Content of a 
Vision-related Quality of Life Questionnaire: the IVI_C

Gillian Cochrane, PhD Student

Centre for Eye Research Australia, The University of Melbourne, Melbourne, Australia

g.cochrane@pgrad.unimelb.edu.au
At the Centre for Eye Research we have developed the Impact of Vision Impairment for Children (IVI_C), a quality of life questionnaire to assist in determining individual support needs of vision impaired children.  It does not require highly trained personnel to undertake them or interpret the results. 

The IVI_C was developed from 15 focus groups (n=102 participants). The 4 focus groups included children with low vision aged 11-18 years: and one in-depth interview with a university student.  The other focus groups were for parents of children with vision impairment (4 groups), class teachers who had worked with  a student with vision impairment in their classrooms but had no formal training to assist students with vision impairment (3 groups), and specialist instructors including visiting teachers for the vision impaired, orientation and mobility instructors and occupational therapists (4 groups plus 3 in-depth individual interviews with specialist educators for children with vision impairment).

 The overall theme for the discussions was, “What has been the greatest impact of low 
vision on every day life in the home, in school, within the community and socially”. Questions were asked within the topic areas that were brought up for discussion in each of the focus groups; these being “home”, “travel & transport”, “sports and work”, “social”, and “emotional”. Sixteen themes emerged, which were Teacher knowledge, Access (teacher-facilitated), Specialist support, Orientation & Mobility, Fitting-in, Social skills, Peer acceptance, Self-confidence, Personality, Communication skills, Community understanding, Family well-being, Parental input, Mainstream/Special, Varied experiences, VI peer support/integration, and VI role model. The themes reflected five domains: School/Specialist Instruction, Social Interaction, Community, Family, and Vision impairment peer interaction. Interestingly, the focus of concern for each focus group type differed: the students’ perspective concentrated more toward social/communication and orientation & mobility skills, the parents’ concentrated instead on the importance of family and support for the family, the class teachers’ were equally concerned with the students’ academic and social development whereas the experts targeted academic skills and specialist input. However, for each focus group it was the development of good social skills that were considered absolutely crucial for the children’s future success in life.  Having information from more than one perspective provided a broad range of issues from which content could be derived. The relevance of each perspective was considered to be equally important when items were being identified as content for the questionnaire.

From the information gathered, 30 questions (items) were initially tested for wording and 
layout. To validate the 28-item questionnaire, it was administered to students aged 8 to 18 years and following further analyses, the number of questions was reduced to 25. The average times to administer the IVI_C, whether via telephone or in a face-to-face interview, was 7 minutes.  The IVI_C has proven to be reliable between interviewers as well as between mode of administering the questionnaire (telephone and face-to-face). 

Further analysis revealed three domains (themes); school and social inclusion, mobility and independence and lastly, community acceptance. The sub-structure represented by the domains presents the possibility for assessment of participation in particular areas of everyday life. 

In real terms, these results translate to very practical uses. Mean scores for each domain can give an indication of individual support needs and highlight areas of concern. The IVI_C can be used to evaluate the outcomes of interventions.

Although the tool kit and questionnaire have been developed in a resource rich country, certain aspects will be universal although other aspects will be socially and cultural specific. To address these issues, further research is being done to assess how applicable the IVI_C will be for use in under-resourced countries.
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