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The 2nd Australian Sickle Cell Scientific Conference by Australian Sickle Cell Advocacy Inc. is a
conference which aims to provide relevant information and resources to patients/caretakers, increase
awareness and highlight strategic importance for treatment.

The main theme for this conference is to highlight why Health Equity is essential even for the unborn
children when we focus on Newborn Screening for Sickle Cell Disease to be introduced in Australia. The
2nd Australian Sickle Cell Scientific Conference focuses upon increased awareness among all
stakeholders about the disease, and data collection for national surveillance database. It also proposes to
change the face of sickle cell disease in Australia by having deliberate discussions like this. We have
seen the impact this has done in the past four years since our organization was born.

This is a one day event which invites leading speakers for a conference who will highlight strategic
importance about dealing with sickle cell disease. As per theme of 2nd Australian Sickle Cell Scientific
Conference, health equality is for all where importance of newborn screening in health management is
emphasized.

Conference Objectives

● To raise awareness with the focus on newborn screening to be introduced in Australia.

● Raise awareness about sickle cell disease in Australia.

● Invite leading speakers who will increase awareness about sickle cell disease and

highlight strategic importance for treatment.

● Invite healthcare consultants working on newborn screening in sickle cell management to

highlight the importance for this screening.

● Offer a great atmosphere for Sickle Cell Warriors and Caregivers to discuss any issues

impacting them.

● Put Sickle Cell Disease on the spotlight for all stakeholders to understand the issues

impacting the Australian Patient.

● Give all stakeholders an opportunity to meet in the same room.



Participants/Target Audience
Approximately, 300 participants are expected to attend the Virtual Conference. These are mainly:

1. Policymakers from Ministers of States
2. Health professionals
3. Private Sector representatives
4. Academia
5. Research institutes
6. NGOs
7. Donors
8. Development partners
9. Community groups
10. Patient groups
11. Youth groups
12. People living with sickle cell disease and interested individuals

Date and Duration
Saturday 10th September 2022
8:00 AM – 6:30 PM Australian Eastern Standard Time (AEST)

Program timings will be based on Australian Eastern Standard Time (AEST), between 8:00 AM - 6:30 PM
daily with the possibility to repeat recorded sessions with live Q&A at additional times to facilitate
participation in other global zones.

Breaks for visiting the exhibition and posters will be integrated into the program along with facilitated
networking opportunities with speakers and fellow congress delegates. Side-events are offered as
programmatic space for sponsors.

Register for the ASCA Conference:
http://aussicklecelladvocacy.org/second-australian-sickle-cell-scientific-conference/#booking/

After registering, you will receive a confirmation email containing information about joining the conference.

Venue
Wesley Conference Centre. Conveniently located in the heart of Sydney’s CBD and easily accessible for
attendees traveling by Public transport, guests that prefer to drive or those that are staying in Sydney for
the Conference.

http://aussicklecelladvocacy.org/second-australian-sickle-cell-scientific-conference/#booking/


Conference Theme
“Health Equality for All: The Importance of Newborn Screening in Health Management”
The theme of the Conference will review and address the current state of Sickle Cell Disease in Australia.
The conference will be packed with debates, speeches and interactive sessions featuring government
officials, private sector and sickle cell experts, advocates, patient and caregivers engaged in exploring
best ways to address the challenges and further sickle cell control in Australia.

Live and On-Demand Program
The hybrid conference will aim at balancing plenary sessions with interactive parallel sessions and create
opportunities for maximizing interaction between participants. The conference structure includes plenary
sessions and parallel sessions.

● Plenary sessions and interactive panels with Q&As
Streamed in real-time: to set the scene, prepare participants and stimulate discussions.

● Parallel sessions
At the conference, presentations are programmed into parallel sessions, as such allowing
attendees choose between the different sub-topics. There will be only 1 parallel session per
track, happening at any one time.

● Thematic sessions
These are set up to discuss challenges, gaps and recommendations related to sickle cell control
in Australia.

● Innovative Sessions and Company Presentations
The conference will facilitate discussions on new, promising and innovative practices,
curatives and projects.

● High-Level Segment / Special Sessions
At the conference, a High-Level segment will be organized and open only for Government representatives
and Organizations.



What To Look Forward To

Exhibition and Side-events
An Exhibition and Side-events for sponsors and exhibitors.
Sponsors still want to promote the inspiring work they have been doing to address sickle cell disease.

Through an exhibition they can still have the benefits and opportunities to establish or expand their brand
value and visibility, introduce new initiatives, therapies and research pipeline to hundreds of the region’s
main players and most influential stakeholders and find new clients and develop partnerships.

Benefits will be expressed in levels of marketing, branding value and visibility. A variety of options will be
offered between standard and high-level sponsors.

Networking
People generally attend events for three reasons: 1) gather information/gain knowledge; 2) network with
others; and 3) for the location. Networking is at the core essence of a conference but it needs to be
organized by pairing the attendees in groups and promoting networking is to be provided.

Language
The official language of the conference is English.

Security and Privacy Protocols
Any conference that enjoys substantial usage can become a target for attack, trolling, disruption, and
surveillance. The security protocols of the companies that are behind the tools and technology we use
need to be up to date.

Property rights and protocols
The property rights and protocols of the people and organizations providing content need to be respected.

Training
As the hybrid setting is quite similar from the one we are used to in physical conferences, training is likely
needed for: attendees, speakers, session hosts, exhibitors and volunteers. Volunteers are persons that
are present in each virtual meeting space, monitor the chat channels, greet participants, reception areas,
help users test their audio, help train session chairs and speakers, help session chairs gather questions,
and interface with the rest of the organizing team when problems arise.



Evaluation and feedback
We want to analyze the event and obtain feedback. Therefore:

● Participants will be invited to quickly express their satisfaction level per session.

● Participants will be invited to take a survey at the end of the event. The link can be
provided directly after the event (through the app) or later by email. Some sort of
incentive to fill the survey generally boosts participation levels.

● Collect data from the technology platforms and mine the available date (registration and
attendance per sessions, time in sessions, show up rate (for sessions and exhibitor
booths), leads generated per sponsor, average attendee ti me at event, average amount
of sessions visited, average attendee interactions, average downloads per attendee, total
amount of attendees, amount of regional attendees, etc.).

● Learnings are to be used by the conference organizers to follow up with attendees and
sponsors and to debrief with staff and speakers.

Key Stakeholders
● Ministries of Health from Australia
● Multilateral, donor agencies and institutions (e.g., WHO, the World Bank, etc.)
● Researchers, academia, independent experts, healthcare providers
● Corporates, other private sector players
● Non-governmental organizations and civil society organizations
● People living with sickle cell disease, advocates and caregivers

Partners
The organizers will reach out to a wide range of key partners to make this event as successful and
inclusive as possible.

Online Discussions and Social Networks
The ASCA team will be active online prior to and during the event, notably through the hashtags
#ASCA2022 on twitter.

Contact
For Inquiries Please Contact;
mail@aussicklecelladvocacy.org
http://aussicklecelladvocacy.org/second-australian-sickle-cell-scientific-conference/

http://aussicklecelladvocacy.org/second-australian-sickle-cell-scientific-conference/#booking/
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APPENDIX I:
Provisional Program Highlight

Saturday 10th September 2022
● Introduction to Australian Sickle Cell Conference Inc & Conference participation - ASCA Executive Director

● Welcome Remarks

- Welcome To ASCA Conference - ASCA Chairperson

- Testimony from Sickle Cell Warriors

- Welcome remarks - Hon Mark Butler MP

- Welcome remarks by ASCA Ambassador - Hon Maria Vamvakinou MP

● The Nuanced Complexities of Transition from Childhood to Adulthood for Sickle Cell Disease (SCD)

● Sickle Cell 101

- General Overview of Sickle Cell Disease

● SCD Awareness

- Sickle Cell Trait: Why We Should Continue Discussing This

- Genetic Counseling

● Breakout Session: Patient Workshop

● Screening Presentations

- Prenatal / Antenatal testing in SCD

- PGD: Preimplantation Genetic Diagnosis

- Newborn screening Process in Australia

● Panel Discussions

- Prenatal / Antenatal testing in SCD

- Newborn Screening In Australia

● SCD Screening

- Screening for complications of sickle cell disease: What's new?

● SCD Management

- Hydroxyurea use in SCD

- Blood transfusion in SCD

- Health Complications of Sickle Cell Disease and role of Hemolysis

● Curative Therapy

- Bone Marrow Transplant Treatment in Australia: Haematology



● Gene Therapy / Gene Editing Research

- Research Update -Haemoglobin Switching

● General Discussion

- Warriors / Caregivers Presentation

- Mental Health and SCD

- SCD Education in Australia [Panel Discussions]

- Advocacy in Australia [Panel Discussions]

● SCD and Covid-19

- SCD and COVID-19: Where Are We Now?

● Transitioning

- Paediatric Sickle Cell Care in Western Australia

Breakout Session
● Nurse Presentation Medication Compliance

● Nurse Presentation Preparation for Transitioning to Adults

● Discussion How to deal with Mental Health Issues in Sickle Cell



Novartis focuses its business on two divisions with innovation power 
and global scale: pharmaceuticals and generics. The two divisions are 
supported by our research organisation, the Novartis    Institutes    for    
BioMedical Research (NIBR), and a centralised services group, Novartis 
Business Services, to facilitate collaboration across our divisions, and 
drive efficiency and productivity gains. 

Novartis aims to develop innovative products in growing areas of healthcare. At the same time, it is 
expanding its presence in the emerging markets of Asia, Africa, and Latin America, where there is fast-
growing demand for access to high-quality medicines and health. 

Sickle Cell Disease 
Novartis has long been committed to understanding and developing treatments for hemoglobinopathies, 
a group of inherited blood disorders, which includes sickle cell  disease (SCD). Today, Novartis is 
a leader in addressing critical unmet needs in SCD. It is continually seeking new approaches and 
strategic partnerships to help make diagnosis and treatment more accessible and affordable to 
patients in countries where SCD remains a challenge for health care systems. 

Building a solid, sustainable foundation 
Novartis established the Novartis Africa Sickle Cell Disease program. The program is implemented 
through public-private partnerships with local governments, as well as collaborations with universities, 
patient groups and other organizations. A key element of our strategy is a holistic approach to disease 
management that encompasses screening, diagnosis, treatment, education, research, and advocacy. 
The program was first    launched    in    Ghana in 2019 and is now expanding    to    Uganda,    Kenya    
and    Tanzania, with further plans to reach at least 10 countries by 2022. 

Sickle Cell Disease Management  
ADAKVEO® (crizanlizumab-tmca) is indicated to reduce the frequency of vaso-occlusive crises 
(VOCs) in adults and pediatric patients, aged 16 years and older, with sickle cell disease. 

Adakveo was approved by The Therapeutic Goods Administration (TGA) in April 2021. It has not yet 
been included on the Pharmaceutical Benefit Scheme.  
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