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Programme Agenda

8.30 | Opening Remarks Rachel Boothman &
Sara Feldman

8.40 | Welcome Address TBD

8.50 | About the International Alliance of ALS/MND Associations Steve Bell

9.00 | CARE-MND Judith Newton UK

9.20 | One size does not fit all - expanding our range of information | Emily Richardson UK
formats to support families affected by ALS/MND

9.40 MND Connect Helpline: A window to wider support Adele O'Toole UK

10.00 | Hospice volunteers supporting those with ALS/MND and Marjolein Cleaver UK
cognitive change

10.20 | Morning Refreshments

10.50 | Gordon Aikman Scholarship Award - Breath Stacking Interim | Dianne Fraser UK
Results and Learning Strategies

11.10 | Challenges of assessment and management of cough Charlotte Massey UK
augmentation in ALS/MND

11.30 | Multidisciplinary assessment and management of cough for Jodi Allen UK
airway clearance

11.50 | How dysphagia changes the perception of food in ALS/MND - | Dominika Lisiecka ireland
the perspectives of people with ALS/MND and their caregivers

12.10 | Lunch and Networking

13.40 | What do children need when a parent has ALS/MND? A Rachel Tams UK
review of existing psychological support interventions and
suggestions for further developments

14.00 | Advanced Care Planning in ALS/MND Patients: An Italian Christian Lunetta ltaly
experience

14.20 | Training in Non-invasive Ventilation: Incorporating discussions | Ally Lycett UK
from diagnosis to End of Life Care

14.40 | 'Atime to remember' A practical framework to support families | Wendy Bennett UK
who have been bereaved

15.00 | Afternoon Tea

15.20 | Breaking the conspiracy of silence: A presentation for Sandra de Moree Netherlands
professionals on how to discuss sexuality and intimacy with
ALS/MND patients and their partners.

15.40 | Music therapy in multidisciplinary ALS/MND rehabilitation: Alisa Apreleva Russia
research and practice

16.00 | Art Therapy for people with ALS/MND, group and virtual mode | Viviana Faierman Argentina

16.20 | Use of Cannabis Extract Spray (Sativex) in ALS/MND Gill Craig UK

16.40 | Close Rachel Boothman &

Sara Feldman

Co-Chairs: Rachel Boothman, MND Association; Sara Feldman, ALS Hope Foundation
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