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PURPOSE:

» Previous research has shown that individuals with Age-Related Macular
Degeneration (AMD) often face greater mental health challenges' and exhibit
lower patient activation.?

» Inadequate communication between clinicians and patients has been linked
to a lack of engagement and mental health issues as well as poorer health
outcomes.’

» The aim of this project was to evaluate the current clinician-patient
communication in Age-related Macular Degeneration (AMD) to develop
guidelines for enhancing communication efficacy, thereby improving patient
care.

METHODS:

» A taskforce composed of representatives from patient advocacy
organizations in the USA, Germany, and Bulgaria, was established to
understand communication challenges experienced by patients as well as
gather insights from the clinicians.

» Patients and clinicians from the three countries were interviewed online with
a set of open-ended questions prepared by the taskforce.

» Patient interviews:
» Communication experience with clinicians

» Knowledge and understanding of AMD
» Source of information

> Preferred content and format of communication

» Clinician interviews:
» Current practice

> Thelr role In communication

» Resources required for improved care

RESULTS: ~

» 10 participants
» 5 patients living with AMD
» 5 clinicians
» (3 ophthalmologists, 2 optometrists) were interviewed.

RESULTS:

Patients
» Rated their knowledge in AMD as moderate

» Felt clinicians provided inadequate information on disease management
and rehabilitation.

» Considered retina specialists as the most reliable source of information
followed by patient advocacy organizations.

> Preferred verbal mode of communication

» Would like an opportunity to attend seminars with clinicians to receive
information about research and meet peers.

» Would like more information on frequency of examination, lifestyle and
behavioral modification, disease prognosis and available therapies.

» Recommend digital education for elderly people and the development of
"digital angels™ - digitally trained elderly patients who could become

trainers for their peers.

Clinicians

» Limited appointment times hindered them from providing detailed
information

» Rarely provided information on rehabilitation services, support groups
or social care

» Recommended audio-visual tools for patient education.

» Suggested to distribute information material to family members and/or
caregivers

» All agreed that the information for the patients must be written in
collaboration with patients/advocacy organizations so that it is free of
technical jargons.

» Suggested that patient education materials must be tailored to the
geographic location of the patient to ensure accurate information on
epidemiology and access to therapies.

CONCLUSIONS:

RESULTS - TASKFORCE RECOMMENDATIONS

=

“Develop and offer a patient guide that consists frequently asked > This project yielded valuable insights into clinician-patient communication

questions (FAQs) with corresponding answers provided by expert
clinicians. This guide should be developed in collaboration with patient
organizations.

*Offer evidence-based advice on prevention, risk factors, lifestyle
modification and nutrition.
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*Offer evidence-based advice on disease prognosis and management,
available and upcoming therapies and make referral to rehabilitation
services the standard of care.

]

*Adopt a shared decision-making process: ensure all important ]
information is given at the presence of both, the patient and the caregiver
to assure patient autonomy and the caregiver’s understanding of the
impact of the disease on his/her own quality of life.

mtonomy by providiml training for the elderly and

visually impaired - “Digital angels”

* Relevant to clinicians, SRelevant to clinicians as well as decision makers/management

regarding AMD care.

» A series of practical and impactful recommendations that are relevant for
clinicians as well as policymakers was formulated.

» Adopting these recommendations may improve mental health and activation
In patients with AMD and improve overall outcome.

» Further large-scale studies may provide additional insights into the
challenges and potential solutions to enhance clinician-patient
communication.
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