
BACKGROUND
Research on young people with neuromuscular disor-
ders (NMD) usually focuses on boys (1, 2). So, how do 
girls with NMD experience their involvement in life situa-
tions? 

AIM 
This study examines whether Danish teenage 
girls with NMD experience NMD related prob-
lems with participating in life situations1. 

STUDY POPULATION
In Denmark, most people suffering from a critical form of 
NMD are referred to the Danish National Rehabilitation 
Centre for Neuromuscular Diseases (RCFM), which is a 
highly specialized unit for neuromuscular rehabilitation. 
At project start, there were 53 girls with NMD in the age 
group 12-17 years registered with RCFM. 

 32 girls accepted to participate in the study               
  (Participation rate: 60 per cent).

 12 different neuromuscular diagnoses were repre-  
 sented: Charcot-Marie-Tooth hereditary neuropathy: 5;  
 Myotonic dystrophy: 2; Manifesting carrier of dystrophi- 
 nopathy: 1; Congenital muscular dystrophy: 8; Congeni- 
 tal myopathy: 1; Limb girdle muscular dystrophy: 6;   
 McArdles Disease: 1; Mitochondrial myopathy: 1; Hyper- 
 kalemic periodic paralysis: 1; Pompe’s disease: 1; Spinal  
 muscular atrophy type II: 4; Spinal muscular atrophy   
 type III: 1.

 At project start, 21 of the girls were primarily    
 walkers and 11 girls were primarily wheelchair  
 users.
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METHODS
A qualitative interview study from a phenome-
nological perspective. 

A semi-structured interview guide with 38 open 
and 38 closed questions was developed for this par-
ticular target group on the basis of focus group interviews 
with seven young women aged 19 – 24 years who had 
different kinds of NMD and levels of functionality. 

Data analysis was carried out in three steps:

 The data were systematized based on the interview   
 guide themes.

 Data which did not fall under one of the interview    
 guide’s themes but contained important information was  
 grouped under supplementary themes.

 The data have been condensed with a view to identi-  
 fying problem areas.

RESULTS 
Five problem areas were identified: Having NMD, Fami-
ly and school, Social relations and participation, Lack of 
support and Future.

Having NMD
The girls described a wide range of physical limitations: 
reduced muscle strength, fatigue, lack of stamina, res-

piratory problems and pain.

They felt it was difficult for other people to under-
stand what it is like to have NMD. 

Family and school
The parents to the girls with NMD worried more 

about what their girls were doing than the parents 
of their healthy peers did, and the girls with NMD 

sometimes felt they were a burden to their family.

The girls had experienced academic difficulties as a re-
sult of missing school because of medical examinations 
and treatments.

Social relations and participation
 The girls had experienced problems with being          
 excluded and lack of accept from others. 

 They worked harder than their physique allowed them  
 to, to be able to participate in things they wanted to   
 do. 

 They found it embarrassing not to be able to do the   
 same things as their friends and to receive help. 

 The girls felt sad if their friends did something they   
 could not participate in and they envied their healthy  
 friends. 

 Sometimes they stayed at home because they ex-  
 pected they would not be able to participate in activi- 
 ties with friends. 

 They did not participate in as many spare time activi - 
 ties as they would like to, and they dreamed of en-  
 gaging in new activities, especially sports activities. 

 The girls were worse off two years before the time of  
 this study, both at school and in their spare time. 

Lack of support
The girls primarily felt a lack of social and mental support 

 during the age 12-14 years – or

 in connection with certain milestones such as time of  
 diagnosis, disease progression or youth-related transi- 
 tions.

 

Future
 Some girls feared that it would be difficult  

 for them to find a partner because of their  
 NMD and that it would be difficult for them  
 to have children. 

 They expected that changing schools 
would be a big challenge due to increased 

homework and the need to explain their dis-
ease repeatedly. 

 They worried about the disease progression 
and felt uncertain about their future ability to partici-

pate. 

CONCLUSION AND PERSPECTIVE  
Danish teenage girls with NMD describe a number of 
physical challenges which make involvement in life situ-
ations difficult, and they work harder than their physique 
allows them to in order to participate. 

Problems are more frequent during their early teen-
age years when they still play physical games with their 
friends rather than talk, which they are capable of. Prob-
lems also arise in connection with disease progression 
and youth-related transitions.

Consequently, girls with NMD are in need of increased 
support during the early teenage years or when facing es-
pecially difficult periods of their lives. 
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”It is unfair 
that it’s always me 
who have to show 

initiative to 
participate 

(14 years old)

”People don’t 
understand – a 
neuromuscular 

disorder can be so 
many things” 
(17 years old) 

”I fear that 
I’m getting 

worse” 
(15 years old) 

”When 
I’m really tired, 

I tend to be quiet 
and angry-looking” 

(17 years old)
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ANNONCESIDE

Lige nu
Gennem de sidste tre år har jeg stået for Pigepro-
jektet – et projekt, hvor jeg har undersøgt, hvor-
dan det er at være teenagepige, når man har mu-
skelsvind. Projektet er færdigt, og jeg har netop 
påbegyndt formidling af projektets resultater. I 
første omgang har jeg holdt oplæg om projektet 
ved en international konference i Bergen i begyn-
delsen af maj. Næste skridt bliver at få publiceret 
en rapport, så andre kan få glæde af resultaterne. 
   Et andet projekt, jeg for øjeblikket deltager i 
som projektrådgiver, kaldes Mening og Mestring 
og laves i samarbejde mellem ni handicaporga-
nisationer.  Deltagerne i vores del af projektet er 
mennesker med muskelsvind, som samtidig har 
kognitive vanskeligheder; eksempelvis svært ved at 
huske, at koncentrere sig eller tage initiativ. Målet 
er at få flere personer i arbejde, eller at de perso-
ner, som er i arbejde, får mulighed for at forblive 
på arbejdsmarkedet.

Ann-Lisbeth Højberg
• 57 år
• Ergoterapeut, Master i Rehabilitering 
• Ansat i RCFM i 28 år, hvoraf de sidste ni 
 år har været i Udviklingscentret

Min hovedopgave
Jeg er tilknyttet RehabiliteringsCenter for 
Muskelsvinds forsknings- og udviklingsafde-
ling. Opgaven er her at indsamle og vide-
reformidle viden om muskelsvind, bl.a. ved 
at gennemføre forsknings- og udviklingspro-
jekter.
   Når konsulenterne i RCFM får kendskab til 
et område, der vil være relevant at få mere 
viden om, kan jeg være med til at undersøge 
området nærmere og eventuelt igangsætte 
et projekt. Jeg skal udarbejde projektbeskri-
velse, udføre projektet og efterfølgende stå 
for formidling af projektets resultater. 
   Jeg deltager i mange forskelligartede ud-
viklingsopgaver, f.eks. også at videreudvikle 
RCFM’s tilbud til brugerne og at opbygge og 
beskrive indhold på vores nye hjemmeside.

Det bedste ved mit arbejde
Ikke ret mange mennesker kender til mu-
skelsvind, og der er derfor et stort behov for 
specialviden. Det er et stort privilegium at få 
mulighed for at dykke ned i et lille område, 
hvor mit arbejde kan medvirke til, at men-
nesker med muskelsvind og deres omgivelser får 
en viden, de ellers ikke kunne få. Hele processen 
fra en ide opstår, til der ligger et færdigt resultat, 
er virkelig spændende.
   Arbejdsmæssigt er det super godt at kunne veksle 
mellem skrivebordsarbejde og den direkte kontakt 
med de personer med og uden muskelsvind, som 
indgår i projekterne. Jeg ville meget nødig nøjes 
med at sidde bag skrivebordet.

Plads til forskelle
I RCFM er vi altid meget bevidste om at oplyse, at 
muskelsvind aldrig er helt ens hos to personer – 
heller ikke selv om der er tale om to personer med 
samme type muskelsvind eller to personer med 
muskelsvind i samme familie. Vi fremhæver netop 
forskellene for at give en viden om, at hver enkelt 
person har sine unikke udfordringer og behov og 
derfor også må have tilbudt unikke rehabiliterings-
tilbud. Der er udelukkende plads til forskelle.
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