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Dara Sampson   0:04
project in terms of my joining of the team. So you would have been working with Francis, Jenny and Sally. So if there's any detail on the systematic review, I'll throw it to you because I joined just at the time of the analysis of the interviews.
[image: ]
Richard Velleman   0:08
Yeah.
Absolutely, yes, yes.
Hum.
I...
****.
[image: ]
Julie Perrin   0:20
No.
You.
[image: ]
Dara Sampson   0:23
And then remember we authored that paper together, which, so that's when I joined, yeah.
[image: ]
Richard Velleman   0:23
Yeah.
Absolutely.
Yeah, yeah, no, and I didn't. It was really interesting because I didn't know what had happened about that paper and the analysis of the work and everything. And then suddenly I got a manuscript from somebody called Dara Sanson. I didn't know who she was. Yes, how come this project is obvious? But this idea of new people joining the project.
[image: ]
Dara Sampson   0:41
You're thinking, who on earth is this Dara Sampson? Why is she asking me? Do I like the paper?
[image: ]
Richard Velleman   0:51
it and taking it on and everything is one of the things I think that makes this an exciting programme that is not only the original people sort of slaving away at something, but people move on and other people come on and then build on it and develop it. So I think very interesting. But I'm looking forward to all ears, all ears.
[image: ]
Dara Sampson   1:06
Yeah, yeah, definitely.
[image: ]
Julie Perrin   1:07
Mm.
Please.
[image: ]
Dara Sampson   1:10
Yeah.
And you're also wrong about, you're wrong about Marmite too, I just have to say.
[image: ]
Richard Velleman   1:12
I should be.
Ha.
[image: ]
Dara Sampson   1:17
No.
[image: ]
Julie Perrin   1:17
Yes, I agree, Dara. It's a very poor cousin.
[image: ]
Richard Velleman   1:19
Next time I'm in Australia, you'll have to convince me on Vegemite.
[image: ]
Julie Perrin   1:23
Yeah.
[image: ]
Dara Sampson   1:23
Alright, Vegemite on toast, there's nothing better.
[image: ]
Julie Perrin   1:25
That's good.
No. And I think at one time, Vegemite was going to get called palmite.
As in opposition to Marmite, anyway.
[image: ]
Dara Sampson   1:39
Is that true? Because that to me, Julie, that sounds like palm oil or something hideous is in it.
[image: ]
Julie Perrin   1:40
Well, I believe...
I believe so. Yeah. I think they were just debating on the name. I just remember, don't ask me why I retain that silly piece of information, but it's sitting in there in the brain. Anyway, I think I might, so I might begin. I think, yeah, we've got 25 people.
So that will just get going. Others no doubt will join in. So I'd like to, I'd just like to begin by acknowledging the traditional owners of the unceded lands on which we live, learn, work and play and pay my respects to their unique values, their continuing and enduring cultures that deepen and enrich the life of our nation.
and communities and to the elders past and present. So welcome to this AFINET webinar. My name is Julie Perrin and I'm one of the trustees and I'm now the secretary of AFINET as well. So the Addiction and the Family International Network, AFINET, exists to bring together practitioners, researchers, policy makers and experts by experience
who are all interested in the effects that someone's problematic use of alcohol or other drugs or gambling has on members of their family and on other people close to them. We now have more than 1100 members from 58 countries across the world and growing. So that's great.
news that we're reaching out so far. You can learn more about AFINET from our website. And if you're not already a member, you can join for free by completing the application form, which is also on the website. Among other things AFINET does is we hold conferences, annual conferences, and we have this webinar series.
So in alternate years, we hold either a face-to-face conference or an online one. Last year, we had a face-to-face conference in May in the beautiful city of Quebec in Canada, which was a great success. And our next one will be online. That will be on the 15th and 16th of September.
The second day will be the most suitable day time-wise for people in the Oceania region. And our call for abstracts will open on the 1st of April 2026. So please do submit an abstract if you have something AFINET related to share. So the programmes and recordings.
of the conference presentations going back to our online conference in 2021 are all available on the website. The webinar that we're going to hear today is part of our webinar series. The webinars are free, but as a small charity with no funding sources, donations from those who attend their webinars are always welcome. And again, the details.
on how to donate on our website. On the technical side of the webinars, running the video conferencing systems and making the recordings and so on, that's undertaken by two of our colleagues in Finland, believe it or not, who work for the Aid Clinic Foundation, Sari Jurvansuu.
and Janne Takala. So a huge thank you to them. They work very much behind the scenes, but make this stuff work really well.
The webinar series has been running since October 2020, and like the conferences, all the presentations are online on our website. And if people want to catch up on a wide range of excellent, fascinating presentations we've had from all over the world, including New Zealand, Indonesia, Malaysia, numerous European countries, Canada, the US,
Brazil and of course Australia, they're all available there. So today's webinar comes from Australia and it is my very great pleasure to introduce Dr Steph Kershaw, who's the Senior Research Fellow at the Matilda Centre for Research in Mental Health and Substance Use at the University of Sydney.
Steph leads an innovative programme of research and translation to reduce the impact of substance use. Her research aims to improve the health outcomes for individuals, families and communities, especially among priority populations. Steph is passionate about addressing the stigma and discrimination associated with alcohol and drug use.
We also have Dr. Dara Sampson, who is a senior research fellow at the University of Newcastle. She's got a background in social work practice, senior government leadership, social work education, consultancy and research. Her areas of interest and expertise include language and its power to construct our work, social justice.
gender equity and mental wellbeing. And then we also have Jessica Dang, who is the research assistant at the Mäkilä Centre. She holds a Master of Clinical Psychology from the University of Melbourne. She's passionate about research aimed at reducing stigma, improving accessibility to evidence-based support, and exploring the social determinants that influence
substance use and recovery. So today, all three are going to present on or tell us about the Family and Friends Support Program's development and pilot testing of a web-based wellbeing and resilience intervention for family members and their friends supporting a loved one using alcohol or other drugs.
They're going to talk for about 45 minutes and then there's going to be time for people to ask questions. And we're going to do that either through the chat or by putting up your hands. We're going to play that one a bit by ear when we get there.
I think, yes, that's all I have to say right now. So I'm just going to hand over to the three of you now. Thank you very much and welcome.
[image: ]
Stephanie Kershaw   7:30
Amazing. Thank you so much, Julie. And thank you all for joining us, especially given the time difference. I know Australia isn't the easiest country to coordinate all the world clocks with. We would also just like to start by acknowledging the traditional owners of the land. We at the University of Sydney are based on the land of the Gadigal people of the Eora Nation.
And as we share our knowledge and teachings and learning and research practices, we pay respect to the knowledge embedded forever within the Aboriginal custodianship of country. This project has been a slow burn over many years. It was originally funded in 2015 and
As many research projects, it's had lovely little bits of top-ups from here and there. But I'd like to thank the many research team members who have contributed to the project through its many years, and we're excited to share where it's up to now and where we're hoping to take it next. So to talk through the project development,
I'm going to hand over to Dr. Sara Sampson. I nearly said Sara Dampson then. Complete name change for you. Dara is our wonderful collaborator at the University of Newcastle, who led the project development stage, although she did join later on.
[image: ]
Dara Sampson   8:40
Yeah.
[image: ]
Stephanie Kershaw   8:53
So be nice to her with any questions, please. Over to you, Dara.
[image: ]
Dara Sampson   8:59
And Daris Sara Damson is at your pleasure here. I'm here on Worimi and Awabakal land up in Newcastle. And so I joined the team probably in about 2000 and.
Eighteen now, Jess, do I need to be moving these on, or?
[image: ]
Jessica Deng   9:28
No, I'll have control over them, but if you just give a little next or something, I can move along for you.
[image: ]
Dara Sampson   9:35
Next, please.
Yeah, so interestingly, what led to this particular project was a prior project that had been interested in engaging with people who were identifying as having an ice usage problem. And when the team at that time started advertising, started recruiting,
What they found overwhelmingly was a big interest from family, friends, people in the community wanting to know how to better support not only the people that they identified as having a usage issue, but also, you know, how I guess to start thinking about where they sat in relation to that family or member or friend.
friend. So there was some initial funding through, as Steph mentioned, Ministry of Health and then the team in an iteration before I joined undertook A systematic review.
That was an online survey as well, and then 17 interviews. And the interviews, I guess, is the point at which I became more involved. They were with daughters, partners, sibling, ex-partner, and I had the, you know, the fortune.
in to be able to read all of those transcriptions, which was my first introduction to the project. Thanks, Jess.
Yes, so I guess the components that went into the systematic review or the variants looked for were having some relationship to a person with an AOD usage issue and then a definition of what those particular
drug and alcohol types might be. And then the third element of interest was what interventions have people undertaken and what's been helpful and what's been less helpful?
Thanks, Jess.
Search strategy there, again, just kind of outlining what was done and what the process was. After quite an exhaustive search, there were 52 studies that were found to meet the criteria.
Thanks, Jess.
And some of the information that informed them what ensued in terms of the interviews, the effective elements, some spoke of drug education. And then when Steph talks more about the FFSP program, you'll see there's a
strong psycho-educative element to that. Coping skills, self-evaluation, goal setting, communication. Again, the programme was developed and we did.
Possibly three years ago, we were able to, as Steph said, we've kind of been, you know, garnering funding wherever we can, and we were given some additional money through COVID. And at that point, we developed some additional modules, but we also did a revamp of family, friends,
Support program.
life enjoyment regardless of substance uses actions. And that's a really big one that I want to come back to when we talk about the theoretical lens that I applied to the analysis of the interviews, education. It was important for people to have self-paced online skills training.
Now this came again from something I picked up in the interviews and that underpins the development of the program, is the stigma. There was an overwhelming and a sad sense of stigma for people, not only caring for people with
AOD usage issues. But there was certainly a hierarchy in terms of what was perceived as okay and less okay. So particular drugs, certainly ice, was seen as one where family members, friends,
felt very vilified and judged by not taking a harsh stance. So often they chose to isolate. So they didn't necessarily want to be going or have the time or capacity to go to a face-to-face mainstream service. They wanted something they could do on their own.
And again, motivational interviewing, CBT, toolbox of strategies and activities, things that would readily translate to an online environment was some of the skills-based approaches that we took.
Thanks, Jess.
Yeah, so some of the aims for the development of the program, improving communication skills, and really what that was about, I mean, that sounds a bit twee and overarching, but it came from family, friends saying,
about how to better communicate with the person that was in their life, but also where the boundaries might be on that. Accepting responsibility for actions, again, the psycho-educative element there, provision of information.
managing negative emotions. That was a big one that you'll see came out in our program. And I've touched there quite a bit on the societal stigma that went with drug usage generally, but particular drug usage too.
Thank you, Jess.
So, the team undertook A Facebook recruitment strategy to see...
What are the systematic review findings? What was that like for people in actuality? 45 people completed the online survey. Probably not surprisingly, 90% identified as female. And if we look and we know about the caring...
is a gendered function and the predominance of people in a caring role are female. Three people identified as Aboriginal and Torres Strait Islander.
And there was a confluence of multi-poly drug usage, but alcohol being the highest. And again, when I was reading the manuscripts, many spoke about poly drug usage. 17 telephone interviews completed. They were done by Jenny Geddes, who's a former colleague, worked with Richard Kölhi.
On the project, 9 mothers, their siblings, fiance, husbands, brothers, flatmates, or in-laws.
Thanks, Jess. And so some of the, they were qual interviews and so they were open-ended around what concerns you. Jenny spoke with people often for about an hour and often had people recontact her, thinking of more information they wanted to share.
The negative impact on the relationship, that was the big, the big stand out. We heard people speak about relationship breakdowns, loss of custody of children, concerns about long-term impacts, changing mood, verbal and physical abuse.
unpredictability. You know, one woman spoke about a very fractured relationship with her husband because of their differing views about whether they should continue to support their adult son, who had, you know, sadly stolen from them, become violent.
and caused such a rupture in that relationship, that relationship didn't continue between the parents and criminal activity, including loss of licence and others as well.
Thanks, Jess.
Yes, some of the quotes, and we use quite a few.
[image: ]
Marileine KEMME   18:22
Vijaya to Veneta Maija.
[image: ]
Dara Sampson   18:27
Sorry, I didn't know if someone was asking, jumping in there with a question. We used quite a few of these quotes when we developed our publication. And, you know, just because they're so salient and relevant and, you know, really heart-rending.
Thanks, Cheers!
So we heard about financial strain, the burden of additional parental, familiar responsibility. So often people thinking, particularly those nine mothers we spoke with, that they'd done their time, you know, that they had done their parenting, but now they're back parenting.
and not seeing an end to that parenting, perhaps with people in their 20s or 30s. Psychological, physical, and financial stress. You know, that was another big one that came up. Loss of partner, I touched on that in my last little anecdote.
Loss of trust.
anger and resentment and embarrassment and shame were the things we heard from the qual interviews. Some of the quotes there that support that makes me anxious. I hate being here like a roller coaster that you can't get off.
And that last quote there is one that we very much built into our thinking developing the programme about how to create space for people in this caring or supportive situation to take back some agency and some control. And that's why there's a lot of values-based exercises, mindful-based.
exercises and again boundary setting about what you're prepared and what you're able to do so that you can still have some life of your own.
Yes.
So the key themes from the interviews, and this is the point at which I joined the team, I read through all of the manuscripts and I guess coming from a social work background, but also having taught social work at both Sydney Uni and Newcastle Uni for many years.
I immediately saw a big theoretical frame here of grief and loss.
So there was the, and there's some of the quotes there that I'll leave there for you to read as I'm speaking about that theoretical lens. So there was the actual loss, you know, I guess as we know about it, of a pragmatic loss of grief, of loss of, you know, finances.
loss of safety. But there was also, I strongly saw some other of the, I guess, more recent grief and loss theories. And one was ambiguous grief. And that was one that I applied to the findings.
And that, you know, just a brief recap, I'm sure you know what it is, but it's when there isn't a loss that's societally...
appropriated. It's not like a death, it's not like a separation, it's like there's the person is still there, but not necessarily the person as you know them. So it's ambiguous in that it doesn't get a formalised notion of grieving, but there's then that ambivalence about...
the person still here in my life, but they're not the person as I knew them. And that was, you know, the grief for a lot of people that we spoke to. There's also another, you know, something called a dual model of grieving, where people go to the emotional response and then, and you've probably seen this when
people are organizing, the organizers, people go, why are they grieving? They might then go to the very practical level. And I saw that as well in the manuscripts that I read. So that's the article that we published. And I think Jess has put the QR code up there.
So we called it, I think it was something like, I no longer know this person. And that was really about that ambiguous grief and hearing people's loss was, I don't know who this son is, who's coming in. I don't know who my husband is anymore. I don't know who my wife is anymore.
Yes, so I think that's the end of my bit, Jess.
[image: ]
Stephanie Kershaw   23:17
Thank you so much, Dara. So I'll jump. Yeah, beautifully timed. I'll jump in here and I'll talk to you a little bit more about the actual development of the program. And so
[image: ]
Dara Sampson   23:18
Nicely Tourunen.
[image: ]
Stephanie Kershaw   23:30
In that survey and building upon the sort of effective components that came out of the systematic review and hearing from what people with lived experience wanted and needed, one of the questions that we asked people in the online survey was around supports available and accessed.
And so there was a range of experiences among respondents in accessing support in the last three months. So whether that was social network support, such as reaching out to other family members and friends, or professional support from health workers. So in this figure, you can see that people do reach out to their social networks, but with varying success in feeling that they were listened to or supported by their friends.
friends and family. But when we look at the second part of the graph, those last three sections, you can see from the big blue bars that quite a lot of affected family members and friends had never reached out to a health professional. So among respondents, 28 of the 45 had never been given helpful information from health workers about problem drinking or drinking.
24 of the 45 people felt that health or social care workers had never made themselves available to that affected family member or friend. And 22 of the 45 had never confided in health or social care workers about their situation. And so this could be for a number of reasons. Obviously, 45 people is a relatively small sample size.
But also in Australia, it's quite common for health professionals and support services to be focused on the person with the issues with alcohol and other drugs, rather than the family and carers. And also, as Dara mentioned, stigma is quite a big area, particularly in Australia.
and particularly associated with specific drugs like methamphetamine, which is commonly used in Australia. And so we really need to do more to increase the knowledge around the impact of AOD use on families and the need to provide dedicated support services. And so when we asked family members what could help them,
That connexion and storytelling was really important to people. They wanted to be able to share stories with people who'd been through similar experiences, whether that was in support groups that were face to face or online. And they also said that additional counselling support specifically for families and carers would be helpful.
Affected family members and friends also wanted support with what they called case management. And that's that management of the day-to-day tasks, because even if they were able to get their loved one engaged in a treatment programme and going along to counselling appointments, there was still a high level of administrative burden.
that was falling on family members and that had financial and practical implications. So they really just wanted some more support as well. And these are just a few quotes directly from people that talk to that. You know, they really wanted more information and support services and being able to attend those
support groups and having professional consultations with people who really know what it's like. So that embedding of lived experience and peer worker sort of perspectives and just better information on how to cope and deal with the situations.
When we asked people how they would like to receive the report, there was a variety in responses. One constant thing that we noticed, there was that need for really easily accessible 24-hour drop-in support. And this is most likely a reflection of kind of the unpredictable nature of caring for a loved one.
and managing those ups and downs. And so we saw endorsement of several online supports, including online counselling, web-based support, online chat rooms, most likely because these are easily accessible in the moment when you need them. But also they can be accessible regardless of whatever geographical barriers that you have
All those attitudinal ones, as well.
But we did also see some endorsement for telephone and in-person options. So ultimately, although we developed an online program, I think it'd be good to have a range of support service options available to people because people do have different needs and preferences. And of interest, people really wanted
people who had similar experiences to themselves. And so really highlighted, as I mentioned before, the importance of support packages that integrate peer support and real life stories from people.
And so based on that evidence review, the team's clinical experience, participant insights, we all kind of pulled it all together and we developed the Family and Friends Support Program. So this is an online programme for people who are supporting loved ones who are using alcohol and other drugs. And it launched officially in
2021, which shouldn't feel that long ago, but seems scary to think it's 2021. And the programme is freely available and accessible anytime. And so along with information and resources, the programme includes videos from clinical psychologists, stories from people with lived experience,
and activities. And overall, the programme tries to help people understand their needs and develop skills to help them weather the storm of caring for loved ones who are using alcohol and other drugs. Now, yes, I was talking in metaphors and you will have noticed if you haven't already that there's a strong C and nautical theme.
And the reason this kind of came about was because that metaphor of the seas and sailing came out of so many stories with family members and friends who were supporting someone who's using alcohol and other drugs. So at times it can be calm and smooth seas. At other times the sea can be rocky.
And it's that unpredictability of not knowing what the current will be, where the seas will change. Will it be choppy? Will it be calm? And so it's a real challenge for people walking alongside or caring for someone, as they can't be in the water with the person or else they'll drown. They need to be able to live with it and not care.
In it, and so that's where we came with this sailboat thing.
So as I mentioned, FFSP is an online program. There's sort of two main components, the core modules and the mini skill modules. Now the four core modules only take around 15 to 20 minutes each. They are designed to be completed first to help set the building blocks and people can bookmark certain sections and come back at any stage.
And they're really around finding out what is important to you right now, looking ahead and navigating what's troubling them, sailing, like how do we manage and cope with things, and also just stopping to reflect on where to from here.
So this is an insight into one of the core modules, the first one, and it really takes a value-based approach. So helping people to identify what the values are that are most important to them and how they can act in line with those values, somewhat independently of their loved one who is using alcohol and other drugs.
And through this program, we get people to think about and write and author their own story. So going through the different aspects on the left hand side that you can see in the menu, considering a day in their life, thinking about the impact on themselves and others and what's important with them. And they don't have to come up with the ideas of their own. As you can see here, there's a number of example tiles and the ones that they relate
they can pick up and drop into sections to keep for later. They can also write their own values as well.
One of the very first things that we get people to do is identify those values. So there's this kind of interactive activity where you saw cards, there's around 22, and as you can see here, the example is health in that top left corner. And people pop them into the three categories, not very important, moderately important,
and highly important. And this helps them to identify their values, evaluate the importance, and then they focus on the values that they've sorted into that highly important category. And we ask them to nominate their top five and then think about when it talks about those top five.
in the last three months, how successful they've been in putting that value into practise and how, whether they have wanted to put this value into practice. And so it's a really short activity that's designed to help people evaluate what is important to you, encouraging them to live
in line with their values and also trying to shift that focus from their loved one having to get treatment or be in treatment before a family member can make positive changes for themselves and start to think about themselves and caring for themselves.
And so those core modules, they're designed to be flexible. People can start and stop, they can bookmark sections, they can come back to them. We've tried to make it very self-paced in line with the literature, but also making sure that people can easily come back to the sections that they've found most helpful to them.
And once they've sort of finished those core modules, hopefully identifying some areas for improvement or where they might like to build skills, they can complete the mini modules. Yes, more CE related things for everyone. So this includes sort of finding people and activities to support you and your wellbeing.
learning how to manage unhelpful thought patterns, learning how to manage worries, for example, if you wake up at 3am, what to think, how to cope with those sorts of things, helpful activities, making plans for times of emergency, and also focusing on learning to communicate more effectively,
and how to keep yourself and others safe, which is particularly important if there are children involved. And so these modules really come from the perspective of a family member and what they might be able to do to make their caring journey a little easier and just provide a little bit of structure and support. And we're really grateful to the many family members who are involved in the development of this program.
And so this is a screenshot from within the mini modules. We tried to make it quite user friendly and interactive. And this is just one example of how we try and get people to be their own cognitive behavioural therapist. So thinking through what those thoughts and feelings that they're experiencing and how to disentangle them and manage those thoughts.
Lots of feelings.
So based on lived experience and insights from the participant interviews, we also ask people to work through example situations. And so this one is sort of around an emergency planning for those rough seas. We encourage people to think about other situations as well.
where they might want to just think and work through what could happen, some tips about what might need to be in place or what to consider in those situations. And so we do this by taking some of those tips from previous modules. So these, you can see tiles here, the mindfulness, contacting helplines,
pets, although I think my cat is currently in a very bad mood for me because I kept snuggling him today. And, you know, all of those things that might be helpful in an emergency or just a difficult situation that you want to try and plan for.
And so people can take those strategies that they are concerned or worried about, and then we kind of guide them through coming up with a plan about how they'll work through that situation. And as I mentioned, there's always that option to bookmark resources to revisit and come through if and when those situations arise.
And so when people do bookmark things, they go into what's called a toolkit box. And so this is a little icon that's available by the home screen and people can easily access it and they can listen, re-listen or redo activities as well. And so it's divided into the activities, videos,
and audio. And then this last one, resources. This is actually a section that helps to link people with information and external services about treatment and support options for their loved one. And so family and friends often experience that they wanted to know more about
support service options and how to encourage their loved one to seek help. This was a little bit outside of our scope, but it was something that we really wanted to make sure that we had some information for people. So we provide fact sheets around the different types of drugs. And then we also provide a list of Australian support services and links where people can go for more information.
and a little summary about what they'll find on that page. So we've really tried to provide people with easy to access evidence-based information and resources to help or encourage that person who is their loved one who's using alcohol and other drugs to seek help or to manage their use.
Now, throughout the program, as I've mentioned, we feature a lot of lived experience, quotes and stories. We also encourage people to share their own story and read other stories from people in the program. And relatively, in another project, which we linked to through FFSP,
breathing space, we have a moderated peer support network where people can go on and talk to each other as well. And we found that people really benefit from that and it's moderated by clinical psychologists.
I'm now going to hand over to Jess, who's going to talk through the pilot evaluation of the FFSP program. So thank you, Jess.
[image: ]
Jessica Deng   38:09
Thanks, Seth. OK, so.
We ran this pilot study because really the main aim was that we wanted to know whether the programme itself was actually helpful, visible, and acceptable to the friends and family members who were using it. So that was our main aim. And then a secondary aim was to just capture a cross-sectional snapshot of family and friends experiences.
across Australia.
So from November to December 2021, participants across Australia were invited to complete 3 online cross-sectional surveys. So at baseline, we assess distress levels and the impact of caring for a loved one using alcohol and other drugs. And then participants were invited to interact with the programme over a 10-week period.
So at post-program and follow-up, we repeated the baseline measures and we also asked about barriers to help seeking previously, as well as barriers to using the program, as well as any general feedback on the site usability, as well as the programme itself. We also had the option for people to complete a semi-structured interview with a
Team number.
So in total, we had 131 family members and friends complete the baseline survey. Of those participants, we had 17 report actually accessing the programme and using it. 49 completed the post-program survey and 32 completed the follow-up. And then we had five participants who volunteered to take part in those in-depth interviews.
with a clinical psychologist or social worker on our team.
And the original study was designed with the intention of assessing those changes in distress levels and impacts across time. However, as you've probably noticed, we had quite a small sample of people actually report accessing the program. So that analysis, unfortunately, was not possible. We still had some interesting
and important findings. So the majority of our baseline sample were female, which again reflects what Dara was saying at the start about that really gendered nature of the carer role. We also had 52%, majority were from metro areas and the majority also reported accessing the internet.
or the programme on their smartphone.
So the most common relationship of the loved one was a child, and the most reported substance of concern was crystal methamphetamine or ice. And this is quite interesting, despite the relatively low self-reported prevalence rates of ice use in the community,
It's interesting to note that it was one of the most, that is one of the most stigmatised drugs with quite wide reaching impacts and our sample definitely reflects that.
And although we couldn't run those analyses on changes across time, we did note that on average participants were scoring moderate to high levels of psychological distress, which again is reflective of other qualitative and quantitative research that really indicates this elevated risk.
for emotional difficulties among family members and friends.
So the vast majority of participants at baseline reported a range of physical and emotional symptoms over the past three months, things like sleep difficulties, irritability and worrying.
In terms of the impact of their loved ones' alcohol and other drug use, at baseline, more than half the participants reported that their loved ones' alcohol and other drug use has at least sometimes impacted family or social occasions, led to fights for arguments and affected the family's finances. And again,
All very much in line with the existing literature, indicating the wide-reaching impacts of being a family member and carer.
In terms of seeking support, again, this is quite reflective of the graph that Steph showed at the start. Most participants reported that they sometimes or often received helpful support from friends and family. And whilst this was quite promising, this contrast with the fact that majority reported never receiving or accessing helpful support from health workers.
And so there's a sort of sentiment among family members and friends that is an uncommon where people either don't know or aren't able to find helpful formal services that actually meet their needs. And of course, there's a lot more to be explored and unpacked about that. But the important takeaway for us is really that there is still a gap in the provision of formal support services.
for this group that's actually accessible and helpful to them.
And we also asked about the reasons why people did not seek help in the past. So the main things that came up were financial difficulties, which is a really big one, a lack of need. So again, that sort of
sort of up and what's the word I'm looking for, come and go of the needs of this group and also financially, sorry, preferring to manage things on their own. And notably some people identified they previously they had asked for help, but their experience had actually been
Negative when they did.
So coming to the actual feedback on the programme itself, from those who engaged with the program, the average usability score was 70, which is just above the average of 80 compared to 500 other websites. So an average score is pretty good, but definitely some room for improvement. We also found that about 1/3 of people felt either very or moderately
confident when faced with alcohol and other drug related issues after using the program. 41% felt the activities were either very or moderately helpful. And the majority said that they would recommend the programme to others who are in a similar situation to them.
So the majority of participants felt it was either very or moderately easy to find the information they wanted and understand the information.
So the feedback was generally quite positive. People especially liked the lived experience stories and those were particularly valuable and they wanted to hear more from peer voices and highlighted the way that that really helped overcome feelings of isolation and shame that can often accompany their role.
One specific area of improvement that was mentioned was the amount and density of the content, which can be a barrier for this population who are often already quite time poor in managing lots of other things in their lives.
And participants also highlighted the need for programmes like FFSP to really address that stigma and shame that Darren and Steph talked about. So it's really a way of validating the things that they're going through and also really normalising asking for help. And some quotes.
That.
So overall, participants found the programme was easy to use and provided them with some relevant and helpful information in a way that's quite accessible and confidential. However, we did experience some quite low engagement and high attrition and that may be due to again that non-linear nature of alcohol use.
and recovery and acknowledging, you know, there's often the burden of time and multiple stresses. And that was very much reflected in those self-reported barriers to why people said they didn't use the program. So a lot of them said that they just didn't need support at this time.
that they lacked time, they had other things going on, other stresses and some technical difficulties. And we also know that online self-guided interventions often do suffer from quite high dropout rates in the real world. So this is likely a pretty accurate reflection of how this would be received.
this is received in the real world. Despite this, you know, there was a lot of feedback about just the programme existing being a really important way to overcome that stigma and shame.
And lastly, we're just in the process of continuing to use the feedback from participants to hopefully continue to improve the programme to really enhance that uptake and adherence to the program, make it even easier and more valuable and accessible for people to use. And hopefully in the future as well, conduct a large scale.
efficacy evaluation of the whole program. So that would be really great if we could do that.
And I'd just like to end acknowledging the many, many people who were involved in this project. As everyone's mentioned before, it's been a project that spanned many years and has seen a lot of really amazing collaborators and people who have worked on the team. So I definitely wanted to acknowledge their contributions.
and all those who have made this possible.
And of course, the many family members and friends who so generously shared their time and insights with us across the whole development and pilot study of this program.
So I think that concludes our formal presentation and I think there should be some time for questions.
[image: ]
Julie Perrin   47:58
Fabulous. Thank you, Jessica, Dara and Steph. That was wonderful. Thank you very much. I know that someone, I think it was Jane, did put her hand up in sort of midway through to ask a question. Jane, if you're still present, would you like to ask your question now?
If not, I can see Anna has her hand up.
[image: ]
Anja Bischof   48:29
Yes. Thank you. Thank you so much. I am impressed by this programme and I'm thrilled. And I just wrote to Gallus, we're sitting in the train to a conference. We need this programme in Germany because the only online programme to date, we have a lot of
[image: ]
Julie Perrin   48:29
Hi, Angela.
Yeah.
[image: ]
Anja Bischof   48:47
text and information. And I think this is not what family members need. And I think this combination of CBT and choosing your own topics is so MI like, I love it. And I was just wondering, because if only 17 people really used the program, I guess I missed
The your recruition, how did you recruit people? And I was wondering if it would be.
Good, for example, to try to recruit in self-help groups, because there is a need.
And they want to change things and do things. And I found that self-help group members are much more engaged to find something that could help them. But again, thank you. And I guess we will contact you because I think we need that too.
[image: ]
Stephanie Kershaw   49:42
Yes.
I'm just, do you wanna?
[image: ]
Julie Perrin   49:47
Wonderful, Anna.
[image: ]
Jessica Deng   49:49
Yeah.
[image: ]
Stephanie Kershaw   49:49
Talk to the recruitment strategy.
[image: ]
Jessica Deng   49:52
Yeah, so I think that's, thank you very much for your comments and I think that's a very important fact that it was such a small number who actually completed the programme despite like we had 131 complete the baseline and we just saw that natural drop off across time. And so, you know, there's lots of ways that we
[image: ]
Julie Perrin   50:07
Okay.
[image: ]
Jessica Deng   50:12
I can think about how we can improve that. I think our general recruitment strategy, correct me if I'm wrong, Steph, it was quite, you know, social media, it was very general and broad with, you know, maybe using some of our networks, but maybe more targeted recruitment would be, yeah, could be really helpful as a...
as a next strategy or something to do in the future. But yeah, I think there was sort of that natural decline in people using the program. And I think that's something that we can also think about and reflect on in terms of how we actually design the programme itself.
[image: ]
Stephanie Kershaw   50:51
Yeah, and I think one of the things is it comes back to people use it when they need it. And because we were had quite a tight research timeframe, we knew what we wanted. So perhaps within that 10 weeks, we just weren't reaching the people who actually needed to use it. So as you say, it might be doing more of that targeted recruitment strategy.
[image: ]
Julie Perrin   50:57
Yeah.
[image: ]
Stephanie Kershaw   51:13
So yeah, I think that's really a great point about peer support groups.
[image: ]
Julie Perrin   51:19
Great. Thank you. Jacqueline, did you want to ask a question?
or past comment.
[image: ]
Jacqueline Carhoun   51:26
Hello.
Thank you. Hi. Firstly, that was such a brilliant presentation. And secondly, what an amazing programme as well. I'm currently working on co-producing a digital resource, kind of with a very similar approach that you all took, but more specific for families impacted for
by opioids. I had two questions, but I'll pick one. I was just wondering, in the future, like, how do you, where do you kind of see this sitting, I guess, alongside resources? Like, how do you picture families getting in contact with this and finding out about the program?
[image: ]
Stephanie Kershaw   51:52
Yes.
Look, that's a great question because in an ideal world, we would have funding to be able to do a dissemination and promotion campaign. So some kind of, yeah, some kind of campaign or even a partnership with an organisation like Family Drug Support or something like that where we could promote this as another option.
[image: ]
Jacqueline Carhoun   52:15
Mhm.
Wow.
Mhm.
[image: ]
Stephanie Kershaw   52:30
Unfortunately,
Currently, it seems like while there's an investment to develop and produce things, there's not always that follow on in the implementation and dissemination stage. And so that's the landscape that we're battling at the moment about like, can we somehow pitch a new development, but then tie in enough budget to do a bigger promotion?
[image: ]
Jacqueline Carhoun   52:42
Yeah.
Mhm.
Mm.
[image: ]
Stephanie Kershaw   52:54
that would increase access for family members. So yes, ultimately, we'd love to be able to continue to make the programme freely available and accessible to anyone in Australia, but also internationally.
[image: ]
Jacqueline Carhoun   53:04
Mhm.
[image: ]
Julie Perrin   53:10
The best.
[image: ]
Jacqueline Carhoun   53:11
Thank you. I'm definitely going to be sending you and you all an e-mail after to connect.
[image: ]
Julie Perrin   53:14
Okay.
[image: ]
Stephanie Kershaw   53:15
Yeah, you're welcome.
[image: ]
Julie Perrin   53:18
Yeah.
[image: ]
Dara Sampson   53:18
Yeah, great. And Jacqueline, just to add to what Steph delicately danced around, we did through the COVID period, we received some additional funding and we diversified a little bit. We developed some fact sheets around domestic family violence, as you know, that rose through the COVID period.
[image: ]
Jacqueline Carhoun   53:28
Mhm.
[image: ]
Dara Sampson   53:37
or it did in Australia anyway. We developed a fact sheet and a program, one module programme as well about rural communities. So we've got a big problem in rural communities about not enough face-to-face resources. Again, I'm sure that's not unique to Australia.
[image: ]
Jacqueline Carhoun   53:38
Mhm.
[image: ]
Dara Sampson   53:58
We have many ideas about developing other programmes and the UCID team and the UON team, we do keep putting in submissions, but we've got the challenges of healthcare systems still under pressure from COVID here.
[image: ]
Jacqueline Carhoun   54:11
Mhm.
[image: ]
Dara Sampson   54:18
and competing for research money compared to face to face. So at the moment, it's actually not funded. We, our team pay the maintenance just.
[image: ]
Julie Perrin   54:18
Mm.
[image: ]
Jacqueline Carhoun   54:23
Yeah.
Mhm.
[image: ]
Julie Perrin   54:32
Well...
[image: ]
Dara Sampson   54:33
out of other research funds, but don't tell them. So yeah, there's a lot that could be done, but it's a challenging time to get mental health research funding.
[image: ]
Jacqueline Carhoun   54:34
Wow.
Mhm.
Mhm, mhm.
[image: ]
Julie Perrin   54:48
It is. Yeah. Ed, I saw that they've got quite a few questions actually. So Ed, I saw that you had your hand up as well, I think. And then I've got Richard and Marlene and Gwen.
[image: ]
Ed ehs6@msn.com   54:58
Yeah, thank you.
Thank you. Excellent programme and excellent presentation. Thank you. You know, I wouldn't be discouraged by the low uptake at all, because what you said was, you know, what we know about family members. I don't need this. I can manage on my own. You know, that perception and need is huge. But
What you also said was a lack of hope that this will help. And so I wouldn't be discouraged by this. I just wonder, and there's a question, because you know, funding is important to keep any.
Programme going, and...
Online resources are an option, giving people choice. And I like the fact that you're trying to connect in partnership with your service agencies. My question, does your partner have to be in Australia? It could be in another part of the world. I don't know.
[image: ]
Julie Perrin   55:54
Yeah.
[image: ]
Stephanie Kershaw   55:55
Well, I mean, I'm always open to international partnerships, especially if it comes with the travel money, you know, in a stop in Tuscany. But yeah.
[image: ]
Ed ehs6@msn.com   55:56
No.
Thank you.
[image: ]
Julie Perrin   56:01
Yes.
[image: ]
Stephanie Kershaw   56:05
It definitely came to.
[image: ]
Dara Sampson   56:06
Steph, I can make myself available, darling, to join you.
[image: ]
Ed ehs6@msn.com   56:06
Not being optimistic to getting money out of our health service like it fell out of a stone.
[image: ]
Julie Perrin   56:10
Yeah.
[image: ]
Ed ehs6@msn.com   56:11
But it's just worth it, because I like the option. I like giving family members choice. Would you want to see somebody? Would you want to, there's an online, your version.
[image: ]
Dara Sampson   56:11
Ha ha.
[image: ]
Stephanie Kershaw   56:11
Yes.
Yeah, yeah, yeah. Yeah, I mean, definitely, I'd love to upscale or even adapt this programme for other countries. I think a lot of the core information would stay the same. It might just be a little bit around the language and relatability to that international audience. Although I promise there's not too much Australian slang in the program.
[image: ]
Ed ehs6@msn.com   56:27
Yeah.
Yes.
[image: ]
Dara Sampson   56:40
Yes.
[image: ]
Julie Perrin   56:41
Good.
[image: ]
Ed ehs6@msn.com   56:41
Thank you.
[image: ]
Dara Sampson   56:41
Come on, Steph, I was in there. There's been, there's no Australian slang in there.
[image: ]
Stephanie Kershaw   56:47
Yeah.
[image: ]
Julie Perrin   56:50
Thanks, Ed. Richard, did you?
[image: ]
Richard Velleman   56:53
Mary Lane's had her hand up right from the beginning, so I think we should go to her.
[image: ]
Julie Perrin   56:53
What is?
Marilyn, sorry, go ahead.
[image: ]
Marileine KEMME   57:01
Yes, hello everyone. Thank you very much for this great session. It was very inspiring, especially for me, because as I'm leading an addition care center, we try to launch a group specialised in parent, you know, parenting for parents and family
who are dealing with people with substance use disorders. And our main issue is that we are not able to gather, you know, the parents and the people who are living with those persons. So this programme is so insightful for us. I think we should really
you know, spread it all around the world, especially here in Cameroon, Africa. And it will be great to have to look into our, you know, special consideration, cultures and how people, how to help people understand, better understand, you know, addiction, substance use disorders and how to
Help them improve their, you know, their...
the way of they going along with the other patients. So we launched two years ago, we launched that group, but we are really struggling, you know, to calling people. We say, we told them, okay, we have a family session once a week, but nobody is coming.
So we are keep on, we are still continuing to call and to encourage them to like come in. But this was, this presentation was very insightful for me. And I think maybe if we go with a survey and really look
What is, what is, what is, what are their concerns? What are the issues? Why are they not, you know, coming? We'll be able to really, you know, have better results in accompanying our patients. So, thank you very much.
[image: ]
Stephanie Kershaw   59:03
Thank you. I mean, what you say is also just so relatable because, you know, as you say, we struggled a little bit to find people and it seems to be finding people at that right time. And also just making sure that people feel, I guess, kind of safe or
[image: ]
Richard Velleman   59:10
Mäki.
[image: ]
Jessica Deng   59:15
Mm.
[image: ]
Stephanie Kershaw   59:22
that they won't be judged for accessing support or yeah, all of those sorts of things. And there's so many overlapping barriers. And because you're already time poor and you're exhausted probably from caring from other people, yeah, you've got to really push that need to prioritise looking after yourself. And that can be sort of something that's quite hard.
to get across to family members and friends. But yeah, I mean, definitely through all the kind of engagement that we did, people really want support, but they need it to be accessible in that moment when they need it. And that can be tricky when you're only a sort of a 9 to 5 service or something like that.
[image: ]
Julie Perrin   59:45
Yes.
[image: ]
Stephanie Kershaw   1:00:01
But good luck. It sounds like a really interesting program.
[image: ]
Julie Perrin   1:00:02
Hmm.
Yeah, sort of reflects the immediacy of drug and alcohol use as well, doesn't it? Yeah. Richard, did you want to ask the question? Thanks, Marilyn.
[image: ]
Marileine KEMME   1:00:06
Yeah.
[image: ]
Stephanie Kershaw   1:00:11
Yeah.
[image: ]
Richard Velleman   1:00:14
Yeah, no, I do, I do, I do. So thank you very much guys for this presentation and it's really exciting to see how the programme has moved on. As I was saying before this webinar started, Jill and I were involved from 2015 to 2017 and it's really nice to see this having come
so much more to fruition. Very nice to see you're still using the short questionnaire for family members in collecting the data. And I will correspond with you outside of this as to whether we can exchange some of the data. That would be really very interesting. Just to tell you, your two QR codes,
not the one that's on the screen at the moment, but the two which meant, which is associated earlier papers don't work. I went on to both of them. So technology, technology, great stuff. I wanted to ask about the 17 out of 131.
[image: ]
Julie Perrin   1:00:56
Thank you.
[image: ]
Jessica Deng   1:01:05
Oh, no.
[image: ]
Stephanie Kershaw   1:01:07
For technology presentation as well.
[image: ]
Julie Perrin   1:01:11
Yeah.
[image: ]
Richard Velleman   1:01:17
Are those the people that completed the programme or the people that started the program?
[image: ]
Jessica Deng   1:01:23
people who have reported accessing the programme at all. So some of them started, so very variable in terms of how, yeah, yeah.
[image: ]
Richard Velleman   1:01:27
Okay.
No, I understand, I understand. So that's 13 accessed it at all. So that's obviously, that's very, that's a very interesting. Oh, thank you for putting that on, Steph. That's a very interesting point, isn't it? So that you collect 131 people who you know,
[image: ]
Jessica Deng   1:01:34
Yes.
[image: ]
Richard Velleman   1:01:49
are saying that they have lots of problems. They need help. Nobody has really asked them whether they needed help before. The implication is they would have liked someone to have asked them. You offer them help and a very small proportion actually take it up. And I think that's not unusual.
So I think that's a really interesting researchable question about why is it that so few people who need it don't take it up. And one of the things that strikes me is that although having open access is very helpful, that you have a website that people can contact at any time.
there are a lot of competing, as you've said, pressures on their time. And I wonder if there's something about getting people to commit to doing something, to commit to taking part in the programme and saying that they will look at at least one module once a week or something like that.
I just wonder about the psychological effect of people committing to something as opposed to knowing that something is there, but it's so open access that actually they don't make the time to access it. That's one point I wanted to make. I think the second point is about whether or not
[image: ]
Julie Perrin   1:02:54
And.
[image: ]
Stephanie Kershaw   1:03:06
Yeah.
[image: ]
Julie Perrin   1:03:06
Mm.
[image: ]
Richard Velleman   1:03:12
the programme is accessible outside of Australia. I think what you created is a really interesting programme with a lot of menu possibilities. And already people have said, my goodness, I'd like to have it in my country. I don't think that there's that much.
in the program, which is Australia specific. Maybe some of the information you give about resources might be more Australia specific. That's one of the things we found with the five step method, that although when we, the manual gets used in different countries, the last little bit at the end needs to be
[image: ]
Julie Perrin   1:03:39
Teemu.
[image: ]
Richard Velleman   1:03:52
change because that talks about local resources. It's very generalizable and I just wonder, I think your programme looks very generalizable and I just wonder how available it is to other people. I think that's all I want to say except Judy to say that I know that a number of people
who put things in the chat, questions, we could maybe, we need to access as well.
[image: ]
Julie Perrin   1:04:14
Yes, yeah, thank you, yeah.
We do, and we do still have one more person with their hand up as well. So Gwen, I might just quickly go to you and then we'll go to the chat.
[image: ]
Richard Velleman   1:04:18
So it.
[image: ]
Stephanie Kershaw   1:04:18
Yeah.
[image: ]
Richard Velleman   1:04:20
Yeah.
And.
[image: ]
Julie Perrin   1:04:29
When if you're still there?
[image: ]
Gwen McKenna   1:04:30
Hi everybody. This is a brilliant opportunity for us from the Family Addiction Support Network in Ireland. We're a small group, we're completely volunteer, so I'm loving everything that you're saying about the groups being small and people accessing it and everything.
We're completely voluntary. We get it very hard to get funding. We can get funding for programs, but not for the business and the administration end of it. But I'm absolutely loving it. We have 5 peer support groups, people all with lived experience. They come through the doors, their self-development and we've
advised a model, I suppose you would say, they would come through and access the family support. They would talk about what's going on for them. The people that have come through it have now gone on to their self-development. They are now trained in facilitation skills, conflict management and the five-step method.
and they give that back. They themselves then every month have support and supervision. They're constantly in their own self-development. So as a consequence of that, now we're about to start up an online group. So this couldn't have come at a better time. And I'm just wondering, like everybody else, could we access it?
[image: ]
Julie Perrin   1:05:48
Ohh.
[image: ]
Gwen McKenna   1:05:52
Soares would be great.
[image: ]
Stephanie Kershaw   1:05:55
Yeah, as far as I'm aware.
[image: ]
Julie Perrin   1:05:55
Yeah.
[image: ]
Gwen McKenna   1:05:55
So that I cuts, yep.
[image: ]
Julie Perrin   1:05:57
Oy.
[image: ]
Stephanie Kershaw   1:05:58
There should be no barriers to accessing the program. I mean, you know, even happy if you want to e-mail me and I can look at how we might be able to package it in a different way to support you. As Richard, you pointed out, it is quite generalizable and because we built it on that systematic review evidence,
there is probably a lot that could be applied across countries without too much hassle. I also just wanted to touch on your point, Richard, about getting people to commit to things. I did, one of the things that I have wondered about if we are funded to do a bigger evaluation is whether or not
[image: ]
Gwen McKenna   1:06:23
Yep.
[image: ]
Julie Perrin   1:06:29
Mm-hmm.
[image: ]
Stephanie Kershaw   1:06:36
we pursue that kind of um text message reminder route uh where we sort of you know you haven't logged on uh this week we encourage you to log on and access and whether that would boost engagement or not but it's hard to know uh yeah with this population but
[image: ]
Julie Perrin   1:06:52
Mm.
[image: ]
Stephanie Kershaw   1:06:55
Yeah, always open.
[image: ]
Julie Perrin   1:06:55
Mm.
[image: ]
Richard Velleman   1:06:56
Yeah, well, that's interesting. That's something we've done quite a lot of here in India in terms of both an alcohol programme, not for family and friends, but for people with alcohol problems and a tobacco programme, tobacco cessation programme and using text messaging or now we're moving to WhatsApp messaging.
[image: ]
Julie Perrin   1:06:58
Good.
[image: ]
Richard Velleman   1:07:15
reminding people that they haven't logged on. And as people sign up for it, that's the important thing. They sign up that they're going to do it. And therefore, they don't, they're not anti being contacted to say, oh, by the way, any problems? And it's not, it's not a, people can't respond to it. It's not online counselling.
but it is a reminder. And what we found is that that increases the chances that people will continue to do it. So this thing about getting people to commit, even if it's not a big formal commitment, somehow seems to change people's ability to prioritise or put that higher up the prioritise list.
[image: ]
Julie Perrin   1:07:58
I also wonder if there's that idea, you know, when we're working with people with the alcohol and drug problem, that we might use a step up, step down type model of intervention where you step it up as needed and then step it down. And I just wonder if families are sort of mimicking the same
you know, like there is that calm that you talked about and then there's the stormy seas again. And when it's calm, you know, I work with families now and they just don't want to rock the boat at those times. Everything's going well. So why would I, you know, maybe I was making too big a deal of it as well, that sort of thing.
[image: ]
Dara Sampson   1:08:30
Mm.
[image: ]
Julie Perrin   1:08:37
I mean, it's interesting because we've got some feedback on here in the chat from Rashid from Tanja in.
in East Africa, who's just saying he's very grateful to have discovered the Family and Friends Support Program. I believe this website is thoughtfully designed, provide guidance and hope to individuals worldwide, connecting hearts and empowering lives. So that's lovely feedback there for you. And then we've got all the feedback about what a great presentation, which is
[image: ]
Stephanie Kershaw   1:08:46
Slip.
[image: ]
Julie Perrin   1:09:09
Lovely to hear as well. And then Pauline from New Zealand has asked two questions and I know Pauline's there. I can ask the questions for you, Pauline, if you like, but one of them is how can you get the number higher or past 13%? Perhaps that's something that we've just already talked about.
And then Pauline's also mentioned in terms of talking about the ambiguous grief, she wondered if you've looked at the idea or the concept of chronic loss, which I know is something that Pauline talks about in the Family Drug Support Programme in New Zealand. Pauline, did you want to say anything else there?
[image: ]
Pauline Stewart   1:09:50
There's just a lot of similarities in what Dara was saying about the ambiguous grief and there's this huge amount of research around chronic sorrow. And we find probably every single impacted family member who comes on to do our five step in New Zealand, actually, the idea of chronic.
[image: ]
Julie Perrin   1:09:54
Yes.
Mm.
[image: ]
Pauline Stewart   1:10:09
loss actually, crunk sorrow, actually resonates with them and it's quite an important part of our five-step programme. So I just wondered if it's something that you looked at when you're talking about, they can relate to it.
[image: ]
Richard Velleman   1:10:15
Okay.
[image: ]
Dara Sampson   1:10:23
Yeah, look, I, I...
[image: ]
Richard Velleman   1:10:23
And just to chuck in, there's also this idea about anticipatory grief and anticipatory loss. And that's a very big thing with family members, particularly parents, where they're anticipating the loss of their child.
[image: ]
Pauline Stewart   1:10:31
Mm.
Yeah.
[image: ]
Richard Velleman   1:10:43
the loss of the child's future that they thought that they had been able to predict and so on. So even before, they're worried about whether they're going to kill themselves and so on, but even before that, there's a huge amount of anticipatory bereavement going on.
[image: ]
Julie Perrin   1:10:57
And then I think when there is bereavement as well, there's disenfranchised grief as well. So we've got the whole gamut there, I think. Yeah. Dara, what you were going to say. Yeah.
[image: ]
Dara Sampson   1:10:58
Yeah, yeah.
[image: ]
Richard Velleman   1:11:02
Mäki.
Yeah, yeah, yeah, absolutely.
[image: ]
Dara Sampson   1:11:07
Absolutely. Just to agree, Pauline, Richard and Julie, your absolute like disenfranchised grief, absolutely, particularly with parents who I remember a couple who had lost a child through IC usage and they did not feel they had, I guess, the social
[image: ]
Richard Velleman   1:11:09
But the money.
[image: ]
Julie Perrin   1:11:18
Mm.
[image: ]
Dara Sampson   1:11:30
agency to be able to grieve fully because of the criticism. And also, I think that internalised grief of should I have done something differently that comes from that societal expectation. You know, so I think grief in all of its gamut, we've
[image: ]
Julie Perrin   1:11:41
In.
[image: ]
Dara Sampson   1:11:49
also designed a separate 4 module programme that isn't attached to family and friends, but that's about trauma and then the connexion between trauma and alcohol and other drug usage and intergenerational trauma.
the idea that you hold trauma, like the chronic, the multiplicity of traumas that then impacts, like with grief, you know, the multiplicity of griefs that then takes you back to a place of grief that you thought you might not have been in any longer, or something seemingly
[image: ]
Julie Perrin   1:12:12
Mäki.
[image: ]
Dara Sampson   1:12:28
relatively innocuous can still take you back to a deeper grief. So yeah, I think it's all very complex and I think it is all bound around those feelings of grief and loss and how society lets us grieve some things. And we've got these strictures around what's appropriate grieving,
[image: ]
Julie Perrin   1:12:40
Mm.
Yeah.
[image: ]
Dara Sampson   1:12:48
That, that is a very Western cultural thing, I think.
[image: ]
Julie Perrin   1:12:53
Yeah.
Eeva.
Right. Okay. And then we've got feedback here from Kennedy, just saying, what a wonderful presentation. I'm wondering and asking, have you looked into how family members, friends may use informal online spaces? And I think you did talk about that, such as social media platforms.
Oh no, maybe a bit of a different take there. As I, they've been researching this topic and have utilised Reddit in a way to recruit and have found that a lot of these online groups for people, there's a lot of these online groups for people to share their experiences and connect.
With others who understand, and perhaps this could be a way to better advertise the program.
[image: ]
Stephanie Kershaw   1:13:43
Yeah, for sure. Through a different project, we approached a number of Facebook groups for families supporting loved ones. It can just be sometimes difficult to get into those groups. Obviously, they are understandably wary about just
[image: ]
Julie Perrin   1:13:43
Okay.
Mm.
[image: ]
Stephanie Kershaw   1:14:02
letting in researchers or, you know, not quite sure of what people's intentions are. But it's definitely a great ave to consider recruitment. And I would be keen to go that way for future evaluations.
[image: ]
Julie Perrin   1:14:06
Yeah.
[image: ]
Stephanie Kershaw   1:14:21
especially because online recruitment now is quite tricky with the ever loving bots that seem to be attacking all surveys everywhere. So yeah, I do think we are going to need to be able to find more targeted recruitment methods, whether that's through those online support groups.
[image: ]
Julie Perrin   1:14:29
Yes.
[image: ]
Stephanie Kershaw   1:14:40
but also through partnerships as well.
And yes, I think to touch on someone else's point, we might also then be able to actually really get to the people who are seeking help and who have, you know, committed their time and are able to better engage with the program.
[image: ]
Julie Perrin   1:14:46
Hmm.
And so it's still online, that what you've presented on today. So I was actually wondering how many people have accessed it overall. And if you know that, and are you able to collect data from what they actually do?
[image: ]
Stephanie Kershaw   1:15:05
Yes.
Yes, so we know how many people have accessed the program. We can also see in the back end how many people have completed modules. So that's how we were able to know how many people had completed it during the evaluation window. And we can also see that the time that they're spending on the modules as well.
[image: ]
Julie Perrin   1:15:28
No, please.
Teemu.
[image: ]
Stephanie Kershaw   1:15:38
Um...
[image: ]
Julie Perrin   1:15:39
In.
[image: ]
Stephanie Kershaw   1:15:40
We don't, yes, in retrospect, it would have been good to build in some sort of like anonymous evaluation and ratings along the way. But yeah, we do get some background analytics on it. I cannot remember for the life of me how many people, I don't, yeah, no, Jess, I can't even remember the last time we checked.
[image: ]
Julie Perrin   1:15:53
Mm.
[image: ]
Richard Velleman   1:15:59
I.
[image: ]
Stephanie Kershaw   1:16:01
But, um...
[image: ]
Dara Sampson   1:16:01
Yeah, I can't, as we joined today, I thought I should have looked at the, look, I know at points we had two or 300. We certainly had an active breathing space community. I guess just another point to add that when we were funded for this piece of work, it wasn't as a trial.
[image: ]
Julie Perrin   1:16:17
Yeah.
[image: ]
Dara Sampson   1:16:25
So we didn't actually have kind of, I guess, the formally value, it was actually to develop the product. So this, and that was part of, you know, our hope for future to kind of take it to a trial. It's been, because it's in the Eclipse portal where we have 9
[image: ]
Richard Velleman   1:16:25
The.
[image: ]
Julie Perrin   1:16:32
Yeah.
Yeah.
[image: ]
Dara Sampson   1:16:44
programs. It's been part of an overall trial, which is the Eclipse trial, which was rolling the whole portal out to every New South Wales LHD local health district. And then also to the Ramsay Psychology Foundation as a comparative between take up in
the public sector and the private sector. But that was one of the nine programmes in that whole trial, which finished up at the end of last year. So we know we had six LHDs actively engaged and their teams using that.
[image: ]
Richard Velleman   1:17:14
Yeah.
[image: ]
Julie Perrin   1:17:20
Right.
Mäki.
[image: ]
Dara Sampson   1:17:27
but the data was only at kind of the high level. So I'm sorry, I don't have kind of figures for where it's up to today. But again, it's the vex thing. We haven't been able to push promotion and we don't have breathing space, person, woman, man, whatever you want to say.
[image: ]
Julie Perrin   1:17:40
Sure.
Yeah.
[image: ]
Dara Sampson   1:17:47
because it's not currently funding, we've got it sitting there, we monitor it. Yeah.
[image: ]
Julie Perrin   1:17:50
Yeah. Yeah. Yeah. So funding, it's tricky, isn't it? Okay. Are there any other questions? We do have some other feedback and someone just said that they've used similar principles in the Recovering Families UK online program.
But that person who was Catherine Jenkins has had to leave. So we can't ask her any more information about that. Oh, you have.
[image: ]
Richard Velleman   1:18:17
But Jessica has just said almost 6000 users since launching. So that's 6000 users. That's very good. That's, you know, that shows that people are actually logging on. And that's brilliant. I mean, obviously, it's interesting to know more.
[image: ]
Julie Perrin   1:18:23
That's, that's amazing.
That's yeah.
That's right.
[image: ]
Richard Velleman   1:18:37
And that would be an interesting paper for you to write up, maybe, even if it doesn't get published, but something that this audience would be extremely interested in. How far have people progressed? How many modules do they go on to? I mean, that's a really, these are important questions for you to think about and for other people who might want to be using it.
[image: ]
Julie Perrin   1:18:38
And...
I will tell you.
Yeah.
Yeah, yeah.
[image: ]
Richard Velleman   1:18:57
to think about. I mean, yeah, 6000 people log on and, you know, 22 go through all the modules is very different. 6000 logging on and 5000 going through all the modules. So there's lots of learning about what at what stage people drop off and why that might be and so on.
[image: ]
Julie Perrin   1:19:02
Yeah.
Yeah.
Yeah, it might be too. How many of those people are repeat users coming back? Yeah, that's great. Thanks for getting that, Jessica. That's great. Okay, there being no other questions and it's getting late and I didn't think we'd go on for so long, I might say thank you so much to Steph, Dara and Jessica for giving you time tonight.
[image: ]
Richard Velleman   1:19:20
Yeah.
[image: ]
Stephanie Kershaw   1:19:20
Yes.
[image: ]
Julie Perrin   1:19:41
for an excellent presentation. Absolutely fascinating. Thank you. So the online recording will be available by the end of the week on our website. The next webinar will be coming to us from Vancouver, Canada, and it's going to be on Tuesday, the 12th of May at 9 o'clock in the morning.
Vancouver time, BC time. That will be 2am on the 13th of May for people on Australian Eastern Standard Time, so maybe a bit early in the morning for us. Speaking will be Jennifer Hawkins, Amy Salminen, Sarah Niemi Fernando,
[image: ]
Dara Sampson   1:20:01
Yeah.
Yeah.
[image: ]
Julie Perrin   1:20:18
Chris Battle, Steve SL, Daniel Snyder and Mike Sicora. And they're coming to us from the Centre of Advancing Health Outcomes School of Population and Health, Public Health, Partner Psychiatry, University of British Columbia, Vancouver, Canada. And they're going to be talking about, I don't know what we should have done differently. And it's a qualitative study on the dilemmas of
tough love and toxic drugs in British Columbia, Canada.
So again, thank you everyone and thank you everyone for attending today, tonight. And we will see you in two months time, hopefully. Okay, and just remember the recordings are online if you need to access them then. Okay, thank you all very much.
[image: ]
Dara Sampson   1:21:06
Thank you, Julie and Richard. Thank you for the invitation.
[image: ]
Jacqueline Carhoun   1:21:07
Thank you.
[image: ]
Julie Perrin   1:21:08
It.
[image: ]
Jessica Deng   1:21:10
Thank you.
[image: ]
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