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Emma’s story

Presenter
Presentation Notes
Slide 1 Family Photo Thanks Sarah. 	Hello everyone, it is wonderful to be here with you today.  As you have heard from Sarah, I am the consumer representative for Project ECHO at Children’s Health Queensland and an expert panel member for the ADHD series. My involvement in the project was to give a voice to children and families living with ADHD throughout the planning stage of the project which then extended to the ADHD series as an expert panel member teaching health professional’s about ADHD.  I didn’t think of myself as an expert, however, over time I am developing a greater appreciation for the expertise that comes from lived experience.	You could ask how I got the job?  And the answer is that my family’s lived experience has seen our paths cross with amazing helpers (some who I see here today).  One of these helping professionals thought I would be great at representing families and recommended I have a go.  Which I did, and the whole experience has been mutually beneficial for me and the project.  As far as lived experience goes, I’d like to expand a little on that for my portion of this presentation and then talk a little about how Project ECHO, my lived experience and role at Children’s Health Queensland fits the theme of the conference of ADHD across the lifespan.  



Presenter
Presentation Notes
Slide 2 Photo of the kids My husband and I have four children who have had complex health needs throughout their lives and both my husband, and I have our own health and wellbeing battles as well.  I call this picture my Instagram family because it doesn’t tell the truth.  It paints a lovely calm picture, when the reality is, to get that one picture, I had to first take hundreds like this.  



Presenter
Presentation Notes
Slide 3 and 4 Crazy Kids photos Before I could negotiate a nice calm photo, I had to negotiate the “Take a photo of me on the roof mum”, “take it as I’m jumping because I want an action shot”.  “Take this funny photo with our legs in the air first, everyone watching your presentation will love that”.





Presenter
Presentation Notes
Slide 5 Photo of Nathan This handsome guy is my husband.  We have been married now for 21 years and during that time had our four amazing kids.  Amazing in many ways. They are crazy creative, full of energy, smart (which is evident if you can get them to be still long enough to share with you), they are kind-hearted, loyal, generous-the list goes on.   Nathan is pretty amazing too.  He was diagnosed with adult ADHD after our older three kids were diagnosed in their early primary school years.  We were always fighting about how distracted and unreliable he was and how he couldn’t get anywhere on time.  Going through the assessment process with the kids, talking about how similar Nathan was to them and then reflecting on that after the kids received a diagnosis, prompted us to investigate adult ADHD.  



Presenter
Presentation Notes
Slide 6 Photo of the kids in primary school As I have already mentioned, our older three children were diagnosed with ADHD in the early years of primary school.  I actually had doubts back then that ADHD was a real condition.  My family and even some health workers I interacted with told me they thought ADHD was just a label to cover up bad parenting or it was a misdiagnosis of other conditions like OCD.  We didn’t tell some of our family about the diagnosis and changed GP’s and psychologist regularly because of this stigma.  We didn’t have the benefit of a regular GP who knew much about ADHD and as parents we had a belief (well mostly I did) that I really was a bad parent.  I spent a lot of time blaming myself and as a family we became isolated because I didn’t want to put myself ‘out there’ and be criticised further.  Our kids were hard to handle.  The older three were born close together-we had three under three and the only way I could get a babysitter was to pay their day care teacher after hours rates so Nathan and I could go out for an hour every now and then.  We were so broke that by the time I paid her we would just drive somewhere in his work car and wait for the hour to be up then drive home again.  Our parents couldn’t handle them, and our friends simply said they were too hard to take care of.  



Presenter
Presentation Notes
Slide 7 Photo of Robert This is our eldest, Robert.  He was the young adult in those previous slides on the shed roof.  Looking back over his life-he’s 20 now.  I’m not sure how he has made it to 20 without broken bones or serious injury.  Our kids would climb anything.  Our six-foot fence was a piece of cake while they were still in nappies.  Getting to sleep before 10 at night was near impossible and they’d be up again at five the next morning.  Five minutes of unsupervised play time while I dashed to the toilet when they were respectfully four, three and two years of age; saw a literal waterfall made through the bunk bed mattresses.  They just didn’t stop.  



Presenter
Presentation Notes
Slide 8 Photo of Lilly Lilly is our youngest, there is a nine-year gap between her and our older three.  Some part of us thought maybe if we were older and wiser, we had a chance of having one child that wasn’t ADHD.  That wasn’t the case.  Lilly has also been diagnosed with ADHD.  But as parents we are different and are doing things very differently- much to the disgust of our older children.  Lilly has already had a much better experience at school, she has had the benefit of a mother who knows how to advocate for inclusion across different sectors and of having parents with greater health literacy who understand better what her needs are and how to meet them.   



Presenter
Presentation Notes
Slide 9 Photo of the older 3 kids  The older three have been through so much.  In previous presentations I’ve given I have rattled off many of the issues they have faced really fast because they can make me emotional.  But as I reflected on then theme of your conference of ADHD across the lifespan, I thought it was important to draw attention to the outcomes and the comorbidities for our adolescents and young adults throughout their ADHD journey and highlight how programs like Project ECHO’s ADHD series can help improve these outcomes.  Our three older children and in turn our family has experienced seizures that remain unexplained and are still under investigation by psychologists and neurologists.  Questions like “is this related to all the medication they take” or “is this actually dissociation” are still trying to be answered.  Major anxiety and depression, self-harm and suicide attempts are still ever present and something we are hypervigilant about.  The kids have been sexually assaulted at school and while out with friends.  They have been rejected by peers, taken excessive risks, overdosed on medication, had multiple exclusions from school which have resulted in periods of home schooling.  They have run away from home, driven without a license and under the influence of drugs and alcohol.  You know we have had emergency services at our place so often I am embarrassed to talk to my neighbours because of what they might think of us.  As a family we also experience severe financial hardship and unemployment.  We shut down our business because we couldn’t care for our kids, keep them safe and run it successfully all at the same time.  The list of impacts goes on and on- but you get the picture.  I might be wrong, but I feel like to look at these photos you wouldn’t guess that these kids-actually young adults, had experienced all that I’ve just shared with you.  They are resilient.  Robert graduated high school and has one year left of his cabinet making apprenticeship.  He has his dream car and plans to head overseas at the end of the year on holidays.  These are things I wasn’t sure he’d ever do.  He also wants to buy, renovate and sell houses with his dad after he finishes his apprenticeship. Amelia and Taylor have also both completed high school.  Amelia and Taylor both have other impairments that have made it hard to find work.  However, Amelia is a great driver and in the last two weeks found a job driving a car making deliveries.  She has also moved out of home and is managing that okay for now.  Taylor is also looking to move out of home in the next couple of months and take her smelly cat with her.  I will miss her, but not the cat.  She has got herself a day job and has started her own mermaid business making guest swimming appearances at public pools and birthday parties dressed up as a mermaid.  She hopes one day she can swim at SeaWorld.  



Presenter
Presentation Notes
Slide 10 Photo of Lilly Then there is Lilly.  She’s not 18-this was her sisters birthday party.  We think she is a clone of our older girls in so many ways, but her story has only just begun, and she will take a very different path to her older siblings.  It amazes me that the outcomes of people from the same immediate family with the same diagnoses can be so different.  It has reaffirmed the importance of the work that we all do to improve health and wellbeing outcomes, including the importance of projects like Project ECHO.



Presenter
Presentation Notes
Slide 11 Picture of Bridge So, my job on Project ECHO was to build bridges between us ADHD families and health.  I had to learn this somewhat foreign language used at CHQ and learn how to advocate for families using that language.  Sometimes it was really tough, and I would find myself really upset.  I would leave the office and pound the footpath all the way to the train station to get out the frustration- sometimes I’d have to walk to the next station before I’d chilled out enough.  The case studies we were often presented across the 12 series were always so complex and so similar to my own.  I would be so frustrated that we couldn’t discuss comorbidities and the issues and impacts across other systems.  I was glad when it became undeniably evident that a series on ADHD could not be as simple as had been planned.  But you know what, that is outside of my scope, so I will leave that for Sarah to elaborate on.  Over to you Sarah. 





o De-monopolise 
knowledge

o Expand access to care

o Moving knowledge, 
not consumers



What is Project ECHO®?

• A hub and spoke model of free interprofessional education and case-
based learning which:
– uses Zoom technology (on-line & interactive)
– is highly collaborative
– learner-centric

• ECHO® is low dose, high frequency learning

• Each session:
- commences with a brief presentation
- consists mainly of de-identified case discussions
- recommendations & resources shared



What is Project ECHO®?

• All teach all learn

• Not telemedicine

• Forced multiplication effect

• A community of practice



Project ECHO®



Project ECHO®



Pilot results

• 7 ten-week ADHD network programs
• 100 multidisciplinary participants
• GP attrition rates 
• Significant improvement of pre/post self-

efficacy across 27 domains (p<0.001)



Learnings from the ADHD pilot
• The cases lead to rich discussions and key learnings
• Consumer input is essential
• GPs manage complex cases and can do this well
• GPs have the capacity to hold shared patients and they 

expect to do this 
• Shared learning on both sides of the screen 

– All teach, all learn
• The “in room” panel more than just ‘educators’

– The dynamic – trust and respect
– Model multi / inter / trans disciplinary care
– Can grow the qualities and skills needed



Project ECHO® - beyond the pilot

Scalable, sustainable & financially viable



More lessons learnt…

- Recurrent funding
- Determining learner’s needs is paramount
- Pause, reflect, identify and re-try



Questions

Contact details:
Sarah Baggio
Clinical Engagement Officer– Project ECHO®
Children’s Health Queensland 
ECHO.CHQ@health.qld.gov.au or LinkedIn
Google: ECHO CHQ

mailto:ECHO.CHQ@health.qld.gov.au
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