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Abstract

Children with severe or profound intellectual and multiple disabilities (S/PIMD) communicate
presymbolically and need support in all aspects of daily life. Communication intervention
studies are scarce, and so is research focusing on characterization of S/PIMD. The overall aim
of the thesis was to contribute knowledge about the prerequisites for communication from the
perspectives of the child, the parent and the context by exploring the multiplicity of disorders
and problems in S/PIMD (Study 1) as well as aspects of communication interventions provided
by Swedish habilitation services (Studies Il through 1V). Various methods were applied with a
focus on mixed (quantitative and qualitative) methods. Findings: In Study I, a sample of
children with severe/profound ID was explored. It was found that all children in the sample
were affected by added problems or neurodevelopmental disorders (apart from ID) and it
seemed difficult to draw a line between “prototypical” S/PIMD and non-S/PIMD cases.
Notably, positive screening for autism was prevalent in the sample. Studies Il and 111 explored
parents’ experiences as well as parent and child outcomes from a parental course on
communication (ComAlong). Study Il utilized survey data from parents’ course evaluations. In
Study I11 two parent and child dyads were followed longitudinally, before, during and after the
ComAlong course. Video data of parent child interactions and parental interviews were gathered
and analyzed in detail. Results from both studies showed that parents found it meaningful to
learn about communication and augmentative and alternative communication (AAC), even
though a minority of parents in Study I1 struggled with AAC. Several parents from both studies
stated that the course affected their communication. However, changes in parents’ or children’s
communication were not detected in coded video data in Study 111, which raises important
questions for future research. To gain a broader perspective on AAC in relation to S/PIMD,
Study IV focused on speech language pathologists’ (SLP) clinical practices and decision making
regarding AAC implementation with the target group. According to results from analyzed
survey and focus group data, SLPs valued AAC highly and implemented a variety of AAC
approaches with children with S/PIMD. Clinical decision making on AAC seemed to be mainly
guided by clinical experiences and the circumstances and wishes of the child’s social network.
The conclusions and implications from this thesis relate to the conceptualization of S/IPIMD as
a spectrum condition; the complexity of parental learning in parent-mediated communication
interventions and relevant outcome measurements; the importance of family centeredness in
clinical AAC practices and the insufficient associations between clinical practice and research.
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