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Review: Medicated pathways, negotiated identities: A critical phenomenological analysis of 

the lived experiences of sexuality in the context of intellectual disability.  

 

There have been important and necessary developments and changes in relation to the care and 

support of people with intellectual disabilities in many countries across the world from 

institutional to community-based models of care (Shakespeare, 2013). These changes are 

welcome and important by way of seeking to provide socially inclusive, rights based 

approaches that aim to empower and enable this often-marginalised population (Winges-

Yanez, 2014; World Health Organization, 2015).  There is now an increasing focus on 

relationships and sexuality concerns from the perspective of people with intellectual disabilities 

that takes account of their individual needs and aspirations (Arias et al., 2009).  Sitting 

alongside their perspectives are the interests and concerns of parents, families and carers 

(Friedman et al., 2014).  

 

From the research perspective of studies involving the voices of adults with intellectual 

disabilities, there is the clear articulation of the desire to form and maintain, friendships and in 

some cases, romantic and intimate relationships (Bernet, 2011; Turner & Crane, 2016).  The 

existing research literature highlights the tensions that may be evident between the right to 

autonomy and decision making by adults with intellectual disabilities and the need of parents, 

families and carers to exercise control over the relationships and expression of sexuality (Yau 

et al., 2009; Rushbrook et al., 2014). These concerns can be legitimate due to issues related to 

exploitation and harm, with policy responses aiming to protect those who may be particularly 

vulnerable (Bane et al., 2012; Schaafsma et al., 2015).  

 

The reviewed study by Pariseau-Lagault and Holmes of the lived experiences of sexuality of 

people with intellectual disabilities is particularly welcome and adds to a growing and evolving 

research evidence-base in this area.  The paper makes a valuable contribution as it presents the 

subjective accounts and voices of adults with intellectual disabilities, while also including the 

views and experiences of parents and support workers.  It therefore offers a rounded and well-

presented account of the various perspectives that need to be recognised and considered.  

 

Undertaking research involving people with intellectual disabilities can often be difficult and 

challenging. This is even more pronounced when researching, what is still considered, a taboo 

subject such as sexuality (Hall et al., 2010; McCann et al., 2016).  To grow the research 

evidence-base there are many considerations that need to be addressed, including overcoming 

barriers to identifying and accessing the population, ethical concerns, recruitment and 

retention, capacity to consent and the ability of some to participate in the research process 

(Bigby et al. 2014).   

 

The researchers overcame these challenges and adopted an appropriate research design that 

enabled the voices and experiences of adults with intellectual disabilities to be included.  The 

use of Interpretive Phenomenological Analysis, (IPA), is a relevant research approach as it 

enables the unique experiences of the individual participants to be expressed and recorded 

(Brown et al. 2016). IPA as a methodology has the advantage of enabling the researcher to 

undertake a detailed analysis of the data that allows for a full description of the personal 

experiences of the participants.  It also allows for an interpretation of those experiences by both 

the researcher and participants within the research process (Smith et al. 2009).  

 

Undertaking research involving people with intellectual disabilities presents additional issues 

that need to be overcome. Researchers undertaking studies with this population, can therefore 



include details of the obstacles they experience and importantly how they were overcome. 

Including such reflective accounts have the potential to inform future research approaches and 

what worked.  This is necessary to ensure that the drive towards socially inclusive care and 

support for people with intellectual disabilities is a reality and the evidence-base in sensitive 

areas such as sexuality attracts further and wider research attention.   
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