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Persons with rare bone disorders, like OI and FD, frequently  
experience loss of function due to several deformities, fractures, 
orthopedic surgery, pain and fatigue. They often need  
rehabilitation, but to prepare relevant rehabilitation strategies, 
we need to know more about the extent of pain and fatigue in 
these groups.

Population

Clinical management 
In order to get a better picture of these symptoms in patients 
with rare bone diseases, TRS National Resource Centre for Rare 
Disorders in collaboration with the Red Cross Haugland  
Rehabilitation Centre have assessed pain and fatigue in persons 
with the diagnoses OI and FD in connection with diagnosis- 
oriented courses and rehabilitation stays. 

Tools
Fatigue was measured in OI by Fatigue Severity Scale (FSS)  
developed to measure fatigue intensity and the impact of daily 
functioning.
Pain was measured in both groups by
• Pain intensity in activity and rest; marked on a VAS scale from  

0 (no pain) to 10 (pain as bad as it can be).
• Pain locations was marked on a standardized pain-drawing 

checking 25 different body areas.

We find it important to raise awareness about how pain and fatigue affect living with these disorders. In our clinical experience, these 
symptoms are unpredictable and frustrating symptoms, often invisible to others and have to be taken into consideration when giving advi-
ces in the rehabilitation processes, regarding daily activities, physical activity etc.

Presenting problem
Pain and fatigue are two subjective symptoms, and the variation 
between patients within the same patient group is large. How 
does the severity of the diagnosis influence on the patients  
presentation of the symptoms, and how does it influence the  
scores? 

There is currently no international consensus on what are the best 
tools to map and measure these symptoms in patients with OI and 
FD. 

Results
Table 2. Pain intensity and pain locations in adults with  
osteogenesis imperfecta and fibrous dysplasia.

About 25 % of the Norwegian general population report to have 
chronic pain, and report a mean interference score of 5.79¹. 

Table 3. Fatigue in adults with OI

¹Ref. Rustøen, T. et al. Prevalence and characteristics of chronic 
pain in the general Norwegian population. European Journal of 
Pain 8 (2004) 555–565.

Cut off for fatigue is FSS ≥ 5
²Ref. Lerdal, A et al. Fatigue in the general population. Scand. J. 
Publ Health 33 (2) 123-130.

Diagnoses All OI FD
N 21 15 6

Age (min-max) 49 (35-74) 49 (35-74) 49 (35-62)
Male 6 3 3

Female 15 12 3

Diagnoses OI (n=14) FD (n=6)
Number og pain locations 

Max 25 locations
5,93 (2-11) 4,50 (2-10)

Pain intensity in activity, 
VAS 0-10 (min-max)

5,07 (3-8) 5,67 (4-7)

Pain intensity in rest,  
VAS 0-10 (min-max)

3,57 (1-8) 3,67 (2-6)

Diagnoses General population 
(n=1893²)

OI (n=15)

Mean FSS score 4,00 5,21
Min 2,70 3,00
Max 5,30 6,22


