
Scoping social care priorities for young adults with neuromuscular conditions 

The starting point 

 

Most research begins with a set of aims and objectives and usually some idea about design 

and methods. Thanks to funding from the NIHR School for Social Care Research, this 

project aims to add to an existing portfolio of projects that aim to do things a bit differently, by 

way of ‘co-producing’ from the very start.  

According to Filipe, Renedo, and Marston (2017), ‘co-production’ can be understood as; 

“… an exploratory space and a generative process that leads to different, and sometimes 

unexpected, forms of knowledge, values, and social relations’.  

To enable this generative process to have most impact on the development of a research 

study, it makes sense for co-production to occur at the earliest possible point in the research 

process. That means bringing together a group of individuals with shared experience before 

any research aims, objectives, or methods have been developed.     

In the case of this project, our shared experience is of navigating social care and support as 

young adults with neuromuscular conditions. Neuromuscular conditions (NMCs) can be 

understood as a group of conditions that cause progressive weakness and loss of muscle 

mass. They can include conditions such as Duchenne Muscular Dystrophy, Spinal Muscular 

Atrophy, and Central Core Disease.  You can find out more here. 

A recently published report by the House of Lords Adult Social Care Committee titled ‘A 

gloriously ordinary life: spotlight on adult social care’ describes how social care “is poorly 

understood and often neglected by policy makers, the public and the media-and the impact 

this has had, in particular, on disabled adults…”(House of Lords. Adult Social Care 

Committee, 2022). This statement is indeed reflective of our experiences, with evidence to 

suggest our experiences are more widely shared among other young adults with NMCs 

(Abbott & Carpenter, 2014; Abbott, Carpenter, & Bushby, 2012; Abbott, Jepson, & Hastie, 

2016; Gibson, Young, Upshur, & McKeever, 2007).  

It is our aim to provide an exploratory space to collectively generate and reimagine how 

social care and support should be experienced by young adults with NMCs. From this point, 

we aim to scope and identify priorities for research in social care. Moving forward to develop 

one of our identified priorities into a research study. Our aim is to submit a funding 

application in July 2023 that will form the basis of an NIHR Advanced Fellowship application 

(April call). 

Why not follow us as we work collectively to build and develop a study we hope will work 

towards improving adult social care and support for young adults with neuromuscular 

conditions. Our aim is to post a new blog at least monthly, summarizing our current progress 

and steps as we move towards study development. Each blog will be posted on our 

webpage which can be found here.   

 

References 

Abbott, D., & Carpenter, J. (2014). ‘Wasting precious time’: young men with Duchenne 
muscular dystrophy negotiate the transition to adulthood. Disability & Society, 29(8), 
1192-1205. doi:10.1080/09687599.2014.916607 

https://www.musculardystrophyuk.org/
https://www.york.ac.uk/healthsciences/research/public-health/projects/martinhouse/research/scoping-social-care/


Abbott, D., Carpenter, J., & Bushby, K. (2012). Transition to adulthood for young men with 
Duchenne muscular dystrophy: Research from the UK. Neuromuscular Disorders, 
22(5), 445-446. doi:https://doi.org/10.1016/j.nmd.2012.02.004 

Abbott, D., Jepson, M., & Hastie, J. (2016). Men living with long-term conditions: exploring 
gender and improving social care. Health & Social Care in the Community, 24(4), 
420-427. doi:https://doi.org/10.1111/hsc.12222 

Gibson, B. E., Young, N. L., Upshur, R. E., & McKeever, P. (2007). Men on the margin: a 
Bourdieusian examination of living into adulthood with muscular dystrophy. Soc Sci 
Med, 65(3), 505-517. doi:10.1016/j.socscimed.2007.03.043 

House of Lords. Adult Social Care Committee. (2022). A "gloriously ordinary life": spotlight 
on adult social care. Retrieved from 
https://committees.parliament.uk/publications/31917/documents/179266/default/ 

 

https://doi.org/10.1016/j.nmd.2012.02.004
https://doi.org/10.1111/hsc.12222
https://committees.parliament.uk/publications/31917/documents/179266/default/

