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Improving dental healthcare pathways for people with Osteogenesis Imperfecta (Ol)

Background to the study:

Osteogenesis imperfecta (Ol) is a rare genetic condition of the bones, causing bone fragility due to
collagen-related gene mutations. It is linked to Dentinogenesis Imperfecta (DI), affecting teeth. Dental
concerns are common in individuals living with OI, and up to 50%, depending on their type, are thought
to have DI. There is limited evidence regarding the standard of care individuals in the UK receive.

In addition to a survey carried out by the Brittle Bone Society (BBS) in Feb 2023, Patient and Public
Involvement activity led by the research team have identified challenges experienced by people affected
by Ol when accessing dental treatment. These challenges include access to care, a general lack of
knowledge about Ol and a reluctance by some dental professionals in primary care to treat those affected.

To investigate these issues further, this project will be divided into 4 phases.

Phase 1: Literature review — A summary of the international scientific literature surrounding Ol and oral
health will provide evidence on current clinical dental care for people with OlI.

Phase 2: PPI focus groups - Online groups of 6-8 people of various ages across the UK, including people
with Ol, carers and dental professionals with experience of Ol. These discussions will feedback information
on the literature review methods and inform the development of interview topic guides for Phase 3.

Phase 3: Interview Study - Semi-structured interviews will be conducted with people, carers and dental
professionals to discuss lived experience of the enablers and barriers found within dental healthcare.

Phase 4: Intervention development - A series of co-design meetings will be had with key stakeholders to
develop intervention(s) for further testing. The intervention(s) will be assessed for affordability,
practicability, effectiveness, acceptability, safety, and equity to select for testing in future studies.

We are inviting you to take part in Phase 2. By participating in this study phase, you will be providing
valuable information to inform future dental healthcare delivery and practice. This work will ensure that
NHS resources are used to support evidence-based, clinically effective treatments and contribute to
improving patient care. Study findings will inform updates to relevant guidance documents, quality
improvement activities and educational resources for dentists.
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Expected input:

Attendance at one online focus group, lasting between 60 and 90 minutes. The session will include a short
presentation from the researcher, explaining the aims of this important research. A discussion will then
take place regarding the literature review plans, the important questions to be asking the different
stakeholder focus groups and what is the best way to make the study results accessible to everyone. Some
guestions to consider and help direct the discussion will be provided a few days before the session.

Format of involvement and location:
This focus group will be conducted online using videoconferencing software such as Microsoft Teams and
recorded with participant consent.

When the activity will take place:
The focus group will be arranged for early July 2024, at a time convenient to most participants who express
an interest. A doodle poll will be circulated to identify the best date.

Reimbursement available:
Participants will be reimbursed in accordance with the NIHR Involve guidelines.
NIHR public contributor payment policy | NIHR

Who is conducting this study:

Dr Niall McGoldrick and Dr Heather Cassie are the lead investigators conducting this study which is funded
by the Brittle Bone Society. Dr Megan Crichton is the research assistant. All are employed by the School
of Dentistry, University of Dundee and are carrying out this UK wide project in collaboration with NHS
Education for Scotland (NES).

Contact Information:

If you are interested in participating, or would like any further information, please get in touch with Dr
Megan Crichton m.l.crichton@dundee.ac.uk giving your name and stating that you are interested in the
Brittle Bone PPl group.
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