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Ellen, Narration- Carey Scheer:

Narration- Carey Scheer:  00:00
Hello, my name is Carey Scheer, and I produce and report for the Purple Orange podcast. And this is the kickoff for our fourth official season. But for this one, we've decided to do something a bit different. We're actually doing a retrospective because next year we're going to give this podcast a new name and new momentum. What won't change is the reason the podcast exists. We're still going to bring you the same raw, authentic, first-person stories and conversations that have always been at the heart of what we're doing. But we want to ask you, our audience, to help us find a new name that resonates with what we're doing, and so before we do that, we decided to take a look back and reflect on some of the stories we've already shared. So, as the producer this season, I'm going to bring you some of the stories that have really stuck with me, and also what I've learned along the way. This first story that I'm going to share with you is Ellen Fraser Barber’s. It was the second podcast I ever made for Purple Orange, and I came to this organisation from completely outside the disability space, what drew me in was story work. I wanted to tell stories, and I wanted them to matter. What I didn't yet have was a real understanding of the space that I was stepping into, but I've learned it, story by story, through every single person that has sat across from me, and this story was particularly profound on my journey. Ellen was 19 when she decided to travel overseas on her own, against everyone else's advice. She was told, "It's too dangerous with your disability. Don't do it, and yet she did, and I was captivated by that story, by the bravery of it, the stubbornness, everyone telling her she couldn't, and her going anyway, and that's the story I thought I was making, but then right near the end of the interview, Ellen said something that totally changed what the story was actually about. She named a greater danger, and one I genuinely hadn't thought about before: the way disabled people doing ordinary things get turned into inspiration for others at their own expense, it is now a trope that I see absolutely everywhere. Of course, but at that time, it was new to me, and that's the thing about making these stories for Purple Orange, because I am, in a lot of ways, exactly who we're trying to reach, because every conversation, especially in those early days, revealed something new or chipped away at an assumption that I didn't even know that I was carrying. Ellen went on to work with us after this story, and I got to know her properly, not just as an interview subject, but as a colleague and as a friend, she was smart, outspoken, and totally committed to disability rights. She was also somebody who loved adventure and the natural world, and that's a kind of kinship that I don't often get to talk about in a professional bio, but it mattered to me. As many of our listeners will be aware, Ellen passed away this year. It is such a profound loss for everyone that knew her, for the entire disability community, and honestly, far beyond. Listening back to this story now, I feel lucky, lucky that this was one of the early stories I got to tell here, and lucky that her voice and perspective is still here for anyone to hear. I hope you enjoy. When Ellen Fraser Barber was 19, she found herself traveling alone on an overnight train journey to Darjeeling, India, she was way out of her comfort zone. She had not planned to be by herself.

Ellen 04:31
I was the first person to get on in my little section, and then this one man came, and then the second man came, and then the third man came, and then I felt really nervous about being in a contained space between men that I didn't know.

Narration- Carey Scheer:  04:48
She also had this growing fear that she'd have no idea when to get off the train.

Ellen 04:53
Yeah, I was always anxious. I didn't know how long I was going to be sitting on the train for. Didn't know. Like what I would do if I got off in the one station.

Narration- Carey Scheer:  05:03
Ellen is hearing and vision impaired, so she couldn't read the station signs, and she wasn't able to hear the names the train conductor called out. She was also coming down with a nasty cough. She felt miserable, laying on her bunk with her bags under her legs in the middle of the night. 

Ellen 05:22
It was really dark. I felt the man above me climb down the bunk, and I just laid on my bunk bed pretending to sleep. And then we were going under my legs, and I could feel the bell moving.

Narration- Carey Scheer:  05:41
This was exactly the kind of situation everybody had tried to warn her about. You see, Ellen's path to this moment began the year before.

Ellen 05:50
When I finished high school, my dad got really sick with terminal illness. There was a lot of mess and chaos and stress and anxiety and sadness. I'd gotten myself into such a dark place at home, and I just really needed something that would take me out of that reality that I had.

Narration- Carey Scheer:  06:16
After her dad passed away, she decided India could be that something, but nobody else agreed.

Ellen 06:24
Everyone told me not to go, or that I was crazy, or don't be, you’re deaf and blind. You can't go on your own.

Narration- Carey Scheer:  06:34
How did you keep it from getting into your head and thinking I can't do it?

Ellen 06:41
I think I was just really convinced in myself that I should do it. It did get to me, though. It made me very tense. I was so frustrated with all of the people around me who were really drilling into me with all of the anxiety that they had, and I think I had made a decision that that was their anxiety. It wasn't my anxiety. There was such a build-up of tension leading up to that moment of me getting on the airplane.

Narration- Carey Scheer:  07:11
Ellen knew it was going to be challenging, scary, and even dangerous, but she'd done her research and she decided to take the risk anyway. She'd organised a stay with an Indian family for the first month. She figured this would be a safe way to find her feet.

Ellen 07:29
There was Rhupi. Rhupi said that she was my Indian mother, and then Carminda Singh, and who was a gentleman, a real gentleman, like a grandfather figure. You know, very gentle, quiet man.

Narration- Carey Scheer:  07:44
So her Indian family picked her up from the airport, and they all hopped in a taxi together.

Ellen 07:49
The first impression was I can't explain it even. There was just like a really different smell that didn't smell like Australia to me, and you know the road just so busy and chaotic, and there's lots of honking people literally hanging out the windows, holding on from the roof. Very different.

Narration- Carey Scheer:  08:10
Ellen didn't want to just do the tourist things. She spent the first month volunteering at a school for deaf and blind children. There were lots of volunteers from all over the world, but she was the only one who lived with disability.

Ellen 08:25
I pointed to my ear and to my hearing aid, and then I would sign the same, same as you. Their faces just lit up. They were really happy, and she said, "Yeah, me too, me too, and I pointed their hearing aid.

Narration- Carey Scheer:  08:41
So, she settled into her new Indian life. She worked with the kids during the day and socialised with the volunteers in the evening. It really wasn't as scary or as hard as everyone had warned. One weekend, Ellen took a trip with some of the volunteers. They went up to this small farming village high up in the Himalayas. It felt really remote. There was no electricity. It was one of the most remarkable experiences of her entire trip. But in the village, a man told her something that left her feeling deeply unsettled.

Ellen 09:15
One of them said to me that it's really important that you're here because you can show people that people who are visibly different who have a disability can live a good life, can live a full life. Whereas if I had been born in India, I probably wouldn't have had a life.

Narration- Carey Scheer:  09:34
He went on to tell her that in some parts of India, she might have been drowned at birth, that there are very little resources for people like her, and that a lot of people with disability ended up on the streets. It was horrible to hear, but he wasn't trying to be mean. He was truly happy to see her living a good life, and he wanted others to learn from her. But Ellen was feeling very conflicted by this, she thought about the kids she'd been volunteering with.

Ellen 10:06
You can't expect these young children who are living in India to see me as a white westerner coming in and showing them the way because I can't do that. I did have a lot of opportunities and a lot of support and a lot of services and a lot of resources that were driven towards my development as a young child. If I had been born in India, I don't think I would have had those resources. But also, I think it is also important for them to see the ideal and what it could be and how those resources could be used in a way that that makes the difference for them too. I don't know. It was a challenging experience.

Narration- Carey Scheer:  10:50
After Ellen left the school, she joined up with a tour group. They were a really fun, eccentric, eclectic group of people from all over the world, and they had a really great time traveling together, but when they arrived in Varanasi, she discovered the group was disbanding. She was the only person that had booked onto the second half of the trip, and she had to make her own way to Darjeeling, about a 13-hour train ride away. She had not planned or prepared for this, and she was starting to get sick. She was in this tiny train compartment with three male strangers. No one spoke to her. She was coughing. Her anxiety was building. Then, in the darkness of night, the man in the bunk above crept down the ladder. She pretended to sleep, but then she felt him reach under her legs. Her bag started to move.

Ellen 11:49
I looked up and was like, "What are you doing? He startled and then went back up to the bunk I was petrified. I just didn't lie down again. I just sat on my bed with my belongings behind me.

Narration- Carey Scheer:  12:02
She sat frozen like that until night turned to day. But when the sun came up, it didn't do too much to minimize her anxiety, because now she needed to figure out when she was getting off that train and quick. Then the man across from her suddenly spoke to her. He said he'd heard her coughing all night and wondered if she needed any medicine. She declined this offer, but she thought he seemed genuine.

Ellen 12:29
He just seemed to care, so I said, "Oh, can you tell me when I get to this stop?” and I pointed to my itinerary, and I showed him where I wanted to get off, and I said, "Please tell me when I get to this stop”, and he said, “yes, yes, yes”. Every time the train stopped, I said, "Is it this stop?”, “No”. “Is it this stop?”. “No”. Three hours later, "Is it this stop?”. “Yes! You're getting off here”, and he helped me get my bags and put me off the train there.

Narration- Carey Scheer:  12:55
So that was it. She asked for help and figured it out. Everyone who told Ellen that she was crazy to risk traveling on her own when she has limited vision and hearing, they might say she got lucky, and they'd be right. She could have been robbed, or missed her train station, or been taken advantage of, or any number of terrible things. But all those things could happen to anyone traveling alone, and still lots and lots of people do it, and that's why she gets so frustrated when people are so amazed that she's done it.

Ellen 13:31
Yeah, the only thing that I worry about with this story, like I went to India on my own, is that I worry that it would be considered to be inspirational, any young person can go to India on their own, and people won't really react to it. But because I have a disability, when I go to India on my own, everyone reacts to that story.

Narration- Carey Scheer:  13:51
And the reason that's a problem is because it's directly related to the kind of thinking that too often keeps people who live with disability stuck in the safe zone.

Ellen 14:02
Everyone wants to protect you or to remove anything that might be harmful or risky, and that is actually the most unhelpful thing that anyone can ever do. Because if you don't take risks and if you don't make mistakes, you can't possibly develop any sense of identity. It’s about learning our own limits and what we can do, rather than what other people think that we should or shouldn't be able to do. I'm going to India was a big, big message to everyone to just shut up and leave me alone and let me do what I want to do. And I think they got the message loud and clear. They really did.

Narration- Carey Scheer:  14:46
That is 100% how this story will end. Yeah. Thank you so much. Thanks so much for listening. If you enjoyed this story. We'd love to hear from you. And remember, we will be searching for a new name for the Purple Orange podcast in 2027. Same authentic first-person stories and conversations, but we'll be reaching out for your help to choose a name that gets to the heart of what we are actually doing. So, keep an eye out on our socials for how to get involved. In the meantime, we're always keen to hear the kinds of stories you'd like to hear more of, or if you've got a recommendation for someone we should talk to, reach out. You can find us on Facebook and Instagram, or email us at stories@purpleorange.org.au, or give us a ring on 0883738388.
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