to search for the right help by 

themselves. This proportion very similar in both regional (50%) and metropolitan settings (45%). 
• 39% of respondents stated that they needed to have contact with multiple health professionals across multiple settings. This proportion 

was very similar in both regional (37%) and metropolitan settings (45%). 
• Higher proportion of respondents from regional setting (42%) as compared to metropolitan setting (30%)stated that their health care 

providers did not have a full understanding of their SCI and therefore could not fully address their problems (p=0.29).  
• 25% of respondents across metropolitan and regional settings reported experiencing long waiting times.  
• Accessing specialised care was more commonly reported to be a problem in regional settings(34%) as compared to metropolitan (17%) 

(p<.001). 
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Open-answer questions 
 
What do you believe to be the greatest advantage with centralised specialised health 
care?     
• Provides best and equal possibilities for everybody to access good quality care (optimal 

and equal – fair). 
• High competence in all professions in one place (One-stop shop), that is easy to access. 
• Better coordination of resources.   
• Meeting others with SCI. 
• No need to explain what a SCI is every time you visit the hospital. 
• Health care professionals and others involved: 

• Can learn from each other 
• Have the ability to become more specialised 

• More likely to achieve better outcomes in terms of: 
• Higher level of independence 
• Improved health 
• Less long-term complications 

 
 
What is your greatest concern with centralised specialised health care?     
• Need to travel long distances. 
• Too far away from family members. 
• Long waiting times. 
• Higher focus on keeping budget low may lower the quality and length of stay of initial 

care and rehabilitation, and also lead to hiring incompetent/ inexperienced staff. 
• Difficulty with getting help and accessing assistive equipment locally. 
• You become one patient among many others. 
• We lose certain competencies that have been generated over time. 
• The region (kommun/landsting) don’t want to pay for my health care in another region. 
• Governance and financing of the new systems is not clear and can potentially cause 

problems. 
• In the event of dissatisfaction with one system of care, can the person choose another?  
• Inequalities accessing care due to long distance, higher age. 
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