
Referencer 

(1) Leonard H, Cobb S, Downs J. Clinical and biological progress over 50 years in Rett syndrome. Nature 
Reviews Neurology. 2017;13(1):37-51. 

(2) Epstein A, Leonard H, Davis E, Williams K, Reddihough D, Murphy N, et al. Conceptualizing a 
quality of life framework for girls with Rett syndrome using qualitative methods. American 
Journal of Medical Genetics Part A. 2015; Dec 21. 

(3) Lotan M, Isakov E, Merrick J. Improving functional skills and physical fitness in children with Rett 
syndrome. Journal of Intellectual Disability Research. 2004;48(Pt 8):730-5. 

(4) Bloemen M, van Wely L, Mollema J, Dallmeijer A, de Groot J. Evidence for increasing physical 
activity in children with physical disabilities: a systematic review. Developmental Medicine and 
Child Neurology. 2017;59(10):1004-10. 

(5) Reedman S, Boyd RN, Sakzewski L. The efficacy of interventions to increase physical activity 
participation of children with cerebral palsy: a systematic review and meta-analysis. Developmental 
Medicine and Child Neurology. 2017;59(10):1011-8. 

(6) Verschuren O, Darrah J, Novak I, Ketelaar M, Wiart L. Health-Enhancing Physical Activity in Children 
With Cerebral Palsy: More of the Same Is Not Enough. Physical Therapy. 2014;94(2):297-305. 

(7) Downs J, Stahlhut M, Wong K, Syhler B, Bisgaard AM, Jacoby P, et al. Validating the Rett Syndrome 
Gross Motor Scale. PLoS One. 2016;11(1):e0147555. 

(8) Downs J, Leonard H, Jacoby P, Brisco L, Baikie G, Hill K. Rett syndrome: establishing a novel 
outcome measure for walking activity in an era of clinical trials for rare disorders. Disability and 
Rehabilitation. 2015;37(21):1992-1996. 

(9) Stahlhut M, Downs J, Leonard H, Bisgaard AM, Nordmark E. Building the repertoire of measures of 
walking in Rett syndrome. Disability and Rehabilitation. 2017;39(19):1926-1931. 

(10) Stahlhut M, Hill K, Bisgaard AM, Jensen AK, Andersen M, Leonard H, et al. Measurement of 
Sedentary Behaviors or "Downtime" in Rett Syndrome. Journal of Child Neurology. 
2017;32(12):1009-1013. 

(11) Stahlhut M, Downs J, Aadahl M, Leonard H, Bisgaard AM, Nordmark E. Patterns of sedentary time 
and ambulatory physical activity in a Danish population of girls and women with Rett syndrome. 
Disability and Rehabilitation. 2017 Oct 2: 1-9. 

(12) Stahlhut M, Esbensen BA, Larsen JL, Bisgaard AM, Downs J, Nordmark E. Facilitators and barriers of 
participation in ‘uptime’ activities in girls and women with Rett syndrome – perspectives from 
parents and professionals. Accepteret til publikation i Qualitative Health Research. 

(13) Palisano RJ, Chiarello LA, King GA, Novak I, Stoner T, Fiss A. Participation-based therapy for children 
with physical disabilities. Disability and Rehabilitation. 2012;34(12):1041-52. 

(14) Stahlhut M, Downs J, Wong K, Bisgaard AM, Nordmark E. Feasibility and effectiveness of an 
individualized 12-wk ‘uptime’ participation intervention (U-PART) in girls and women with Rett 
syndrome. Artiklen er indsendt til bedømmelse og publikation. 

 


