Infant/Toddler Quality of Life Questionnaire
Neelaysh Vukkadala 

Aim and Background

The aim of our research is to devise a questionnaire to reliably measure the quality of life (QOL) of infants and toddlers (0-2 years) with hearing loss and their families. Such a disease-specific, validated tool would be valuable to assessing changes in QOL over time and in response to specific interventions and would have important research and clinical implications.

Approach

We will use semi-structured focus groups containing 6-10 participants and lasting approximately 2 hours. Initial focus groups will be conducted with care providers (healthcare and non-healthcare related) and aimed at exploring provider perceptions of the feasibility and utility of such an instrument and current methods used by providers for assessing the quality of life of infants and their families. Subsequent focus groups will involve parents of infants and toddlers. These sessions will focus more on parent perceptions of their infant’s well being and the affect that raising a toddler with hearing loss has had on the family as a whole.

During each focus group, participants will also be asked to answer the questions “What are important factors in the quality of life of an infant with hearing loss?” and “What are important factors in the quality of life of a caregiver raising an infant with hearing loss?” by listing responses to each. These responses will form the basis for discussion. When these topics have been exhausted, the focus group moderator will continue the discussion raising questions that have not already been addressed.

[bookmark: _GoBack]These focus groups will be purposively sampled and data from these groups will be analyzed in an iterative fashion and used to identify common themes. Themes identified will be used to create domains that form the basis of the quality of life questionnaire. 

Proposed subjects

Healthcare providers will be recruited from the UCSF Pediatric Otolaryngology department and will include audiologists, speech language pathologists, social workers, clinical psychologists, and pediatric ENT surgeons. Non-healthcare providers will be recruit from the Center for Early Intervention on Deafness, which is a facility offering comprehensive early education and support services for deaf children and families. These providers will include toddler teachers, speech therapists, program managers, and social workers all highly experienced in working with young children and their families. Finally, parents with infants and toddlers ages 3 and younger will be recruited from the UCSF Hearing Loss clinic. We will aim to recruit a broad group of parents raising children with a spectrum of hearing loss and interventions (hearing aids, cochlear implants, etc).

Challenges/Questions:

1. Subject recruitment – The backbone of this study is the parents of children with hearing loss. However, given that these parents are, well, parents their time is often limited and there is actually a relatively small number whose children are identified so young at any given point in time. Additionally, it will be important to get the Deaf community perspective but there is a rocky history between the medical establishment and the Deaf community so recruitment on that front may be challenging.

2. Learning the terminology/proper procedure – While the broad strokes of the research process make sense, the actual doing is considerably more complex. I’m hoping to learn more about valid ways to conduct the study and how to share those ideas with other people.

3. Definition/philosophical issues around infant/toddler quality of life – Although there are already well established generic quality of life questionnaires for this age group, I think it’s a valid philosophical question of what does this term “quality of life” mean when applied to infants.
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