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Manisha Ramlu  0:08   

You're listening to Discover Stories on Re-Imagine Radio, brought to you by the Vancouver 
Adapted Music Society. To learn more about accessible music programs and 
opportunities, please visit our website@vams.org That's www, dot, V, A, M, S, dot, O, R, G. 
Now let's get into today's episode.  

Manisha Ramlu  0:34   

I do want to know, though, did you find any like, community or support groups helpful? And 
if there's any that you would recommend to our listeners?  

Kiran Brar  0:44   

Yes. So there's this website, I think it's an organization from the States. It's called 
Dysphonia International, and specifically they focus on individuals living with Spasmodic 
Dysphonia. While researching, you know, I was trying to look for like some sort of support 
group, because really, I couldn't find anything, especially people my age with this disorder. 
There is, the group is not directly linked to them, but it's a Facebook group that was created 
for people who have spasmodic dysphonia to kind of share their thoughts or like their 
questions regarding different treatments, or like just like grievances, like talking about life 
living with like SD, and I found it's like, quite a substantial number of people in there. So I 
really like that group. And from time to time, I'll just like, peep in and if you go to their 
website, so just if you search like Dysphonia International, and you look through their, I 
believe it's resources, and there should be like some information about like the Facebook 
group for those with Spasmodic Dysphonia, so you need to request to be invited, and then 
you'll be able to communicate with everyone on there. And also, when I did accept the fact 
that, "Okay, I have a voice disorder, it might be lifelong, and I'm living with it, right? And I'm 
gonna live with it," I decided, "Hey, I want to help other people." We're kind of in the initial 
stages of, like finding out and navigating, so Dysphonia International, they have, volunteer 
positions where I am now, like an area contact leader. So it means that for the Vancouver 
area, I've even gotten, like, BC, in general, people can contact me for like resources and 
just knowing like, where to go. And mostly it's people trying to find support, or like, 
reassurance. And like, "Hey, I've been thinking about Botox and like, have you tried it?" And 
I've only gotten a few emails because, again, it is so rare, but it feels really nice knowing 
that someone out there has someone else who can relate, right? 



Manisha Ramlu  3:35   

Yeah, yeah. It's always nice to, you know, find a community that is living the experiences 
that you're currently going and like, it's not as isolating when you're like, "Okay, I'm not the 
only one." There's other individuals that are living with the same condition, and that's great 
that you're a volunteer and you're able to also share your story and your experiences with 
people who are just, you know, discovering this condition that they have. You mentioned a 
few times that you're a young person with this condition. Does it typically occur in, like, 
older populations? And also just wondering what kind of the causes or if there's any causes 
that have been shown in the research so far. 

Kiran Brar  4:26   

Okay, so, yes, typically it, the research shows that it affects middle aged women more 
often the I think there's a very there's not that many men who are diagnosed with it and and 
people under the age of maybe 50, 60, is like, very rare. And sorry, what was your other 
question?  

Manisha Ramlu  4:59   

Yeah. Um, what are kind of the causes that are shown in the research so far?  

Kiran Brar  5:06   

So, there's no known cause, but some research has shown that like there, it might have 
something to do with like the basal ganglia, like in the brain. Other research has shown that 
it could be due to like psychological stress, or it might run in the family, and then also due 
to like prior, I don't know, like illnesses, so like previous cases of laryngitis, things like that. 
But really, they can't pin it down to anything. It's like a bunch of things that that could have 
contributed to developing it. But it's still, I would say, like, more research needs to be done 
to kind of confirm, like, okay, this could be the causes. 

Manisha Ramlu  6:04   

Wow. So it's like, there's no, really, preventative measures that one can take.  

Kiran Brar  6:10   

No.  

Manisha Ramlu  6:11   

Wow, that's hard, like, not knowing where it came from too. So just looking ahead here, 
Kiran, what would you like to see in how society, workplaces, or even the medical field, 
support people with voice disorders? 



Kiran Brar  6:35   

So it's like a very broad question, almost. [Laughs] I would say, in the workplaces, if 
possible, you know, trying to have accommodations in place. I know that almost every role 
requires us to speak, right? But if it's possible, maybe have some duties kind of adapted to 
so where the individual doesn't need to speak much or speak at all, so that they could still 
make a living. Because that was, like, very hard for me to navigate, like, all the changes, 
and then on top of that, having no income is very hard. And then I would say, for people in 
general, just please be patient. Like, not just with those with voice disorders, but like 
anyone who communicates out of the norm, you know, and even people who don't 
communicate verbally, like patience, it is so appreciated. And just allowing, just allowing 
them time to really try their best to communicate, and like, just letting them have time and 
space.  

Manisha Ramlu  8:03   

Yeah, I can imagine that's huge, especially if, like, one takes a while, or some time to kind 
of voice what they need to convey. But we live in like, such a digitalized society where 
everything's so instant and so, yeah, I definitely think, as well, having that patience and 
willing to actually hear that person out is huge. Just speaking on the digital aspect, now 
with, like, you know, with technology, have you found any like apps or something that kind 
of is able to communicate for you? Like, if you're able to like text to speech, for example, 
have you found anything of that sort that's been helpful? 

Kiran Brar  8:54   

So I've never, I've never tried it, and I think it's something that didn't really appeal to me, 
because it just, it still doesn't feel like your voice. Like, how you would say things, or when 
you would say it, you know, or the words you would use, well, like text to speech is 
different, right? But, yeah, it's not something like I've explored. But maybe I feel like, you 
know, with AI now there might be something that feels more authentic, but yeah, I haven't 
dived into that. 

Manisha Ramlu  9:33   

That's totally fair. I mean, yeah, it can sound pretty robotic and less humane. So I can 
totally see not having the appeal of using that. But, yeah, I think, like you said, now, with 
like AI development, that might, that speech might be more closer to, like, the individual's 
voice. Yeah, we'll see what technology comes up with. Regarding just the voice and like 
speech in general. Well, it is last couple of questions here. I know you talked a little bit 
about how just like people in general, need to kind of be more patient. But is there anything 



else that listeners can do to better support friends, family or anyone who has a voice 
disorder, I think the best way is just to ask the person, "Hey, like, how can I support you 
during this time?" Because everybody handles it differently. 

Kiran Brar  10:39   

Everybody processes grief differently, loss, you know. So just ask and just check on your 
loved one, because I just completely went MIA for months and months and, you know, and 
it was like, very dark times. So just let them know that, hey, you're there and you care and 
yeah, just, I would say the biggest thing is, like, just to ask them, because sometimes some 
people, there's some things that they don't want to hear, and it makes like kind of healing 
or just living with SD a bit harder, yeah? So, yeah, it would also like kind of help to let the 
loved one know. Like, okay, like, this is how I can approach conversation with my loved 
one, yeah.  

Manisha Ramlu  11:38   

Okay, thank you. Yeah, thanks for sharing that. I can imagine, like you said, everyone has, 
like, their different needs and wants, and so sometimes, being like, "Oh, yeah, you should 
try this, this, and this," may not be as helpful to the person, because they might have 
already tried those techniques or those exercises, for example. Um, Kiran, is there anything 
you'd like to share with our listeners about your journey, or SD in general, before we wrap 
things up here? 

Kiran Brar  12:10   

So I would say it's, it's hard to talk about because it's like an ongoing journey, still. Um, if 
there's something that I can add, it's like, I would love to see a future research on the 
condition, like, just understanding it, because, as, like, we've spoken about, we don't know 
what causes it, or whatever. It's just, I feel like in some cases it might be, like, often 
misdiagnosed or under-diagnosed, because it is hard to diagnose, right? You have to kind 
of rule out all the other things, but they're not really ruled out. Like I've said, I still could 
have muscle tension dysphonia, and then, aside from that, I think focusing on like the 
stress aspect, or like the emotional health aspect, and how it's connected to people who 
have Spasmodic Dysphonia. While I was like, you know, trying everything and anything until 
the sun, I came across. I had, like, a separate Instagram for, like, just writing out, like, my 
thoughts and stuff, and a lot of like, speech language pathologists, you know, like voice 
experts and, like, vocal coaches followed me on there, so it was interesting, but I came 
across this advertisement, and it was, I'm forgetting her name, but a researcher from the 
U.S., from New York, I believe, who was trying to gather participants, people who had 
Spasmodic Dysphonia, and it was a research group. It was a few weeks, and we would 



meet up weekly. And her research was focused on what's the effect of mindfulness on 
people who have Spasmodic Dysphonia? Or it might, it might have been voice disorders in 
general. So we met every week. We focus on, like one technique or like strategy, like 
different types of meditation, you know, like different prompts, and like yoga and things like 
that. And just like keeping a journal on, like how it impacted us, and then keeping 
recordings of before and after, the kind of the session on how it might have impacted the 
voice, and through there, like I kind of like it was, for me, it was really impactful to see other 
people who have SD who are still working. I suspect most of them got Botox treatments 
because they sounded very like, like how you would think a typical voice, like a normal, 
healthy voice would sound. But, you know, it was like liberating, like there were like, 
managers in there who were still working, still navigating with SD, and, you know, still 
involved with this research, the same group I was in. And there one of the sessions, I 
remember, somebody mentioned that, "Hey, when I travel, I notice like my symptoms are, 
like, gone, gone, or like instantly, or like better, you know, much better, I sound like 
myself." And that was so affirming for me, because I experienced something very similar, 
and I don't have answers to it. So in in 2022, one of my friends, she was getting married, 
and I didn't want to go on this trip. I didn't want to talk to new people and communicate in a 
different language, and dealing with all the questions and stuff. So I was, like, very, very 
nervous. But when, when I was there, I was there for a week, like gradually, like one or two 
days, my symptoms were gone. It almost felt like a dream, like I had my voice back. So of 
course, nobody asked me anything, because I sounded like myself. And as soon as the 
time got back to, like, going home, you know, like getting closer to Canada and like, BC, 
like, the symptoms were back, right? I did speak to my specialist about this, and she 
mentioned that, yeah, a lot of people with SD experience that, because they're kind of, like, 
stress-free and, like, you know, they're more relaxed on vacation. But that was just that, 
you know, like, I feel like there's something to explore in that how come a change of 
environment? Or, like, well yeah, it is, like, the stress most likely, right? But like, what is it 
about it? Like, why is stress so impactful for some people and their symptoms just go 
away? Like, how can we mimic that? Or, like, what can we do? And what is the link to the 
voice, right? 

Manisha Ramlu  17:47   

Yeah, yeah. That's really, actually surprising. Like, wow. I didn't know that was a thing. But I 
can also imagine, like stress causes a lot of harm to the to the body, in so many different 
ways. So I guess maybe one of the ways is affecting your voice, but you're right. Like, 
research behind that, and like, you know, maybe steps of how we can, like, you said, 
replicate that non-stress environment, maybe, even in like stages or time periods where, 
like you can experience that in your day-to-day, would be so impactful, because, 



realistically, everyone cannot be on vacation all the time, right? So yeah, like, how to 
incorporate that in your daily life would be, yeah, that's, wow. That's so cool.  

Kiran Brar  18:44   

So I just want to mention something like, I was only stress-free after I heard my voice 
improving before, the fact I was very, very nervous. In fact, a friend like even accompanied 
me because they thought, like, "Hey, if you have any trouble communicating,  like, I'll be 
there. I'll kind of be your voice," right? But yeah, so it's something I guess I'll never have the 
answers to, because I was very nervous. I did not want to be there, go there, but still, 
maybe the environment or something, you know, there was something there. Yeah. 

Manisha Ramlu  19:30   

Yeah, maybe, I mean, I'm just like speculating, but maybe, like, the stresses that are in your 
regular environment were not present. I mean, as like, with a psych background, when 
those stressors are not present in your surroundings, like you tend to forget about them 
that really affect, I guess, like your day-to-day and like, how you kind of act, I guess. And so 
when we're on vacation, I'm assuming, again, I'm no researcher. I think when those 
stresses are not present, your body tends to, like, almost forget about them, because 
you're not in that environment. If that makes sense, even though you were probably feeling 
nervous about like, your voice and how to communicate to people and like that was like a 
stressor, but the stressor that probably induces the SD was not present, if that makes 
sense. So that's really interesting, and I definitely encourage, and hope to see, you know, 
more research around this. 

 Kiran Brar  19:31   

If I could, Manisha, there's one question that I think we didn't go over.  

Manisha Ramlu  19:31   

Yeah, we can definitely. 

Kiran Brar  19:41   

I know, like, what we've been speaking about is kind of heavy and like, we focus more on, 
like, maybe, like, the not so pleasant aspects to living with a voice disorder. But I would 
say, you know, looking back, because now I can think a little bit more clearly. The one 
positive out of this is I really learned to listen to myself and my body like I learned in that 
moment, in those times I had to say no, you know, like, if I don't want to speak one day, I'm 
not going anywhere. But now it's recognizing when I'm, like, overwhelmed with stress, like, 
when I'm getting close to that, I do things to, like, reduce or, kind of like, nip it in the bud, 



because in my gut, I feel like my disorder is really connected to stress and my emotional 
well being. So I really try to do things. I do a lot of like, things good for my soul. You know, I 
do yoga, I dance, I go for walks, whatever, I make art, but also, like, having boundaries, and 
then, like, I feel like life, time and time again, there are some lessons like, you just keep 
learning again and again. So, you know, recognizing, "Oh, I'm in a place where I don't want 
to be," like, putting those boundaries and then putting them up again if they kind of get 
stepped over. So that's like, a big positive that came out of this. 

Manisha Ramlu  22:34   

Thank you. Thank you for sharing that. Yeah, I think oftentimes when we have a condition, 
regardless of what it may be, we always tend to focus on the negative and like the ugly. And 
so thank you for sharing the positives and that as well, because that's also very important 
and just to have a better, I guess, outlook on the condition as well. So thank you. I do 
appreciate that.  

 Kiran Brar  23:00   

Thank you for listening.  

Manisha Ramlu  23:03   

Well, thank you for coming on our podcast today. We really appreciated it and I'm sure our 
listeners are going to find a lot of insight regarding SD as like you said, it is a rare voice 
disorder, so bringing awareness is also a key step in getting that research. So hopefully that 
will reach the ears of individuals who are able to do the research around it. So thank you.  

Kiran Brar  23:36   

Thank you so much again, Manisha.  

Manisha Ramlu  23:38   

Thanks for tuning in to Discover Stories on Re-Imagine Radio. If you enjoy our content, 
please support us by subscribing to the YouTube channel or following us on Spotify. See 
you in the next episode. 


