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Introduction:

OurDNA is the flagship program of the Centre for Population Genomics (CPG), an initiative
of the Garvan Institute for Medical Research in Sydney and the Murdoch Children’s
Research Institute in Melbourne. Through OurDNA, CPG aims to increase the
representation of Australians of Lebanese background and other multicultural communities
in genomics research and datasets.

Genomic medicine, which uses the information in genes, is a field that is rapidly growing and
delivering better prediction, prevention, diagnosis, and treatment of disease. Improving
representation will ensure that all Australians, including the Lebanese community, can
benefit from advances in genomic medicine. More information about CPG and the OurDNA
program can be found in the presentation slides in Appendix 1.

Melbourne and Sydney Lebanese Communities

According to the 2021 Census, 248,430 Australians reported Lebanese ancestry, and 87,343
were born in Lebanon. In New South Wales, 63,293 people were born in Lebanon, with
49,200 people of Lebanese ancestry. Of this figure, 61,620 people live in Greater Sydney
and Inner South West, including Canterbury-Bankstown and surrounding areas.

Victoria is home to around 49,1002 people of Lebanese ancestry, including 18,689 born in
Lebanon. Most live in Melbourne’s north-west and inner northern suburbs, particularly in the
Cities of Hume, Merri-bek, and Whittlesea. Local population focuses include Broadmeadows,
Campbellfield, Lalor, Glenroy, Hadfield, Meadow Heights, and Dallas.

' https://www.abs.gov.au/census/find-census-data/quickstats/2021/4208 1
2 hitps://www.vic.gov.au/lebanese-community-profile#lebanon-born-population



https://www.vic.gov.au/lebanese-community-profile#lebanon-born-population
https://www.abs.gov.au/census/find-census-data/quickstats/2021/4208_1

OurDNA's approach to engaging communities in genomics
research

OurDNA follows a community-based participatory approach, building partnerships and
working closely with community members to build genomics resources that are more
representative of Australian communities. Co-design is a key part of OurDNA’s work,
meaning that community members guide CPG to develop an approach to engagement and
recruitment that meets the needs of community members and facilitates their participation in
the program.

The OurDNA Community Engagement team started by familiarising themselves with the
Lebanese community in Melbourne, including active community organisations, leaders,
health professionals, and community networks. Engagement with the Australian Lebanese
community began in mid 2024, when the team reached out to active community-based
organisations.

Outreach and Early Engagement
Melbourne

Based on guidance from Will Abdo at the Australian Arabic Council, the team reached out to
Leila Alloush and Lina Hassan at the Victoria Arab Social Services (VASS). After an initial
meeting with VASS, the OurDNA team was invited to present an information session to a
VASS Lebanese women's group on 24th September 2024 attended by 30 women. The
presentation was delivered in English by Chris Richards, the OurDNA program lead, and in
Arabic by Rafal Shouly, the OurDNA Community Engagement Organiser.

Through an OurDNA team member, Lebanese community member Bereha Khodr, who has
a background in medical science and strong community links, was engaged to collaborate
on the co-design with the Melbourne Lebanese community. Working with the OurDNA team,
Bereha led the planning and organisation of the co-design workshop with Lina Hassan from
VASS.



Sydney

In 2023, the community engagement team (former Inclusive Genomics Team) held an Arabic
focus group to get Arabic-speaking community members' feedback about the translation of
culturally aligned participant information and education materials. Community member
Kamal Hadid attended the session and expressed interest in supporting the program when it
was launched with the Lebanese community.

Later on, OurDNA Community Engagement Organiser Rafal met Amira Issa at The Grand
Community Session of Trauma Informed Community Development Initiative (TICDI) on the
24th January 2025, and Amira expressed interest in hearing more about the program. And
after a couple of meetings, Amira suggested that we could have an in-language information
session on 6 February 2025 for her women’s group, inviting women from the
Arabic-speaking communities (Jordanians, Palestinians, and Syrians). Amira also suggested
bringing Wafa Jeha on board; the information session was delivered by team members Rafal
and Luke.

The community engagement team then followed up with Kamal, Amira, Wafa’s expressions
of interest and engaged them as lead collaborators, holding the co-design workshop in
Sydney in parallel with the planned co-design workshop Melbourne.



Workshop Attendees

Melbourne

Presenters and facilitators:
e Bereha Khodr, Co-design Co-Lead
Lina Hassan, Victorian Arabic Social Services
Samantha Croy, CPG
Rafal Shouly, CPG
Saad Khalid, CPG
Rachel Thorpe, Australian Red Cross Lifeblood

Workshop participants:
29 participants attended the workshop, seventeen participants wished to remain anonymous.

Diela Najjar
Rabi

Leila Alloush
Inaam Barakat
Nouhad Barakat
Nahia Mawal
May Chahal
Yasmin

9. Elizabeth Salameh
10. Mohamad Alman
11. Mouna Fouda
12. Mirna Bayat
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Sydney

Presenters and facilitators:

e Kamal Hadid, Co-design Co-Lead
Amira Issa, Co-design Co-Lead
Wafa Jeha, Co-design Co-Lead
Samantha Croy CPG
Rafal Shouly CPG
Saad Khalid CPG

CPG staff attended the workshop:
e Luke Seesink
e Bronwyn Terrill



Workshop participants:
29 participants attended the workshop, eighteen participants wished to remain anonymous.

Rowauda Elfata
Zeinab Rababi
Mouhammad Tanana
Zeinab Farhat
Adla El Hassan
Fida Mahfouz
Iman Awada
Kilda Eid

9. Lina Ashkar

10. Hassna Dirani
11. Sarah Mourad
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Youth workshop

Presenters and facilitators:

Abdul Aziz Khoder, Co-design Co-Lead
Georgette Mouawad, Co-design Co-Lead
Henry Tamasese, CPG

Samantha Croy, CPG

Saad Khalid, CPG

Melbourne and Sydney Workshops Overview

e Date & Venue:
Melbourne - 13 May 2025, Victorian Arab Social Services (VASS), Broadmeadows
Sydney - 17 May 2025, the NSW Service for the Treatment and Rehabilitation of
Torture and Trauma Survivors. STARTTS Carramar

The purpose of the workshops was to gather feedback about the OurDNA
participant journey and community members’ ideas for OurDNA engagement
and recruitment with the Lebanese community in Melbourne and Sydney.
Participants signed a consent form in either English or Arabic acknowledging
that they understood the purpose of the codesign project and voluntarily
consented to participate. We also informed participants that we would be
taking photos for use in our reports and other materials and they were able
to indicate if they preferred not to be photographed. The session was
bilingual and was presented in both English and Arabic, with Rafal Shouly
from the CPG team presenting in-language and providing interpreting
support throughout the workshop.



Overview of the OurDNA program

After the Lebanese community co-leads (Bereha Khodr in Melbourne and Amira Issa in
Sydney) welcomed participants to the workshop, the CPG team introduced the OurDNA
Program, explaining the problem of the underrepresentation of many multicultural
communities in genomic data and the importance of addressing this problem. The
presentation slides for both workshops can be found in Appendix 1. The presentation
included an example from the Lebanese community of a young Lebanese community
member called Rhonda, who has a genetic heart condition. The story illustrated how having
more data from the community could lead to faster diagnosis for community members like
Rhonda.

In the first part of the workshop, the team described what would be involved in taking part.
This included:

OurDNA eligibility criteria
e Having Lebanese ancestry
e Being 18 years old and older
e Being eligible for Medicare
e Not having a severe genetic condition (e.g. muscular dystrophy or cystic fibrosis)

Participant pathways

e Finding out about OurDNA (e.g. encountering promotional materials
online or attending a community information session)
Signing up and consenting through the OurDNA web or phone app
Donating a 30 ml blood sample
Receiving a $100 voucher
Being able to opt in to receiving results related to their genetics and
health
e Requesting updates about the study

Blood sample donation options
e The walk-in pathway where participants consent independently and then visit a
Melbourne pathology lab to donate
e Our ‘one-stop shop’ pathway: a community event where participants can learn about
the program, receive assistance to consent, and donate, all in one go

Participants were able to ask questions about the program.

Part 1: How we can improve the participant pathway for the
Lebanese community

In the first part of the workshop, CPG team members Rafal and Saad presented a scenario
of OurDNA being at a community event, and we asked participants the following questions:



e How can we make our events welcoming for community members?
e What would help community members to take part in OurDNA? (e.g. at
events or through our walk-in pathway)

Following the advice of the community facilitators, the participants were divided into
three groups of 10 for group discussion. Participants were given Post-It notes to
write down their suggestions, writing in both Arabic and English. The community
facilitators, along with Rafal, Sam and Saad, were dispersed across the groups and
noted down additional comments made by the groups as needed to ensure that we
had an accurate record of participants' contributions to the discussion. After a short
break for refreshments, the team moved on to the second part of the workshop.

Part 2: How we can engage the Lebanese community

Part two followed a similar format to part 1. The team presented a scenario of a
Community-led Campaign with Lebanese Australians and gave examples of what the
Campaign Activities & Outreach could include. Then we asked the following questions:

e What are the best ways to make the Lebanese community aware about the OurDNA
program?
e Who should the information come from?

In the Sydney workshop, Parts 1 and 2 were combined to allow more time for questions and
answers. At the end of the session, the facilitators read the Post-it notes back to the whole
group and noted down additional suggestions and feedback.

Lifeblood discussion (Melbourne workshop only)

In the third part of the Melbourne workshop, Rachel Thorpe from Lifeblood
presented three slides with some information about the importance of blood
donation from different ancestry groups (See Appendix 1), and discussed
perspectives about blood donation with the group. Lifeblood is a partner on the
OurDNA program and is similarly working with multicultural communities to
increase the diversity of blood donors.

At the end of the afternoon, the team thanked participants for their time and
contributions and each participant was given a $100 Visa gift card as
reimbursement.

Overview of online Youth co-design workshop

The team then conducted a follow-up online co-design workshop with youth Lebanese-
Australians on the 20th of July 2025.

The session was co-lead by Abdul Aziz Khoder and Georgette Mouawad



The participants were broken into two small groups called ‘The Cedars’ and ‘The Dabke
Collective’ and each group had a theme and an objective, using Miro board to record their
feedback and answers.

Participants were asked to identify sources of health (including genetics) information within
the Lebanese-Australian community. They were asked to identify the people, platforms, and
places where they sought information about health and where they might see information
about genetics. The group discussed why they trusted these sources: what made a source
trustworthy, and what were considered red flags. Participants also identified the spaces,
events, platforms, champions, groups and organisations where OurDNA should show up.

Summary of findings: Community perspectives on
how to engage the Lebanese community in the
OurDNA program

Building trust in the OurDNA program

Participants in both Melbourne and Sydney raised the importance of
building trust through partnership with respected community
organisations and leaders. Melbourne participants noted that VASS
(Victorian Arabic Social Services) is a very well-known organisation
with great insight into the community, and that using the logos and
names of trusted organisations could give credibility to the program.

Healthcare professionals were identified as credible sources, with
participants emphasising that hearing about the program through
‘community health professionals, trusted leaders, and anyone with
credibility’ would be key to getting the Lebanese community on board.

Religious leaders were also considered trusted messengers. A Melbourne participant noted
that ‘priests, Sheik[s], have everyone's phone numbers,’ suggesting their reach within
community communication networks. A Sydney participant said that who the invitation came
from was also important, and that an invitation from a ‘priest, sheikh, or family doctor’ would
be influential. Participants in the youth co-design workshop corroborated the importance of
who promotes the program, advising OurDNA to avoid ‘blindly advertis[ing]’ as ‘it's about
who posts it as well’.

There was some disagreement about whether politicians should be included. Participants in

the youth co-design suggested people tended to trust local government over state or federal
government, though one participant suggested that endorsement from independent senator
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Fatima Payman would be helpful. However, a participant in the Sydney workshop advised
‘keeping politicians away from this project’.

Participants emphasised the importance of trusted ‘ambassadors’ and prominent * first
volunteers/donors’ who would encourage people to take part. One participant who was in a
position to promote the program within the community noted that

they would be willing to support the program but that they needed

to be ‘convinced first before [they] advocate for this program.’

Several participants in the Melbourne workshop noted the
importance of family and social networks in supporting
community members to take part. Community members
themselves would be able to promote the program with their
networks by ‘explaining to friends and relatives in a detailed and
useful way’, noting that family gatherings could be a way of
spreading the word about the program. One participant wrote, ‘by
talking about the program, | convince my family to participate. ’

Youth co-design workshop: What builds trust in the Lebanese community

Institutional credibility vs. personal trust: The young people in the online co-design
workshop responded to the question of why people trust things from a range of angles.

They noted that reputation and credibility mattered (‘BIG NAME!') and that professional
titles could lend a sense of credibility. But they emphasised the importance of
relationships. People did not trust ‘ambiguous corporations and institutions’ but ‘people
they have personally interacted with’. Participants noted that community members trusted
their GPs, especially ones they had known for a long time, that the ‘whole family’ trusted.

Community-based trust networks: They noted that Lebanese people were community-
rather than individual-focused, ‘so we trust people we know and those we already trust
who have vouched for particular medical opinions’. They emphasised relationship-building
and noted that it was ‘hard to separate love of food (as [a] way of bonding)’. They felt
trust-building would be more readily achieved by someone who shared a Lebanese
background.

Generational dynamics and informational differences: With several medical students in the
group, the participants noted that they trusted research and evidence. They emphasised,
though, that ‘respect for elders’ was an important value in the Lebanese community,
including respecting the opinions of older community members. They thought that the
older generation was less inclined to trust medical science and accessed sources of
information that the participants thought might be less reliable. For example, they said that
language was a barrier and older community members were less likely to access ‘online
medical sources’. The young people suggested that the mode of delivery matters too,
noting that ‘we are an oral-based tradition, which emphasises local community'.
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Health perspectives and recent experiences: The participants suggested that ideas of
health were tied to agricultural traditions and the natural world, and that ‘people see labels

like 'natural' and 'organic' as reliable’. They thought that older community members might
be more sceptical of pharmaceuticals, especially of the idea of the profit motive. One
participant linked this scepticism to the way things were mismanaged during the COVID
pandemic, where there was ‘not enough targeted information towards MENA communities’
that appropriately and accessibly explained the vaccine e.g. 'what is it', 'why you should
trust it', 'why you should do it'?

Information, communication, and language needs

Participants emphasised the importance of having properly compensated bilingual and
bicultural staff who could provide language support. There was a specific preference that
interpreters be of Lebanese background and able to converse in the Lebanese dialect. In
Melbourne, a participant recommended ‘clear Lebanese [interpreters] like Elizabeth Salama,
precise and clear recitation, like Inaam Barakat’.

Simple explanations of genomics were appreciated, and having materials in Arabic was
essential. Participants also recommended the use of multimedia (e.g. ‘Story telling: use
media + storytelling, short videos’ and ‘Explain the definition of genomics (illustration,
mapping, pictures)’.

Following the short introduction to OurDNA, participants noted several practical areas that
they wanted more information on, including:

How long the research would take

How participants' confidentiality would be maintained

What the risks of the research were and how the benefits outweighed the risks
How community members with low literacy in English and Arabic could consent to
taking part

e Assurances of confidentiality, which were seen as essential for building trust and
encouraging participation

How the benefits outweigh the risks

How participants could obtain information about their genes
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Sydney Workshop: Specific trust concerns and transparency needs

The Sydney workshop involved a robust discussion about trust in medical research within
the community. Participants located likely community concerns within the context of a lack
of transparency around the COVID-19 vaccine and in Australian leaders’ response to the
Israel-Palestine conflict, which participants described as having broken trust in Western
institutions.

Research governance and ethics: Participants identified concerns about misuse of the
results and unethical research, security of the blood collection process, and whether the
research aligns with religious beliefs. They also raised questions about why certain
institutes or companies are involved, such as why Douglas Hanly Moir was chosen as a
pathology provider.

Institutional trust: Participants raised potential concerns about organisational affiliations.
They identified that the Murdoch Children's Research Institute might be perceived to be
affiliated with the Murdoch press, leading to the fear that information might be misused.

Need for transparency: Participants wanted greater transparency about funders, partners,
and users of the data, as well as more information about research governance, data
security and confidentiality, and protocols to prevent unethical use of blood samples.
Participants requested ‘clarity of objectives’ and transparency about agendas. They noted
that the program could build trust by addressing community concerns directly.

Participants in both Melbourne and Sydney workshops appreciated the
story about Rhonda presented in the introduction. They emphasised the
importance of sharing real-life stories like Rhonda’s to demonstrate how
the research could lead to better medical care for the community. More
examples to ‘show people evidence on how this DNA testing will benefit
and has worked’ would raise awareness and build confidence in the
program.

A Sydney participant wrote: ‘Stories like Rhonda’s would help show that
participation in these programs has amazing results & can help decrease
mistrust. Perhaps interviews with these families could help as well.’

Participants were interested to learn more about:

e Particular health conditions and genetic diseases
e More detailed information on how the research would benefit the community
e How future research could prevent people from getting sick in the future

13



Youth perspectives on Lebanese Australians’ health information seeking
Individual sources of information

Local, long-time, trusted GPs with whom they have a good rapport
Family members, friends, and others with a medical background
Religious leaders/sheikhs with backgrounds in health and wellbeing
Online dieticians

People who have had experiences/symptoms

Parents and other family members

Reporters

Talk show hosts (e.g. Dr Oz, Dr Phil, Oprah)

Places where community members feel comfortable talking about health
e Doctor’s clinic
e Hospitals, to some extent
o (participant comment: ‘Many people | know don’t trust hospitals’)
e Religious places
e With friends

Online platforms where they look for information

Medical websites like WebMD and the Mayo Clinic website
RACGP guidelines

Google and Google search Al mode

Al chatbots like ChatGPT and Grok

Social media (e.g. WhatsApp, Facebook, Instagram, TikTok)
Channel 7 and 9 (parents)

Outreach Channels and Community Venues

Workshop participants recommended the dissemination of
information about OurDNA via radio, social media, newspapers,
organisations, community venues and events. They noted that
multiple approaches were needed to reach different segments
of the community effectively.

Age-based differences were highlighted in the Melbourne and

Youth co-design workshops. Participants noted that ‘young people don't listen to radio or
read newspapers’ while suggesting that ‘youth groups depend on social media.’ For older
community members, participants recommended reaching out ‘through radio, centers, health
centers’. One suggestion was to distribute flyers in Arabic through healthcare facilities with a
participant writing: ‘Don't like website + links not good in technology’.

Youth participants provided detailed platform breakdowns: older community members
primarily use Facebook, WhatsApp, and get their health information from news on TV
(Channel 7/9), while younger people use Instagram, TikTok, and Snapchat.
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Melbourne Workshop: Understanding diversity within the community

Tailoring to sub-cultural groups: Participants noted that the Lebanese community was
diverse and OurDNA would need to ‘tailor [the approach] for subcultural groups’. The
program should design activities that take into consideration ‘age, subcultural [group] and
background'. Participants emphasised understanding ‘religious differences, political
differences, village differences.’

Lebanese villages and suburb settlement: It was also noted that the suburbs where the
Lebanese community has settled in Melbourne correspond to their villages of origin in
Lebanon.

Participants identified multiple venues and channels for reaching different segments of the
Lebanese community. Media channels included:
e SBS radio
Middle Eastern radio stations
Local newspapers
YouTube commercials (e.g. via the No Garlic, No Onions channel)
Arabic TV

Outreach could include social media pages of important community organisations, as well
as community pages such as those linked to particular Lebanese villages such as Mish Mish

(a village located in Akkar, Lebanon). Community organisations, services, charitable and

religious associations provided established networks for outreach. Some specific examples

participants provided included:

Victorian Arabic Social Services (VASS)

United Lebanese Council

Arab Council Australia

Australian Lebanese Chamber of Commerce
Lebanese Australian Association

Whittlesea and Epping Community Connection
HAYA (Hyderabadi Australian Youth Association).
SSI (Settlement Services International)

Village associations (e.g. Imar Hall and Dar Al Awda)
Sport clubs (e.g. Glenroy Football Club)

Potential community champions and influencers

e Athletes: Bachar Houli, Adam Saad

e Religious leaders: Bilal Assad, Mohammed Hoblos, Abdul Abu
Hamsa

e Samira from Masterchef
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Healthcare facilities represented trusted venues for information dissemination. Participants
suggested connecting with ‘clinics, hospitals where there are doctors of Lebanese
background’ and providing Arabic-language flyers. One participant also suggested reaching
out to aged care service providers. Specific facilities mentioned included:

e St. Vincent Hospital (Participant comment: ‘has a list of Arabic-speaking doctors’)
e Resolve Medical Centre in Coburg

A participant in the youth co-design workshop warned that active recruitment in hospitals
could feel 'exploitative' of vulnerable patients.

Religious venues and religious organisations were also frequently mentioned, with
suggestions to approach ‘religious places, churches on Sunday/Mosques on Friday.” Specific
venues identified included:

Preston Mosque

Alawi Social Centre

St. George Orthodox Church, Thornbury,

Meadow Heights Mosque

Thornbury Maronite Church

HIYC (Hume Islamic Youth Centre), Roxburgh Park.

Participants noted that educational institutions were also considered to be pathways for
reaching community members. They noted that in some suburbs, 80% of students in some
schools were of Lebanese background, and this would be a good way to reach their parents.
Participants also suggested engaging college students, including those at:

Kangan TAFE

Holmesglen

Other RTOs and TAFEs

Victoria University

Lebanese societies at universities

Young Australian Lebanese Association (YALA) at UNSW, University of Sydney, and
UTS

Other community venues
Lebanese cafes and restaurants (e.g. Al Alamy, A1 Bakery, EL Jannah, Mount Lewis
Pizzeria, Tibbas, Acai shops) Gyms

Events

Human Appeal events sponsorships

BBQs

Community festivals (e.g. Eid, Easter)

Community markets (e.g. Ramadan night markets)
Village Eid

Music events

Open day at mosques and churches
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Event design and practical support

Participants requested more information sessions in language to tell people about the
project in a simplified way; they emphasised avenues for conveying accurate information.
The inclusion of knowledgeable professionals of Lebanese background would help make the
case that OurDNA was an impactful initiative for the future Australian Lebanese community.
A Sydney participant suggested ‘holding awareness sessions by specialists to explain the
importance of this project’, suggesting that this would prevent ‘misleading information’ from
circulating. These sessions could promote the benefit of the program, drawing on ‘examples
from the Lebanese community’.

A participant in the Melbourne workshop noted that having team members equipped to
answer questions who could ‘explain the content perfectly’ and provide ‘new and valuable
info’ would be helpful. Further, it was seen to be important to have people available during
the consenting process to answer any questions that OurDNA prospective participants might
have.

Participants had many practical suggestions for how OurDNA could organise events that
would be welcoming for the community. Community members could learn about the program
when visiting trusted community organisations, which could also host OurDNA events
with appropriate funding. Participants suggested multiple event options to cater to a range of
preferences. In-person gatherings were valued with someone on hand to ‘answer your
questions’, while one participant suggested online information sessions could also be useful.

Participants also suggested ‘piggybacking on existing
events’, and suggested that OurDNA should be present at
key community events. There was a suggestion to have
‘mobile caravans or booths’. The team should be ‘familiar with
community activities taking place, such as Eid al-Adha’, and
the ‘timing needs to suit the community’.

Awareness of cultural practices would be key, and including

Lebanese cultural elements such as “good music, Dabke

group and free food’ would make events welcoming to community members. One
participant recommended making the events lively: ‘The happy noise that attracts the crowd
to the event, shows that it is the event/practice, not to miss out’. Providing food was
considered to be important; for example, a ‘light lunch’ would be appreciated.

Participants noted some people might ‘feel more comfortable’ in ‘smaller groups’. Events
held on the weekend would be accessible to more people. To further increase accessibility,
particularly for those unable to attend festivals, one participant suggested the option of
‘in-home collection’.

Participants noted that reimbursement for time and travel would be helpful, as well as
providing ‘transport options’. While one participant noted that mentioning the incentive
provided would capture people’s attention in outreach materials, on the other hand, some
noted that the $100 voucher might also be seen as a bribe. A participant in the youth
workshop said they had mixed feelings about the incentive, wondering whether it might be
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coercive. One participant recommended that the team ‘clarify that the $100 incentive is not a
bribe, it is only a small token of appreciation’. Participants also suggested other tangible
benefits, with one person suggesting a card that could help with DNA testing when
accessing healthcare.

A full list of the Post-It notes written in English and Arabic with translations can be found in
Appendix 2 here.

Conclusion

Community members’ feedback and their ideas summarised in this report will inform the
OurDNA Program’s community engagement and recruitment approaches with the Lebanese
community in Melbourne and Sydney. The team is dedicated to increasing awareness about
genomic medicine and advocating for underrepresented communities to be involved and
take leadership in this effort. The team will actively seek further opportunities to plan
information sessions, raise awareness and understanding. Based on the above findings, the
Community Engagement Team has initiated the following steps and will continue to
incorporate community feedback into future planning with the Melbourne Lebanese
community.

Next steps

Following the co-design workshop, the OurDNA Community Engagement team incorporated
community feedback and undertook some further steps including:

e Establishment of Community Liaison Officer roles: Based on community
feedback regarding the need for a trusted individual with a health and research
background, the team established this new position. (On-going)

e OurDNA Lebanese Community Leaders Dinner in Melbourne: The team hosted a
dinner attended by approximately 16 people, including community leaders,
representatives, health professionals, faith leaders, and community-based media
representatives. Attendees showed interest in the program, expressed support, and
were keen to share information with their networks. (Completed)

e Connect and partner with well-established and trusted community
organisations: OurDNA partners including Victorian Arabic Social Service VASS in
Melbourne and the Arab Council Australia ACA in Sydney initiated a couple of
‘one-stop-shop’ events. The events introduced community members to the OurDNA
program. Interested community members engaged with a team member to learn
about the program, provided consent with support from bicultural workers, and
enjoyed Lebanese catering. (On-going)

e On-going consultation sessions: are being planned with various groups to gather
their on-going insights for the program improvement. (On-going)

e Sharing lessons learnt and best practices with the wider community: publishing
reports and connecting with relevant mainstream and grass-roots media platforms
and community partner networks. (On-going)
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Appendices

Appendix 1: presentation slides
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The OurDNA Program

Our plan:

to engage underrepresented multicultural communities to understand their needs and
views with regard to communications, outreach and recruitment.

to recruit thousands of individuals from these communities, collect a blood sample and
information

Store DNA and cells to create a new, more representative resource

to make resources available in a way that improves diagnosis of patients from these
communities while respecting individual privacy.

Starting with seven Australian communities

Filipino, Vietnamese, Samoan, Fijian, Tongan, Lebanese, and Sudanese and South Sudanese

We need 1000 people from each community

centre for population genomics

@mmm
of Medical Research
-
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Building representative resources

for doctors and researchers
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centre for population genomics

Making data and samples available for  iifizi  @gs emnme
scientists and doctors -

W EE nstitute
We take data privacy seriously

Personal details and genetic information are kept in seperate places
Only essential OurDNA staff will have access to your personal information
Scientists and doctors do not see your personal information
- Approved and secure systems . . . .
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centre for population genomics
W@ EE murdoch

M@ B childrens Garvan Institute
vH - (:’ s
Part 1: How we can improve the participant
pathway for the Lebanese community
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Scenario: OurDNA at a Community Event

Workshop Questions

e How can we make participation more comfortable
and welcoming for your community?

e What would help your family and friends to take part
in OurDNA?

e What would help your community feel confident
about taking part in genetics research?
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Sydney’s slides
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centre for population genomics
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The OurDNA Program

centre for population genomics

6’ Garvan Institute
of Medical Research
-

Our plan:

to engage underrepresented multicultural communities to understand their needs and
views with regard to communications, outreach and recruitment.

to invite thousands of individuals from these communities to donate a blood sample
Store DNA and cells to create a new, more representative resource

to make resources available in a way that improves diagnosis of patients from these
communities while respecting individual privacy.

Starting with seven Australian communities

Filipino, Vietnamese, Samoan, Fijian, Tongan, Lebanese, and Sudanese and South Sudanese

We hope 1000 people from each community will take part
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Building representative resources

for doctors and researchers
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centre for population genomics

Making data and samples available for  iifizi  @gs emnme
scientists and doctors -

W EE nstitute
We take data privacy seriously

Personal details and genetic information are kept in seperate places
Only essential OurDNA staff will have access to your personal information
Scientists and doctors do not see your personal information
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centre for population genomics
W@ EE murdoch

W R childrens Garvan Institute
@ R A research of Medical Research
ME N nstitute -

Part 1: How we can improve the participant
pathway for the Lebanese community
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Making participation welcoming for Lebanese

community members
AUl Aty 31 B s 5 poda 34 AS jLdiall Jaa

Workshop Questions
Jaad) A, 9 Adind

How can we make our events welcoming for community
members?
Saaiaall 23 Ay 5 L0ad Jand o LiSay S @

What would help community members to take part in OurDNA?
o (e.g. at events or through our walk-in pathway)

TOUrDNA 7l 84S Laal) o aaiaall 31 d sl gl e @
(Gndga 3k o dibial) Joaall DA i Amainal) Cilpliall g cildladl) A SEa o
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Part 2: How we can engage
the Lebanese community
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Youth session slides:
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centre for population genomics

W@ ®E murdoch
i@ OB childrens Garvan Institute
S RE research of Medical Risearch
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Housekeeping
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centre for population genomics

o @ ®E murdoch

The promise of genomic medicine i (@) mmmems
Improve medical diagnosis

Improve prediction and prevention of illness

Improve disease treatment
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Activity Time
Join the Miro Board

https://miro.com/app/board/uXjVIcF7auA=/?shar
e_link_id=303808364070
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Appendix 2: Post-It Notes

Melbourne workshop

Part 1: How we can improve the participant pathway for the Lebanese community
Questions:

e How can we make our events welcoming for community members?
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What would help community members to take part in OurDNA? (e.g. at events or
through our walk-in pathway)

Building trust

Understand the political division with the Lebanese community
Partnership with key community organisations like VASS
Knowing of the sponsorship of community events
Using logos and names of organisations like VASS
Connecting with high respected trusted and active people in the community
Reference from key people
Trust in the organisation + facilitator
Assurance of confidentiality
VASS is very well known in community, experiences + organised
We should contact and integrate in scientific researches
A Laall Allall i)y dlipll e S @
(Translation: By talking about the program, | convince my family to participate)
aed DA dagiil) e g Al Horie padi JS @

(Translation: Each person has their own opinion and the outcome of how to engage is their

decision)
Siinaall pie AIS LuSally Lalill 038 (o pele Sha Y aily o
(Translation: That there is no risk for them from this aspect. On the contrary, it is all
beneficial for the future)
(Translation: What helps your community feel confident)

Information, communication, language (including questions)

How long the research will take
What about fibromyalgia
Don't like website + links not good in technology
Interpreter needs to be of Lebanese background
Being informed on what the program is about and how it will benefit our community
To show people evidence on how this DNA testing will benefit and has worked
We need such info
Good to know about the diseases
Knowledgeable people and explain the content perfectly
¢ oaddll liay Bl Alaglas o Jpanll Li€ay 2 @
(Translation: How can we receive information about a person's genes?)
duas Gladle skl (g )8 Guad i @
(Translation: Providing immediate improvement for the development of new treatments)
New and valuable info &S il e e dliile acluy ML o
(Translation: What helps your family to participate: New and valuable info)
i) o U e any 4l agradi agd e s Joade 1 81 Gl 78l el s @
(Translation: By explaining to friends and relatives in a detailed and useful way, we
encourage them that this is useful research for us in the future)
A0l Al o gumsall 138 20 58 oS agl = 535 @
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(Translation: We explain to them how useful this topic is for the Lebanese community)

Outreach channels and community venues
Events

e Key events and key people
e Collaborate through VASS to do community events > learn when they visit VASS
Eaand ) dpainall bzl 4o e o
") ne" Jie clalis
(Translation: Familiar with community activities taking place, such as Eid al-Adha.)

Community events with DNA staff dxaise 4dlad
Translation: Community events with DNA staff At a community event

el 5l @) 50 IR (o Ll 5, panll (s 8 o lusil) 438 (g A sana 1Sl V) (e de sana plainl DA e @
> Ol JWaY) J3A s FB, Instagram Jic elaiay)
(Translation: Through a group of individuals meeting, such as: women’s groups of the same
age, and also through social networking sites such as FB, Instagram, by celebrating the
theatrical festival)

Platforms

e Radio
e Social media
e Awareness, ethnic radio - co-ordinate with VASS
sl e pasl ) gl gue W -1 @
(Translation: | have an opinion that | listen to the radio)

Event design and practical support

Events > food

Design activities to suit their age, sub cultural and background
Staff payment

Bilingual and bicultural staff and pay them for their time
Timing need to suit the community

Tailor for sub cultural groups

School holiday programs etc.

Smaller groups - people feel more comfortable
Compensate for time, incentive, transport option
In-person someone to answer your questions

Prefer on the weekend

Funding for VASS to run the event

Transport and language assistance
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e By organising a lunch for participants, doing activities for different age groups
Glileall die Lia pund a8 J 5323 2ic DNA (endy 2elud dilay glac| @
(Translation: Providing a card that helps with DNA testing when entering a hospital,
especially during operations.)

Zoom, Video call, social gathering and light lunch ¢ 4al ;) S 4S Ll Jass o) LSy oS @
(Translation: How can we make participation more comfortable? Zoom, Video call, social
gathering and light lunch)

Cua 5 S 5SS Glaal daes ol Alile daan Jand @
(Translation: We hold a family gathering or a friends gathering, they can participate in most
welcome way)

e 358 Jie alilal) (e de gane 48 L JOA e Ll 5| 1) (ol paY) Jlaind 48 el 5f LSl DA e @
SAY
(Translation: By discovering or knowing the possibility of having genetic diseases, also
through the participation of groups of families one individual can encourage another)

Part 2: How we can engage the Lebanese community

e What are the best ways to make the Lebanese community aware about the OurDNA
program?
e Who should the information come from?

Building trust

Someone with credibility
Understand: religious differences, political differences, village differences
The leaders of community members should be aware of providing information
sessions

e We should be knowledgeable on each research

ool Lyl 5 g sain sall 13gd Angall il sl 5 Fpmnall S0 5all o L) ¢ salll oy 31 adinall sliacY) @

Cilaalall

(Translation: The community members that should be reached out to are health
centers and institutions affiliated with this topic, as well as schools and universities)

Information, communication, language (including questions)

Prevention of getting ill later
Focus on benefit support treatment in future of community
Examples from Lebanese community
Young people don't listen to radio or read newspaper
Create units on this project to provide info
"CAS 3 A" il g Ja grcan olB "AaDla Cag 5" Je Cpaaal g Galil Gres i @
(Translation: Clear Lebanese translators like "Elizabeth Salama", precise and clear
recitation, like "Inaam Barakat")
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e slmn (80, Rl e )3y o 5330 ml 5eY) ST sl il

(Translation: For health, most people with diseases want to know the genetic group
they have)

Outreach channels and community venues

Events

Eid festival 6th June

Ay A i gl

(Translation: Nearby festivals)

Venues

Alawi Social Centre

Clinics and doctors, flyers at doctors Centre in arabic about the program
Schools majority > parents groups, arabic speakers
Mosques on Friday, churches or Sunday

Doctors, clinics many Lebanese doctors, flyers, TV > Arabic
TAFE: Kangan TAFE, holmesglen, Victoria University
Resolve medical, Centre: Coburg

St. Vincent hospital has a list of Arabic speaking Drs.
Target RTO’s/ TAFEs

Religious places churches/ Mosques

Target schools

Preston Mosque

HIYC Roxburgh Park

St. George Orthodox Church Thornbury

Meadow Heights Mosque

Thornbury, Maronite Church

Target religious places &l s> 5 u<1S keon reservoir
(0SLS  2alisa) 3ala) S) e

(Translation: Places of worship (Churches, Mosques)

(Groups) <l S ya

Translation: Service Centers (Groups)

Platforms

Radio is good

SBS radio

Newspaper

Youtube > Commercials > Promote in language
Facebook + Instagram, VASS, Mish Mish, Bashar Houli
SBS Radio

Local papers

Middle Eastern radio station, do an ad and start it with $100

(Translation: Communication via Facebook, Church Associations, Charitable Associations)
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el Jaal 53l ) sall aaind Ll A58 Jie 4y peall liall DA 000 @

(Translation: Through age groups such as youth, social networking sites depend on)
dna S)pe iadl ) gl I A e s JLSH A58 Sl @

(Translation: For the adult category: through radio, centers, health centers)

Organisations

e VASS can run cross cultural session > provide the contacts
e Whittlesea, Epping Community connection HAYA
VASS Gisb oo Glasles @
(Translation: Information through VASS)
Glasll @
(Translation: Associations)

People & Locations / Other

St Albans > villages in Lebanon

Villages, e.g. St. Albans, Brunswick etc, 80% schools Lebanese
More than radio, priests, Sheik, have everyone’s phone numbers
Target our students in our collage

Event design and practical support

Information sessions are best
Free food > event

Good music

Dabke group

Money incentive

Miscellaneous

e Search the population and each community

Sydney workshop

How we can improve the participant pathway for the Lebanese community
e How can we make our events welcoming for community members?
e What would help community members to take part in OurDNA? (e.g. at events or
through our walk-in pathway)
How we can engage the Lebanese community
e What are the best ways to make the Lebanese community aware about the OurDNA
program?
e Who should the information come from?
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Here is the data from the Sydney workshop categorized into the agreed sections.

Building trust

Fear of using the results + unethical researches

Lack of trust socially of the blood collection

Ensure confidentiality concerns are addressed e.g. can data be leaked, who has
access

Create what we call: local ambassadors, Story telling: use media + storytelling
Need more information. Do they care about us ? if they do, why don't they are about
the children is Palestine

Most people are willing to participate, but need someone from a medical background
willing to address their questions directly to overcome their scepticism. Preferably
someone of the same background who is trusted.

Stories like Rhonda’s would help show that participation in these programs has
amazing results & can help decrease mistrust. Perhaps interviews with these families
could help as well.

Trusted health care and legal bioethicist of Lebanese background to present the
information

To get in contact with leaders of the organisations that the community trust and the
leaders help convince their people to be involved in this program

Clarify that the $100 incentive is not bribe, it is only a small token of appreciation
Community trust, Good community rapport

Awareness of cultural practises and work with it

Protocols taken for unethical usage of blood, TRUST, simplify genomics

I need more details and more workshops to understand the program before | spread
the word

I have to be convinced first before | advocate this program

Connect similarities between current programs and already existing or trusted
organisations or programs/ .... In Australia or Lebanon

The stance the Aus gov has taken regarding Gaza has broken trust in western,
government, medical and humanitarian systems and organisations, To increase
involvement trust needs to be built again

Mistrust following Covid-19 vaccine and side effects

Need to be more transparent regarding funders and where data will go. There is
distrust of organisations

Rapport + trust with representative

Murdoch institute is affiliated with Murdoch press (right wing)

Sarah Murdoch is wife of Lachlan Murdoch CEO of Murdoch press

MCRI alignment with Murdoch — somehow going to Murdoch press

...... Murdoch is not using your information for anything else

Y g o LS Hliia ALl e aainal) dcliss s e @

(Translation: What will help the community participate, with our participation first)
DNA (aadsandie claeY Goibal sall so0 (o 481 @

(Translation: The trust in who invites people to give blood samples and DNA testing)
(Translation: Through trusted individuals, such as a priest, sheikh, or family doctor)
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(Translation: Clarity of objectives. Keeping politicians away from this project)

Information, communication, language (including questions)

Does the DNA research align with religious benefits, why DHM seem to be important

Keep the message simple but address community concerns

Short videos, multilingual materials

Explain simply what genomics is to come to their way of understanding

Questions + answers

Asking why the fear of holding $ testing DNA & genetic blood testing. Doing these

tests what are the concerns

e Have educational resources available that share the benefits of this research project
in a clear of simplified manner

e Genetics connected from birth, new born screening test

e Simplifying the information delivery, especially the use of medical terms and
abbreviations

e Medical terms simplified

e Brief interpretive summary of raw genetic data e.g. clear or disease present, For an
individual is incentive

e Explain the definition of genomics (illustration, mapping, pictures)

e DNA, Plasma, Cells .... Why wouldn't the muscular dystrophy, fibrosis cystic test,

could .... Or cerebral palsy tests

a2l asgde 05805 alid) gy Ll sa (ulill alas @

(Translation: We inform people around us about this program and make it clear to them)
grasill Gl gsuall U8 (e Jiaia = 55 @

Translation: Detailed explanation by who'’s responsible for clarification
pl Jalai 3,88 i) Sl aciaddl Jiih Ja @

(Translation: Will the Lebanese-Australian community accept the idea of blood testing/
sequencing)

Gl e K e 2l Jumita 7 5 @
(Translation: A detailed explanation and answers to all people's questions)

AlEiaall L0k 8 o il 13 308) muasi oy @
(Translation: The benefits of this project for future medical care must be clarified)

Alaall e slaall e o & 5 el 138 Gpas) 7 58 cpiliad¥l U8 e die 5l 48 @

(Translation: Holding awareness sessions by specialists to explain the importance of this
project, away from misleading information)

OUrDNA zebi) 8 48 jLaa) e aainall ol il aclis s e @
(Translation: What will help community members participate in the OurDNA program)

Outreach channels and community venues
Events
e Big community events: churches , Mosques

e Piggy back on other events, Eif, Easter festivals, Markets etc.
e FEvents like Eid festivals
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e Open day at Mosques, churches ‘ ‘
il ) EY Ay 5 Willled Jasi ) LSy 2S @
(Translation: How can we make our events welcoming to community members)
Ll sine 43S e ey Jilus @
(Translation: Media platforms at all levels)

Venues
e Drs. walk-in (community’s, SSI, multicultural centres
e Services — community access programs agecare
e Doctors — explain, musical events, schools, high schools, tv, sport
e Go talk in hospitals where parents are more willing to understand and participate
e At schools religious community
e (o to universities
e (Go to community centres that have Lebanese events
e Mosques
e Churches )
salall (S @
(translation : Places of worship)
ool g daall <)l e
(translation: Religious centers and schools)
Platforms

e Marketing, flyers - food, freebies, Cookies (made) Cupcakes
e Social media, famous person or known to have an issue in genetics, family wise
experience
e GP, doctors, Community services providers, Organisations, Religious centres, Media
(public)
e Marketing, make it more attractive to join ‘
AleldY) o
Translation: Radios
Social media elia¥) dual sill (il LeBle b dps 5 Gllladll Jasi @
(Translation: We make events welcoming by announcing them to people on social media)

Organisations

e Community’s SSI Multicultural centres

e Partner with community and religious groups and leaders to attend regular events
and functions with a mobile caravans/ booth for DHM with religious and community
leaders being the first volunteer/ doners

e Each of Australia's major universities have a pretty large Lebanese society that often
promotes events for the community & will even help to host them. They can help the
word out to families

e |ebanese society @unsw, usyd, uts, YALA on instagram

Future Australian Lebanese

e Approach aged care service providers

People & Locations / Other

e (Going to healthcare professions so they can pass on the message of OurDNA to
their participants and families
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e Evolving cultures, celebrities ie. politician, sport and others
claal) s alilal) o) 8l g lilal) oS @
(Translation: Family doctor, family members and friends)

COlEe 5 il e il diSial @
(Translation: Direct interaction with people and interviews)

Sl A€l 8 cpal) Ja) IR (e p  adineal) (85 508 dag i B Lelulal ana s 3SEN Juayy 43 sk Juadl @
el
(Translation: The best way to communicate the idea and ensure its implementation
among a large segment of society is through clergy in churches or mosques)

O:\J}.'\ld\ wﬂ\ d\;).\ LN e
(Translation: Seeking the help of enlightened religious men)

Event design and practical support

e Need people available to answer questions during consent process

e Some Lebanese people (specially older generation) may be illiterate - may need
other ways for consent

e The happy noise that attracts the crowd to the event , shows that it is the event/
practice, not to miss out

e Good social communication and facilitation and events with .... Activities — food,
games, ...activities age related

e |n home pathology collection

Quj;ﬂ\dmjedﬁhgcamécwu\@;ﬁﬁ )
(Translation: Encourage people to provide blood samples and get tested)

Lol Gler @
(Translation: Special invitations)

Miscellaneous

e Impactful
e App is there, it is not activated yet you could access it but not sign up to the program
yet

Youth workshop

Identify sources of health/genetics information within the Lebanese-Australian community
Individuals you go to for trusted advice

Local long time GP - good rapport

my trusted GP

GP

family in medicine

people coming from medical background

friends in medicine

religious leaders/sheikhs with background of health and wellbeing
online dieticians

people who have had experiences/symptoms

Group 2
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GP

Sharing familial genetic issues with family members
Reporters

Anyone who look qualified eg Dr Oz

Dr Phil

Oprah

Parents

Places you feel comfortable talking about health
e Drclinic
e Many people | know don’t trust hospitals
e Religious places/ Mosques
e to an extent hospitals

Group 2:
Friends

Online platforms and spaces where you would receive info
Group 1:

WebMD

Mayo clinic website

RACGP guidelines

Google Result Al

Grok

ChatGPT

RCH cpg and guidelines

whatsapp/facebook?

Group 2:

Google

Instagram

TikTok

WhatsApp

Chanel 7/ Chanel 9 (parents)

Practices, habits or behaviours related to sharing or seeking health info (e.g.
forwarding messages, asking family chat)
Group 1
e Forwarding msgs
e asking relatives.
e trying to navigate literature themselves
Group 2:
N/A

Why do | trust them?

Group 1:
e lack of personal level of care
e conflict of interest



research/evidence based practise

genuine care

Most ethnics trust hospitals. Royal Melbourne is an example.

Most people lie about their catchment area to go into Royal Melbourne etc
have proven effective in the past

BIG NAME!

known gp for a long time, whole family trusts them

Perception and what is trust

reliability with time.

Group 2:

Generational aspect includes professional cynicism with particular resources

When information validates preconceived ideas it valides it

Tools or lack thereof in interpreting research, leads to further confirmation bias and
sticking to traditional forms of information (we are an oral based tradition, which
emphasises local community)

Language barriers interfere with trust from more reliable sources

Hard to separate love of food (as way of bonding) prioritised over dietary needs to
treat health concerns

Respect parents and families opinions, where there is a lack of online medical
sources

Misinformation is prevalent

Important, professional titles that indicate legitimacy in their medical opinion

Titles give the assumption that they are the expert

Distrust of big pharma, yet trust of GPs and requires discerning the difference
between personal titles and people they have personally interacted with rather than
ambiguous corporations and institutions

culturally, MENA people are community based and don't subscribe to an individualist
society so we trust people we know and those we already trust who have vouched for
particular medical opinions

Respect for elders, who tend to distrust medicine and who rely on news sites that are
less reliable

When big pharma fails to give us the answers, people see labels like 'natural' and
'organic' as reliable

Agricultural land encourages connection with organic

If someone else is lebanese it is easier to build trust, whether they are online or not
A lot of people in our community are on medication (cholesterol, blood pressure) who
don't realise that when you combine natural meds with pharma meds you cause
further complications, which then leads to further distrust in big pharma.

they consider meds a money grab and something that they can treat themselves
short term patience with results from the medication they take, then encourages
distrust

Sunscreen issue (where lots of sunscreens don't protect to the degree promised)
combined with covid vaccine rhetoric (not well researched) led to further distrust

Not enough targeted information towards MENA communities during COVID like
targeting 'what is it', 'why you should trust it', 'why you should do it'
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Where should OurDNA show up:
Spaces:

e gp clinic (depends on the GP)
e lebanese cafes/restaurants (al alamy, A1 bakery)
e non pharmaceutical places
e not good to show up at hospitals - seems like exploiting really sick and vulnerable
people?
Events:

e university societies
e religious events, eid festivals
e Youth Group events

Platforms:
e facebook & whatsapp for older people
e intragram and tiktok for younger people
e don't blindly advertise: its about who posts it as well

Champions:
e community leaders, Bachar Houli, Adam saad
e religious leaders belal assaad, mohammed hoblos

Groups and organisations:
e Trust local govt more than state and federal govt; showing up at local govt events
e Fatima Payman endorsement?
e Need to be really transparent about why you are getting donations
e financial incentives - mixed thoughts coercive vs makes people more likely to
engage?
e don't overwhelm people

Spaces
e University spaces eg lebanese clubs
e Schools, particularly areas with prevalent Lebanese communities
e Places of worship particularly as they are community spaces
e Youth groups associated with religious spaces
e Village councils e.g. imar hall, dar al awda
e United lebanese council
e Arab council
e Australian Lebanese Chamber of Commerce
e Acai shops
e Mosque
e Church
e GP Clinics
Events
e Human Appeal events sponsorships
e BBQs

e Community festivals
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Markets targeting Lebanese people
Ramadan night markets
Village eid

Platforms

Facebook
Snapchat
Instagram
Tiktok
Whatsapp

Champions

Sponsorship from local francis (e.g. el jannah, glenroy football club)
bachar houli

Samira from masterchef
Adaam Saad from AFL

Abdul abu Hamsa

Bilal Assad

Singers

A1 Bakery

Mt lewis pizzera

Tibbas

youtubers - no garlic no onions

Groups & Organisations

Pathology labs through additional forms
lebanese australian association
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